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To Jay, Amy, and Kate—
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To Mary Boone Patterson and Ruth W. Turnbull—
Who gave inherent strength to their families and who, though gone,
are everlasting.

To Elizabeth M. Boggs—
Family advocate and our mentor, who taught us about choices by tell-
ing us about shoes.

To Richard L. Schiefelbusch—
Whose pithy aphorisms reveal great expectations and teach that every
problem is an opportunity.

To Marianna and Ross Beach—

Whose compassion, competence, and commitment have created rela-
tionships for people with disabilities not just in Kansas but throughout
the hemisphere.

To James MacDonald Fowler, “Jamie”—
Deserving of full citizenship but denied it, not because of his disability,
but because of society’'s—a denial that this book seeks to overcome.



PREFACE

Families, Professionals, and Exceptionality: A Special Partnership con-
cerns families, people who are exceptional, professionals, and ways
they can work together more effectively. Although this topic is not origi-
nal, the focus of this book is unique and the book itself is different from
previous works in important ways.

This edition is explicitly value-based. We identify and operationalize
six values that guide our research, training, and dissemination efforts at
the Beach Center on Families and Disability at The University of Kansas.
These values enable us to see families in a different light and then help
them better. The values are:

® Positive contributions—Persons with disabilities contribute posi-
tively to their families. They enrich not only their families, but also
their communities and society.

® (Great expectations—Visions can become realities. Families need
new perspectives of what life can be as well as support to fulfill
these dreams.

® Choices—Families can direct their own lives. Enabling families to
act on their preferences allows them to build on their strengths.

®  Relationships—Connections are crucial to family unity. Family
members need to be connected to each other and to friends in the
community.

e  Full citizenship—'"Less able” does not mean “less worthy.” People
with disabilities and their families are entitled to full participation in
American life.

e Inherent strengths—Families have many natural capacities. Never-
theless, they may need support to affirm positive contributions,
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achieve great expectations, obtain full citizenship, act on their
choices, and enjoy relationships.

Throughout the book, we point out ways to incorporate these values
into professional practice.

This second edition also places greater emphasis on applying
family-systems theory in professional practice. Much has been learned
in the last three years about family-systems theory and about how it can
be applied. This text teaches you what our research and practice have
taught us about applying theoretical concepts in everyday interactions
with families. It addresses the needs of a much wider range of families,
with particular attention and sensitivity to their cultural, racial, and socio-
economic differences. Certainly, respecting family diversity is one of the
major responsibilities of educators.

The first and second editions also have many elements in common.
We deal with exceptionality in broad terms, addressing all types of dis-
ability (mental, cognitive, emotional, physical, language, and sensory)
and characteristics of those who are gifted. We regard people with ex-
ceptionality as having many similar characteristics with respect to how
they affect and are affected by their families and professionals. Accord-
ingly, when we refer to individuals with exceptionalities, we include
people who have disabilities as well as people who are gifted. But we
recognize that there are distinctions that make a difference. People are
different because of the type and extent of their exceptionality. We ad-
dress their differences as well as their similarities.

We do not confine our discussion to a particular age range. We ad-
dress the needs of families and people with exceptionalities throughout
their life cycles, from infancy through childhood and school years and
into adulthood. Although the subject matter requires that some aspects
of the book have a deliberate school-years focus, for the most part, we
deal with families at different life stages.

We take into account the enormous variety and diversity in families
and guide professionals through a systematic and scholarly analysis of
families. We apply the family-systems approach in the context of excep-
tionality across the life cycle. In doing so, we present state-of-art knowl-
edge and reality-tested practice in family-professional relationships. We
combine theory and application, not just in the four chapters that spe-
cifically address the family-systems concept but throughout the book,
showing in many chapters how professionals may work with families
within that framework.

We address the family in all its diversity: size, cultural background,
geographic location, values, interaction styles, met and unmet needs,
and the changing characteristics of a given family over time. By address-
ing the family as a system, we are not bounded by a focus on one
family member, typically the person with an exceptionality. Indeed, we
seek to show the complex interrelatedness of all members in a family
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and the importance of adopting a comprehensive view of professional
interventions. We stress that each family must maintain its own critical
balance, its unique center of gravity in order to allow any professional
intervention to be beneficial to a family member or to the entire family.
We encourage professional support of families.

In using a broad approach to exceptionality and families, our aim is
to make this book useful to a wide range of professionals—to people
working in special education, social welfare, psychology, counseling,
health, and in related professions such as ministry and gerontology. Our
orientation is interdisciplinary, relying on the most recent research in edu-
cation, social work, counseling, law, and ethics, and providing relevant
illustrations, suggestions, and resources.

We draw heavily on the published and unpublished stories of families.
Accordingly, we have seasoned the book with a compelling real-life fla-
vor. We undergird its theories and concepts with the reality of the living
laboratory, the reality of family life. Our own experience has added to
this combination of theory and reality—our three children are all excep-
tional, each in a different way. Our son Jay, who has mental retardation,
and our daughters, Amy and Kate, have been our catalysts for personal
insights into the ways in which disability impacts family relationships.

We have synthesized wide-ranging subjects in the 14 chapters of this
book. First, we emphasize the history of parental roles in exceptionali-
ties (Chapter 1), then family-systems concepts (Chapters 2—5). After ty-
ing those concepts to family-professional communication skills and strate-
gies (Chapters 6—7), we present the dominant legal framework within
which families and professionals must work (Chapters 8—11), conclud-
ing with a discussion of family support strategies (Chapters 12—13) and
an analysis of moral issues in family and professional relationships
(Chapter 14).

To accompany this edition we have compiled an Instructor’s Manual
that is available from Merrill Publishing Company. This manual provides
ideas for how to teach the content of each chapter of the book and is
especially helpful by providing family vignettes, small-group problem
solving, and role plays that can enliven the didactic content. One of the
special features of the Instructor's Manual is that it provides suggestions
for how best to use Parents Speak Out: Then and Now (Merrill Publish-
ing Company) and pair the two into a comprehensive instructional se-
quence. (Parents Speak Out: Then and Now is a collection of essays
written by family members. It provides candid accounts of issues asso-
ciated with disability. The experiential content of Parents Speak Out is
highly complementary to the instructional content of this textbook.)

Descriptions and results of research and training projects at the
Beach Center on Families and Disability at The University of Kansas,
which we co-direct, are incorporated throughout the chapters. The
Beach Center is involved in over a dozen research projects related to the
six values stated at the beginning of this preface.
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Finally, throughout the book we convey optimism, hopefulness, and
enthusiasm about families, people with exceptionalities, and family-
professional relationships. In this respect, we emphasize the positive
contributions that individuals with exceptionalities, their families, and
professionals make to each other, rejecting the focus of so much other
literature in this field on pathologies and negative stereotypes related to
exceptionality.

Our goal has been to organize knowledge so that it is value-based,
scholarly, understandable, holistic, relevant, and inspiring. Above all
else, our hope is that the information we present makes a positive dif-
ference in your life and in the lives of the professionals and families with
whom you interact.

We invite you to communicate with us about ways by which we can
enhance the relevance of the content of this book in future editions.
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