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This book is dedicated to all our families, our patients with
autism spectrum disorder, their family caregivers, and the

professionals who are committed to excellence in life-long care.
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FOREWORD

Every one of us depends on health care providers for essential preventa-
tive, treatment, and emergency care for ourselves or our loved ones.

This continuum of care ideally includes personalized, evidence-based sup-
port for prevention and wellness, maintenance, and in illness and crisis. For
routine care, we trust our healthcare providers to check up on us and tell us
if things are going well or if something about our health has gone awry. We
make calls, wait for our appointments, fill out checklists, answer questions,
and participate in exams. These encounters might be routine or life-chang-
ing. Having that care is something we often take for granted when we go to
the doctor’s office. Most of us can count on being able to report our history
and symptoms and trust the people we encounter are there to help us. 

Now, what if you were one of the 1–2% of people who has autism spec-
trum disorder (ASD)? How would that change your healthcare encounter?
From early on, your parents may have a nagging feeling that something is
different. They may question if you can hear and wonder why you do not
turn around when they call your name in that sweet baby voice they use to
get your attention. At the 18-month well-baby check-up, your mother might
keep a close eye on the nurse and doctor for any sign that something is dif-
ferent or wrong. She might apologize when you cry and arch your back as
you are examined. She might be anxious and relieved at the same time when
asked to answer questions about how many words you are using, if you smile
when others smile at you, if you point out objects, if you pretend to talk on
the phone. You may be frustrated that you cannot say you are hungry, both-
ered when people interrupt your close inspection of a toy to get you to look
at them, and distracted by the hums and whirls of the machines and sounds
in the background. 

From the earliest age, when the social communication and interaction
and behavior signs of autism emerge, life is different for people with ASD.
These differences are biologically-based and result in lifelong differences in
processing information and experiencing the world. In addition to these core
aspects of ASD, people with ASD are likely to have co-occurring challenges
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in areas such as sleeping, eating, sensory processing, attention, and anxiety,
among others. People with ASD may find the unpredictability of office vis-
its to be disconcerting. The unfamiliar people with unclear intentions in the
midst of strange sights, smells, and sounds may be overwhelming. Some peo-
ple with ASD may react with outbursts that are frightening to those not
familiar with the person, or they may just shut down and not respond. A per-
son with ASD may not be able to tell you where it hurts, or that they even
have pain in the first place. Even before the appointment it may take extra
steps and preparation to get ready for an office visit. Then, supports through-
out the visit may be necessary. In these busy times, many healthcare profes-
sionals may not be interested in taking the time necessary to address the spe-
cial needs that someone with ASD may have. Getting routine health care can
be a challenge for many reasons, but the main barrier comes from the break-
down in efficient communication between provider and patient when they
are not able to understand each other. This book provides the tools and
information so the healthcare professional can think differently about caring
for this patient, and see through his or her eyes.

Given the current prevalence estimates and improvements in awareness
of ASD, it is very likely that most healthcare offices will have patients on the
spectrum at some time or another. Ideally, each person has access to a Medi -
cal Home that provides accessible and family-centered care across the lifes-
pan. People with ASD may have unique developmental challenges, but they
face a range of health issues like all people. Many of these may be com-
pounded by an ASD. Access to quality care is a challenge and many individ -
uals have no one to transition to when aging out of pediatric care. We know
very little about the long-term health effects of activity limitations, restricted
diets, or other compounding behavioral challenges. For too many, basic
healthcare needs have been overshadowed by ASD with potentially treat-
able health issues explained away as just another part of the ASD. There is
a great need to change that bias so that each person has access and is
involved in what is needed to help them live healthy lives. 

This volume edited by Dr. Ellen Giarelli and Dr. Kathleen Fisher is a
much-needed resource with important information from the 2014 conference
“Creating Integrated Healthcare Services for people with Autism Spectrum
Disorder” sponsored by Drexel University College of Nursing and Health
Professions and the AJ Drexel Autism Institute. The information and tools
are essential to improve the care and support of people with ASD. Compila -
tion of the information shared during the conference can help move health
care forward by recognizing that people with ASD face the range of issues
that all individuals may encounter in addition to more complicated and
unique challenges requiring specialized strategies and attention. The presen-
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tations summarized here and the additional chapters share the importance of
early, continuous, coordinated, and individualized care that is integrated into
the existing health care system. Examples of models and policies that have
im proved the access, ex perience, and outcomes for patients with ASD are
shared. In addition, the importance of continuous quality improvement
through data collection and monitoring of outcomes is emphasized. This in -
formation is essential for ad dressing the capacity crisis we have in providing
routine, specialized, and emergency care for individuals with ASD.

This volume brings together a wealth of expertise with information and
strategies across the lifespan. As a result of these efforts, I hope that more
people with ASD will feel they are part of a trusted health care team that pro-
vides meaningful information, prevention, and intervention throughout their
lives. 

CATHERINE E. RICE, PH.D.





PREFACE

This book is the product of an interdisciplinary conference funded in 2014
by a grant from the U.S. Department of Health and Human Services,

Agency for Health Care Research and Quality (1R13HS023035-01) and
matching grants from Drexel University College of Nursing and Health
Professions, Drexel University Online, and the A.J. Drexel Autism Institute.
The purpose of the conference was to start a conversation among experts,
professionals and consumers. We presumed that if we brought together
health care providers to learn about and discuss these conversations it would
stimulate new and creative approaches to the provision and coordination of
medical care for people with autism spectrum disorder (ASD) across the
lifespan. The conference provided a forum for the discussion of a research
agenda to evaluate the outcomes of integrated care and policy efforts.

We hope that improving such coordination of care derived from creative
problem solving will reduce miscommunication among providers, family
members and patients, and control the confusion that compromises patient
safety or delays in the delivery of needed services. We also hope that, over
time, better integration of care will reduce costs, improve treatment out-
comes, and improve the quality of life for people with ASD. This book con-
tinues the conversation and proposes ways to test these presumptions and
affect changes.

We conceptualized this book as a service to our colleagues and a respon-
sibility to our patients with autism spectrum disorder and their families. It
satisfies a need for a clear, comprehensive collection of interdisciplinary per-
spectives on how to provide quality health care when a patient is also diag-
nosed with autism spectrum disorder (ASD). The conference had a key
address, summarized by Doctor Catherine Rice in the Foreword. The book
is divided into four sections that correspond with the four sessions of the con-
ference and reflect the overarching need to understand the scope of the prob-
lem, consider different solutions, examine different environment and con-
textual factors, and recognize the need for research and policy changes. The
chapters offer perspectives from leaders across multiple health care services
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and in public policy and research. The authors include nurses (women’s
health, primary care, urgent care), physicians (psychiatry, pediatrics, geron-
tology), educators, occupational therapists, physical therapists, epidemiolo-
gists, psychologists, public health professionals, and genetic counselors.

In Section 1, the chapters examine and explore the type and scope of the
factors that contribute to the problem of providing comprehensive health
care to people with ASD. In Chapter 1, I outline how a fragmented health-
care system results in rising costs and diminished quality of care. In Chapter
1, I call attention to urgent need for healthcare providers to learn to manage
a complex set of symptoms and anticipate the potential side effects of poly -
pharmacy. In Chapter 2, Michael J. Brenner, Kate E. Wallis and Jennifer A.
Pinto-Martin discuss the epidemiology of ASD, the evolution of diagnostic
codes, global prevalence, and proposed etiological theories. They make a
convincing case for continuing research. In Chapter 3, Kathleen G. Freeman
and Jennifer Harrison Elder share their personal and professional experience
with ASD. They assert that healthcare providers must try to comprehend the
complexity of the problem faced by parents of children and adults with
ASD. They advocate for trying to comprehend the patient’s and parent’s
reality, working closely with parents, and considering ways to prepare for
medical visits. Care does not just flow from the healthcare provider to the
patient. It is coextensive with sensations that flow from the environment in
which care is delivered. In Chapter 4, Elizabeth Pfeiffer and Leah I. Stein
Duker discuss sensory processing, anxiety and related obstacles to care.
They offer anticipatory strategies and recommend environmental modifica-
tions to removed barriers to optimizing therapeutics. In Chapter 5, Paul A.
Kettl considers the complexity of prescribing medications to the patient with
ASD. He considers the comorbidities, side effects and polypharmacy, and in -
troduces the reader to some promising pharmacotherapeutics presently under
investigation.

Section 2 includes chapters that address the solutions to some of the
problems described in Section 1, beginning with a framework to guide prac-
tice and research descried presented by Joan Rosen Bloch in Chapter 6. A
broad view of healthcare services is used to point out the ways equity, effec-
tiveness, and efficiency can be improved. In Chapter 7, services settings are
further examined and the pediatric Medical Home is described as the exem-
plar for comprehensive care. The author, Renee Turchi, illustrates further the
ways to provide patient and family centered care and how to engage com-
munity partners and how partnerships are key. In Chapter 8, James E. Con -
nell, Margaret C. Souders and Connor M. Kerns extend the idea and apply
the principles of the Medical Home to the adult ASD services. They share
their Case Consultation Model as a way to address the complex challenges
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and needs of the adult population. Selecting optimal intervention from
among a host of treatment options can be daunting for patients and family
members. In Chapter 9, Jennifer Harrison Elder advises on how healthcare
providers can assist parents and other family caregivers to best navigate the
healthcare system and make informed circles. She offers advice on how to
support family members and informal caregivers and summarizes the key
instructional points when discussing complementary and alternative thera-
pies. Genetic testing is becoming the standard of care in diagnosing cases of
ASD. In Chapter 10, Marian Reiff and Surabhi Mulchandani share their
expertise to explain first-line genetics testing, psychosocial implications, and
practice implications. They offer recommendations for pre- and post-coun-
seling and practice and policy changes.

The knowledge base of the health provider, the immediate environment,
and other contextual factors such as social variables will have an effect on
how health services can be integrated. These are explored in Section 3. In
Chapter 11, Marcia R. Gardner describes how professional nurses conceptu-
alize their role in the care of patients with ASD. She uncovers faculty and
curriculum obstacles and offers her advice on designing training programs
that are effective and innovative. In urban centers, emergency departments
may be the principal source of care for patients without health insurance. In
Chapter 12, Romy Nocera describes common medical emergencies among
patients with ASD, along with the process for admitting, assessing, and
designing treatment plans for urgent care. A consideration of core symptoms
is necessary, and environmental modifications, along with appropriate triage
questions, will enhance the benefit of inter-professional communication and
help to insure a therapeutic encounter. Physical therapy is often prescribed
for people with ASD to promote motor function and sensory modulations.
In Chapter 13, Margaret E. O’Neil and Maria Fragela-Pinkham present a
case study illustrating optimum integrated care from the perspective of the
physical therapist. Section 3 is completed with Chapter 14 in which the author,
Carl V. Tyler, Jr., describes how to use Big Data to direct quality improve-
ment. He illustrates an analytic platform and its key functions and makes a
convincing argument that these data can facilitate the integration of health-
care services.

Section 4 contains chapters offering perspectives on research, policy de -
velopment, and the process for selecting patient outcomes to monitor. Judith
Miller, Meghan N. Davignon, Terisa P. Gabrielsen, and Eron Y. Friedlaender
begin the section with Chapter 15 in which they describe the characteristics
of a good healthcare experience for a person with ASD. They advise that
measuring and evaluating are essential components of care and can be guid-
ed by the application of an ecological systems perspective. They introduce
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various approaches to researching treatment choices and outcomes. In Chapter
6, Lindsay Shea, David S. Mandell, and Craig New schaffer tackle the impor-
tant issue of policy develop and systematic change. They outline policy is -
sues related to Medicaid and insurance mandates as they pertain to ASD.
The authors provide a model of success and strategies for engaging policy
makers. Section 4 culminates with frequently asked questions and answers
from the experts on the integration of healthcare for people with ASD.

Many important people contributed to the preparation of the book and
the success of the conference. I am most grateful to my co-editor Kathleen
Fisher for sharing her expert knowledge of caring for people with special
needs, her attention to detail, and her untiring willingness to take on more
responsibility. Doctor Jennifer Plumb was co-investigator on the grant, di -
rected marketing efforts, and orchestrated the flow of questions and answers
for Chapter 17. The moderators of each of four panel discussions lent their
unique expertise and skill in fielding questions and guiding discussion. They
were Mrs. Jean Ruttenberg, Dr. Diana Robins, Dr. Margaret O’Neil, and Dr.
Paul Shattuck.

I wish to thank the conference committee, Kathy Freeman, Kartikeya
Puranik, Margaret O’Neil, and Elizabeth Nolan, for the many roles they
played and the marketing/advertising/website group from Drexel University
College of Nursing and Health Profession (DU-CNHP). Included in this co -
hort are Laura Valenti, Wayne Miller, Christine Migeot, and Craig Schlanser.
Also included are Anna Auch, Joan Bloch, Andrea Bricklin, Rebecca
Charuk, Nicole Davis, Rachel Ewing, Janelle Gillis, Kirsten Glaser, Christina
Klassis, Christine McAuliffe, Mary Kate O’Keefe, Jessica Rast, Margaret
Rowen, Mahmoud Shurbaji, Laura Valenti, and John Zabinski. A special
thanks goes to Doctor Fran Cornelius for help in establishing and enrolling
students in the Post-baccalaureate Certificate Program in the Nursing Care of
Autism Spectrum Disorder at DU-CNHP.

Finally, I am grateful to the following individuals for their support of the
conference and support and advocacy for the larger, social endeavor to
improve the quality of health care and the quality of life for people with ASD
and their families. These advocates are: Mr. John A. Fry, President of Drexel
University (DU); Dr. Gloria Ferraro Donnelly, Dean of the DU College of
Nursing and Health Professions; Dr. Albert Rundio, Associate Dean for Post
Licensure Nursing Programs at DU College of Nursing and Health Pro -
fessions; Dr. Elizabeth Gonzalez, Doctoral Nursing Chair; and Dr. Craig
Newschaffer, Director of the AJ Drexel Autism Institute.

E.G.
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Section 1

THE PROBLEM: SCOPE/BREADTH
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TO PEOPLE WITH ASD





Chapter 1

INTEGRATING KNOWLEDGE OF AUTISM
WITH COMPREHENSIVE HEALTH CARE

ELLEN GIARELLI

Health Care in a Fragmented System

The United States (US) has a fragmented healthcare system with limited
primary care resources and a large uninsured population. According to

the Institute of Medicine and the National Research Council (Woolf, Aron,
Committee on Population of the Division of Behavioral and Social Sciences
and Education, & Board on Population Health and Public Health Practice of
the Institute of Medicine, 2013), the US health disadvantage is expressed as
higher rates of chronic disease and mortality among adults and as higher
rates of untimely death and injuries among adolescents and small children.
One explanation for the health disadvantage of the US might be its defi-
ciencies in the planning and delivery of health services. Another factor that
diminishes the effectiveness of health care in the US is its disruptions in the
care delivery process.

For many years, quality improvement programs and health services
research have recognized that the fragmented nature of the US healthcare
system, miscommunication, and incompatible information systems create
lapses in care; oversights and errors; and unnecessary repetition of testing,
treatment, and associated risks, because records of prior services are unavail-
able (Fineberg, 2012; Institute of Medicine & Committee on Public Health
Strategies to Improve Health, 2012; Kohn, Corrigan, Donaldson, & Commit -
tee on Quality of Health Care in America, 2000). These problems exist for
the general population and may be compounded for the patients with autism
spectrum disorder (ASD).
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