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Learning Objectives

* Analyze the heterogeneous nature of the autism spectrum

* Evaluate the efficacy and appropriateness of various therapeutic
interventions

 Identify and manage common medical comorbidities in children with
ASD



,H‘;JP ’ |
P « N4
.e.wb.' | -ff,‘ ! '

v

= 4

A |

JUST DIFFERENT
NOT LESS



Prevalence per 1,000 children

Prevalence of autism over time
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II Increasing prevalence

* Diagnostic and Ascertainment Factors

* Ongoing revisions of the Diagnostic and
Statistical Manual of Mental Disorder
(now on DSM-V TR)

* Increased public awareness of
diagnosis and symptoms

* Universal screening (M-CHAT R/F)

* Possible true increase in
prevalence?

* Genetic factors
* Epigenetic factors

Hyman et al., 2020




Language Matters

 Identity- & Person-First
 Autistic person
« Person with autism

« Preferences often differ
based on functional
impairment, culture, identity
development, etc.
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A full semantic toolbox is essential for autism research and practice
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History of autism

* Leo Kanner - 1943 “Infantile autism”
 He described:

* autism—or severe problems in social
interaction and connectedness from
the beginning of life

* resistance to change/insistence on
sameness.

 Hans Asperger - 1944 “broader
phenotype”
* He described
« Social difficulties
« Circumscribed interests
« Good verbal skills




Diagnostic and Statistical Manual of Mental Health
Disorders (DSM)

DSM — Il DSM -V

Autism and Pervasive Autism
Developmental
Disorder (PDD-NQS)

DSM- |l

A form of childhood

schizophrenia Asperger’s

PDD-NOS




What changed?

« Significant variability in number and severity of autism symptoms
between and among subcategories with similar core symptoms

« Poor diagnostic clarity between subgroups
« Increased stigma or restrictions on eligibility for treatment
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What is Autism Spectrum Disorder?

* A neurobiological developmental disorder
‘Persistent deficits in social communication & social interactions’
‘Restricted, repetitive patterns of behavior, interests, or activities’

A constellation of differences in social interaction, communication, &
behavior that can present in a variety of ways

12



Core criteria

Persistent deficits in social communication and
social interaction across multiple contexts, as
manifested by the following, currently or by
history

Social-emotional reciprocity
Nonverbal communication
Relationships

Restricted, repetitive patterns of behavior, interests, or
activities, as manifested by at least two of the
following, currently or by history

Stereotyped or repetitive behaviors
Insistence on sameness

Focused interests

Sensory differences

13



DSMV TR

Updates to the DSM V - Text Revision (TR)

Not much

From: Persistent deficits in social communication and social interaction across
multiple contexts, as manifested by the following, currently or by history

To Persistent deficits in social communication and social interaction across
multiple contexts, as manifested by ALL OF THE following, currently or by history

14



Social Communication

Persistent deficits in social communication and interaction across
multiple contexts, as manifested by a// of the following, currently or by
history:

1. Deficits in social-emotional reciprocity

2. Deficits in nonverbal communicative behaviors used for social

interaction

3. Deficits in developing, maintaining, and understanding relationships



Social Emotional Reciprocity

Abnormal social approach

Failure of normal back and forth conversation

Reduced sharing of interest, emotions, or affect

Failure to initiate or respond to social interactions




* .« Kennedy

&TY Krieger

« Shared Enjoyment

Center for Autism Services, Science and Innovation
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Nonverbal
communication

* Poorly integrated verbal and nonverbal
communication

* Abnormalities in eye contact and body
language

* Deficits in understanding and use of
gestures

* Lack of facial expressions

* Lack of nonverbal communication



. Kennedy
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Center for Autism Services, Science and Innovation

&IT Krleger

« Nonverbal communication skills
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Relationships

- Difficulties adjusting behavior
to suit various social contexts

- Difficulties in sharing
imaginative play

 Difficulty making friends
« Absence of interest in peers

20
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Restricted Interests and Repetitive Behavior (RRBs)

B. Restricted, repetitive patterns of behavior, interests, or activities, as
manifested by at /east fwo of the following, currently or by history:

1. Stereotyped or repetitive motor movement, use of objects, or speech

2. Insistence on sameness, inflexible adherence to routine, or ritualized

patterns of verbal/nonverbal behavior

3. Highly restricted, fixated interests that are abnormal in intensity or

focus

4. Hyper- or hypo-reactivity to sensory input or unusual interests

in sensory aspects of the environment



Repetitive behavior

« Stereotyped or repetitive motor movements (hand flapping, rocking
back and forth, clapping hands)

* Repetitive use of an objects (lining up toys, putting objects in and out
of containers)

» Repetitive language (echolalia, idiosyncratic phrases, jargoning)
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Insistence on Sameness

Need to adhere to routine

Extreme distress with small changes
Difficulty with transitions

Rigid thinking patterns

Greeting rituals

Food preference




Restricted Interests

 Focused interests
« Strong attachment to unusual objects
« Perseverative interests




Sensory processing differences

« Hyperreactive to sensory input

 Loud noises

* Pain

 Tactile sensitivity (hair brushing, teeth brushing, tags)
« Hyporeactive to sensory input

« High pain tolerance

« Toe walking

* Deep pressure

« Unusual interest in sensory aspects of the environment
* Visual inspection



Sensory Processing Differences
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Where is my child “on” the spectrum?

« “Severity Levels” are meant to be assigned separately for both criterion:
‘Persistent deficits in social communication & social interactions’
‘Restricted, repetitive patterns of behavior, interests, or activities’

« Level 1: Requiring Support

« Level 2: Requiring Substantial Support
« Level 3: Requiring Very Substantial Support

HE s
1 ] 1
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A word on this matter

e These are NOT intended to be

« A determination of “where’
on the spectrum a child is

M

 Levels of support are
« Dynamic
« Moderated by environmental

factors and interventions
received

Burgess (2022)

Some traits create
difficulties in
every day life.

(hence being diagnosed)

The spectrum consists

of many different
‘traits’, or ways

in which the brain
processes

inFormation.

But also many traits
are useFul in
every day life.

Each person with autism
will have a set of traits all
in difFerent areas of the spectrum.
The areas where they don't have a
trait will Punction no difFerently
to 8 neurotypical brain, but may be
3PPected by circumstances.
Inexample, I am good st making
conversation (language). But I get sensory
overload in loud and crowded spaces,
which then makes conversation
very hard For me.

29



Autism
Spectrum
Disorder

G disturbiances

(renetic
conditions

Sleep

disturbances

Maeotor
probiems

Epilepsy

Rosen, N. E., Lord, C., & Volkmar, F. R. (2021). The diagnosis of autism: From Kanner to DSM-IIl to DSM-5 and beyond. Journal of autism and developmental disorders, 51, 4253-4270.
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Early Detection

« AAP recommends universal screening at 18 and 24 months of age

« Early interventions give the best start possible

« Early interventions improve long term outcomes
« Maximize developmental gains
« Reduction in symptom severity
« Shown to improve effective communication & social reciprocity

« Reach the highest potential

31



Early Intervention

« Goals may include:
« Communication skills
Cognitive skills
Social skills
Emotional/behavioral regulation skills
Adaptive/Self help skills
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Speech therapy

« Expressive and receptive language
« Vocabulary building
« Sentence structure
« Understanding language

« Pragmatic language skills
« Conversation turn taking
« Understanding nonverbal cues
« Using language appropriately in
social situations
 Verbal apraxia
« Specialized techniques for motor

planning
- Augmentative and Alternative
CO mmunica TI on DeVI ce (AAC) Illustration by Lindsay Dale-Scott from Denise Underkoffler’s book “Everybody
e PECS Needs a Turn.”)

« Speech Generating Device
« Sign Language

Hirota and King, 2023; Hsieh MY, Lynch G, Madison C. 2018
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Occupational Therapy

Sensory integration
« Sensory diet
« Hypo/hyper-reactivity to sensory input

Motor skills
- Hand strength , dexterity, coordination
« Core strength
Activities of Daily Living
« Toileting
« Dressing/Grooming
« Eating
Emotional Regulation
« Impulse control
« Cognitive flexibility
« Coping strategies
Visual Perception

Jin, et.al., 2023; Kangarani-Farahani, et.al., 2025; Hilton, Ratcliff, and Hong 2023
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ABA therapy

» Developed in the 1960s
« Discrete trial training - created to teach skills and modify behavior

 Traditionally recommended for 25-40 hours per week
« Goals to acquire new skills and reduce unwanted behavior over time

35



But...

 Autistic adults reported:
« Traumatic experiences

* Felt that they were being
made to be more like
their peers

« Describe mental health
concerns and negative
consequences

« Higher rates of masking

 Did not help build
independence

Anderson, 2022
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ABA now

Improvement in cognitive abilities and adaptive skills

Better understanding of amount of therapy needed
 Not ALWAYS 40 hours per week

Naturalistic
e Child-led
* Play based
 Natural consequences

Neurodiversity affirming
Developmentally appropriate

Of note - not all therapists/therapies are created equal
« Conversation/education with families

Eckes et.al, 2023; Hirota & King, 2023; Sandbank et.al., 2024
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Additional therapies

Physical therapy

Feeding/Eating Therapy

Equine/Hippotherapy

Music Therapy

38



Autism and Co-occurring conditions

39
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Epilepsy

Rosen, N. E., Lord, C., & Volkmar, F. R. (2021). The diagnosis of autism: From Kanner to DSM-IIl to DSM-5 and beyond. Journal of autism and developmental disorders, 51, 4253-4270.
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Understanding co-occurring conditions

« Diagnostic overshadowing

« Behavior is a form of communication
* Pain
e Discomfort
« Feeling unwell

« Any sudden change in behavior should warrant investigation

41



GI symptoms and Autism

« Relationship between GI issues and autism is well-documented

* Range of symptoms - constipation, diarrhea, abdominal pain, reflux
« Can lead to increased irritability, self-harm, and sleep problems
 Studies looking into microbiotia and genetic factors

https://blog.prismahealth.org/what-to-do-if-your-child-has-stomach-pain/

Restrepo et.al., 2020, Hung and Margolis, 2024
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Autism and Sleep

* Sleep disorders are common in children with autism

* 44-83% of children and adolescents with autism report sleep
difficulties

« Can have significant impact on day-to-day functioning

 Increasing irritability, behavior concerns, self injurious behaviors, etc.

« Impact on caregivers

Reynolds and Malow, 2011, Btb = iozo,
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Dental concerns in autism

« Sensory sensitivities

« Challenges with oral health and
hygiene

« Dentist offices
« Sensory overload

 Processed food intake

 Dental health

e Poorer overall oral health
status

« Higher rates of dental caries
e Bruxism

Uliana et.al., 2094; Sarvas et.al., 2024
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Motor Coordination Difficulties

 Risk for motor impairment was present in most children with ASD
(86.9%)

Few were receiving or received physical therapy (31.69%)

Up to 88% of children with autism have motor impairments
« <25% receiving therapy

Motor skills can closely tie into social communication skills
« Walking - sharing objects with caregiver
« Head motions = looking toward people
« Arm movements - pointing and gesturing

Early intervention in motor coordination can facilitate growth in
social/communication skills

Kangarani-Farahani et.al. 2024; SPARK study (2020)
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Motor
coordination in
autism
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* Evidence supports early access
to physical therapy services

* As autistic children get older
they would benefit from
recreational therapies

* Yoga
* Dance

» Adaptive/recreational
sports

e Qutdoor play




Attention Deficit
Hyperactivity Disorder
(ADHD)

* DSM IV to DSM V = autism and ADHD CAN occur together
* Can sometimes be hard to distinguish

* Standardized tools are not validated in autism
* Can be used to determine impact of symptoms
* Monitor progress over time

* For children with autism — ADHD can cause functional
impairments
* Important to rule out other factors
* Speech impairment causing inattention
* Perseverative interests causing internal distraction




Complex ADHD General Medication Treatment (Age > 6 years)

Attention Deficit

- Dual diagnosis car

1

Child or adolescent with inadequate response
to behavioral/educational treatment

v

e Provide psychoeducation about medical treatment of ADHD
@ Obtain baseline ADHD symptom ratings
@ Assess baseline functional status (behavioral, educational, social)
e Obtain side-effect inventory (headache, appetite, sleep, GI, tics)

e Establish treatment goals and targets

3

v

Initiate treatment with MPH or AMP at lowest formulated dose

4 v

e Treatment
 Evidence based |

« Medication
« Can see lower
« Recommendat

No

Soc
Pra
Chil
Def

Willia
Elizak
Willia
Euger

P

" @ Assess side effects

| ® Assess response to treatment
<

5

6 7

8

e Inadequate progress
toward treatment goals
and targets

o Minimal side effects

e Treatment goals/targets
achieved
e Minimal side effects

e Symptoms/function
improved or at target
e Significant side effects

e Inadequate progress
toward treatment
goals/targets

e Significant side effects

l

e Increase to next dose

® Reassess treatment
response in 1-2 weeks
(Rating scales, phone)

e In-person visit within 4
weeks

o Consider intensified
behavioral/educational
treatment (To
Behavioral/Educational
Treatment Algorithm)

ADHD symptoms and
functional status at
target and stable with
minimal side
effects?

Are coexisting
disorders present?

10 v

e Continue medication
at current dose

e Continue behavioral/
educational
treatment

Maintenance monitoring:

e In person visit every
3-4 months

e Annual screen for coexisting
conditions

e Screen for substance use,

risk taking behaviors (see

ADHD and coexisting

SUD algorithm)

Can side effects be
managed to be tolerable?

Yes

12 v

o Change to different
medication at
equivalent dose

o Consider intensified
behavioral/educational
treatment (To
Behavioral/Educational
Treatment Algorithm)

ADHD and coexisting

condition algorithm:

e ADHD and Substance
Use Disorder

e ADHD and Anxiety

e ADHD and Depression

e ADHD and Disruptive
Behavior Disorders

o ADHD and Tics

o ADHD and Autism

Spectrum Disorder

of

>

+/ith autism
atamoxetine
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Anxiety

« Anxiety disorders seen in children with autism
« Diagnosis can be more difficult
« Overlapping symptoms
« Cognitive and/or language impairments
« Difficulty reporting of emotions

« Can manifest as:
« Behavioral challenges
» Increased perseverative or stereotyped/repetitive behaviors
« GI or Sleep disturbances

49



Anxiety

e Treatment
e Behavioral in

terventions are hiahlv valuable

e Various fc

« Medication

Anxiety, depression

coRs269.628

Anxiety relief has been reported in trials
of citalopram and buspirone, with
fluvoxamine revealing some effectin
female patients with ASD; documented

utility in children and youth without ASD

e SSRIs are
« Studies
* Rule of

a-adrenergic (clonidine, guanfacine)

Hyperactivation is an adverse effect of
55Rls in children and youth with ASD that

may result in stopping the medication

* Hyperc
« *alway

» Alpha adr

The anxiety disorders most amenable to
treatment are generalized anxiety
disorder, separation anxiety disorder, and

social phobias

« Some benefit but not as great as SSRIs

ety
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Complimentary Alternative Treatments

 Alternative treatments have always been part of the autism
landscape, and it is important for us to continue to have conversations
about this

e List of alternative treatments will not be exhaustive
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Important Reminder:

Families are trying to do all that they can do to help their children

They don’t want to leave any stone unturned

They are hearing lots of information from LOTS of sources

They need help understanding what they are hearing

52



Sources of information

e Medical sources

 Pubmed

- JAMA

« AAP (other professional societies)
» Cochrane

PEDIATRICS

e Other sources

https://www.cleanpng.com/png-social-media-icons-soc

floating-on-8076190/

ial-media-icons-
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Understanding Complimentary Alternative Treatments

WK

We will not cover ALL options
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National Center for
Complementary and
Integrative Health

Home = Health Information = Autism

Autism

NIH CAM Autism

Health Info

. Search

Hesearch  Grants & Funding  Tre

Health Topics A-Z

# A B [+ D E F G H
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Acai

Acupuncture

Aloe Vera
Alzheimer’s Disease
Antioxidants
Anxiety

Are You Considering a Complementary Health Approach?
Aromatherapy
Ashwagandha
Asian Ginseng
Asthma

Astragalus
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Melatonin and Sleep

« Hormone secreted mainly from the pineal gland

« Production is suppressed by light
« Regulator of circadian rhythm

Paraventricular nucleus

_ e t&.— Suprachiasmatic nucleus

Pineal gland

[»——— Superior cervical ganglion

Melatonin

Wake:

R )

Wake:
: Low melatonin

Low melatonin Sleep:

High melatonin

Time 18:00 00:00 06:00

Zhu et.al., 2023

56



Autism and Melatonin

« Improved sleep onset in children with neurological diagnoses
« Neutral evidence for total sleep time or awakenings
* No long term safety data beyond 3 years, need close monitoring

« Compared to cognitive behavioral therapy, parent-based sleep
education, weighted blankets, south to sleep mattress technology

- Melatonin beneficial after behavioral strategies exhausted
« Sustained Release melatonin safe and effective in children with autism
« Reduced sleep latency and improved sleep time

Buckley, et.al. 2020; Gringras et.al., 2017 ; Kacht, et.al. 2026;
; Malow et.al, 2021
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Table 1 Evidence summary for interventions targeting sleep disorders in children and adolescents with autism spectrum

disorder (ASD)®
Sleep
continuity:

Bedtime sleep Sleep continuity: WASO, Daytime

Pe'Table 3 Recommendation statements for care of children and adolescents with autism spectrum disorder (ASD) and
sleep disturbance regarding melatonin use

PossRecommendation

number Recommendation statement and leval

3a Clinicians should offer melatanin to children and adalescents with ASD if behavioral strategies have nat been helpful and
_— contribuling coexisting conditions and use of concomitant medications have been addressed (Level B)
Poss.
ey Clinicians offering melatonin for sleep disturbance in children and adolescents with ASD should write a prescription for melatanin

or recommend using a high-purity pharmaceutical grade of melatonin when avallable {Level B).

[ Clinicians offering melatonin for sleep dysregulation in children and adolescents with ASD should start byinitiating a low dose(1-3
evidi mg/d), 30-60 minutes before bedume, and ttrate to effect, not exceeding 10 mg/d (Level B),
3 Clinicians offering melatonin for sieep disturbance in children and adolescents with ASD should counsed children and adolescents
Abbr with ASD and sleep disturbance (as appropriate} and their parents regarding potential adverse events of melatonin use and the
::g? lack of long-term safety data (Level B),

AN ACATETTTY O WeUT GIDRY, U[OTT TeqUest, 10T TR VErToTG 107 WHILT T & are TII[IE CONUUGIATS 10T 3 SINGIE SIEeq AT Y, CO TGS W [T
Bucke |y’ et.al. 2 (highest degree of confidence and potential benefit are refiected here,
" Other outcomes far this intervention and this sleep category shaw either no benefit or have insufficient evidence,
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Gluten Free and Casein Free Diet

Gluten-Containing Common Foods That Contain Gluten

Grains and Their

. . * Pastas:
Derlvatlves = raviolis, dumplings, cous
* Wheat * Noodles:

- Varieties and derivatives of wheat such as: « ramen, udon, soba (thos

What foods contain casein?

* wheatberries

* durum .
Jr— = Breads and Pastries:
+ semolina = croissants, pita, naan, bz - . = ¢ .
- spett © Backers: Most dairy products will contain some amount of casein. These include:
« farina N
. tarro = pretzels, goldfish, graha
« graham * Baked Goods: .
* KAMUT® khorasan wheat = cakes, cookies, pie crust " M]Ik
§ Sinkorwheat * Cereal & Granola:
. R
. B::ey = corn flakes and rice puf [ ] Cheese
« Triticale oats
« Malt in various forms including: malted barley flour, malted » Breakfast Foods: « Cream

milk or milkshakes, malt extract, malt syrup, malt flavoring,
* pancakes, waffles, frenc
malt vinegar

« Brewer's Yeast Breading & Coating Mixes: - Yog ur‘
* Wheat Starch that has not been processed to remeve the presence of gluten to below 20ppm and adhere to th - pankc breadcrumbs

Labeling Law! Croutons:
« Butter

= stuffings, dressings

Sauces & Gravies (many us

+ Cream cheese

= traditional soy sauce, cr

Flour tortillas

+ lce cream

Beer (unless explicitly glute

infarmation on alcoholic be

Brewer’s Yeast . Custard

Anything else that uses "wl )
s Pudding

Source: Celiac Disease Foundation Casein can also be used in products that you wouldn't expect to have dairy —

Source: MedicineNet



Gluten Free Casein Free (GFCF) and Autism

No significant effects on behavior, autism core symptoms, or function
when on a GFCF diet

Restricts potentially already restricted diet
Expensive/time consuming

Current recommendation is that GFCF should NOT be recommended
universally

Keller et.al., 2022 ; Yu et.al., 2022; Quan et.al., 2022; Gonzalez-Domenech et.al., 2020
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Chelation therapy

« Chelating substances are used to bind to heavy metals
« Excreted in the urine

- Some FDA approved uses for chelation: lead poisoning (DMSA),
hypercalcemia (emergency treatment - EDTA)**

« ** under constant monitoring
» Not approved for use in autism

* No evidence to suggest increased heavy metals in individuals with
autism
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Chelation in Autism

« James et.al., 2015 - Cochrane Review
« Looked at all randomized control trials
« Only one study was included
« No evidence to suggest any benefit

There have been reports of serious adverse
effects from chelation.

RISK outweighs any possible benefits

846 records
identified through
database
sssss hing

594 records after duplicates
removed

24 additional records identified
thraugh other sources

582 records
excluded by title
and abstract

9 full-text articles excluded
12 full-text articles = not a randomised controlled trial (n = &)
assessed for eligibility » study withdrawn (n = 1)

1 study (3 reparts)
included in
qualitative synthesis

Na studies included in

quantitative synthesis
(meta-analysis)
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Leucovorin

e Folinic acid - reduced from of folic acid

« FDA approved uses for leucovorin
* Methotrexate rescue
« Treatment of megaloblastic anemia

« Combined with 5-fluorouracil to prolong survival in advanced colorectal
cancer
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Cerebral Folate Deficiency and autism

 Cerebral folate deficiency
* Low CSF folate levels with normal serum folate levels
« Characterized by (OMIM, 2020):
« Developmental regression, severe
Neurodegeneration
Seizures
Motor dysfunction
Decreased CSF MTHF
* Rare - Three patients reported as of Oct 2009

« Mixed findings about levels of folate receptor antibodies in children
with autism (Shit etal. 2024)

« Unclear data on folate receptor antibodies and clinical presentation
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Leucovorin and Autism

« Studies so far are limited
« Small sample sizes
« Short treatment durations
« Variable outcomes measures that show possible improvement
* Retraction of randomized trial from 2024

« Mgjor pediatric societies do NOT recommend use of leucovorin in
autism

« AAP statement 10/2025 “At this time, the American Academy of
Pediatrics (AAP) does not recommend the routine use of leucovorin
(folinic acid) for autistic children.”

- SDBP statement 09/2025 “Right now, there is not enough strong
research to know if taking Leucovorin, a form of folate, is safe or
helpful for autistic people.”
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Something we all know

e Vaccines do not cause autism

 Plenty of research with thousands of participants supports this
 Hviid et.al. 2019
« Studied over 650,000 children born in Denmark up until age 31
Large observational study
Danish Civil Registration System
Looking at MMR vaccine
MMR does not increase risk of autism

v

Followed until end of study (n =650 943)
No autism: 644 426
Autism: 6517

« Jain et.al. 2015
* Retrospective Cohort study
« Over 95,000 children
* No increased risk of autism with MMR
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Health Care for Youth With Neurodevelopmental DISCIbIlI‘I'IeS'

A Consensus Statement

Carol Weitzman, MD,2* Gy Nadler, PhD,>* Nathan J. Blum, MD,® Marilyn Augustyn, MD,
on behalf of the Supporting Access for Everyone Consensus Panel**

Pediatrics. 2024;153(5). doi:10.1542/peds.2023-063809

American Academy
of Pediatrics

DEDICATED TO THE HEALTH OF ALL CHILDREN®

Foundational Premises of SAFE Care

* Equitable and respectful;

» Defined and measured by patient
experience, quality of care, and
psychological well-being of patients
and caregivers, and not solely by
narrow interpretations of safety,
efficiency, and remuneration.

SAFE care is: SAFE care reduces or eliminates:
+ Care that individuals understand + Risk of physical and emotional
and want; harm to people, including accident,
» Individualized and evolving with injury, restraint, and seclusion;
the changing needs of a person; * Poor quality, inadequate, and
» Accessible throughout the entire incomplete care;
lifespan; + Foregone care, which results in

untreated healthcare conditions
and increased morbidity.

Copyright © 2026 American Academy of Pediatrics. All rights reserved.

Screenshot taken on 11/03/2024 from Executive Summary Health Care for Youth with Neurodevelopmental Disabilities: A Consensus Statement: https://safedbp.org/

EXECUTIVE SUMMARY

Healthcare for Youth with
Neurodevelopmental Disabilities:

A Consensus Statement

SAFE 7 Initiative

Supporting Access for Everyone

= % DBPNe
WwAUCD o=

On Disabilit
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Bill of Rights

American Academy
of Pediatrics

DEDICATED TO THE HEALTH OF ALL CHILDREN®

From: Health Care for Youth With Neurodevelopmental Disabilities: A
Consensus Statement

Pediatrics. 2024;153(5). doi:10.1542/peds.2023-063809

NDD Healthcare Bill of Rights

Individuals with NDDs are human beings who are entitled to human rights and
dignity. This NDD Healthcare Bill of Rights articulates that people with NDDs
have the right to:

e Give or refuse consent/assent and participate in shared or supported

decision-making.

e Access care that is proactively adapted to meet their needs.
Use their preferred mode of communication (spoken words, sign language,
AAC, etc.) and be communicated with in a format they can understand, with
the support and technology they need.
Receive effective pain and anxiety management.
Advocate for their own needs and best interests.
Receive care that is not traumatizing.
Be treated as a person, not simply a diagnosis.
Experience timely, courteous, and respectful care.
Be free from restraint, coerced care, and maltreatment.

Figure Legend:
NDD Health Care Bill of Rights.

Date of Download: 4/10/2026 Copyright © 2026 American Academy of Pediatrics. All rights reserved.



Conclusion

« Autism prevalence is increasing

« So is our understanding of the
heterogeneity

* Neurodiversity affirming care is
paramount

 Early intervention N improved
outcomes

« Every autistic child deserves
the chance to reach their
highest potential

69



YV72 Phoenix
W& Children's

Thank you'

drazl@phoenixchildrens.co m



Provider Day

https://AutismSummit.eventbrite.com




Kanner L. Autistic disturbances of affective contact. Nervous Child. 1943;2(3):217-250.
Asperger H. Die “autistichen Psychopathen” im Kindersalter. Archive fur psychiatrie und Nervenkrankheiten. 1944;117:76-136. doi: 10.1007/BF01837709

Rosen NE, Lord C, Volkmar FR. The Diagnosis of Autism: From Kanner to DSM-III to DSM-5 and Beyond. ] Autism Dev Disord. 2021 Dec;51(12):4253-4270. doi: 10.1007/s10803-021-04904-1. Epub 2021 Feb 24. PMID: 33624215; PMCID:
PM(C8531066.

Waizbard-Bartov E, Fein D, Lord C, Amaral DG. Autism severity and its relationship to disability. Autism Res. 2023 Apr;16(4):685-696. doi: 10.1002/aur.2898. Epub 2023 Feb 14. PMID: 36786314; PMCID: PMC10500663.

Lord, C,, Charman, T., Havdahl, A,, Carbone, P., Anagnostou, E.,.Boyd, B., Carr, T., de Vries, P. ], Dissanayake, C., Divan, G.,Freitag, C. M., Gotelli, M. M., Kasari, C., Knapp, M. Mundy, P., Plank, A., Scahill, L., Servili, C., Shattuck, P.,..McCauley, ]. B.
(2022). The Lancet Commission on the future ofcare and clinical research in autism.The Lancet,399(10321),271-334.

Patient-centered outcome measures. (2022). ICHOM Connect Site WideActivity RSS. Retrieved January 30, 2024

Barbaresi W, Cacia J, Friedman S, et al. Clinician Diagnostic Certainty and the Role of the Autism Diagnostic Observation Schedule in Autism Spectrum Disorder Diagnosis in Young Children. JAMA Pediatr. 2022;176(12):1233-1241.
doi:10.1001/jamapediatrics.2022.3605

Shic F, Naples AJ, Barney EC, Chang SA, Li B, McAllister T, Kim M, Dommer K], Hasselmo S, Atyabi A, Wang Q, Helleman G, Levin AR, Seow H, Bernier R, Charwaska K, Dawson G, Dziura ], Faja S, Jeste SS, Johnson SP, Murias M, Nelson CA, Sabatos-
DeVito M, Senturk D, Sugar CA, Webb SJ, McPartland JC. The autism biomarkers consortium for clinical trials: evaluation of a battery of candidate eye-tracking biomarkers for use in autism clinical trials. Mol Autism. 2022 Mar 21;13(1):15. doi:
10.1186/s13229-021-00482-2. PMID: 35313957; PMCID: PMC10124777.

Chang Z, Di Martino JM, Aiello R, Baker ], Carpenter K, Compton S, Davis N, Eichner B, Espinosa S, Flowers ], Franz L, Harris A, Howard ], Perochon S, Perrin EM, Krishnappa Babu PR, Spanos M, Sullivan C, Walter BK, Kollins SH, Dawson G, Sapiro
G. Computational Methods to Measure Patterns of Gaze in Toddlers With Autism Spectrum Disorder. JAMA Pediatr. 2021 Aug 1;175(8):827-836. doi: 10.1001/jamapediatrics.2021.0530. PMID: 33900383; PMCID: PMC8077044.

Dawson G. Could an Eye-Tracking Test Aid Clinicians in Making an Autism Diagnosis? New Findings and a Look to the Future. JAMA. 2023;330(9):815-817. d0i:10.1001/jama.2023.3092

Wagpner, L., Corona, L.L., Weitlauf, A.S. et al. Use of the TELE-ASD-PEDS for Autism Evaluations in Response to COVID-19: Preliminary Outcomes and Clinician Acceptability. / Autism Dev Disord 51, 3063-3072 (2021).
https://doi.org/10.1007/s10803-020-04767-y

Stainbrook JA, Weitlauf AS, Juarez AP, Taylor JL, Hine J, Broderick N, Nicholson A, Warren Z. Measuring the service system impact of a novel telediagnostic service program for young children with autism spectrum disorder. Autism. 2019
May;23(4):1051-1056. doi: 10.1177/1362361318787797. Epub 2018 Aug 16. PMID: 30112912,

Prevalence and Characteristics of Autism Spectrum Disorder Among Children Aged 8 Years — Autism and Developmental Disabilities Monitoring Network, 11 Sites, United States, 2020 | MMWR (cdc.gov)

Phelps RA, Sample E, Greene RK, Duvall SW. Identifying Patient Characteristics to Understand Which Children May Receive Diagnostic Clarity in a Virtual Autism Spectrum Disorder Evaluation. ] Autism Dev Disord. 2022 Dec;52(12):5126-5138.

doi: 10.1007/s10803-022-05434-0. Epub 2022 Jan 22. PMID: 35064874; PMCID: PMC8783571.

Bhat AN. Is Motor Impairment in Autism Spectrum Disorder Distinct From Developmental Coordination Disorder? A Report From the SPARK Study. Phys Ther. 2020 Apr 17;100(4):633-644. doi: 10.1093/ptj/pzz190. PMID: 32154876; PMCID:
PMC7297441

Fournier KA, Hass CJ, Naik SK, Lodha N, Cauraugh JH. Motor coordination in autism spectrum disorders: a synthesis and meta-analysis. ] Autism Dev Disord. 2010 Oct;40(10):1227-40. doi: 10.1007/s10803-010-0981-3. PMID: 20195737.

Barbaresi W, Campbell L, Diekroger E, et al. Society for Developmental and Behavioral Pediatrics clinical practice guideline for the assessment and treatment of children and adolescents with complex attention-deficit/hyperactivity disorder. |
Dev Behav Pediatr 2020;41:535-S57.

Hyman SL, Levy SE, Myers SM; COUNCIL ON CHILDREN WITH DISABILITIES, SECTION ON DEVELOPMENTAL AND BEHAVIORAL PEDIATRICS. Identification, Evaluation, and Management of Children With Autism Spectrum Disorder. Pediatrics.

2020 Jan;145(1):e20193447. doi: 10.1542/peds.2019-3447. Epub 2019 Dec 16. PMID: 31843864.

Vasa RA, Mazurek MO, Mahajan R, Bennett AE, Bernal MP, Nozzolillo AA, Arnold LE, Coury DL. Assessment and Treatment of Anxiety in Youth With Autism Spectrum Disorders. Pediatrics. 2016 Feb;137 Suppl 2:5115-23. doi:
10.1542/peds.2015-2851]. PMID: 26908467.

Veatch 0J, Pendergast JS, Allen MJ, Leu RM, Johnson CH, Elsea SH, Malow BA. Genetic variation in melatonin pathway enzymes in children with autism spectrum disorder and comorbid sleep onset delay. J Autism Dev Disord. 2015
Jan;45(1):100-10. doi: 10.1007/s10803-014-2197-4. PMID: 25059483; PMCID: PMC4289108.

72



References

Reynolds AM, Malow BA. Sleep and autism spectrum disorders. Pediatr Clin North Am. 2011 Jun;58(3):685-98. doi: 10.1016/j.pcl.2011.03.009. PMID: 21600349.

Williams Buckley A, Hirtz D, Oskoui M, Armstrong MJ, Batra A, Bridgemohan C, Coury D, Dawson G, Donley D, Findling RL, Gaughan T, Gloss D, Gronseth G, Kessler R, Merillat S, Michelson D, Owens J, Pringsheim T, Sikich L, Stahmer A, Thurm A, Tuchman R,
Warren Z, Wetherby A, Wiznitzer M, Ashwal S. Practice guideline: Treatment for insomnia and disrupted sleep behavior in children and adolescents with autism spectrum disorder: Report of the Guideline Development, Dissemination, and
Implementation Subcommittee of the American Academy of Neurology. Neurology. 2020 Mar 3;94(9):392-404. doi: 10.1212/WNL.0000000000009033. Epub 2020 Feb 12. PMID: 32051244; PMCID: PMC7238942.

Zhu, Hui & Zhao, Zhi-jia & Liu

, Hong-vyi & Cai, Jie & Lu, Qin-kang & Ji, Lin dan & Xu, Jin. (2023). The melatonin receptor 1B gene links circadian rhythms and type 2 diabetes mellitus: an evolutionary story. Annals
5f Medicine. 53.1262-1286. 1010807078 5 kang (2023) P g y yp y story

53890.2023.219

Malow BA, Findling RL, Schroder CM, Maras A, Breddy J, Nir T, Zisapel N, Gringras P. Sleep, Growth, and Puberty After 2 Years of Prolonged-Release Melatonin in Children With Autism Spectrum Disorder.J Am Acad Child Adolesc Psychiatry. 2021
Feb;60(2):252-261.e3. doi: 10.1016/j.jaac.2019.12.007. Epub 2020 Jan 23. PMID: 31982581; PMCID: PMC8084705.

Gonzalez-Domenech PJ, Diaz Atienza F, Garcia Pablos C, Ferndndez Soto ML, Martinez-Ortega JM, Gutiérrez-Rojas L. Influence of a Combined Gluten-Free and Casein-Free Diet on Behavior Disorders in Children and Adolescents Diagnosed with Autism
Spectrum Disorder: A 12-Month Follow-Up Clinical Trial. J Autism Dev Disord. 2020 Mar;50 ):935-948. doi: 10.1007/s10803-019-04333-1. PMID: 31813108.

YuY, Huang J, Chen X, Fu J, Wang X, Pu L, Gu C, Cai C. Efficacy and Safety of Diet Therapies in Children With Autism Spectrum Disorder: A Systematic Literature Review and Meta-Analysis. Front Neurol. 2022 Mar 14;13:844117. doi:
10.3389/fneur.2022.844117. PMID: 35359629; PMCID: PMC8963985.

Quan L, Xu X, Cui Y, Han H, Hendren RL, Zhao L, You X. A systematic review and meta-analysis of the benefits of a gluten-free diet and/or casein-free diet for children with autism spectrum disorder. Nutr Rev. 2022 Apr 8;80(5):1237-1246. doi:
10.1093/nutrit/nuab073. PMID: 34617108; PMCID: PMC8990762.

Keller A, Rimestad ML, Friis Rohde J, Holm Petersen B, Bruun Korfitsen C, Tarp S, Briciet Lauritsen M, Handel MN. The Effect of a Combined Gluten- and Casein-Free Diet on Children and Adolescents with Autism Spectrum Disorders: A Systematic Review
and Meta-Analysis. Nutrients. 2021 Jan 30;13(2):470. doi: 10.3390/nu13020470. PMID: 33573238; PMCID: PMC7912271.

Restrepo B, Angkustsiri K, Taylor SL, Rogers SJ, Cabral J, Heath B, Hechtman A, Solomon M, Ashwood P, Amaral DG, Nordahl CW. Developmental-behavioral profiles in children with autism spectrum disorder and co-occurring gastrointestinal symptoms.
Autism Res. 2020 Oct;13(10):1778-1789. doi: 10.1002/aur.2354. Epub 2020 Aug 6. PMID: 32767543; PMCID: PMC7689713.

glgyf LY8, Margolis KG. Autism spectrum disorders and the gastrointestinal tract: insights into mechanisms and clinical relevance. Nat Rev Gastroenterol Hepatol. 2024 Mar;21(3):142-163. doi: 10.1038/s41575-023-00857-1. Epub 2023 Dec 19. PMID:
4585.

Gringras P, Nir T, Breddy J, Frydman-Marom A, Findling RL. Efficacy and Safety of Pediatric Prolonged-Release Melatonin for Insomnia in Children With Autism Spectrum Disorder. ) Am Acad Child Adolesc Psychiatry. 2017 Nov;56(11):948-957.e4. doi:
10.1016/j.jaac.2017.09.414. Epub 2017 Sep 19. PMID: 29096777.

Sathe N, Andrews JC, McPheeters ML, Warren ZE. Nutritional and Dietary Interventions for Autism Spectrum Disorder: A Systematic Review. Pediatrics. 2017 Jun;139(6):e20170346. doi: 10.1542/peds.2017-0346. PMID: 28562286.
James S, Montgomery P, Williams K. Omega-3 fatty acids supplementation for autism spectrum disorders (ASD). Cochrane Database of Systematic Reviews 2011, Issue 11. Art. No.: CD007992. DOI: 10.1002/14651858.CD007992.pub2

Doaei S, Bourbour F, Teymoori Z, Jafari F, Kalantari N, Abbas Torki S, Ashoori N, Nemat Gorgani S, Gholamalizadeh M. The effect of omega-3 fatgl acids_supplementation on social and behavioral disorders of children with autism: a
randomized clinical trial. Pediatr Endocrinol Diabetes Metab. 2021;27(1):12-18. doi: 10.5114/pedm.2020.101806. PMID: 33599431; PMCID: PMC10227477.

Jain A, Marshall J, Buikema A, Bancroft T, Kelly JP, Newschaffer CJ. Autism occurrence by MMR vaccine status among US children with older siblings with and without autism. JAMA. 2015 Apr 21;313(15):1534-40. doi: 10.1001/jama.2015.3077. Erratum in:
JAMA. 2016 Jan 12;315(2):204. doi: 10.1001/jama.2015.17754. PMID: 25898051.

Hviid A, Hansen JV, Frisch M, Melbye M. Measles, Mumps, Rubella Vaccination and Autism: A Nationwide Cohort Study. Ann Intern Med. 2019 Apr 16;170(8):513-520. doi: 10.7326/M18-2101. Epub 2019 Mar 5. PMID: 30831578.

shiZ, Wang S, Chen M, Hu A, Lon%Q Lee Y. The effect of music therag}/ on Iarg;ua e communication and social skills in children with autism spectrum disorder: a systematic review and meta-analysis. Front Psychol. 2024 May
7;,15:1336421. doi: 10.3389/fpsyg.2024.1336421. PMID: 38774719; PMCID: PMC11106491.

gﬁrg}qu eggogzuﬁsgé-Poli L, Elefant C, Méssler KA, Vitale G, Gold C. Music therapy for autistic people. Cochrane Database Syst Rev. 2022 May 9;5(5):CD004381. doi: 10.1002/14651858.CD004381.pub4. PMID: 35532041;

Bennett, M. and Hart, B. UHMS Position Paper: The Treatment of Autism Spectrum Disorder with Hyperbaric Oxygen Therapy

Tu P, Halili X, Zhang S, Yang J, Xiao Y. The effectiveness of hgperbaric oxygen therapy in children and adolescents and with autism spectrum disorders: A systematic review and meta-analysis. Prog Neuropsychopharmacol Biol Psychiatry. 2025 Mar
20;137:111257. doi: 10.1016/j.pnpbp.2025.111257. Epub 2025 Jan 16. PMID: 39826608.

)P(ilsln D'I' PC'\P/?(e:%‘I‘-%“Lﬁ&R Mu D. Hyperbaric oxygen therapy for people with autism spectrum disorder (ASD). Cochrane Database Syst Rev. 2016 Oct 13;10(10):CD010922. doi: 10.1002/14651858.CD010922.pub2. PMID: 27737490;

Brignardello-Petersen R, Santesso N, Guyatt GH. Systematic reviews of the literature: an introduction to current methods. Am J Epidemiol. 2025 Feb 5;194(2):536-542. doi: 10.1093/aje/kwae232. PMID: 39038802; PMCID: PMC11815505.

73



References cont

OMIM Neurodegeneration due to Cerebral Folate Transport Deficiency https://www.omim.org/clinicalSynopsis/613068

Shi A, Liu D, Wu H, Zhu R, Deng Y, Yao L, Xiao Y, Lorimer GH, Ghiladi RA, Xu X, Zhang R, Xu H, Wang J. Serum binding folate receptor autoantibodies lower in autistic boys and positively-
correlated with folate. Biomed Pharmacother. 2024 Mar;172:116191. doi: 10.1016/j.biopha.2024.116191. Epub 2024 Feb 5. PMID: 38320332.

Frye RE, Slattery J, Delhey L, Furgerson B, Strickland T, Tippett M, Sailey A, Wynne R, Rose S, Melnyk S, Jill James S, Sequeira JM, Quadros EV. Folinic acid improves verbal communication
in children with autism and language impairment: a randomized double-blind placebo-controlled trial. Mol Psychiatry. 2018 Feb;23(2):247-256. doi: 10.1038/mp.2016.168. Epub 2016 Oct 18.
PMID: 27752075; PMCID: PMC5794882.

SDBP “A Statement from the Society for Developmental and Behavioral Pediatrics on Recent Autism Claims.” https://sdbp.org/wp-content/uploads/2025/09/SDBP_ Autism-
Statement_9.2025_1.pdf

AAP. "Interim Guidance from the American Academy of Pediatrics: Use of Leucovorin in Autistic Pediatric Patients” https://www.aap.org/en/patient-care/autism/use-of-leucovorin-in-
autistic-pediatric-patients/?srsltid=AfmBOorTVWa50yfu2VDccxc-F401V09xI3yQealy3Pog_9d1Ne30Cybo

Kangarani-Farahani M, Malik MA, Zwicker JG. Motor Impairments in Children with Autism Spectrum Disorder: A Systematic Review and Meta-analysis. J Autism Dev Disord. 2024
May;54(5):1977-1997. doi: 10.1007/s10803-023-05948-1. Epub 2023 Mar 22. PMID: 36949273.

Barnes. (2020). Understanding the social model of disability. In Routledge Handbook of Disability Studies (2nd ed., pp. 14-31). Routledge. https://doi.org/10.4324/9780429430817-2
Billawala, A., & Wolbring, G. (2014). Analyzing the discourse surrounding Autism in the New York Times using an ableism lens. Disability Studies Quarterly, 341).

Bohnsack, C. (2023, March 25). CDC Releases New Data on Autism Prevalence To 1 In 36 Children in U.S., 1 In 36 In Ariz. Southwest Autism Research & Resource Center (SARRC).
https://autismcenter.org/autismprevalence/;

Botha, M., Hanlon, J., & Williams, G. L. (2023). Does Language Matter? Identity-First Versus Person-First Language Use in Autism Research: A Response to Vivanti. Journal of autism and
developmental disorders, 532), 870-878. https://doi.org/10.1007/s10803-020-04858-w

Keating, C. T., Hickman, L., Leung, J., Monk, R., Montgomery, A., Heath, H., & Sowden, S. (2023). Autism-related language preferences of English-speaking individuals across the globe: A
mixed methods investigation. Autism Research, 16(2), 406-428.

Kenny, L., Hattersley, C., Molins, B., Buckley, C., Povey, C., & Pellicano, E. (2016). Which terms should be used to describe autism? Perspectives from the UK autism community. Autism, 20(4),
442-462.

King, B. J. (2016, February 25). “disabled”: Just #saytheword. NPR. https://www.npr.org/sections/13.7/2016,/02/25/468073722/disabled-just-saytheword

Hirota T, King BH. Autism Spectrum Disorder: A Review. JAMA. 2023 Jan 10;329(2):157-168. doi: 10.1001/jama.2022.23661. PMID: 36625807.

Hsieh MY, Lynch G, Madison C. Intervention Techniques Used With Autism Spectrum Disorder by Speech-Language Pathologists in the United States and Taiwan: A
Descriptive Analysis of Practice in Clinical Settings. Am J Speech Lang Pathol. 2018 Aug 6;27(3):1091-1104. doi: 10.1044/2018_AJSLP-17-0039. PMID: 29710283.

Jin YR, Sung YS, Koh CL, Chu SY, Yang HC, Lin LY. Efficacy of Motor Interventions on Functional Performance Among Preschool Children With Autism Spectrum Disorder:

A Pilot Randomized Controlled Trial. Am J Occup Ther. 2023 Nov 1;77(6):7706205020. doi: 10.5014/ajot.2023.050283. PMID: 37992052.

74



Kangarani-Farahani M, Thompson-Hodgetts S, Zwicker JG. Effectiveness of Cognitive Orientation to daily Occupational Performance for autistic children with
developmental coordination disorder. Dev Med Child Neurol. 2025 Feb;67(2):216-222. doi: 10.1111/dmcn.16058. Epub 2024 Aug 14. PMID: 39141692; PMCID: PMC11695746.

Hilton CL, Ratcliff K, Hong I. Predictors of Participation Difficulties in Autistic Children. Am J Occup Ther. 2023 Mar 1;77(2):7702205010. doi: 10.5014/ajot.2023.050068.
PMID: 37053434.

Anderson LK. Autistic experiences of applied behavior analysis. Autism. 2023 Apr;27(3):737-750. doi: 10.1177/13623613221118216. Epub 2022 Aug 23. PMID: 35999706.

Eckes T, Buhlmann U, Holling HD, M6limann A. Comprehensive ABA-based interventions in the treatment of children with autism spectrum disorder - a meta-analysis. BMC
Psychiatry. 2023 Mar 2;23(1):133. doi: 10.1186/s12888-022-04412-1. PMID: 36864429; PMCID: PMC9983163.

Sandbank M, Pustejovsky JE, Bottema-Beutel K, et al. Determining Associations Between Intervention Amount and Ouftcomes for Young Autistic Children: A Meta-
Analysis. JAMA Pediaftr. 2024,178(8):763-773. doi:10.1001/jamapediatrics.2024.1832

Uliana JC, Del' Agnese CC, Antoniazzi RP, Kantorski KZ. Autistic individuals have worse oral status than neurotypical controls: a systematic review and meta-analysis of
observational studies. Clin Oral Investig. 2024 Feb 6;28(2):137. doi: 10.1007/s00784-024-05500-0. PMID: 38321186.

75



