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Disabilities—Hope Through Discovery
Research, Service, Training, and
Dissemination

Jeffrey Neul, MD, PhD, VKC Director
Laurie Cutting, PhD, Associate Director
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The Vanderbilt Kennedy Center (VKC) can help
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What are developmental disabilities?

* Learning disabilities

* Language delays

e Autism spectrum disorder
* Down syndrome

* Genetic syndromes

e Cerebral Palsy

e ADHD

* (Cancer survivors

e Acquired disabilities
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How does the VKC help?

* Research: causes, treatments

 Dissemination: information to
others

e Supports: services: clinics,
programs

* Training: students and
professionals

e Partners: families, communities,
state

* Policy: local, state, federal
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Vanderbilt Kennedy Center Mission

* To facilitate discoveries and best
practices that make positive
differences in the lives of people
with developmental disabilities
and their families
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What is the VKC?

* A national Eunice Kennedy
Shriver Intellectual and
Developmental Disabilities
Research Center, one of 14
supported by the Eunice Kennedy
Shriver National Institute of Child
Health and Human Development.
Founded 1965.
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What is the VKC?

* A University Center for
Excellence in Developmental
Disabilities, part of a national
network of 67 such centers
supported by the Administration
on Intellectual and
Developmental Disabilities, U.S.
Health & Human Services.
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What is the VKC?

* Administratively, part of
Vanderbilt University Medical
Center with affiliated faculty and
staff within Vanderbilt
University.

* Includes the Treatment and
Research Institute for Autism
Spectrum Disorder (TRIAD) and
the Vanderbilt Consortium LEND
Training Program, supported by
the Bureau of Maternal & Child
Health, U. S. Health and Human
Services.
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www.aucd

and among few centers to have IDDRC, UCEDD, and LEND programs
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Interdisciplinary Research,
Training, and Service

e 220+ facultyinall 10
Vanderbilt schools and
colleges

e 26 departments

From Genes...

to Brain...

to Behavior...

to Intervention...
to Family Supports...
to Communities...
to Public Policies
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Intellectual and Developmental
Disabilities Research Center (IDDRC)

e NICHD P50 Grant

 Translate basic discoveries into
new interventions and
treatments

* Provides Core Services

 Communicate scientific
discoveries to the public

* Prepare the next generation of
researchers
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IDDRC Grant (NICHD) supports Research Core Services of VU Faculty who are
VKC Members or Investigators

Administrative Core

Administration; fiscal services; Training and education; Technical Services;
Communications (Jeffrey Neul, MD, PhD)

Clinical Translational Core

Study Support and Consultations; Recruitment; Research Registries
(Beth Malow, MD)

Translational Neuroscience

Magnetic Resonance Imaging; Human and Mouse Neurophysiology
Services (EEG, ERP, eye-tracking) (Laurie Cutting, PhD)
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IDDRC Grant (NICHD) supports Research Core Services of VU Faculty who are
VKC Members or Investigators

Behavioral Phenotyping
Human phenotyping; Mouse behavioral phenotyping; translational science
(Sar Peters, PhD, Fiona Harrison, PhD)

Data Sciences
Biostatistics consultation and education; access to large-scale data analysis;

extraction of IDD-related information from unstructured text data
(Hakmook Kang, PhD)

P50 Research Project
Antipsychotic-induced Weight Gain in Autism Spectrum Disorder
(Sharon Davis, PhD, Angie Maxwell-Horn, PhD)
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* vkc.vumc.org/studyfinder S ravmamsits rmeeyamn L

Disabilities—Hope through Discovery

searchable database S o e

StudyFinder - Participate in Research Studies

* Research registry
www.researchmatch.org

MuCh of the research compieted at the Vanderbit Kennady Center is made possidie by ho

9enencus coniribusons of ime by pecpie and familes from the Communty Who PArICpate in
esaarch suces

Services and Compensation

Many Of se Sucies ofer COMDINSSTON f0f PATICIDRNG SIG THOUGH MONLITY BXCAINGS oF
by proviaing services that you woukd otherwise have 1o pay for

Search the diagnosis to find a study

Researcracs 0ok 107 DIFLCDINGS Tat Mol S08CTC (riend

Do you, 8 friend or 8 famiy member possdly B under any of Dhe folowing Categonies?
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VKC-Affiliated Research Training

* Development of Psychopathology:
From Brain and Behavioral Science to
Intervention

* Graduate Neuroscience Training

e Vision Research Training

* Neurogenomics Research Training

* Training in Biomedical MRI & MRS

* Special Education Graduate Programs
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VKC UCEDD

e 2005 designation as a University
Center for Excellence in
Developmental Disabilities

* Four core functions of all UCEDDs
— Training
— Research
— Service/Technical Assistance
— Dissemination

* Co-Directors
— Julie Lounds Taylor, PhD
— Pablo Juarez, M.Ed., BCBA
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VKC UCEDD

* Focus on systems change

* One of only few centers in
country to be both an IDDRC and
a UCEDD and to have a LEND

program
e Community Advisory Council
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VKC UCEDD Areas of Emphasis

* Education and Early Intervention
* Employment

 Health and Mental Health

e Quality of Life
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Tennessee Developmental Disabilities

Network Partners

* Vanderbilt Kennedy Center UCEDD

 UT Center on Developmental Disabilities UCEDD
* Disability Rights Tennessee

 Tennessee Council on Developmental Disabilities

Network Project Examples — Statewide Secondary
Transition, Tennessee Inclusive Higher Education Alliance
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VKC UCEDD Preservice Training

* Undergraduate, master’s, /Qr %

doctoral, postdoctoral or g
residency representing disciplines :'a“" ——
across Vanderbilt

e UCEDD Trainees work with VKC-
affilliated faculty member
mentors

* Individualized program in
disabilities

 Evon Lee, PhD
Director of Training
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VKC UCEDD Preservice Training

Training opportunities have included

 ACM Lifting Lives Music Camp

* Disabilities, Religion and Spirituality

* Next Steps at Vanderbilt

* Next Steps at Vanderbilt Summer Institute
* Tennessee Disability Pathfinder

* TRIAD Autism Training

e Volunteer Advocacy Project
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VKC UCEDD Community Training

* Developed collaboratively with
community organizations,
practicing professionals, and
individuals with disabilities and
their families

 Examples: Tennessee Disability
Pathfinder Series, Britt
Henderson Training Series for
Educators, Volunteer Advocacy
Project




E’ VANDERBILT KENNEDY CENTER

VKC Online Learning

vkclearning.org

Learning modules for educators, service providers, families
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Examples of UCEDD Research

* Next Steps at Vanderbilt — longitudinal study to examine
employment and other outcomes for graduates of this
postsecondary education program for young adults with IDD

 Tennessee Administrative Database — using Vanderbilt’s
“synthetic derivative” database system to examine the many
health issuses of individuals with Down syndrome

e Autism

— Study examining the ways in which specific characteristics of
individuals with ASD relate to the services they receive

— Study looking at the effects of where a family lives (rural vs.
urban

 Robert Hodapp, PhD, Director of Research
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Transition Tennessee
transitiontn.org

VKC UCEDD and Tennessee Department of Education
provide training and technical assistance on best practices
for transition following high school

\ ENNES SEE

Blueprint for student success

b s Z il ﬁw 1 | "

+Transitio n [
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Learning Assessment Clinic

* Academic assessments for
students, ages 5-25 years, with
learning challenges

e Goal is understanding learning
differences in order to support
effective learning

* Rachel Hundley, PhD,

Faculty Director
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Next Steps at Vanderbilt

* Individualized 4-year certificate
program of postsecondary study for
persons ages 18-26 with intellectual or
developmental disabilities

* VU classes and life skills training

* Internships on and off campus

e Support in transition to employment
 Ambassadores peer supports

e Ariana Amaya, Ph.D., Program
Director
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VKC Affiliated with VUMC Clinics

* Center for Child Development
Clinics—Developmental
Medicine, Division of Child
Neurology Department of
Pediatrics

— Autism, Down Syndrome,
Fragile X, Rett Syndrome,
Neurogenetics, Spasticity

e Genetics Clinic

 Down Syndrome Adults Clinic—
Internal Medicine



E’ VANDERBILT KENNEDY CENTER

Health Care for Adults with Intellectual
and Developmental Disabilities:
Toolkit for Primary Care Providers

* Online resources for health care
providers, patients, and families

« www.iddtoolkit.org

e General Issues
* Physical Health Issues
e Health Watch Tables

e Behavioral and Mental Health
Issues

* On-line training modules for
professionals and families


http://www.iddtoolkit.org/

E’ VANDERBILT KENNEDY CENTER

VKC Summer Programs

* Next Steps at Vanderbilt
Summer Institute
Intellectual and developmental
disabilities

 SENSE Theatre
Autism spectrum disorder

* Academy of County Music Lifting
Lives Music Camp
Williams syndrome
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Arts and Disabilities Program

* Arts exhibits by persons with
disabilities at Vanderbilt Kennedy
Center and in the community

* Art workshops for persons with
disabilities

* Laurie Fleming,
Project Coordinator
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Tennessee Disability Pathfinder

e Statewide Information and Assistance
Helpline:

o (615) 322-8529 (local)
o (800) 640-4636 (toll-free)

* Disability information specialists serve
individuals of all ages, all types of
disabilities, and all nationalities

Let Us Guide You Step By Step.

Narrow down your search to a smaller, precise list of resources

@ Start Your Journey

Welcome to Tennessee Disability
Pathfinder

Contact our helpline: 1-800-640-4636

Seek. Discover. Connect. Inform.

« Megan Hart, MEd, Program Director

Submit a listing ~ It is quick and easy! Help others find your information

* TNPathfinder.orgincludes database
searchable by TN county and service
type, plus national resources

e Regional training and technical
assistance
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Communication and Dissemination

 Website — vkc.vumc.org
* Notables monthly e-news
* Monday Morning Message — weekly e-newsletter

* Products (e.g., Tips and Resources fact sheets, manuals)
and other support for research and outreach projects

e Research seminars, conferences, workshops, and
outreach events (60-70 annually)

 Social Media — FaceBook

e Courtney Taylor, MDiv, Director of Communication &
Dissemination; Elizabeth Turner, Associate Director



E; VANDERBILT KENNEDY CENTER

Vanderbilt University Medical Center IDDRC UCEDD LEND TRIAD PATHFINDER

%/ VANDERBILT KENNEDY CENTER

About Us ~ Research ~ Services ~ Learning ~ Resources ~ News ~ Events Q

[ Js
Contribute 1o autism research, training, and semvices. Include "autism® in the comment section.

The Vanderbilt Kennedy Center mission is to facilitate discoveries and best
practices to improve the lives of persons with developmental disabilities and
their families
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iscovery newsletter and Monday Morning Message

DERBILT KENNEDY CENTER

Monday Morning Message

A weekly update from the Vanderbilt Kennedy Center...

This Week

LEND Core Seminar: Early Intervention Services

February 24

Melanie Schuele, Ph.D., Associate Professor, Hearing and Speech Sciences, Vanderbilt Bill
Wilkerson Center, and LEND Facuity, will give a lecture titied “Early Intervention Services® on
Monday, Feb. 24, 2014, from 12:00-1:00 p.m. in Room 241 of the Vanderbilt Kennedy Center.
To i your learning, obj and for this seminar may be
found at hitp:/lend.ke.vanderbilt.edu/moodle24/. From the calendar on this page, click on or
hover over the Core Seminar date, then click on the title that appears in the pop-up box.

Down Syndrome Journal Club Meeting

February 26

The next meeting of the Down Syndrome Journal Club will be Wednesday, Feb. 26, at 8:30
a.m. in Room 241 of the VKC. Chris Lemons will focus the discussion on ways 1o better
study the relationship between the DS and reading i s. CME
credit will be offered. For more information, contact Laurie Fleming.

Kennedy Center Lecture: The Next G ion of Pediatric Brain |
Studies and Their Relevance for Future Clinical Practice

February 27

Bradley Peterson, M.D., Director, Center for Developmental Neuropsychiatry, Columbia
University, will present his lecture “The Next Generation of Pediatric Brain Imaging Studies
and Their Relevance for Future Clinical Practice™ on Thursday, Feb. 27, at 4:00 p.m. in Room
241 of the Vanderbilt Kennedy Center. Please note that there will not be a reception. For
planning purposes, please register to attend. For more information, call (615) 322-8240.

ging

Augmentative and Alternative Communication (AAC) Workshops
February 27-28
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Introducing the New Nofables

Welcome to the Vanderbilt Kennedy Center’'s new paperless version of Notables—a monthly e-newsletter to share
stories about discoveries and best practices that are opening doors and transforming lives for children and adults with
intellectual and developmental disabilities and their families.
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Resources

TENNESSEE KINDRED STORIES OF DISABILITY 2014

Special Edition:
Employment

(e.g., Tips fact sheets, manuals) and other
support for research and outreach projects
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KENNED'
SCIENCE

SAVE THE DATE—REC

TUESDAY, JANUARY

VANDERBILT STUDEN
REGISTER TO ATTEND: KC.VA

Augmentative and Alternative or
Workshop at Vonder bl EeTR TR L]
« Pecbody Groduate Educoron Progroms
* Pedatrics Divition of Devolopmental Medicine
* Psychiatry Division of (hdd ond Adolewcent Poychiovy
« Vonderblt Brain Imtiute
« Tormasseo Coundil on Developmental Discbiies

12-1 p.m.

One Wednesday
per month

DA BT B
NVESTIGATOR TR,
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QUESTIONS? CONTACT (615} 322-8240 OR VISIT KC.VANDERBILT EDU
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TRIAD Families First Program

A FREE monthly workshop series for parents of young chiidren
with an Autism Spectrum Disorder (ASD)

a0k 3howr workadcp facuses on providieg
Barents and cANEDVe’s WIN SYIEYES

D use at home, at school. 302 n 18
communty The suatoges
Besed on he prncples of
Aralyss (ABA)

2014 Winter/Spring Schedule
Saturday, January 25
Addressing Challenging

Behaviors
Jam.12pm

Saturday, February 22

Satety Saturday

Sam-12pm

Saturday, March 29
Promoting Inciusion in
Community Ats and Education
Zoos, Gardens, Museums, etc
Samalpm

Please arvive betveen 545 and D am. for
sign . All workenops will be heid in Rear

241 of the Vandertskt Kernedy Cerper
110 Magaolia Cirsle. Nashle, TN 37203

Free on-site childcare offered!
This may be avalatie 0 a imied basis
equesiod before the registrason deadine

Chock ot our many Autism Awarensss
MO BCvIes ENoLghout Apnt at
e vanderbilt eduA Ut LmAWIreNesS
Registration
Ko vmndebll edutegaraneny

Research seminars, conferences, workshops, and
outreach events (60-70 academic year)
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Treatment and Research Institute for
Autism Spectrum Disorders—TRIAD

Zachary Warren, Ph.D., Executive Director

Pablo Juarez, M.Ed., BCBA, Co-Director
Alacia Stainbrook, Ph.D., BCBA-D, Co-Director
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TRIAD Mission

 TRIAD is dedicated to improving
assessment, intervention, and
educational services for children
with autism spectrum disorder
and their families while
advancing knowledge and
training.

* Email:
autismresources@vumc.org

 Website: TRIAD.vumc.org



mailto:autismresources@vumc.org
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TRIAD Services

Diagnostic and Evaluation
Services
— Provided through Child
Development Center, Division
of Developmental Medicine,
Vanderbilt Pediatrics

Reaches across TN both with
direct contact and telepresence
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Vanderbilt Autism Resource Line

* Toll-free 1-877-ASD-VUMC [273-8826]
 Local 322-7565

e Offers free referral services

* Provides information about Vanderbilt behavioral and
medical clinics, and current clinical research projects

* Nina Harris, Autism Family Services Coordinator
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TRIAD Early Intervention Services

— Collaboration with TEIS

— Training and consults to
families of children (12-36
months)

— Home, clinic, and
telemedicine-based visits

— Professional development
opportunities, including
webinars, topic-focused
series, and coaching are also
available for early
intervention providers
affiliated with TEIS.
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TRIAD School-Based Pre-K through 12 Services

* interactive training and
consultation for administrators,
teachers, paraeducators, school
psychologists, and other
professionals serving TN students

e partnership with the Tennessee
Department of Education

e provide free online education,
live workshops on focused topics,
and consultation, coaching and
mentorship for educators across
the state.
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TRIAD Professional Training

e Screening Tool for Autism in
Toddlers and Young Children (STAT)
Test Kit, Online Tutorial, and STAT

Workshops

e STAT-MD training for community
pediatricians and related health
professionals - in collaboration
with Tennessee Chapter of
American Academy of Pediatrics
and VKC LEND Training Program
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TRIAD Research Projects

* Thediagnosis of autism

* Identification of genetic and core behavioral
features of autism

* The nature and treatment of sleep disturbance
in children with autism

* Earlyintervention with children at risk for
autism

* Development of siblings of children with
autism

* Understanding the health and well-being of
parents with children with autism.

* The prevalence of autism (ADDM, CDC)
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Leadership Education in
Neurodevelopmental Disabilities—
Vanderbilt Consortium LEND

Evon Batey Lee, PhD, Director
Cynthia Chambers, PhD, Associate Director (East TN)
Rachel Goode, MD, Associate Director (Middle TN)
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Vanderbilt Consortium LEND

e Training Program funded by HHS Maternal & Child Health Bureau

* Prepares health professionals to meet complex needs of children with

neurodevelopmental disabilities by providing family-centered, community-
based, culturally competent, interprofessional services

Prepares health professionals to assume leadership roles and to develop
interprofessional team collaboration and advanced clinical and research skills
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Vanderbilt Consortium LEND Partners
Vanderbilt Kennedy Center (grantee)

* Vanderbilt Kennedy Center (Grantee)
* Six collaborating institutions
* Belmont University
* East Tennessee State University
 Meharry Medical College
* Tennessee State University
e Vanderbilt University
* Vanderbilt University Medical Center
 Tennessee Disability Coalition (Family Voices)
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LEND Interprofessional Training

Audiology ETSU, Vanderbilt
Deaf Education Vanderbilt
Genetic Counseling Vanderbilt
Medicine ETSU, Vanderbilt
Nursing Vanderbilt
Nutrition ETSU, Vanderbilt

Occupational Therapy

Belmont, Milligan

Parent/Family

Family Voices

Public Health

Meharry

Pediatric Dentistry

Meharry

Physical Therapy

Belmont, ETSU, TSU

Psychology

ETSU, Vanderbilt

Social Work

ETSU, UT-Nashville

Special Education

ETSU, Vanderbilt

Speech-Language Pathology

ETSU, Vanderbilt
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LEND Curriculum

Key Concepts: Core Seminar Series

* Interprofessional * Weekly online learning modules

«  Family-centered, community include asynchronous team work
coordinated care * In-person evening sessions with

* Vulnerable populations cases, simulations, role-playing to

Cultural and linguistic apply content from modules

competency

Research Monthly Leadership Seminars
Advanced (clinical) practice * Monthly evening sessions

Life course * Small group work

Special focus on autism * Develop leadership knowledge,

skills and attitudes
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Other Activities
* |Individual Training Plan  Community Agency Visits
e Care Navigation * Clinic Observations
Practicum e Research
* Group Project  Attend Disability-Related
e Advocacy and Policy Presentations

Meetings
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Community-Based Training

e Screening Tool for Autism in Two-Year-Olds (STAT) - training for health
professionals

e Screening Tools And Referral Training Evaluation and Diagnosis (STAT-MD) -
training for community physicians and other behavioral providers

e Coordination with Title V Agencies (Tennessee Dept. of Health) - monthly
videoconferences recorded and provided online for viewing by staff across
the state

 Community Education in collaboration with Dept. of Hearing and Speech
Sciences

e Fducate to Advocate
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Educational Materials

Una guia breve para pad
los trastornos del espect

VANDERBILY KENNEOY CENTH
VANOERBILY CONSOATIUM LE

Addressing Mental Health
Students with Autism Spectru
A Toolkit for Educatg

Informacién para los padres
de nifios en edad escolar

Introduccion

| Sonteden ol padeo e encangads da o
Garyonscad con Yastomo el esgecto x
0 58 9108 00 gl ewte 100 evth ¢

Recde ol Sacatco de un Yastomo del s
Tha Kok srovdes schoct parscrrel wné wested probesscr st

expetencia stamadns. Usled puede b
N rdormarion, ook, #ns SPNeS 1 RE001 Stk W MORE Py L| o0 s te Gagrouticans con vastome det
e apacam daceder ASD) and 0o-0c0mng et heath NFO x | 00 ¢ primer Sgiatin G0 440 Nayd
Caergn U Gaatn de Yastemd Gul e6ect0

Common Mental Health Concerns

P e Ay

Coven e hgh 10 of
wIASD, € 8 mporast
Iratagen’ o beter gt
e i or saccems

ROpOrOnar Geecon pard ek,
o oo y o comundad
So ke o0 es2 Soled i prapts
U 8 v 0 00 odad 63 0§

242, 1m0 10 PCA® N eSS beeve
rlomacte mia Seaada

A mory detated review of thin material and additonal rescurces can be found in the onlin

A Parent’s Guide on Puberty for Girls with Disabiliti ’

ormation in e Schost-Age Servces toider

A Brief Parent Guide on Autism:

Information for
Parents of Toddlers
and Preschoolers

Introduction

00 30 T parert x canefeer o3 young NI in Torvissed

@acrder (ASD), s bookdet i witen ot you

You mary Nave had concerns about your chid's development
o 3 o 4 Bt Dave st receved 3 ‘oSl dayosis
of ASD, Even € you Nve b suapecting ASD, recaning

T Gogoss can foel overabeiming. You bhave 1 adust
emoionaly 1 e Gagnosis in lams of what his means %
You 304 your bamdy, oy o maks

Gsordarnimtismiaciam M fox more inkoematon )

mmmmmmﬂuu\h
spectrum disorder?

P for 30proprate dervenions.

Sicn Buarn 15 20 ncreddl amount of informaton st ASO
50 Svouzh fom mulighs sources (e Indernet, books,
eachers, cther gasents, el ). we hope s booklet wll be 3
ok phace 10 st Inchaded 20 QSO TNl e boquenty

3 beel answers Bt also coetan ks 10 tesousces wih
mr Getadod informatien,

Developed in collaboration with
VKC Communications, LEND, UCEDD and TRIAD

sbcategiten of utam Bt wave Booght 19 tad under B

P tis oon S0t o Gl 15 Sty 0w 3 Kow
betasen autem and POONOS in very young chidren, e
S s Nave recendly chaved.



E; VANDERBILT KENNEDY CENTER

Working together with individuals with disabilities, families and
communities for better tomorrows
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