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Chapter 1
The Autism Diagnosis and  
Its Impact on the Family

Few moments in time will have a more profound and devastating impact for a family 
than the moment when parents are told that their beautiful child meets criteria for an 
autism diagnosis. As former boxing heavyweight champion Mike Tyson once remarked, 
“Everyone has a plan until they get punched in the face.” For many parents, receiving the 
diagnosis of autism is a lot like being punched in the face by Mike Tyson. Now what?2

Usually, the parents’ pre-diagnosis plan includes high hopes of academic and related 
achievement over time and belief in an ultimate outcome that, at the very least, involves 
their child developing into a happy, safe, employable, and self-sufficient adult. After 
an autism diagnosis, those dreams and high expectations can come to a crashing halt, 
morphing into a pall of fear, anxiety and uncertainty. Overnight, everything has changed.

This is the moment when parents resolve to become more informed and get help. 
They start calling agencies, organizations, evaluators, schools, therapists, and family 
members. They scour the Internet for articles, books, and blogs. They contact other 
parents. At about this time, many parents realize that they are receiving quite a bit of 
conflicting advice from a variety of sources.3 With all the conflicting advice, how are 
parents to make the many important decisions that are needed?

The parent, now a card-carrying member of a club they never intended to join, 
is probably confronting a litany of questions that will have no immediate or reliable 
answers: Will my child ever learn to speak or at least develop a functional system of 

2 Parents will ask themselves the very same question that Captain Chesley (“Sully”) Sullenberger had only 
seconds to resolve on January 15, 2009, when a flock of Canadian geese struck and disabled US Airways 
Flight 1549 (“How am I ever going to land this plane?”). 

3 Given that every child with autism is unique, this is to be expected.
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communication? Will my child be employable? Will my child be able to enter into and 
sustain a relationship? Will they have any friends? Will they ever have children of their 
own? Will they be happy and safe? How will this diagnosis impact our family dynamic? 
Will my child be able to drive? Is going to college a possibility? Will my child ever be able 
to live on their own? What kind of school or program does my child need right now? Can 
my child’s educational needs be addressed and met within the public school system? 
Who are the professionals I need to consult with now so that I have the best chance of 
making the right decisions?

Former presidential candidate Andrew Yang likes to say that the fact that so many 
people today either know someone or have a family member with autism is part of the 
“new normal.” If the “new normal” for your family means now having to go to Plan B, what 
is Plan B going to look like and how much is it all going to cost? How am I supposed to 
implement any plan smack in the middle of a pandemic? What happens when I’m dead 
and gone? There is no end to the real and serious concerns that keep parents up at 
night, staring at the ceiling. I know that ceiling well.

Are We Really Seeing an Autism “Tsunami?”

Just three decades ago, the incidence rate of autism was reported to be 
approximately 2 in 10,000. Today, the incidence rate reported by the National Institutes 
of Health is a staggering 1 in 54. A study from South Korea is even more alarming—1 
in 38. Some commentators speak of an “autism tsunami” of epic proportions caused 
by a confluence of genetic factors and environmental triggers. Others conclude that 
the current statistics are simply the byproduct of better diagnostics, greater public 
awareness, and the recognition that, just as there are multiple variants of cancer, the 
autism spectrum involves multiple subtypes as well. The ongoing scientific debate on 
this point is not likely to be resolved anytime soon.

No matter. Once autism lands in your own backyard and your family becomes part 
of autism’s statistical database, spreading autism awareness and debating the accuracy 
of autism’s reported incidence rate will probably take a second seat to more practical 
and immediate concerns. For children already in the here and now, who struggle to learn 
skills that most neurotypical peers will easily pick up simply by watching other children 
do them, the burning question is not where the autism came from. Rather, the critical 
issue is devising and implementing demonstrably effective intervention and teaching 
strategies that, over time, are designed and “reasonably calculated” to promote ever-
increasing levels of independence and self-sufficiency. This necessarily entails pursuing 
an outcome oriented, data-driven approach, much like the way successful corporations 

measure and track their progress achieving strategic and financial goals.  

Obstacle Courses Parents Will Need to Navigate

If you are a newly diagnosed parent being inundated with all kinds of unsolicited 
advice from every quarter, it can be difficult to know where and how to begin the search 
for effective services. As discussed in Part II (page 167), choosing the right mix of baseline 
evaluations and assessments requires careful decision-making. To compound matters, 
the process of securing services and programming comes with highly specialized 
terminology and acronyms. Even worse, this terminology can differ from state to state. 
It is especially frustrating that in a relatively brief time frame, parents are forced to 
navigate between several distinct entitlement systems that are each extremely time-
sensitive. 

While early intervention programming (birth to 3 years) is available in each state 
pursuant to an Individualized Family Services Plan (IFSP), before you know it, your child 
is “aging out” of early intervention and must now be processed through the preschool 
(3–5 years) system.4 Even the preschool time frame is limited, as parents must then look 
forward to preparing for and attending the “turning 5” meeting that will develop the 
student’s school-age Individualized Education Plan (IEP). 

Winning a relay race depends on smooth transitions and handoffs. If not properly 
managed and planned for, the transitional overlaps between the above systems can 
put a student in educational limbo—the very last thing that a student on the spectrum 
needs.

Years later, in what seems like the blink of an eye, your student exits the public 
educational system and “graduates” to adulthood. That shift, commonly referred to 
as “going off the services cliff,” moves the student from a program of enforceable 
educational entitlements to a program of eligibility and long waiting lists. 

The Special Language Used in the Land of Special Education

The Individuals with Disabilities Education Act (IDEA) is the controlling federal 
statute. The statutory scheme is one that allows states to do better, but not worse, than 
what the federal statute mandates. For example, while the federal IDEA statute requires 
“transition” supports to be implemented in earnest by the time a student turns 16, New 
York State makes the trigger age 15. The State of Connecticut has an even more generous 

4 At the time this book is going to print, in response to the many disruptions caused by the COvID-19 
pandemic, Secretary of Education Betsy Devos is seeking limited “timeline” waivers from Congress that, if 
implemented, will have the effect of temporarily extending early intervention services past a toddler’s third 
birthday. 
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statute, making the trigger age 14. There is consensus that the earlier a student starts the 
transition process, the better the outcome is likely to be. 

Each state maintains its own acronyms and terminology for the process of 
developing a student’s Individualized Education Plan (IEP), the recognized “centerpiece” 
of every special education program. In Texas, for example, the IEP meeting is referred 
to as an ARD (admission, review, and dismissal). Connecticut, on the other hand, has its 
PPT (planning and placement team) meeting. In New Jersey, parents receive notice to 
attend a meeting of the CST (child study team). Supreme Court Justice Samuel Alito aptly 
referred to this highly specialized language as a “blizzard of words.” Unfortunately, they 
don’t teach you about the special education “blizzard” in most law schools. 

Preventing or Neutralizing Disagreement with Quality Evaluations

The student’s available options during his or her transition to adulthood are very 
much impacted by the extent that the student was able to identify, access, and enforce 
their educational entitlements before exiting the educational system. The fact that 
educational rights are enforceable does not necessarily mean that the rights in question 
are actually being observed and enforced. 

Such is the difference between virtual reality and reality-reality. In this connection, 
a child’s entitlements during the public-school timeframe are directly related to how 
successful parents and their advocates are in demonstrating the child’s unique needs. 
Conflicts will arise when, for example, the school district disagrees with parents 
concerning the existence and severity of the child’s needs. Accordingly, often the best 
course of action is taking steps to preempt the opportunity for disagreement.

In the first instance, the ability to advocate for a child’s needs normally will turn on 
the quality and persuasiveness of the information and recommendations appearing in 
a child’s assessments. The Appendices to this book (page 169), graciously contributed by 
Dr. Amy Davies-Lackey, Dr. Jennifer Oratio, Dr. Steven Blaustein, and Dr. David Salsberg, 
offer a comprehensive overview of the numerous assessment tools and measures that 
are available—as well as some important factors that parents and professionals should 
be looking for when observing, considering, and assessing the appropriateness of school 
placements. Quality, highly individualized assessments are often the key to getting off to 
a good start and making a good record. These assessments normally need to be timely 
shared with the local school district or early intervention program. They are of little 
value if squirreled away in a desk drawer or filing cabinet.

Conflict with the School District Is Often Avoidable

Every child with a disability needs an effective and informed advocate. The need 

for effective advocacy does not mean, however, that conflict with the school district is 
inevitable. The pioneering work of earlier families in the federal court process has paved 
much of the way for today’s families, so that they need not always “reinvent the wheel.” 
Today, many parents and school districts are able to anticipate and collaboratively work 
out issues before they devolve into contentious disputes. The best dispute is the one 
that you don’t have to litigate.

Unfortunately, not all disagreements can be resolved. Conflicts will often arise during 
or after the “turning five” process. In many states, this is precisely when the school 
district begins to assume a much greater role and responsibility in funding the student’s 
program. It is amazing how many services that appear on the student’s preschool IEP 
will be deemed unnecessary by the school district when it is required to pay for those 
services. With large budget deficits running in the background, we can expect to see 
more and more school districts holding the line during the “turning five” process. Yet 
another reason for parents to secure quality evaluations that will help make a good 
record.

Why Promoting Greater Independence Before Adulthood Is Critical

The available data tells us why it is essential to carefully focus our educational 
energy so students on the autism spectrum who graduate from the public education 
system will emerge with greater levels of independence and self-sufficiency. 

We know that each year, more than 50,000 students with autism will transition to 
adulthood. We also know that when students with autism graduate from and age out 
of the public education system, they will face a daunting 85% unemployment rate at 
a time when the neurotypical population is being challenged with an unemployment 
rate presently closer to 20%.5 Finally, we know that because of what has become a 
nationwide housing crisis affecting adults with autism, many of these young, mostly 
unemployed adults are likely to live with their parents for a long time. That is, until they 
can’t.

Many parents may want to “live forever” to protect their children long after they have 
transitioned to adulthood; these parents know, however, that living forever is not a viable 
plan for the future. I don’t mean to be cold or harsh, but one day we will all be facing a 
more permanent metaphysical transition. Nor is it realistic for parents to assume that 
they will not encounter health issues interfering with or even precluding performance 
of the parental role. A parent does not have to test positive for COvID-19 to be out of 

5 The unemployment rate during the Great Depression was approximately 24%. This provides some 
perspective as to the impact of the 85% unemployment rate that people with disabilities face.
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commission. Even the recuperation period following an unanticipated ankle sprain can 
wreak havoc. 

Accordingly, in the limited time that parents have to be parents—and in the limited 
time that students are entitled to services and supports from the public school system—
it is imperative that parents advocate for and pursue educational programs that are 
“reasonably calculated” to promote and generalize greater levels of independence. In 
this connection, it is essential that our legislators, the judiciary, and the educational 
community recognize the pursuit of greater levels of independence and self-sufficiency 
as the national priority that it is. 

Independence and self-sufficiency, however, does not mean learning how to become 
a self-reliant hermit. Ironically, to become more independent, one must learn how to 
access, manage, and take advantage of the many social and business connections that 
are needed to make life in a society work. 

The Autism “Refugee Crisis”

Many parents of newly diagnosed children will quickly discover that services available 
in states such as Massachusetts, California, New York, Connecticut, or New Jersey may 
not be accessible in states such as Alabama, Louisiana, North Dakota, or West virginia. 
The same holds true for most students living in remote communities. In general, states 
that spend more money per pupil to educate their neurotypical population can be 
expected to offer better programs to special needs students.6 This disparity in the 
availability of resources has spawned a refugee crisis of sorts: far too many American 
families are having to pick up their lives to move to states and communities thought to 
offer quality special education services. The state-by-state disparity in resources may 
improve somewhat over the next decade, but for now, newly diagnosed families often 
still need to call for the moving van to seek out a more hospitable and generous state.7

The COvID-19 pandemic has also forced many families to reconsider their current 
living arrangements, particularly if those families are living in congested high-rise 
apartment buildings or are taking the subway or other forms of public transportation 
where maintaining a safe social distance may be difficult, if not impossible. At least 
until an effective vaccine can be developed, more and more families presently living 
and working in congested urban areas will be giving serious thought to moving to far 

6 For example, while Louisiana spends roughly $11,000 per year to educate its neurotypical students, New 
Jersey spends a whopping $18,000 per pupil. 

7 Sometimes, more than a moving van is required. Over the years, we have represented many “expats” and 
other families returning or moving to the U.S. from Hong Kong, London, Cairo, Tel Aviv, Mumbai, Paris, and 
Tokyo.

less congested environments. Safety and health is and will continue to be number one. 
Accordingly, at least for some parents, that house in the suburbs is starting to look more 
and more attractive. The tradeoff is that a suburban school district normally will want a 
child attending its autism program.  

Autism “Acceptance” Goes Only So Far

Today, traditional advocacy is being complemented by inspired self-advocacy. The 
level of self-advocacy we see today would have been unthinkable just a generation ago. 
In general, the rise in self-advocacy is a positive and welcome development. But, as 
autism covers a broad spectrum, we must never lose sight of the fact that an outspoken 
branch of the self-advocacy movement’s singular focus on societal “acceptance” offers 
inadequate protection for those individuals in the autism population whose severity, 
communication, or behavioral challenges cry out for support and intervention. 

Social acceptance is an important objective: of course people on the spectrum 
should be accepted and included! However, it should not be controversial or considered 
patronizing to take the position that the most vulnerable among us need a great deal of 
targeted help and therapeutic support beyond acceptance. At the end of the day, it is 
important not to follow someone else’s vision of political correctness down the rabbit 
hole: we need to face facts. There is no limit to what some individuals on the spectrum 
can accomplish. On the other hand, providing therapeutic or guardianship support to 
those who clearly need it is a moral and ethical responsibility none of us can afford to 
ignore under the banner of “neurodiversity.” 

I’m not a neuropsychologist, behavior analyst or speech therapist. I’m a civil rights 
lawyer, as well as a parent. However, over the years, I’ve had the unique opportunity 
to work with well over a thousand affected families and hundreds of talented 
professionals. If I have learned anything, it’s that every child is unique and the path to a 
successful outcome is not linear. 

Pursuing a good outcome8 requires more than a singular grand battle plan. Having 
and sustaining high expectations is a must. While civility is important, when a child’s 
future is at stake, we cannot afford to walk on eggshells while working with the 

8 When I speak of achieving a good outcome, I necessarily am speaking about what would be considered 
a good outcome for that particular student, with their unique strengths, challenges, and potential. This is 
important to bear in mind, as parents and professionals devote significant energy attempting to shrink the 
“gap” in functioning between a children with autism and their neurotypical peers. Even if a child ultimately 
is placed in a residential setting, the objective might be to have that child arrive at that placement with a 
higher level of independence and self-sufficiency. As Baseball Hall of Famer Carlton Fisk remarked, “It’s not 
what you achieve, but rather what you overcome.”
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local school system. We must be direct and not afraid to express frustration and 
dissatisfaction. Moreover, parents constantly need to regroup and modify the approach 
based on the child’s demonstrable progress. For a number of parents, being in pursuit of 
a good outcome can feel like a 24/7 full-court press. And often, that’s exactly what it is.9 

Every child’s unique needs will change over time. The pursuit of a good outcome 
is a shaping process, entailing a series of individualized plans keenly attuned to the 
student’s evolving needs, as well a access to trained, talented professionals who are 
ready, willing, and able to implement those plans. This is a lot easier said than done! 
Sometimes, you will take two steps forward only to take two steps back. And, when 
it becomes apparent that your well-conceived plan is not working as anticipated, it 
is essential to quickly identify and change the components standing in the way of 
progress. 

Sometimes, this process means going back to the drawing board. Sometimes it 
means getting an entirely new drawing board—or you realize you need several boards 
because there are so many moving pieces. No matter how good a plan may look “on 
paper,” no one should remain stubbornly tethered to a plan that, despite everyone’s 
diligent efforts, is not working. Just as is the case on Wall Street, it is important to know 
when to sell.10

How To Weigh the Non-Financial Costs

Whether you are looking at a choice in programming through the lens of the parent 
or school district, it is important to bear in mind that every intervention or teaching 
opportunity comes with its own non-financial “cost.” For the student receiving an hour 
of counseling from the school guidance counselor, the “cost” is the time that could 
have been spent working on other needs and skill sets that might be more valuable for 
the student’s progress. What good is memorizing a series of scientific formulas if the 
student does not have a functional system of communication? The same “cost” concerns 
arise when a student is spending hours practicing skills that have been demonstrably 

9 Most parents that I see employing a relentless, 24/7 approach fall into two categories: The first involves 
students whose severity is palpable and pervasive across all domains; the second involves students who 
have a great deal of potential and who are “on the fence.” 

10 It also is important to know when to stay the course, recognizing that even the most successful of programs 
will include moments when the student appears to be taking a few steps backward. A good example of this 
is the phenomenon of the “extinction burst,” where the data may be showing an increase in the frequency 
and duration of an interfering behavior just before the target behavior is about to be extinguished. The data 
might provide the temptation to change course when, in actuality, change is the last thing that is warranted. 

mastered, or that are of questionable relevance.11 

Similarly, if a student with autism is being educated and supported in a mainstream 
classroom, it can cost the student dearly when being constantly “pulled out” of the 
orbit of his or her classroom to work with a related service provider in another part of 
the school. At some point, it can be far more effective to provide services on a “push 
in” basis or provide the services after school, allowing the student more time to learn, 
socialize, and communicate with classroom peers. 

Parents and school districts need to give this non-financial cost factor serious 
consideration, recognizing that autism is a relentless workaholic and that every hour 
of teaching time is a precious opportunity that cannot be squandered. This means 
constantly reexamining what we are teaching every bit as much as how and when we are 
teaching. When, for example, the COvID-19 pandemic forced public and private schools 
to transition to remote teaching, teachers and administrators were forced to prioritize, 
if not triage, the matters that a student would be encountering and working with on a 
computer screen.

 An additional potential “cost” might be the potential health risk to a student or his 
or her parents if, for example, a student is being asked to participate in a currently risky 
and unsafe activity that previously was not thought to come with any health or safety 
concerns (e.g. “Hey class—who wants to play ‘Twister’?”)

Keeping Classic Academics in Its Proper Perspective

Well-intentioned educational programs can inadvertently waste a great deal of 
teaching time that could be put to better use. While classic academics certainly occupy 
a valuable position in the educational arsenal (particularly for students who will go on 
to a college experience), a search engine can instantaneously tell you when the Battle 
of Hastings took place, the names of all the U.S. presidents, or a basic explanation of 
Einstein’s theory of relativity. No wonder, then, that smartphones are prohibited during 
final exams!

From my vantage point, the reason so much of the adult autism population is 
unemployed (or underemployed) has very little to do with classic academic achievement 
and much more with the extent of a student’s behavioral, communication, and social 
challenges—not to mention whether the student has received adequate training in 
skill sets that are useful and valuable to employers. For many students, it is far more 

11 For example, it is a complete waste of a student’s precious learning time to learn the day Mother’s Day falls 
on the calendar because that date changes from year to year. It also is not efficient to spend a lot of time 
working on what the student has already solidly mastered.
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important for them to acquire solid social skills than it is to attend an advanced 
placement math class.

Today, more students with autism than ever before will go on to college, graduate 
school, or another post-secondary experience. Still, most will not have that opportunity. 
While classic academics will continue to have their place, school systems are obligated 
to offer well-coordinated vocational and related “transition” programs for students 
on the autism spectrum so they might acquire the skills needed to land a sustainable, 
paying job after graduation. 

This is not a matter of debate. As discussed in Chapter 13 (page 135), transition-
related programming is an extremely important statutory mandate that applies in all 
50 states and in every public-school district. Parents need to take full advantage of 
this mandate long before their child gets ready to leave the public-school system. A 
student’s graduation ceremony is not the culmination; it should represent the beginning 
of the next chapter. Transition-related programming is the vehicle that is supposed 
to prepare students for that next chapter. In chapter 13, I will explain how the remote 
teaching technology that was implemented in response to the COvID-19 lockdown can 
be leveraged to help energize and support the transition process.

    With Ivar and Nina Lovaas In Los Angeles

Two Early Lawsuits Regarding the Efficacy of ABA Interventions

As noted earlier, today’s families have been spared many of the earlier conflicts 
parents were forced to slog through with no assurance that they would prevail. In the 
early years of my law firm, we were forced to file lawsuit after lawsuit to establish the 
efficacy and legitimacy of Applied Behavior Analysis (ABA) as a scientifically validated 
teaching methodology and autism intervention. 

We had to reinvent that wheel time and again. Many school districts woodenly 

resisted ABA programs (then often referred to generically as “Lovaas Therapy”)12 
because they feared “opening the floodgates”; because school personnel had little 
training or experience implementing ABA; or because ABA was regarded as some kind 
of wacky cult.13 Two cases—involving the Pletnikoff family in Alaska and the Deal family 
in Tennessee—represent two very different examples of ABA advocacy and the unique 
lessons learned.

Kodiak Island, Alaska and the Pletnikoff Case
In 1998, I traveled to Kodiak Island, Alaska, to advocate on behalf of Nick Pletnikoff, a 

young boy with autism who was making excellent progress in an ABA program that his 
family had assembled and his school district was reluctant to support. In 1998, it often 
was a struggle to put together an effective ABA program, even for parents who lived in 
densely populated cities like New York, Chicago, or Los Angeles. Somehow, Nick’s family 
had managed to create an excellent ABA program on a relatively remote island where 
there are almost as many brown bears as people.14 The “big picture” was my belief that 
if we could persuade remote, resource-challenged school districts such as Kodiak Island 
to fund and support quality ABA programming, it would make it that much easier to 
persuade school systems with the resources to do so. 

Nick’s incredibly smart, resourceful, and relentless mother, Judy, imported Dr. John 
McEachin from Autism Partnership in Los Angeles, California and Dr. James Mulick from 
Children’s Hospital in Ohio to develop and modify Nick’s ABA program. Somehow, Judy 
and her passion convinced the local order of Catholic nuns to implement and take data 
on Nick’s ABA program. The sisters were highly motivated to help. Their data collection 
efforts were precise and exacting, if not impeccable. (Those of you who had a Catholic 
school experience know what I’m talking about.)

12 I owe much to the late Dr. Ivar Lovaas and his accomplished wife Nina. While Dr. Lovaas and his colleagues 
at UCLA did not invent the field of Applied Behavior Analysis (ABA), they are well known for their 1987 and 
1993 studies, published in peer-reviewed journals, proving the efficacy of ABA as a core autism intervention. 
However, it was their kindness and loving respect for families that stands out most in my mind: They 
appreciated autism’s profound impact on the family. If Ivar and Nina had a mantra, it was “Listen to the 
parents and always have high expectations.”  

13 There also was tremendous resistance to ABA because the earliest attempts to teach in an ABA format used 
“aversives.” The science of applied behavior analysis has evolved and changed tremendously over the years. 
Today’s ABA programs rely on positive reinforcement and include “natural environment teaching.”

14 With a human population just over 6,000, Kodiak Island also is home to nearly 3,000 brown (Kodiak) bears, 
making it one of the densest bear populations in the world. Kodiak has its bears much like Manhattan 
has its pigeons. The Kodiak bear subspecies is the largest brown bear, second in size only to the polar 
bear. Shortly after arriving on Kodiak, I received detailed instructions from Judy Pletnikoff for “what to do” 
(and what not to do) when confronting a Kodiak bear. Fortunately, I never had the need to follow Judy’s 
instructions. 
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Judy and her family had lived on Kodiak Island for many years and hoped to 
continue. The Pletnikoff family wanted me to vindicate Nick’s statutory entitlements 
and protections without causing offense within their close-knit community. This was 
a tall order requiring a creative, sensitive approach. I promised Judy and her family 
that I would make every effort to maintain their relationships within the community, 
recognizing that preserving goodwill could be critical in avoiding future conflict.

Just before some especially damaging evidence was about to be entered into the 
record, the school district’s attorney approached me about entering into a multiyear 
settlement that would allow the Pletnikoff family to continue funding Nick’s ABA 
program. Ultimately, I was able to make peace with the Kodiak Island school system 
without disturbing any of the family’s relationships (and without provoking any members 
of the local bear population). The Pletnikoffs were happy. The school district was happy. 
Any further disagreements were easily resolved without me having to fly back to Kodiak 
Island.15

 Armed with funding from the Kodiak Island school system, Nick made excellent 
progress in his ABA-based program. Still, Nick’s progress was patiently built, brick-by-
brick. It took years for Nick to learn how to ask for what he wanted, follow directions, 
respond to questions, and have a meaningful conversation.

Nick attended regular education classes at St. Mary’s Elementary School, where he 
learned to read, write, and do arithmetic alongside the other children of Kodiak. Nick 
came to be familiar with and appreciated by his neighbors—he became a relatively 
full participant in community life. With the help of his parents, Nick even learned to 
operate a small business creating and selling pet identification tags. Over time, Nick was 
becoming more and more independent. Life was good!16

15 The positive experience I had working collaboratively with the Kodiak Island school system and its counsel 
inspired me to write my first field guide for parents, How To Compromise With Your School District Without 
Compromising Your Child. I am very much a proponent of compromise. However, there is little room for 
compromise once harm is threatened. Accordingly, knowing and understanding where harm begins is 
essential to the settlement process. This is one of the main reasons it is so important for parents to have 
good assessments and evaluations to rely upon.

16 Nick Pletnikoff ’s story is also featured in Chapter 9, Managing Safety Considerations (page 95). In 2015, a 
violent and terrifying physical confrontation with a police officer—behavior that was captured on a police 
bodycam—caused serious trauma and regression that Nick is still recovering from. 

        On Kodiak Island with Judy Pletnikoff, 
          John McEachin, and James Mulick

The Tennessee School District That Spent Over $3 Million Defending the Indefensible
Of course, not every contested autism case goes as smoothly as it did on Kodiak 

Island. The most difficult and hard-fought case I ever litigated is easily Zachary Deal v. 
Hamilton County (Tennessee), the very first autism case to reach the U.S. Supreme Court. 

In 1999, Zachary’s parents (then residents of Chattanooga, Tennessee) approached the 
Hamilton County Tennessee school system requesting it consider an Applied Behavior 
Analysis–based program that would provide the one-to-one instruction and behavioral 
support Zachary needed to learn and attend school. Unfortunately, every time Zachary’s 
parents attempted to bring up the subject of ABA for a meaningful discussion, they were 
immediately shot down by school district administrators who stubbornly refused to 
consider their requests. 

After the Deal family brought suit, Hamilton County and its lawyers engaged in some 
highly questionable tactics to keep me and one of Zachary’s principal experts, Dr. James 
Mulick, from coming to Tennessee on Zachary’s behalf. First, Hamilton County opposed 
my relatively routine motion to be admitted pro hac vice (so that I could represent 
Zachary in a Tennessee courtroom). 

When that tactic failed, Hamilton County’s lawyers filed an ethics grievance against 
me with the local bar association. My offense? I had posted to our firm’s website the 
below photo of me standing just outside the barbed-wire fence enclosure surrounding 
Hamilton County’s administrative buildings. Hamilton County’s ethics complaint was 
filed before any request to take down the photo. Had Hamilton County simply asked, 
there would never have been any “ethics” complaint. In any event, I immediately took the 
photo down from our website while Zachary’s case was pending. 
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   Standing Just Outside Hamilton County’s  
            Administrative Offices

Hamilton County then tried to block Dr. Mulick from giving expert testimony at 
Zachary’s trial on the grounds that Dr. Mulick was licensed as a psychologist in Ohio, but 
not in Tennessee. The State of Tennessee certainly has its share of good psychologists, 
but Dr. Mulick, a nationally known autism expert, knew a great deal about the scope 
and effectiveness of Zachary’s program. The trial judge, James Andrews, wisely rejected 
Hamilton County’s bizarre attempt to exclude Dr. Mulick from testifying at Zachary’s trial. 

Tennessee is the same state where the famous Scopes Monkey Trial took place in 
1925, pitting evolution and science against scripture; a criminal trial in which Tennessee’s 
Butler Act had made it illegal for a public-school teacher to teach human evolution. 
Zachary’s case was a civil case presenting different issues, but it was not lost on me that, 
once again, science was on trial; this time, the science of Applied Behavior Analysis.

Zachary’s trial went on for three weeks, with Hamilton County objecting to pretty 
much everything. Every night, the Deals and I and would hunker down in the family’s 
basement “war room” to prepare for the next day’s witnesses. Around 10 p.m., after the 
last round of homemade sweet tea and Jack Daniels was served, someone would drive 
me to my hotel so I could get some sleep before the next day’s proceedings. 

The annual cost of Zachary’s ABA program was approximately $65,000. At the time, 
Phil Deal was working as a fundraiser for St. Jude Hospital and Maureen Deal (formerly 
employed by the FBI as a computer expert who accompanied other FBI agents on raids) 
was staying at home to manage Zachary’s program. It would be difficult to find a family 
more organized and with more integrity than the Deals. 

For the Deals and their modest annual income, the cost of Zachary’s program was a 
real hardship. The last thing the Deals wanted was a knock-down, drag-out court battle. 

Rather than work with Zachary’s parents toward a compromise that would conserve 
taxpayer dollars, the Hamilton County school board and its then-Superintendent, 
Jesse Register, spent more than $3 million in attorneys’ and expert witness fees to fight 
Zachary and his parents during a month-long trial in Chattanooga and litigating the 
appeals that followed at the federal level. So many families could have been helped 
with that money.

When a school system invests more than $3 million fighting a single court case over 
a single child, it is likely banking on the presumption that such tactics will eventually 
wear down a family with fewer resources to the point where they will give up. That kind 
of school system is also looking to set an example so that other families will not dare do 
the same. But Hamilton County did not know who they were dealing with. There were 
many dark moments when any family might have decided to call it quits. Not the Deals—
they were committed to seeing Zachary’s case through to the end. The Deals and their 
commitment and fortitude inspired me and many other families.

Using words such as “appalling,” “evasive,” and “untruthful,” the judge presiding over 
the Deal trial (Hon. James Andrews) ruled for Zachary and his parents in a scathing 
decision that exposed Hamilton County’s shabby and disrespectful treatment. Hamilton 
County refused to accept any responsibility for its actions and prepared for an appeal 
siege in which it hired four additional, handsomely paid “experts” who had never 
testified at the trial and had no prior involvement with Zachary’s program. People will 
sometimes ask me how the Hamilton County school system managed to spend millions 
in legal fees defending a single case. This is how. Hamilton County then doubled down 
by taking an appeal to federal court. In this way, Hamilton County was able to defer and 
deflect any accountability for what had happened following the trial. Hamilton County 
could respond “Oh, that case? It’s on appeal.”

Judge Edgar, the Chattanooga-based federal district court judge assigned to the 
case following the school district’s appeal, apparently wasn’t all that impressed with 
Judge Andrews’ decision in Zachary’s favor. Judge Edgar allowed Hamilton County 
the opportunity to bolster their record with more “expert” testimony from the four 
additional experts Hamilton County had hired. In essence, Judge Edgar gave Hamilton 
County the opportunity for a “do-over.” Judge Edgar had the power and discretion to do 
this—there was absolutely nothing that we could do but go along for the ride.

It hardly was a surprise that when the “do-over” phase was completed, Judge Edgar 
ruled that Hamilton County had done nothing wrong and that there were no procedural 
or substantive violations. However, on the further appeal filed by the Deals, the Sixth 
Circuit Court of Appeals ruled otherwise, holding that Hamilton County came into the 
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IEP process with a “closed mind” and had impermissibly “predetermined” Zachary Deal’s 
educational program by refusing to give any consideration to the Deals’ request for ABA 
teaching. In essence, the appeals court agreed with Judge Andrews’ original decision. 
By the time the Deal case wound its way through the federal court system and all the 
appeals and attempted appeals,17 Hamilton County emerged (once again) as the losing 
party after spending a fortune trying to defend the indefensible.

        With Phil and Maureen Deal After Oral  
           Argument Before The 6th Circuit

Inasmuch as Zachary emerged from this saga as the prevailing party, Hamilton 
County was ordered to pay a substantial portion of Zachary’s attorneys’ fees on top of 
the millions of dollars it had already paid to its own attorneys and experts.18 To say the 
least, Hamilton County could have lost for less—a lot less.

The Deal case offers a textbook example of what a school district should not do 
when parents ask to have a meaningful discussion. It also reveals the shameful ordeal 
that some school districts are capable of putting parents through when disputes arise. 
I am especially proud that in her dissenting opinion in Schaffer v. Weast,19 Supreme 
Court Justice Ruth Bader Ginsburg cited our Deal case for the proposition that we 

17 Hamilton County perfected the role of “sore loser.” After the Sixth Circuit Court of Appeals ruled against 
Hamilton County and denied its motion for reconsideration, the school system made one final appeal 
attempt before the U.S. Supreme Court. The high court rejected Hamilton County’s appeal petition, which 
meant that the Sixth Circuit’s ruling against Hamilton County would stand. The Sixth Circuit’s ruling in Deal 
continues to this day and has been cited more than 250 times by other courts. 

18 Hamilton County’s lawyers included The Weatherly Firm, an Atlanta-based law firm known for representing 
school districts in high-profile cases.

19 In Schaffer v. Weast, a split Supreme Court ruled that in IDEA cases, the student bears the burden of proof 
on whether the school system offered the student a “free and appropriate public education.” However, 
individual states are free to legislate otherwise. New York and New Jersey, for example, have adopted 
legislation placing that threshold burden on the school district.

cannot always rely on school systems to do the right thing. Justice Ginsburg wrote 
“Understandably, school districts striving to balance their budgets, if ‘[l]eft to [their] own 
devices,’ will favor educational options that enable them to conserve resources.”)20 

After the Deal decision became final, word spread of the millions of dollars 
Hamilton County and its counsel had wasted. Around this time, more school districts 
began to accept Applied Behavior Analysis as an effective, if not “best practices” core 
teaching methodology.21 The Surgeon General’s report validating ABA’s efficacy went 
a long way toward establishing that point. So did the multivolume set of findings and 
recommendations published by the New York State Department of Health. This time 
frame represented the turning point for Applied Behavior Analysis in our nation’s public 
schools. Almost overnight, public school systems began to talk about the ostensible 
quality of their ABA programs and support personnel.22 

For parents, the takeaway from the Deal case is that parents should be on the 
lookout for any situation where the school district has “predetermined” its program and 
placement recommendation. A parent’s right to have meaningful participation at the IEP 
means much more than a parent’s mere physical presence at the meeting. Any evidence 
of predetermination should be preserved. A school district may be entitled to reject a 
parent’s request, but only after giving it due consideration. If the school district flat-out 
refuses to discuss a parental request, it probably is time to consult with counsel.  

Making Plan B Work 

Just as autism is considered a spectrum disorder, self-sufficiency and independence 
have their own continuums. While each student’s potential for independence and self-
sufficiency will vary widely, school-age programming that allows for learned helplessness 
in adulthood will translate to far greater public costs over an individual’s lifetime. There 
is no way to accurately calculate these costs, but given the 50,000-plus Americans with 

20 In 2016, in T.K. v. NYCDOE, the Second Circuit Court of Appeals cited the Deal precedent for the proposition 
that it is a violation of the federal IDEA statute when school districts impermissibly “predetermine” issues 
that are supposed to be fleshed out at the IEP meeting. The Hamilton County school system was back 
again in the news in 2018. In L.H. v. Hamilton County Department of Education, the Sixth Circuit reversed 
and remanded the district court’s ruling in a decision that, to say the least, was highly critical the “least 
restrictive environment” arguments Hamilton County and its attorneys had advanced. No law firm wants to 
receive a court ruling noting that some of its arguments are “bizarre,” disingenuous,” or “without merit.” See 
L.H. v. Hamilton County Department of Education, reversed and remanded (6th Cir. 8/20/18). 

21 This is not to say that ABA works for every child, or that ABA alone will be sufficient. Many students on 
the spectrum will need additional interventions from the school system, including speech and language 
therapy, occupational therapy, physical therapy, and social skills training. 

22 These early efforts by school districts often drew litigation fire, particularly when the school district relied 
on ineffective “group” teaching or instructors with little or no training or supervision. 
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autism who transition to adulthood each year, it is safe to say that billions of dollars 
are at stake annually. It is axiomatic that dollars and energy invested early to promote 
greater independence and self-sufficiency translate to significantly reduced public costs 
going forward. One thing is certain: the choices we make today will have far-reaching 
fiscal and social consequences for generations to come.

There is only so much time before the inevitable transition to adulthood. With the 
intervention clock ticking away, how should parents and school districts collaborate? 
How do they best “invest” their time and energy to make effective choices that will 
promote sustainable learning, independence, and self-sufficiency? Since school 
districts come to the table with far greater financial resources and leverage, what steps 
can parents take to level the playing field? As the generalization process is so critical 
to developing independence, how can parents promote generalization if the school 
district fails to do so in a meaningful way? Similarly, how can parents be proactive 
in encouraging the school district to timely provide appropriate “transition” related 
supports and programming? For implementing Plan B, what is the best way for parents to 
“land the plane?”

In these difficult and uncertain times, now more than ever, the autism community 
desperately needs a Declaration of Independence. In the chapters to come, I will explore 
the rights, entitlements, accommodations, and, perhaps most importantly, the practical 
strategies parents can employ to afford their children the opportunity to fulfill Congress’ 
intent that they “lead productive and independent adult lives, to the maximum extent 
possible.” In other words, fulfilling what every parent wants for their child. 




