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PRAISE FOR OPTIMIZING OUTCOMES




“To begin on an unequivocal note, let it be understood that Dr. Mintz has shined a bright light on a fragmented healthcare delivery system for autistic individuals that is ineffective, inconsistent, and improvident beyond belief. However, through a series of poignant stories, made possible by medical and behavioral science, Dr. Mintz demonstrates the power of a holistic, integrated medical home for autism treatment. His model of care clearly produces the coveted trinity of outcomes: capability, comfort, and calmness for his patients. Optimizing Outcomes may well be considered the harbinger of hope for families, and a blueprint for professionals.”


MICHAEL J. CAMERON, Ph.D., BCBA-D, LBA, University of Southern California




“Our son Matthew suffered from recurring bouts of vomiting from the time he was six months old. In search of a cure, we had taken him to every specialist in every world-renowned medical facility we could find. He underwent more medical testing than any small child should ever have to endure, yet no one could give us answers. And then our world changed when we met Dr. Mintz at NeurAbilities Healthcare. After our first visit with Dr. Mintz, we left with a treatment plan and Matt never had an episode again. It is my hope that by telling Matt’s story, and other stories from families like ours, we can save a family from the six years of suffering we endured. As Matt’s mom, I know Dr. Mintz saved Matt’s life.”


JENNIFER WILLIAMS, Matt’s grateful mom




“Dr. Mark Mintz’s vision of integrated health care for families dealing with neurodevelopmental disability grew into a reality, step-by-step, over three decades. Optimizing Outcomes describes the process of creating a novel health care model—identifying the need, understanding the complexity, developing the mission, coordinating the resources, applying the neuroscience, and optimizing the outcomes. Dr. Mintz is a true visionary with compassion as well as a master team-builder who knows how to implement ideas into interdisciplinary and comprehensive clinical care. An amazing narrative about a creative means to a better end.”


WILLIAM D. GRAF, MD, Child Neurologist; Professor of Pediatrics, University of Connecticut School of Medicine




“Optimizing Outcomes is so well written you can feel the emotion of what the people Dr. Mintz writes about are experiencing, and the impact their health is having on their lives. Optimizing Outcomes gives hope that, with the help of Specialty Care Medical Home practices, children with autism need not be ‘defined by their diagnosis,’ but it will only be a part of who they are. People can get the help that they need.”


LIZA GUNDELL, CEO, Autism Family Services of New Jersey




“I encourage both health care professionals, caregivers, and the public to read Dr. Mark Mintz’s significant contributions in Optimizing Outcomes describing and proposing innovative healthcare delivery models for the underserved population of special needs individuals. Readers will find essential information and guidance for developing solutions for improving the lives of those suffering from both common and complex Neurodevelopmental Disabilities.”


JAMES M. OLESKE, MD, MPH, François-Xavier Bagnoud Distinguished Professor of Pediatrics-Emeritus, Rutgers - New Jersey Medical School




“In working with Dr. Mark Mintz, I have had the privilege to see firsthand how he has literally changed the world for so many children with neurobehavioral disorders and provided hope to their very distraught families. His book, Optimizing Outcomes, is a compelling read in which you will learn that he is an extraordinary physician who successfully diagnoses and treats children who have been failed by our healthcare system. You will come to understand his powerful vision and innovative solution for delivering care to the special needs population that is growing in staggering numbers year after year.”


TONI PERGOLIN, President and CEO, Bancroft




“The nervous system is typically treated by the medical profession as if its problems are either neurology, psychiatry, or psychology. There is no clean separation, however, for neurobehavioral problems. Optimizing Outcomes describes how to heal this artificial rift using a unified ‘specialty care medical home’ approach that is coordinated and more effective.”


MICHAEL SEGAL, MD, PhD, Founder and Chief Scientist, SimulConsult




“An inspiring and thought-provoking book chronicling the journey of a child neurologist’s pursuit of innovative healthcare delivery for individuals with neurodevelopmental and intellectual disabilities. This multifaceted story is a testament to the power of science, ethics, and evidence-based ideas in shaping the future of healthcare. The author’s passion and dedication to his craft shines through in the development of a groundbreaking medical home model, recognized with an award from the American Academy of Neurology in 2023. This specialty care medical home model utilizing personalized, precision medical approaches is truly a “one-stop-shop” for compassionate and excellent healthcare delivery. Patients, parents, caregivers, stakeholders, and policymakers alike will find Optimizing Outcomes to be a must-read in the search for new cost-effective healthcare systems for complex special needs populations. Overall, this book is an invaluable resource for anyone seeking to improve outcomes and continuity of care for individuals with neurological, neurodevelopmental, and intellectual disabilities.”


MARCIO LEYSER, MD, MSc, PhD, Professor of Pediatrics/Developmental and Behavioral Pediatrics, University of Iowa Carver College of Medicine
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This book is dedicated to the memory of my father, Dr. Morris Y. Mintz, a World War II veteran, pharmacist, and family physician, who inspired and taught me the importance of the physician-patient relationship in clinical medicine and the value of an extraordinary work ethic empowering a fulfilling life of service.


And to my mother, Sally, who always believed in me, had faith in my abilities, supported my ideas, and trusted my instincts.
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The mother of a three-year-old boy was told she should accept that her son was going to end up institutionalized. This doom-filled prophecy was given by a hospital-based healthcare professional, a clinician. But it was easy to see why.


At three, Michael (not his real name) had no language, and thus, he communicated his fear and pain with physical violence. He was a terror. In a household with older twin siblings, Michael had turned his family’s once-peaceful home life into strife-filled chaos by literally and figuratively bouncing off walls and swinging from the curtains every chance he got. Anyone who attempted to corral him would receive a sure reward: a fist to the face. The household was in crisis. The twins were traumatized, and his mother was on the verge of an emotional breakdown twenty-four hours a day.


Imagine the dream every couple has when they bring children into their lives, the beautiful fantasy they weave for the future. Whether it entails a swing set in the backyard, snuggling on the couch in front of a movie, soccer games, or music lessons—whatever it is, every family starts with a dream.


In this case, this couple’s vision for a happy family life had been utterly shattered.


But Michael’s mother was not ready to give up; indeed, the challenge fueled her. She is one of those parents who, in the very best sense, refuses to take no for an answer. She would not accept the perceived inevitable. She was prepared to achieve the impossible; the only variables for her were how much work it would take and how long. People like Michael’s mother are the ones who often find their way through our doors.


Against all odds, Michael’s mother undertook the herculean task of personally coordinating and overseeing services for her son in a complex, disjointed, expensive healthcare system. She understood quickly that the system of delivering care to a child with disabilities was the obstacle course she would have to navigate.


Michael’s mother and her troubled son found their way to the healthcare organization founded by my wife, Pnina, and me, The Center for Neurological and Neurodevelopmental Health (CNNH), the precursor to NeurAbilities Healthcare, which was even then establishing itself in the healthcare field for an innovative interdisciplinary model of evidence-based intervention for the evaluation and treatment of autism and other neurodevelopmental and neurological disorders.


I began my medical career in the 1980s as a pediatric neurologist serving with the US Public Health Service—National Health Service Corps on assignment to Newark, New Jersey, which was experiencing an epidemic of pediatric patients suffering from the effects of a deadly novel virus of the time—the human immunodeficiency virus (HIV). In that role, I observed the difficulty many clinicians were having recognizing the traumatic impact of acquired immunodeficiency syndrome (AIDS) on patients’ neurological and cognitive functions (“NeuroAIDS”), as well as the psychosocial welfare of patients and their families.


I was unaware of it at the time, but the valuable experiences and lessons learned from evaluating and treating NeuroAIDS would be applicable to developing healthcare delivery models and treatment services for those with autism and related disorders. Focusing on neurological disorders in children and bumping up against the same systemic challenges in the healthcare system prompted Pnina and me to open our own healthcare organization, then called The Center for Neurological and Neurodevelopmental Health, or CNNH, now called NeurAbilities Healthcare.


As past president and chief executive officer of CNNH for the first fourteen years and presently chief medical officer of NeurAbilities Healthcare, I and my colleagues continue to develop the robust multidisciplinary “Specialty Care Medical Home” model that I had first conceptualized at Bancroft (a nonprofit provider of programs and services for individuals with autism, those who have intellectual and developmental disabilities, and those in need of neurological rehabilitation, based in Mt. Laurel, New Jersey), where I had served as executive medical director.


By the time Michael came to visit our medical center, following the evolution of our proprietary clinical model in the treatment of autism spectrum disorders, I recommended that the family seek applied behavior analysis (ABA), which is empirically proven to be the most effective behavioral treatment for autism spectrum disorder.


If you had seen Michael when he was a preschooler, you would understand his mother’s commitment and intensity. Our staff doted on him and described him as a sweet child with giant sapphire eyes. They commented on how he loved to cuddle with his mom and eat bologna and butter sandwiches. In the rare moments in which he seemed to be at peace, he ignited our own intensity to help turn his life around. We are motivated to help unlock the potential of every child we serve, irrespective of their situation, but seeing the dedication of his family provided additional inspiration.


From ages three to five, Michael received intensive treatment fourteen hours a day for his problematic behaviors and communication and social skill impairments: the core deficits of autism. With his mother engaged in the full-time job as “traffic controller” among an array of practitioners that included a neuropsychologist, a speech therapist, and occupational and physical therapists, and with continued neurological visits to us for treatment of attention deficits, Michael made rapid progress. He went to school and performed well, scoring grades in the top 2 percent of all the children in his grade.


Defying original prognoses, Michael became an honor student attending a mainstream high school in Philadelphia. Although Michael has communicated with his peers regarding his autism diagnosis, he is indistinguishable from his teenage counterparts and is maturing into a healthy, happy, and funny young man. Michael still has autism, but he is independent in advocating for himself and his needs. Far from being institutionalized, he manages his autism with therapy, medication, and other supports and is forging a life of independence. Michael would say he is not defined by his diagnosis; it is one part of him that he must master in order to flourish.


How is this dramatic success story possible? Michael’s mother made two critical decisions to ensure his future. First, she sought early and intensive intervention for his autism. Numerous studies have demonstrated that the earlier children begin their treatment, the better the long-term outcomes. During the preschool years, a child’s brain is at its most “plastic,” which maximizes the opportunity to develop new neural pathways that facilitate rapid learning. Diagnosing Michael as early as possible and seeking treatment promptly were vital steps in his extraordinary development.1


The other significant component was his mother’s refusal to accept conventional American healthcare system methods, which historically have been focused on improving outcomes of medical diseases, with fewer resources devoted to neuropsychiatric and neurobehavioral (commonly referred to as “mental health”) disorders. Her willingness to spend the time relentlessly jousting with every element of the system, including insurers, public education, siloed healthcare providers and more, and to find providers who understood the need to integrate their services and fill the gaps in diagnosis and treatment, ptimized Michael’s opportunity to achieve success in developing cognitive, social, and developmental functions.


We should be careful here to note that children with autism are never “cured,” although a minority can “recover.” Because autism has a biological origin, autistic children’s brains work differently than neurotypical children’s brains, and they will continue to work differently as adults. Many of the behaviors and pathologies associated with autism that impede independent adult functioning can be controlled and even eliminated through treatment, though many associated conditions involving neurological, psychological, and physiological challenges may remain.


This book is about our story of bridging the gaps in the currently fragmented system of care for patients with autism spectrum disorders and other neurodevelopmental disabilities while adhering to precision and evidence-based medical sciences. It is the story of our unique “Specialty Care Medical Home” model for healthcare delivery for special-needs populations: an independent, empirically based, holistic, interdisciplinary, and transdisciplinary approach that has delivered improved outcomes and qualities of life for patients and their families. It is our diagnosis of the problem and our prescription for a solution.


It is a road map for hope.


But first, let’s start with how we got here. Let’s discuss three issues in the American healthcare system today that bear heavy responsibility for the waste and suboptimal outcomes it produces for patients.


GAPS IN THE SYSTEM


My realization that gaps in the healthcare system are distorting how care is delivered and funded began early in my career when I observed a series of dots that were not being connected. It hearkens back to the early days of the HIV/AIDS epidemic when no one could understand why infants and children were succumbing to confounding opportunistic infections previously unseen at that age and developing mysterious neurological degenerative disorders.


Others in our organization came to the same realization in different ways. For example, our behavioral therapists report that the disconnect between their disciplines and the medical community’s approaches in the treatment of children with autism spectrum disorders led to fragmented treatment that failed to capitalize on a variety of perspectives and types of expertise.


THE OVERUSE OF MEDICATION


Our present healthcare system tends toward the study and treatment of disease and only more recently has shifted into preservation and maintenance of health and prevention of disease. This has led to a reliance on pharmacological solutions and interventions to various medical and behavioral conditions and disorders. Particularly in the realm of behavioral healthcare, the reflex is less to understand the cause of symptoms than to suppress them, usually with medication.


In this model, if the medication fails, the antidote is, usually, more or different medication, until all forms of drugs are exhausted—with far less effort and time spent on understanding biological or environmental causes or mechanisms of adverse behavioral manifestations. Although such an approach can be successful, it is not necessarily sustainable and often fraught with short-term and long-term medication side effects and adverse events. Understanding the biological and other causes and contributions to neurological, neurodevelopmental, and neurobehavioral disorders leads to treatments targeted at mechanisms of disease, improves outcomes and quality of life, and reduces reliance on or eliminates pharmacological interventions.


We see and hear examples of this all the time, and I will document them in this book. They remind us that prescribing medication is the easiest course of action in response to a health condition but cannot substitute for understanding its underlying causes. Pharmacological efficacy depends on the difficult detective work of targeting the biological causative source, and too often, it is employed as a shorthand for suppressing symptoms. The adverse impact on patients is staggering.


OVERUTILIZATION OF RESOURCES AND FINANCIAL WASTE


We are on a mission to revamp the delivery of specialized healthcare services to thousands of patients in desperate need of the kinds of care we provide, boost outcomes, and slash costs for the benefit of children, their families, and the communities around them.


Widening the lenses of service providers and insurance companies to include all the natural environments in which children with autism live beyond the therapy room or doctors’ offices will lead to better diagnoses and more informed treatment regimens.


Later in the book, one of our patients, Bobbi, enthusiastically tells the story of her tortured journey through America’s disjointed healthcare system. Bobbi’s decade-long diagnostic odyssey caused her needless pain and suffering, and cost the healthcare system (i.e., all consumers of healthcare) hundreds of thousands, and perhaps even millions, of dollars. In the end, one of our astute neurologists did a few simple and inexpensive tests that revealed a genetic defect and informed us about a safe, low-cost medication that eliminated her symptoms and recurrent hospitalizations.


Bobbi’s story is dramatic but not particularly unusual in our current healthcare system. Her experience, particularly her diagnostic odyssey, can be minimized by employing more independent, interdisciplinary specialty care enterprises like ours. Unfortunately, tragically few exist, and the barriers to entry are significant.


Disentangling services from hospitals and medical schools, where they compete with corporate priorities and are strangled by bureaucratic red tape, and establishing them in independent operations akin to ours can break down the silos and help healthcare professionals focus instead on finding solutions for these populations with special needs.


SCALING UP OUR SOLUTIONS


Any organization providing a service desperately needed by significant numbers of people is bound to grow. For example, many high-tech companies providing search engines may owe their success to a variety of factors, including smart management, but the primary impetus behind their growth is that their technologies can answer our questions in a fraction of a second, billions of times every day. These tech companies are filling a need—and doing it very well.


Although we are not a high-tech megacompany, our enterprise has been able to achieve success. From its founding in the years prior to the Great Recession of 2008 to the 2018 inflection point when we brought on investors, our company had grown tenfold without any outside investment simply because we listened to and answered questions plaguing families of children with autism spectrum disorders and other neurological issues. A team of physicians, clinicians, and scientists reinforcing each other’s expertise and sharing myriad perspectives for the good of their patients has resonated with people throughout our initial catchment area of greater Philadelphia and New Jersey.


People like Bobbi and Michael’s mother and hundreds of others have made their way to us, often after a series of traumatic experiences and diagnostic odysseys, because we have a formula for delivering healthcare services that they need. Our independence allows us to remain nimble and quickly adapt to change, as we did in response to the COVID-19 crisis.


Our organization has been driven by maintaining a laser focus on our vision and mission, which has been validated by our dramatic growth despite many challenges and tribulations, including a severe recession in 2008 soon after our formation.


Why should a start-up organization like ours survive and flourish in the shadow of some of the finest medical institutions in the country and, for the first fourteen years, without outside investment?


We have succeeded because we addressed the gaps in healthcare delivery for special needs populations and created a healthcare delivery system that fills these shortcomings. And an independence that frees us from institutional bureaucracies and agendas allows us to work with, rather than for, hospitals and other healthcare institutions. Ultimately, the best of intentions and efforts would be meaningless if we are unable to improve the lives of those who seek our services, often desperately. The experiences and outcomes of people like Bobbi and Michael’s mother and thousands of others we have had the privilege to serve make it all worthwhile, authenticating our vision and mission.


Our independence was also a hindrance to business growth. We lacked the leverage to negotiate with payers or the ability to invest in necessary information technology (IT) systems and fulfill electronic medical records (EMR) requirements. The healthcare regulatory framework grew more complex over the years and started placing strain on our management team. The combination of these challenges constrained our ability to serve all the patients who needed us.


In an area of the country where autism spectrum disorder is even more prevalent—now one in thirty-five children in New Jersey2—the demand is growing ever faster. Disappointed that we were unable to help all the families who needed our services, we decided it was imperative that we grow exponentially rather than incrementally, as we had done over the previous fourteen years. Being committed to helping all families and children with autism spectrum disorders and other neurological conditions means, for us, providing our unique services to as many of them as possible. That means more clinicians, more services, more administrators, and more investors sharing the risk.
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We recognized that we could not cross that Rubicon without a bridge. The gap was too wide, and our resources were too meager. At the same time, we knew we had something special—a vision and operating practices that challenge much of the conventional wisdom of the healthcare system—and we were not willing to endanger that with an ill-conceived arrangement. This was not to be cashing in or selling out; it was to be rocket fuel for our liftoff.


We considered a host of models and proposals to help us scale up and found one investor group that valued our vision and was prepared to support what we were already doing with the resources to do more of it. Council Capital Group, a private equity firm, approached us with a congruent investment philosophy. Their involvement gave us the financial security to consider longer time horizons for the business and to expand and solidify our management structure.


We partnered with Council Capital (headquartered in Nashville, Tennessee) in 2018. Shortly after, we dramatically increased our clinical staff and brought in a new management team, including a new CEO, Kathleen Bailey Stengel, a Board Certified Behavior Analyst with concomitant business experience who shared our vision of an independent, interdisciplinary approach to neurological services.


We are not done because we know that there are many patients in need who are struggling with autism spectrum disorder and unnecessarily failing to find the services they deserve all in one place. We have helped so many people over the years who would not have reached the level they did without our help. Everyone in the communities we serve should have that opportunity.


Our quest has been renewed, and we tilt at these windmills with a stronger horse beneath us, a sharper lance, and thicker armor. We see the gaps in the system, and we remain a flexible, independent organization offering comprehensive care in ways that existing institutions and healthcare delivery systems generally cannot. We are solving problems, creating meaningful outcomes, and recently are now expanding our reach to serve patients throughout New Jersey, Pennsylvania, and other states.


And, through this book, the rest of the nation.


I will leave you with this encouraging truth as we begin our journey together toward a better way: despite the difficult times that families with neurological challenges endure, despite the emotionally taxing roller-coaster ride, despite the setbacks and apparent dead-ends, despite all of that, there is hope.


There is hope because there is a better way to treat autism spectrum disorder and other neurological issues than the methods you have encountered so far.


There is hope because scientific advances offer new diagnostic and treatment approaches, pointing us in the right direction. There is hope because these new treatment approaches have a proven track record of positive outcomes to benefit your neurodiverse loved ones. There is hope because we have embraced these new approaches to forge a new path forward, and you can choose to join us on it.
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On this new path, we always remember that a child is a unique human being with a family and a home life and school experiences that are part of who and what that child is. On this new path, we walk together and exchange ideas, all of us listening as well as speaking to one another. On this path, rather than confining ourselves to the pursuit of a single perspective, we incorporate all factors that may be in play.


This new path is an intersection of insights rather than a one-way street of prescriptions from “experts.”


Join us on this new path as we share with you our plan for optimizing outcomes and unlocking the hopes and dreams for your child. There is hope, and now we are offering you the key.





1Wendy L. Stone and Theresa Foy DiGeromino, “There Is No Debate or Doubt: Early Intervention Is Your Child’s Best Hope for the Future,” UNC Autism Research Center, University of North Carolina–Chapel Hill, accessed March 9, 2023, https://autism.unc.edu/resources/early-intervention.


2M. J. Maenner et al., “Prevalence and Characteristics of Autism Spectrum Disorder among Children Aged 8 Years — Autism and Developmental Disabilities Monitoring Network,” 11 Sites, United States, 2020,” Morbidity and Mortality Weekly Report Surveillance Summaries 2023;72(No. SS-2):1–14. http://dx.doi.org/10.15585/mmwr.ss7202a1.
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A Fragmented Healthcare System


Did you know? Americans spent more than $4 trillion, or nearly one-fifth of the gross domestic product (GDP), on healthcare in 2020,3 which is three times the amount from just 2000.4 Americans spend 50 percent more of what we earn on healthcare than residents of the country with the next most expensive healthcare system (Switzerland).5 Nearly half of Americans say they fear a medical event could bankrupt them,6 and for good reason. The Commonwealth Fund reports that 41 percent of working-age Americans—or seventy-two million people—have medical bill problems or are paying off medical debt.”7


For all that extra spending, we are rewarded with a fractured system in which care is rationed irrationally. A report in the Journal of the American Medical Association in 2019 found that roughly a quarter of that spending—nearly a trillion dollars—is wasted.8 If the waste were eliminated and put back in our pockets, a family of four would get a check for $12,000 every year.


By the AMA’s accounting, this waste is the result of six broad categories of inefficiency: failure of care delivery, failure of care coordination, high prices, administrative complexity, overtreatment, and low-value care.


Our patient Bobbi, who endured a tortured journey through America’s healthcare system, is testament to the need for an alternative to the current delivery of care paradigm. She experienced the negative impact of all six categories of inefficiency firsthand throughout her healthcare horror story.


(Just a side note here: Bobbi is the actual name of this particular patient. We have permission to use her story and name her. When patients gave their permission to use their names, we did so. Other patients have given us permission to use their stories but not their names, so we give them aliases. Still other stories here are illustrative amalgams of real stories but not attributable to a specific person. Patient confidentiality is obviously an important aspect of our work.)


As a teenager, Bobbi suffered episodic seizures that put her in the hospital for days at a time, multiple times each month. Through a series of incorrect diagnoses, she skipped from one medication to another that seesawed her weight from a low of 90 pounds to a high of 210 pounds.


Bobbi was told she would never live a normal life, drive a car, hold a job, or have a family. A neurosurgeon proposed seizure surgery.


At that point, after a decade of hospitalizations, pharmacological experiments, endless doctors’ visits, expensive diagnostic tests, and treatments, all of it had come to naught. Despite that, it had consumed hundreds of thousands of dollars, perhaps even a million or more, and it could all have been avoided.






OEBPS/html/docimages/sec01.jpg





OEBPS/html/docimages/img001.jpg
INTRODUCTION








OEBPS/html/page-template.xpgt
 

   
    
		 
    
  
     
		 
		 
    

     
		 
    

     
		 
		 
    

     
		 
    

     
		 
		 
    

     
         
             
             
             
             
             
             
        
    

  

   
     
  












OEBPS/html/docimages/img010.jpg
We have helped
S0 many people
over the years
who would not
have reached
the Level they did
without our help.
Everyone in the

communities we
serve should have
that opportunity.






OEBPS/html/docimages/img012.jpg
This new path
isanintersect-
ion of insights
ratherthana
one-way street
of prescriptions
from “experts.”






OEBPS/html/docimages/cover_ader.jpg
OPTIMIZING
OUTCOMES

Integrated Specialty Healthcare
for Individuals with

Neurodevelopmental Disabilities

MARK MINTZ, M.D.





OEBPS/html/docimages/img013.jpg
CHAPTER 1






OEBPS/html/docimages/t01.jpg
OPTIMIZING
OUTCOMES

Integrated Specialty Healthcare
for Individuals with

Neurodevelopmental Disabilities

MARK MINTZ, M.D.

#vantage | Books






OEBPS/html/docimages/ht01.jpg






