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Foreword

What a gift this second edition of Psychology of Disability is! Such wisdom,
such clarity, such practicality. What a gift to have the opportunity to experi-
ence the partnership of Carolyn Vash and Nancy Crewe, each a recognized
leader in the field of rehabilitation of persons with physical disabilities. Each
woman has decades of valuable and practical experience in the counseling
psychology and vocational rehabilitation arenas, giving them personal experi-
ence with thousands of individuals who have faced the challenges of surviving
the draconian financial web of social legislation, individuals who have coped
with the psychosocial issues of relationships in a society that does not openly
embrace those with disabilities, and individuals who have found satisfaction
and contentment from life in the family, the workplace, and community.

Life for people with disabilities has changed dramatically since 1945 when
the United States was flooded with individuals injured in WWII and those
who had survived the polio epidemics of the 1940s and 1950s. This influx
of people challenged the notion that individuals with impairments should not
expect to participate in society fully and publicly and should be content to
remain at home, cared for by family. Thus the fields of medical and vocational
rehabilitation evolved and gained great credibility in the 1960s through major
infusions of federal funds for state departments of vocational rehabilitation,
rehabilitation research and training centers in major medical schools, and
training programs for psychologists and vocational rehabilitation counselors
in universities. In this era, the professionals were viewed as the fount of all
wisdom regarding disability, but unfortunately this “wisdom” was sometimes
nothing more than ivory-tower philosophical speculation, especially when it
came to the process of adjusting psychologically to disability. Although most
professionals were very well intentioned and sincerely desired to help, their
personal knowledge of the disability process was limited to textbooks and
offices. In the hospitals, many physicians took a “father knows best” attitude,
but despite helpful medical knowledge, this paternalistic attitude grated. Thus,
the disability rights movement arose in the early 1970s in order to give people
with disabilities a greater voice in their own rehabilitation planning and
service delivery system. Eventually, federal and state governmental policies
shifted to include those with disabilities in the overall right to have equal
opportunity in the community and at work, and with regard to health care
services.

Vil



Viii Foreword

It is helpful to place the changes in the lives of those with disabilities in
the context of the changes occurring in American society. In the 1950s and
even early 1960s, America was a country in which the interests and attitudes
of the White, Anglo-Saxon, Protestant—and, we should add, male—group
dominated. However, in the last forty years, this country has evolved into a
celebration of multicultural diversity so that people with disabilities are one
of many groups expecting full participation in society. But this book becomes
an opportunity not only to celebrate our multicultural diversity, but also to
celebrate our unity. Each chapter addresses issues that are relevant to every-
one. People with disabilities have the same needs, hopes, and dreams as the
readers of this book. And this book addresses issues that are crucial to all
of our lives and presents some of the challenges that a person with disability
may face which the reader may or may not face. The abiding message is
that we are all part of the family of man, all welcome, and that the ways in
which we are the same are vastly greater than the ways in which we are
different. The beauty of this book is in its essential humanity.

Both Drs. Vash and Crewe began their careers in the 1960s, somewhat
prior to the advent of the disability rights movement, and thus they have had
the opportunity to observe and participate in the almost dramatic changes at
the societal level leading to the inclusion of people with disabilities in all
phases of community life. Furthermore, each of them has had a profound
impact on the attitudes of two generations of rehabilitation professionals
through their research, publications, lectures, and involvement in policy ori-
ented conferences and reports. Thus, this book represents a most beautiful
integration of their decades of professional and personal experience and the
wisdom that accrues with such seniority.

Roberta B. Trieschmann, PhD



Preface
to the Second Edition

Two eventful decades have passed since the printing of the first edition of
this book. The disability rights movement has grown and come of age. Its
achievements include taking a key role in the creation and passage of stunning
legislation, particularly the Americans with Disabilities Act. Although attitu-
dinal and social barriers remain, people with disabilities have more opportuni-
ties and greater basis for optimism than they did a generation ago.

Technology has developed remarkably and presented new opportunities
for overcoming functional limitations. Legislation has made illegal the kinds
of overt discrimination that used to be commonplace. Health care systems
have evolved, offering improved medical and rehabilitation care but also
creating economic barriers that limit access for uninsured people, including
many with disabilities. In contrast to our rapidly changing society, human
nature changes slowly. The writings of David, Socrates, and Shakespeare
reveal thoughts and feelings that are immediately understandable to twenty-
first century readers.

Consistent with this observation, differing degrees of change were neces-
sary in the parts of the book that deal with human emotions, thoughts, and
behaviors and the parts that discuss the environment in which people live.
One of the ways in which the world has changed is in the language that we
use. Terminology has evolved from words like crippled to handicapped to
disabled. “Person first” terminology is currently most widely accepted because
it is seen to focus on the whole person rather than on the disability as his or
her defining characteristic. On the other hand, some disability activists are
calling for a return to the earlier custom of referring to a disabled person. They
maintain that it accurately represents their identification with the disability
community and their disability pride. We still prefer the person first approach
and have generally used it throughout the book, but not slavishly. Both
rationales have merit, and both are presently acceptable styles.

Another change involves the burgeoning body of research related to the
psychology of disability. Several significant journals are focused on disability
research, and other journals occasionally include relevant articles. Further,
the Internet provides both direct access to quantities of information and ready
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entrée to material published in traditional formats. The second edition has
taken advantage of these expanded resources and put additional emphasis on
research citations.

The book still represents an effort to share the authors’ decades of personal
and professional experiences with disability. The first author has lived for
some 50 years as a severely disabled individual, and the second author is
experiencing disability as a concomitant of aging. Both authors have been
enriched by careers as rehabilitation psychologists, educators, and researchers.
The collections of people who have interacted with us in any of these roles
and thus contributed directly or indirectly to the content of the book are too
numerous to acknowledge individually. Nevertheless we want to express
our deep appreciation to our families, colleagues, and customers who may
recognize their influence in our work.



Introduction

It has been said that everyone is like all of the other people in the world in
some ways, like those in similar groups in some ways, and like no other
person who has ever lived in some ways (Leong, 1996). Dangers inhere in
acknowledging the validity of the concept “the psychology of disability,”
since, in the past, it has led to unhelpful exaggerations of the perceived
differences between people with disabilities and those without. The fact is,
human beings are more alike than different, regardless of variances in their
physical bodies, sensory capacities, or intellectual abilities. To illustrate, a
disabled person is said to experience a sense of loss over the functional
abilities that an illness or injury has destroyed. Similarly, a nondisabled
person may experience a sense of loss over something she or he once had
and now has lost. The stimulus is different, but the sense of loss, the fear
that life will be painful or meaningless without the lost element, are virtually
the same. Viewed in this light, the psychology of disability is little different
from the psychology of being human.

The definition of the psychology of disability underlying the material in
this book is considered here to be largely, though not entirely, the study of
how human organisms respond to a set of stimulus conditions associated
with disability. Stated somewhat differently, it is a study of normative re-
sponses from (psychologically) normal organisms to abnormal stimuli.

Some of these abnormal stimuli are biological, such as being paralyzed.
Some are environmental, such as inaccessible entrances. Others are social,
such as having a salesperson ask your companion, not you, what size you
wear. Not being able to get a job is an economic example. Some stimuli are
obvious, such as a restroom door you can’t get through, while others are
subtle, like people not using the work “handicapped” when you are around.
Some are pleasant, such as being allowed to enter an airplane first. Some
are unpleasant, such as not being able to use the restroom on a long flight.
Pages could be filled with such examples, which in itself illustrates the
unusual stimulus situation the disabled person is in: a continual flow of
perceptions and experiences that cannot be validated by the majority of people
around one. Thus, isolation and lack of consensus for one’s ideas and feelings
are added to the list of unusual stimulus conditions. And so it goes.

Following from this, the psychology of disability becomes bifurcated as
an applied science. One branch is a rather typical applied behavioral science,

Xi



Xii Introduction

embodied in a group of professionals who use the findings of research and
clinical experience to help people with disabilities cope with, adapt to, and
adjust to other unusual stimuli. The other branch is embodied in an activist
movement by a group of people determined to alter the stimulus conditions
because the world needs “treatment” more than the people with disabilities.

This latter branch emerged slowly after World War II, when medical
science found ways to save wounded soldiers who then returned, significantly
disabled, to a society that felt it owed them something. Acknowledging a
debt and paying it are two different things, however, and little progress was
made. The civil rights movement pointed the way, with special impetus
flowing from the 1965 Watts riots. A segment of the African American
population in south central Los Angeles engaged in violent, self-destructive
behavior for six days; somehow, one of the results of it was that blacks all
over the country, other racial minorities, women, people with disabilities,
and multitudes of other groups who had accepted powerlessness and half-
filled cups all of their lives began to scream. They saw more clearly that
society, even an indebted one, is not going to fix itself for you. The folks
with the problem must come up with the solution. They also rediscovered
the Constitution. Everyone had known all along that African Americans were
deprived regularly of their constitutional rights, but whoever thought that
people with disabilities were? The “expectation explosion” became a chain
reaction, and ‘“‘consciousness raising” tried to ensure that everyone’s expecta-
tions were as high as they should be.

Prior to this paradigm shift, virtually all of the emphasis in rehabilitation
was on modifying the “patient” to fit into the world as it was. Patients
were modified by medicine, surgery, physical therapy, occupational therapy,
psychotherapy, vocational counseling, social casework, prosthetic and or-
thotic devices, education, training, and much, much more. Family homes
were remodeled, occasionally at public expense, but to expect all housing to
be built to be accessible to people with disabilities would have been viewed
as an idealistic delusion. The motto was, “If a round peg doesn’t fit in a
square hole, you square the peg, you don’t ream out the hole.”

Some changes have taken root. The “other half” of the psychology of
disability has become the politics of disability. This is only right; it’s not
good for people, psychologically speaking, to be deprived of their constitu-
tional rights. If the applied psychology of disability is to be a helpful discipline,
then it must tend to the business of altering destructive stimulus conditions,
as well as modifying disabled individuals and their responses.

Scope and Purpose

The Psychology of Disability is intended to serve as a textbook or collateral
reading source for students engaged in the study of the psychological aspects
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of disability, as well as a general resource for rehabilitation professionals in
the full spectrum of allied health and vocational service disciplines. The
material is presented in two parts, which might be labeled “What it’s like to
be disabled” and “what people who are inclined to help can do.”

Part I, “The Disability Experience,” is an effort to admit the reader into
sundry corners of the experiential worlds of people with disabilities. It is a
phenomenological accounting of the ways in which disabled people confront
and are confronted by the world and of how they go about the business of
living under the sometimes peculiar circumstances disability can generate.
It attempts to present the psychological experience from the perspectives of
people who have disabilities; the inner states and processes, the interpersonal
situations and interactions, and the behavioral mechanisms and patterns that
emerge. The eight chapters of Part I chronicle both the objective and subjective
experiences associated with being a disabled person in a handicapping world
and how these affect the basic life functions of surviving, living, working,
playing, and—for some at least—transcending both the disability and the
more troubling aspects of the world.

Part II, “Interventions,” is a response to the problems and sources of
psychological pain that are exposed by the discussions in Part I. It describes
some major ways in which changes can be wrought; some are designed to
improve the world, and others are intended to help disabled individuals react
constructively to the conditions life has proffered. Interventions aimed at
changing the world traditionally were not thought of as psychological services,
but they may have a profound effect on the psychological well-being of an
individual. Transcending disability is much easier if basic survival and quality
of life issues have been addressed by the society, so Chapter 5 deals with
disability-relevant legislation and policy. The remaining five chapters are
devoted to intervention strategies used by psychologically trained profession-
als (for example, psychologists, rehabilitation counselors, social workers,
psychiatrists, speech pathologists), other rehabilitation professionals (for ex-
ample, nurses, occupational therapists, physical therapists, physicians), peer
providers (for example, peer counselors), and social/behavioral scientists.
Four of these chapters deal with ways to help disabled people improve the
quality of their lives by working on themselves (as opposed to changing the
world). The last deals with the future, touching on some of the current and
critical issues for people with disabilities in America. These include the
growing interest in racial and ethnic diversity, aging, and technology. The
chapter ends with an exploration of spirituality and disability.

Unavoidably, the choice of subject matter and manner of presentation
reflect the authors’ belief systems regarding what the psychology of disability
is all about, thus determining the issues considered important enough to
include, the programs viewed as successful, and the policy decisions sug-



Xiv Introduction

gested. Moreover, the authors’ personal and professional experiences have
been preponderantly weighted in the area of physical disabilities; therefore,
the selected issues and case examples may reflect this experiential loading
despite conscious efforts to the contrary.

The Issues

The commonality of experience among people with different types of disabili-
ties is great because all of them share the processes of being devalued as a
result of having a disability and learning to accept all that disablement entails.
It may be too sweeping a statement, but devaluation and acceptance seem
to constitute the underlying cause and inherent solution to most of the specific
psychological problems associated with disability. The form of disability,
however, does shape the manifest problems, so it is necessary to examine
the specific ways in which various impairments impact people’s lives. For
example, deafness or even blindness may impede a person’s participation in
a conversation, whereas severe physical disability might prevent one from
attending the gathering at all.

Probing further, although sensory, motor, and internal disabilities have
significantly different impacts, they all reflect bodily dysfunctions, as opposed
to impaired mental processes. With disabilities such as these, one can adopt
rather comfortably the definition stated earlier: the psychology of disability
is the study of normative responses from psychologically normal organisms
to abnormal stimuli. Naturally, there are exceptions; people who could not
be considered “psychologically normal” become disabled, too, and occasion-
ally the disablement proves to be the stress that pushes a vulnerable individual
into neurosis or psychosis. More to the point, many people have disabilities
that are explicitly psychological in nature, such as mental retardation or
mental illness. While it would not be reasonable to assert that they are
“psychologically normal organisms,” it is still true that many of the psycholog-
ical problems experienced are not due to the mental disabilities per se, but
to such abnormal stimuli as being devalued in the eyes of others. In this
light, it is important to focus on abnormalities in stimulus situations before
ascribing abnormality to the psyches of disabled individuals, even when the
disability is mental in nature. Although the “letter” of the definition must be
altered somewhat to accommodate this portion of the disabled population,
the “spirit” of the definition is equally applicable.

Devaluation and acceptance: these are considered the pivotal variables in
adjusting to life when it is complicated by disability. Let us look at each in
more detail.
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Devaluation

Following close behind outright oppression in terms of psychologically dam-
aging consequences is devaluation, that is, being regarded as a lesser being,
inferior, not very capable, not very useful, possibly burdensome, unaesthetic,
and, generally, one down. People with disabilities consistently experience
devaluation in the eyes of others, and their own. This is true regardless of
the nature of the disability, whether it impairs physical, sensory, or mental
functioning. The phenomenon was illustrated powerfully at a rehabilitation
conference held in California a number of years ago. Dr. William Rader—
psychiatrist, psychodramatist, and public performer par excellence—began
an arousing display of the tragic, even deadly, effects of communication
misfires between helpers and helpees with a simple routine. He addressed
the audience, alternately standing up and then sitting in a wheelchair, all the
while challenging them to deny that their perceptions of his competence
fluctuated as he stood and sat, stood and sat. There was much discussion
afterward, and virtually all in attendance, from able-bodied to very severely
disabled, acknowledged that their views of his competence had changed, had
alternated dizzyingly as he stood and sat; that he had appeared more credible,
more worthy of attention when he stood. It was an emotionally draining
experience for many. It was a confrontation of prejudice they had ignored
or denied for a long time. Why such an impact from recognizing that one
does, indeed, devalue people with disabilities? Can it be changed? Probably
not, unless it is first acknowledged and examined in every aspect.

The first line of inquiry addresses whether such prejudice is biologically
based. Does the human species instinctively shun damaged organisms because
their perpetuation could threaten the survival of the species? The anthropologi-
cal observation that numerous primitive tribes leave aged or injured members
to die because efforts to save them would endanger larger numbers is familiar
to many. Is it possible that biological mechanisms which once operated for
species protection have not caught up with an affluent and technologically
advanced civilization that has rendered them anachronistic? No one knows.

The second line of inquiry is psychosocial, but the content is similar.
People tend to shun, be prejudiced against, or devalue individuals who are
different. This is more so if the difference occurs at the low end of the
distribution, that is, if the individual has less of something than most people
have. But people who are too beautiful or too brilliant or too rich, or extraordi-
narily kind come in for their share of suspicion and punishment as well. This
phenomenon may have biological substrates also, since it appears to have
been “learned” by almost every culture on earth. Can people learn to tolerate
a wider range of differences? How?
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The third line of inquiry is politicoeconomic. In an affluent, technologically
advanced society, saving lives and improving the quality of life for those
saved but left damaged is not going to threaten the survival of the species.
It can, however, reduce the sum total of goods available for the rest. Despite
substantial advances in the past 25 years, people with disabilities, especially
severe ones, are still viewed as a group of “takers” who don’t put much back
into the system, into the family, the community, or the larger society.

Considering materialistic values only, this may be a valid notion. If severely
disabled individuals lack the inner resources or miss the strokes of fortune
leading to jobs paying enough to support high-cost needs, then the issue is
not whether the public pays, but how. Should there be a tax-supported welfare
system or should the person be subsidized through an employer who, in turn,
passes the cost on to the public in increased prices for goods and services?
In terms of the long-run impact on the purses of the people, there may be
little difference. In terms of the psychological well-being of the disabled
people affected, the difference may be great.

Even in pragmatic terms, people with disabilities may contribute by serving
as the impetus for technological innovations that then are adopted and benefit
the population at large. One of the amusing objections offered to providing
accommodations to a worker with a disability is that “if he gets it, everyone
will want one.” And if everyone should get it (e.g., an ergonomically designed
chair or more flexible working hours), and if morale and productivity improve
as a result, where is the harm?

If one looks beyond the material to spiritual values, the issue becomes
meaningless. If one has faith, or at least adopts the belief, that the purpose
of life is spiritual development rather than materialistic acquisition, then
sharing of goods with those unable to produce their own is not inconsistent
with enlightened self-interest. The reason for this is an associated faith that we
are all parts of the same universal spirit, wherein selfishness and unselfishness
become, paradoxically, the same. Just as one must “selfishly” pursue one’s
own development—and sometimes deny others—if one is to become a truly
beneficial influence for others, so must one also pursue the removal of
hindrances to others’ development, because to do otherwise is ultimately to
impair one’s own. There is no reason to believe that people with disabilities
put less into this system than anyone else.

Over the years relatively little investment has been made in the provision
of psychological services to people with disabilities. In addition to the public’s
frugality, disabled individuals may be motivated to handle adjustment issues
on their own. A great deal of help and dependency are accepted because
there is no other choice consonant with survival. To need still further help,
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implying emotional as well as physical dependency, is unacceptable, so the
need is denied. Beyond this, the social sanctions against getting psychological
or psychiatric help interfere with asking, even when the need is recognized.

In addition, it is not easy to relate psychological services to savings of
public dollars. Physical restoration can demonstrably reduce the lifelong
medical costs for which the public pays. Vocational rehabilitation can reduce
welfare costs and get some tax money coming into the system as well. Since
physical restoration and vocational rehabilitation can produce those benefits,
who is going to worry about feelings?

Again, such a position is shortsighted. Apart from humanistic concerns
about quality of life, it is possible that sufficient attention to such soft data
of rehabilitation—from the earliest moments post-onset through the entire
life process—could further reduce medical, welfare, and related costs to a
degree barely conceived of today. People who feel badly about themselves
generate needs that must be served. Unfortunately, it too often happens after
the person is in such deep psychological trouble that the effects are being
felt by others as well.

Acceptance of Disability

In the earlier days of the rehabilitation movement, there was a great deal of
talk about the importance of “accepting one’s disability.” This sometimes
meant the absence of the defense mechanism “denial.” At other times, it
simply meant acknowledging one’s loss without feeling rotten about it. Accep-
tance was good. People were never supposed to like their disabilities, however,
because that was considered worse than denial. Profits reaped were labeled
“secondary gain” and secondary gain was a no-no. This required the disabled
person to know exactly where the line between acceptance and enjoyment
lay, and to be eternally vigilant not to cross over. Acceptance was biting the
bullet and smiling at the same time, and about equally easy.

By the late 1950s it was becoming unfashionable to talk about accepting
disability. The literature explained to anyone gauche enough to use such
language that it did not make sense to expect a person to accept disablement
and that the professionals of a prior era had “laid a bum trip” on disabled
people. No one should be enjoined to accept something that meant settling
for second-rate hopes and goals. “Adapting to” and “coping with” became
the preferred terminology.

Actually, it was this thinking that led, in part, to the advocacy revolution.
Some realistic soul saw that counseling would not solve the problem if, at
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the end of it, disabled people still could not get from one point to another
because there were stairs or no accessible buses in between. Life still would
not be very much fun because the world was not a very reasonable place to
live. Thus began the shift of emphasis from modification of the person to
modification of the world; the new recommendations were for removing the
stairs and the discriminatory hiring practices instead of counseling disabled
people to stop liking upstairs restaurants and start liking the few jobs they
would be allowed to do.

Now, early in the 21st century, a long-elusive but critically important
distinction is finally becoming clear. If the disability cannot be changed, then
it must be accepted as must any other reality, pleasant or unpleasant, if the
person is to survive and grow. What need not be accepted is the unnecessary
handicapping imposed on disabled people by a poorly designed or unaccom-
modating world or by their own failures to accept what is and go on from
there. These are the causes of second-rate dreams, and they should be sum-
marily rejected.

This volume is not a compendium of indisputable facts. It is an overview
of the authors’ observations on the experiences of people with disabilities
and of individuals who try to help them with the harder parts. It is hoped
that it will provide a useful base of information to students and practitioners
in the wide range of rehabilitation disciplines wherein understanding of the
psychological aspects of disability is integral to the work.
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The Person

Reactions to Disablement

Some people are born with disabilities. They grow gradually into the recogni-
tion that they are different from most other people in ways that are negatively
evaluated. Some things that everyone else can do, they cannot. The realization
of having been shortchanged comes slowly; it is their parents who may
experience the sudden shock. Other people become disabled after a lifetime—
whether brief or long—of being more or less like everyone else. It may
happen in a catastrophic moment, or it may take days, weeks, months, or
years of illness to develop.

The reactions to the facts of disablement depend in part on when and how
it happens and in part on a host of other factors to be explored in this initial
chapter. The long-range response patterns, variously referred to as “adjusting
to,” “coping with,” or ‘“accepting” disability, will be dealt with in later
chapters devoted to specific areas of human functioning. Here, the focus will
be on the more immediate emotional and behavioral reactions of people who
find themselves disabled, and on the array of personal characteristics and
situations that determine the types and intensities of their reactions to the
lack or loss of capabilities ordinarily taken for granted.

Just as “when and how it happens” contribute to determining a person’s
reactions to disablement, so also do such widely ranging factors as the type
of disability, its severity, and its stability, the person’s sex, inner resources,
temperament, self-image, and self-esteem, the presence of family support,
income, the available technology, and government funding trends. This sam-
pling of causal factors associated with reactions to disablement illustrates
four general classes of reaction determinants: (1) those emanating from the
disability itself, (2) those linked to the person who becomes disabled, (3)
those present in the person’s immediate environment, and (4) those that are
part of the larger cultural context.

Although Chapter 2 deals explicitly with the external forces impinging on
people with disabilities, it is impossible to totally separate “the person” from
“the world.” To illustrate, George Hohmann, a rehabilitation psychologist
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who learned about spinal cord injury first hand, points out that spinal cord
injury simply isn’t as depressing today as it was decades ago when he was
injured (Hohmann, personal communication). The reasons he cites are medical
and technological advances, increased federal funding for needed programs,
and the passage of protective civil rights legislation that have come about in
the intervening years.

Thus, many different variables influence the types and intensity of reactions
to disablement, and all of these variables interact with one another to create
still greater complexity. To begin to understand what happens, let us look at
what several people have had to say about their own reactions to disability.

Mike is mildly mentally retarded. He works in a rehabilitation facility as
a custodian, and has reading skills comparable to the average second grader.
His social skills are remarkable; he is poised and at ease and has a special
gift for mediating other people’s arguments. He speaks unhesitatingly about
being a “slow learner” and how it felt when he first recognized that fact.

The kids around home made fun of me because I couldn’t catch on to things like
they did. At first I cried, then I just stayed by myself. My folks put me in a special
school where all the kids were like me. I was one of the smartest ones. I helped
the kids who were slower than me. I really hated those kids that laughed at me. I still
don’t think people should laugh at slow learners. We’re people like everyone else.

Mike’s “folks” were actually his grandparents. His parents had sought to
have him institutionalized when he was three, so the grandparents offered to
take him. They were among the concerned citizens who established the facility
in which he now works.

Maria was born with cerebral palsy. She was the first child of a ten-year
marriage and highly prized by her parents. She believes her family’s upper-
class status in a Central American country, coupled with strong (Catholic)
religious ties, served to facilitate their acceptance of, and dedication to, a
disabled child. They moved to the United States when she was eight to avail
themselves of better services for her.

For the first thirteen years of her life, she was taught to believe that she
was “as good as anyone else and could do anything she wanted to do.” This
gave her the self-confidence to disregard the taunting of other children, to
whom she attributed ignorance. She learned to walk, albeit awkwardly and
at a fast pace to keep her balance, and learned to speak understandably to
most listeners. She suffered such traumas as being placed in a school program
for retarded youngsters until her intellectual gifts were recognized. In the
main, however, she was a happy and energetic youngster who felt good
about herself.
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She says she can speak knowledgeably about both birth disorder and later-
life disablement because at the age of thirteen, she fell and broke her hip.
Thenceforth, she was unable to walk independently and, in her words:

All of the teachings of my first thirteen years were undone. My parents couldn’t
understand why I couldn’t walk anymore (and it was only a few years ago that a
doctor explained it to me) and they accused me of being lazy and ungrateful. I
realized that I wasn’t really a human being to them, I was a project that had been
set back. Then, when a teacher encouraged me to go to college and I told them, I
found that they had never believed all those things they had told me about being
able to do anything I wanted to. They didn’t believe I could do anything, real-
ly ... not drive, and certainly not go to college.

Today, Maria is a happy and effective schoolteacher, the only severely
disabled teacher to be hired after onset by a large city school system. She
says those early years of confidence helped her combat the doubts and
rejections she experienced later on, even though they were in one sense
“undone.” She believes having cerebral palsy forced her to mature quickly
and to be less vulnerable to many of the emotional terrors that plague teenagers
and young adults. She acknowledges that

People with my disability don’t find it easy to get dates, and you can’t be as bold
as other women or you’ll scare men off. Maybe I'll find someone and maybe I
won’t. Either way, I know and like who I am and, for the first time in my life, I
now have good friends who accept me. Later on, I may adopt an older child with
a disability, whether I'm married or not.

She believes there is a status hierarchy of disabilities in which polio and
spinal cord injury are at the top and mental retardation and cerebral palsy
are at the bottom. She considers this less a function of time of onset than
the nature of the impairments; however, she laughingly recalls claiming that
her disability resulted from “falling down and breaking my hip” for several
years after that happened.

Dana, who got polio at the age of sixteen, was present when Maria
described her experiences. She agreed that her disability was freer from
stigma than Maria’s, but quipped that any advantage was overshadowed by
Maria’s greater maturity. She especially marveled at how “together” Maria
appears to be with respect to her impaired status on the marriage market.
Essentially triplegic, with considerable weakness in her “good” arm, Dana
indicated this was her most painful area of reaction to disability.

She, too, experienced singular acceptance within her (very scholarly) fam-
ily and also within a wide circle of friends. Having planned since junior high
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school to get an advanced degree, she had little more than the usual doubts
about her ability to “make it” in her chosen career. However, she recalled a
long and torturous process of dealing with angry disappointment and con-
sciousness-consuming fears about being “damaged merchandise on the mar-
riage market.” Of this she says:

Mother always assumed I would get a PhD in something because it was “the thing
to do.” But she also conveyed that the most important thing in life was to be a
good wife and mother. A PhD could be a cushion to fall back on in case you were
widowed or divorced, but it wasn’t a matter of trade training. When the doctor
told us I would be permanently paralyzed, one of her first attempts to reassure me
was, “Well, honey, think of it this way; you’ll never have to wash dishes and your
hands will always be lovely and smooth.” I read the message, “Hopefully, you’ll
still be attractive enough to get a good husband.”

As soon as I could be up in a wheelchair, she started pushing me downtown
to buy new clothes to fit my thinner frame. She would excitedly repeat appreciative
comments she overheard from passing males. I now think they may have been
apocryphal, but I believed them then and her strategy worked. I felt confident that,
wheelchair or no, I was a pretty young girl who could expect to go on having lots
of dates, and somehow believing it made it so. I determined never to do anything
I couldn’t look graceful doing, and I was off on a new career of proving to myself
and the world that despite being in a wheelchair, I was still desirable.

That neurotic adventure consumed a large part of the next sixteen years of my
life. In my spare time, I got the expected PhD and developed a successful career,
but most of my consciousness was going into countless lovers and a couple of
husbands. When my second marriage imploded, I went to a shrink and started
getting the whole silly script rewritten.

I’ve now been happily married to my third husband for over ten years, the PhD
is in “cushion” status, and my husband forced me to learn to cook and wash the
dishes. I make Maria look as graceful as a ballerina when I start working in the
kitchen. Sometimes, when I'm struggling to lift a heavy pot or something, I think
back on the days when I wouldn’t do anything that might look awkward. The irony
is, it took so much craziness to come full circle. My present lifestyle is just about
what mother had in mind. It makes you wonder about destiny.

Jamal has a different set of concerns that he believes are more difficult
than those faced by either Dana or Maria. This muscular, macho, 35-year-
old man was a policeman in a large city when he began to notice that his
body was behaving strangely at times. Once he tripped and fell when he was
chasing a fugitive, and he had a difficult time getting back up. Another time
he dropped his revolver. He tried to put these and other incidents out of his
mind, but they haunted him. He went to the doctor and was told that he was
just suffering from stress. He was given an antianxiety prescription, but it
did little good.
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I kept complaining about these weird experiences, and they put me into the psych
ward! I was there for almost three weeks. Even I was beginning to think that I was
crazy. Several months later I got a new doctor, and he told me that I had multiple
sclerosis. I didn’t know whether to laugh or to cry. Mostly I was relieved. At least
I knew what was going on in my body.

For a while Jamal’s condition seemed to improve, but then the symptoms
flared up again, leaving him uncertain about what to expect from week to
week. Even during good times his speech is slightly slurred, and his gait is
unsteady, and during a couple of bad flare-ups he has needed a wheelchair
to get around. He has been transferred to a desk job in his precinct, something
that grates on his ego. He is especially distressed by the effect that his
symptoms have had on his dating life. Once he enjoyed parties, dances,
and meeting new women. Now they find excuses to move on after brief
conversations. He adds, “I wonder if I’ve missed my chance to fall in love
and settle down with someone who could give me a family? Even if I could
find someone who would have me like I am, how long would I be able to
support her like a real man should?”

Harris, who has been deaf since an explosion occurred near him in Korea,
speaks of different kinds of reactions from those described by Maria, Dana,
and Jamal, all of whom have motor disabilities. He described the loneliness
of being “left out” even when physically present in a group and his anger at
being ignored when a conversation partner seeks the easier path of talking
with the interpreter instead of him. He described his disbelief, years earlier,
when he worked for the first time as a deaf person in the produce section of
a supermarket. A customer, calling to him repeatedly from behind, grew
increasingly frustrated and angry at getting no response. Harris first became
aware that his attention was being sought when he was hit in the back of
the head by a pound of hamburger, which the customer had lobbed at him.
Boredom also is a problem when he travels and doesn’t have his work or
other pursuits available to absorb his consciousness. He says hearing people
don’t appreciate how much they amuse themselves by simply listening to
the ambient sounds.

Reaction to loss can take many forms, and so can loss itself. Earl’s story
illustrates this. Earl spent his twenties becoming blind. Although he always
had done strenuous physical work, he was exceedingly bright and says he
was able to adjust to college and a professional career with relative ease. He
had been totally blind for seven years when his vision was significantly
restored by surgery. He was delighted, of course, but totally unprepared for
the adjustment agonies in store. He put it this way:
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I had become a superblindman. Everyone marveled at how well 1 could manage
every aspect of my life. My traveling skills were so good that a lot of people joked
that I was faking it. They couldn’t imagine how a blind man could get around so
well, even without a cane. Then, all of a sudden, I was just an average guy again;
no big deal, nothing super about me. I’d lost my special status and there was no
support coming from anywhere for what I was going through. When I tried to tell
people how I felt, they would shut me up, saying, “I don’t want to hear this.
You’'re spoiling my fantasies about the wonderful thing that has happened to you.”
Obviously, I don’t want to be blind again, but I’d like a little understanding that
what’s happened to me isn’t totally the magical happy ending without any adjustment
problems of its own. It’s not pleasant having people regard you as some kind of nut.

Mary knew that problem well. She had a “nervous breakdown” when she
was twenty-three years old and for the next four years she was hospitalized
intermittently about half of the time. She no longer considers herself mentally
ill, but believes she carries with her a residual lifelong disability. She says:

I am not sick now, but I will always be very vulnerable to stress, and I have to
pay attention to that so I don’t end up getting sick again. I’ve learned to do that
pretty well. The harder part is dealing with the way other people treat you when
they know that you’ve had a mental problem in the past. Some of them act scared,
and some just discredit you like your opinions and judgment can’t be trusted any
more. | am in a group living situation, not a halfway house run by institutional
types who run your life for you, just a group of four people who got acquainted
when we were all patients at the same hospital. We know we need each other’s
support to stay out of the hospital, and with it we can. We’re all working, but none
of our employers knows we’ve been in a mental hospital. If you lie about it and
get caught, you can get fired. But if you don’t lie about it, you’ll never get hired
in the first place. The anxiety of being found out is what’s really disabling.

Mary’s fear dates from an earlier time when employers actually could ask
about an applicant’s disability history and fire them without recourse if a
concealed condition were discovered. The ADA has made such practices
illegal, yet many people still fear indirect retaliation that would be long and
costly to prove.

Mei-Ling was a beautiful 19-year-old dancer, just launching her career in
television, when she sustained a severe head injury in an automobile collision.
Her adjustment challenges included cognitive problems in addition to physical
ones. Two months in coma were followed by months of medical and rehabili-
tative care. Once her graceful body had been her greatest source of pride.
When she was discharged to home she was still using a wheelchair for
mobility. Dogged determination and ongoing therapy led to her first unsteady
steps behind a walker. Eventually she exchanged the walker for a cane and
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then discarded the cane, walking with an uneven but serviceable gait. Her
cognitive abilities also improved in response to therapy and accommodation.

I decided after all this time in the hospital that I had to have a change of scenery
and get back to seeing some people my age besides therapists. Everybody was
skeptical, but I convinced them to let me try one course at the local junior college.
It was a lot harder than I expected. I would sit in the classroom, trying to take
notes. The words just poured in, and I would forget the beginning of the sentences
before the instructor got to the end. I would have to read the assignments over and
over. It took me twice as long as the other students to take tests, too. Fortunately,
when I talked with the professors, most of them were willing to let me take untimed
exams in a quiet, separate room. I got through one class and then the next and the
next. In seven years I had my bachelor’s degree in social work. As if that weren’t
enough, I decided to tackle graduate school! I still have problems with memory
and with speed. I think the hardest assignment I’ve ever had to do was learning
how to do research on the internet. It seemed so foreign and confusing at first, but
I found a partner to help me through the first paper, and now I’'m pretty good on
the computer.

My parents got divorced a few months after my accident. Sometimes I wonder
if the stress they all went through played a part in bringing that about. I felt guilty
for a while, but they assured me that it was not my fault. They have both been
there for me all along, and I can’t imagine how I could have accomplished these
things without their support. I’ve been frustrated sometimes by the attitudes of
people in my classes. Supposedly they are preparing to work with people who have
disabilities, but they all did everything but hide under the desks to avoid being my
partner on team projects. I guess they thought I would drag their grade down. I
would have been terribly lonely if I hadn’t met Jack, my fiance. We will be married
next June. He admires the way that I’ve fought back from this injury, and I love
him more than I can tell you.

Frank had his second stroke when he was sixty-three. He was an old sixty-
three, having had a first stroke and a heart attack three and five years earlier.
His hearing was very poor in one ear, and he had to use a magnifying glass
to read the newspaper. Both strokes affected the left side of his body and
spared his speech, which he used mainly to say, “Poor Papa.” Self-pity had
been a way of life since he was forty. Having been a successful, young,
small-town banker, he never recovered, psychologically or economically,
after his bank failed. Now, living in an extended-family household with his
wife, a divorced daughter, a divorced son, and a granddaughter, he settled,
uncomplainingly, for the occasional attention they paid him and showed no
inclination to broaden his activities beyond watching ball games on television
and muttering, “Poor Papa.” He died two years later, following a second
heart attack, leaving a guilt-laden, grief-stricken family. His gentle nature
was deeply loved, but he had been easy to ignore.
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As these vignettes illustrate, disablement has the power to elicit the full
range of human emotions, from fear, anger, and sorrow to relief and even
joy. Almost universally experienced are anxiety about survival and episodes
of rage. Some people rage against themselves, their own incompetence to
do what everyone else takes for granted; others rage against the universe for
being unjust. Some turn their rage against other people for failing to help.
While the spectrum of human emotions may be limited, the ways of manifest-
ing or expressing emotions are virtually infinite. Also reflecting enormous
variation from one person to another are the specific triggers of emotionality.
What hurts or angers one may seem inconsequential to another. As with
human variation generally, the question of determination arises: what causes
whom to react, and how?

The ensuing pages will refer to the foregoing vignettes, and to other “case
examples” as well, in the course of delineating factors that determine (1)
how, and how intensely, different individuals feel about their disabled status,
and (2) how their feelings affect a wide range of their behavior.

Determiners: The Nature of the Disability

This chapter began with the observation that both time and type of disability
onset influence how the person reacts. In addition, other influences relating
to the nature of the disability are the types of functions that are impaired,
the severity and visibility of the disability, its stability over time, and the
presence (or absence) of pain.

Time of Onset

As Maria suggests, self-concept may be influenced by whether a disability
was present from birth or happened later to a previously “normal” individual.
To her, having been born disabled seemed somehow less respectable than to
have acquired a disability adventitiously later on. Although such feelings
appear to be fairly common among people with disabilities, the matter is
seldom discussed unless it makes a functional difference—as in deafness
and, to a lesser degree, blindness. Never to have seen objects in space puts
a congenitally blind person at a learning disadvantage compared with those
who have visual memories, and the far greater difficulty in learning to speak
intelligibly for people who were deaf before language acquisition is well-
known.
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One’s stage of life when adventitious disablement occurs influences the
kinds of reactions that will be experienced. This is so partly because it affects
the way one is perceived and reacted to by others and partly because different
developmental tasks are interrupted during different life stages. The person
who becomes disabled in infancy or childhood may, like the person born
with a disability, be subjected to isolation, unusual childrearing practices
(such as overprotection or rejection), and separation from the mainstream in
family life, play, and education. The person who becomes disabled later
on may not have to face these same issues, but will have different ones
to confront.

Dana’s story illustrates one way of reacting to having been “nipped in the
bud” just as the wonders and pleasures of womanhood were becoming reali-
ties. Earl, who became disabled after completing the developmental task of
establishing himself vocationally, found he had to do it all over again. Frank
was well into the “decline” stage of his life when he experienced disability;
he no longer had the motivational resources necessary to react in any but a
passive way. Research done with people who have sustained spinal cord
injury (Krause & Crewe, 1991) generally indicate that those who become
disabled as young adults adjust more effectively to life changes than do
people who are older at the time of onset, but this is only one of many factors
that affect any given person.

Type of Onset

The experience of a close brush with death may be a powerful influence on
a person’s life, and many disabled people feel they cheated the grim reaper
by surviving their disabling accidents or illnesses. It seems strange that so little
attention has been paid to this issue within rehabilitation circles, especially in
view of the importance assigned to the topics of death and dying in both the
popular and professional presses in recent years. The claims of some disabled
people that they were “given up for dead” tend to be discounted as melodra-
matic bids for attention, and no further probing is done to learn how an actual
or perceived near-death experience might influence their emotions, values,
beliefs, and behavior.

The reaction to nearly dying, or believing that one has nearly died, is
complexly interwoven with such other variables as religiosity and self-con-
cept. Dana, for example, reported that for years she felt guilty for having
survived to be a burden.



12 The Disability Experience

I felt I had been slated to die but somehow tricked the great scythe wielder and
lived to be a damn drag on a number of people. A lot of my achievement trip was
feeling I had to earn and re-earn my right to a place on the planet. What looked
like ambition was actually paying penance for not having been gracious enough
to just die.

A very different reaction was shared by Lillian, who is paraplegic as a
result of spinal meningitis. A devout Mormon, Lillian related that the sense
of having been spared led to an intensification of her faith and purpose,
which was especially helpful to her when she was abandoned by her husband
following disablement.

A year after experiencing a cardiac arrest, Emma was still reliving the
terror and frustration of hearing herself pronounced dead and being unable
to signal otherwise. She says that nearly every time she is confronted by her
memory losses or impaired coordination and strength she recalls the operating
table comments and consensus that, “It’s just as well, she’d be a vegetable
if she lived anyway.” She says she sometimes thinks she fooled them and
at other times thinks they were right.

The type of onset also is associated with greater and lesser degrees of
placing blame for the disabling outcome. Accidents, in which an official
designation of responsibility is made, are simply the most obvious case. To
believe that a permanent disability resulted from a momentary, foolish act
of one’s own may strongly affect reaction to the disability itself at least until
the feelings of self-blame are resolved. Blaming someone else may have an
even stronger impact. Keith, who lost a leg when the motorcycle he was
riding collided with a truck, became consumed with hatred toward the truck
driver, especially after the courts found him not at fault. Fred, shot in the
spine accidentally by his younger brother, believes both of their lives would
have been better if their parents had permitted him to express the anger he
felt. Kathy remembers wondering childishly why her parents wouldn’t do
whatever they were supposed to do to make her get better when she had
polio as a child. They had always done so when she was sick before.

There are no formulae to describe how a sudden versus prolonged onset or
a self- versus other-induced injury generally will affect reactions to disability.
Some researchers have found that people who were judged to bear some
responsibility for the onset of their spinal cord injury seemed to achieve
more positive psychological adjustment over time than did people who were
innocent victims (Athelstan & Crewe, 1979). They hypothesized that it would
be more difficult for someone whose life had been drastically changed through
no fault of their own to maintain an internal locus of control—in other words,
to believe that their own efforts would determine what they received from
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life. Other investigators have looked at the relationship between the individu-
al’s own attribution of self-blame or other-blame and the likelihood of depres-
sion. The findings have been very mixed, with some indication that early
after the onset of disability attributions of self-blame may be positively
correlated with coping (Bulman & Wortman, 1977). Others indicate that self-
blame initially may be unrelated to adjustment, but after a period of time, it
may correlate with greater depression (Reidy & Caplan, 1994). Inevitably,
the matter of responsibility or blame for the onset of disability will be only
one of many factors that help to shape a person’s response. Keith, to cite an
extreme example, had been previously diagnosed a “paranoid personality.”
Another person would not necessarily react as he did.

Functions Impaired

The body-mind system affected is the most central issue and almost too
obvious to mention. In spite of the commonalities across all types of dis-
ablement, it is nonetheless clear that losing your eyesight, your hearing, or
your ability to move is going to generate different reactions because each
creates different problems. Impaired mental functioning or energy reserves
create different problems still. This can be illustrated, in part, by what hap-
pened at a party at the first author’s home when a fuse blew and all of the
lights went out. Among the 200 guests were a number of people who use
wheelchairs, are deaf, or are blind. The wheelchair users tried to dodge
effectively when walking party-goers stumbled over their chairs and fell into
their laps. The deaf guests definitely were not amused when their only means
of communication was cut off. Those who were blind simply chuckled and
asked, “So what’s the problem?”

Typically, when nondisabled people are asked what disability they most
dread, the majority respond, “Blindness.” This reaction may be one reason
why legislation for blind people in nearly all countries seems to be ahead of
that for people with other disabilities. Even as adults, it seems, we are most
afraid of the dark. People with motor-system impairments tend to respond
as nondisabled people do; no matter how severely immobilized they might
be, the concordance is that blindness would be worse. Blind and deaf people
offer different opinions, however. Blind people, who have “been there,” are
much less apt to think that blindness is the worst disability that can happen.
From a different perspective, deaf people often declare that blindness would
be preferable to their disability and note ruefully that nondeaf people have
little appreciation for the implications of being unable to hear. At the same
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time, many deaf individuals now proudly identify themselves as part of Deaf
culture and reject the idea that deafness is a disability at all. They maintain
that they have a communication difference, much as a person who speaks a
different language would have within the culture.

Wright (1983) maintains that the “insider” (the person who has the disabil-
ity) almost invariably sees his or her disability as less troublesome than
outsiders presume it to be. Empathy is wonderful, but projecting ourselves
into a position that we have never actually experienced, and making assump-
tions that lead us to incorrect conclusions, are not wonderful.

Beyond these general observations, most of the impact of the impaired
function is tied to characteristics of the disabled individual. For example, an
“auditory” person—one who learns better from lectures than from a text and
loves music better than the visual arts—is likely to be far more devastated
by the loss of hearing than a “visual” person with the opposite pattern. Also,
the individual’s unique combination of assets and disabilities will affect the
impact of a given disability. Rajeev is a middle-aged man who became
tetraplegic in an automobile crash approximately 20 years ago. What he
considers to be his real disability, however, had its onset about five years
ago. He was in the hospital, being treated for pneumonia and had an allergic
reaction to penicillin. As a result he became deaf. In the years following his
spinal cord injury he found much of the joy in daily life came from conversa-
tions with friends and from listening to music. Now, hearing loss has prevented
those activities, and frustration has turned into depression. His life is now
limited to home and personal care assistants.

An additional aspect worthy of mention here is the extent to which a
disability interferes with physical attractiveness. It is well-known to psycholo-
gists and lay persons alike that physical beauty is a very functional attribute
to possess. People attribute all sorts of positive traits, including high intelli-
gence and friendliness, to physically attractive people (Berscheid & Walster,
1974). Sensitivity to its lack or loss sometimes can exceed the pain felt
about the more obviously functional impediments disability creates. Aesthetic
displeasure with oneself also may be compounded by the reactions of others
when disfigurement or deformity is extreme.

Severity of Disability

It has become a truism among rehabilitation professionals that there is not
a one-to-one relationship between severity of disability and the intensity of
reaction (or quality of adjustment) to it. One person can assimilate total
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paralysis with fair equanimity, while another is devastated by the loss of a
finger. They have their reasons, and some of them will be explored in a later
section (see Determiners: The Person); however, varying degrees of severity
do create different kinds of situations for disabled people to respond to,
somewhat independently of personal dynamics. A young woman with one
partially paralyzed leg will not experience the fear associated with the realiza-
tion of total dependency on others for survival; and the totally paralyzed
person will not experience the embarrassment of being swung impetuously
onto a dance floor by a handsome stranger. Similarly, a mildly retarded
person will not know what it is like to be so severely damaged that life is an
incomprehensible blur, and the profoundly retarded person will (presumably)
escape the pain that comes from awareness of unwelcome limitations to
learning ability. One study (Huebner & Thomas, 1995) suggested that there
may be a U-shaped relationship between adjustment and severity of disability,
with individuals having the mildest or the most severe disabilities encoun-
tering the most difficulty. Perhaps either kind of situation is equally difficult
in its own way.

Visibility of Disability

Closely related to the issue of severity is the visibility to others of the
functional impairment. The young woman with the mild disability of a par-
tially paralyzed leg was put in an embarrassing situation because her disability
was not visible to her would-be dance partner. Jamal, too, illustrated the
issue of visibility when he noted that women seem interested in him until
he speaks or gets up to walk. Invisible disabilities can be very difficult,
interpersonally, simply because you appear to be what you are not. Ken, a
husky-looking, barrel-chested man, related that he is often asked to help
when something heavy is being moved. However, his barrel chest is a result
of emphysema and he must reply, “I’m sorry, I can’t.” He says he is tired
of explaining because “They always act like they think I'm just lazy and
making excuses anyway . .. they can’t figure anyone who looks so strong
could really be too weak to lift one end of a couch.”

Stability of the Disability

Ken’s condition exemplifies another aspect of the disability itself, one that
influences reactions: the extent to which it changes over time. Emphysema
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is known to have a downward course leading to a hastened death. It also
fluctuates, now better, now worse, as it moves along that path. The same is
true for numerous other conditions affecting virtually every body system.
This creates a very different situation from that experienced by the person
with, say, a spinal cord injury, wherein the disablement occurs rapidly,
improvements take place and reach a plateau, and then stability is reached.

Not all progressive disorders reduce longevity. For example, retinal detach-
ment is a degenerative condition that has run its course when the individual
becomes totally blind; no threat to life or other body systems is entailed.
During the degenerative phase, the person merely has to wonder how long
the residual vision will hold out. Multiple sclerosis, on the other hand, has
more pervasive implications, including a less predictable and therefore poten-
tially more unnerving end to anticipate. Reactions to such disabilities are
shaped by these realities and by what the affected people tell themselves
about their projected futures.

An important point in either case is that people with progressive disabilities
are dealing with more than residual disablement; they confront an active
disease process plus whatever residual disablement follows in its wake. Also a
potent stimulus to reaction, cessation of symptoms and remissions sometimes
occur, encouraging hope for containment or cure. When neither is forthcom-
ing, a new round of disappointment, fear, anger, or other reactions may
take place.

Pain

Arthritis is a progressive condition prototypic of the last nature-of-disability
factor being considered here. A cardinal symptom is pain. Joint stiffness and
deformity are surely undesirable, but pain tends to usurp consciousness,
depending on its degree, whenever it is present. Progressive disorders are not
the only ones to have associated pain; people with such stabilized conditions as
spinal cord injuries and amputations have their share of pain as well. Whatever
the stimulus, when pain occurs, it is certain to influence a person’s feelings
and behavior. It is hard to be jolly, creative, or maybe even civil, when you
hurt but some can learn to do so. Chronic low back pain is another common
disabling condition. As with arthritis, grinding daily pain can take its toll on
energy and concentration. In addition, because the condition is typically
invisible, people must deal with questions about whether the pain is “real”
or “all in their head.” Family members who are initially sympathetic may
become discouraged or critical of the person who becomes uncongenial or
unproductive, leading to a downward spiral in adjustment.
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The extent to which pain is prepotent over other stimuli in capturing
consciousness depends largely on the extent to which such learning has
occurred. This reflects individual differences among people, which leads to
the next topic for discussion.

Determiners: The Person

Emotional and behavioral reactions to disablement also depend importantly
on characteristics of the people who become disabled. What remaining re-
sources do they have for developing effective and gratifying lifestyles? For
those whose disabilities occur adventitiously, what activities and behavior
patterns are interrupted by disablement, and how central are these to their
happiness? What kinds of temperaments do they have? What is the spiritual
or philosophical base in their lives? What personality traits do they have that
will influence the type and intensity of their reactions to disablement? Specific
aspects of such determiners as these will be explored next.

Sex

Perhaps the most obvious personal variable affecting reaction to disablement
is the individual’s sex. It is important to stress at the outset that being male
or female does not necessarily imply better or worse reactions, only different
ones. Jamal pointed out a sex-related difference that he considered crucial:
the expectation that a man will be the family breadwinner and that society
is more accepting of a passive, dependent lifestyle for women than for men.
He believes, therefore, that when disablement forces such a lifestyle upon
someone, it is less disruptive of self-concept for women than men. This, he
holds, is true even if the woman had not been a passive or dependent person
before, simply because she will be punished less by society for assuming
those traits after disablement.

Karen, a disabled feminist whose work centers around sexual counseling
for disabled women, acknowledged (ruefully) that such a viewpoint has
validity, but countered that the advantage is virtually destroyed by the far
greater demand placed on women to be beautiful, physically perfect specimens
in face and figure. She points out that, by definition, disabled women cannot
hope to meet this social ideal.

In ways such as these the two sexes have somewhat different burdens to
bear and their reactions will vary accordingly.
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Activities Affected

The story about the executive secretary who lost both legs and went right
back to doing her job, compared with the violinist who lost his little finger
and was destroyed forever as a concert performer, may be the oldest cliché
in the rehabilitation business. Clichés come about, however, because there
is repeatable truth in them, and this hackneyed tale conveys an important
fact. The impact of disablement is largely contingent on the extent to which
it interferes with what you are doing.

Earl was operating a ranch when he began losing his eyesight. When Dana
contracted polio, she was rehearsing for a modern-dance exhibition. Both
valued and engaged in vigorous activities that no longer would be possible
for them, and they reacted with grief. Dana mourned for many years the loss
of her prime outlet for physical energy and creative expression. Olivia, on
the other hand, was a stenographer whose hobbies were chess and gem-
cutting before she lost both legs in an accident, and none of these activities
was significantly affected. Although she assuredly reacted to her loss with
considerable emotion, her ability to resume previously rewarding activities
helped to mitigate a prolonged reaction of grief.

A rare but not unique occurrence is illustrated by Stephen. This seventeen-
year-old had been a “behavior problem” throughout his school years, and
much of his trouble was attributed to his father’s disdain for his lack of
athletic prowess. Following a spinal cord injury, Stephen seemed less troubled
than before, as if he now had an acceptable reason for being unable to meet
his father’s expectations.

It is not only the actual, ongoing activities interrupted by disablement that
influence a person’s reactions. Activities never engaged in but held out as
goals for the future may be equally powerful determinants.

Interests, Values, and Goals

An irony often pointed out is that people who sustain spinal cord injuries
through adventurous, potentially dangerous activities are apt to be singularly
intolerant of a sedentary life. If quiet pastimes turned them on, they wouldn’t
have chosen downhill skiing, surfing, auto racing, gang fighting, or armed
robbery in the first place. It also is observed that people from cultures placing
high value on physical or sexual prowess are more devastated by this disability
than those whose traditions stress, say, scholarly pursuits. Whether one’s
goal is to climb the Matterhorn or break records set by Fanny Hill or Don
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Juan, if it is quashed by disablement, the “loss” may be as painful as the
forfeiture of extant activities. This applies not only to people with spinal
cord injuries; similarly, interests, values, and goals can influence responses
to the whole range of disabilities.

People with unifocal interests probably are going to react quite strongly
to a disability that obliterates their expression, while people may adjust more
easily if their interests range across several modalities: physical, intellectual,
vigorous, rigorous, passive, active, and so forth. The chances are that the
latter will have some interest areas that are spared. As the phenomenon of
interest testing shows, however, people are not always aware of their interests,
values, and potentially rewarding goals. Manifest interests at the time dis-
ablement occurs may reflect only a small part of the pattern of appreciations
that could offer gratifying activity. The more varied this potential, the more
protected is the individual from frustration and dejection over being disabled.

Dana, for example, had a variety of previously recognized intellectual
interests to compensate her loss of dancing, at least in part. Others require
a process of interest discovery to help them identify new directions and goals.
Dana’s value system, which already ranked scholasticism high, was ready
to accommodate demanded changes; however, when an individual’s values
are invested almost totally in functions that are lost, the reactions to dis-
ablement and subsequent difficulties in learning to adjust are magnified
accordingly.

Remaining Resources

The extent to which a person is devastated by the loss of function also is
determined by what other resources for coping and enjoying are left. This
can be illustrated by a conversation that took place between a disabled hospital
patient and a similarly disabled staff member who had been held out by other
staff as an example of what could be aspired to. After a very brief time
together, the patient blurted, “Hell, if I had your brains and looks I wouldn’t
be depressed either!” In this instance, the staff member had had many more
years to adjust to her disability; however, all else being equal, a quadriplegic
with an 1Q of 140 probably does have better prospects for the future than a
quadriplegic with an IQ of 100. When capacities for physical activity are
severely reduced, it helps to have the option of developing a “cerebral” kind
of life. The staff member cited also had other resources that helped temper
the intensity of her reactions; a naturally high level of energy, strong career
motivations, a life history of emotional stability, numerous artistic talents,
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social poise, and considerable potential for leadership. All of these inner
strengths can be used to build a secure and satisfying life. Recognizing the
existence of such resources, and the alternatives they create, can do much
to alleviate fears and other erosive emotions.

Some of the strengths just listed are employment resources, that is, capacit-
ies that can be developed to a level worthy of drawing a wage. Resources
such as these will be considered in detail in Chapter 6. Others might be
subsumed under a more general rubric of character resources, those qualities
of personality or temperament that can influence reaction to disablement and
subsequent adjustment in any realm of life.

Other Personality Variables

Interests, values, and most of the inner resources discussed previously are
personality variables, and there are many additional ones that influence reac-
tion to disablement. Depending on who defines the term and for what purpose,
“personality” is imbued with a variety of meanings. Researchers define it
operationally, writers define it literarily, and both groups do so idiosyncrati-
cally, to suit the purposes at hand. This book offers no exception. “Personality”
is used here as an umbrella term, designating a constellation of interrelated
constructs such as “personality traits” (factors), “behavioral patterns,” “re-
sponse tendencies,” and “temperament.” The use of the word “temperament”
requires a little explaining, too, since it is not in high fashion today in
either scientific or professional circles. We have a response tendency to use
“temperament” whenever a connotation of biological determination exists.
Emotionality and energy or activation level serve as examples.

Considerable research has been done to discover which personality traits
are harbingers of good or poor adjustment to disability in the long run,
but virtually none has examined their effect on more immediate emotional/
behavioral reactivity. One problem is the need for preonset personality data
in the study of such relationships, and it is seldom available. Nonetheless,
these reactions are important because they set the climate in which adjustment
efforts take place.

To give an illustrative sampling, such variables as flexibility, adaptability,
maturity, and the polar opposites of these appear to influence reaction to
change generally, and this includes changes imposed by disability. The rela-
tive strengths of an individual’s needs also will influence reaction style. To
cite a fairly obvious example, a person with high needs for succorance and
little need to nurture others should experience less discomfiture over enforced
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dependency than a person with the opposite pattern. This does not imply an
easier or more successful adjustment to disability; quite the opposite could
be true if other factors failed to prevent the person from lapsing into passive
acceptance of helplessness.

Countless other personality variables bearing prima facie relevance to style
of reacting could be mentioned. A number of those measured by standard
personality tests and research instruments will be discussed in Chapter 10
with respect to their impact on long-range adjustment. Here, we will consider
just one last set of personality variables that seem to be particularly powerful
determiners of disability-related reactions.

Spiritual and Philosophical Base

One’s spiritual belief system and philosophy of life shape the meaning of
disablement for each affected person; this, in turn, influences the ways in
which one reacts. The person who views disablement as a punishment from
God for past sins assuredly will feel differently about it than will a person
who views it as a test or an opportunity for spiritual development. The person
who sees it as a purely chance occurrence in a probabilistic universe will
respond differently still. The “will to meaning” has been regarded as an
important shaping force since Viktor Frankl wrote of his suffering in a
Nazi concentration camp and the avenues through which he found salvation
(Frankl, 1970).

A psychologist who contracted Guillain-Barre syndrome drew from
Frankl’s logotherapeutic concepts to describe her own experience, which she
considered analogous to his world-famous ordeal. She writes:

Seven months ago I was hospitalized with . .. Guillain-Barre syndrome. It was
actually a great relief that was felt, rather than dismay at this diagnosis, just as the
concentration camp victims felt relieved of their anticipatory anxiety when the
hiding was over . . . I was told by a well-recognized neurologist . . . that mine was
most certainly a case of hysteria . . . and that I needed many years of intense, in-
depth psychoanalysis . . . I felt myself much too sophisticated to conjure up such
an affliction . . . I knew my own system and knew that something was physically
wrong . . .

The paralysis [became] extensive . . . | was dependent on hospital staft for every
need. A virtual prisoner in a metal-railed bed, lonely and isolated. Friends came
initially as a matter of concern and, perhaps, curiosity. There were many at first,
but the human condition prevailed. Like its counterpart in the animal world, the
weakened member was left to its own demise while the fit continued with their
own kind. (Hayman, 1975)
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She points out that the categorical disease societies, such as the Multiple
Sclerosis Foundation, adopt a posture not unlike that of Frankl’s “medical
ministry,” facilitating acceptance of a permanently altered state by familiariz-
ing people with their own attitudes and their freedom of choice. She quotes
Frankl’s statement, “Man is, and always remains, capable of resisting and
braving even the worst conditions. To detach oneself from even the worst
conditions is a uniquely human capability.” She relates how she accomplished
this in her own situation.

I was detaching myself from the painfully lonely situation through humor, though
at the time I called it hilarity! And, I must have succeeded in detaching myself
from myself as well, since there was intense pain accompanying the destruction
of the diseased nerves . .. Even though I was convinced that I would eventually
walk, the uncertainty of how long it would take was a most depressing factor. Dr.
Frankl refers to this phenomenon in terms of a “provisional existence of unknown
limit,” and charges it with being the most depressing influence of all . . .

One day the tears of exasperation broke through in the presence of a very
perceptive Sister . . . This wise lady sensed my need to look beyond myself at a
critical moment of spiritual distress, or existential frustration, as the will to meaning
in my life was most certainly being frustrated at this time. (Hayman, 1975)

Hayman takes care to separate spirituality from religiosity in her treatise,
and this seems an important distinction. Acknowledging a spiritual aspect of
life and having a life philosophy into which disablement can be meaningfully
integrated appear rather consistently to ameliorate destructive reactions to
disability. Specific religious beliefs may or may not prove helpful. For exam-
ple, no cases are known to these authors wherein equating disability with
divine punishment has aided an individual; the help has come when such a
belief has been cast off. A belief that a disability is somehow part of God’s
purpose can be helpful, but belief in God is not requisite if the experience
can be imbued with meaning or purpose in other terms. Diane, severely
paralyzed and agnostic, illustrates this when she says:

My disability has a purpose, but I don’t consider it God’s purpose; it is mine. My
disability forced me to go to college and it’s toughened up aspects of my personality
that were a whole lot weaker than my legs and arms are now. No way do I like
being paralyzed, but I do like a lot of the things that have come from it. Sometimes,
when [ start to get really mad at myself for being unable to do simple things, I
think of that and simmer down.

A longitudinal study of people with spinal cord injuries found that most
were able to identify both gains and losses that stemmed from their disability
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in the early years after onset and also two decades later. The most frequently
cited gains involved personal growth, reflecting changes in values, priorities,
and self-understanding. Other gains included new horizons and religious or
spiritual insights (Crewe, 1996).

Determiners: The Environment

Reactions to disablement are determined not only by characteristics of the
disabilities and the people who have them, but also by what is going on in
the environment. Disability is neither an inherent characteristic of the person
nor the environment, but is produced by their interaction. Both the immediate
environment and the broader cultural context exert powerful influences on
emotional and behavioral reactions to disability. Such immediate environmen-
tal variables as family acceptance and support, income, available community
resources, and the presence or absence of loyal friends have a great deal to
do with how a person feels about being disabled. Whether or not one is
institutionalized and, if so, the characteristics of the institution are particularly
potent determiners. For example, an almost totally paralyzed government
administrator, the late Ed Roberts (1977) relates that “The affront, indignity,
and impersonalness of mealtime situations in the hospital” had once triggered
“a terrible rage that I could neither deal with myself, nor express for fear of
reprisals. Mealtimes would leave me tired and defeated ...l was deeply
depressed and resolved repeatedly to die.” He was 14 at the time. Fortunately
he failed, and lived to be 59, heralded as “the father of independent living.”

Whether or not your culture is characterized by a high degree of technology
that could resolve (some of) your functional problems, sufficient funding of
the programs you need and enforceable laws to protect your rights also will
influence how you feel. It was the changing cultural context of which Hoh-
mann spoke when he said that disability isn’t as depressing now as it was
thirty years ago (Hohmann, personal communication). Less tangible, but
equally significant are the values and practices of the individual’s cultural
and ethnic group.

Since both types of environmental determinant will be explored in depth
in the following chapter, they will only be mentioned here. This chapter will
close with a poem chosen to highlight the fact that reaction to disability goes
on as long as the person and the disability do. It doesn’t stop at some point
in time when the person has “adjusted,” it simply changes with each step in
the learning (adjustment) process. It was written by Dana after seventeen
years of disability experience, on a lonely night after her second marriage
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had ended. She says that reading it the next morning was what prompted her
to seek psychotherapy.

Requiem for Spring

One day, when she was thirty-three and had tasted some of the
joys of life and several sorrows,
She pondered briefly, a matter of three days, and made a decision.
She would not destroy herself because she preferred to keep
her weakness everyone else’s assumption
And only her certain knowledge.

This decision firm, and, God knows, it had been twenty years
in the making,

She looked up from the desk she had tidied while she thought
and into the overgrowth of plantings that loomed above the
windows, criss-crossing and falling.

Now, she said silently, what now?

It is not as if I had a choice, she reassured herself
and quickly added that perhaps this was not true.

I still have a modicum of beauty and
sufficient wit to appear intelligent.

No, Quasimodo loved only beautiful women and there is no choice
and there is no hope.

Day before yesterday a great man died . . .
today the flags are lowered . . .
tomorrow workers get a day to mourn, rejoicing . . .
While I, relentlessly wishing, pitiable small thing,
mourn the loss of passion.

One day when she was sixteen and had tasted all of the joys
of life and none of the sorrows,

She hesitated in her step and fell.

Sprawled across the dancing floors and propped against a
fencepost in the corral,

Sitting woodenly watching elsewhere and elsewhere,

She smiled and nodded and convinced a number of people that
pain was not pain.

At the age of eleven, it first occurred to her that
death must be sweet.
Dark juvenile poems mark the way.
Miss Budd discouraged that sort of thing and so, two years later,
did Miss Watson, who considered despair an inappropriate emotion,
Particularly during pubescence.
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Liberated oceans drench me. Soon again they will rise from
the sea and fall on me.

A tree sips from earth its anodyne while I, obsessed,
protest my own apostasy.

Once a lover, now dispassionate, the dark affords no solace.

I have disavowed you darkness! is my cry.

No more the phantom comfort of the lonelier than 1.

Ophelia, Ophelia, where have you been so long?

Off in the meadow, drinking wine,

Wandering, dreaming of an ancient song . . .

Sinking slowly into oblivion, having dreamed too long.

Dana’s poem also points out an important caution; not everything labeled
“reaction to disability” is precisely that. Dana reveals a dark side to her
nature that predated her disability by at least five years. She says now that
rehabilitation workers should not let their patients or clients “get by with
making everything a disability issue,” that she only began to unravel what
was making her unhappy when she stopped blaming her disability for every
unpleasant moment.
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The World

People With Disabilities in a
Handicapping World

To be disabled is one thing. To be handicapped is quite another. Now that
people with disabilities are coming out of the closet and proclaiming, “I am,
therefore, I think,” one of the things they think about is the effect of language
on how they are perceived by others and how they perceive themselves. One
camp abjures the term “disabled.” They say it reminds them of a defunct
automobile resting uselessly by the side of the road. Another camp abjures
the word “handicapped.” They say it reminds them of pitiful poster children
looking up gratefully at benefactors dropping dimes into the can. Still another
group signals thumbs down on both terms. “Inconvenienced” is their word.
Others favor “impaired” or “physically challenged.”

Sound familiar? Just when we had gotten it straight about “Black™ and
“Negro,” along came people who insisted on “African.” It’s the same battle
all over again; the reasons are the same and they are good ones. Words have
the power to shape images of the referenced objects and their choice is
important in building or breaking down stereotypes. A group is oppressed,
hidden, stripped of power, and made to feel ashamed of the nature of its
being. Then social conditions shift in a way that permits the lid of oppression
to be lifted a bit. A few of the stronger members climb out and hold the lid
aside so that more can follow. Before you know it, you have a “movement,”
and one of the first orders of business is negotiating acceptable language by
which to identify the members when it becomes necessary.

The World Health Organization, which developed the International Code
of Impairment, Disease, and Handicap (ICIDH) used these terms to convey
distinctly different meanings. Impairment referred to conditions or diseases
of the body or its organs. Disability referred to any functional limitations or
restrictions in the ability to carry out activity resulting from an illness, injury,
or birth defect. It is defined in terms of individual functioning and, assuming
there is no longer an active disease process, is relatively unchanging for a
given individual. Thus, it makes sense to speak of “a person with a disability.”

26
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Handicap refers to the interference experienced by a person with a disability
in a restrictive environment. It is defined in terms of social consequences so
it varies greatly, depending on what the person is trying to do and what
opportunities the environment offers.

To illustrate, Carol is a person with a severe disability. About 70% of
her muscles are paralyzed, and that is unchanging. But she is not always
handicapped. Paralyzed muscles have little to do with thinking, talking,
reading, writing, and listening, which are most of what she does in her work.
On a dance floor, she is definitely handicapped. In the kitchen, her handicap
varies from mild, when she makes a “whatever you’ve got, throw into the
pot” stew—to severe, when she tries something that requires split-second
timing, like a soufflé. Thus, while disabilities remain constant, handicaps
appear and disappear, in varying degrees depending on what the person is
trying to do.

Handicaps don’t always come from disabilities. A big, burly college profes-
sor, whose worst disability is the farsightedness that often comes with middle
age, commented one day that he is handicapped with respect to becoming a
jockey. He mused, “That may seem a pretty trivial point, but what if I'd
been born into a society where everyone else is jockey-sized and anyone who
couldn’t become one got put down?” People belonging to ethnic minorities are
handicapped, not by disabilities, but by highly visible physical characteristics
that are socially devalued. Observations such as these led to the title for the
present chapter: People With Disabilities in a Handicapping World.

The new version of the World Health Organization system, the ICIDH-
2, has maintained the general distinction between these concepts, but has
moved to eliminate the labels applied to people, choosing instead to identify
these categories: the body, activities, and participation.

The debate about terminology may never be fully resolved. In a syndicated
newspaper column (Raspberry, 1989), Evan Kemp was quoted as observing
that the terminology applied to any disadvantaged group will keep changing
until the stigma applied to the group is removed and they become a truly
equal part of society. In the meantime, there seems to be a general agreement
within the disability community that “person first” language is most appro-
priate, so “a person with quadriplegia” is preferred to “a quadriplegic” and
“a person with a disability” is preferred to “a disabled person.” We regard
these preferences as guidelines but not as rigid rules. Collective nouns such
as “the disabled” or “epileptics” are also abjured because they obscure the
people and imply that disability is their most important characteristic.

Much of the handicapping that people with disabilities experience is im-
posed by (1) the human-made parts of the physical environment, and (2)
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social customs, values, attitudes, and expectations. But not all of it is. Carol
never will be able to climb a mountain and there is nothing anyone can do
about that; however, it is unnecessary for her to be stymied by flights of
stairs when ramps and elevators can serve the same purpose. Stairs are a part
of the physical world, but their continuing existence in architectural design
now that the problems they pose for a sizable segment of the population
have been recognized is a function of social values and attitudes. It is these
unnecessary handicapping effects of the human-made world that the activist
branch of the applied psychology of disability is attempting to correct.

The world that disabled people must reckon with is composed, then, of
two major aspects: physical objects and other people. The physical world is
by far the less complicated. Conceptually, the topic of “other people” ranges
from simple interactions between two human beings to the complex machina-
tions of transnational organizations. Emotionally, it spans the cynicism of
Jean Paul Sartre’s “Hell is other people” and the beauty of John Donne’s
“No man is an island.”

The remainder of this chapter will review environmental phenomena and
events that interact directly or indirectly with people who have disabilities
to determine their reactions and how little or how much they are handicapped
in the various areas of life performance. To begin, consider the various
external forces that impinge upon Sally, who has rheumatoid arthritis.

Getting Up and Off to Work. 1t takes Sally nearly two hours to get up,
bathe, toilet, dress, groom, and eat breakfast each morning. It used to take
her ten to fifteen minutes to button her blouse until she discovered a device
that reduced it to three. There may be other assistive devices that she could
profit from learning about.

Transportation. It was hard enough for her to find a job, but it turned out
to be equally difficult to find a way to get there each morning. She can’t
drive, and although some accessible buses are available on main routes, she
is unable to get to the bus stop during the snowy winters. Her community
does have a dial-a-ride service, and this has been a great help. On the other
hand, it does not allow for any spontaneous flexibility in her schedule; if she
is delayed in the morning or needs to work late, she is in a bind.

The Workplace. Sally’s building was made accessible when the company
put in a ramp along a side entrance. It generally suffices, although on winter
mornings she sometimes finds that the people who clear the parking lot have
dumped a pile of snow at the foot of the ramp. She has asked for an electric
door opener. The company has said they will consider it, but it is too expensive
to install right now. The women’s restroom on first floor has an accessible
stall, but it is located at the other side of the building from her office. She
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was allowed to use the spacious restroom adjoining the executive’s office,
but she said she always felt so foolish going in there.

The Job Site. This was a miracle, which is why she put up with all the
rest. Her counselor got a rehabilitation engineer to design a special desk for
her so she could reach what she needed to operate independently. In the
evening while waiting for her ride, she set everything up for the next day.
Usually, someone stayed to help her.

More Transportation. A big day arrived. Sally was invited to attend an
out-of-state meeting that could have an impact on her chances for promotion.
She arranged for a ride to the airport, and made it through check-in unevent-
fully. The airline insisted on putting her wheelchair into the baggage compart-
ment of the plane, however, and when she was reunited with it after the
flight it had been damaged and required repair before it could be used.

Shopping. Sally has a friend who drives her and helps her with her shopping
every Saturday. Imagine her surprise when she found a new barrier, designed
to prevent the theft of shopping carts at the supermarket, which also kept
her from entering. The barriers were removed after a few weeks. She is not sure
whether this was because of the complaint she filed or because nondisabled
shoppers objected to leaving their groceries unattended while they fetched
their cars.

Recreation. Sally used to ice skate before her arthritis became too severe,
and she loves the follies. She never used to go because of the accessibility
problems. As soon as the auditorium announced their “renovations for the
disabled,” she got a group of friends interested in going with her. They sat
together in the regular seating area. She sat alone in the area reserved for
people who use wheelchairs.

Housing. She finally got an opportunity for advancement with another
firm, which required her to move. She went into debt the first three months,
paying an attendant to help her move until she could locate an accessible
apartment in which she could live independently. She applied to a number
of complexes that had advertised as having apartments available, but when
she arrived she was told they had already been rented. She doubted that it was
sheer coincidence that she arrived just “hours too late” on so many occasions.

These experiences could be depressing to even read about unless note is
taken that such frustrating Catch 22s are signs of progress. A few years
earlier, she might not have bothered to leave the house at all because she’d
have known there would be little to expect. Enough progress has been made
to make it realistic to try, and the Catch 22s are transitional phenomena that
probably will disappear in time.

Sally was confronted by a series of barriers to living independently, work-
ing, and enjoying leisure time. Some of the barriers were physical, such as
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the stairs and inaccessible restrooms. Others were attitudinal, such as the
airline policy that assumed disabled travelers don’t know their own needs.
Happily, her experiences included helps as well as hindrances: employers
who were willing to hire her, friends who cared and would offer assistance,
even the auditorium that accommodated her physical, if not her social, needs.

At the other end of the spectrum is the example of Juanita, who had
worked for 20 years as an office manager for a physician who became her
greatest friend and supporter. Two days before she died, Juanita, 56, put in
a full day at the office. In recent years, when she was no longer able to sit
in a chair, she worked from a special bed that had been installed in the office.
She used a number of assistive devices to run the office efficiently. The
doctor even provided a van that was specially adapted to transport Juanita
and her equipment.

How people react and adjust to disability is partly determined by the mix
of helps and hindrances they encounter in their lives. As pointed out in the
previous chapter, environmental determiners of reaction to disability can be
divided into two major types: those that are palpably present in the person’s
immediate environment and those that are interwoven more subtly into the
larger cultural context. The former may vary sharply from one individual to
another; the latter tend to be uniform for all individuals in a given time,
culture, or subculture. In this chapter, environmental influences have been
divided in still another way: those relating to the physical world and those
relating to other people.

These distinctions are useful for comprehending the totality of interacting
external influences that shape behavior; but, true to life, they do not remain
in neat categories when in operation. The physical stairs cannot be separated
from the architect who designed them, and the architect cannot be separated
from years upon years of tradition in design.

With this disclaimer regarding the precision of categorization in mind, the
ensuing pages will discuss first the environmental influences seen mainly as
cultural determiners and therefore as exerting similar influence on all people
with disabilities in a given time and place. Second, we will explore influences
that are tied to individuals’ personal situations and therefore reflect marked
variations from one person to another.

The Societal Context

It may go without saying that the cultural context referred to in this volume
is the United States of America at the beginning of the twenty-first century.
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A few cross-cultural comparisons will be drawn, but, unless otherwise speci-
fied, the previous assumption can be made. The fact is, some of the most
powerful influences on reactions and adjustment to disability may be pancult-
ural, suggesting that they are, au fond, rooted in human nature. A large
portion of the introductory chapter was devoted to what is considered the
most potent negative influence of all: devaluation. There it was admitted
that the genesis of devaluation, whether biological or culturally learned, is
unknown. Being unable to discern which determiners are immutable aspects
of human nature and which are potentially alterable products of human
culture, all are arbitrarily assigned here to the “societal context.”

A few isolated instances in which disabilities (or disabled individuals)
have been revered rather than devalued can be cited. The best known example
is epilepsy, regarded in earlier times as “the sacred disease.” This elevated
status was probably a result of the fact that epilepsy was very common among
the ruling classes, and these rulers had little tolerance for being the brunt of
devaluative statements. In addition, a few individuals scattered throughout
history have been regarded as almost holy for reasons directly related to
their disabilities. A current example is an artist from Japan who has mental
retardation; his works are revered not only because of their superb quality
but also because of the childlike innocent who produces them.

Exceptions aside, the rule is devaluation, and its form and degree are
heavily influenced by the surrounding culture. Devaluation can be blatant or
it can be subtle. The Nazis, to give a clear example of blatancy, killed disabled
people. Other societies, for the greatest part, have been so subtle that their
devaluative practices went unrecognized as such for generations, until the
new breed of activists started pointing them out. In the United States, during
the 19th and 20th centuries, laws provided for the involuntary sterilization of
individuals with cognitive disabilities (Pfeiffer, 1999). Some people, including
those with epilepsy, were prevented from marrying, and children were some-
times taken from parents with disabilities. The creation of separate, segregated
educational and work systems provide prime examples in both the Eastern
and Western hemispheres.

Devaluation may be tough, or it may be tender. Treating disabled people
as pariahs and forcing them to sit outside the city gates to beg was a very
tough stance to take. This attitude followed from a belief that “the afflicted”
were sinners in the eyes of God and deserved to be punished. A more tender
approach is to consider people with disabilities as unfortunates, not outcasts,
and worthy of pity rather than contempt. Blatant or subtle, tough or tender,
devaluation is devaluation and this is well understood by the objects of either
attitude. Such awareness is illustrated by the comments of a woman with a
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severe disability who had just been introduced as a keynote speaker. Invited
to speak because she has clearly made a success of her life, she acknowledged
her introduction by saying, “I guess I will never stop being surprised to hear
myself referred to as ‘someone less fortunate than the rest of us.”

Not only the form but the degree of devaluation is shaped by the prevailing
philosophy of the culture. A dominant element of the Nazi philosophy was the
principle of Aryan superiority, which leaves no room for damaged specimens,
especially among Aryans. On the other hand, the principle of reincarnation,
which is embraced by many cultures, allows for no misfortunes. An important
element of the latter is that one chooses one’s body, one’s parents, one’s
total life situation for the purpose of “working out karma.” Thus, one chooses
to live in a disabled condition for reasons related to spiritual development;
one is not the victim of a regrettable accident. A rehabilitation administrator
who has come to embrace the principle of reincarnation commented one day
that, as one result, when she meets a person who is mentally retarded she
no longer feels the pangs of pity she once did. She doesn’t think of herself
as more fortunate than (and therefore superior to) an unfortunate (and therefore
inferior) person. She relates as a peer, a colleague spirit, and finds herself
asking, albeit quietly to herself, “Ho there . . . what are you working out this
time? I wonder if you are at a higher level of development than I for having
come to such a test.”

Attitudinal Barriers

This widely used term says, in essence, that disabled people tend to be
rejected by other people. The most forceful rejectors used to be other disabled
people who didn’t want to “identify,” but the movement has changed that.
Perhaps the commonest attitudinal barrier is the tendency to overgeneralize
about what “they” are like, whether “they” can be helped, whether “they”
can communicate directly with salesclerks or need nondisabled intermediaries,
whether damaged bodies can coexist with undamaged minds and the reverse.
Only rarely are attitudinal barriers manifested openly and directly, such as
in expressions of distaste or avoidance of eye contact, conversation, touching,
or even proximity. They are more apt to be manifested indirectly, in the form
of exclusionary practices deemed “necessary” for the safety or convenience
of people in general. The term “attitudinal barriers” combines, in a sense,
the effects of devaluative attitudes and discriminatory behavior.

In order to understand why attitudinal barriers exist, it is necessary to
consider what qualities are venerated by a culture and are found lacking in
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certain groups. Some of the issues selected for review appear to be specific
to our culture; others are so pervasive across geography and history as to
suggest that they emanate from human nature itself.

Overvaluation of Rational Intellect. Since the seventeenth-century begin-
nings of the age of reason, Western society has placed an increasingly high
premium on the particular type of intellect referred to as logicodeductive,
sequential, rational, or linear-thinking. Another type, which earlier in history
was greatly prized, concomitantly came to be ignored or even derogated.
“Women’s intuition” was for long nearly the only reference made to the
inductive, simultaneous, intuitive, or nonlinear thinking mode that was once
considered the path to truth. It seemingly did not serve well in the growing
physical sciences (and their mathematization) and, over the course of three
centuries, was declared illegitimate and practically forgotten.

Partly as a function of societal dismay over where science and technology
have led, and partly as a function of their very progress in the field of brain
research, intuition is in the process of being relegitimized. Some researcher-
theorists believe the two types of intellect can be assigned to the left (linear
reasoning) and right (nonlinear thinking) hemispheres of the brain. As a direct
result, intuition is gaining scientific respectability. As an indirect result, we
are beginning to recognize that certain people, those intuitive souls who
are lacking in logicodeductive reasoning ability, have been unnecessarily
handicapped with respect to mental functioning simply because their kind of
gift was disdained.

People labeled “mentally retarded” are sometimes gifted in terms of nonlin-
ear, instantaneous data processing ability, and Mike appears to be one such
person. His ability to penetrate immediately the obfuscations that generate
and escalate misunderstandings between people is the talent that allows him
to mediate others’ arguments effectively. He does not reason through the
haze in stepwise fashion; he appears to intuit at once what has gone wrong.
His gift has become recognized in the light of recent attention to this other
type of intellect, but it is important to note that it is rewarded only as an
interesting oddity. This society as yet offers only the rarest opportunities for
acknowledgment equivalent to that given sequential reasoning; specifically,
there are few jobs that explicitly draw on such talents and pay living wages
to individuals so gifted.

Overvaluation of Physique. Physical beauty and prowess are not only very
highly prized in society, most cultures also set stereotyped, narrow bands of
standards as to what “makes the grade.” Here, today, men should be tall,
tanned, and muscular, with copious character in their rugged faces. Women
should have gigantic breasts but no fat anywhere else and a minimum of
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character lines to mar delicate, regular, facial features. Ideally, both should
appear youthful regardless of their chronological age, but for women it is a
must. Athletic prowess is a must for men and highly desirable for women,
if not taken to extremes. Women have more latitude here; if she can’t play
a decent game of tennis, a woman is okay if she can dance or has the look
of a “hard body.” Such values are so deeply inculcated that merely to associate
a product with youthful movement and beauty is to elevate its sales. We all
want “the image” for ourselves. Most of us feel, in varying degrees, that we
must at least approach it in order to be happy. But some of us don’t. As Kathy
pointed out, people with disabilities are almost automatically disqualified.

The counterculture of the sixties was a helpful ally in combatting this
barrier in that it rejected the traditional standards and attempted to widen the
range of acceptable physical attributes by (social) force. But according to
well-publicized recent research, there is still a strong correlation between
physical attractiveness and such hard-to-define but universally desired condi-
tions as success, happiness, and life satisfaction. It doesn’t help to label it
shallow, irrelevant, inhumane, and undemocratic. It is a force to be reckoned
with, and some ways for doing that will be discussed in Chapter 11.

Undervaluation of Spirituality. Just as modern society appears to have
overstressed the importance of rational intellect and physique, at the same
time it has reduced emphasis on matters of spirituality. These are natural
outgrowths of the age of reason, with its advancing science, technology, and
preeminent materialism. Descartes gave us the concept of mind-body duality
in the seventeenth century, and we have been using and misusing it ever
since. Somewhere along the line, the spiritual aspect of our being was mislaid.
Like intuition, it is in the process of being rediscovered, and for essentially
the same reasons. Again, a segment of the counterculture contributed substan-
tially to initiating the shift.

People with disabilities are handicapped differently by a materialistic
society than by a spiritually oriented one. A society which combined the
technological advantages of the West with the spiritual values of the East
might not handicap its disabled members so much. When you conceive of
yourself as nothing more than mind and body, and one or both of those has
been damaged irreparably, it doesn’t leave you very much that is stable and
intact. The balance changes, however, when credence is given to the spirit,
which seems to be impervious to the onslaughts of disablement.

The degree to which a culture is materialistically oriented influences soci-
etal reactions to individuals with disabilities in a number of practical ways.
Along with technological advancement, the levels of industrialization and
affluence rise, yielding many benefits. Concomitantly, the ethic encapsulated
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by the phrase, “I am my brother’s keeper” diminishes, to be replaced by a
welfare system. When responsibilities formerly carried by the family and the
church are shifted to the state, a businesslike atmosphere, rather than a loving
climate, is created for recipients of care. This has both good news and bad
news aspects. These and other cultural influences relating to style and level
of social and technological development will be examined next.

Blaming the Victim. It is very difficult for humans to acknowledge how
utterly capricious fate can be. Such an admission carries with it a disturbing
awareness that we are not always in control of our own destinies. “If the
fickle finger could point at them, it could someday point at me.” To protect
ourselves from the sense of impending vulnerability, we work things around
in our minds to make misfortune the victim’s own fault. “He must have
brought it on himself. I'm not bringing anything like that on myself; therefore,
I needn’t worry, it won’t happen to me.”

A very popular form of blaming the victim is the attribution of masochism
to people who are victimized by serial misfortune. We don’t like to believe
that fate could really be so unfair. We search for other explanations and find
one that is sanctified by modern psychology: the urge toward self-destruction.
However unexplainable that might be, it is preferable to giving up what Jules
Masserman (1955) has called an essential, human delusion of invulnerability.

Like devaluation, the method of blaming the victim is sometimes blatant,
sometimes subtle, sometimes tough, and sometimes tender. “I’m not surprised,
she’s always been accident prone!” “Arthritis occurs with people who are
filled up with pent-up hostility.” “He deserves it for trying to rob that store
in the first place!” “Poor thing, if she’d just been able to think a little faster,
the accident could have been avoided.”

Unfortunately, after thus reassuring ourselves, we start looking askance
at the “unfortunates.” Nowhere is this seen so clearly as with disabled people
who develop one complication after another or additional, unrelated disorders.
Family, friends, and rehabilitation workers alike find themselves saying, “It
can’t just be happening; she (or he) must be doing something to cause all of
this.” Whether he or she is or isn’t, fate is thereby dealing one more blow
for him or her to react to.

Insistence on Mourning. We humans also have a tendency to assume that
anyone who has lost something that we hold dear must be mourning its loss,
be it physical prowess, money, power, or anything else. Allowing for the
possibility of easy relinquishment seems to suggest that what we possess is
unimportant. Au fond, it may be less what we possess than what we strive
for that stimulates this insistence on mourning. When we dedicate our energies
and consciousness to amassing wealth or building the body beautiful or
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gaining influence and power, we may not want to hear that someone else
has discovered—in one way or another—that goals of these sort are not,
after all, essential to happiness. What is the meaning of our struggles, then?
To preserve the meaning we have ascribed to our own lives and efforts, we
thus make the assumption of “sensible mourning.” It is viewed as only
sensible that a person would mourn, perhaps unremittingly, the loss of an
essential ingredient of a satisfactory life.

This simply isn’t always a valid assumption. Earl, for example, found that
he mourned the loss of his disability, a process no one else could understand,
more than he had mourned the loss of his vision. Stephen’s disability also
brought a compensatory trade-off in relieving him of the pain of failing in
his father’s eyes. That mitigated his mourning substantially. Even Dana, who
mourned more expectably for a number of years, eventually surpassed mere
reconciliation in an avowed embracement of all of her life experiences,
including disability. Diehards may insist that this is “sweet lemon rationaliza-
tion,” but it does not seem sensible to believe that someone who has not
experienced disability knows more about how it feels than someone who has.

Technological Level

In recent years, the United States Government has made a concerted effort
to take mainland rehabilitation know-how to the islands in the Pacific. As a
result, a number of rehabilitation experts have exper