Guidelines for the Care of Children and Adolescents
with Autism and Pervasive Developmental Disorders

Basic
Team

Initial
Evaluation

Frequency
of Visits

The special care needs of children with autism can be met by the primary care physician work-
ing collaboratively with parents, an experienced child development team, early childhood edu-
cators, teachers, and other school staff. Some children and families require referral to a child
neurologist or child psychiatrist, and other children may need referral to a behavioral consul-
tant. Please note that the primary care physician continues to be responsible 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 see all members of the team, and some children re-
quire additional evaluations (e.g., nutritionist, behavioral specialist).

The objectives of the initial evaluation by the child development team are to confirm the diag-
nosis of autism, to determine the presence of other developmental and behavior problems, to
establish the cause of the child’s developmental problems if possible, and to review the support
needs of the child’s family. The responsibilities of the primary care physician and the nurse are
to identify and refer children who are suspected of having autism; to perform a complete med-
ical examination of such children including evaluation for minor anomalies; to evaluate and
treat associated medical problems; and to counsel the parents and children about the diagno-
sis and recommended treatment.

The child and family are best followed monthly in the primary care office following the initial
evaluation until associated medical problems are evaluated, family support needs have been
addressed and discussed, and the child is receiving needed educational services. Reevaluate the
child and family in the office at least yearly to monitor his or her progress and review the treat-
ment of associated behavior and medical problems, and more frequently for younger children
and children in the first year after beginning treatment. Some children may need to be seen
more often by the primary care physician (e.g., children with seizures who are taking anticon-
vulsants). Many children benefit from reevaluation by the child development team. Some chil-
dren require regular follow-up by a child neurologist or a child psychiatrist. The management
plan should be updated as needed 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,

copyright © 2000 Paul H. Brookes Publishing Co.



*0D Buiysi|gnd sayooig “H [ned 0007 @ WBuAdod ‘Ysaq A ALIeT pue [PYDIN 3 Meqoy Aq PaUPa ‘SUOUIPUOD DILOIYD PUP SaINIGRSIC YIM UBIP|IYD 10§ SuLieD 0) 9pIND S,UBIISAL By

popasu Se jue}Nsuod

[el0IABY3q ‘Wea) Juswdo[anap p|iyd 0} [el1asay
popasu se [euolssajoid

Ypjeay Jeausw Jayio o suieiydAsd pliyd ‘padq

juswaSeuew JoiAeYaq Ul Sulurel) Jualed
101ABY3( JO SISA|eUR |BUOIDUNY ‘S9[EDS
Sunel JoiABYa( ‘SMBIAIBIUI JaYDed) puUE Ajlwe

sa1dAj0a1a)s 10 (5g|S) Siolaeyaq snoLinful-}|ag
SIOIABUD( SAIIBISAISIDY
ApRIXuy
loiaeyaq ueploAy
loineyaq [euonisoddo
uonuaneu! 1o AyanoesadAy
uo1ssa133y
SWa|qoId YljesH Jeluspy
10 10]ABYDY Pa1eIdOSSY/

papaau se Jsid1auad [edipaw ‘padd

SINDDO S||1S Ul UOIS
-s913a1 J1 pJodal daa|s paduojold yum D33 urelqo
popaau se Yo} 0s pue ‘ueds (1Y) SuiSew

9oueUOSaI d1jUdeW ‘sawosowolyd ‘Apnis X a|13el4

saljewoue Joulw J10j uonenjeA

SUWIOIPUAS Jauya)|

-nepue Jo ‘awolpuis ¥ ajidels (Qdd)

Japiosip [eyuswdojanap anisealad 1apisuod)
Anjigesig jeluswdojansg ayj jo asned)

1Isnua

dUBISAY [e10 MIIAY

ale) |ejua(g

papaau se padq ‘st8ojoyed adengue|-yoaads
papaau se isije1dads

asinu ‘(padq) ueduielpad jejuswdolansg

papaau se isidesayy [euonednodo/jedisAyd

papaau se isi3ojoinau pjiyd

papaau se 1s130[01a)1us0415e3 DLIeIPa

papaau se isidojoweyido 1si3ojoipny

suoljedIpaW |euoISedd0 Juawadeuew [elolneyag

(uagde ynq *8'9) uonedipaw 181
suolnedipawl
Wa)-10Ys |BUOISEDD0 Juawadeuew [elolreyag

popaau Se uolen|eAd Jojowolnau pajiels
papaau se 1s13ojo0inau

pl1yo 01 [esdyal ‘(D33) wesdojeydaousonds|]
adueyd ja1p pue

‘Buiuonisod ‘uonesipaw Jo [el] ‘¥3n 404 dndopn
papaau se isidojoweyydo

0) [e194a1 ‘unsay uoisia ‘3unsal o13o|o1pny

*SUOI}BDIPI JO $)I3YD APIs Aue d)oN

3urjooig
Sururen 19|10
uonednsuo)

swojqoid das|sg

(Bunjjem a0y ‘eixerdsAp
‘eruojodAy *8'9) sUIBOUOD JOJOWOININ|
$9INZz19g

(33D) xna1 |eadeydosaonsen

uolsir/Sulieapy
SWIa|qoid [BDIP3IN PaIeIdossy (o%e
|ooyods—aud)

papaau se jsijeroads Suipasy 4siuoninnN

pl02a1 121p ‘sivjpwesed yimoin

uonLINN/YIMoID  sIedA G—yuig

SISITVIOAdS

SIANAID0OUd ADI/SNOILVNTVAT

SNYIDNOI/SINSSI TVIINITO A 10V

‘uoien|eAs [eniul ayl Jo ed se awiy 31l oY)

10) 9o110€4d InoA Surisiua pjiyo e jo dnoi§ a8e jenioe ayi ySnoays dn pajedipur swali jje maindy aAne/nwind s Sunsi| sy pue ‘dno.§ a8e Aq papuswiwiodsi aie sjuswisje Suimo|jo) ay |

s19piosiq [eudwdojanag AISeAIdd pue WISIINY YHM SJUIDSI|OPY pue udIpjiyd

JO 34e) Y} 10} SAUI[dPIND



‘0D 8ulysijqng sexooig "H [ned 0007 O YS1Adod ‘yasag "AA ALieT pue [932IN T URqOY Aq PalIpa ‘suonRIpuoD d1UolyD) pue sanIjIqesi YiIm uaipjiy) 1oj Sutied o) apinD s,ueidisyd ay |

sa1puade Jaylo

pue ‘sadiAles (QQ) ANjigesiq [eluswdojara(
|00YydS Ylim uoneloge||o0d ‘UOIeUIPIOOD le)

uoneuwliojul 92IN0sal

EERIWVENE TS |IEWETe)
([1SS] swodu|

Ajinoag [eyuswa|ddng) sadiAles [eldueUL
(edLIRWY

Jo A181008 wisiiny “*8'9) AdedoApy

asinu yieay Ajunwwo)

dnoid juaiey

papaau se
S9DIAI9S AJUNWIWOD J3YI0 pue ‘asinu
Y[eay AHUNWIWOD “I9XI0OM |BID0S [BDIPAIN

a1ed ondsay
saoIAIeS Joddng Ajiwey

apiroid {papasu se (Aoaing spasN Ajiwe] “3+9)
alreuuonsanb juaied asn ‘mainisiul Ajiwey

sweidoid Surjqig
|ooyds apeid o}
3503 wouy pue 35)7 O} |3 WOoJy uoisuel |
saidesay) aAneuId)e SSNosI
WsWwadeuew
Joineyaq ui Sururesy yuased 1oy paaN
Ajiurey um ds41 mainay
aouepinn Aiojedidnuy
pue sisoudel Jo MIINSY

9DUSIJUOD |00YDS ‘MIIAIRUI JayDed |
sjooqaiou
ased ajeniul ‘(saidesay) dAleUIS)[E UO SINO
-puey “"3'9) s|elIa)eW [BUONEINPS ‘MBIAIBIUL A[IWe

papaau se
Je1s 35D3/13 pue wea) Juawdojanap
PIYD Yum d1eloqe||od [ad1yjo a1ed Arewlid

eixeldsA(
lapiosip adendue|-yosads
uolep.elal
[ewuaw Jo Aejap |eyuswdojarag
uoddns |ejoirey
-aq ‘Adesay) a8endue|-yosads ‘Adesayy
Jeuonednooo ‘Adesayy |eoisAyd 1oy pasN (panunuod)
S22INISS (ode

(35D3/13) uoneonpy [e1dads pooypyiy) Aje3  jooyds—aid)
Juonuaiauy Alieg ‘ssaifoid jeluswdojarag  sieak g—yuig

Ajwrey yum (dsd1) uejd ao1ases
Ajiwey pazijenpialpul maiaas ‘bodal 3503/13 1sonbay
aoue[|1aAIns [eyuswdojarag

papaau se sisidesay) [euonednd
-00 pue [edisAyd 1sidojoyed adendue|-yosadg
papaau se wea) Juawdo|aAap p|Iyd o} [eLd)ey

SISITVIOAdS SIANAIDOYd ADI/SNOILVNTVAT SNYIDNOI/SINSSI TVIINITO A 1DV

‘uonjenjeAs [eniul ayj Jo Jed se awiy 151l dY)
4104 9o1ok4d unoA Sursiua pj1yo e jo dnois ade jenjoe ayi ySnoayl dn pajedipul swall [je MaIASY “aAne/nwnD si Sunsi| syl pue ‘dnois a8e Aq papuswiiodal a1e suswafe Suimojjoy ay |

(ponunuod) §13pA0SI [EIUIWAO[IAI( IAISBAIIY PUB WISIINY YHIM SJUIDSI|OPY PUB UIP|IYD JO 31e) 3y} 10} SaUljdpInn



*0D) Bulystqng s23001g “H [Ned 0007 @ W31AdOD ‘ydsaQ M AL pue [N 3 USGOY A PAUPS ‘SUOHIPUOD JIUOIYD PUB SINIIGESI YUM UBIP|IYD 10§ SuLieD 01 3pIND) s,uBIDISAYd U]

uonelljiqeysy
|[eUONEDOA JO Juswipedaq 0} [els)ay
papaau se 15130]00aUAS 0) [eLajy
Jye1s jooyds pue wea) Juswdojarsp
PIIY2 YlM UONBIOGE||0D Ul 9D1J0 dIed Arewlld

sarouade Jaylo ‘sadIAIRs 4
‘Jels |ooYDS YiMm UOIIeIOgE|[|0D {UOIjeulplood aied)
papaau se 3s|
-[e1dads |euoied0A AqQ uoljen|eAs ‘uijasunod Jaaise)
(elanoid-odag ““8'9) papasu se 0U0d Yuiq ‘BualdAy
[ennsuaw ‘Ayenxas Suipledas Suiuted s||1s [e120S
AjlWe) YlM d3| MIASI {PaPaau Se adUIBJU0D
|OOYDS ‘SMBIAIBIUI 13YDED) pUE A|lWe) “JUadSI|opY

S9DIAIDS J|NPE 0) UolIsuel |
(s1019%2
191p "3-9) sio1neyaq Aypjeay aSeinoou]
swes3oud s||13s ay17
Suiuien [euonesop
[03U0D YUIq pue ‘Duai3Ay [ennsusaw ‘A)enxas
[ooyds Y31y pue |ooyds a|ppiw 0} suonisuel |
aouepinn Atoyedidnuy

papaau se Sujuren (|npe
s|1ys Je1oos ‘wes3oud s|ys Sulal| Jusapuadapu) 3unoA
papaau se is13ojoydAsd “sideayy jeuorrednooo papaau se sadialas Adesay) papaau are spoddns yoiym suiwiale( —Juadsajope)
‘s1desay) [edisAyd “Joxiom [B1D0S [eDIPAN [eaisAyd pue Adesayy jeuonednooo jusieding 8uinIT Juapuadapuyjfere)jjas  sledk |7—€|
(papaau are spoddns yorym
JJBIS [00UDS Ylm auIWIBlaP) AJUNWWOD SU) Ul pue |ooyds
9]eIOCe[|0D {PIPIdU SE JUB}NSUOD |BIOIABYD( 1e saiuAnoe dnoig uoad ul JuswaAjoAu|
pue “s13o0joyoAsd “sie1dads 34 aandepe papaau se SaOIAISS SSIIAIDY 9INSI9T
4sidesay) [euonednado Jsidelayy [edisAyd Ajunwiwod oy [ewsjal pue weidoid paseq-jooyds PUB UOI1B3ID9Y ‘S||IYS [BID0S
s21dA1021915 10 sg|S
s101ABYAQ AAIS|NAWO0D-2A1SS3SO)
uo1ssa1338y
uolssalda(g
Apixuy
siolreyaq |euonisoddQo
papaau se uonuaneu! 1o AyianoesadAy
1sLIRIYDASd plIyd pue ‘Que)nsuod |eloiABYa( papaau se JuswaZeuew UOEIIPIN lapiosip das)s
1s18ojoydAsd ‘padq yum syusunuiodde [en loineyaq jo Swajqold yijear [ejuspy
-pIAIpUI 10 WEd) Juawdo|aAsp p|Iyd O} [eld)ay sisAjeue jeuonduny ‘sajeds 3uijel JOIABYIQ ‘SMIIAISIU] 10 10IABYDYG PaJeID0SSy
Adesayy a8en8ue|-yosads
Apwrey yum (43]) wea3oid uoneosnpa pazi ‘Adeiayy jeuonrednooo ‘Adesayy [edisAyd
JJIS |00YDS YIMm B)eI0ge||0D {papasau -|ENPIAIPUI MBIABI {papasu se Jodal |0oyds ‘sa|eds S9DIAIDS Ale||IDUB 10} PION (23e-jooyds)
se wea} Juawdo|anap pjiyo Aq uonenjeay Sunes Jo1ABYSq ‘SMBIAIBIUL JBYDED) pue A|lWie] ssaifold |ooyos sieak 71-9
SISITVIOAdS SIINAIDOUd ADI/SNOILVNIVAT SNYIDNOI/SANSSI TVIINITO A ER)Y

‘uonenfeAs [eniul ayj Jo Jed se awij 1511 oY)
10) 9o110k4d UnoA Surivyua pjiyd e jo dnois ade jenioe ayl ySnoays dn pajedipur swali jje MaiAdy “aAle[nwind si Sunsij syl pue ‘dno.d a8e Aq papuawiwiodas aie sjuswsla Suimojjo) ay |

(panuyuod) 13p0SI [EIUIWAO[IAI( IAISBAIIG PUB WISIINY YIIM SJUIDSI|OPY Pue Up|IyD JO 31e) 3y} 10} Sauljdpinn



Family and Physician Management Plan
Summary for Children and Adolescents with
Autism and Pervasive Developmental Disorders

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 Autism and Pervasive Developmental Disorders (continued

6.

10.

11.

Do you also receive services from a child development 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 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 (skills) would you/your child like to accomplish in the next year? Consider activi-
ties at home, in your neighborhood, or at school, as well as success with a treatment.

What questions or concerns would you like to address 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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Child’s name Dateofbirth ___ Person completing form

1.

10.

11.

12.

13.

Questions for Parents to Ask Themselves Regarding Specific Treatments

What characteristic behaviors of autism am | trying to target? Does the treatment that | am considering target
these characteristic behaviors?

Are there any harmful side effects associated with this treatment?

What positive effects of treatment would | hope to see?

What short-term and long-term effects might | see with this treatment?

Can this treatment be integrated into my child’s current program?

What is the cost of the treatment?

Will my insurance company pay for the treatment?

How much time does the treatment take? Can | realistically devote the time required to the treatment?

Has this treatment been validated scientifically?

Have | researched the treatment?

Was | able to interview other parents and professionals about the treatment? If so, list stated pros, cons, and
other areas of interest.

Do proponents of the treatment claim that this procedure can help nearly everyone? Do proponents offer the
possibility of a “cure,” state that treatment must be done early or else is not effective, claim that treatment
benefits a variety of conditions? If so, these should be seen as “red flags” to be more careful in considering this
technique.

What do my pediatrician and other professionals involved with my child think about the treatment’s
appropriateness?

From Fields, V. (1994). Autism advocacy in Lane County: A handbook for parents and professionals. Unpublished master’s

thesis, University of Oregon, Eugene; reprinted by permission.

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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Observation of Play

The purpose of the play observation is to improve the quality of behavioral observations in the primary
care office. It is not a screening test. It provides a structure to look for specific social, communicative, and
play behaviors to assist in the identification of children through 3 years of age who are suspected of hav-
ing autism or other pervasive developmental disorders (PDDs).

The play observation is best incorporated at the end of the physician’s interview with the parents and prior
to the physical examination. Look for the target behaviors while the child is playing during the interview,
then allow 10-15 minutes for the structured observation of play.

TOYS: Have books and a number of toys available, including toys that can be used for pretend or make-
believe play and reciprocal play, and “cause-and-effect” toys such as a Jack-in-the-Box or a See 'n Say toy
(a pull-string toy). Your toy box can include a toy telephone with push buttons or a dial that spins, a doll
with removable clothes, two plastic bowls or cups and two spoons, a 6-inch-diameter ball, a toy car, a
pull toy (e.g., a train), a tower and plastic rings, blocks, a shape sorter, and books.

METHODS

1. Begin by telling the parents that you want to watch them play with their child to learn more about
their child’s behavior. Ask the parents if they have brought any of the child’s toys from home. Then
encourage the parents to play as if they were at home and use the child’s own toys as well as those
in the toy box.

Wait and observe (several minutes).
[Skip Item #2 if the parents and the child are already playing actively on the floor near the toy box.]

2. Next, ask the parents to sit down next to the box of toys. If the child is not engaged actively in play-
ing near the toy box, ask one of the parents to pick up a toy to show the child and to call the child by
name. If the child does not come in response to being called, ask one of the parents to place the child
next to the toys.

Wait and observe.

3. Now instruct one of the parents to show the child the toy telephone (or a bow! and a spoon). If the
child does not begin to play with the toy telephone (or the bow!| and the spoon), instruct one of the
parents to model dialing, pretend to talk on the telephone (or pretend to eat from the bowl with the
spoon), and then offer the telephone receiver (or the pretend spoonful) to the child.

Wait and observe.

If the child begins to play with the toy telephone, ask one of the parents to imitate the child (do what-
ever the child does right after the child does it) and/or to elaborate slightly on the child’s play.

4. Next, ask one of the parents to show the child a book. If the child does not begin to look at the book,
instruct the parent to begin talking about a picture in the book and to show that picture to the child
while pointing at it. If the child begins to look at the book, ask the parent to follow the child’s lead
and imitate and/or elaborate slightly on what the child is doing.

Wait and observe.

5. Next, ask one of the parents to call the child’s name, point to an easily observed toy or object in the
room, and say, “Look at the [name of toy]!” Does the child look where his or her parent is pointing,
not just at the parent’s hand? If the child does not look at the parent when the child’s name is called,
ask the parent to touch the child on the shoulder and again call the child’s name, point at an object,
and say, “Look at the [name of toy]!”

6. At some point during the child’s play, pretend that you (the examiner) hurt your finger and feign cry-
ing loudly. Does the child notice? Look concerned? Try to comfort?

7. Demonstrate blowing bubbles, then close the jar of bubbles and hold the jar in front of you. Wait and
observe how the child responds. Does the child request more? If so, how? Next, make sure the lid is
tightly closed and hand the jar to the child. Does the child request help? If so, how? Alternatively,
show the child an attractive toy or food item, then place it into a clear plastic jar and screw the lid on
tightly so that the child cannot open it. Hand the jar to the child, and observe how the child responds.
Does the child request help? If so, how?
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Observation of Play

Name Dateofbirth ____ Today’s date

Examiner

Family’s concerns

Scoring (check [v]each time behavior occurs) Description (circle and add description as needed)

1. Communication

O Uses gestures (please list) In imitation To request
O Uses words (please list) In imitation To request
O Makes requests (e.g., “help” or “more”) | Looks at examiner’s or With vocalization

parent’s face

2. Social
O Seeks contact with parent Then looks at parent’s face ~ With vocalization
O Looks at parent’s face And smiles with parent
O Looks at examiner’s face And smiles with examiner

O Responds to name

(continued)
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Observation of Play (continued)

Scoring (check [v/]each time behavior occurs) Description (circle and add description as needed)

O Shows (i.e., brings) toy to parent Then looks at parent’s face ~ With vocalization

, . -
O Points to toy or book Then looks at parent’s face ~ With vocalization

O Looks where parent has pointed

O Notices the examiner crying Looks concerned Tries to comfort
(typical by 1 year of age) (typical by 2 years of age) (typical by 24 years of
age)
3. Play
O Imitates
O Pretends

(continued)

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.



Observation of Play (continued)

General observations (e.g., very active, tantrums, passive or stares into space, flat affect, perseverative
play such as spinning toys, stereotypic behavior such as hand flapping):

Impression (please circle): Autism is present Suspected Not present

Action taken:
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