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CRA 2009, 2010, Involving allied health care professionals in
helping parents navigate systems for ASD diagnosis

Research Questions:

1. How do SLPs working with young
children 0-6 years of age currently
help families participate in the
process toward ASD diagnosis?

2. What additional ways can SLPs be
supported to help families
explore/reach a diagnosis of ASD?




Background

(e.g., CDC, MMWR 2009;58(No. SS-10); Wetherby et al., 2009, 2008; Rice, 2009, 2007; Chawarska et al., 2007; Wiggins et al., 2006;

e Average age of diagnosis - 4 e Early intervention makes a
1/2 yrs difference; identifying,

e Concerns - often reported diagnosing, and beginning
before 24 mos intervention later

e Early indicators - observed * Corresponds to under-
by 18 mos identification of children

with developmental

disabilities (Note: Wetherby,
2009)




Key Issues

e Speech, language, and e Speech, language, and
communication delays - communication deficits -
deficits in social aspects of may be labeled “speech”
verbal/nonverbal delays (Johnson et al., 2007)
communication are potential e SLPs may be one of the first
first markers of ASD to receive concerns and help
(Wetherby, 2009; ASHA, guide families
2006)




Facilitating Earlier Age of ASD Diagnosis

s g N

e Involving and educating families leads to earlier referral, diagnosis,
and intervention

e SLPs must be prepared with current, readily-useable evidence-
based information (ASHA, 2006)

e Research emerging

O Steps to earlier identification

* Early indicators and screening tools (ASD-specific and broadband) (e.g.,
Communication & Symbolic Behavior Scale DP behavior sample for < 2 yrs)

* Listen, screen (18 and 24 mos, American Academy of Pediatrics), refer,
support




1. How do SLPs working with young children 0-6 years of age currently help families
participate in the process towards ASD diagnosis?
2. What additional ways can SLPs be supported to help families explore/reach a diagnosis
of ASD?

Literature Review: Little related to

what SLPs do now with young Landscape audit: Websites and

products for families, physicians,

children (0-6 yrs) with potential childcare providers

ASD

e Need for national survey e Websites relevant to SLPs




:; )T I http: v, cdc.gov/ncbdddfactearly /freematerials. html Ll [‘_ﬂ ‘E’ Google

File Edit View Favorites Tools Help
Soogle “GZVLearn the signs act early "EI Go {b@ 9 B~ | %9 Bookmarks~ Slﬂblocked | “‘?Check v §LlookforMap v = AutoFil | e Send

9! - é vl _v_l Search Web|v| &7 v -@ Anti-Spy ®| C=JMail ~ @ Shopping ~ @Mv Yahoo! ~ E’i’l\lews - @G

i\a’ Eys CDC - Educational Materials Learn the Signs. Act Early... @ > B
. Learn the Signs Home National Center Homepage = Learn the Signs Home
Milestones
~ If You're Concerned Free Matenals
 Facts

ibFree Materials

| Download Materials
Video, E-Cards, PSAs

; Links to Other Websites
: About the Campaign

I ooiland Mie
0 Mo ina O

Information For...
Parents
Healthcare Providers

Early Childhood
Educators

Partners
Maiha Fact Sheets, Resource Kits, Growth Chart, and more...

Policy Makers

CDC has FREE materials for parents, healthcare providers, and childcare providers. All materials
are printed with English on one side and Spanish on the other.

To view, print, or order materials click on one of the following links. Questions? Please
contact CDC Info




v IQJ http:/[firstwords.Fsu.eduf L] 41 X IG-:n:ugle

Wiew Favorites Tools Help

Gl ;lGo 4»@ 9D B~ | %y Bookmarksw &5 0 blocked | "7 Check v § Autolink v - AutoFll | e Sendtow

&~ I Ll Search Web |~ | & = b '@' Anti-Spy @

C-JMail ~ ) Shopping ~ @My yahoo! ~ CpMews ~ CAGames ~ /5] Musi
- B - - e

Related Websites




/- Developmental disability, early intervention, developmental delays, autism screening and early - Windows Internet Explorer

@\:—:; v l* http: f fwaww, Firstsigns.orgfindex. html EI ;‘1 f 1 i ' I.: 00! Search

J File Edit View Favorites Tools Help

o - g : - i 7
e dhe *Developmental disability, early intervention, develop... I I J @ B - o= - l:_:,}Page = @T'DO'S x
Developmental Delays - Developmental Disabilities - Autism - Screening - Diagnosis - Early Intervention - First Signs |
HOME CONTACT uUs SITE MaP FaQ SEARCH
ry HArst |
', <‘51712.9 vy

Identify early warning signs
o with First Signs products. awo our wose

&
v

\
r 4
4l
Who We Are  Concerns About Screening Diagnasis &
A Child Treatment
Our Mission What's new and worth knowing about...

First Signs is dedicated 1o educating  Just released: The First Year®: Autism Spectrum Disorders:

parents and professionals about the  An Essential Guide for the Newly Diagnosed Child, by founder

early warning signs of autism and and president, Nancv D. Wiseman (Da Capo Press, 2009).

related disorders. [Read more information and reviews | Read an excerpt | Read the
Table of Contents | Order online]

With developmental, behavioral and

learning disabilities on the rise, thereis  Special offer now through January 2010. Order a First Signs
much that remains poorly understood, Screening Kit, receive a 25% discount, and a complimentary copy
from cause to cure. However, thereis  of the book, The First Year: Am"sm Spectrum Disorders: An

mavm rrmdalee massmtad Fane ameles mnd Trromvmsim] £niiodln Losn slom ATancdas Dimmsnmea PRl PR P F e

x|

[http:waw.ﬁrstsigns.org!products_svcs,ﬁndex.htm l—— f— |—— [—— r— |—— Ie Internet

[®100% ~ ,

sttartl ] € How to Take a Screensh. .. II /€ Developmental disabi... 1 untitled - Paint J & @’ A ‘ @‘ |« &2 70zem




- I@ http:f/search.asha.org/default. aspx?q=autism ;I l fl , I i ] IGoogle

View Favorites Tools Help

G~ e {5 D B v | €9 Bookmarksy Shoblocked | P Check v Autolink v - Autcril (e Serdtov
Z~ v | Searchweb ~| o =~ Anti-Spy C=JMail ~ Shopping ~ L4 My Yahoo! ~ News ~ Game
—
% Search ASHA Web sites, Journals, Perspectives, Prod... ﬁ x 2
R
r's Guide (112) x @1 Autism Resources 83 ASHAMembers |
pectives... (87) X ... the Child Neurology Society Censumer Information on Autism Bilingual Autism Resource
-HA (34) x Guide (from ASD from A to Z) Interactive Autism Network Networking Opportunities
N Soee (23) : Source: ASHA Web Site - Restricted
“oundation (12) = http://www.asha.org/slp/clinical/autismresources.htm - 29 KB
A Practice Policy: <any=> e
nical Report (14) X
elines (8) ol @1 Autism (Autism Spectrum Disorders)
ion Statement (4) = ; : . ; ; -
. General information about autism: symptoms, diagnosis, treatment, and additional resocurces.
vant Paper (2) - Source: ASHA Web Site
vledge and Skills (2) = http://www.asha.org/public/speech/disorders/Autism.htm - 30 KB
pEORe: Cached | Details
T <any>
x = 2
: 8;2; 5 @] Autism Online: Conference Faculty
- (74) 5% Home = Autism Online Reagister through the ... of language development in children with
) (6]'.) o autism, differentiation of autism spectrum disorders, and effectiveness of ...
. 4
 (20) 3 Source: ASHA Web Site
o http://www.asha.org/events/autism-conf/AutismFaculty.htm - 43 KB
Cached | Details
' <any>
eb Page (1027) x . = 2
SF (164) 5 @ April 2 is World Autism Day
swerPoint (61) X April 2 is World Autism Day and ASHA offers a wide range of information about communication
ord (28) 5 disorders, including autism spectrum disorders. (March 31, 2009)
Source: ASHA Web Site
c: =any= http://www.asha.org/about/news/2009/AutismResources.htm - 27 KB
2 s Cached | Details
ews Evidence-... x
M spectrum... x
-ch-language... » ‘E Autism Spectrum Disorders Assessment
rale CAarfmrandiiimm >



Y el
Ry I http: [ fwwww . nectac. orgftopics/autism/eidautism. asp LI (¥l X | IG-:u:ugle mw

Edit  View Favorites

Help

gle (G~

;IGO +® 9D B~ | %¢ Bookmarksw 5 0 blocked I "7 Check v §Autolink v | AutoFil | ep Sendtow () setti

v

v _d) vl _V_ISearch web|»| &/ v @- Anti-Spy ®| = Mail « @Shopping v @My Yahoo! ~ @News v @Games - @Music v
ke NECTAC: Early Identification of ASD in Young Children I I @ *B - é;-‘s v :.rPage v @} Tools

o Contact Lists and

Finder
o Topic Pages
o Conferences and
Calendars
o Projects Finder
o Publications
o eNotes

Early Identification of ASD in Young Children
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A Training Model for the Diagnosis of Autism in Community Pediatric Practice, by Zachary Warren and Wendy
Stone, was published in the October 2009 issue of the Journal of Developmental & Behavioral Pediatrics.

The Centers for Disease Control and Preventlon (CDC) in collaboration with national partners, is hosting a public
awareness campaign entitled | the Signs, Ac . The campaign is meant to help parents and child care
providers learn more about early chlldhood development including potential early warning signs of autism and
other developmental disabilities. Building on the success of this campaign, in Eebruary 2008 and March 2008,
selected states were invited to attend Act Early Regional Summits for the purpose of developing Act Early Plans
to enhance their capacity to identify children with ASD earlier and provide evidence-based intervention.

mS 5, Florida State University's ! "WORDS F “tand B - have developed a \Web-based
ASD Vldeo Glossarv for parents of children suspected of or recently dlagnosed with autism and for professionals
who do not have experience in diagnosing young children with Autism Spectrum Disorders (ASD). It contains
hundreds of video clips contrasting behaviors that are red flags for ASD with behaviors that are typical.

A promising practices report from the Centers for Medicare and Medicaid Services entitled California — Single
Process for Diagnosis and Service Delivery (2007) describes one-stop clinics in California that have been
established to diagnose ASD and start services as early as possible. Findings from an evaluation of these clinics
show a four-month reduction in the average age of ASD diagnosis.

A Webcast entitled Screening for Autism and the Management of Neurobehavioral Comorbidities: A Primer for
General Pediatricians (2007) has been released by the Advanced Studies in Medicine Program at Johns
Hopkins University in collaboration with ~ S _Itis meant to help pediatricians and other health
professionals better understand the S|gns and symptoms of autism. It is not meant to be used by parents or other
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Methods

L1

Developed National Survey

o Current literature

o Survey developed based on: CDC surveys, National Early Childhood
Technical Assistance Center (NECTAC) survey of Part C Coordinators
(2008), Survey of school SLPs (Schwartz and Drager, 2008)

o Critical review of survey from: ASHA, CDC, NECTAC, colleagues, IRB

Disseminated
o ASHA, NECTAC, states’ speech-language-hearing associations

Electronic survey

Analyze results from 2073 respondents (convenience sample)
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PRELIMINARY

FINDINGS
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2073 Participants — Yrs of Experience

CFY; 2.2%; 45

1-5 years
15.4%; 316
21+ years B CEY
35.1%; 722 = 1.5 Jears
6-10 years
B 6-
18.9%; 388 6-10years
B 11-20years
O 21+years

11-20 years
27.8%; 573




Age (25-54)
35.00%
30.00%
25.00%
20.00% -
H ASHA
15.00% - — Survey
10.00% - —
5.00% - —
000% — T T T
Age <34 Age 35-44 Age 45-54 Age 55-64




Gender

120%

100%

80% -

60% - H ASHA
Survey

40% -

20% -

0% A , | ,
Female Males




Ethnicity

100.00%

90.00%

80.00%

70.00%

60.00%

50.00%

W ASHA

Survey

40.00%

30.00%

20.00%

10.00%

0.00% _ eem [N , ,  — ,

Al/AN Asian Black or African- White or Caucasian Native Hawaiian Multi-racial
American




2073 Participants — Work Settings

B School

mm College/University

I Hospital

Bl Skilled Mursing Facility
B Frivate Practice

B Speech & Heaning Center
mm Client homes

B Child care

Early Head Start'Head

W Siart Center




Primary Work Setting

60.00%
50.00% -
40.00% -
30.00% -
20.00% -
B ASHA
10.00% - I I survey
0-00% T - T T . T T - T T 1
\ N\
& {-;\6 & & & & & &
c’(’ '\Qe \2\0‘9 %0 Qﬂ% . \(\<’0 Q\o (}@Q
N & @ & & &
O\\ R N Q,'b
© & X
Q &
) (_),@
,bb
&
(\\\




2073 Participants — Primary Job Role

 Service Provider
B Teacher or Professor
BN Researcher

B Consultant

B Student

B Administrator




2073 Participants — by state

Vermont

Rhode Island

100-149 .

Connecticut
New Jersey
Delaware
Maryland
0-39
40-59
South
Carolina 60-99

150-249

;0 U.S. Virgin Islands

250-349

A

- Puerto Rico

350-449

Hawaii '

{ Guam




2073 Participants — Geographic Area
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PRELIMINARY
FINDINGS

WHAT DO SLPS DO NOW?
WHAT SUPPORTS DO SLPS RECOMMEND?




What do you do when working with
young children six years of age and
younger?

e Types of information families request
e SLP activities when autism is suspected

e SLP activities when evaluating young
children




When testing, | informally screen for autism

When testing, | use published screeners designed to
detect children who may be at-risk for autism

| discuss the need for further evaluation with families
when autism may be a concern

When testing, | always look for potential indicators of
developmental delays, including autism

When a child qualifies for speech-language services
and autism may be a concern, | start intervention...

| have information to educate parents about

monitoring their child’s communication, cognitive, ...

I make referrals for children by 18 months of age if
autism may be a concern or indicators are present

The number of families who ask about autism has
increased

Families ask for information about developmental
delays such as autism

| see a greater number of children who present with
potential autism indicators

Families ask for information about normal
developmental milestones

What SLPs do now
-
O
O

0 500

1000

47.67% (870)

1500

m Strongly Agree N

M Agree N

M Disagree N

W Strongly Disagree N



What SLPs do now — key points

Many SLPs do not use published screeners to detect children with
potential ASD

Consistent across yrs experience, age groups, &
rural/urban/suburban areas

Consistent for all primary work settings, except college/university
sites who did use published screeners

Screening is important for early identification. Easier to miss
younger children-- indicators are not as obvious in young children




Autism Behavior
Checklist (ABC)

Ages and Stages
Questionnaire (ASQ)

Parents’ Evaluation
of Developmental...

Communication and Symbolic
Behavior Scales...

Checklist for Autism
in Toddlers (CHAT)

Modified Checklist
for Autism in...

Social Communication
Questionnaire (SCQ)

Pervasive Developmental
Disorders Screening Test,..

Screening Test for Autism
in Two-Year-Olds (STAT)

Systematic Observation
of Red Flags (SORF)

Other

—

Th

assessing early social cgmmunication skills t
ntify and distinguish

ide

pre is support for vaqdity of CSBS DP beha'[/ior samplein

Results consistent across
variables & with NECTAC results

at may help
children w/ASD late jn 2" year of life




When | suspect autism in a child, | usually refer the child and family to
(select all that apply):

PartC,0to 3
BN early intervention
system in my state

Developmental
— pediatrician

B Neurologist

m Child psychiatrist
I Child psychologist
B Audiologist

— Another speech-language
pathologist

Autism school/clinic/treatment
center

 —
B Parent advocacy group
B Local school district

Family
W cdiatrician/physician

*Consistent across variables
*Need to know where to refer
*What can SLPs do to help referral
sources



How prepared do you feel to do the
following?

¢ Assess children with potential autism

e Communicate with families about autism




SLPs felt least prepared to:

Select and use screening tools for autism

Explain information about autism to families of differing cultures

Help families reach a diagnosis of autism (in general)

Discuss current evidence about autism with families

Access easy to read and appropriate resources about autism to share




Information SLPs would like to have

Top recommendations:

78%
Current evidence in the field of autism
77.5%
Information for families about autism that is easy to read and understand
76%
Information about screening and screening tools for autism
70.6%
Methods for explaining information about autism to families of differing
cultures




Information Needs — other key points

Graduate students, SLPs 1-5 yrs experience, preferred
most of the information

e primarily on speech/language indicators of ASD and expected role
of SLPs in helping families reach earlier diagnoses of ASD

SLPs in rural areas (81.2%) and SLPs in family homes
(77.9%) wanted information

e primarily for families that is easy to read and understand




~ How often do you acquire autism
information from these sources now?

e Hard copy products such as brochures, fact sheets

¢ Internet/Web

e On-line networks and forums such as: Podcasts,
webinars, Facebook, Blogs, Wiki, Myspace

e Emailed updates such as: enewsletters, listservs

e CDC’s “Learn the Signs. Act Early.” campaign

¢ Journal articles

e Textbooks

e Colleagues/Specialists

e Professional meetings/conferences

e Pre-service/university graduate level training




How SLPs Acquire Information Now

Hard copy products such
as brochures, fact sheets

Internet/Web

On-line networks and forums
such as: Podcasts. .

Emailed updates such as:
enewsletters. listservs

CDC's "Leamn the Signs.
Act Early.” campaign

Journal articles

Textbooks

Colleagues/Specialists

Professional
meetings/conferences

Pre-service/university
graduate level training

il

CY552%
< BRI5A%

|
200 400

. NEVER

m OCCASIONALLY
| OFTEN

. ALWAYS

- NA



How SLPs acquire information now —
key points

SLPs most often acquire information via websites,
colleagues/specialists, and professional meetings/conferences

Consistent across years experience, age groups, &
rural/urban/suburban area

e Exceptions:

* university settings and SLPs with experience (21 yrs+) who also used other
options such as journal articles

e SLPs 1-5 yrs experience who most often also used textbooks




How SLPs prefer to receive information
1. Professional meetings/conferences 97.03%
2. Colleagues/Specialists 96.13%
3. CDC’s “Learn the Signs. Act Early.” campaign 94.74%
4. Hard copy products such as brochures, fact sheets 94.17%
5. Internet/Web 93.41%




How SLPs prefer to receive information, cont’d

6. Emailed updates such as: enewsletters, listservs 83.30%
7. Journal articles 79.83%
8. Pre-service/university graduate level training 76.88%
9. Textbooks 56.03%

10. On-line networks and forums such as: Podcasts,
webinars, Facebook, Blogs, Wiki, Myspace 50.76%




Comments

N

Re what takes place when autism is
suspected:

e Some settings discourage screening for
ASD: some not allowed to refer for further
evaluation

e SLPs list a wide variety of tools used for
screening




Comments

N

SLPs preferred information or resources about:

e What to do when families may not be ready to
hear about potential ASD

e |n other languages
e Payment and reimbursement
e Advocacy strategies




Comments

N

SLPs preferred information or resources about:

e Local resources: professionals specializing in
autism, educational or support groups

e Appropriate interventions to share with
families and others, such as, naturalistic,
dietary, to improve reading comprehension




Comments

S

e Online workshops or trainings

e Face-to-face workshops or training
institutes (including regional or local)

e Graduate level coursework and hands-on
experience
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STRENGTHS AND

LIMITATIONS




Limitations

e Preliminary research study
e Convenience sample

e Can not monitor for ineligible
respondents

e Questions did not differentiate
SLP practices when working with
children of different ages

e Question related to use of social
media for dissemination of
professional information grouped
too many types of forums (e.g.,
facebook and webcasts)

e Questions related to referral
should have asked about referral
sources to speech-language
pathologists




Strengths
O

e Focused - what SLPs do now,
preparation level, and preferences
vs knowledge and skills

e Questions adapted from ASHA,
NECTAC, CDC, and Schwartz and
Drager (2008), allow comparisons

e Focused on SLPs working with
young children 0-6 years of age

e Representative of ASHA
membership

e Response rate

e Allows targeted follow-up support
based on current practices,
preparation level, demographic
need, etc.

e Findings can assist with future
survey/interview questions

e SLPs learned about the CDC’s
“Learn the signs. Act early
campaign.” website




RECOMMENDATIONS




1. How do SLPs working with young children 0-6 years of age currently help
families participate in the process towards ASD diagnosis?
2. What additional ways can SLPs be supported to help families explore/reach a

diagnosis of ASD?

Conferences,
specialists, CDC
& other websites,
hard copies

Resources for

families: easy to
read/understand,
various types of
support, & other
individualized

Screening and
referral

More information
for SLPs: current
evidence,
communicating
with families, S/L
indicators, role
referral
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