DISABLED WOMEN’S LIFE SPACES AND EXPERIENCES OF PAID WORK



CHANGES IN DISABLED WOMEN’S EXPERIENCES OF
THE WORKPLACE, LIFE SPACES AND EMPLOYMENT SUPPORTS

IN HAMILTON, ONTARIO

By

VALORIE A. CROOKS, B.A. (Honours)

A Thesis
Submitted to the School of Graduate Studies
in Partial Fulfilment of the Requirements
for the Degree

Master of Arts

McMaster University

© Copyright by Valorie A. Crooks, September 2001



MASTER OF ARTS (2001) MCMASTER UNIVERSITY
(GEOGRAPHY) HAMILTON, ONTARIO

TITLE: Changes in Disabled Women’s Experiences of the

Workplace, Life Spaces and Employment Supports in Hamilton,
Ontario.

AUTHOR: Valorie A. Crooks, Honours B.A. (The University of
Western Ontario)

SUPERVISOR: Professor Vera Chouinard

NUMBER OF PAGES: x, 217

ii



ABSTRACT

Little research into the lives of women with arthritic
conditions has been conducted by geographers and other social
scientists; particularly using qualitative methodologies. We
therefore know 1little about how these women negotiate
experiences within Canadian society and space. Further, few
researchers to date have viewed people with disabilities as
being policy experts, and looked to their lived experiences to
inform policy directions. The focus of this feminist
geographic study is on explaining the workplace experiences of
eighteen women residing in the City of Hamilton, Ontario since
acquiring an arthritic condition, and examining how these lived
experiences can be used to help assess and improve government
employment policies and programs for persons with disabilities.

The experiences of paid employment, the workplace, and
changing 1life spaces investigated include: the types of
workplace accommodations these women have sought from their
employers; the women’s changing views of themselves as being
‘productive workers’; how experiences in the workplace are
affected by experiences in other spaces of daily life; and the
government-funded and community support programs they have used

to assist them in remaining in the workplace or with the

iii



transition to unemployment. The overall objectives are to
explain why and how these women’s experiences of paid work and
the workplace have changed in a particular place, namely the
City of Hamilton, and to discuss the implications of their
experiences and policy recommendations for current and future

policy and program directions.
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Chapter One

Introduction

1.1 Background

People living with disabilities in Canadian society
are a marginalised population. They often are underpaid,
under- or un-employed, living in poverty, and located at the
margins of society and space. Disabled women are doubly
disadvantaged as they are both female and disabled. These
women face many barriers to full participation in Canadian
society and space, both physical and social in nature. Such
barriers have resulted in disabled women becoming one of the
most underemployed and underpaid groups in Canada, even more
so than disabled men and able-bodied women. Further, men who
acquire an impairment are more 1likely to remain in the
workplace than women. Men and women with disabilities
encounter many of the same workplace barriers, such as
discrimination and a lack of support from co-workers, but
often have different experiences of these barriers and their
outcomes.

While the lived experiences of men and women with
disabilities are different, the social policies which exist to

support them are not. The social policies which assist



2

persons living with disabilities, such as employment and
income assistance programs, do not generally distinguish
between types of impairment or gender, there is one set of
policies and programs to meet the needs of this very diverse
group of citizens. However, experiences of disablement, the

workplace, and socio-spatial barriers vary by gender, ability,

and impairment.

1.2 Study Focus

The focus of this study is on the workplace experiences
of eighteen women residing in the City of Hamilton, Ontario
since acquiring an arthritic condition, and how these lived
experiences can be used to help assess and improve government
employment policies and programs for persons with disabilities.
Government policies and programs which fall within strategies
developed to assist people with disabilities with employment
and 1ncome assistance, such as the provincial Ontario
Disability Support Program (ODSP) and the federal Canada
Pension Plan for persons with disabilities (CPP-D), are
discussed at length with particular emphasis on how eligibility
is determined. This thesis also investigates the socio-spatial
workplace barriers and changes in self-identity experienced by
these women after acquiring an impairment. The workplace

experiences 1investigated include the types of workplace
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accommodations these women have sought from their employers,
the women’s changing views of themselves as being ‘productive
workers’, and the government-funded and community support
programs they have used to assist them in remaining in the
workplace or with the transition to unemployment. The
participants’ experiences and knowledge of government
employment policies and programs is used to identify ways in
which policies and programs can be reformed so as to be more
supportive of the needs of women who have acquired an arthritic
condition. The overall objectives are to explain why and how
these women’s experiences of paid work and the workplace have
changed in a particular place, namely the City of Hamilton, and
to discuss the implications of their experiences and policy

recommendations for current and future policy and program

directions.

1.3 Study Themes and Aims

The main themes being investigated with respect to
employment and income assistance in Ontario are: establishing
what the main policies and programs are, when they were
developed, and how disabled persons’ eligibility is determined.
A related aim is to understand how women who have acquired
arthritic conditions have used such policies and programs, and

whether they believe that they meet the needs of this group of
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people with disabilities. Furthermore, the main themes being
investigated in relation to the women’s changing workplace
experiences and life spaces include: whether changes in self-
worth and self-image in relation to their roles as ‘workers’
have been experienced, the types of workplace accommodations
they have sought, and how experiences in other spaces of daily
life, such as the health care system, have impacted on their
experiences of paid work. The reasons for these emphases are
discussed below.

Little research into the lives of women with arthritic
conditions has been conducted by social scientists;
particularly using qualitative methodologies. Further, few
researchers to date have viewed people with disabilities as
being policy experts, and looked to their lived experiences to
inform policy directions. This study will address these
knowledge gaps through its five main aims:

. to contribute to geographic and social scientific
literature on disability and disablement using a
feminist perspective
. to gain a Dbetter understanding of the 1lived

experiences of women who have acquired arthritic

conditions, particularly as they pertain to their
involvement in the labour market
° to provide an historical review of Ontario’s

employment policies and programs for persons with
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disabilities, emphasizing how applicants’
eligibility is determined and how current policies
and programs differ from those developed previously
° to examine how the policy experiences of the
eighteen interviewees <can Dbe used to assess
employment and income policies and programs for
persons with disabilities residing in Ontario
. to recommend changes to existing employment and
income support programs, and suggestions for the
development of new programs, based on the opinions
of the women interviewed and the findings of other
related studies
These aims have been used to guide this study and to select the
research methods. The potential contributions of this study

and the rationale for these aims are discussed in detail in

Chapter Two.

1.4 Thesis Structure

The remainder of this thesis has been organized into six
chapters. Chapter Two reviews the existing 1literature,
produced by both geographic and feminist disability scholars,
on the lives of people with disabilities, their experiences of
employment, and, more specifically, the experiences of women

with disabilities in the Canadian labour market. This
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literature review will introduce relevant themes, such as
socio-spatial workplace barriers, and define terms which are
used throughout the remaining chapters. Further, Chapter Two
discusses the potential contributions to knowledge and social
relevance of this research study. Chapter Three discusses the
methods and techniques used in this study, and why they were
chosen. Chapter Four is an historical policy review of the
past and present employment and income support policies and
programs available for people with disabilities in Ontario.
The two programs primarily discussed in this chapter are the
Ontario Disability Support Program (ODSP) and Canada Pension
Plan for persons with disabilities (CPP-D). The discussion
presented in this chapter will provide the background knowledge
needed to understand the policy experiences of the women
interviewed. Chapter Five, drawing on the results of
interviews with eighteen women who have acquired an arthritic
condition, examines changes in their life spaces and employment
experiences including the socio-economic and socio-spatial
‘placelessness’ of being unemployed and changes in self-worth
and self-esteem. Chapter Six also draws on these interviews,
discussing the women’s experiences of employment and income
support polices and programs in Ontario and their
recommendations for creating more supportive policies and
programs. Chapter Seven summarizes the significant findings

of this study, and discusses its implications for future



research on employment and income assistance policies and

programs for persons with disabilities.



Chapter Two
Literature Review

2.1 Introduction

The purpose of this chapter is to discuss potential
contributions of this study to geographic and social
scientific knowledge about disabled women’s experiences of the
workplace, paid work and employment and income assistance
programs. It is divided into three main sections: the first
introduces concepts used in this study and sets them within
the relevant geographic and feminist literature. The second
section explores the changing life spaces and lifeworlds,
particularly in relation to employment, of disabled Canadian
women. Furthermore, the obstacles disabled women face in
maintaining employment and changing experiences of employment
are discussed. The third section discusses issues related to
the employment of disabled Canadians, such as employment rates

and workplace accommodations, with a focus on disabled women.

2.2 Disability, Geography and Disability & Space
The purpose of this subsection is to examine concepts

of ‘disability’ relevant to this study, and how geographers
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and feminist researchers have incorporated studies of persons

with disabilities and experiences of disablement in the

disciplines.

2.2.1 Defining “disability”

There is no single, universally accepted definition of
‘disability’ or ‘timpairment.’ Disability scholars and
activists have identified two distinct concepts of
‘disability,’ each of which results in drastically different
definitions. These are the social and biomedical models of
disability. Those who adopt a social model of disability,
also sometimes described at times as socio-political or socio-
spatial, view disablement a process of exclusion resulting in
people experiencing disabling social, attitudinal, and
physically inaccessible conditions of life. The World Health
Organization (WHO) (1999, p.26) has acknowledged such
disabling processes, indicating that “disability is not an
attribute of an individual, but rather a complex collection of
conditions, many of which are created by the social
environment.”

Biomedical definitions of ‘disability’ focus primarily
on understanding disability as a medical problem, often
pitying those of lesser health or ability. The World Health

Organization (1999, p.26) biomedically defines ‘disability’ as
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“...a personal problem directly caused by the disease, trauma
or other health condition, which requires medical care
provided in the form of individual treatment by
professionals,” and advocates for an integration of the social
and biomedical models; they have termed this model the
‘biopsychosocial’ approach. Studies which have adopted a
biomedical definition of disability are often positivistic in
nature, relying heavily on quantitative methods and various
types of statistical analyses (Park et al., 1997). The social
and biomedical models of disability offer very different
understandings of the causes and consequences of disablement.
The social model does not deny the presence of a
biomedical condition, rather its advocates assert that the
medical condition results in one or more impairments, but that
socially constructed experiences such as discrimination and
stigma are what disable people. According to Gleeson (1996,
p.391):
Impairment is simply a bodily state, characterized by
absence [of ability or health] or altered physiology,
which defines the physicality of certain people.
Importantly, no a priori assumption is made about the
social meaning or significance of the impairment.
Hence the distinction between a physical or mental impairment
and disabling societal processes is important when using the
social model of ‘disability’. Gleeson’s (1996) definition of

impairment will be adopted throughout this study to

specifically refer to the “bodily states” of persons with
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disabilities.
For the purposes of this study, ‘disability’ will be
defined as (Wendell, 1996, p.23):
any lack of ability to perform activities to an extent or
in a way that is either necessary for survival in an
environment or necessary to participate in some major
aspect of life in a given society...[and that] disability
has biological, social, and experiential components.
The advantages of this definition are that it recognizes
multiple forces shaping disablement and that experiences of
‘disability’ differ between people. Further, the term
‘disablement’ will refer to (Chouinard and Crooks, 2001, p.4):
an embodied process in place through which [disabled]
women are situated (by themselves and others) in society
and space, and through which their embodiment is
inscribed with particular social and spatial meanings.
Therefore, disablement 1is the process being and becoming a

person with a disability in society and space which can, for

example, result in socio-economic and socio-spatial exclusion.

2.2.2 Disability & Space

Until the last decade, there had been little focus on
disability-based research in geography (Imrie, 1996). An
early area of interest for geographers in this field was the
relationship between persons with disabilities and access to
the built environment. According to Park et al. (1997),
geographers who started to study the disabling nature of the

built environment were motivated by a belief that a lack of
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physical access to a space 1is an infringement upon human
rights. Imrie & Kumar’s (1998) study of access to the built
environment follows this early tradition of disability-based
research 1in geography: they concluded that persons with
disabilities are oppressed by the inaccessibility of certain
spaces but also feel powerless in evoking change.
Geographers, however, have started to move beyond
studies of access in the built environment and have re-
focused, to a certain extent, on issues of daily life facing
disabled persons. Gleeson (1998), for example, has offered an
historical explanation of disabled peoples’ lives and spaces,
as far back as the feudal period, and has explored the
changing beliefs about people with disabilities and the social
value placed on them throughout time. Butler and Bowlby
(1997) have explored the experiences disabled people have of
public space; illustrating how the “social significance
accorded to bodily normality, the fear of bodily impairment,
and ignorance of the capabilities of visually impaired people”
(ibid, p.430) shape the experiences that visually impaired
people have 1in such spaces. MacKian (2000) has wused a
traditional geographic tool, the map, to show how the ways in
which people with chronic fatigue syndrom (Myalgic
Encephalomyelitis) experience spaces of daily life can be
represented using mapping techniques. Kitchin (1998) has

explored the spatiality of disability, concluding that space
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can be used to keep people with disabilities powerless and out
of the mainstream by keeping people with disabilities ‘in
their place’, in the margins of society, or ‘out of place’,
away from the mainstream of society. Recent studies of
disability within geography such as those discussed above have
been quite varied in terms of the subject matter explored, and
have shifted the focus away from issues of physical
accessibility towards understanding the daily lived
experiences and changing 1life spaces of ©persons with
disabilities. This new focus 1in geographic studies of
disability and disablement has been a positive change,
resulting in geographers paying more attention to what causes
disablement 1in society and space, and how disablement has
disempowered particular groups.

Gendered differences in experiences of disablement
have received increasing attention among geographers. Dyck
(1995, p.307) has identified the need for more geographic
research into disabled women’s lives, saying that “there has
been relatively 1little analysis of the specific social
practices and experiences of such women.” Her research has
focused on the lifeworlds of women who have acquired multiple
sclerosis (MS) and other chronic illnesses, and how these
women negotiate their changing experience in society and
space. For example, she has chronicled how women with MS have

changed residential locations in order to search for increased
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accessibility in their homes and neighbourhoods as their
impairments become more severe and disabling. Chouinard
(1999:) has also focused on the experiences of disabled women
by exploring their exclusion from activism in Canadian society
and space. Her research has shown that state restructuring in
Ontario has limited the funding of organizations which promote
the rights of persons with disabilities, and that the
geographic distance between politically active women with
disabilities also pose significant barriers to the political
organization of disabled women. What Dyck (1995) and
Chouinard (1999:) have shown is that disabled women encounter
barriers to participation in everyday life which are due to
their extremely marginalized position in Canadian society and
space.

This geographic study will contribute to the existing
disability and space literature by adding to our understanding
of how disabled women negotiate the labour market and
workplace after acquiring an impairment, such as their
changing relationships with employers and co-workers, and how
government policy can help facilitate this negotiation. LE
differs from the existing body of geographic literature in its
examination of the relationship between social policy and the
lived experiences of women with arthritic conditions. This
study will also build on the feminist disability and space

analyses such as those conducted Dyck (1995), Moss and Dyck
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(1999) and Chouinard (1999:) by describing and explaining the

lived and embodied experiences of women with disabilities.

2.2.3 Feminist Analyses of Disability

Traditionally, there has been little feminist analysis
within disability studies (Morris, 1996; Sheldon, 1999).
Until recently, feminist researchers who did conduct research
on disability tended to produce similar types of studies. The
aim of such studies was to uncover and record subjective
experiences of disabled women, rather than to produce social
explanations of disability and disablement (Sheldon, 1999).
Hence, early feminist research on disability had a narrow
focus, producing accounts of disability rather than
theoretical or social understandings. Their studies did,
however, lay the foundation for current feminist analyses of
disability which has moved beyond producing experiential
accounts 1in an attempt to investigate larger socio—-economic
and socio-spatial causes of disablement throughout the world.
Studies of this sort include: Bailey (1996), Begum (1996),
Butler & Bowlby (1997), Chouinard (1999:), Frank (1998), Hema
(1996), Morris (1996), and Sheldon (1999).

Studies of the double disadvantagement of disabled
women by early feminist researchers have been over-produced

according to Morris (1996) and Sheldon (1999). Double
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disadvantagement research focuses on how disabled women are
doubly-oppressed as they are members of two socio—-economically
marginalized groups 1in society: women and persons with
disabilities. Such research has tended to lack explanations
for the double disadvantagement, or explanations of the
structural forces that result in this (Sheldon, 1999).
Sheldon (1999) and Morris’ (1996) argue that feminist
researchers within disability studies must move beyond
researching double disadvantagement, unless such research is
accompanied by further social and structural explanations;
however, experiential accounts of double disadvantagement or
disablement must not be discounted as they have made an
important contribution to our understandings of the 1lived
experiences of women with disabilities. The work of these
earlier researchers has, for example, provided accounts of
disabled women’s lives which have informed current efforts to
explain disabled women occupy such a marginalized position in
society and the ways they have resisted ascribed roles. A
goal of this study is to understand the lives of women living
with arthritic conditions in a particular place, specifically
in relation to experiences of paid employment, and how these
lived experiences can then be used to inform social policy

using a feminist perspective.
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2.3 Women and Disabling Conditions
The discussion presented in this subsection will
illustrate some of the socio-spatial barriers encountered by
women who have disabilities and provide an overview of the

nature of arthritic conditions.

2.3.1 Women with Disabilities in Canada

In the Province of Ontario approximately 500,000 women
live with mental and physical impairments which create
disabling life conditions (Fawcett, 2000). Disabled women are
an extremely impoverished and marginalized group both in
Ontario and in Canada. In 1995, for example, the rate of
poverty for working-age women with disabilities (those aged 15
to 64) in Canada was twice that of working-age women without
a disability: 36 per cent compared to 18 per cent (Fawcett,
2000, p.4). Workforce participation has a large impact on the
poverty rates experienced by various groups in Canada. In
1996, poverty among women with disabilities in Canada employed

full-time was 8% while it was 40

o

for those who were
unemployed (Fawcett, 2000). Thus, women with disabilities in
Canadian society and space face high rates of poverty in
general, and those who are unemployed, as Fawcett’s (2000)

findings indicate, are even more likely to extremely socio-

economically marginalized.
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Experiences of disability and disablement vary greatly
between women who identify as being ‘disabled’. Stone (1995)
argues that the experiences of women with hidden disabilities,
where there is no outward or obvious sign of impairment, are
drastically different from those women with visible
disabilities. She has found that people are less
knowledgeable about the nature of many hidden disabilities,
and of the socio-spatial barriers experienced by women who
have non-visible impairments. For example, as Dyck (1995) had
documented, disabled women may encounter hostility from
members of the public over using parking spots reserved for
persons with disabilities when there is no wvisual sign, such
as a wheelchair or cane, of impairment. Brassard (1994) has
also found that there are drastic differences between the
experiences of women who have congenital impairments (those
that are present from birth) and women who have acquired
impairments. These two groups face different challenges and
barriers in their everyday lives which impact their daily
experiences. For example, women who have congenital
impairments are more likely to experience discrimination based
on ability throughout their vyears of school and when they
attempt to enter the labour market, whereas, according to
Brassard (1994), those who have acquired impairments while
employed are more likely to have difficulty maintaining their

jobs after becoming disabled. The everyday life experiences
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of disabled Canadian women also vary based on the type of
impairment present, whether it 1is visible or hidden, and
whether or not assistive devices, personal attendants and
other such supports are needed and available. Hence, women
with disabilities are not a homogeneous group as there are
many socio-economic and experiential factors which shape their
daily experiences, as was suggested by Wendell’s (1996)

definition of ‘disability’ presented earlier.

2.3.2 Changing Life Experiences After Acquiring a Disability

As stated previously, the daily experiences of, and
barriers faced by, women with congenital and acquired
impairments are often quite different. According to Marris
(1996, p.25): “if you have an illness from birth or early
childhood, it has a very different impact on your life than if
you develop it as an adult.” Dyck’s (1995) research on the
changing lifeworlds of women who have acquired MS highlights
some of the changes in experiences of life encountered by
these women. She defines the lifeworld as being “the taken-
for-granted mundane experiences of daily life as carried out
in particular spatio temporal settings” (Dyck, 1995, p.307).
Dyck (1995) shows that the 1lifeworlds of women who have
acquired MS had been interrupted due to changing physical

abilities, such as reduced mobility, and changes in how paid
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and unpaid work was done. She has concluded that (Dyck, 1995,
p.319):

As the illness experience is given meaning within the

constraints and opportunities experiences in home,

neighbourhood and work spaces, women also actively seek

ways in which to remap their lives in time and spaces.
Hence, the lifeworlds of women who have acquired impairments
may change over time and space resulting in the women
remapping their everyday 1lives to accommodate changes in
ability and mobility. The frequent changes made to their
lifewords due to changes in ability 1level, employment and
participation in household chores, show that impairments are
not static and that therefore women with chronic illnesses
must constantly renegotiate the changing spaces and
experiences of their daily 1lives as a result of the
disablement process.

Impairment, illness and disability also have profound
influences on the social lives and daily interactions of women
who have acquired an impairment. Robinson (1990) has studied
the ‘social careers’ of people who have acquired MS. He
defines the social career as the “socially visible operation
of a sequence of interactions and their social consequences”
(Robinson, 1990, p.1173), and argues that the social career
may be impacted by changes in social status as a result of the

processes of disablement. Robinson (1990) has concluded that

a person’s biomedical condition, and the impairments which
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develop as a result, can negatively impact a person’s social
status due to changes in employment status, such as moving
from full-time to part-time paid labour, and financial
independence (Robinson, 1990). For example, a person with a
disability who is currently unemployed and receiving income
assistance who previously had participated in full-time paid
labour will most likely have experienced a negative change in
social status thus impacting his/her social career. Not only
may one’s lifeworld be interrupted after acquiring a chronic
illness, but the social career may too be changed due to
alterations in socio-economic status, such as changes in
labour force participation, which are the result of changes in
the type of employment or a reliance on income support
programs which may not equal the salary earned when employed
in the paid labour force.

Living with an acquired impairment can be a very
isolating experience for many disabled women. According to
Marris (1996, p.9): “Illness reminds us that each of us is a
solitary unit among other solitary units, and brings home to
us the limits of human companionship and sharing.” This
loneliness and solitude can be experienced in many places of
daily life including the workplace. Such solitude can occur
when, for example, an employee with an impairment which
impacts his or her energy levels must take extra rest breaks

during the working day; ones which other employees are not
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allowed. It can also occur when employees who experience
mobility restrictions use ramps and elevators which are not
located 1in the same spaces used Dby other co-workers,
potentially making them feel alone and ‘out of place’. This
solitude can also be experienced when a chronically i1l woman
has to remove herself from the workplace due to worsening
symptoms, an inability to perform work duties, and/or an
inability to obtain reasonable workplace accommodations, and
misses out on daily interactions with her co-workers and other
casual acquaintances (Marris, 1996). Living a solitary
existence, or perceiving one’s existence to be solitary, can
unfortunately be a daily reality for disabled women who have
to withdraw from the labour market or who are made to feel
‘out of place’ within their work environments.

Another important 1life change that can take place
after acquiring certain types of impairments, such as
arthritic conditions, is that of fluctuating physical and/or
mental health. Often women who have acquired an arthritic or
musculoskeletal impairment report unpredictable changes in
levels of ability, energy and perhaps degrees of pain (Marris,
1996) making it difficult to maintain a daily routine. Such
unpredictability can be manifested, for example, in the onset
of fatigue experienced by women who have acquired lupus, by
the stiffness and inflamation of joints previously unaffected

by osteocarthritis, or by the sudden onset of numbness caused
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by fibromyalgia. This unpredictability can result in daily
changes in levels of ability and energy resulting in changes
in abilities to cope with daily life. It is difficult for
persons with fluctuating physical abilities to remain actively
involved in the paid workforce as physical unpredictability
makes it hard to consistently perform work duties. Marris
(1996) notes that mental and physical health are closely
related, and that fluctuations in one’s physical condition can
result in increasing mental frustration and anxiety. Such
anxiety can be brought on when a person is unsure whether they
will be able to maintain their position in the workforce, thus
generating concern about a loss of income, due to fluctuating
ability levels. Living with, and understanding, such daily
changes in ability poses a significant life challenge for many

impaired women who have acquired musculoskeletal conditions.

2.3.3 Women & Musculoskeletal Impairments

There are many types of mental and physical
impairments that affect Canadian women, some more frequent
than others. The chance of acquiring a musculoskeletal
impairment, for example, is far greater than that of being
born with a congenital physical disability (Baldwin & Johnson,
1998). There are a wide range of musculoskeletal

disabilities, including: arthritis, back and spine injuries,
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missing extremities and amputated limbs (Baldwin & Johnson,
1998) .

Arthritic conditions, including all forms of
arthritis, lupus and fibromyalgia, are some of the most
commonly occurring musculoskeletal impairments acquired by
Canadian women. Rheumatoid arthritis, for example, affects
300,000 Canadians, impairing twice as many women as men and 1is
most likely to be acquired between the ages of 25 and 50 (The
Arthritis Society, 2001:1). Lupus and fibromyalgia are also

both more likely to impair women in a range of ages from 15-

55+ than men (The Arthritis Society, 200123). The exact causes
of fibromyalgia, lupus, rheumatoid arthritis and
osteocarthritis are unknown. Pain and fatigue are common

symptoms of all of these illnesses, while other symptoms vary
by type of illness. Further, the range and severity of
symptoms experienced varies between women: in some cases short
or long-term remission of disease may eliminate symptoms
completely while in others symptoms are severe and
unrelenting. A common symptom of oesteoarthritis is pain and
swelling around one or more joints which lasts for a period of
no less than two weeks (The Arthritis Society, 20014).
Oesteoarthritis commonly involves localized joint swelling and
pain resulting from damage to specific joints over time.
Rheumatoid arthritis is an auto-immune disease which can

affect any and potentially all Jjoints in the body causing
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inflammation, redness, pain, and swelling which damages
cartilage, bones, tendons and ligaments throughout the body
(The Arthritis Society, 2001:). Symptoms of lupus are
extremely varied and can include: low energy and fatigue, skin
rashes, sores in the mouth or nose, increased sensitivity to
sunlight, hair loss, and sudden weight loss or gain (The
Arthritis Society, 2001:2). The symptoms of fibromyalgia
include stiffness and pain in muscles and joints throughout
the Dbody, difficulty sleeping, numbness, poor memory, an
inability to concentrate and migraine headaches (The Arthritis
Society, 2001s).

The course of arthritic conditions is unpredictable.
Women who have acquired such chronic illnesses generally
experience fluctuations in the severity of symptoms such as
pain, thus making it difficult for them to cope effectively
with demands such as paid employment or performing household
tasks. These chronic illnesses can result in severe physical
impairment, for example in mobility and energy, and seriously
impact the 1lives of the women who have acquired them.
Potential impacts on women’s lives can 1include job 1loss,
reduced income, dependence on income support, and increased
isolation in the home.

Little non-biomedical research has been conducted on
the lives of women who have acquired arthritic conditions. In

general, disability scholars have neglected to study the lives
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of this group of individuals. Little is known about how these
women attempt to deal with disablement and overcome related
challenges such as maintaining paid employment and applying
for income assistance. This study looks at the employment
experiences of women living in the City of Hamilton who have
acquired an arthritic condition, as well as their knowledge

and experiences of government employment and income support.

2.4 Employing Canadians with Disabilities

There are many factors which can impact the employment
experiences of Canadians with disabilities including gender
and geographic location. There are also many barriers which
prevent the full participation of persons with disabilities in
the Canadian labour market, such as discrimination in hiring
processes. These issues will be discussed in this sub-section

along with factors which specifically impact disabled women’s

employment.

2.4.1 Disability & Employment: The Canadian Context

In 1990, 37.5% of disabled women and 59.2% of disabled
men were employed (Scott, 1993, p.26). In 1998 it was
reported that while 40.3% of working age Canadians with
disabilities were employed, only 30.7% of disabled women were

actively in the workforce (Runte, 1998, p.102). It is also
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important to note that while 18% of all women are disabled,
62% of those of working age (ages 18-65) are unemployed
(Ternette, 1993, p.18). These figures illustrate the fact
that disabled Canadian men and women typically have very
different employment experiences, in that women with
disabilities are more 1likely to be unemployed. Employment
experiences do not simply vary between the sexes, there are
also regional differences within Canada that affect the
employment rates for persons 1living with an impairment.
Within Ontario there are significant regional differences in
rates of labour force participation by  women with
disabilities. Approximately one third, or 33%, of women with
disabilities 1living in Sudbury, Ontario, a city which
experiences extremely low rates of employment, in 1995 were
employed while 44% of those residing in Kitchener were
employed (Fawcett, 2000, p.6). Fawcett (2000, p.6) argues that
despite regional differences in (un)employment rates, women
with disabilities are “the most 1likely to be without
employment and the least likely to have full-time, full-year
employment” regardless of their place of residence. These
statistics show that gender, such as the higher unemployment
rates experienced by women with disabilities, and geography,
in that regional differences in employment rates of women with
disabilities wvary throughout Ontario, do play a role in the

workplace experiences of disabled Canadians.



28

In 1991, a total of 4.2 million Canadians reported
having a disability (HRDC Evaluation and Development, 1999,
p.4). A further breakdown of the 1991 figure shows that: 48%
of working aged individuals with disabilities were employed in
full or part-time paid labour, 44% were not in the workforce
(also known as the “hidden unemployed”), and 8% were
unemployed (HRDC Evaluation and Development, 1999, p.7).
Thus, Jjust under one-half of this group of Canadians was
employed. However, not all those who are employed are able to
stay above the poverty line. For example, 18.7% of women and
19.1% of men with disabilities who worked in both 1993 and
1994 were not able to stay above the poverty line during those
years (Fawcett, 2000). The economic fate of those who were
unemployed during these years is far worse: 53.8% of women and
46.6% of men with disabilities unemployed in both 1993 and
1994 were unable to remain above the poverty line, as compared
to 30.1% of able-bodied women and 35.8% of able-bodied men
(Fawcett,2000). These figures show that many disabled women
and men are extremely economically marginalised, many not

being able to remain above the poverty line.

2.4.2 Barriers to Finding and Maintaining Employment

Disabled Canadians face many barriers to employment;

not simply physical barriers, but social and attitudinal ones
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as well. The Roeher Institute (1992) has classified 6 common
types of employment barriers faced by Canadians with
disabilities:

1. discrimination when trying to seek training

2. exclusion from “mainstream” jobs

3. lack of access to disability supports

4. barriers to education and training

5. poor service funding and delivery

6. medical/assistive device-related costs
Discrimination in entering the workforce is still a major
barrier for disabled Canadians regardless of employment equity
legislation existing at the federal level such as the Human
Rights Act and the Canadian Charter of Rights and Freedoms.
In 1992, 15.8% of Canadians with disabilities actively seeking
employment reported being unlawfully discriminated against to
a Human Rights Commission due to their impairment (Roeher
Institute, 1992); this figure would be much larger if it could
account for all those who did not report experiences of
discrimination. According to the Ministry of Citizenship,
Culture and Recreation (MCZCR) (1998), it was not until 1981
that the federal Government even considered a ‘handicap’, as
it was termed at the time, to be grounds for work-related
discrimination.

There are other significant barriers to finding and

maintaining employment which have been identified. The

Federal Task Force on Disability Issues (1996), set up to

identify issues facing Canadians with disabilities, has found
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that there are three main types of barriers preventing
disabled Canadians from fully participating in society and
space: attitudinal, systemic and physical, and argues that the
social environment and economic system are more significant
barriers than those posed by physically inaccessible
environments. Thomason et al. (1998) and MacGregor (1995)
support this view, concluding that the attitudes of co-workers
are more important in making an inclusive workplace than the
physical design and layout of a workspace. Thus, there are a
variety of socio-spatial workplace barriers faced by Canadians
with disabilities which employment and income support programs

must be able to effectively address.

2.4.3 Workplace Accommodations

There are a variety of workplace accommodations needed

by disabled Canadians. They vary by types of Jjobs and
impairments. There is a common misconception that providing
workplace accommodations 1is a costly venture. However,

according to Ontario’s Ministry of Citizenship (1996), two-
thirds of all accommodations cost less than $650, with only 4%
of working Canadians who have disabilities needing some type
of building modification (ramp, accessible washroom). There
are other types of accommodations beyond physical

accessibility to be considered. Some disabled employees
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require job modifications such as reduced hours, job-sharing
contracts and/or flexible work hours in order to fulfill their
duties. However, according to the Global Applied Disability
Research and Information Network on Employment and Training
(GLADNET) (1993), only a minority of individuals require such
modifications as 70% of impaired individuals do not require

any type of job accommodation or restructuring.

2.4.4 Employing Women with Disabilities

While both disabled men and women share experiences of
discrimination and barriers to employment, such as workspaces
designed 1in ways that make use and access difficult for
workers with physical impairments and lack of understanding
and support from employers and co-workers, women with
disabilities also experience gendered barriers to inclusion
and well-being in the workplace. These include such social
barriers as judging women with wvisible impairments as being
unacceptable for jobs normally given to ‘attractive’ female
employees, such as receptionist or sales representative.
Being disabled and female often means being disadvantaged in
hiring processes and 1in receiving accommodations in the
workplace (Fawcett, 2000). Disabled women face many barriers
to employment that are not encountered by men, or are

experienced to a lesser extent by males. Once in the
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workforce, women with disabilities are also less likely to be
promoted than other groups in the Canadian labour market
including able-bodied women and men with disabilities (Runte,
1998) . Physical, social and attitudinal barriers all play a
role in the hiring and promotion of disabled Canadian women.

As was discussed earlier in this chapter, disabled
women typically have vyearly earnings lower than those of
disabled men and able-bodied women. In 1994, the Canadian
Council on Social Development determined that 38% of women
with disabilities earned less than $15,640 per year, placing
them in the lowest earnings category (Fawcett, 2000). Low
wages can contribute to many other substandard daily living
situations such as an inability to pay for bills or a reliance
on food banks for daily subsistence. For example, disabled
women are more likely to experience food shortages as a result
of their poor economic condition than other groups in Canadian
society (Fawcett, 2000). This results in greater use of food
banks by women with disabilities who are below the poverty
line, and potentially poor nutrition which may aggravate or
worsen their physical impairments.

Despite the findings presented here regarding the
workplace experiences of disabled Canadians and, more
specifically, disabled women, we still know little about the
workplace experiences of women who have acquired arthritic

conditions. Information reported regarding disabled women in
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general, for example the workplace barriers reported by
Fawcett (2000), may not apply to this group of women as little
is known about their workplace needs and experiences. This
study will contribute to our knowledge about their employment
experiences and the abilities of existing polices and programs

to address their employment and income support needs.

2.5 Conclusion

This chapter has established the need for research
regarding the lived experiences of women who have acquired
arthritic conditions and the implications of these experiences
for their access to employment, and for government employment
policies and programs. Existing geographic 1literature
relating to disability and space, while increasingly becoming
concerned with issues pertaining to the lives of women with
disabilities, has yet to specifically examine the employment
experiences and support needs of this group. Furthermore,
existing literature regarding the workplace barriers faced by,
and labour force participation of, women with disabilities has
yet to fully explore how different types of impairment and
chronic illness affect access to, and experiences within, the
workplace. Discussing the relationship between disabled
Canadians’ experiences in labour markets and the workplace,

and of social policy, as 1is done in this study, enables
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researchers to move Dbeyond simply describing the 1life
experiences of persons with disabilities, by explaining how
policies and programs can better address the employment needs
of this group. The issues discussed in this chapter will
provide a knowledge-base for understanding and interpreting
the experiences discussed 1in the interviews. The next
chapter, Chapter Three, will discuss the methods and

techniques used in this study as well as the conceptual

framework guiding this research.



Chapter Three

Research Methods and Techniques

3.1 Introduction

Two main qualitative research methods were used in
this study: 1) a descriptive account of recent support
policies and programs for persons with disabilities in Ontario
and 2) a case study of employment and employment support
programs as experienced by women who have acquired an
arthritic condition residing in the City of Hamilton, Ontario.
This study’s reliance on qualitative research techniques stems
from the acknowledgement that (Mazumdar and Geis, 2001,
p.256):

In disability studies, statistical reports can reduce
emotions to dry and dreary numerical formulations that
fail to convey the most significant elements of the world
of persons with disabilities and provide little advanced
understanding of that world.

The specific research techniques used were a review of
documents pertaining to recent changes in employment policies
and programs for persons with disabilities in Ontario, Canada,
and in-depth interviews with eighteen women who have acquired

an arthritic condition residing in the City of Hamilton,

Ontario. The main goal of the historical policy review was to

35
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establish the current employment support programs for
Ontarians with disabilities and how they differ, if at all,
from previous ones. The main aims of the interviews were to
explore the types of employment supports the women interviewed
desired, as well as their experiences of current employment
support initiatives. A related aim was to identify if there
were any employment and/or income assistance programs that had
affected these women’s abilities to maintain employment, and
the barriers that they had faced in the workplace. The
research methods and sampling techniques are described in-
detail throughout the remainder of this chapter. E1rst,
however, a discussion of the conceptual framework which

underlies both this study and the methods used is presented.

3.2 Conceptual Framework

This study uses a socialist feminist approach to
conceptualize the lives and life spaces of women who have
acquired an arthritic condition. The socialist feminist
approach is guided by the acknowledgement that capitalism, the
state, and ‘traditional’ gender roles are all factors which
influence women’s daily lives (Pratt, 1994). In the case of
women with disabilities, this means that societal wvalues
around ‘health’ and ‘ability’, and the states’ regulation of

negatively different bodies such as in the development of
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eligibility criteria for income assistance programs, both
assist in shaping their daily life experiences in a particular
place. Furthermore, women with disabilities are ‘active
agents’ in negotiating such experiences through their changing
identities and life spaces as an attempt to cope with illness

and with being and becoming disabled.

3.3 Feminist Research Considerations

Ethical guidelines for conducting feminist research,
as established by the Canadian Research Institute for the
Advancement of Women (CRIAW), were followed as closely as
possible (CRIAW, 1996). Such considerations included:
considering the confidentiality needs of the participants,
allowing for a variety of interview locations so as to not
inconvenience the interviewees, and informing participants
about how the findings of this research may be used. The
methods and techniques employed are also typically feminist
geographic in nature as the interview is considered to be the
‘quintessential’ feminist method and the use of multiple
methods is also characteristic of feminist research (Maynard
& Purvis, 1994). Harding (1987) also finds that document
analysis, such as historical analysis of policy documents, is
a technique often used by feminist researchers. Thus, the

ethical considerations and methods used in this study help
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shape it as a feminist research project.

3.4 Historical Policy Analysis

In order to understand how women who have acquired
arthritic conditions living in the City of Hamilton have used
employment support policies and programs, and what the
implications of their experiences are for the future of such
social policies, an understanding of current and recently
discontinued policies must be gained. Such an understanding
is needed in order to identify the types of employment
supports available for persons with disabilities, their
eligibility requirements, and to put the experiences of women
with arthritic conditions in a particular place into context.
Relevant government documents regarding employment support
policies and programs available to persons 1living with
disabilities in Ontario between 1962 and 2001 were reviewed in
addition to articles discussing these policies and programs.
Information regarding the current programs and policies, as
well as those that they replaced, was gathered to establish
what supports are available at present and how eligibility
criteria have changed over time.

The documents used for the historical policy review
were gathered from a variety of sources. Most of the

documents were published by the government while some
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literature, such as articles by Leeson (1990) and Moorhead
(1991), and policy reviews, including those written by Beatty
(1998) and Campolieti and Lavis (2000) were also incorporated.
Government documents were published by several different
Ministry offices at both the federal and provincial levels.
These documents were collected from 1libraries, research
institutes, government clearinghouses as well as the Ministry

websites on the internet.

3.5 Interviewing Techniques

The interviewees who were recruited for this study had
to meet several sampling criteria. First, the interviewees
had to reside in the City of Hamilton, see Appendix 1 for a
map of this area. An exception to this criteria was made for
three interviewees who do not currently reside in the area but
who use services offered within the City. Second, the women
interviewed had to have acquired an arthritic condition since
first entering the workplace. This is because women who have
acquired an impairment or disability after first participating
in paid labour have specific employment support needs
(MagGregor, 1995) and have not faced additional barriers to
employment such as discrimination based on ability in the
education system (Baldwin & Johnson, 1998). A total of 18

women who met the study’s criteria participated in an
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interview; these women’s life situations and impairments were
quite varied. There are a variety of arthritic conditions;
those acquired by the women interviewed were fibromyalgia,
lupus, ostecarthritis and rheumatoid arthritis. Two of the
women were undergoing diagnosis at the time of the interview.
Five of the women interviewed had acquired multiple arthritic
conditions, and three had been diagnosed with both
fibromyalgia and arthritis. The interviewees ranged in age
from late twenties to late sixties. Five were involved in
full-time paid employment, five were employed part-time, and
the remaining eight interviewees were on short- or long-term
leave from paid employment.

The qualitative sampling strategies used in this study
were both snowball and opportunistic. Snowball sampling
occurs when one “identifies cases of interest from people who
know people who know what cases are information-rich” (Miles
& Huberman, 1994, p.28). An opportunistic strategy 1is
similar, it involves “following new leads; taking advantage of
the unexpected” (Miles & Huberman, 1994, p.28). Most of the
participants were contacted in a snowball-fashion with the
assistance of the Arthritis Society’s Hamilton office. The
office’s staff was able to provide a list of approximately 15
potential interviewees and their contact information. From

this 1list a total of 11 interviewees were recruited. The
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remaining 7 interviewees were contacted in an opportunistic
fashion, as a result of electronic-mail (e-mail) sent to
various people and offices based at McMaster University and
the contacts made from the responses. The main limitation of
these sampling techniques is that they limit the potential
pool of interviewees to only those in touch with the Arthritis
Society or with the persons contacted by electronic-mail.
However, as interviewing a representative sample, in terms of
class, gender, race, socio-economic status, was not a goal of
this research project, the benefits of using these sampling
strategies, 1in that eighteen women were interviewed in a
limited period of time using the contacts provided, outweigh
the potential limitations. Using both snowball and
opportunistic sampling techniques, several potential
interviewees who met the study’s criteria were contacted
resulting in 18 interviews being conducted.

Prior to the interview each participant was informed
of her ethical rights as a study participant. It was
essential that participants be informed of such rights, not
only because this 1s required by most university research
ethics offices, but also because it is important that they are
aware of their role in the project, how the information they
provide may be used, and any potential implication of their
participation. Upon being informed of these rights they

signed a release form, as seen in Appendix 2. To ensure
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confidentiality, participants were asked to choose a
pseudonym. They were informed that no person other than the
researcher would have knowledge of their true identities.
These pseudonyms appear throughout the remaining chapters.
The interviews varied in length from thirty-five
minutes to one and one-half hours, with the average length
being one hour. The participants were offered a choice of
potential interview locations; this was done to make each
interview as comfortable as possible for the participants.
Thirteen of the women chose to be interviewed in their homes,
one having been conducted over the telephone. Most of these
interviewees experienced mobility restrictions due to their
impairments, and some were unable to find transportation to a
location outside of their home thus impacting their choice of
interview location. Those interviews not conducted in
participants’ homes were held in 1local coffee houses (2
participants), 1in private offices at the workplace (2
participants) and in a local library (1 participant). of
these five interviews done out of the home, two were with the
women who resided outside of the City of Hamilton, but used
the services offered within its boundaries.
Although the interviews varied in length and location
the interview guide used was the same for all participants.
In-depth questions were asked using an active interviewing

style. An active interviewing style is “...guided by the
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interviewer and his or her research agenda” (Holstein &
Gubrium, 1995, p.76). An interview guide was used because it
allows flexibility in the topics covered in each interview as
it “can provide the interviewer with a set of predetermined
questions that might be used as appropriate to engage the
respondent and designate the narrative terrain” (Holstein &
Gubrium, 1995, p.76). Having such flexibility was important
as the interviewees had varying experiences of the different
government policies and programs asked about so that, for
example, interviewees who had not used certain program were
not questioned about their experiences of them. This
flexibility is important when conducting an active interview
as the purpose of using an interview guide 1is to “let the
respondent’s responses determine whether particular questions

are necessary or appropriate as leading frames of reference

for the interview conversation” (Holstein & Gubrium, 1995,
p.77). A copy of the interview guide is presented in Appendix
3. The questions posed were subjective; encouraging each

interviewee to share her experiences regarding government-
sponsored employment programs.

Each interview was divided into four main sections.
First, the women were asked to discuss the nature of the
musculoskeletal condition they had acquired and their

employment history. Second, they were asked to identify
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socio-spatial barriers to employment that they had experienced
since acquiring an arthritic condition. Third, the women were
asked to discuss government employment programs and local
support programs used since acquiring an arthritic condition,
and whether or not they were satisfied with current employment
policies and support programs and services. Finally, the
participants were asked to comment on how government social
policies and programs, particularly those related to
employment, can better support the needs of women who have
acquired arthritic conditions since entering the paid labour
force.

The data generated by the interviews were analysed
using Nvivo © Revision 1.2 qualitative software. Using Nvivo
©, the transcribed interviews were coded for major themes in
the data, this coded information was stored in free nodes and
in tree nodes (sets of related nodes). A total of 33 free
nodes and 8 tree nodes were created using Nvivo ©, a list of
these free and tree nodes can be found in Appendix 4. The
coded documents were then used to help make sense of the

experiences the interviewees reported.

3.6 Conclusions

This chapter has outlined the specific conceptual

framework, methods and techniques used for data collection and
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analysis in this study. Again, the main purpose of the
historical policy review was to determine what the current
employment policies and programs for persons with disabilities
in Ontario are, how they determine eligibility, and how they
have changed over time. Active interviewing, in which the
interviewer and interviewee engage in a conversation aided by
an interview guide, allowed flexibility in discussing only
those employment and employment program experiences relevant
to a particular interviewee. Results of this research are
discussed in Chapter Four, with a focus on the employment
programs and policies reviewed, and Chapters Five and Six,
which discuss the employment and government support
experiences of the interviewees, and the recommendations they
make to create programs and policies which are more supportive

of the needs of women with acquired arthritic conditions.



Chapter Four

A Review of Ontario & Canada’s Employment Support Policies
and Programs for Persons with Disabilities: 1962-2001

4.1 Introduction

This chapter will discuss two of the most recently
developed federal and provincial employment support programs
for persons with disabilities. The first is the Ontarians
with Disabilities Support Program (ODSP) which is administered
under the federal government’s Employability Assistance for
Persons with Disabilities (EAPD) Act. The second program is
the Canada Pension Plan for persons with disabilities (CPP-D)
which is discussed to a lesser extent as it is not considered
to be one of the main federal strategies to assist disabled
persons, though it is an important source of income support
for those eligible for assistance through it.

There are two main subsections in this chapter. The
first presents an historical review of how the current
Ontarians with Disabilities Support Program (ODSP) and
Employability Assistance for Persons with Disabilities (EAPD)
came 1into existence. The second subsection offers a

discussion of how the ODSP and CPP-D determine eligibility.

46



47

4.2 Government Assistance in Ontario, Canada

Since the early 1960s (1962) the Vocational
Rehabilitation for Disabled Persons Program, or VRDP, had been
the main employment-support for disabled Canadians provided by
the federal government. Between the 1960s and 1990s, 6 main
federal strategies had been developed to assist disabled
Canadians in the workplace (Roeher Institute, 1992):

1. Human Rights Legislation
. This dincludes the Human Rights Act and the
Canadian Charter of Human Rights and Freedoms.
Employment Equity Legislation
3. Canada Assistance Plan (CAP)

. Funds for this Plan are provided by the federal
government for provincial initiatives including
welfare, rehabilitation and personal
assistance.

4. Vocational Rehabilitation of Disabled Persons (VRDP)

. Both the federal and provincial governments
shared the cost for training and employment
placement services under this program.

5. Canadian Jobs Strategy (CJS), Labour Force Development
Strategy (LFDS)

The CJS was implemented in 1985, it funded

N

employment training for persons with
disabilities.
o The LFDS was a framework created for the

development of labour market policies, four
major programs were created out of it:
1. Information & Special Initiatives Program
2. Employability Improvement Program
3. Labour Market Adjustment Program
4. Community Development Program
Each of these four programs ran out of Canada
Employment Centres (CECs) , they promoted
partnerships between business and government.
6. Employability Enhancement Agreements

. These agreements were started in 1985 and were
developed to promote the training of persons
with disabilities who were receiving social
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assistance.

The VRDP was a funding program which reimbursed the
provinces and territories for 50% of the costs of the
vocational rehabilitation programs and services offered for
people with disabilities (Crawford, 1997). It was thus
essentially a mechanism through which funds to assist disabled
individuals were transferred from the federal government to
the provincial and territorial governments. The services
funded with VRDP funds included: skills assessment,
counselling, assistive devices, vocational training, books &
tools needed for vocational rehabilitation, maintenance or
training allowances, goods & services required during periods
of “wocational crisis” (such as providing clothing funds for
a person returning to work) (Crawford, 1997). The breakdown
of VRDP funding at the federal level in the 1993-94 fiscal
year was as follows (Crawford, 1997): non-profit workshops and
vocational rehabilitation agencies 24%, individualized
supports to participate in job training 16%, mental health
programs in clinics and psychiatric hospitals 10%, drug and
alcohol programs 36%, administration 13%.

In 1996 the VRDP was reformed and in 1997 was replaced
by the Employability Assistance for Persons with Disabilities,
or EAPD (Social Service Ministries, 1997:1). The main
difference between the VRDP and EAPD Acts were in the way that

support was administered to individuals and in how they
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determined eligibility; both of these points will be discussed
later in this chapter.

“In June 1996, the Prime Minister and Premiers made
tackling the needs of people with disabilities a national
priority as part of the social policy renewal process” (Social
Service Ministries, 19972 p.1l). The Employability Assistance
for Persons with Disabilities agreement, or EAPD, 1is a
multilateral funding agreement between the federal and
provincial governments. The federal government contributes
50% of the costs for eligible provincial and territorial
services, those which are designed to assist in the employment
and 1income support of persons with disabilities. Each
province and territory develops a 5 year contract with the
Canadian government regarding this multilateral funding, with
the first five-year contracts having been developed in the
1998-99 fiscal year (Social Services Ministries, 19972). The
first set of contractual agreements will be in place between
1998 and 2003 in all provinces and territories but Quebec.

One of the major reasons for the establishment of the
EAPD was so that provincial and territorial priorities could
be funded “...in a manner consistent with their needs and the
requirements of persons with disabilities” (Crawford, 1997,
p-15), rather than creating national level policies and

programs for all persons with disabilities in Canada; this
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allows for considerable variation in government responses to
the Act’s funding at the local and provincial levels.

Many of the EAPD’s programs and services are
administered by Human Resources Development Canada (HRDC)
(Ministers Responsible for Social Services, 1997). The
federal government has committed to spending $168 million
annually on this program since its inception in 1998, to be
divided between the provinces and territories involved using
multilateral agreements between each province or territory and
the federal government (Ministers Responsible for Social
Services, 1997). The money provided by the EAPD funds a wide
variety of programs and services, and it 1is up to each
province and territory to determine how the funds will Dbe
used. Examples of how this funding may be used are (HRDC,
1998): employment counselling and assessment programs for
persons with disabilities who are unemployed but able to work,
skills training workshops for disabled individuals who want to
increase their skills base, and wage subsidies for businesses
who hire employees with disabilities.

Ontario’s provincial government currently has 7
legislative Acts governing the rights of and assistance for
persons with disabilities. These are the Ontario Building
Code, the Ontario Corporations Tax Act, the Ontario Disability
Support Program (ODSP) Act, the Education Act, the Blind

Person’s Rights Act, the Highway Traffic Act and the Election
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Act (Beatty, 1998). Of these Acts, the ODSP is the Act which
governs most of the province’s employment support policies and
programs for disabled citizens. Prior to 1998, under the
federal VRDP program, the main employment support program for
disabled people in Ontario was administered under the Family
Benefits Act. Under the VRDP, individuals with disabilities
who were labelled “permanently unemployable” were given income
assistance in 1lieu of seeking and maintaining employment
(Beatty, 1998). In 1998, Ontario’s Social Assistance Reform
Act was created and implemented; the Ontario Disability
Support Program, or ODSP, is one of the 2 main components of
the Act (Beatty, 1998), the other being the Ontario Works Act
(Crawford, 1997) The ODSP replaced the Vocational
Rehabilitation Services (VRS) program, Ontario’s former
counterpart to the national VRDP.

Vocational Rehabilitation Services was started in
Ontario in the early 1960s as the province’s response to the
federal VRDP program. The program was based on the belief
that people with disabilities were unable to maintain
competitive employment and that they therefore must rely on
social services, namely income support, in lieu of working in
the paid labour force (Waxman, 2000). According to Waxman
(2000), a current Director in Ontario’s Ministry of Community
and Social Services, the program had many deficiencies:

The program was not effective in obtaining employment
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outcomes for people with disabilities - only 26% of
clients exited the program due to employment. There were
long waiting lists (up to 2 years) and poor customer
service, a limited scope for client choice and a limited
scope for competition among service providers.

VRS funding was used to provide counselling and employment
assessment, medical services, assistive devices, training,
rehabilitation, and job placement programs (Waxman, 2000). As
indicated above, few of the clients who used VRS services were
able to find employment. This program was discontinued in
1998 when Ontario’s multilateral agreement with the federal
government came into effect.

The ODSP program provides supports to assist disabled
people in acquiring and maintaining competitive employment.
Competitive employment is considered to be full-time, part-
time, contract or self-employment which is waged, or: “any
remunerative employment which can reasonably be expected to
contribute to a person’s economic well-being” (MCZCR, 1999,
Paid) = The ODSP has two main components, the financial
assistance program and the employment support program.
Services funded under the employment supports program include:
employment planning assistance, individualized supports such
as counselling and vocational training for job seekers,
technological aids and devices for the workplace, pre-
employment services such as skills training and employment

workshops, and the development of employment strategies

including job searching, for individuals who have disabilities
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(MCZCR, 1999:). In order to be eligible for employment
assistance through ODSP, a person must want, and be judged to
have the ability, to obtain and maintain competitive
employment (MCZCR, 1999). The ODSP came into effect June 1,
1998, with approximately $35 million being spent on employment
supports 1in that year (MCZCR, 1999). Families with the
financial resources to do so are encouraged to share in the
financial support of family members who are using the ODSP
(Beatty, 1998). They can do this by paying for extra
administrative costs or additional services not fully funded
by the ODSP. There are 3 main funding components to the
program. These are the Basic Needs Allowances, the Shelter
Allowances, and the Board and Lodging Allowances (Beatty,
1998) .

The ODSP has four main goals: integration into the
community, interdependence between government agencies and the
individual, individualization of services, and quality of life
(MCSS, 1998). These goals indicate that the program places a
great deal of responsibility on individuals by making them
responsible for their own employment and program successes and
failures. Individuals are expected to enter into a personal
contract with the ODSP administrators in order to utilize the
program. This contract, known as the Individual Support

Agreement (ISA), is designed to outline the financial support
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that will be contributed by the ODSP and that which must be
provided by the individual (MCSS, 1998). The use of the ISA
reduces the need to create province-wide policies and programs
as individuals are responsible for defining their own
employment needs and for finding service providers who can
fulfill their individual needs, yet they are still expected to
negotiate the terms of support and services with the state.
The individual is now responsible for creating and finding
his/her own employment supports, such as employment and
rehabilitation training, using the financial support provided
by the ODSP.

Since 1998, the Canadian government has re-vamped its
employment support directions for persons with disabilities,
culminating in the creation of the EAPD at the federal level
and the ODSP in Ontario. The main shift in direction is the
new emphasis on employability rather than the old view that
persons with disabilities could potentially be labeled as
“permanently unemployable.” In general, the responsibility
for finding and maintaining employment for persons with
disabilities is shifting from being a government
responsibility to being shared between recipients, now known
as participants, and the government; thus requiring more of
individuals and their families than before. This change can
also be discerned by looking at shifts in how these policies

have viewed people with disabilities and how this has changed



over-time,
language and definitions

persons with disabilities

Table 4.1 outlines some of these changes.
used,

identified, in
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The
and

conceptualizations of

policy

documents the overall shift in policy directions between the

older VRDP and its newer version,

Table 4.1:

the EAPD.

Changes in the langquage used in government emplovment

assistance programs for persons with disabilities.

VRDP’s view of persons with
disabilities

EAPD’s view of persons with
disabilities

people viewed as recipients

people viewed as participants

recipients receive passive
income support

participants adopt active
measures to seek competitive
employment

recipients are dependents
on the state

participants are independent
from the state

the Government is
responsible for recipients

there is a shared
responsibility for
participants’ successes and
failures

recipients can be
“unemployable”

participants identify their
work skills

Source:

sources

Ministers Responsible for Social Services, 1997

4.3 Determining Eligibility for ODSP and CPP-D Assistance
This subsection will focus on who is and is not
eligible for receiving employment and income support from the
ODSP and other related programs. Introduced in this section
is the Canadian Pension Plan for persons with disabilities

(CPP-D), it was not discussed in the previous subsection as it
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is not one of the 6 federal strategies to assist disabled
Canadians. The boundaries between those who are ‘eligible’
and ‘ineligible’ will be examined and it will be shown how
they create blurry categories and labels for Ontarians with
disabilities. As will be shown, the categories of ‘eligible’
and ‘ineligible’ are not neatly divided, but, rather, they
have inconsistencies in their criteria. It is important to
examine such boundaries and inconsistencies as they play a
part in establishing who, including women with arthritic
conditions, is eligible for support from these programs and on
what bases.

The task of categorising who is and who is not
‘eligible’ to participate in certain government-funded
programs may sound simple - either an applicant is eligible or
ineligible based on their application; however, it has become
an extremely complex process in Ontario and Canada,
particularly when income assistance is at stake. As mentioned
previously, the ODSP has two main program branches: income
support and employment supports. The income support program
provides Basic Needs and Shelter Allowances or Board and
Lodging Allowances for recipients; these allowances are
expected to cover rent or mortgage payments, utility bills and
basic subsistence costs. The amount of support varies greatly
from person to person and depends on such factors as marital

status and whether or not the applicant has children s/he is
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supporting (Beatty, 1998). This wvariation occurs because
recipients can receive a larger allowance if they are, for
example, supporting children or are married to a spouse who is
also disabled and receiving income assistance. People who
apply for assistance under the ODSP must meet its definition
of a ‘person with a disability’ which is defined as (Beatty,

1998, p.42):

a. the person has substantial physical or mental
impairment that is continuous or recurrent and expected
to last one year or more;

b. the direct and cumulative effect of the impairment on
the person’s ability to attend to his or her personal
care, function in the community or function in a
workplace, results in a substantial restriction in one or
more of these activities of daily living; and

c. the impairment and its 1likely duration and the
restrictions in the person’s activities of daily living

have been verified by a person with the appropriate
qualifications.

In order to receive income support through the ODSP one must
satisfy these criteria. The old VRDP, as regulated by the
Family Benefits Act, had used the category of “permanent
unemployability” as the criterion for eligibility for income
assistance. This category 1is no longer used as the ODSP
allows someone to qualify on the “basis of a ‘substantial’
restriction in his or her ability to function in a workplace”
(Beatty, 1998, p.42).

Beatty (1998), in his report to the Council of
Canadians with Disabilities, views changes in eligibility

requirements to be an improvement because more applicants are
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better able to demonstrate substantial restrictions than can
be considered permanently unemployable. One does not
necessarily need to qualify for the program based solely on a
lack of function 1in the workplace. It needs to be
demonstrated that an ODSP applicant experiences restrictions
or reduced abilities in the workplace, and/or in the
community, and/or with personal care; thus, people who have
not recently been involved in the paid labour market are also
eligible for income assistance under the ODSP Act.

There are many specific evaluation procedures that
applications for ODSP financial assistance must successfully
pass through. First, two professional assessments must be
completed by the applicant’s doctor, psychologist and/or
optometrist (Beatty, 1998). These reports will establish the
applicant’s current medical condition and medical history. A
second report, the Activities of Daily Living Report, is
needed to establish the impact of the applicant’s
impairment (s) on his/her workplace and community activities as
well as personal care. This report can be completed by one of
many health care professionals, including: physiotherapists,
registered nurse practitioners, occupational therapists,
chiropractors, optometrists, psychologists and doctors
(Beatty, 1998). Applicants have the choice to complete a
third form, the Self Report, which gives them the opportunity

to describe how their impairment (s) impact their daily lives.
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These completed forms are then turned over to the Disability
Assessment Unit, administered by the Ministry of Community and
Social Services, where the staff (mostly health professionals)
will make a determination as to whether or not the applicant
is eligible for assistance under the ODSP Act (Beatty, 1998).
It is difficult to assess how many applications are successful
as a percent of those submitted as the ODSP is relatively new,
having been in existence for little over three years, and has
yet to have a program audit.

The Canada Pension Plan disability benefit (CPP-D) is
another source of income support for Ontarians who are
disabled. It is a contributory benefits plan where only those
who have been employed and thus contributed to the CPP are
eligible for CPP-D support. The CPP-D is similar to the ODSP
as they both offer vocational and employment assistance for
those who qualify, and are judged to be able to return to the
workplace. CPP-D benefits will not solely support a person,
they will simply provide a limited amount of financial
assistance for daily food and shelter expenses, so it is
recommended that applicants also apply for ODSP and any other
benefits they are eligible for in order to assist them in
receiving benefits adequate to cover the costs of meeting
basic needs (Leeson, 1990). In order to be eligible for CPP-D

benefits, one must be of working age (under 65 years old)

(HRDC, 2001, p.3):
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a. meet the requirements on earnings level and years of
contribution [to the fund while involved in paid labour];

and
b. have a physical or mental disability which is “severe
and prolonged”. This means a disability which is long-

term and prevents them (the applicant) from doing any
type of paid work on a regular basis.

In 2000, 283,581 Canadians received the CPP-D benefit and the
average amount of monthly support was $676.33 (HRDC, 2001).
The number of CPP-D beneficiaries has risen steadily over
time. In 1970, one out of every four-thousand people in the
workforce was receiving CPP-D benefits, this number rose
significantly to 91 per four-thousand in 1996 (Campolieti &
Lavis, 2000).

The CPP-D application process is similar to ODSP in
that there is a great deal of paperwork and several reports,
establishing the type and severity of the medical condition
and any physical limitations, needed from professionals. In
order to receive CPP-D financial assistance one must have
contributed to the Canada Pension Plan when actively involved
in the paid labour market. An applicant’s contributions and
past earnings must also satisfy specific criteria, which are

(HRDC, 2001, p.2):

If you became disabled after December 31, 1997, you must
have contributed to the CPP in four of the last six
years. During that period, you must have earned at least
10 per cent of the Years’ Maximum Pensionable Earnings

(YMPE). In 2001, the YMPE is $38,300. The YMPE changes
each year.

Thus, in order to qualify for CPP-D one must have actively
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been involved in the workforce in recent years. The main
difference between CPP-D and ODSP 1is that CPP-D 1is a
contributory benefits plan that can be used by those who have
made a contribution and met its eligibility requirements,
while the ODSP is a social program that can be used by all
those who are eligible regardless of their past labour market
involvement. A secondary difference is that CPP-D is a
national plan and ODSP is a provincial Act.

Both the ODSP and CPP-D have established criteria to
assist them in determining who is “eligible” for their
programs; however, there is some uncertainty about which types
of disabilities qualify for support. For example, some
Doctors have difficulty recognizing and diagnosing
fibromyalgia (Moorhead, 1991), which potentially makes it
difficult for someone undergoing assessment to get approval
for financial support from several health professionals as
required by the ODSP and CPP-D. According to one Canadian
woman who has acquired fibromyalgia and applied for CPP-D
funding: “Because of stringent policies, sceptical insurers,
disinterested physicians and administrative hoops, qualifying
for disability payments can ‘in worst-case scenarios’ turn
into a veritable circus of horrors” (Moorhead, 1991, p.1l).
Dr. McCain, a rheumatologist based in London, Ontario,
believes that there is a “significant percentage of the family

doctors, interns and surgeons who feel that this



62

[fibromyalgia] is still a psychosomatic disease, because they
can’t get over their bias” (Moorhead, 1991, p.2). The
paperwork used in applications for CPP-D or ODSP can also be
viewed as being potentially biassed as it fails to take some
types of impairments or symptoms that are relevant into
account. "“Arthritis has a few unique characteristics (namely,
remissions and exacerbations), and sometimes, the forms don’t
have the right categories and space to accurately
describe...[one’s] condition” (Leeson, 1990, p.3). These
biases are also found in the ODSP and CPP-D systems which
result 1in inconsistencies about whether persons with
fibromyalgia and other contested conditions belong in the
‘eligible’ category.

People who are employed either full or part-time in the
paid labour force are technically ineligible for ODSP or CPP-D
financial support. However, exceptions have been made to this
rule as recipients are now allowed to continue receiving
financial assistance while re-entering the workforce. This
flexibility in funding is a positive development, and is
definitely helpful for those who are in the transition back to
work, but it also shows how the categories of ‘eligible’ and
‘ineligible’ are becoming less distinct. As of January 1,
1998, CPP-D changed the nature of its assistance to allow
recipients to volunteer in the community or attend school

without losing benefits, where previously this was not
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allowed. Furthermore, recipients can now receive benefits for
up to three months after returning to the workplace (HRDC,
2001) . Previously, recipients were unable to volunteer in the
community as it was considered to demonstrate that s/he was
able to perform certain work-oriented tasks. Any involvement
in the paid labour force is still not allowed unless the
recipient is in the process of relinquishing CPP-D financial
assistance. The three month return-to-work assessment period
is allowed so that people who are unable to maintain their new
jobs due to medical or health reasons can continue receiving
benefits without needing to reapply (Leeson, 1990). This is
similar to ODSP benefit rules which stipulate that recipients
who re-enter the workplace temporarily can regain benefits
without being reassessed as long as their disability review
date, where the nature and extent of their impairment is
assessed by administrators, has not passed (Beatty, 1998).
Though provisions have been made to allow CPP-D and
ODSP beneficiaries to return to work on a full-time Dbasis
temporarily without losing benefits, some recipients are still
wary of entering the workforce. “People who are completely
disabled for months or even years may find themselves in
remission, and want to try to work again, but fear the loss of
their benefits” (Leeson, 1990, p.20). These return-to-work
and volunteer provisions within such support programs blur the

categories of ‘eligible’ and ‘ineligible’ as the new
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provisions are applied differently in the cases of existing
recipients versus new ones. Such inconsistencies in applying
eligibility criteria to those who are new ‘applicants’ and
those who are existing ‘participants’ may confuse applicants
who, for example, know recipients who are undergoing the
three-month paid transition into the paid workforce which
leads them to believe that they can be considered ‘eligible’
for assistance when working on a paid basis at the time of
application. Offering flexibility in funding for existing
recipients, namely the three-month return-to-work period while
remaining on income assistance, is a positive change in making
these programs more supportive of people with disabilities;
however, it must be made clear to applicants how eligibility

is determined so as to reduce any potential for confusion.

4.4 Conclusion

This chapter had two main purposes: to chronicle the
development of both Canada and Ontario’s support programs for
persons with disabilities, and to establish how eligibility
for these programs is determined. The historical policy
review showed that the VRDP and VRS Acts preceded the current
ODSP and EAPD Acts. These new programs are quite different
from the ones they replaced as they have removed the label of

“permanent unemployability” for recipients, or participants,
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in favour of a model where recipients are expected to maintain
competitive employment whenever health allows. The discussion
of program eligibility showed that while the ODSP and CPP-D
both have specific definitions of who is and is not eligible
for employment support (including income assistance), the
criteria used to determine eligibility does not necessarily
take into account the ability to work associated with the
fluctuating nature of certain chronic illnesses, disabilities
and impairments. Another important point about program
eligibility is that persons enrolled in these programs may
volunteer in the community while receiving assistance, and can
even attempt to re-enter the full-time workforce without
funding being cut-off in the early stages, but that ODSP and
CPP-D do not allow recipients to qualify for full or partial
funding while being involved in the part-time paid labour
force, which can create confusion among applicants. Issues of
eligibility and of ODSP and CPP-D employment and income
assistance will be examined in the following two chapters
which discuss the employment experiences of the 18
interviewees, their experiences of government employment
support programs, and how the believe that such programs can

be made more supportive of their needs.



Chapter 5

Interview Findings: Changing Life and Employment Experiences
After Acquiring an Arthritic Condition

5.1 Introduction

This chapter is the first of two which discusses
findings from the eighteen interviews conducted with women who
have acquired an arthritic condition. First, basic health,
demographic and employment characteristics of the
participants, including type of arthritic illness, age and
employment history, are discussed. Then the changes in life
and 1life spaces experienced by the participants since
acquiring an arthritic condition are discussed, including
changes in self-identity. Following this is a discussion of
the social and physical barriers to workforce participation

faced by the participants both inside and outside of the

workplace.

5.2 Participant Characteristics

The participants interviewed varied significantly in
age, employment history, impairment and current employment

status. Table 5.1 summarizes these characteristics.

66
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Table 5.1:
Characteristics of the Interviewees
Interviewee Age Impairment Employment Current
History Employment
Ann 30s | lupus - previously =
was involved unemployed
in full time and
employment receiving
and was a short term
graduate financial
student assistance
for the
past 2
years
Anne 54 fibromyalgia - has had - part time
osteoarthritis | various part
rheumatoid time jobs
arthritis over the
last 10
years
Darlene 30 fibromyalgia - previous - on leave
13 years for the
with the past year
same
employer
Diana 30s | arthritis - has been - full time
involved in
full time
employment

for several
years
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Gloria 56 currently - has worked - full time
undergoing on and off
diagnosis for over the
lupus past few
years
- took 3
months off
this year
due to
worsening
condition
Karen 46 ostecarthritis | - steady -
with nodules history of unemployed
full time and
employment receiving
prior to financial
acquisition assistance
(CPP-D)
Kathryn 48 rheumatoid - worked 18 #
arthritis years as a unemployed
fibromyalgia full time and
osteocarthritis | nurse and 5 receiving
as a part financial
time nurse assistance
(CPP-D)
Kim 45 rheumatoid - has been - full time
arthritis involved in
full time
employment
since
graduating
from
university
Margaret 60s | fibromyalgia - has worked - part time

on and off
throughout
her life
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Marilyn 44 lupus - previously =
fibromyalgia involved in unemployed
both part and
time and receiving
full time financial
employment assistance
- currently (CPP-D)
actively
involved in
volunteer
work
Nicole 39 currently - was - currently
undergoing employed on leave
diagnosis for part time as
arthritis a grocery
clerk for
the past 10
years
Patricia 69 fibromyalgia - has worked - currently
full time working
and part part time
time and
throughout actively
her 1life involved in
volunteer
work
Robyn 28 fibromyalgia - previously - currently
trained as a seeking
butcher’s compensatio
assistant n through
the
Workplace
Safety and
Insurance
Board (WSIB)
(her
initial
claim was
denied)
Sadie 43 fibromyalgia - previously - part time
osteocarthritis | involved in
full time

employment
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Sam 30s | fibromyalgia - has not - currently
been attending
involved in university
paid labour on a part
for 6 years time basis
- previously
involved in
part time
employment

Sean 26 fibromyalgia - involved - full time
in part time
employment
while
attending
university
over the
past several
years

Susan 46 osteoarthritis | - previously =
employed unemployed
full time and
until 1986 receiving
- currently financial
actively assistance
involved in (CPP-D)
volunteer
work

Vicki 40s | arthritis - has been - currently
involved in holding
contract several
work for employment
several contracts
years

sixty-nine,
women lived alone at the time of the interviews,
remaining
members.

employment at the time of the interview,

The participants’

nine

lived with partners

with the average age being 44 years.

and/or other

ages ranged from twenty-six to

Nine of the

family

Five of the participants were involved in full-time

another five were

and the
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involved in part-time employment and the remaining eight were
not actively involved in the labour market. Two of the women
were undergoing diagnosis at the time of the interview. Of
the sixteen participants who had been diagnosed, one had
lupus, six had fibromyalgia, five had some form of
osteoarthritis or rheumatoid arthritis, and the remaining four
had been diagnosed with multiple arthritic conditions. Each
woman was involved in the paid labour force at the time of

acquiring an arthritic condition.

5.3 Changes in Life and Life Spaces After Acquisition of an

Arthritic Condition

Many of the women interviewed indicated that their
identities, including other’s images of them, their own self-
images, and their views of themselves as workers, had changed
after acquiring an arthritic condition. It is important to
discuss these changes as many of them relate to and affect
experiences in the workplace and of paid employment, and they
also reveal how several of the interviewees gauge their self-
worth in terms of employment status and financial
independence; both of which can change dramatically when
receiving income support from the government through CPP-D or

ODSP due to being unemployed and financially dependent on

income assistance.
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5.3.1 Changes in Self-Image and Self-Worth
Sixteen of the women, including Marilyn, Karen and
Sam, indicated that other’s perceptions of them as being
workers and productive people had changed, while Darlene
indicated that it was her perceptions of others such as co-
workers that had been altered. When Darlene continued working
after having being diagnosed with fibromyalgia, for example,

she found herself constantly comparing her abilities and needs

to those of her co-workers:

Darlene: My co-workers had young children who they were
having to shuffle off to day care before they were
commuting in and some of them commuted in from further
away than I did. So I would find myself comparing myself
to them and saying, “well they've got even more on their
plate and if they can do it then of course I can do it”.
And I just kept pushing myself harder and harder instead
of maybe stepping back and looking at myself and what I
really needed. In doing that, I found that I really
started looking down at myself and my abilities and I was
feeling really frustrated by the impatience that I was

experiencing. I was younger than these women and other
things.

Darlene’s comments show that her image of herself as an

unproductive or dis-abled worker was generated by her own
comparisons of her abilities to those of her co-workers.

Karen and Marilyn found the opinions of the general

public to be upsetting due to how they were viewed in public

spaces, especially in relation to their use of mobility aids:

Karen: That's awful too because then they [the public]

think it's [your disability affects] your intelligence.
It's not your intelligence, its physical but it makes you
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feel - it [your disability] affects your self-esteem
definitely, and the way people look at you. It took me
quite a while just to use the cane because when I walk up
the street, people look at me different and, for me
psychologically it was hard. And I still don't use it
all the time because I don't want people staring at me.
Self-pity or the pity of thinking I can't [walk] - or
they just walk right by you and don't even look. They're
running and I'm crawling.

Marilyn: I make sure I paint a face [by wearing make-up,
painting nails and wearing presentable clothing at all
times]. My hair's done. I'm always dressed. I don't
walk around in my slippers and my pajamas, even if I'm
having the most terrible day. It's very, very rare that
you will see me looking the way I feel. So most people
say to me, but you look great, I say yes. And I've
painted a good picture and I'm a good artist. The people
who know me know. When you’re out there, people expect
if you look good... if you look like you’re put together,
people expect you to be together. Even if they know,

even if they see the walker - [they think] “what does she
need that for”?

Karen and Marilyn’s comments indicate that they were aware of
how the public viewed them and how their dependence on the use
of mobility aids made their impairments more visible to
others, allowing them to be viewed as ‘negatively other’ in
public spaces. Not surprisingly, they have 1let other’s
opinions of them influence how they live in their life spaces,
such as Marilyn choosing to ‘paint a picture’ of health and
Karen consciously deciding not to use her cane, regardless of
the fact that she needs it to assist her in her spaces of
daily living, in order to be less-visibly disabled in public
places and spaces such as sidewalks and shopping malls. These
two women have engaged in what Frank (1988) refers to as

conscious management of their appearances. Marilyn’s



74

conscious management came in the form of accentuating the non-
impaired parts of her body such as her face, with make-up, and
her hands, with nail polish, which is typical of many disabled
women (Frank, 1988). Frank’s (1998) case study of a woman
with congenital limb deficiency, named Diane, has found that
she too partakes in wearing make-up as a way of managing her
appearance. Karen’s conscious management was choosing to
present her body in a way which is more socially acceptable by
not using her cane. Karen and Marilyn’s desire for social
acceptance of their disabled bodies have made them extremely
aware of how they present their differently-abled bodies to
the public. These strategies have affected Marilyn and Karen
in both positive and negative ways. On the positive side, by
engaging in the conscious management of their appearances,
they are able to meet their desired goals of appearing less-
visibly disabled, or of being less conspicuous, in pubiic
spaces. However, Marilyn’s comments also suggest that her
outward appearance disguises her feelings of chronic pain and
fatigue, thus presenting a false image, and Karen 1is
negatively comparing her abilities to those of other people
when she says that “they’re running and I’'m crawling,”
therefore creating some negative outcomes from the conscious
management of their appearances.

Sam noticed that her self-esteem and self-image

changed dramatically after ceasing to do paid work. So much
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of her self esteem was connected to her role as a worker and
productive person that the transition to unemployment and
financial dependence on government income support initially

left her with a poorer self-image:

Sam: A lot of my self esteem came from my work, and my
self-worth. It wasn't quite going from paid work to
volunteer work, there was [sic] a number of years in
there where I spent totally focussed on getting healthy,
and that was about three years. And saying that, it
really doesn't end up in [being] three years. You're
constantly reinforcing your coping techniques in order to
stay as [mentally and physically] stable as you are, or
as stable as I am. I have to practice everything that I
learn. In order to build self-esteem back up, where I
got a lot of it from was work. When that was taken away
from me, I knew I had to replace it with something.
Sam explained that the positive sense of self-worth that she
experienced as a paid employee was lost after she stopped
doing paid work, and she has struggled since then to fill the
‘void’ created by participating in volunteer work.

Darlene, Marilyn and Karen’s experiences of a changing
self-image, as discussed previously, and Sam’s changing sense
of self-worth and identity after acquiring an arthritic
condition, are typical of those noted by all the participants.
The examples shown here indicate that what differs are their
responses to these changes: Karen choosing not to use her cane
in order to be less ‘visible’, Marilyn ‘painting a face’ to
draw attention away from her walker and Sam volunteering to

fill the ‘void’ left by unemployment. They, like the other

interviewees, have accepted these changes and have developed
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‘coping’ mechanisms in order to adjust to their changing lives
and lifeworlds. It was not surprising to find such changes in
self-image and self-worth as Marris (1996) has reported that
they are common to most chronically 1ill women. In faet,
Marris (1996, p.19) interviewed a woman who had such a poor,
or negative, self-image after acquiring arthritis that she
said she’d prefer to be “invisible,” so that others wouldn’t

be able to see her or her impairments, rather than go out into

the public eye.

5.3.2 Experiences of Depression

In addition to changing self-worth and self-image,
seven of the participants experienced periods of depression
and anxiety after being diagnosed. Anne noted how her
depression was tied to her shifting sense of self-worth:
Anne: I had a lot of depression which didn't help. Your
self-worth goes down [after acquiring an arthritic
condition]. You suddenly find that you can't do things
that you used to do. When your self-worth goes down, it
affects other people. Your work [productivity] goes down
and you are no longer [seen by yourself or others to be]
as valuable [an employee] as you once were.

Sadie and Sean also found that depression and anxiety were

associated with concerns about their value as an employee, and

their prospects for future involvement in the labour market:
Sadie: I started to get very depressed also [after

acquiring fibromyalgia and osteocarthritis], feeling that
way [like a less-productive employee]. Who's going want
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to hire me, I'm an injured worker?

Sean: I've suffered a really, really nasty period of

depression and anxiety, going, "Oh my God, what am I

going to do with my life, I'm only 26!"
Anne, Sadie and Sean’s periods of depression are all linked to
their beliefs that they are now devalued as employees due to
their acquired disabilities and actual experiences of being
devalued by others. The experiences of depression shared by
these three women are similar to those experiences reported by
the other four interviewees who had become depressed after
acquisition. It can be said that the high value society
places on ‘healthy, productive workers’ has negatively
affected these seven participant’s images of themselves,
contributing to depression.

According to Marris (1996), society places value on
people who are active and who “do”, such as those actively
involved in the labour force, rather than those who “don’t”,
such as disabled women who are unable to work. Society also
values youth and health, which can leave disabled women who
are unemployed “roleless” as they cannot earn an income, and
may be able to perform only limited household tasks
(Meyerowitz et al., 1988). Such “rolelessness” takes place
when they are no longer able to perform the societal roles
ascribed to them as women, such as those of worker and
caretaker. Conceptualizing themselves as potentially

“roleless” women who “don’t” do certain tasks may have led
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seven of the participants to experience periods of depression

after acquiring an arthritic condition.

5.3.3 Changing Views of Themselves as Workers

It has been shown through the seven cases discussed
above that some of the participants’ self-worth and self-image
were tied to their roles in the workplace and their value as
employees as assessed by themselves as well as others. It is
also important to explore how their views of themselves as a
worker, or employee, changed after acquisition, if at all, and
to examine how they were able to negotiate this transition
inside and outside spaces of employment. By understanding the
importance of being a paid employee, or worker, 1in these
women’s lives, particularly in relation to the wvalue that
society places on ‘healthy’ and ‘productive’ workers, we can
begin to see why it is important to have effective employment
and income support policies and programs which place value on
what these women are able to contribute, including part-time
and volunteer labour.

Ann’s response to her changing image of herself as a
worker was to redefine her understanding of “work” based on
what she 1s able to do, such as light housework, rather than
focus on what she can no longer do, including being actively

involved in the paid labour force. According to Ann:
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Ann: I struggled with those sort of internalized,
societal values around work within the home. Initially
I couldn't even read. I would be 1lying in bed , so
exhausted, just so frustrated and so sick. I mean, I had
no idea how I was functioning as I was, but certainly my
views of the role of work in our lives has changed. 1I've
done readings in the areas of what's ~called the

simplicity movement -- how your Jjob isn't necessarily
what your life's work is, they could be two different
things. Come to value what it is that I do in the home

[light housework and meal preparation], because it allows
my partner to work and make lots of money now. And the

only way that can happen is for me to be taking care of
the animals.

Ann’s re-definition of work, now viewing unpaid housework and
caring for animals as important forms of labour, has allowed
her to see such work as a significant contribution to a
household where her partner is the primary breadwinner.
Karen’s change from being employed and financially
independent to being financially dependent on government
income support radically changed her daughter’s view of her:
Karen: They were used to seeing me go to work all the

time, paying for everything and it had a major [impact]
on my daughter. She couldn't accept the fact that I was

ill and she was used to more money. Eventually she
stopped coming home as often, eventually moved out, [and]
my son left. Yea it's like I'm a totally different

person now [after acquiring osteoarthritis] and it’s very
hard for me [to deal with].

Changes in Karen’s financial and workplace roles, in response
to her osteocarthritis, and her dependence on CPP-D financial
support, has negatively impacted the relationship she has with
her children. That 1is, limiting her ability to support her

children financially, causing her children to see her as a
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more negatively different person, and, in her view,
encouraging them to leave home and visit less often.

Kim is aware of the shifting views that she’s had of
herself as a worker over time, in relation to  her
productivity, and continues to struggle, as she notes, with
conflicting pressure between being a ‘productive worker’ and

preserving her health:

Kim: I tried to see myself as not being different from
other people and I also though, was very concerned, as
I've said, to prove myself. So I worked, I think, a lot
harder and placed greater pressure on myself to succeed
and excel, and to work harder and better than other
people. Now I feel, somewhat guilty, because I come in
late and I'm always justifying it to myself that for all
of those years, I've worked extra hours and long hours
and so it's alright, I'm entitled to this. I have to

keep reminding myself, so I probably feel less
productive, less energetic.

Ann, Karen and Kim’s experiences show that their images of
themselves as ‘productive employees’ have changed over time.
Kim and Ann have both attempted to develop strategies to deal
with their new roles, Ann finding value in