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Introductions

Dr. Jill Pineda, PhD

Dr. Yamini Jagannath Howe, MD

Lurie Center for Autism at MGH located in Lexington, MA

- Telehealth has made our clinic more accessible for working families*

Disciplines at the Lurie Center:
- Medical; Developmental Behavioral Pediatricians, Psychiatey, G, Neuralogy, Primary Care

- Psydl 1:

psych testing, Early Diagnostic Clinic {Ages 4 and under), Therapy (Very Limited)
- Family Support: Social Work

Research

Co-located with Spaulding Outpatient Center for Children (OT, Speech, AAC, Feading/Nutrition)

Workshops offered for caregivers and freely available to anyone

Disclosures ———

None relevant
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Objectives "

1. Participants will gain knowledge of Autism Spectrum Disorder diagnostic
criteria and review updates in terminology

2. Participants will further their knowledge of the co-occurring medical and
psychelogical Issues that are associated with autism, and gain an overview
of medicat and mental-health treatment options

3, Discuss how virtual care has impacted medical and mental health care for
individuals with Autism Spectrum Diserder at a multidisciplinary autism
center

Objective 1

Participants will gain knowledge of Autism Spectrum Disorder diagnostic criteria and
review updates in terminclogy
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“The concept of neuradiversity provides a paradigm shift in how we think about
mental functioning. Instead of regarding large portions of the American public as
suffering from deficit, disease, or dysfunction in their mental processing;
neuradiversity suggests that we instead speak about differences in cognitive
functioning...The idea that there is one “normal” or “healthy” type of brain or mind

is a culturally constructed fiction, no more valid than the idea that there is one
“normal” ethnicity, gender or culture.” ~ Dr. Thomas Armstrong
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Changes in the Diagnostic Criteria for o e
Autism Spectrum Disorder s
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Autism Spectrum Disorder — DSM 5 Criteria o
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SOCIAL
COMMUMICATION

MUST HAVE ALL 3 OF THE FOLLOWING:

eficits in soclal-emotionial
recipracity

Deficits in nanwerbal socisl
communication behavior

Defclts In developing, maintainlng, &
understanding relatianships

<

RESTRICIEGHEPETITIVE

Y

MUST HAVE 2 OF THE FOLLOWING:

Stereotyped ot repetitive motar
mavements, uie of objects, of speech

Inabitence en sameness, Inflelble
adherence to routines, of ritualized
patterns of behasior

Highty resiricted Interests

Over-or under-reactiidty to seniory
Input or unususl sensory Interest
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What is autism severity? O

Autism is heterogeneous
and requires personalized,
evidence-based
assessments and
Interventions, accessible
and afferdable to every
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Autism Spectrum Disorder Severity s ‘,?__

The Three Functional Levels of Autism
ASO Larel 1 ASD Level 2 ASD Level 3
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Modify Language to fit an Individual’s needs and provide accessible communlcatlon
+ Consider how the Individual and p [ may be dilferent)
v Makesure the has access to thelr system, If not spoken |angusge {Spoken, Sign,
and Al e G

{AAC), Picture Exchange Communication System, Eye Gaze)

< Do not make assumptions ahout an individual's Intellectual capacity based on their communication modality




Intellectual Disability

Diagnostic criteria for intellectual
disability are based on assessment
of both cognitive skills-and adaptive
functioning skills (activities of daily " :mm-nmuuun'-_“'-—

.
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£ g
living in the areas of 1] ——y
communication, self-care, socisl i§ g J_,a
skills) :i ’;_,ﬁ»

+ Criteria in DSM 5 are no longer £ e
based en specific 1Q score (< 70) = T Auia

Students previously diagnosed with
1D were later identified as having
ASD without intellectual impairment

31% of Children with autism have an
intellectual disability (Autism
Speaks)

8/23/2022

16

Person-first versus Identity-first language

+ The use of person-first and identity-first language
will be used interchangeably today

The Autism Self-Advocacy Network and our MGH
Aspire faculty have strongly endorsed the use of
‘identity first’ language in autism

Different for other disability groups; may not
reflect everyone’s individual preferences

See autlsticadvocacy.orgfor

more info
17
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Is there anything “wrong” about having
autism? o "

+  Neurodiversity to be celebrated

Autistic
Pride
Day

June 18

http:/ /e erlcmearcia.net/were
/1 arg.ni/what t-broken. html

hit
s-the-deal-with-autistic-pride/
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Sex differences in autism U 5
+  More cammon In biological mates than biological females - 4:1 -
Females with co-occurring 1D more likely to get diagnosed
- This |s affected by ascer P and diff inreferral
patterns
~ Female autism phenotype
«  Unclear why underlying sex differences in risk as we understand it presently
8
20

Gender Diversity in Autism

+ Individuals who are gender diverse

o A Dlspreporilonate Number of
are perhaps 3-6x as likely to be Autiale Youth Ave Trandgenden

autistic as cisgender individuals Why?

Gender diverse people are also more
likely to report autistic traits and
question undiagnosed autism

+ Warrier V. Et al, Nat. Commun, 2020

Slate.com
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Ableism affects Autistic
individuals and their families Ll 7

At least 78 million people worldwide have autism; the majarity do
not receive support from, or have access to, adequate health-care,
education, and saclal care services (Lancet Commission 2022)

Families caring for peaple with ASD are at greater risk for food
Insecurity (Karpur et al Autism 2021)

Aulistic individuals face limited housing options and lack of equitable
Jjob options

Medical: difficulty with patient-provider communication, sensory
| fve fi foning/y (Masan et. al JADD

& = P &

2019)
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Objective 2

Participants will further their knowledge of the co-occurring medical and
psychological Issues that are assoclated with autism, and galn an overview of medical
and menftai-liealth treatment options
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Commeon Co-occurring Medical issues -

Cognitive: Language, Learning/intellectual disabilities

Psychlatric; ADHD, Anxiety, rritabllity
Neuro: Sleep, Selzure disorders {~20-30%) Mild motor discoordination

Gl: constipation, feeding and eating disorders {70%), may present as complex behavioral presentations

Sleep onset, maintenance, and early moming awakening

24




Need for Specialists ) R
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98.9% of parents of children with ASD reported the need for at least one specialist
~ @I, neurology, PT/OT/speech, Dental, mental health and behavioralservices

Children with ASD require a greater number of visit to their primary care provider and sub
specialists

There is a great deal of need for behavioral support as well

(Todorow et al,, 2018)

Goals of Follow-Up Care

EASSAC TN | TS
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Monitor development

Keep in mind early signs of co-existing conditions
Psychopharm when appropriate

Work collaboratively across disciplines

Collaborate with educational and mental health providers

Treatments for Individuals with Autism §
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Intervention: Applied Behavior Analysis (ABA) e

+  Evidence-based intervention for Autism (decades of
research)

First work - then break.

«  ABAisan intervention based on the science of learning and & ‘ | ‘T‘#
behavior; helps us to understand how our environment |
impacts our behavior

+  ABA helps someone to:
- Increase languagefcommunication skills
~ Improve attention and pre-requisite skills for learning

~ Decrease problem behavlors (e.g. aggression)
— Increase motivation for learning

—
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Intervention: Applied Behavior Analysis (ABA) @

+  Especially important for teaching individuals with more

']
severe ASD symptoms and/or Intellectual Disability (D) r;;t:., _‘-‘

bg!
+  Can beintegrated in school programming & at home; : ;_-~=-‘.i
Specialized school programs with integrated ABA may be A wke d{
necessary syt e

+  Challenge: Wait lists can be years; high turn-over; not all
service providers have the same level of experience

« Note: Not all patients with ASD may require ABA services

raglerallagn edu/scademics/malon-and-brogrimdlaonlied-behadananalitis ms
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Treatment: Systematic Desensitization (ABA) @ i

+ Evidence-based treatment based on ABA
methodology

+  Systematic Desensitization is the process of »
gradual exposure someone to a feared stimulus —
while using relaxation tools to help them tolerate
a feared stimulus

+ Can help someone to:

- Overcome anxiety of specific fears/phobias

- Help an Individual learn to tolerate what scares
them (e.g., dogs, medical care)

- Decrease problematic behavior

Imani fram hitoo/f o comlifof: httoclikidsn-s8c enmitearof dooswl voiden dodnctead? o
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Task Analysis — Needle Stick
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Apply mock needle
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Avisual task analysis can be
helpful In showing the steps of a
medical procedure to help
individuals with ASD/DD
understand and anticlpate what
will happen

Social staries can also help
individuals to undesstand
expectations, anticipate what may
happen, and remind them of
effective coping strategies

32
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Intervention: Cognitive Behavioral Therapy (CBT) g

Evidence-based therapy which helps peaple leam to identify and chonge maladaptive
thought patterns that have a negative influence on their behavior or emotions; helps
to change maladaptive behaviors

Found to be helpful in treating:

- Addiction

Wt

Phobias

- Eating Disorders o oric

W 5
-~ Anxiety e '

—~ Depression

—  Panic Attacks C BT

EHANEHG FTRSIFTIONS

R

heed ]

Typically delivered by a psychologist/mental health counselor

Challenge: Wait lists are long; traditional CBT intended for individuals with Average
language/cognition (but some modified CBT programs do exist)
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Educational Programming
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+ Students have the right to a Free and
Appropriate Education (FAPE) in
their Least Restrictive Environment

+ Parent Consultation/Communication
is critical to help students with ASD
generalize skills across settings

+ An educatlonal advocate may be
necessary to help parents make
change in school programs

Imags from hitac/HHioatboam/oblalningcun deritandin d-and managing. the-504-alan

Other Therapies

+ Speech-Language Therapy

+  Occupational Therapy

+ Augmentative and Alternative Communication (AAC)
+  Physical Therapy

+ Feeding Therapy

- Social Skills Programming

+ There are many more...

35

Autism Care Questionnaire (ACQ) =R

+ A brief survey completed by a patient/caregiver prior to a medical visit

+ Addresses non-medical needs of a patient with ASD:
+ Communication
+ Environmental Accommodations
+ Sensory Needs

+ For Children and Adults

+ Can be printed and shared with medical providers and/or uploaded into
medical record

Link to ACQ:
hittps://www.massgeneral.org/children/autism/lurie-center/autism-care-questionnaire

Imaes fram hitn wemateasneral ame fehil drenfautismMuris contar
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Patient Accommodations Care Plan  Shal iy

Patlent Accommodations Care Plan (Communication Section)

+  Non-medical accommodations needs located in an accessible location In the electronic

8/23/2022

medical record

I When patevt iy

oo wteproretlon of p

Lernman:

[Communianon Tl e
partner required. e sl wrn
[truted indnichool who | 5 Wha teqari®ed b po

aiteny
i

pani

e of eis pason

aw, bathioom, comfort

Patient Accommodations Care Plan: Communicatior® ‘'

Speech

DO verbal

O Minimally verbal
O Non-verbal

Caommunication partner raquired

(trusted individual who understands and fadlitates the
patient’s cammunication)

I For functional interactions

[J For medical interactions

[ When requested by patient

[0 When patient is In pain, |l or anxious

[ For imerpretation of patient’s unique mode of
expression

38

——————————

Self Expression: How does the person
1 Express abasle/functionsl need (hunger, thirst,
bathroom, comfort item)
1. Initiste questlons, ciarlfication, and/ar
confirmation
3. Express yes/no
4. Expressa prefarence or cholce

O Verkal

O Alternative and augmentative communication
[J Gestures/Sign language

[ Other:

[ Communication partner required

[ Does not express

O Is only understoed in famlliar context

Patient Accommodations Care Plan

MAREACHLEETTE
WA HOSTIAL

Patient Accommodations Care Plan

+  Immediate Needs and Acc

Raps mimaneiPrverd | O
s

Communication
«  Pain
+  Safety
- Stressors
- Comforts

+  Accommodationsin the Medical Setting

+  Dally Activities in Medical Settings
«  Other Disabilitles

ey s

39
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Objective 3

Discuss how virlual care has impacted medical and mental health care for individuals
with Autism Spectrum Disorder at a multidisciplinary autism center

LURIE CENTER
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Questions Raised During the Covid-19 Pandemic & ‘i
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+  What is the validity of making an ASD diagnosis virtually?

+  How much physical examination do | need to do in person?

+  How do we assess non-verbal communication in a virtual format?

«  What is the validity of neuropsychological testing?

+  What are the barriers families will experience for virtual visits?

+ How can we ensure the content of our visits remain confidential?

+ How will patients engage in a virtual format (e.g., remain on screen)?

——
Statistics on Virtual Appointments at Lurie @ SN

42

The Lurie Center/MGH response to the Covid-19 pandemic:

Stopped in-person visits March 2020
Began virtual visits shortly afterwards
Masks have been required by all individuals who enter the Lurie Center since
2020; this is a broader MGB policy
«  Clinician’s famllies may make exceptions based on patient/provider need
Shift in provider's expectations to be on site vs, remote

14
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Statistics on Virtual Appointments at Lurie O B
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«  Virtual careis here to stayl

« In 2022, 75% of Lurie Center
appointments were virtual in
2022; 2.2% of visits were
conducted via phone

+ There are not large
differences in percent of
virtual visits by race/ethnicity
(limited data to date)

NASRTASETTS
Medical Care: Benefits of Virtual Care B f
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More camfortable to wait at home rather than
waiting room

Serve larger geographic region in MA

Parents are more free to talk with child in
separate room or playing with their own toys
Ability to have meetings from scheol, group
hoeme, etc,

Parents or caregivers can be on zoom from
multiple locations (child at school, parent at
work)

BCBAs, teachers sometimes able to join as well

« Interpreters available for video over zoom

Medical Care: Challenges of Virtual Care @

45

+  Subtle nonverbal signals from patient may be missed

+  Some patients are more frightened of being on camera than in person

+  Parents sometimes need to see the Lurie Center and feel supported in
person

«  Cannot collect vital signs easily on pedi patients or complete good physical
exams online - though can ask patient to see school nurse or visit PCP, if
needed

15



Mental Health: Benefits of Virtual Care

S HUSLT I,
FRAL AL

Efficacy of virtual-care for psychiatric
services appear to have similar outcomes to
in person care

Increased access to healthcare for
clients/families

Sustained mental health services despite
disrupted in-person care

Reduced missed/cancelled appointments
Provides insight into home and day-to-day
activities

Parent Training — Desensitization for Medical Care

Due to challenge of patients receiving Covid-19
vaceine and limited in-persan care, g 3-session
parent training was developed to teach parents
skills to help their children/young adults
tolerate medical care (e.g. vaccines, blood draw)

Included individual follow up with caregivers
Benefits:

— Reached more people

— Parents connected with one another

— Empowered and coached parents to teach
skills at home

8/23/2022
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William Syndrome - Modified CBT Group L RERPRATEE
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William Syndrome Is a rare genetic condition associated with
mild-to- moderate Intellectual Disability and Anxiety
Lurie Center psychiatrist & psychologist developed and
virtually-delivered o modified Cognitive Behavioral Therapy
(€BT) group for adults with Willlam Syndrome and Anxiety
Benefits:
—  Participants met other people with WS for the first time
~  Increased access to care with support from caregivers
as needed
—~ lgined from varied locations (group home; home)
—  Resulted in a significant reduction in clinician-rated
anxiety

(Thom et al,, 2022)

16



Mental Health: Challenges to Virtual Care @

Reduced ability to observe non-verbal cues

+  Distractions in the patient’s environment

+ Compromised patient privacy

+  Unreliable internet

+  Lack of available norms for remote testing of cognitive functioning

+  Waorking with an interpreter can be more challenging than in-person care

+ Can be more challenging for younger children and individuals with limited
language abilities or more dysregulated behavior

+  "Zoom Fatigue”

(Romanchych et al., 2021; Uscher-Pines et al,, 2020)
| Bl S — S SRR, A=t =St SLE i Wl Sime =]
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Lurie Center Resources

hittps://'www.massgeneral.org/children/autisn/lurie-center

LURIE CENTER

VAT L 1 e et |
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Caregiver Workshops/Training (Virtual) IR

Coffee Convo

+  Freevirtual training for families
from providers

Monthly Caregivers Workshops

(Ranges from Free to 755/family)

+  New diagnosis & Next Steps

+  Behavior Basics (ABA)

+  Transition Planning

- Guardianship

+  Medical Desensitization

51
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Social Stories for Medical Care LR
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Lurie Center for Autism @ R

More information can be found at:
https://www.massgeneral.org/children/autism/lurie-center

Patient Resources can be found at
https://vww.massgeneral.org/children/autism/lurie-center/autism-
patient-resources

- Autism 101

— Information about related medical, psychological, and behavioral treatments
- Tip sheets (supporting siblings, vaccine tips, water safety, therapy)
Transition services and supports

53

Questions?

Thank youl
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