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ABSTRACT

A CRITICAL ETHNOGRAPHY OF DISABILITY IN WOMEN'S LIVES

Catherine H. Tompkins

This study used a critical ethnographic approach to explore how

women with disabling conditions define themselves and their relationships

within the social, political, economic, and cultural contexts of their lives. The

extant ideology that has guided disability research has rendered invisible the

lives of women with disabilities. Through dialogic processes central to the

critical ethnographic method, this study explicates how these women have

created their life meanings, have become aware of prevailing ideology, and

have interacted in their social worlds to bring about change.

Through intensive interviewing, participant observation, and ongoing

reflexive analysis, the stories of the nineteen participants' lives were created.

Through a continuous and progressive process, transcribed texts were

analyzed at two levels—the identification of narrative themes and the search

for patterns across themes.

Three significant and related themes evidenced themselves within the

texts of the women's stories. Voice included issues around the silencing of the

women's voices and the denial of their individual and collective reality by

others and by themselves, the ways in which the women began to listen to

and find their own voices through self awareness (including awareness of the
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body through “body talk") and finally how the women learned to use their

voices, alone and with others in interaction with their social environment.

Visibility highlights how the reality of the women was altered to such an

extent that they became invisible, even to themselves; how they engaged in

games of “hide and seek” with formal support networks; the processes

through which they publicly identified themselves as women with

disabilities; and their visions for creating new realities of disablement. Virtue

reflects stories about value, worth, beauty, justice and morality. Moving

through the world with 'ease', creating an equilibrium of energy, compassion

for self and others, developing reciprocal relationships and keeping the

‘human factor' central in the creation of a just and accessible world for people

with disabilities were potent topics of meaning within this final theme.
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Chapter 1

INTRODUCTION

In her poem "Affliction", Murielle Minard suggests that disability is

like a thief which robs the individual of some part of her ‘essence', at least as

it is defined by ‘others'. Yet it leaves her to live her life—however changed—

to redefine herself—different and new.

This research is an attempt to capture the essence of nineteen women

who live with disabling conditions. These women shared their stories and I

pledged to them to make their voices heard. It is a promise that has

significance and meaning at a number of levels.

I am an able-bodied Canadian woman—a foreigner, on two levels at

least, in the world of American women with disabilities. My clinical

experience as a nurse has enabled me to catch glimpses of their world in the

community and in long-term care settings, but I remain for the most part—



the ‘other.” Few attempts have been made by health professionals to elicit

stories of these women's lives from the insider perspective and sadly, many

of the stories told by professional outsiders have served only to reinforce

stereotypes and the invisibility of women with disabilities.

My goal, in this work, is to make visible the lives of these nineteen

women through interpreting their stories of how they create meanings and

live within their social worlds. This project has been guided by two sets of

assumptions and beliefs. The first relates to the research process itself.

Although this will be discussed in detail in the chapter on methodology, it is

important to introduce the tenets of the chosen research paradigm, as they

provide the foundation upon which this entire work (and how it is

presented) is grounded.

Variously referred to as ‘new paradigm', 'post-positivist', and 'post

modern’, the selected research paradigm encompasses a set of philosophical

beliefs that refute those espoused by the traditional empirical world view.

Underlying this paradigm are “a set of axioms that hold realities to be

multiple and shifting, that take for granted a simultaneous mutual shaping of

knower and known, and that see all inquiry, including the empirical, as being

inevitably value-bound" (Ely, Anzul, Friedman, & Garner, 1991, p. 2). These
-

beliefs, together with my acknowledgement of the impact of the 'researcher's
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self"—myself—on the research process', has significant implications for how

I have chosen to complete and present my work.

Perhaps the most apparent indication of my recognition of the

necessity of subjectivity to this work at this point is the use of first person

narrative style. This 'inside-out' approach to the research process, including

its written presentation, reflects an orientation in which the researcher

consciously begins with the self and consequently abandons the ‘researcher as

expert or other' perspective (Hunt, 1987). The resulting writing style,

incorporating the personal 'I', explicitly evidences the reflexive, responsive

and reciprocal (Hunt, 1987) nature of the critical ethnographic process

through which this particular project was accomplished.”

Additionally, this study conceptualizes participants as story tellers. It

was through the interpretation of their stories—the study of their

narratives—that understanding of their lives emerged. Sandelowski's call to

nursing scholars to "listen to the human impulse to tell tales" (1991, p. 165)

supports the need to recognize the narrativity of science. In so doing, we

necessarily discard literary conventions that separate authors from their texts

and mask intrinsic narrativity (Myeroff & Ruby, 1982). Thus, while the use of

first person narrative style is not perforce demanded of all qualitative work,

* This awareness of my values, beliefs, judgements, theoretical stance, personal style and other
“cultural baggage” (Lipson, 1989) arose out of my ongoing analysis of the data during the
interview process and not a priori.
*The use of the personal 'I' rejects the traditional distancing or 'objectivization' of the
researcher that called for the useage of third person reference and passive voice.



its use here reflects the assumptions and methodological bases of this

interpretive inquiry.

The second set of assumptions embodies the premise that definitions

of gender and disability are socially constructed and culture specific. Thus the

experiences of women with disabilities cannot be understood without

constant attention to the connecting patterns among the macro-social contexts

of these individuals and the way in which these contexts influence their daily

lives. This set of beliefs will be examined in further detail in this chapter as

well as in the literature review presented in Chapter 2 under “Constructions

of Disability'.

Background

Data from the 1986 National Health Interview Survey (NHIS) suggest

that 14.1 percent of the U.S. population (or 32.7 million non-institutionalized

persons) reported some limitation in activity as a result of chronic disease or

impairment, with women more likely to be limited in activity than men

(14.5% compared to 13% respectively) (DeJong, Batavia & Griss, 1989). DeJong

et al. estimate that in 1985 there were 13.7 million persons between the ages

of 18 and 64 either unable to work or limited in the amount or type of work as

a result of a disability. Of this number, 49 percent were women (Russo &

Jansen, 1988). An additional 5.4 million persons of working age reported

some activity limitation not related to work. In total, approximately 19

million persons in this age range reported some disability.



With greater longevity of the general population as well as the

increasing survival rate of persons with severe disabilities and chronic

illnesses, it is anticipated that the incidence of severe disability will continue

to rise. Indeed, it has been suggested that by the year 2000 the proportions of

the population with and without disability will be equal and persons with

disability will constitute the largest minority group within the United States

(Meyerson, 1988).

The growing needs of this segment of the population have been

predicted to be on “a direct collision course with the goal of health care cost

containment and a general dismantling of welfare state services” (Jennings,

Callahan, & Caplan, 1988, p. 6). This crisis warning highlights the importance

of considering disability from a socio-environmental perspective which

recognizes the relevance of its historical, political, economic and cultural

context. However, much disability research has had as its foundation a

‘functional limitations' perspective that reflects its roots in the medical model

and focuses primarily on the biologic and physical characteristics of disability.

The importance of a clinical perspective guided by a focus on the

biological and functional limitations of disabled persons cannot be discounted

in toto. However, through research and practice guided solely by this

individualistic paradigm, the scientific community has contributed to the

connotation of disability as a “master status", and worse, the exclusive status

for people with disabilities (Fine & Asch, 1988). Through lack of attention to

º
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other relevant contextual aspects of the person, disability has been studied as a

single dimensional concept (Fine & Asch, 1981; Scheer & Groce, 1988). This

has resulted in a “swallowing up [of] the social identity of the individual

within that restrictive category" (Longmore, 1985, p. 419). In its most

damaging form, such stigmatization of biological difference exerts a

malignantly and often insidiously “spoiling" effect on the total identity of the

person (Goffman, 1963). Thus, a legacy of the medical model's impact on

disability research is continued ignorance of the consequences of disability on

the daily lives of people with disabilities.

This narrow perspective on disability has also contributed to the

‘invisibility' of women with disabilities. The apparent (or assumed)

irrelevance of gender demonstrated in most disability research has resulted in

an incomplete picture of the impact of disability on women's lives.

The invisibility of much of women's experiences in scientific processes

and output has been the focus of considerable discussion in feminist

scholarship and is the result of a number of related and politically motivated

factors (Keller, 1982 & 1985). These include but are certainly not limited to:

under-representation of women in science and the resultant relative absence

of a women's perspective regarding human experiences; the invocation of

male-centred criteria as the standards by which to evaluate all human

experience; and traditional science's valuing of 'masculine' characteristics of

objective, rational and linear thinking over the ‘feminine,' holistic,



interactive and feeling/intuitive approach to scientific discovery (Callaway,

1981; DuBois, 1983; Duffy, 1985; Keller, 1982 & 1985; Stanley & Wise, 1987).

The perniciousness of these and other factors is apparent in DuBois’

observation that women have been "rendered ... not only unknown, but

virtually unknowable" (1983, p. 107). Thus, Rubin (1988) suggests that despite

the societal changes and advances of the latter part of this century, women

remain marginal and relatively invisible. Peering even further into the

darkness, Rubin sees that the woman who is older, unattractive, or disabled is

relegated to a nearly imperceptible place “out on the margin of a margin of a

margin” (p. ix).

By uncritically accepting the assumptions of the medical model and the

functional-limitations paradigm of disability, many social scientists have also,

more or less unwittingly, contributed to a 'disabled-as-helpless' perspective.

The result is a view of disability as synonymous with victimization. Even

when research findings do not support those assumptions, they are often not

examined on their own terms but are "explained away" from the vantage

point of the dominant belief system (Bogdan & Taylor, 1989).

In the absence of a focus on the disabling aspects of the environment as

major sources of problems for disabled individuals, disability work has

primarily been misapplied to the biological limitations of individuals—not to

their potential, nor to the environmental impediments to reaching this

potential, and the need for social change. Reconsidering disability from an



environmental perspective thereby promises to broaden and enrich our

understanding of the everyday lives of women with disabilities through

providing new understandings in these areas.

The critical perspective guiding this study, by definition challenging

and critiquing the assumptions of the dominant paradigm, offers the

potential to generate a rich and contextual understanding of how women

with disabilities create meanings and live within their social world. By casting

aside the biases and the biologically focused perspective that have influenced

this field of scientific inquiry to date, I hope to contribute to a less

deterministic and normative perspective on disability.

The Research Perspective

This interpretive study is designed to generate theory that is not

predictive but rather explains the lived experience of women with disabilities

as they interact within their social worlds. While the theoretical model which

explains the social interaction processes of women with disabilities will

emerge from analysis of the data rather than being a starting point for the

empirical work, it is important to acknowledge my perspective for this

ethnographic work. Schatzman (1989) suggests that this perspective provides

the prism through which salient data are identified, attained, and analyzed.

Thus, perspective gives direction to qualitative inquiry through providing a

limiting orientation to what might otherwise be an overwhelming process.

A change in perspective causes light to be shed on different aspects of the

º
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world being observed and thus generates a different understanding of that

world.

The following conceptualizations of disability and the environment

have influenced my perspective and thereby form the theoretical foundation

for this ethnographic work.

Perspectives on Disability

The concept of disability is “relative and elastic, molded in usage by

cultural, social, economic and political circumstances" (Greenwood, 1985,

p. 1242). Thus, persons with disabilities are not simply "disabled', they are

disabled within a specific culture, one which largely determines the meanings

of their experiences of disability. Having primarily been defined from the

perspective of the functional-limitations paradigm, the designation of

'disabled' has reflected assumptions regarding the levels of abilities people

need to successfully live in American society.

Increasingly, the adequacy of a biomedical model as the principal

framework for disability research has been questioned (Jennings et al., 1988).

In its stead, a small but growing number of social and health scientists are

exploring disability, not from an individual functional-limitations

perspective but from a socio-political-economic viewpoint that focuses on the

environmental contingencies of disability.

This perspective represents a paradigm that has arisen from the gap

between the ideology and culture of professionals and those of persons with
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disabilities themselves. It moves the locus of concern from the individual

with the disability to the environmental contexts within which she lives. A

basic assumption of this emerging perspective is that in an environment

differentially adapted to the varying capacities of all persons, definitions of

disability and handicap would be very different from those traditionally

articulated. Accordingly, the degree to which an individual with impairments

is perceived to be handicapped is seen as a function of the interaction between

the person's physical condition and the environment rather than determined

by biology alone (Gartner & Joe, 1987; Stubbins, 1988).

Perspectives on the Environment

Since Nightingale's early recognition that environmental control is

essential to the health of individuals (Palmer, 1983), the environment has

been recognized as a central construct of the nursing paradigm. Defined as the

society or surroundings of persons which act as sources of stimuli to which

persons must respond and within which they must adapt or adjust, the

environment has been viewed as primarily unidirectional and static.

Perceived as a ‘taken for granted’ contextual element of the person, the focal

point in this definition is the impact of the environment on the person,

largely ignoring the reciprocity inherent in the mutual interaction.

This conceptualization of the environment has been challenged based

on its inability to account for those persons or groups that do not accept the

taken-for-granted, static view of the environment, those who speak and/or

-,
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act instead for social change. These individuals and groups point to the reality

that the social movement of persons with disabilities has impacted on the

environment in a number of ways. Through their interaction with society,

people with disabilities became "myth-makers", generating a vision of the

world of people with disabilities which was then to influence how that world

was created (Deegan, 1985).

This study utilizes Chopoorian's (1986) reconceptualization of the

environment, a vision that recognizes reciprocal interaction between women

with disabilities and their social worlds within three frames of reference:

social, economic, and political structures; human social relations; and

everyday life. This conceptualization defines a framework by which the

interrelationships between the macro- and micro-social contexts of these

women can be examined and an understanding of the multiple facets of their

social reality generated.

I was influenced as well by Bibeau's (1988) three-dimensional model for

viewing 'reality' through contextual filters. As Figure 1. connotes, this global

perspective links politico-economic, socio-cultural, and individual and

collective dimensions.
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Each of these perceptual shifts and reconceptualizations of disability

and the environment has profound implications for the nature of the

scientific inquiry attending to the lives of women with disabilities. From this

conceptual vantage point, issues of bias, discrimination, and stereotyping are

ic probl
e - - - Te CCIn

to the reality of being disabled. Most importantly, the environment can no

longer be perceived as the taken-for-granted context of a personal problem,

but must be subjected to analysis and critique for its salience to disability as a

multi-faceted social issue. As a result, the theoretical foundation for this

study is transformed into the impact of disability on women's lives.

Ethnography is a powerful social science metaphor (Agar, 1980) within

which the complexity and variability of the social or “lifeworld” (Habermas,

1979) of women with disabilities can be revealed. Further, critical theories

present a framework within which this world can be located and explored.

From a critical ethnographic perspective, historical, political, economic, social,

and cultural influences shape the lifeworld through the communicative and

interactive processes people use to generate understandings and meanings

among themselves. They are, therefore, subject to analysis and critique for the

eventual purpose of unveiling constraining ideology. Through interviews

and observation, I attempted to generate an understanding of the influences

that have shaped the lifeworld of the women who participated in the study
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and what meanings these women have created in order to live in and to

recreate this world.

Perspectives on Language

I feel that it is important, as I present my assumptions and perspectives

for this inquiry about women with disabilities, that I address the issue of

language and how it is used in this written work. Despite the all too eager

efforts by some to dismiss concerns of language through trivializing and

pejorative references to 'political correctness', the reality is that the words we

use to describe people have consequences for their lives.

Some terms used to describe people with disabilities, such as ‘retard",

'four-eyes' and ‘crip", may insult and offend; while others, such as

‘wheelchair-bound', ‘invalid’ and ‘handicapped' perpetuate stereotypes that

may contribute to oppressive social practices. From a post-modern

perspective, language not only reflects reality, it creates reality (Weedon,

1987). By contrast, an over-emphasis on neutral language through the use of

comfortable euphemisms such as ‘handicapable', 'differently-abled', and

‘physically challenged' have been rejected by many people with disabilities as

trivializing and demeaning.

*Such terms have most often been developed by non-disabled people who, in a well-meaning
attempt to “be kind" and not offend, have developed more "socially acceptable" terms that
have been identified by people with disabilities as primarily for the comfort of their non
disabled inventors. When developed by people with disabilities themselves, these terms have
been created in an effort to reduce the stigmatizing impact of handicapping terminology.
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In this paper, I have elected to use the phrases 'people [or women] with

disabilities', 'women with disabling conditions' or 'person who is blind/in a

wheelchair, etc....'. Similarly, I have attempted to avoid the term 'disabled

person’ (and certainly, ‘the disabled') as these labels serve to leave the

impression that the disabling condition engulfs the entire individual. I have

also used Bickenbach's (1994) term 'disablement' to refer to what is generally

described as ‘impairment’, ‘physical disability’, ‘handicap' and like terms.

Further, as the focus of the paper is women with disabling conditions, I have

chosen to use the feminine pronoun rather than more 'inclusive' terms in

the narrative.

Problem Statement

Women with disabling conditions live within a social environment

that defines who they are, both as women and as women with disabilities.

From a critical theory perspective, this ideology serves not only to shape the

self-definitions of these women, but prevents them as well from accurately

understanding their true situations and real interests (Geuss, 1981). The

impact of this ideology to date has been to render invisible the lives of

women with disabilities and thereby silence their voices—from each other

and from the world of health professionals and others who may work with

them. This study is intended to describe how nineteen women with

disabilities define themselves within the social, political, economic and

cultural contexts of their lives. Through dialogic processes central to the
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research approach, I intend to explicate how these women have created their

life meanings, have become aware of prevailing ideology, and have interacted

with their social worlds in an effort to change that ideology.

Research Design and Questions

Utilizing a critical ethnographic approach, this project is designed to

generate a ‘within context' understanding of the social worlds of a

convenience sample of nineteen women with various disabling conditions.

Data collection was accomplished through intensive interviewing and

participant observation over a four to nine month period with each

participant.

The following questions guided the research process:

1. What is the subjective experience of disability for women with adult

onset, physically disabling conditions? What are the nature and

meaning of their self-definitions (a) as women, (b) as persons with

disabilities, and (c) as women with disabilities?

2. What are the conditions that circumscribe the lives of women

with physical disabilities? What do women with disabilities

identify as oppressive conditions, structures and forces within

the social, economic and political environment? What

environmental conditions do they identify as enabling? How

have these women interacted with the environment to change

it?

s
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3. What are the scope and variety of interactions that women with

disabilities maintain? Do these women perceive these interactions as

reinforcing or weakening disabling stereotypes?

4. Do the self-definitions and subjective experiences of women with

relatively stable disabling conditions differ from those of women

whose condition is progressive? How does perception of predictability

of the course of the disabling condition influence these definitions and

experiences?

5. What are the women's projections regarding the future? What

preparations have they made or do they plan to make based on these

projections? How do these projections and preparations "fit" with the

women's self-definitions?

These questions were incorporated into a research guide that directed

exploration in early interviews. However, as issues emerged from ongoing

data analysis, they served as direction for future interviews and observations.

Significance

This work has the potential to produce new understandings of the

experiences of women with disabilities in a number of areas that are relevant

to nursing science. These understandings include the impact of disability on

the daily lives of women and the extent, quality and perceived impact of their

social interactions. By making more visible and 'human' the lives of women

with disabilities, this knowledge is intended to challenge the extant

constructions and assumptions that serve to support and perpetuate their

-
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invisibility, their minority group status, and no doubt, both the facts and

perceptions about the disabilities themselves. Through this critical

ethnography, I hope to reach an intended audience of consumers, increasing

their awareness of the richness and variety of the lives of women with

disabilities.

Decisions regarding the use of research findings are extremely sensitive

in critical inquiry, as the goal is not only to inform but to illuminate the need

for change for human betterment. As the works of Ablon (1984, 1988), Becker

(1980), and Zola (1982) demonstrate, ethnographies may be designed to inform

beyond the academic community, ultimately influencing the studied group

itself. Through the kind of dialogic encounters that are central to this study,

more than the scientific community stands to be enlightened about the social

world of women with disabilities. Equally important beneficiaries include the

women themselves, the community of people with disabilities, and the larger

society.

As products of the same history and culture that have constructed and

perpetuated a disabling environment, women with disabilities may be

unaware of their own constraining ideologies and thus be coopted in a

culture that enforces their oppression. These women may be challenged to

explore the geneses of their beliefs about gender, disability, health, and the

health care and social systems which impact upon their lives. Through their
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participation in this project, this group of women—and perhaps others—

may come to new understandings about themselves and their world.
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Chapter 2

CONSTRUCTIONS OF DISABILITY

Two equally important social and historical processes are essential to

our grasp of the realities of the lives of women with disabilities. The first is

the construction of an ideology that has guided the defining of disability just

as it has dictated the production of services and resources for these women.

The second is a developing consciousness of the interrelationships between

the social, economic and political worlds of individuals with disabilities. In

this chapter, I will examine literature and research in the field of disability,

and in particular, draw attention to the ways in which the research

community has created and reinforced social constructions of disability. I

conclude the chapter with an exploration of a newly emerging perspective in

disability research—highlighting especially how this way of seeing' is

changing our constructions of disability and how we come to understand the

lives of women with disabilities.

Who is Disabled?—An Historical PerSpective

Throughout history, societies have defined both what constitutes

disability and what roles persons with disabilities play in those cultures. In

some primitive societies (based in part on the need for survival asserting

primacy of the needs of the group over the individual), the physically weak

were considered expendable (Apton, 1959). Later, in pre-industrial and

º
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industrial Europe and America, a deformed newborn was widely believed to

result from the association of evil spirits (as punishment) with parental

misconduct (Winthrope, 1959). With the rise of humanism, empiricism and

secularism during the Renaissance, more tolerant attitudes and improved

treatment for persons with disabilities were demonstrated. Christian medical

ethics decreed that all people should be kept alive whenever possible.

Families and the church assumed responsibility for those considered to be

“less fortunate'.

The genesis of the disability category is central to an understanding of

how disability became medicalized and thus how social and political

structures and attitudes developed and were supported. Urbanization in 14th

century Europe resulted in increasing societal control of disabled persons as

they became detached from traditional social networks of the church and

extended family. Poor relief for disabled persons in England grew out of a

series of laws related to vagrancy. The 'Poor Laws' enacted between 1597 and

1601 established secular and legal obligations to provide for people in

'unfortunate' circumstances—children, the sick, the 'insane’, ‘defectives', the

"aged' and the 'infirm' and, of course, ‘the needy'. During this time period,

vagrants were branded and badged as either legitimate beggars (that is,

legitimately needy) or illegitimate (that is, able, but disinclined, to work).

Disability, like vagrancy, was understood as a social role that could be adopted

legitimately or illegitimately. This early connection between disability and
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deception meant that the category of "disability' must incorporate a

mechanism for distinguishing the authentic from the fraudulent

(Bickenbach, 1994; Stone, 1984).

While the Poor Laws remained in place for over two centuries, they

increasingly became overshadowed by the growing moralistic philosophy of

the Protestant work ethic. From this moral orientation, people were valued as

instruments of economic productivity and failure to work was viewed as a

sign of personal inadequacy (Greenwood, 1985). Stone suggests that in all

societies a tension exists between two distributive systems—one based on

work and the other based on need. To resolve this tension, societies “develop

sets of rules to determine the boundaries of the two systems" (1984 p. 17). The

determination of need (and by implication, legitimacy) has been central to all

assistance programs for disabled persons. Today, disability certification serves

society's purposes of categorizing and thus, defining and legitimizing both

disability and the 'disabled'.

The modern biomedical system of care emerged in response to the

needs of growing capitalist societies for classifying those who could work and

those who required assistance. Physicians were placed in the role of

'gatekeeper' and were given the dual responsibilities of keeping production

workers well and determining their competence to work (Jongbloed &

Crichton, 1990). Disability insurance programs represented the further

medicalization of disability. Eventually, under this social structure, the

S
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criterion for disability became relative functional ability, particularly the

capacity to work.

Contemporary definitions of impairment, disability and handicap

reflect this orientation on functional ability.' Impairment is typically defined

as any temporary or permanent loss or 'abnormality of psychological,

physiological, or anatomical structure or function". Disability is the socially

assigned consequence of impairment and is defined as any restriction or lack

of ability to perform an activity in the manner or within the range considered

'normal" for an individual. Handicap is the perception of disadvantage for an

individual, resulting from either an impairment or a disability, that limits or

prevents the fulfillment of a role that is ‘normal' (depending on age, sex, and

social and cultural factors) for that individual. More simply put, disability is

“the gap between the body's capability and the environment's

demand” (Verbrugge, 1989, p. 333) while a handicap is the social and economic

disadvantage that may result from this gap.

Bickenbach (1994) suggests that clarifying these three dimensions of

disablement is fundamental to generating a theory of disablement.

Impairment, disability and handicap are inherent elements in any discourse

of disablement—elements that while related and supplemental to one

another, remain conceptually discrete, non-reducible aspects of the complex

* The following definitions are based on those of the World Health Organization (1980, 1984),
and discussions by Wood (1980) and Verbrugge (1989).
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notion of disablement. At the heart of all efforts to precisely define these

conceptual dimensions is the implicit (and sometimes explicit) acceptance of a

standard for ‘normal’ human function. Thus, impairment constitutes a

deviation from a set of biomedical norms based on an objective state located

within a particular human body—a state that can be described independently

of the environment. Disability represents a deviation from norms of

capability—behaviours and abilities expected of individuals within specific

cultural, economic and social contexts. Finally, handicap is a deviation from a

set of social judgements about what we, as a culture, normally expect of

people—paradigms of what one can do and be (Bickenbach, 1994). Thereby

grounded in assumptions about the functional threshholds required of

persons to survive and contribute to society, the biomedical grounding of

disability and the concept of normalcy have created and reinforced—perhaps

equally importantly—the physical, attitudinal and research environments in

which people with disabilities live (Bickenbach, 1994; Hahn, 1985).

Hahn (1983, 1985) has illustrated several ways in which this biologically

focused viewpoint has influenced the social impact of having a disabling

condition. First, the orientation assumes the physical or biological 'inferiority'

of an individual with a disability relative to an implied (and largely mythical)

ideal of the ‘normal', that is, ‘able-bodied' human being. Once perceived as

* Bickenbach (1994) presents a salient argument about the question of language in disability
work. He uses the term 'disablement' to refer to what is described by 'impairment', deficiency,
‘handicap', 'physical disability' and related terms.
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inferior, persons with disabilities are assumed to be globally incompetent to

occupy normative social roles or perform tasks which are in reality unaffected

by their disabilites. As a consequence, such persons find themselves arbitrarily

cut off from even the potential for social fulfillment.

Second, the functional-limitations perspective precludes the possibility

of a 'successful' disabled person. Disability from this vantagepoint is defined

as a constant state of being, not by its pertinence to a discrete role or task at

hand (in which case the "disability' would be seen as in constant flux,

depending on the situational demands). Thus, despite the progressive

acquisition of new skills and talents to 'overcome' limitations, the individual

with a disability continues to burden under the social yoke of being labeled

‘disabled’ (Liachowitz, 1988).

Third, the medical model of disability forces an inaccurate perceptual

link between disability and sickness. By viewing the disabled person as

permanently ill, the ‘problem’ becomes located within the body of the 'sick'

person and is thus neatly though inappropriately encapsulated (and

appropriated) by the medical system (Roth, 1983, p. 57). As a result, the reality

of the person with a disability is de-politicized and made ‘personal'. Social

attention becomes focused on illuminating individual physical weaknesses

through a prism of ideal health.

Finally, Hahn (1985) observes that the functional-limitations

perspective assumes the process of adapting to disability to be a static rather
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than a dynamic process—once done, done for good. Were the process allowed

more fluidity, the disabled individual would be restricted only by her/his

quotient of imagination and ingenuity.

The Biomedical/Functional-Limitations Paradigm

The dominant paradigm in the social institutions of research, disability

policy formulation, law and social custom developed from the definitional

palette of disablement. It comes as no surprise then that these systems have

faithfully reproduced the biomedical or functional-limitations perspective

(Meyerson, 1988). Indeed, it is such a commonly held belief that disablement

involves a defect, deficiency, abnormality or medical ‘problem' that is located

within an individual, it has been beyond serious debate (Bickenbach, 1994).

Based on the assumption that there are things wrong with a person with a

disability, research grounded in the biomedical model has resulted in a

distorted and incomplete understanding of the lives of people with

disabilities. Perhaps most significantly, this model embodies evaluative

thinking and thus “sheds its (always flimsy) mantle of normative neutrality”

(Bickenbach, p. 61). For in this model, people with disabilities are not merely

physically different, but are defective—biologically inferior.

Fine and Asch (1988) submit that the biomedical/functional limitations

model for generating an understanding human physical disability

presupposes that:
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1. Disability is located solely in biology and thus is accepted uncritically as

an independent (i.e., 'causal') variable';

2. Impairments (not the social environments) are the basis of the

problems faced by disabled persons;

3. Disabled persons are 'victims' of their impairment (not of society);

4. Disability is central to the disabled person's self-concept, self-definition,

social comparisons, and reference groups;

5. Having a disability is synonymous with needing help and social

support.

Disability research arising from this individualistic, biologic

perspective has been focused in four major areas, each of which supports one

or more of the assumptions above: (a) rehabilitation needs and strategies

(firmly grounded on the assumption of the biological nature of disability),

(b) the impact of the disabling condition on the individual's self-definition

and coping ability (based on the assumption of ‘victimization' and the

centrality of the disability to self-concept), (c) caregiving needs and the impact

of caregiving on the caregiver (based on the assumption of ‘neediness' of

persons with disabilities), and (d) the impact of disability on social relations

(based on the assumption that disability is pivotal to social comparisons and

* Bickenbach (1994) provides clarification on this point as he states that the theoretical
assumptions underlying the biomedical model of disability, while recognizing that the
outcomes for particular individuals, of disease conditions may vary with the social
environment and be subject to the effects of social, psychological and political forces, the
objective nature of the physical condition itself can (and must) be determined independently of
these external phenomena.
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reference groups). An examination of each of these areas of research will

reveal their impact on prevailing constructions of disability.

Rehabilitation Needs and Strategies

“Modern biomedicine has become the pre-eminent scientific and

technological enterprise for understanding, explaining, and repairing

biologically defective human beings” (Bickenbach, 1994, p. 63). The

orientation of disability, by definition, is rehabilitative. Consequently, the

primary social response to disability has been a retraining of the bodies and

minds of people with disabling conditions (with or without the use of

mechanical aids) toward the goal of maximal functioning and independence.

Hence, the volume of literature in the area of rehabilitation is

enormous", its emphasis being on changing the individual's capacity to adapt

to societal demands while minimizing the necessity to look at modifying the

surrounding environment in a systemic and systematic way (other than

immediate living conditions). Rehabilitation research, theoretically grounded

in the biomedical model of disability, has perniciously reinforced the notion

that disability is a personal characteristic—the problem of disablement is

located within the body of the individual. Above all else, the onus is on that

individual—not society—to adapt. Further, this medicalization of disability

has resulted in the personal experience of people with disabilities being

“A detailed summary of this work is peripheral to the scope of this thesis—rehabilitation
had ceased to be a meaningful factor in the lives of the women I interviewed.

N
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interpreted as ‘patient data' that only biomedical experts can interpret

(Bickenbach, 1994). The impact of this alienation of people with disabilities

from their own experience of disablement is discussed further in later

sections of this chapter.

While the research on rehabilitation has undoubtedly contributed

significantly to improving the functional ability and thus, the quality of life

for many person with disabling conditions, the essentially exclusive focus of

biomedical research in this field has reinforced the widely held view that

changing the individual is the essential solution to the problem of

disablement (Hahn, 1987).

Disability and Coping

The study of individual adaptation to a disability falls cleanly within

the purview of the functional limitations paradigm of disability The

literature in the area of psychological adjustment and disability clearly

supports the notion that a person with a chronic illness or disability has

elevated levels of psychological distress seemingly independent of type or

severity of that disability (Turner & Wood, 1983). For example, Turner and

Wood (1983), in their survey of over 60,000 adults living in the community

with a chronic disabling condition, found very high levels of depressive

symptoms.

Other research suggests that occupational, economic and social

adjustment of individuals are likely to be problematic for persons with a
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disability or chronic illness". Interestingly, demographic and social

psychological adjustment appear to exert more of an influence on

occupational adjustment than do physical variables (Turner & Wood, 1983).

While associated with employment, economic adjustment of persons with

disabilities has also been determined to be negatively and independently

influenced by disability (Luft, 1978; Russo & Jansen, 1988; Turner & Wood,

1983) with persons with disabilities being much more likely to live in

poverty.

Finally, social adjustment has been determined to be impacted by

disability in various ways. Turner and Wood (1983) found that persons with

disabilities are less likely to be involved in social relationships and participate

more often in informal and rather than formal social involvements. Their

conclusion was that persons with disabilities are more socially isolated than

others.

In summary then, research arising from the dominant paradigm

contends that the psychological, social, and economic/occupational

adaptation of persons with disabilities tends to be fraught with difficulty.

Further, researchers conclude that these adaptive struggles are the outcomes

of disability. Thus, they reinforce the assumption that physical impairment is

* Occupational adjustment has been found to be associated with physical factors such as
severity of illness (DeVivo & Fine, 1982; Franklin, 1977; LaPlante, 1988; Turner & Wood, 1983),
perceived severity of illness (Garrity, 1973) and type of illness (Yelin, Nevin & Epstein, 1980);
type of job (Yelin et al., 1980, Franklin, 1977; Schechter, 1977); demographic characteristics
such as gender (Luft, 1978; Nagi, 1976; Schechter, 1977), marital status (Nagi, 1976; Yelin et al,
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the genesis of problems faced by persons with disabilities—and the

unfounded belief that such individuals are the victims of their own

impairments, not of society.

From this ‘personal tragedy' perspective, disabled persons are viewed as

deviant, falling short of the standards of ‘normality'. Moreover, the

characteristic of the person that defines him or her as deviant becomes the

primary focus of attention and indeed, the person may be viewed in terms of

that single feature alone (Eisenberg, 1982). The act of signification” renders

invisible everything about the individual except for her disability. As well,

signification results in the grouping of similarly disabled individuals into a

homogenous category devoid of individual identities (Longmore, 1985).

“Ableism” (Connors, 1985, p. 99) is the social value reflected by the

assumptions of the functional-limitations perspective of disability and its

associated research works. Fundamental to ‘ableist' canon is the unquestioned

acceptance of the cultural myth that the body can and must be controlled

(Wendell, 1989). Disability, then, symbolizes a failure to control the body—it

‘logically' follows that people with disabilities are inferior to those who are

able-bodied, that is, in control (Hahn, 1983).

1980) and age (DeVivo & Fine, 1982; Schechter, 1977); and social psychological factors such as
the perception of self as sick and disabled (Hyman, 1975), and sense of control (Garrity, 1973).
“Signification refers to the designation of people with disabilities in such terms as ‘the
cerebral palsied’, ‘the lame', 'the handicapped’, ‘the deaf', and so on.
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Dependence and Caregiving

The ideology of family caregiving is well-entrenched in North

American society. Traditionally the family (defined as the kin network) has

provided the primary social context within which health is maintained and

care provided. Further, the state, through a shift of responsibility from

institutional to community care in recent decades, has succeeded in

promoting the primacy of family care (Walker, 1991). Accordingly, a great deal

of research has single-mindedly addressed the need for caregiving, the impact

of caring on caregivers and more recently, evaluation studies of programs to

meet caregivers' needs. Much of this work has been grounded on two

unchallenged suppositions: that disability and the resultant need for

caregiving will inevitably result in stress for the caregiver and that there is a

caregiving family that is the kin family.

Studies have explored caregiver stress from the perspectives of spouse

burnout (Ekberg, Griffith, & Foxall, 1986), caretaker role fatigue (Goldstein,

Regnery, & Wellin, 1981), role overload (Brody, Kleban, Johnsen, Hoffman, &

Schooner, 1987; Fengler & Goodrich, 1979), role tension (Klein, Dean, &

Bogdonoff, 1967), loneliness and isolation (Fengler & Goodrich, 1979; Foxall,

Ekberg, & Griffith, 1985; Thompson & Haran, 1985), violent feelings (Pillemer

& Suitor, 1992) and high subjective stress coupled with low life satisfaction

(Sexton & Munro, 1985).
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Researchers have concluded that caregiving places a strain on the

family unit and affects family functioning (Finkelstein, Finkelstein, & Steele,

1976; McGowan & Roth, 1987; Peters & Esses, 1985; Peyrot, McMurray, &

Hedges, 1988; Speidel, Koch, Balck, & Kneiss, 1979). Caregivers, in particular,

are vulnerable to assaults on multiple aspects of physical and mental health

(Baillie, Norbeck, & Barnes, 1988; Brody, Kleban, Johnsen, Hoffman, &

Schoonover, 1987; Ekberg, Griffith, & Foxall, 1986; Fengler & Goodrich, 1979;

Goldstein, Regnery, & Wellin, 1981; Klein, Dean, & Bogdonoff, 1967; Sexton &

Munro, 1985)
In considering the value of this burgeoning body of work for

understanding the caregiving/care-receiving experience, it is noteworthy that

none of the studies reviewed situated the research ‘subjects' within their

contextual environments. For example, important contextual aspects of the

person with disability (for example, age, gender, culture, economic status,

living situation) were virtually ignored in this body of empirical work.”

Indeed gender and relationship of caregiver and the care receiver is

considered to be critical in understanding the caregiving/receiving dynamic

(Toseland & Rossiter, 1989). For example, despite the fact that caregiving

occurs more often in the mother-daughter relationship than in any other

intergenerational relationship, most researchers group all caregivers under

7 With the exception of studies that focused solely on caregiving of older persons.

y
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the general designation of ‘family caregivers' (King, 1993) and fail to mention

the gender of the care receiver at all.

Further, few studies addressed environmental concerns (such as

physical accessibility, income and financial support, community resources,

etc.) beyond the micro-social aspect of social support and the family.” Haley,

Brown, and Levine (1987) and Mittleman et al. (1993) suggest that income

level has a significant impact on caregiving and the decision to ‘place' the

care-receiver. Thus, by failing to address income (and other environmental

issues) as an key component of the caregiving experience, researchers have

continued to support the assumption that the disability alone is the source of

the stress within the family. No recognition was given to the social etiology of

stress and “it is assumed that the biological condition rather than the

environment and social context" makes caregiver stress inevitable (Fine &

Asch, 1988, p. 13).

Another significant emerging issue in caregiving is that caregiving

demands “are unique to the illness that is being cared for" (Martinson, Chesla

& Muwaswes, 1993, p. 225). Greater levels of anxiety, depression and poorer

self-rated health have been reported for caregivers of persons who are

physically disabled leading to the conclusion that “the burden of providing

physical care is the most stressful” (Jorm, Henderson, Scott, Mackinnon,

* Work by Linsk, Keigher, & Osterbusch, 1988; Haley, Brown & Levine, 1987; Mittleman,
Ferris, Steinberg, Shulman, Mackell, Ambinder & Cohen, 1993; Montgomery, Gonyea, &
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Korten, & Christensen, 1993, p. 388). Much of the focus of recent caregiving

literature has centred on caring for elderly persons with dementia and far too

little is known about caring for persons with other disabling conditions.

That most people with significant disabilities need some form of

assistance in order to carry out tasks of daily living is self-evident. However, a

problem arises when a need for very specific kinds of support is generalized

so as to essentially define the relationship between disabled and non-disabled

individuals (that is, as the care receiver/caregiver dyad or dichotomy). Most

notably, the ‘normal' reciprocity so characteristic of adult relationships is

presumed to change and become static when one of the individuals becomes

disabled. As a direct consequence, the 'impaired' person becomes

perceptionally entrenched as the recipient— never the source—of help and

support (Fine & Asch, 1988).

Finally, Keating, Kerr, Warren, Grace and Wertenberger “challenge the

notion that the caregiving family is equivalent to the kin family” (1994,

p.269). They suggest that there is an assumed caregiving family which is not

an objective entity, but which is socially constructed. Gender roles

(i.e. females as 'natural carers') and asymmetrical relationships among family

members (i.e. older women not wanting to be burden on their children

(Aronson, 1990) and children seen as having legitimate excuses to justify

exemptions from obligations to provide care for parents (Qureshi, 1990)),

Hooyman, 1985 are among the few that have addressed macro social aspects of caregiving in

S
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definitions of caregiving, and historical and structural characteristics of the

family are some of the factors that impact on the construction of the actual

caregiving family (Keating et al., 1994). Indeed, different caregiving families

may be identified and constructed by each of the stakeholders in the welfare of

the person receiving care—the primary caregiver, the professional working

with the family and the recipient of care herself. Further, these constructions

are not stable entities, but change over time.

Research that has failed to challenge the ideology of a stable kin group

that provides care serves only to support “the rhetoric and implicit

assumptions concerning the composition of the caregiving family” (Dressel &

Clarke, 1990). The status quo, in which a simplistic and incomplete view is

used to justify pressure on families to provide more care, is thus perpetuated

(Keating et al., 1994).

Disability and Social Relations

An increase in researchers' interest in attitudes towards people with

disabilities has been attendant with the widespread de-institutionalization

and mainstreaming of such individuals throughout the United States and

Canada. Such studies have uncovered ample evidence of both explicit and

implicit aversion to people with physical disabilities (Safilios-Rothschild,

1977). Turning away, avoidance, asking questions of companions and not the

person with the disability and the extreme of verbally abusing the disabled

SOme manner.

º
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person are examples of such aversion. But why do people respond in these

ways?

Goffman's (1963) work on the concept of stigma has been seminal to

researchers' comprehension of attitudes towards people with disabilities.

Central to his work is the perspective that in every society, some persons

have greater power than others and that those in power generally impose

their norms, values and beliefs on those less powerful. Predictably, these set

the standards that are expected of individuals within a given culture and

determine as well how each of us can be categorized (Becker & Arnold, 1986),

each to her ‘proper place' (Connors, 1985).

Sometimes, when a gap exists between what is expected (the virtual

social identity, in Goffman's schema) and the actual social identity of a

person. Consequently, that individual is stigmatized, that is, labeled different

from and less desirable than others who more closely conform to cultural

dictates. In the face of Western culture's proclamation that “everything

young, beautiful, healthy, and vigorous [is] 'good", all else—the "ugly,

unhealthy, or disabled” quite simply are not. (Eisenberg, et al., 1982, p. 9).

Goffman defines stigma as “an attribute that is deeply discrediting"

(1963, p. 3). Examples include abominations' of the body (deformities),

‘blemishes' of individual character (such as, mental illness or homosexuality),

and tribal characteristics of race, nation, and religion. Each of these 'marks' the

stigmatized individual with “an undesired differentness", rendering her "not
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quite human” (p. 5). Goffman proposes further that so-called ‘normals'

construct stigma theories ostensibly to explain the inferiority of stigmatized

persons. However, in reality, these formulas effectively grease the grip of

people with disability on the lifeline of opportunity. Stigmatizing terms such

as ‘cripple', 'crip', or 'gimp", and descriptors such as ‘victim', 'unfortunate' and

'helpless' are part of the constructed ideology that reflects the status of people

with disabilities on the lower rungs of the social ladder. The net effect is that

individuals with disabilities are "diminished', not by their limited abilities,

but as a consequence of arbitrary and hobbling societal attitudes and structures

(Bernstein, 1970). Indeed, as the title of Medoff's (1980) play suggests, such

persons are perceived to be Children of a Lesser God.

Other researchers quickly followed Goffman in articulating the origins

of society-wide negative attitudes towards persons with disabilities. Their

output includes (but is not limited to) theories of existential and aesthetic

anxiety, fundamental negative bias, and courtesy stigma.

Existential and Aesthetic Anxiety

Hahn (1983, 1985, 1988) proposes that reactions to physically disabled

individuals are based on a combination of 'existential’ and “aesthetic' anxiety.”

Existential anxiety is described as “a sense of personal identification with the

position of the disabled person" (Hahn, 1988, p. 43). “There but for the grace of

* These are predicated on a society that holds in high esteem individuals possessing certain
characteristics of physical appearance and those capable of environmental mastery.
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God go I" typifies the tendency of ‘normals' to project their own fears of

vulnerability or incapacity onto the disabled person.

The concept of existential anxiety is clearly consistent with the

functional limitations perspective. In more practical terms, it is the force

which allows society “to relegate disabled individuals to the role of helpless

or dependent non-participants in community life" while it "exacerbate■ s] non

disabled persons' worries about the potential loss of physical or behavioural

capabilities that could result from a disability" (Hahn, p. 43).

Aesthetic anxiety refers to “the fears engendered by persons whose

appearance deviates markedly from the usual human form" or by those

whose physical traits are judged to be “unappealing" (Hahn, 1988, p. 42).

Aesthetic anxiety results in persons “being devalued because they do not

present conventional images of human physique or behaviour" (p. 44).

Consequently, they are perceived as different and subordinate.

Fundamental Negative Bias

Fundamental negative bias is described as a pervasive prepossession

that “steers perception, thought, and feeling along negative lines to such a

degree that positives remain hidden" (Wright, 1988, p. 3). Three conditions

must exist for the free functioning of the fundamental negative bias. If that

which is observed stands out sufficiently (saliency), is negatively valued, and

its context is vague or sparse, then the negativity assigned to the observed
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object “will be a major factor in guiding perception, thinking, and feeling to

fit its negative character"(p. 5).

Wright concludes “that the affective value of something, in the

absence of counteracting factors provided by the context, can become a

powerful force in influencing what a person thinks about and feels” (p. 6).

Positive things tend to engender a force toward them and negative things, a

force away. The fundamental negative bias can become a potent source of

“prejudice that ill serves those who are already disadvantaged” (p. 3).

Courtesy Stigma

Those who “share a web of affiliation with the stigmatized" may also

share what Goffman has termed “courtesy stigma” (1963). Friends and

relatives of people with disabilities are seen as ‘normal", yet somehow

'different', based on their affiliation with and obligation to the fully

stigmatized. Birenbaum suggests that the greater role this "differentness' plays

in everyday life, the less others will validate the normal aspects of life of the

person with courtesy stigma. Thus, for some, finding a balance between

participating in the separate worlds of the stigmatized and the ‘normal'

becomes an ongoing challenge.

Birenbaum describes the complex and energy consuming strategies

family members use to create a “normal appearing round of life" (1971,

p. 199). However, the 'appearance' of normalcy can be sustained only to the

degree to which others respond to the family with a “polite fiction” (p. 205)

that ignores the disability and heads off stigmatizing encounters. This creates

n.
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a 'catch-22" for families who choose to participate in the organized world of

disabled persons through formal and informal organizations (including

support networks). While affirming membership in a conventional part of

the social order (that is, the sphere of social interaction beyond the family),

such activity draws attention to the 'differentness' of these families and

compounds the stigma.

While Birenbaum's model is somewhat useful for highlighting the

pervasive effects of disability, his formulation once again assumes that the

onus for adaptation falls on the individual (and his/her family) with the

disability. Birenbaum seems resigned to conclude that “except for total

withdrawal from the community and the establishment of a new community

among those similarly situated, the style of life employed [by disabled persons]

depends on its being both offered for acceptance and enforced by the

conventional community" (1971, p. 206).

Disability and Self-Concept

Research in the area of attitudes about disability has also focused on the

responses of persons with disabilities to their own situations in light of a

presumably inherent ableist filter. A key premise of Goffman's (1963) stigma

theory is that the stigmatized person holds the same beliefs about her/his

Stigmatized identity that 'normals' do. Unlike members of most minority

groups who are socialized into a particular subculture from birth, persons

with disabilities are generally born into ‘normal’ families and are socialized
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early on into the world of ‘normals'. Additionally, most people with

disabilities acquire them later in life and enter “the world of sickness...poorly

prepared and with all the prejudices of the normal" (Zola, 1982, p. 206).

Without a set of norms and expectations for the disabled subculture, the

referrent group remains for these persons the ‘able bodied', against whom the

disabled person almost always fails to measure up." It is easy to see how for

these individuals “shame becomes a central possibility, arising from the

individual's perception of one of his [sic] own attributes as being a defiling

thing to possess, and one he [sic] can readily see himself [sic] as not

possessing" (Goffman, 1963, p. 7).

Through internalizing the norms that disqualify them, persons with

negatively valued differences are doomed (in terms of Goffman's theory at

any rate) to eternal stigmatization not only by others, but at least as

importantly, in their own eyes (Gussow & Tracy, 1968). “But Mother, I'm

crippled", protests Laura Wingfield in Tennessee Williams' (1945) play The

Glass Menagerie. It is as if this fact alone refutes her mother's fantastical

suggestion that she would eventually marry some nice young man. Clearly,

Laura claimed for herself “the world's view of her as asexual, dependent, a

perennial child” (Kent, 1988, p. 96).

"Exceptions to this have been seen in individuals such as Steven Hawking Terry Fox,
individuals who ‘measure up' far better than the average non-disabled person. This 'disabled
hero’ phenomenon will be discussed later in this chapter.
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Richardson, Hastorf, Goodman and Dornbusch (1961), in a study of

children's reactions to the physical disabilities of other children, found

remarkable similarity in the responses of children with and without

disabilities. This finding corroborates Lewin's (1935) notion that the minority

culture (disabled children) assimilates the values of the majority culture. It

supports as well Goffman's (1963) premise that a disabled person internalizes

the stigmatized view of her identity.

Becker and Arnold observe that, “stigmatized individuals find

themselves in a continual struggle with negative attitudes and with the

devalued status that accompanies them and must constantly develop

strategies for dealing with the stigma" (1986, p. 49). They believe that, by

engaging in a complex process of normalization, stigmatized persons attempt

to reduce their ‘deviance' from societal norms and in so doing ‘normalize'

their self-conceptions. “Passing" (pretending to have a less stigmatized or

perhaps even a normal identity) and “covering" (attempting to diminish the

significance of the deficit) are among the strategies used by individuals in

their attempts to ‘fit the norm' (Goffman, 1963, pp. 91-104).

Similarly, Davis (1961) describes the process of deviance disavowal as a

means through which visibly disabled people normalize strained interactions

with non-disabled people. Through a redefinitional process involving the

way in which the disabled person projects images, attitudes and concepts of

self, ‘normals' are “cued' into identifying with the disabled person and thus
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are more predisposed to respond less negatively than might be typical in such

interactions. Importantly, the person with the disability assumes full

responsibility for covering mistakes and relieving embarrassment during the

interaction. Through the mutual process of identification, both the disabled

person and the ‘normal' disavow the deviancy of disability and project an

image of normalcy.

Other normalizing strategies have been identified as disregard,

isolation, seeking secondary gains (Dudley, 1983), and recasting the disability

as a 'blessing in disguise' (Eisenberg, et al., 1982). Excellent depictions of the

concept of normalization are found in Becker's (1980) study of the aging deaf

population as well as in Ablon's (1984, 1988) reporting of her extensive work

with little people.

Zola, in his autobiographical account, states: “We are paid the greatest

of compliments when someone tells us, “You know, I never think of you as

handicapped" (1982, p. 204). His slightly sardonic tone hints that the ability of

disabled persons to normalize comes only at great cost—both personal and

political. As Zola believes, stories of successful adaptation or normalization by

people with disabilities have a seductive and ultimately deleterious impact

on both the general public and disabled persons themselves.

A central element in these stories is a self-conception that alternatively

refutes the self as handicapped or views it as the exception. In either case,

overcoming one's disability becomes the ultimate goal—anything less is
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viewed as failure and weakness. However, the process of overcoming the

disability, that is, successfully adapting and normalizing, involves both

divesting oneself of any identification with being handicapped and denying

the difficult aspects of living with a disability. Adaptation becomes the highly

personalized process of overcoming simultaneously the environment and

one's body. If the latter is unachievable in the face of severe disability, the

processes of adjustment and coping solely involve acquiescence to the

environment (Roth, 1983). From this perspective, the ‘problem’ of disability

comes to rest squarely on the individual once again. For while disabled

“heros' reduce the ‘otherness' of a few people with disabilities, at the same

time they create an ideal that most people with disabilities cannot meet. For

these, the vast majority of persons with a disability, the sense of ‘otherness' is

only increased (Wendell, 1989).

The Legacy of the Functional-Limitations Paradigm

As this discussion has shown, research on attitudes toward persons

with disabilities is firmly rooted in the presumed centrality of the disability or

impairment to social relations and to self-definition of persons with

disabilities. Until recently, it has been assumed further that these attitudes are

negative and discriminatory. Söder (1990), Wendell (1989), Bogdan and Taylor

(1989) and Fine and Asch (1988) are among those engaged in the emerging

critique of the status quo in disability research—particularly attitudinal

research.
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Their premise is that by uncritically accepting the assumptions of the

medical model and the functional-limitations paradigm of disability, many

social scientists have contributed to a perspective on disability that

inaccurately depicts the 'disabled-as-helpless' or the ill-fortuned casualties of

‘personal tragedy'. Even when research findings contradict conventional

assumptions, they are explained away in the language and values of the

dominant belief system (Bogdan & Taylor, 1989).

Fine and Asch (1988) cite Taylor, Wood and Lichtman's (1983) cancer

research as an excellent example of the inability of some researchers to see

beyond their own limited collection of attitudes and images. They charge that

Taylor et. al mimized the consistently expressed view of their informants,

that is, that the cancer experience “could have been worse"—and that, despite

the data evidence to the contrary, persisted in the myopic view of disability as

‘victimization’. Clinging to the presumption that the diagnosis of cancer is

intrinsically ‘tragic', Taylor's group interpreted the data they obtained as

"evidence' of so-called psychological defenses used to manage what the

researchers had judged to be unmanageable situations. As the ‘outsiders', the

researchers failed to challenge their own biases. Consequently they were

unable to hear correctly that for the ‘insiders' (those with cancer), the

situation was not as disastrous as the researchers had predicted.

Further, Bodgan and Taylor (1987; 1989) propose that by exclusively

focusing on rejection and exclusion and the inevitability of stigmatization
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and labelling in relationships between disabled and non-disabled people,

scientists have failed to more appropriately address theories of acceptance.

Such theories would facilitate our understanding of relationships between

disabled people and their non-disabled peers—and effectively challenge the

notions of stigmatization and rejection as ‘taken for granted' in these

relationships.

Söder (1990) criticizes traditional attitude research along two lines—

first, the inadequacy of methodology based on a simplistic conceptualization

of attitudes, and second, the mishandled approach taken in interpreting of the

findings of attitude research. Söder postulates that a fundamental assumption

in attitude research is that attitudes are stable, “anchored within the

individual and uninfluenced by situations and circumstances” (p. 229). This

position leads to the mistaken belief that attitudes can be measured in a uni

dimensional, dichotomous fashion.

Consequently, questionnaires purporting to examine attitudes towards

persons with disabilities erroneously assume that “humanity can be divided

into those who are disabled and those who are not and that this division is so

meaningful that it is relevant to compare disabled with non-disabled" (Söder,

p. 229) along any number of variables (grouchiness', 'happiness', and so on).

Stereotypical images are incorporated without reflection into research

questions and the characteristic of disability is used as the explanatory

window to other aspects of personality. Further, Söder argues, while most

S
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attitude studies intend to measure attitudes toward disabilities (by the

manner in which questions are phrased), researchers unwittingly promote

the generalization of these attitudes to persons with disabilities.

As well, Söder concludes that traditional research efforts that seek a

one-dimensional explanatory variable for predicting attitude-based behaviour

leave little room for exploring conflicting values, ambivalence and

ambiguity. His premise is that research in which attitudes are systematically

reduced to individualized ways of thinking ignores the influence of

ideologies as shaping forces. Alternatively, Söder proposes that we examine

attitudes toward disability as a moral and cultural dilemma—exploring the

links between public attitudes, prevailing ideologies and social structures in

order to generate a less deterministic understanding of relationships between

diverse people. Ultimately, such research could lead to a more

comprehensive understanding of “both reactions in individual meetings

between persons with and without disabilities on the one hand and

institutional and ideological discrimination on the other" (Söder, p. 239).

Writing from his own experience as a social scientist with a disability,

Connors (1985) charges:

Based on our biological characteristics, medical science and legislature

have worked in harmony to determine our membership. At various

times throughout our history, attics, freak shows and circuses,

hospitals, residential asylums, segregated schools and sheltered

workshops have been established as our natural and proper
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environments. Myths concerning our feebleness, unnaturalness, beast

like sexuality or asexuality, ill-fittedness to parent, violent hostility and

inherent evil prospered through time and have helped to keep us in

our proper places (p. 99).

In a vicious cycle, social, political and economic structures (for

managing the problems of persons with disabilities) grounded on scientific

efforts have, directly and indirectly, further institutionalized the dominant

paradigm of disability (Becker & Arnold, 1986). The structure of a society's

socio-political-economic institutions reflects and is reflected by human social

relations. Therefore, issues of domination, power and authority are

reproduced in everyday human interaction through an array of dimensions,

among them, racism, sexism, ageism, heterosexism, classism and ableism

(Chopoorian, 1986). The net effect is that oppressive attitudes (and the

behaviours they evoke), notably ableism, are entrenched in the social

institutions and the social fabric of the nation—and the status quo secured. In

fact, as Wendell (1989) argues, the dominant paradigm of disability and its

idealized conception of the body have reinforced not only the oppression of

people with disabilities, but all people.

The absence of disability is viewed as the positive, universal experience

and yet the experience of aging, being ill, being in pain, of physical and

intellectual limitations are all part of the experience of living for every one of

us (Morris, 1992). Morris argues that by maintaining an individualistic

perspective, disability research and its proponents remain part of the problem
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rather than part of the solution accessible to people with disabilities. She

writes:

To experience disability is to experience the frailty of the human body.

If we deny this we will find that our personal experience of disability

will remain an isolated one; we will experience our differences as

something peculiar to us as individuals—and we will commonly feel a

sense of personal blame and responsibility. (Morris, p. 164, italics

added).

For people with disabilities, conventional disability research grounded

on the individualistic paradigm has been experienced as alienation—from

the product of the research, from the research process, from other research

participants, and most importantly, from their selves—their own bodies and

the experiences of their bodies (Oliver, 1990). Happily, another way of viewing

disability has, over the past two decades, successfully challenged the

hegemony of traditional disability research.

A New Paradigm for Disability Research

The birth of the disability rights movement in the 1970s represented an

effort by disabled persons to exercise political influence on a range of policy

issues. The recognition by some disabled persons that they were members of a

minority group who in their collectivity could wield social power inaccessible

to them as disabled individuals opened the door to significant new

directions—and, not incidentally, to a new paradigm for disability research.

By reclaiming environmental and social issues neglected by the functional
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limitations perspective, social models of disability have refocused the

perceptual lens and persistently challenged the conventional construction of

disability and its ally, disability research.

Challenging the Dominant Paradigm

In their contemporary application, Fine and Asch (1988) apply Dworkin

and Dworkin's (1976) criteria in defining disabled persons as a minority

group. These include identifiability, differential power, differential and

pejorative treatment, and group awareness. Certainly, disabled persons

‘qualify’ for minority group status in that they experience disproportionately

high rates of unemployment, poverty, and particularly, welfare dependency.

As well, they endure architectural barriers and institutionalization and have

been disenfranchised by rigid patterns of segregation in education,

transportation, housing and other areas of life. Inarguably, presumptions of

biological inferiority, stereotyping, stigmatizing, bias, prejudice, and

discrimination negatively influence the daily lives of disabled people in

many of the same ways they diminish other minority groups. It is in the

arena of group awareness that people with disabilities have engaged in a

struggle.

A minority group perspective on disability is not entirely new. As early

as the mid-nineteenth century people with disabilities were recognized as a

unique group (Kanner, 1964) and, in this century, Barker (1948) espoused

thinking about disability as a minority group issue. Nonetheless, most of the
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social and psychological work on disability over the last forty years has clung

tenaciously to the conventional view (Fine & Asch, 1988). The initial

emerging awareness of minority group status by people with disabilities was

insufficient to supplant the authority of this traditional scientific approach to

disability research.

It was only when people with disabilities challenged—and ultimately

broke through—the barriers constructed by the attitudinal environment and

moved to social action that the scientific lens was finally and forcibly

refocused." The resulting view illuminated disability in a whole new light,

reflecting radically different assumptions, concerns, approaches, and goals.

Beyond Adaptation

By conventional definition, transcendence is maladaptive.” However,

when redefined from a less myopic perspective, transcendence allows its

adherents to envision potential solutions far beyond the limited grasp of the

adaptation-focused model. Thus viewed, the transcendence exemplar is

clearly congruent with the social action paradigm (MacKinnon & Marlett,

1984) that arises from a disability rights perspective on disability. Despite the

handicapping reality that, “by definition and construction, politically

oppressed people are denied political skills and resources” (Roth, 1983, p. 59),

"The attitudinal environment was, of course, reinforced by the body of knowledge about
disability generated through the functional-limitations paradigm.
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people with disabilities have taken collective political action. In taking the

reins of their own meaning-making, they have become “active participants in

the social constructionist game" (Söder, 1990, p. 228), creating definitions of

who they are and their status in society notably distinct from the latter's

enculcation (Fine & Asch, 1988).

Asch (1984a), in a personal reflection on her blindness, illumines the

political process of self-definition undertaken by many persons with disability

in her refusal to acquiescently adapt to untenable environmental

circumstances. With uncommon honesty and clear intention, Asch declares

that:

I write out of conscience, anger, and disappointment— that to live with

myself, to better myself and others like me, I have no choice but to

speak about what could have and should have been a rather

inconsequential part of myself and my life. I write in neither pride nor

shame, but simply because I have no other choice (p. 552).

Asch's bitter words convey the clear message that she, like many

others, has assumed a proactive rather than a reactive (that is, adaptive)

stance. In so doing, they pointedly label environments—not themselves—as

the source of disability. But, how does it happen that people “who have

endured the effects of stigmatizing and prejudicial attitudes are asking a

predominantly non-disabled world to reverse the usual processes that shape

* In traditional terms, transcendence occurs when individuals 'fail’ to modify their desires and
behaviours to fit the conditions of their lives and “thus go beyond traditional or normative
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their perceptions" (Hahn, 1987, p. 202-203)? Devalued, rendered "not quite

human” (Goffman, 1963, p. 5), and socialized in a world bereft of the usual

attitudinal and structural supports that foster development of an individual's

full potential, how is it that some disabled persons come to the realization

that they have “no other choice" but to “fight to preserve their sense of

themselves that the adult world was trying to shatter"(Asch, 1984a, p. 551)?

How do these individuals accept certain 'disabled' identity components

“while denying the associations of incapacity that our society attempts to

impose” (Scotch, 1988, p. 162)?

The functional limitations perspective that has for so long guided

disability research and the types of clinical questions asked of (and about)

people with disabling conditions has left us without clear, useful, and

meaningful answers to these crucial queries. Indeed, such questions were

unthinkable from within the confines of the functional limitations

perspective! However, restitution in the form of considering disability from a

social/environmental perspective has the potential to broaden and enrich

our understanding of the everyday lives of people with disabilities. In time,

this body of inquiry may yield creative answers to the complex questions that

arise when we consider the needs of disabled persons—who determines these

and how will they be met?

options” (Duffy, 1987, p. 188).

- *
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More fundamentally, the emerging framework asks anew, ‘what is the

source of disability?" and responds by essentially shifting the genesis of

disability away from the individual and toward the environment.

Nonetheless, until the disabling aspects of the environment are recognized as

the primary handicap facing disabled individuals, the focus of disability work

will continue to be misapplied to the biological limitations of the individual

and her need for personal change—and not to environmental barriers and

the need for Social change.

Disability and Political Activism

To date, the impetus for social change has come most often from those

individuals who have successfully transcended society's truncated view of

disability. This has rarely been an easy personal journey. As Scotch suggests,

“the unattractiveness of the role of disabled person can serve to discourage

both self-identification as a member of an excluded group and the likelihood

of political action flowing from that identification" (1988, p. 161). Similarly,

Hahn recognizes the paradoxical nature of the situation, noting that “the

attitudes which they are most anxious to change probably have formed the

major obstacle to the emergence of a strong and active political movement

among disabled persons” (Hahn, 1983, p. 45). Individuals who possess greater

capacities and/or more opportunities to ‘normalize' and overcome their

environments may be less inclined to label themselves as disabled and

consequently less likely to become players in the political arena of disability.
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Conversely, those who more passively accept the 'disabled' role may also be

more likely to accept its handicapping implications of dependency and to

avoid political involvement (Scotch, 1988; Zola, 1987).

Political activism among disabled people exemplifies a social process

known as 'identity politics' (Anspach, 1979). Typically, the actor assumes a

political persona, a role quite different from that prescribed by society. In fact,

“the politicization of the disabled [minority] represents an attempt to wrest

definitional control of identity from ‘normals’ ” (Anspach, p. 768). Once seen

as politically active, people with disabilities can no longer be defined in terms

of their passivity, that is, helpless, weak. and dependent.

However, as Roth observes, “insofar as sympathy is predicated on the

apolitical nature of handicapped people, their politicization destroys it" (1983,

p. 60). Ironically, political organization risks the loss of vital resources

historically provided through charitable acts that are based on deeply rooted

notions of what people with disabilities should be like and how they should

behave.

Visibility and Humanizing Stereotypes

The segregation of people with disabilities into residential institutions

and special schools in the early part of this century ostensibly was intended to

protect them from the stresses of normal life (with which it was assumed they

were incapable of coping). Nonetheless, it also meant that the larger society

lost critical daily contact with disabled people (Scheer & Groce, 1988). In effect,
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the disabled population was rendered socially invisible. Still, other more

insidious ways of reinforcing the invisibility of people with disabilities have

evolved. For example, the parental practices of admonishing children not to

stare or look at disabled people ("it's not polite...", “walk on the other side of

the street") results only in their unfamiliarity and discomfort with difference.

The mainstreaming efforts of the recent past have made persons with

disabilities more visible, contributing to the emergence of a new subculture

(MacKinnon & Marlett, 1984). Despite persistent obstacles, more and more

people are in regular contact with people with disabilities in the workplace, at

school, through recreational activities, and, increasingly by way of the

variously coloured filters of the media. As a result, interaction among non

disabled and disabled persons is promoted within a ‘normal' relationship

(complete with context) and the pejorative effect of fundamental negative

bias that exists in stranger relationships is eliminated or at least reduced

(Wright, 1988).

Bogdan and Taylor (1989) have looked at non-disabled people who do

not stigmatize, stereotype or otherwise reject others with severe disabilities.

They found that these individuals form humanizing constructions of the

disabled person while recognizing her difference. Four processes underlie

these humanizing relationships: (a) attributing thinking to the disabled

person; (b) seeing individuality in the person with the disability; (c) viewing

the relationship as reciprocal; and (d) defining a social place for the disabled
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person. Non-disabled people who hold these perspectives thus view those

with disabilities as “full-fledged human beings” (p. 138).

Just as importantly, mainstreaming has also had an impact on the

perceptions about themselves of a new generation of disabled persons. Many

disability activists are those people who were mainstreamed as children and

“never questioned their right to be there” (Asch, 1984a, p. 551). Later, as

adults, these individuals, fortified with “armor and anger" (1984a, p. 551),

were well-prepared to fight a world that presumed to question their rights as

individuals. By placing the significance of the disability within their life

context, people with disabilities themselves (with supportive others) have

been better equipped to reject the fundamental negative bias and the

centrality of their functional limitations to their total identities (Wright,

1988). They have realistically begun to see themselves as “marginal to rather

than alienated from society” (Roth, 1983, p. 61), indicating slow but steady

progress in altering the social structure. Through the process of consciousness

raising, people with disabilities have come to recognize “the difference

between individual recovery...and social and political recovery” (Roth, 1983,

p. 60).

From Personal to Environmental

The shift in perspective from a functional limitations focus to the

interface between people with disabilities and socially disabling conditions

simultaneously moves the locus of concern from the individual with the
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disability to the environmental (including social and political) context within

which she lives.

Underpinning this new paradigm of human physical ability are the

following assumptions:

1. Disability is socially constructed from biological reality; it is not a

biological given. (Wendell, 1989);

2. The body cannot always be controlled and lack of control does not

symbolize tragedy, failure, inferiority or a social flaw;

3. Reciprocity (that is, interdependence, not independence) is valued;

4. The real body (not the idealized version) is recognized;

5. The knowledge of the knower (the person's experience of the body) is

valued as 'truth";

6. The concept of ‘normality' is challenged (Corbett, Jones & Ralph, 1993).

Arising from the enormous gulf between the ideology of professionals

and the life experiences of persons living with disabling conditions, this way

of understanding disability identifies issues of discrimination, stigmatization,

inequality, and the denial of human rights as the primary handicaps imposed

on the reality of being 'disabled'. While reconstructing the theoretical

foundations for policy making and research into disability, just as surely, this

perspective “compels us to confront what it means to be human” (Asch,

1984b, p. 535).
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Women with Disabilities—Marginal and Invisible

The social model of disability significantly challenges the flawed

products of traditional research—a legacy of misunderstanding and

misinformation about women with disabilities. Until the last decade, the

world of women with disabilities had been largely ignored by social and

health scientists who blindly approached disability (and particularly, subject

selection) as a 'genderless’ issue (Asch & Fine, 1988, Hanna & Rogovsky,

1991).”

Indeed, even in the feminist literature on caring, the category 'women'

denotes only those providing care, not women requiring assistance

themselves. Rather, the 'dependent people' for whom women care have

traditionally been genderless. Only recently have critical and feminist

researchers begun to challenge the arbitrary distinction between carers and

those for whom they care that has long existed in research. Additionally, they

have cited a central contradiction for women with disabilities. As women

within a gendered society, they have been identified as natural carers—

nurturers; yet as women with disabilities, they need personal support and

assistance—nurturance, themselves (Keith, 1992; Rae, 1993; Walmsley, 1993).

*Studies on embodiment (Frank, 1984), the social and personal reactions to breast cancer
(Meyerowitz, 1980), sexual learning experiences and visually impaired women (Welbourne,
Lifschitz, Selvin & Green, 1983), the experience of chronic renal dialysis (Kutner & Gray, 1983)
and the factors influencing the hiring of women with breast cancer (McCharen & Earp, 1983) are
some examples of the relatively few research studies that have focused on women with
disabilities.
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Unfortunately, the false dichotomy between caregiving and

dependence has been sustained by disability activists who have argued

exclusively for the rights and needs of people with disabilities and by

feminists who have argued for the rights of the carer (seen typically as a

woman) (Keith, 1992). Women with disabilities, cast in their dual roles as

caregivers (that is, nurturers) and care receivers, are left to fall into the

political crack that separates these two activist groups. This results in the

social confirmation of both their dependency and inadequacy (Rae, 1993).

Those feminist researchers who have focused solely either on the

'burden of caring' or the rights of the caregiver may have unwittingly adapted

“the same patronizing stance to disabled and elderly people which they have

justifiably accused men of doing to women for years” (Keith, 1992, p. 172).

Keith suggests that research is needed that examines multiple patterns of the

relationship between people with disabilities and those who provide them

with assistance. Research focusing on rights, independence and needs in such

a manner that makes the person with a disability the problem rather than the

focus of the research has served only to render those with disabilities “the

other'. If the needs and interests of carers and those cared for are considered in

tandem and not in opposition, the results will include, not alienate, people

with disabilities. In the process, stereotypes will be exposed and the true

complexity of caring will be fully represented (Walmsley, 1993).
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Contemporary women with disabilities (for example, Browne et al.,

1985; Wendell, 1989; Saxton & Howe, 1988) and some feminist and/or

qualitative researchers (e.g., Deegan & Brooks, 1985; Fine & Asch, 1988; Hanna

& Rogovsky, 1991; Morris, 1989) have documented the richness of the lives of

women with disabilities. Framed within the social analysis of disability, these

works have taken as their starting point the critique of the individual/

pathologizing constructions of disability (Lloyd, 1992). They have sought to

understand the experiences of women with disabilities and highlight the

ways in which they are disadvantaged by both society and science.

Challenging the individualistic and biological perspectives of the

dominant paradigm in disability research, several authors have introduced

feminist perspectives on disability. Central to these views is the assumption

that our understanding of disability is incomplete in the absence of women's

unique experience. Indeed, Oliver (1990) charges that the very idea of the

experience of disability has been structured by the tenets of masculinity.

While not explicitly feminist in perspective, Hanna and Rogovsky's

(1991) work supports the view that being female and disabled is more than a

‘double handicap". In their attempt to explain why women with disabilities

have low levels of social participation and poor self-concepts (exceeding what

could be explained by gender and disability), they have proposed a

handicapping female/disability ‘plus factor' that is unique to this population.

Based on this preliminary work, these authors propose that the ‘plus factor"
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overarches a complex set of individual factors (that is, resources such as

money and information, physical condition, participatory behaviour and

attitudes towards self and community) and community factors (that is, the

health care system, the physical environment, cultures and subcultures, and

patterns of behaviour). Through complex patterns of circular 'cause and

effect', each of these impacts upon all the others resulting in the ‘plus factor',

disadvantaging women with disabilities beyond the potential of the simple

sum of specific individual and community factors.

Drawing on the history of black feminism, Lloyd (1992) utilizes an

integrative rather than an incremental model of disability to assert the

uniqueness of the 'social model' of women's disability. While women with

disabilities identify society as the agent which most disables and oppresses

them, their concerns extend beyond the modes of social and economic

discrimination experienced by similary disabled men. Central to this 'social

model' are issues such as sexuality and sexual identity, stereotypical images

and oppressive traditions relating to childbearing, child care and

motherhood.

Lloyd suggests that the experiences of women with disabilities are

mediated simultaneously through gender and disability. However, this

'simultaneity' has been denied through their marginality to both the

women's and the disability rights movements. Alienation from both social

movements may reinforce the tendency for women with disabilities to
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stereotypes as the only means of understanding their situation" (Lloyd, 1992,

p. 218). Only through making the experiences of womenwith disabling

conditions central to both disability and feminist agendas will the

'simultaneity' of their oppression be identified and explored.

Women with disabilties will not be the sole beneficiaries of

enlightened approaches. As Wendell proposes, a feminist theory of disability

is needed for the “liberation of both disabled and able-bodied people, since the

theory of disability is also the theory of the oppression of the body by a society

and its culture” (1989, p. 121). Similarly, Morris (1992) suggests that disability

research is relevant to all social groups because the experience of disability

aptly illustrates fundamental society-wide issues of prejudice and economic

disparity.

Morris also discusses the central role of feminist research in the

production of “unalienated' knowledge of women's experience." Rejecting the

emphasis on the experience of double disadvantage when talking about

women with disabilities, Morris argues that “images of disadvantage are such

an important part of the experience of oppression that emancipatory

research...must consistently challenge them" (1992, p. 162). If such images go

unexamined, the research can itself become yet another disabling image. As

“Persons with disabilities experience research generated from the individualistic, 'disability
as tragedy' paradigm as ‘alienated' knowledge, that is, knowledge from which their lives and
experience are absent.
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she states, “I do not think that I, or many other disabled women, want to read

non-disabled researchers analyzing how awful our lives are because ‘we suffer

from' two modes of oppression” (p. 163).

Thus, Morris (1992) presents a dual challenge—to non-disabled

feminist researchers to place the experiences of women with disabilities on

their main research agenda—and to disability researchers to incorporate

feminist research methods. Those researchers in either camp who are up to

the task will play pivotal parts in giving women with disabilities a voice

through which the rest of us can hear their subjective realities. In the

following chapter, I will explore the emancipatory research paradigm,

illuminating my own attempt to “throw off the shackles of methodological

individualism with its abstracted view of the individual” (Oliver, 1992, p. 113)

and place the experiences of women with disabilities within the social world

that creates them.
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Chapter 3

METHODOLOGY

This study is based on a critical ethnographic approach well suited to

generating a culturally specific and contextual understanding of the social

world of women with disabilities. Intent on understanding the cultural

meanings that these women use to organize their behaviour and make sense

of their social world, I applied dialogic and interpretive processes to uncover

and mediate frames of meaning between the cultural group being studied

(women with disabilities), the researcher (myself), and the intended audience

of the research (the scientific community, the community at large, and

women with disabilities themselves). Beginning with inductive, ideographic

strategies, the ethnographic study became increasingly deductive and

nomothetic as hypotheses about the social world of women with disabilities

were generated from initial work.

This chapter begins with a discussion of ethnography as a research

method ideal for generating the contextual, descriptive texts needed to

understand the ways in which disabled women interact with their

environments. I then discuss the impact of critical theories on ethnographic

research from the perspective of women with disabilities. Participant

characteristics and specific methodological procedures used in this study are
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described, followed by a discussion of the issue of scientific rigor of the critical

ethnographic method and how this project addressed this issue.

Ethnography as a Human Science

“Ethnography is the work of describing a culture" (Spradley, 1979, p. 3).

Over the past decade, interest in ethnography as a research method has

steadily grown within a variety of disciplines.'Ablon (1977) has suggested that

through the study of domestic groups, anthropology, sociology, and political

science interface and thus broaden the understanding of urban American

culture.

Understanding Cultural Meanings Through Dialogue

Ethnographers seek to demonstrate how some aspect of one culture

makes sense from the perspective of another. Building on the work of

Conklin (1968), Becker (1980), and Swidler (1986), Van Maanen (1988) defines

culture as the l IIl f in gr hat is though

inform, shape and account for their social actions. As knowledge, cultures can

not simply be 'seen' by researchers as some kind of static situation. Rather,

they are not visible in themselves, but are changing, intangible and elusive

entities that are rendered perceptible only through their portrayal in the

actions and words of their members.

'Studies focusing on organizations (Van Maanen, 1983; Pettigrew, 1983), school programs
(McLaughlin, 1986), nursing education (Rosenthal, 1989), occupational therapy (Litterst, 1985),
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Spradley suggests that all ethnography begins with the same general

query—"What are the cultural meanings people are using to organize their

behaviour and interpret their experience?" (1979, p. 93). Cultural meaning is

created by using symbols, that is, objects or events that refer to something.

However, cultural knowledge is more than a simple collection of symbols.

Rather, it is an intricately patterned system of symbols such that the meaning

of any one symbol lies in its relationship to other symbols. The decoding of

cultural symbols involves discovering these relationships or patterns and

identifying the underlying coding rules.

Ethnographers do not simply decode one culture's meanings, they also

recode them for another through written representations (Barthes, 1972).

Thus, ethnography can be usefully conceptualized as a “conversation across

cultural codes" and the dialogue metaphor is apt imagery for expressing how

the researcher engages in a mutual communicative process with another

culture and with the readers of the written ethnographic text (Marcus &

Fischer, 1986). Just as they are essential for communication within the

culture, interpretive processes are necessary between the systems of meaning

of the culture and researcher, as well as between the researcher and the

intended audience of the ethnography. The narrative exemplifies the form

and structure of this and other interpretive research traditions (Sandelowski,

1991).

nursing homes (Dimond, 1986) and other cultures within urban America (Ablon, 1977) have used
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The Political Nature of Ethnography

The political nature of ethnography and fieldwork processes has been

the focus of considerable recent scrutiny. Punch devotes an entire volume to

exposing “the largely hidden political and moral agenda of fieldwork” (1986,

p. 13). He contends that everything from the micro-politics of human

relations to the policies of government research departments influence the

design, implementation and outcomes of qualitative social research (and, of

course, all social research).

Van Maanen (1988) suggests that all ethnographies are politically

mediated given that the power of one group to represent another is

inherently involved. From the selection of the culture to be studied to the

choices made by ethnographers in their written accounts, power lies in the

hands of the researcher. In marked contrast, only during the actual data

collection process do the informants wield comparable power—the power to

yield or withhold information.

Ablon (1977), appealing to anthropologists to study middle class

Americans, states that she is passing them the political 'buck'. Her premise is

that “applied anthropologists have a special responsibility to understand and

deal with the populations which determine much of the basic character and

detail of our daily lives by the products of their voting prerogatives and their

daily work activities” (p. 70). She concludes that little social and economic

ethnographic methodology.
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reform will be accomplished until such populations are understood and

moved to social and political action.

Agar's discussion of the political value of ethnography in humanizing

stereotypes is particularly relevant in generating an understanding of the

lives of women with disabilities. He suggests that ethnographies have the

potential to offer “some sense of different lifestyles to people who either do

not know them or are so bogged down in their own stereotypes that they do

not understand them" (1980, p. 27). Agar believes that social policies are

generally built on assumptions of what ‘those people' are like—assumptions

which are at best oversimplifications. Through direct involvement with the

group they study, ethnographers thus seek to express the richness and variety

within group life.

Finally, Spradley cautions ethnographers to consider the full range of

the potential uses of their research because “cultural descriptions can be used

to oppress people or to set them free” (1979, p. 13). He suggests that even the

seemingly benign decision about where and when to publish an ethnography

is a political one because knowledge is a source of power. This concern is

echoed by Van Maanen who maintains that ethnographers are faced with

serious intellectual and moral responsibilities because “the images of others

inscribed in writing are most assuredly not neutral” (1988, p. 1).

Despite this recent and critical interest in the nature of ethnographic

scholarship, interpretive anthropology has been faulted for not paying
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sufficient attention to socio-economic and political issues and historical

processes in fieldwork and ethnographic writing. Marcus and Fischer (1986)

suggest that interpretive ethnographic practice must maintain interest in

problems of meaning while concurrently taking into account the history,

politics and economics of the cultures being analyzed.

As Van Maanen observes, “ethnographies are portraits of diversity in

an increasingly homogeneous world. They display the intricate ways

individuals and groups understand, accommodate, and resist a presumably

shared order" (1988, p. xiii). He further suggests that:

We need now, more than ever, concrete, sharp, complex, empathetic,

and politically sensitive portraits of what others might really be like if

we are to learn, tolerate, balk, help, confront, instruct, or otherwise

adjust to the uncountable ways of living and being that surround us

(p. xiii).

Ethnographers are challenged to become tellers of “critical tales” that

avoid “finessing the questions of power, economy, history, and exploitation”

(Van Maanen, 1988, p. 128). Configurations of gender, class, and ethnic

relationships, availability of resources and technology, ecological and

demographic factors, and finally, historical and cultural patterns, are macro

level forces that influence the dynamics of social behaviour and interaction.

The tellers of critical tales attempt to understand these forces, seeking to

unveil the relationships between macro-level understandings and the micro
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level explanations of social phenomena that traditional ethnography has

provided (Singer, 1986).

The assumptions underpinning contemporary ethnography are

summarized as follows (Hilton, 1987):

1. A person's behaviour is inextricably linked with the personal meaning

of the situation.

2. A person's understanding and resultant behaviour changes based on

interactions with others.

3. Different perceptions exist within any given situation.

4. A person's behaviour and beliefs can only be fully understood within

the broader context of society.

5. The group or culture is to be studied as it is'.

Critical Theories and Ethnography

Ethnographies inform human behaviour and judgment by making

explicit the choices and restrictions that lie at the heart of the social life of a

culture (Van Maanen, 1988). Through humanizing stereotypes and

illuminating the richness and variety of social life (Agar, 1980), ethnography

offers an vehicle for understanding, informing, and reforming the human

situation. In much the same way, critical theories provide frameworks from

which ‘authenticated knowledge' can be generated through the critique of

ideology and the process of dialogue. It follows that the goals of ethnography

and critical theories can be articulated towards the mutual aspiration to
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inform and reform cultures. The foundational tenant of critical theory is that

through reflection and criticism of ideology, persons are freed from

ideological illusions that distort the perception of their true situations and

interests. Without critical dialogue, individuals become part of a ‘culture of

silence' that perpetuates oppressive social structures (Freire, 1970).

However, Habermas (1971) recognizes that the critique of oppression is

insufficient because the critique itself risks reification. If critique is to be

useful, it must involve the analysis of social processes by which individuals

achieve interpretive understanding of one another. As a consequence, the

critique is more likely to spawn potential for suggesting new and less

oppressive relationships and social orders (Geuss, 1981; Turner, 1986).

Thus, understanding of social phenomena, not causal explanation, is

an essential goal of ‘critical' science. This kind of understanding is possible

only when one becomes aware of the historical, social, political, and economic

contexts within which these phenomena are situated.

Critical awareness emerges through open, unconstrained

communication. While this goal of understanding is shared with other

interpretive methods of inquiry (for example, hermeneutics, phenomenology

and interpretive ethnography), the second, more polemic goal of research

from a critical perspective crucially differentiates it from other interpretive

inquiry. This goal is to invoke the acquired understanding as evidence for

social action and change. The ultimate desired outcome of critical inquiry is
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the conscientization of a society (Freire, 1970) and the emancipation of

persons restricted by its oppressive social conditions (Osmond, 1987; Thomas

& Wilcox, 1987).

Understanding the Social World of Women With Disabilities

As discussed in Chapter 2, social and health scientists have left largely

unexplored the world of women with disabilities. A critical ethnographic

perspective provides a means through which the richness and variability of

the lives of these women can be grasped without sacrificing needed attention

to the larger social context of women and disabled persons.

I found Agar's discussion of the political value of ethnography in

humanizing stereotypes to be salient for this study. Fine and Asch (1988)

charge that research based on theoretical bias fails to challenge existing

knowledge and stereotypes and, as a result, precludes our understanding of

the lives of persons with disabilities. A critical perspective requires that I

question and critique not only the assumptions of the dominant paradigm

but also my own values, beliefs, and biases about women and people with

disabilities. The result is the enhanced potential to generate a rich and

contextual understanding of the ways in which women with disabilities

create meanings and live within the social world.

Further, a critical ethnographic perspective recognizes that the

experiences of being female and of having a disability are each socially

constructed. Accordingly, the biological and functional aspects of disability
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cannot be understood apart from the historical/social contexts and

relationships that have shaped and given meaning to both femaleness and to

disability (Asch & Fine, 1988).

Through the process of dialogue (so central to critical scholarship), we

(i.e., women with disabilities, the larger community and I) will critique the

ideology that maintains these social structures, more accurately perceive

situations in context, and identify areas for social change. Through dialogic

process and self-reflection, each of the participants in the process of creating

knowledge may become better equipped to generate “authenticated

knowledge’ and perceive both personal and social reality.

Description of Participants

A convenience sample of nineteen women living in the San Francisco

Bay area agreed to participate in this study. The women ranged in age from 28

to 51 years. Six women lived with their partners in committed relationships.

Of the remaining thirteen women who lived alone, seven had been in

committed relationships which had previously ended and were not currently

involved in a relationship, four were involved in ongoing relationships, and

two women had never been in committed relationships. Six women had

children whose ages ranged from four years to young adulthood and three of

these women had their children living with them.

Nine women owned or shared ownership of their homes. Eight lived

in San Francisco while eleven resided in the greater Bay area including
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Oakland, Berkeley, South San Francisco, Mill Valley, Menlo Park, Marin, San

Mateo, Santa Clara, and Palo Alto.

Nine women were employed on a full- or part-time basis. Of these,

three were self-employed, four were employed on a full-time basis and two

were employed part-time. All of the women were high school graduates and

14 had some college level education. Nine women held bachelors or graduate

degrees. Four women were health professionals, four were educators, and the

remainder had been or were employed in a variety of positions, primarily

clerical or service related. Three women were employed in a disability related

field.

A mixed sample of women with stable and progressive disabling

conditions was included in the study. I was interested particularly in the

experiences of women in mid-life who had (a) acquired disabling condiditions

in their adult years and (b) who had passed the 'acute’ phase of their

conditions and/or rehabilitation’. By including women with progressive

disabling conditions as well as those whose disability was relatively stable, I

also aimed to compare the social experiences of these two groups of women’.

* Consistent with the epistemological philosophy I have adopted, my goal clearly was not to
seek a ‘representative sample' of participants.
* As prescribed by Glaser and Strauss' (1967), this is the constant comparison strategy which
makes use of maximizing case differences.



Participant Selection

Participants were solicited primarily through word-of-mouth and

informal connections with self-help and support groups for people with

disabilities.* A brief descriptive flyer (see Appendix A) was sent to contact

persons at a number of agencies, schools and support groups. Women

interested in taking part in the study or wishing further information

contacted me by telephone; during that call, I determined whether or not the

individual was eligible' for the study. Twelve women were recruited in this

way.

The remaining seven women were referred by other participants in the

study or by my colleagues who had an interest in the subject area or who had

personal contact with women with disabling conditions. Several of these

women gave permission for me to contact them by telephone to outline the

study while others contacted me directly.

After identifying an eligible participant, I explained the nature of the

study (emphasizing the intensive time demands) over the telephone. If the

individual consented, we arranged to meet for an introductory interview at

her convenience.

“Direct contact was made with the Multiple Sclerosis Society, Arthritis Society,
Environmental Illness Newsletter, Support Group for Women with Life Altering Illness, and
the Disabled Women's Basketball Team to describe the study and to request that flyers be
distributed to interested participants.
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During the initial face-to-face interview, we discussed more details of

the study and the participant signed the 'informed’ consent (conforming to

the current guidelines of the Committee on Human Research) (see

Appendix B). If observations included significant others of the participant

(e.g., family members, partners, friends, co-workers), the participant was asked

for permission to be observed prior to the observation period (see

Appendix C).

Data Collection Procedures

Field research methodology guided the data collection phase.

Specifically, I employed intensive interviewing and to a lesser degree,

participant observation, to generate an ethnographic understanding of the

social world of women with disabilities. One to five interview/observations

were completed with each participant (typically, three), which produced three

to ten hours of interview and observation materials per participant. Most of

the interviews were conducted in the participants' homes and averaged two

to three hours in length. Interviews extended over periods from four to nine

months in 1990 and 1991.

Participant observation took place in a variety of settings. These

included participants' homes, work places, schools, and at meetings of

disability advocacy and support groups. Still other venues included tagging

along to a comedy night or a physician's appointment, or going on a shopping

* No one declined to participate at this phase of the induction process.
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trip, a hike, out for coffee, and even to an exercise session in a swimming

pool.

As data collection and analysis occurred simultaneously in the field

research process, I made decisions regarding sampling within cases based on

relevance of the data to the emergent theory. I, or more often, the participant

identified particularly salient periods of time, people, and contexts and

included samples of these in the ongoing data collection and analysis.

Using an interview guide rather than a formal questionnaire (see

Appendix D), interviews were informal in style. The guide was developed

based on the defined study questions and my theoretical perspective on

disability and the environment. This perspective provided direction for

inquiry in early interviews; however, the guide was put aside as issues which

emerged from the data analysis increasingly directed interviews and

observations.

During the initial interview, I asked each participant to tell a brief

synopsis of her life story. These overviews tended to include pre-disability

family and community/social relationships and educational and vocational

training experiences, as well as 'significant' periods in the participant's life".

During this initial history, I also probed the period of time during

which the disabling condition was identified, the participant's perceptions of

how (and how well) she coped with the diagnosis, what supports were

“Of course, as identified by the participant.
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available during that time, and how she believed this period of her life

influenced her social interactions. Finally, we discussed the progression of the

disabling condition, particularly focusing on the predictability of its course.

In subsequent interviews with these early participants, I encouraged

them to identify and explore significant social interactions and how these

influenced their self-definitions as women, disabled persons and disabled

women. Finally, at some point in the interviewing process, I asked

participants to discuss their views of the future, especially in relation to their

disabling conditions and social lives.

During interviews with participants who entered the study later in the

evolution of the data collection process, the interview approach and structure

changed. Having become more cognizant of the impact of my self on both the

interview process and the understandings being generated, I assumed less the

role of formal interviewer (or other) and became more the collaborator in the

shaping of the ‘knower and the known' (Ely et al., 1991).

These changes clearly reflected my acknowledgment of the reality of

Hunt's (1987) three "R’s”—the reflexivity, responsiveness and reciprocity

inherent in the research process as we were enacting it. The most important

outcome was that the participant and I became equal partners in the quest to

interpret her life.

This shift was also consistent with my goal of eliciting stories that were

meaningful to the participant—hearing and responding to their voices. Later
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interviews were increasingly participant-directed and focused on what the

women themselves felt was significant for me and others to know in order to

'really' understand their lives and their social worlds. My primary task in the

process shifted from asking the ‘right' questions to listening, observing,

providing focus, asking clarifying questions, picking up clues and probing for

additional data.

All interviews were audio-taped with the participant's consent. During

participant observation, I took minimal notes in as unobtrusive a manner as

possible to serve as a ‘memory jog■ for field notes which were completed

following the observation period.

Ongoing analysis of the interviews and observations guided the

interview process. This was accomplished by listening to interview tapes after

the interview and making notes to determine direction for future interviews.

As Ely et al. suggest, this ongoing process of analysis “guides the researcher to

focus and refocus observational and/or interview lenses, to phrase and

rephrase research questions, to establish and check emergent hunches, trends,

insights, ideas, to face oneself as research instrument" (1991, p. 140).

In a critical ethnography, a second and equally important purpose for

ongoing analysis is to increase the awareness and ultimately, the

empowerment of the participants themselves. The results of the emergent

analysis were shared with the women during each interview and following

the set of interviews and their responses and reactions elicited and noted.
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Finally, all interview tapes were transcribed and used for final data analysis

and interpretation.

Data Analysis

Data analysis in ethnographic research is a means of making sense of

differences in terms of human similarities by using interpretive dialogic

processes (Agar, 1986). The product of this analysis is “a creation that speaks to

the heart of what was learned" (Ely et al., 1991, p. 140). In qualitative work,

this involves continuous and progressive analysis from the beginning of the

data collection process. The final analysis however, begins following the

completion of the data collection and might be conceptualized as “taming the

chaos" (Ely et al., p. 140).

Two levels of analysis are represented in this study. The first

encompassed thematic narrative analysis. This involved reading each

participant's text through as a whole in an effort to acquire a sense of the

person within her history and social context. The text was then analyzed for

the stories they held. I sought to analyze these stories in descriptive and

explanatory modes (Polkinghorne, 1988) and to generate narrative themes.

The second phase in the analysis process comprised the search for

patterns in narrative themes across participants. In this way, the ideographic

experiences and stories of each woman in the study were compared and

contrasted with the experiences of all others in the study. Through this

process, generalizations were drawn and theoretical propositions about the
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social interaction and life experiences of women with a disability within the

environmental context of the San Francisco Bay area were generated.

The Issue of “Good Science”

Issues of scientific rigor and ‘good science' in interpretive research have

been argued repeatedly within the community of nursing and social

scientists.’ Questions about objectivity, validity, reliability and replicability of

evidence from qualitative research have challenged, beguiled, haunted and

misdirected researchers as they sought ‘credibility' in the scientific

community (Mischler, 1986; Sandelowski, 1993).

Mischler (1986) suggests that qualitative researchers have been too

defensive in responding to these questions and have tried to fit their answers

to an inappropriate frame. He argues that this has supported three

questionable presuppositions. The first is the assumption that issues of

objectivity, reliability, validity and replicability have been effectively resolved

in studies modeled on the traditional experimental paradigm. Closely related,

a second assumption is that these issues have been disregarded by researchers

engaged in qualitative work who have been too readily satisfied with

imprecise methods and vague, ungrounded results. Mischler (1986) asserts

that neither of these presuppositions is well grounded.

7 Altheide & Johnson, 1994; Gortner & Schultz, 1988; Hall & Stevens, 1991; Kirk & Miller, 1986;
Kock, 1994; Mischler, 1986; Phillips, 1987, Reason & Rowan, 1981; Sandelowski, 1986, 1993 are
among the many nursing and social scientists who have argued their case with regard to rigor in
qualitative research .
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The third presupposition identified by Mischler (1986) is the modernist

assumption of things in themselves—fixed and knowable entities (Gergen,

1991). That is, the modernist belief that there exists a world of empirical

reality—an objective, essential, and universal truth. From this perspective,

facts are considered to 'exist' for study, independent of the observer. Persons,

too, are there for the observing, “‘What you see is what you get'—and if you

apply systematic powers of reason and observation you can know what sort of

character you are dealing with" (Gergen, 1991, p. 39).

From this positivistic view, science was considered to be preeminently

rational and one of the goals of philosophers of science was to furnish

rational underpinnings for knowledge. Thus, rules of scientific conduct (the

scientific method) were developed to enable all disciplines to build objective

knowledge of their subject matter. However, Kuhn's (1962) introduction of

the importance of the researchers' perspective—what he called a paradigm—

to scientific progress, challenged the basic tenets of rational, progressive

Science. Facts were no longer things in themselves but were seen through the

filter of the observer's perspective—a filter that is based on current world

views. As a result, the knower and the known are inseparable. Multiple

realities or truths are possible and indeed are constructed from different social

perspectives.

While it abandons the concept of objective truth in social life, a post

modern perspective embraces the notion of reflexivity or self-reflection. As



85

Gergen (1991) asks, “How could one hold to a belief in a single, objective

account...in the face of a multiplicity of viewpoints?” (p.134). This is a

significant issue in any effort to understand individuals and their lives

within the social world. For in the post-modern world, a person's sense of

identity is constantly emerging, reforming and redirecting within a variety of

relationships. Thus, the belief in an essential self is eroded and replaced with

the self as relationship (Gergen, 1991).

The differences in the epistemological lens through which a researcher

views the world suggest that qualitative researchers stop responding to

empiricist challenges which emphasize experimental control and a belief in

an fixed and knowable reality or 'truth'. Instead, they need to develop a

rhetoric and reformulate the questions consistent with the tenets of the new

paradigm and the social phenomena its methods are designed to study

(Mischler, 1986, Agar, 1986; Hammersley & Atkinson, 1983; Kirk & Miller,

1986; Lincoln & Guba, 1985; Strauss & Corbin, 1990; Sandelowski, 1986, 1993).

Mischler submits that the critical issue in determining the rigor of

interpretive work “is not the determination of one singular and absolute

“truth" but the assessment of the relative plausibility of an interpretation

when compared with other specific and potentially plausible alternative

interpretations" (1986, p. 12). Sandelowski adds that rigor is "less about

adherence to the letter of rules and procedures than it is about fidelity to the

spirit of qualitative work" (1993, p. 2). Clearly, a single set of criteria is
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hopelessly inadequate for judging work spawned from the diverse

philosophical and methodological backgrounds that support what is known

broadly as interpretive or qualitative research.

For the purpose of this critical, ethnographic research, I have identified

five assumptions as essential to the 'spirit' of this exploration of the lives of

women with disabilities. These constitute the criteria for verifying the

adequacy of the research findings presented in the following chapters”.

Knowing is relational. "Good ethnographies show the hand of the

ethnographer" (Altheide & Johnson, 1994, p. 493). An understanding and

recognition of relationality—of the researcher and the research participants,

of the participants and their social world, and of myself as researcher and my

social world—was essential to maintaining the holism and naturalism that

characterizes ethnographic research.

Agar (1986) posits that ethnographies emerge out of a relationship

involving the traditions, or ways of making sense out of experience, of three

'selves'—the ethnographer, the individuals within the cultural group being

studied and the intended audience. As the ethnographer, I brought to the

research the tradition in which I work (including my socialization as a

professional nurse) as well as my personal values and beliefs. In turn, the

second and third constituents, the group of women with whom I worked and

* The works of Altheide & Johnson (1994); Agar (1986); Ely et al. (199)1; Hammersley &
Atkinson (1983); Hall & Stevens (1991); Kirk & Miller (1986); Koch (1994); Lincoln & Guba
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the audience for whom the ethnography is being written, also hold myriad

traditions through which they interpret experience. Ethnography thus

becomes a complex multi-layered process of “mediating frames of meaning"

(Giddens, 1976). From this perspective, the criterion of objectivity (based on

the assumption that there is both a knower and Something to be known and

that separation and distance must characterize the relationship between

them) becomes obsolete (Keller, 1982).

As Agar observes, “Ethnography is neither subjective nor objective. It

is interpretive, mediating two worlds through a third” (1986, p. 19).

Accordingly, I made no attempts to isolate the interviewer/researcher, the

interview situation and, more significantly, respondents answers from

essential sociocultural bases of meaning (Mischler, 1986) in this study. Hence,

reflexivity became an inherent part of the research process.

The notion of reflexivity requires explicit recognition that social

researchers and the research act itself are part of the social world under

investigation. Understanding these as components of the final research

product, rather than futilely attempting to eliminate their effects on the

situation being researched, becomes an integral part of the practice of

interpretive ethnographic research (Hammersley & Atkinson, 1983). As Van

Maanen suggests, “Such a perspective...helps make the researcher a visible

(1985); Mischler (1986); and Sandelowski (1986, 1991, 1993) support the criteria cited to verify
the trustworthiness of this project.
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and discussible object of scrutiny rather than a shadowy, impersonal, and

hence, rather feckless guide to enlightenment.” (1983a, p. 250).

Because knowledge is contextual and the knower and the known are

inextricably linked, the contexts of the process of knowledge construction

must be well described. This was accomplished through what Geertz (1973)

identifies as “thick description" of the contexts of myself, as researcher, and

the research participants. A reflexive approach in the research process also

involved explicit recognition of my own values, assumptions and

motivations and how these influenced decisions made throughout the

process, from the generation of theoretical frameworks to the interpretation

of findings and conclusions. Further, in an attempt to make myself and my

activities as researcher and my conclusions accountable, it as important for

me to acknowledge awareness of processes and problems that arose

throughout the course of the research that might have hindered my

understanding of the multiple dimensions inherent in understanding the

lives of nineteen women with disabilities. Efforts have been made to address

these issues through the reflexive analysis that occurs in the Introduction and

Chapters 5 and 6.

Reality is multiple, constructed and political. Meaning is “radically

plural, always open, ... and there is politics in every account" (Bruner, 1993,

p. 1). Thus, credibility of interpretive research is established when a researcher

can demonstrate that the ‘reality' reconstructed and represented in the



89

qualitative work represents the multiple realities constructed by the research

participants themselves—these multiple perspectives reflecting the

complexity of human experience.

I used several techniques proposed by Lincoln and Guba (1985) in this

study to increase its credibility. These included: prolonged engagement with

the participants, persistent observation, triangulation of data sources and

methods, negative case analysis and ongoing member checking.

The first three require no further discussion. However, negative case

analysis and member checking strategies deserve additional mention here.

Negative case analysis involves the “process of revising hypotheses with

hindsight” (Lincoln & Guba, 1985, p. 309) with the goal of accounting for the

experiences of all of the participants in the study. In this work, this process

involved modifying interview questions based on the ongoing analysis of the

interviews, checking my in-progress conclusions with the participants, and

reconceptualizing concepts and themes based on their differing experiences.

Exceptions to the emerging rule were thus sought to shape and refine the

findings in both the ongoing and final analysis processes (Ely et al., 1991).

Member checking or validation is viewed by Lincoln and Guba (1985)

as at the heart of establishing credibility of qualitative inquiry. However,

Sandelowski counters that members' stories are “not simply vehicles for the

communication of information that can be easily categorized and counted for

consistency; rather, they are time-bound interpretive, political and moral
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acts” (1993, p. 5). Sandelowski believes that one of the greatest threats to the

validity of qualitative research is the ion lidi lies on

reliability. Assessment of the temporal consistency of participant's stories,

corroboration of stories by other participants, and attempts to obtain

agreement in the coding of data—all efforts to establish reliability—rest on

the assumption that “reality is external, consensual, corroboratory and

repeatable" (p. 3). Rather, from an interpretive paradigm, reality is assumed

to be multiple and constructed and the nature of narrative data—the heart of

qualitative inquiry—is intrinsically revisionist.

In this project, member checking involved the process of discussing my

emergent interpretations with participants in the study as described under

Data Collection Procedures. This process primarily guided data collection, but

also established credibility of my ongoing interpretations. My initial research

proposal included plans to have participants review a draft of the final

analysis, make corrections and suggestions and thus establish the integrity of

the presented findings. However, the time between data collection and the

conclusion of data analysis and my emergent awareness of the perpetually

changing nature of the narrative resulted in my concluding that an attempt to

find “temporal, informational, or intentional consistency” (Sandelowski,

1993, p. 6) among the stories of the women I interviewed might lead to

significant analytic and ethical problems.
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It must be remembered that my interpretation of the women's stories is

a construction—actually, a reconstruction of those stories as told to me.

Ultimately, the story is mine and it is being presented as a scholarly creation

to a specific target audience—not an audience of women with disabilities, but

of academics and professional peers. Through data interpretation, individual

stories of the women in the study become part of a larger abstraction that

incorporates them with other's experiences (Sandelowski, 1993). Thus, the

uniqueness of each woman's reality to some degree is lost in the process of

generating a scholarly representation of 19 women's lives. Member checking

through a review and critique of the analytic work-in-progress would serve

only to muddy the waters as the women view the resultant collage through

their unique and ever changing perceptual lens.

Auditability substantiates the trustworthiness of the findings.

Recognizing that reality is not "a thing in itself", but is constantly emerging

and changing and that the research process itself is an emergent one,

trustworthiness in qualitative research is established through auditing both

the research process and product. The process is audited through the analysis

of the decisions made throughout the study, thus allowing other researchers

to follow and evaluate those decisions (Lincoln & Guba, 1985). It is an effort to

generate verifiable knowledge about the interpretive process itself.

Rodgers and Cowles (1993) identify four types of documentation

essential to a comprehensive audit trail. Contextual documentation in the
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form of fieldnotes provides the necessary context through which to

understand the interview and observation data. Accurate and complete

fieldnotes provide the findings with a density (Glaser & Strauss, 1967) and

interpretability (Lincoln & Guba, 1985) that are essential to establishing

trustworthiness.

Methodological documentation or a recording of the methodological

decisions made throughout the study is a second component of the audit trail.

In an emergent research process, the importance of identifying and

supporting decisions regarding that process is essential to an accurate

assessment of the dependability of the study.

A third constituent of the audit trail is analytic documentation or a

record of the thought processes that guided the decisions made while

examining and coding the data. Often these thoughts or insights arise

spontaneously and unless documented may be lost forever. It is within the

analytic notes that the researcher questions the 'fit' of the data with the

emerging conceptualizations and themes and re-examines the paths of

analysis taken (Rodgers & Cowles, 1993).

Finally, personal response documentation records the researcher's self

awareness, biases and values throughout the research process and reflects its

inherent reflexivity. As such, “trustworthiness becomes a matter of

persuasion whereby the scientist is viewed as having made those
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[contextually grounded linguistic and interpretive] practices visible and

therefore auditable” (Sandelowski, 1993, p. 2).

A log in which decisions regarding the research process and reflexive

notes were recorded; the raw data including audiotapes, field notes and

summaries of hunches and hypotheses; data analysis products including

coded transcripts and written thematic analyses were methods by which the

processes were made visible for this study.

New understandings arise through critique of ideology. Central to

critical research methodology is the critique of extant theory and ideology—

including the researcher's ideological stance. Without such critique, research

threatens only to support the dominant paradigm and not to challenge

current understandings and thus, reach new levels of awareness. Critical

researchers are avowedly partisan and unafraid of the label 'political' attached

to their research endeavours. Through a process of self-conscious criticism,

researchers in the critical paradigm attempt to become aware of “the

ideological imperatives and epistemological presuppositions that inform

their research as well as their own subjective, intersubjective and normative

reference claims” (Kincheloe & McLaren, 1994, p. 140).

Through a critique of my own biases and values”, the dominant

conceptual paradigm of disablement, the extant literature on disability, and

*This critical reflection early in the process resulted in rejection of my initial research question
which was "The impact on family functioning of a physical disability in the female parent",
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the ascendant positivistic research paradigm, I struggled to challenge the

internal and external ideology that had guided my clinical and research

practice to date. In the gestation of my research question, identification of

theoretical perspectives, and selection of research methodology, I sought to

become concientized myself to the historical, political, social and economic

contexts of the lives of women with disabilities. Further, I engaged in a

critique of the dogma that maintains the social and research environment

and structures that reproduces the status quo and thus, the veil that has

masked the experiences of women with disabilities, from the view of health

and social science researchers, the community of persons with disabilities, the

larger society and the women themselves.

Critical research possess catalytic validity. The degree to which

research assists those it studies to understand the world in a different way and

gain self-understanding and self-direction is defined as catalytic validity

(Lather, 1991). Without an emergent critical understanding of the world and

how it is patterned through ideology, individuals will not be in a position to

reconstruct it and, in so doing, improve their lives.

Through this study, the women were clearly participants in the process

of knowledge development. Together, we questioned how their ‘world’ came

to be, whose interests are being served by the way in which their world is

structured (physically, socially, politically and economically) and how we

based on the inherent assumptions (grounded within the functional limitations paradigm) in
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developed our own perceptual view of disablement. Through a discursive

process that included reflection and ongoing mutual analysis of their

individual experience and the stories and experiences of the other women in

the study, together we sought a new understanding. “Naming" is described as

“learning to see beyond and behind what one has been socialized to believe is

there" (Hall & Stevens, 1991. p. 26). In feminist inquiry naming power is

shared with women through attempts to understand reality from the

“gendered perspective of the participants, by using their language to describe

phenomena and create theory, and by presenting their verbatim stories to

illustrate analytic arguments” (p. 26). Thus, one aspect of rigor in feminist

inquiry is ‘hearing' the voices of the women in the written account (Acker,

Barry, Esseveld, 1983).

Critical research, like feminist research, seeks to make voices heard.

Through these voices, the contradictions and assumptions of the world of

appearances—contradictions and assumptions that are accepted by the

dominant culture as inherent and sacrosanct—are made visible, to the

women themselves and to the larger community. The transformative process

of this research is to question what appears obvious and to undermine what

appears natural (Slaughter, 1989) with the goal of reconstructing a perception

of the world.

the question itself.
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To conclude, qualitative researchers who have attempted to establish

criteria by which to determine the plausibility or trustworthiness of

interpretive understandings of the nature of the world caution that any

criteria should be considered open-ended—they can never be completely

satisfied (Hammersley & Atkinson, 1983; Lincoln & Guba, 1985; Sandelowski,

1986, 1993; Strauss & Corbin, 1990). Because of the defined nature of reality as

contextual and changing, absolute trustworthiness of interpretive work can

never be fully achieved. At best, interpretive work can only “persuade”

(Lincoln & Guba, 1985, p. 329).
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Chapter 4

INTRODUCTIONS...THE WOMEN OF THE STUDY

This chapter represents a capsulized version of the life of each of the

participants in this study, a kind of 'snapshot' of each woman at the time of

our interviews together. In addition to including the more usual details of

age and the type of disability, I have focused on aspects and issues that each

identified (explicitly or implicitly) as most germane to her life. Following

these brief descriptions, I will present a more fully dimensioned look at the

lives of four of the women— Elizabeth, Jocelyn, Leslea and Grace. This

quartet does not represent the entire group of nineteen participants in any

analytically meaningful way. Rather, it is hoped that a fuller explication of

these four lives will provide a contextual backdrop for the reader to approach

the women's stories and their relevant themes that follow in the next

chapter.

In developing this context, it is important to note that the participants

all lived in and around San Francisco. The Bay area is a region of great

diversity—geographically, politically, economically and culturally—and these

women reflect some of that diverseness.

Exceptionally well educated, all of the women were high school

graduates and more than half possessed university level education. However,

the economic realities of these women's lives varied markedly. While some
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were employed on a full-time or part-time basis, others relied solely on social

assistance programs.

Living arrangements reflected these economic strata. One women did

not have a permanent home and was house-sitting for other people at the

time of the study, approximately one half of the women owned their own

homes, three women lived in subsidized housing (two of these in specialized

supportive long term care environments), and the remainder lived in rental

apartment units primarily in San Francisco or Oakland.

Finally, the significance of the diversity of the San Francisco Bay area to

this study is underscored in noting that six of the women in this study self

identified as lesbians. Two of the participants represented ethnic minorities

that contribute to the multicultural mosaic of the region.

To be sure, women who respond to a flyer asking them to 'make their

voices heard’ represent a discernible group within the larger population of

women with disabilities. As activists, members of support and athletic

groups, and more generally as women who have reached out into the

community of persons with disabilities, these women had already begun to

find and acknowledge the importance of their voices and the voices of other

women with disabilities. While their personal motivations for participating

in the study were as disparate as their lives, all enthusiastically shared their

stories—and their hope—for a better quality of life for themselves and all

women with disabling conditions.
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The Women

RUTH. At 35, Ruth had been married for a decade and living with

multiple sclerosis half of that time. She and her husband lived in a second

floor walk-up apartment in San Francisco. Because of her unsteady gait and

progressive weakness and fatigue, Ruth used a motorized scooter to negotiate

the hills that surround her home and to complete household chores such as

shopping. Ruth's apartment was comfortably furnished, homey and reflected

her interest in art.

Although the rapid and continuous progression of her disease had

prematurely ended her career as a teacher, Ruth was very active as the

secretary of a local advocacy group working towards disability awareness

through political action. Ruth's involvement in this group arose from her

emerging philosophy that “you can't expect the world to know that you need

them unless you somehow reach out and do something about it.”

It was through the advocacy group that Ruth became aware of this

study. She volunteered to participate in order to learn more about the

experiences of other women living with disabling conditions and to inform

the medical community about the needs of people with disabilities.

IACKIE. Jackie, 36, also lived with progressive multiple sclerosis. She

shared a one-bedroom, ground-level flat in a residential area of San Francisco

with her big, energetic dog, Chagall. Jackie sometimes walked with a cane but

employed a manual wheelchair for longer distances. She still occasionally
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drove her car in the city although finding accessible parking was becoming

increasingly difficult.

An avid reader, Jackie filled her world with books and ‘beautiful

things' and her eclectic apartment reflected those values. Although in a

relationship with a woman (a health care professional), Jackie maintained a

'sham marriage' in order to retain her health insurance and her apartment.

During the interviews, she spoke with anger of how people with disabilities

are devalued in American society and how ‘the system', ostensibly set up to

help, had become a significant contributor to a disabling environment.

Aiming for financial independence, Jackie had plans to establish her own

business but was pessimistic about her ability to work with ‘the system', an

unavoidable necessity in carrying out her plan.

FLORA. A 41-year old woman with multiple auto-immune conditions

and environmental sensitivities, Flora was a health care professional

working as a therapist out of her home. Our interviews together were

highlighted by Flora's stories in which self-revelation and self-understanding

from her own disabling conditions led to her therapeutic work with others in

similar situations.

Flora lived alone in her own comfortable one-story home in a

neighbourhood of small, neatly kept houses and tree-lined streets south of

San Francisco. The experience of having an environmental illness had

helped her become aware of her need for a close relationship with nature and
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she spoke of plans to move to a more rural setting where this relationship

could be nurtured.

IOANNE. Joanne was a 35-year old woman living with diabetes,

asthma, osteoarthritis and environmental sensitivities. A legal secretary, she

was attending school part-time to obtain her law degree. Joanne lived with

her partner Pat (who also participated in the study) in their one-story home in

an Oakland neighbourhood along with a multitude of cats and Pat's service

dog, Hector. Joanne strongly identified as an activist for the rights of people

with disabilities and had taken roles in a number of political and community

activist groups. She and Pat were a highly visible couple within the disability

and lesbian communities in the East Bay area.

PAT. At 49, Pat identified herself as a disability activist and educator.

Living with post-polio syndrome, osteoarthritis, obesity and environmental

sensitivity, Pat had successively worked in two disability related jobs during

the time of our interviews. Using a motorized wheelchair and a modified

van, and supported by her service dog, in-home attendant care and partner

Joanne (see above), Pat was very busy ‘balancing' her employment, home,

relationship, disability related ‘invisible work' and activist efforts. She and

Joanne had effectively modified their Oakland home to accommodate Pat's

wheelchair. The home reflected their busy lifestyle with books, work papers,

cats and pet toys gracing the living room where we conducted our interviews.
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Pat was extremely well informed about her physical condition and had

worked on becoming aware of her body's limitations and strengths through a

variety of therapies, including bodywork. She had also educated herself about

the resources and services available to people with disabilities. Our

interviews often focused on her demeaning encounters with a system that

she believed potentiated the disabling environment within which she and

others with disabilities lived.

Pat was widely known within the disabled community. Her plans

included returning to school to study policy development to enhance her role

as a disability activist.

SALLY. At 28-years old, Sally was the youngest participant in the study.

After hearing about the interview process from Pat, Sally wanted to share her

experiences as a teenager and young woman with a progressive visual

impairment. ‘Legally blind' at the time of our sessions, Sally was expected to

experience total vision loss over the course of time. Sally also was troubled by

severe allergies and autoimmune problems (and the resultant fatigue and

frequent illness) that often accompany the syndrome responsible for her

blindness.

Sally had a graduate degree and worked for a service agency in Oakland

providing support for visually impaired people. She lived in a sparsely

furnished but spacious ground floor apartment with her guide dog, Midnight.

Her biological family lived on the east coast and, while her relationship with
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them was quite positive, Sally believed that this distance had been integral to

her independence. The mainstay of Sally's local support was a friendship with

a man whom she had met through work whose companionship she valued.

KATHY, Kathy, 42-years old and of Asian heritage, had lived for the

past five years with an acquired brain injury (ABI) sustained during a severe

asthmatic attack. Kathy, requiring assistance with all aspects of daily living in

her multi-level townhouse in San Francisco, relied on a full-time, paid

companion. She used a tripod cane indoors and a manual wheelchair to get

around outside the home. Kathy attended a recreation centre for people with

disabilities where she was involved in a peer counseling program, support

groups and a computer class.

Because her mobility, balance, speech, writing skills, cognition and

memory were significantly diminished by the brain injury, Kathy had been

unable to continue her career as an occupational therapist. She had a teenage

son who lived with her ex-husband and visited occasionally. She maintained

a close relationship with her parents who were able to assist her financially as

well. Kathy believed that her parents' cultural background and expectations

had led her to be unnecessarily dependent on them and, during the time of

the interviews, she was involved in reasserting some level of independence.

This process included, over her parents' strong objections, building a

relationship with a male companion whom she had met through the

sheltered workshop.
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MURIEL. Muriel was a soft-spoken 50-year old woman who walked

with a cane because of her osteoarthritis and obesity. She lived with her adult

son in a ground floor apartment in San Francisco and worked part-time as a

guide at a local historical site. Muriel became aware of the study through a

therapeutic swim program and was particularly keen to share her experiences.

Significantly limited in her mobility, Muriel was continually frustrated

by her experiences with using public transit within the city. Her rhetorical

questions of “why people can treat others this way?" haunted our interviews

but ultimately remained unanswered.

SANDY. A 47-year old educator, Sandy lived with diabetes,

osteoarthritis and obesity. She and her lesbian partner resided in a nicely

furnished one-story home in an upper middle class neighbourhood south of

San Francisco. Both women worked full-time while enjoying traveling and a

variety of outdoor activities in their leisure time. However, these activities

had become increasingly difficult as Sandy's arthritic condition progressed.

Sandy volunteered for the study based on her identification of herself

as having a mobility impairment. Throughout the interviews, she struggled

with her identity as a women with a “disability" and her perceptions of what

that meant to her life.

MAUREEN. Maureen had a severe environmental sensitivity with

neurological involvement which had surfaced in her early 30's, about 10 years

prior to our interviews. When in a non-toxic environment (for example, as
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we hiked together in the hills) Maureen had no physical symptoms, but when

exposed to certain environmental conditions, she would become profoundly

spastic, dysarthric and confused. Because of her past history of drug use,

Maureen had struggled to convince the health care and social services

systems that the environment was the genesis of her disability.

Divorced for several years (after the onset of her disabling condition),

Maureen lived alone in a subsidized flat in Marin, north of San Francisco.

The flat was sparsely furnished and modified to lessen the likelihood of a

toxic reaction. For example, cupboard doors made of pressboard had been

covered with aluminum foil to contain the formaldehyde and the floors were

bare. Maureen used only natural fiber linens and organic, unscented cleaning

supplies.

Maureen had become an active advocate for people with

environmental illness (EI) in order to help others understand her condition,

particularly the enormous effort required to procure non-toxic products

necessary for daily living. She produced and distributed an EI newsletter

through which she was able to correspond with people with EI throughout

the world. Maureen was also enrolled in correspondence university courses

in policy development, through which she hoped to have greater influence

on environmental control. Her humour and determination, despite the toll

she knew her efforts were taking on her body, in fulfilling her "assignment to



106

clean up the earth" punctuated our interviews and significantly altered my

sensitivity to the world around me.

ROBIN. Robin was a 49-year old diagnosed with rheumatoid arthritis

about 10 years ago. Her limitations included fatigue and some restriction in

movement primarily in her hips, knees and feet. Nevertheless, the

symptoms of her arthritis had been well controlled and Robin believed

herself to be improved physically.

Robin, divorced a decade earlier after 17 years of marriage, was

involved in a newly established lesbian relationship. She did not have a

permanent residence and, as an alternative, ‘house sat’ in other's homes. At

the time of our interviews, she was staying in Sandy's home.

While Robin spoke about having enough money to buy a small

truck/trailer in which to travel and live, the uncertainty that faced her did

not appear to be a major concern. As a Zen Buddhist, Robin's spiritual life

was vitally important to her and her life experiences had taught her to open

herself to receiving whatever “gifts" life offers. That philosophy, emphasizing

openness and peace, was a theme that arose often during our interviews. It

stood in stark contrast to stories Robin told of the periods of deep depression

and suicidal thoughts that characterized her life early in her illness.

ROSE was a dynamic 51-year old woman who lived with her two cats

in a two-story townhouse in an attractive residential community just north

of San Francisco across the Golden Gate Bridge. Impaired by rheumatoid
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arthritis and obesity, Rose used a manual wheelchair for mobility. Rose had

been a laboratory researcher with the federal government and had retired on

a disability pension in 1979. Self-employed in word processing, she had

launched a company aimed at providing public education about the need for

modifications for people with disabilities, particularly those who have

limited use of their hands.

Although she was able to work after having had several joint

replacements and her arthritis pain quite well controlled, Rose was finding

the struggle to maintain her benefits through her pension and to achieve her

career goals increasingly burdensome. However, as did number of the other

women in this study, she trusted that she was “being taken care of" by a force

greater than herself and that she was doing what she was “supposed to be

doing” in her roles as activist and educator. She had targeted the medical

profession, whose knowledge about disability she found wanting, as the

primary thrust of her educational activities. Indeed, Rose's motivation for

participating in the study was to educate nurses (commencing with me) about

the issues and needs of people with disabling conditions.

RACHEL. Self-employed as a writer and teacher offering classes in

English literature, Rachel was a 41-year old woman with lupus, porferia and

environmental sensitivities. She and her husband had moved to San

Francisco from the east coast to avoid the cold winters that had aggravated

her condition after her diagnosis 12 years ago. However, the severity of her
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illness had left her husband “drowning" and they divorced. Rachel lived

alone in her two-story home in San Francisco.

Rachel believed that her body was her betrayer—it had turned on her

and gone out of control. Realizing that she could “do nothing to keep the

dominoes from falling", she vowed to live her life "at super warp speed.”

Defining herself as a feminist, activist and educator, Rachel started and

maintained a support group for women with life threatening illnesses.

IANET was a 49-year old health professional with a graduate degree

who lived with her lesbian partner and 4-year old adopted son in their two

story home in a residential community south of San Francisco. Living with

obesity and osteoarthritis, Janet was fully independent and mobile. She

identified her weight as more disabling than the arthritis and sought support

from her network of large women friends. Janet volunteered for the study to

help increase awareness of the needs of large women.

MARY IEAN. A 42-year old woman with a rapidly progressive and

terminal form of muscular dystrophy, Mary Jean required a cane and foot

brace to assist with her mobility. Mary Jean valued the coping mechanisms

she developed in Alcoholics Anonymous (AA) in learning to live with her

deteriorating physical condition. She was first able to reveal her diagnosis to

her AA group and its members continued to be her main source of support.
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During the time of our interviews, Mary Jean's common-law

relationship of several years ‘broke up' (she had been divorced once before)

and she had moved from a two-bedroom apartment near the ocean to a

studio apartment in a small downtown San Francisco apartment building.

Mary Jean had two adult children with whom she had had little recent

contact. A petite woman with an unsteady gait and limited arm and shoulder

mobility, Mary Jean seemed vulnerable living in a rather “rough”

neighbourhood. However, her philosophy, acquired through her work with

AA, enabled her to “take one day at a time."

ELIZABETH. A 45-year old woman of northern European background,

Elizabeth had lived with the remission and exacerbation of rheumatoid

arthritis for eight years. She was a thin, frail-looking woman with marked

deformities of her hands, arms, knees and feet. Pain (constant, and at times

severe), stiffness, an unsteady gait, difficulty climbing stairs and decreased

strength in her hands and shoulders made it difficult for Elizabeth to function

as a homemaker and student. However, Elizabeth was fully mobile with the

assistance of a cane and a car for getting around within the city. Unlike many

of the women in the study, Elizabeth was financially comfortable and

received benefits through her husband's work. Consequently, she had full

medical coverage, including a drug plan which covered the cost of numerous,

expensive medications.
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As our interviews began, Elizabeth was living with her husband and

her two cats and dog in a modern, nicely furnished two-story home in the

often foggy hills of San Francisco. They had two adult daughters, both in

university, the older in Europe and the younger attending a local school.

Elizabeth's husband worked for a computer company about an hour's

drive from their home but, during the months of our interviews, had moved

into an apartment closer to his work. Although he did continue to provide

some assistance with household tasks and personal care, Elizabeth was often

alone. Nonetheless, she viewed the separation as “easier for everyone

concerned"—

I'll grow more independent of him...I am affected by his moods. Like

when he's in a mood, I get in a mood—which is a stupid thing...and it's

my fault, it's my fault, it's my fault! Oh God, all that stuff. And I think

I'm getting out of that a bit...so many things have happened and it's all

been my fault.

This theme of self-blame punctuated our early interviews. Often

referring to herself as “weak", "frightened", “stupid" or “lazy", Elizabeth had,

in fact, concluded that personal weakness had brought on her illness—

I'm not a strong person...I can't do anything on my own....I'm lazy...I

always saw myself as being the stupid one. And also, I'm the only one

that's got ill as well....Strong people don't get ill.

Jolted into action by her husband's relocation, Elizabeth made a

conscious decision to live her life differently. She decided to attend college on
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a part-time basis and rapidly gained both self-confidence and self-esteem as a

woman and student living on her own.

You're not such an idiot that you think you are....I can do that!

Whereas before I always thought, ‘No, I can't.' That's helped me a lot I
think!

As she embraced change, Elizabeth moved from the self-blame which

had silenced her own voice and experiences and toward considering her own

needs and goals. As she came to realize that the negative voice of her

husband had echoed and reinforced her own, she was able to stop listening to

either and begin to hear the voices of other women living with arthritis

through a support and aquatic therapy group.

Although challenged to experience her life as a woman with a

disability differently, Elizabeth was not yet ready to speak up in the world

outside her home (indeed, she even doubted that her story contributed to the

value of this study!). As she surmised, “When you allow yourself to be a

doormat after so many years, it's very difficult not to be a doormat.”

Although her reluctance to ask for assistance or extra time in moving

from class to class and her concern about the visibility of her disability as she

stumbled and fell on the stairs at school evidenced the enormity of the effort

required, Elizabeth continued to struggle to transform the messages she sent

herself. And as our time together passed, I witnessed her words to herself

grow more gentle and encouraging.
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IOCEYLN. Jocelyn, a 34-year old woman of colour, had known

disability nearly her entire life. She had had asthma since her childhood, then

had been diagnosed with multiple sclerosis (MS) at 15, and, finally, had

suffered spinal cord and head injuries in an automobile accident when she

was 22 years old. Her MS in remission (its only evidence being occasional

weakness), Jocelyn is wheelchair mobile and lives alone in a one-bedroom

apartment in a not-for-profit independent living facility. She has part-time

in-home attendant support to assist her with self-care, shopping, meal

preparation and home maintenance.

Because she was in the military at the time of her spinal cord injury,

Jocelyn had full medical coverage and received a partial disability pension.

Jocelyn believed that the early treatment she received for her injuries was

"pretty bad...I was definitely...thrown away—discarded" and reflected her

diminished value—as a woman and, especially, as a woman of colour. Left

with incomplete quadriplegia as well as a learning disability as a result of the

head injury, Jocelyn spent months in a VA rehabilitation hospital. As the

only woman (and lesbian) in a male-oriented environment, Jocelyn became

"a bit of a showpiece, which was very difficult for me. But at this point, it was

survival mode.”

Following her discharge from the hospital, Jocelyn experienced the

tandem of desolation and despair. Her sense of frustration grew as she

realized how ill-prepared she was living with her disability.
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I felt dumped...really abandoned...and hopeless. I tried to live my life

the way I did before I was paralyzed and it wasn't working!

Happily, after meeting some women who played wheelchair sports her

“whole life began to change.” Family support was also critical in Jocelyn's

learning to live as a woman with a disability. Her relationship with her

mother (with whom she lived immediately upon discharge) had continued

to be very close and central to her life.

As well, Jocelyn viewed her feminist friends as supporters who would

not allow her to “give in to despair" to be crushed by “the system'.

...had I not had the support system that I have, I would have definitely
either died or have not been as well as I could be. Because I would have

been tired; I would have given up...only the strong survive, you know?

Jocelyn defined herself as a fighter—"constantly challenging and

breaking stereotypes." As an avowed feminist, she refused to play the role of

the victim. When we first talked on the telephone about the study, Jocelyn

described herself to me as “striking looking.” With her short-cropped hair

and in an electric wheelchair, Jocelyn indeed turned heads as she motored up

and down the San Francisco hills near her apartment. She enjoyed stylish

clothing and worked at looking attractive when she attended parties or joined

her partner at a restaurant or theatre.

We also discussed Jocelyn's sexuality both as a woman and as a lesbian.

Jocelyn believed it was important for her to respond to the pervasive societal

expectation and assumption that people with disabilities are asexual. Having
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had several intimate relationships since her injury and knowing her body

well, Jocelyn enjoyed the physical aspects of sex and her expression of

sexuality as a lesbian—

...I know that I'm a good lover...it takes some creativity and

imagination. But I've got it down to a fine art...I'm still a breathing,

warm, giving, loving person.

Jocelyn was one of the seven women in my study (Ruth, Pat, Joanne,

Rachel, Maureen and Rose were the others) who actively employed her voice

and energy for people with disabilities. As a member of the Mayor's

Subcommittee on Disability and a transit advisory board and as a coach for

wheelchair athletes and founding member of a Support Group for Disabled

Women of Colour', she had spoken out as an individual and had joined her

voice as well with others in the feminist, lesbian and disability communities

in actively seeking social change. In stark contrast to Elizabeth's often

apologetic and timid demeanor during our interviews, Jocelyn was striking in

her bold and forthright articulateness.

Even in the face of such positive approaches to life, Jocelyn had clearly

felt the sting of social disapprobation. She spoke often of the diminishing

attitudes and behaviours she had encountered as a woman in a wheelchair

and frequently referred to “gimp humour" as a means of coping. Although

* As a result of the systemic discrimination faced particularly by disabled women of
colour, Jocelyn began a support group for these women which takes into account their culturally
unique coping methods.
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strength and energy permeated her stories, Jocelyn's significant disabilities

often left her feeling vulnerable. This was perhaps most evident during an

interview that occurred not long after the disastrous and deadly earthquake in

San Francisco in 1989—

I was like sitting there absolutely helpless....I knew to get into a

doorway, but couldn't move....and they didn't have anything here in

this building to evacuate me with. So that hit me in a way that was like

a horror. I started thinking, 'Oh my God, I'm going to die. I'm going to

be the last one out. They could drop me! Just all that stuff—just how

vulnerable I was....And it just rocked me. The earthquake affected me

in a way that was very strange. I felt as if I had to put my house in
order.

While the defenselessness Jocelyn felt during the earthquake crisis

might easily be taken for granted (indeed, having experienced that same

tremor, I was forced to admit my own vulnerability to the whims of Mother

Nature), the sense of emotional exposure Jocelyn repeatedly endured brought

the complexity of the experience of disability into jarringly painful focus.

Jocelyn shared stories of how her seemingly limitless strength and confidence

wavered—and occasionally even crumbled—in response to the disabling

interactions encountered in her social world—

I've had people just sit and stare at me. And the ranges are from

complete wonderment to like disgust...as to how dare I be present....It
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makes me wonder...sometimes I start buying that social stigma. Well,

maybe I shouldn't go out so much....It makes me question myself.

There's a side of me that's very brave and you know, really out there.

And then there's this other part of me that's really disciplined and

contained and says ‘what are you doing?'

Her writing and sense of spirituality served both as emotional outlet

and refuge for Jocelyn. Her written words (poetry, short stories, children's

stories and other articles) expressed her anger, fears, hopes, joys and love as a

woman and as a woman with a disability—allowing her to reach others in a

way that her speaking voice denied. Her spirituality empowered her to be

open to the gifts that are out there "even in sadness and loss."

During our last interview, Jocelyn revealed her belief that she would

soon experience a momentous change in her life—

I'm being prepared for something — I'm not sure what! Something's a

brewin'!...if I ignore the preparatory call, then it ends up not going

right, or I go through the lesson when I shouldn't...

Jocelyn had responded to an earlier 'preparatory call' when she became

"clean and sober' six months prior to her paralyzing injury. Rejecting her

friends' explaining away of the phenomenon as coincidence, Jocelyn believed

she had heard a higher voice. She viewed being in touch with what was

happening to her and listening to “the call" as an essential, if “scary" step in

her spiritual evolution—
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I guess I needed to know that I could grow, And I'm doing this for my

growing. And wherever it takes me, it takes me...this is my time to say

‘I can do this.’ I’m doing it!!

LESLEA. Forty-two year old Leslea had lived with progressive multiple

sclerosis for 26 years. She resided in an independent living complex for

people with disabilities in a residential community north of San Francisco.

Her ground level apartments was neatly maintained and fully accessible in a

park-like setting. Close by was a small mall where Leslea, aided by her home

support worker, went to shop or for a meal or coffee. She and I had an

especially pleasant time at a café there, sitting in the shade and sipping coffee

as we recorded our discussion.

Leslea had used an electric wheelchair for mobility for six years and had

part-time in-home attendant support for assistance with personal care,

shopping, meal preparation and companionship. Spasticity, lack of energy,

and muscle weakness severely limited Leslea's mobility and her speech was

often slurred and difficult to hear.

Divorced from an abusive husband while in her early 20's (after her

diagnosis but prior to the onset of the disabling symptoms of MS), Leslea was

able to live independently. Having a college level education, she enjoyed her

work in various service industries. Following an acute exacerbation of her

disease which required hospitalization, Leslea lived briefly with her mother

in central California but found that the heat significantly increased her MS

symptoms. She then moved to her apartment and found that she enjoyed
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living alone in the cooler climate near the coast. While she valued her family

(particularly her mother and two sisters) as significant social supports, Leslea

believed that her geographic distancing allowed her to live her life more

independently.

Leslea's spiritual beliefs grounded in Christianity were central to her

life and her support network included church friends and a ‘phone-in'

Christian radio broadcast. Our interviews focused on Leslea's faith and the

ways it imparted to her spiritual and mental healing and strength. Part of the

healing process for Leslea had been to learn to listen to her body as the

foundation for doing “the best [she] can.” While she held that God always

provides the way, she also acknowledged her responsibility to take action for

herself.

This personal commitment included looking after her body through a

healthy diet and vitamin therapy. Becoming aware of her body ("our bodies

do speak to us") and its susceptibility to the disease process and her emotional

state was a key self-care achievement for Leslea. Her need to care for herself

was also being met by advocating for her needs through writing letters to

politicians and political organizations. Whether it involved taking action

about the passing of drug legislation, obtaining an exercise bicycle through her

disability coverage under Social Services, or demanding the availability of

recycling to her apartment, Leslea's activities reflected her philosophy that
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“asking is important, and not being dissuaded by the disability. The help is

there.”

Taking risks, taking advantage of available help, being an example for

others, and not “rolling over and playing dead" were foundational elements

in Leslea's life as a woman with a disability. As a pragmatist, she also

recognized the necessity of “working the system.” Thus, she viewed such

strategies as hiding money from Social Security bureaucrats (to ensure a “little

extra" to spend at Christmas or for family birthdays) and altering the number

of hours her support worker provided as justifiable responses to a system that

allows little room for meeting individual needs.

Leslea saw her herself as a role model, not only for people with

disabilities but for physically able people as well—

...physically able-bodied people, I found, just don't realize they have to

enjoy life. And take stock of what they've got and what they've got

going for them....there's such enjoyment in just living life. And if

anything I can just teach people by example how to live life, and like it,

and enjoy what's in front of you...

Attesting to Leslea's influence, her support worker joined the

conversation by adding her view of the benefits she gained from their

relationship—

Personally, what I benefit from is just how much fun Leslea is—

something I haven't had much of. I’ve suffered from terminal

seriousness my whole life. And Leslea's really fun and humourous and

she has some slapstick humour.
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This assessment fits perfectly with Leslea's view of her role as

“ambassador" for God—being responsible and faithful to living her life to the

fullest. This is no less than what she believed God expects of each of us.

GRACE. Grace captivated me from our first moments together. She

had telephoned to convince me to accept her into the study after learning of

the study in a therapy group for women with disabling conditions. Because

she had lived with significant mobility limitations for forty years (the

sequelae of severe polio in her infancy), I was at first reluctant to include her.

It was my good fortune that Grace artfully and successfully argued that the

post-polio syndrome that commenced in her 30's was “like a second

disability” and thus met the study criterion of adult onset. Clearly, I had to

agree, the onset of post-polio syndrome represented a new kind of disability

for this woman.

The four interviews with Grace proved to be among the most

invaluable sources of my understanding of the lives of women with disabling

conditions. The pseudonym I chose for her representation here reflects a

signifying aspect of Grace's feeling about herself and her body that resonated

in her stories and throughout those of many of the women who contributed

to this work—

...I feel real good about this body, therefore I want to present it as

graceful and elegant as possible.
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From an early age, Grace had pondered what presenting oneself to the

world as a person with a disability meant—

... what does a disabled person look like? Do they look all twisted and

unclean and gangly? Why can't they be clean and presentable and feel

good about themselves?...Physically, I feel very confident and very
feminine.

Feeling good about her changing body had entailed getting to know and

understand it. Through body and dream work, stretching, acupressure and

other forms of non-traditional therapies, Grace had come to an acute

awareness of her body and its needs. Though impeded by pain and flexion

deformities in her shoulders, hips and feet, Grace was able to stand, walk and

drive her car with the assistance of lower leg braces. Her sexual life was

central to her sense of herself as a woman as was exploring and exploiting all

aspects of her physical, emotional and spiritual self.

The mother of two adolescent boys, Grace lived with her sons in a

single-story duplex in a residential community south of San Francisco. She

maintained a relationship with her parents and large extended family but felt

that they had never really understood her need—and more importantly, her

ability—to be independent. Her relatively recent decision to divorce an

unsupportive husband after 16 years of marriage was deemed by them to be

“foolish", "risky" and “selfish.” The message Grace received from her mother

was that she expected too much—
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He doesn't beat you. He doesn't drink. Why do you have to be happy

too?...It's very tough for a man to love a disabled woman.

For herself, Grace judged that her decision to divorce was “incredibly

courageous,” freeing her from a stressful situation and allowing her to direct

her energies toward her personal life goals. Somewhat ironically, her need to

be independent had not always been liberating. Referring to herself as

‘Superwoman', Grace recognized that this self-imposed role had exacted its

price—

...Of course I can do this. I'm Superwoman. I'm not Superwoman with

a disability. I'm Superwoman. So I can do everything...! With all my

knowledge, I still abused myself. Ignored myself...that's self abuse. I was

totally addicted to catering to other people and ignoring myself.

The themes of not being a burden to others by taking on the

"Superwoman" role reverberated in Grace's stories. Advised against having

children, Grace instead delivered two healthy sons and ran a day care centre

from her home for eight years. Able to pick up an infant with her teeth and

arms, Grace spent most of her day sitting on the floor to care for the children.

A teacher with a university education in child development and psychology,

Grace enjoyed her work but eventually realized that she was “using up her

body.” Spurred into action by major surgery, she closed the day care and began

working for a company that fits orthopaedic devices. As the weakness and

other effects of her post-polio syndrome increased, Grace was unable to

continue working and left her job a short while before our interviews began.
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She decided to return to school and, during the course of our interviews, was

accepted into a Master's program in counseling.

As she developed the self-awareness that led her to reject her status as a

"burden” to others, Grace concluded that one of the new purposes for her life

would involve teaching what she has learned “from this body.” Because she

viewed relationships as central to her life, the exchange that occurred in them

was “what it's all about"—

...I'm aware that the people who have helped me have learned from

me as well. That's what it's all about. That's the exchange that life is all
about!

And yet opening herself to being on the receiving end of this exchange

had not come easily. Ultimately however, she was able to move beyond her

“stupid ass pride" to accept help, trust, relinquish control and allow people to

care for her. To her surprise, once she allowed herself to ask for help and to

share her needs, Grace found that gifts were offered to her—money for

tuition for school, a word processor to help her with school and her writing, a

trip to the Grand Canyon and numerous other less tangible gifts of time,

support and physical caring. These represented, for Grace, “unconditional

giving” that she continued to feel “undeserving of.” This struggle to open the

self to receiving was a central theme in Grace's story and in those of other

women in this study.

Grace used writing as a means to reflect on her way of being in the

world as a woman with a disability and her home was comfortably cluttered
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with papers from her writing projects. As it had been for Jocelyn, writing was

essential to Grace's self-awareness and growth and as a means of

communication with others. She shared a number of her poems with me

throughout our interviews and in particular, discussed the way in which one

reflected the emotional and physical dance she performed in order to live her

life as she desired—

My life is a ceremony of balance...I wrote about it. I felt it. I felt very
empowered writing it....This is a challenge. A challenge of daily fire...I
run my life like this poem. It's “A Ceremony of Balance"; it's a
dance...minute to minute it's a dance. And that's exciting!

These are the women of this study. They shared their lives for

themselves, for the other women in the study, for me and other health

professionals, and for all those who will read their stories. Longing for a more

just world for all people with disabilities, their voices resounded with fear

and with hope. The following chapter will evoke the three themes that most

echoed throughout the women's stories and that harmonized their unique

voices into a chorus.
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Chapter 5

FINDINGS

“Being disabled is not for sissies." Janet, 1991

As I sifted through the texts from dozens of hours of interviews with

these widely diverse women', what appeared to begin as nineteen distinct

stories began to coalesce into a form more like the chapters of a longer, more

complex narrative. Like recurring melodies in a song, three themes began to

evidence themselves in story after story, in life after life. I have chosen to

address them as–voice, visibility and virtue (Figure 5). In this chapter, I will

explore each of the themes, relying heavily on the women's stories—their

voices, filtered through my perceptual lens.

Voice

Responding to a flyer inviting them “to make their voices heard', each

of this group of women seized what to them seemed an uncommon

invitation. To a woman, they emphatically responded that voice, in a variety

of contextual shades, was fundamental in their daily lives as 'women with

disabilities'. Their stories told how their voices were silenced, how they

eventually found their own voices, and finally, how they learned to use their

"For they were as different from each other in a great many ways as they were similar in
having a disability.
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voices as advocates joining a chorus of voices within the community of

people with disabilities (Figure 2).

Silenced Voices

The sense of these women's silenced voices—the denial of their

individual and collective reality—was a pervasive theme in these stories.

Voices were stilled in many ways and through as many sources. To be sure,

Society's formal Systems (health care practitioners, Social Services, Schools,

employers) and the individual's informal social system (family, friends,

partners) proved capable of exerting enormous suppressive power on these

women. Just as important, the women themselves internalized society's edict

for silence by muffling even their own voices and experiences.

Interactions with physicians were among the most often cited instances

in which the women's voices and experiences were dismissed. Flora, a health

professional, discussed her frustration with physicians who discounted her

story of autoimmune disease and environmental sensitivity illness—

He said "You can't be experiencing what you are experiencing.” And I

said “But I am!". And he said “Maybe you have the flu.” And I said

“For 6 months?" And he walked out the door. It was like, now what? I

wanted to kill him! ... He would say “That couldn't happen" And I'd

say “Why would I make this up?” ... he literally yelled at me to admit

that I was depressed, and that it was depression. And I was furious.

And then he medicated me incorrectly.
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VO I C E
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Similarly, Maureen believed that a certain medication was causing her

to become increasingly spastic and attempted to discuss this with her

physician—

He said, “You can't possibly be having muscle clenching problems

from this medication.” But I couldn't figure out why I started having

the muscle clenching a couple of weeks after I started taking the

medicine ... so I stopped taking the medication and about 5 months

later the muscle clenching stopped.

Jocelyn, a woman of colour with multiple sclerosis and a spinal cord

injury, started a group for black women with disabilities. She described the

common silencing experience of these women to me—

... and they've gone through the same thing with the medical

profession, having to prove and being disproved that they weren't

crazy .... It seems to be across the board. And that is distressing! That is

very distressing ... not to be taken at face value, that you are

obviously—you have some need—(God knows why) to have some

attention from the medical profession! ... All different walks of life,

different financial backgrounds ... across the board, same thing. They

weren't believed. Or they were suspected of being drug dealers,

prostitutes, what have you! Everything negative! So, what does that

tell you?

The lack of options for treatment of her rheumatoid arthritis caused

Elizabeth to feel mute with her specialist—

I do have a problem with him because he pushes me what to do.

When I say to him “I don't want to take this medication", he almost

doesn't give me an option. If I say that I don't want to take this
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medication, he won't treat me anymore ... he thinks it's not worth

treating me, because if you're not going to go on the right course ...

Disturbingly, agencies and services ostensibly designed to meet the

needs of people with disabilities were adept instead at silencing them. Hired

to work with other people with disabilities, Pat ultimately left her position

because she felt that her employer silenced both herself and the those being

served—

I knew [the employer] was not going to be honest with me and up

front. And I feel that a good part of that has to do with my being a

woman, being disabled, and being an active advocate for the disabled

community. That really gave them problems ... I was expressly

forbidden to do advocacy work. You might as well say “Don’t breathe."

They don't understand the relationship between hiring a disabled

person who is gonna be working with other disabled people, and

seniors, and advocacy.

Because I wanted this program to succeed so desperately, I was

willing to do almost anything for it to happen.... It was the fact that

they were cutting a lot of people out. And cutting out the voices of the

users, the way they were. I couldn't live with that.

As Pat sought to express herself about disability issues, the responsive

void left her essentially voiceless—

I wrote reams of letters, and made tons of phone calls. They didn't

respond to anything. Just total silence on every issue that I raised ....

Just utter silence around it ... It made me so angry. It was—it's like if I

speak and if I write and if I express myself, and there's nothing coming

back, it's still silence. Because if communication is one-way, it's, in

effect, still silence.
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Applying for social assistance was consistently viewed by these women

as a process in which their experiences were denied and their integrity

assailed. Jackie and Pat vividly depict this sense of assualt:

They're brutal. They really are incredibly brutal. Filing for something,

they are so incredibly horrible. They deny and, basically, they say that

you're lying. (Jackie)

They sent someone out to the house to interview me, to get all the

information. And I was denied, which absolutely shocked me ... how

could they fail to see what kind of situation this is? ... and I was an

emotional wreck. This was putting me through hell, this process of

applying for Social Security (Pat)

The most devastating impact of these kinds of silencing interactions

(i.e., with the formal social system) was to leave these women without a

language to even discuss their experiences. Pat describes an episode that left

her literally voiceless—

I couldn't talk about it when it was that new. I was devastated! ... I felt

that it was so unspeakable that I couldn't give it words. It's like trying to

describe very terrible pain. The language isn't there. It's an experience

beyond language.

Rose was hopeful about the opportunity to express herself when she

first received a survey about living with a disability. Her expectations were

dashed when it became apparent that the questionnaire reflected an ableist

structure with little room for her reality—

I participated in a questionnaire that they sent out for I guess every

quarter for a couple of years. And they kept sending the same

questionnaire ... all these questions were about your limitations. There
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was nothing positive about your life. “Have you ever thought about

suicide?” “How many times a month do you think about suicide". Not,

have you ever done anything and had a good time. What allowed you

to have a good time? ... They never once said anything about leading a

positive life in that whole set of questionnaires.

Rose repeatedly attempted to point out the quite apparent bias but the

researchers never appeared to respond. In effect, she was silenced over and

over again—

And I kept writing all over it these nasty, nasty comments ... I ripped

them up and down every time ... and they kept sending the same

questionnaire.

Family members were also identified as potent silencing forces. Sally,

who is visually impaired, told how she felt silenced by her well-meaning

family's misguided “concerns for her emotional well-being"—

We used to talk about how things were going in school, around the

dinner table. After I was diagnosed, she [older sister] was told

specifically not to talk about how well she was doing in school because I

wasn't doing that well and it might embarrass me ... when I talked

about cane training and brought up the subject and why we hadn't

talked about it more, Mom said “We didn't want to discuss it, because

we felt you were uncomfortable about it. So we didn't want to make

you feel uncomfortable." And I knew it wasn't my being

uncomfortable, at that point. It was their being uncomfortable.

Similarly, during a family crisis, Ruth was shut out by the family's

silence—

... they didn't tell me for about two days. And that really hurt my

feelings.
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The currently popular media emphasis on self-help and self-cure has

impacted on the lives of most women in this study. Well-intentioned

suggestions by friends, family and even strangers on the street are perceived

as denials of the reality of these women's experiences with their own

disabling conditions. Often, such comments are met with frustration and

anger, sometimes turned inward. Flora told me that she received generous

amounts of advice about how to manage her autoimmune condition—

That's very common ... Californian ... that it's all in your mind. If you

just think positive thoughts ... everyone has advice for what you

should do. And that if you don't do, somehow you're really not

wanting to get well. It's like—it's intrusive—it's crazy! ... if you would

just work with your mind, you wouldn't be sick or sensitive to these

things. That whole line of thinking. It's really hard. I can feel myself

working very hard not to just close down and back down and feel

ashamed and leave ... I think it's a sense of not being seen clearly.

Ruth's experience was similarly oppressive —

There is a sense that you have to be doing something ... be it

alternative treatment or, you know, some kind of something to make

you better ... people are always bringing you “Oh, I heard about this.

And I heard about that.” I think that's really typical .... There is pressure

though, for sure. There is definite pressure.

Jackie's anger at those who offer unsolicited advice exemplified the

emotions expressed by many of the participants—

And then there are the people too, who say “All you need to do is

exercise a whole lot.” “All you need to do is eat this way.” “You just

need to take this.” And they're full if shit! I mean, my God, should I
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just run around and try all these drinks? Or should I do the best I can? I

opted for the latter.

Finally, these women experienced silencing as self-inflicted exile. Pat,

Jackie, and Sandy acknowledged some of the ways in which they rigorously

denied their own realities—

I was trying so hard to hold it together that I wouldn't let that

information in. It didn't fit into the way I wanted to pattern my world,

so I ruled it out. And that didn't prove to be real helpful. (Pat)

I'm really good at faking ... I can fake it. So sometimes with MS I really

don't know if I'm faking it or not, even when I'm by myself ... but that

is what I've always done—put on a person I want to be. (Jackie)

I don't live below my chin—actually below my eyebrows—it's not

possible for me to consider it a disability, because I don't consider it me.

It's like this sack that I carry with me, or this albatross, or the little black

cloud that rains down, but it's not me. (Sandy)

However, despite the collective strength of the forces working against

them, these women were not to be silenced for ever. The following pages tell

some of the stories in which they discovered and made use of their voices.

Finding One's Own Voice

The first step in finding her own voice as a woman with a disability

was a developing awareness of her own body—the source of her internal

voice. Each of the women, in describing the onset and/or progression of her

disabling condition discussed the issue of “body talk” or awareness of the

messages that the body was emitting. Many described how their bodies
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seemed to resort to rather drastic, even violent approaches to “get their

attention”—to "get them to listen.”

I was surprised by how many of them used the analogies of “running

into a brick wall” and “getting hit by a two-by-four" to express this

phenomenon.

Grace explained how she thought she had been prepared for dealing

with the progress of post-polio syndrome but had been brought up short

when she temporarily lost the function of her strongest arm—

My arm did it's thing ... no, this arm was not going to dictate to me

what went on in my life. Yes it did! It brought me right to my face. It

brought me right ... you know, people say “the universe is bringing me

to my knees". It brought me to my face. Right on the ground, you

know! ... I knew how to deal with the progression of the polio, but

when the new weakness hit ... it hit like a brick wall, smack in the face.

Living with a progressive form of muscular dystrophy, Mary Jean

compared herself to the mule in “the old mule story". The story she told

describes how a farmer boasts about his mule as the best in the county—all he

had to do was speak to it and it would mind! In a demonstration to a

neighbour, the farmer hitched the mule to the wagon and told it to

"giddyup". When the mule didn't move the farmer picked up a two-by-four

and hit the mule between the eyes. The mule then trotted off. When

questioned about the need to hit this “best mule" with a two-by-four, the

farmer replied “Well, you got to get his attention first.” For Mary Jean, “these

days sometimes it doesn't take a two-by-four, you know, just a one-by-two" to



135

get her attention. She described the "whoops experience” that alerts her to her

changing energy level—

I'm so used to being such an energetic person that I get up and I forget
that I have these lower levels I have to watch out for and I don't think

about it until I'm in the middle of something and I go "whoops!” But I

am getting better. It's one of those things you learn.

Both Robin and Leslea told how they felt spiritual forces getting their

attention through their bodies. After Leslea was diagnosed with MS, “I

thought, God has been talking to me. And I've been ignoring him and just

listening to what I like. And filtering out the rest. But He had to get me down

on my knees to listen.”

Similarly, Robin, who has lived with rheumatoid arthritis for 11 years,

refered to the onset of her condition as

... whacking me up the side of the head with a spiritual two-by-four.

And getting me to look"... I was just ripping through life actually ... live

hard, love hard and die young I think was probably the motto that I

had. I pushed. I played every sport that I could. I river-rafted. I was

going all the time. And I would not ... I was not taking care of my

mental and emotional stuff. And so the way I look at it now is with

some gratitude that something happened in this body and I could not

ignore that aspect of myself anymore. And God knows, if something

hadn't happened, I probably would have kept right on going .... But it

got my attention!

Whap! Just like a crash. The effect on my body was really like

that too, just swelling up all over, pain everywhere. Yeah, so it got my

attention! A friend uses the expression that ‘God had to use the right

size two-by-four to get someone's attention'. Well, I think God got the
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right size twelve-by-twelve and got my attention. He took a pretty big

whap to get me to stop and pay attention to what was happening
inside.

Maureen's experience, while not as violent as either Robin's or

Leslea's, was a particularly vivid description of how some “force" was

working to “get her attention"—

It feels like I’m getting tapped on the shoulder and then tapped on the

other shoulder and then somebody grabbing me by both shoulders

screaming at me, you know. And I can't tell what the being' is that's

trying to talk to me, unless it's the earth saying, “Clean up the mess, get

a grip, you gotta help, you know." ... it really got my attention. It's like

getting an assignment.

Having come to “attention", these women began to learn to listen to

“body talk". Learning to trust herself and heed her body became essential for

Flora as she lived with auto-immune disease—

Registering your body ... and listening to it... My intuition was right a

lot of the time ... I feel more in touch with my body that I ever have

been. I have to be so in touch with it. And really pay attention to it and

listen, which I never have. I didn't before. I wasn't much of a body

person.

Robin's story suggests that her medical diagnosis diminished in

importance as the trust in her body developed—

I remember at first being really interested in the diagnosis. I kept

getting diagnoses that I didn't like and it was 'OK, well we can do

without that!' Finally just ignoring stuff. Ignoring the diagnosis.

Trusting my body, listening to my body, doing what, I guess what I
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somehow deep inside felt was the right thing to do .... So it was a point

of listening to my body.

Leslea, described to me how she had, as a woman with multiple

sclerosis, "kept herself together"—

It's just how important it is to do just what you can do. And it sounds

too simple. But it works! And learning how to listen to yourself ... I

think that that's important .... Our bodies do speak to us.

Ruth reflected the same view—

You always have to do what feels right for you. And if something

doesn't feel right, you should listen to the ... something.

A number of the women, having recognized the importance of their

“body talk", turned next to “bodywork" to develop a further awareness of

their bodies. Pat's consciousness of her internal communication was essential

to her functioning as a woman with the complexity of post-polio syndrome,

arthritis, obesity and environmental illness. With reference to beginning

bodywork, she described her experience in body awareness—

That's been an aching kind of thing ... because I remember ... I

remember how it used to feel to use my body, to exercise to push

myself. And it feels good. It's hard but it also feels good ... asking my

body to bring up memories and to deal with stuff that had been buried

for years and years and years ... the sound of the waves, and the

memory of the feeling of being ... when I used to be able to go in the
water ... that's still there.

My body remembers .... And I can hear it, my body absolutely

crying out, ‘I need rest. I need ....' If I didn't listen, if I didn't attend to

what my body was saying, I crashed. And it would take me days to
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come back from the crash. There are times when my body just says,

‘Forget it. You're going to sleep." And I do.

The ability to listen to one's body, one's “self", has proven useful

beyond helping these women manage their disabling conditions. This skill

has also pointed the way toward life goals. For example, outlining her plans

to return to school to obtain a Master's degree, Pat mused about her awareness

of her internal compass—

Every time I think about it, I can feel my body just pulling myself in

that direction. It's like that little magnet inside that points north ... I'm

listening to me and being true to myself.

Jocelyn, also seemed to be aware that something is going on within her

that would lead to a change in her life—

I don't know, it's, it's ... all I know is that I'm listening ... So here I am.

Going to be 36. I'm like OK, yeah. Kind of looking over my shoulder. I

have no idea ... It makes me nervous. You know, some big shit is

happening to me. I'm definitely nervous. But I'm going to stay with it

and find out what it is. It could be really, really good stuff ... I just have
to hold on.

Related to increased self awareness is the recasting of disability as a

“precious opportunity"—an opportunity for learning. Several of the group

were able to articulate the positive ways in which they believed they had

“grown" from their experiences of illness or disability.

Maureen related her disability to a “calling" to help the earth—

It just feels to me like there's more going on here than before I got sick.

It feels more to me like, uh, environmental sensitivity, whatever kind
-
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of form it takes ... is a real political disease ... because the only way to get

better is a political answer, not a medical answer ... maybe a social

answer, maybe a 'clean up the mess' answer. It's been a heck of a

motivator, makes you not forget to clean things up. To try to get a grip

on how things got the way they did and try to turn things around.

Flora's decision to move away from the San Francisco Bay area was also

viewed as a response to her increased awareness of the gifts of the land

afforded by her disability—

The other thing that having this illness has gotten me in touch with is

how much I value earth and water. It's like, it also feeds my heart ... I

want to be living in land that feels like it nurtures me, that this area

has begun to feel wrong ... I want to be somewhere that fits what I've
become.

For Rachel, the experience of her illness was seen as part of her overall

life experience and growth—

No, I'm not glad I got sick. I will never say it's been a good experience.

But it has been an experience ... For a very long time I refused to see

this as a means for growth 'cause then I thought I'd be implying that I

was glad to be ill. And what I learned is that illness is one of the

experiences in my life, and I will learn from it as I will learn from any

experience ... I wish I had less painful experiences to learn from than I

do, but not a life without experience.

Similarly, Jocelyn reflected on her strengths and ability to cope with MS

and a spinal cord injury—

People say to me 'Oh, if I were in your situation I don't think I'd be able

to cope.' It's like you have no idea what you can cope with until you're

thrown into a situation ... there's a lot of gifts out there even in sadness



140

and loss. If you get to have those and get to feel them, for me it feels

OK. I'm getting something out of this. I really am. I'm going to be better

for this. I know it sounds like 'psychobabble' you hear all the time, but

it's true. It's really, really true. I never thought I'd be saying that either,

but it is, it's true.

Flora talked of her internal work done as a result of her environmental

illness and the resultant insights as being a “precious opportunity"—

No! I can't say I'm glad I got sick. I'm not glad I got sick. But I feel like

it's been a precious opportunity. So that's a little different. It's been

invaluable. And I also feel like maybe it's the only way I could have
done the work that I’ve done. The internal work. But that doesn't

make me happy to be sick ... I think there was a purpose in my getting

sick ... I feel like it's part of restructuring who I am ... So those insights I

got ... a real sense of illness being ... that there is a physical, emotional

and spiritual sense to it. And it's a lot more complex that ... it's just a

very complex, wondrous interaction.

This restructuring, while frightening, was perceived as important for

Flora's work as a therapist—

I feel like partly I'm going through this so that I can help other people

... I now know what it's like to be suicidal. This will be very useful

information as a therapist ... it's plunged me into a whole other world

of learning which has been very exciting! And more of my own

internal process, which can be really interesting. And more helpful
than when I work with someone else.

Mary Jean concluded that “MD (muscular dystrophy) is not a gift, the

ability to get through it is a gift.” Similarly, Janet appraised her experience

with arthritis and obesity as a strength-building process—
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I think a lot of times it makes you. Cause you just damn well want to

go on. And that makes you tougher for the next thing that comes

along. So maybe ... it's like the saying "Old age is not for sissies." Being

disabled is not for sissies either. If you're worried, let it mow you under

and not succeed. It's like the Zen of it. Just put something in your path

to make you stronger.

Spiritual growth was a direct outcome of Robin's disabling rheumatoid

arthritis—

It's such an incredible opportunity. The learning I’ve had because of

that is special ... I guess gratitude, in the way I'm using it ... it's what

pushed me hard enough to start looking at my own spiritual life .... All

I know is that it happened, and that I'm grateful for it, whacking me up

side the head with a spiritual two-by-four. And getting me to look ... it's

helped me to look deeper within myself and define what's happening

to myself in this moment.

Pat and Robin described their personal “two-by-fours” and the benefits

of having a slower pace forced upon them—

Sometimes I think of my disability as a leveling mechanism. I think I

was living my life at such a fast pace and high speed that my healing

hadn't started catching up with me yet. And sometimes I wonder if I

would have survived to the point where I am now if something to

slow me down hadn't happened ... sort of like a sea anchor. (Pat)

I was not taking care of my mental and emotional stuff. And so the way

I look at it now is with some gratitude that something happened in this

body, and I could not ignore that aspect of myself anymore. (Robin)

Finally, Pat described how increased self awareness has helped her manage

the pain of arthritis—
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I took these pieces of information that I had stowed away in separate

compartments in my experience, in my mind, in my memory. And

they started forming connections. It was just this extraordinary

experience. It's ... my experiences started to develop a commonality and

I started to look at my life in an entirely different way, in a positive

way, where before these things that happened, I would look at them as

individual, isolated experiences. And I was so rigidly controlled that I

wouldn't let them come together at all. And that's how I dealt with my

pain. I dealt with my pain through denial. And I pushed myself

through it relentlessly. I was ruthless.

Found Voices—Speaking Up and Speaking Out

It is not surprising that, after finding their internal voices, many of the

women in this study set about finding ways to communicate within their

social and political worlds and, in particular, the world beyond the disabled

community. Pat emphasized the integral significance of being able to reveal

her experiences to others—to be “known"—

Because voice is inextricably connected to identity ... and it's being able

to talk that creates softening of those hard places ... those hard places,

those tough places ... If you can't relate your experience to people you're

around, then who are you? They don't know who you are. They only

see how you behave. They don't know what's behind that. There's no
connection.

Such person-to-person communication soon progressed to advocacy

for many of the women. Several expressed themselves through newsletters,

committee membership, writing poetry and prose, and most often, through

daily interaction. Advocacy through public education was a prevalent theme.
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For example, Rose developed a consulting business focused on the needs of

persons with disabilities, especially environmental modifications. She

discussed why she chose to do this work—

I think from past experience (and total frustration with people who

really don't know anything about disabilities) that any way that they

can be educated and made aware of disabilities and the problems

encountered with disabilities and stereotypes and everything else ... I'm

willing to help add to that educational process. And I do a lot of it on

my own.

Like Rose, Pat viewed herself primarily as an educator—

I'm a teacher. I think that's a thread that runs very deep ... I think that's

part of what I like about talking to people ... if I want to be in the world,

I feel incumbent upon me to keep teaching, to make the break through

the ice ... the ice in people's brains. Sometimes it feels like a really

heavy burden and sometimes I wear it lightly and play.

Interestingly, an essential requirement of Pat's role as an educator was to first

learn to advocate for herself—

Part of the learning process about this was learning how to advocate

for myself. Because I often can advocate for others before myself. And I

really learned to put it first and to say “This is my life!”

Pat, Jocelyn, Rachel, Maureen and Grace all chose to advocate and

educate through their writing. Pat summarized the importance of this aspect

of her life—

... writing about everything ... writing about disability ...writing

children's books ... writing articles for general consumption ... just

writing. I'm interested also in the kind of writing that involves talking
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to people and working on getting their voices out ... and just to watch

the process that takes place when they talk and you start thinking about

what they're saying and you put it into words and give it to them to

read ... it's like ... oh, it's a wonderful, wonderful feeling. And I want
more of that.

Jocelyn was amazed that her poetry was the advocacy tool which

bridged the communication gap in a difficult situation with a neurologist—

It was one of those personality conflicts ... and so it was hard when we

communicated. And I said “I’ve got to find some way to communicate

with this woman [neurologist]. I've got to find a way.' And I said “this

poem is going to do it.' ... it just came out, you know? And so, it was a

big risk, but I took it anyway. Because I needed some way to

communicate. So I said, ‘I have something for you to read.’ And she

said, "Oh?’ Very, very professional and very, very, in her way, her

I■ lanner . . . .

So, I think she read the first line, and I watched this

transformation happen ... She sat down on the side of my bed, which

doctors never do. They never get that close. She sat down on the side of

the bed and she took this very deep breath and I saw all this

professional demeanor just leave, you know. And I saw this human

being for a change.

While the effect was short-lived, Jocelyn recognized the impact of her

poetry on this physician and realized its potential in her life as a means of

reaching others.

In the next statement, Pat perfectly captured the essential implication of

the found voices of people with disability to the agencies that purport to serve

them—
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What needs to happen ... is that people in government organizations

that are going to be dealing with disabled people in the public sectors ...

need to realize that we are the ones who hold they key to the mysteries

... whatever you call it ... we have the knowledge about our lives. We

have the answers they need and they need to put themselves in a

posture of listening. And they need to be educated about what to listen

for and about what they need to know. They don't know what they

don't know. That's what's so dangerous.

Rose aptly suggests an example of this kind of ignorance while

reflecting on the tenor of current discussions about euthanasia for people

with disabilities and her role in changing that—

‘Life as a disabled person is so awful that I don't want to ... I don't want

to continue it any longer'. That's, I guess, part of the message that

people with disabilities who have a decent life need to talk about ... to
educate others.

However, not everyone with a disability is willing to take on the

burdensome mantle of advocate and educator. Clearly, Jackie believed that

public ignorance was not her problem—

It's hard enough being sick, and having to deal with that. To have to

have the additional burden of having to educate other people all the

time, that's really too much!

Shared Voices

Finding and becoming part of a community in which people with

disabilities (and their supporters) can speak a common language has been

important for many of the women. Pat illustrates the value of this shared
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voice in her description of the enormous unseen effort it takes to get herself

ready to face the world each day in her wheelchair—

There's a shared language there. And when you're talking to somebody

else who uses a wheelchair, there are subtleties that don't even require

language ... this is the part that remains behind the screens and

curtained and only gets shared with certain people who have enough

experience, have enough savvy, to understand what it is we're talking

about ... And most of the other people you talk to about it are other

disabled people, because it's private. It's private. I don't want to drag my

laundry around with me.

Similarly, both Ruth and Jocelyn explained the import of not always

having to explain their situation—

You know, somebody who is disabled understands, even though they

don't have MS or whatever, they do understand a lot better ... you don't

want to always have to explain that ‘I can't because ... " or whatever ...

And I don't have to apologize for being disabled anymore (Ruth).

This advantage is expressed as well in Jocelyn's observations on her

relationship with her partner who, like Jocelyn, is a woman with a

disability—

There are some things that are easier. Because I don't have to explain a

whole lot of things. Because she already knows. She already knows

what it's like not to be as mobile as you would like to be ... there's just

common ground. And respect ... and an understanding. Which makes
it real nice.
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Many of the women explained their reasons for connecting with other

people with disabilities through informal and formal support groups,

newsletters, and advocacy or activist organizations—

This is the community of people that I belong to, that I identify with.

When it happens to somebody else, it happens to me. There's that kind

of closeness of experience in the disabled community that able-bodied

people don't have to be part of. Because they don't. And we do! (Pat)

In describing her weight as being more disabling than her arthritis,

Janet talked about the support she felt within her network of similarly

proportioned friends—

It's amazing to look around at my friends ... most of my friends are also

wide like me. So we kind of understand each other ... that's fat people

humour. You don't have access to it unless you ... to other people,

they'd think ‘What the hell is she talking about?” But I can lock onto it

in a minute. I know what it's about. It's fat peoples' humour.

Group support in handling awkward or embarrassing situations and

having a champion, cheerleader or role model were also important in these

women's lives. The voices of others affirming their own helped them break

through the walls of silence.

When confronted with a difficult individual in a restaurant, Muriel

found the group acted as a buffer against the antagonist—

When you're in a group you feel much more powerful. You can just

laugh it off. I don't know if I had been alone what I might have done.

Role models for fat women are particularly important to Janet—
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It's quite alright to do fat people jokes. It's like you have no defense,

you have no champion ... role models mean a whole lot in people's

lives. Seeing how somebody else gets through in life ... it kind of gives

you a way to do it or not do it.

Role models also facilitated Pat's transition into the world of

disablement—

I started finding strong role models in the disabled community and I

started thinking about things in a different way.

Similarly, Sally explained the importance of a supporter as she began

searching for work as a visually impaired woman—

I really didn't need her helping me find job leads ... but I needed

someone who knew me as a person and who could be my cheerleader.

Jackie perceived her partners as shields to protect her against society's

destructive power—

One thing that I do ... is expect them to take a role as being my buffer,

my shield. I've never been able to deal with society full force for very

long at all. And now that I'm sick, I can deal with it even less.

Finally, Pat's emotions spilled over as she described how it felt when

someone acted as her advocate in an overwhelming situation—

It feels so good! It just feels so incredibly wonderful, like having your

spirit rocked in someone's arms, saying "It's OK. You're safe." It is one of

the most humbling and loving acts to have someone do that.

Visibili

Voice and visibility are intersecting avenues along which we navigate

in the social world. They are the foundations for the interactions in which
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we become known to others and, in the process, to ourselves. It came as no

surprise then that I was able to identify visibility (especially, women's

perceptions of their own reality and affirmation by others) as a significant

theme in the lives of the women in this study (Figure 3).

Many discussed in great detail how their reality was altered by formal

and informal systems and individuals. Consequently, they felt diminished to

such an extent that they became invisible. Others told how they played hide

and seek with formal support networks and of the processes through which

they made a decision to ‘come out' and to confront the world as a woman

with a disability; and finally, how, through their vision and visibility, they

worked to create new realities of disablement.

Altered Realities/Invisibility

These women told how they felt diminished as persons by myths,

stereotypes, and an inaccessible world. In effect, their reality as women with

disabilities was altered and they experienced feeling invisible, sometimes

even to themselves. Ironically, a woman finding herself in this situation

frequently responded by making herself even more invisible by reducing her

social interaction—for a time, her world began to shrink.

Jocelyn's experience in a wheelchair on public transit led her to

question how she lived her life with a disability—

I've had people just sit and stare at me. And the ranges are from

complete wonderment to like disgust, as to how dare I be present. And

that's a hard thing to deal with ... Well, it pisses me off. It makes me
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wonder ... sometimes I start buying that social stigma. Well, maybe I

shouldn't go out so much. And it's like "Naaa. Fuck that!" But yeah,

you know, it stops me. It makes me think about it. It makes me

question myself.

Janet told a story reflecting her sense of not fitting in the world—

If I go into [a large department store] they won't wait on me because I'm

fat... it holds you back a lot of times from doing what you want to do in

this world. Because you're so afraid that you're not going to fit

somewhere in this world—physically, mentally and socially. It's like

it's pervasive.

Jackie's insight demonstrates her perceptions about how society views

people with disabilities—

I live in a country that vehemently denies our existence at all. It's like

we should politely and quietly die in a corner and not attempt to

survive at all ... it feels like I don't matter ... I think what they want is

either for people who have serious chronic illness or are elderly or are

retarded to disappear. Simply disappear ... It makes one feel worthless ...

It's as if the objective is to devalue us as much as possible until we kill

ourselves or die or disappear or do something ... I think they push it so

far out of their minds that the problem really doesn't exist.

The perception of being worthless moved Jackie at one point to

apologize to her adoptive father for having MS. She told him that

... he should be able to sue, because he got damaged goods. Because he

really did. He really did.

Negative experiences with health care professionals and health care

institutions also left these women feeling diminished, particularly Jocelyn,

Jackie, and Rose.
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Rose described her physician's inability to see the real woman beyond her

arthritis and the ‘patient’ he saw in his office—

Doctors see you in that room. They don't realize that you have a life

out of that room. That you have a family, that you have friends, that

you laugh and play and go shopping and go to parties and everything

else. And they don't realize how much your disability impacts on all of

that ... there are a lot of things that happen outside of that little room
that doctors don't think about.

Similarly, Jocelyn felt invalidated as a result of a recent

hospitalization—

Totally. Invalidating my experience. It was like ‘you have no idea what

you're talking about, because you are just a patient. You're just a bunch

of symptoms. And we, as doctors have the knowledge to take the

symptoms and tell you what you are.' And it's like, NO! ... I'm not just

subjective and objective 'stuff". I'm a human being. It was very

invalidating.

Reflecting on the extent of her disabilities, as a wheelchair athelete

(with incomplete quadriplegia and multiple sclerosis) who writes poetry and

lives in the community, Jocelyn finds it hard to see her view of herself

mirrored in the medical reports—

When I look at my documentation, it seems like they're talking about

someone else, not me. On all my papers it says that I am totally 100%

disabled—basically can only perform slight functions ... I'm like, 1 being

the highest ... 5 being the lowest. I'm like a 4. And that's real hard to

take sometimes ... I'm the discarded one, because of my needs. I'm the

last one that they're going to look for to help ... In other words, I'm

going to be overlooked ... Because I'm looked at as a throw-away. And
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so, that's very, very hard to take ... I'm not looked at because I don't

have anything to offer, basically. Which is really sad, because I really
do.

Rachel's “sense of diminishment" has been constant through the 11

years of her illness and “still goes on. It is omnipresent.” The complexity of

her autoimmune disease didn't allow her to fit “into whatever model he

[rheumatologist] needed" and thus her diagnosis and symptoms were

questioned and her reality denied.

Interactions with family, friends, co-workers, and others within their

social worlds further contribute to the sense of an altered reality for these

women. Lack of understanding about Flora's environmental sensitivity to

perfume and incense has left her feeling “categorized" and “ostracized" from

a group of people that were very important to her prior to the onset of her

illness—

To somehow be dismissed is really hard ... don't just shut me out like

this! ... it's disheartening ... it makes me want to shrink away ...

As a result, Flora's world seemed to her to be growing smaller. Her

fears of isolation and loneliness were symbolized by a television set—

... if I think of it a day at a time, like this is the period in my life that

I'm on retreat, then I'm OK. But if I project it, I feel nuts. I just feel my

world is shrinking ... It feels weird. The fact that I watch television feels

weird. I mean I never had a television, my whole adult life and

someone gave one to me when I got sick ... I sort of watch television,

and it's like, it feels awful. It just feels awful, in terms of my identity, or
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in terms of my values. It feels numbing. And it sort of symbolizes
loneliness to me.

A consequence of Grace's tenuous relationship with her husband was a

loss of her sense of self—

Because there was nothing left there emotionally for me ... I was

completely invisible, even to myself. And I just thought ‘No, huh uh,

no. It isn't just happiness I'm looking for, I'm looking for Grace. Where

is that survivor that was there when she got polio in the first place?"

In a similar manner, Rachel felt "diminished" when “I lost three

friends who left my life because I was ill ... I was less fun" and Pat's family's

denial of her reality left her feeling “like a ghost"—

My family, my sister and my brother and my mother have long been in

denial about my being disabled ... I felt like a ghost, or I felt invisible.

And there I would be in my wheelchair, or early in the progression, on

crutches and braces and stuff like that. And it was as if they weren't

there. And I'd go over to my mother's house on occasion and she just

wouldn't make the connection that I couldn't climb those stairs ... they

just really didn't get it.

For Sally, her sister's sensitivity to the reality of her visual impairment

was in stark contrast to the rest of her family—and to Pat's experience—

I also see it come up in the area when they want to buy me a present ...

They don't take the time to think what would be fun for me because I

can't see. Whereas, Jenny [sister] takes a lot of time in choosing a

present ... and she had so much fun wrapping it in such a way that I

couldn't possibly guess what it was ... She looks for a present that will

be fun either tactily or just in unwrapping it.
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Visible and invisible disabilities. The visibility of the disability itself created

unique and disturbing situations for these women. For example, Pat told of

returning to school, her wheelchair and her large size highly visible and

unusual—

... when I was at [university], I found that I had to make my way in

order to be there. People were very put off by the visible signs of

disability, by my chair ... and my size. There were a few people who

were receptive. But a majority of the people wouldn't look at me,

wouldn't make eye contact. I felt almost invisible ... I didn't see anybody
else who looked like me. I didn't see other disabled women. I didn't see

other women of size.

The wheelchair, as a visible sign of disability, often carries with it a set

of assumptions. For many of the able-bodied people (including health care

professionals), with whom the women interacted, the ‘chair' was a symbol of

not looking ‘normal'. “You don't want to get a wheelchair! That means you're

a cripple" (Joanne, talking about friends' responses to a woman wanting a

wheelchair to increase her mobility).

Both Pat and Jocelyn, who now use wheelchairs, told how physicians

enforced the functional model of normalcy by promoting their continued

ambulation, regardless of the personal costs. Pat's experience—

Doctors fought for me to stay out of a wheelchair and to walk on

crutches and braces and to fight hard to stay whole, fight hard to stay
normal.

Similarly, Jocelyn recognized that her physician's need to keep her out

of a wheelchair conflicted with her desire for a certain quality of life—
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And I say 'I'm not going to walk the way you want me to walk, because

in order for me to walk, it would take braces up to here. And that's not

the quality of life I want. It's hard for you, I guess, to accept that my

preferred method of transportation is a wheelchair. But I get around

faster; I'm not as vulnerable ... it fits for me ... just back off and accept

what my reality is ... I'm choosing what quality of life that I want."

Ruth and Grace also discussed the social stigma associated with

wheelchairs. Ruth shared her reasoning in opting for a scooter—

There's a sense that with a scooter it's kind of like an assistive device,

but with an electric wheelchair or something like that you're much
more stuck ... it doesn't have the same connotation as like an electric

wheelchair ... the scooter is more fun and more convenient.

Grace was in the process of inventing a mobility device that she will

name after herself. Her reasons reflected her views on the shortcomings of

wheelchairs—

I want something to look like you feel proud to be sitting on it. Not like

you're in a wheelchair. I want it to speak out and say something

completely different than a wheelchair ... It will say “I’m getting

assistance with my walking. And I'm still an upright person.” And it

hopefully will not look medical.

She continued, describing the message that a wheelchair sends out—

You don't have any intelligence ... a wheelchair says you are helpless

in your mind and your body ... you are not active ... you sit all the time

... you have no social life. You're not one of “us” ... the wheelchair

neuters you.

In other situations with “able-bodied people", Jocelyn and Rose felt that

they were perceived as "sitting on their brains" in a wheelchair.
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Consequently, they felt dismissed as intelligent persons capable of speaking

for themselves.

Muriel and Rose view the wheelchair entirely differently, as a symbol

of power. While this power can be valuable in some situations, it is

threatening in others, for example, when people in chairs are judged to be

“taking up too much space". Muriel believes her wheelchair lends credibility

to her activist role talking about disability issues—"... If I were standing up, I

wouldn't be listened to nearly as much.”

For those women with invisible disabilities or disabilities not made

evident by external signs or by the “formal systems", the challenges to the

reality of their lives were paramount. Maureen used the analogy of being part

of an invisible underground to describe the medical system's refusal to accept

the reality of environmental illness—

I started getting the hang of it ... that this was different, some kind of

underground stuff. Just now I'm starting to feel less like an

underground, you know. Medical establishment people still pretty

much pretend that this isn't going on in society. But there's so many

people that have it now ... it's not like a conspiracy where we go out

and recruit people or something ....

Joanne, an activist in the disabled community, reflected—

Having hidden disabilities [diabetes, chemical sensitivities, asthma)

like that is real hard ... people don't see ‘em and they don't understand
a
eI■ l.

Both she and Robin shared similar stories about the dilemma evoked

in the decision to use a disabled parking placard—



158

I park in a disabled parking space when my asthma is so bad that I

barely can walk any kind of distance. And I feel like when I do that, I

need to create a limp so that someone can see something ... and start

dragging my leg. It's kind of weird reaction! (Joanne)

Related to the visibility of the disability itself is the “invisible work”

that these women put into their presentation of self for the world. This

behind the scenes work of “getting the show on the road” is seen to be

essential and private and yet its very privacy contributes to an altered

understanding of the women's lives.

Pat described what it takes to get her "on stage"—

It means all of those things that go into those few hours that you're out

in public. You look so good when you're out. Your chair is together. It's

clean. Your dog is clean ... Your clothes are clean. You don't have pee

all over you. Your hair is washed. You're up. You're present ... They

don't see what's behind that. They don't see the attendant care ... these

other things take huge chunks of time. But it's scary, because it's like

invisible time ... what's frightening is that it almost becomes invisible

time to me. I tend not to count it and that contributes to that feeling of

invisibility ... when people see us out in public, they see us at a very,

very narrow, little bit of time in which we're on ... we're on stage.

Myths and stereotypes. The ability to hide the work associated with putting on

a public face is seen by the women as part of being a “good crip". The myths

and stereotypes associated with being a woman with a disability significantly

impacted their lives as they challenged internal and external portrayals of

disabled women as “good" or “super-crips", heroic, special, and “poor souls.”
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Pat explained the significance of codes of behaviour for a “good crip"

within the disabled community—

If you transgress these codes of behaviour, you're a bad person or a bad

crip, you're not a good crip. Good crips also sustain the myth of the

good crip in that they make it look easy when you're out. Good crips

don't cry. They don't drool. You don't have snot running down your
face. You make it look effortless.

As a child with polio, Grace learned the importance of being the “good

patient". Taking on the care of this severely disabled child, her physician

announced that he would “make her my masterpiece" and a masterpiece she

became—

I was the good patient. I was the best! ... I'm superwoman. I'm not

superwoman with a disability—I'm superwoman. So I can do

everything you can do. With my body, with my mind, in my life ...

nothing stopped me. So they see that and they see this superwoman—
constant survivor.

As the symptoms of her post-polio syndrome escalated, the

superwoman ideal continued to push Grace's body beyond its' capability in

order to prove that “this post-polio thing isn't real ... ". The “supercrip" myth

thus colours what the women expect of themselves and what is expected of

them by society. In response to her diagnosis, Rachel became the “lupus nun"

doing everything from special diets, reducing stress, therapy—"everything

you're supposed to do to get better.”

The affiliated myth of the hero, special or inspirational person has also

permeated the lives of these women. Pat interpreted the message of this myth
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as “only the extraordinary people can live a life as a disabled person. That's

not true.” She continued—

“Gosh you're inspirational!" That's not what I want to hear ... it makes

you feel like a poster kid! ... Is it inspirational to go shop for groceries?

Is it inspirational to go pay your bills? ... They're what I do to live my

life. But other people see them as inspirational acts. It's the

mythologizing of a person with a disability, that you have to have

some superhuman ability to overcome disability and live your life ...

Well, ‘Excuse me, lady, but I just happen to live ... It isn't like a heroic

thing that I do. I live my life because I want to be alive.’

"You're a poster child for disability", Jocelyn's therapist told her. “You

make disability look fun!” “And I go 'Yeah, I'm having shitloads of fun here.'

But that's my persona and so it throws a lot of people off.”

Grace concluded that the label of “special” is a comfort only for those

non-disabled who use the term—

I don't like the stereotypic, commercial idea of special ... that's bullshit.

That's babying people along and is patronizing and obnoxious. And

that doesn't validate their intelligence or their reality. That makes it

manageable for the people that don't understand, to put on that label.

The creation of heroes within the disabled community as well as

hierarchies of “good” and “better crips" give rise to an aura of inappropriate

ideals. Contrary to the best of intentions, these, according to Pat “cut so many

people out ... and keep people from being who they can be."

In particular, solicitous sympathy and enactments of the “poor crip"

myth generated considerable anger among the women. Rose tried to
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determine the best way to “tell them that I'm fine and ‘thank you' for trying

to be nice to me"—

I just run into so many people who feel sorry for me. I don't want to be

felt sorry for. I don't have anything to be felt sorry for ... their heart is in

the right place. They're trying to be nice and kind ... But the whole

thing is that you're perceived as being helpless ... someone who needs

pity, who needs prayers, who needs sympathy ... It makes me angry that

people perceive me as needing that ... To have it elicited because of the
fact that I use a wheelchair is what bothers me.

In discussing telethons, Rose highlighted the "catch-22" inherent in a

system that plays on non-constructive pity to maximize much needed

financial resources—

They use children to elicit sympathy. And make them feel sorry that

the kids are disabled and they've lost all chances in life, and all this

bunch of baloney ... that's probably why all these causes don't want to

showcase anybody but little kids in braces. Because if they show that

any of us are equal to other members of society, the organization isn't

going to get any money to help us ... because we're already equal!

Playing Hide and Seek

Oddly, their invisibility and others' altered understanding of their

reality was, at times, an asset to some of the women in the study who

required formal social service assistance. A theme of playing a “hide and

seek” type game of deception pervaded the stories told about experiences with

these services. Jocelyn learned to use the system but generally keeps that

information private—
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Because, like the system is set up for you to lie, almost. You have to lie

to get what you need. And that is like really ridiculous to me. You have

to manipulate. That doesn't feel good ... but what are you going to do?
You need the services.

Grace planned to return to school for a Master's degree and not into a

retraining program that would be supported by the Department of

Rehabilitation. To finance her education she sold jewelry for cash, hiding the

money from social services—

That really goes against my integrity ... so it's tough to not only feel like

I'm using the system, and then to cheat it too. But I'm getting over that
... because I do have needs.

Jackie, kept a six-week holiday trip (financed by her partner) from

Social Service authorites to avoid losing her benefits. Further, she felt

justified in maintaining a “sham marriage” in order to keep both Medicare

and her apartment—

That's what you have to do. Or lie through your teeth. I mean I live

well. This is not a bad flat. Let them find out, I’ll be on the street.

Leslea also asked a friend to “hide" money from Social Security in his

account, affording her “a nice, safe, secure place to keep a couple of hundred

dollars for Christmas and birthdays and weddings". She had taken this action

after “the system" found a small account in her name and demanded that she

pay back a small amount of interest that had accumulated over several years.

As well, she conspired with her home support worker to claim double the
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amount of hours worked in an effort to provide the worker with an income

above the minimum wage.

Pat summed up the destructive impact of her necessary interactions

with social services—

It keeps you dependent; it keeps you subservient. It keeps you having

to play the game according to their rules, which are narrow, highly

codified rules. If you don't do it their way, you lose it ... and there's so

much that hinges upon it: attendant care, in-home support services,

medical benefits. But the system itself is oppressive ... and demeaning.

And it feels like you're tied down to it.

Coming Out

The process of “coming out" as a woman with a disability, that is,

taking on the label of “disabled" and identifying with a community of

disabled persons, assumed varying levels of significance in the lives of these

women. For some women, the ability to keep their disabilities hidden—

“passing"—is a choice that they make on a daily basis. Jackie acknowledged

“faking it” to present an illusion of herself to others in order to “cope" with

difficult situations. Similarly, Rachel, a teacher, was “very careful

professionally" about who she told about her lupus and vehemently rejected

the label “disabled” in favour of “sick"—

I pass in the community (as do many people with lupus) for being well.

Most of my students have no idea that I'm ill ... I haven't told them.

And I certainly wouldn't. Because that would compromise me in their

eyes. It has to.
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The process of identifying herself a person with a disability was an

extended process for Pat—

What I had told myself all along is that I wasn't disabled. I just had

some problems. That it was just an accommodation that I used crutches
and braces or a wheelchair.

Self acceptance as a disabled woman was “a very big turning point” for

Joanne—

I went from total denial to 'Yeah, I'm disabled. What's it to you?", to

where I'm just kind of accepting it ... When I realized that I did have

limits is when I started working with the phrase “I am disabled'.

Because being disabled means that you have limits. And you do things

differently. It doesn't mean that you can't do them at all, but that you

have to do them differently.

Taking on the label of “disabled” was portrayed consistently as a

difficult process and these women seemed to be at different stages in the

evolution of acceptance. Some, like Rachel and Jackie, had rejected it entirely.

When asked what words she used to describe herself as a person with

multiple sclerosis, Jackie responded—

... sick crip. I don't call it disability. I hate that word. Sounds so

permanent. People who are missing parts of their bodies, have spinal

traumas, or are totally disabled, or can't move, they are disabled. I'm

real sick and the disease I have is crippling.”

However, the severity of her condition continues to surprise her—

I know I'll probably be sick for the rest of my life. That still shocks me.

It amazes me. Me? Sick? ... what's shocking to me about this illness to

me is that ... I really am a lot sicker than anybody I know, who is sick...
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And that blows me away. And I don't think of it ... It's like having a

wart, and you don't have to look at it all the time. But if you do, it's

like, 'Oh yeah. I still have this really ugly wart."

Throughout our interviews together, Sandy clearly struggled with her

identity—

I think part of my stuff around disabled people is that they weren't
perfect and it showed. And that threatens me ... the questions you were

asking me last week all had to do with my identity as a disabled person.

It's so funny because to put me and disabled in the same sentence is

really difficult. And I was thinking a lot ... would it be more helpful or

less helpful to me if I could come out as a disabled person?

As her vision deteriorated, Sally made conscious decisions to master

cane training and to use the cane for identification. Later, she viewed her

decision to live with a guide dog as a successful strategy to be perceived as

more independent—

People do relate differently to me with him. Because generally people

with guides [dogs) are seen to be more independent than those blind

people with canes ... I know my parents relate differently to me with

[the dog] ... they feel he takes care of me.

Mary Jean found the support of her Alcoholics Anonymous group

essential to her “coming out” process—

That's where I first said MD [muscular dystrophy] in public ... I opened

my mouth and said “I have MD and I don't know what to do about it.' I

almost gagged ... it took a bit to get it out.
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Assuming an identity as disabled and finding a place within the

disabled community was clearly critical for Rose and Ruth. In alliance with a

common cause, Rose's sense of self became stronger—

When I found that there was a cause in which I could identify my new

existence ... that was fine ... it's kind of like a pride or something, that

there's a group there ... I think probably I have more identity since I've
become disabled than I did when I was able-bodied – an alliance with a

group.

Thinking of herself as a disabled woman has helped Ruth “get by" and

her experience within the disabled community has given her a sense of

power and belonging. Taking on the label of disabled required that Flora

admit to herself another level of her illness, its' chronicity and the support

she needs to survive—

It's been a hard label to really take on ... I see it as just how limited my

life is because of the illness. The lack of energy that I have. And how

careful I have to be, all the time. And I'm also working with the issue

of access ... it's like, that's disabled ... there's something about taking on

the term 'disability' that makes me have to come to terms with the fact

that this isn't an acute illness ... the other thing that came up with the

label is like how much of me is functioning as well as I am because I'm

on herbs, I'm on vitamins, I'm on adrenal extract, I'm on minerals.

How much is my body actually doing itself?

Visions: Creating New Realities

The final aspect of visibility exemplied by the women in this study is

the creation of a vision—a revelation of new realities for themselves and for
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others with disabilities. These women described stretching limits, challenging

barriers, redefining what “normal” means and what makes them “special",

“courageous” and “brave” from a disablement perspective.

When asked why she speaks out as an activist for the rights of people

with disabilities, Pat emphatically declared—

I will not have my reality denied! And every building that has stairs,

every street that has no curb cuts, everything that keeps us from going

where we need to go—keeps me from going where I want to go, needs

to be changed! ... It's a challenge ... it's like charging off on my horse in

the sunset. It's stretching the limits, it's challenging the barriers. It's

hopefully not tilting at windmills!

Several women illuminated the process in which they were compelled

to redefine their lives as women with disabilities. Rachel described what

“life" now means to her—

I’m used to illness screwing up my body ... not my life! And this is

starting to screw up my life. And my definition of life is not physically

what I can do ... I can deal with that. My definition of life is—can I be

competent and coherent and functional? ... I've been told that I lead a

richer and fuller life than some people who are perfectly healthy.

That's probably true. I fight for it and I work at it. And I'm even starting
to feel a measure of achievement at it.

Grace faced her reality as a woman with post-polio syndrome with her

“eyes wide open. Still feeling the fear, but facing it.” In like manner, Janet

worked to find a place where she “fits” in a world that is not her “normal"—

It's like we were saying about the world adapts itself around what's

normal ... What's normal in the world is not my normal. And I have
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to look and see my place, everywhere I go, to make sure it's going to be

alright for me.

Similarly, Pat discussed forging her own way through an inaccessible

world—

If you're disabled and you choose to live your life out ... out of an

institution and out of your home, there's a process of having to make

your way through life. You have to create your own access, whether it's

attitudinal, or architectural, or programmatic ... it's almost a given that

you have to do that ... I had to learn over again how to do things. I had

a different conceptual framework that I needed to devise to fit my

experiences into ... I had my framework as able-bodied. And things

didn't make sense in the same way. I had to re-frame my thinking ...

there's not a map that goes along with it. You can't go down to the

AAA [American Automobile Association] and say ‘Give me a Triptik

and tell me how to get there'.

The focus of the support group Mary Jean attended was to help in the

process of redefining life with a disability—

It's dealing with life on life's terms or dealing with life on a sick life's

terms. We really don't talk about our symptoms. We don't really talk

about our illness as our illness, but we talk about how to get through

life ... When I got the muscular dystrophy diagnosis, it was the same

thing as giving up alcohol. I knew life would go on, I just didn't

understand how it could possibly be. I just had this blank piece of paper

in front of me and I had no ground rules, I hadn't been there before ... I
have MD ... that doesn't make me MD. That means I have choices ... I

have to choose to either live my life this way or that way. And as long

as I take responsibility for that, then I'm more than the disease. The

disease doesn't own me, I own it and that's tough.
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Redefining life for Ruth meant celebrating what in her life had not

changed—

You totally have to redefine who you are ... learning how to enjoy

things differently. And realizing that I could just sit on the bench at the

arboretum, one of my favourite places, and enjoy it again and sit and

read a book and try to learn to fill my days in a meaningful way.

Participating in life to the fullest level possible was critical to Joanne's

personal journey—

Whether that means to write a letter to somebody once a month ...

that's fine. You define what life to you as a disabled person is ... not let

someone else define it for you. Society is full of setting parameters for

people. It works well if you're an able-bodied part of the dominant

society. But when you fall through the cracks ... and you're no longer

part of it, then you have to start creating your own reality, and start

doing that by creating what you're able to do.

Finally, Rose succinctly captured the essence of disability successfully

integrated into one's total being—

It's [disability] not an overcoming thing, it's a fact of life. It's with you,

just like the colour of your hair and your voice and your own physical

stamina, or anything else you might have had before your disability.

You had limitations yourself then.

Pat, responding to a question about why she chose to be an advocate,

eloquently related what was obvious to her—

Well, just to live your life out in the world is to be an advocate. Just to

go out your door and not stay home, go out, take risks in your chair. To

be out in the world, that's being an advocate ... If we choose to live,

how can we choose not to advocate? ... We're saying ‘We have the right
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to live our lives. We're asking to live our lives” ... we're like ice

breakers. Our advocacy is like ice-breakers, making the way for us to

come through in our lives. That was why it was so hard for me to

answer that question. It's like “Why be an advocate? Why be alive?

Why choose to live?” ... For me as a disabled person, they're

inseparable.

Special people. The need to reshape the myths and stereotypes of people with

disabilities from a disablement perspective arose in many of the interviews.

Robin talked about the new meanings of courage and being special means she

had embraced as a result of her work with children with disabilities—

And those kids ... they're special because this is the life they're living.

'So I have a limitation, I'll do what I can' ... They're just doing life ... I

think she [a woman with severe disabilities who lives a full and active

life] is an incredible young woman and I think she has a lot of courage.

But I don't think she has more courage than the person who just gets

up in the morning and gets dressed and eats and functions during the

day and goes to bed at night because that's all she can do ... Either we're

all special or none of us is special!

Other women talked about being special in much the same light—

There is the sense that if people say ‘Oh, you're so special, you're so

much bigger than I am or better than I am', then ... it's the same as I

said about making judgments. Maybe it's just special and wonderful if

someone can go to the store every day. Maybe it is! If someone can do

this something that would be ten times easier for me to do, but they do

it. I'm a person who just found something that works for me ... a way

that makes me feel good ... every day is a struggle to do all that. Some

days you just do it better than other days (Ruth).
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It's brave to be realistic ... I do feel special. But not special in the way

that ... like a glitzy special ... being advertised special as that this is God's

gift to me, that I have this disability ... I feel special in that I've been

given or chosen to work with a pretty dynamic force. And I have

learned some magnificent things from it (Grace).

... 'special’ that's not the word I would use. More significant, yes. What

I give costs more, and is more dear and should be valued more ...

what's so frightening is that we want to be ordinary, I would like to be

ordinary. I'm not. I have extraordinary circumstances. If I respond to

extraordinary circumstances in an ordinary way, I get nowhere. So I'm

responding to extraordinary circumstances in an extraordinary way ... it

isn't heroic. And it isn't noble. But it is courageous ... to get out of bed

every day, when you know how hard a day you're going to have, is an

enormously courageous act ... it absolutely is heroic, because I could sit

back and do nothing with my life (Rachel).

Mary Jean's comments reflect the feelings of many of the women who

struggled with being labeled special or courageous—

I don't see where it's been any kind of brave or intelligent ... or

anything unique, it's just what you do. I don't know how else to cope

with it. [Saying we're special], it makes us different and we're not
different ...

Rachel's simple and insightful imagery brings into sharp focus what all

of the others are saying. In a very real and ultimate sense, the lives of women

with disabilities are the same as those without—

We are all damaged goods in some way. I don't think anyone goes

through life unscathed. Some people just look better on the outside.
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Virtue

The final theme is the one over which I struggled the most. Its obvious

essentiality to understanding the lives of the women I interviewed

overarched a more subtle complexity that proved difficult to capture. Time

and again, these women told stories about value, worth, goodness, merit,

perfection, justice, morality, grace, and righteousness—each of these central to

the quality of their lives as women with disabilities. Eventually, it became

apparent to me that these were more than isolated issues. Together, they

could be viewed as a kind of organizing principle for these women's lives,

one that could be constructed analytically as virtue” (Figure 4).

Two aspects of virtue were identified as most helpful in making sense

of their lives within a world that looks on them with an ableist gaze. The first

has to do with beauty and perfection, moving through the world with “ease",

"grace" and freedom, and with creating a equilibrium of energy that allows

them to do so. The second aspect of virtue relates to important issues of

worth, justice and goodness. These encompassed compassion, for self and

from others, developing reciprocal relationships, and keeping the "human

factor" paramount in the creation of a just and accessible world for people

*There is an element of paradox here in that one definition of virtue connotes something
inherent and distinctive and I just concluded arguing the sameness of women with disability
with others. However, my focus here is more on virtue as 'giving especial worth or value', for
example, grace and goodness, and perfection.
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with disabilities. All of these were potent topics of meaning for the women

in this study, evidenced by the tides of emotion they repeatedly evoked'.

Perfection and Freedom

Loss of freedom of movement, poise, ease and spontaneity were

ubiquitous sources of distress in everyday living. For example, the difficulty

Pat (with her multiple disabilities) experiences in moving through her world

was reflected in her emotional pain—

I used to move through life with ease. And I deeply grieve that loss of

ease ... I can tell that it's taking more and more effort for me to

function. And I don't want it to be like that. I want it to be easy. I want

to have more play in my life, and definitely more ease.

Similarly, the clumsiness that accompanied Ruth's multiple sclerosis

and Muriel's sporadic weakness resulted in embarrassing situations—

I hate it when he [her husband] sees me do things like drop things. I

really hate that. I sort of want to be in the closet when I do that. I don't

want anyone to notice ... you don't want to have people see your ... I

don't know what the word is, not problems, but frailties maybe (Ruth).

I was in a cafe, and I was carrying a cup of tea across the room, and I

dropped it. But I didn't feel that I dropped it ... and then I said “I heard a

clank." And then I looked down and that was really embarrassing

because it was a lovely cafe ... So, I never know what the hands are

going to do (Muriel).

The loss of control evident in the two stories above was also a

significant aspect of disability for Sandy—

* The emotionality of these issues contributed to the difficulty of analysis as well. It is, of
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It's so interesting to me that the whole thing on disability that frightens

me is that I would be out of control ... and yet, I'm manifesting that

right now ... being out of control.

Control was also a concern for Elizabeth, who concluded that drugs

were in command of her body—

The prednisone, that's what makes my body work. I would actually

collapse without those. Which is frightening ... I can't function without

it... and I can't get off it... I must say I'm a drug addict. I'm a legal drug

addict ... it really means there's something wrong with you if you can't
function without it.

Maintaining a closely controlled appearance as a woman with a

disability was a central issue in Grace's story—

I tried real hard to be real graceful. I could feel myself being given a

choice and make the choice. “So, you gonna live through and learn

from it, or you want to check out and find another body?’ ‘No, I want to

learn this one' ... I could see myself deciding to do it, and to do it as

gracefully and intelligently as possible ... Grace is elegance, cleanness ...

and part of grace is how I like to appear, whether it's for somebody in

public or just for myself ... And I’ve had a lot of people say 'It's just that

you don't look disabled' ... well, it's not that I'm hiding, but I don't feel

that it's necessary to present a picture of disability.

Physically, what does a disabled person look like? Do they look

all twisted and unclean and gangly? Why can't they be clean and

presentable and feel good about themselves. I feel real good about this

body, therefore I want to present it as graceful and elegant as possible ...

I feel peaceful and balanced about myself and about my body.

course, a huge challenge to accurately transcribe raw emotion to the printed word.
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While Jocelyn conveyed a positive sense of her self as a woman with a

disability, the underlying self-perception remained more less firmly rooted—

I guess my self image is that I consider myself a pretty sexy devil... hey,

I'm not that odd looking. I think I'm pretty, like, regular looking ... it's

nice to know that I'm attractive to people. People find me appealing;

that's great ... There's a side of me that's very brave and you know,

really out there. And then there's this other part of me that's really

disciplined and contained and says ‘what are you doing?' So I have this

back and forth struggle.

The Balancing Act. To maintain health and and the capacity to live their

desired lives complete with disabilities, these women consistently executed a

delicate balancing act. Energy and body management were described as the

elemental skills required for walking the disability tightrope. If balance was

lost, the ability to successfully maneuver oneself through a world filled with

obstacles was threatened.

Rachel described the importance of protecting precious energy

reserves—

I will use my energies for what I need to use them for ... I try very hard

to parcel out my energy. But it means a lot of things don't get done and

that used to be much harder to face ... if my energy is limited, my time

is limited ... I can't waste my time. I really can't. I'm incredibly hostile to

anyone who wastes my time, because it's limited. I'm willing to do an

enormous amount, to put my energies into things, but I'm very, very

angry at people that waste my time, or take up my time with things

that are not of value or significance.
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Management of her body and medical regimen consumed Flora's

energy stores—

I have to spend a lot of time paying attention to my diet and my

environment, and getting IVs and going to acupuncture ... takes a lot of

time, and a lot of energy ... one of the things that has been important in

my healing is my acupuncturist saying to me, 'spend 20% of your

energy, and put 80% of your energy in the bank.’ And I feel like that has

been the most crucial thing in my own healing.

Sally's decision to apply for a guide dog was a direct result of her

awareness of the energy required to move through her world—

I was using up all my energy to make sure that I didn't injure myself

walking from place to place ... maybe I wanted to consider getting a

guide dog ... there's a lot less energy put into traveling. I don't have to

concentrate as hard ... so he gives me a lot more freedom ... a lot more
confidence.

Jackie recognized that her trip to Europe and activities like going to the

Gay Pride parade exacted a toll on her health—

Just being in Europe, I pushed myself to the ultimate and beyond. I

wouldn't stop ... even though I’ve lost a lot through the exacerbation

that I think was because of Europe and Paula ... it was definitely worth

it... the next day [after going to the parade] I felt like somebody had

mowed me over with an asphalt compressor. I couldn't believe it!

Like Rachel, her limited energy is a precious resource not to be

wasted—

I can't get excited about going to Europe ... because when you get

excited, it takes a lot of energy ... and I can't afford it ... at this point in

my life, I don't want to waste my energy ...
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Jocelyn's desire to play wheelchair sports meant that she exclude other

activities—

It's a balance ... there's a lot of things that I'm not doing, in order to do

the thing that I really want to do the most, and that is, play sports.

Grace evokes an image of courageous defiance in her description of the

dance of balance—

This is a challenge. A challenge of daily fire ... I run my life like this

poem. It's a "Ceremony of Balance"; it's a dance. And I look at it that

way. Minute to minute, it's a dance. And it's exciting.

However, the ‘dance' can become too burdensome for Grace at times as

she becomes ‘tired of balancing this body minute to minute."

Rose's wish was not to have to be conscious of the “balancing act"

consistently and so she created “rules" which helped her to move through

her day with more ease—

I just don't want to struggle ... to be able to go anywhere I wanted to go

without having to plan ahead of time and figure out how to get there

and if I could get there and all that kind of stuff ... I had to measure

what I could do in a day by how many times I had to get in and out of

my car ... one rule I have, that I usually stick to, is that I only come

downstairs once a day

The need to timetable her day further added to Pat's sense of loss of

freedom—

As a disabled person, I think it's real important for me to agendize a lot

of my day. Because I only have so much energy to spend, I've got to be

really careful where it goes ... it can be a drag to not have as much

spontaneity.
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“Using up" the body and “living on borrowed time” also surfaced as a

common thread in stories about the disability balancing act—

I know that I'm not cheating on anything, that this is only borrowed

time. But I don't care ... right now I'm just having a good period. And

that's OK by me. I know that there's no miracle ... I just hope it lasts

through April ... I just take it a day at a time. And I’m grateful for each

day that I have (Jocelyn).

I don't have to save up my energies. I don't have to save up my life ...

I'm not saving up for my old age. And if it means I live harder and

faster and more ... I think I live at a certain edge of desperation ...

People always talk about living one day at a time, and I always say I'm

living 15 minutes at a time. It's the longest I can live at this point ... If I

do live a long life, that will be nice. But I don't think in those terms ... If
I waited for a good day to go about my life, I wouldn't have a life

(Rachel).

Creating an Accessible World

The companion aspects of virtue emphasized by the women I engaged

in dialogue relate to value, worth, justice, morality and righteousness.

Described expressively by Grace as “the human factor", this facit of the theme

of virtue highlights compassion and valuing self and others. Reciprocity,

equality and accessibility were central in these stories.

Compassion for self. Many of the women discussed the arduous process they

went through as they learned to value themselves as women with

disabilities. Stories about moving from anger and shame and a perception of

oneself as a burden, to achieving a sense of self as a worthy individual,
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capable of engaging in a reciprocal relationship with other people and with

the community reflected a growing sense of compassion for the self.

There was a point when I'm blaming myself, like ‘Why did I get worse

today? What did I do to make myself worse?” ... I think it's real counter

productive ... there are times when I feel really shitty and terrible about

myself... or terrible about the disease more than terrible about myself...
But, I think just continuing to try to do as much as I can has made ... a

change for me (Ruth).

Pat found many reasons to “blame” herself for the onset of post-polio

syndrome—

It must be because I'm fat. It must be because I haven’t tried hard

enough ... I completely discounted that my body was giving accurate

information, over which I thought I had control. And it's always

overloaded, always behind, always overbooked, never on top of

anything, and always beating myself up about it. That if I only tried

harder, it wouldn't be this way. And I'm starting to get some inroads

into how destructive that is ... you think it's all in your head. Or you

think it's all you. Or you think if there was just something you could

do or some way to change that would make it OK.

When discussing her feeling that “disabled people don't belong with

the rest of the human race", Sandy remembered, “... being really upset with

people who wanted handicap access to everything ... you know, ‘You don't

belong here!”

Her shame and self-judgment about her disabling weight were

apparent—
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The word that came to my mind was shame ... I limit my contacts with

a lot of the world now because of the judgment that I feel around being

the weight that I am ... I very much have bought into the stereotype

that fat people are lazy and stupid and so, I work very hard to be bright

and active, so, not being lazy and stupid, but I think in my heart, I

really believe that I am lazy and stupid and it's difficult to get beyond
that...

Throughout the early interviews, Elizabeth angrily blamed herself for

her arthritis—

I think it is because I didn't do exercises. I let myself go too much ... I

probably was able to, but I was too lazy to do it... I think it's a known

thing that strong people don't get sick ... I'm not a strong person ... I

constantly say I'm sorry and all that stuff ... I'm not a calm person. I'm

quite high strung ... Also, in some ways I'm also frightened. I tend to do

things for people because I don't like to say 'no' ... which I suppose is a

weakness, too ... But I spend too much time thinking about things. I

think I’ve lost all confidence ... I can't do anything on my own. And I'm

frightened of things.

As she began to make some changes in her life, (going back to school

and living on her own) Elizabeth recognized a internal change as well—

I feel more confident. I've always thought I was stupid ... and I always

was the underdog. And I look around ... and I keep thinking “I’m not

that stupid." ... I love myself to be coming into that position ... I always

saw myself as being the stupid one. And also, I'm the only one that's

got ill as well ...

One of Jocelyn's responses to others' attitudes has been to question her

worth—
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It makes me question myself which I don't like. There is nothing for

me to be ashamed of. Nothing. Yet people try to make me feel a certain ~

way. It's sad for them, sad for me. W.
However, she also recognized herself as a fully alive human being with _'.

L

sexual needs— 2.

You're only limited by what you think you can't do, in your head ... I

know that I'm a good lover ... it takes some creativity and imagination.

But I've got it down to a fine art ... I'm still a breathing, warm, giving,

loving person.

Robin's beliefs about her arthritis reflect an increasing compassion for

herself—

Well, I kind of bought into that [self-blame] for a while and there was a
st

lot of guilt in that ... and I thought 'God, if I'm doing this, and I'm (?

guilty of doing this' ... somehow there was no compassion presented sº

with that ... It was a whole guilt thing. 'Oh man, I must really be an Sº

awful person.' ... it was really a sense of relief to just think ‘well, this is ~y

just what's happening to this being.’ y l

L

As a Zen Buddhist, Robin's spiritual beliefs opened a window of 2.
C,

compassion for her disabled self— ~

The kid in this world that I can save is the kid that's in here. That's the }

one that I can take care of ... There's a saying "If you want peace, be sº
peace' ... Do something in the one place that you know you can do it ... .*

Inside of me is where I start ... I can just feel real deep compassion for
- -

that part that feels so lost and feels so abandoned, feels so much in need

... gaining ground to me is having a better understanding of who this *)

being is. How she does what she does. Not beating myself up when I

don't meet some expectation that I've set.
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Part of the process of developing a compassion for oneself, involved

surrendering control and recognizing that ‘life happens". However, Jackie

continued to struggle with a sense of hopelessness about the loss of control in

her life—

I should not let it matter to me, so I don't get frustrated and angry about

something I can do nothing about. It's like doors that slam shut. So

much, that often I feel like why should I get excited about anything ...

Why should I really hope?

Pat contemplated the ways in which she tried to retain personal control

in an uncontrollable situation—

The whole subject of having control, when you have a progressive

disability over which you have no control and the areas where you try

either to exert control or feel that you should have control or try hard

to control ... those are all issues ... they're just so connected ... I have

always lived my life in strict control of my feelings, control of my

environment, control of people around me ... When terrible things are

happening to you, and you have no control over them, and you think

if I were only better, or if I were good, or if I were perfect. And you start

constructing protocols for yourself, or disciplines for yourself to make

yourself better or to try to control your environment.

Robin, also described the need for control in her life and what it meant

to her to “surrender her life"—

I can either see it [arthritis] with gratitude and learn or I can fight it and

maybe learn and maybe not. And I've seen it as a sense of surrender.

It's not giving in. Giving in is done with your head down. Giving in is

going "OK, well, if that's the way life is gonna be, I can't do anything

about it.' But surrendering my life, to me, is done with my head up ...
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it's not a place of inaction, either. It's a place of saying “I’ll do what I

can.' And just not being too attached to the outcome ... we can plan and
think we have control.

Life happens the way it happens ... just saying “look how life is

and how can I best live it?" for me has been incredibly freeing ... That's

where the freedom is. In gratitude for whatever shows up ... I can

either just live and do what I need to do and learn what I can learn, or I

can rant and rave and be miserable and blame people or blame myself.

Or it can simply be what's happening. And I can say, "Thank you for the

opportunity.' ... or I can stand in front of that brick wall and go 'Who

put that fucking brick wall here?" and beat on it till I'm bloody and

crazy. Or turn around and see if I can walk away from the brick wall

and do something else.

Despite the disapproval of those who insisted she be practical, Jackie

insisted on surrounding herself with beautiful things as an important

expression of self-caring—

My first check for disability, I bought this beautiful copper pot. Soup pot

... I know a lot of people would be horrified that I did that. But to have

things that are beautiful are incredible. It's like that pot won't represent

to me the advent of my illness. It just means warm, good soup. And as

long as I'm alive, and I cook with it, I will always be happy with it.

In developing a sense of compassion for themselves, Flora and Muriel

came to recognize that the “essence” of the self lives on within a changed

body. Flora's story of near death illustrates this—

There was a night I thought I was going to die. And I really wanted to

... and I was really pissed the next day, cause I was still here. I was really

angry. And then I thought “Well, you know, everything else can go.
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But what can't be taken away is I can still lie in the sun and enjoy it. Or

just sort of a sense of basic me-ness can't be taken from me.

Finally, Leslea's reference to her healing soul perhaps best reflects how

these women have developed a sense of comfort and compassion for the

parts of themselves that are limited by disability

We look at body healing, but sometimes what needs to happen is soul

healing ... I feel comfortable with myself.

Compassion from and for others. Being valued by and receiving compassion

from others was central to the meaning of these women's lives. The attitudes

expressed by individuals and organizations within their social worlds had the

potential to brighten or, as Pat described it, “to take the shine off my day."

Jocelyn felt merely “tolerated” within an ableist society—

For some reason, people view that there are enough institutions and

places for us to go, that we don't have to be mainstreamed. That we

shouldn't be mainstreamed. Why? Why should we be afforded the

right to have a quality life? There's something wrong with you! You

don't fit in! You're different! You gotta go now!

This attitude resulted in Jocelyn's devastating feeling of being"totally

annihilated” by the rudeness and insensitivity of “people on the street".

Jackie believed that the world would prefer that people with disabilities

not exist and therefore creates structures and obstacles to keep them out.

Maureen's comparison of herself to a dog waiting outside inaccessible

buildings mirrors Jackie's view—

I'm used to waiting outside like a dog ... coping with environmental

illness is like figuring out how much abuse you can take ... I got
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ingrained in me that this is a defective part of me that I have to hide ...

that my role is to stay outdoors and say really loudly, “I’m outdoors and

I'm really mad about this!"... not to go in and get people to change. It's
real hard.

An opera devotee, Rose's experience with the bathrooms at the Opera

House led her into a "war"—

Besides the fact that you had no privacy, most of the fancy people that

come there would be totally offended ... the Opera House is for pretty

things and pretty people and disabled people aren't necessarily so

pretty, so “We can't let them go to the bathroom here ... well, maybe

they won't come and offend our sight ... bring something really ugly in

front of us.' It's really, really sad. That's a big war!

The creation of an inaccessible world generates a punishing

environment in Jackie's opinion—

There's got to be a way for support. There's got to be a way that people

don't have to fear being a bag lady, a bag man, just because they got sick.

It's not a punishment. It's not something to be ashamed of. It's just

another step in life. And it's a step that having a hand out there, to

have someone help you over those steps, is ... would be nice.

Further, Jackie's observed that much of what is presented as creating an

accessible environment is “only show ... and that's even more cruel that if

they had just ignored us!"

Pat's sense of relief upon approaching accessible facilities was expressed

with a great deal of emotion—

I feel such a graciousness when I encounter things like that [curb cuts,

wheelchair access]. It's like somebody's gone to a lot of trouble and set
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out a mat that says "Welcome.’ And there's not much of that around.

The disabling environment is what makes life really tough!! ...

Attitudes are part of the disabling environment. They're just like walls!

Individual interactions with family members, friends, and health care

professionals reflect a continuum of responses from downright “hurtfulness”

to “loving" acts. Pat referred to “able-bodied privilege" as an explanation for

some of the neglectful behaviours reflected in individual and societal

actions—

Able-bodied privilege is like white privilege ... People who grow up

with able-bodied privilege don't think about disability. It's not in their
brains.

While this lack of awareness and sensitivity to disability issues were

easily identifiable by many of the women, some of the more hurtful

behaviours they encountered were puzzling—

You know, my father said something that really hurt my feelings,

about walking with my gait, you know, wider, 'Do you have something

between your legs?" or something ... something really nasty. And you

know, it was just too hard. I just couldn't deal ... (Ruth)

... and she said “What did you do, to be in a wheelchair?" And I was
astonished. I was stunned. I couldn't believe she'd said this. And I said

“What did I do!? (Pat)

I've had people ... kick my cane, see if they can make me fall ... it so

bewilders me, that I don't even get angry. I'm just so bewildered that

someone has that much anger and rage in them ... (Muriel).

()

()

()
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My father has said directly ‘look at what you have done to yourself' and

maybe that is out of anger at the situation and it just blurted out, but

nevertheless I heard it ... (Kathy).

Grace told an allegorical story about depersonalization by health care

practitioners, one of the most vivid descriptions I heard—
*

You know in the medical field, a lot of what happens to the patient ... ~,

if it isn't handled with the human factor involved, it's handled just
-

medically and sterile, that's a rape. That is a rape of the soul. It's an

invasion! ... After that constant invasion, you take that and keep

stuffing it and surviving it and taking care of yourself, and it's just like
-*-*

being raped over and over again.

In their attempt to make make sense of them, many of the women ■ .

constructed theories to explain the perplexing and hurtful encounters with

non-disabled people. Grace and Rachel (as well as several others)

acknowledged that people respond with fear to others with disabilities—

The biggest fear, I believe, is that in just a moment in time, they could yº

be in the same shoes ... it's like tempting fate if they associate with L

severely disabled people ... they're scared to death. They're scared

they're gonna get hurt. They're scared they're actually going to like me

... and get close--they're gonna have to face something (Grace).

The ones [friends] who stuck by had no reason to say “There but for the -

grace of God go I" ... anyone who felt any kind of personal fear for

herself was more likely to leave (Rachel).
- * *

Pat described the heart of the struggle for disability awareness as

“asking people to think about the unthinkable ... because they don't

know how life can be lived. And it isn't just on the terms you already )

know, it's on the terms you don't even think about."

),
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Satisfactory explanations for the lack of compassion experienced with

formal services designed to help them were more elusive. As discussed

previously, these interactions were consistently portrayed as “a nightmare",

aw wa■ az wa■ az wa az º.º.“oppressive”, “devastating", "humiliating", "punitive", "demeaning", and

“denigrating."

Pat summarized the experiences of many of the women as she

expressed reluctance to apply for needed support—

I was afraid to apply for it [in-home support] ... I felt if I did the slightest

thing to rock the boat, that I'd lose what I had fought for ... And I think

it's an intentional artifact of the Social Security Administration that

they keep people down. So they won't ask for more, so that they'll be

afraid. So that they'll tow the line.

Jackie's fascinating story about a support worker highlights the

predicament facing women who seek support—

The woman with MS asked her why they're so shitty and so mean to

people. And she said “We really don't have to be nice to people on

disability because they're all cheats. They don't get enough money to

live on, and if they are alive, they're cheating. So, they're cheats!'

Grace's many experiences with formal systems led her to conclude—

... you can't ask without being very humble and grateful, you know.

And certainly you don't want to buck the system. If you don't do it the

way they decide it should be done ... And I have literally said to

someone, ‘Fuck it. I'll do without and I'll make sure your manager

knows it.' And I’ve walked away. Because you don't have to sit down

and take it all the time. Sometimes you do ... Sometimes you do

humble yourself, grovel, whatever. But it's not fair ... nothing's fair.
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Finally, as a blind woman working in an agency that purports to

promote the independence of visually impaired persons, Sally's insight

reflects the power inbalance inherent in the interactions between support

services and people with disabling conditions—

There's a lot of condescension ... they perceive the blind person in one

role only. They see them as clients or students, but they don't see them

as their equals--don't see us as their equals.

Most of the women sincerely wished to help others become more

comfortable in their presence. In part, this came from a view like that

expressed by Pat—

There are those people who feel there must be something wrong with

your attitude if you're disabled ... and what they're saying is ‘Why don't

you fix it so that I'm not uncomfortable with you?'

This has led many of them to devise strategies to put non-disabled

others at ease. This burden was taken on gladly by Leslea—

I starting realizing people were afraid of me ... putting them at their

ease really helps. And they are so grateful ... I never would have

suspected that I would have to put my doctors at ease ... all kinds of

people at ease. And it kind of gives you an upper hand. I don't mean

that derogatorily. It's so much easier for people to back away and just be

frightened and consumed by their own timidness. And I get strength

from interacting that way ... I never would have believed it.

Jocelyn often used her humour to put people at ease but the obligation

to do so grew wearisome as she increasingly experienced the “vulnerable

feeling of being on display"—

r
*.
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OK, I can be funny. If I can't be anything else, I can be funny. So, that's

been my survival, always being able to be funny. And most of the time

that works ... that's one of the things that I really have a hard time

with—putting people at ease so they'll feel comfortable with me. It's like

goddamn it, it's not my responsibility to do this. But yet if I want to

have a comfortable situation, I'm forced to like react that way ... it's like,

"No Jocelyn, you have to make these people comfortable if you're going

to be comfortable' ... Why can't they just make me feel comfortable?

Why can't they just accept me as a very charming person who has a
life?

While experiences like these littered the stories these women told,

there were also tales of real compassion and bona fide human goodness. Pat's

memory of “having your spirit rocked in someone's arms saying, "It's OK,

a zyYou're safe.” was familiar to and valued by many of the women. Pat's

experience was shared in a literal sense by Grace as she stood at the edge of the

Grand Canyon. Unable to stand against the wind alone, Grace asked a friend

to hold her—

And we stood there for ten minutes. And there was about a minute

within that time that I could just remove myself from him holding me

and I felt like I was standing on my own. And it was very empowering

to experience ... accepting the help and feeling strong. It was just
incredible to me.

Rachel concluded that it takes a great deal of “courage" to be her

companion in life—

Anyone who comes into my life is facing reality on a regular basis. You

can't hide from certain truths if you're in my life. And one if them is

that people get sick who don't deserve to be sick, and have shitty lives
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... we can look away from pain. But anyone who's my friend, or my

lover, or whatever, can't look away from pain. And I’m full of

admiration for the people in my life ... the ones who stick.

Reciprocity—Giving and receiving. While accounts of unexpected gifts,

generosity of time, and honesty peppered the stories told through the

interviews, learning to receive compassion and kindness from others was

viewed as a difficult grace to master. Ruth's “heart would flutter" if she had to

ask somebody to do something for her and Mary Jean discovered that "it's the

little things that get ya"—

When a man of 60 that I would get up and give my seat to, got up and

gave me a seat on the bus, I took the seat but I went home and cried
afterwards ...

Another time—

It was cold and it was late and I’d been up all day. I was tired and the

bus pulled up ... and it wasn't one of the kneeling buses ... and I

couldn't get enough leverage to make the first step ... this man behind

me was such a darlin' ... he said, ‘Don’t worry honey, we'll get you

there.' And he was a real tall fella, so he just reached down under my

arms and ... popped me right up on the first step and that's all I needed

... that extra boost to get up. I thought, 'Oh my God, I'm going to go

home and cry again".

Asking a friend to help her wipe her nose was an acutely embarrassing

situation for Grace—

I was crying, and then of course, there comes the snot. And I said, ‘You

know, I can't lift my arm. I need to wipe my nose. Would you blow my
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nose for me?' ... I was so embarrassed to ask for that. How ridiculous to

be embarrassed!

Many of the women had reflected on their inability to graciously accept

help and had concluded that such feelings came from their embrace of the

individualist tradition encouraging them to be “super-crips". Sandy

summarized the rigid dictates of this life view—

You're responsible to take care of yourself. I'm also responsible to take

care of other people, but other people are not responsible to take care of

me ... I find it incredibly difficult to take ... ever ... anything ... from

anyone ... I would feel at the mercy of other people's pity.

Cutting through Flora’s “ardent self-sufficiency” and accepting help has

been one of her most meaningful learning experiences as a disabled woman.

Allowing people “in at a much deeper level and allowing people to care" for

her were positive outcomes of this growth.

In describing the support she receives from friends, Grace concluded

that the most important aspect of a truly supportive and lasting relationship

was in helping her to move beyond her “stupid ass pride" to accept help

Someone to accept that it has been difficult for me to ask for help.

Someone who is willing to buck me ... someone to give me the

opportunity to let my guard down and not always be strong ... hold you

when things are really shitty ...

Her conclusion was that “there are a lot of very caring people and ...

they want a connection with other human beings.”
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The necessity to relinquish some measure of control and to trust was

perceived to be focal in the establishment of reciprocity and for Grace, this

proved to be quite a challenge—

Part of that is I also don't want people to have control over me. Letting

go of control ... And I haven't had people get angry at me ... and I don't

give them opportunities to either. Because I cover myself. That goes

with trust. I don't trust people to let my guard down ... ask for help.

What I do is, I set it all up, because I do it best!

Those who learned to open themselves to reciprocal relationships—to

both giving and receiving—also learned to trust that they would receive what

they need. As Jackie realized, “I always get what I need". Gifts (sometimes

anonymous and at times of considerable monetary value) came unexpectedly

to a number of the women, including Robin, Rachel, and Grace. Opening

oneself to the grace of receiving was seen as fundamental to these unexpected

blessings—

The gifts started when I opened myself to a different path of thinking. I

opened myself to asking for help, sharing what my needs were ... I

think there is a lot of goodness and good will in the world ... you'll only

get as much as you really can receive. But you'll only receive it if you

ask for it. You gotta ask for it ... unconditional giving, whether it's

money or time or space or demonstration or friendship, this

unconditional giving ... that I still feel undeserving of. And I’m getting

used to it. I'd like to get used to it and not lose the humbleness about it.

(Grace)

A life filled with courage and honesty was acknowledged by Grace's

benefactors—
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I still don't have a strong connection inside that I deserve it. And

people keep saying, ‘Yeah, but you worked for this.’ And I'm saying, ‘I

just led a normal life.' And they're saying, ‘No, you didn't. You led it

extraordinary, because you showed courage. In everything you did. You

didn't give up ... you saw something and you went on and changed it.'

That's what the givers keep saying. So it's ... the word courage keeps

coming up.

Mutuality in relationships was considered essential in living a healthy

life as a woman with a disability. Nonetheless, the disability balancing act

forced a redefinition of the meaning of reciprocity. For Rachel, the lack of

predictability of her auto-immune condition played a key role in her ability to

maintain satisfying relationships—

I would say the thing that disturbs me the most emotionally is the lack

of predictability in my life. I'm someone who prides herself on being
reliable and the fact that I cannot be relied on is still unbearable for me.

That every situation I go into is always with a caveat ‘If I can.' ... I've

been living with this for 11 years and I still find that unacceptable to

live with ... that is still a major issue ... waking up every day and

having no way of knowing if I can rely on myself ... what it requires is

that I'm more selective and more selfish, that I choose the uses of my

time more carefully ... How do you begin to get people to have less

expectations of you without being rude or unpleasant?

The combined impact of Pat's progressive disability and her increasing

involvement as an activist led her to realize that she was becoming less

available to her partner—

Even when I was here, I wasn't available. When my body was here, my

mind was not present. Neither was my attention. And when I was
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present, I was under so much stress that I really wasn't reachable or

approachable. I didn't bring to the relationship what I brought before,

because that was being taken away by something else.

The reciprocity in Sally's current relationship was central to her

assessment of its quality—

I think the major thing he's really helped me do is live life more fully

... we have friction, as any two people do ... So, we talk these things

through ... He's a main support for me, in my world right now. It's

good. It's a two-way relationship ...

In contrast, Leslea's decision to abandon a relationship with a man

with a disability was based on her awareness of an unequal energy flow—

There's something about energy ... some people seem to take energy.

Sharing it is ... the medium is just sharing it. Them giving to you is

really a boon. But when they start draining energy ... that's why I stay

away from him. He just kind of soaks it up like a sponge.

Not infrequently, small gestures by others assume great significance, as

in Ruth's experience—

He asked me to get him a cup of coffee. And it was like, ‘Wow,

somebody really thinks that I can do that!' Which was sweet, somehow.

It sounds insignificant, but you know, it was good that I could do that

for him ... [he] just treats me like I’m OK, or the same, or something.

Flora was disappointed by the lack of receptivity of other people to

talking about her illness, a need very important to her at the time—

It's like not wanting to put a ban on talking about the most important

thing that's going on in your life. Other people talk about their

relationships breaking up, and their marriages breaking up, whatever.
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If they can talk about that, why can't I talk about being ill? ... it's like,

‘we don't want to know about this. This is your problem.' ... it's a weird

feeling ... What does it mean to be a community? It's definitely a

message of 'you should go away' ... What does it say about a group that

is saying 'we're building a community?"

Her auto-immune condition also prompted Flora to examine the

meaning of her self-definition as a person who provides service to others—

My life has been very much about service ... I thought maybe the way

I'm going to be serving people is to allow them the opportunity to take

care of someone. And I thought, ‘It’s not what I had in mind, but

maybe that's what's supposed to be ... '. I think if you stay with your

own vulnerability and openness about whatever is true and going on,

it invites other people to be open and vulnerable. And I think that's

the love I have with other people who I stay close with ... And some of

what I'm working with now is 'OK, can I stay there, open and

vulnerable, when I get hostility back? Can I stay open and vulnerable

when people say completely stupid things, or inappropriate things?"

Grace has also considered her role in relation to others—

I do believe we're all here for different purposes. One of my purposes is

to teach what I've learned from this body ... I'm aware that the people

who have helped me learn have learned from me as well ... That's the

exchange that life is all about ... There's this attitude of "We know

what's good for you. We can't have you telling us what's good for you.'

... You get that, the disabled person, whether they're newly disabled or

not, from the able-bodied person. 'I know better. So, here's how I'm

going to help you.' And it shouldn't be in reverse either. What is

should be is an equal blending of listening and bartering back and forth.
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I do need ... and this is where this impacts on me personally ... I need

to learn to receive, and I need to learn to ask, and I need to learn to tell

... when I'm in pain, when I'm tired, when I need to do things like

make a phone call.

Just as many of the women valued reciprocal relations with people,

Jocelyn and Sally spoke of the grace that came from a loving relationship with

a pet. Caring for a friend's sick cat gave Jocelyn the opportunity to explore the

foreign role of caretaker, and more important, her capacity to care—

And so this cat is dying ... and the brunt of the care was mine. So I just

kind of took him in. And I reached this space in myself that I didn't

even know I had. To care that much ... it sounds really funny, talking

about an animal. But at that point there was no 'it's an animal'. It was a

soul, this was someone I was relating to ... the parallels of illness and

being taken care of. I’ve always been on the receiving end of that ... I got

a chance to see what it really felt like to be a caretaker ... it was a gift in a

lot of ways.

Sally considered her guide dog to be

... a stabilizing force in my life ... because whether I'm in a good, bad, or

indifferent space, I still have to take care of him. He is still going to

need my attention ... and he's a wonderful companion. It's very nice

waking up in the morning and having a furry creature next to me.

Finally, Pat expressed her need to be a contributing and respected

member of society—

There's an opportunity also to be valued for our knowledge. And to be

able to be part of changing the system. That's incredibly important.

That's one of the things I rank the highest when I'm thinking of value.

And to be respected for what we contribute.
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Being human. Grace emphasized the importance of keeping what she referred

to as “the human factor" primary in any discussion of disability. Since this

was a phrase that puzzled me, I asked Grace several times to explain what she

meant. It was only as I analyzed the interviews from the multiple

perspectives of the women who participated in the study that I truly grasped

her meaning. Indeed, what Grace refered to as “the human factor" reflects

some of the fundamental questions underlying this entire work—What does

it mean to be human? What is equity? What is fairness? What is justice?

In a highly emotional exchange in which she considered what kept her

going through difficult times, Rachel shared her thoughts about justice and

the life to which she is “entitled"—

It wasn't so much my anger as my sense of ... for lack of a better word,

justice. That I need to go about living my life and that nothing was

going to stop me. I still feel that way. I feel entitled to my life. I do! I feel

entitled to my life. I feel entitled to everything that everybody else has.

And I know on a regular basis I can't have it. But I feel entitled! And so,

I work at it. I don't know to let go! I don't think I want to learn

particularly ... I think I've accepted the situation. But I think there's a

big difference between acceptance and acquiescence. I'm never going to

say it's alright. Never!

Pat echoes Rachel's views with equal conviction—

We are saying, ‘We have a right to live our lives.' We're asking to live

our lives. Asking for the barriers to be taken out of the way. Because

these barriers are not stemming from our disabilities, they're stemming
from the damned environment!
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The inalienable human right to define one's own life as a person

within a community is at the heart of the “human factor". For Grace, this

requires recognizing the “humanness" of everyone—their strengths and

weakness, their frailties. Paraphrasing Grace, we are all only human and none

of us is invincible! Only in this way, can we become “accessible to each

other"— a foundational principle for creating an accessible social and physical

world for all.

The human factor includes the possibility that each of us might become

a person with a disability. Some women used the phrase “temporarily able

bodied” to reflect the fickle nature of not having a disability while others

pointed out that everyone has limitations or is “damaged goods" in some

manner or another.

Grace explained this further—

People wouldn't be doing this if they had the same need. And so, to get

people to listen ... like I said ... I'm not disabled. You are temporarily

able-bodied, that's all! ... I would think people would be willing to put

the human factor into it, just in case. Like insurance, you know? You

never know ... That's the human factor! ... Something could happen to

anybody, and change their lifestyle. And then, they're going to want

something to be accessible to them ... Instead of setting yourself apart

and being above it all in whatever role you're playing, that makes you

inaccessible. And yes, I want it heard—the world needs to become
accessible to each other!

The primacy of the “human factor" in creating an accessible world was

reflected in the women's stories in a variety of ways—for example, a favourite
()
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physician being “life-oriented”, “courtesy” in human interactions, having

“common-sense" rather than an emotional response when considering the

realities of implementing equal access, and valuing the “heart versus head

knowledge” that the women themselves can offer. Being accessible to others'

experiences—working on “shared experiences" and finding a “greater depth

of compassion in themselves for people who are ill” are ways these women

envision a more equitable world.

Next—Bringing the Themes Together

In the following chapter I will discuss how the three themes—voice,

visibility and virtue—may assist in our understanding of the ways in which

these women have lived their lives. In particular, I will focus on how they

have responded to the environment in which they live and their refusal to

'fit' the extant model of disability.

The ways in which they have challenged the stigma and stereotypes

entrenched in an ableist and individualistic society will be presented as a

means through which all women may consider their bodies and lives

differently. My goal in this discussion will be to move the focus of this

research from a minority group perspective to one that considers human

commonalities and what it means to be part of a community.

(?
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Chapter 6

DISCUSSION

While biomedical research has resulted in an greater life expectancy

and increasingly sophisticated technological support for people with disabling

conditions, it has had little impact on the barriers to inclusion and equality

for this growing population. The women I interviewed amply demonstrated

this fact with persuasive stories of their daily experiences in a social

environment that both silenced and diminished their value as members of

the community.

These women recounted moving stories of internalizing this doubt,

questioning themselves and their right to “be in the world.” Their worlds

shrank as they closeted themselves in visible and invisible ways. They

struggled with issues of control, balance and the perception of themselves as

burdensome. They ‘passed’ as women without disabilities; and those women

who could not diminished the significance of their disability by not asking for

help and by making others "comfortable' in their presence. Attempting to ‘fit

the norm' by constructing a fragile façade of deception, the women found

themselves instead only more invisible.

However, few of the women maintained their self-imposed exile as

they found their own voices, redefined themselves as women, and shared

their voices with others (disabled and non-disabled). They sought to make a
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difference in their own lives, the lives of other people with disabling

conditions and in their larger communities.

Traditional disability research has been disinclined to seek an

understanding of this process of ‘transcendence' (Duffy, 1987)—couching

these women and their experiences instead in terms of personal disability—

failure to adapt themselves to the existing societal conditions and dictated

definitions of their lives. In sharp contrast, the stories told by the participants

in this study allow us to examine disability in its full social context and, in

particular, the ways in which these women became active players in the

“social constructionist game" (Söder, 1990, p. 228)

Examining the construction of disability from within the broader

context of the social world virtually demands that one assume a human

rights or ‘social justice' perspective. This framework makes the equalization

of opportunities for women with disabilities (indeed, the inalienable human

rights of all people) pivotal to critical understanding.

Mindful of Morris' (1992) admonition that emancipatory research must

challenge images of oppression, the focus of this discussion will be on how

the nineteen women in this study have transcended stigmatization, re

written their lives and successfully 'imprint[ed] their images' on the world

(Dreiger & Gray, 1992). I conclude this chapter with some thoughts on the

implications of the findings for future disability and feminist research, and
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most important, how the life experiences of these women have the potential

to positively influence the lives of all women.

Disability Rights as Human Rights

As moral principles, human rights (supported by the 1978 U.N.

International Bill of Human Rights and hundreds of national, state and local

human rights covenants) are inherent and unconditional. They can be

claimed by all people and need not be earned. However, human rights are

less than absolute in reality as their exercise is contingent upon non-violation

by others. Thus, human rights are dependent upon social responsibilities

(Kallen, 1989).

When the human rights of whole groups of persons (based on a

distinctive characteristic such as disability, gender, sexual orientation or age)

are denied, the discrimination that follows is directed not against individuals

but is, instead, categorical (Kallen, 1989). Such systematic bias fails to

recognize the individual differences between members of the group and

‘paints them all with the same brush’ of stereotype and stigma that they are

assumed to share. While other outcomes of this form of discrimination will

be discussed in the chapter, the most apparent result of this discrimination is

the categorical disadvantage that is afforded to the stigmatized group.

As Kallen notes (1989), the source of the violation of the rights of

groups of people may be individual, that is, the actions of a single person

stemming from personal prejudice; institutional, as evidenced in the

* ,
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practices of social institutions; systemic, that is, inequities that, having

become embedded in the social fabric, are played out throughout society; and

cultural, that is, the denial or restriction of the expression of targeted cultural

values and lifestyles. People with disabling conditions have suffered long

term inequities and indignities as individual and collective victims of each of

these human rights breaches.

The most conspicuous form of inequality experienced by the women in

the study was physical inaccessibility. As a consequence of inadequate parking,

toilet facilities, access to buildings (except perhaps, through an alley, past the

garbage bins, through a rear entrance), transportation, seating, and so on,

these women logically concluded that the world lacked a place for them.

What is more, they inferred from the world around them the prevalent view

that people with disabilities are undeserving, “worthless" and simply "don't

matter".

The women I interviewed also identified the ways in which they were

dismissed, “yelled at", disbelieved, and discounted by both formal and

informal social systems. Family members, friends, physicians, social

institutions, and formal support systems developed specifically to meet their

needs all demonstrated, through silencing, their denial of experiences and

opportunities, and devaluing, that their relationships with the women were

unequal, even brutal'. Jocelyn's story about an encounter with a physician,

(highlighting the special support needed by African-American women with

**
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disabling conditions), perhaps best depicts the pejorative power of a

stigmatizing response—“across the board, same thing. They weren't believed.

Or they were suspected of being drug dealers, prostitutes...Everything

negative!" While she tries not to think of herself in 'quadruple jeopardy' as

disabled, lesbian, woman of colour, Jocelyn reflects on some of her

interactions with the social world—"All I can pick up on is rejection...OK, you

don't like me for whatever reason." The significance of the actual target of the

stigmatizing behaviour pales in comparison to Jocelyn's painful response to

the rejection she feels.

In a world where they are seen as ‘damaged goods,' 'unwanted,’

‘invalidated,' and ‘dismissed,’ the women used the same warped lenses to see

themselves. Unrelenting social repudiation led many of them to experience

deep-seated feelings of guilt and shame. Self-doubt led some to attempt by

various self-detrimental means to “shrink away" to relieve others of the

“burden” of themselves.

To fend off the world that demeaned them, these women constructed

their own internal and external 'safe spaces." Gay and lesbian experiences

provide seminal models for understanding this process of ‘going into the

closet." Leading a double life, ‘passing as normal", invisibility and secrecy are

all hallmarks of the ‘closeted life.’
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Visible and Invisible Closets

When involuntary institutionalization of people with disabilities was

a normal practice, the ‘closet' was a means to ‘protect’ people with disabilities

from this hostile world. Within specially designed 'safe spaces', they could

live their lives as prescribed by the majority community. These institutional

‘closets' also protected non-disabled members of the community from being

“offended” by “something really ugly". The result of this forced seclusion of a

disabled people was the emergence of an ‘able-bodied privilege' approach to

thinking about the world. As Pat observed, “People who grow up with able

bodied privilege don't think about disability. It's not in their brains.”

As institutions were forced to close and mainstreaming was mandated

for people with disabling conditions, ‘closet doors' were opened but the ableist

landscape outside them remained virtually unchanged. As a result, self

constructed and invisible ‘closets’ replaced the imposing stone and brick

structures that had once securely hidden people with disabilities from the

world.

The women in this study described the various ways in which they

sought to put locks on the closet doors and create safe spaces for themselves.

Some, like Rachel and Jackie have chosen to ‘pass' as ‘normals." As Rachel

confided, “I pass in the community... for being well. Most of my students

have no idea that I'm ill ... Because that would compromise me in their eyes.
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It has to.” Rather than feel diminished, women like Rachel remained silent—

their voices stilled.

Others, whose disabilities were more visible and for whom complete

‘passing' was not possible, focused on not looking “as disabled” when they

“went on stage". They accomplished this only at great personal cost, through

time and energy consuming “invisible work" and the use of more socially

acceptable assists such as braces for upright mobility, and scooters rather than

wheelchairs. Still others reluctantly accepted an ever shrinking world that

resulted in increasing solitude and isolation. As Flora said, “I just feel my

world is shrinking...It feels weird. ... And it sort of symbolizes loneliness to

me".

By far, the most damaging means by which the women created their

fictions was their attempts to live out the ‘super-crip myth'. Ashamed and

embarrassed to reveal the full extent of their limitations and needs, many of

the women became “superwomen", pushing their bodies beyond their

capacities. Unwilling to ask for needed help and reluctant to receive it when

offered, they became models of “ardent self-sufficiency". By embracing an

ethic borne out of North American individualism and reinforced by the

majority community, these women often suffered physical damage heaped

on an already weakened body and always, scarring emotional pain.

The invisible cloak of deception that these women donned became as

effective as the institutions of the past in hiding their true selves and the

c
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realities of their lives as women with disabilities from the rest of the

community and more important, from themselves. Perhaps the most

pernicious aspect of the self-imposed ‘closet’ is its ability to nourish the self

doubt and shame that prompted its construction in the first place. As the

women became increasingly skilled at 'guarding the secrets' of their real lives,

they became further entangled in a web of duplicity.

From a human rights perspective, the ‘closet', whether self-imposed or

(as in the case of involuntary institutionalization) majority-imposed, is both

part and product of the denial of human rights (Kallen, 1992). For the women

in this study, the creation of 'safe spaces' was a response to their exclusion and

degradation by the majority community.

Once in their ‘closets", the strategies of secrecy necessary to remain there

served as effective lock and key, at least for a time. For, despite the relative

safety of the ‘closet', few of the women remained there. In large part, this was

because, seeing through the secrets and deceptions, others found their way 'in'

to the real women behind the door. These others, women with disabilities,

empathetic family members, friends, and health care professionals, supported

the women in their 'coming out' process as women with disabilities.

'Coming Out

Kallen (1992) defines coming out as a process of destigmatization. It is

conceptualized as “a rite of passage through which stigmatized-minority

members come to shed their cloak of shame and secrecy; begin to emerge

(?
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from their self-created (invisible) closets or from majority-imposed

(institutional) closets; and endeavour to reintegrate within the majority

community" (p xiv).

An ephemeral process, where the women often retreated to the safety

of their closets, a foundational component of the coming out process

involved self-awareness and beginning to hear their own silenced voices.

Through silencing themselves, the women metaphorically closeted that part

of themselves that shamed them. Through developing an awareness of their

“body talk", the women began to adopt and even trust the alien part of

themselves that they had formerly buried under thick layers of deception. As

Pat's words suggest, “asking my body ... to deal with stuff that had been buried

for years and years and years", was a formidable personal venture.

A vital ingredient in the process of destigmatization was the role of

compassionate others. Coming out of the closet “means bucking the most

basic and deep-seated norms of society" (Altman, 1971, p. 8). The affirming

voices of self-help group members, role models, “cheerleaders” and advocates

helped the women break their walls of silence, shed the internalization of

societal norms, and ultimately redefine their lives.

Redefining Life as a Woman with a Disability

The plasticity of the 'self allows us to critically reflect on the 'scripts’

that we have written for ourselves and to write new ones (Heilbrun, 1988). In

redefining themselves as women with disabilities, the women in the study

()
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cast off their consumptive life script characterizations (“burden,” “damaged

goods,” “worthless,” “super-crip,” “superwoman,” “clumsy,” and so on) and

rewrote those scripts to reflect more awareness of and compassion for the

disabled parts of themselves.

The interviews in which they participated allowed the women to

review their life stories and to give voice to previously unheard or

unexamined life experiences. As Rachel realized, “... in the act of explaining, I

very often come to understand”. Grace's thoughtful insight suggests that,

indeed, she may have been the most important audience her story reached, “I

hear myself tell my story... and so, upon hearing it is when I start processing it

... for days afterwards....You've opened the door.”

Through rewriting the scripts for their lives, these women came to an

understanding of how they are 'special’ from a disablement perspective. In

the process, they were able to articulate their life goals and share an a vision

of what the world should be like for them as women with disabilities.

Activism—From the Personal to the Political

As they cast out self-doubt and alienation, emerged from silence and

redefined their lives, a striking number of the women began to redefine the

environment in which they and others with disabilities lived. Through

writing, developing support groups, political action, and education, they

began to challenge the world that constrained them.

(?
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In shifting the focus of disability from themselves to the environment,

they made the transition from the personal to the political (as it is often

referred to in feminist literature). These women saw their disablement no

longer as solely a personal structural defect but rather as a construction of the

ableist social world. Jocelyn's ability to place disability outside of herself is

reflected in this humourous but painful truth—“My disability is? Able

bodied people!!”

As these women became activists and advocates for change, they

worked for social justice that will ensure their equality and freedom from the

kind of systematized oppression that has limited their life opportunities. On

International Women's Day in 1981, a group of women with disabilities met

in a park in Melbourne, Australia. They held a banner that read: “We'll

decide what is beautiful.” Thus began the first collective of disabled women

(Hall, 1992). This ability to “decide what is..." is key to achieving a just world

for women with disabilities.

The research enterprise is one of the arenas in which the perspectives

and voices in ‘deciding what is...' of women and indeed, all people with

disabilities is absent. The traditional research paradigm has legitimized

certain people as knowers and the producers of knowledge while identifying

others only as subjects of study. Marginalized as knowers, the voices of

people with disabilities have not been included in the body politic of disability

research. As a result, the knowledge generated from such research efforts is

(?
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‘alienated' from the people it purports to understand and has thereby,

reinforced their marginal status.

The need for disability researchers to critically reflect on the “discourse

of disability” (Rioux & Bach, 1994) and the process of knowledge development

has been raised by a growing number of disabled and non-disabled

researchers. Committed to bridging the gap that creates silence between those

in the research community and people with disabilities, these researchers are

challenging the epistemological foundations of disability through the prism

of a critical social science paradigm (Rioux & Bach). A significant aspect of

this challenge is the recognition that the basis of knowledge development is

dialogue between equally knowing subjects. Thus, the relations of research

production are fundamentally altered (Oliver, 1992; Zarb, 1992).

Changing the Relations of Research Production

Increasingly, researchers and people with disabilities are demanding a

shift in the social relations of disability research production. This shift

mandates conducting research from within a framework of disabled people's

(in this case, disabled women's) perspectives. To do so successfully requires

that disability research “not be seen as a set of technical, objective procedures

carried out by experts but part of the struggle by disabled people to challenge

the oppression they currently experience in their daily lives" (Oliver, 1992,

p. 102).
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Disability research generated from within the traditional paradigm has

been experienced by the ‘passive' research ‘subjects' as isolating and

individualizing. Its primary outcome has been to reinforce the construction

of disability as an individual problem. Interpretive research has also been the

target of critique by those being researched as they recognize that while the

interpretive paradigm has “changed the rules, in reality it has not changed

the game" (Oliver, 1992, 106). Oliver argues that unless the social relations of

the research process change significantly to ensure that both the researcher

and the researched become mutually the changers and the changed (Lather,

1987), disability research will continue to contribute to the oppression of

people with disabilities, rather than improving their lives.

Further, a critical disability research perspective questions the context

of disability through the lens of human rights and ethics (Rioux & Bach,

1994). Citizenship, social justice and humanity rather than deviance,

limitations and functional ability are frameworks that underpin this

approach to research. The vantage point for the research must become that of

the people with disabilities themselves. As an example, Bach (1994) questions

how researchers can explore quality of life issues with people with disabilities

without being attuned to how "their subjects” envision a “good life"

As has been clearly demonstrated, the women in this study defined for

themselves what it means to be 'special,' 'courageous,' and to have a quality

life. They view objective' portrayals of themselves as people with disabilities
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as extrinsic and inaccurate. As Joceylyn noted, “When I look at my

documentation, it seems like they're talking about someone else, not me"

Critical disability researchers must then question how the research

questions are being asked and perhaps more importantly, whose questions are

being asked and why (Rioux & Bach, 1992). This new paradigm of disability

research, which legitimizes people with disabilities as equal holders and

producers of knowledge, is inherently consistent with a human rights

perspective—for certainly, in the research enterprise, they have been

systematically excluded.

By including the voices of people with disabilities and further, by

making researcher accountable to them for the knowledge that is created, the

balance of power is inexorably shifted. It is through this crucial power shift

that people with disabilities will be in a position to challenge the empirical

status quo and work towards cultural liberation, not only for others with

disabilities, but possibly for the larger community.

Cultural Liberation

The concept of cultural liberation has most often been applied when

considering minority ethnic groups or subcultures, such as the gay and

lesbian subculture. As discussed in Chapter 2—Constructions of Disability, the

community of persons with disabilities has been diffuse and ill-defined.

Indeed, the women in this study reflected this diversity. “It’s like redheads ...

just because you have the same colour hair doesn't mean anything" (Leslea). ()
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Despite (and perhaps) because of this diversity, the community of

people with disabilities mirrors that of the larger community. Indeed, as the

number of people with disabilities grows (as it surely will), the liberation of

this group may mean liberation for us all.

Wendall (1989) suggests that the dominant paradigm of disability is

linked to the cultural oppression of the body. In a culture that idealizes the

body and demands that everyone fit with an ideal that is all but unattainable,

a new model of disability that recognizes that unique and varied limitations

are part of living may serve to humanize stereotypes not only of women with

disabilities, but of people in general. Sumrall asks: “If able-bodied women

can't accept their bodies how do they view their disabled sisters?” (1992, p. IV

145).

This realization of human commonalities moves the discussion of

disability and human rights beyond minority group thinking to considering

the meaning of community and how much diversity a society is willing to

support. Jacqueline Spoth refers to “women of difference” (1991, p. 120) in her

discussion of how she came to terms with her own sexuality as a woman with

a rare degenerative disease of the nervous system. In a society that supports a

very narrow definition of what the “perfect woman" should be, the phrase

“women of difference" might easily refer to the majority of women. Indeed,

women who have disabling conditions, women who are older, women who

are overweight, women of colour, women who have wrinkles, cellulite or
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acne, in fact 'real women' might all be considered women of difference. This

is not to diminish in any way, the unique and very real and often painful

issues facing women with disabling conditions. However, shifting the lens to

consider human commonality versus difference or deviance has the exciting

potential to transform these women from “the other" to “us”.

It is clear from the stories the women in this study shared with me that

they possess ways of knowing about their bodies that are not available to

those of us who are more relatively able-bodied. Through bringing this

knowledge into the culture so that everyone, disabled and non-disabled, can

make use of it, a new understanding of the oppression of the body

(particularly oppression of the female body) by our society and its culture may

come to light.

That is the challenge for feminist researchers—to make the experiences

of women with disabilities political and, through a lens of human

commonality, to critically examine oppressive myths and social conditions

that constrain the lives of all women of difference.

()
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Chapter 7

Final Thoughts

My goal in this research has been to make the experiences of nineteen

women with disabling conditions come to life, with the hope that stories of

their struggles, their failures, their successes and their dreams would allow

their voices to be heard and their realities seen. The enthusiasm and

commitment of these women in achieving this mutual goal both surprised

and pleased me. I proudly supposed that I was working toward the creation of

‘authentic knowledge’ that might challenge some of the stereotypes, myths

and ‘closets’ that have hidden these women's lives.

With voices full of excitement, anger, pain, fear, joy, sadness, and

wonder, the women shared those parts of their lives as women with

disabilities that they wanted me (and the audience they understood would

come later) to see and hear. The raw texts left me feeling thrilled, yet

overwhelmed. As Pat exclaimed during our final interview—

God, you must feel like somebody that's been panning for gold or in a

mine, and suddenly comes upon the Mother Lode, and all you have is

like a little backpack. You think, ‘How the hell am I going to haul this

stuff out of here and put it all together?"

Indeed, I had "hit the Mother Lode” and the enormity of the richness

that confronted me was, at first, too precious to handle. As I began to probe

the scores of pages of transcripts and field notes, the voices of the women
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blended and yet each remained distinctly unique in what initially seemed

quite like an alien symphonic orchestration.

To be sure, certain notes and phrases touched my consciousness with

particular clarity and power. As I struggled with my own issues of identity,

independence, aging, and social justice, the melodies became strangely

familiar. I began to see and hear myself in the stories of these nineteen

women. Why had I initially perceived them so adroitly as ‘the other'? The

answer gradually—and painfully—became clear. While I had earnestly

challenged the vestiges of the functional-limitations paradigm under whose

tutelage I had been professionally socialized, I had failed to raise to the surface

my personal (if unconscious) conviction of disability as tragedy—something

that happens to someone else.

Though I caught fleeting glimpses of myself within the women's

stories during some of the later interviews, the blinding consequences of my

biases did not become clear until I immersed myself in the written narratives.

It was only with the concrete refutation in front of me that I was able to

confront these mis-perceptions and to discern the ways in which they had

influenced the interviews and data analysis.

This type of reflexive analysis is always demanded in critical research.

Surely, it was the most difficult aspect of the research process for me. To

assume a self-critical stance, to recognize and challenge encultured
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perceptions about disability and research, required me to acknowledge my

potential to continue the marginalization of the women in the study.

The Research Questions

Having said those things, I wish to return to the original questions I

used to guide the research process. While these questions became increasingly

dispensable as the women's stories provided direction for the data gathering, I

must point out that they reflected my perspective at the study's outset.

Consequently, they coloured my early understanding of the women's lives in

significant ways.

Question 1:

Question 2:

Question 3.

What is the subjective experience of disability for women with

adult onset, physically disabling conditions? What are the nature

and meaning of their self-definitions (a) as women, (b) as

persons with disabilities, and (c) as women with disabilities?

What are the conditions that circumscribe the lives of

women with physical disabilities? What do women with

disabilities identify as oppressive conditions, structures

and forces within the social, economic and political

environment? What environmental conditions do they

identify as enabling? How have these women interacted

with the environment to change it?

What are the scope and variety of interactions that women with

disabilities maintain? Do these women perceive these

interactions as reinforcing or weakening disabling stereotypes?
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As equal ‘knowers' in the research process, the women presented

stories that reflected their struggles with their identities, their increasing

awareness of the subjective experiences of their disabling conditions (referred

to as ‘body talk'), and the oppressive social conditions and relationships with

which they struggled on a daily basis. The opportunity to reflect on their lives

allowed many of them to strike at the heart of what it means for them to be

disabled members of an ableist society. Together, we began to explore how

they had constructed their views of the world and themselves. When this

level of critical dialogue was achieved, I responded to the energy and the

honesty and actively engaged in the mutual process of 'knowledge making'.

The resultant understanding of their lives was thereby created through the

dialogue and critical reflection that characterized our interviews.

The remaining two questions generated some findings that surprised

me. My assumptions about planning for the future (and that predictability of

the disease course would be important in this process) were all too apparent

in my emphasis on this aspect of the women's lives in my concluding

interviews.

Question 4: Do the self-definitions and subjective experiences of women

with relatively stable disabling conditions differ from those of

women whose condition is progressive? How does perception of

predictability of the course of the disabling condition influence

these definitions and experiences?
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Question 5: What are disabled women's projections regarding the future?

What preparations have they made or do they plan to make

based on these projections? How do these projections and

preparations fit with the women's self-definitions?

What became obvious to me as I pored over the transcripts was that my

assumptions of the predictability of the women's lives precluded my really

“hearing' the stories they were telling me. Unpredictability was, as I had

expected, a significant factor in the lives of all of the women I interviewed.

However, unexpectedly, unpredictability came from sources other than the

disease itself. Equipment breakdown, illness of home-support workers,

unforeseen exposure to toxic substances (including commonly encountered

perfumes and after shave lotions), unsolicited advice and assistance that

required time and energy consuming explanations, and the sometimes rude

or solicitous responses of people on the street were unpredictable events that

assailed the women on a daily basis. The unknowns inherent in the disabling

condition were clearly of secondary significance to the fickle threats of the

social and physical environment.

While many of the women were preparing for the future through

further education, creating self-employment opportunities and building

supportive networks, they spoke little of the future. The persistent response

to my dogged questions was that it is important to ‘stay in the present'. Only

through being 'present could the women listen to and trust in their bodies.

Only when they stayed ‘present did the 'gifts' appear. As Robin explained,
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planning was dangerous—"Every time I make plans I'm in trouble. I'm

finding out it's OK to make plans as long as I'm not attached to the outcome.”

For the women I interviewed, the most powerful and successful

technique in 'getting through' was to live in the moment. Michelle

Landsberg, a Toronto journalist who has survived breast cancer “and its

treatment” shared her experiences with a friend facing similar assaults.

Together they concluded that—

when dread rose up in us, we would force ourselves to stop, to notice

the sunshine, to relish in being alive and not in pain at that instant.

Whatever lies ahead for both of us, we both know this: we don't want

to waste or spoil one priceless moment of health by giving in to fear

(1995, G14).

While terms like ‘coping’, ‘denial' and ‘avoidance' had tickled some

place deep in the recesses of my nurse-educated brain as I listened to such

stories, I later realized that what Michelle and the women in this study were

talking about was living their lives in the ways that they define those lives.

For many of the women, this clearly included living a life of substantive

value as reflected in Rachel's comment—

I don’t believe I'm here for a free ride. I believe that I have a

responsibility in the universe. I'm not always clear what it is. But it's to

live a life of some meaning and significance....I believe in doing

something and connecting in a way to something that I consider the
universe.
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Taylor refers to authentic lives or “a certain way of being human that is

my way...not in imitation of anyone else's..." (1991, p. 28-29). It is this

commitment to authenticity that compels Grace, like Cervantes' hero Don

Quixote, to forge her own life—

I'll still skin the cat my way, and I'll take the risk whether or not I'm

accepted. It will be my way, the individual way, which is essentially

what most people are doing. Only there is this group out there that is

doing it all similar, in order to be accepted and approved of. I don't

require that approval anymore. I feel empowered as an individual, that

if it turns out that if I do it their way, because that's best for me, great.

And if I get the approval, great....I don't feel I need that approval.

Grace's reference to being empowered was yet another trigger for me to

really grow into the role of critical researcher. One of my goals for this study

had been to provide an opportunity for the women to explore their own

situations from a different perspective—to become ‘conscienticized',

emancipated from their own ideological illusions and ultimately be

empowered. And yet, the notion of empowerment was met with

unanticipated responses from many of the women. Robin's comment best

reflects these views—

You need to have a sense of power in order to realize that you don't

have to have power.... My power is in the freedom to do whatever I

need to do in every moment. It's not having some rigid idea about

what power is and who I am. It's stepping beyond all of that. It's having
the freedom...to do whatever has to be done.
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This freedom to live out authentic life plans—not power—was

consistently reflected in the stories these women told. Clearly, while many

gained new insights into their situations, the individual who became most

conscienticized to the realities of their lives as women, as women with

disabilities and my even my own role as a nurse was myself.

Significance for Nursing Practice and Research

While a critical dialogue on disability research and the language of

disablement has gained some prominence in the social sciences literature

since the late 1980s, nursing literature has remained conspicuously silent

about people with disabilities. My work in this area therefore seems rather

unique and its relevance for nursing practice and research perhaps less than

apparent.

From a simplistic but very real perspective, as people with disabling

conditions will undoubtedly grow in numbers, this gap in the body of nursing

knowledge about a growing segment of the population will increasingly be

problematic. However, I envision the salience of the this study more

importantly applied to the shifting paradigm of health and the role of the

Ilu■ Se.

The current emphasis in nursing on the ethics of care and caring

(Condon, 1992; Benner & Wrubel, 1989), advocacy and empowerment (Fleury,

1991; Henderson, 1995; Jones & Meleis, 1993; Moccia, 1988; Skelton, 1994;

Wallerstein, 1992; Wuest et al., 1991) and community development (Eng,
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Salmon & Mullan, 1992; Wallerstein & Bernstein, 1994; Watt & Rodmell.

1988; Watts, 1990) has forced the members of the profession to shift their

perceptual lens from primarily a biomedical and behavioural approach to a

socio-environmental approach to health. Connectedness to a community, the

development of social and caregiving networks, interdependence, and

political action for community development are foundational to this

approach (Labonte, 1994).

The life experiences of the women in this study allow us, indeed

demand, that we examine issues of discrimination, deviance, stigmatization,

acceptance, equity and justice as well as definitions of quality of life, health

and wellness for a significant segment of our community. This group of

women who responded to a flyer about “making their voices heard” are in no

way meant to represent the views or experiences of all women with disabling

conditions. Yet their stories hold the keys to unlock the doors that have

hidden their true lives from others and from themselves. These same keys

may have the potential to unlock others' lives as well.

With “eyes wide open", the women faced their realities and sought to

re-write their life plans. By exposing their stories to public scrutiny, they have

challenged some of the distorting effects of the stereotypes and stigmatization

that have perpetuated the invisibility of all women with disabilities and their

status as "less valuable' members of the community. These few voices have

humanized the stereotypes and destroyed the brush that painted all women
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with disabilities (possibly all people with disabilities) with the same disabling

stroke. By offering a vision of their unique lives, they created the possibility

that for those who read their stories all women with disabilities will be seen

to have unique lives.

Further, by removing the veil that distorted our understanding of

women with disabilities, this work may well provide an entrée into a field of

nursing study that will increase our understanding of the impact of the macro

and micro contexts of other groups of people who bear the burden of stigma. I

have already discussed how the distinct view of their bodies of the women I

interviewed might help all women understand their experiences within a

social context that is characterized by oppression of the body. Indeed, the

critical research methodology used in this study, incorporating a framework

of citizenship and social justice, is an apt vehicle for reaching new

understanding of the life experiences of all of the people with whom nurses

work (Felske, 1994).

Consistent with the emerging socio-environmental paradigm of health

and health enhancement, this research approach assumes a human rights

perspective that carefully considers how research defines not only its'

'subjects' but also ourselves as researchers. Requiring radical changes in the

relationship and balance of power between researchers and research

participants (Oliver, 1992), the genesis of the research questions, the goal of

research (now as a tool of liberation) (Zarb, 1992), and the venues for
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dissemination of research findings, the critical methodology used in this

study has the potential to generate new understandings of human experience

by and with the people it is in the end presumed to benefit.

As expertise becomes a “resource available to all rather than a form of

power for a few” (Felske, p. 191), the researchers and the researched (the

knowers and the known) become one and the same. The potential for

creating greater understanding of the human condition is thereby shared

more equitably.

Another issue raised through this work involves caregiving networks.

While the nursing literature is replete with work in the areas of caregiver

burden, caregiver stress and intervention strategies for caregivers, scant

attention has been paid to the role of caregivers outside the family

constellation and the role of women with disabilities as caregivers. The

women in this study spoke of developing networks of support (generally

from other women) within the community of people with disabilities and

within the larger community. They also shared their experiences of being in

the role of caring for others. In so doing, they have seriously debunked the

ideology of a stable kin network that provides care and the role of the

“impaired' person as the perpetual receiver and never the source of support.

As the number of older persons and those with chronic illnesses and

disabilities who require support to remain in the community continues to

grow, nursing would benefit from a critical examination of the "rhetoric and



230

implicit assumptions concerning the caregiving family" (Dressel & Clarke,

1990), gender issues in caregiving, and the reciprocity in the caregiver/care

receiver dyad. The light shed by the experiences of the women in this study

may well serve as beacons for further exploration in this area.

Limitations of the Study

The perceptual frame for this study defines the environment as the

reciprocal interaction between people and their social world across three

frames of reference: social, economic, and political structures; human social

relations; and everyday life (Chopoorian, 1986). The strength of a critical

ethnography is that it allows a creation of an understanding of the lifeworld

of people (in this case, women with disabilities) within the context of this

environment. Bibeau proposed that it is the search for “links, knots, webs and

connections"(1988, p. 410) between these dimensions that is essential to

developing an understanding of a multi-layered reality.

The most significant limitation of this critical study was my emphasis

on reciprocity in only two of the three environmental domains identified by

Bibeau (1988) and Chopoorian (1986)—the individual and collective

(everyday life), and the socio-cultural (human social relations). While the

women's stories reflected their interaction with the political-economic

dimension of the environment, data were not collected which would allow a

critical analysis of this facet of their social reality.
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Significantly, the Americans with Disabilities Act (ADA) was passed

during the course of my interviews with the nineteen women and

surprisingly (to me), it was referred to infrequently. While many of the

women indicated that they were pleased that equity issues for people with

disabilities were successfully advocated for and addressed by the federal

government, their hope for significant positive outcomes were guarded, as

Jocelyn's words imply—

I think it's nice, but it doesn't mean a hill... It's not going to change

people's awareness....Common sense! People lose common sense when

they're forced to deal with something that they don't want to deal with

in the first place. It becomes an emotional factor and it's like “NO! NO! I

don't care what you say.' It's about time that we got equal rights, but it's

like...I think it's more symbolic than anything else.

A critical examination of the political and economic forces behind the

ADA, local and state legislation, federal and state funded support programs

for people with disabilities, and state and local ordinances for access for people

with disabilities are only a few of the dimensions of the political and

economic realities influencing the lives of the women I interviewed.

Without a critical understanding of the interrelationships between the

political-economic and the individual, collective, social and cultural

dimensions of the environment in which these women live, the

understanding of their reality remains incomplete and distorted. Further

efforts to critically examine and directly observe the women's interaction with
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these aspects of their world will provide a more powerful lens with which to

illuminate their lives.

Other limitations have arisen from a limited awareness of my own

biases and assumptions as the study began and a naïve application of the

critical method. While the self-critique that characterized the reflexive

analysis in which I engaged increased as the study progressed, my hesitancy

(conscious or unconscious) clearly influenced the interviews and my ongoing

analysis of the data. Involvement of the women more fully from the

beginning of the project (for example, in the generation of the questions, in

the format of the interviews, and in decisions regarding the use of the results)

as full partners in the research enterprise would certainly have been more

consistent with the critical paradigm for disability research.

I had the opportunity and pleasure of meeting with one woman,

Helen, prior to generating my research proposal. Having lived with the

physically disabling effects of rheumatoid arthritis for most of her adult life,

this woman was enthusiastic about my proposed work. We talked for several

hours about my thoughts and her final words of advice to me were—

"Whatever you do, don't call us special! Please, don't call us special.” While I

did not fully understand the ‘why’ behind her plea, the import of these words

stayed with me and I sought the ‘why’ from the women I interviewed. They

understood! And they helped me to understand the importance of defining

for themselves what ‘special' means.
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As I promised Helen, I will not call them special but they have done it

themselves and that is what is important. That is what is essential. If, as

nurses, we are to generate research that is meaningful to the lives of people

with disabilities, we must rid ourselves of the divisions that have kept their

knowledge outside the research enterprise and have resulted in their

continued invisibility and marginalization.

Conclusion

To the best of my ability, I have honoured my commitment to the

nineteen women who worked with me in creating this work. Their voices

speak out through the pages, telling stories of their lives as 'women of

difference'. Their voices will be 'heard' by all who read the words, but perhaps

most important, I have heard their voices and will forever think differently

about the value of diversity within our world. As Robin's words so succinctly

conclude—"either we're all special, or none of us is special".



234

References

Ablon, J. (1977). Field method in working with middle class Americans: New
issues of values, personality, and reciprocity. Human Organization, 36(1),
69–72.

Ablon, J. (1984). Littl le in America: ial dimensions of rfism.
New York: Praeger Publishers.

Ablon, J. (1988). Living with difference: Families with dwarf children. New
York: Praeger Publishers.

Acker, J., Barry, K., & Esseveld, J. (1983). Objectivity and truth: Problems in
doing feminist research. Women's Studies International Forum, 6(4),
423-435.

Agar, M. H. (1980). The professional stranger: An informal introduction to
ethnography. New York: Academic Press, Inc.

Agar, M. H. (1986). Speaking of ethnography: Qualitative research methods.
Vol.2. Beverly Hills, CA: Sage Publications.

Altheide, D. L. & Johnson, J. M. (1994). Criteria for assessing interpretive
validity in qualitative research. In N. K. Denzin & Y. S. Lincoln (Eds.),
Handbook of qualitative research (pp. 485-499). London: Sage
Publications.

Altman, B. M. (1981). Studies of attitudes toward the handicapped: The need
for a new direction. Social Problems, 28, 321-337.

Altman, D. (1971). Homosexual: Oppression and liberation. Sydney, Australia:
Angus & Robertson.

Anspach, R. R. (1979). From stigma to identity politics: Political activism
among the physically disabled and former mental patients. Social Science
and Medicine, 13A, 765-773.

Apton, A. A. (1959). The handicapped. New York: Citadel Press.

Aronson, J. (1990). Old women's experiences of needing care: Choice or
compulsion? Canadian Journal on Aging, 23), 115-125.

Asch, A. (1984a). Personal reflections. American Psychologist, 39(5), 551-552.

Asch, A. (1984b). The experience of disability: A challenge for psychology.
American Psychologist, 39(5), 529-536.



235

Asch, A. & Fine, M. (1988). Introduction: Beyond pedestals. In M. Fine &
A. Asch (Eds.), Women with disabilities: Essays in psychology, culture.
and politics (pp. 1–37). Philadelphia:Temple University Press.

Bach, M. (1994). Quality of life: Questioning the vantage points for research. In
M. H. Rioux, & M. Bach (Eds.), Disability is not measles: New research
paradigms in disability (pp. 127-151). Toronto, Canada: L'Institut Roeher
Institute.

Baillie, V., Norbeck, J. S., & Barnes, L. A. (1988). Stress, social support, and
psychological distress of family caregivers of the elderly. Nursing
Research, 37(4), 217-222.

Barker, R. G. (1948). The social psychology of physical disability. The Journal
of Social Issues, 4(4), 28-38.

Barthes, R. (1972). Mythologies. London: Paladin Press.

Becker, G. (1980). Growing old in silence. Berkeley, CA: University of
California Press.

Becker, G. & Arnold, R. (1986). Stigma as a social and cultural construct. In
S. C. Ainlay, G. Becker, L. M. Coleman (Eds.), The dilemma of difference:
A multidisciplinary view of stigma (pp. 39–57). New York: Plenum Press.

Becker, H. S. (1980). Culture. Yale Review, 71(Summer), 513-528.

Benner, P. & Wrubel, J. (1989). Primacy of caring. Stress and coping in health
and illness. Menlo Park, CA: Addison-Wesley.

Bernstein, N. R. (1970). Diminished people: Problems and the care of the
mentally retarded. Boston: Little, Brown and Company.

Bibeau, G. (1988). A step toward thick thinking. From webs of significance to
connections across dimensions. Medical Anthropology Quarterly (new
Series), 2(4), 402-416.

Bickenbach, J. E. (1994). Physical disability and social policy. Toronto,
Canada: University of Toronto Press

Birenbaum, A. (1971). On managing courtesy stigma. Journal of Health and
Social Behavior, 12, 55-65.

Bogdan, R. & Taylor, S.J. (1987). Toward a sociology of acceptance: The other
side of the study of deviance. Social Policy, 18, 34–39.



236

Bogdan, R. & Taylor, S.J. (1989). Relationships with severely disabled people:
The Social construction of humanness. Social Problems, 36(2), 135-148.

Brody, E. M., Kleban, M. H., Johnsen, P. T., Hoffman, C., & Schoonover, C. B.
(1987). Work status and parent care: A comparison of four groups of
women. The Gerontologist, 27(2), 201-208.

Browne, S., Connors, D., Stern, N. (1985). With the power of each breath:
A disabled women's anthology. San Francisco: Cleis Press.

Bruner, E. M. (1993). Introduction: The ethnographic self and the personal
self. In P. Benson (Ed.), Anthropology in literature (pp. 1-26). Urbana, IL:
University of Illinois Press.

Callaway, H. (1981). Women's perspectives: Research as re-vision. In
P. Reason & J. Rowan (Eds.),

-

paradigm research (pp. 457-484). New York: John Wiley & Sons.

Chopoorian, T. J. (1986). Reconceptualizing the environment. In
P. Moccia (Ed.), New approaches to theory development (N.L.N.
Publication

15–1922, pp. 39-54). New York: National League for Nursing.

Condon, E. (1992). Nursing and the caring metaphor: Gender and political
influences on an ethics of care. Nursing Outlook, 40(1), 14-20.

Conklin, H. (1968). Ethnography. In D. L. Sills (Ed.), International
encyclopedia of social science, Vol. 5. New York: Free Press.

Connors, D. (1985). Disability, sexism, and the social order. In S. E. Browne,
D. Connors, & N. Stern (Eds.), With the power of each breath: A disabled
women's anthology (pp. 92-107). San Francisco: Cleis Press.

Corbett, J., Jones, E. & Ralph, S. (1993). A shared presentation: Two disabled
women on video. Disability, Handicap and Society, 8(2), 173-186.

Davis, F. (1961). Deviance disavowal: The management of strained interaction
by the visibly handicapped. Social Problems, 9, 120-132.

Deegan, M. J. (1985). Multiple minority groups: A case study of physically
disabled women. In M. J. Deegan & N. A. Brooks (Eds.), Women and
disability: The double handicap (pp. 37–55). Oxford, England: Transaction
Books.



237

Deegan, M. J., & Brooks, N. A. (Eds.). (1985). Women and disability: The
double handicap. Oxford, England: Transaction Books.

DeJong, G., Batavia, A.I., & Griss, B. (1989). America's neglected health
minority: Working age persons with disabilities. Milbank Memorial
Fund Quarterly, 67(Suppl. 2, Pt. 2), 311-51.

DeVivo, M. J. & Fine, P. R. (1982). Problems in defining and sampling the
relevant population of stressful life events. In B. S. Dohrenwend &
B. P. Dohrenwend (Eds.), ful lif IltS. ir ffects.
New York: Wiley.

Dimond, T. (1986). Social policy and everyday life in nursing homes: A critical
ethnography. Social Science and Medicine, 23(12), 1287-1295.

Dressel. P. L. & Clarke, A. (1990). A critical look at family care. Journal of
Marriage and the Family, 52,769-782.

Drieger, D. & Gray, S. (Eds). (1992). Imprinting our image: An international
anthology by women with disabilities. Toronto, Canada: gynergy books.

DuBois, B. (1983). Passionate scholarship: Notes on values, knowing and
method in feminist social science. In G. Bowles & R. D. Klein (Eds.),
Theories of women's studies (pp. 105-116). New York: Routledge &
Kegan Paul.

Dudley, J. (1983). Living with stigma: The plight of people who we label
mentally retarded. Springfield, IL.: Charles C. Thomas.

Duffy, M. E. (1985). A critique of research: A feminist perspective. Health Care
for Women International, 6,341-352.

Duffy, M. E. (1987). The concept of adaptation: Examining alternatives for the
study of nursing phenomena. Scholarly Inquiry for Nursing Practice: An
International Journal, 1(3), 179-192.

Dworkin, A., & Dworkin, R. (Eds.)(1976). The minority report. New York:
Praeger Publishers.

Eisenberg, M. G., Griggins, C. & Duval, R. J. (1982). Disabled people as second
class citizens. New York: Springer Publishing Co.

Ekberg, J. Y., Griffith, N., & Foxall, M.J. (1986). Spouse burnout syndrome.
Iournal of Advanced Nursing, 11, 161-165.



238

Ely, M., Anzul, M., Friedman, T., & Garner, D. (1991). Doing qualitative
research: Circles within circles. New York: The Falmer Press.

Eng, E., Salmon, M., & Mullan, F. (1992). Community empowerment: The
critical base for primary health care. Family and Community Health,
15(1), 1-12.

Felske, A. (1994). Knowing about knowing: Margin notes on disability
research. In M. H. Rioux, & M. Bach (Eds.), Disability is not measles: New
research paradigms in disability (pp. 181-199). Toronto, Canada: L'Institut
Roeher Institute.

Fengler, A. P., & Goodrich, N. (1979). Wives of elderly disabled men: The
hidden patients. The Gerontologist, 19(2), 175-183.

Fine, M. & Asch, A. (1981). Disabled women: Sexism without the pedestal.
Journal of Sociology and Social Welfare, 8, 233-248.

Fine, M. & Asch, A. (1988). Disability beyond stigma: Social interaction,
discrimination, and activism. Journal of Social Issues, 44(1), 3-21.

Finkelstein, F. O., Finkelstein, S. H., & Steele, T. E. (1976). Assessment of
marital relationships of hemodialysis patients. The American Journal of
the Medical Sciences, 271(1), 21-28.

Fleury, J. (1991). Empowering potential: A theory of wellness motivation.
Nursing Research, 40(5), 286-291.

Foxall, M. J., Ekberg, J. Y., & Griffith, N. (1985). Adjustment patterns of
chronically ill middle-aged persons and spouses. Western Journal of
Nursing Research, Z(4), 425-444.

Frank, G. (1984). Life history model of adaptation to disability: The case of a
congenital amputee. Social Science and Medicine, 19(6), 639-645.

Franklin, P. A. (1977). Impact of disability on the family income. Social
Security Bulletin, 40. 3-18.

Freire, P. (1970). Pedagogy of the oppressed. (M. Bergman Ramos, Trans.).
New York: Seabury Press.

Garrity, T. F. (1973). Vocational adjustment after first myocardial infarction:
Comparative assessment of several variables suggested in the literature.
Social Science and Medicine, Z, 705–717.



239

Gartner, A. & Joe, T. (Eds.) (1987). Images of the disabled, disabling images.
New York: Praeger Publishers.

Geertz, C. (1973). The interpretation of cultures. New York: Basic Books.

Gergen, K. (1991). The saturated self: Dilemmas of identity in contemporary
life. New York: Basic Books.

Geuss, R. (1981). The idea of a critical theory: Habermas and the Frankfurt
school. New York: Cambridge University Press.

Giddens, A. (1976). The rules of sociological method. London: Hutchinson
Press.

Glaser, B. & Strauss, A. (1967). The discovery of grounded theory, Chicago:
Aldine Press.

Goffman, E. (1963). Stigma. Notes on the management of spoiled identity.
Englewood Cliffs, NJ: Prentice Hall, Inc.

Goldstein, V., Regnery, G., & Wellin, E. (1981). Caretaker role fatigue. Nursing
Outlook, 21(1), 24–30.

Gortner, S. R. & Schultz, P. R. (1988). Approaches to nursing science methods.
Image: Journal of Nursing Scholarship, 2001), 22-24.

Greenwood, J. (1985). Disability dilemmas and rehabilitation tensions:
A twentieth century inheritance. Social Science and Medicine, 20012),
1241–1252.

Gussow, Z. & Tracy, G. S. (1968). Status, ideology, and adaptation to
stigmatized illness: A study of leprosy. Human Organization, 27, 316-325.

Habermas, J. (1971). Knowledge and human interests (J. Shapiro, Trans.).
Boston: Beacon Press.

Habermas, J. (1979). Communication and the evolution of society
(T. McCarthy, Trans.). Boston: Beacon Press.

Hahn, H. (1983). Paternalism and public policy. Society, 2003), 36–46.

Hahn, H. (1985). Disability policy and the problem of discrimination.
American Behavioral Scientist, 28(3), 293–318.



240

Hahn, H. (1987). Civil rights for disabled Americans: The foundation of a
political agenda. In A. Gartner & T. Joe (Eds.), Images of the disabled.
disabling images (pp. 181-203). New York: Praeger Publishers.

Hahn, H. (1988). The politics of physical differences: Disability and
discrimination. Journal of Social Issues, 44(1), 39–47.

Haley, W., Brown, L., & Levine, E. (1987). Experimental evaluation of the
effectiveness of group intervention for dementia caregivers. The
Gerontologist. 27(3), 381.

Hall, J. M. & Stevens, P. (1991). Rigor in feminist research. Advances in
Nursing Science, 13(3), 16-29.

Hall, L. (1992). We'll decide what is.... In D. Drieger. & S. Gray (Eds.),
Imprinti i : - -

n with

disabilities (pp. v-210-204). Toronto: gynergy books.

Hammersley, M. & Atkinson, P. (1983). Ethnography: Principles in practice.
New York: Tavistock Publications.

Hanna, W. J. & Rogovsky, B. (1991). Women with disabilities: Two handicaps
plus. Disability, Handicap & Society, 6(1), 49-63.

Henderson, D. J. (1995). Consciousness raising in participatory research:
Method and methodology for emancipatory nursing inquiry. Advances
in Nursing Science, 17(3), 58-69.

Heilbrun, C. (1988). Writing a woman's life. New York: Ballantine.

Hilton, (1987). The ethnographic perspective. Module 7. Research Awareness.
Distance Learning Centre, South Ban Polytechnic, London.

Hunt, D. (1987). Beginning with ourselves: In practice, theory and human
affairs. Cambridge, MA: Brookline Books.

Hyman, M. D. (1975). Social psychological factors affecting disability among
ambulatory patients. Journal of Chronic Disease, 28, 199-216.

International Center for the Disabled (1986). The ICD survey of disabled
Ameri : Bringing disabl icans into the main IIl.

Washington, DC: ICD.

Jennings, B., Callahan, D., & Caplan, A. L. (1988). Ethical challenges of chronic
illness. Hastings Center Report, 18(2), 1-16.



241

Jones, P. S. & Meleis, A. I. (1993). Health is empowerment. Advances in
Nursing Science, 15(3), 1-14.

Jongbloed, L. & Crichton, A. (1990). Difficulties in shifting from
individualistic to socio-political policy regarding disability in Canada.
Disability, Handicap & Society, 5(1), 25-36.

Jorm, A., Henderson, S., Scott, R., Mackinnon, A., Korten, A., &
Christensen, H. (1993). The disabled elderly living in the community:
Care received from family and formal services. The Medical Journal of
Australia, 158, March 15, 383-388.

Kallen, E. (1989). Label me human: Minority rights of stigmatized Canadians.
Toronto, Canada: University of Toronto Press.

Kanner, L. (1964). A history of the care and study of the mentally retarded.
Springfield, IL: Charles C. Thomas.

Keating, N., Kerr, K., Warren, S., Grace, M., & Wertenberger, D. (1994). Who's
the family in family caregiving? Canadian Journal on Aging, 13(2),
268-287.

Keith, L. (1992). Who cares wins? Women, caring and disability. Disability.
Handicap & Society, Z(2), 167-175.

Keller, E. F. (1982). Feminism and Science. Signs: Journal of Women in
Culture and Society, Z(3), 589-602.

Keller, E. F. (1985). Reflections on gender and science. New Haven, CT: Yale
University Press.

Kent, D. (1988). In search of a heroine: Images of women with disabilities in
fiction and drama. In M. Fine & A. Asch (Eds.), Women with disabilities:
Essays in psychology, culture and politics (pp. 90-110). Philadelphia:
Temple University Press.

Kinchloe, J. L. & McLaren, P. (1994). Rethinking critical theory and qualitative
research. In N. K. Denzin & Y. S. Lincoln (Eds.), Handbook of qualitative
research (pp. 138-157). London: Sage Publications.

King, T. (1993). The experiences of midlife daughters who are caregivers for
their mothers. Health Care for Women International, 14,419–426.



242

Kirk, J. & Miller, K. (1986). Reliabili
- - - - -

itative r
Qualitative research methods, Series 1. Beverly Hills, CA: Sage
Publications.

Klein, R. F., Dean, A., & Bogdonoff, M. D. (1967). The impact of illness upon
the spouse. Journal of Chronic Disease, 20, 241-248.

Koch, T. (1994). Establishing rigor in qualitative research: The decision trail.
Lournal of Advanced Nursing, 1994, 19,976-986.

Kuhn, T. S. (1962). The structure of scientific revolutions. Chicago: University
of Chicago Press.

Kutner, N. G. & Gray, H. L. (1985). Women and chronic renal failure: Some
neglected issues. In M. J. Deegan & N. A. Brooks (Eds.), Women and
disability: The double handicap (pp. 105-116). Oxford, England:
Transaction Books.

Labonte, R. (1994).
- r :

frameworks. Toronto, Canada: University of Toronto, Centre for Health
Promotion.

Landsberg, M. (1995, August 12). When fear hit denial became our lifesaver.
The Toronto Star, p.G14.

LaPlante, M. P. (1988). Data on disability from the National Health Interview
Survey, 1983-85. An InfoUse Report. Washington, DC: U.S. National
Institute on Disability and Rehabilitation Research.

Lather, P. (1987). Research as praxis. Harvard Educational Review, 56,
pp. 257-273.

Lather, P. (1991). in : Femini h ith/in th
postmodern. New York: Routledge.

Lewin, K. (1935). A dynamic theory of personality. New York: McGraw-Hill.

Liachowitz, C. (1988). Disability as a social construct: Legislative roots.
Philadelphia: University of Pennsylvania Press.

Lincoln, Y. S. & Guba, E. G. (1985). Naturalistic inquiry. Beverly Hills, CA:
Sage.

Linsk, N. L., Keigher, S. M., & Osterbusch, S. E. (1988). States' policies
regarding paid family caregiving. The Gerontologist, 28(2), 204-212.



243

Lipson, J. (1989). The use of self in ethnographic research. In J. Morse (Ed.),
-

(pp. 61-75).
Rockville, MD: Aspen Publishers,

Litterst, T. A. E. (1985). A reappraisal of anthropological fieldwork methods
and the concept of culture in occupational therapy research. The
American Journal of Occupational Therapy, 39(8), 602-604.

Lloyd, M. (1992). Does she boil eggs? Towards a feminist model of disability.
Disability, Handicap & Society, 7(3), 207-221.

Longmore, P. K. (1985). A note on language and the social identity of disabled
people. American Behavioral Scientist, 28(3), 419–423.

Luft, J. (1977). : -

health problems. Cambridge, MA: Ballinger.

MacKinnon, L., & Martlett, N. (1984). A social action perspective: The disabled
and their families in context. In J. C. Hansen (Ed.), Families with
handicapped members (pp. 111-126). Rockyville, MD: Aspen
Publications.

Marcus, G. E. & Fischer, M. M. J. (1986). Anthropology as cultural critique:
An experimental moment in the human sciences. Chicago: University of
Chicago Press.

f

Martinson, I., Chesla, C., & Muwaswes, M. (1993). Caregiving demands of
patients with Alzheimer's disease.

-

Nursing, 10(4), 225-232.

McCharen, N. & Earp, J.A.L. (1983). Toward a model of factors
influencing the hiring of women with a history of breast cancer. In
M. J. Deegan & N. A. Brooks (Eds.), Women and disability: The
double handicap (pp. 117-131). Oxford, England: Transaction
Books.

McGowan, M. B., & Roth, S. (1987). Family functioning and functional
independence in spinal cord injury adjustment. Paraplegia, 25, 357-365.

McLaughlin, J. (1986). Reliability and validity issues in school ethnography
and qualitative research. Journal of School Health, 56(5), 187-189.

Medoff, M. (1980). Children of a lesser god. Clifton, NJ: James T. White & Co.



244

Meyerowitz, B. E. (1980). Psychosocial correlates of breast cancer and its
treatment. Psychological Bulletin, 87, 108-131.

Meyerson, L. (1988). The social psychology of physical disability: 1948 and 1988.
Journal of Social Issues, 44(1), 173-188.

Minard, M. (1987). Affliction. In M. Saxton & F. Howe (Eds.), With wings:
I C i4a T º -

isabilities (p. 10).
ew York.

Mischler, E. G. (1986). Research interviewing: Context and narrative.
Cambridge, MA: Harvard University Press.

Mittleman, M., Ferris, S., Steinberg, G., Shulman, E., Mackell, J.,
Ambinder, A., & Cohen, J. (1993). An intervention that delays
institutionalization of Alzheimer's disease patients: Treatment of spouse
caregivers. The Gerontologist. 33(6), 730–740.

Moccia, P. (1988). At the faultline: Social activism and caring. Nursing
Outlook, 36(1), 30-33.

Montgomery, R. J. V., Gonyea, J. G., & Hooyman, N. R. (1985). Caregiving and
the experience of subjective and objective burden. Family Relations, 34,
19–26.

Morris, J. (1992). Personal & political: A feminist perspective on researching
physical disability. Disability, Handicap & Society, Z(2), 157-166.

Myeroff, B. & Ruby, J. (1982). Introduction. In J. Ruby (Ed.), A crack in the
mirror: Reflexive perspectives in anthropology (pp. 1-35). Philadelphia:
University of Pennsylvania Press.

Nagi, S. Z. (1976). An epidemiology of disability among adults in the United
States. Milbank Memorial Fund Quarterly/Health and Society, 54,
439–467.

Oliver, M. (1990). Post-positivism, paradigms and power: Disabling research
or researching disbility? Paper presented at the International

agenda for the 1990s, Stockholm, 2-3 July.

Oliver, M. (1992). Changing the social relations of research production?
Disability, Handicap & Society, 7(2), 101-114.



245

Oliver, M. & Zarb, G. (1989). The politics of disability: A new approach.
Disability, Handicap & Society, 4(3), 221-239.

Osmond, M. W. (1987). Radical-critical theories. In M. B. Sussman &
S. K. Steinmetz (Eds.), Handbook of marriage and the family
(pp. 103-124). New York: Plenum Press.

Palmer, I. S. (1983). From whence we came. In N. L. Chaska (Ed.), The nursing
profession: A time to speak (pp. 3-28). New York: McGraw-Hill.

Peters, L. C., & Esses, L. M. (1985). Family environment as perceived by
children with a chronically ill parent. Journal of Chronic Disease, 38(4),
301-308.

Pettigrew, A. M. (1983). On studying organizational cultures. In
J. Van Maanen (Ed.), Qualitative methodology (pp. 87-104). Beverly Hills,
CA: Sage Publications.

Peyrot, M., McMurray, J. F., & Hedges, R. (1988). Marital adjustment to adult
diabetes: Interpersonal congruence and spouse satisfaction. Iournal of
Marriage and the Family, 50(2), 363-376.

Phillips, D. C. (1987). Validity in qualitative research: Why the worry about
warrant will not wane. Education and Urban Society, 2001), 9–24.

Pillemer, K & Suitor, J. (1992). Violence and violent feelings: What causes
them among family caregivers? Iournal of Gerontology, 47(4), S165-172.

Polkinghorne, D. E. (1988). Narrative knowing and the human sciences.
Albany, NY: University of New York Press.

Punch, M. (1986). The politics and ethics of fieldwork: Qualitative research
methods, Series 3. Beverly Hills, CA: Sage Publications.

Qureshi, H. (1990). A research note on the hierarchy of obligations among
informal carers—A response to Finch and Mason. Aging and Society, 10,
455-458.

Rae, A. (1993). Independent living, personal assistance and disabled women—
the double bind? Disability, Handicap & Society, 8(4), 431-433.

Reason, P. & Rowan, J. (1981). Issues of validity in new paradigm research. In
P. Reason & J. Rowan (Eds.),

- -

paradigm research. New York: John Wiley & Sons.



246

Richardson, S.A., Hastorf, A. H., Goodman, N., & Dornbusch, S. M. (1961).
Cultural uniformity in reaction to physical disabilities. American
Sociological Review, 26, 241-247.

Rioux, M. H. & Bach, M. (Eds.) (1994). Disability is not measles: New research
paradigms in disability. Toronto, Canada: L'Institut Roeher Institute.

Rodgers, B. & Cowles, V. (1993). The qualitative research audit trail:
A complex collection of documentation. Research in Nursing and
Health, 16, 219–226.

Rosenthal, T. T. (1989). Using ethnography to study nursing education.
Western Journal of Nursing Research, 11(1), 115-127.

Roth, J. A. (1983). Care of the sick: Professionalism vs. love. Science, Medicine
and Man, 1, 173-180.

Roth, W. (1983). Handicap as a social construct. Society, 2003), 56-61.

Rubin, J. Z. (1988). Foreword. In M. Fine & A. Asch (Eds.), Women with
disabilities: Essays in psychology, culture, and politics. Philadelphia:
Temple University Press.

Russo, N. F. & Jansen, M. A. (1988). Women, work, and disability:
Opportunities and challenges. In M. Fine & A. Asch (Eds.), Women with
Disabilities:

-
itics (pp. 229-244).

Philadelphia:Temple University Press.

Safilios-Rothschild, C. (1977). Societal reactions to disability. In J. Stubbins
(Ed.), Social and Psychological Aspects of Disability. Baltimore:
University Park Press.

Safilios-Rothschild, C. (1982). Social and psychological parameters of
friendship and intimacy for disabled people. In M. G. Eisenberg,
C. Griggins, & R. J. Duvall (Eds.), Disabled people as second-class citizens
(pp. 40–51). New York: Springer Publishing Co.

Sandelowski, M. (1986). The problem of rigor in qualitative research.
Advances in Nursing Science, 8(3), 27-37.

Sandelowski, M. (1991). Telling stories: Narrative approaches in qualitative
research. Image: The Journal of Nursing Scholarship, 23, 161-166.

Sandelowski, M. (1993). Rigor or rigor mortis: The problem of rigor in
qualitative research revisited. Advances in Nursing Science, 16(2), 1-8.



247

Saxton, M. & Howe, F. (Eds.) (1987). Wi :

-
isabilities. New York: The Feminist Press.

Schatzman, L. (1989). Personal communication.

Schechter, E. S. (1977). Employment and work adjustments of the disabled:
1972 Survey of disabled and non-disabled adults. Social Security Bulletin,
40, 3-15.

Scheer, J. & Groce, N. (1988). Impairment as a human constant: Cross-cultural
and historical perspectives on variation. Journal of Social Issues, 44(1),
23-37.

Scotch, R. K. (1988). Disability as the basis for a social movement: Advocacy
and the politics of definition. Journal of Social Issues, 44(1), 159-172).

Sexton, D. L., & Munro, B. H. (1985). Impact of a husband's chronic illness
(COPD) on the spouse's life. Research in Nursing and Health, 8,83-90.

Singer, M. (1986). Developing a critical perspective in medical anthropology.
Medical Anthropology Quarterly, 17(5), 128-129.

Singer, M. (1989). The coming of age of critical medical anthropology. Social
Science and Medicine, 28(11), 1193–1203.

Skelton, R. (1994). Nursing and empowerment: Concepts and strategies.
Lournal of Advanced Nursing, 19, 415-423.

Slaughter, R. (1989). Cultural reconstruction in the post-modern world.
Journal of Curriculum Studies, 3, 255-270.

Söder, M. (1990). Prejudice or ambivalence? Attitudes towards persons with
disabilities. Disability, Handicap & Society, 5(3), 227-241.

Soldo, B. J. & Myllyluoma, J. (1983). Caregivers who live with dependent
elderly. The Gerontologist, 23(6), 605–611.

Speidel, H., Koch, U., Balck, F., & Kneiss, J. (1979). Problems in interaction
between patients undergoing long-term hemodialysis and their partners.
Psychotherapy and Psychosomatics, 31, 235-242.

Spoth, J. (1991). Out of the closets and into the streets. In K. Wheeler & G.
Wirszilas (Eds.), Visions of flight: A journey of positive thought by and
about women with disabilities (pp. 115-120). Surrey, BC, Canada: Kelly
Wheeler/Trabarni Productions.



248

Spradley, J. P. (1979). The ethnographic interview. New York: Holt, Rinehart
& Winston.

Stanley, L. & Wise, S. (1987). Breaking out: Feminist consciousness and
feminist research. London: Routledge & Kegan Paul.

Stone, D. A. (984). The disabled state. Philadelphia: Temple University Press.

Strauss, A., Corbin, J. (1990). Basics of qualitative research. St. Louis, MO:
C.V. Mosby.

Stubbins, J. (1988). The politics of disability. In H. E. Yuker (Ed.), Attitudes
towards persons with disabilities (pp. 22-32). New York: Springer
Publishing Co..

Sumrall, A. (1992). Crossing the high country. In D. Drieger. & S. Gray (Eds.),
- ■ ] IOI■ ld

-

l; Oll Ildº. All ■ º º, º -

disabilities (pp. IV–141-147). Toronto, Canada: gynergy books.

Swidler, A. (1986). Culture in action. American Sociological Review, 51,
273–286.

Taylor, C. (1991). The malaise of modernity. Concord, Ontario, Canada:
Anansi Press.

Taylor, S. E., Wood, J. V., & Lichtman, R. R. (1983). "It could be worse":
Selective evaluation as a response to victimization. Journal of Social
Issues, 39(2), 19-40.

Thomas, D. L. & Wilcox, J. E. (1987). The rise of family theory: A historical and
critical analysis. In M. B. Sussman & S. K. Steinmetz (Eds.), Handbook of
marriage and the family (pp. 81-102). New York: Plenum Press.

Thompson, D. M., & Haran, D. (1985). Living with an amputation: The
helper. Social Science and Medicine, 2004), 319-323.

Toseland, R. & Rossiter, C. (1989). Group interventions to support family
caregivers: A review and analysis. The Gerontologist, 29(4), 438-448.

Turner, J. H. (1986). The critical theory of Jurgen Habermas. In The structure
of sociological theory. Homewood, IL: Dorsey Press.

Turner, R. J. & Wood, D. W. (1983).
-

isabl
community. Ottawa, Canada: Health & Welfare Canada.



249

Van Maanen, J. (1983). The fact of fiction in organizational ethnography. In
J. Van Maanen (Ed.), Qualitative methodology (pp. 37–55). Beverly Hills,
CA: Sage Publications.

Van Maanen, J. (1983a). Epilogue. In J. Van Maanen (Ed.), Qualitative
methodology (pp. 247–64). Beverly Hills, CA: Sage Publications.

Van Maanen, J. (1988). Tales of the Field: On writing ethnography. Chicago:
University of Chicago Press.

Verbrugge, L. M. (1989). Recent, present, and future health of American
adults. Annual Review of Public Health, 10. Palo Alto, CA; Annual
Reviews Inc., 333-61.

Wallerstein, N. (1992). Powerlessness, empowerment, and health:
Implications for health promotion. American Journal of Health
Promotion, 6(3), 197-205.

Wallerstein, N. & Bernstein, E. (1994). Introduction to community
empowerment, participatory education, and health. Health Education
Quarterly, 21(2), 141-148.

Walker, A. (1991). The relationship between family and the state in the care of
older people. Canadian Journal on Aging, 10(2), 94-112.

Walmsley, J. (1993). Contradictions in caring: Reciprocity and
interdependence. Disability, Handicap & Society, 8(2), 129-141.

Watt, A. & Rodmell, S. (1988). Community involvement in health
promotion: Progress or panacea? Health Promotion International, 2(4),
359-367.

Watts, R. (1990). Democratization of health care: Challenge for nursing.
Advances in Nursing Science, 12(2), 37-46.

Weedon, C. (1987). Feminist practice and post-structuralist theory. New York:
Blackwell.

Welbourne, A., Lifschitz, H., Selvin, & Green, R. (1983). A comparison of the
sexual learning experiences of visually impaired and sighted women.
Iournal of Visual Impairment and Blindness, 77(6), 256-265.

Wendell, S. (1989). Toward a feminist theory of disability. Hypatia, 4(2),
104-124.

Williams, T. (1945). The glass menagerie. New York: New Classics.



250

Winthrope, J. (1959). Winthrope's journal. New York: Barnes & Noble.

Wood, P. H. N. (1980). The language of disablement: A glossary relating to
disease and its consequences. International Rehabilitation Medicine, 2,
86–92.

World Health Organization (1980). International classification of
impairments, disabilities and handicaps: A man of classificaA. A. J.A.-■ º - 21. lºº IOI

relating to the consequences of disease. Geneva, Switzerland: World
Health Organization.

World Health Organization (1984).
the elderly. Technical Report Series 706. Geneva, Switzerland: World
Health Organization.

Wright, B. A. (1988). Attitudes and the fundamental negative bias: Conditions
and corrections. In H. E. Yuker (Ed.), Attitudes toward persons with
disabilities (pp. 3-21). New York: Springer Publishing Co.

Wuest, J. & Stern, P. N. (1991). Empowerment in primary health care: The
challenge for nurses. Qualitative Health Research, 1(1), 80-99.

Yelin, E., Nevitt, M., & Epstein, W. (1980). Toward an epidemiology of work
disability. Milbank Memorial Fund Quarterly/Health and Society, 58,
386–415.

Zarb, G. (1992). On the road to Damascus: First steps towards changing the
relations of disability research production. Disability, Handicap & Society,
7(2), 125-138.

Zola, I. K. (1982). Missing pieces: A chronicle of living with a disability.
Philadelphia: Temple University Press.

Zola, I. K. (1987). The politicization of the self-help movement. Social Policy,
Fall, 32-33.



251

Appendix A

WOMEN WITH PHYSICAL DISABILITIES

WOULD YOU LIKE TO MAKE YOUR VOICES HEARD?

My name is Catherine Tompkins and I am a nurse completing a Ph.D. at the
University of California, San Francisco. I am seeking participants for a study
of the lives of women with physically disabling conditions.

The voices of women with disability have been virtually silent in the
literature for health professionals and thus the realities of their lives, and
specifically their strengths, remain unknown and unacknowledged. Through
this study, I hope to illuminate the stories of women with disabilities, making
their lives visible, and exposing and challenging persistent stereotypes that
have served to limit their life options.

It is hoped that the knowledge gained through this study will help to
enlighten not only health professionals who will be better able to support
women with disabilities in attaining their potentials, but also women with
disabilities themselves. Through telling their stories and becoming aware of
others' experiences, study participants may come to new understandings of
their own situations, and identify both their personal strengths and needs for
personal and social change.

If you choose to contribute to this work, you will be asked to participate in
unstructured interviews and observation periods that will be conducted at
your convenience. If you are 30 to 50 years of age, were diagnosed with a
physically disabling condition after age 22, have mobility limitations (for
example, requiring mechanical assistance such as a cane, walker, wheelchair,
etc.), and are interested in participating in this study or receiving more
information, please contact me at (415) 123-4567.
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Appendix B

CONSENT TO BE A RESEARCH SUBIECT
University of California, San Francisco

STUDY; DISABILITY IN WOMEN'S LIVES

PURPOSE AND BACKGROUND:

Catherine Tompkins, under the direction of Dr. Susan Gortner, from the
Department of Family Health Care Nursing at the University of California, San
Francisco, is conducting a study of the lives of women with physically disabling
conditions. The purpose is to reveal the lived experience of women with disabilities
from an environmental perspective that examines the social, economic and political
contexts of their lives.

PROCEDURES:

If I agree to be a subject in this study, the following procedures will occur:

(1) I will be asked to participate in a series of three to four interviews over a 4 to
6 month period, for the purpose of discussing the impact of a physically
disabling condition on my daily life and on my self-concept. The interviews
will also focus on my contacts with the physical and social environment
around me. While it is impossible to predict the total number of hours
required for these interviews because of their individual nature, it is
estimated that each interview will be 2 to 3 hours in length.

(2) I will be asked to be observed by the researcher in one or two social situations.
These situations will be chosen to show how I organize and manage contact
with the social world around me. If these situations include significant
others in my environment (for example, family members, partners, friends,
co-workers, etc.), I will obtain their permission to be observed prior to the
observation period. These observation periods will be approximately 3 to 4
hours in length.

(3) The interviews and observations will be conducted in social settings of my
choosing and at mutually convenient times. The length of each interview
and observation period may be modified by my choice.

(4) If I agree, the interviews will be recorded by audiotape.

RISKS AND DISCOMFORTS

There are no physical risks or discomforts from participation in this study. I
recognize that I may experience some emotional discomfort and loss of privacy
through being observed in social situations and being asked personal questions
during interviews. I am free to decline to answer any questions and to stop the
interview or observation at any time.
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In order to minimize the risk of loss of privacy or unauthorized disclosure of
confidential information, tape transcriptions will not include my name. While they
are in the possession of the researcher, tapes and transcripts will be stored in a locked
file. Tapes will be destroyed following completion of the study.

BENEFITS

There are no direct benefits from participation in this study. However, as a
participant in this study, I may obtain some benefit from the dialogue that will occur
with the investigator. Through discussion, I may explore the origin of my own ideas
and beliefs and become aware of those of the other study participants. Through this
process, I may come to new understandings of my own situation and identify needs
for personal and social change.

Additionally, this study has the potential to expose and challenge persistent
stereotypes that have served to limit the choices of women with disabilities. It may
also generate understandings that health professionals can use not only in
supporting women with disabilities in attaining their potentials, but in their roles as
agents of social change.

QUESTIONS

I have talked to Catherine Tompkins about the study and have had my
questions answered. If I have any other questions about this study, I may contact her
at (415) 123-4567. If I have questions which I do not wish to ask the investigator, I
may contact Dr. Susan Gortner at (415) 476-4434 or the Committee on Human
Research by calling (415) 476–1814 or by writing to the Committee on Human
Research, Suite 11, Laurel Heights Campus, Box 0616, University of California, San
Francisco, CA 94143.

CONSENT

I have been given a copy of this consent form. My participation in this study
is voluntary. I have the right to decline to participate or to withdraw at any point in
the study without jeopardy.

Date Subject's signature

Investigator's signature
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Appendix C

INFORMATION SHEET FOR RESEARCH STUDY

REQUEST TO BE OBSERVED

I, Catherine Tompkins, a doctoral candidate in the Department of
Family Health Care Nursing at the University of California, San Francisco am
conducting a study of women with physically disabling conditions. The goals
of this study are to make visible the life experiences of these women and to
expose and challenge persistent stereotypes that have served to limit their life
options.

One part of this study involves observing women with disabilities in a
variety of social situations to show how these women organize and manage
contact with the social world around them. You, as part of the social network
of (name of subject) , are being asked to participate in this
research study by being observed with her during normal social interaction. If
you agree to be observed, you will not be asked to do specific things, but will
be observed in usual interaction. I recognize that you may experience some
loss of privacy while being observed. However, I will endeavor to alter the
interaction situation as little as possible. Additionally, you may choose to
leave at any time during the observation period.

Neither your name nor (name of subject) 's name will be
included in any written study material in order to avoid loss of privacy and
possible disclosure of confidential information. As well, if you request, your
specific relationship to (name of subject) will not be identified.

Your participation in this study is voluntary and you have a right to
decline to participate or to withdraw at any point without jeopardy. While
there are no direct benefits anticipated from your participation, your
assistance in this work will be greatly appreciated.

If you have any questions regarding the study, please contact Catherine
Tompkins at (415) 123-4567.
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Appendix D

INTERVIEWAND OBSERVATION GUIDE

The following are general themes that will guide the interviews and
observations. Specific interview questions will be generated based on the
individual experiences and interactions of the research participants.

1. Brief life history including pre-disability family and community/social
relationships, education, and vocational training. What are the self
identified significant periods in the lives of these women? What
experiences have they had with people with disabilities prior to their
own diagnosis? What were the attitudes and values of family
members and significant social networks in relation to disability or
"differentness"?

History of disease including its onset, diagnosis, significant episodes,
and predictability of its course. In what way does the woman perceive
that she coped with the diagnosis and how effective was that process
perceived to be? What supports were and were not available during
this time?

What is the subjective experience of disability for women? What are
the nature and meaning of their self-definitions (a) as women? (b) as
persons with disabilities? (c) as women with disabilities?

What are the social and environmental conditions that circumscribe
the lives of women with physical disabilities? What do these women
identify as oppressive conditions, structures and forces within the
social, political and economic environment? What conditions do they
identify as enabling?

What are the Scope and variety of interactions that women with
disabilities maintain? Are these interactions perceived as reinforcing
or weakening disabling stereotypes?

What are these women's projections regarding the future? What
preparations have they made or do they plan to make based on these
projections? How do these preparations "fit" with the women's self
definitions?
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