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Dis clos ure Statement
Catalight is  a  TRICARE provider we I have no other relevant financia l or non-
financial rela tionships  to dis close.



About Catalight
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Catalight is creating a more 
equitable world so people 

with disabilities can 
choose their path.

• Non-profit based in the U.S.

• Serving over 14,000 families a day

• About 12,000 families have an 
IDD/autism family member that 
participates in our behavioral health 
treatment programs



Fastest-growing developmental disability
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Autism is the fastest-growing developmental 
disability in the U.S., according to the Centers for 
Disease Control and Prevention (CDC)

© 2024 Catalight. All rights reserved.

*Maenner et al., 2023

Prevalence rate is 

1 in 36 
In California, it is 

1 in 22*





Intellectual disability (ID) and Autism
Complexity:
• Significant overlap of Sx
• Are we preferentially Dx 

autism over ID? (Thurm et al., 
2019)

• Autism research excludes 
patients with ID (Russell et al., 
2019)
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Thurm et al., 2019



What should we measure?
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Population 
vs Individual 
measures? 
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Outcome Measures
Considerations
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Includes 
caregiver/family

Addresses 
disability & 

support needs
Scalable Standardized Rolls up to a 

global measure 



Measures of autism core symptoms or IQ are not included as these measures lack 
good empirical support and their relationship to wellbeing is weak.

Caregiver/family
1. Measure of parental stress.

2. Measure of parental self-efficacy.

3. Family wellbeing or QoL. 

Measures - Options
Child
1. Adaptive behavior scale (e.g. Vineland-3).

2. Measures of disruptive or dangerous 
behavior (e.g. Vineland 
externalizing/internalizing scales or stand-
alone measure).

3. Goal measures that include measurement 
of goals that are partially met (e.g. goal 
attainment scale - GAS).

4. Wellbeing or QoL (youth/adults) measure. 
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Outcome Pyramid 
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Catalight
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Outcome Measures

Wellbeing (Catalight Family, Youth or Adult Wellbeing Scale) (15 items-
parent/patient scale)
Catalight Parental Self-Efficacy Scale (2-4 items-parent scale)
Parental Stress Survey-IDD version (15 items-parent scale)
Adaptive behavior with the Vineland-3 (parent or provider)
Disruptive behavior (Vineland -3 Internalizing and Externalizing scales) 
Catalight Continuous Dangerous Behavior Surveillance Scale (provider scale)
Sleep questionnaire (provider scale)
Goal Attainment Scale (provider scale)



Catalight.org

Catalight Practice 
Guidelines with 
outcomes measures 
and more! 
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Appendix 
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Catalight 
Family 
Wellbeing 
Scale
Sneed et 
al., 2024
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Catalight Family Wellbeing Scale



Catalight Continuous Dangerous-Behavior 
Surveillance (CDS) Measure

• Developed in 2021
• The CDS defines dangerous behavior (DB) as severe behaviors that 

could result in physical injury requiring first aid, medical attention or 
behaviors that could result in law enforcement involvement 

• The CDS measures both frequency and severity of DB across 
eight DB types 

• The CDS allows Catalight to monitor an individual’s DB as well as 
provide a population measure of DB (CDS Population Score) 

• Challenging or disruptive behavior is tracked separately and is not 
part of CDS
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CDS Dangerous Behaviors Types
Only behaviors that cause or have a high probability of causing 
physical injury or law enforcement involvement are included. 
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• Physical harm to others 
(severe aggression)

• Self-injurious behavior
• Dangerous elopement that is 

not age-appropriate

• Property destruction
• Pica
• Behaviors connected to 

elimination
• Other behaviors that might 

lead to physical harm or law 
enforcement involvement
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