Evidence-based Practices:
What Works and Where Do We Go
From Here



Presentation Overview
» Discuss what we know about evidence-based practices in autism

» Discuss what we don't know and who has been left out of that
research

» Discuss some ways for moving this work forward

» With a focus on community engaged research and implementation
science and practice



An Important Reminder

- Most autistic individuals have
never been in a research study

Therefore.....

 The current evidence base does
not represent most autistic
individuals




Evidence-based Practice

Evidence-based medicine: “The conscientious,
explicit, and judicious use of current best evidence in
making decisions about the care of individual patients.

The practice of evidence-based medicine means
integrating individual clinical expertise with the best
available external clinical evidence from systematic

research.”

(Sackett, Rosenburg, Muir Gray, Haynes & Richardson, 1996).
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Evidence-based Practice Triangle

Empirical
Research

Client
values
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Stop & Reflect
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Ethical Dilemma of EBP

Has anyone ever experienced a
client’s or family’s preference being
In disagreement with the evidence?




National Clearinghouse on Autism
Evidence & Practice (NCAEP)



https://ncaep.fpg.unc.edu

Current Review of EBPs

Cavenow JRICIN

Home About NCAEP News & Updates Research & Resources

Our NEW and much anticipated report on Evidence-Based Practices is complete and ready for you. View Report >

BRIDGING 2020 EVIDENCE- AUTISM FOCUSED
SCIENCE AND BASED @ INTERVENTION
PRACTICE PRACTICES RESOURCES AND
REPORT MODULES
Evidence-Based Practices for The Autism Focused Intervention
&t Eiderce aral Pt Children, Youth, and Young Resources and Modules (AFIRM) are a
(NCAEP) is a continuation of the Adults with Autism free online tool designed to ensure
i i Our new report synthesizes that practitioners and families can
National Professional Development intervention research published USE these practices once they are
Center on Autism Spectrum between 1990 and 2017. Check out identified through the review.
Disorders (NPDC). our findings here.

NATIONAL CLEARINGHOUSE ON AUTISM EVIDENCE & PRACTICE


https://ncaep.fpg.unc.edu/

Current Review of EBPs

Figure 2.1 Search process

Data extraction

* Confirmation of participant
characteristics, outcomes,
and intervention categories

* Analysis and grouping of included
articles into EBF categories

Quality appraisals

* Recruitment and training of extermal reviewers
and establishment of inter-rater agreement
* Double review of all articles by external reviewers

Screening

* Title/abstract reviews by NCAEP team
* Full-text reviews by NCAEF team

Identification

* Refine search strategy
* Search databases
* Import and deduplicate search results

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE
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3rd Generation

» Screened more than 31,000+
articles published from 2012-2017

» 634 included for full text review




IDENTIFYING EBPs

How many EBPs?

Evidence-Based Practices for
Children, Youth, and Young
Adults with Autism

Jessica R. Steinbrenner, Kara Hume, Samuel L. Odom,
Kristi L. Morin, Sallie W. Nowell, Brianne Tomaszewski,
Susan Szendrey, Nancy S. Mcintyre,

Serife Yiicesoy-Ozkan, & Melissa N. Savage

NCAEP * BRIDGING SCIENCE AND PRACTICE

Steinbrenner et al., 2020
https://ncaep.fpg.unc.edu/research-resources

National Clearinghouse on Autism Evidence
and Practice Review Team

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE ﬁUNC
NATIONAL CLEARINGHOUSE ON AUTISM EVIDENCE & PRACTICE -

FRANK PORTER GRAHAM
CHILD DEVELOPMENT INSTITUTE



https://ncaep.fpg.unc.edu/research-resources

A set of manualized interventions grouped within established EBP categories now themselves have

Evidence-Based Practices

Antecedent-Based Interventions
Augmentative and Alternative Communication
Behavioral Momentum Intervention

Cognitive Behavioral/Instructional Strategies

Differential Reinforcement of Alternative, Incompatible, or
Other Behavior

Direct Instruction

Discrete Trial Training

Exercise and Movement

Extinction

Functional Behavioral Assessment
Functional Communication Training
Modeling

Music-Mediated Intervention

Maturalistic Intervention

Find the EBP definitions at http://go.unc.edu/2020EEPs.

Parent-Implemented Intervention
Peer-Based Instruction and Intervention
Prompting

Reinforcement

Response Interruption/Redirection
Self-Management

Sensory Integration®

Social Narratives

Social Skills Training

Task Analysis

Technology-Aided Instruction and Intervention
Time Delay

Video Modeling

Visual Supports

sufficient evidence to be classified as evidence-based: PECS®, PRT, JASPER, Milieu Training, Project
ImPACT, Stepping Stones/Triple P, Social Stories™, PEERS®, Mindreading, and FaceSay®.

Steinbrenner et al., 2020



RESULTS OF 3RP REVIEW

Changes in Practices

e Augmentative & Alternative e PECS - AAC

Communication (AAC) e PRT = Naturalistic
 Behavioral Momentum (BM) e Scripting = Visual Supports
* Direct Instruction (DI) e Structured Play Groups = PBII

e Music-Mediated (MMI)
e Sensory Integration (SI)

Steinbrenner et al., 2020



IMPLEMENTING EBPs

AFIRM

E-learning modules for 28 EBPs:
http://afirm.fpg.unc.edu/

Target audience:

= Special educators

= General education teachers
= Paraeducators

= Related service personnel

= Early interventionists

Planning, Selecting, and
Monitoring EBPs

Autism Focused Intervention

Login | Sign Up

AFIRM  Resources & Modules

Username lail
Password l

Create new account

Request new password

Earn a free professional

development certificate
for completing each EBP module

| Viewmodules

AFIRM Modules  Timely Toolkits ~ Earn CE Credits  Selecting EBPs

Access free AFIRM online modules and resources
for evidence-based practices

identified by the National Clearinghouse on Autism Evidence
& Practice on Autism Spectrum Disorder (ASD). Sign up now.

Free Timely Toolkits:

The resources included in our Timely Toolkits are designed to
support autistic individuals, their caregivers, and related
professionals as they navigate through specific global and/or
local events.

Learn with AFIRM Download resources and

through engaging case examples, materials
videos, and interactive

assessments

that support your use of EBPs
with children and youth with ASD

Find out more View Resources


http://afirm.fpg.unc.edu/

EBP Database

The EBP database is designed to help you in the EBP selection process. First, select the relevant age range and choose the domain you are targeting.

Next, click “Apply”. The information will be presented in two ways.

On the right side of the screen you will see all of the included articles that target your selected age range and domain, along with the associated
EBPs.

On the left side of the screen you will see the menu of EBPs that have proven effective in addressing the selected outcome for the targeted age
range. You will also see the number of articles associated with each EBP in parentheses after the EBP. You can click the EBP to see the articles that
contribute to the evidence base for each practice.

Age Domains
6-11.9 years ~| | Pray v APPLY CLEAR

Displaying 1 - 40 of 65
EBP . . : e : : . . .
A comparison of video modeling with in vivo modeling for teaching children with autism

Antecedent-based Age(s): 6-11.9 years

interventions (1) . o .
Domain(s): Communication, Play, Social

A tati d
ugmentative an EBP(s): Video modeling

alternative communication
[ A

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE
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Augmentative and Altemnative Communication (AAC)

Augmentative and Alternative Communi calion (AAC) interventions wee andfor o h the vse of

& system of communication that is not verbalvocal including aided and unaided communic ation

sydems Unaided communication systems do nol use any materials or bechnology (g, sign language

and gestures). Aided communication sy dems include low tech systems{eg., exchanging abjects’

Definition of EBP pic tures or pointing to letters) and extend to high tech speech generating devices (5GDs) and

applications that allow other devices (e, phones, tablets) to serve 2z SGDe. Methods of teaching

AAL wee are aleoincludedin this category (eg Aided Language Modeling) which may include other

EBPs such as prompling reinforcement, visal supports, and peer-med stedinte rventions.

*  Manualized Irberventions Mesting Criteriz Peture Exe hange Communication Sy sbem® (PECS®:
Baondy and Frost, T9ES).

®© 06 0 © =

Pruhesiers  DamaslmySehed  MidSeSehesl HighSehesl Yoy Adun
v v v v v
v v v v

loint attention W v v References
v v v

1. Agius MM, & Vance, M. (2016). A comparisonof PECS and iPad toteach requesting to pre-schoolers with autistic spectrum disorders. Aug-
mentative and Altemative Communicabion, 3X(1), 58-68. Mip.//doiong/10 3109/07434 618 2015108363

2. Ali E, MacFarland, 5 7_ & Umbreit, | (20M). Effectiveness of combining tangi ble symbols with the Picture Exchange Communic ation System
to teachrequedting skills to children with multiple dissbilities including visual i mpairment. Educstion and Training in Autism and Developmendol
Dizabiiities, 46(3), 425-435.

3. Almirall, D, DiStetano, C, Chang Y-C_ Shire, S Kaiser, A_ Lu, X, Nshum-Shani, L, Landa, R, Mathy, P, & Kasari, C_ (20%6). Longitudinal effects

v v of adaptive interventions with a speech-generating device in minimally verbal children with ASD. Journal of Clinical Child & Adolescent Psychology,

45(4), 442-456. hitps #dai org/N0I080 /18 74416. 20161138407

4. Alrrayer, N. M, Banda, D. R, & Koul, R. (2017). Teaching children with autism spectrum disorder and other developmental disabi lities to perform
multisteprequeding wing an iPad Augmentative and Alemctive thuimbm 33(2), 65-76. hitps./Mai org/¥0.008 0/074 34 618 2007306881

Steinbrenner et al., 2020
Mental health
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Table 3.5 Qutcomes identified across review periods
Domain/Instructional 1990- 2012- 1990-
Outcome 20M (n) | 2077 {(n) 2017 (n)
Academic/Pre-academic Qutcomes broadly related to performance
on tasks typically taught and used in school
settings
O u t C O I I l e S Adaptive/Self-help Outcomes related to independent living skills 52 53 105
and personal care skills
Challenging/Interferring Outcomes related to decreasing or 147 1A 268
P eliminating behaviors that interfere with the
individual’s ability to learn
Cognitive Outcomes related to performance on 15 22 37
measures of intelligence, executive function,
problem solving, information processing,
reasoning, theory of mind, memory, creativity,
or attention
Communication Outcomes related to ability to express wants, 173 159 332
needs, choices, feelings, or ideas
) Joint attention Outcomes related to behaviors needed for 36 27 63
S e I e ct I n E B P s sharing interests and,/or experiences
Mental health Outcomes related to emotional well-being 1 6 17
Motor Outcomes related to movement or motion, 17 6 33
including both fine and gross motor skills,
or related to sensory system/sensory
functioning
Flay Outcomes related to the use of toys or leisure 73 50 123
materials
Self-determination Outcomes related to self-directed actions 0 2 2
in setting and achieving goals or making
Steinbrenner et al., 2020 decisions and problem-solving
School readiness Outcomes related to task performance versus 63 46 109
task content or curriculum area (e.g., on task
behavior, engagement)
Social Outcomes related to skills neaded to interact 152 150 302
with others Steinbrenner et al., 2020
Vocational Outcomes related to employment or mn 20 n
FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE employment preparation or relate to
technical skills required for a specific job




IMPLEMENTING EBPs

AFIRM Supplemental Materials

| | tati hecklist
Prompting (PP)
---Implementation Check
1.1 identify the target skilVbehavior as either & discre’
1.2 Select prompting to use
13 \drm‘l& target stimulus
1.4 Select cues of task directions
1.5 Select reinforcers
1.6 Foliow unique planning steps for selected pror;
Least-to-Most. F'mm
Select the number of levels in the hi/
Select the types of promps to be ur
Seq prompts from least-to-m

jated Guidance

behavig, 5

9 Identipey .
B0al/pgpy, © Or8er
"Oriskiy, 5

T o

Steg 5
daza mmu"aSE{rne
obse"’aﬁon_; >

Step-by-step practice guide

||
i

Parent’s guide

Tip sheet for professionals

o Deliveringther
o Respondingto
O  Conduc probe sess
o Providing no
& |
Spwontong— LUNC
3.1 Collect data on target ber... e Shanay
3.2 Determine next steps based on learne: p.. R R,
a T
b
Samery Updaey ;g
Pt ars;

Data sheets

National Professional Development Center on ASD

Prompting

Evidence-base

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE



IMPLEMENTING EBPs

Step-by-Step Guide
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IMPLEMENTING EBPs
Tips for Professionals

PLIMENTING
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IMPLEMENTING EBPs

Fidelity Checklists and Home C

MUDULE ONE

foa Paraprolessionals

REINFORCEMENT

COMPANION GUIDE FOR EAMILIES | Use the Companion Guide for Families to

assist with using reinforcement in your home.
The AFIRM for Paras modules were developed for paraprofessionals at elementary schools. However,
the practices outlined in the modules can be helpful for families to use at home and can be used with a
variety of ages. This companion guide is designed to offer a brief description of steps for reinforcement
and provides some ideas of how you might use it in your home.

What is Reinforcement?

Reinforcement is used to increase a desired behavior or
skill by giving a child a reward after the desired
behavior or skill is used.

Positive reinforcement
When rewards are used to increase a desired skill or
behavior.

Token economy
A type of positive reinforcement system in which a child receives a token as a reward each time
they use the target skill or behavior. After eaming a certain number of tokens, the child earns a
reward that they really like (e.g. time on iPad, a favorite show, time with Legos). Tokens can be
anything - stickers, check marks, cards, blocks.

What are the steps for using reinforcement?

1. Identify the behavior or task

Choose the behavior that you will focus on while using
reinforcement with your child. Think about what you want
the child to do, how you would like them to demonstrate the
behavior, and when this behavior or task would be
performed.

AL

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE

ompanion Guide

MODULE ONE

b AFIRM
e, ﬁo" I"a:'ap'cfes:sin.wgels

Use the Reinforcement Steps in this checklist and gather
REINFORCEMENT CHECKLIST | information from the teacher before using the practice.

REINFORCEMENT

General Planning @ PLAN v

WHO 1. Know reinforcers to use with student

2. Know the reinforcement schedule

WHEN
5. Know what data to collect
DATE
TIME
WHERE <y USE V4

1. Have needed materials ready (reinforcers)

7. Give direction to student to use target skill/behavior

(if needed)
3 Help student use target behavior/skill
- (if needed)
4 Give student the reinforcer soon after doing the
HOW TO USE © target behavior/skill

5 Pair reinforcer with a description of the behavior
© (*may not always be appropriate)

6. Follow the reinforcement schedule

HOW TO MEASURE

7. Vary the reinforcers used with student

&. Use reinforcers consistently across activities
and/or settings

MONITOR v

1. Take data on target behavior/ skill

2. Check in with teacher about next steps
at least weeky

22



IMPLEMENTING EBPs

AFIRM for Paraeducators

Menu ' Transcript

Module 1: Reinforcement

Resources
» Introduction
Introduction A: I R M
Positive Reinforcement | | i
Plan, Use, and Monitor Reinforce... 59’0 Para professionals

v Jack Autism Focused Intervention
- W
Use
Monitor
v Lucy
Plan
Use
Monitor
Examples
» Michael
Plan
Use
Monitor
Token Economy

Troubleshooting Skills

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE

23



AFIRM METRICS

Autism Focused Intervention
AFIRM  Resources & Modules

 AFIRM User Growth: 336,361

* Averaging 4,140 new users
monthly

* Translations:
« Arabic
« Mandarin

« Jtalian

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE
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10,689

Jan 2016 - Jun 2016

18,315

Jul 2016 - Dec 2016

27,339

Jan 2017 - Jun 2017

37,975

Jul 2017 - Dec 2017

51,671

Jan 2018 - Jun 2018

65,789

Jul 2018 - Dec 2018

80,347
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95,502

Jul 2019 - Dec 2019

163,112
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190,195

Jul 2020 - Dec 2020

214,927
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Jul 2021 - Dec 2021
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Jan 2022 - Jun 2022

284,665

Jul 2022 - Dec 2022

311,367

Jan 2023 - Jun 2023

336,361

Jul 2023 - Dec 2023



AFIRM User Downloads (n= 3,596,445)

5,000,000

AFIRM METRICS

Autism Focused Intervention
AFIRM  Resources & Modules

4,000,000

3,596,445
3,363,683

3,143,247

Downloads: 3,596,445

2,504,299

 Averaging 36,790 downloads
monthly

1,950,580
2,000,000

- Top 5 downloaded resources:
- 1 - EBP Brief Packet (376,606)

2 - Data Forms (282,896) 1,000,000 o F
. 569,997
3 - Planning Forms (277,170) 4158
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Read the Full Report

* Summary
» Research Article
* Null Findings

* Sensory Integration
Companion Guides -

https://ncaep.fpg.unc.edu/research-resources
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https://ncaep.fpg.unc.edu/research-resources

The Lancet Commission on the
Future of Care and Clinical
Research in Autism



Future of care and clinical research in autism

An international perspective on the future of care and clinical research in
autism: The Lancet Commission’s report (Lord et al, 2022, Lancet)

Catherine Lord and Tony Charman (co-chairs)

Additional committee members & authors: Alexandra Havdahl, Paul
Carbone, Evdokia Angnastou, Brian Boyd, Gauri Divan, Christine Freitag,
Marina Gotelli, Connie Kasari, Martin Knapp, Peter Mundy, Alex Plank,
Lawrence Scahill, Chiara Serveli, Paul Shattuck, Emily Simonoff, Alison
Singer, Vicki Slonims, Paul Wang, Cecilica Ysraelit, Rachael Jellett, Andrew

Pickles, James Cusack, Patricia Howlin, Alison Holbrook, Christina Toolan,
and James McCauley



Committee Composition and some Conclusions

« Members from six continents, 13 disciplines and 32 people, including autistic
people and parents of autistic people

* First point is urgency: Itis time to directly address ways of improving
the lives of the 78 million autistic people in the world and their families

« There is much evidence and scientific data known about autism that is ready
to be used ...

- Particularly if we can determine what strategies and interventions
and support systems benefit whom, when, and with what intensity (as well
as how)



Moving to Personalized Interventions

- Committee proposed steps that take into account the costs, burden,
and preferences of individuals or families (rather than just to the
health system) and personalization on the basis of the
autistic individual and families’ needs, strengths, and challenges.

« This means that information must be gathered about the skills and
needs of each autistic person and their family, beyond a diagnosis, to
include other factors and preferences ...

« And updated as needed because it will change as children become
adults and as adults grow older.



Stepped care, personalised health in autism

List relevant diagnoses and conditions that
require services (top priorities for children,
adolescents, and adults)

Consider additional factors that can affect likelihood of

treatment success

v

-

-

Select one or more priority needs to start
collaboration with family and patient

Individual factors

Family factors

v

Define goal of treatment (eg, improvement
or remission)

Safety issues

Preference for medical vs
behavioural or individual vs
group strategies

Age or developmental status

Motivation and ability to
participate

Preference for medical vs Acceptance
behavioural or individual vs

group strategies

Severity of symptoms and Life events and risks

adaptive functioning

Cognitive and language skills

Location of difficulties (at
school, at home, with peers)

Strengths and interests

A 4

Accessibility and cost

High accessibility or lower cost

Home-based (if easier for

family)

Based on personal
schedule

At school

Via telehealth

Medium accessibility and cost

Low accessibility or higher cost

Some travel in local
community required

Requires some caregiver
effort

Substantial travel required

High family investment
of time

In groups

Restrictedness (inpatient
service)

With medication

Intensive hours

[ Factors affecting families
1 Method




Stepped care example — minimally verbal 5 year old in LMIC

List relevant diagnoses and conditions that

Consider additional factors that can affect likelihood of

A 4

require services (top priorities for children, treatment success
adolescents, and adults)
, - -

Select one or more priority needs to start
collaboration with family and patient

Individual factors

Family factors

Define goal of treatment (eg, improvement
or remission)

Safety issues

Preference for medical vs
behavioural or individual vs
group strategies

Age or developmental status

Motivation and ability to
participate

Preference for medical vs
behavioural or individual vs
group strategies

Acceptance

Severity of symptoms and
adaptive functioning

Life events and risks

Cognitive and language skills

Location of difficulties (at
school, at home, with peers)

Strengths and interests
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High accessibility or lower cost

Accessibility and cost

Medium accessibility and cost

Low accessibility or higher cost

Home-based (if easier for
family)

Some travel in local
community required

Substantial travel required

Based on personal
schedule

At school

Via telehealth

Requires some caregiver
effort

High family investment
of time

In groups

Restrictedness (inpatient
service)

With medication

Intensive hours

[ Factors affecting families
1 Method
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Stepped care example — 15 year old with social anxiety in HIC

List relevant diagnoses and conditions that
require services (top priorities for children,

adolescents, and adults)

—p treatment success

Consider additional factors that can affect likelihood of

A 4

- -

Select one or more priority needs to start
collaboration with family and patient

Define goal of treatment (eg, improvement
or remission)

Individual factors Family factors

Preference for medical vs
behavioural or individual vs
group strategies

Safety issues

Motivation and ability to
participate

Age or developmental status

Preference for medical vs
behavioural or individual vs
group strategies

Acceptance

Life events and risks

Severity of symptoms and
adaptive functioning

I Cognitive and language skills I

Location of difficulties (at
school, at home, with peers)

I Strengths and interests I
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Accessibility and cost

High accessibility or lower cost

Medium accessibility and cost

Low accessibility or higher cost

Home-based (if easier for Some travel in local Substantial travel required
family) community required

High family investment
Based on personal Requires some caregiver of time
schedule effort

Restrictedness (inpatient
At school | In groups I service)
ST I With medication I Intensive hours

[ Factors affecting families
1 Method
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Summary of EPB literature

* A robust suite of evidence-based practices exist for certain age ranges.

« Groups are working on methods to better disseminate and enhance
professional development.

* There is still a need to support more personalization of interventions.



Evidence-base for Whom?



Profound Autism

To highlight the needs of autistic people with severe intellectual and

communication disabilities with profound needs for care and support

Those who cannot speak for themselves and need extensive care throughout their lives
Require 24-hour access to an adult who can care for them if concerns arise
Are not able to take care of basic adaptive daily needs

Individuals with substantial intellectual disability (1Q <50) or very

limited expressive communication (or both)

Most have complex co-occurring difficulties e.g., self-injury, epilepsy, aggression
Appropriate to identify from mid-childhood or later when future needs are clear

Intended to spur the clinical and research communities to prioritize the
needs of this vulnerable and underserved group of autistic individuals



Limitations in the Studies

Group Size Intervention Setting
Individual 78.9% Community Clinic 13.2%
University Clinic/Research Lab 20.4%
Dyad
Community-based 4.8%
Small group (2-6)
Educational 48.1%
Large group (7+) Hame 17.6%
Other Other 5.0%
Mot specified 3.7%
Mot specified | | L |
0 10 20 30 40 50 60 70 &0 0 10 20 ) 50

 Adults (from young to older) are severely underrepresented in research

- Many studies do not include measures of social validity from autistic participants

- Many studies do not include adverse event/side effect information

FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE



Limitations in the Studies

Figure 3.4 Age of participants across review periods

600 -
555

500 -

_— 20N2-2017 (n=545)
420 — 1990-201 (=427

Overall (n=g972)

0-2.9 31-59 &g 12-14.9 15-18.9 19-22
¥ears Years Years Years Yedrs Years

Steinbrenner et al., 2020
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Table 3.4 Race/ethnicity/nationality and gender/sex
of participants in 2012-2017 review period

2012-2017

Gender/Sex Articles | Participants
{(n=545)

'Male . ass 5934
Female | 259 1097
| Not reported ' 38 | ]
| Total 7031
' African American/Black - 74 343
Asian =z 314
Hispanic/Latino | 52 281
Middle Eastern : 9 45
Ntive Americar ] B
Native Hawaiian/Pacific 3 5
Islander ;
White | 130 2101
l.Twc- or mnre,-*’MuI.fiwracial 24. 119.
Other | 29 | 257
Not specified 7 88
I Not reported 381 ‘ |
Total | _ 3552
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Parental Perspective







Where Do We Go Next?



AIR-B

airbnetwork.org

Why do community work?

66

Of all the forms of inequality, "
injustice in health care is the
most shocking and inhumane.

~Dr. Martin Luther King, Jr. @
—
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Barriers to
Engaging
Racial/Ethnic
Minority
Families

In research

TTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTTT

- Distrust toward

research

.- Language barriers
. Cultural barriers /

stigma

- Unfamiliarity with

research



Equity-informed Community Engaged Research

Adapted from Wallerstein

Contexts
Social Political
& &
Structural Policy
~ o
Health
Issue
Importance
Capacity  cellaboration
& Trust &
Readiness Mistrust

‘..-‘i——___ﬁ____¥

et al, 2008 & VWallerstein et al, 2018:

Partnership Processes

Individual
Characteristics

Relationships

Partnership
Structures

Intervention

& Research
Processes

Integrate
Community
Knowledge

Empowering
Processes

Community
Inveolved in
Research

-~

Outpufs

Culture-
Centered
Interven

Partnership
Synergy

Appropriate
Research
Design

https://cpr.unm.edufresearch-projects/ cbpr-project/cbpr-model.html

QOutcomes

Intermediate
Policy Environment
Sustained Partnership
Empowerment

Shared Power Relations
in Research

+ & & B

L]

Cultural Reinforcement
Individual / Agency
Capacity

Research Productivity
Long-term

* Community
Transfermaticn

“ Social Jusiice
* Health / Healih Equity

Visual from Amos Health 2017

Contexts
Social-Structural: Sccial-
Economic Status, Place, History,
Environment, Community Safety,
Institutional Racism, Culture,
Role of Education and Research
Institutions
Political & Policy: National / Local
Governance/ Stewardship
Approvals of Research; Policy &
Funding Trends
Health Issue: Perceived Severity
by Partners
Collaboration: Historic
Trust/Mistrust between Partners
Capacity: Community History of
Crganizing f Academic Capadcity!

Partnership Processes

Partnership Structures:
= Diversity: VWho is involved
= Complexity
- Formal Agreaments
- Control of Resources
- % Dollars to Community
- CBPR Principles
= Partnership Values
= Bridging Social Capital
- Time in Partnership

Individual Characleristics:

= Maotivation to Participate

= Cultural Identities/Humility
- Personal Beliefs/Values

= Spirituality

Relationships:

= Safety / Respect / Trust

= Influence / Voice

= Flexibility

- Dialogue and Listening /

Mutual Learning

Conflict Management

= Leadership

- Self & Gollective Reflection/
Reflaxivity

= Resource Management

- Participatory Decision-
Making

= Task Roles Recognized

Commitment to Collective

Intervention & Research

Processes that honor community
and cultural knowledge & voice,
fit local settings, and use both
academic & community
language lead to Culture-
Centered Interventions
Empowering Co-Learning
Processes lead to Partnarship
Synergy

Community Members Involved in
Research Activities leads to
Reasearch/Evaluation Design that
Reflects Community Priorities
Bidirectional Translation,

Outcomes
termediate System & Capacity Outcomes
= Policy Environment: University & Community
Changes
+ Sustainable Partnerships and Projects
- Empowerment — Multi-Level
= Shared Power Relations in Research /
Knowledge Democracy
= Cultural Reinforcement / Revitalization
= Growth in Individual Partner & Agency
Capacities
Research Productivity: Research Outcomes,
Papers, Grant Applications & Awards
Long-Term Outcomes: Social Justice
» Community / Social Transformation: Policies
& Conditions

Partnership Gapacity - Reputation of P.L Empowerment Implementation, Dissemination - Improved Health £ Health E quity
Figure 1. Community-based participatory research conceptual model.
Note. CB(Ors = community-based organizations; CBPR = community-based participatory research; P.l. = principal investigator.

[£:13
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CER Recommendations

Engage in self-reflection and seek supports
to develop cultural humility.

Reflect on one’s own identities and biases
and how they do (not) align with the
community partners.

Reflect on one’s motivation for conducting
the research and working with a community
group.

Cultivate a culturally sensitive and diverse team.
Foster an inclusive climate and beware

of tokenism.

Maye, M., Boyd, B. A., Martinez-Pedraza, F., Halladay, A., Thurm, A., & Mandell, D. S.
(2021). Biases, barriers, and possible solutions: Steps towards addressing autism
researchers under-engagement with racially, ethnically, and socioeconomically
diverse communities. Journal of autism and developmental disorders, 1-6.




Academic & Community Partners Working Together

AIR-B Network

Parents, self-advocates,
siblings

Researchers

|
Community-based
organizations

Collaboration in all stages of research

e Intervention e Parent groups * Peer coaching « Bidirectional « Community
planning e Community e Co-lead training conferences

 Feedback on events community  Data entry » Academic
design & e Word of mouth conference « Review results conferences
recruitment e Schools « Newspaper,

 Conference radio

planning



Participating sites

PENN CENTER FOR
MENTAL HEALTH
— UNIVERSITY of
UNIVERSITY of

22 ROCHESTER WASHINGTON

' MEDICAL CENTER _ . .

UCDAVIS | MIND | i
FHEALTH | INSTITUTE Autism Institute
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https://youtu.be/H5uME6bMxVY

Many Evidence-Based Practices

National Standards Report

®: £
A" 4

THE NATIONAL STANDARDS PROJECT—
ADDRESSING THE NEED FOR EVIDENCE-
BASED PRACTICE GUIDELINES FOR

AUTISM SPECTRUM DISORDERS

h .
§4 » e p 5,
40’/’0/; f . /el/l/
90,,,, 1’0:8@'9 (;(Z/é { Wing, 14//2(/) /4 Of I/
na ";o ¢ Mg Moy, Ry, UZ‘/SI)?

lnh;ﬁmr-'r&i:t
Targeting Seniary
Challenges in Children
With Autism Spectrum
Ditordar=An Update

-
T



AIR-B

airbnetwork.org

But they don’t get used, especially in
under-resourced settings

Implementation-as-Usual in Community-Based Organizations
Providing Specialized Services to Individuals with Autism Spectrum
Disorder: A Mixed Methods Study

Amy Drahota’?® . Rosemary D. Meza® - Tatiana E. Bustos' - Aksheya Sridhar' - Jonathan I. Martinez*-
Brigitte Brikho? - Aubyn C. Stahmer?> - Gregory A. Aarons?®

Does implementing a new intervention Dismantling the Active Ingredients of an Intervention
disrupt use of existing evidence-based for Children with Autism

autism interventions?
Melanie Pellecchia® - James E. Connell” - Rinad S. Beidas' - Ming Xie' -
Steven C. Marcus' + David S. Mandell’

Melanie Pellecchia'(®), Rinad S Beidas', Gwendolyn Lawson',
Nathaniel ] Williams?, Max Seidman/', John R Kimberly',
Carolyn C Cannuscio' and David S Mandell'
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Implementation science offers models and
strategies, but they are often complex and
intervention specific

AIR-B
airbnetwork.org

A refined compilation of implementation strategies:
results from the Expert Recommendations for . . { Outer Setting
Implementing Change (ERIC) project adepted

Byron J Powell'"", Thomas J Waltz?, Matthew J Chinman®#, Laura J Damschroder®, Jeffrey L Smith®,
Monica M Matthieu®’, Enola K Proctor® and JoAnn E Kirchner®®

Intervention
(adapted) )

=

"\_ ‘ o |

Adaptable Periphery

e NG
...and who'’s got time for that?
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AIR-B
airbnetwork.org

Using Novel Implementation Tools for EBI Delivery

* |dentify your team

- Establish goals and objectives

- Create communication plan

 Create measurement plan

* Create feedback plan

* Brief weekly check-in with team leader
* Brief monthly meeting with team



AIR-B

airbnetwork.org
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AIR-B
airbnetwork.org

First Team Meeting

 Review the UNITED intervention and logistics.

Review collaborative teaming.

Review the results of your social network survey.

ldentify potential UNITED team members.

Establish guidelines for future meetings (roles and norms).

Introduce the UNITED implementation action plan to support intervention,

Discuss next steps and resources needed to implement intervention.



AIR-B
airbnetwork.org

Second Team Meeting

Introduce the UNITED Intervention.

Confirm ground rules and roles for the implementation team.

ldentify implementation goals and develop an action plan.

Establish guidelines for communication between meetings.

Establish ongoing meeting schedule.



AIR-B
Weekly Check-Ins and Monthly Meetings

Weekly Check-ins

 With Facilitator in Training via email or text
* Brief check-in to see how things are going and offer troubleshooting as needed

Monthly Meetings

« With implementation team
- Team reports progress on completion of action task to achieve implementation goals

o ldentify any barriers and develop potential solutions

o Re-assign task as needed



AIR-B

airbnetwork.org

How we will know UNITED is working

?hase o Competency
ntaﬁgn P
e

&:' Ongoing services

\Tﬂ?\e Sta%ea Support & monitor
Consultation
Launch critical components
g Fidelity monitoring
Feedback
6 staff hired and trained ] )
Support « Stages of Implementation Completion (SIC)

Readiness Planning measure ) )
S s Sk - Worked with Lisa Saldana to adapt
Feasibility
Review expectations & capacity
Engagement Infographic recreated from SAMHSA'S National Registry of

T — Evidence-based Programs and Practices, 2078.



Stages of Implementation Completion

]REMAKING

ECESSS!

\(SDLMI

Self-Determined Learning
Model of Instruction

MIND: Gap.

" Using Novel
~\ Implementation Tools

For Evidence-Based

Intervention Delivery

All 3 studies will be
randomized to
have or NOT have:
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An Evidence-based Intervention
to Improve Students’
Self-determination Skills



What do we know so far?

Greater
academic

2 P °
T oA, | achievement

-

Increased

postsecondary
outcomes

Shogren, K. A., Burke, K. M., Antosh, T., Wehmeyer, M. L., LaPlante, T., Shaw, L. A., & Raley, S. K. (2018). Impact of the Self-Determined Learning Model of Instruction on self-determination and goal attainment in

adolescents with intellectual disability. Journal of Disability Policy Studies, 30(1), 22-34. https://10.1177/1044207318792178

Shogren, K. A, Hicks, T. A, Raley, S. K., Pace, J. R, Rifenbark, G. G., Lane, K. L., & Quirk, C. (in press). Student and teacher perceptions of goal attainment during intervention with the Self-Determined Learning

Model of Instruction. The Journal of Special Education.

Shogren, K. A.,, Wehmeyer, M. L., Palmer, S. B., Rifenbark, G. G., & Little, T. D. (2015). Relationships between self-determination and postschool outcomes for youth with disabilities. The Journal of Special

Education, 48, 256-267.
FRANK PORTER GRAHAM CHILD DEVELOPMENT INSTITUTE

- Progressin general
education curriculum

- Academic goal
attainment

- Postsecondary education

- Competitive, integrated
employment

- Community participation

- Quality of life
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SDLMI Overview







SDLMI enables teachers to
teach students to:

. Makle choices and decisions about setting a
goal.

- Develop action plans for academic and
transition goals.

- Self-monitor and self-evaluate progress
toward goals.

» Adjust the goal or plan.

Model of Instruction




\(SDLMI_

odel of Instructi

What is my What is my What have |
goal? plan? learned?

Phase 3:
Adjust goal or plan

Phase 1: Phase 2:
Set a goal Take action




Teacher Experience

“The commitment to
self-determination is a
classroom practice and
a lifelong learning
experience that | strive
to instill in every
student.”

,4 -B \SDLMI
I R eeeeeeeeeeeeeeeeeeeeeee
Elll"b I“JE‘J[U.FOI“RD rg lllllllllllllllll







Conclusions and Next Steps

« Our current evidence base is limited because our research has been
exclusionary or overlooked certain groups.

* There is a need to partner with communities to bridge the research-to-

practice gap. Implementation science and CER provide approaches for
doing so.

* Moving forward, we need:

« The inclusion of more autistic individuals and other marginalized communities as co-
producers of research.

- Additional information about the potential harms associated with research.
- Research across the lifespan.
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