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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
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An Important Reminder

• Most autistic individuals have 
never been in a research study

Therefore…..

• The current evidence base does 
not represent most autistic 
individuals
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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

EBP

Clinical 
judgment
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Stop & Reflect
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Has anyone ever experienced a 
client’s or family’s preference being 
in disagreement with the evidence? 

Ethical Dilemma of EBP
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National Clearinghouse on Autism 
Evidence & Practice (NCAEP)
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Current Review of EBPs

N AT I O N A L  C L E A R I N G H O U S E  O N  A U T I S M  E V I D E N C E  &  P R A C T I C E

https://ncaep.fpg.unc.edu

https://ncaep.fpg.unc.edu/
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Current Review of EBPs
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• Screened more than 31,000+ 
articles published from 2012-2017

• 634 included for full text review

3rd Generation
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How many EBPs?
IDENTIFYING EBPS

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

28

N AT I O N A L  C L E A R I N G H O U S E  O N  A U T I S M  E V I D E N C E  &  P R A C T I C E
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Steinbrenner et al., 2020
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Changes in Practices
RESULTS OF 3RD REVIEW

New Practices

• Augmentative & Alternative 
Communication (AAC)

• Behavioral Momentum (BM)
• Direct Instruction (DI)
• Music-Mediated (MMI)
• Sensory Integration (SI)

Merged Practices

• PECS  AAC
• PRT  Naturalistic
• Scripting  Visual Supports
• Structured Play Groups  PBII

Steinbrenner et al., 2020 14
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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

IMPLEMENTING EBPS

15
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EBP Database
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Steinbrenner et al., 2020
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Selecting EBPs

Outcomes

Steinbrenner et al., 2020

18

Steinbrenner et al., 2020
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AFIRM Supplemental Materials 
Implementation checklist

Step-by-step practice guide

Parent’s guide

Tip sheet for professionals

Data sheets

Evidence-base 

IMPLEMENTING EBPS
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Step-by-Step Guide
IMPLEMENTING EBPS

20
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Tips for Professionals
IMPLEMENTING EBPS

21
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Fidelity Checklists and Home Companion Guide
IMPLEMENTING EBPS

22



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

AFIRM for Paraeducators 
IMPLEMENTING EBPS

23
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• AFIRM User Growth: 336,361
• Averaging 4,140 new users 

monthly

• Translations: 
• Arabic

• Mandarin

• Italian

AFIRM METRICS
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• Downloads: 3,596,445
• Averaging 36,790 downloads 

monthly

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

• 2 – Data Forms (282,896)

• 3 – Planning Forms (277,170)

• 4 – Evidence-base (156,449)

• 5 – Step-by-Step Guide (140,505)

AFIRM METRICS
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• Summary
• Research Article
• Null Findings
• Sensory Integration 

Companion Guides 

Read the Full Report

N AT I O N A L  C L E A R I N G H O U S E  O N  A U T I S M  E V I D E N C E  &  P R A C T I C E

26
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The Lancet Commission on the 
Future of Care and Clinical 
Research in Autism

27
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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

29



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

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

• First point is urgency: It is 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)

Committee Composition and some Conclusions

29
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• 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.

Moving to Personalized Interventions

30
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Stepped care, personalised health in autism

31
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Stepped care example – minimally verbal 5 year old in LMIC

32
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Stepped care example – 15 year old with social anxiety in HIC

33
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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.

34
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Evidence-base for Whom?

35
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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 (IQ <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

36
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Limitations in the Studies

• 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

37
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Limitations in the Studies

38

Steinbrenner et al., 2020
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Parental Perspective

39
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Where Do We Go Next?

40
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Why do community work? 
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• Distrust toward 
research 

• Language barriers 
• Cultural barriers / 

stigma
• Unfamiliarity with 

research 

Barriers to 
Engaging 
Racial/Ethnic 
Minority 
Families 
in research
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Equity-informed Community Engaged Research

43
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CER Recommendations

Maye, M., Boyd, B. A., Martínez-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.

44

• 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.
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AIR-B Network 

Researchers Parents, self-advocates, 
siblings

Community-based 
organizations 

Design

• Intervention 
planning 

• Feedback on 
design & 
recruitment 

• Conference 
planning 

Recruitment

• Parent groups
• Community 
events 

• Word of mouth 
• Schools 

Implementation

• Peer coaching 
• Co-lead 
community 
conference 

Data Analysis 

• Bidirectional 
training 

• Data entry 
• Review results 

Dissemination

• Community 
conferences 

• Academic 
conferences 

• Newspaper, 
radio 

Collaboration in all stages of research 

Academic & Community Partners Working Together

45
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Participating sites
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https://youtu.be/H5uME6bMxVY
47

https://youtu.be/H5uME6bMxVY
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Many Evidence-Based Practices 

48



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

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

49



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

Implementation science offers models and 
strategies, but they are often complex and 
intervention specific

…and who’s got time for that?

50



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

Using Novel Implementation Tools for EBI Delivery

• Identify 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 

51
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Identify your team

52
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First Team Meeting 

• Review the UNITED intervention and logistics.
• Review collaborative teaming.
• Review the results of your social network survey.
• Identify 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.
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Second Team Meeting 

• Introduce the UNITED Intervention.
• Confirm ground rules and roles for the implementation team.
• Identify implementation goals and develop an action plan.
• Establish guidelines for communication between meetings.
• Establish ongoing meeting schedule.
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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 Identify any barriers and develop potential solutions

o Re-assign task as needed

55
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How we will know UNITED is working

• Stages of Implementation Completion (SIC) 
measure

• Worked with Lisa Saldana to adapt

56
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All 3 studies will be 
randomized to 
have or NOT have: U N I T E D

Stages of Implementation Completion

Using Novel 
Implementation Tools 
For Evidence-Based 
Intervention Delivery

57
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An Evidence-based Intervention 
to Improve Students’ 
Self-determination Skills
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What do we know so far?
Greater 

academic 
achievement

• Progress in general 
education curriculum

• Academic goal 
attainment

Increased 
postsecondary 

outcomes

• Postsecondary education

• Competitive, integrated 
employment

• Community participation

• Quality of life
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.
59
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SDLMI Overview

60
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SDLMI enables teachers to
teach students to:

• Make 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. 
Make choices and decisions about setting a goal

Adjust the goal or plan

61



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E 62



F R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T EF R A N K  P O R T E R  G R A H A M  C H I L D  D E V E L O P M E N T  I N S T I T U T E

v

Teacher Experience

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