Guidelines for the Care of
Children and Adolescents with
Developmental Delay or Mental Retardation

Basic
Team

Initial
Evaluation

Frequency
of Visits

The special care needs of children with developmental delay can be met by an experienced pri-
mary care physician working collaboratively with parents, early childhood educators, teachers,
and other school staff. Some children and families require referral to an experienced child de-
velopment team headed by a developmental pediatrician, and other children may need refer-
ral to a medical geneticist. Please note that the primary care physician continues to be respon-
sible for coordinating the special services that these children require.

Regular members of the child development team include a developmental pediatrician, a psy-
chologist, a speech-language pathologist, an occupational therapist, an audiologist, and a med-
ical social worker. Many children do not require evaluation by all members of the team, and
some children require additional evaluations (e.g., nutritionist, behavioral specialist).

The objectives of the initial evaluation are to document the child’s performance level in different
developmental domains, make service recommendations, determine the cause of the disability,
and identify associated medical problems. The responsibilities of the primary care physician and
nurse are to complete family, developmental, and medical histories; perform a complete medical
examination, including a surface evaluation for minor congenital anomalies; determine the needs
for referral and for laboratory tests; and counsel the parents and the child about the diagnosis and
recommended treatment.

The child and the family are best followed monthly in the primary care office following the initial
evaluation until associated medical problems are determined, the cause of the disability is identi-
fied and discussed, and the child is receiving general education services. Then reevaluate the child
and the family in the office at least yearly to monitor his or her progress and to review the treat-
ment of associated medical problems and more often for younger children and in the first year after
the diagnosis. Some children may need to be seen more often by the primary care physician (e.g.,
children with seizures who are taking anticonvulsants). Some children require regular follow-up
by the child neurologist, and other children may require reevaluation by the child development
team. The management plan should be updated at each reevaluation and not less than yearly.

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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Family and Physician Management Plan
Summary for Children and Adolescents with
Developmental Delay or Mental Retardation

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.

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

School name Grade

Teacher Telephone

3. Do you/does your child receive any support services and other special programs at school (e.g.,
physical therapy, resource room)? Please list.

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

Neurologist
Other

5. Who are your/your child’s other community service providers?

Speech-language pathologist

Community health nurse
Other

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 Developmental Delay or Mental Retardation (continued

6. Do you/does your child also receive services from a child development team of specialists?

Contact person

Location

7. Have you/has your child had any blood tests, radiologic (i.e., X-ray) examinations, or other pro-
cedures since your/your child’s last visit? If yes, please describe.

8. Have you/has your child been hospitalized or undergone surgery since your/your child’s last
visit? If yes, describe.

9. 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.

10. 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 treatments.

11.  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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Family and Physician
Management Plan Summary for
Children and Adolescents with Down Syndrome

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.

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

School name Grade

Teacher Telephone

3. Do you/does your child receive any support services and other special programs at school (e.g.,
physical therapy, resource room)? Please list.

4.  Who are your/your child’s other medical and dental service providers?

Dentist

Neurologist

Geneticist
Other

5. Who are your/your child’s other community service providers?

Physical therapist

Community health nurse
Other

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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Family and Physician Management Plan Summary
for Children and Adolescents with Down Syndrome (continued)

6.

10.

11.

Do you/does your child also receive services from a child development team of specialists?

Contact person

Location

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

Have you/has your child been hospitalized or undergone 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 treatments.

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.




*0D Buiysi|gnd sa400ig “H [ned 000Z @ WY3HAdOD “ydsaq M ALe pue [BDIN *3 Uaqoy Ag paIIpa ‘SUOLIPUOD JIUOIYD pue SIIGESI Ylim UBIP|IYD) 10j Bulied) 0] apInD s,uRIISAld a1

sijIuopoLIad
ale) [euag

*SUOI)EDIP3L JO S)OYYD APIS AUk JJON

auaI3Ay |enssuaw ‘Ajljenxag
(2Je1) BIWSYNST
eaude dasg)g
(uneas aandepe Joy
poau aulwIRlep) Sulures) 19|10
uonednsuo)
(@seasip 3unidsyosiiy
‘eIsale [amoq *3-9)
swajqoud [eunssjulonsen
saINZ1ag
(Aujigelsul [eixeojue|ie ‘eise|dsAp
diy ““8'9) swajqoid [epjaysoinosniy
wisiprosAyrodAH
suo1dajul Alojelidsal JuaLINdDY
(SO snoJas
wa)sisiad “eipaw sio ande
JUa.1INda1 “*8°9) suIadU0D SuliesH
(s1oeJeIed
‘snwisiqe.)s “*3°9) suIadUOD [BNSIA
10949p Meay |eyuaduo)

SWia|qoId [BdIPajy PaIeIdoSSy

Ausaqo
swajqoid Suipaay

uonLINN/YIMOoIr)

suonsand) s,Ajiwe

}o3yd snje)s
Joj ajeq

apew sjessa)oy

SUOI}EPUIILL0DA
Juswyeas |

papaau
suoijenjeA

;wRqoad
e Apuaiin)

sanssi [es1ul])

ayep s,Aepo|

wioy unajdwod uosiag

swieu s, pliyd

"SJUSLLIBAL) PUB SUOIBNIBAS POPUSLLILLIODD PUB SIS JUaIayIp I8 sanss! [ed1uljd Jo Sunsi| a19jduwiod
alow e apiroid yd1ym ‘aie)) 1oy saulfapinn ayl YlM pasn aq 0} Papualul SI J| ‘PaPaaU Se UIYO 2I0W PUB MIIASI [BNUUE YOrD Je paja|diod aq pjnoys Arewuwins uejd juswaseuely oy |

WOIPUAS UMO( YHM SJUIISI|OPY pue udp|iyd
10} Azewiwung uejd Judwidgdeuepy UeIdISAYd pue Ajiweq



*0D Buiysignd seqooig “H [ned 0007 @ WBuAdod ‘ysaq “m ALeT pue [2YIIN 3 Maqoy Aq PaUPe ‘SUONIPUOD JIUOIYD Pup SBINIGRSI YIM UBIP|IYD) 10§ SuLieD 0] 9pIND S,UBIDISALd dU |

SUI90UO0D JOJOW |ENSIA/IOJOW BUl{
Asjed

[el1ga19D o eixeldsAp pajeIdossy

eiuolodA

saoiInias Adesay
[euonednod() 10 [edIsAyd 10f paaN

(s921A9p

UOIEDIUNWIWOD SAIBUIS)[E pue

aAnejuswdne 1oy pasu aulw
-1919p) Jopiosip adendue|-ydaadg

([d31] wet3oud

uoredNPa PazijenpliAlpul

10 [4S41] ue|d 2o1A19s AJlwey

PaZI[eNnpIAIpUl) S9DIAISS |00 DS
10 UONUSAIBIUI A|1€D MIIADY
ssaidoid |ooyos ualind

Swajqoid
[euawdojara pajeidossy

(sdIS) sio1aeyaq snotn(ul-yjas
saldAj0al101g

loineyaq aAIs|ndwod-aA1ss9sq0O
uoissaidap ‘Ayaixuy

loineyaq [euonisoddo
AyanoeladAy/uonuspeu|
uolssa133y

wisnny

swa|qo.d yljea [eruspy
/I0IABYDg PO]eIDOSSY

}o3yd snje)s
Joj ajeq

apew sjessa)oy

SUOI}EPUIILL0DA
Juswyeas |

papaau
suoijenjeA

;wRqoad
e Apuaiin)

sanssi [es1ul])

ayep s,Aepo|

wioy unajdwod uosiag

sweu s, pliyd

(ponupuod)  JUUOIPUAS UMO( YHIM SJUIISIJOPY pue UIP[IYD 10} Aewwung uejd Juswageueyy ueisAyd pue Ajiwe4




*0D) Buysijgng sexooug ‘H |ned 000Z O 1Y3uAdod ‘yosag "M Alie pue |93DIN T 1RGOy Aq PalIpa ‘SUonIPUOD) DIUOIYD pUe SaNIJIGeSI(] YIm ualp|iy) Jof Sutied) 0) apinD s,ueidisAyd ay |

sa01A198 Joddng Ajiwey

aouapuadapuy|/aie)-J|as d]oWo.d

papirold sjelarew
pue passnosip sanssi 1S

aouepinn Aiojedidnuy

AJUNWWOD 3y} Ul pue [ooyds

1e saniande dnoud Joad ul uswi

-9Aj0AUl 910woid 0) papasu
aJe spoddns yoiym auiwseQq

SIS 181208

saideiay | (jeisianouo))
9AIJBUID)|Y JO UOISSNISI(]

jooyos ay3
ul Juswageuey 10ineyag

WO ay}
ul Juswaseuey 10ineysg

}oaYyd snje)s
Jo} ajeq

apew sjea)oy

SUOIJEPUIWI0DA
jJusweas |

papasu
suorjenjea

;waqoad
e Apuain)

sanssi [es1ur])

ayep s,Aepo|

wioy 3unajdwod uosiag

swreu s piiyo

(onupuod) JUIOIPUAG UMO( YHM SJUIDSI|OPY PUe UIP|IYD 10} Atewwung uejd Judwgeuely ueDIsAyd pue Ajiwey



*0D) 8ulysijqng sexooig "H [ned 0007 O WYS1Adod ‘yasaq "AA ALieT pue [932IN ] URqOY Aq PaNIpa ‘suonRIpuoD d1UoIyD) pue sanIjIqesid Yium uaipliy) 1oj Sutied o) apinD s,ueidisyd ay |

(leuorssajoid yyjeaH)
alneudig

areq

(uaied pue pjiyd)
21meusig

are(]

Alewiwng ue|d uswadeueyy ay) jo arepdn 1xaN

Sjuswiwo)

uonej|iqeyay [BUOBDOA
S9DIAIDG

Anjigesi@ [eyuswdojanag

S|00YDS YIIM UOIeDIUNWWOD)

sa1puady Ajunwiwo)
YlIM uoleIoqe||o)

¥o3yd snje)s
oy ajeq

apew sjeLd)ay

SUOIJEPUIWIWIO0DI
jJuawneas |

papaau ;wajqouad sanssi [ea1u1])
suorjenjeay e Apua.un)

a1ep s,Aepo|

wioy Suns|dwod uosiag aweu s,pjiyd

(panupuod)  JUIOIPUAS UMO( YHM SJUIISI|OPY PUE UIP[IYD 10} Alewwung uejd Judwdgeuepy uedisAyd pue Ajiweq



Surface Evaluation for Minor Congenital Anomalies

The purpose of this examination is to provide a structure for making skilled observations to assist with the identifica-
tion of children with birth defect syndromes and genetic problems. This examination is best integrated into the gen-
eral physical examination. When first learning to evaluate a child thoroughly for minor anomalies, however, it is use-
ful to conduct the examination from start to finish to become comfortable with every aspect of the examination.

Starting with the head and face, follow the sequence presented below. For each stage of the examination, a list of the
most common anomalies is provided. Please remember to measure whatever can appropriately be measured (e.g., ear
length, hand length, palpebral fissure length). Circle the anomalies that are present and describe or write in the mea-
surements in the righthand column. Please also describe any anomalies next to the appropriate category that are not
listed on the form.

Child’s name Date of birth Today’s date

Diagnosis or referral concerns

1. Craniofacial
Flat or prominent nasal bridge
Small mandible
Flat or prominent occiput
Metopic ridge
Large posterior fontanelle
Malar hypoplasia
Anteverted nose
Synophrys

2. Ears
Preauricular tags or sinus
Large or small ears
Asymmetric size
Low-set ears
Posterior rotation (> 10%)
Lack of usual fold of helix

3. Eyes
Epicanthal folds
Hypo- and hypertelorism
Ptosis
Short palpebral fissures
Upward slant to palpebral fissures
Downward slant to palpebral fissures

4. Mouth
Bifid uvula
High-arched palate
Wide alveolar ridges
Large tongue
Thin upper lip
Flat philtrum
5. Skin/hair
Low hairline
Frontal upsweep/aberrant hair whorl
Alopecia of scalp
Extra posterior cervical skin
Large capillary hemangioma (other than on posterior neck)
Café au lait spots
Hypopigmented macules
Deep sacral dimple

Aplasia cutis congenita (continued)
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Surface Evaluation for Minor Congenital Anomalies (continued)

6.

Length Weight Head circumference

Comments

Chest
Short sternum
Depressed sternum

Wide-set or high-located nipples
Shield chest
Abdominal/perineal
Diastasis recti (> 3 centimeters)
Umbilical hernia

Inguinal hernia

Small testes

Hypospadias

Small or hypoplastic genitals
Hands

Single palmar crease
Clinodactyly

Other unusual crease pattern
Camptodactyly

Partial cutaneous syndactyly
Proximally placed thumb
Broad thumb

Duplication of thumbnail
Small or dysplastic nails
Overlapping fingers

Long fingers

Small or large hands

Short metacarpals

Feet

Syndactyly of toes
Overlapping toes

Wide gap between toes
Prominent heel

Broad hallux

Hallux valgus

Hypoplastic nails
Duplication of nail (rudimentary polydactyly)

(continued)
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Surface Evaluation for Minor Congenital Anomalies (continued)

Reference

Jones, K.L. (Ed.). (1997). Smith’s recognizable patterns of human malformation (5th ed.). Philadelphia: W.B. Saunders
Co.

Normal standards

Outer canthal distance (Jones, p. 764)
Inner canthal distance (Jones, p. 765)
Palpebral fissure length (Jones, p. 766)
Ear length (Jones, p. 768)

Total hand length (Jones, p. 760)
Palm length (Jones, p. 761)

Middle finger length (Jones, p. 761)
Foot length (Jones, p. 763)

Penile length (Jones, p. 769)

Notes (please review Jones, pp. 727-746)

1. Measure the outer and inner canthal distance with a plastic see-through ruler.

2. Aflat nasal bridge and anteverted nose typically go together. Consider a nose anteverted if you can see straight
into the nostrils when looking at the child from the front.

3. Ears are posteriorly rotated (slanted away from eye) if there is 15% slant away from the perpendicular (Jones,
p. 730).

4. A sacral dimple is considered deep if the bottom cannot be seen without considerable stretching. It should be
distinguished from a pilonidal sinus.

5. Measure penile length by resting one end of a ruler on the pubic bone and stretching the penis as much as pos-
sible. Measure to the tip of the glans.

6. Hypoplastic testes refers to small size and/or abnormal consistency. Hypoplasia of the labia majora may give
the impression of a large clitoris (Jones, p. 734).

7. If the first metacarpal bone is short, the thumb will be proximally placed. If other metacarpals or metatarsals are
short, the corresponding finger or toe will appear short. To check for a short metacarpal, have the child make a
fist and check the knuckles. If a short metacarpal bone is present, the knuckle will be absent. A common exam-
ple is relative shortness of the fourth or fifth metacarpal or metatarsal (Jones, p. 732).

8. Dysplastic nails are spoon-shaped, ridged, or otherwise malformed nails. The nails generally reflect the size and
shape of the underlying distal phalanx (Jones, p. 731).

9. Partial syndactyly most commonly occurs between the third and fourth fingers and second and third toes. Less
than 25% syndactyly between the second and third toes is considered normal.
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