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A note on
ELEL]:

Person-first language
* person with autism
VS.

ldentity-first language
 Autistic AUTISM IN ADULTHOOD
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® On the autlsm Spectrum DOI: 10.1089/aut.2020.0014

Avoiding Ableist Language:
« Just ask! Suggestions for Autism Researchers
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Learning Objectives
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1. What 1s Emotion
Dysregulation?

Pt ACE
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What do we mean when we say
emotion dysregulation?

» Difficulty changing or controlling
Intensity or duration of
emotional response

* Interferes with ability to meet
goals

Pt ACE
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What does emotion dysregulation
“look like” Iin autism?

» Meltdowns and Shutdowns:
« Can occur when completely overwhelmed or overstimulated
« Can become out of control of behavior:
« Screaming, crying, aggression, destroying objects, etc.

« May “shut down” — stop interacting or responding, withdraw

These are typically signs of real distress, not on
purpose or trying to manipulate

Pat ACE
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* You may not see building distress
until it's too late...

- May feel intense emotions on inside
but no outward display

» Difficulty recognizing and
understanding emotions and body
sensations

» Suppressing or hiding emotions

Pat ACE

Autism Center of Excellence
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Emotion

Dysregulation
Inventory

A

Reactivity

|@

Dysphoria

Has explosive outbursts Does not seem to enjoy anything
Has extreme or intense emotional reactions Not responsive to praise or good things
: : happening
Emotions go from 0 to 100 instantly Seems sad or unhappy
Has trouble calming themselves down Appears uneasy through the day
Autism Centﬁgeﬁ
© 2024 University of Pittsburgh REAACT Research Program.

AllFits reseive. Mazefsky et al., 2018 REAACT



Emotion Emotion
Dysregulation Dysregulation
Inventory Inventory

Young Child Self-Report

Proxy report; Ages 2-5 Proxy report; Ages 6+ Self-report; Ages 11+

Validated in autistic Can be used across

All provide
Reactivity &
Dysphoria Scores

and non-autistic any verbal or
populations Intellectual ability

Brief, efficient, & precise Has norms and Sensitive to
-6 or 7 items! clinical cut-offs change

FREE - Request here: www.reaact.pitt.edu P#t ACE

Autism Center of Excellence

© 2024 University of Pittsburgh REAACT Research Program. R E A ACT
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@ EDI-YC Proxy EDIProxy EDI Self-Report EDI Self-Report
Ages 2-5; Ages 6-17; Ages 11-17; Ages 18-95;
EDI N = 853 N = 1,169 N = 325 N =671

= Clinically
Elevated

Dysphoria

Reactivity ‘

Autism Center of Excellence
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Inaccessible
environments

. ~
Masking @,

G

?
Awareness

Social rejection Q

pay o

© 2024 University of Pittsburgh REAACT Research Program.
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How can we
help?

© 2024 University of Pittsburgh REAACT Research Program.
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Il. How to plan and
respond to emotion
dysregulation
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Paying attention to early
signs of distress

* Whining

* Rocking

* Clenching Fists, tense body
* Pacing

* “NO”

* Not answering

» Unable to obtain attention

* Increased escape/avoidance behaviors — silliness /
roving / hyperactivity

Autism Center of Excellence
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Common triggers and contributors of emotion
dysregulation

» Cognitive load
WORK,

» Sensory sensitivities : PICK A GROUP WITH
TWO OR THREE

* Soclal stressors &

relationships
 Conflict, rejection, confusion

» Unexpected changes
» Chaotic environments

Pat ACE

Autism Center of Excellence
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Preventative - Safe Environments

Sensory Input
* Breaks from high sensory stimulating environments
* Offer sensory tools & supports

Social & Communication Supports
* Model differences are welcome

» Offer alternatives for communication
(e.qg. cards)

© 2024 University of Pittsburgh REAACT Research P : Beck et al., 2021; Conner et al., 2019
s St G ( ) REAACT



Supporting language processing and learning

Use of visuals and lists
Integrating pauses for processing information
Wait for autistic client to respond
Do not demand eye contact

Find ways to reduce verbal discussion

Reduce amount of explaining, unless it's asked for

Pat ACE

Autism Center of Excellence
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Preventative - Acceptance &
Awareness

Model emotion acceptance & awareness 4
* All emotions are OK

 Reassure that even uncomfortable emotions
are natural

—
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Support Routine Self-Assessment \
* Focus on emotion intensity not labeling
* Incorporate visuals and interests
 Consistent across teams

* Noticing distress sooner

~—
\@:

Pat ACE

Autism Center of Excellence
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Preventative - Routine Coping
Optlons

Physical Movement

* Form of self-regulation for emotions
& sensory

» Walking, standing, rocking, stimming

0

Pat ACE

Autism Center of Excellence
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Take Breaks

* Time to regulate

* Brief and preventative

* |[dentify safe space if needed
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Supportive Response - When it
Starts

* |dentify a safe place to go during

a meltdown or shutdown
» Sensory friendly

i
‘w( . ,\é - Regulation tools available
w “ 4N .Reduce sensory overload

» Reducing noise, lights, consider temporarily
leaving

 Maintain warm, neutral
acceptance

Pat ACE

Autism Center of Excellence
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Supportive Response — During

* Sit quietly next to person

&,
 Use few verbal instructions ‘@

« Communication cards or signs to take a break

 Kind directives, not questions )
S iy
- Simplify task
* Use calming strategies together
 Let's walk together m ACE

Autism Center of Excellence
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Communication Cards

: Iam Don't touch
n -
.

© 2024 University of Pittsburgh REAACT Research Program.
All rights reserved.

Take me to a

I'm sensory

overwhelmed

quiet space

That helps me |l Reduce light

Getmy
weighted
blanket

I can't talk

right now

Give me space

I need to
leave

Pat ACE

Autism Center of Excellence

REAACT



Supportive Response - When it is
over

* Proceed slowly

 Physiological arousal differences in many neurodivergent
students

» Take longer to calm
* May be hours before returning to baseline

* Process situation & conseqguences much

later
« Walit until regulated for any productive processing

Pat ACE

Autism Center of Excellence
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How NOT to Respond

* Avoid questions “what’s wrong?”

 Avoid asking what is wrong or how they are feeling
 “| see you are having strong emotions”™

* Do not say “calm down” or “relax”

* Do not suggest breathing unless an established strategy
* Do not use punishment or reward to force calming

* Do not provide or threaten consequences in the moment
* Do not demand eye contact or discourage stimming

* Do not correct a behavior

* Avoid physical contact

Pat ACE

Autism Center of Excellence
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Putting it together- handling
emotion dysregulation

- Before * During
* |dentify triggers, understand a - |dentify safe place to go (or
person’s baseline clear out current space)

- Have a common language to Reduce sensory overload

talk about emotions Reduce verbal instructions

* Explore/practice strategies to Remind (simply) of calming
use in the moment strategies

- Make a plan for )
meltdowns/shutdowns Proceed slowly to re-engage

Pat ACE

Autism Center of Excellence
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Pat ACE

Autism Center of Excellence

REAACT

Regulation of Emation in Autistic Adults, Childres, and Tesns

Summary of tips available on our website
www.reaact.pitt.edu

Ways to Support
Emotion Regulation

Model Emotion Acceptance and Awareness
Neurodivergent people may see negative emotions as ‘bad’ because of past
experiences with negative consequences, which can lead to avoidance or

other unhelpful responses
+ Model that “All emotions are OK”

ure students that emotions are natural and normal, even

ymfortable emotions
and coping to neurodi

Support Routine Self-Assessment of Emotig
Neurodivergent people often have difficulty|
standing emotions
Focus on routine noticing of emotional ir
Tailor self-assessments with visuals for i
Avoid emotion labeling or memo
Use common language across profession
assessment of emotional intensity

Provide Opportunities for Physical Moven
Movement is a form of self-regulation for ¢
processing

* Walking, standing, and physical groundin

« Breaks from trle‘,erln'J situations

« Rocking or stimming

Create an Inclusive Environment
Affirming environments that minimizes the
support learning and wellbeing
* Consider sensory input
« Social & Communication
o Be discrete and model that differen

o Provide options for communic 'at|0n
o I\1a|ntam flexible social nc-rm:
o Provid

Individualized Emotion Pa ACE
Regulation Supports

Autism Canter of Excelance

Identify Stressors and Signs of Distress
Identify situations and ces that cause distress, such as:
Overwhelming s
n rc;utlne

o Unstructured spa
+ Identify fupcc»mmg meltc
o How do they know it's coming?
o Aret signs you can look out for?
o Can they signal to you?

Build Awareness of Emotional Intensity
ng of emotional intensity
e completed routinely throughout the day and not only when

Avoid emotion L

Use common g 0SS ssi s to jith se ent of
emotional in

Work with systems to track self-assessment data of emotional intensity

Have a Plan in Place
Identify a place whpr:: neurodiwrgn:nt pFQp regulate
Identify a trusted, s
Include early
Redu
When calm |d'=r|t|f\- and pr
knows how

Ido-‘ﬁtlf) sensor\f tCrCrla or items that can assist in regulation

© 2024 University of Pittsburgh REAACT Research Program.

All rights reserved.

How to Respond durin
Meltdowns and
Shutdowns

Pat

Meltdowns and shutdowns ¢
generally signs of distress a
occur when a persor

completely overwhelmed

Have aplanin place, ]
espe ly if meltdowns are cornmon or potentially u

When it starts:

Identify a safe place to go during a meltdown or shu'
Keep asensory friendly place where th n have tir
E:c er including objects 2 safety itemns, weighted
oys

Reduce sensory input ways like turning off loud music
or asking others to temporarily leave the room

tain warm, neutral acceptance and rememb
st they can with the tools they currently have

take at

Remain calm and monitor your voice volume when s
Use the p: hen talking and use simple s

Use calming strategies

Facilitate an activity they Ilk»'-\ like playing with fidget
calming m preférred interest
Breathing is no' Y E-Ip ul during extreme distn

invalidating

ta
eems re-c1ll\.r hard, let’ ep at atime”

solve this problem together”
When it's over:

Proceed slowly when re-engaging
Reme! that t on may be continuing to proc
may remain on h C ert,” long after a meltdown ha:

overstimulate
How NOT to Respond

Do notuse alot of questions and avoid getting into a debate

Do not demand non-essential tasks for the time being
Return to task and process afterwards

Do not ask how they are feeling or whatis wrong
Help them understand by describing for them with simple terms in mind: "l see
you are having strong emotions”

Do not tell the person te “calm down,”™ as no one can do this on command and
saying this can escalate the situation

Do not tell the person te “relax” or “just breathe”

Instead, try planned calming strategies or do them yourself as an example
) walk together”)

Do not expect the person to use a strategy they have never practiced before
during @ crisis

Do notuse punishment or reward to force “calming down™

(e.g . "if you don't calm down, you can't do X)

This puts pressure on the situation and can make it harder for the person to
calm

Do not discuss or threaten consequences in the mol
This can be discussed afterwards

Do not demand eye contact or preventstimming

Avoid physical contact unless known to be helpful to the person
This can well intentioned but overstimulating to many

Pat ACE

Autism Center of Excellence

REAACT




ll1l. Coping Strategies

Pat ACE

Autism Center of Excellence
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The Emotion
Awareness &

Skills Enhancement
Program

Developed by

Kelly Beck, Caitlin Conner, E A S E

. TOOLS FOR CALMING THE CHAQOS
Carla Mazefsky, & Susan White

Pat ACE

Autism Center of Excellence
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EASE program development: Overview

1. Manual draft written by team Finalized EASE Program
2. Stakeholders reviewed manual _ -
General goal: Manage your
3. Pilot study (n=20, 2 sites) emotions to meet your goals »
4. RCT (n= 117, 2 sites) « Individual therapy model, with
5. Develop EASE Teams (n= 10) support person
e Traditional 1x/week, 45-60 min
6. EASE for A” StUdy e 16-20 Sessions
7. Combine into 1 manual and finalize > e aUti‘cftiC yOUt.h =18 Yeing
adults with or without ID
Tat ACE
© 2024 University of Pittsburgh REAACT Research Program. ﬁsmE KWAXEE:F

All rights reserved.



Tailor to differing needs

» Designing interventions across abllity levels
» Speaking
* Intellectual ability
 Attentional capacity
« Experiential learning = generalization challenges ‘

* Not reliant on cognitive strategies ‘ ,

Beck, 2020; White et al., 2018 m ACE

Autism Center of Excellence
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An inclusive therapy environment

* Focus on strengths and talents
 Use affirming language

* Allow to be themselves (do not discourage
stimming)

* Sensory Input

* Breaks from high sensory stimulating environments
 Offer sensory tools & supports

» Social & Communication Supports
* Model differences are welcome
 Offer alternatives for communication (e.g. cards)

(Beck et al., 2021; Conner et al., 2019) m ACE

Autism Center of Excellence
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Autism-focused design: Incorporating
Sensory considerations

Pillows and Light Cover

Mat

Sound

Lig hjc . == Panels
Projector , -\
B .
White Noise Ao
Machine

Pat ACE

Autism Center of Excellence
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DIMENSIONS OF ACCOMMODATION
Greater Support Needs mmsmmj) Fewer Support Needs

Support Person Involvement

Primarily client-only sessions,

More support person involvement :
PRI support person as coach (or no coach involved)

Focus on Cognition Change

Considerable focus on reframing,
Less focus on reframing, no distancing More focus on awareness, environmental change
distancing, cognitive techniques

Slower pace, more repetition Faster, pace, less repetition

Use of Scripts

Reliance on repetitive phrases to aid More explanation, limited repetitive
memory phrases other than EASE key concepts

Pat ACE

Autism Center of Excellence
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Support Use of Skills and Generalization

* Intentional repetition and practice In

different settings
* More practice, less talking, the better

» Skills Practice Sessions

* Encouraging at home practice

* When will you practice, and how will you
remember?
 Verbal, visual, or digital cues
« Co-design
« Agree upon phrasing for reminders

BEFORE

Pat ACE

Autism Center of Excellence
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Two Key Steps in EASE, build
over treatment

1. Improve non-judgmental awareness of emotions
* Not avoiding negative emotions

* Negative and strong emotions will still happen
« “All emotions are OK”

2. Use EASE Tools to manage emotions and meet goals
« Can'’t use tools if we don'’t notice when we need them
* Practice, repetition of new tools to manage your emotions
» Emotions will still happen but want to act in ways consistent with goals

Pat ACE

Autism Center of Excellence
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Identifying
Distress Early

* Tied to actions and physical
sensations

* Intensity not labels

* Use across teams and
settings

The skill I will definitely use again in the
future is awareness - | like this one
because you have to notice what’s
happening like your emotions and

thoughts before you can change them” —

EASE client

© 2024 University of Pittsburgh REAACT Research Program.
All rights reserved.

o CANT TALK & sTUCK IN PLACE
e THROWING THINGS

* SCREAMING

e ‘GET AWAY FROM ME'
e CHEST VERY TIGHT

e HT HEAD HARDER

e CHEST TigHT

e LOWER TOLERANCE
e WANT TO RUN AWAY
* START TO HIT HEAD

e CANT SLEEP

o JAW IS TIGHT
e CANT TELL WHAT'S WRONG
* WIGGLING AND MOVING

Pat ACE

Autism Center of Excellence

REAACT



Individualized

Pt ACE
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Why We Rely On Mindfulness

Emotion regulation

uto Virus herapy Objects That Morph

nt:l Beyond I for Cancer on Command
. . >‘l.“
Rumination ‘ |
_ AMEE 2 AN
Physiology & changes in default mode network Ng%%@@

EDWAW@

Psychological inflexibility
Awareness

Self-compassion

nter of Excellence

?"2 %ﬁt‘surgisveexg SiRtEeRgH REAMET R et Brodeny Gu et al, 2015; Rudge et al., 2017: Garrison et al., 2015 REAACT




Most common client challenges

* Attention and focus
° Internal awareness Joumnal of the &merican Academy of

. CHILD & ADOLESCENT
° |mpa’[|ence PSYCHIATRY

° AV O i d an C e CIJI-AIIEAL PERSPECTIVES | VOLUME 59, ISSUE 10, P1125-1127, DGTGBER 01, 2020 . |
Mindfulness “Here and Now": Strategies for Helping Adolescents With

* “Too much” Autism

" T N Ot WO rki n g [T Kelly B. Beck, PhD 2 [ » Caitlin M. Conner, PhD » Susan W. White, PhD « Carla A. Mazefsky, PhD

» Sleeping

 Thinking you have to sit still

DOI: hitps://doi.org/10.1016/ jaac.2020.07.004 « RLIKSESIIILEEEH

Beck, Conner, White & Mazefsky, 2020 m ACE

Autism Center of Excellence
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Most common challenge in
neurotypical clients....

* Attention and focus
* Internal awareness

o |mpatience They are the same!! These are
_ challenges for all of us learning
e Avoldance mindfulness!
. s These challenges are all

* “Too much EXPECTED

* “Not working”

» Sleeping

* Thinking you have to sit still Pt ACE
© 2024 University of Pittsburgh REAACT Research Program. Beck, Conner, White & Mazefsky, 2020 ﬁsmECKeré"e:i:

All rights reserved.



Autism specific considerations

* Limit metaphors, poems, imagery
» Specific language In recordings

* Intentionally modeling movement
» Avoid phrasing things as rules

* Avoid any implicit messages of right or wrong \
 Challenge your own expectations for engagement
* Encourage practice, not responses

Pt ACE

© 2024 University of Pittsburgh REAACT Research Program. Beck, Conner, White & Mazefsky, 2020
All rights reserved R EAACT



EASE Tool: Mindfulness practices

M-Pracl'lioe Routine to support this tool

Body Scan
STOP & Breathe

Mindful Walking STOP & Move

Mindful Breathing STOP & Change
Focus

Self-Compassion
Statement

Pat ACE

Autism Center of Excellence
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Incorporating Movement &
Sensory

© 2024 University of Pittsburgh REAACT Research Fiogram.
All rights reserved.
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EASE Tool: Change Focus

1. Creating a physical sensation (without tool)
* Wiggling toes, tapping feet, pressing hands, etc.

2. Activities or tools to help create physical sensation
» Showering, sand, stress ball, fidget, other sensory

Especially useful when surprised, need to stay in
place, or have a sudden change in emotions

Pat ACE

Autism Center of Excellence
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EASE Tool: Addressing Thoughts

@REASE

Tool for Calming the Chaos STUDIED ALL NIGHT,
BUT sTILL WRONG/

TFSA

Jc(e

MS. PARKS IS MAD AT ME. THE GAME
DID RECESS END SO SOON? | ALMO:S

. MY HOMEWORK. MS. PARKS TS MAD AT ME. f

'FOEGET'? TLL NEVER FIMSH THE GAME. W)

T FORGET? o‘%' . It m ACE

Autism Center of Excellence
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EASE Pilot EASE RCT EASE Teams

Pilot trial
12-17 years OId; FSIQ > 80 12-21 years Old, Verbal |Q > 75 7-25 years Old, Non-verbal IQ > 50

Randomized controlled trial Single arm trial

Comparison Therapy (RCT)

] Responder
- Non-Responder

Clinical Global
Impressions (CGI) —
Improvement Rating

Pat ACE

Autism Center of Excellence

?llzr%ﬁéum of Pittsburgh REAACT Research Program. R E A A c T




Do therapies not developed for
autism work just as well?

Key Questions:

« Are interventions not developed for autism just as effective?

« What are barriers, supports, etc for use in community?

Comparing

« EASE

« Unified protocol — transdiagnostic cognitive-behavioral
treatment designed to be customizable and work across
disorders

Recruitment — Goal of 450 participants across 10 clinics
« 12-25 years old with professional diagnosis of ASD
« Living in AL or PA

Pat ACE

Autism Center of Excellence

?Ilzr(l)gzﬁtsurgsweerzlselztg of Pittsburgh REAACT Research Program. R E A ACT



HOME ABOUT STUDIES CLINICAL SERVICES RESQURCES PARTNERS GROUP (PAARCC) | MEASURE REQUESTS CONTACT US

Crisis Resources
Advacacy, Support, and Informatio

Crisis Resources » Mental Health Services
If you are struggling with idal thoughts or intentions, or
experiencing a crisis, there are people willing to listen and help.

Autism Information and Toolkits

Events

Advocacy, Support, and Information »

Access links to resources including organizations specializing in
advocacy and support of autistic individuals and their families and
information about autism.

Mental Health Services »

Resources on interventions, evaluations, and local groups providing
clinical services to autistic individuals and their families. AUTISM ACCEPTANCE MONTH

Autism Information and Toolkits »

Information about Autism and downlodable Toolkits MEASU RE
REQUESTS

Upcoming Events »

Upcoming community and REAACT events
MEASURE REQUESTS

Kelly Beck, Ph.D., LPC, CRC » Caitlin Conner, Ph.D. » Carla Mazefsky, Ph.D. » Jessie B. Northrup, Ph.D. »
Assistant Professor Assistant Professor REAACT Director Assistant Professor
beckk12 connercm2@upmc.edu mazefskyca@upmc.edu northrupjb@upmc.edu

Continue to follow what we
are doing at REAACT on
our website
(www.reaact.pitt.edu),
social media (Instagram,
X, Facebook, LinkedIn)
and YouTube channel!

QR code to social
connercm2@upmec.edu media accounts

Pat ACE

Autism Center of Excellence

REAACT


http://www.reaact.pitt.edu/
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