The Use of Telehealth to Reach Children
with Neurodevelopmental Disabilities and
Families Experiencing Barriers to Early and
Intensive Intervention

Jessica Simacek, Ph.D.
Adele Dimian, Ph.D.
Institute on Community Integration

UNIVERSITY OF MINNESOTA




Partnerships

e Thank you to the families that participate In
this ongoing research project

MINN=LINK

Minnesota-Linking Information for Kids DEPARTMENT OF

HUMAN SERVICES

Minnesota Department of [M I NNESOTA

Fducation

AR UNIVERSITY OF MINNESOTA

DEPARTMENT OF HEALTH

MN LEND Program | Lol \erieserme



The importance of early intervention

e Early and intensive intervention grounded in
behavioral principles is linked to
Improvements:

e communication
¢ 1Q
« challenging behavior, and

 related positive child and family outcomes
for children with ASD.
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Intervention recommendations

 Re-authorization of the Individuals with Disabilities ACT? parts C
(El; birth-2) and B (ECSE; 3-5) prioritizes intervention that:

— Routines-based intervention
— Occurs in natural settings (i.e., the home environment)
— |Is focused on family-centered services

« American Academy of Pediatrics

— (1) begin treatment when ASD is a serious consideration, including
before a formal diagnosis is given, if necessary,

— (2) provide a minimum of 25 hours of intensive intervention per week for
the full calendar year, and

— (3) include parent involvement, education, and training. It is equally
Important that these early intervention services are delivered in family-
centered settings natural to the child
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Context

e Autism spectrum disorder (ASD)
prevalence

e Disparities in autism-related service
access

—Delays associated with receiving a
diagnosis

—Delays associated with starting intensive
services
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Barriers to timely service

o Walitlists
e Geographic location
e Service provider shortage
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Map of BCBAS
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Average Delay to EIBI
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Telehealth: Overview of Modality

 The World Health Organization defines telehealth

as including:

— “survelllance, health
functions. [telehealth]

oromotion and public health
IS broader in definition than

telemedicine as it Inc

udes computer-assisted

telecommunications to support management,
survelllance, literature and access to medical
knowledge” (WHO; December, 2015: Retrieved

from http://www.who.

Int/
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Research on Telehealth Modality

 Medical literature (e.g., tele psychiatry)
e Speech-language literature (e.qg., intervention
for stuttering)

 Expanded to intervention for children with
developmental disabilities
— Preference assessments

— Challenging behavior
— Parent training (e.g., Early Start Denver Model)
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Telehealth types
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Individualization of the Modality

ynchronous®
“Live” coaching

Synchronous:
Training without direct coaching

Non Synchronous:
Modules, uploading videos for review
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Settings

Outpatient/Clinic
(Cooper et al., 1990; Harding et al., 1994; Millard et al., 1993; Northup et al.,
1991; Wacker et al. 1994)

Home-based
(Wacker, 1998)

Telehealth in Satellite Centers and Schools

(Wacker et al., 2007; Machalicek et al., 2009)

o [
AR TN T riehealth in homes

2o ., o Suess et al., 2014; Wacker et al., 2013, Fettig et al.,
) - 2016, Lindgren et al., 2016; Fewell et al., in press)




|ICI| Telehealth Lab

« University of MN, Institute on Community
Integration (ICI)

« Expand research and technical assistance
on telehealth to decrease barriers
experiences by people with developmental
disabilities

« UMN Leadership in Neurodevelopmental
Disabilities (LEND) program
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Intervention 4 A
Model

Identify contexts

Involves remote coaching from of challenging behavior
research staff via video conferencing or potential communicative

with parents/caregivers and children in .
their home environment \behawor /

= Caregiver-implemented (with
researcher/interventionist
coaching) assessment and
Intervention for challenging
behavior

= Caregiver-implemented
assessment and intervention to
Increase communication within
home routines

Caregiver-implemented
functional communication
intervention
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Assessments: .
_ Identify
Interviews Routines/
Structured observations contexts
Potentially
/ communicative \
behavior ;

Intervention (based in
Applied Behavior Analysis)

Augmentative and alternative [ ==
communication (AAC)
programming

Functional communication
training

(U )




Process

e Screen

e Lending technology Kkits to
families, if needed

 Manual/resources to support
technology, explain process

e Environmental check
e Assessment

e |ntervention

e Follow up
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Routines-based Communication
Intervention via Telehealth

e Parent-coaching communication
intervention provided via telehealth
for three young children with
neurodevelopmental disabilities

» First, three routines identified with
potentially communicative behavior
(e.g., leading, reaching)

* Next, FCT implemented to teach aided
AAC

 All children acquired the targeted
communication (requests)

J Autism Dev Disord (2017 477 44-767
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Abstract  Young children with neurodevelopmental dis-
orders such as autism spectrum disorders (ASD) and Rett
syndrome often experience severs communication impair-
ments. This study examined the efficacy of parent-imple-
menied communication assessment and intervention with
remote coaching via telehealth on the acquisition of early
communication skills of three young children with ASD
(2} and Rett syndrome (1). Efficacy of the intervention was
evaluated using single-case experimental designs. First,
functional assessment was used to identify idic i
potentially communicalive responses and contexts for each
child. Next, parenis implemented functional communica-
tion training (FCT). All of the children acquired the tar-
geted communication responses. The findings support the
efficacy of telehealth as a service delivery model to coach
parenis on intervention strategies for their children’s early
communication skills.

Keywords Communication intervention - Telehealth -
Idiosyncratic responses - FCT

Jessica Simacek
umn.edu

Sim
Adela F. Dimian
dimia006E umn.edu

Jennifer J. McComas
I as Eumn.edu

Introduction

Early intervention targeting communication and other criti-
cal developmental domains is strongly recommended to
promote optimal outcomes for children with autism spec-
trum disorder (ASD) and relaied nzurodevelopmental disa-
bilities {American Academy of Pediatrics 2007; Individuals
with Disabilities Education ACT [IDEA] 2004; National
Research Council 2001; Satcher 2000). Further, early and
intensive intervention grounded in behavioral principles
is linked to improvemenis in communication {Cohen et al.
20046; Sallows and Graupner 5), 1Q (Sheinkopf and
Siegel 1998; Sallows and Graupner 2005; Cohen et al
2006; Eldevik et al. 2006), challenging behavior (Wacker
etal 3a, b), and related positive child and (Harris and
Handle man 2000 family outcomes (Remington et al. 2007)
for children with ASD.
Recommendations based on res
that early intervention should be delivered as an iniensive,
individualized, and specialized service (American Acad-
emy of Pediatrics 2007; Rogers 1998; National Research
Council [NRC], 2001). The American Academy of Pedi-
i sued the following 2007 guidelines for children
o (1) treatment should begin when ASD is a
onsideration, including before a formal diagnosis
given, if necessary, (2) a minimum of 25 h of intensive
intervention per week for the full calendar year should
occur, and (3) parent involvement, education, and training
(retrieved from pediatrics.aappublications.org) need to be
4 part of treatment. Equally important is that services ane
delivered in family-ceniered setfings natural to the child
LAAP 2007 Hom ot ol o000 INEL 2004 NEC 20010

A

carch findings indicate
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Low-Tech AAC: Ella

Contexts

ldiosyncratic
Behavior

AAC Request

Ella

Snack/Drink
Video
Break

Leading Parents | PECS

Tantrums

Verbal
approximation
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High Tech AAC via Telehealth

ikt *|| Parent-coaching to teach high tech
®- 1§ AAC (e.g., Proloquo2go) requests for

Teaching Communicative Responses with a Speech-Generating Device

Via Telehealth Coaching two children with multiple disabilities.

Adele F. Dimian' (3 - Marianne Elmquist® - Joe Reichle - Jessica Simacek'

) Spanger inemational Fublhing AG, part of Springer Natue 2018

e First, identified routines with

Abstract

Caregivers need support with teaching augmentative and abernative communication (AAC). The purpase of this study was to . . . .

coach caregivers vi health ( ideo oo i with Google Hangout) to imples C i 2 t t | I t b h

functional communication train and/ aining to & er idiosynera d ib- po en Ia y Coml I lunICa IVe e aVIOr

multiple probe design and a multiple probe design a contexts (play, break from demands, help) w

acquisition of communic requests using high sided AAC on a speec nerating device (SGD; a Tobii Dynavox T10

device). A forward chain was also introduced to teach symbol selection and navigation on the SGD. Bath children acquired the

communicativ ati - implementation fideli smeasured with procedural ists and
aceess o interventionis

. .
eptuble across baseline and intervention sessions for both children. Children with developmental disabiliti many [ ) N eXt tau g ht re q u eStS u S I n g th e h I g h
4 ing needed communication intervention and may notha in AAC 3
a SGD. Our § ations for the use of telehealth to imprc s 10 ¢
aided AAC communication assessment and intervention. te C h AAC d eVi Ce S

ch impl
Keywords Alternative and augmentative communication - Speech penerating device - Telehealth

lopmental disabilities  and affect quality o
m needs and as a result  uals with NDDs to ha
communication (AAC)  their communicat
of spoken utterances Aided communi

Many individuals with neuro

|| For one of the participants, expanded
across multiple page selections
Including navigation skills.

arners do not
conventional communicativ s, theyare fordevel-  municative
oping a communicati ve repertoire that consists of idiosynerat- — (Johnston
ic behavior that may Iveinio problem béhavior Johnsion  iz2d an aide
et al. 2012; Reichle and Wac
contribute to reduced par

lligihl prommi role in ¢ g
behavior among persons with sig
2 and Drager (2000) chameter-

emas one that requires the
end beyond an individual s own phys-

1
ation in social opportunities  iological mems of producing a communicative output (eg.,
vocal tations, verbalizations, or gesturss). Within aided com-

This, in tun, can  use of materiak the

murication ms, there are low-, mid-, and high-tech op-
Electronic supplementary matertal The cnline version of this tions, Law h options do not imvolve the application of elec-
{htps. I. r'l “L" praing Appiemeniry tromics Picture Exchange Communication System:
o B i Bondy and Frost 1994), Mid- and high-tech aided AAC
i . options involve a continuum of devi ically with a

1 Adele F. Dinian L <
limited number of speech-reconded o (eg., mid-

dimiallé Gumn adu

tech devices include the BIGmack® and Go Talk
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High Tech AAC: Tim

* High technology AAC (synthesized speech outp ut
devices; e.qg., Tobii; Proloquo2go)

* Requires many skKill sets
— Selection response, discrimination, navigation
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Baseline:

Intervention: Baseline:

Intervention:
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Current/future research

* Naturalistic Developmental and

Be

e EX
Wit

navioral Interventions (NDBI) TELENI?EI?;LTH

panding train-the-trainer model PROJECT

N LEND fellows

 |dentify needs and barriers for

provider agencies, including
telehealth implementation

e Partnership with UMN Autism
Clinic to expand telehealth

o Estimating cost-benefit
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Estimation of saved costs

 Wacker, Lee, & Colleagues (2013) estimation of weekly
CcOost comparison

— FA w/ Interventionist
e In home $335.09
e Via telehealth $57.95

 Lindgren, Wacker, Suess & Colleagues (2016)

— 3 models service delivery (in home, tele-clinic, tele-in
home)

— Both tele models FAR less costly, without degradation in
outcomes
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Limitations

* Telehealth may not be appropriate for certain situations
— Severe/dangerous forms of challenging behavior
— Can be impacted by Internet quality

— Privacy (e.g., bath time, potty training, others in
home/area who are on video)

— Community/outside
— Elopement/child who is moving around a lot

e Though it is a billable service through some funding in MN,
not yet widely adopted

« Still being investigated, many future directions
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MN: THE STATE OF
TELEHEALTH FOR
INTERVENTION WITH
CHILDREN WITH AUTISM
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Early Intensive Developmental and Behavioral
Intervention (EIDBI) Benefit

“As of Jan. 1, 2016, Medical Assistance (MA) covers

medically necessary telemedicine services and consultations.”
WHO: WHAT-:

PhySiCian, Nurse ‘ Comprehensive multi-
practitioner, Clinical disciplinary evaluation
psychologist, Clinical e Coordinated care

social worker, Speech conference

therapist, Physical e Family/caregiver training
tnerao!st, ?I\ﬁcufalt'ﬁnallth  Intervention observation and
nerapist, *Mental Hea directions

Practitioner
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Policy

» 48 state Medicald programs have some type
of live-video reimbursement

e Minnesota Is one of six states that covers In
hOme telehealth S@fVlceS (Center for Connected Health Policy, 2017)

MN Legislation: SF 562 - Autism

Bill Number: SF 562

Sponsor: Sen. Abeler

Summary: Modifies certain provisions governing autism early intensive intervention benefit, and requires coverage when

delivered through telemedicine, the same as it would be if it were delivered in person.
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MN Partnership targeting Telehealth

« University of MN, ICI partnering with
Department of Human Services to advance
telehealth for autism assessment and
Intervention in MN.

 |dentifying needs of families and providers and
current provider telehealth practices

 |dentifying means to use telehealth to help
address provider shortage
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Thank you

Contact information:

Jessica Simacek, email: sima0034@umn.edu
Adele Dimian, email: dimia006@umn.edu
Institute on Community Integration
University of Minnesota
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