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Introduction

This APA Handbook of Intellectual and Developmental Disabilities is long overdue. Although
other handbooks have focused on intellectual and developmental disabilities, starting with
the first edition of the Handbook of Mental Deficiency, Psychological Theory and Research,
edited by Norman R. Ellis (1963), none has been as comprehensive as the two current volumes,
as the earlier handbooks have, for example, focused mostly on practice (e.g., Singh, 2016)
or only on a few aspects of development (e.g., Burack et al., 2012). Jacobson et al. edited a
comprehensive single-volume Handbook of Intellectual and Developmental Disabilities, but
with a 2007 publication date, it is now outdated.

COMPREHENSIVE COVERAGE

The study of intellectual and developmental disabilities requires expertise from multiple
disciplines in the biological, behavioral, and social sciences as well as input from specialists
drawn from law, medicine, philosophy, history, and other domains of research and practice.
Because the study of people with intellectual and developmental disabilities is akin in most
respects to the study of people more generally, this handbook contains chapters that address
etiology and specific conditions as well as functioning in multiple domains and throughout the
lifespan. We live in societies that are organized into small and intimate units (e.g., families)
as well as larger systems (e.g., neighborhoods and nations), and the roles of these systems
and how they influence people with intellectual and developmental disabilities are described
and discussed throughout this handbook. This comprehensive treatment provides a compen-
dium that will be valuable to a wide array of scientists and educators; legal, medical, psycho-
logical, and social work professionals; and policymakers. Both undergraduate and graduate
students who are studying in those fields are also likely readers.

ORGANIZATION AND TERMINOLOGY

Consisting of two volumes, each with multiple parts, the organization of the Handbook is by
volume and by part within volume. Volume 1 provides the Foundations of the field with three
parts that focus on Origins and Overviews; Causality and Variation; and Assessment, Diagnosis,
and Labeling. Volume 2 is primarily devoted to Clinical and Educational Implications: Prevention,
Intervention, and Treatment. Its two parts address Evidence-Based Practice and Treatment and
a variety of Lifespan Issues. In a final chapter, I and the three associate editors summarize the
preceding 37 chapters and address important future directions for the field.
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In all chapters, authors have been thorough in considering multiple approaches and
up-to-date information. Most chapters rely on substantial basic and applied research findings,
and generally include a summary of domains wherein there is a relative paucity of research
and/or substantial disagreement in results. Disagreements or controversies within a discipline
can be catalysts to greater attention and interest which, in turn, may lead to resolution of
those disagreements and advances that propel further exploration. This exploration is being
conducted by scientists trained in a large array of fields, using many diverse research methods
and samples. Not surprisingly, a cauldron of creativity ensues, and important discoveries are
leading to rapid advances. Most of the chapters in this handbook bring us up-to-date on the
science and practice related to intellectual and developmental disabilities. Moreover, they
point us to what we can expect in the future.

Intellectual disability has been recognized for millennia, and throughout those many
centuries, different terms have been used to describe what we currently call intellectual
and developmental disabilities. Some of the terms that began as scientific descriptors, such
as “moron,” “imbecile,” and “idiot,” assumed a pejorative meaning and are still used in lay
language. In some chapters in this handbook, these and similarly outdated terms are used
occasionally for historical accuracy and when older sources are directly quoted. Otherwise,
authors use intellectual disability, developmental disabilities, and abbreviations of ID, DD, and
IDD, when referring to each and both together.

Volume 1 of the APA Handbook of Intellectual and Developmental Disabilities begins with
Part I, Origins and Overviews, in which the historical foundations of the field are described
and analyzed (Chapter 1, by Trent), and the definitions of intellectual and developmental
disability are provided and compared (Chapter 2, by Schalock & Luckasson). In Chapter 3,
McDonald et al. review legal, ethical, and social issues relevant to people with intellectual
and developmental disabilities and how societal views of their rights have changed over time
and place.

Part II, Causality and Variation, consists of 11 chapters. In Chapter 4, Durkin and
Rubenstein provide fundamentals of epidemiology and the value of tracking incidence and
prevalence over time, and in Chapter 5, Dykens describes the most up-to-date genetic techno-
logies that have led to earlier and more accurate screening of intellectual and developmental
disabilities. The next seven chapters in this part describe the etiology and features of seven
different conditions that result in intellectual and/or other developmental disabilities: Down
syndrome (Chapter 6, by Hodapp & Fidler), fragile X syndrome (Chapter 7, by Abbeduto
etal.), chromosome 15 syndromes (Chapter 8, by DiStefano & Jeste), autism spectrum
disorder (Chapter 9, by Pellecchia et al.), acquired brain injury (Chapter 10, by Jacobson
& Gerner), cerebral palsy (Chapter 11, by Chin et al.), and fetal alcohol spectrum disorders
and other teratogenic conditions (Chapter 12, by Mattson et al.). Causes, characteristics,
and variability are addressed, along with treatment, although the last topic is reviewed more
extensively in Part I of Volume 2: Evidence-Based Practice and Treatment. The two remaining
chapters in Part II of Volume 1 focus respectively on aspects of causality and variation in
identification and treatment of persons with intellectual and developmental disabilities that
may result from poverty (Chapter 13, by Wachs & Gorman) and the influence of culture,
race, and ethnicity on diagnosis, treatment, and individual and family reactions to various
interventions (Chapter 14, by Magana & Vanegas).

Part I1I of Volume 1, Assessment, Diagnosis, and Labeling, provides the basis for under-
standing the nature of intellectual and developmental disabilities and the cultural and social
ramifications of labeling. The first two chapters in this part address the defining constructs
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of intellectual disability in their focus on theories and measurement of intelligence
(Chapter 15, by Floyd et al.) and adaptive behavior (Chapter 16, by Tassé & Balboni). The
processes of assessment and diagnosis include the possible detection of mental health disorders
(Chapter 17, by Lunsky et al.), as people with intellectual and developmental disabilities are at
greater risk for them than people in the general population. Intellectual and developmental
disabilities, as well as mental health disorders, are stigmatized conditions, and the final
chapter in this part and volume discusses societal attitudes, stigma, and ableism toward
people with intellectual disability (Chapter 18, by Dell’Armo & Tassé).

Both volumes of this handbook are tied closely to current theory and research relevant to
intellectual and developmental disabilities. In Volume 2, Clinical and Educational Implica-
tions: Prevention, Intervention, and Treatment, chapters are more likely to relate to practice
involving people with intellectual and developmental disabilities. Indeed, Part I of Volume 2
is titled Evidence-Based Practice and Treatment, and the eight chapters in this part consider
varied approaches to achieving the goal of maximizing functioning of individuals with intel-
lectual and developmental disabilities in collaboration with their families, schools, and
communities. In Chapter 1 (by McIntyre et al.) and Chapter 2 (by Machalicek et al.), the
value and effectiveness of both early intervention and applied behavior analysis are established
with thorough reviews of research. The subsequent three chapters (Chapter 3, by Wehmeyer;
Chapter 4, by Yell et al.; and Chapter 5, by Copeland & Griffin) focus on special education,
and together they provide a comprehensive portrait that incorporates educational theory, law,
placement, programming, curriculum, and pedagogy.

Chapters 6 (by Gulsrud & Renno) and 7 (by Friel et al.) focus on the management of
two developmental disabilities with a high prevalence, autism and cerebral palsy. Despite
the differences in these two conditions and the specifics of these developmental disabilities,
the authors of both chapters conclude that progress in treatment and services has been
substantial, but definitive research as to effective outcomes of interventions remains to be
conducted.

The last chapter in this part does not focus on a particular condition or treatment. Rather,
in Chapter 8, Foxx addresses the importance of good science and the multiple instances
when treatments, therapies, and theories in science and practice related to intellectual and
developmental disabilities have failed to use it. An essential chapter, particularly for scientists
in training, it is a reminder to all of us that we cannot suspend our critical thinking when
evaluating evidence in the process of making decisions regarding teaching or treatment, as
they affect the lives of students and patients. Just as important, the research decisions that
we make affect the progress of science.

The second part in Volume 2 focuses on various Lifespan Issues. Chapters 9 (by Glidden
etal.) and 10 (by Orsmond & Long) address family impact, with a focus on parents in
Chapter 9 and siblings in Chapter 10. In keeping with the lifespan focus, both chapters
review family adjustment at multiple life stages during childhood, adolescence, and adulthood,
including aging. Indeed, when parents age, and their own health problems make caregiving
difficult, siblings often become substitute caretakers in the short and long term.

Because the transition to adulthood is a period in which individual and systemic
change both accelerate, it is a much studied time, and deservedly receives its own treatment
in Chapter 11 (by DaWalt et al.). Families, schools, and other local and state agencies
are involved in this transition to adulthood, as students leave the school system and are
served by a variety of agencies that provide employment (Chapter 13, by Wehman et al.)
and residential services (Chapter 14, by Lakin et al.). It is also the time when persons with
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intellectual and developmental disabilities may first encounter the criminal justice system,
and in Chapter 12, Olley and Cox describe the many vulnerabilities that can lead to
maltreatment.

For some people with intellectual and developmental disabilities, adulthood can be a time
when they are able to integrate into the general population, engage in romantic relationships,
marry, and bear and raise children, as described by McConnell et al. in Chapter 15. Part of
this integration may involve a religious life, and in Chapter 16, Carter describes the value
of spirituality in a religious community wherein worshippers with intellectual and develop-
mental disabilities may be able to achieve acceptance from others of similar faith.

In Chapters 17 (by Hickson & Khemka) and 18 (by Havercamp et al.), lifespan reviews
of maltreatment and health provide additional evidence of the difficulties experienced by
people with intellectual and developmental disabilities throughout the life course. They are
more likely to be maltreated at all life stages than people without disabilities, and not only do
they have more health problems, but they are less likely to find health care professionals who
are willing to treat them and more likely to be unable to afford quality health care.

Appropriately, the final chapter before the summary in Part IT of Volume 2 (Chapter 19,
by Heller & van Heumen) reviews the process of aging in people with intellectual and
developmental disabilities. The difficulties encountered at this life stage are similar to those
faced by aging individuals who have not had disabilities and, for the first time, may need
services provided by caregivers. The future portends an explosion of numbers of people
aged 65 or older, with the United States facing a projected 32% increase of residents in this age
group from 2020 to 2030. The country must start planning for increases in residential
services, including caregivers and health care providers who specialize in gerontology.
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though I knew that I could not begin work on this project for several months, I sensed from
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