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Maternal and Child Health Bureau

Combating Autism Act
Initiative (CAAI)
Webcast
January 14, 2009

Laura Kavanagh, MPP

Chief, Training Branch
Maternal and Child Health Bureau, HRSA
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Health Resources and Services Administration

Maternal and Child Health Bureau

~ ..~ History of Combating
= Autism Act

Enacted as Public Law 109-416 on
December 19, 2006

Amends the Public Health Service Act to
“combat autism through research,
screening, intervention and education

Health Resources and Services Administration
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. Combating Autism Act

NIH research into causes, diagnosis, early detection,
intervention and treatment ($114.5 million)

CDC'’s Disabilities Surveillance and Research Program
($16.5 million)

HRSA to increase awareness, promote evidence based
interventions, reduce barriers to screening &
diagnosis, and train professionals to diagnose and
provide evidence based interventions ($37 million)
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Maternal and Child Health Bureau

e :_:_ Combating Autism Act

Re-established the Federal Interagency
Autism Coordinating Committee

Coordinates efforts within HHS on Autism
Spectrum Disorders (ASD)

Includes Federal and private members

1/14/2009

Health Resources and Services Administration

Maternal and Child Health Bureau

' -'~:_. Goal of CAAI

Enable all infants, children, and
adolescents who have, or are at risk for
developing, autism spectrum disorders
(ASD) and other developmental disabilities
to reach their full potential.

Health Resources and Services Administration
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e How we’ll achieve this goal

Develop a system of services including:

screening children early for possible ASD and
other DD

conducting early, interdisciplinary, evaluations to
confirm or rule out ASD and other DD and

if a diagnosis is confirmed, providing evidence-
based, early interventions
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Maternal and Child Health Bureau

e :_-'_ CAAI Overview

Address ASD and other developmental
disabilities by:
Increasing awareness;
Reducing barriers to screening and diagnosis;
Supporting research on evidence-based interventions;
Promoting evidence-based guideline development;

Training professionals to utilize valid screening tools
to diagnose and to provide evidence based
interventions.

1/14/2009

Health Resources and Services Administration

Maternal and Child Health Bureau

“_ . CAAI Programs in 4 Areas

1. Training Programs
18 Expansions and 4 new LEND programs

Expansions to Developmental Behavioral
Pediatrics training programs

National Interdisciplinary Training Resource
Center (AUCD)

Health Resources and Services Administration
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@ Purpose of Training

~ Programs

Educate interdisciplinary health
professionals

Provide continuing education and
technical assistance to other providers
Increase awareness, evidence based tools

Contribute to building systems of care
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Maternal and Child Health Bureau

"~ CAAI Programs in 4 Areas

> Autism Intervention Research (AIR)
Networks

Physical Health—The General Hospital
Corporation of Boston

Behavioral Health—University of
California at Los Angeles

1/14/2009

Health Resources and Services Administration

Maternal and Child Health Bureau

““_ - Purpose of AIR Networks

Improve the health of children and adolescents
with ASD and other DD by:

Establishing and maintaining a network
infrastructure

Utilizing the networks as platforms from which
to conduct research on evidence based practice
for interventions

Health Resources and Services Administration
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~__AIR Networks

Conduct research on evidence based
practices;

Develop evidenced based guidelines and
validate tools for interventions to improve
health; and

Disseminate information on research,
guidelines, and tools to health professionals
and the public, especially families impacted by
ASD and other DD.
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Maternal and Child Health Bureau

"~_ CAAI Programs in 4 Areas

3. State Demonstration and Policy
Programs
Six State Grants to implement state autism
plans to improve systems of services for
children with ASD and other DD

State Public Health Coordinating Center
(AMCHP)

1/14/2009

Health Resources and Services Administration

Maternal and Child Health Bureau

"'”:_- CAAI Programs in 4 Areas

4. National Evaluation

. Logic Model and Research Questions for
the entire Initiative

. Will be reported in HHS Secretary’s Report
to Congress on progress related to ASD
and other developmental disabilities

. Required by the “Combating Autism Act of
2006.”

Health Resources and Services Administration
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~_ Partnership with CDC

A working group has been established between
MCHB and CDC to look at areas of
collaboration, some examples are:

Learn the Signs, Act Early Regional Summits
Joint site visits for States with HRSA/CDC
grants

Use HRSA State infrastructure to reach State
and local MCH for public information
campaign
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=2 Partnership with CDC

Collaborate to improve knowledge of
physician-in-training and other health care
provider knowledge of child development and
early warning signs of autism through work
with Developmental-Behavioral Pediatrics
grantees;

Work together on evaluation components for
both agency'’s activities; and

Create a map of activities related to autism
for both agencies
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Maternal and Child Health Bureau

MCH & CDC funded autism initiatives IE LN Traswg
DRAFT 15 October 2008 [ ]
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“~_  Partnership within MCHB

Multi Division/Office Steering
Committee

Joint site visits

Linking Project Officers from State
Demonstration Projects with those from
State Block Grants

Joint training opportunities

Health Resources and Services Administration
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DEPARTMENT OF HEALTH AND HUMAN SERVICES
Health Resources and Services Administration

Administrator
Elizabeth M. Duke

Deputy Administrator
Dennis P. Williams
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Deborah Parham Hopson
)

Health Resources and Services Administration
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~__ MCHB Autism Team

Associate Administrator’s Research and Training
Office Jon Nelson
Peter van Dyck Chris DeGraw
Anne Leitch Stella Yu
Hae Young Park
Children with Special Health Laura Kavanagh
Needs

. Denise Sofka

Bor_mle Str\ck_land Nanette Pepper Callahan
Deidre Washington Madhavi Reddy

Lynda Honberg Robyn Schulhof

. LaTasha Covington
State and Community Health

Cassie Lauver
Michele Lawler
Ellen Volpe

Evaluation
Lisa Wright Solomon

Healthy Start
David de la Cruz




Office of the Associate
Administrator

Peter C.van Dyck
Associate Administrator

Jon Nelson Anne Leitch
Deputy Director Staff Assistant

Division of Research, Training and
-~ Education

Jon Nelson
Acting
Division Director
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Laura Kavanagh
Training Branch
Chief

StellaYu
Research Branch
Chief

Nanette Pe
Denise Sofka s o Madhavi Reddy Robyn Schulhof Hae Young Park
Project Officer Project Officer Project Officer Project Officer

LEND PRI LEND LEND andAIR-B AIR-P

Division of Services For Children
with Special Health Needs

Bonnie Strickland
Division Director

Diana Denboba Lynda Honberg
Branch Chief

Deidre Washington
Project Officer,
State Demonstration Grants and
CAAI Program Evaluation




Division of State and Community.
Health

Cassie Lauver
Director

Ellen Volpe
Project Officer,
AMCHP Cooperative Agreement

Michele Lawler

1/14/2009

If you want to be successful, it's just
this simple. Know what you are doing.
Love what you are doing. And believe
in what you are doing.

Health Resources and Services Administration
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- For Additional Information

Laura Kavanagh, MPP

Training Branch Chief

Maternal and Child Health Bureau
(301) 443-2254
lkavanagh@hrsa.gov

c
=
s
@
=
€
S
<
«
o
=
<
©
2]
=}
=
a
«
o
g
5
o
@
4
o
=
<
o
I

Maternal and Child Health Bureau

- Autism Intervention Research Networks

: o Autism Intervention Research Network on
: Behavioral Health (AIR-B)

¥ ., Autism Intervention Research Network on
Physical Health (AIR-P)

Health Resources and Services

Administration

“.—~ Autism Intervention Research Network
- on Behavioral Health (AIR-B)

What is the purpose of the AIR-B?

' 1. To establish a research platform from which
to conduct research on evidenced-based
interventions

. 2. To improve the lives of children and
adolescents with Autistic Spectrum Disorder
(ASD) and other developmental disabilities

Health Resources and Services

Administration
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“._- Autism Intervention Research Network
~ on Behavioral Health (AIR-B)

What are the goals of the AIR-B?

o Conduct research on practices to improve
behavioral, mental, social and/or cognitive health
and well-being

Develop evidence-based guidelines and validate
tools for interventions

°

Disseminate information on research findings,
guidelines that are developed, and validated tools
to help professionals, the public, and families
impacted by ASD and other developmental

Health Resources and Services

Administration

1/14/2009

disabilities

“— - Autism Intervention Research Network
~ on Behavioral Health (AIR-B)

[ The sites involved in the AIR-B are:

| Research sites:

o UCLA (primary recipient of the grant)
o  Florida State University

£ o Kennedy Krieger Institute

i o University of Michigan

. o University of Washington

* Guideline Development:

o The RAND Corporation, Southern California
; Evidence-Based Practice Center (EPC)

Health Resources and Services

Administration

. AIR-B: Draft Research Concept #1

Caregiver-mediated Joint Engagement Interventiory

Objective:

1. To conduct a randomized controlled multi-site
study to test the efficacy of a caregiver training
model of joint attention/joint engagement

2. To determine if improvements can be made in
the speech/language of children with severe
impairment in communication using this
approach
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- AIR-B: Draft Research Concept #1

“Caregiver-mediated Joint Engagement Interventior]

Target population:
Diverse samples of preschool aged children (ages 2-5 yrs) with
ASD

Number of subjects to be enrolled:

200 preschool children (40 children per research site over 2 years
of data collection)

Inclusion criteria:

1 Meet diagnostic criteria for autism

Have fewer than 10 spoken words used functionally
Caregiver is available for intervention

Child is between ages 2 and 5

Comes from an underserved/underrepresented population
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.,." AIR-B: Draft Research Concept #1

Caregiver-mediated Joint Engagement Intervention

What is the intervention?

o Children will be randomized to either
o a joint attention/joint engagement intervention mediated
through caregivers OR
- a caregiver education intervention (information received)

Children will be seen in the home 1x/week for one
hour of 1-1 intervention for 12 sessions with a
trained interventionist on a manualized treatment

The intervention will be conducted across 3
routines in the home (chores, caregiving, and
play)

Health Resources and Services

Administration

, AIR-B: Draft Research Concept #2

Social SKills Intervention for School-aged Children w/ ASD

Objective:

1. To test the effectiveness of two social skills
interventions on child social interactions
(one experimental, one common practice)

2. To determine the generalization of targeted
social behaviors to children’s peer
interactions at school

Health Resources and Services

Administration

13



~__ "~ AIR-B: Draft Research Concept #2

Social Skills Intervention for School-aged Children w/ ASD

Target population:
Elementary-school aged children ages 5-7 yrs.

» Number of subjects to be enrolled:

. 200 school-aged children (40 per site over 2 years of
data collection)

Inclusion criteria:

¢ 1. Children with high functioning ASD, fully “included”
in schools

. 2. Children with an IQ greater than 70
* 3. Children who are verbal
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" , AIR-B: Draft Research Concept #2

Social Skills Intervention for School-aged Children w/ ASD

. What is the Intervention?

! o Children will be randomized and assigned to

either

- an off-campus social skills group that follows a
typical social skills curriculum OR

o a peer-mediated intervention conducted AT the
child’s school with children from his/her classroom

' o Each intervention will be conducted for 8
sessions (1x/week)

Health Resources and Services

Administration

- Other Possible Studies for the AIR-B

. Other pilot research studies also being
considered:

. o A peer mentoring model for adolescents in
high school

% o A psychopharmacology trial

' o Training modules for distanced families and
professionals (both for treatment and for
dissemination)

Health Resources and Services

Administration
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Health Resources and Services

Administration

"~ Other Activities of the AIR-B

Guideline Development:

RAND Corporation has begun identifying experts in autism and
intervention research, in order to begin their iterative process
for developing guidelines for parents and professionals

Tool Development:

Tools and measures are currently in pilot stages in conjunction with
the research protocols.
- One tool is a quick rating measure of engagement between parent
and child in the home across various home routines

Dissemination:

An autism “phenowiki” will be developed to share tools, research
findings, and other relevant information on ASD

1/14/2009

Health Resources and Services

Administration

~— - Autism Intervention Research Network
- on Physical Health (AIR-P)

What is the purpose of the AIR-P?

1. To establish and maintain a research
network from which to conduct research on
evidenced-based interventions

2. To improve the lives of children and
adolescents with Autistic Spectrum Disorder
(ASD) and other developmental disabilities
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g Autism Intervention Research Network
- on Physical Health (AIR-P)

What are the goals of the AIR-P?

Conduct research on evidence-based practices to
improve physical health and well-being

Develop evidence-based guidelines and validate
tools for interventions

Disseminate information on research findings,
guidelines that are developed, and validated tools
to help professionals, the public, and families
impacted by ASD and other developmental
disabilities

15



Health Resources and Services

Administration

~_- Autism Intervention Research Network
- on Physical Health (AIR-P)

The sites involved in the AIR-P are:
MGH (primary recipient of cooperative agreement)

Research sites:

o University of Arkansas for Medical Science

o Cincinnati Children’s Hospital Medical Center
o University of Colorado Denver

o University of Pittsburgh

o University of Rochester Medical Center

o Bloorview Kids Rehab - Toronto

o Vanderbilt University Medical Center

1/14/2009
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~— - Autism Intervention Research Network
- on Physical Health (AIR-P)

The sites involved in the AIR-P are:

Guideline Development:

Baylor College of Medicine

Bloorview Kids Rehab (Toronto)

Cincinnati Children’s Hospital Medical Center
Columbia University Medical Center

Kaiser Permanente

Kennedy Krieger Institute

LADDERS Clinic

Oregon Health & Science University

Seattle Children’s Hospital Research Institute
University of Arkansas for Medical Science
University of Colorado Denver

University of Missouri — Columbia

University of Pittsburgh

University of Rochester Medical Center
Vanderbilt University Medical Center

Health Resources and Services

Administration

-~ Autism Intervention Research Network
- on Physical Health (AIR-P)

The sites involved in the AIR-P are:

Guideline Development:

o NICHQ — develop 2 consensus-based clinical guidelines based on
findings from AIR-P research projects and other existing evidence.

Program Support and Dissemination:
o Autism Speaks (AS)

Data Coordinating Center:
o Emmes Corporation

16
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T AIR-P: Draft Research Concept #1
- Parent-based sleep education program

o Evaluate the efficacy of a brief versus
extended sleep education program for
parents of children with ASD for
improving sleep and behavioral
outcomes.

Health Resources and Services

Administration

""— AIR-P: Draft Research Concept #2
fmproving diet and nutrition for children with ASD

o Evaluate the nutritional intake and diet
. patterns of children and adolescents
with ASD and develop evaluation tools
and nutritional guidelines for
practitioners that can be disseminated
to the community.
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S Other Possible Studies for the AIR-P

Other priorities for future research:

o Etiology & treatment of chronic diarrhea in children
with ASD

. o Relation of sleep epileptiform activity to insomnia,
sleep disturbance, cognition & day-time behaviors

i o Hormonal regulation in adolescent girls

Health Resources and Services
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—  AIR-B and AIR-P Program Contacts

HRSA, MCHB
Division of Research, Training, & Education
301.443.2190

Stella Yu, Ph.D.
Branch Chief, Research Branch
syu@bhrsa.gov

Robyn Schulhof, MA
Project Officer, AIR-B Network
rschulhof@hrsa.gov

Hae Young Park, MPH
Project Officer, AIR-P Network
hpark@hrsa.gov
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State Implementation Grants
for Improving Services for
Children with Autism
Spectrum Disorder (ASD) and
other Developmental
Disabilities

Health Resources and Services

Administration

State Implementation Grants for Improving
Services for Children with Autism Spectrum
Disorder (ASD) and other Developmental

_ Disabilities

Purpose

Improve access to comprehensive,
coordinated health care and related
services for children and youth with
autism spectrum disorder (ASD and
other developmental disabilities

Health Resources and Services

Administration

18



.. State Implementation Grants for Improving
~= __.._ Services for Children with Autism Spectrum
.—_ Disorder (ASD) and other Developmental
Disabilities

Components

o Partnerships between professionals and families of
children and youth with ASD

o Access to a culturally competent family-centered
medical home which coordinates care with pediatric
subspecialties and community-based services

o Access to adequate health insurance and financing of
services

o Early and continuous screening of ASD and other
developmental disabilities

o Community services organized for easy use by
families

, o Transition to adult health care
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1/14/2009

State Implementation Grants for
Improving Services for Children with
Autism Spectrum Disorder (ASD) and other
. Developmental Disabilities

States/Agencies Involved:
o  Alaska Department of Health and Social Services
o University of Missouri (Columbia)

o Wisconsin Department of Health and Family
Services

o Washington Department of Health
o Utah Department of Health
o The Hope School in Illinois

Funding

o  Each organization receives about $300,000 per
year, total project period is 3 years starting Sept.
2008- Sept. 2011

Health Resources and Services

Administration

“"._. Alaska Department of Health and
= Social Services

Highlights:

1. Rapid Responder teams working in rural areas to
complete filmed in-home assessments of young
children suspected of having ASD or other
developmental disabilities

2. Multi-disciplinary training provided to increase
capacity for identifying and assessing ASD to a
variety of professionals in physical and mental
health fields. (onsite and through distance
education)

3. Professional and public outreach campaign

(%]
[}
e
>
<
o
2}
°
=
5
(%]
[}
(&)
bt
=
o
7}
O
(2
=
=
<
o}
I

c
o
i
2
5
2
=

£
o
<

19



Health Resources and Services

Administration

- ._ University of Missouri (Columbia)

Highlights:

1. Family Specialists participate in the development of
plans for youth transition and provide information
to families on transition skills

» 2. Families and professionals implement a Family

Resource Services Program at the Missouri Autism
Centers for Excellence (helping parents navigate
the system of care)

¥ s Training initiatives focused on developing parent

and youth leadership skills

¢ 2. Cadre of regional specialists for the state

5. Training of providers

" . Resources and training for families on short and

long-term financial planning

1/14/2009

Health Resources and Services

Administration

~_ - Wisconsin Department of Health and
= Family Services

- Highlights:

Formation of a statewide Community of Practice
(CoP) on ASD

Development of Regional Centers

Outreach Campaign

Training of family practice and pediatric providers
Community, parent, and youth training

Resident training

Electronic repository of ASD information and
resources

N o o s wN

[ e Medical home implementation program
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“._-  Washington Department of Health

Highlights:

1. Convene Autism Advisory Council (AAC)

2. Medical Home Leadership Network (MHLN) training

summits (including youth discussions)

‘3. Training for parents, providers, and care

coordinators

£ . Autism website
; 5. Review of state policies that affect youth and

families with ASD

20



1/14/2009

~~_" Utah Department of Health

Highlights:

1. Training for family medicine and pediatric practices
(including in-office/peer mentored approach)

: 2. Distance technology training and technical

d assistance for rural providers

5. Expand the ASD/DD evidence-based information
available to families and health care providers
through the www.medhomeportal.org

© .. Outreach campaign
5. Training for families

Health Resources and Services

Administration

“T_-- Hope School in Hllinois

. Highlights:

' 1. Family advisor training program

2. Training of parents

: 3. Outreach and training of providers

4. Town hall meetings

¢ 5. Billing and sliding fee technical assistance

6. Statewide community planning for transitions
services

[
[}
2
>
et
[}
(2]
°
=
<
[
[}
o
=t
S
o
(%]
o}
@
L=
=
[
o}
B

=
o
T
o
5
2
=
=
©
<

. Other Activities

., State Public Health Coordinating Center
(AMCHP)-will provide technical
assistance to participating states

¢ - National Evaluation

o Autism Program Meetings (most recent,
December 2008)

Health Resources and Services

Administration
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-~ __ National MCHB Combating Autism
— Act Initiative (CAAI) Evaluation

Purpose

To assess the success of the MCHB in
addressing the national growing need
to improve the health and well-being of
children and adolescents with an Autism
Spectrum Disorder (ASD) and other
developmental disabilities

(%]
[}
©
>
=
o}
0
=}
=
5
%]
[}
o
b=t
3
o
7}
Q
o
.=
=
[t
[}
I

=
o
®
o
5
D
=

=
©
<

1/14/2009

Contractors Implementing
Evaluation

o Insight Policy Research

: o Mathematica Policy Research

Health Resources and Services

Administration

’,, Combating Autism Act Initiative
- Evaluation

. o Evaluate all four programs

Research Networks

Developmental Behavioral Pediatrics
LEND

State Autism Implementation Grants

Health Resources and Services

Administration

22
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e

.~4-_Research Networks
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~ Combating Autism Act
"~ Initiative Evaluation

Evaluation

- Research Questions and Logic models for the
entire initiative and each individual program

- Data Inventory

- Evaluation is a required by the Combating
Autism Act of 2006

- Evaluation will be reported in HHS
Secretary’s Report to Congress on progress
related to ASD and other developmental
disabilities
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1/14/2009

_~ Combating Autism Act
“- Initiative Evaluation

Report to Congress

- Report will comprise efforts by all
participating DHHS agencies-Not
just HRSA MCHB

- MCHB and Insight have begun to
collaborate with other agencies,
beginning with CDC

Health Resources and Services

Administration

~- Program Contact

State Autism Implementation Program and
National Evaluation

LT Deidre Washington, MPH, CHES

. Division for Children with Special Health Needs
" 301-443-6844

; dwashington@hrsa.gov
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_ Developmental-Behavioral
B Pediatrics ( DBP)

Enhance the behavioral, psychosocial, and
developmental aspects of pediatric care.

Fellows, Residents, and Medical Students
ACGME
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Developmental-Behavioral
Pediatrics ( DBP)

. Goals of DBP Training Programs under CAA

Provide professionals with training opportunities|
to increase diagnosis of or rule out individuals
with Autism Spectrum Disorder (ASD)

Provide continuing education and technical
assistance to other providers
Increase awareness of ASD, evidence based
interventions and screening tools for ASD

Contribute to building systems of care for
individuals with ASD

Health Resources and Services

Administration

Developmental-Behavioral
Pediatrics (DBP)

MCH Training Program and the
Combating Autism Act (CAA)

All 10 DBP Training Programs are under
the CAA

6 DBP Programs received additional
funding under CAA for ASD

Health Resources and Services

Administration
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.~ DBP Programs (* = Autism

1/14/2009

Health Resources and Services

Administration

~_  funding)

Program City State
(7]
8 Albert Einstein College of Medicine* Bronx NY
= Boston University* Boston MA
@
(2] Case Western Reserve™ Cleveland OH
ko]
% Children’s Hospital, Boston* Boston MA
% University of Pennsylvania* Philadelphia PA
2= Yale University* New Haven CT
39
8 T Stanford University Palo Alto CA
O =
@ § Rhode Island Hospital Providence RI
= =
(_*; é University of Arkansas Little Rock AR
L T
<

Program City State

University of Oklahoma Oklahoma City | OK

Developmental-Behavioral
Pediatrics (DBP)

Boston Medical Center
Mini Fellowships

Health Resources and Services

Administration
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P _ Developmental-Behavioral Pediatrics
— (DBP)

For more information, please contact:
CAPT Nanette Pepper Callahan

. Phone: (301) 443-6445 or

Email: npeppercallahan@hrsa.gov

! Or visit:

http://www.mchb.hrsa.gov/autism/training/default.htm

1/14/2009

Health Resources and Services

Administration

Leadership Education in
Neurodevelopmental and Other
Related Disabilities (LEND)

MCH Training Program and the
Combating Autism Act (CAA)

All 38 LEND Training Programs are
under the CAA

New funding under CAA for ASD
and other DDs to 18 existing LEND
programs and 4 new LEND
programs

Health Resources and Services

c
(=]
3
£
£
2
£
E
=]
<

Leadership Education in
= Neurodevelopmental and Other
- Related Disabilities (LEND)

Goals of LEND Training Programs under CAA

Provide interdisciplinary health professionals
with training opportunities to increase diagnosis
of or rule out individuals with Autism Spectrum
Disorder (ASD)

Provide continuing education and technical
assistance to other providers
Increase awareness of ASD, evidence based
interventions and screening tools for ASD

Contribute to building systems of care for
individuals with ASD
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Leadership Education in
~ Neurodevelopmental and Other
! Related Disabilities (LEND)

Trainees in LEND Training Programs under CAA

(i) receive an appropriate balance of
academic, clinical, and community
opportunities;

(ii) are culturally competent;

(iii) are ethnically diverse;

iv) demonstrate a capacity to evaluate,
iagnose or rule out, develop, and provide
evidence-based interventions to individuals
w/ASD and other developmental disabilities;

and
(v) demonstrate an ability to use a culturally
competent, family-centered approach

1/14/2009

Health Resources and Services

Administration

LEND Programs (* = New)

Program City State
. University of Alabama at Birmingham Birmingham AL
% University of Arkansas for Medical Sciences* | Little Rock AR

» University of Southern California (USC) at Los Angeles CA
[ Childrens Hospital Los Angeles

University of Colorado™ Aurora co
: University of Connecticut Health Center* Farmington CT
i Children’s Research Institute Washington DC
¢ University of Illinois at Chicago* Chicago IL
| Indiana University, School of Medicine Kansas City KS
{ Children’s Hospital Boston MA

Health Resources and Services

Administration

LEND Programs (* = New)

Program City State
: University of Nebraska Omaha NE
i University of New Hampshire Hanover NH
1 Albert Einstein College of Medicine Bronx NY
1 University of Rochester Rochester NY
E University of North Carolina at Chapel Hill Chapel Hill NC
1 The Children’s Hospital of Philadelphia Philadelphia PA
b University of Tennessee Memphis TN
: Vanderbilt University Medical Center Nashville TN
: University of Utah Salt Lake City ' UT
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"~ LEND Programs (* = New)

Program City State

: University of Vermont Burlington VT

& University of Washington Seattle WA
1 West Virginia University Morgantown WV

Health Resources and Services

Administration

1/14/2009

Leadership Education in
— Neurodevelopmental and Other
_ Related Disabilities (LEND)
What LEND Programs Are Doing
Thus Far Under CAA?

Didactic training sessions one day a week
Sessions include practice discussions,
journal/book/movie club, and guest speakers
Trainees meet with supervisor before session, have
a team meeting after session and discuss a team
case with fellow trainees and faculty
Trainees attend Developmental Pediatrics session
Fellows have mentored research project or ASD
long-term project

Health Resources and Services

Administration

Leadership Education in
Neurodevelopmental and Other
Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

. Children’s National Medical Center
Clinical Opportunities
Trainees attend Child Development Clinic

Trainees visit Ilvymount School and Outreach
Program for students with ASD

Health Resources and Services

Administration
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- Leadership Education in
_ Neurodevelopmental and Other
- Related Disabilities (LEND)

" What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

Recruited 4 new masters' level OT and Speech
students

Recruited two Post-docs in Psychology

Have permission from CME to recruit for behavioral-
developmental peds fellow

Developed in- house database to track age parents
were first concerned, age of screening, and age of
diagnosis

Trained physicians in Topeka and Western Kansas on
screening and validated treatment practices

1/14/2009

Health Resources and Services

Administration

Leadership Education in
W Neurodevelopmental and Other
- Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

Developed survey on red flags and screening for
autism and referral sources for diagnosis and
treatment

Found space for a Parent Resource Center
Conducted interdisciplinary workshop on .
Asperger’s/ high functioning autism in Kansas City
Planning conference in Wichita on autism with track
on early intervention and transitioning adolescents
Trained five school teams to work with
collaborating physicians on screening and
diagnosing autism

Health Resources and Services

Administration

: Leadership Education in
Sy Neurodevelopmental and Other
- Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

. Indiana University

; Collaborating with the Indiana Autism Society to
establish community-based field activities for
LEND trainees

Participating in Indiana’s Autism Coordinating
Council

Indiana Family Leadership Initiative- coalition of
family members representing variety of family-
based organizations and constituencies.
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Leadership Education in
_ Neurodevelopmental and Other
- Related Disabilities (LEND)

~What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

Indiana University

Learning opportunities through the Initiative include:
Annual Richter Conference in February 2009 titled
High Functioning Autism and Asperger’s Disorder
Indiana Special Education Law Working for YOU! A
Tool Kit for Success conference March 16, 2009
Annual Conference on Law and Disabilityin June
12, 2009
Workshop- nurses and nursing students on role of
nursing in supporting children with autism and
behavior challenges (under development)

1/14/2009

Health Resources and Services

Administration

Leadership Education in
Neurodevelopmental and Other
Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

. Indiana University

Development of a TeleMedicine autism clinic
Opened autism specific clinic
Proposed research projects include:

Early feeding patterns of children with
suspected autism

Siblings of children with autism
Social therapy in children with autism

Health Resources and Services

Administration

Leadership Education in
ad Neurodevelopmental and Other
Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

Indiana University
Creating new elective specific to autism diagnosis
and treatment for 1U School of Medicine residents
and junior/senior medical students.
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Leadership Education in
_ Neurodevelopmental and Other
- Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

University of Connecticut- New LEND Program
] Project Director responsible for ASD training in Birth to
Three Programs
Coordinator of Clinical Training in Autism Spectrum
Disorders- Developmental-Behavioral Pediatrician
Responsible for clinical training component in ASD
to residents in DBP rotation
Oversight and evaluation to trainees and pediatrics
residents in child development clinics
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Leadership Education in
Neurodevelopmental and Other
Related Disabilities (LEND)

What LEND Programs Are Doing
Thus Far Under CAA? (cont’d)

. University of Connecticut- New LEND Program
Support trainees on community site visits to
ASD clinics, EI programs, and schools
Design and participate in community leadership
series on ASD screening, detection, diagnosis,
and interventions

Stipends to families and youths to provide training

workshops on ASD to long term and medium term

trainees

Health Resources and Services

Administration

=" Leadership Education in Neurodevelopmental
... and Other Related Disabilities (LEND)

For more information, please contact:

Denise Sofka, (301) 443-0344, dsofka@hrsa.gov
Robyn Schulhof, (301) 443-0258, rschulhof@hrsa.gov
Madhavi Reddy, (301) 443-0754, mreddy@hrsa.gov

Or visit:
http://www.mchb.hrsa.gov/autism/training/default.htm

Health Resources and Services

Administration
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Centers for Disease Control and Prevention
lational Centeron Birth Defects and Developmental Disabilitie

1 ﬁ?,’

Lear'n The Slgns Act Early. 2

r % Learn the Signs. Act Early.

Mission

Every child reaches his or her

full potential

Learn the Signs. Act Early. 5

Campaign Objectives

o Increase AWARENESS of developmental
milestones and early warning signs

o Increase KNOWLEDGE in the benefits of

early action and early intervention

o Increase parent-provider DIALOGUE on the
topic of developmental milestones and
disorders

o Increase EARLY ACTION on childhood
developmental disorders

Learn the Signs. Act Early. 99

1/14/2009
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Target Audiences

o Health Care Professionals (HCPs)

o Pediatricians, family physicians, physician
assistants, nurse practitioners, nurses, and others

o Parents of Young Children
0 Ages 4 and younger
o Early Educators (EEs)

o Preschool teachers, day care providers, and others

Learn the Signs. Act Early. 00

1/14/2009

Equipping HCPs

0 Resource Kit
o “How to Talk to Your Doctor”
informational cards
o Fact sheet series on milestones,
developmental disorders and
resources
0 Materials for waiting rooms and exam
rooms
0 Website Resources
0 CDC and AAP screening guidelines
0 Coding information

Learn the Signs. Act Early. 0
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Parent resource kit

Website with information
and interactive tools

Spanish-language
resources, including
materials, call center and
website
(www.cdc.gov/pronto)

Public Service
Ann_c_)uncements for TV,

b duall 443

i

Learn the Signs. Act Early.

Equipping Early Educators

* Resource Kit
— Growth chart, posters,
flyers, and CD-ROM with
fact sheets
— Tips for talking with parents
e Online Resources
— Information on child
development
— Interactive Milestones

\!“ 195ln

: % Learn the Signs. Act Early.

1/14/2009
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Act Early Regional Summits

Convening key stakeholders in states to
facilitate communication and coordination to
improve early identification and early
intervention.

Learn the Signs. Act Early. 06

2007-2008 Summits

o Chicago, IL RegionV MCHB
o Kansas City, MO Region VIl CDC
o Albuquerque, NM Region VI CDC

Learn the Signs. Act Early.

rEpamTm or

REGIONS

Learn the Signs. Act Early.

1/14/2009
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Mobilizing parents and
professionals

o Partnership and collaboration with AUCD
and MCHB

0 2009 Regional Summits

o Region IVa Nashville,TN NEGDETRY
o Region VIl  Salt Lake City, UT March
o Region Il Bronx, NY March

Learn the Signs. Act Early. 0

Act Early Minigrants

e Continue to enhance awareness and
coordination of early identification and early
intervention service systems for children
with ASD and their families

Provide support for ongoing collaboration of
state team members

Further activities developed in the state plan
and initiated by state teams as a result of the
Regional Summits

Learn the Signs. Act Early. 0

2008 Research Topics of Interest

(RTOI)

o Helping Family Practitioners Improve
Developmental Services in Primary Care

o Oklahoma

o Project 3D: Developmental Delays and
Disabilities Screening and Referral Project

0 Wisconsin

Learn the Signs. Act Early.
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2008 Collaborative
Research Awards (CRA)

0 CRA 2008-02: Using Positive Parenting to
Teach Child Development

o CRA 2008-03: Involving Allied Health Care
Professionals in Helping Parents to
Navigate Systems for Autism Spectrum
Disorder (ASD)

Learn the Signs. Act Early.

Tracking Legislation

Collaboration with AUCD and NCSL to
develop autism legislation database

Learn the Signs. Act Early.

For more information

o www.cdc.gov/actearly (campaign website)

0 www.cdc.gov/pronto (campaign website in
Spanish)

0 www.cdc.gov/autism (autism information center)

0 www.aucd.org (regional summits website and link
to NCSL autism legislation database)

Learn the Signs. Act Early. 2

1/14/2009
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Questions?

Georgina Peacock, MD, MPH
gpeacock@cdc.gov

Katie Kilker Green, MPH, CHES
KKGreen@cdc.gov

The findings and conclusions in this presentation are
those of the author and should not be construed to
represent any agency determination or policy

_.%— Learn the Signs. Act Early.

1/14/2009

Questions & Answers

Thank you for attending this event.

Please complete the evaluation directly
following the webcast.

Archives of this event and
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