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WE’VE KNOWN FOR A LONG TIME THAT
BLACK KIDS ARE DIAGNOSED LATER THAN WHITE KIDS
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OTHER STUDIES DEMONSTRATE THE SAME THING
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MORE RECENT STUDIES SHOWTHE SAME DISCRIMINATION
IN SERVICE USE…
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students.  Autism Research



ANOTHER EXAMPLE
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A THIRD EXAMPLE
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FEW STUDIES TESTWAYS TO FIX THIS

Recognition Diagnosis Tx initiation Tx quality
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DEFINITIONS

Patient/family Interventions to educate, train or empower families to make 
service decisions that result in better outcomes

Practitioner Strategies that directly target practitioners to improve 
practitioner performance and reduce bias in their care delivery

Organization Change organizational culture, climate or processes to improve 
performance and reduce bias in care delivery

System Changes in policy, payment, or resources to improve 
performance and outcomes, and reduce bias 



FAMILY NAVIGATION

Time-limited model of lay case management that focuses on 
overcoming patient-specific barriers to care
Navigators are community members
Can vary in lived experience or cultural matching



FAMILY NAVIGATION STUDY RESULTS

Feinberg et al. (2016): 95% vs. 55% completed diagnostic 
process
Feinberg et al. (2021): 86% vs. 76% completed diagnostic 
process within a year
DiGuieseppi (2021): Increased screening, no effect on referrals 
or tx initiation
Several ongoing studies 

• Bernie 2021
• Broder-Fingert 2018
• Iadarola 2021



FAMILY NAVIGATION PROS AND CONS

Pros
Relatively inexpensive task 
shifting
Lived experience and cultural 
matching may help families
Modestly positive evidence to 
date

Cons
Does not address underlying 
reasons for inequities
Billing model unclear
Modest evidence related only 
to diagnostic process
Families vary in their 
experience of it (Crossman 
2020)



PROS AND CONS OF FAMILY APPROACHES

Pros
May be easiest unit to reach
Can tailor to specific family 
needs
Education/empowerment may 
have long-lasting and 
generalizable effects

Cons
Turns parent into 
clinician/case manager
Puts burden on families
Assumes there are good 
options from which to choose
May be a band aid for 
systemic problems



PRACTITIONER-DIRECTED APPROACHES



IMPLICIT BIAS TRAINING

Implicit bias: unconscious prejudices and stereotypes that are 
automatically activated and may affect how one treats Black 
people (Hagiwara 2020)

• Very common in health care providers and educators
• In 50% of studies associated with worse patient outcomes

Implicit bias training
• Lowers scores on implicit bias tests (Stone et al., 2020)
• No evidence that they result in behavior change (Forscher, 2019)
• Avoids larger structural changes that cause disparities in care



TRAINING IN EVIDENCE-BASED INTERVENTIONS

Community practitioners don’t use evidence-based practices 
the ways they were designed.
Poor use of these interventions can lead to poor outcomes 
overall and disparities in care (Pellecchia 2020).

• Example of parent coaching in early intervention
Practitioner access to training, and supervisor expectations 
regarding EBP use may be lower in predominantly minority 
areas.



PROS AND CONS OF PRACTITIONER APPROACHES

Pros
Practitioner change can affect 
exponentially more 
children/families
Builds on existing 
training/expectations
Alleviates burden on families 

Cons
Practitioners have many 
competing demands
may be difficult to sustain w/o 
organizational change to 
address incentives, supports, 
turnover
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MANY LARGE DISTRICTS FACE SIMILAR CHALLENGES

Philly is here: #8 

Look at all this 
though!



PHILLYAIMS SCHOOLS



AIMS AIMS

Compare the effects of STAR and 
augmented “teaching as usual” 
(Structured Teaching) in improving 
student outcomes 
• Year 01: STAR > ST?
• Year 02: Practice effects?
• Year 03: Sustainable?  
What educator and organizational 
characteristics, moderate outcomes?



CHANGE IN DIFFERENTIAL ABILITIES SCALE SCORE
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Their lives are hard
They need support for new programs
The program may not be right for their setting
They are managing a bunch of adults as well as a bunch 
of kids
These complicated interventions make their lives harder

So please make it simple!



INNOVATION IMPLEMENTATION CLIMATE

The extent to which use of the intervention is:
• Expected
• Supported 
• Rewarded 

Assesses:
• Ease of use
• Associated stress
• Communication about innovation
• Support for its use 
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IMPLEMENTATION CLIMATE
(IS USE OF THE INTERVENTION EXPECTED, SUPPORTED AND REWARDED?)
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APPLYING ORG. AND PSYCH. THEORIES TO TEACHER
BEHAVIOR
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Positive reinforcement

Data collection

One-to-one(?) intervention each day

Visual schedules



TEACHER'S INTENTIONS TO USE THESE PRACTICES
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WHATWAS ASSOCIATEDWITH INTENTIONS? 
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PREDICTING USE OF PIVOTAL RESPONSE TRAINING
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POLICY OPTIONS THAT LEVERAGE…

Attitudes
Position security
Performance-based ladder
Stories of success

Norms
Mandated program
Clear eval. standards
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Ongoing coaching

Intentions EBP use 
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On-site problem solving



SOME ORGANIZATIONAL CHANGES ARE EASIER
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PROS AND CONS OF ORGANIZATIONAL APPROACHES

Pros
May result in more lasting 
change to practitioner 
behavior and child outcomes
Some approaches (like EHR 
changes) may be relatively 
easy to implement

Cons
Organizations have multiple 
competing priorities
Often requires leadership 
change, which is challenging
Many org strategies are 
complex and expensive



POLICY CHANGES TO ADDRESS
DISPARITIES



MEDICAID WAIVERS

Medicaid is single largest payer for behavioral health care for 
autistic children
Waivers allow states to:

• Enroll people who otherwise wouldn’t be eligible
• Provide services not included in the state plan

11 states have autism-specific waivers



EFFECTS OF WAIVERS AND WAIVER GENEROSITY ON
ODDS OF REPORTING UNMET HEALTH CARE NEED
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PROS AND CONS OF SYSTEMS APPROACHES

Pros
May result in even more 
lasting change to practitioner 
behavior and child outcomes
Organizations can be creative 
in responding, leading to new 
models of care

Cons
Requires the most political 
will and capital
Must be very targeted (or else 
gameable)
Results may come slowly



IF WE WANT TO IMPROVE CARE AND REDUCE
DISPARITIES WE NEED TO…

Use a multi-pronged approach that includes families, 
practitioners, organizations and policy makers
Address environmental racism
Find partners across disability groups 
Recognize that disparities in autism care are part of a larger 
legacy of disparities in health care and education. 
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