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Legal Issues and the Law

Advocating for the Overlooked Needs of 
Autistic Individuals in the US Criminal Justice System

By Tyler T. Whitney, PsyD 
Forensic/Clinical Psychologist 
Emory University School of Medicine 
Psychiatry & Law Service

Over the past 7-15 years, many 
forensic/clinical professionals 
working in the US criminal jus-
tice system recognize the need 

for significant change within the US crim-
inal justice system for autistic individuals 
to be treated humanely and with dignity. 
“Recently, a diverse team of autistics, 
family members, researchers, criminal 
justice system professionals, and policy-
makers formed the Global Autism and 
Criminal Justice Consortium” (Lindsay 
Lawer Shea DrPH, 2021). The Global Au-
tism and Criminal Justice Consortium,1 
under the leadership of the Policy and An-
alytics Center, AJ Drexel Autism Center, 
Drexel University, released a policy brief 
in April 2022. This policy brief came after 
a world summit regarding the increasing 
rate with which individuals with autism 
are encountering the criminal justice sys-
tem globally was held in October 2020. 

The policy brief outlines recommenda-
tions for change that span the US criminal 
justice system as well as criminal justice 
systems worldwide. 

A case review and analysis of my foren-
sic cases to date shows, autistic people are 
being overlooked and not given the support 

they need during initial law enforcement 
interactions and in the courts by attorneys 
and judges at the state and federal level. In 
addition, because of neurological, cogni-
tive, and behavioral differences that exist 
in autistic individuals, research suggests 
that “autistic individuals may have more 

negative impact on autistic people’s men-
tal health than that of non-autistic people.”2

Social communication differences are 
regularly observed by clinical/medical 
professionals familiar with autistic in-
dividuals in the criminal justice system. 
However, in the US criminal justice sys-
tem, even when an autistic individual ver-
balizes their autism diagnosis early in the 
legal process, the arrest, criminal process-
ing, which includes interviewing, often 
proceed mechanically despite the autistic 
person not having appropriate support. A 
2022 United Kingdom study suggests that 
attorneys reported that less than half (48%) 
their ASD clients were treated as “vulnera-
ble adults.”3 Similarly, in the same United 
Kingdom attorney study,4 when the UK 
cases got to court and there was a seated 
jury, only (53%) were informed that the 
defendant was on the autism spectrum and 
how that may affect their presentation or 
communication in the courtroom. 

This is problematic for the criminal jus-
tice system on many levels. First, high func-
tioning autistics (HFA) are often proficient

see Advocating on page 25

Rethinking Guardianship: 
Empowering Autistic Individuals and Preserving Rights

By Haley Moss, Esq.
Attorney, Author, and Advocate

Often when I encounter families 
with young autistic kids, they are 
admittedly very anxious about 
their child’s future. Who will 

take care of my child when I die? How can 
I make sure I am an active decision-maker 
in their lives when they reach adulthood, 
especially if they are non-speaking or 
have an intellectual disability? The fears, 
and questions, are valid and endless; while 
I am not a parent, I appreciate the concern. 

However, the only answer they’re often 
presented with outside of financial plan-
ning is guardianship. You want control 
when your kid is still in secondary school 
but is over 18 but hasn’t aged out or grad-
uated under their individualized education 
plan (IEP)? Guardianship. You want to con-
trol their financial future? Guardianship. 

The pressure towards guardianship is 
everywhere – including estate planning at-
torneys, financial advisors, K-12 teachers, 
and a litany of specialists and therapists. 
Yet it doesn’t reflect the real needs of au-
tistic people who need support, attainable 

interdependence, and their rights intact. 
About 1.5 million adults are under a guard-
ianship or conservatorship today,1 and the 
majority of them are young people with 
intellectual and developmental disabilities. 

At its core, guardianship is a tool to help 
care for a person with a disability. Realis-
tically, guardianship is a legal proceeding 
in which a judge appoints a third party to 
make decisions on somebody else’s behalf 
because that person is deemed incompe-
tent. Typically, that person is a parent or 
family member, but could also be a pro-
fessional who is a complete stranger. It is 
an arrangement that is relatively simple to 
enter, yet incredibly difficult to end. 

What’s intended as a legal last resort 
when no other options can ensure a per-
son’s wellbeing has essentially become a 
default that leads to a “civil death”2 where 
one does not have the right to make their 
own decisions about health care, finances, 
relationships and marriages, and other ma-
jor life things. It’s also hard to come back 
from that “civil death” for those who do 
not have the endless time, resources, and 
publicity to come back to life (think: Brit-
ney Spears3). At its very worse, guardian-
ship can lead to abusive situations.4 While 
guardians gain an inordinate amount of 
control over another human being, wards 
under guardianship lose some of all of their 
of civil rights, including but not limited to 
where they live; where they work; what 

kind of medical care they get – or wheth-
er they will get any medical care; what 
they eat; who they spend time with; and 
whether they will get married.5

I find myself very fortunate that my par-
ents did not consider guardianship as an 
option for me. They were in the same shoes 
of many of the anxious parents I meet to-
day – Who will take care of my child when 
I’m no longer here? How can I make sure 
their future is secure? But they also be-
lieved that perhaps someday, I’d be able 
to make my own decisions about the job I 
have, where I would live, if I could vote in 
local, state, and federal elections. I proba-
bly would be fighting an often-unjust sys-
tem in a personal capacity otherwise, the 
strings always being controlled by some-
body else, the very opposite of the self-de-
termination we so desperately hope people 
with disabilities have access to.

Here’s the thing; legally, better alter-
natives to guardianship that are far more 
compassionate and respect a person’s au-
tonomy already do exist, and depending 
on where you live, there is greater prog-
ress. Options like special needs trusts and

see Guardianship on page 25
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By Victoria Pettiquoi-Morgan, LICSW-C, 
LCSW, I Aspire to Be Me, LLC,
and Matthew Ratz, MEd,
Passion for Learning, Inc. 

I Aspire to Be Me, LLC (I AM) is a 
service provider committed to dis-
pelling the myth that adults with au-
tism do not seek meaningful intimate 

relationships. It’s important for society to 
recognize this population can and does 
desire intimacy, just like everyone else. 
Unfortunately, they often lack the resourc-
es and training necessary to access these 
opportunities fully. Frequently, providers 
avoid any discussion of sex fearing it ta-
boo; however, by avoiding even the men-
tion of the word, we shield those we sup-
port from being able to fully explore sex, 
sexuality, and intimate relationships for 
themselves. This is why I AM created a 
pilot program called "Sex in DCity." Fund-
ed by a grant from the Organization for 
Autism Research (OAR), I AM convened 
a cohort of 15 participants from a range of 
demographics; six of our participants were 
individuals diagnosed with autism or I/
DD, five participants were direct-support 
staff who attended steadily, and the re-
mainder were clinicians, facilitators, and 
behavioral health leaders. We were able to 
partner with a local DDS service provider 

for consistent meeting space, and several 
of our cohort members were individuals 
supported by the provider. Collectively, 
we proceeded through the curriculum to-
gether over the course of 20 weeks, mov-
ing through lessons and experiences that 
broadened all of our horizons. 

I AM’s goal was to develop a compre-
hensive curriculum designed specifically 
for adults with autism and intellectual and 

developmental disabilities (I/DD) so they 
could understand human sexuality better 
and have more successful sexual encoun-
ters when desired. I AM wants those on the 
autism spectrum to know their sexuality 
is valid and that there are ways for them 
to pursue fulfilling relationships. Sex in 
DCity is designed to fill the gap that ex-
ists when it comes to providing sexual ed-
ucation, resources, and support for adults 

with autism. I AM’s curriculum is tailored 
specifically for this population and fo-
cuses on building relationships as well as 
understanding the physical aspects of sex-
uality. It covers topics such as communica-
tion, consent, safety, body image, healthy 
boundaries and more, and we approach 
each topic in straightforward, develop-
mentally appropriate, and honest ways. All 
of these are areas that adults with autism 
need information about so they can be em-
powered to make informed decisions about 
their personal lives. 

It is vital to understand that everyone 
has unique needs when it comes to rela-
tionships and intimacy. That’s why the 
Sex in DCity program was created with 
adults with autism in mind. Throughout 
our workshop, we provided up-to-date 
training and information so that our partic-
ipants can have meaningful, safe intimate 
relationships if they so desire. We are ex-
cited to be publishing our curriculum and 
we hope it will help to make a difference in 
the lives of those on the autism spectrum. 
The goal of our Sex in DCity program is 
for adults with autism to feel empowered 
and knowledgeable when it comes to their 
sexuality. Our mission is to create an inclu-
sive environment where all forms of sexual 
expression are welcomed, respected,

see New Curriculum on page 16

New Curriculum and Pilot Program Affirms 
Adults with Autism Want to be Loved
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By Staff Writer
Autism Spectrum News

David Minot, Executive Director 
of Mental Health News Educa-
tion, the non-profit organization 
that publishes Autism Spectrum 

News, interviewed Rita Gardner, Presi-
dent and CEO of Melmark, a multi-state, 
non-profit human service provider with 
premier private special education schools, 
professional development, training, and 
research centers across the country.

David Minot: Hi, my name is David Mi-
not, and I am the Executive Director of 
Mental Health News Education and the 
founder and publisher of Autism Spectrum 
News, where our mission is devoted to im-
proving lives and the delivery of care for 
young and adult autistic individuals while 
supporting their families and the profes-
sional communities that serve them by 
providing a trusted source of science-based 
education, information, advocacy, and re-
sources. Today we're speaking with Rita 
Gardner, President and CEO of Melmark, 
a multi-state human service provider with 
premier private special education schools, 
professional development, training, and re-
search centers across the country. Melmark 
is committed to enhancing the lives of in-
dividuals within diverse communities with 
autism, intellectual and developmental dis-
abilities, and their families by providing 
exceptional, evidence-based, and applied 
behavior analytic services to every indi-
vidual every day.  

In her role as president and CEO, Rita 
leads operations and management of Mel-
mark service divisions in New England, 
Pennsylvania, and the Carolinas. Prior to 
her appointment as president and CEO 
in 2015, Ms. Gardner served as execu-
tive director of Melmark, New England, 
based in Andover, Massachusetts, which 
she co-founded in 1998. She also founded 
Melmark Carolinas in 2018 and a second 
New England day school in 2022.  

Ms. Gardner and Melmark New En-
gland were honored to be named the 
Women's Edges list of the Top 100 Wom-
en-Led Businesses in Massachusetts for 
five consecutive years from 2018 to 2022. 
Ms. Gardner was honored with the CBIZ 
National Women Transforming Business 
Financial Strength Award, as well as the 
CBIZ Overall Winner Award in 2022. She 
is a Board-Certified Behavioral Analyst, a 
trained public health professional, and has 
devoted over 40 years of her profession-
al career to the field of community-based 
services for children and adults with a di-
agnosis of autism spectrum disorder, in-
tellectual and developmental disabilities, 
acquired brain injuries, severe challenging 
behaviors, and medical fragility. 

Ms. Gardner is also an accomplished and 
persistent legislative advocate. Her public 
policy work has positively impacted ser-
vices for individuals diagnosed with au-
tism and developmental disabilities across 
the United States. It is my pleasure to in-
troduce Rita Gardner. Thanks so much for 
being here with us today. 

Rita Gardner: Thanks so much for inviting 
me, David. I really appreciate it.

David: I also want to mention that Melmark 
has been partnering with Autism Spectrum 
News for over 10 years and has contributed 
almost 40 articles to our library, which is 
provided online to access without a pay-
wall thanks in part to advertising support 
from Melmark. 

How about we begin by talking about 
Melmark, New England, which you 
co-founded in 1998. Melmark, New En-
gland is celebrating its 25-year anniversa-
ry this May of 2023. What are you most 
proud of over the past 25 years? 

Rita: I think it's really hard, David, to pick 
just one thing that I'm most proud of. I 
think at the outset we certainly had a vi-
sion of what we wanted to accomplish, and 
the first part of that was really replicating 
Melmark's mission at the outset. We are 
very lucky to have partnered early on with 
Melmark, Pennsylvania, which really was 
committed to the mission of serving indi-
viduals with developmental disabilities in 
a way that was close to home and of high 
quality. And we wanted to apply an evi-
dence-based and applied behavior analytic 
framework to that. I think we're very proud 
of the fact that we've met both of those 
goals and we work every day to continue 
making sure we hit those goals.

David: Care and compassion is the first 
core commitment that is identified through-
out the Melmark web site and publications. 
Can you tell us how this and the other five 
core commitments are woven into your 
day-to-day operations?

Rita: Yes, those core commitments come 
from Melmark's original mission and cer-
tainly they've been changed a little bit over 
the years and have been updated. But what 
we're really looking at is how those core 
commitments are reflected in everyday 
practice at the point of care. What make 
sure that we weave supports into the design 
of our systems of care that ensure those 
things can actually have outcomes in the 
delivery of services. In every meeting that 
we have, we begin with mission moments, 
talk about our compassionate care, and 
someone will talk about how something is 
tied to a core commitment. An example of 

this could be a best outcome for a student 
who achieved 90% of their goals on an 
IEP. Another example might be a situation 
where multiple staff had to work together 
on an unusual problem that reflected a uni-
fied culture. What we're doing at each of 
those core commitments is creating an op-
portunity over and over that the resources 
support the weaving of those core commit-
ments into our daily mission of care. 

David: I noticed that Melmark has estab-
lished a strong organizational commitment 
for a Diversity, Equity, and Inclusion initia-
tive. Can you explain the thought process 
that led you to take this particular action?

Rita: I would actually say that plan artic-
ulates ongoing actions. So, as you said in 
describing my background, as I'm trained 
in public health, which is a bit different 
than a behavior analyst, special education 
teacher, or a psychologist. Public health is 
always about equity, access, inclusion, and 
how people get services. From the time that 
we defined and built the original Melmark 
location in New England, we were look-
ing at who gets access to our service and 
how do we partner with other stakehold-
ers. Early on in the late 1990s and early 
2000s, we were working with the govern-
ment around legislative bills; for example, 
in Massachusetts, a Medicaid waiver to 
access applied behavioral analysis (ABA) 
services. And within that language, we 
worked to answer the questions: How do 
people get access? Is the bill in multiple 
languages when you apply? Those kinds 
of things. We've been doing that since the 
1990s and we've done it on multiple lev-
els of bills. We evaluate what the demo-
graphic makeup of our students is, what 
schools come to us, and what staff do we 
serve. And then, with the horrific issue of 
George Floyd, it wasn't just enough to just 
do it. We had a very bright staff member 
who came to me and said, “What did you 
do?” I met with him for about two hours, 
and we talked about all the things we did. 
He then asks, “Why do we, the staff, not 
know any of that?” And I said, “Sure, we 
need to articulate that in a DEI plan.”  That 
was the impetus. This well-spoken young 
black man who worked for us said, “Wow, 
that's why you do all of that.” We were 
able to articulate that into a very compre-
hensive DEI plan, some of which is reflec-

tive of decades of work, and other parts 
of it are advancing that work. So, I'd like 
to think we set the foundations and con-
tinue to do that. And if you think about 
Melmark's original mission, it was about 
not separating individuals with disabili-
ties and providing some social justice for 
a disability community that has been ex-
cluded from everything. I do think it falls 
naturally with the Founders’ vision of how 
the world should operate.

David: Melmark has influenced the quality 
of human service delivery in Pennsylvania, 
Massachusetts and most recently in North 
Carolina and South Carolina. Going for-
ward, what is your vision to effect change 
for other states in need?

Rita: We would like to continue to expand 
our public policy work. Across the country, 
we've seen the access that insurance-based 
services have given to individuals for ABA 
care. But with that, there are some concerns 
in terms of how those services are run - how 
profits are being made. I would argue that, 
as important as ABA insurance services are, 
the focus should be on the full implemen-
tation of the Individuals with Disabilities 
Education Act (IDEA) under a free and 
appropriate public education. For many 
individuals in the United States, that is the 
only entitlement a child will get. It's an enti-
tlement for inappropriate public education.  

When I look at individuals in special 
education or with disabilities and particu-
larly the autism population, I'm concerned 
that the implementation is so inconsistent 
across the United States. And so, we're try-
ing to work at the federal level with oth-
er stakeholders, because right now under 
faith, it's individual cases that make up 
case law. We really need the Department 
of Education at the federal level and the 
Office of Special Education Programs 
(OSEP) to do their job in terms of monitor-
ing our states really implementing faith, or 
else we are writing off a generation of chil-
dren. And I hate the idea that we see people 
pulling their kids from school to go to ABA 
clinics. And then when insurance runs out, 
we're still right back where we started.  

I think ABA insurance is an incredible 
accomplishment and would be great for 
after school care and weekends. But I still 
think primarily special education and in-
terdisciplinary teams should be at the core 
of every child's services. And it shouldn't 
be just that you're born in Massachusetts 
or you're born in a state that provides good 
special services. It's a federal law and 
the implementation should be consistent 
across the United States.  

David: Absolutely, I agree. Let’s talk about 
your staff for a moment. I recognize that you 
have over 1,000 staff across Melmark divi-
sions. With human services currently under-
going a huge staffing crisis, how do you re-
spond to ensure quality delivery of services?

Rita: We have probably closer to 1,200 
staff members and we should probably 
have 1,400. So that tells you where we are. 

see Melmark Interview on page 22

Autism Spectrum News Spotlight on Excellence: 
An Interview with Rita Gardner, President & CEO of Melmark

Watch the Interview with Rita Gardner, President & CEO of Melmark

https://autismspectrumnews.org/
https://www.melmark.org/
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By Ellen D’Amato, PhD, 
Zakkiyyah Sally, MEd, MA, 
Kathleen McCarthy Gorski, MEd Adm, MAT, 
Georgia Efthimiou, MA, BCBA,  
Kristen` Daneker, MS, BCBA, 
and Howard Savin, PhD, 
First Children Services

To address the inequity of limiting 
special needs children from ob-
taining an appropriate public ed-
ucation, the Individualized Edu-

cation Program (IEP) was implemented in 
1975 across the United States school sys-
tems. The IEP is an educational road map 
for children with disabilities. It is required 
by federal law under the Individuals with 
Disabilities Education Act (IDEA) and is a 
regularly updated document that outlines 
specific goals and milestones for students 
to achieve based on academic need. IEPs 
are created by a team composed of teach-
ers, parents, school administrators, other 
school staff such as psychologists, and 
sometimes students themselves. Schools 
will evaluate a student to determine wheth-
er they qualify for an IEP or 504 plan. 

All students receiving special education 
services have an IEP. Students with IEPs 
can have autism, intellectual disabilities, 
orthopedic impairments, brain injuries, 
deafness, vision impairments, speech or 
language impairments, or other disabil-
ities that require specialized help with 

school. IEPs are developed, revised, and 
reviewed during annual review meetings 
in conjunction with a representative from 
the sending district and parents develop 
the working plan for delivery of special 
education services. IEPs include the fol-
lowing components: 

•	 the student’s present level of academic 
achievement and functional performance

•	 statement of measurable and annual goals

•	 description of student’s progress towards 
meeting the goals

•	 participation with non-disabled peers

•	 accommodations needed to measure 
academic achievement and functional 
performance

•	 projected date for the beginning of ser-
vices and anticipated frequency, location, 
and duration, additional considerations 
(behavioral, communication, visual)

•	 transition services when appropriate (for 
students aged 14 and up)

Special Education services outlined in 
IEPs can include: occupational, speech 
or behavioral therapy; one-on-one help 
from a tutor or aide; or instruction from 
special education teachers who are trained 
to work with students with unique needs. 
Students in special education may spend 
the majority of their day in general educa-
tion classrooms and can receive their spe-
cialized services there, or they may spend 
their entire day in a special ed classroom, 
depending on their needs. Most school 
districts try to include students with dis-
abilities in classes with their nondisabled 
peers as much as possible, in accordance 
with federal law.

Potential Areas of Parental 
Concern or Contention

What if I Disagree with the School's De-
cision About Service Eligibility?

If a school decides a child is not eligible 
for an IEP but parents believe their child 
should have one, or if a parent disagrees 
with the services a school is providing, 
there are various options to resolve dis-
agreements. One of the best strategies for 
parents to keep in mind is that they are 
very central to the IEP process. Parents 
should listen carefully to the evaluations 
and recommendations and understand that 
their child may need accommodation rath-
er than a modification. An accommodation 
doesn’t change what is being taught mean-
ing their child will still use the curricu-
lum that all students use. A modification 
changes what is being taught, meaning the 
curriculum is changed or modified to give 
the student the best chance of learning it. 
Parents can also pay for private evaluations 
if they want another opinion on recom-
mendations for academic support, though 

schools aren’t required to adopt recom-
mendations that come from private reports.

Out of District Placements

When a Child Study Team (CST) deter-
mines that a student’s needs cannot be met 
within the district, they may initiate the out 
of district process to consider whether an 
alternative school placement would better 
meet the student’s needs. Being placed out 
of district is very restrictive, and schools 
are tasked with ensuring they are provid-
ing necessary support in the least restric-
tive environment (LRE) possible. Often, 
out of district placements are a last resort 
option when numerous support attempts 
within the child’s regular district place-
ment have proven insufficient in meeting 
the child’s academic needs. Out of district 
placements can be challenging to secure 
from both availability and appropriate fit 
standpoints.

 
Where Legal Issues Can Arise

As previously noted, the IEP is legally 
mandated and carefully described. Despite 
the best efforts of the IEP team, things out-
lined in IEP documents are not always fol-
lowed as written. Districts can find them-
selves in hot water from a legal perspective 
if they fail to implement an outlined relat-
ed service level or to work on an identified 
goal. Parents are full and equal members of 
the IEP team and should familiarize them-
selves with the IEP process, as well as the 
legal weight an IEP document holds. 

Above all, parents should feel empow-
ered to ask questions if something is con-
fusing or doesn’t sound right during an IEP 
meeting or when reviewing an IEP docu-
ment. Some questions parents should ask 
about include: 

•	 What specific data will be taken and how 
will data be taken? 

•	 How will progress on a goal be mea-
sured? 

•	 When are changes made if progress isn’t 
happening? 

•	 What does this goal mean? 

•	 How will specifically designed instruc-
tion (SDIs) be implemented (as SDIs 
detail accommodations and modifica-
tions that a student requires for learning 
but are not necessarily tied to a specific, 
measurable goal)? 

•	 Who is responsible for each goal and 
SDI? 

•	 Can the related service level be specifi-
cally quantified by frequency and dura-
tion in a given time period versus vague-
ly described (e.g., child will receive two, 
30-minute speech sessions per 7-day 
cycle versus child will receive up to 60 
minutes of speech per cycle)? 

•	 What is the preferred method for parents 
to communicate with the school? 

see Power of the IEP on page 20

The Power and Potential of the IEP

https://autismspectrumnews.org/
https://www.firstchildrenservices.com/
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By Lori Lerner, LMSW, RYT-200 hr. 
Coordinator of Family and Wellness 
Services for the UnderServed (S:US)

Historically, adults with disabil-
ities have faced high levels of 
discrimination in the workplace 
environment. The Americans 

with Disabilities Act of 1990, or ADA, 
was enacted in an effort to eradicate dis-
crimination against employees with dis-
abilities while also requiring employers 
to provide reasonable accommodations to 
employees with disabilities, and impose 
accessibility requirements on public ac-
commodations.1 Even with positive inten-
tions of the ADA, a recent statistic from 
the U.S. Equal Employment Opportunity 
Commission reported that in 2019, only 
17.9% of disabled American adults were 
employed and 24,238 disability discrimi-
nation claims were resolved by the Com-
mission.2 In the article, “The Latest Dis-
ability Discrimination In The Workforce 
Statistics 2023 You Shouldn’t Ignore,” 
they shared “…61% of disabled employees 
have experienced discrimination in their 
workplace.”2 These statistics emphasize 
that employers need to be steadfast at es-
tablishing and promoting policies and pro-
cedures that cultivate inclusivity, fairness, 
and equitable workplace environments for 
employees with disabilities. Carl Richard-
son, a member of the Disability Employ-

ment Subcommittee of the Commission on 
the Status of Persons with Disabilities in 
Massachusetts, expressed “…according to 
the last census, almost 20% of people have 
disabilities… by not hiring people with 
disabilities, you’re segmenting yourself 
from 20% of the population [that] have an 
incredible and talented pool. You’re hurt-
ing yourself financially.”3 Therefore, it is 
important to shed light on organizations 
and companies that provide opportunities 

for employment for people with I/DD and 
disabilities, foster an inclusive work envi-
ronment, and adopt holistic approaches in 
the workplace.

In 2013, S:US’ Urban Farms team start-
ed the program with nine volunteer partic-
ipants at four garden sites spread across 
the four boroughs of New York City where 
S:US has supportive housing programs 
– in Queens, the Bronx, Brooklyn, and 
Manhattan. The initial aim was to grow 

vegetables, herbs, fruits, and flowers with 
involvement from buildings residents and 
volunteers. Michael Hollis, S:US’ Urban 
Farms Director, takes an innovative and 
progressive approach to managing our ur-
ban farms program, our urban farmers, and 
our volunteers. Michael shares, “If S:US 
has access to a backyard of a group home 
or a building with supportive housing, we 
should absolutely leverage that outdoor 
space to grow vegetables, herbs and fruits, 
and provide a rich resource for our resi-
dents and the people who can work in our 
gardens.” Since 2013, S:US’ Urban Farms 
has expanded to include 650 participants, 
mostly volunteers, 23 of whom are people 
with disabilities who are employed and 
work in the gardens, located at 73 differ-
ent sites in New York City. The program 
has grown to include beekeeping for honey 
cultivation, construction, and repair of gar-
den beds. Training is provided for all vol-
unteers and people employed along with 
adherence to safety protocols to ensure the 
protection of the participants who help in 
the gardens. 

There are two innovative ways in which 
Michael and his full-time staff foster an in-
clusive work environment. Michael and his 
team provide physical and non-physical 
accommodations for staff and volunteers 
in the gardens. Physical accommodations 
include construction that often emphasizes 

see Inclusive Work on page 23

Creating Inclusive Work Environments for Employees with Disabilities

 Urban farmer Rauly (in blue shirt) cultivates soil 
in raised beds at an S:US supportive housing

https://autismspectrumnews.org/
https://www.ada.gov/law-and-regs/ada/
https://www.ada.gov/law-and-regs/ada/
https://www.eeoc.gov/
https://www.eeoc.gov/
https://sus.org/our-services/urban-farms/
https://sus.org/careers
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By Karen B. Mariscal, Esq. 
Mariscal Special Needs Law

When my child with ASD and 
intellectual disability was 
young, I had no idea what to-
morrow would bring, much 

less what would happen years from now, 
when I would no longer be there. My son’s 
behaviors were anxiety-provoking enough 
without me having to lie awake at night 
thinking about the future. But I did any-
way, and I was not alone. 

One thing we can do to ease the anxiety 
and make sure our children are not only 
safe and secure but can live the best lives 
possible after we are gone is to prepare an 
estate plan that takes our children’s special 
needs into account. Usually this means we 
need to create a supplemental needs trust, 
also known as a special needs trust (SNT), 
for our loved one, in addition to a will. Any 
share of the parents’ estate that is allocated 
to their special child goes to the SNT, to 
be spent on the child as the trustee sees fit. 
Usually, an SNT is not funded until both 
parents pass away. Until then it is just a 
piece of paper.

By way of background, a trust is a le-
gal arrangement that allows another person 
(the trustee) to be in charge of your child’s 
money. A special needs trust is different 
from a regular trust in that the beneficiary 
- your child - cannot have any control over 

the trust assets. How the trust money is 
spent is completely up to the trustee. Spe-
cial needs trusts are “discretionary trusts,” 
in that distributions are at the complete dis-
cretion of the trustee. 

An SNT allows your child to have mon-
ey when you are gone, and still have the 
public benefits that they may need. Money 
in the trust is not counted as their money. 
Some benefits such as Supplemental Secu-
rity Income (SSI) require the child to not 
have more than $2,000 in their own name. 

Money in an SNT is not considered to be 
owned by the child, so with an SNT, the 
child has both the benefits that they need 
and extra money to live. Without an SNT, 
whatever you leave your child is likely to 
be eaten up by costs that otherwise would 
have been paid for by the state. 

The SNT also ensures that the money 
will be handled by someone who is capable 
of managing the money and making sure it 
is spent the right way. 

Appointing a trustee to manage your 

child’s money is one of the most important 
things you can do, but choosing the trust-
ee for a child’s special needs trust can be a 
difficult decision. The trustee will need to 
take over for you in terms of managing the 
child’s finances, so if you are appointing a 
family member, it is best if the person not 
only loves the child, but also is good with 
money. An added complication is that you 
will want to name someone who might ac-
tually be around when the time comes, i.e., 
when both the child’s parents have passed 
away and the trustee takes over. This can 
be accomplished by naming a contempo-
rary, plus an alternate in the next genera-
tion, such as a niece or nephew.

The trustee is in charge of deciding how 
much money in the trust should be distrib-
uted to the child, and how often. In addition, 
the trustee's duties include overseeing in-
vestments, paying bills, keeping accounts, 
and preparing tax returns. Because the trust 
is meant to cover your child’s lifetime, the 
job of trustee of a special needs trust could 
last for decades.

The main considerations when selecting 
a trustee are picking someone who is trust-
worthy, will stay involved, will seek help as 
needed, and can make sometimes difficult 
decisions. The trustee has a duty to manage 
the trust in the beneficiary's best interest. 
The trustee does not need legal or financial 
expertise but must have good judgment.

see Special Needs Trusts on page 27

The Importance of Special Needs Trusts for Children with Autism

https://autismspectrumnews.org/
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By Mary R. Cohen, PhD
and Reginald Candio, PsyD
Autism Specialists / Forensic Evaluation

Individuals on the autism spectrum are 
particularly vulnerable to committing 
online offenses, in many instances 
unwittingly. They are also victimized 

by online predators, financial scams, and 
extremist groups. Consequently, they are 
increasingly interacting with the criminal 
justice system as either offenders or vic-
tims. It is estimated that 25% of the autis-
tic population aged 16 and older have had 
contact with the criminal justice system as 
either a victim or offender (Miller et al., 
2021). Some autistic characteristics create 
a greater risk for online offending or of 
being victimized online. These include so-
cial isolation, trauma, lack of social aware-
ness, difficulties discerning the intentions 
of others, insufficient sexuality education 
and support, immersion in fantasy, rigid 
thinking, and the need for community. 
Online safety awareness and education re-
garding legal consequences are critically 
needed to reverse these current trends.

Autism and Online Behavior 

The online world is a unique space where 
conventional boundaries are often blurred 
and misunderstood. Online disinhibition 
is the tendency for people to feel less re-

strained in cyberspace and behave in a 
way they would never do in the real world 
(Suler, 2004). The ability to hide one’s 
identity online causes a dissociation from 
online behavior. In essence, the online self 
is compartmentalized. This psychological 
effect is often observed in autistic individ-
uals due to the large amounts of time they 
spend online. The propensity to engage in 
certain negative behaviors online without 
inhibition has produced a toxic and some-
times dangerous online environment for 

many. This can result in harassing behav-
iors and sometimes illegal activities, such 
as making threats. Autistic individuals are 
operating in this environment without the 
social understanding and societal guardrails 
necessary for their personal safety. The un-
inhibited world of the internet and social 
media can create a perfect storm for those 
on the autism spectrum, which may result 
in either criminal offenses or victimization.

Many autistic individuals go online to 
seek the social acceptance that they cannot 

find in their daily in-person interactions. 
The online world eliminates the need for 
real-time interactions and allows the per-
son to respond in their own timeframe. It 
also does not demand the simultaneous 
processing of verbal and nonverbal social 
cues, which is so difficult for those on the 
spectrum. They can communicate in chat 
rooms and on social media easily without 
exposing their social awkwardness. As a 
result, the online world becomes almost 
their exclusive source of social contact. 
The online world is a fast, fluid situation; 
specific and unpredictable. It requires the 
ability to think flexibly and relies heavily 
on social pragmatic language. These are 
the very issues that individuals with autism 
find extremely challenging. We see that 
online situations are often misinterpreted 
by neurotypicals. Accordingly, this type 
of social contact is even more taxing for 
someone on the autism spectrum. They are 
extremely vulnerable to bullying, cyber 
scams, inappropriate sexual behavior, and 
even radicalization and cult recruitment.

Online Sexual Behavior

Autistic persons are sexually curious 
and may spend many hours viewing por-
nography to understand their own sexuali-
ty (Hénault, 2014). Many are drawn to the 
computer to explore their sexuality and have

see Online Offending on page 27

Autism, Online Offending, and Victimization

https://autismspectrumnews.org/
http://freecenter.org
http://www.wjcs.com


PAGE 12 AUTISM SPECTRUM NEWS ~ SUMMER 2023

By Sam Farmer 
Neurodiversity Community Self-Advocate, 
Writer/Author, and Public Speaker

Perhaps because of the stigma we 
are up against and how misunder-
stood we know we are, many in 
the autism spectrum community 

feel as though the entertainment industry 
has historically mis- and under-represent-
ed us. The autistic character of Raymond 
Babbitt from the popular Oscar-winning 
movie Rain Man has been acknowledged 
by many non-autistic individuals as being 
a primary source of their knowledge of au-
tism, and yet, many autistics including me 
insist that he does not represent us. Many 
of the fans of the TV Series The Big Bang 
Theory and Young Sheldon have spec-
ulated whether Sheldon Cooper may be 
autistic, and autistic people I have heard 
from feel that he is, though he was nev-
er revealed as such on the show because 
the creators of the character willed it that 
way. As for Dr. Shawn Murphy, the autis-
tic main character on the TV series The 
Good Doctor, a panel of autistic adults as-
sembled by Autism Ontario who reviewed 
the show commented that actor Freddie 
Highmore's portrayal of Dr. Murphy came 
across as being a composite of his previous 
neurodivergent and neurotypical portray-

als and that "we need people on the spec-
trum to play people on the spectrum."

Raymond Babbitt, Sheldon Cooper, and 
Dr. Shawn Murphy have arguably been the 
most prominent figures in the conversation 
around autistic screen characters in recent 
years. All three are fictional, all are played 
by non-autistic actors, and all three are 
men. Finally, the tide is beginning to turn.

Meet Kaelynn Partlow, star of the hit 

Netflix docuseries Love on the Spectrum, 
an autistic woman who plays the part of 
her genuine, true self. I had the privilege 
of meeting and interviewing Partlow and 
very quickly came to understand why the 
producers of Love on the Spectrum want-
ed her on the show. Her unique personality 
attributes, vulnerabilities, openness, and 
intelligence shine through on this beau-
tiful, heart-warming reality series about 
autistic men and women who dive into the 
unpredictable world of dating, love, and 
romance, calling out society's misconcep-
tions about them and how they want to live. 
And the show is resonating: three seasons 
to date, an 8.2 out of 10 IMDb rating, and 
3 primetime Emmy awards including Out-
standing Unstructured Reality Program. 

No fictional characters, only real peo-
ple. No neurotypical actors pretending to 
be neurodivergent. Autistic individuals 
being who they are while pushing the en-
velope with respect to how non-autistic 
individuals would likely expect them to 
conduct themselves. It's a truly wonderful 
thing to behold, and Partlow helps make 
it happen.

The stigma hanging over autistic and 
neurodivergent individuals in general 
stems from societal expectations around 
socialization, communication, and behav-
ior which were not established with us in 
mind. As such, revealing one's authentic 

autistic self is, in my view, an act of un-
common courage and a success story in 
itself. Partlow (and her Love on the Spec-
trum co-stars) has elevated the virtue of 
unmasking autism to a whole new level, 
living her truth as publicly as one possi-
bly could. In doing so, she is both raising 
awareness and helping to cultivate great-
er acceptance of autism on a global scale. 
She uses her speaking engagements and 
social media platform to share who she is, 
educate the public about autism and neu-
rodiversity, and discuss what it can be like 
to live with autism from the point of view 
of somebody who actually walks in these 
shoes. Her TikTok page has garnered more 
than 10 million likes and 380,000 follow-
ers as of this writing.

Kaelynn Partlow's success story does 
not end here. As a high school student at 
a non-profit autism services organization 
in South Carolina called the Project Hope 
Foundation, she discovered her passion for 
working with kids, and as a therapist there, 
helps autistic kids develop self-acceptance, 
communication, and life skills. Project 
Hope positions her for success by matching 
her with kids who exhibit skills and chal-
lenges that are similar to her own. When 
that kind of synergy exists between an au-
tistic therapist and her autistic clientele,

see Love on the Spectrum on page 26

An Autistic Woman’s Success Story: Kaelynn Partlow, Therapist,  
Dog Trainer, and Star of the Hit Netflix Series “Love on the Spectrum”

Kaelynn Partlow
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By CommunicationFIRST Staff

Police should be the last resort.... I 
shouldn’t have to call the police if my son 
is having a meltdown. When I get up in 
the morning, I say, “Thank God he’s not 
dead,” and “Thank God I’m not dead.”

- Kerima Çevik, activist and parent of a 
nonspeaking autistic son (Sokol, 2021)

Autistic people and their loved 
ones, like Kerima Çevik, often 
worry whether today, tomor-
row, or the next will see un-

wanted contact with the legal system. Be-
ing autistic in public can be criminalized. 
Although our legal system is designed to 
develop, enforce, and secure civil rights 
for all people, too often that very system 
discriminates against, dismisses, or oth-
erwise mistreats nonspeaking autistic 
people and others with communication 
disabilities. 

One example is when law enforcement 
officers perceive autistic people to be 
“noncompliant” or under the influence 
of drugs or alcohol (Brown et al., 2022; 
CommunicationFIRST, 2023). Another 
is when autistic parents and other parents 
with disabilities are subjected to evalua-
tions by mental health professionals and 

denied custody of their children because 
of their disability (Chapter 7: The Fami-
ly Law System: Custody and Visitation, 
2015). Another is when judges terminate 
the rights of autistic adults by subjecting 
them to guardianship without considering 
less restrictive alternatives like supported 
decision making (Swadley, 2022; National 
Resource Center, 2023).

Nonspeaking autistic people, as well as 
autistic people who use both augmentative 
and alternative communication (AAC) and 
speech, experience additional hardships. 
Our speech-centric society is not yet ac-
customed to the various types of AAC that 
may be used by people with speech-related 

disabilities. Alternative forms of commu-
nication might be viewed as suspicious or 
eccentric and impact the outcomes of in-
teractions with people who use speech to 
communicate (Calton & Hall, 2021). For 
instance, an autistic person’s efforts to 
communicate with a police officer who 
is unfamiliar with AAC or other types of 
autistic communication might lead to ad-
ditional misunderstanding and result in 
the autistic person experiencing, at a mini-
mum, frustration, anxiety, and sensory dif-
ficulties (Holloway et al., 2020). But autis-
tic people’s experiences with legal system 
professionals do not have to be this neg-
ative. By examining why these misunder-

standings occur, by equipping legal system 
professionals with greater familiarity with 
the various ways people with speech dis-
abilities communicate, and by highlighting 
the communication rights nonspeaking au-
tistic people have under United States law, 
we can help reduce the barriers to justice 
that are commonplace today.

Most of the societal barriers disabled 
people experience, including within our 
legal system, are rooted in ableism -dis-
crimination and prejudice against peo-
ple with disabilities (Friedman & Owen, 
2017; Rajkumar, 2022). People with sig-
nificant speech disabilities are routinely 
abused, segregated, and denied access to 
AAC (CommunicationFIRST et al., 2021; 
Patten, 2022; Zimmerman, 2022; Kapp, 
2023). Beginning in preschool, nonspeak-
ing autistic people are almost always 
placed in segregated classrooms away 
from nondisabled students, and sometimes 
are not even taught to read or write (Open 
Society Foundations, 2018). Thus begins 
what becomes for many a lifelong denial 
of human rights (CommunicationFIRST 
et al., 2021). Many nondisabled people as-
sume that people with significant speech 
disabilities, in particular, are incapable of 
making decisions and therefore treat peo-
ple with speech disabilities like young 

see Rights and Challenges on page 28

Rights and Challenges for Autistic People with 
Communication Disabilities in the Legal System

By Maria C. McGinley, MST, JD
Founder and Partner
McGinley Law Group, LLP

The Individuals with Disabilities 
Education Act (IDEA) is the fed-
eral law that governs the educa-
tion of children with disabilities, 

including autism. Congress’ purpose in 
passing IDEA 48 years ago was to open the 
school doors for children with disabilities 
and provide them “a free appropriate ed-
ucation” (FAPE). Over the years, the law 
has been reauthorized and the case law in 
the field of special education has sought to 
further solidify and improve educational 
opportunities for children with IEPs and 
special needs. For example, in Endrew F. v. 
Douglas County School District, 137 S. Ct. 
988, the Supreme Court ruled that Individ-
ualized Education Plans (IEPs) must give 
students with disabilities more than a de 
minimus, or minimal, educational benefit. 

Some of the most notable rights under 
IDEA include:

•	 Every child with a disability is entitled to 
a Free Appropriate Public Education 
(FAPE). This includes special education 
programming, related services, supports, 
and an Individualized Education Plan 
(IEP), if eligible, that must be designed 
to meet a child’s “unique needs and pre-
pare them for further education, employ-
ment, and independent living.”

•	 The IEP is a written plan, developed 
by an IEP team (which includes the stu-
dent’s parents), that includes a student’s 
present levels of educational perfor-
mance, annual goals and objectives, pro-
gramming, services, accommodations/
modifications, and more. An IEP should 
include the strengths of a particular 
child, any concerns of parent/student and 
the specific “academic, developmental, 
and functional needs” of the student.

•	 School districts need to conduct “ap-
propriate evaluations” in all areas of 
suspected disability. Evaluations must 

be conducted by trained evaluators, uti-
lize sound materials and procedures, be 
administered on a non-discriminatory 
basis, and be geared toward planning 
for the child’s education and future in-
struction. Evaluations should include 
recommendations regarding a child’s 
eligibility and/or needs for special edu-
cation services.

•	 The Supreme Court, in Endrew F., af-
firmed that the vision and intent of IDEA 
is that children with disabilities will 
make meaningful educational benefit 
and progress in our education system, 

achieve “appropriately ambitious” objec-
tives, and “some benefit” is not enough. 

•	 Under the IDEA, a student is guaranteed 
placement in the Least Restrictive En-
vironment (LRE) possible. Therefore, 
an IEP team must explore appropriate 
alternatives to enable students to partici-
pate in the general education classroom. 

•	 Transition planning is meant to consid-
er and facilitate the student’s move from 
school to post-school activities. The 
transition planning must:

	◦ start before the student turns 16 (or 
earlier depending on your state’s reg-
ulations);

	◦ be individualized;

	◦ be based on the student’s strengths, 
preferences, and interests; and

	◦ include opportunities to develop func-
tional skills for work and community life.

•	 Procedural safeguards to help parents 
and students enforce their rights under 
federal law. Safeguards protect parental 
access to information and procedures al-
low for resolution of disagreements be-
tween parents and school districts. If dis-
agreements arise, parents have the right

see Legal Rights on page 18

Navigating the Legal Rights and Entitlements for Your Student with Autism
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By Susan Fingerle, Esq
and Tracey Spencer Walsh, Esq
Spencer Walsh Law, PLLC

Parents of children with special 
needs sometimes face a daunting 
challenge when it comes to securing 
appropriate educational services. 

Fortunately, many legal avenues exist to 
advocate for an appropriate education. One 
critical aspect that often goes unnoticed is 
the indispensable role of pendency in tuition 
reimbursement cases. In this opinion piece, 
we illuminate the significance of pendency 
and its potential to positively impact the ed-
ucation of special needs students.

Disputes between parents and school 
districts are an unfortunate and sometimes 
inevitable aspect of the education of stu-
dents with special needs. The pendency 
provisions of Federal and State law provide 
a valuable benefit to students and families 
creating security and stability, especially 
during ongoing and sometimes long-term 
differences of opinion concerning the na-
ture of a free appropriate public education 
and the services necessary to serve a stu-
dent’s unique needs.

Understanding Pendency

Pendency, known as "a stay-put provi-

sion" or "the maintenance of the current, 
or then current, educational placement," 
derives its authority from the Individuals 
with Disabilities Education Act (IDEA) 
(42 U.S.C. Section 1415 (j) Maintenance 
of current educational placement and Sec-
tion 300.518 of the Code of Federal Reg-
ulations (Child’s status during proceed-
ings)). This vital legal concept ensures 
that, during disputes or legal proceedings 

between parents and school districts, the 
child remains in the last agreed upon ed-
ucational placement until a resolution is 
reached. The concept being that at some 
point in the past the parties agreed to the 
child’s program and placement. The IDEA 
mandates that if the parents want the child 
to remain in the same program, the school 
district must provide or fund the program, 
services, and placement in that last agreed 

upon IEP while the current dispute is re-
solved. While the dispute over the school 
district’s proposed change in the program 
is ongoing, the child “stays put.” Pendency 
is a child’s statutory, automatic, and uncon-
ditional right to remain in the last agreed 
upon placement during the “pendency” of 
any litigation. The final, unappealed de-
cision of an impartial hearing officer also 
creates pendency. Pendency serves as a 
safeguard, protecting the child's education-
al rights and providing stability and conti-
nuity in their education.

Securing Pendency: 
Intrinsic Benefits

The intrinsic benefits of securing pen-
dency in tuition reimbursement cases are 
far-reaching and of utmost importance. Se-
curing pendency allows children to contin-
ue receiving their current educational ser-
vices while the legal process unfolds. This 
continuity is essential for children with 
special needs, as disruptions in their educa-
tional environment, program and services 
can significantly impact their progress and 
overall well-being.

By ensuring pendency, children are pro-
vided with stability, reducing the learning 
loss, stress, and anxiety that may arise from

see Pendency on page 30

Preserving Educational Stability: Understanding the Role of Pendency 
in Tuition Reimbursement Cases for Students with Special Needs

By Mary Ann Hughes, MBA
Special Needs Certified Divorce Coach
Special Family Transitions LLC

Divorce is complicated enough, 
but when there is a child with 
autism or other disability in-
volved, it takes things to another 

level. I should know. I unexpectedly faced 
divorce after 21 years of marriage, and it 
took incredible amounts of time, money, 
and emotional energy to get through the 
process, so I could effectively advocate for 
the needs of my kids on opposite ends of 
the autism spectrum. I did get a great result 
for my family, but I decided other families 
shouldn’t have to recreate the wheel and go 
through the efforts that I did. So, I formed 
Special Family Transitions and became a 
Special Needs Divorce Coach to help oth-
er families through this overwhelming and 
complex process.

In my professional and personal experi-
ence, I have seen common themes for rea-
sons for conflict in special needs divorce, 
which translates to additional expense and 
strife for these families, who already have 
so much on their plates.

First, parents may not agree on the 
child’s diagnosis and the extent of their 
needs. This may be due to their different 
views, experiences, and involvement with 
the child, especially if one is the primary 
caregiver and the other parent does not 
have visibility to the challenges the child 

may face when not in their presence. 
Parents may be at different stages of the 

Grief Cycle, where perhaps a parent is stuck 
in the Denial phase, and has not moved 
through the Anger, Bargaining, Depression, 
or Acceptance phases. Until the parent fi-
nally acknowledges and fully accepts the 
child and their disability, coming to agree-
ment and making plans for the child’s cur-
rent and future needs will be difficult. 

Second, one parent may not be com-
fortable with the other parent’s ability to 
address the autistic child’s needs. If the 

child has complex medical, behavioral, or 
psychological needs, one parent may wor-
ry that the other parent does not have the 
experience or knowledge to safely care for 
the child. A parent may worry about their 
autistic child’s difficulty with transitions 
and adapting to altered routines. Parents 
may be concerned about different par-
enting styles and rules in each residence, 
which may cause difficulty transitioning 
back and forth between homes. 

Third, parents may have issues com-
municating or sharing information. Even 

though some parents may prefer not to 
communicate with their soon-to-be ex-
spouse, it is important to find a method 
to provide updates about the children and 
important matters. It helps to keep emotion 
out of these communications, and respect-
fully and succinctly focus on facts, events, 
and inquiries related to the child. For vari-
ous reasons in a divorce, written documen-
tation via email or a parenting app is pre-
ferred over phone calls and text messages. 

Fourth, some parents may feel the re-
sponsibilities of taking care of the child 
are not being shared equitably. This can 
include the amount of caregiving time 
and effort one parent is providing, taking 
care of the planning and decision making 
for the child, making plans for their future 
care, as well as financial contribution.

Fifth, custody and possession concerns 
cause great strife for many families. In de-
termining how to allocate parenting time 
and possession schedules, “Standard Pos-
session Orders,” as they are called in some 
states, may not be ideal for children on 
the spectrum. It benefits all involved to be 
flexible and consider a schedule which ac-
commodates the children’s needs as well as 
the parents’ work schedules. It is also help-
ful to minimize the number of transitions 
between homes per week for the child, 
since transitions can be difficult and may 
cause anxiety for children with autism. 

Sixth, parents may not fully understand

see Resolving Conflict on page 34

Understanding and Resolving Conflict in Divorce Involving Autistic Children
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By Eileen M. Mendes,
Cathy Booth, CCC-SLP, BCBA, LABA,
Autism Care Partners,
and Ashley Williams, PhD, LABA, BCBA-D,
Learn Behavioral

Prevalence rates of autism are at an 
all-time high, and we know that 
early and intensive treatment pro-
duces the optimal outcomes for au-

tistic individuals. According to the CDC, 
“most children (85%) identified with ASD 
had concerns about their development not-
ed in the records by 3 years of age.” How-
ever, less than half (42%) received a de-
velopmental evaluation by 3 years of age, 
while 19% received evaluations between 
ages 3 and 4, and 39% of children received 
evaluations after the age of 4.

With many providers having waitlists of 
12 to 18 months or more, access to qual-
ified healthcare providers who can diag-
nose autism and access to skilled clinicians 
who can provide autism services within a 
reasonable amount of time are lacking and 
greatly reduce the opportunities for chil-
dren to access timely intervention. Increas-
ing timely access to services is paramount 
for individuals with autism. 

While there are established standards for 
access to care; state standards vary widely, 
meaning that different states have different 

criteria for determining whether individu-
als’ access is adequate. For example, some 
states may require 1 primary care provid-
er for every 100 individuals enrolled in a 
health plan whereas another state might 
require 1 primary care provider for every 
2,500 individuals enrolled in a health plan. 
There may also be standards related to how 
much travel time or how far away a pro-
vider is from a patient (time and distance). 
For example, some states may have a 30 
mile radius or 30 minute travel time for a 

patient to see their provider to be consid-
ered adequate access. Network adequacy 
standards may also differ based on the type 
of healthcare provider. If after researching 
your state specific network adequacy stan-
dards you determine that your desired pro-
vider does not have adequate availability, 
you can contact your health plan to advise 
them that they do not have an adequate net-
work of diagnosing or treating providers.

Several state and federal laws protect an 
individual’s right to access to care. The fol-

lowing laws are most applicable for care-
givers of children and adolescents with 
autism spectrum disorder:

•	 Early and Periodic Screening, Diagnos-
tic and Treatment (EPSDT)

•	 Individuals with Disabilities Education 
Act (IDEA) Part C

•	 Individuals with Disabilities Education 
Act (IDEA) Part B

•	 Section 504 of the Rehabilitation Act of 
1973

•	 Individual State Mandates

•	 Patient Protection and Affordable Care Act

•	 Mental Health Parity and Addiction Eq-
uity Act (MHPAEA)

Early and Periodic Screening,  
Diagnostic and Treatment

Early and Periodic Screening, Diagnostic 
and Treatment Benefit (EPSDT) is a federal 
law requiring services under the Medicaid 
program for “categorically” or “medically 
needy” individuals under age 21. As

see Autism Healthcare on page 29

Navigating Legal Challenges in Autism Healthcare: 
Ensuring Access to Services and Insurance Coverage

By Annie Kent, MA
Mental Health Systemic Advocate, 
Educator and Freelance Writer 

“I may have the advantage of race and 
gender. I may be able to stave off a melt-
down for a short period. I may try my 
hardest to comply and be non-threatening, 
but I’m only ever one misunderstanding 
or nervous officer away from death. And it 
may be, in any given encounter, that there’s 
nothing I can do about it.” 

- “Cassie” (personal communication)

Much has been written about 
training law enforcement 
officers to recognize and 
de-escalate situations involv-

ing people with mental health and cog-
nitive/developmental disabilities. These 
situations can escalate to violence when 
non-autistic people, with little understand-
ing, knowledge, or awareness of autistic 
differences, witness disturbing behaviors 
and call Emergency Services.

In the mid-2000s, I worked for Laura 
Sky, a documentary filmmaker in Toron-
to, Ontario, learning a lot about tragic 
encounters between people with mental 
illnesses and police. The premise of her 
documentary, Crisis Call, was, “Armed 
police should never be first responders 
to people experiencing a mental health 
crisis” (Sky). Too many people with 

psychiatric issues and/or developmental 
disabilities behave in ways others don’t 
comprehend. If police are called upon to 
intercede, the crisis may escalate - some-
times to the point of lethality.

“Since 2015, nearly a quarter of all peo-
ple killed by police officers in America 
have had a known mental illness…One of 
the many examples: the [2020] shooting of 
a distraught 13-year-old boy with an au-
tism spectrum disorder by Salt Lake City 
police after his mother called officers to 
report that her son was having ‘a mental 
breakdown’” (Treisman).

More Likely to be Victims

Like those facing a mental health cri-
sis, Colleen M. Berryessa, 2014, (as cited 
in Chiacchia, 2014) reports, “Research-
ers agree that most individuals with high 
functioning ASD are law abiding citizens 
who are more likely to be victims of crimes 
than commit crimes, but they are still sev-
en times more likely to intersect with the 
criminal justice system than individuals 
without ASD” (Berryessa, 2014).

Autistic children and adults frequently 
have co-morbid mental health issues. Au-

tistic traits may expose them to criminal 
charges due to perceived antisocial behav-
ior, inability to pick up on social cues, and 
challenges with both verbal and nonver-
bal communication (Cohen, Dickerson & 
Forbes, 2014 cited in Chiacchia, 2014).

In nearly all situations, especially those 
involving a person in crisis, responding 
officers must evaluate the scene and make 
instant decisions. According to police offi-
cers I’ve personally heard address this is-
sue, “You get very little information about 
the subject of a call from the dispatcher. 
You’re going in blind, having to weigh 
each situation against your training, expe-
rience, and potential consequences. You’re 
constantly making split second decisions.”

The decision-making process requires 
“A police officer…to describe a specific 
set of circumstances or facts that would 
lead any objectively reasonable law en-
forcement officer to suspect the individual 
is, or has been, engaged in a criminal activ-
ity” (“Reasonable Suspicion”).

Misinterpreted Traits 

Gaze aversion, literal interpretation of 
language, mutism, reduced reciprocity, 
and flat affect are interpreted by a majority 
of neurotypicals as deceptive. Behaviors 
such as stimming, rocking and pacing are 
commonly associated with perceptions of 
dishonest behavior (“Criminal Justice and

see Autism and the Law on page 32

Autism and the Law: When Trouble Comes Our Way
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By Anne Reynolds 
Senior Education Advocate 
Manes & Weinberg, LLC 
Special Needs Lawyers

What do a wheelchair, closed 
captioning on a television 
screen, and a visual schedule 
all have in common? They 

are part of an extensive list of products or 
services that enable those with disabilities 
to access activities of daily living. Like a 
wheelchair, assistive technology can pro-
vide individuals with autism assistance in 
accessing activities of daily living. Assistive 
technology can bridge the gap that these 
individuals face in those areas and improve 
their ability to be independent and a fully 
integrated member of their community. 

Assistive Technology and Autism

The American Psychiatric Association 
defines Autism Spectrum Disorder (ASD) 
as a complex developmental condition in-
volving persistent challenges with social 
communication, restricted interests, and 
repetitive behavior. The National Institute 
on Deafness and Other Communication 
Disorders further defines ASD as a devel-
opmental disability that can cause signifi-
cant social, communication, and behavior-

al challenges. The term “spectrum” refers 
to the wide range of symptoms, skills, and 
levels of impairment people with ASD 
may possess. Those who have experience 
in working with individuals with ASD or 
have loved ones with the disorder know all 
too well that the “spectrum” of deficits for 
these individuals can vary greatly. 

One of the most prevalent impairments 
for people with ASD is the inability to 
communicate effectively. They often have 

trouble developing language skills, inter-
preting nonverbal communication, and 
processing what others are saying to them. 
Assistive technology can be an invaluable 
tool to help facilitate communication for a 
person with limited communication skills. 

Assistive Technology in Schools

The federal law enacted to protect stu-
dents with disabilities, the Individuals 

with Disabilities Education Act (IDEA), 
defines an assistive technology device as 
“any item, piece of equipment, or product 
system, whether acquired commercially 
off the shelf, modify, or customized, that 
is used to increase, maintain, or improve 
functional capabilities of a child with a dis-
ability.” The IDEA further states that on a 
case-by-case basis, the use of school-pur-
chased assistive technology devices in a 
child’s home or in other settings is required 
if the child’s Individualized Education 
Program’s (IEP) Team determines that the 
child needs access to those devices in order 
to receive a free and appropriate education 
(FAPE) (Individuals with Disabilities Edu-
cation Act, 2004). In addition to the IDEA, 
the Americans with Disabilities Act (ADA) 
and Section 504 of the Rehabilitation Act 
(Section 504) provide that students with 
disabilities are entitled to access plac-
es of public accommodations, including 
schools, and are entitled to a FAPE. 

Under the IDEA, students with disabil-
ities are entitled to an IEP which includes 
access to special education and related ser-
vices. The purpose of the ADA is to ensure 
that people with disabilities are afforded 
the same rights and opportunities as every-
one else, and a 504 Plan provides accom-
modations to permit students to access 

see Assistive Technology on page 26

Enhancing Communication and Accessibility: 
Assistive Technology for Individuals with Autism

New Curriculum from page 5

and understood. To this end we’ve been 
successful; 88% of participants reported 
feeling extremely supported and included 
in our workshop. With this program, we 
want people on the autism spectrum to 
know that their desires do not have to be 
limited by society’s misconceptions about 
them; instead, they can live their lives as 
desired without judgment or fear. 

In developing the curriculum, we started 
from the inside out. Because, in our opin-
ion, loving others must be rooted in self-
love, our program begins with an extend-
ed unit on love of self so participants can 
develop their self-love authentically. We 
work on building positive habits around 
mindset and mastering negative self-talk 
through positive affirmations, and we use 
tools to help participants explore all fac-
ets of themselves including their commu-
nication styles and their visions for their 
futures. The first unit culminates in par-
ticipants sharing vision boards featuring 
images and phrases that inspire hope. We 
then move on to units focusing on relation-
ship-building within friendships because 
being able to form and maintain friendships 
is a vital component of forming meaning-
ful intimate relationships. We discussed 
the varied roles people play in our lives, 
and we explored concepts like reciprocity. 
We were also sure to discuss safety across 
the array of places where folks meet each 
other, both in real life and online. Finally, 
we explored “love languages,” aspects of 
sexuality, and expressing physical desires 
to a partner and we provided education on 
safe sex practices.

I AM is proud of its efforts towards cre-
ating an inclusive environment where all 
forms of human sexual expression can be 
accepted, respected, and understood. We 
firmly believe that everyone has the right 
to pursue meaningful relationships. We 
called the course Sex in DCity because 
we are unafraid to say the word "sex." 
Sex is not a dirty word, and we need to be 
able to discuss sex and sexuality openly. 
Service providers and other stakeholders 
initially questioned whether it was nec-
essary to call our program Sex in DCity, 
and we responded that if we are not free 
to use the word “sex,” then the program 
will not be as effective as possible. I AM 
believes everyone should have access to 
accurate information and resources when 
it comes to relationships and intimacy, 
and 77% of participants reported they are 

extremely likely to use the information 
and skills learned in the workshop in their 
personal lives. 

I AM’s goal for its Sex in DCity cur-
riculum is to make a positive difference 
in the lives of those living with autism 
spectrum disorders. Through the grant 
from OAR, we are able to make 200 cop-
ies of our curriculum guide available for 
free to organizations and individuals who 
would like to support adults with autism 
and I/DD in navigating their sexuality. We 
have set up the website iamsexindcity.org 
where interested parties can reserve their 
free copies. 

We invite you to join us in our mission of 
creating an inclusive environment so that 
all can feel free to express themselves and 
form meaningful relationships. We want 
everyone, especially adults with autism, to 

know that they do not have to be limited by 
misconceptions about them—they are ca-
pable of having fulfilling, meaningful rela-
tionships if they choose. We hope the Sex 
in DCity program will provide individuals 
with autism and I/DD with the knowledge 
and resources necessary for safe, meaning-
ful intimate relationships. Together we can 
bring about positive change and make a 
difference. 

Victoria Pettiquoi-Morgan is a Licensed 
Clinical Social Worker and Therapist who 
has been in the mental health field for over 
18 years. Victoria provides therapeutic 
services in many capacities to families, 
children, adolescents, and couples. She is 
trained in several evidenced based treat-
ment modalities and offers integrative 
mental health practices to meet the needs 
of the community through nontraditional 
approaches. Victoria’s professional jour-
ney of working with various government 
agencies at the State and County level en-
genders unique experience that supports 
her private practice; She is the owner and 
CEO of I Aspire to Be Me, LLC (I AM), a 
disability provider in Washington, DC, and 
the owner of PettiCare, LLC, a behavior-
al health support organization. She can be 
reached at vpmorgan@iaspiretobeme.org. 

Matthew Ratz is an educator and is Ex-
ecutive Director of Passion for Learning, 
Inc. He served as the primary curriculum 
consultant for the Sex in DCity pilot pro-
gram. He writes, speaks, and publishes fre-
quently across an array of topics including 
mental health advocacy, autism education, 
college readiness, and the K-12 space. He 
can be reached at mjratz@gmail.com.

Matthew Ratz, MEdVictoria Pettiquoi-Morgan, LICSW-C
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By Arlene Lechner, MEd
and Melissa Hochberg, MEd
Co-Founders and Educators
Ease Empowerment, Advocacy  
& Sexuality Education, LLC

You are enjoying your morn-
ing cup of coffee and planning 
your day. Your young adult son 
with Autism Spectrum Disor-

der (ASD) is online in his room. There’s 
a forceful knock on the door. You open 
the door and find Federal Agents on your 
doorstep. They barge in to arrest your son 
and the rest is a difficult, emotional, frus-
trating, and expensive blur. What just hap-
pened? Your son was arrested for viewing 
and possession of child pornography on 
his computer.

Many young adults with ASD are social-
ly isolated and turn to the internet to pass 
the time. Online communities are more 
accepting as they don’t require the in-per-
son stressors of reading social situations, 
facial expressions, understanding of group 
dynamics, self-regulation, dealing with 
social anxiety, and there’s less worrying 
about what people will think of them. No 
one asks your age or cares how old you 
are. There’s no need for small talk and they 
easily find groups with common interests. 
The feeling of having a friend and belong-

ing often leads to participation in an unsafe 
online community and overrides any sense 
of knowing right from wrong.

The online world is welcoming and 
dangerous. It’s as if everyone is wearing a 
mask and you don’t really know who you 
are talking to. People lie about who they 
are and those who are vulnerable, includ-
ing people with ASD, often fall prey to 
online predators. While surfing online they 
may view child pornography with the ma-
ligned guidance of their new “friends.”

An adult with ASD, who became en-

tangled in the criminal justice system, re-
vealed that he joined an online community. 
He stated it was easy to chat with the other 
guys because he was readily accepted. He 
then engaged in the group chat about child 
pornography. It was the first time he was 
accepted without judgment and felt a sense 
of belonging. Looking back, he realized 
the people leading the chat took advantage 
of his vulnerability and desire to be part of 
a group. Unfortunately, he was arrested for 
possession of child pornography. Another 
son told his parents, “There’s teacher porn, 

librarian porn and nurse porn. How was I 
supposed to know that child pornography 
is illegal?” He was also arrested after a 
knock on the door.

“The internet can be a wonderful educa-
tional tool and it can also ruin your life,” 
said Nick Dubin, a male with ASD who 
was arrested after unwittingly download-
ing child pornography on his computer. 
Nick and his family navigated the criminal 
justice system and wrote a book to help 
others avoid the same fate (Attwood, et 
al., 2014).

The lack of belonging to a peer group 
that is accepting of who they are and a lack 
of education about what pornography is le-
gal, illegal and the “why” of the illegality is 
a significant problem for people with ASD. 
This is the root cause of too many arrests 
each year of males with ASD possessing, 
collecting, and viewing child pornography 
online without intended malice.

This is an ongoing issue. The lack of in-
terpersonal relationships and social skills, 
challenges in initiating social exchanges, 
low self-esteem, naivete, loneliness, a need 
to please others even if the relationship is 
unhealthy leads to exploitation and crimes 
(Henault, 2006). 

Viewing pornography in your bedroom 
is thought to be a private activity. However,

see Dangers on page 33

The Dangers of Engaging in Child Pornography 
(and How Education Can Prevent Heartbreak)

By Denise Gackenheimer Verzella, Esq, MA
Senior Associate
Manes and Weinberg LLC,  
Special Needs Lawyers

College is a transformative period 
in a young adult's life, offering a 
platform for growth, self-discov-
ery, and academic achievement. 

However, for students on the autism spec-
trum, navigating the challenges of college 
life can be particularly overwhelming. 
College students with autism spectrum 
disorder (ASD) have a lower likelihood 
of completing their degree than either 
students with other disabilities or stu-
dents in the general population (Jackson, 
2018). Studies have shown that only 34.7% 
of young adults with ASD attend college 
(Shattuck, 2012). Of the group of students 
with ASD who attend college, only 38.8% 
will graduate (Cox, 2017). However, there 
are several steps students with ASD, their 
families, and schools can take to increase 
the likelihood of completing their degree. 

Legal Overview

Local school districts often provide stu-
dents with ASD an Individualized Edu-
cation Program (IEP) to provide special 
education and related services. The Indi-
viduals with Disabilities in Education Act 
(IDEA) provides for these supports from 
age 3 through 21, or until the student grad-

uates from high school. However, IDEA 
does not apply to post-secondary institu-
tions. Instead, students are provided with 
accommodations through a 504 Plan under 
the Americans with Disabilities Act (ADA) 
and Section 504 of the Rehabilitation Act 
(504). Unlike the IDEA, there is no man-
datory process schools must undertake to 
identify students with disabilities and pro-
vide the appropriate services. Instead, the 
student must seek out and obtain the sup-
ports they may require to be successful 
in school. However, colleges that accept 
federal financial assistance are required to 
provide equal access for students with dis-

abilities provided the requested accommo-
dations are reasonable, do not provide an 
undue administrative or financial burden on 
the institution, and do not alter the essential 
nature of the education (ADA & 504).

Applying to Schools

The transition to college starts while stu-
dents are still in high school. The college 
application process can be long and diffi-
cult. Students with ASD have the added de-
cision of whether they should disclose their 
disability during the application process. 
While colleges are prohibited by the ADA 

and 504 from discriminating against a stu-
dent due to a disability, college admissions 
are competitive, and it is understandable 
that students are concerned that the disclo-
sure of a disability could negatively impact 
their application. Nonetheless, disclosing a 
disability may help an admissions officer 
understand an unusual pattern of grades or 
discrepancy in grades versus standardized 
test scores. Whatever decision a student 
makes is personal to that student, and there 
is no right or wrong approach. 

Schools with Formal Programs for 
Students with Disabilities

Transition Programs - When researching 
schools, one option available to students 
with ASD are schools offering formal tran-
sition programs. These types of programs 
are designed to assist students with disabil-
ities develop the requisite skills necessary 
for successful completion of college, in-
cluding support with executive function-
ing, independent living and self-advocacy. 
One such program is College Steps, which 
offers academic, social, and vocational 
support for students. Although College 
Steps does not offer a traditional college 
degree, it provides a transition for students 
who may require more support prior to 
enrolling in a degree-granting program. 
Many of these programs often include a 
residential component, as well as academic

see Navigating College on page 30

Strategies for Navigating College for Students with Autism
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By Karl Wittig, PE 
Advisory Board Chair 
Aspies for Social Success (AFSS)

I am not an attorney, nor do I have any 
legal background. As such, I claim 
to have no knowledge of the law, and 
do not offer legal advice of any kind. 

What I am writing here is strictly my own 
opinion and impressions and is based en-
tirely on personal experiences and stories 
I have heard from others in the autism 
community.

During the two decades since my diagno-
sis in late 2000, I have heard many stories 
about autistics and encounters with law en-
forcement, sometimes with unpleasant and 
even tragic results. Most of these have been 
second-hand recounting, but I have person-
ally known members of the autism commu-
nity who experienced such as well.

I will begin, however, with a small inci-
dent that happened to me many years ago.

A Minor but Memorable 
Encounter with the Police

Apart from being pulled over by traffic 
police on a few occasions, which most-
ly resulted in my being let go with just a 
warning (fortunately!), I recall only one 
incident where I encountered law enforce-
ment. This long-forgotten incident, which 
happened when I was fifteen years old, 
came back to me (and quite vividly) sev-
eral years ago after attending a conference 
workshop on autism and law enforcement.

In the pursuit of my specialized interest 
in anything electrical or electronic, I would 
often walk through my New York City 
neighborhood in search of discarded tele-
visions, radios, or other electronic devices 
that were put out as garbage and which I 
would bring home, take apart, repair, and 
get to work. One afternoon, while coming 
home carrying my most recent find (an old 
phonograph), I was approached by two 
men, one of whom showed me what I rec-
ognized as a police department badge. He 
asked me about what I was carrying, and I 
explained what it was and that I had found 

it and was taking it home. “Looks suspi-
cious,” he replied to me.

In my experience, policemen always 
wore uniforms and the only ones who 
wore regular clothes were detectives on 
TV investigating murders and other se-
rious crimes – in other words, I was not 
familiar with the presence of plainclothes 
officers on street patrols, as had become 
the practice in New York at the time. I thus 
became concerned (probably from watch-
ing too much television) that these might 
really be dangerous criminals imperson-
ating police officers and can remember 
feeling very scared. As they proceeded to 
question me, I explained that I was taking 
the item home, to see how it worked and 
try to fix it. They seemed somewhat dubi-
ous until they asked me where I was going 
to school, and I told them that I went to 
a science high school that was very well-
known. At that point, they finally believed 
me and told me to go home, which I did 
(and immediately proceeded to disassem-
ble my newest treasure!).

The reason this otherwise-forgettable 
incident resurfaced after so many years is 
that it involved so many of what I now rec-
ognize as autistic issues, which would have 
been completely unknown at the time. 
First, it involved an unusual and obsessive 
special interest (discarded electronics). 
Second, there was atypical, peculiar behav-
ior on my part (looking through garbage). 
Third, I did not appreciate how my actions 
might be interpreted by others (particular-
ly the police, who might have thought that 
I stole the item). Fourth, I was perplexed 

when approached by the two officers and 
did not understand what was happening. 
Fifth, because of my apprehension (which 
police are trained to sense), they probably 
suspected that I was not being truthful. Fi-
nally, had I not been fortunate to attend a 
prestigious school, the policemen may well 
have pursued the matter further, and there is 
no telling what might have happened then.

When I think back to this experience, I 
also recall the many stories I have heard 
over the years about encounters between 
autistics and law enforcement, many of 
which did not end as happily as mine did.

Special Interest is a Powerful Motive

A famous case within the autism commu-
nity involves an adult on the spectrum who 
had an obsessive interest in trains, particu-
larly the New York City subway system and, 
at a very early age, learned how to operate a 
train. He went on to impersonate a conduc-
tor, even wearing a uniform, and then took 
over a train, while the real conductor was 
distracted, and drove it on its route. He did 
this many times and was always caught, 
serving a number of prison sentences as 
a result. Despite the consequences of his 
behavior, he was unable to control his 
compulsion. Such can be the power of an 
obsessive special interest over an autistic.

I appreciated this story because I too had 
a comparable interest in the subway system 
at around age 7, and learned every route in 
the entire system, to the point of knowing

see Tragic Encounters on page 21

Autistics, Law Enforcement, the Law, and Unfortunate and Tragic Encounters

Karl Wittig, PE

Legal Rights from page 13

to request mediation or due process hear-
ings with state-level education agencies, 
and beyond that may appeal the decision 
in state or federal court.

Parental Rights

In 2007, the Supreme Court issued a 
unanimous decision in Winkelman v. Par-
ma Cent. School Dist., 550 U.S. 516 (2007) 
affirming parental rights, underscoring the 
importance of parental involvement and 
the essential role parents play in ensuring 
that their child receives a FAPE, and con-
cluding that parents have independent, en-
forceable rights.

Some of the most notable parental rights 
under IDEA include the fact that parents 
have the right to:

•	 Receive an explanation of all procedural 
safeguards, 

•	 Confidentiality,

•	 Inspect/review their child’s educational 
records,

•	 Participate in meetings related to iden-
tification, evaluation, and placement of 
their child,

•	 Request an independent educational 
evaluation of their child,

•	 Receive parent counseling and training 

as a related service on their child’s IEP,

•	 Receive “prior written notice” on mat-
ters relating to the identification, evalua-
tion, or placement of their child, and the 
provision of FAPE to their child,

•	 Provide or deny their consent before the 
school may take certain action with re-
spect to their child,

•	 Disagree with decisions made by the 
school system on those issues, and

•	 Use the IDEA’s mechanisms for resolv-
ing disputes, complaints and appeals. 

Some Other Legal Considerations

•	 The Americans with Disabilities Act 
(ADA) protects the civil rights of people 
with disabilities. 

•	 Children with special needs may be eli-
gible for accommodations under Section 
504 of the Rehabilitation Act of 1973. 

•	 Guardianship may allow for a parent to 
continue having involvement with their 
child’s medical, financial or other as-
pects of their child’s lives. Before your 
child with autism turns 18 years of age, 
you should consider whether guardian-
ship is an appropriate consideration for 
your family.

•	 Estate planning allows your family to 
plan for the future. 

•	 You should see if your state and your 
health insurance have required cover-
age for autism-related treatments. 

Tips for Parents

•	 Learn all you can about your child’s 
needs and their diagnoses.

•	 Ask a lot of questions. Listen to answers. 
Take notes.

•	 Get extremely organized – find a meth-
od for saving and organizing documents 
and information. Save documents, corre-
spondence, and notes in real time. 

•	 Become well-versed in the laws and reg-
ulations that govern special education.

•	 If concerns or issues arise, you can dis-
agree without becoming disagreeable. 

•	 Knowledge is power. Knowing what you 
don’t know is equally as powerful. 

•	 Explore creative solutions if you are 
sensing an impasse.

•	 Get comfortable with the idea that you 
have an equal seat at the table and your 
child is relying on you to make good use 
of it. 

•	 Get to know your child’s teachers and 
therapists. Keep open lines of communi-
cation. Ask for tips and strategies. 

•	 Trust your gut. If something feels off, 
it very well may be. Voice concerns re-
spectfully. If you feel like you need ad-
vice, you should identify an advocate or 
an attorney who can help guide you. 

Individuals with autism and their fami-
lies may face a variety of legal questions 
and issues. By being informed and proac-
tive about your rights, entitlements, and the 
options available, you can help to protect 
your child and get them the resources, sup-
port, and services they need. 

Maria C. McGinley, MST, JD, is Founder 
and Partner of McGinley Law Group, LLP. 
For more information, visit mlgsped.com.

Maria C. McGinley, MST, JD
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By Veera Mookerjee, PhD, LMSW 
Founder and Director 
Resolveera - Serving Underserved 
Populations

According to Constance Baker 
Motley, the first Black woman 
elected to the New York State 
Senate in 1964, “something 

which we think is impossible now is not 
impossible in another decade.” About 
11 years back when I was graduating as 
a Doctor of Social Work, I held similar 
thoughts for the vulnerable immigrant 
communities, especially those immigrant 
community members who were and are 
also caregivers for individuals on the Au-
tism Spectrum. Over the past decade Au-
tism cases had a significant rise in num-
bers. Per a CDC report in 2021, “1 in 54 
children had been diagnosed with autism 
in 2016 compared to 1 in 150 in 2000.” Per 
a recent study “autism cases have tripled 
in the New York and New Jersey Metro-
politan area from 2000 to 2016” (Shenaou-
da et al., 2023). An article in the New York 
Times on March 23rd, 2023, claimed that 
“in 2020, an estimated one in 36 8-year-
olds had autism, up from one in 44 in 
2018.” All the increases in autism cases 
have been reported from immigrant com-
munities and communities of color. Hence, 
a vulnerable section of the population is 
even more vulnerable when it comes to a 

disability diagnosis for the younger gener-
ation. In addition to this, during the pre-
vious administration, it should be noted 
that many immigrant families made the 
decision to forgo autism services for their 
documented citizen children because the 
parents were not documented.

In 2012, my thesis recommended op-
tions for needs assessments for the caregiv-
ers and identifying their problems in their 
own words, development of new accessi-
ble services, and professional development 

through staff training. I am aware that, 
in NYC, a South Asian non-profit called 
Autism Society Habilitation Organization 
(ASHO) had conducted a needs assessment 
for the Bangladeshi immigrants who were 
caregivers to individuals with Autism, but 
even though the data was published and 
shared with local politicians, lack of fund-
ing prevented the program recommenda-
tion from hitting the runway. According to 
ASHO Executive Director, Rubaiya Rah-
man, unaddressed needs of the immigrant 

population around ASD services will be a 
“Tsunami problem” in near future. 

This article is being written with the aim 
of focusing on the challenges of immi-
grant community members when they face 
the stressors of a child being diagnosed, 
or even misdiagnosed, with an Autism 
Spectrum Disorder. The article will high-
light the unaddressed needs in the form 
of late or missed diagnosis, of the lack of 
service efficacy and lack of adequate and 
accessible resources. In my career span of 
nearly 20 years, I have spent the past 11 
years working for and with the immigrant 
population in New York State. As a Mental 
Health therapist and a private consultant, I 
have come across multiple examples sug-
gesting immigration challenges around au-
tism diagnosis. I will share case examples 
that focus on the unaddressed challenges 
that immigrant community members face 
in NY, which is a sanctuary state, and 
where, regardless of the immigration status 
of families, no child is left behind. Howev-
er, due to medical and other professional 
malpractice, immigrant community mem-
bers often find themselves at a loss. 

To prepare for this article the author 
picked 3 families from diverse immigrant 
communities that have faced significant 
challenges with an autism diagnosis and 
from being in an immigrant community. 
One such parent mentioned earlier in this 

see Immigrant Families on page 31

The Invisible Struggle: Autism Diagnosis in Immigrant Families

By Caitlin Sweetapple, EdD
Director of Research
Shrub Oak International School 

S
ection 1412(a)(5) of the Individu-
als with Disabilities Act (IDEA) 
outlines regulations regarding 
the least restrictive environment 

(LRE). The statute states:

To the maximum extent appropriate, chil-
dren with disabilities, including children 
in public or private institutions or other 
care facilities, are educated with children 
who are not disabled, and special classes, 
separate schooling, or other removal of 
children with disabilities from the regular 
educational environment occurs only when 
the nature or severity of the disability of 
a child is such that education in regular 
classes with the use of supplementary aids 
and services cannot be achieved satisfacto-
rily (IDEA, 2019). 

I challenge you to think about what the 
“regular educational environment” pro-
vides for our autistic students. The term 
restrictive is used to describe the level of 
support a student receives from a program-
matic perspective. In my professional ex-
perience, restrictive, as defined by IDEA, 
is sometimes most appropriate for autistic 

students to master educational goals, make 
meaningful progress, and continue towards 
increased quality of life in a student’s post 
school-aged years. 

It was noted over a decade ago that the 
language used by IDEA was vague and 
provided no direction to placement teams 
working with students with disabilities 
(Alquraini, 2013); however, changes have 
yet to be made to provide clear direction 

to professionals. In my professional opin-
ion, perceptual research is critical to under-
stand how the LRE has impacted autistic 
students. To truly create effective change 
in policy, lawmakers must hear the voic-
es of those who attend school in a least 
restrictive environment to understand the 
efficacy of this policy. 

Though Section 1412(a)(5) of the IDEA 
is well intentioned, I argue the objectives 
are no longer relevant for our autistic stu-
dents and students with disabilities in gen-
eral. The statute is worded as if education 
is binary in nature, when informed profes-
sionals in autism education know diversifi-
cation and individualization within special 
education is critical for autistic students to 
be successful in school. Simply put, our 
general educational system in the United 
States is not well prepared to educate au-
tistic minds, and often, the restrictive en-
vironment is. 

So, what’s next? Firstly, autistic voic-
es should inform any educational policy. 
IDEA reform is needed, and quickly, uti-
lizing the experiences of autistic students 
in the least restrictive environment. It's 
critical to understand the impact educa-
tional environments have on autistic stu-
dents’ trajectory post school-aged years 
to inform policy. Secondly, once initial 
reform is complete, school leaders should 
be trained in implementation to ensure un-

derstanding and consistency at placement 
meetings. Lastly, ongoing review of spe-
cial education policy is imperative to en-
sure pertinent programming is implement-
ed. The next steps do not come without 
challenges and perseverance, yet they are 
critical in the fight for educational justice 
for autistic students.

Dr. Caitlin Sweetapple is the Director 
of Research at Shrub Oak International 
School (SOIS), a private, coeducational, 
therapeutic day and boarding school for 
students ages 8-30 on the autism spectrum 
who face complex challenges. The mission 
of the research department at SOIS is to 
conduct and publish cutting edge, novel re-
search in the field of autism education. For 
more information, please contact Dr. Swee-
tapple at csweetapple@shruboak.org. 
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By Dana D’Ambrosio, MS, BCBA, LBA
Director of Clinical Development
RethinkFutures, a RethinkFirst Company

As the prevalence of autism 
spectrum disorder (ASD) con-
tinues to rise, parents of chil-
dren with autism face signifi-

cant challenges in obtaining high-quality 
and appropriate care and services. De-
lays in diagnosis, waitlists for treatment, 
shortage of available providers, high staff 
turnover, and a lack of standardized out-
comes are prevalent across the country. 
When one or more of these barriers exist, 
long-term progress is negatively affected 
(CDC, 2021).

One approach to addressing these chal-
lenges is value-based care (VBC). VBC 
emphasizes quality care over quantity of 
care and encourages cost-effective care 
management. 

In this article, we explore:

•	 what VBC means for parents of children 
with autism; 

•	 how VBC affects current providers;

•	 how VBC improves service quality; 
and

•	 how providers are measured based on 
outcomes. 

What is Value-Based Care (VBC)?

In the current healthcare system, pro-
viders are often paid based on the number 
of services or service hours they provide, 
regardless of the quality of care they de-
liver. This fee-for-service model encour-
ages high utilization because providers 
are financially incentivized to perform 
more procedures and services as more 
services translate into more revenue. This 
can lead to overuse of healthcare services, 
as providers may be motivated to perform 
unnecessary tests, procedures, or treat-

ments, even if they are not beneficial for 
the patient. Fee-for-service systems are 
designed to incentivize overuse of health-
care services leading to higher than neces-
sary costs. VBC, on the other hand, pays 
providers based on the quality of services 
they provide as tied to patient outcomes. 
Typically, this is determined through var-
ious measures around cost-effectiveness 
and key quality indicators. In short, the 
conversation focuses on outcomes, not 
hours. By shifting the focus from volume 
to value, health plans and providers can 
bridge gaps in the treatment quality of Ap-
plied Behavior Analysis (ABA) services 
for autism.

How Does VBC Affect My 
Current Services and Provider?

VBC will significantly impact the ser-
vices you receive for the better! The goal 
of VBC is for your providers to be reim-
bursed based on how well they provide ser-
vices and how much their clients improve. 
This allows providers to focus less on max-
imizing the hours they spend with clients 
and more on what they are doing with the 

hours they have. 
Relatedly, over 60% of Board Certified 

Behavior Analysts (BCBA) and Board 
Certified Assistant Behavior Analysts 
(BCaBA) experience moderate to high lev-
els of burnout due to exhaustion and loss 
of enthusiasm for work associated with 
the fee-for-service model (Plantiveau et 
al., 2018). By holding providers account-
able to value, providers are better able to 
choose appropriate goals, tailor individ-
ual care, and observe measurable patient 
gains, giving them greater flexibility to 
deliver the right care at the right time (The 
Commonwealth Fund, 2023). As a result, 
providers can reconnect to their passion 
as healers, reclaim professional autonomy, 
and are empowered to maximize their clin-
ical judgement (Tiesburg et al., 2020).

How Does VBC Affect the 
Quality of ABA Services?

Value-based care is applied in ABA ther-
apy to increase access to care, reduce costs, 
and improve outcomes for children with 
autism. One way to apply VBC in ABA 
therapy is to prioritize early intervention. 

Research has shown that early intervention 
can significantly improve outcomes for 
children with ASD, reducing the need for 
more intensive interventions later in life. 
By prioritizing early intervention, ABA 
therapy can be used to improve adaptive 
behavior, IQ (intelligence quotient) scores, 
and language skills, reducing the need for 
costly interventions into adulthood (Cuci-
notta et al., 2022).

Furthermore, coordination of care across 
treatment professionals reduces duplica-
tion of care and improves monitoring of 
medication effectiveness and behavioral 
side effects. Many individuals with ASD 
receive services from speech-language pa-
thologists, occupational therapists, phys-
ical therapists, medication managers, and 
behavioral health providers. Coordinating 
care allows treatment professionals to car-
ryover skills and goals across different set-
tings which improves treatment outcomes 
by aiding in skill generalization and main-
tenance (Fulceri et al., 2023).

Throughout the treatment journey, con-
sistently measuring progress also allows 
treatment professionals to predict long-
term outcomes based on how the individ-
ual is progressing across all areas of their 
life. In so doing, treatment professionals 
can intervene early with additional case 
management, referrals, and resources 
where needed as significant barriers arise. 
This approach allows for each individual’s 
overall healthcare to be managed accord-
ing to their specific needs and with a focus 
on long-term outcomes.

How Will VBC Affect Parents?

Improved outcomes: By providing parent 
training in ABA techniques, parents can 
learn how to help their children engage in 
positive behaviors and reduce challenging 
behaviors. Such continuity of care across 
the child’s day leads to improved commu-
nication skills, improved social skills, and 
fewer challenging behaviors as well as 

see Value-Based Care on page 22

The Promise of Quality ABA: What Value-Based Care Means for Families

Power of the IEP from page 8

Having clarity and agreement within the 
IEP document is critical for not only en-
suring that school districts are accountable 
for delivering needed services but also that 
the goals and services are understood by 
the parents. 

Parents should remember that they are 
their child’s biggest advocate. Parents 
should stay informed, document every-
thing, and be persistent! While IEPs are le-
gally binding documents, identifying that 
the school may been non-compliant with 
the IEP does not automatically mean the 
family has met burden of proof (traditional 
burden of proof falls on the parent to show 
that an IEP has been deficient in some 
way) in court for a due process hearing and 
that their child will receive compensatory 
education. 

There are many constructive steps par-
ents can take when they believe their child’s 
IEP is not being following including:

•	 keeping factual and professional docu-
mentation of what is happening or not 
happening

•	 requesting an IEP meeting with the IEP 
team

•	 talking to school administrators

•	 finding an educational advocate or advo-
cacy group

•	 filing a complaint with the Department 
of Education or with the Office of Civil 
Rights

•	 consulting with an attorney

•	 calling on local and state politicians to help

While not every step listed is necessarily 
needed, parents do have resources avail-
able to help them navigate IEP non-com-
pliance issues.

It’s important for parents to fully under-
stand that the best outcomes for their child 
will come from collaborative team efforts. 
The IEP process does not need to be liti-
gious for quality support and services to 
be implemented, and IEP issues can usu-
ally be resolved outside of the court room. 
Having a strong relationship with your 
child’s school team and keeping lines of 
communication open and transparent will 
go a long way to developing a beneficial 
plan that all team members feel comfort-
able with.

IEP Improvement Opportunities

It would be beneficial for Board Cer-
tified Behavior Analysts to play an ac-
tive role in the Child Study Team to sup-
port-placement of students to meet the 
goals of the child’s IEP as well as to assist 
in determining fading protocols and pro-
cesses documenting benchmarks that are 
achieved. They can assist in determining 

clinical need for behavior support, social 
skill support or general support for learn-
ing readiness skills that may still be emerg-
ing for students. Applied Behavior Analy-
sis goes beyond being a specific service for 
students clinically diagnosed with Autism. 
ABA is a science that helps effect mean-
ingful behavior changes across domains 
for various types of learners. ABA also 
pairs well with counseling, physical ther-
apy, and speech and occupational related 
services. At the end of the day, a cohesive 
treatment team is needed to guide the tar-
geted progress for a student.

Ellen D’Amato, PhD, is School Pyschol-
ogist, Zakkiyyah Sally, MEd, MA, is Vice 
Principal, Kathleen McCarthy Gorski, 
MEd. Adm, MAT, is Principal, Georgia 
Efthimiou, MA, BCBA, is Northern NJ 
Regional Director, Kristen Daneker, MS, 
BCBA, is Director of Quality & Outcomes, 
and Howard Savin, PhD, is Clinical Advi-
sor at First Children Services.
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By Tracey Spencer Walsh, Esq.
Spencer Walsh Law, PLLC

Tracey Spencer Walsh is the Found-
er and Chief Litigation Strategist 
of Spencer Walsh Law, PLLC and 
is also the creator and host of the 

podcast, “It’s Special.” “It’s Special” takes a 
vast amount of information in the realm of 
special needs - sometimes too overwhelm-
ing to sift through on one’s own - and breaks 
it down into bite-size, easily understand-
able, and relatable pieces for all to enjoy.

Over her last 25 years in the legal in-
dustry, Tracey has learned the litigation 
ropes in New York City “big law” law 
firms, honed her skills, and found success 
in Federal Courts litigating IDEA cases in 
her own practice; assisting families with 
special needs children to get the education 
they need and deserve.

Her passion for Special Education Law 
stems from her own personal connection 
to the field, having family members with 
autism and ADHD, allowing her to truly 
understand the struggles families experi-
ence. Tracey has dedicated her career to 
sharpening her vast expertise and success-
fully representing hundreds of families 
with children with autism, ADHD, mental 
health challenges, and a variety of learning 
disabilities. For her, there is nothing better 
than making a difference in a child’s life 
and helping families in need.

Dr. Cecelia McCarton, a developmental 
pediatrician, was a featured guest on the “It’s 
Special” podcast. In 1998, Dr. McCarton 
founded the McCarton Center for Develop-
mental Pediatrics, a diagnostic and treatment 
center dedicated to childhood developmental 
disorders. She is also the Founder and Exec-
utive Director of The McCarton Foundation 
for Children with Developmental Disabili-
ties, The McCarton School for children with 
autism, and the Children’s Academy for 
children with speech and language delays. 
Dr. McCarton serves as a Diplomat of the 

American Board of Pediatrics (1988) and is 
a member of many professional societies, 
including the American Academy of Pedi-
atrics, the Society for Behavioral Pediatrics, 
Society for Research in Child Development, 
the International Neuropsychology Society, 
and the American Academy for Cerebral 
Palsy and Developmental Medicine. A New 
York City native, Dr. McCarton received 
her BA from the college of New Rochelle 
and her Medical Degree from the Albert 
Einstein College of Medicine.

During Dr. McCarton’s episode of “It’s 
Special,” Dr. McCarton and Tracey discuss: 
The criticalness of early intervention for 
children with autism;

•	 How, culturally, people are more accept-
ing of various paths to development and 
how that may push autism diagnoses un-
der the radar;

•	 The growing recognition of the preva-
lence of autism along with the tension 
surrounding whether autism is being 
overly diagnosed;

•	 Why singing “Happy Birthday” may be a 
painful experience for a child with autism;

•	 The impact that the COVID-19 pan-
demic has had on children with special 
needs; and much more.

•	 How “dysregulated” behaviors can be a 
form of self-protection;

This episode of “It’s Special” illumi-
nates how autism is a puzzle that has not 
yet been pieced together. But, despite all 
of the unknown that still surrounds the 
diagnosis of autism, Tracey and Dr. Mc-
Carton - two professionals exceptionally 
well-versed in the field of autism - discuss 
the ever-evolving autism diagnosis and the 
future of autism interventions.

For more information, please contact 
Tracey at itsspecialpodcast@gmail.com 
and visit www.itsspecialpodcast.com.

“It’s Special” Podcast with Tracey Spencer Walsh, Esq. and Cecelia McCarton, MD

Tragic Encounters from page 18

all the rail tracks for those that I rode regu-
larly. I have found that this is a very com-
mon interest for autistics who grow up in 
New York.

What is disturbing, however, is that, 
after years of ineffective legal representa-
tion, one of his attorneys attempted to use 
Asperger Syndrome as a mitigating fac-
tor, and the judge refused to accept it. At 
the time, there was little public awareness 
about the autism spectrum, and it was often 
not taken seriously.

This is certainly an example of the law 
lagging behind the current state of scientific 
and, in this case, neuropsychological knowl-
edge. Comparable cases have involved a 
number of hackers (often on the spectrum) 
who cannot control their impulses to infil-
trate computer systems and networks.

A Tragic but Common Story

One kind of incident that I have heard 
about on many occasions involves a young 
person on the autism spectrum being ap-
proached by “friends” who invite them to 
a party or social event, or simply say that 

they want to be friends with them. As a 
condition, however, they are asked to de-
liver a package, the contents of which they 
need not be concerned with (or else are 
misrepresented), to a specified location. 
Needless to say, the package contains ille-
gal drugs or other contraband.

If the autistic is caught by police while 
delivering the package, they will be arrest-
ed and charged with a very serious crime 
that can result in years of imprisonment. If 
unable to prove that they had no knowledge 
of the contents (which is often difficult to 
do, since there can be a legal presumption 
of intent), they are usually convicted, or 
forced to plea-bargain, and sometimes sen-
tenced to a harsh prison term. Many autis-
tics, who cannot understand the social dy-
namics of the prison environment, let alone 
deal with them, will not be able to survive 
such an experience.

What I find remarkable about these sto-
ries is that, in nearly every case, the in-
ducement is the prospect of friendship or 
social inclusion and not of financial gain as 
would usually be in such a situation. Also, 
the perpetrators readily identify victims 
that are susceptible to this, even though 
they do not know that they are on the au-

tism spectrum and, for that matter, may 
not have even heard of autism (this would 
certainly have been the case until recently). 
Still, they are somehow able to recognize 
those who can be so exploited.

This is another example of the law lag-
ging behind the current state of knowledge 
about the autism spectrum, its challenges, 
and its deficits.

Another Tragic But Common Story

The ubiquitousness of the internet, along 
with proliferation of websites displaying 
just about any kind of dubious content, 
created conditions which have resulted 
in a disturbing number of autistics being 
prosecuted for serious crimes. Websites 
concerning terrorism, explosives, weap-
ons, criminal activities, etc. are now com-
monplace and can attract the attention of 
autistics who, for whatever reason, devel-
op an interest in such things, even though 
they have no intention of doing any actual 
harm. Some of the most tragic cases, how-
ever, involve illicit pornography.

Autistics famously have difficulty find-
ing friendships and social inclusion, let 
alone romantic and sexual relationships. 

Consequently, they can easily develop an 
excessive fascination with pornography 
that goes beyond the typical interest of 
early adolescents. Since the advent of the 
internet made every kind of pornography 
readily available on one’s computer screen, 
it can easily be accessed with nothing more 
than a few keystrokes.

The possession of certain types of por-
nography, particularly those involving un-
derage subjects, has been made illegal by 
the U.S. Congress. At the time these laws 
were passed, pornography was distributed 
via physical media (print, film, video, etc.) 
and, as such, its acquisition required de-
liberate effort on the part of the individual 
(e.g., physically purchasing or ordering). 
Distribution over the internet was not com-
mon (if it even existed) at the time, so the 
laws did not take it into account.

Not long afterwards, however, online 
distribution became the predominant 
means of consuming pornography, illicit 
and otherwise. An autistic person with an 
interest in such could easily view and even 
download any such material. If they came 
across an illicit website, they would treat

see Tragic Encounters on page 24
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Melmark Interview from page 6

We're seeing that across the United States 
and I think, certainly pre-pandemic, we saw 
these staffing trends where the workforce 
was increasingly becoming smaller and 
smaller. If you think about the demograph-
ic of the United States, we have so many 
people aging who will actually require 
people from the care community to take 
care of them. The bucket of people coming 
into college is dramatically smaller. Some 
of us knew this demographic data before 
the pandemic that we're going to hit six to 
eight years of very difficult demographics 
in terms of people graduating from college 
to work in the care industry. I think one of 
the things we're concerned about is that we 
don't value our care employees. 

During the pandemic across the United 
States, we heard that the care workers were 
all heroes. But we work across states, and 
they didn't seem to be heroes when the bud-
gets came out. They are some of the lowest 
paid employees in the United States. You 
can make more making coffee at Dunkin 
Donuts or Wawa than you do working in a 
direct care position. Again, I think it comes 
back to an advocacy community and work-
ing towards getting better funding. For us, 
it means trying to make our administration 
as lean as possible to make sure as much 
funding goes to point of care salaries. In 
addition to that, we do a significant amount 

of fundraising, quite frankly, and pay our 
staff more than what the state pays us. In 
one of our states, we have a gap of every 
dollar of services we provide, we lose sev-
en to eight cents on the dollar because we 
pay our staff more. And we refuse to not do 
that because we want the quality of care. In 
the short staffing, we've built such strong 
infrastructure with direct personnel super-
vision, then another level above that, all of 
those staff fall into direct care roles when 
we're short staffed. If we did not have those 
roles, there is no way we could sustain the 
organization's quality. And in addition to 
which, because turnover continues to be 
so high in this area, those people are also 
our trainers. So, they're doing side-by-side 
training at the point of care, and that's help-
ing us maintain our quality of service. 

David: This is an issue everyone is facing, 
and it sounds like you're doing a lot to re-
ally support your staff. It is clear that you 
are an important voice beyond Melmark 
and you are leading the charge for change 
across the country for legislative action. 
What are the challenges you are facing in 
your role as a legislative advocate? 

Rita: I think the understanding of the wide 
spectrum of autism services in terms of 
how we compare, for example, in the care 
community where everybody is competing 
for staff, childcare, elder care, school in-

structional assistance, those kinds of things 
– we’re competing. But Melmark serves a 
higher acuity population that really needs 
technical supports to get their best out-
comes. We actually had a legislative panel 
in Pennsylvania last week. And one of the 
set of senators said, “Well, childcare work-
ers have the same issue.” And I respond-
ed, “Oh, no, no, no. Serving a 16-year-old 
who's struggling with toileting, maybe ag-
gression, self-injury, and communication, 
is not the same as managing a six-year-old 
who's having a temper tantrum.” And the 
skillset needed of that staff has to be differ-
ent, and that's not disrespecting child chil-
dren who have childcare. But I think the 
reality is, there is a difference in different 
levels in the care community, and we need 
to recognize that better. We're trying to train 
or teach legislators that the population we 
serve is often hidden because they do have 
such high support needs. It's not someone 
who's going to be on TV playing the piano. 
It's not someone who's going to be at the 
very high end of an individual with autism 
or an autistic individual.  So we have to 
then retrain and ask them to come tour Mel-
mark facilities - come see our individuals 
and talk to their families. It's really about 
educating the nature of the spectrum. And I 
think sometimes for those individuals who 
cannot speak, voices are getting lost. I think 
that often their families or their guardians 
are elbow to elbow with them making sure 

they're okay every single day, and they al-
most have fatigue about advocacy because 
they're just trying to get through the next 
day. I think the challenge for us is the edu-
cation of the wide range and needs of indi-
viduals and what the workforce also has to 
reflect that range and those needs.

David: Absolutely. How about we switch 
gears and talk about COVID. You men-
tioned earlier that you successfully led 
Melmark through the COVID pandemic by 
maintaining the delivery of services while 
prioritizing the safety of both your clients 
and staff. Where does your drive and resil-
iency come from?

Rita: That's a good question because I 
would say COVID tested me both personal-
ly and professionally in ways I could never 
have imagined. On March 14th, 2020, the 
governors announced the pandemic pro-
cedures and closing of many, many busi-
nesses. My mother died of COVID, and I 
was on the job about an hour after I buried 
her, begging staff to stay on the job. Even 
during the weeks leading up to COVID, I 
knew I couldn't give my family the time I 
needed to give them because I was respon-
sible for almost 1,000 individuals with very 
vulnerable issues and that we were going to 
quickly have to pivot from a long-term care

see Melmark Interview on page 33

Value-Based Care from page 20

Reduced costs: By providing parent train-
ing in ABA techniques, parents learn how 
to implement behavior modification tech-
niques at home. This reduces the need for 
expensive in-person ABA therapy sessions 
and can lead to cost savings for families 
and the healthcare system while maintain-
ing positive treatment outcomes. 

Patient-centered care: Value-based care 
emphasizes the importance of patient-cen-
tered care, which involves empowering 
patients and their families to be active par-
ticipants in their care. By receiving parent 
training utilizing ABA techniques, parents 
learn how to be active participants in their 
child's therapy and can work collabora-
tively with healthcare providers to achieve 
the best possible outcomes for their child. 
Furthermore, VBC enables parents to ob-
tain resources and advocacy such as for 
individualized education programs (IEPs), 
financial and public health resources, re-
spite care, and other services. This holistic 
care approach has been demonstrated to 
improve care and outcomes for children, 
especially those in underserved and un-
der-resourced communities. 

What Will My Provider Be Measured On?

BCBAs who provide ABA services may 
be measured on several outcomes for val-
ue-based care contracts. These outcomes 
typically focus on improving patient out-
comes while reducing costs.

Patient outcomes: Improvements in com-

munication skills, social skills, and reduc-
tions in problem behaviors are measured 
using standardized assessment tools or 
through direct observation of the patient's 
behavior as reported by the provider.

Cost savings: Reduction of healthcare costs 
associated with treating patients is achieved 
through interventions that reduce the need for 
costly medical interventions or improve the 
patient's ability to function in their daily life.

Treatment adherence: Measuring the abil-
ity of BCBAs to adhere to evidence-based 
ABA treatment plans that have been shown 
to be effective in improving patient out-
comes is achieved through regular monitor-
ing of treatment progress and the BCBAs 
adjustment of treatment plans as needed.

Patient satisfaction: Patient and family 
surveys or direct feedback enable mea-
surement of patient and family satisfaction 
with the ABA services, access to care and 
overall care experience. 

VBC enables providers to focus more 
on delivering high quality treatment, im-
proving outcomes, reducing care costs, 
and prioritizing empowerment of patients 
and families. With appropriate measures 
in place, VBC is the future model for pay-
ment of ABA services. 

Dana D’Ambrosio, MS, BCBA, LBA, is 
Director of Clinical Development at Re-
thinkFutures, a RethinkFirst Company.
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Inclusive Work from page 9

accessibility like high garden beds, use of 
electric or small hand tools which are light-
er in weight than gas-powered or larger 
gardening tools, and job carving to assure 
assignments match the physical capacity 
and strengths of the participant. In addi-
tion, urban farmers assist with virtual or 
in-person training workshops or perform 
tasks requiring less dexterity. Non-physi-
cal accommodations include job coaching 
(as an accommodation allowing gardeners 
to fully engage in competitive employ-
ment, whether with job task analysis or 
modification, or training through cues, 
prompts, modeling, self-instruction or ad-
ditional methods); and advocacy around 
S:US’ policy (such as providing language 
supports, delivering in-person or virtual 
corporate training and policy communica-
tions, liaising with administrative support 
departments and/or Human Resources to 
overcome technical barriers in completing 
timesheets, adjusting personnel informa-
tion, addressing payroll issues, obtaining 
employment records, or other related areas 
where extra support is needed). Each par-
ticipant with a disability, whether an em-
ployee or a volunteer, is provided with job 
carving so that their responsibilities match 
their capacities and goals to grow as a gar-
dener, or tailoring so that their strengths 
are in line with the tasks that are needed to 
be completed.

Valerie, a person supported by S:US’ day 
habilitation program in Brooklyn, NY and 
who has an intellectual/developmental dis-
ability (I/DD), began as an Urban Farms 
volunteer and now works as an urban 
farmer. Valerie loves helping to grow veg-
etables and also cleans garden beds, prunes 
dead branches, adds mulch to trees to pro-
tect them from storms, helps make tables 
and benches, and works at an S:US Urban 
Farms booth at a local farmer’s market. 
Due to having sore knees and using a rolla-
tor to assist her in walking, Valerie cannot 
bend a lot and stand for an extended period 
of time. Part of her job carving includes 
mobility supports allowing her to sit when 
needed, reducing, or limiting her bending, 
and working with raised garden beds. Val-
erie shared “…I like everything about my 
job except I don’t like weeding because it’s 
tough on my knees. But I like all the oth-
er parts. Working in the gardens motivates 
me; it keeps my spirits up, keeps me calm, 
and gives me ease because I am outside 
in nature.” Through her work with S:US’ 
Urban Farms, Valerie embodies biophil-
ia, a desire or tendency to commune with 
nature. According to authors Bjøn Grinde 
and Grete Grindal Patil in the article “Bio-
philia: Does Visual Contact with Nature 
Impact on Health and Well-Being?” stud-
ies have shown that “…Nature can be ben-
eficial for human health and well-being… 
More specifically, contact with Nature has 
been reported to have psychological bene-
fits by reducing stress, improving attention 
by having a positive effect on mental res-
toration, and by coping with attention defi-
cits.”4 Michael Hollis and his urban farms 
team provide staff and volunteers with op-
portunities to connect with nature regular-
ly, which strengthens a sense of biophilia, 
decreases stress, and cultivates a holistic 
work environment.

Angelo, a person supported by S:US’ 
day habilitation program in Brooklyn, 
NY and who has a disability, works with 
S:US’ Urban Farms one day per week. Be-
cause he has challenges with his short-term 

memory caused by his disability, Angelo 
works between 2-2 ½ hours per shift and 
is accompanied by his Job Coach, Andrea. 
The job is tailored to Angelo’s needs by 
maintaining a shorter shift, including An-
drea working alongside him in the garden 
to provide verbal prompts when he forgets 
something, plus breaking his tasks down 
into smaller steps to promote ease. An-
gelo comes from a long line of gardeners 
since his father, uncle, and grandfather 
cultivated their backyards and he helped 
them grow tomatoes, cucumbers, basil, 
and mint. Angelo shared, “…I like being 
outside in the garden with the sun and the 
wind. I don’t have a lot of patience so it 
helps me to work for a short period and I 
like that we (Andrea and I) do the work to-
gether. I like the job.” Wilfredo Ila, S:US’ 
Urban Farms Coordinator, reminds staff to 
weave in compassion, provide breaks, and 
change the conversation topic when need-
ed due to Angelo’s low level of patience, to 
provide support and help him achieve his 
gardening tasks. All of these steps exem-
plify job tailoring for Angelo which helps 
him be productive, remain focused, and re-
laxed while working. 

For Wilfredo, who is both an S:US’ Ur-
ban Farms Coordinator and, at times, a Job 
Coach, it is important to him to provide 
a rich, engaging work experience for the 
farmers and volunteers; it is more about 
the experience they have when working in 
the gardens than how many pounds of pro-
duce or honey they help cultivate. Wilfredo 
and his colleagues always treat all of the 
gardeners, whether they are staff or vol-
unteers and no matter what abilities they 
may have, with respect and kindness and 
provide good training with an emphasis on 
safety for them to follow security proto-
cols. Some farmers use power tools to help 
build or repair garden beds while others 
care for the beehives to cultivate honey. All 
of the gardeners are proud of their work 
and this is more than a job to them. Wilfre-
do explained, “The key is how we impact 
their lives and how they change and grow. 
We give them training to enable them to 
have new experiences, develop as garden-
ers, and more importantly as people. They 
are proud of their work and it gives them a 
purpose and meaning to keep going.” 

S:US’ Urban Farms would like people 
with disabilities to develop transferable 
skills to hone their ability to articulate 
their wants and needs, not only regarding 

their job tasks in the garden but also in 
all areas of their lives in order to become 
stronger self-advocates. S:US’ day habili-
tation services also partner with the urban 
farms team and job coaches in working 
together to prepare people with I/DD who 
desire to work, obtain a job, and main-
tain employment. Skills such as punctu-
ality, building and writing a resume, and 
reviewing appropriate attire to look pro-
fessional for job interviews are all taught, 
along with practicing and building upon 
communication techniques to foster con-
nection once employed.

Rauly started as a volunteer at S:US’ 
Urban Farms seven years ago, attends 
an S:US day habilitation program in the 
Bronx, NY, primarily speaks Spanish, and 
has an I/DD. From growing up on a farm 
in the Dominican Republic, he honed his 
love of the natural world. Over time, he 
has participated in trainings, has grown 
enormously in his farming skills, operates 
power tools and equipment, works well 
with the other volunteers, and likes to take 
on new challenges to deepen his skills. 
According to his job coach, Rauly is very 
independent and intelligent. He has grown 
in his English language skills too, and due 
to training provided by both his job coach 
and his day hab staff, has learned to trav-
el independently to other boroughs for his 
job. As Rauly shared, “Work has been a 
challenge and I meet the challenges. I fell 
in love with garden beds – to build and re-
pair them – and carpentry; I get to know 
the soil and I love it. There are different 
types of soil and it is good to know which 
ones are good for which crops to help them 
grow. Now I even grow my own herbs and 
vegetables at home in my own garden bed. 
I love nature. It helps me feel so happy and 
free, it releases stress and helps me feel 
calm or calmer when I am in the gardens 
doing this work.” His Job Coach Wilfredo 
shared, “Before working in the gardens, 
Rauly never thought of traveling alone in 
his community or in New York City via the 
subway. The training that we provide has 
been so impactful on his life. Now he trav-
els alone comfortably and has grown in his 
confidence and English language skills.” 

The positive impact of being in the gar-
dens is a common theme in Rauly’s ex-
perience along with other gardeners and 
volunteers. The environmental psychol-
ogist Judith Heerwagen, who has studied 
workplaces remarked, “Biophilia is just 

exploding…People are happier when they 
are in a natural environment.”5 Studies 
have shown that movement in nature has 
been “…associated with decreases in ten-
sion, confusion, anger, and depression, and 
a perceived increase in energy and feelings 
of positive engagement.”6 Working alone, 
with a job coach or among a team, the gar-
dens provide a holistic environment for 
staff and volunteers which promote a sense 
of calm, health and wellbeing.

In 2011, Noel, who lives with an I/DD, 
began as a volunteer of S:US’ Urban Farms 
in the backyard of his home in Brooklyn, 
NY, managed by S:US. He then expanded 
to volunteer at other program sites. One 
of Noel’s strengths is that he is physically 
strong and he likes to take on new chal-
lenges. With time and extensive training, 
Noel helps deliver wood and soil to newer 
gardens and supports building new garden 
beds since he is adept at using power tools 
through training that he received from the 
urban farms team. Noel shared, “My work 
takes energy to put together the (garden) 
beds, but it is relaxing and comfortable to 
me. I like it. I am proud of my work. I have 
learned how to grow so many vegetables 
and herbs. In the off-season, I help with 
the workshops, teaching healthy eating 
and cooking to the tenants at other homes. 
I also help train the volunteers on garden 
tools and caring for the garden. It is good. 
I like my job coach Wilfredo – he’s kind, 
cool, and helpful. He helps me fix broken 
beds and learn new skills.” For Noel and 
his co-workers, S:US’ Urban Farms has 
had a positive impact on developing their 
skills as gardeners and empowered them 
to take on new challenges and grow. It is 
through the practices of job carving and 
tailoring, along with the accommodations 
to employ people with disabilities, that 
have made the gardens such an inclusive, 
impactful, and beneficial place to work 
and volunteer.

Another place of employment for peo-
ple with disabilities is Domestic Personal 
Helpers (DPH) where Jesse and Robert, 
two people with an I/DD who are sup-
ported by S:US, are employed. In 2014, 
DPH, which was originally called Ditmas 
Park Helpers, was founded to provide 
snow and ice removal services, but soon 
expanded to offer more property mainte-
nance and tri-state moving services. DPH 
offers various residential and commer-
cial services, including but not limited to: 
home and business cleaning; decluttering 
and organizing; painting; clean-up and 
trash services; electronics recycling; junk 
removal; snow and ice removal; moving 
and delivery; furniture assembly; and other 
tasks as needed. The company hires skilled 
and experienced staff that are friendly 
and reliable. Jesse works mostly alone in 
outdoor maintenance one day per week 
in Queens, but sometimes works with a 
team. He rakes the grass to remove trash, 
sweeps sidewalks and pavements to keep 
them clean, and picks up garbage. He has 
a job coach, Ulysses, who makes sure that 
he has all of the supplies needed to do his 
tasks, helps him maintain his focus while 
working, and assists him with his schedule, 
payroll, timesheet, and work commute. 
Jesse shared, “I like my job coach Ulyss-
es. He’s great, helps me stay focused and 
organized, which I like. I like my job. DPH 
gives me the tasks and I do them. My mom 
taught me to always be a leader for other 
people so I am always a leader, a model, on

see Inclusive Work on page 24

Urban farmer Noel (left) uses a power tool to build 
a raised bed with the help of a volunteer
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Inclusive Work from page 23

my job. I do this in my job. I want to be 
good at it.” Robert, another person support-
ed by S:US who has an I/DD also works 
at DPH at the same location in Queens. 
For two days per week, he sweeps and 
cleans sidewalks and pavements and assists 
co-workers in their use of heavy equipment 
such as leaf blowers or lawn mowers. Rob-
ert expressed, “I like my job. They give me 
the tasks and I get them done. I get along 
well with my co-workers, we laugh a lot 
together. I worked all the time during the 
COVID-19 pandemic because I am devot-
ed to my job. My job coach Ulysses helps 
me with my commute for work, with my 
budget for my metro-card, and also helps 
me pay my bills. He has also assisted me in 
traveling more independently by using the 
MTA app and learning my way around the 
city.” Ulysses is a supportive asset to both 
Jesse and Robert, helping them with stay-
ing focused while working, making certain 
they have needed supplies to do their jobs, 
assisting them with their commutes, and 
helping them with budgeting. DPH fosters 
an inclusive work environment by hiring 
people with disabilities and making accom-
modations for them and their job coaches.

Cleaning with Meaning NY is another 
cleaning service based in New York City 
that employs people with disabilities. It 
is different from their competitors in four 
ways: they provide two cleaners for the 
price that their competitors charge for one 
cleaner; they use only top-quality cleaning 
products and supplies; they are fully bond-
ed and insured; and they are a nonprofit 
organization and hire staff who have dis-
abilities including I/DD. Their staff receive 
extensive training in both cleaning and cus-
tomer service, and they support their staff 
in thriving and succeeding at their jobs. 
They believe that it has a positive benefit 
to employ staff with disabilities because it 
changes their lives. 

Justin and Darren are two people with an 
I/DD who attend an S:US day habilitation 
program in the Bronx, NY and both work 
for Cleaning with Meaning at different lo-

cations. For three years, Justin has worked 
two days per week helping to clean office 
space in the Bronx, NY with his job coach 
Deidre. Justin shared, “I like my job, it’s 
fun and I wouldn’t change anything. Deidre 
is kind, cool, listens well to me, and is re-
spectful to me. When I can’t do something 
or don’t know something, she helps me 
learn it or shows me a new tool or method 
to clean in a hard-to-reach place. She’s so 
helpful.” For three years now, Darren has 
worked cleaning a commercial space once 
a week with his job coach Michael. Dar-
ren sweeps and mops floors, cleans tables, 
takes out the garbage, and works well with 
his co-workers. Darren shared, “My job is 
tailored to my strengths. I can lift heavy 
things like (cases of) water bottles and 
Gatorade – I’m good at it and it’s easy for 
me. I worked in cleaning at a different job 
and I have a good memory. My coach Mi-
chael supports me well, gets me the clean-
ing supplies I need, and makes sure that I 
do a good job. I like my job and I like to 
earn money.” For both Justin and Darren, 
they value working and the support that 
they receive from their co-workers and job 
coaches, which helps ensure their success 
in their jobs. 

With insight gained from interview-
ing people with disabilities, staff, and job 
coaches, it is clear that a holistic work 
environment filled with the qualities of 
kindness, compassion, and respect, plus 
supportive job coaches that meet the indi-
vidual needs of each person that they as-
sist, supports the goal of employees with 
disabilities and I/DD to be successful in the 
workforce. Working outside in nature also 
provides a deeper connection to plant and 
animal life, and the experience of biophilia 
has a beneficial effect for staff and volun-
teers who work in S:US’ Urban Farms. Job 
coaches support people with disabilities to 
stay on task, maintain focus and concen-
tration, complete their responsibilities with 
success, and advocate for themselves when 
they need help or assistance. In addition to 
the benefits of a job coach, the practices of 
job tailoring and job carving go even fur-
ther, to promote engagement in the work-
place by tapping into the rich resources 
of each employee’s strengths which allow 
them to become adept in new skills and ar-
eas, and shine in their job responsibilities. 
It is the progressive practices of S:US’ Ur-
ban Farms Director Michael Hollis and his 
team and other organizations that employ 
people with I/DD to hone their skills, con-
nect to their job and co-workers, and find 
meaning and purpose while doing their 
job. The author Michael Carroll writes in 
his book Awake at Work: 35 Practical Bud-
dhist Principles for Discovering Clarity 
and Balance in the Midst of Work’s Chaos:

“We can engage our jobs sanely and 
openly without giving up on success or 
disregarding our feelings or ambitions. 
What is required is surprisingly ordinary: 
simply to be who we are where we are, 
to subtly shift from getting somewhere 
fast to being somewhere completely. By 
taking such an approach, we discover not 
only a larger view of work but also a ba-
sic truth about being human: by genuine-
ly being ourselves in the present moment, 
we naturally become alert, open, and un-
usually skillful.”7

A holistic work environment is essen-
tial in supporting people with varying 

strengths, abilities, and disabilities in 
order to maintain employment, achieve 
work goals, embody authenticity, and 
commit to their purpose to complete 
meaningful work.

Lori Lerner, LMSW, RYT-200 hr., is Co-
ordinator of Family and Wellness at Ser-
vices for the UnderServed (S:US). Ms. Le-
rner may be contacted by email at llerner@
sus.org or by phone at (917) 408-5366.
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Tragic Encounters from page 21

it just as they would a more convention-
al site. Because such sites are regularly 
monitored by federal, state, and local law 
enforcement, the autistic could easily find 
themselves arrested and their computer 
seized by police or federal agents in their 
own homes.

What is tragic about many of these cas-
es is that the autistic who is arrested, and 
faces very serious charges with extremely 
severe penalties, was viewing this material 
strictly out of interest and curiosity; they 
are neither pedophiles nor predators of any 
kind (which typical consumers of such 
often are) and do not present a threat to 
anyone. They never even realized that they 
were doing anything wrong, let alone how 
serious it was.

This is yet another example of the law 
lagging behind current knowledge about 
autism. It is also an example of the law 
needing to catch up with the current state 

of technology. My understanding is that the 
latter has long been the case in the history 
of the law: legislation is often written that 
does not anticipate subsequent develop-
ments. As technology advances, cases arise 
that were not anticipated at the time of the 
legislation, and miscarriages of justice can 
thus occur. This has been true for much of 
the modern scientific and technological 
age and is especially pronounced during 
periods of rapid technical development and 
change – the current digital, computer, and 
internet age certainly qualifies as such.

Autistics, Jurisprudence, and the Law

Having no education or other back-
ground in the law, my knowledge of and 
experience with such does not extend 
much beyond serving on jury duty a few 
times. During a jury trial, after the two 
sides present their cases in a courtroom, the 
judge “charges” the jury with instructions 
on what the law is, and how they are to 

deliberate and arrive at a verdict. They are 
then sent to the jury room for deliberation.

In a criminal case that I served on, a 
few of the judge’s instructions made an 
impression on me. Years later, after my 
autism diagnosis, I reconsidered these in 
light of my new knowledge. In a criminal 
proceeding, the standard for convicting a 
defendant is that the prosecution proves 
its case “beyond a reasonable doubt.” The 
judge emphasized that this referred to 
what a reasonable person could assume, 
and not mathematical certainty. Having a 
strong math background, I found this very 
interesting – it meant that an innocent de-
fendant could be convicted if the evidence 
was sufficiently convincing. This may 
work in the typical world, but in the autism 
community we know that, where autistics 
are concerned, things are anything but or-
dinary. Consequently, a case involving an 
autistic defendant can easily be misunder-
stood by a jury, which could then render an 
erroneous verdict.

Another element of the jury charge was 
that, in evaluating the credibility of a wit-
ness giving testimony, their demeanor 
should be a primary criterion. I was always 
perplexed by this but, after my diagnosis, 
became very disturbed by it. Autistics, who 
often have issues presenting themselves re-
garding body language, facial expression, 
and tone of voice can easily give a different 
impression than they intend to. An autistic 
person giving testimony in a case can be 
seriously misinterpreted by the jury and 
even by the court. If testimony is given 
by autistic criminal defendants taking the 
stand on behalf of themselves, the possibil-
ities are nothing short of frightening.

Legislation, the legal system, even the 
law itself, need to catch up with much of 
what has been learned about the autism 
spectrum, its differences, and its challenges.

Karl Wittig, PE, is Advisory Board Chair 
for Aspies for Social Success (AFSS). Karl 
may be contacted at kwittig@earthlink.net.
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Guardianship from page 1

representative payees can help safeguard 
a financial future and manage benefits, 
while advance directives or power of attor-
ney can assist with healthcare.6 At the least 
restrictive side, person-centered planning 
supportive decision-making promotes the 
maximum potential for self-determination.

 
Supported decision-making puts the 

person with a disability in control, allow-
ing them to sign an agreement authorizing 
people they trust to assist them with mak-
ing their own decisions. As of November 
2022, 17 states and the District of Colum-
bia have supported decision-making laws 
on the books, with other states trending 
towards those bills as well.7 Regardless of 
how much we rely on others in our daily 
lives, we all utilize some form of supported 
decision-making. Sometimes, I have diffi-
culty with certain life decisions or want to 
bounce things off of my parents or friends, 
and I listen to their advice before deciding 
what’s best for me. Some of us feel more 
comfortable if a parent or partner comes 
with us to a doctor’s appointment to help 
voice our concerns. That is what is at the 
heart of supported decision-making: being 
able to lean on the people we choose to help 
us live our best lives on our own terms, and 
for the legal system to recognize that. 

Guardianship might be the option that 
works best for some, but it certainly isn’t 
the one that works best for all. Autistic 
people and their families deserve to have 
options and carefully consider what is best 
– and be included in those major decisions 
whenever possible. 

Haley Moss is a nonpracticing law-
yer, neurodiversity expert, and the author 

of four books that guide neurodivergent 
people through professional and person-
al challenges. She is a consultant to top 
corporations and nonprofits that seek her 
guidance in creating a diverse workplace 
and a sought-after commentator on dis-
ability rights. The first openly autistic law-
yer in Florida, Moss’ books include “Great 
Minds Think Differently: Neurodiversity 
for Lawyers and Other Professionals” and 

“The Young Autistic Adult’s Independence 
Handbook.” Her articles have appeared 
in outlets including the Washington Post, 
Teen Vogue, and Fast Company. For more 
information, please visit HaleyMoss.com.
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Advocating from page 1

with “masking,” a term defined as, “hid-
ing or disguising oneself in order to better 
fit in.” (National Autistic Society-NAS, 
2022) Second, the accused autistic individ-
ual’s disrupted routine by law enforcement 
is inevitable. This disruption, to most ac-
cused people who are typically developing 
is alarming, but to an autistic individual 
the aftereffects are often felt over the long-
term. Lastly, autistic individuals do not do 
well with novelty or new environments and 
new people. Law enforcement purposely 
harnesses the power of surprise in arresting 
accused individuals. This is often to make 
the process less dangerous for everyone in-
volved, but for an autistic individual, this 
can create exaggerated reactions and effects. 
Unsupported social communication for an 
autistic individual is at best disheartening 
and disconcerting, but in the worst-case sce-
nario can be a violation of an autistic indi-
vidual’s civil rights. Civil rights violations 
are many times addressed in legal cases 
after the fact because autistic individuals 
do not spontaneously understand commu-
nication, especially under duress. However, 
high functioning autistics (HFA) do report 
that they can understand many social con-
cepts but do not understand social concepts 
until processing the social interaction after 
the event, with one of their trusted persons.

Another pre-trial concern for autistic 
individuals is a pronounced history of so-
cial failure. Many autistic individuals have 
easily identified developmental histories of 
social failure dating back to preschool or 
earlier. Very shortly after an autistic child 
is introduced to the outside world or com-
munity, an identified set of abnormal, odd, 
or idiosyncratic behaviors can be noted by 
caregivers and peers outside the family. 
These noted differences frequently lead to 
the diagnostic process. 

Upon receiving a formal diagnosis of an 
autism spectrum disorder (ASD),5 which 
the US Center for Disease Control’s 2020 

surveillance suggests is 1 in 36 children, 
and which diagnosis is commonly made by 
age 8 in the US, begins documentation of 
the autistic individual’s recognizable atypi-
cal development pattern. Atypical develop-
ment is often accompanied by alienation, 
rejection, ridicule, and in many cases con-
stant teasing or “bullying” by the autistic 
child’s peers. Differentiating teasing and 
bullying can be recognized as, “teasing 
can be a type of communication, a social 
exchange, either positive or negative, but 
bullying is meant to hurt.”6

This pattern of social failure starting at 
a very young age leaves many accused au-
tistic individuals not equipped to handle 
the direct and aggressive stance of law en-
forcement during an arrest or the ensuing 
investigation, the need to answer questions 
quickly in rapid succession, or the lack of 
familiar people present to support them in 
the US criminal justice system. Autistic in-
dividuals are prone to extreme detachment 
or fight or flight responses when they can-
not manage their environment. 

The vast difference between a young 
child with autism being ill equipped to han-
dle social interactions and an accused autis-
tic individual in the US criminal justice sys-
tem is clearly observable. An autistic young 
child will break down crying or throwing 
a fit. This behavior signals to the caregiv-
er to intervene. In the US criminal justice 
system, an autistic adolescent, young adult, 
or adult does not have anyone to intervene, 
despite underdeveloped or missing coping 
skills. Intense exchanges and aggressive 
tactics by law enforcement, attorneys, and 
the courts can quickly become abusive.

As a forensic/clinical psychologist for 
more than 20 years working in the United 
States criminal justice system in both state 
and federal courts, I recognize that high 
stakes criminal cases are often handled in 
spite of individuals with autism. Other re-
cent autism research is reaching this con-
clusion as well: “Autistic individuals are 
encountering the criminal justice system 
as victims, offenders, and witnesses at high 
rates.”7 While recent research is focusing 
on policy change and system wide change, 
there are also individual changes that can 
be implemented. For example, while crim-
inal justice system professionals recognize 
that neither state or federal justice systems 
currently have programs specifically de-
signed to meet the needs of individuals with 
autism, it may be appropriate to give more 
training to law enforcement about identifi-
cation of autism spectrum disorders. It may 
also be wise for prosecutors and judges to 
consider the impact of an individual’s au-
tism on their thinking and actions related 
to a crime prior to issuing a warrant, in-
dicting an accused individual, or arresting 
the accused. Ultimately, it benefits the US 
criminal justice system to understand each 
individual’s autism uniquely and consid-
er their unique traits and behavior from 
an autism perspective instead of moving 
forward with the legal process, arresting, 
detaining, and more often than not, trauma-
tizing an individual with autism, simply on 

the neurotypical face value of their behav-
ior. I hope this overview impresses others 
to support more research and reform in the 
United States criminal justice system.

Tyler T. Whitney, PsyD, is a Licensed 
Clinical Psychologist and Adjunct Assis-
tant Professor for the Department of Psy-
chiatry and Behavioral Sciences at Emory 
University School of Medicine. Dr. Whit-
ney also has a private practice. For more 
information, call (770) 645-5846 and vis-
it www.drwhitney.org.
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Assistive Technology from page 16

their education. Under either an IEP or a 
504 Plan, students with ASD may be en-
titled to assistive technology. School dis-
tricts have an obligation to assess children 
in all areas of suspected disabilities. There-
fore, if a student with autism has difficulty 
accessing their education, assessments can 
be provided to determine what programs, 
services, and assistive technology can be 
useful for the student. School districts can 
provide assistive technology evaluations 
either in-district or via an outside agency 
to determine what type of assistive tech-
nology may benefit the student.

No-Tech, Low-Tech, and 
High-Tech Assistive Technology

There are three categories of assistive 
technology that can be provided to dis-
abled individuals. No-tech is usually free 
to low-cost and requires little to no train-
ing. It can be something as simple as a 
pencil grip or slanted workspace. Low-
tech assistive technology may have some 
cost associated with it and may require 
training; devices such as headphones or 
a modified keyboard would be consid-
ered low-tech options. High-tech assistive 
technology is the most sophisticated and 
is usually costly and requires extensive 
training. Devices such as an augmenta-
tive and alternative communication device 
(AAC) or specialized software would be 
considered high-tech. 

A Closer Look: Augmentative and 
Alternative Communication Devices

The American Speech-Language-Hear-
ing Association (ASHA) defines, Augmen-
tative and Alternative Communication as 
“all the ways that someone communicates 
besides talking” (American Speech-Lan-
guage-Hearing Association, n.d.). For 
those with communication impairments, 
including those with ASD, AAC devices 
can enable them to communicate function-
ally with the world around them. Within 
AAC there can be low and high-tech op-
tions. The Picture Exchange Communica-
tion System (PECS) is the presentation of 

everyday activities on pictures or cards. 
Higher technology options can include ac-
tual devices, such as an iPad loaded with 
specific software that can generate speech 
and be customized. This can enable an in-
dividual to participate in conversations, 
ask and answer questions, and to have the 
ability to socialize without having to speak 
verbally. Speech and language therapists 
often are the professionals that are most 
familiar with the utilization of these devic-
es and should be a part of the evaluation, 
implementation, and training process, ei-
ther through private therapy or within a 
school system.w

ASHA notes that there are common con-
cerns when deciding to use an AAC device. 
Concerns such as “Is my child too young to 
use a device?” or “Will using an AAC de-
vice will prevent my child from learning to 
talk?” are common and both are typically 
misconceptions about these devices. Ac-
cording to ASHA, children younger than 3 
can learn to use a device, and AAC devices 
do not slow down communication skills; 
they actually can help in the production of 
speech and are used in tandem with verbal 
communication. Finally, people of all ages 
can use an AAC device to communicate, 

not just children (American Speech-Lan-
guage-Hearing Association, n.d.).

The Best Types of Assistive Technology 
for Individuals with ASD

When deciding what is the right type 
of assistive technology to use with chil-
dren, adolescents, and adults with autism, 
the first place to start is by evaluating the 
educational and functional needs of that 
person. Evaluations such as speech and 
language, occupational therapy, physical 
therapy, assistive technology, and assis-
tive and augmentative communication can 
be done privately, through a local educa-
tion authority (such as a public school), or 
through a government agency. These eval-
uations can determine what the needs of 
the individual are, and what services and 
devices can support those needs. 

Some of the most common assistive 
technology that those with autism access 
are visual boards which display routines, 
daily living skills, and schedules, sign lan-
guage, PECS, AAC devices, stress balls, 
manipulatives, weighted blankets, and so-
cial stories and scripts which enable indi-
viduals to link visual information and strat-
egies to improve social situations. 

How to Obtain Assistive Technology
If you have a school-aged child between 

the ages of 3-21, you can request that your 
local school district evaluate your child. If 
it is determined that a student needs a pro-
gram or service, either an IEP or Section 
504 Plan can be developed. If you have or 
are an older individual with ASD, you can 
contact your state government to access 
support, including evaluations, therapies, 
and general assistance. 

Impact of Assistive Technology 
on Individuals with ASD

In a 2018 study on the impact of assis-
tive technology on individuals with autism, 
the authors found in a longitudinal study 
of the impact of assistive technology and 
ASD that the use of assistive technology 
demonstrated a positive increase in speech, 
social communication, and motor skills 
(Bollin, A., VanderMolen, J., & Bierwa-
gen, T., 2018, p. 122). The authors noted 

that in all the studies they reviewed on as-
sistive technology and ASD, there was an 
“increase in abilities of children” (Bollin, 
A., et al., 2018, p. 122). 

In sum, with the use of assistive tech-
nology, individuals with ASD can increase 
their ability to access services, communi-
cate functionally, gain independence in 
navigating the world around them, and live 
a more fulfilling life. 

Anne Reynolds is a Senior Education 
Advocate at the law firm of Manes & 
Weinberg, LLC, Special Needs Lawyers. 
Anne works with families that need assis-
tance in navigating the challenging world 
of special education. Anne is a graduate 
of Rutgers University, is a member of the 
Council of Parent Attorneys and Advocates 
(COPAA) and is the co-author of an article 
on the school district's legal obligation to 
identify and provide instruction for strug-
gling readers. 

References

American Psychiatric Association. (2021) 
What is Autism Spectrum Disorder? https://
www.psychiatry.org/patients-families/au-
tism/what-is-autism-spectrum-disorder

Amerian Speech-Language-Hearing As-
sociation. Augmentative and Alternative 
Communication (AAC) https://www.asha.
org/public/speech/disorders/aac/

Autism Spectrum Disorder: Communica-
tion Problems in Children. https://www.
nidcd.nih.gov/health/autism-spectrum-dis-
order-communication-problems-children#4

Bollin, A. B.S. T.R. C.T.R.S., VanderMolen, 
J., Ph.D, Bierwagen, T. (2018). The Impact 
of Assistive Technology on Autism Spectrum 
Disorder: A Systematic Review, 122. https://
files.eric.ed.gov/fulltext/EJ1254606.pdf

Individuals with Disabilities Act, 20 U.S.C. § 
300.105 and § 1401 (2004). https://sites.ed.gov/
idea/statute-chapter-33/subchapter-i/1401 
 - https://sites.ed.gov/idea/regs/b/b/300.105

National Institute on Deafness and Other 
Communication Disorders. (2020, April)

Anne Reynolds

Love on the Spectrum from page 12

great things happen. Partlow's overarch-
ing philosophy with respect to her thera-
py work: "Lead with your humanity when 
providing human services." 

Many autistic self-advocates including 
me, particularly those of us who have had 
to endure challenging if not traumatic be-
havioral therapy experiences, frequently 
cite the need for greater communication 
and understanding between the clinical and 
neurodiversity communities. It's refresh-
ing to know that this is standard operating 
procedure at Project Hope, and Partlow is 
central to this effort. She teaches Project 
Hope's therapists about what autism is, 
drawing from her own lived experiences as 
an autistic, as it should be. 

Partlow's efforts toward her colleagues 
are noteworthy in that knowledge of au-
tism is essential if clinicians are to work 
effectively with their autistic clients. Oth-
er autistics I have come to know, as well 
as myself, know this to be true based on 
our own clinical experiences. If a thorough 

understanding of autism is not there, then 
more harm is done than good. Partlow 
helps the Project Hope therapists build the 
relevant skills, screens the materials used 
to train new hires, and the written feedback 

she provides is incorporated into the orga-
nization's training program. 

All too often, autistic individuals strug-
gle to compensate for their challenges, 
in part because the accommodations and 
supports we need in order to be at our 
best are not always there. Partlow found 
a way to address this issue by leveraging 
her dog training skills while training Fin-
negan, her black Labrador, to be her own 
service dog.

Finn, as he is often called, does what 
Partlow needs him to do for her. He is a 
source of stability in her life. He assists 
her in ways that help her cope with ex-
ecutive functioning challenges, includ-
ing organization and time management, 
by retrieving certain items on command, 
responding to alarms, and incentivizing 
her to get out and do things with him 
which she otherwise would not do. Fur-
thermore, Finn has received training in 
crowd buffering, which helps provide 
Partlow with personal space in congested 
environments. This training protects her 
from sensory overload, a vulnerability she 

would otherwise have. What a dog, and 
what an impressive accomplishment by 
his trainer and owner!

Kaelynn Partlow's story is truly inspi-
rational. Her story is a narrative of ex-
ceptional achievement in the face of chal-
lenge and adversity. My greatest hope for 
Kaelynn is that her therapy and teaching 
efforts continue to increase awareness, 
understanding, and acceptance of autism 
in society and inspire more success stories 
among those with whom she works; very 
realistic goals, considering what she has 
already accomplished.

Sam Farmer is a neurodiversity com-
munity self-advocate, writer/author, and 
public speaker. Diagnosed later in life as 
autistic, Sam shares stories of lived expe-
riences, ideas, and insights as to how one 
can achieve greater happiness and success 
in the face of challenge and adversity. A 
Long Walk Down a Winding Road - Small 
Steps, Challenges, & Triumphs Through 
an Autistic Lens is his first book. Visit sam-
farmerauthor.com to learn more.

Sam Farmer
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Online Offending from page 11

no real sexual experience or knowledge. 
They may have limited peer relationships. 
A significant number have been exposed 
to pornography at a young age (10 years 
+). This exposure often portrays young 
children in a highly sexual way and the 
distinction between age appropriate and 
underage females and males is intention-
ally blurred (Mahoney, 2009). This may 
result in a preference for images of mi-
nors even as they become older. If the 
emotional maturity of the person is de-
layed by several years, their viewing may 
focus on that age group, which feels less 
threatening. Much of what they may be 
viewing online is fetishistic and outside 
the realm of conventional sexual behav-
ior. Pornographic sites often prompt users 
to click on sites that are increasingly more 
violent, disturbing or that involve chil-
dren. This may develop into online sexual 
addictions. Several have reported an ad-
dictive sequence of compulsive viewing, 
which led to a need for novel stimuli in 
increasing amounts to achieve sexual sat-
isfaction. Autistic individuals may also 
seek out highly novel sexual content out 
of curiosity. It is therefore critical to pro-
vide sexuality education to those on the 
autism spectrum and discuss the highly 
addictive qualities of pornography.

Sexual Victimization Online

Lack of sexual experience and social 
naiveté combined with intense loneliness 
creates a perfect storm for those on the 
spectrum becoming victimized by sexual 
predators. Autistic young people are often 
easily deceived and manipulated by online 
pedophiles seeking pictures and videos. 
Clinicians have heard many of their cli-
ents discuss sending explicit photos online 
or allowing themselves to be videoed in 
sexual scenarios. Clearly, this is not just 
happening to those on the spectrum and 
is an issue that must be addressed with 
all adolescents and young adults. Sexting 
and sexual exploration online are common 
among teenagers (Madigan et al., 2018). 
The primary concern is the increased risk 
of those with autism to be the object of on-
line sexual solicitation (Wells & Mitchell, 
2013). Those with autism are at risk due 

to their inability to detect deception or 
discern the motivations of these predatory 
individuals. They may not have the social 
maturity or knowledge of the boundaries 
of appropriate sexual behavior and may be 
operating with “social scripts” they learn 
in chatrooms or texting. Many do not fully 
understand the social implications of their 
imitative language. 

Collecting / Completing the Collection 

For many ASD individuals, their activi-
ties revolve around a specific interest: find-
ing collecting, and “completing the collec-
tion.” This completion is necessary and 
results in the amassing of large amounts of 
images or other materials at times through 
file-sharing software. File sharing can re-
sult in large dumps of computer files to 
a receiver’s computer while it is left on 
overnight. Many illegal items may be em-
bedded in these files and the receiver is 
unaware of the content. Besides being avid 
collectors, autistic individuals may also be 
adept at obtaining copyrighted materials 
and circumventing security controls. 

Online Radicalization

Individuals on the autism spectrum are 
particularly at risk for joining cult-like 
organizations and radicalized groups. As 
these groups have proliferated online, the 
instances of radicalization are increasing. 
They are seeking a community where 

they will be accepted and are drawn to 
rigid ideologies that match their “black 
and white” thinking style. Many have de-
creased social contact and can be easily 
drawn into groups that encourage isola-
tion from others. Those on the autism 
spectrum like the structure and routine 
that is associated with group affiliation. 
Some autistic individuals are highly im-
pressionable and do not understand the 
motives or agendas of the group (Allely, 
2022). They are seeking group acceptance 
and may be easily manipulated by group 
members. Due to their social naiveté, indi-
viduals on the spectrum are used as pawns 
by those who deceive them into thinking 
they are trusted allies. It is common to see 
ASD individuals “set up” by those more 
socially savvy to carry out risky or illegal 
actions on their behalf. 

Parents for Peace, a public health orga-
nization that empowers families, friends, 
and communities to prevent radicaliza-
tion, has reported an increase in cases 
involving individuals on the autism spec-
trum. They have observed that autistic in-
dividuals exhibit great fluidity in the ide-
ologies they subscribe to from right-wing 
to left-wing extremism. Autistic individ-
uals seem mainly drawn to the structure, 
rigid thinking style and the sense of be-
longing that these groups provide. Trau-
ma also appears to be a significant factor 
in online radicalization. Autistic individ-
uals have frequently experienced bully-
ing and feel they have no locus of control. 

Through their affiliation with a radical 
group, they hope to achieve a sense of 
control of their environment. Unfortu-
nately, they can be further victimized by 
members of these groups. Therefore, ed-
ucation, understanding, and involvement 
of family members are essential to pre-
venting online radicalization.

Dr. Mary Cohen is the Director of ASD 
Forensics and can be contacted at www.
asdforensics.com.
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Special Needs Trusts from page 10

If you don't know anyone who meets 
these qualifications, you can look into hir-
ing an independent trustee. This can be an 
individual or an institution, such as a bank 
or trust company, a professional trustee, an 
investment advisor or manager, an invest-
ment advisor, an accountant, or a lawyer. 
In addition to being independent, a profes-
sional trustee will usually have experience 
and expertise in managing trusts. If you 
aren't comfortable with having a stranger 
manage the trust, you may want to choose 
a family member and a professional trust-
ee as co-trustees. The downside to hiring 
an independent trustee is that the trustee 
will charge a fee, which is usually a per-
centage of the trust, but this is generally 
well worth the benefits that a professional 
trustee provides.

If your child is a minor, or is over age 
18 but not competent, you also will need 
to name a guardian for the child in your 

will. I am often asked whether the trust-
ee and the guardian should be the same 

person. You can do that and make it eas-
ier for the guardian to access the money 
your child needs without having to ask 
someone else for the funds. Alternatively, 
you can pick someone else: for example, 
one family member is more nurturing and 
can be the guardian, and the other more 
financially savvy and can be the trust-
ee. Or you may want to keep both sides 
of the family involved, so you name the 
mother’s relative as the trustee, and the 
father’s relative as the guardian, or vice 
versa. 

Whomever you choose as trustee, it is 
important to reevaluate your choice every 
few years. The person who is right today 
may not be right tomorrow. Your attorney 
can help you determine who is the best 
trustee for you.

How much money the parents need to 
leave to the special child is different in 
every case. If you don’t have what you 
think is enough, consider purchasing life 
insurance to fund the trust. A second-to-die 

(also known as a survivorship) policy often 
works well in these situations and is less 
expensive than a regular life insurance pol-
icy because the policy doesn’t pay out until 
both parents pass away. A good insurance 
broker should be able to advise you about 
your options.

My son is now 30 years old. His be-
haviors are much better and usually he is 
a calm, happy young man. The estate plan 
with a special needs trust that we put in 
place 10 years ago is still our plan today, 
and my husband and I know that we have 
done what we can to make sure our son will 
have what he needs once we are gone. It 
may feel like one more thing to add to your 
already jam-packed life, but it is worth it 
for the protection it will provide your child 
in the years to come.

Karen B. Mariscal, Esq., is a special 
needs estate planner and guardianship 
lawyer in Wellesley, Massachusetts. For 
more information, visit kmariscallaw.com.       

Karen B. Mariscal, Esq.
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Rights and Challenges from page 13

children regardless of their age. If our ed-
ucational system were more inclusive, au-
tism would be stigmatized less, and non-
disabled people would learn from an early 
age about human neurodiversity and how 
to co-exist and accept autistic people for 
who they are. 

It is no surprise that many autistic peo-
ple, especially those who are multiply mar-
ginalized (e.g., people of color, women, or 
gender-nonconforming people), mistrust 
police and others within the legal system. 
If one hasn’t been around nonspeaking 
autistic people much, they will carry pre-
conceived notions and misunderstandings 
due to stereotypes. This is the recipe for 
negative encounters (Parry & Huff, 2022). 
CommunicationFIRST Policy Director 
Bob Williams has stated, “Oppression 
takes place when we are not heard and are 
not seen.” By fully including autistic peo-
ple and others who have speech disabili-
ties in society from a young age, including 
at school, nondisabled people will gain a 
better understanding of how to commu-
nicate in diverse ways and with diverse 
groups of people. Over time, people in the 
legal system - police, attorneys, and judg-
es - will gain greater cultural competence 
in interacting with people with significant 
speech-related disabilities.

Title II of the Americans with Disabili-
ties Act, or the ADA, is a federal law that 
every autistic person and their loved ones 
should know about (“Introduction to the 
Americans With Disabilities Act,” 2023). 
Title II says that people with disabilities 
have the right to equal access to state and 
local public services. That means that they 
have the right to accommodations that 
may be needed to allow them to have the 
same level of access and services as some-
one else without disabilities. For example, 
nonspeaking autistic victims and witnesses 
have the right to testify with any reasonable 
accommodations that might be needed to 
make sure they have the same opportunity 
to testify as a nondisabled victim or witness 
does (“Child Victims With Disabilities: A 
Guide for Prosecutors,” 2022). The ADA 
has a special focus on ensuring access to ef-
fective communication. In interactions with 
state and local public entities, including 
schools, courts, and law enforcement, peo-
ple with communication disabilities have 
the right to understand what is being said to 
them, and the right to be understood when 
they communicate. If a person needs com-
munication “auxiliary aids and services” to 
understand and be understood, with few ex-
ceptions, they have the right to request and 
receive those accommodations (Mid-Atlan-
tic ADA Center, 2017).

People with developmental disabilities, 
including autism, are seven times more 
likely to encounter police than people 
without disabilities (Larson, 2021). Police 
officers should know how to recognize 
when someone has a communication dis-
ability and how to comply with the ADA to 
try to bridge any communication gap with 
the other person. In May 2023, the U.S. 
Department of Justice (DOJ) filed a State-

ment of Interest in Lou v. Lopinto, a law-
suit filed by parents of an autistic teenager 
who died while officers in Jefferson Parish, 
Louisiana, were responding to a sensory 
episode the child was having (Clarke et al., 
2023). The lawsuit claimed that officers vi-
olated the ADA by discriminating against 
the teenager’s disabilities. In its Statement 
of Interest, the DOJ confirmed that law en-
forcement agencies can violate the ADA 
by failing to provide people with disabil-
ities an equal opportunity to benefit from 
their services during emergency calls, and 
that “exigent circumstances” should not 
provide an excuse for failing to do so. In 
that situation, the officers should have rea-
sonably accommodated the teenager’s dis-
ability while interacting with the teenager, 
and before restraining him. State and local 
public entities may be able to avoid such 
tragic outcomes by taking deliberate steps 
to find a way to effectively communicate 
with the nonspeaking autistic person. That 
may mean consulting with the person’s 
loved one, disability support professional, 
or other service provider to learn what the 
person may be communicating when they 
act a certain way, how best to communicate 
ideas with the person, and how the person 
needs to be accommodated more generally. 

Other professionals in the state and lo-
cal legal system also need to be aware of 
and comply with disability rights laws. 
Court personnel and judges who encoun-
ter people with speech-related disabilities, 
whether they are attorneys, jurors, witness-
es, litigants, family members, spectators, 
or otherwise, must provide reasonable ac-
commodations to ensure equal access to 
the court system for those people (Guide 
to Judiciary Policy, Vol. 5, Ch. 2 § 255.10, 
n.d.). Every state has a federally mandat-
ed, independently operated Protection & 
Advocacy System that aims to empower 
people with disabilities and advocate on 
their behalf (Protecting Rights and Pre-
venting Abuse of People With Disabilities, 
2023). If you are an autistic person who 
believes that your rights were violated, 
you have the option of reaching out to your 
state’s Protection & Advocacy System for 
support or filing a complaint with the U.S. 
Department of Justice’s Civil Rights Divi-
sion (NDRN Member Agencies, n.d.; File a 
Complaint, n.d.). 

CommunicationFIRST recently received 
seed funding to develop several toolkits 
on the communication rights of people 
with significant speech-related disabilities 
in the legal system. Be sure to sign up for 
updates (at the bottom of the home page 
of our website) or email us at info@com-
municationfirst.org for more information 
(CommunicationFIRST, n.d.).
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described in Federal rules, states’ Medic-
aid plans are required to ensure that health 
concerns are screened for, diagnosed, and 
treated early before these concerns become 
more complex [and treatment more costly].

The EPSDT benefit requires Medicaid 
to “cover any service that is necessary to 
treat or ameliorate a defect, physical and 
mental illness, or a condition identified by 
a screen, regardless of whether the service 
or item is otherwise included in the state’s 
Medicaid plan.” Services under EPSDT 
must be sufficient in amount, duration, 
or scope to reasonably achieve their pur-
pose [emphasis added]. The amount, dura-
tion, or scope of EPSDT services to recip-
ients may not be denied or reduced solely 
because of the diagnosis, type of illness, 
or condition. 

IDEA Part C

Under the Individuals with Disabilities 
Education Act (IDEA) - Part C, children 
with developmental delays and disabilities 
and their families are eligible for Early In-
tervention services and supports up to the 
age of three. Services covered under Early 
Intervention are tailored to meet the child’s 
individual needs, are documented in an In-
dividualized Family Service Plan (IFSP), 
and may include:

•	 Assistive technology (devices a child 
might need)

•	 Audiology or hearing services

•	 Speech and language services

•	 Counseling and training for a family

•	 Medical services

•	 Nursing services

•	 Nutrition services

•	 Occupational therapy

•	 Physical therapy

•	 Psychological services

IDEA Part B

The stated purpose of the IDEA is:

•	 to ensure that all children with disabili-
ties have available to them a free appro-
priate public education that emphasizes 
special education and related services 
designed to meet their unique needs and 
prepare them for further education, em-
ployment, and independent living;

•	 to ensure that the rights of children with 
disabilities and parents of such children 
are protected; and to assess and ensure 
the effectiveness of efforts to educate 
children with disabilities.

•	 to ensure that educators and parents have 
the necessary tools to improve educa-
tional results for children with disabili-
ties by supporting system improvement 
activities; coordinated research and per-
sonnel preparation; coordinated techni-

cal assistance, dissemination, and sup-
port; and technology development and 
media services.

Services for school-aged children with 
developmental disabilities (3 through 21 
years of age) are provided free of charge 
through the public school system. Among 
the services covered under IDEA are spe-
cial education; related services such as 
physical, occupational, and speech thera-
py; and supplementary aids and services, 
such as adaptive equipment or special 
communication systems.

Before Part B services start, an Individ-
ualized Education Plan (IEP) is developed 
for children 3 through 21 years of age who 
qualify for special education services from 
school districts. An IEP is similar to an 
IFSP, but more focused on the child’s goals 
rather than on the family’s goals; however 
family input is still an important compo-
nent. Goals may address communication, 
increasing social skills, or reducing behav-
iors that interfere with learning.

Under both IDEA Parts B and C, parents 
are provided with a Notice of Procedural 
Safeguards, which provides a full expla-
nation of their rights covered under IDEA 
and provides information on the provisions 
in special education law that enables par-
ents to be involved in educational deci-
sions about their child.

Compulsory age for school enrollment is 
between 5 and 8 depending on each state. 
It is important to note that an IEP will be 
developed to address skills that are edu-
cational or academic in nature, whereas 
services funded through a health plan will 
focus on medically necessary intervention. 
While some overlap in goals between the 
two plans may occur, the plans and ser-
vices are distinctly separate. Making the 
decision to enroll your child in school at 
the age of three or waiting until compul-
sory aged should be based on your child’s 
individual strengths, needs, and progress 
with their current treatment providers.

Section 504 of the 
Rehabilitation Act of 1973

The Section 504 regulations require a 
school district to provide a "free appro-
priate public education" (FAPE) to each 
qualified student with a disability who is in 
the school district's jurisdiction, regardless 
of the nature or severity of the disability. 
According to the US Department of Ed-
ucation, Section 504 requires schools to 
provide students with disabilities appropri-
ate educational services designed to meet 

their individual needs to the same extent 
as the needs of students without disabili-
ties are met. An appropriate education for a 
student with a disability under the Section 
504 regulations could consist of education 
in regular classrooms, education in regular 
classes with supplementary services, and/
or special education and related services. 
In general, the goal of Section 504 is to 
accommodate students with disabilities 
in general education classrooms without 
discrimination. These accommodations 
should be documented in a plan, known as 
a 504 plan or Individual Accommodation 
Plan (IAP).

The goal of an IAP or 504 plan is to 
ensure a student has equitable access to 
a learning environment whereas an IEP 
focuses on educational benefits and of-
ten includes direct services such as ABA, 
speech, or occupational therapy. Both the 
IEP and the 504 are federally mandated 
services provided free of charge to stu-
dents in public schools. Both require an-
nual meetings to review and update the 
plan and families/guardians are required 
to be invited and included in all planning 
decisions. Parents may also invite outside 
service providers, advocates, attorneys, or 
anyone else they would like to have attend 
the meetings. Both plans require three year 
“recertifications” to assess continuing need 
for services.

Examples of accommodations under 
Section 504 may include environmental 
modifications such as sensory breaks, vi-
sual schedules, or use of noise canceling 
headphones.

Individual State Mandates

Coverage of Applied Behavior Analysis 
services through commercial health plans is 
mandated in all 50 states. The laws regard-
ing coverage vary by state, and some may 
have limits, including age caps; however, 
advocates continue to work to strengthen, 
update, and amend state mandates with lim-
its on access to treatment. State mandates 
do not relieve the public schools from their 
obligation to provide a free and appropriate 
education under IDEA Part B once the child 
is enrolled. It is important to note that state 
mandates do not include self-funded plans, 
as those are regulated by federal law, spe-
cifically the Employee Retirement Income 
Security Act (ERISA).

Affordable Care Act (ACA)

Under the Affordable Care Act, most 
health insurance plans are no longer per-

mitted to deny, limit, exclude or charge 
more for coverage to anyone based on a 
pre-existing condition, including autism 
and related conditions. Additionally, plans 
must cover all essential health benefits, 
including coverage of those treatments 
needed for children and adults with autism. 
The ACA also prohibits discrimination on 
the basis of race, color, national origin, 
age, disability, or sex (including pregnan-
cy, sexual orientation, gender identity, and 
sex characteristics) in covered health pro-
grams or activities. So, if your health plan 
changes after your child is diagnosed with 
autism, your new health plan cannot deny 
or limit coverage and you cannot pay more 
for your policy as a result.

Mental Health Parity Addiction 
and Equity Act (MHPAEA)

MHPAEA ensures that health plans treat 
mental health and substance use disorders 
the same way that they treat other health 
issues. This means insurers cannot have 
additional limitations, higher costs, low-
er coverage for mental health benefits, 
including treatment of autism. MHPAEA 
requires group health plans and insurers 
that offer mental health and substance use 
disorder benefits to provide coverage that 
is comparable to their coverage for gen-
eral medical and surgical (medical/sur-
gical) care. Limitations on mental health 
and substance use disorder benefits (such 
as copayments, visit limits, and preautho-
rization requirements) must generally be 
comparable with those for medical/sur-
gical benefits. What this means for your 
family is that copays cannot be higher for 
your autism service provider than they are 
for other providers. If there are limits to 
how many hours of treatment they will 
cover, they should have similar limits in 
place on medical visits and treatments for 
chronic medical conditions such as diabe-
tes or dialysis.

Given the rapidly increasing prevalence 
rates of ASD and what we know about 
barriers to access and early intensive treat-
ment for best outcomes, it is important for 
families to know about laws that protect an 
individual’s rights and options to timely 
access to care.

Eileen M. Mendes is Vice President of 
Compliance and Quality and Cathy Booth, 
CCC-SLP, BCBA, LABA, is Vice President 
of Clinical Quality at Autism Care Part-
ners. Ashley Williams, PhD, LABA, BC-
BA-D, is Senior Director of Clinical Ser-
vices at Learn Behavioral.

Eileen M. Mendes Ashley Williams, PhD, LABA, BCBA-DCathy Booth, CCC-SLP, BCBA, LABA
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potential disruptions in their education. 
The knowledge that they will continue 
to receive familiar services and support 
can have a profoundly positive impact 
on meaningful educational progress and 
well-being. Without pendency, children 
with special needs face the risk of tem-
porary and long-term interruptions or 
withholding of appropriate educational 
services during legal proceedings. Such 
interruptions could lead to significant gaps 
in their education, impeding their progress 
and hindering their ability to reach their 
full potential.

Tuition reimbursement cases most often 
involve parents seeking reimbursement 
for placing their child in a private school 
or specialized program that appropriate-
ly meets their child’s unique educational 
needs after the school district failed to do 
so. Securing pendency allows children to 
remain in the last agreed upon educational 
placement while a subsequent due process 
case progresses, ensuring that the child re-
ceives necessary and appropriate services 
without imposing undue financial burden 
on the parents. During the subsequent liti-
gation, the student is entitled to remain in 
the pendency program until the later matter 
is resolved.

Navigating the Process

To secure pendency in tuition reimburse-
ment cases, several crucial steps must be 
followed.

Parents must initiate due process pro-
ceedings by filing a complaint with the ap-
propriate state or local agency. This formal 
complaint should outline concerns, explain 

the inadequacy of the programs, services 
and school placement proposed by the dis-
trict, propose the solution sought, and re-
quest an impartial hearing.

Parents must clearly express in the com-
plaint that they are seeking pendency or 
the maintenance of their child's current 
educational placement during the legal 
proceedings. Detailed information about 

the child's last agreed upon placement and 
the services they are receiving should be 
included in the complaint.

Seeking guidance from knowledgeable 
special education lawyers is highly recom-
mended. These professionals can navigate 
the complex legal process, ensuring that 
parents' rights are protected and effectively 
advocating for the child.

Conclusion

Securing pendency in tuition reimburse-
ment cases is essential for preserving unin-
terrupted access to appropriate educational 
services for children with special needs. 
By understanding the significance of pen-
dency and following the necessary steps 
to secure it, parents provide their children 
with stability, continuity of education, and 
protection during the legal process. Collab-
orating with special education lawyers em-
powers parents to effectively advocate for 
an inclusive education system that address-
es the unique needs of the child with spe-
cial needs. Let us work together towards a 
future where no child is left behind in their 
pursuit of quality education. 

For more information about Spencer 
Walsh Law, PLLC, visit www.spencer-
walshlaw.com.

Tracey Spencer Walsh, EsqSusan Fingerle, Esq
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support and counseling, such as The Col-
lege of New Jersey’s Career and Commu-
nity Studies program. 

Degree Granting Programs - Other 
schools offer formal support programs 
within their traditional degree-granting 
programs. Websites such as MyAutism.
org and HereOnTheSpectrum.com provide 
information about a variety of colleges 
that have robust programs geared toward 
students with ASD. The exact components 
vary by institution, but they often include 
academic support, counseling, peer mento-
ring, specialized housing, and social activ-
ities. Some of these programs do have an 
additional cost associated with them. 

Disability Services Departments

In addition to specific programs for stu-
dents with ASD, almost every college has 
a disabilities services office. Students with 
ASD should obtain information about the 
types of disability accommodations avail-
able to students, and how they can access 
them. Some schools require students to 
register with the disabilities services of-
fice prior to starting classes, and each sub-
sequent semester or academic year. They 
may also require updated medical or edu-
cational documentation. 

Students should make an appointment 
with the disabilities services office to 
discuss their needs soon after receiving 
an acceptance, and prior to accepting an 
admission offer. Students should be pre-
pared to ask questions about the services 
provided, how to obtain them, and if any 
additional documentation is required. 
Questions can include:

•	 What accommodations do you offer?

•	 How do you qualify for them?

•	 What assistive technology devices do 
you provide?

•	 Is there a transition summer or program that 
is available to students with disabilities?

•	 Is there a cost for any of the services pro-
vided by your office?

•	 What is the four-year graduation rate for 
students with disabilities? How does it 
compare to the general student population?

•	 Does the office provide assistance if a 
professor does not comply with a stu-
dent’s accommodation plan?

In addition to direct questions, a lot can 
be learned about an institution’s attitude 
toward students with disabilities, including 
ASD, by general observation. Is the disabil-
ity services office appropriately staffed? Is 
the office in an area accessible to students? 
Is the office pleasant and well-maintained? 
There is a significant difference between a 
school that is simply providing the mini-
mum legal requirements versus one that is 
supportive and welcoming of all types of 
students, including those with ASD. 

Accommodations

While the specific accommodations avail-

able may vary by institution and student, 
these are some of the most common that are 
available to students with disabilities. 

Extended Time for Exams - The avail-
ability of extra time on exams allows the 
student time to process what the questions 
are asking and respond in a way that per-
mits them to provide complete answers 
that showcase their knowledge. In addi-
tion, the extended time may also help alle-
viate stress and anxiety often experienced 
by students with ASD during exams. This 
can be combined with an alternative testing 
site to allow students to take tests in low 
distraction environments. 

Note-Taking Assistance - Providing pro-
fessor notes, outlines from lectures, or hav-
ing another student take notes allows stu-
dents to focus on the material being taught 
in class instead of struggling to take notes. 

Preferential Seating - Allowing a student 
with ASD to select a seat that minimizes 
distractions and sensory overload permits 
them to better focus on the material pre-
sented in class. 

Counseling Services - Most colleges offer 
some form of counseling services to their 
students. Counseling focused on the stress-
ors associated with college and navigating 
interpersonal relationships can be particu-
larly beneficial. 

Housing/Residential Life - Whether it is a 
single room or a room in a quiet dorm, the 
selection of housing cannot be overlooked 
as a key aspect of success in college. Hav-
ing a space that is quiet and private can al-
low students who need to decompress and 
regroup with the privacy required. 

When considering what accommoda-
tions a student may want to request, a good 
starting point is reviewing their IEP accom-
modations section from high school. This 
section will contain a list of the accommo-
dations provided by the local school district 

which may be useful in determining what 
accommodations they want to request.

Family Support

The most important part of any support 
system for students with disabilities is their 
family. In addition to providing financial 
and emotional support, there are several 
practical steps parents can take to assist 
their child. First, the student can provide 
a Federal Education Rights and Privacy 
Act (FERPA) waiver for the parents. This 
will allow the parents to communicate with 
administrators, staff, and faculty on behalf 
of their child so they can assist if there are 
any issues with things like financial aid, 
registration, housing etc. Next, the student 
may execute a power of attorney permit-
ting their parents to take action on their 
behalf with banks, insurance companies, 
landlords, etc. Neither the FERPA waiver 
nor the power of attorney take away any 
rights or responsibilities of the student. 
They simply add another person who can 
act on their behalf. 

Conclusion

Attending college is pivotal for many 
young adults. For students with ASD, this 
step may be more difficult than for a non-
disabled student. However, there are aca-
demic programs that can support students 
who seek to attend, and complete, their 
college education. The level of assistance 
provided may vary by school, so it is im-
portant that students and their families 
research prospective schools and make an 
informed decision. 

Denise Gackenheimer Verzella, Esq., 
MA, is a Senior Associate at the law firm 
Manes & Weinberg, LLC, Special Needs 
Lawyers. She focuses her practice on spe-
cial education and education law. Through-
out her career she has worked at several 
institutions of higher education including as

see Navigating College on page 32

Denise Gackenheimer Verzella, Esq, MA
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article is a parent advocate and a very ac-
tive community leader.

Rubaiya Rahman founded ASHO, a non-
profit organization dedicated to developing 
habilitation services for young adults with 
autism and creating a safe and supportive 
space for aging parents who are caregiv-
ers. Being an immigrant and a parent of 
a young adult with Autism, Ms. Rahman 
has faced significant issues, cultural bias, 
and lack of services while navigating the 
resources and understanding the legal op-
tions, being a lawyer herself. Professionals 
in Rubaiya’s country of origin had already 
recommended that she seek support from 
the “western world” that was advanced in 
working with a child already diagnosed 
with autism. When Rubaiya landed in the 
USA, she was a law student and trying to 
understand the process of navigating the 
available resources. While she was here 
at her child’s Early Intervention stage, to 
perceive Autism and what it means to her 
child and family was a challenge. Speaking 
to her child’s pediatrician was helpful, as 
there she was able to follow the basic de-
velopmental milestone checklist, and was 
informed about getting the child evaluated 
and about enrolling in early intervention 
services. But what if the pediatrician mis-
led the patient's family and ignored the vir-
tue of medical ethics? 

Unlike Rubaiya, DM (name changed per 
request) was not fortunate enough to find 
services for her child. DM is a legally docu-
mented immigrant, while her family mem-
bers are permanent residents. By the age of 
5 years, DM’s child was showing issues re-
lated to socio-environmental and behavior-
al skills. The school labeled it as anxiety as 
the child would stop communicating with 
anyone in school, and soon, the child was 
also getting speech services as per her IEP 
goals. DM always advocated for her child 
and thought that the child’s speech delay 
was causing the anxiety, hence leading to 
their showing anxiety in public. However, 
DM was never able to relax her red flags, 
and at every visit kept mentioning concerns 
that landed on the deaf ears of the pediatri-
cian. Being from the same country of ori-
gin, the pediatrician crossed the thin line of 
biomedical ethics and, while negating DM’s 
concerns about her child, lied that Autism 
is now simply a common label for children 
around age 5 and that nothing is wrong 
with the child. The pediatrician further 
commented that “immigrant kids are easily 
labeled as Autistic kids and DM would not 
want her child to be a part of that data.” DM 
was unable to get a referral to get her child 
evaluated for her atypical behavior in social 
settings and lack of communication skills. 
She did not want to take steps against the 
provider as she had fears of retaliation from 
the provider and feared it may lead to some 
legal concerns for herself and family. The 
5-year-old now had an IEP for speech delay 
and was getting mental health services for 
anxiety and selective mutism. 

Post COVID-19 pandemic when the 
child returned to school, the child was 
verbal but now had issues with peers be-
cause the child had no social skills. While 
the vocabulary had increased, the child 
lacked finesse and repeatedly the school 
would complain to DM about their be-
ing rude and frustrated with teachers and 
peers. Soon the child was labelled for 
making racist comments in school and the 
situation seemed to be going out of DM’s 
control. DM had to change the pediatri-

cian to be able to move ahead, and so she 
did. She was finally able to get her child 
evaluated and now her suspicions were 
validated, as the child was diagnosed with 
ASD but a delay of 4 years had already 
passed because an early evaluation was 
discouraged by a culturally competent 
provider who forgot his biomedical ethics 
and denied the patient’s parent/caregiv-
er autonomy. While DM mentions that it 
was a relief to get the diagnosis, the delay 
led to bigger challenges in navigating the 
appropriate services. As soon as the child 
got the ASD diagnosis, the mental health 
clinic that was providing services backed 
out, terminating all services, by stating 
that the clinic is not equipped to serve in-
dividuals with Autism. Though resources 
were placed at the time of termination, 
the child currently has no formal mental 
health services, and DM is still trying to 
get the OPWDD to schedule an evalua-
tion date via the county office. Prior to the 
diagnosis, the child was getting mental 
health services and DM was getting cul-
turally competent parenting support and 
her child was getting weekly counseling 
focusing on daily social skills and better 
functioning that was helpful. 

What if the child had been diagnosed 
at the right age? But with autism being a 
common diagnosis with behavior such 
as flapping hands and repeated activities, 
what if the evaluation was wrong? Often 
immigrant families face misdiagnosis due 
to stereotypical thinking and active pro-
fessional assumption. To top it off, com-
munity members and relatives blame it 
on the non-immigrant society for labeling 
vulnerable immigrant children, especially 
children of color. One such case narrative 
is as follows.

RG (name changed as per request), a 
mother of two, raised concerns about her 
younger child’s delay in speech and social 
skills. She was immediately referred to 
Early Intervention, and soon an evaluation 
was made stating that her child is on the 
spectrum, followed by about 10 hours of 
therapy services being started for the child 
that included OT, PT, and ABA therapy. 
Five hours of speech therapy were also 
added. Another strong mother, RG recalls 
when a so-called culturally competent 
speech therapist walked into her house 
and even before the official diagnosis was 
in, she diagnosed the child and told RG 
that her child is “severely autistic” and no 
speech can bring any language to him. The 
speech therapist never returned following 

RG’s request to the service coordinator. 
The ABA therapist who was from a dif-
ferent immigrant community was there to 
help the family. While the countries were 
different the culture was close for both 
the ABA therapist and RG. RG was able 
to share her concerns with the ABA ther-
apist and, with quality services, the ABA 
therapist started pushing for a re-evalu-
ation. To the ABA therapist who was an 
expert in ASD cases, RG’s child showed 
other delays but none of those advocated 
for an ASD. Meanwhile the communi-
ty member would call RG and blame her 
for “thinking too much” and often told 
her “these people have a habit of calling 
our boys crazy, you do not get your child 
evaluated as they will never let him grow 
up to be normal.” While RG advocated for 
her child, a new speech therapist started to 
provide services and, similar to the ABA 
therapist, found manageable speech and 
feeding delays and requested for a re-eval-
uation similar to what the ABA therapist 
had requested. Re-evaluation negated the 
ASD diagnosis and explained the child 
had oral motor developmental delay and 
with speech and feeding therapy the child 
would be able to function better. The frus-
tration was due to the lack of expressive 
language. RG reports that her child now 
sings and eats by himself. He is on his 
school soccer team and he “talks.” RG has 
now relocated out of NY. However, even 
now after all these years, RG still struggles 
to get timely services for her child because 
at every administrative and bureaucratic 
level she has to prove that she is a natural-
ized citizen and is eligible for certain ser-
vices to be approved earlier unlike for new 
immigrants who need to wait for clearance 
and approvals.

The cases do not do justice to the pleth-
ora of challenges faced by immigrant 
communities with or without the halo of 
immigration law. These challenges range 
from cultural bias to self-imposed low-
er community esteem to hesitation and 
of course lack of much needed services. 
Providers misleading consumers, crossing 
much needed ethical boundaries and cre-
ating insecurity are challenges for many 
immigrant community members who are 
hesitant and fear retaliation. Many com-
munity members often find the system 
complicated; it could be due to language 
or due to the long waits that often lead to 
impatience and lack of interest in services, 
or both. Also, the stress due to legal status 
cannot be ignored. 

While we, on a daily basis, discuss and 
share information about Diversity, Equi-
ty, and Inclusion, I have yet to see a sig-
nificant change in addressing the autism 
needs of the immigrant population. These 
community members and caregivers are 
looking for culturally competent service 
providers who provide the right kind of 
services, and neither make statements 
based on assumptions nor practice out of 
their professional scope. Challenges in im-
migrant communities are often laced with 
language barriers, culture shock and lack 
of perception about diagnoses and their 
prognoses. While many typical American 
families are open to sending their young 
adults to group homes, and create a foun-
dation/trust for the care of their child with 
autism, various immigrant families by 
virtue of their principles do not have this 
concept of sending their children away to 
group homes. They may feel somewhat 
more comfortable if there are residential 
spaces where similar community members 

reside so that when aging parents come to 
see their children, they also get an existing 
parent support group. Lack of English pro-
ficiency and hesitation to ask questions or 
advocate for services are common issues 
with some major immigrant communities 
that are also the fastest growing commu-
nities, especially in NYC. Being aggres-
sive and seeking answers is not considered 
positive behavior in certain immigrant 
communities and sending children with 
physical or mental challenges to group 
homes is taken as lack of care and love. 
It is hard for many immigrant communi-
ty parents to part from their young adults 
with a diagnosis, and to place them in a 
group home is not a regular caregiving 
practice. Of course, developing a trust and 
a foundation is often impossible for im-
migrant community members who work 
multiple jobs to make ends meet and strive 
for financial security. 

As a professional in the field for nearly 
20 years and working with immigrant com-
munities, it is very easy for the author to 
identify the issues and list them. The real 
work comes when the issues are listed and 
need to be resolved through affordable rec-
ommendations. To address the challenges, 
it is important that professionals understand 
the caregivers’ perception of the diagnosis 
and use appropriate language to build trust 
and rapport so that services and knowledge 
can be adequately transferred. Cultural 
competency can be used for service effi-
cacy and must not be misused for crossing 
professional boundaries and the scope of 
practice by the provider. Immigrant com-
munity members should not experience 
isolation due to a diagnosis but should get 
supports that would take away their hesita-
tion to advocate for their children, and for 
themselves, without the fear of retaliation. 
Often families migrate to seek better life 
outcomes for their families. These expec-
tations of life should be taken care of when 
addressing Diversity, Equity, and Inclusion, 
because this also includes ableism and en-
suring appropriate outcomes for a signifi-
cant representative of our future. 

When we think of legal issues and im-
migrant communities, we automatically 
start thinking about visa status, perma-
nent residencies, naturalization and the 
scope of services and benefits with each 
level of immigration status. As correctly 
mentioned by one of the parents quot-
ed in this article, Rubaiya Rahman, who 
is also a lawyer and works closely with 
the community, first it is important to ac-
knowledge that the community has these 
unaddressed needs; services are required 
in a timely manner and made accessible to 
the community regardless of the immigra-
tion status of the children. Professionals 
should be legally answerable for practic-
ing outside their scope of licensure and be 
mandated to follow patient/caregiver au-
tonomy if the patient is a minor. Culturally 
competent legal advisors should be avail-
able for parents to discuss the future for 
their children so that life’s planning can 
be made smoothly and appropriate to the 
needs of the individuals with diagnoses. 
Only then can we design an effective and 
legally sound service plan for the individ-
uals with an ASD diagnosis. 

Veera Mookerjee, PhD, LMSW, is Found-
er and Director of Resolveera - Serving 
Underserved Populations. Dr. Mookerjee 
is also Westchester Division Director for 
the National Association for Social Work-
ers (NASW) - New York State Chapter.

Veera Mookerjee, PhD, LMSW
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Mental Health, Disability | EurekAlert!”).
In an Ontario study of 284 youth and 

adults with autism conducted over a period 
of 18-months by the Centre for Addiction 
and Mental Health (CAMH), 16 percent of 
the study participants reported interactions 
with police. In one-third of the incidents, 
adverse police action increased the autistic 
person's agitation, worsening the situation. 
The study’s author, clinician-scientist Yona 
Lunsky, suggests, "If police maybe don't 
recognize or understand that there's autism 
there, they don't have the right sensitivity 
to respond" (Boisvert).

Terrifying Encounters

Ryley Bauman, 16, who is non-verbal 
and functions at the level of a seven-year-
old, was playing in a park behind his grand-
parents' house when he was apprehended 
by officers who believed he was on drugs. 
Spending time in a holding cell traumatized 
him. Ryley now clings to his parents and, 
according to his father, has been robbed of 
his hard-won independence (Snowdon).

In March 2021, an 11-year-old autistic 
boy, highly sensitive to touch, was arrested 
for poking a classmate with a pencil, af-
ter the other student wrote on him with a 
marker. Bodycam footage showed officers 
grabbing him, pushing him against a desk, 
ignoring his screams that they were hurting 
him, and putting him in the back of a pa-
trol car. Left alone in the car for two hours, 
the terrified pre-teen repeatedly banged his 
head on the plexiglass, badly bruising his 
arms and forehead, requiring hospitaliza-
tion (King).

What Causes Aggression in Autism?

While no one is 100 percent certain, 
numerous factors have been linked to au-
tistic “rage” and aggression, including in-
formation and sensory processing impair-
ments, insomnia, impaired communication 
(Sarris) plus medical/metabolic disorders 
such as pain, seizures, GI issues, medica-
tion side effects, low blood sugar, vitamin/
mineral deficiencies, hormone imbalances, 
anxiety, OCD, and more (Panol).

Anger is Common in Autism 

Obsessions combined with negative emo-
tions often turn into anger rumination. Re-
living stressors and the difficulty express-
ing emotions in ways others understand 
can lead to outbursts of irritability, anxiety, 
and anger. Anxious, frightened people tend 

to seek out ways of managing or alleviat-
ing their negative emotions. Sometimes in 
ways that may not conform to social norms.

People with autism have few defenses 
and are vulnerable to bullying, intoler-
ance, and negative behavior from others. 
Unfortunately, many of the things that up-
set those of us on the Spectrum may seem 
petty to our [neuro]typical peers. Warning 
signs of aggression include:

•	 Fear, anxiety

•	 Unwillingness to leave, or enter a room 
or residence

•	 Sweating, shaking

•	 Self-abusive behavior

•	 Covering eyes or ears 

•	 Pacing, hand flapping, rocking

•	 Lashing out

Language

We use many terms to define autism: 
e.g., anxiety, executive functioning, bul-
lying, social ineptitude, and sensory sensi-
tivities. But we seldom talk about frustra-
tion. Frustrations accumulate. They stem 
in part from our cognitive rigidity, plus the 
fact that the NT world feels like an alien 
culture. We’re misunderstood, struggle to 
make friends, and often fail to reach our 
potential - which can lead to un-or under-
employment and homelessness. We’re out-
siders and many of us are lonely. 

Autists do behave badly at times. But, 
according to Lunsky, the big problem is, 
"If police maybe don't recognize or under-
stand that there's autism there, they don't 
have the right sensitivity to respond… [P]
olice need to be on the lookout for be-
haviours like repeating commands, avoid-
ing eye contact or not responding to an of-
ficer's questions" (Boisvert). 

Working Together Toward Solutions

Better and more extensive police train-
ing on recognizing traits and behaviors 
signifying a person may have autism is vi-
tal. Being the subject of a police enquiry 
is frightening for anybody. And common 
“police tactics such as ramping up instruc-
tions, moving closer or even making phys-
ical contact can quickly backfire,” (Bois-
vert) escalating an incident to dangerous, 
even lethal, levels. 

Cognitive Behavioral Therapy can help 
the autistic person better understand their 
own behaviors and teach them more pro-
ductive coping skills. Police officers can 
receive training. And parents/guardians or 
caregivers of autistic children and adults 
can help by discussing, planning, and pre-
paring for situations where law enforce-
ment officers may be summoned. 

Annie Kent, MA Psychology, spent two 
decades working in public sector disabil-
ity, mental health, and addictions advoca-
cy and education. Diagnosed with three 
closely related categories of neurodiver-
sity, a lack of awareness and understand-
ing led to Autistic burn-out and retirement 
from the field. She remains an active advo-
cate, learning and engaging remotely with 
several Autism and ADHD organizations 
and forums, including CADDRA. For more 
information, email Annie at anjolie1031@
gmail.com.
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the Director of Student Services for a New 
York area law school where she was respon-
sible for providing accommodations for law 
students with documented disabilities.
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Melmark Interview from page 22

system to a medical system. I have never 
been so grateful for picking a public health 
degree from Boston University in my life, 
and I will sing their praises forever. When 
I started to meet with the state legislators 
or some of the governor’s team, people 
were saying, “It’s going to be over in three 
weeks.” And I thought, “Oh no it's not.” I 
was able to pull out my textbooks from 20 
years ago and say this is what a morning 
is going to look like as you transition chil-
dren into early intervention or into school. 
You have 68 exposures, immediately with-
in two hours.

You asked me about where my resilience 
comes from. I like to consider myself a 
behind-the-scenes fixer. Doing these inter-
views are very difficult for me - I prefer 
to work behind the scenes. I'm a grinder. 
If you're familiar with hockey, I'd be the 
player in the corner, figuring out solutions. 
I knew right away what we needed and I 
called in my siblings - I have 13 siblings, 
some of them are who are at high levels in 
healthcare - and said, “I need PPE, I need 
this, how can I get it?” I told my CFO that 
we're going to wire funds to China to get 
PPE and he thought I was out of my mind. 
And we got them through a supplier who 
supplied NASCAR in Charlotte, North Car-
olina, because they used them in the pits 
and NASCAR wasn't going to be running. I 
pulled out everything I'd done for 42 years. 
I had no problem going across the street to 
my neighbors who worked in the pharma-
ceutical industry. It was a very difficult peri-
od of time for Melmark, but we had full PPE 
for every staff before we ever had a case of 
COVID. We had on-site testing by April 7th 
of 2020 before some hospitals did.

But during that period of time, I had 
lost my mother to COVID, my sister died 
weeks later of cancer, and I was working 
20 hours a day. I had a friend at McLean 
Hospital and said to them, “I'm not sure 
I'm going to survive being CEO of a multi-

state organization during a pandemic.” 
Also, a couple of my own children were 
struggling. The work stoppage during the 
pandemic meant that their careers, which 
are athletically-based, suddenly stopped a 
career that had been very difficult for them 
get to that point professionally, in terms of 
athletics. We had so many issues going on. 
I went from an empty nest syndrome to five 
children being at my home, including a stu-
dent from Canada. So, I reached out and I 
got a professional coach. This was the first 
time that I've ever seriously had a mentor. 
This professional coach is still my coach 
today and we worked on establishing some 
balance, telling myself that you're not go-
ing to fix COVID. 

We had leadership teams at Melmark that 
stepped up across three states. We had done 
a lot of work since our 2017 strategic plan. 
We have incredible training systems that I 
would tell you are probably state of the art 
in the United States, and we pivoted. We 
used those same training systems to develop 
medical care. We developed COVID-pos-
itive units. Nursing taught us how to do 
things. We did testing, we became clin-
ic-based, we got approval for clinics to do 
on-site testing, and we did it fast.  

While we looked very resilient and we 
bounced, I would say a leadership team 
worked every single day during a COVID 
meeting in the morning, talking about cas-
es and we ended every meeting with a bad 
dad joke from Sean Quigley, our COO. 
We tried to keep balanced and lighthearted 
about it, and in November of 2022, we had 
another surge where we lost about 20% of 
our workforce and I thought, “We are nev-
er going to ever see the end of this.” It was 
devastating. It was right before Thanksgiv-
ing. Staff could never get a break and we 
did it again. And then we went through that 
and here we are today.  

I think very often when people talk about 
these care systems, we don't really talk 
about the leadership teams who, at great 
personal cost, kept these organizations 

open. And even I can hardly talk about it 
because it's so emotional for me. I think 
my point of making it so detailed is to re-
member those people across the United 
States who took care of our most vulnera-
ble individuals in nursing homes and very, 
very disabled individuals in long-term care 
programs. We've kind of forgotten them in 
the next legislative budget process. As in-
flation has gone up 14%, many states have 
given zero increases to long-term care ser-
vices. That's a problem. 

David: Yes it is. It sounds like you used 
all the resources you had and got creative 
and, with your tremendous staff, Melmark 
made it through COVID successfully, even 
given such a terrible situation. As we come 
to the end of our conversation, can you 
share what inspires and motivates you to 
persevere through challenges and achieve 
your high standards of excellence? 

Rita: Absolutely. I think as a young clini-
cian, I was a good clinician, but self-injury, 
aggression, those kind of things really al-
ways broke my heart every single day. And 
then I saw clinicians and educators and 
folks like our Chief Clinical Officer, Frank 
Bird or Helena McGuire, our head of the 
Massachusetts divisions, do work that was 
incredible. And I always felt that I'm not as 
skilled in that area, but I can build systems 
of care and will beg anyone for money for 
disabled individuals. I will do anything to 
get the right care for individuals with dis-
abilities so that those clinicians and educa-
tors should do their work.  

So, the inspiration for me is every meet-
ing that we lead with mission moments that 
talk about our core commitments and some 
successes. Every time I hear about what 
our staff has done to improve the lives of 
individuals, I can't imagine that I was ever 
going to be that good, right, in terms of that 
kind of work. And then I'm inspired by the 
staff that do it. You know, we met recent-
ly with our founding team in Stoughton, 

Massachusetts, for our new day school and 
the skill level at a fairly young age, mar-
ried with the mission of Melmark - I can't 
wait to see what they can do. It's inspiring. 
They're going to bring the next generation 
of Melmark to a whole new set of individ-
uals just like our staff in the Carolinas. I 
think about if it was my son or daughter, or 
my brother or sister, and they needed care, 
are we good enough? I think that inspires 
me to work very, very hard. And quite 
frankly, I think our leadership team across 
the three states is unmatched. They're just 
so committed to the mission and the core 
commitments. And then they just happen 
to have incredible technical expertise. So, 
what inspires me every single day is our 
work and the outcomes that our incredible 
staff achieve. 

David: You know, I have visited Melmark, 
New England, toured the facility, and met 
some of your wonderful staff and I think 
“inspiration” is a great word. You just feel 
it from their energy and camaraderie, and 
as you said, it's the staff that really do the 
hard work to keep operations going. 

Rita: There is no question. The care point 
of contact is exceptional, and it's the thing 
that matters the most. Absolutely.  

David: Rita, I want to thank you so much 
for your time. It's been such a pleasure to 
speak with you to learn more about Mel-
mark and your role as a leader and advo-
cate for people living with autism and de-
velopmental disabilities. 

Rita: Thank you, David!

David: To those watching, for more infor-
mation about Melmark, please visit Mel-
mark.org. And be sure to also visit Autism-
SpectrumNews.org and browse our free 
online library to find information you can 
trust and get connected to quality resources 
in the community, just like Melmark!

Dangers from page 17

anything viewed online is public, even 
when viewed in a private space. All Inter-
net Service Providers are required by law 
to provide information on viewers looking 
at child pornography. Any time a person 
views child pornography, law enforcement 
is notified potentially leading to a knock 
at the door. It is important to educate in-
dividuals of all ages to understand child 
pornography is illegal and, if viewed or ac-
cidentally clicked on, to immediately close 
the laptop, turn off the device and let a safe 
person know.

It is surprisingly easy to access pornog-
raphy online and for free. Child pornogra-
phy images are readily available through 
virtually every Internet technology, includ-
ing social networking websites, file-shar-
ing sites, photo-sharing sites, gaming de-
vices, and even mobile apps (2020 Child 
Pornography (justice.gov)). The ease of 
accessibility may lead to viewing and/or 
downloading of the material 

Individuals with ASD need the educa-
tion to understand child pornography is 
illegal and why. A person with ASD may 
see a child smiling in a picture or video and 
think the child is happy and not understand 
that children under the age of 18 cannot   
provide consent according to the law and 
are victims of sexual abuse. Some states 

consider the age of consent to be younger 
than 18 years old, but when child pornogra-
phy is concerned, any depiction of a minor 
under the age of 18 engaging in sexually 
explicit conduct is unlawful (What Legally 
Makes It Child Pornography? - HG.org).

“People on the autism spectrum are no-
toriously law-abiding rule followers, but 
if they don’t know a rule, they don’t fol-
low it,” said Dr. Lynda Geller, a clinical 
psychologist specializing in the unique 

challenges of individuals with ASD. This 
highlights the need for people with ASD to 
receive this education.

There is an urgent need for education on 
online safety and child pornography. Par-
ents and carers are often reluctant to talk 
about these topics. The education must be 
comprehensive and explicit, utilizing vi-
suals, discussions, scenarios, and must be 
made available and accessible for every-
one with Autism Spectrum Disorder. This 

education is offered by Ease and can be 
accessed at www.EaseEducates.org. 

Take the time to educate your children 
and prevent the heartbreak of a knock at 
the door.

Additional Resources for Parents

•	 Defend Young Minds
•	 NetSmartz 

To learn more about Ease Empowerment, 
Advocacy & Sexuality Education, LLC, 
please contact Arlene Lechner, Med, and 
Melissa Hochberg, Med, at EaseEducates@
gmail.com and visit www.EaseEducates.org. 
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By Alison Brooks, CATP 
Vice President
Destination Experience and Advocacy 
Visit Mesa

Mesa, Arizona has emerged as 
a groundbreaking destina-
tion, setting new standards 
for inclusivity and accessi-

bility. With the prestigious title of being 
the first-ever Autism Certified City in the 
United States, designated by the Interna-
tional Board of Credentialing and Con-
tinuing Education Standards (IBCCES), 
Mesa has established itself as a pioneer in 
creating a welcoming environment for in-
dividuals on the autism spectrum.

The efforts behind this remarkable 
achievement were led by Visit Mesa, the 
city's official destination marketing organi-
zation. Recognizing the unique challenges 
faced by travelers with autism spectrum 
disorder (ASD), particularly for families, 
Visit Mesa initiated a comprehensive pro-
gram to encourage local hospitality busi-
nesses to participate in specialized autism 
training. The training was specifically de-
signed to equip executives and front-facing 
service staff with the knowledge and skills 
needed to better understand ASD and effec-
tively cater to the needs of ASD travelers.

The response from the community has 
been extraordinary, with nearly 5,000 indi-
viduals in Mesa committing to or complet-
ing the autism certification. This impressive 
number reflects the city's deep-rooted com-
mitment to ensuring that individuals with 
autism and their families feel supported and 
valued throughout their visit to Mesa.

To further assist travelers with autism, 
Visit Mesa provides the Autism Travel 
Guide, a valuable resource available for 
download on their website, AutismTrav-
elMesa.com. This guide serves as a com-
prehensive reference point for families and 
individuals with autism, providing them 
with a complete list of Certified Autism 

Centers in Mesa. By offering this guide, 
Visit Mesa ensures that families and in-
dividuals can confidently plan their trips, 
knowing that they will receive the neces-
sary support and understanding throughout 
their visit.

Building on their commitment to in-
clusivity, Mesa has embraced the Hidden 
Disabilities Sunflower Program. Origi-
nating in the United Kingdom, this glob-
ally recognized initiative aims to provide 
additional support and assistance to trav-
elers with hidden disabilities. By wearing 
a distinctive lanyard, individuals can dis-
creetly indicate to service representatives 
in the hospitality industry that they may 
require extra attention or assistance during 
their journey. Visit Mesa believes that the 
implementation of the Hidden Disabilities 
Sunflower Program is a significant step in 
extending support to all visitors with dis-
abilities, particularly those on the autism 
spectrum. “The Hidden Disabilities Sun-
flower Program is a wonderful way to sup-
port all visitors who have disabilities that 
are not easily seen, particularly for those 

on the spectrum,” states Alison Brooks, 
Vice President, Destination Experience 
and Advocacy at Visit Mesa.

Furthermore, Mesa has taken significant 
strides to enhance accessibility for indi-
viduals with visual impairments. The city 
now offers Aira, an on-demand visual in-
terpretation service that caters to the needs 
of visually impaired visitors. Prior to their 
arrival, travelers can download the Aira 
app on their smartphones and gain access 
to trained Aira agents who can provide as-
sistance with trip planning. Once within 
the city limits of Mesa, visitors can utilize 
this service to navigate public buildings, 
attractions, restaurants, hotels, and more. 
The availability of Aira, free and unlimit-
ed for use while planning a trip to Mesa or 
exploring local attractions, demonstrates 
Mesa's commitment to ensuring that all 
visitors, regardless of visual impairments, 
can fully enjoy and experience everything 
the city has to offer.

In a strategic partnership, Visit Mesa 
has joined forces with Wheel the World, a 
third-party booking engine specializing in 

accommodations and attractions for people 
of all abilities. This innovative platform 
connects visitors to facilities that best suit 
their individual accessibility needs, ensur-
ing a seamless and enjoyable travel expe-
rience. In addition to facilitating bookings, 
Wheel the World also offers comprehensive 
and detailed accessibility information, al-
lowing travelers to make informed choices 
that align with their specific requirements.

To complement these initiatives, Visit 
Mesa has made comprehensive information 
readily available on their website to cater to 
travelers of all abilities. The website show-
cases virtual tours of many hotels, attrac-
tions, and restaurants, providing a unique 
accessible perspective that includes features 
such as parking lots, restrooms, and ADA 
rooms in hotels. This detailed accessibility 
information empowers travelers to make 
informed decisions about their accommoda-
tions and plan their itineraries accordingly.

The commitment to creating an inclusive 
and accessible destination extends beyond 
these individual programs and initiatives. 
It is ingrained in the culture of Mesa, as 
evidenced by the city's ongoing mission to 
ensure that Mesa, Arizona is regarded as 
one of the most accessible travel destina-
tions in the nation. Visit Mesa continues 
to work diligently to expand and enhance 
their accessibility initiatives, seeking out 
new ways to accommodate the needs of all 
travelers. By prioritizing the unique needs 
of individuals with autism and hidden dis-
abilities, Mesa has not only enhanced the 
travel experience for those visitors but has 
also set a shining example for other com-
munities to follow. With each step taken to-
wards accessibility, Mesa brings us closer 
to a future where travel is truly inclusive, 
allowing everyone to explore the world 
and create lasting memories.

Alison Brooks, CATP, is Vice President 
of Destination Experience and Advocacy 
at Visit Mesa. For more information, visit 
www.AccessibleMesa.com.

Mesa, Arizona: 
Leading the Way as an Inclusive and Accessible Travel Destination

Resolving Conflict from page 14

or agree on the financial needs for a child 
with a disability. It is important to under-
stand current expenses and costs to sup-
port the child, including therapies, private 
schools, special diets, medical costs, sup-
plements, as well as basic living costs. 
Sometimes when one parent is the bread-
winner or handles the finances, or if one 
parent is the caregiver and handles the 
child’s special needs and services, the oth-
er parent may not be aware or have visibili-
ty to the child’s expenses and funds needed 
to address their needs. It is important to 
not just develop a plan for current expens-
es, but to also plan for future needs, since 
many children on the spectrum may not be 
able to be fully independent adults. 

Once both parents have a handle on the 
costs needed to raise and provide develop-
mental opportunities for a disabled child, 
the next challenge is how to fund those 
needs as part of the divorce. Funding can be 
in the form of child support, setting mon-

ey aside in third party trusts or other ac-
counts, as well as agreed to contributions 

to schools, therapies, or programs. Parents 
should discuss who will fund and provide 
health insurance coverage for the child. It is 
important to set up life insurance to fund the 
child’s needs if something happens to one or 
both parents, but it is advisable that the ben-
eficiary of the life insurance policy should 
be a third party trust, and not the disabled 
child, so the child can maintain eligibility 
for government benefits. Some states or 
agreements allow for extended or indefinite 
child support past age of emancipation, but 
to maintain eligibility for government ben-
efits past age 18, ongoing child support can 
be paid into a first party supplemental needs 
trust. Financial and legal considerations can 
become complex, so working with profes-
sionals knowledgeable in special needs 
planning is helpful. Working through the 
financial planning and payments to support 
a child on the spectrum can be one of the 
most overwhelming and conflict-producing 
aspects of a special needs divorce. 

So what should divorcing parents do to 
limit conflict and work towards what is 

in the best interest of a child on the spec-
trum in a divorce? To make the divorce 
more child-centric, consider the child’s 
diagnosis and needs, jointly develop a 
plan to meet and fund the child’s current 
and future needs, discuss how each parent 
will spend time with the child to minimize 
changes in the child’s routine, and respect-
fully communicate with each other. Not 
only will working jointly and agreeing on 
these aspects of taking care of the child 
during and after divorce save time, money, 
and effort, but it will also provide a better 
and healthier co-parenting environment to 
help the child develop and thrive. 

Mary Ann Hughes, MBA, is a Special 
Needs Certified Divorce Coach and is 
Founder of Special Family Transitions 
LLC. For more information and resourc-
es on special needs divorce, please visit 
SpecialFamilyTransitions.com and follow 
us on Facebook, Instagram, and YouTube. 
You can also reach Mary Ann at mary-
ann@specialfamilytransitions.com.

Mary Ann Hughes, MBA
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