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AUSTRACT

Disablement has been defined according to three criteria; impairment, which

addresses the biological aspects of dlisabl,ement, disability which addresses functional loss,

and handicap which addresses the social and environmental aspects related to disability.

One or more of these c0mponents influence social policy development. Unlike previous

models of disability, this' research uses a multidimensional approach to explore the

subjective experiences of women 'with dlisabilities in relationship to leisure. Further, it

addresses all the components of disablement to explore the biological and cultural aspects

that impact on the female, disabled body during leisure pursuits. Leisure is one aspect of

the human experience that provides the opportunity to experience the integration of the

mind, body and social components of one"s life.

The findings suggested that the women define leisure similarly to other women and

to persons without disabilities but their definition was broad enough to incorporate

differing functional abilities. Their leisure became more passive, isolated and segregated

with adulthood. Reasons for this includled constraints due to the body, transportation,

time, environments, equipment, relationships, economics and policies which place them in

a separate and distinct position in society. They must adapt their bodies, activities, time

schedules, environments, and equipment to meet their desires and functional needs for

leisure.

Solutions need to accommodate issues of differing needs wbile ensuring the

treatment ofpersons with disabilities as p1ersons first. Increasing awareness, incorporating

persons with disabilities into decision making processes that affect their lives and

universalizing policies and perceptions would encourage inclusion.
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CHAPTERl

INTRODUCTION

The term disablement incorporates three components; impairment, disability and

handicap. Impairment is associated with any disturbance in the body which may be

physiologically, anatomkally or psychologically abnormal (Bickenbach, 1993; Jones,

1994). Disability is any loss or reduction in functional ability as a result of this biological

disturbance that leads to activity restrictions (Bickenbach, 1993; Jones, 1994). Handicap

refers to the social or environmental influences that exist outside of the body and place a

person at a disadvantage due to their impairment or disability (Bickenbach, 1993; Jones,

1994; World Health Organization, 1980).

Although some researchers on disability issues suggest that these definitions are

problematic because they assume some standard for normality (Oliver, 1990), others feel

these definitions are important because they provide a standard upon which policies can be

implemented (Bickenbach, 1993), and they ensure the importance of considering the

implications of the biological body in policy decisions (Jones, 1994). It is important to

show the distinction between the thrlee components because it provides the opportunity to

consider how much people are affected by the physical conditions that affect their daily

lives. It also emphasizes the fact that people may not be able to carry out activities due to

environmental barriers (Ie.g. physical ban-iers such rough ground) and cultural barriers

sometimes formalized in policies and estabHshed practices. Therefore, all three aspects

must be considered in order to understand the experience of disablement.
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The definition of leisure used is broad and incorporates any activity that is defined as

leisure by an individual and that has meaning for that individual. It mayor may not be

structured, organized, group oriented or physicaUy active.

This study examines the leisure experiences of women with mobility disabilities.

Particular focus is placed on subjective experiences of the body; the manner in which

disability is experienced both sensually and culturally. The theoretical position taken will

argue that both biologieal and cultural experiences of the body are necessary for the

development of a subjectivity. Subjectivity involves how one thinks (human

consciousness) and the manner in which this is affected by "power relationships and

conflicting interests of class, race, gender" age and sexual orientation" (Roman and Apple,

1990, p.39). For this study, subjectivity also involves the manner in which the body itself

informs human consciousness.

This approach is a departure from much of the previous research on the body which

has often conceptualized the body as an object that is predominantly shaped by the social

environment (Shilling, 1993). For example, in medical practice the body is routinely

viewed without subjectivity, to be examined and manipulated. In socio-political practices,

living in a particular social group within a particular social context is important in the

development of one's experience (Bickenbach, 1993). Subjective experiences are

explainable in terms of the social environment in which the experience occurs. The

physical differences in body types which help form self-identity are often overlooked. The

omission of this dimension is limiting because, for example, persons with disabilities often

become conceptualized as both gendedess and homogeneous in terms of abilities.

Not all theory has ignored the subj1ectivity of the body. Some variants of feminist

theory recognize biological differences bei..rween the genders, arguing that biological

determinism of the female body has contributed to the oppression of women (Wendell,
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1989). In this view, women can reclaim their own bodies by redefining the female body as

other than an object with specific sexual functions that place them in a subordinate

position relative to men.

But, feminist theory can be paradoxical in advocating for ufemale specificity" based

on gender while lobbying that women should not be determined by biology alone

(Bigwood, 1991, p.56). In this sense, feminism introduces the importance of the body for

how women develop ways of undertaking their daily lives appropriate to their "unique

bodily being" (Bigwood, 1991, p.56). In the current study, it is argued that this is also

true of the experiences of persons vmh disabilities. That is, while the body is culturally

constructed, the body must also be understood within a framework of embodied giveness.

This means that the physical experience associated with living in a particular biological

body is as important to the understanding of disability as is the manner in which that body

is perceived by others in a particular sociall environment.

In this sense, feminist theory provides a flexible framework from which to study

disability, even though it has been largely silent on disability issues. This silence has

emanated from definitions of disability that have been based on the perceptions of people

living in non-disabled bodies. The subj1ectivity of the body within disability has been

largely obscured.

The present study e~(plores how body experiences are important for the development

of consciousness. I will interrogate the proposition that our bodies are shaped both by

culture and by personal experience. The fOClUS will be on how the body is "lived by each

ofus" within a particular time and space or historical context (Bigwood, 1991, p.61).

Much ofthe theoretical discussion will take as its point of departure the literature on

the gendered body. In this literatune women's bodies have been predominantly

conceptualized only as objects in the sense that there are standards for female beauty,
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behaviour and health. The manner in which the body is perceived by others often helps

determine how it is cared for. But care for the body is not only explained by cultural

standards. It is also influenced by the individual's sensual experience of the body. This

becomes apparent in leisure activities which promote the healthy, beautiful body. For

example, in traditional sport and fitness programs, the body is often objectified and treated

mechanistically. It is given a prescribed, disciplined way of moving. Rationalized

movements of the body suggest that the body is considered an instrument and object to be

mastered and used toward a specific end; either to accomplish some movement or to

become healthy and/or fit. The view that the rational, logical, mind and the physical,

sensual body are separate entities is the theoretical foundation for much of westernized

physical education (Bandy, 1986). This is problematic for individuals who cannot live up

to these standards or those who experience their bodies as less than ideal.

Inability, through disability, to carry out physical movement necessitates either

modification of the techniques needed for the activity or the modification of personal

movements in order to take part in the: activity. I will argue that the experience of

disability gives a unique perspective on leisure and movement which is more inclusive than

that constrained by non-disabled practices. People with disabilities are aware of both the

limitations but also the uniqueness of their bodies while living within a culture that

idealizes specific body types and actions.

Chapter Two will be a review of the: literature regarding disability and women. The

importance ofincorporating the physical e:xperienees ofthe body into disablement research

will be considered. Also discussed will be the models of disability used to inform social

policy. A multidimensional model which includes biological and cultural aspects ofgender

and disability will be proposed as a framework for this research.
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In keeping with the suggested means of conceptualizing issues of gender and

disability, Chapter Three outlines the qualitative methods used in this research. Problems

associated with the research process will be considered and the manner in which these

issues were addressed will be discussled.

Chapter Four presents the findings of this thesis and compares them, when possible,

with previous research.

Chapter Five asks what can be concluded from the findings and the analysis. Also,

solutions as suggested by the women themselves, other researchers and myself, will be

discussed. Recommendations for social policies affecting leisure activity will be

addressed.

The research is concluded with an epilogue where I reflect on my research

experiences and try to make some theoretical connections regarding the body and social

interaction.
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LEISURE, DISAlULITY AND WOMEN

A REVIEW OF THEI..ITERATURE

Brief Reyiew of Theoretical Appto:llCb..elt to Disability

Historically, research on disability has been approached either from biological or

from cultural perspectives which, respectively, recognize the physiological aspects or the

social consequences of disability. Bickenbach (1993) identifies three theoretical models

that have been used to inform social policy on disability; the biomedical model, the

economic model and the social-political model. Associated with the latter model is a

fourth model that is described by Gadacz (1994) as the equality rights model.

In the biomedical model, disabitities are conceptualized as inherent bodily

impairments caused by "disease, accident or a defective gene" (Nixon, 1984, p.163)

rendering the victim as sick, misfortunate, to be pitied, to need help, and dependent upon

specialized care (Bickenbach, 1993; Morris, 1989). Since disability is seen as being

located within the body, it is categorized as needing control and treatment by medical

workers. In this process, bodily conditions and experiences are defined and controlled by

medical experts, rather than by individuals with disabilities. The disabled person becomes

defined according to herlhis differentness, becoming an "object of curiosity" (Malec, 1993,

p.22).

When the body is medicalized, intervention is focused on short-term care and

rehabilitation (Wendell, 1989). Within dominant medical discourses, people whose

conditions are difficult to control or cure by medical intervention are problematic.
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Bickenbach (1993) argues that some: biomedical responses to disability are based on

models for chronic care that focus on self-empowerment emphasizing coping rather than

curing. As a result, they seek to establish long term environments. The focus, however,

remains on the medical model.

Much of the contemporary legitimacy of dominant medical discourses is based in

their affiliation with the ascendant value-free model of science, a connection which has

eroded the legitimacy and expansion into other health alternatives (e.g., acupuncture,

therapeutic touch, massage, naturopathy among others). By claiming to have access to

objective truths about illness and healing, the chronically impaired may be discouraged by

mainstream medical practitioners from pursuing alternative modalities (Bolaria &

Dickinson, 1994). As Johnson (1992) suggests, though, people with chronic impairments

cannot always cure their bodies through modem medicines and they do not always accept

traditional diagnoses. S0metimes, they discover new treatments outside of the medical

model and discover alternative physical therapies.

In sum, medicalization of the body has located disability issues within the auspices of

the medical model such that disability becomes defined and managed largely by dominant

medical discourses. The implications of this appropriation of responsibility are that

alternative perspectives on disability issues and the subjective experiences of people living

within a chronically impaired bodly are often inadequately articulated or broadly

appreciated.

In the second model, the economic model, disability is conceptualized predominantly

as a financial issue needing policy intervention. In this view, treatment of disability is a

social obligation more than an individual or medical obligation. People with disabilities

are viewed as economically problematic because of their frequent difficulty with
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employment; a human role considered central in the model. Consequently, social policies

are needed to help disabled people enter the labour market (BickenbacR 1993).

This mode~ of course, is based on the particular notion of "value" in market

economics. Value, in this sense of the word, is defined according to a person's ability to

be productive in the labour market. By definition, those who are not productive in the

labour force are a financial burden to society at large. Ideally, in this view, social policies

are necessary to assist persons with disabilities become more employable.

In a critique of the economic model, Bickenbach (1993) argues that it is overly

simplistic because it ignores the heterogeneity of disability. Differences in abilities are

great, enabling some people, but not others, to enter the labour force. Implicitly then, the

economic model does not address the needs of those who need the most support in

becoming employable. Often, in conventional economic tenns, meeting the needs of

persons with disabilities is too costly relative to their potential productivity (Bickenbach,

1993). The notion of "value" then, is based purely on economic productivity and largely

excludes other types of value (e.g. cultural, socia~ interpersonal). That is, this model

focuses predominantly on the economic I:lOsts of disability to other members of society.

This reduces the economic question to whether persons with disabilities are capable of

being productive members of the paid labour force or whether they are simply an

economic burden to society because of their impairments.

In the third model, the social-politicaJ mode~ it is argued that people with disabilities

are disadvantaged by negative stereotypes which label and stigmatize them (Bickenbach,

1993). The implications of a stigma as a "discrediting attribute" is that it becomes the

focus of social attention turning other people away from the one who is stigmatized

(Goffman, 1963). This process, caused by a negative reading of a person's impairment,

may lead to a devalued label; one that is internalized by the disabled person (Becker, 1987;



9

Nixon, 1984; Nixon, 1991). As with the ,economic model, accommodation for disabilities

is considered a social obligation (Bickenbach, 1993). Social policies do not change the

impairment or the process of stigmatization, but they attempt to change the experience of

disability with the social context.

Oliver (1990), a supporter of this socially constructed model of disability, argues that

changes to social policy do not necessarily address issues associated with the underlying

ideology of normality. Since disablement is socially constructed it is perceived as an

individual disadvantage. Such a construction assumes a standard of normality and those

who live outside these standards are considered to be disadvantaged. For Oliver (1990),

the social construction of disability is not totally dependent upon an individual's

internalized perceptions or on those of powerful groups with vested interests in defining

disablement. Disablement is also the result ofan ideology ofnormality that is embedded in

the social consciousness and is legitimized in social policies (Oliver, 1990).

Bickenbach (1993) argues that the proponents of this model (i.e. Oliver)

underestimate the importance ofbiomedical and economic approaches to disablement. As

a result, the causes of disablement become located solely within society and social

organization.

The legitimacy claims of the socio-political perspective are based on its civil rights

focus on issues in areas such as accessibility (to buildings, employment, recreation),

independent living, equality, proteetion of the law and improved quality of life

(Bickenbach, 1993; Moms, 1989). This brings us to the fourth model of disablement

which addresses equality rights. These rights are the same as human rights, minority rights

and civil rights. Their emphasis is upon commitment to political equality (Bickenbach,

1993). Since they are legally enforced rights they have more political weight than moral
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rights. These are rights that are presumed to be available to all citizens, giving people

with disabilities avenues to organize themselves politically (Bickenbach, 1993).

Gadacz (1994) argues that independent living/disabled consumer movements feel

equality rights within legislative practices Ineed to incorporate both fo:rma1 and substantive

equality. Formal equality, as stipulated within section 15(1) of the Canadian Charter of

Rights and Freedoms, ensures equality of treatment of all citizens so that everyone is

assumed to have access the same rights before the law. For persons with disabilities this is

important as it ensures that the law must include and treat every citizen fairly. However, it

does not address the differences among individuals (i.e. socioeconomic status, gender,

ability, and political inequalities). Individuals who share these differences are considered

members of a disadvantaged group. Here, substantive equality becomes important for

persons with disabilities. A claim can be made against any law that perpetuates

discrimination toward any social group and can make demands such as reasonable

accommodations, special tax reduction, and accessibility (Gadacz, 1994). Therefore, this

type of equality in the law ensures that pt::~rsons 'With disabilities can be treated differently

according to their differing needs.

Therefore, combining equality rights and substantive rights ensures that persons with

disabilities have the potential of being treated like every other Canadian citizen while

having their different needs protected under the law.

To ensure the rights of persons with disabilities requires the input of consumers of

persons with disabilities. For example, in Canada in 1976 the Coalition of Provincial

Organizations of the Handicapped (COPOH) was formed to enable people with disabilities

to articulate and defend their rights. formerly, rehabilitation organizations and

professionals had in varying degrees actedl in this capacity for disabled persons (Driedger,

1993). This change in responsibility shiftled the very definition of the realities of persons
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'With disabilities. Subseqmently, perceived realities became more subjectively-oriented and

less objectively-oriented, more disability··oriented and less medically- or economically­

oriented. This type of reorganization was an example of disability rights groups working

toward change in the legislation affecting them as a group.

In general, disability rights groups argue that persons 'With disabilities comprise a

minority group which is distinct from the larger culture (Philips, 1985). They lobby for

the reasonable accommodation of physiological differences and work toward greater self­

reliance among the disabled.

While this is a liberal approach to disability issues, some argue that disability rights

groups tend to overlook individual experiences of disability (Morris, 1993). Thus, while

people 'With disabilities have experiences of discrimination in common, their struggles 'With

the body are diverse (Wendell, 1989).

This, by itself is a valid point of criticism. Further, though, all of the theoretical

approaches reviewed above are inherently limited because they do not incorporate the

subjective experiences of disabled people. This is not to say that these models do not help

explain how the lives of disabled people are structured and experienced. For example, to

dismiss the medical model is to deny the lived reality of physical experiences of disability,

such as living 'With pain and physical limitation (Morris, 1993). The problem with ignoring

economic and social-political theories is that the experience of living within a physically

impaired and gendered body 'Within a social and economic context would be overlooked.

All of the theories mentioned abOV€:, though, have some commonalities. In each

model, disability tends to be defined as being homogeneous and genderless. The end

result is an us/them dichotomy which suggests that persons 'With disabilities are separate

and distinct from those 'Without disabilities obscuring any similarities between disabled and
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non-disabled persons. Given these limitations the potential of feminist theory for

addressing these aspects associated with disability will now be addressed.

Feminism: An Alternatiye Perspective on Disability

Feminism challenges assumptions of the traditional view of authority, power
and privilege and strives to create space for collaboration, a revision of history,
an alternative view of the world, a fresh and different approach. (DePauw,
1994, p.473)

In recent years, progress in social theory in general can be attributed, at least in part,

to the expansion of the boundaries of feminism beyond the study of women alone to

becoming an alternative way of understanding the world in general (Morris, 1993).

Although feminism has often been assoeiated with the study of women only, some

feminists have incorporated the study of both genders in their research (see, for example,

Smith, 1987). The difference between their approach to the study of genders and those of

non-feminist researchers is that they begin with a woman-centered viewpoint (Eichler,

1988; Smith, 1987). Ground-breaking work in this area suggests that a more subjectively­

based perspective on the social world m~eds to be incorporated into traditional social

scientific approaches. This integration of objective and subjective material allows for a

more non-sexist, balanced approach to studying social phenomena. As argued below, this

type ofresearch has enormous potential for the study of disability and women.

In her work on feminist methodology, Eichler (1987) argued that women's concerns

are relatively ignored in social science res<:~arch, and that it is important to integrate their

concerns into the social sciences in order to eventually achieve a non-sexist approach to

research. Smith (1987) adds that traditional malestrearn research has tended to ignore

subjective experiences ofthe body through the senses. Hartsock (1987) continues this line

of thought suggesting that women have a deeper understanding of social reality because

they unite the actions of their mind and their body to carry out their daily labour. For
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Hartsock, women have the deepest understanding of reality because they are always

combining the abstract and the actual through their work which often vacillates between

home and the public realm. This suggests that the balancing of work and home

responsibilities, of physical labour and mental labour, creates a different knowledge in

women than in men.

These feminists, then, advocate a woman-centered approach where the subjective

experiences of women are a cornerstone of the body of knowledge hitherto relatively

unexplored. In the current study, feminist perspectives are also adopted because they are

flexible enough to consider disability from a disabled-centered point of view, where the

person with the disability defines and describes herlhis reality.

Recent developments in feminist theory recognize and probe differences among

women and other social groups, although these have been rarely explored from a non­

disabled point of view. For example, Collins (1990) suggests an alternative Afrocentric

feminist epistemology. For her, what is important to the black women's consciousness is

the idea ofbeing a member of a group (e.g. woman) yet standing apart from it, making her

unique (e.g. as a woman who is Afro-American). This approach recognizes the

differences and similarities between men and women of the minority group of race and it

addresses differences that exist among the minority group ofwomen.

At first, this theoretical approach may Sieem to be unproblematically appropriate for

the study of disability because it recognizc~s that women with disabilities experience their

life not only as women, but also as persons with disabilities. These two experiences are

intertwined. The direct application of this model to the study of disability becomes

problematic to some extent, though., because differences are not defined only within a

cultural context. Physical ability and subjectivity must also be taken into consideration. In

the study of disability, regard must be given to the effects of physical experiences. For
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example, while disability, as with race, constrains activity due to social barriers, most

persons with disabilities are also limited by physical impairments. Women with disabilities

are forced to approach physical activity within social and physical constraints. In sum, as

Cassidy et al. (1995, see also Morris, 1993; and Wendel~ 1989) suggest, in some ways

feminist theory differs little from traditional theories because it sometimes excludes the

subjective experiences of women with disabilities and defines disability in non-disabled

terms.

The potential of feminist thought for disability issues, though, lies in its potential to

probe individual subjectivity. This includes examining perceptions ofnegative and positive

lived experiences and ways of viewing the social world. Hillyer (1993) suggests that the

experience of disability can help in the development of feminist theory because that which

may be seen as positive or negative is not nec1essarily understood that way by persons with

disabilities. Persons with disabilities are well aware of limitations and negative attributes

associated with "losses that cannot be repaired II (p.15) so their strengths and weaknesses

must be consolidated as part of their reality.

When feminists attempt to understand disability through the experience of a non­

disabled body, physical impairments are often overlooked. For example, disabled

individuals become labelled as "other" such that attributes associated with !fus" (non­

disabled) are considered positive and universal while those associated V1nth "other"

(disabled) are negative and particular (Morris, 1993, p.67). Similarly, attributes associated

with disability such as dependence, illness" and weakness, are valued omy negatively when

defined from a non-disabled perspective.

Consequently, non-disabled feminists have tended to exclude the subjective reality of

women with disabilities from their agendas. Much feminist thought has implicitly assumed

white, middle-class, feminist explanations as the norm and that other differences are
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particular and separate (Morris, 1989;1993). This separates women with and without

disabilities from each other. They are presented as two separate groups with different

interests resulting in a lack of recognition that both groups include women with common

concerns. Israel and Odette (1993) have suggested that disabled women have experiences

different from their non-disabled counterparts, but that there are also "common threads"

that all women experience such as living within a female body.

In sum, it is argued that while the disability rights movement has largely failed to

acknowledge that women with disabilities have different issues than men with disabilities,

feminist theory has also not satisfactorily conceptualized the links between gender and

disability. As a result, the issues of women with disabilities have received inadequate

attention by both the women's and thle disability rights movements (Driedger, 1993; Israel

and Odette, 1993; Morris, 1993). It is the unique position of disabled women that

provides them with the opportunity to bring their knowledge into feminism as well as

bring a feminist perspective into the disability rights movement.

The Body as an Integrating Force in Subjective Experience

"Different kinds ofbodies give us different raw materials for artfully constructing our

view-points of life" (Johnson, 1992, p.61). Although Johnson (1992) warns against

exaggerating sexual differences into the oppressive sexual stereotypes of biological

determinism, biological differences between men and women shape their lived experiences.

For example, since men do not experience the rhythmic changes that women's bodies

experience during menstruation and pregnancy, their individual perspectives would not be

informed by them (Bigwood, 1991). This does not mean that the environment has no

effect on the gendering of life experiences or that biological characteristics are the sole

determinants of her life experiences. Similarly, a body that is disabled would experience a



16

unique relationship with its environment (both physical and social) based on the manner in

which the body receives information from the environment and interacts with it.

Merleau-Ponty (1962) suggests that a person's ability to be in this world is only made

possible through the body and that it is through this "living body" that the meaning of the

world is revealed to a person. By "living body" he does not mean the body that is

experienced as an object, but the biological body that interacts with the elements of the

environment (e.g. relationships, time, space, and with itself) and changes accordingly.

This is the body that experiences subjectivity.

Toombes (1992) and Van den Berg (1972) refer to the "lived body" not as the body

which one possesses but, as that which one is or which one experiences through the

senses. It only becomes a possession or object when one reflects on it. Reflection

involves conscious thought. Subsequently, mind and body become separate because

sensations are no longer just experienc1ed; they are thought about (Bigwood, 1991).

Cultural attitudes affect how we think about our bodies, but our bodies can unconsciously

react to the environment and to itself (Van den Berg, 1972). This means that the body has

a knowledge of its own 10 add to the subjf~ctive experience.

Johnson (1992) suggests that our culture ignores our body and focuses on the mind.

This may not appear to be true at first glance because our culture places considerable

attention on body work (e.g. regular exeflcise, cosmetic surgery to obtain the ideal body).

This attention, though, is on the exterior surface of the body and not what the body is

experiencing inside. Both Johnson (1992) and Shilling (1993) suggest that the focus on

how the body looks externally and how it is cared for has to some extent replaced

religious frameworks on which we formerly relied on for our identity formation.

In Western society, our identity becomes based in large part on the physical. The

body is idealized in terms of strength, appearance, energy and ability to be controlled
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(Wendell, 1989;1993). Value is placed on the youthful, thin, sensual body (Shilling, 1993,

p.3). This idealizing of the body prevents non-disabled women from identifying with and

loving their bodies. A gap develops betv"een the biological experiences of the body and

the cultural experience of the body. \Vendell (1989;1993) suggests that, at first, an

acquired disability can alienate a woman from her body. There is a realization that the

non-disabled can postpone the task of identifying with the messages given them by their

bodies. When the body is idealized, that which does not fit the ideal is seen as negative, to

be avoided.

The body receives external information as our point of access to the world through

the sensory experiences of touch, smell, sight, sound and taste (Toombes, 1992).

Bigwood (1991) suggests that the body actively interacts with the environment and does

not just passively receive sense data, reacting to outside influence. The sensations of the

body are experienced as involuntary and unconscious until they are reflected upon

(Bigwood, 1991). For example, the experience of listening to music may manifest itselfin

movements of the body that are not consciously reflected upon, but are automatic and

individualistic.

Bodily sensations are experienced and not just thought about or rationalized in the

mind. Bigwood (1991) argues that our human being takes place within a "natural-cultural

relational field," meaning it is involved im the cultural forces as well as being

interconnected with its biological components (p.60). Therefore, the body has a

nonIinguistic, noncognitive, uncontroUed component which comes from the physical body

alone (Bigwood, 1991).

This is very important to the understanding of disability because the physical

limitations of the body affect not only how others define persons with disabilities, but, how

the disability defines their day-to-day realities as well. Non-disabled people do not have to
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listen as intently to the needs and sensations of their body. People with disabilities have to

pay more attention to them for survival and to prevent deterioration of their physical

bodies (Wendell, 1993).

To date, most theories on disability (including feminist attempts) have neglected the

fact that the body has a biological component and that it changes physically according to

its relationship with the environment and itself For example, women with disabilities may

experience the social repercussions of not fitting into the non-disabled ideal, but their

bodies may experience physical changes in its response to an inaccessible setting or pain.

The Body and Women with Disabilities

We claim our bodies and our integrity as disabled women. We insist on our
right to make infonned decisions about our bodies. We do not have good
parts, bad parts, or inner beauty. We come in many sizes, shapes and colours.
OUf bodies deserve our love, tenderness and pleasure. We are whole, beautiful
and sexy women. (Browne, Connors and Stern, 1985, p.247)

Insights by women with disabilities have rarely been integrated into feminist theory of

the body. This is a significant conceptual gap given the importance of the body for

women in general and women with disabilities in particular (Wendell, 1989). Female

bodies are largely defined by male, ostensibly objective, medical, physical fitness standards

which define what is appropriate female, physical appearance and what is a healthy body

(Botaria & Dickinson, 1994; Cassidy et ~J., 1995). Women with disabilities are largely

excluded from these discourses on health and beauty and tend to see themselves as

separate from other women:

Our beauty is reserved for the inside. hmer beauty is used by our culture as a
consolation prize for those it finds ugly. (Browne, Connors and Stern, 1985,
p.246)

Under the weight of these standards, women with disabilities are often viewed as

"defective, unattractive, and unable to manage their own bodies" (Cassidy, 1995, p.55).
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They are seen as "asexual"(Sherrill, 1993, p.144) and like non-disabled women, become

objectified, but differently. Malec (1993) suggests that, as a woman with a disability, she

is objectified twice. Her disability def1lnes her as an "object of curiosity", but her

femaleness also defines her as a sexual object (p.22). The combination of these two

objectifications presents women with disabilities as subordinate objects twice over.

The combination of biological and cultural experiences of disability as a woman is

usually different from that of men with disabilities and women in general. Women with
.,.--

disabilities cannot completely separate the biological and social as"p~cts of experience

because they live in bodies that carry less value than ones that are fully able.

Wendell (1993) suggests that feminists have tended to provide an unrealistic picture

of disabled women's relationship to their bodly by suggesting that social justice can be used

to overcome the cultural alienation of the female body and provide a more enjoyable

experience of it. This latter notion ignores experiences created by the sensations of the

body which may not be enjoyable (e.g. pain). For this reason many women with

disabilities disassociate their bodies from their real selves (Browne, Connors and Stern,

1985). Others accept these negatively perceived experiences of the body. This may not

be enjoyable, but it allows for the transformation and re-interpretation of the bodily

sensations so the experience of them will not become overwhelming:

In a sense, I discovered that experiences of the body can teach consciousness a
certain freedom from suffering and limitations of the body. (Wendell, 1993,
p.119)

Incorporating the importance of the experience of bodily sensations L.1J.to theory

moves us beyond the limitations of the traditional mindlbody dichotomy and suggests that

explanations for social phenomena do not have to be defined exclusively as being on either

side of the nature/nurture debate. For Wendell (1993), it is not enough to incorporate the

awareness of these sensations. Theory must incorporate that awareness into a new
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understanding and perception. For example, by accepting the suffering body, the

consciousness is informed. New thought and experiences develop that can acknowledge

the sensations of the body while not being ruled by them (Wendell, 1993). This suggests

that the experiences of the conscious mind and the unconscious body are connected when

limitations of the body are accepted. As Wendell (1993, p.122) suggests: "...the body

itselftakes us into and beyond its suffering and limitations. "

Wendell (1993) also suggests that disabled people cannot celebrate their bodies until

they accept their limitations. This is what persons with disabilities can teach the non­

disabled; how to commune with one's own body and listen to what the body is saying as

opposed to what the culture is saying about the body. Focusing on the latter alienates

people, women in particular, from their bodies and creates a wide gap between the body

and the mind.

This awareness of the body's limitations and sensations, coupled with the reflective

qualities of the mind, suggest that women "With disabilities have experiential knowledge

unavailable to non-disabled culture. They may be better able to go beyond the dominant

cultural conceptions of the female and non-disabled body.

Feminist theory has often suggested that women consciously control the appearance

of their bodies within historically and culturally defined contexts. In this view, gender is

predominantly culturally determined ,mth i:ew characteristics determined by biological and

physical factors (Bigwood, 1991). Interest has often been in factors which are external to

women's bodies (e.g. how culture affects a woman's experience of her body), rather than

looking at the body's unconscious, involuntary reaction to the environment at a given

moment and place. A feminist theory of disability must recognize that the subjective

experience of living in a particular body has a 'cultural and a biological component as is the

case of living in a female, disabled body. Since we as humans live in bodies and are
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subject to the experiences of the body and be,cause these bodies live in culturally-historical

contexts, we cannot be either totally biologically determined or socially constructed

(Bigwood, 1991).

Toombes (1992) states that bodily dysfunction nece'ssarily causes a change in how

the embodied person interacts with the world. The way the body is experienced is

influenced by its specific biological attributes. For disabled people, there are differences in

the body's relationship to others, its relationship to itself in terms of gait, gesture, posture

and ability, its relationship in space (or the: environment), and its relationship to time. For

example, there is a change in posture, gait and the way in which persons with disabilities

use gestures in their interaction with others. This physical difference in tum affects social

interaction (Toombes, 1992).

Also, for persons with disabilities, physical space no longer takes on an outwardly

directed dimensio~ rather it becomes a restriction of possibilities because the range of

movement is limited (Toombes, 1992). There are also restrictions in available space

outside of one's personal space. Different spatial needs are required for maneuvering the

body to carry out an activity, and in negotiating stairs that are too steep or doorways that

are too narrow. Disability becomes socially constructed due to physical environmental

constraints.

The experience of time is also different because it is more static and confined to the

present. Meeting the goals of here and now are more important than what will happen in

the future (Toombes, 1992). This is at least in part explained by it taking longer for

disabled people to carry out many activities.

How can this analysis be related to women in general? One connection exists in

considering the natural, biological function involved in pregnancy. As the body

transforms, a woman's relationship to herself in terms of posture and gait changes. Her
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relationship to space changes because she now must manoeuvre her body differently since

it takes up more personal and interpersonaJ space. She may find it takes her more time to

do things and she is focused on the present as meeting immediate needs are important to

both her and her baby. Her relationship ,;vith others may also change. She may be seen

differently by others as her physical status changes.

In sum, the experience of the physil~l body affects women in general and women

with disabilities as they live lives impacted by culture. Klein (1992), a woman who

became paralyzed after several strokes, talks about the manner in which her physical

limitations help her connect with her own body and its relationship to the environment in

which she lives:

The rhythm ofmy life has changed dramatically. Before it was governed by the
calendar and the clock. Now I fonow the natural pace of my body.... .! have to
ration my limited energy and choose carefully what I do. I have no time to
waste on bullshit, but I do have time to smell the flowers. (p.74)

Women with disabilities have much to add to the feminist understanding of the body

because they not only experience cultural attitudes toward the female body and the

disabled body, they also experience the sensations of these two types of bodies. They

possess insights regarding the needs and sensations of the body through their experience

of it. Ironically, lack of control of the body, while invariably disturbing to non-disabled

people, is a daily reality for person with disabilities and the transcendence of it creates new

frontiers of learning and exploring. Therefore, a feminist theory of disability needs to

include not only awareness of the sensations of the physical body in relationship to itself

and the physical and social environment but also the manner in which these sensations are

transcended.
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Body Awareness and Moyement

The body, required to be docile in its minutest operations, opposes and shows
the conditions of functioning proper to am organism. Disciplinary power has as
its correlative an individuality that is not only analytical and 'cellular', but also
natural and 'organic'. (Foucault, 1979, p.156)

To understand what is involved in the: leisure activities ofwomen with disabilities it is

important to consider both biological and cultural experiences. Bodily actions need to be

understood as acts that take place within a certain situation and historical context and

which have practical significances for the "embodied subject" (Toombes, 1992).

In a number of ways, our environment (e.g. work place, cultural attitudes toward

aesthetics) can shape our bodies and both enable and constrain ranges of movement and

perceptions of physicality. First, the emphasis placed on the shapes of female bodies in

Western culture influences attitudes toward bodily action (Shilling, 1993). Second,

working on an assembly line dictates the movement and shape that bodies take.

Disciplinary techniques are used to make their bodies into objects by "disconnecting them

from their sensual authority" where sensual authority is that which is experienced through

bodily senses (Johnson, 1992, p.80).

In leisure, learning about movement involves becoming aware of the actual physical

sensations of the muscles involved in movement (Ryman, 1978). Activity becomes a

matter of self-education based on body awareness. The body is not, or at least is less so,

an object or instrument of manipulation to be used in order to achieve a specific end (e.g.

to learn the skill involved in an activity). Movement gains meaning when it is informed by

the body as subject rather than the body as object (Bandy, 1986).

It is important to consider Foucauldial11 perspectives on the body. Since the social is

"inscribed" on the body, Foucault centered his attention on the effects of power on the

body (1980, p.58, see also, Rail and Harvey, 1995, p.165). He was interested in the
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systems of power that discipline the body to behave in certain ways and the knowledge

that is produced by this kind of power over the body (Foucault, 1980). For him, power is

conceptualized as being internalized in everyone and is transmitted through a network of

individuals rather than being located in institutions alone (Foucault, 1980). Change must

be instigated at the state level as well as through the changing the mechanisms of power

that exert disciplinary action over the body on a daily basis (Foucault, 1980).

For Foucault, power on the body is developed around two poles. The first is the

body as a machine, where the body is diseiplined for optimal performance and usefulness

that can be integrated into organiz1ed, effective, efficient, hierarchical and interrelated

systems (Foucault, 1980;1990; Rail and Harvey, 1995). The body becomes dominated by

correct training, manipulation and reconstruction (Foucault, 1979; Rail and Harvey, 1995;

Vigarello, 1995). For example schools, families, factories, armies, sport are all organized,

structured institutions that exert control over the body.

The second power exerted on the body is the species body which is the basis of

biological processes such as birth, death, health, life expectancy and everything that affects

the variability ofthem (Foucault, 1990). This power is enforced through intervention and

regulation such as the medicalization of body functions. This biopower is directed toward

perfonnances of the body and processes of life and has led to an "administration of bodies

and the calculated management oflife" (Foucault, 1990, p.139).

For Foucault (1979) individuals become the bearers of power in that they do not

need to have power placed on them from the outside in order to regulate their actions.

They perceive themselves to be under the constant surveillance of any number of

disciplinary cultural mechanisms like the church, the legal system, and the medical and

psychiatric professions. As a result people regulate their own behaviours to conform to

accepted social norms. In this way, power is not seen as having a central source like the
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state. Rather there are multiple sites of power. Eventually the individual becomes a site

of disciplinary power and through their concern for what others think of their behaviour,

they regulate each other as well. This suggests that people are guided constantly not by

their own desires, but by the watchful eyes of others.

In their related Foucauldian analysis, Rail and Harvey (1995) argue that there are

new ways of bodily domination that are subtle and are engaged with an individual's daily

reality. Bodily subordination results from a process of normalization where internalized

norms become a form of power that are us,ed by individuals themselves to correct the body

(Rail and Harvey, 1995). There are forces (e.g. time and space) that are not imposed

directly on the body but they have the ability to shape its movement (Vigarello, 1995).

It has been further suggested that discipline shapes the body into passivity by

prohibiting new initiatives (Foucault, 1979; Vigarello, 1995). Foucault cautions that

discipline and power are not imposed on the body as something repressive or negative

because it is this discipline that creates life, movement and power from the body itself

(Vigarello, 1995). This suggests that the body has a power and knowledge ofits own and

that even the smallest activities can affect its individuality.

Foucault (1980) argues that one can only consciously master herlhis own body by

constructing power in that body through muscular activity, exercise and/or, "nudity,

glorification of the body beautiful" leading one to desire herlhis own body (p.56). Once

the powerful forces on the body create this desire for one's own body then there emerges a

new awareness for one's own body that counteract these powers. Subsequently, the body

claims what it desires such as "health against the values of the economic system, pleasure

against the moral norms or sexuality, marriage and decency" (Foucault, 1980, p.56). Once

the forces (disciplines) on the body are: freed, the body marks its own space and

independence and the individual finds autonomy. Foucault (see also Merleau-Ponty, 1962;
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Van den Berg, 1972; Bigwood, 1991) suggests that the body once had a knowledge of its

own, but that it would only be realized and become part of consciousness when it escaped

the disciplinary limits imposed upon it. The body "traverses sanctions" (Vigarello, 1995,

p.162).

This means that the motives that initially activated the body are changed by the

individuals conscious awareness and discipline of their own biological bodies. McDermott

(1996) uses the example of women who are initially motivated to participate in exercise

classes because they are concerned about their body weight but through experiencing

structured activity they become motivatl~d by health concerns and the experience of

activity. In this sense the body counter-attacks the power that was imposed on it by the

individual herlhimself(Rail and Harvey, 1995). At this point the natural body replaces the

mechanical body so that it moves from a passive, objectified position to a more active,

subjective, position that creates new meaning for the individual.

This underscores the operation of agency. Individuals exercise resistance to the

constraints and disciplines placed on them by the social structures and practices.

McDermott (1996) suggests that the physical expression of agency is physicality, meaning

that people explore embodied experiences to understand how the body is physically

engaged in life, and to gain access to the social world (McDermott, 1996).

Johnson's (1992) notion of learning through trial and error may explicate the

development of agency. He suggests the need for a "technology of authenticity" which

encourages people to develop their own scmse of authority and their own way of carrying

out a task (Johnson, 1992, p.80). This technique would encourage people to become

more aware of muscles used in the movelnent associated with an activity and to explore

the personal range ofmotions that they need in order to carry out a specific activity. This

would increase body awareness. In this way, the manner in which an individual moves
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within an activity is not dictated by standardized steps that constrain the body into a

controlled object of the mind. Rather it recormects the body and mind so that the learning

ofmovement is physically rather than socially based.

Movements that are carried out mechanically are informed by authoritarian modes of

conformity and disconnect people from th€~ir bodies. For example, in dominant physical or

sport culture, repetitions needed to learn a physical skill are carried out by directing our

attention outside of ourselves within the context of authority. This limits "native

capacities" to learn alternative ways of carrying out activities in accordance with stimuli

encountered in the world of sensual experience (Johnson, 1992). This represents a loss

because knowledge is gained through the "physically active, lived body experience"

(McDermott, 1996, p.21). This knowledge is gained when people use any movement in

their lived bodily experiences that takes them beyond the regulated, organized, structured

movements required in any activity.

The way in which we carry out an activity can either connect us with ourselves or, if

we choose to mechanically conform. to specific standards, can draw us away from

ourselves. Bandy (1986) suggests that the inter-relationship of the body and mind is the

self and that the movements involved in an activity provide the opportunity to experience a

unified self

Foucault's suggestion that one must desire one's own body to create new meaning

might be problematic here. Perhaps it is not a desire of one's own body that creates new

meanmg. This has implications for persons with disabilities who take part in structured

activities. Since their bodily experiences may involve restrictions in certain kinds of

movements, structured activities may lead to a new consciousness of their physical body

and a desire to go beyond limitations of the body. This may in tum create new ways of

carrying out activities.
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Perhaps this is a reason why leisure activities have an important role in the lives of

persons with disabilities. It is an area of flexibility where activities can be structured or

unstructured, passive or active, carned out alone or in groups leaving more room for

empowerment and the development of agency through exploration and choice.

Leisure Activities and MindlBody CODIlections

Leisure activity is one of the most fiIndamental aspects of our lives because it is a

place where individuals can meet theilr individual needs and desires while connecting with

other human beings. Kelly (1990) suggests that leisure is a phenomenon of life where one

can integrate the mind and body so as to provide an environment for self-expression. It is

"action more than feeling" but the feeling is important to the action (Kelly, 1987, p.57).

The way one feels before and during the leisure activity is integral to the experience of it

and transcends the activity itself (Hutchinson and McGill, 1992; Kelly, 1987). Leisure

provides a sense of well-being by promoting physical health, rest and relaxation and a

chance to test one's abilities through risk-taking (Kelly, 1990). It is through leisure

activity that people discover their gifts and tal'ents, and gain a sense of accomplishment by

mastering these abilities (Hutchinson and :McGill, 1992; Kelly, 1990).

Leisure, however, is more than a subjective experience because it is experienced in

social contexts. In one sense it provides people with a sense of belonging to the larger

community through the sharing oftheir gifts, interests and talents. Access to resources in

the community gives people a sense of belonging to the larger community (Hutchinson

and McGill, 1992). Leisure provides thle opportunity for relationship-building around

shared personal interests with other members of the community rather than artificially

constructed or obligatory relationships lik,e work relationships or paid care-giver

relationships (Hutchinson and McGill, 1992; Kelly, 1987; Kelly, 1990).
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There are often social structural constraints which mayor may not affect an

individual's participation in leisure. Shaw, Bonen and McCabe's (1991) secondary analysis

of a Canada Fitness Survey focused on constraints on participation in physically active

leisure. They concluded that identifiablt:: constraints like lack of time, facilities, skills,

available leaders, and self-discipline did not necessarily predict less participation in leisure.

Rather, constraints to participation result more from "social location" within society

(Shaw et al., 1991, p.299). "Social location" factors included age, gender, lifestyle,

occupational status, income, class, race and an individuals location within these structures

significantly predicted physical activity invoRvement (Shaw et aI., 1991). !hus, social

background factors related to gender or disability may also influence leisure behaviour.

The present study goes beyond leisure physical activities that are conventionally

institutionalized. Indeed structured activity may be less conducive than unstructured

activity to the integration of the mind and body. C A brief explanation of the scope of

leisure activities considered in this research will help to develop this position. According

to Hutchinson and McGill (1992, slee also Kelly, 1990) recreation is a component of

leisure. It is an activity that takes place during leisure time. Kelly (1990) makes the

further distinction that recreation is usually part of a social institution, organized and used

to attain personal and social benefits. In other words, there is a particular goal in mind.

Therefore, leisure incorporates a whole range of activities on a continuum from physically

active activities (e.g. sport activities) to more passive activities (e.g. crafts, hobbies,

watching T.V.). For example, in the 1991 Health and Activity Limitations Survey on

Leisure and lifestyles of Persons with Disabilities in Canada, leisure activity was

investigated by looking at recreation and lifestyle activities of persons with disabilities.

These included cultural activities like: watching T.V.; listening to the radio; reading;

telephone talking; hobbies and social activities with friends and family; physical activities
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like walking , swimming, jogging, and cycling; smoking; and alcohol consumption.

Therefore leisure goes beyond structured recreational activities to include activities that
,...,..""."

give pleasurable meaning to an individuals daily life.

A leisure activity might be freely chosen and! brings satisfaction, balance and meaning

to the person involved (Hutchinson and McGill, 1992; Kelly, 1990). However, this

means that although there may be activities structured to accommodate peoples' perceived

need for leisure activity, leisure is very indiividual and can only be defined as meaningful by

the person experiencing and reflecting upon it.

Mowl and Towner (1995) argue that the study of leisure should be placed

contextually according to time, place, social setting and perception of the individual

experiencing it. Places where leisure activities occur are not just physical locations. They

are created by individuals. flaces are significant to leisure if they have meaning for the
".~.

individual. These leisure creations by individuals are a product of social, cultural,

economical and political processes (M:owl and Towner, 1995; Smears, 1996). Thus the

subjective experiences of created leisure activities are not just the result of living in a

particular social context. Leisure experiences are also the result ofbodily sensations.

This definition of leisure, which incorporates the subjective and objective experience

of the body in leisure, suggests that women with disabilities may enhance their already

integrated selves through the pursuit of leisure activities. Thexare forced by their

impairment to make connections between their bodily sensations and the consciousness

associated with culturally defined expectations in daily living. But they may also be able

to transcend the physical and mental limitations of the body and develop a new way of

looking at the world. Since the movement needed to carry out activities can help to unifY

the mind/body relationship, it becomes clear that women with disabilities may find leisure

activity to be a forum where they can continue to connect with themselves and with
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others. They may also be able to enhance the quality of leisure activities that have been

structured within a particular social context due to their ability to incorporate the feeling

states ofthe body into those activities.

I am arguing that a feminist approach to leisure activity for women with disabilities

has the potential to enhance alternative modes of movement based on the subjective

experience of the sensations of the disabled, female body. Leisure activities that involve

specifically defined physical techniques can potentially alienate us from the body. This

differs from approaches that are informed by the sensual experience of the body. Such

approaches would take us to a more basic level of studying movement of the body in

leisure activity as opposed to those associa.ted within the prescriptive techniques for bodily

activities.

Persons with Disabilities and LeisureA(~

Nixon (1984) suggests that in order for persons with disabilities to overcome

negative stereotypes they need to interact with non-disabled people in "informal

interpersonal" ways and within social institutions. People with disabilities are often

disconnected from their communities and h::isure provides an opportunity for them to build

relationships with other people in the co:mmuni'l:y based on shared interests rather than

obligation (Hutchinson and McGill, 1992). However, fundamental problems lie in the

non-disabled perception of persons with disabilities and the infiltration of these

perceptions into daily experiences. As a result, people with disabilities are often restricted

to structured, alternative and/or competitive activities such as arranged and scheduled

outings and segregated sport activities (Hutchinson and McGill, 1992).

This has implications for the opportunities afforded disabled individuals for leisure

activity. Crawford (1989) suggests that persons with disabilities have less access to

recreational programs because they are economically disadvantaged both individually and
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in their recreational programs. Although segregated programs receive more financial

backing than integrated programs, funding dollars are usually given to those programs that

will help disabled individuals become more self-reliant (e.g. rehabilitative programs) and

decrease their dependency on the social system (Crawford, 1989). Therefore leisure

activities for persons with disabilities are o:ften developed around ideas that view the body

as an object to be fixed and manipulated tn order to ensure 'productive' individuals. The

meaning ofthe activity to the individual is 110t the focus.

Persons with disabilities are often without two of the major component associated

with leisure; spontaneity and choice. T~:'l\lhat degree these aspects are available depends

on one's cultural and bodily context. Quantitative data on leisure and persons with

disabilities provides some background information regarding the extent to which persons

with disabilities take part in leisure and the types of leisure they pursue. The national

Health and Activity Limitations Survey divided the leisure activity of persons with

disabilities into cultural activities, physical. activities, alcohol consumption and smoking.

Looking into these areas revealed some differences that exist between the genders and

between disabilities. Regarding physically active leisure activities, slightly more than half

(52 percent) of adults with disabilities participate in these types of activities (HALS,

1991). Participation is affected by a number of social background factors like age,

severity of disability and physical ability, geographic location and education. Education

level is positively related to participation but, age, severity of disability and physical ability

are negatively correlated with participation (HALS, 1991).

Leisure activities associated with physical sporting activities will provide an example

of this. Disabled sport activities tend to be separate from non-disabled sporting activities

although they are often organized around the values of non-disabled sport (e.g.

competition, meritocracy, winning). People who overcome their disabilities in sporting
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activities are idealized because they have adjusted the movements of their bodies to fit the

appropriate bodily image needed to take part in physical activity; that of being healthy,

strong, mentally alert, physically and emotionally fit (Hillyer, 1984;1993). Developing

sport activities for marginal groups based on "achievement orientation" and "competitive

individualism" does not allow these groups to experience alternatives to the "meaning and

value system" that has become taken for granted as appropriate and normal (Hall et al.,

1991).

Individuals with disabilities who do not take part in physically active leisure activities,

take part in other leisure activities such as cultural activities, smoking and alcohol

consumption. The most popular cultural activities for persons with disabilities is watching

television, reading, and listening to the radio or music. These activities are done more

than eight hours a week by almost seventy percent of persons with disability. The second

most popular activity outside the home is visiting friends and family members followed by

other cultural activities such as arts, crafts, gardening and other hobbies. Persons who are

dissatisfied with their frequency of cultural activities say that physical inability is their

biggest obstacle. Again, the degree of disability affects cultural activities at home.

The study also shows that smoking and alcohol consumption by persons with

disabilities decreases with more severe disabilities (HALS, 1991). Smoking decreases

when education level increases and alcohol consumption increases with higher educational

attainment. There is little difference between the proportion of males and females who

smoke, but more males than females consume alcohol.
...".-

Unfortunately, the HALS study did not allow for a subjective examination of leisure.

The survey also did not examine cultural activities by gender.
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Women and Leisure Activities

The literature suggests that in general, gender inequalities exist in leisure. Research

about women and leisure during the 1980's: revealed that women's leisure is constrained by

factors that men experience less. Econorn~c C'..onstraints limit leisure activities for women

more than for men and women's kisure opportunities are limited in both the public and

private sphere (Scraton, 1994). For example, women's leisure is not just affected by work

schedules that also affect men's leisure. ][t is structured as well, by their domestic time

which supports the "institutionalized time tables of men" (Chambers, 1986, 1'.322). This

may explain why two leisure constraints that are associated with lower levels of physical

activity for women are low energy and ill heallth since these affect women more than men

(Shaw et aL, 1991).

According to Chambers (1986) gender inequalities in leisure are due to different

cultural perceptions held by men and women 'concerning their roles. Harrington, Dawson

and Bolla (1992) suggest that leisure constraints for women are based on both objective

and subjective constraints with more emphasis on subjective experiences. Objective

constraints that exist outside of the woman's body are lack of time for oneself, scheduling

problems, and home confinement in order to meet the needs of others. Subjective

constraints are feelings of guilt that they must always be 'on duty' and feelings that they

should subordinate their needs to those of others (Harriilgton et al., 1992).

In the public realm, the physical structures of cities support the patriarchal value of

the nuclear family so that leisure resour,ces tend to be located away from home and

therefore more accessible to men (Mowl and Towner, 1995). Many leisure resources are

the products of male-oriented planning and decision-making. This is apparent in those

leisure activities associated with institutionalized sport which is "constituted for and by

those in power" (DePauw, 1994,1'.473).
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Feminists have described traditional sport activities as "gendered activities" organized

"out of the value and experiences of men" (Coakley, 1994, p.38). They help preserve the

patriarchal social order (Coakley, 1994, p.37; Hall, 1984) and maintain inequality of

gender in other social settings beyond sport (Theberge, 1985). The male preserve of sport

includes "overemphasis on winning, a hierarchy of authority, elitism of skill, social

exclusion", belittling of opponents and th~;l "ethic of endangerment" (Birrell and Richter,

1987, p.395). Feminist alternatives to those activities are those which are "process­

oriented, collective, supportive, inclusive" and emphasize an ethic of caring (Birrell and

Richter, 1987, p.408).

For a better understanding of women's leisure, a more holistic approach is needed

which gives insight into a woman's socia~ context; her "social, economic, physical and

cultural world" (Scraton, 1994, p.258). :For example, while changes in these areas are

believed to instigate changes in the women's experience of leisure, changes in the

compositions of households, in the welfare: state and in employment have not changed the

"gendered images and style" or the gende:red experiences of everyday reality for women

(Scraton, 1994, p.258). The welfare state is disappearing and households are more

fragmented meaning the leisure time of women is being replaced with the increased

responsibility associated with child care and community care (Scraton, 1994).

Women continue to be objectified and placed in an inequitable position relative to

men in leisure pursuits. For example, violence and pornography is now available for

leisure television viewing in the home (Scraton, 1994) and women continue to be

constrained from leisure activity outside of their homes for fear of violence (Mowl and

Towner, 1995).

It is apparent that constraints to women's leisure are the result of living within a

particular social context and women's perception of their position within that context.
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Scraton (1994) suggests that more research needs to be carried out around the aspect of

differences in leisure activity among WOffil~n. She suggests that research on women with

disabilities may add to the recognition of the importance of different experiences as well as

the importance of shared leisure experiences (Scraton, 1994)

Scraton (1994) also suggests future research which views leisure as empowering and

the creation of alternative types of leisure that "challenge unequaJI gender relations"

(Scraton, 1994, p.258). Therefore, an alternative approach to leisure activity is needed

that is based on the subjective experiences of subordinate groups. Subjective experience

relates to how the body experiences the environment both sensually and culturally.

Women with Disabilities in Leisure Acti~

...connections between disability, women and leisure have been largely ignored
in both mainstream leisure journals and journals addressing disability. (Smears,
1996, p.79)

Sherrill (1993) proposes that the differences between men and women with

disabilities are less pronounced because men are treated in much the same way as women;

they are overprotected, low expectations are placed on them, and they are treated as

persons to be cared for. For example, persons with disabilities are viewed as frail and

relative non-participants in physically active endeavors, lacking funds for these activities

due to their devalued status, and as fearing that they will be injured (Mastro et al., 1988).

This viewpoint reveals the significanl::e of attitudinal barriers to participation in physical

activity. It also reveals the lack of appreciation of the differences which exist among

women and among the disabled.

Quantitative studies on persons ,.vith disabilities suggest differences between disabled

women and men as well as between women with and without disabilities regarding leisure.

The findings of the HALS (1991) study suggest that women with disabilities participate in

physical activities slightly more than men with disabilities. This does not mean that all
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women with disabilities are physically a,ctive or are content with this type of leisure

activity alone.

A 1988 survey conducted by the Canadian Government on the physical activity of

women with disabilities (GCFAS, 1988) indicated that most women ,W'ith disabilities felt

that they were not as physically active as they should be even though they recognized the

importance of physical activity .

The women surveyed experienced a preference for non-competitive or recreational

competitive/non-organized physically active activities (GCFAS, 1988). Only 4 percent

were fully satisfied with available activities (GCFAS, 1988). The majority of the women

surveyed did not care whether or not they participated with males or/and females. Nor did

they care if they participated with disabled or non-disabled individuals (GCFAS, 1988).

The initial participation of the majority ofwomen with disabilities who did participate

(49 percent) was self-motivated (GCFAS, 1988). This is consistent ,;vith persons with

disabilities in general who use self-motivation and friends to learn physical activity

(Sherrill, 1993).

Physically active women with disabilities are active for the same reasons as non­

disabled women; for pleasure, to feel bette:r, to relax and reduce stress and to maintain or

improve fitness (GCFAS, 1988). Although their interests are similar, their physical needs

differ from non-disabled women. Medical factors were not the primary limiting factor, but

they felt it was important for leaders and programmers to recognize these needs and adapt

programs accordingly (GCFAS, 1988). Other factors that limited participation were time

constraints, inaccessible facilities, transportation problems and lack of available

information as to available opportunities (GCFAS, 1988).

In contrast, persons without disabilities found lack of leaders, lack of time,

inadequate facilities and lack of skills only as minor constraints (Shaw et aI., 1991).
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Perhaps this is indicative of the greater availability of leisure resources for non-disabled

persons.

The recommendations resulting from the survey centered on resource collaboration.

As has also been suggested in a number of other studies (Bedini, Driscoll and Bullock,

1991; Block and Vogler, 1994; Blak,e, 1992), recommendations include making

transportation facilities and information more accessible and affordable, training leaders

and programmers to recognize the uniqueness of these women, t'ocusing on their

individual needs, and better promotion in the media ofwomen in general (GCFAS, 1988).

In a qualitative study on women with physical disabilities and leisure, women with

disabilities defined leisure as free time to do what they wanted at their own pace

(Henderson, Bedini, Hecht and Schuler, 1995). They described leisure in much the same

way as non-disabled women but most refelTed to their disability as a reason for modifying

their leisure.

Although disability, which varied from woman to woman, had an impact on their

leisure, it did not affect their desire to tak~~ part in a particular leisure activity (Henderson

et aI., 1995). Therefore the meaning ofleisure for them did not differ from other women,

but the manner in which an activity was carried out may have been different (Henderson et

al.,1995).

Women with disabilities share some of the same constraints as non-disabled women.

"Energy deficiency, time shrinkage, lack ofopportunity and choices, dependency on others

and concern for physical and psychological. safety" were seen as the leisure constraints for

these women (Henderson et aI., 1995, p.. 23). Although these are constraints that are

experienced by women in general, li~g in a body that is disabled has additional

implications for these constraints. For example, it often takes much more energy for
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woman with disabilities to carry out an activity than it would for a woman without a

disability.

Anticipation of a barrier to involvement could also influence a disabled woman's

desire to participate if she felt she could not successfully overcome that obstacle. The

ability to deal with impediments depended! on life circumstances and the "inherent

motivation to find meaning in leisure" (Henderson et at, 1995, p.29). Perhaps this

"inherent motivation" or personal desire suggests an aspect of leisure that is situated in the

body and informs one's experience ofleisure activity.

In summary, the literature suggests that men and women experience leisure unequally

due to the fact that activities are often organized by men around the time tables of men.

This neglects the domestic tasks that women often perceive as their responsibility alone.

Women are often objectified in the leisune activities of men as well (e.g. pornography).

Women with disabilities and those without disabilities participate in physically active

leisure for the same reasons; pleasure, stre:ss reduction, relaxation and to improve fitness.

They differ in their opportunities to take part in leisure. Many of these differences have to

do with the inaccessible environments, tinle constraints, transportation problems, lack of

information and available programs. The r,esults suggest that women with disabilities have

lower levels of interest in competitive and organized forms of leisure (GCFAS, 1988) and

that their subjective experiences (both physical and cultural) are not being recognized in

existing programs.

Conclusions

Theories of disability have com:entriated on either biological, economic or social­

political implications of disablement. Feminist analysis allows for alternative ways of

looking at the social world by introducing the subjective experience and a woman­

centered approach.
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The problem with much feminist analysis is that it is also driven by non-disabled

culture. Much value is placed on how social attitudes and constructs affect women's

experiences, while ignoring the manner in which the physical sensations of the body affect

the subjective experience. Within the subjective experience of the body, one finds the

social and cultural experience of living within a particular body and the physical experience

ofbodily sensations. The major dilemma fbr persons with disabilities in western culture is

that they must live in a world organized around norms of a healthy, strong, body; a body

that has been objectified. They are not only treated as different, they are also treated as

separate and distinct from other people. In other words, we concentrate on controlling

our bodies to fit within a certain social context. This manipulation of the body alienates us

from the experiences ofthe biological body, its limits and its knowledge.

This type of understanding of subjective experience necessitates the integration of

mind and body where the body itself becomes a source of experiential knowledge and has

a knowledge ofits own. The incorporatio11l of the body beyond its cultural ramifications is

important when studying women with disabilities because it is the bodies of these women

that affects their total subjective experience both biologically and culturally. When forced

to live embodied as a female with a disability, 1Mthin a society which places positive values

on health and beauty (according to medical, male-informed, non-disabled standards) the

experience of the body's rdationship to the environment provides a unique understanding

of the world.

I have argued that the awareness of the relationship between the mind and body can

be accomplished through the experience of self-directed leisure activity. In our culture,

leisure activity is often mechanically organized, male oriented and non-disabled oriented.

Most women with disabilities are not :as involved in these types of physical activities. Is it
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because they have not had much exposure to these activities or have they lost the desire to

participate due to the anticipated constraints associated with them?

Women's insight regarding leisure activity is often based on self-education through

experiential adaptation. This is a more process-oriented way of participating in leisure

activity. Women with disabilities are often forced into being aware of how their body

moves within biological and cultural limitations. Since women with disabilities are forced

to experience their bodies, perhaps they experience leisure activity differently than non­

disabled women. Moreover, women have different physical sensations than men due to

differing biological features which might suggest that disabled women experience leisure

activity differently than men with disabilities. These women also move within a cultural

context that devalues the physical attribute:s of their bodies. Their unique vantage point is

formulated through the intersection of the lived experience of the body and the mind; of

living within a biologically female and physically impaired body within a specific cultural

and historical context. This may suggest alternative approaches to leisure activity which

are informed by subjective experience which is both biologically and culturally based. In

order to examine these insights, I will investigate how they experience the body during

leisure activity, in relati@nship to time, to their physical and social environment, to

themselves and to others. They may hold a key to balancing the biological and cultural

components of our subjective selves and inform the development of more appropriate

programs or activities.



CHAPTER 3

THE METHOD01,OGICAL APPROACH

Introduction

Two methodological priorities became apparent on reviewing the research literature

regarding women with disabilities and their leisure involvement. First, subjective

experience invollves exploring both the biologicall experiences of the body (or the "body

one is") and the socially constructed and objectified body (or the "body one has"), in

relation to the environment in which individuals live (Connelly, 1994). Thus, to approach

an understanding of subjective experienc(~, the immediate experience of living within a

particular body and the experience of living in that body within a particular social context

or culture must be explored. Second, women with disabilities are different from other

women due both to their physical attributes and to their cultural positions as persons with

disabilities. They also share with other women the cultural positions associated with living

in a female body. These priorities determined that the method used to understand the

subjective experiences of women in leisure must give value and voice to their unique

vantage point w]!lile simultaneously aCl~om.modating their commonalities with other women

living within Western culture.

This approach was important because previous research had often overlooked the

differences that lexisted both between women and between types of disabilities. Disability

research has too often been informed by Ii non-disabled perspective and/or perspectives

that are insensitive to female issues (see Cassidy et aI., 1995; Morris, 1993; Oliver, 1990;

Wendell, 1989).
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On the level of praxis, expanding the: connections we have with other human beings

has the potential to make known to us both our similarities and our differences. While the

intent of this research is primarily to explor1e the subjective experience of women with

disabilities in movement, it had another purpose. That was to create a textual account

which speaks to all people, instigating change at an individual level while informing the

collective social consciousness.

Qualitative Versus Quantitative A~!.IK01l~

This research employed qualitative methods because, while quantitative research is

beneficial in revealing behaviours andl attitudes that exist among particular groups within

society, it is less concerned with meanings and the social context in which social

phenomena may exist (Reinharz, 1992). This is particularly important for feminist

research because it helps reveal int1erpersonal operations of power (Reinharz, 1992).

Although the brevity of the statistics in quantitative research make social problems easily

communicable and accessible to more women, she warns that statistical data does not take

social context into account (Reinharz, 1992).

Berg (1989) argues that quantitative, statistical research techniques count and

measure a phenomenon while qualitative research assesses the quality and essence of a

phenomenon. He describes quality as referring to "...meanings, concepts, definitions,

characteristics, metaphors, symbols and description ofthings" (p.2).

Qualitative research methods, for example, can prompt recollection of "half­

forgotten" experiences of the senses which may lend themselves to memories and

meanings that quantitative methods cannot convey (Berg, 1989, p.3). This was of signal

importance to the current research which incorporated the meaning that the sensations of

the body had in regard to the leisure activities ofwomen with disabilities.
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Some have criticized qualitative methods using small samples because the results are

not generalizable to the larger population. Although this does have some merit on the face

of it, the criticism misses that the intention of qualitative research is to better understand

subjective experiences within social contexts. If the intent is to investigate distributional

issues; for example to establish the gender distribution of athletes at the Special Olympics,

then quantitative techniques would be appropriate. Qualitative methods were better suited

to the current study, however, because I was interested in understanding the experiences

ofwomen with disabilities within the social context within which they live.

In the last chapter, I discussed the results of the GCFAS study on Physical Activity

and Women with Disabilities (1988) which emphasized both the strengths and weaknesses

of qualitative methods. While the study provided some useful findings, the results also

homogenized women with disabilities such that differences among the respondents were

overlooked. The meaning of physical activity to different participants was not the focus.

Rather, the study was about the respondl~nts perceptions of how they fit into existing

structures of physical activities. The studly only provided infonnation on how disabled

women might be incorporated into existing structures. They did not explore options for

alternative physical activity models. In the: current study the focus was on the subjective

leisure experiences ofwomen with disabilities as defined by the women themselves. At the

present time there is only a limited understanding ofthis issue.

The definition of women with disability used in this study is taken from the World

Health Organization's Classification of Imp:ainnents, Disabilities and Handicaps (1980). It

included any woman who was restricted or limited (due to an impainnent at the body

level) in her functional ability to carry out activities within the manner that is considered

normal for a human being without either personal or technical supports (Rickenbach,

1993, p.lO; Hutchinson and McGill, 1992, p.51; Jones, 1994, p.8; World Health
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Organization, 1980, p.28; Department of International Economic and Social Affairs, 1990,

p.l) This definition is important because it emphasizes that impairment occurs at the level

of the body and that disability is the loss of ability to carry out activities in a socially

accepted manner. This suggests the possibility of conflict between what the body is able

to do in light of the social expectations placed upon it.

There were several categories of disabilities. Women with mobility disabilities were

the focus of this study meaning they were limited in their "ability to work, move from

room to room, carry art. object from 10 metres or stand for long periods of time"

(Ministry of Citizenship, 1990, p.3).

This group of women were chosen fbr a number of reasons based on their socially

disadvantaged position with regard to both gender and ability. For example, regardless of

age, females report more limitations in mobility than males (MSS, 1990, p.7). Also, in

comparing this group of women to other women with disabilities, they were more

economically disadvantaged due to the greater barriers they experience in educational

attainment, and long term employment (MSS, 1990). Since financial status is an obstacle

to many leisure activities, this would suggt::st that they are a particularly vulnerable group

within disabled women as a whole.

This research included women with congenital and acquired disabilities. A congenital

disability is one which a person is born with and an acquired disability is one which an

individual has acquired after living for a period of time as a non-disabled person. It was

important to have women from both categories of disability to gain insight into their

differing standpoints. One group is informed by experiences in both a non-disabled and a

disabled body, while the other group of women are informed by a disabled body alone.

There has been relative silence in the feminist literature on the latter group ofwomen.
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During the course of the research it became clear that there was another group of

women who fit neither of these categorit~s. These were women who have progressive

disabilities (for example, multiple sclerosis or muscular dystrophy) which meant they were

moving from a non-disabled state to a disabled state over a period of time. This provided

them with the opportunity to prepar1e, to a certain extent, for their inevitable decline in

ability.

The definition of leisure for this research was extremely broad, eventually defined by

the women themselves. Leisure included activities that were defined by the women as

leisure. They could be passive or active, recreational or not, and structured or

unstructured. Any movement needed to carry out an activity (e.g. walking, wheeling,

stretching, turning on a radio or T.v., visitilng) was ofinterest for this research.

A Phenomenological Approach to Qualitative Research

One way of doing qualitative research is through a phenomenological approach.

Phenomenology studies the meaning of llived experience and attempts to generate an

indepth, robust and rich description and interpretation of meanings (Van Hanen, 1990).

The researcher asks what is the essence of a particular phenomena, in order to determine

the meaning of a phenomenon as it is. lived; not the meaning that is particular to a social

group, historical period or culture (Van Hanen, 1990).

Phenomenological inquiry presents a description of experience and lets the

consequences of that description evolve as they resonate with the reader. It does not

attempt to solve anything as much as recapture it (Van Hanen, 1990). As a

communicative guide, it involves sensations, perceptions and mental processes (Zaner,

1970). Thus, it is not used to affirm that a particular reality exists. Rather it makes

"explicit what has hither to been implicit" (Zaner, 1970, p.50). In other words, when the

reader of this type of inquiry notices that they have taken some belief for granted, what
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has previously appeared as obvious has become transformed and changes the way they

view the world. Through this shift in attitude, change is instigated. In the removal of

taken-for-granted perceptions of realities., the objectification of other realities is also

changed. Van Hanen (1990) explains phenomenological inquiry as an instrument of

change in this way:

Lived experience is the starting point and end point of phenomenological
research. The aim of phenomenology is to transform lived experience into a
textual expression of essence in such a way that the effect of the text is at
once a reflective re-living and a reflective appropriation of something
meaningful: a notion by which a read~~r is powerfully animated in his or her own
lived experience. (p.36)

This type of inquiry is not particular or universal but lends itself to both which was

important to this thesis because women wilth disabilities are both unique and similar (Van

Hanen, 1990).

In this research, the phenomenon in question was leisure. Although women with

disabilities have a different relationship to leisure than other women, my research focus

lied in what it was that constituted leisure for them. The intent was to approach a better

understanding that would possibly resonate with other women in general and challenge

taken-for-granted or normative definitions of leisure.

Obtaining descriptions of a phenomenon requires that the focus be on how the

subjective experiences of the narrator express the essence of a particular phenomenon

(Van Hanen, 1970). For example, it was just as important to find out what it was like to

be a women with a disability involved in leisure as it was to have these women tell me

about taking part in leisure while being embodied as a woman and as a disabled person.

The difference was that the narrators were being asked to articulate their immediate leisure

experiences from within rather than by looking at themselves from outside of those

pursuits.
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Van den Berg (1972) explains that the difference is that in asking a narrator about

her/his "introspectively, accessible, subjective account" of his/her own observations is like

asking the narrator to tell us about the world as it appears to be on "second thought"

(p.38-39). When the researcher asks the narrator to describe activities which shelhe calls

herlhis own, we get more information about the person's character, subjectivity, essence

and condition.

Van Hanen (1990) states that Ilife-experience needs to originate in what is being

experienced in the present or within the body. For example, if a woman with a disability

focused on a leisure experience that stood out in her mind, it was important to have this

incident described from the inside; how she felt, her moods and emotions, what her body

was experiencing at the time. Therefore, at phenomenological approach to gathering

information not only explores the facts and. activities of the narrators life but their feelings

and emotions as well (Anderson, Armitage" Jack & Wittner, 1990).

Indepth descriptions can be made in terms of the relationship between the basic

components of the "lifeworld"; lived body, lived space, lived time and lived others (Van

den Berg, 1972; Van Hanen, 1990). The "lived body" refers to the manner in which the

body reacts to experiences and what it is experiencing physiologically (Van Hanen, 1990).

This was a vital component of this resear,ch :as the manner in which the lived body was

experienced by a woman with a disability transformed her being-in-the-world and

particularly her being in leisure activity (Toombes, 1992).

"Lived space" is not measured space rather it is one's felt space or personal space and

the person's relationship to it. It refers to the physical environment in which we move and

how certain experiences relate to specific sJPac,es (Van Hanen, 1990).
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"Lived time" refers to subjective time as in a person's past, present and future (Van

Hanen, 1990). It can also refer to clock time as in the amount of time it may take for a

woman with a disability to carry out a particular movement.

"Lived others" refers to relationships within interpersonal space (Van Hanen, 1990).

The meaning of our relationships with others as well as object is explored. For example,

the relationship between the women studied and object such as mobility aids, was very

important in their leisure pursuits. It is the relationship between these four components

that gives a better understanding of a phenomenon.

In sum, phenomenological inquiry involves the description of a phenomenon as it is,

without judgment or interpretation (Van den Berg, 1972). It requires the researcher be in

the body as it is (or in the present) during conversations, and not let the mind wander to

interpretations of the description. This was particularly important for this research as the

literature review suggested that a mind/bodly duality exists within activity and persons with

disabilities are forced to confront this. AJll:er indepth descriptions of the total subjective

experience of movement for women with disabilities have been accumulated, only then can

their stories categorized and thematized. It is only then that the researcher asks critical

questions. This is because something cannot be critiqued until it is understood, and

description brings understanding (Zaner, 1970).

Oral Histories

This study gave voice to women with disabilities and in so doing it also created the

opportunity for progressive change. To hear their voices I chose to collect and analyse

oral histories.

As a research technique, oral history has had difficulty being fully accepted by some

social scientists because it is seen as a historical method. However, oral histories lend

themselves to phenomenology because they strive to capture a deeper understanding of a
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particular phenomena. They involve case studies, indepth interviews, life histories, stories,

biographical interviews, and/or narratives (Reinharz, 1992). Oral histories allow for the

concept of time and since this research focused on how leisure was related to time, this

allowed for reflection on changes in the experience of movement over time as well as in

relation to immediate time.

The purpose of the oral history is to write a history of those who have previously

been silent in the literature. (Gluck, 1983; Anderson and Jack, 1991; Reinharz, 1992).

The responsibility of the oral historian is to produce this written document through the

collaboration between herlhimself and the JPerson with whom she or he is speaking. Both

the narrators and researchers are subjectivity intertwined (Anderson and Jack, 1991). Key

to this method is that the history is written from the narrators perspective.

Reinharz (1992) cautions, though, that this approach might be viewed as problematic

because people may view sociaV political problems in individualistic rather than contextual

terms. However, viewing social problems on an individual, subjective level does not

necessitate the exclusion of placing this phenomena within the larger social context. In

fact, recognizing a social problem on an individual level may create the basis for

recognizing similar experiences in others. In terms of women's studies, the ability of oral

histories to bring the experience of women into history through a tangible written format

presents a foundation upon which the common experiences between women can become

apparent (Reinharz, 1992). Therefore, the implications of such research is an expansion of

a knowledge base which is informed by both explicit and implicit messages which may

resonate with the larger population of women. This means that the reader may be able to

identifY with the narrators words with httle interference by the researcher. It is this

identification between women on an implicit level regarding their similar positions within a

particular social context which will promot1e social change (Reinharz, 1992).
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Reinharz (1992), Gluck (1983), Gluck and Patai (1991), and Thomas (1983) state

that group oral histories reveal the shared characteristics of women despite their different

lifestyles and cultures and therefore adds to the collectivity of women. This is important

for the current research which recognizes: both the differences and similarities between

women with disabilities and women in general. Reinharz (1992) suggests that by

collecting oral histories in groups, one can hear the individual woman while seeing

patterns in the study of a larger number of women. Although group oral histories may

have been beneficial for this research, instead it involved individual oral histories because

no interest was expressed in group meetings among the women.

This kind of research would be particularly important for women with congenital

disabilities. In particular, since I wanted this paper informed from a disabled point of

view, it was important to listen to women who have always been disabled. Most of the

disabled feminists who are researchers in the area are women who acquired disabilities

after living a non-disabled existence. 'lvomen with congenital disabilities have not

experienced a non-disabled body and they have no other lifestyle with which to compare

their disabled existence. A person with an acquired disability or a progressive disability

can compare her non-disabled existence vnth her disabled existence. As a result, these

women come from a position ofcomparison unlike women with congenital disabilities.

Collecting the Data

Reinharz (1992) and Gluck (1977) suggest three types of oral history; topical,

biographical and autobiographical. The topical approach was utilized in the current study

as my interest was in the specific topic ofle~isure activity. This type of oral history method

is similar to the open-ended interview technique (Reinharz, 1992). Below, I will first

discuss the benefits of the open-ended intt:rview as a method of collecting oral histories.

Then I will outline how oral histories complimented the objectives of this study.
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Interviews, in general, are important to research into the daily lives ofpeople because

they give researchers aceess to people's ideas and thoughts as described in their own

words. They are conducive to helping the narrator become actively involved in the

research being carried out (Reinharz, 1992). Open-ended interviews are a method of data

collection which encourage interconnectedness between narrator and researcher, meaning

power imbalances between the two parties have more opportunity to be levelled out

(Reinharz, 1992).

The open-ended interview is less structured than some other interview techniques

and the information gathered is that which. is generated by the narrator. The benefits of

open-ended interviews for data collection itn oral histories are that they allow researchers

to describe and discover people's view of reality while simultaneously generating a theory

(Reinharz, 1992). Questions are not stmctured according to the researchers agenda,

rather they are structured according to th~l narrators response. Thomas (1983) suggests

that this approach to oral histories requires flexibility because questions are not static,

rather they evolve during conversations from the statements ofthe narrator. There are no

fixed procedures or techniques that determine the research (Reinharz, 1992; Van Hanen,

1990). The researcher uses clarification questions that probe into cliches, or taken-for­

granted statements given by narrators. Thomas (1983) and Van Hanen (1990) suggest

that a cue for the researcher to use probing questions occurs when the narrators seem to

give socially acceptable responses. The opc~n-ended interviews will allow the researcher to

go beyond the socially defined boundaries of what is acceptable and privileged. Thomas

(1983) describes this as getting back to the "nitty-gritty".

And the thing that I think is real important about doing oral history is to not
stop with the socially accepted response, but keep going until you...find out
what was the reality of her situation, not what she thinks you want to hear was
the reality of her situation, or not how it's always been described, or not what
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makes the local community or family structure more comfortable to describe it
as. (p.51)

The flexibility of oral histories was also beneficial for this. research. First, it allowed

narrators to direct the flow of information andl the researcher could probe deeper into the

narrators statements to obtain a deeper und,erstanding. Flexibility was also important

because the physical abilities of the narrators determined the type of conversation, where

the conversation took place, and/or how the information was relayed to the researcher.

For example, most conversations took place in the women's homes as transportation was a

problem for them. Also, one women who had difficulty relaying information verbally

typed out her own oral history for me. This research needed flexibility for very practical

reasons.

Oral histories were conducted with nine women; three with acquired disabilities,

three with congenital disabilities and three: with progressive disabilities. I had originally

planned to speak to twenty women but I had difficulty finding women who wanted to

participate. I placed requests for participants in newsletters and sent them to different

agencies associated with disability issues such as the local Independent Living Centre and

March of Dimes (See Appendix Al and A2). I sent a request for research to the special

needs department at a local college. I did not get one call as a result of these requests. I

met two women at a DisAbled Women's Conference and one through a colleague. The

remaining women were located through personal contact and the snow ball effect. I did

have two women who expressed interest in participating but after several attempts to

contact and/or set up appointments, it became apparent that they were either too busy or

lost interest.

A letter was drafted to explain the nature of my research. It soon became apparent,

thou~ that I needed to make changes in this letter to accommodate different needs and

abilities (see Appendix BI, B2 and B3). For example, I needed to write this letter in
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different formats so that some had larger, bolder print or more spaces between the lines. I

had not previously considered the possibility of motor impairments to the muscles in the

eyes or other visual impainnents. It was important to me that the information was easily

accessible to the women involved and this meant a range of choices. I also had to ensure

that it was easy to understand. I often explained what I was doing and left the letter for

the women to read on their own time. This I feel is something that researchers need to be

aware of, not only for this group ofwomen, but for any group being studied.

Conversations with these women needed to be flexible as well (the term conversation

is preferred over interview as it gives a more personal and less power-imbalanced

connotation to the meetings between the researcher and the narrator.) Flexibility was

necessary around not only where the meetings took place but also who would be present

during the conversations. For example" one woman who's speech was difficult to

understand used someone she knew well to help her communicate with me when I had

difficulty understanding.

Open-ended interviews are important in hearing the stories ofpeople's everyday lives.

This research approached. oral histories through the use of open-ended stories about the

lives ofwomen with disabilities as told by them. One objective was for the researcher to

do more listening than setting an agenda of issues to talk about. My desire was to ask for

clarification of phrases and not assume that I understood what they meant (Reinharz,

1992). This aspect is potentially problematic because of the possibility of subjective biases

influencing the researcher. These can be limited with strategies suggested by experienced

oral historians regarding effective listening skills.

Tbe Art of Listening

In the language of nature, working and listening are the same. Working and
listening means sensitivity. To be sensitive is to be aware, to listen with the
body, which is really our ears, and to perceive what is going on around us with
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our listening mechanisms rather than our seeing mechanisms. This is because
our seeing mechanisms can be illusionary. If we see without including that
inner sensitivity, we do not get the clear picture of what is occurring. (Rael,
1993, p.65)

Reinharz (1992) notes that what is most important to oral histories is to get at the

experience, not the facts. This means it is important to listen to feelings. The benefit of

good listening skills by the researcher is that the narrators are provided with an

opportunity to reflect upon their own words and develop ideas and associate meanings to

their previous statements (Anderson & Jack, 1991; Reinharz, 1992; Thomas, 1983).

This means that it is important to be patient and accept periods of silence between

researcher and narrator as a time for reflec:tion by narrators (Thomas, 1991; Van Hanen,

1990).

Van Hanen (1990) states that to be a good listener, one needs to learn the art of

being sensitive to the subtle undertones of l.anguage. Listening is something one does with

more than their ears. I am referring to the importance of the body as a vehicle through

which the senses are activated and present us with a knowledge of its own. For my

purposes it was important to listen to what my body was telling me while I was involved in

the conversations and to what else was tra.nspiring non-verbally between the narrator and

myself As a non-disabled person, I wanted to avoid naming the meaning these women

were giving to their experiences in leisure. Otherwise, it would be possible for me to

name it in non-disabled teIillls, defeatirlg tht:~ purpose of doing this type of research.

I also became much more aware of my own senses, like what I was seeing, smelling

and hearing and how it related to the context in which I was situated. I realized that this

taxing ofthe senses of the researcher is an Important part of the experience. I realized this

particularly during transcription of the conversations. Somehow the words alone did not

capture the entirety of what I experienced when I was actually with the women. It was

the lived moment that could not be transcribed so as to relate the entire experience. I tried
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to write these experiences down so as to capture some of this essence. For example, in

several homes~ televisions were on with the vo!ume turned low more for background noise

than to watch.

To help ensure that I was a good listener and enable me to present the narrator's

story rather than my own subjective orientation to the women's stories required listening

on my part with my entire body with careful attention to my own reactions. This helped to

abdicate some of my non-disabled definitions. The less talking I did, except for

clarification purposes, the less opportunity I had to incorporate non-disabled attitudes that

may have guided the conversation in my own direction. The purpose was to keep me

from over-generalizing statements made by narrators.

The conversations in this research did not end until the women involved felt there

was nothing more to say regarding their leisure activity. Van Ranen (1990) refers to this

as the silence that ends the interview; not an empty silence, rather a OIfulfilled silence"

(p.99).

Analysis and Action

All conversations, except two, were tape recorded and transcribed. One woman

wrote her own oral history because she was a writer, speaking was difficult for her and

because her speech was difficult to understand. The other woman was concerned that her

voice would not record and she was uncomfortable with the tape recorder. She said that

she had more time to retIed and answer when I was making notes. She felt this reflection

made her think ofthings she had not thought offor years.

I had originally planned to transcribe aJI of the recordings myself so as to give me an

opportunity to reflect on the conversations. Due to time constraints I was forced to have

someone transcribe for me. In keeping with my political stance, I wanted to hire a

transcriber with a disability and because I thought there would be a certain measure of
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empathy between the transcriber and the narrator. For logistical reasons, this did not

happen. I hired a non-disabled woman. This had a positive effect because she became

interested in the women on the tapes and lenjoyed learning about them. She asked about

the location of some ofthe activities that had been discussed during conversations because

she had a relative that might benefit from such pursuits. This relationship proved to be an

opportunity to share the insights and issues that women with disabilities face, to a small

degree, with non-disabled society.

I also gained written information :from the women themselves (e.g. newspaper

articles featuring them and their active involvement in the community, work they had

published, prose they had written, information on issues they felt to be important). This

too gave me insight into their daily lives.

I asked the women to sign releasle fonns stating that they would allow me to use their

conversations. Following the method used by Thomas (1983), I asked the women to sign

the release forms following our conversations. The reason for signing them at this time

met an ethical issue as it allowed them to make changes or withdraw if they were

uncomfortable with information they had re:layed to me.

As with the description of the research letters, there were several fonnats for the

consent forms so as to accommodate individual abilities and to offer choice for the women

(see Appendix Cl, C2 and C3). One problem did emerge from the consent fonns which

raises methodological questions for future: research done with persons with disabilities.

One should be careful not to assume that everyone can sign their name to give consent. A

majority of the women had difficulty with this task and two women could not sign their

name at all. Consequently, I needed someone to witness their signatures. The inability to

write a signature was a concern for four of the women I spoke with. In future research, in
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order to preserve independence and dignity, alternative modes of giving consent are

important.

The women were also asked whether they wanted to have their names used in the

research or not. The concern was that rlem.oving the name from the experience could

somehow remove the experience of the phenomenon from the woman. Also, from past

experience in a study on mothers with disabled! children, the confidentiality of the mothers'

names was· not important to them. Rather, a concern was to have their experiential

knowledge made known. Having their stories put into tangible, written form somehow

bestows validity on these experiences. I w~mted to give the women in this study the same

opportunity. Also, I sent these women a final draft of our conversations so they could

have a piece oftheir history in written form.

The analysis involved three stages. First, the analysis of the data involved listing

responses to particular requests for information such as age, residence, income, definition

of leisure, education, employment if applicable (see Appendix E). It was like presenting

the data and making "obvious what is obvious'it (Connelly, 1994). Then information from

the conversations was further analysed by ,categorizing it into how it related to the lived

body, lived time, lived space and other, making note of any categories that overlapped.

Next was the thematic analysis. Themes are the elements that occur most frequently

giving the dominant messages from the text. Van Hanen (1990) refers to them as

structures ofexperiences. They are thi;' umbrella terms or metaphors. To find the theme, I

looked for clusters of patterns, differences, recurrences around certain statements. Van

Hanen (1990) suggests that the researcher looks for wise or prophetic sayings that capture

the meaning ofthe text or highlight stateme:nts that are particularly revealing about leisure

activity. A theme occurred when categori,es were coalescing and the theme or message
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was what was found in all of the broader categories. This process involves "making the

hidden obvious" (Connelly, 1994).

The final step of analysis was the 'critical analysis. Here the "obvious is made

dubious" (Connelly, 1994). This was the section that questions why and examines the

social context in which these themes had developed. It examined the relations of power

that made this thematic statement viable. This was to ensure that taken-for-granted

assumptions were questioned and presented as such.

In summary, this research involved conducting nine oral histories with women who

had a variety of disabilities in differing degrees of functionality. Demographic information

was analysed first. Then themes were developed around repeated issues raised in the

conversations. These themes were then related to past research and present research. It

was also analyzed in relationship to the models of disability presented in the literature

review in an attempt to place it within a soc:ial context.



CHAPTER 4

PRESENTATION AND ANALYSIS OF THE DATA

This section will discuss the findings of the research. The differences between labels

given to disabling conditions and functional abilities will be discussed. The women's

description of their own disability will be used throughout. Biographical sketches of the

women will be presented at the very beginning to give the reader a human face with which

to make connections. The data will be related to previous findings and the analysis of that

data will be presented. This analysis will be in keeping with the issues raised in the

literature review. Definitions and experiences of leisure will be discussed as well as the

constraints experienced by these women with regard to leisure, both physically and within

their social environments. A final section will discuss the manner in which these women

adapt their daily lives to meet their leisure needs and desires.

Biographical Sketches

The following are brief descriptions of the women in the study. They refer to their

disabilities, how I came to meet them and the environments in which they lived.

Ada

Ada has had fibromyalgia, as part of an arthritis condition, since she was fourteen

although she felt she had it since eight or nine years of age. It is unusual for one to have

the disease so young. Her main functional disability involved muscle weakness along with

pain and fatigue in both joints and muscles. She experienced fatigue much more quickly

than most people, saying that her "muscles just go heavy" (p.l?). She was able to stand

for short periods before her muscles fatigue and she has to sit down. Ada used a manual
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wheelchair which she propelled with her feet and her hands. Because of her physical

limitations it was important for her to have flexibility in her work as she tired easily and

her physical abilities were sometimes inconsistent.

I met Ada at her place of employment. Her job involved ensuring that the

transportation needs of persons with disabilities were met within her city. Her office,

shared with several other people, was located in a very large, open room. While visiting

with her she moved around the room in her wheelchair, taking me to a bulletin board

displaying all the public tJiansportation routes within her city and the places of recreation

that were accessible to persons with disabilities. She also showed me a number of reports,

some of which she had written, regarding transportation options and obstacles for persons

with disabilities. On her chair seat was a piece ofequipment that helped her to stand up so

. that she could reach the reports that were on the higher shelves of her desk.

Louise

Louise had a spinal cord injury about five years ago. She bruised her spine and it

hemorrhaged. She was a quadriplegic meaning that all of her limbs have been affected by

the injury. There were no broken bones, just a bruise. She stated that she was not as

strong as other people with spinal cord injuries. She had weakness in her hands and arms

but she felt that they werle getting stronger. Her right side worked better than her left

side. This presented a problem for her as she was left handed before her accident, so she

has learned to use her right hand for 'writing. Louise talked a lot about her abilities with

regard to the weight of objects. She could not lift, because even though she had the use of

her bicep muscles, she did not have the strength in the tricep muscles which she needed for

lifting. She also had difficulty grasping objects, especially if they were heavy. She also

stated that she had feeling in her hands but they felt "slippery and soft, like butter fingers"

(Louise, p.78).
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She lived on her own with access to twenty-four hour attendant care ifand when she

needed it. She used an electric wheelchair. She had a spacious living area with wide

hallways. What I remember most about gletting to know Louise was her ability to figure

out ways to adapt gadgets in her life to make it easier for her daily living. I met Louise at

a DisAbled women's conference. We sat at the same table during lunch. She had a

positive attitude about her disability in tha.t she spoke of how she was getting more and

more ability back.

Debbie

Debbie described herself as a "class six person with cerebral palsy" which meant that

her cerebral palsy affected at least three~ of her limbs anywhere from moderately to

severely (Sherrill, 1993, p.629) She also had severe balance and co-ordination problems.

Debbie used other medical terms to describe her abilities. She said she has some athetosis

and ataxia. Athetosis means that she has fluctuating muscle tone so that there are

involuntary, unpredictable, constant muscle movements (Sherrill, 1993, p.625). Ataxia is

a term used only for PeOple who can walk unaided. It has to do with a disturbance of both

balance and co-ordination (Sherrill, 1993, 1P.626). People with this condition often over­

compensate for their unsteadiness of gait by making extreme movements of their arms to

help with balance. Debbie could walk on her own, either using her arms or a cane to help

balance herself. She also had spasticity which meant that she had muscle tightness and

stiffness during voluntary movement. She had surgery to release her Achilles tendon

which affected her ability to jump. Along 'with these motor impairments, she had a visual

impairment which made it very difficult for her to read small print. As a result, she needed

specialized equipment to help her with her university studies.

I met Debbie at her home where she lived alone. She used public transportation to

go to university where she was working on a degree in recreation with special emphasis on
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persons with disabilities. She was also in the process of starting a consultation service for

persons with disabilities regarding recreation and leisure activities. We sat at her kitchen

table and talked about her leisure experienc~s and her expertise around issues of recreation

and leisure for persons with disabilities.

Carol

Carol had a form ofMuscular Dystrophy. She was told that it is Friedreich's Ataxia,

but she thought it was another form. She experienced poor muscle co-ordination due to

weakness in her muscles. This made it difficult to transfer herself from her chair to

another seating position. While she said hl~r stamina and health were good except for the

ataxia, she knew it was a progressive disease. Although she was able to stand for short

periods of time, she could not walk and use:d a manual wheelchair.

I met Carol at her horne where she lived with her husband. She was sitting at the

kitchen table holding her dog on her lap. Our conversation was held at the table. There

was a television or radio p1aying in the background. It was a relaxing atmosphere.

Pam

Pam was a quiet, congenial woman who was always willing to help in any way during

the process of the research. She also gave me leisure contacts that I could share with

other women in the study. Pam was in a near fatal accident twenty years ago. The

injuries sustained in that accident were extensive. She injured her head, her jaw and her

hip in the accident. Now, she has poor balance due to problems stemming from injury to

the inner ear. She has double vision and cannot look up as this throws her balance off.

She could walk on flat surfaces but sometimes used a cane or other people for support.

She also used an electric scooter for mobillity. She experienced pain in her left leg more

than her right leg. Her right arm and shoulder were painful too. Formerly left handed

before the accident, she did everything right-handed.
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Her whole left side felt like it was asleep - it was tmgly up to her waist. She also got

hot at times, felt sick and would possibly pass out. Subsequently, she felt cold. Although

she had been treated for this, she did not know why it occurred.

I met Pam at her place of residenceL It was spacious with wide doorways and

hallways. She owned a cat and her house contained artifacts indicating her love for

animals, particularly horses.

Ann

Ann, a humorous woman, suggested that sociability was important to her life. She

liked to write and has written a book of poems that reflect on her personal experience with

her god and her coming to accept her disabilities. She had already lost one leg to

amputation and she had been told that there~ was a possibility that her other leg would also

need to be amputated. She could stand on one leg and pivot, but she generally used a

manual wheel chair. Al(mg with restriction to her movement, she had other health

problems. She was diabetic, had angina and chronic obstructive pulmonary disease which

she said affected her breathing. She stated that she had little stamina and limited upper

body strength. She felt that her health is deteriorating.

I met Ann at her residence, an open space with few obstacles in the way of the path

of her wheelchair. She lived there with her pet dog. The television was on when I came

in, but Ann turned it off when we sat down to her kitchen table to talk. She lit up a

cigarette (a part ofher leisl!lre) and we began our conversation.

Renatta

Renatta was a very social woman and liked to visit others. She had cerebral palsy

and used an electric wheelchair. Her legs and her right hand were affected. Her right

hand was weaker than her left and she did not use it much. She used her left hand most of

the time to carry out daily activities including driving her electric wheelchair. She said that
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she sometimes experienced uncontrollable muscle movements, but not always. She had

difficulty writing. She could move her arms better than her legs but she was unable to

walk.

I visited Renatta at her home where she lived with her parents. Her mother was

there during our conversation. This was an interesting situation because I was able to hear

a caregivers viewpoint as well and the struggles that Renatta and her mother have

undergone over issues of dependence and independence. Although Renatta's mother

expressed opinions for her daughter, I was confident that they were not her mothers point

of view alone. This was due to the fact that Renatta was a straightforward woman and

she did not hesitate to verbally disagree with her mother. During our conversation,

Renatta was clear that leisure pursuits were important for social contact.

Irene

I met Irene at a conference for women with disabilities. I was intrigued by her

communication system. She used a sheet with words and letters on it and from it spelled

out what she wanted to ask the presenters. I was interested in meeting her and introduced

myself

Irene had cerebral palsy (CP) which was due to the use of forceps during her birth.

She described CP as brain damage that affects physical movement. She explained that no

two people with CP were alike. Some were slightly affected where their disability was

hardly visible while others had difficulty controlling the muscles that held up their heads,

moved their arms and legs or their ability to speak. She described herself in this way:

I have a speech impairment, so I use a communication board or the computer
that has a voice. I can walk when someone holds my hand. For long distance, I
use a manual or electric wheelchair. (Irene, p.3)

I visited Irene at her apartment where she lived with her husband. Her apartment

building was spacious with wide doorways" hallways and automatic doors. When she met
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me at the door she was sitting on a desk s~~at that had wheels. I was impressed with how

she moved around the apartment on her chair by propelling it with her feet. She showed

me her voice output computer and communicated with me through it. Through our

conversations, I discovered that Irene was a writer who published both a column in the

local newspaper and articles for magazines. Since I had difficulty understanding her

speech, she suggested that she write her oral history for me. I described the type of

information I was looking for and she responded in writing. When at first I inquired about

leisure she laughed and asked "What leisure"? This was actually a common response that

I received from about halfthe women.

Annette

I met Annette at a meeting for women with disabilities. I remember noting her sense

of humour and love for animals. A1mettc~ had been diagnosed with Multiple Sclerosis

(MS) since 1975. She stated that MS affected her vision first when she started to see

double. Later she lost mobility in her arms and legs. Consequently, she did not walk at

all. By nature, MS often goes into remission but then it gets worse once the remission is

over. Such is the unpredictability of the disease that people can die suddenly with MS.

Annette had limited use ofboth hands but she was not able to do things like needle work.

Her hands shook when she tried to do things like answer the telephone.

I met Annette at her apartment whem she lived independently with the help of full­

time attendant care. Her building has wide doorways and open concept rooms. She let

me into her apartment with hand held controls. Like many of the women, Annette had a

cat which, it became obvi0us during the conversation, was important to Annette. By the

end of our conversation I realized that the process had been tiring for Annette. She

yawned throughout the conversation and this progressively got worse. In retrospect

perhaps dividing our conversation into sessions might have been more comfortable for her.
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Making the Obvious, Obvious...Demogr:apbics

During each conversation I asked for background information from all of the women.

They were asked about the nature of their disability, their age, their marital status, their

educational level, their S01!lrce of income, whether or not they were employed and where

they were currently living. The following is a summary of the responses to these

questions.

I was able to place the nine women into three categories of disability. Thene were

three women with congenital disabilities all of whom had differing degrees of cerebral

palsy. Cerebral palsy is caused by damage to the motor areas of the brain and can ]lead to

a number of neuromuscul'ar conditions (Sherrill, 1993, p.27). Three other women had

acquired disabilities. Among these, one had a spinal cord injury, which can be defined as

some form of injury or disease to the spinal cord and/or spinal nerves (Sherrill, 1993,

p.557). Another woman in this category was an amputee, which involves the absence of

an entire or partial limb due to "trauma, cancer, infection and vascular conditions like

gangrene" (Sherrill, 1993, p.611-612). The third woman had an accident that resulted in

limited mobility.

The final group of women had three different types of degenerating disabilities. One

woman had fibromyalgia. This disease, which can be severe, affects women more than

men and it is associated with extreme fatigue and REM (Rapid Eye Movement) sleep

disturbance (Epps and Stewart, 1995). REM sleep occurs three to four times each

evening. It occurs during periods of ligh1t sleep when the eyes move rapidly under the

eyelids and the brain is very active (Faraday, 1975). There is aching and pain in the

muscles, tendons and joints and it often affects the back so that there are multiple tender

spots on the spine and or extremities. Sometimes the pain is in the form of a tingling

sensation (Epps and Stewart, 1995).
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One woman had multiple sclerosis. This is a disease of the brain and spinal cord and

can lead to paralysis and tremors (Havard, 1990). This episodic disorder is caused by an

abnonnal immune response that destroys the insulating sheaths of the nerve fibres (the

myelin sheath) so that the nerve fibres are bare (Epps and Stewart, 1995; Havard, 1990).

One of the women was told she has a fbrm of muscular dystrophy called Friedreich's

Ataxia. This disease causes degenerative changes in the nerve tracts and nerve cells in the

spinal cord and the brain ([Havard, 1990). Symptoms include unsteadiness of gait, loss of

the knee jerks, difficulty with speech, tremors in the hands, head and eyes, defonnity of

the feet, and curvature of the spine (Havard, 1990). It is also a disease that begins in

childhood and can affect brothers and sisters (Havard, 1990).

The women ranged in age from 25 to 49. Two of the women were in their mid­

twenties. There were no women in their thirties. Five were in their early forties and the

remaining two were in their late forties.

Only two of the women were married and living with husbands. The rest of the

women were living on their own. Three of these women were single and the other four

had been married and were now divorced. This pattern is consistent with research findings

that state, when compared with non-disabled women, women with disabilities are more

likely not to marry, marry later or divorce. One author has suggested that "when women

become disabled the divorce rate is 99 pement" (Cassidyet aI., 1995, p.54).

One woman had elementary school education. Four had secondary school

education, one of whom was taking college courses at a local community college. Two

women had college diplomas. Two had university education, one ofwhom was finishing a

recreationist degree at university and the other already had a Bachelor ofScience degree.

Therefore, over half of the women had some post secondary education. This differs

from the national HALS statistics through the Ministry of Supply and Services (1990)
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which reports that only 11.2 percent of women with disabilities as compared with 16.2

percent ofmen with disabilities had post-s(;:condary education. The survey also found that

women with disabilities and women without disabilities are similar in that both disabled

and non-disabled men are more likely to have post-secondary education than their female

counterparts. Cassidy et al. (1995) suggest that opportunities for educational

advancement reveal gender inequity. Women with disabilities are less likely than men to

be encouraged by familieS' and school syst(;:ms in teImS of academic achievement (Cassidy

et al., 1995). As a result, they more often receive job training preparing them for less

visible, part-time or home-based occupations.

Source of income varied among the women. Some had only one source of income

while others had several. The sole source of income for five of the women was a

provincial disability pension through Family Benefits. The Ontario Family Benefits

Assistance provides financial assistance to families who need help with living expenses.

Persons 18 or older with disabilities are included under this legislation. The definition of

disabled includes: "a major physical or mental handicap that severely limits you in carrying

out nOImal living activitieis" (Ministry of Community and Social Services, 1987). The

final stipulation is that this disability must be ofa peImanent nature.

Three women received money from the Canadian Pension Plan (CPP) in conjunction

with other sources of income. Among these one woman supplemented her income with

funds from disability insurance and with her husband's income. Another woman used CPP

to supplement her emplo'Yffient income. A third woman received both CPP and the

provincial disability pension through Family Benefits.

The Canadian Pension Plan pays a monthly pension to people with disabilities who

have contributed to the plan for two of the past 3 years or 5 of the past 10 years, who are

between the ages of 18 ancl65, and who have a physical or mental disabling condition that
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is severe and prolonged. The disabling condition must prevent regular work at any job

and be long ternl (Human Resources Development Canada, 1994)

Whether the women received CPP, F1amily Benefits or a combination of these two,

there was a maximum amount of money th~~y could receive each month. Statistics suggest

that almost 56 percent of persons with disabilities have a total income of under $10,000

(Minister ofRegional Industrial Expansion, 1990)

At the time of our oonversations:, eight women were not working outside the home.

One woman worked in her home as a fre:e lance writer. Five of the women had been

employed at one point in time. Studies by the Canadian Minister of Supply and services

(1990) and White (1993) found a similar pattern nationally where more women with

disabilities in Canada are unemployed (61. 7 percent) than men with disabilities (40

percent). These gender differences reflect those in the general population, but to a greater

degree. Women without l!iisabilities are also more likely to be unemployed (31.1 percent)

than men without disabilities (11.9 percent).

The woman who was employed outside the home worked flexible hours to

accommodate her physical needs. Ada spoke of the importance of flexibility in work to

her physical needs:

...And I've arranged my work life...I'm a research assistant, so if I miss a
deadline that's okay. I'll get the next one. And I work when I can. If I canlt
work I don't. (Ada, p.18)

In a HALS survey (1990) found that of 40 percent of employed disabled adults in

Canada, 53 percent indicated that they af(~ limited in the kind and amount of work they

can do.

Some of the women lived in their own homes while others lived in residences

provided by other organizations. Four of the women lived in Supportive Living Units

(SLU) provided by the March of Dimes. One of these women lived in one of these units
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with her husband. Supportive Living Units are part of the Supportive Housing Programs

operated through the March of Dimes and are built as accessible, self contained

apartments for person with disabilities. To be eligible for an SLU one must be 18 or older,

have a long term disabilit)l, have a stable medical condition at the time of service, must be

able to direct one's own care and be able to remain unattended in herlhis own apartment

(Ontario March of Dimes, n.d.). Twenty-four hour attendant services are available to the

individuals in these units (Ontario March ofDimes, n.d.). The objective of this program is

to promote independent living for person 'with disabilities.

Two of the women with acquired disabilities lived in accessible units in Co-operative

Housing. Co-operative housing is a program that provides financially supplemented

housing for persons on lower incomes in exchange for their services in the maintenance of

the building. A specific number of accessible units are built for persons with disabilities.

One woman lived in her own home with her husband and had Home Care come

assistance to help her with her daily care. One woman lived in an apartment on her own.

The other woman was living at home with her parents where her mother and brother

helped her with much of her daily care. The Minister of Supply and Services (1990)

reported that the rate of disabled females living in private households was higher for

women with disabilities than for men.

Definitions of Leisure

The women, in genelial, had a very cl~~ar sense ofwhat leisure meant to them without

formulating specific definitions. Choices for leisure were individual but definitions of

leisure were similar among the wom,en and in relation to those given in the literature.

Louise, for example, described leisure in ve:ry general terms:

Well leisure to me is just relaxing. Like 11m having a leisure time right now just
talking to you. Relaxing. Yeah. Something that relaxes. Something
comfortable. Something that's fun. I mean leisure is going out as well. But I
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mean reading a book, that's leisure or sitting in front ofthe T.Y. Sitting in a hot
tub...To sit in a hot tub. THAT'S LEISURE. (Louise, p.88)

All of the women saw leisure as involving experiences that are pleasurable, enjoyable

and fun. It also involved tree time to do things without obligation:

Okay, well the term itself just means time to do something other than what I
have to do. If I'm not committed to something that I have to do, then it's filling
in time that's left. (Ann, p.46)

There's no sort of definition. We (referring to her peers at school) defined it as
something that is free time, without obligation, something that we want to do.
Leisure can be any kind of activity or it can just be thinking, expressing, having
coffee, whatever. I think leisure Is a very broad statement and everybody wants
to equate it to an activity because that's what makes it meaningful and that's
what makes it less frivolous or whatt~ver. 'VeIl, it is frivolous, it's leisure for
god's sake (we laugh). It's not supposed to be structured or it doesn't have to
be structured. (Debbie, p.l0)

When describing the difference bletween sport and leisure she suggested that sport is

exclusive of some abilities but leisure on the other hand is not. It was just for fun. In her

case, she quit sport when it stopped being fun:

D. I was so driven...Because you're so driven it kind oftakes away the
pleasure of the whole thing.

J. So to you leisure means pleasure? What's the difference?

D. Well I mean you better enjoy what you do or else why are you doing
it. It came to be more driven, more achievement based than it was
before and all ofa sudden the enjoyment of it started to fade from it.
(Debbie, p.17)

Leisure was also specific to the person involved in it. Debbie explained that activities

become leisure or recreational activities because they had meaning for the person involved

in them:

Any sport that I do is a hobby. Any cclmpeting that I do is a hobby because I've
finally come to the point in my life where I can say that I am striving for MY
personal best, not the person beside me, not the person in front of me or
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whatever. See, I was always striving to win, to beat other people, to be better.
Now, psychologically, I can say fm doing my best for me, not anyone else.

She introduced the importance of leisure as an integrating force in personal growth.

Ada's views agreed with this, indicating that leisure helped to round out an individual's life

so that one gained a wider view ofthe worJld beyond work, school, and family:

1. What do you mean by rounding out, when you say rounding out?

A. Well, I think with work.., you sort ofhave a tunnel vision of life. Like
usually, no matter what work place it is there's a different life
somewhere else...In your work life, or your home life, you can get
so that you think that's all the world is. I like to do things where I
meet different people. Do different things...get a wider view ofthe
world. (Ada, p.52)

Leisure also integrated the aspects of a person's life by integrating the processes of

the mind and the body. Carol used her mind to experience what she could not with her

body. She told me that she used her mind to experience the leisure that she could not

experience with her body:

I love to dance but I can't. I do it in my mind. I've never told anybody about
that. I'm afraid people would think I'm nuts. I'm always dancing in my head.
All kinds of dances like tap dancing, not ballet, I love jazz.. .I skate and walk
sometimes in my mind. Everything that I can't do (physically), I do it in my
mind. (Carol, p.l07-1 08)

Pam also referred to the mind/body connection necessary in leisure pursuits. Pam's

decision to take part in leisure involved being in tune with physical and emotional needs:

"Deciding to take part in leisure involves recognizing what my body is capable of doing

and what I need emotiona1~y" (pam, p.91).

The rnind/body link also had connections to self-identity. For Debbie, leisure was a

place where one formed self identity. For ~~xample, through leisure pursuits she reached a

turning point in her life where she examined herself, her wants and her needs: "Leisure
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allows me to figure out what I like, who I am, who I want to be around and what I do

with those people. So it's all interwoven" (Debbie, p.18).

Leisure also was seem as helping to integrate persons with and without disabilities. It

provided persons with disabilities with a view of normality beyond therapy and the trials

experienced in daily living. For the non·-disabled, this provided a taste of life from a

disabled point ofview. Ada addressed this:

(For) some people, just getting up in the morning and getting themselves
dressed and fed, is such an ordeal. And then maybe you have people coming in
for (your) therapy...You've gotta make sure that by getting out and having
recreation areas...you're getting out to where things are normal. And also, it
forces the rest of the world to sort of get a wider view, cuz they get to deal
with you. (Ada, p.53)

Leisure was defined very broadly. It could be carried on indoors or outdoors. It

could be both passive (i.e., requiring small, slow, movements) or active (i.e., large, quicker

movements), structured (i.e. being on Ii floor hockey team) or unstructured (i.e.,

needlepoint). If it was structured, it was important not to medicalize it so as to ensure

that leisure activities remained fun. Sev,eral of the women suggested that recreation

programs should be fun and not therapeutic. Debbie explained that therapeutic recreation

programs often eroded a sense ofautonomy:

I don't even know that much about thl~rapeutic recreation. I just know it comes
from the medical moael that says 'I'm the one in control. You are the recipient.
This is what we do. These are your choices, choose one.' No sort of free
expression. (Debbie, p.22)

Ada, in reference to a class she took in a regular recreation setting, suggested that

there were differences between segregated and non-segregated programs where

segregated programs tended to be more therapy-based: "It's in the regular program. It's

not medicalized. It's in the Y. ..It's a regular program..There is the difference. It's for fun"

(Ada, p.5).
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Although the choice of leisure pursuits was seen as individual, leisure was important

to the social well-being ofthe women. The importance of the social component of leisure

was evident throughout the conversations. All of the women spoke of the importance of

doing things with people, although some found it more important than others. Ann

supported the view that leisure had an important social component. She suggested it was

a time to share accomplishments with others:

.. .1 mean, I may enjoy sitting here v.7fiting the poetry but then I distribute it.
Then I do speaking on it. You know, things like this. So it has an impact other
than the fact that I've done it. ..The same 1Nith music. I mean, I'll sit there and I'll
learn a new song and I might sing it at church. (Ann, pAS)

The social component of leisure was also vital to Renatta because she saw it as a

starting point to the pursuit of other leisure activities. She believed that other components

ofleisure would follow from social contact. Rlenatta's mother expressed it this way:

I always had in mind saying, 'Renatta there is some sort of social club where
you meet once or twice a week.' Not every two months or three months...Meet
friends, maybe meet someone special, have a relationship or something like that.
From there they would do sports, music, go out together and do shopping
because to me that's leisure for Renatta. (Renatta's mother, p.29)

In conclusion, the W(i)men in this stud.y saw leisure as free, non-obligatory time that

was spent in pleasurable pursuits. It could be active or passive, structured or unstructured

but not necessarily therapeutically oriented.. This was not to say that physical needs were

not salient. Rather, therapeutic aspects were not a central reason for taking part in a

leisure activity. The activity had to be fun. It was specific to the person involved and

provided an opportunity for personal growth. Not only did it integrate the personal

aspects ofbeing, it also integrated the personall and social components of being. This was

one of the most important features of leisure for these women. Most of the women

wanted to socialize with others whether they were disabled, or non-disabled.
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In comparing the definition of leisure: offered by these women to other definitions it

becomes apparent that they are quite sirn~lar. Kelly (1987; 1990) and Hutchinson and

McGill (1992) describe leisure as something that integrates an individual's mind and body

and promotes personal growth beyond the activity itself They also suggest that it is freely

chosen and brings pleasure. The women in. this study also defined leisure similarly to other

studies on women with disabilities in that they too saw leisure as free time to do what they

wanted to do at their own pace (Henderson et al.? 1995). Mowl and Towner (1995) and

Smears (1996) state that leisure pursuits are also affected by the manner in which the

physical body reacts to the activities. Although the women in this study stated that the

physical needs of their body were important, leisure choices were not solely constructed

around physical abilities.

Their definition differed from other definitions in that they felt leisure for them was

usually constructed by a medicalized view of the disabled body which focused on the

impairment. However, tHeir definitions were vel)' broad so as to incorporate personal

choice and different functioning abilities. The women in this research supported the

suggestions by other researchers (see Hutchinson and McGill, 1992; Kelly, 1987, Kelly,

1990) that gave recogniti0n to the social component of leisure where people can share

their gifts, talents and build relationships. \Vhat follows is a discussion of the leisure

experiences reported by these women.

Experiences of Leisure

When looking at the leisure experiences of the women, the similarities and variations

among them depended on factors such as :age cohort, functional ability, association with

an agency or institution such as school or independent living centre, whether or not the

woman was born with a disability, whether the symptoms of the disability progressively

became noticeable or whether the disability was acquired later in life.
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Early Childhood

All but two women spoke of spending time with friends and family as an important

part of their childhood leisure. For Irene this was particularly important. She explained

the importance that friends and family members played in her leisure as a child. They were

a means ofmobility and a socializing agent for her:

My brother George and I had two good friends, Margaret and Mary Ellen.
They took me everywhere that they went in my little red wagon. We went
uptown to the Dollar Store (we drove the manager crazy by exchanging things).
We had a drink stand. My parents took us on day trips to the beach and we
visited our family and friends. (Irene, p.3)

Among the other respondents, all ibut two were physically active as children.

Physical activities, ranking from the most popular to the least popular were: swimming

and baseball, team sports, dancing, skating, tobogganing, racing, hiking and as Irene put it,

"the things kids do" (Irene, p.3). Five ofthl~ women were in Girl Guides as children.

Adolescence

All but two of the women maintained or increased their physically active leisure

during adolescence. Irene became less a,ctive due to the removal of important social

relationships in her life. Her brother started spending more time with his friends and her

girlfriends moved away.

The other woman who became less physically active did so for physical reasons: "I

was very athletic until I reached pubeI1ty and started putting the on weight. But even then

most ofwhat I did was physically active" (Ann, p.30).

Some women became more physically active due to affiliation with organized groups

or social institutions in then- communities. JFor example, the school system often provided

opportunities for those women born with a physical disability to take part in physical

activity particularly when in segregated school settings. For example, until her late teens
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Renatta went to a segregated school separate from the public and catholic school systems,

and housing only children with disabilities. Renatta reflected on her active role on school

teams:

M. When she (Renatta) was at the Centre, they had a hockey team and it
was serious business...and she loved it. They did trips to Toronto,
played against other teams...and they went allover.

R. I even had a boyfriend at that time too. He was the captain of the
team so I could do anything I wanted (we all chuckled). I loved the
captain of the team. He was gorgeous.

1. So is this one of the things you did as a teenager?

R. Yeah. Floor hockey and I loved it. (Renatta and mother, p.51)

M. When she (Renatta) was out of the Centre, it all just disappeared like
overnight. (Renatta's mother, p.52)

Her activity level changed when she ent,ered a public high school where the focus

became therapeutic:

.. .It was physio, physio, physio. Ev,eryday it was physio. I didn't mind the
physio but he (her teacher) did it eight times a day. I was constantly sore and I
used to come home erying in tears b~~cause he used to pressure me about this
physio thing and I said 'Physio ain't th€~ be all and end all of my life. I mean I do
have a social life. I dt> have a personalllife. So leave me alone.' (Renatta, p.32)

Debbie on the other hand became ve:nj active outside of school in the local sport

facility for persons with disabilities:

That's a sports facility that specifically catered to persons with disabilities and
also we had able-bodied members as well...! used to go in there and run track
and just various different things. And of course I joined a team in (city
name).. .!t was people in chairs and people ambulatory like myself We used to
just run track and do different games, basically just get out for fun. Then, of
course we got good as a rugby team and we went out and competed and I won
some medals and stuff. (Debbie,p.16)
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Not only did these settings provide: opportunities for physical activity, they also

ensured the opportunity for relationship building:

My favourite thing was, I think was hockey because with hockey, I got out. I
made her (referring to mother) drive all over town of course but I enjoyed it.
We had real games 'With real people and it was real fun. (Renatta, p.54)

For two of the women with degenerative disabilities it was during their physical

activity in adolescence that they became aware of their failing health. This was sometimes

problematic because their disability was invisible to others. When Carol first noticed her

disability she was seventeen and subsequendy it became difficult for her to do certain

things in physical education, particularly in gymnastics. Since the teacher did not

understand about her disability she kept pushing her to improve. Consequently she

struggled and suffered injuries that were rationalized by insinuations that she was too

weak or was overweight:

The teachers would force me to do it I would come home black and blue. I
just knew it in my heart. I had trouble with balance and my walking.. .I always
felt unbalanced and with my coordination. No one could tell but I knew it.
(Carol, p.106)

For most respondents, physical activities during adolescence included many of those

associated with their childhoods. They we:re involved in team sports like baseball, rugby,

swimming, floor hockey and volleyball both in segregated institutions and in public

institutions depending upon whether or not they were born with a disability. Two of the

women were on travelling teams which they enjoyed immensely.

Involvement in passive leisure activities remained similar from childhood to

adolescence, increasing for one woman in particular. These types of activities included

watching television, listening andlor playing music, writing, needle point, rug hooking and

telephone conversations. For Irene, her leisure activities became less active physically but

more active politically:
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I had an office upstairs in the house, so I spent most of my time in there. By
this time, I got myself involved on Committees and Boards to improve the lives
of persons with disabilities. Plus I started writing my monthly column in
December of 1976. (Irene, p.3-4)

A number of women expressed that they were more involved as children and during

their youth in outdoor activities like tobogganing, horseback riding, hiking, going to the

beach, canoe trips and just doing things in nature. Annette liked the outdoors and nature

for both active and passivle leisure activitie:s. Annette described her outdoor activities as

an adolescent. She would meet with her cousins at grandma's house where:

We played baseball there. We used to play around the trees. There was a lot of
trees then.... .I sat anell read Gone with the Wind under the tree but the tree got
taken out because it got Dutch Elm disease. (Annette, p.41-42)

Adulthood to Present

During adulthood distinct patterns emerged regarding women with disabilities and

leisure. First, most of the women participa1ted in leisure that was slower moving than they

had previously experienced in their lifetime. Second, it became more important to spend

time with other people during leisure. Third, those involved in leisure activities outside of

the home were usually involved in segregated activities. Fourth, their desire for leisure

activities was comparable to that ofnon-disabled women but their means of attaining them

were often dependent upon circumstances often beyond their control. Finally, they desired

leisure because it was important to their physical, emotional and social health; These

themes are explored below in detail.

All but three ofthe women were involved in more passive leisure pursuits than earlier

in their lives partly due to their geographical location. Among the more active, Debbie's

education gave her acceSS to courses in movement and resources for participation in

physical activity:
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...I'm involved in the recreation programs at Brock because I take courses and
the phys. ed. program because I take courses there as well. As far as structured
intramural stuffI don't do that. I work out with a guy two times a week weight
training and stuff (Debbie, p.25)

Similarly, Ada lived in a larger city where there were more options for transportation

and leisure. This will be addressed later in a section on environmental constraints.

For most respondents, typical leisure activities included watching television and

movies and listening and/or playing music. Ada was the only woman who stated that she

did not watch television: "I don't watch T.Y., I don't have a T.Y. I decided I don't have

time" (Ada, p.49-50).

Going out to dinner and movies with friends and spouses was also a popular activity

although frequency depended upon factors such as finances, a companion, transportation

and weather. For example, in the summer Carol went with her husband on her scooter to

a local restaurant where they could sit outside the restaurant because it was accessible

(Carol, p.20).

Many of the women also went shopping, usually to malls. Other leisure activities

cited involved needle point, knitting, and lUg-hooking although for some these activities

are physically difficult. For example, Anneltte showed me a partially finished piece of rug­

hooking which she had been unable to complete.

At least half of the women read for leisure and some liked to write. Writing took

different forms. For example Irene wrolte a variety of things including a newspaper

column. She was presently trying to publish her autobiography and took night courses on

publishing. The process ofwriting was arduous for Irene. On top of her computer board

was a board with holes in iit which went ov~~r top of each of the keys and served as a guide

for her fingers to access the hole corresponding to each key. She typed her text and

pressed a key and the printed message was retrieved.
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Debbie was writing her memoirs and Ann wrote occasional articles, music and

poetry. For her, writing was a mode ofexpression as well as something enjoyable:

...Most of what I write is poetry although I do write letters and things like
that. ..I go off on things cuz I've got such a weird sense of humour. But, with
doing the co-op newsletter.. .I put an editorial in every month and anything
that's particularly on my mind that might relate to other people in here (referring
to the co-op) and stuff like that, I can do that kinda stuff ..I enjoy writing. I
don't know, I've just always enjoyed self-expression. (Ann, p.35)

Pets were also an important asp1ect of leisure for six of the women. They were not

only seen as companions and a source of enjoyment, but also as helpful. For example,

Annette talked about how her cat was h.~lpful in getting the attention of others if she

needed help:

He (her cat) watches television. He listens to people talking. I don't know how
much he understands but I'd like to know. He knows if I call (yawn) during the
night...caIl the attendant. ..he's right there, he goes right to the door and waits
for them to come. (Annette, p.35)

Pets also provided comfort: "Animals know ifyou need something or need them. If you

don't feel good they will come around" (Annette, p.38).

Ann trained her dog to be both a working dog as well as a pet:

...The dog is a real blessing because there's times when you feel alone to make
sure you don't. ..and being a working dog, she's a real blessing...Oh, she picks
things up off the floor. That's the main thing that I need her to do for me. She
can tum lights on and off. That's something I don't really need her to do but
that's part ofher training. She does anything. She picked up a cigarette for me
when I dropped it. (Ann, pA-5)

Another passive activity was using the telephone which will be discussed in the

section on equipment.

Finally, there was a generally expressed desire for more leisure although their desires

were not always attainablie. For example, five women would like to be more physically

active, believing it would be physically, socially, and emotionally beneficial. Ada, though,
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explained that for active leisure one needed a balance. She showed me a book that

described exercises which she thought would be helpful for her. She also felt exercises

alone were not enough:

...And I know I'm supposed to do it (exercise) and it's painful (for) muscles and
joints. And so I don't wanna be (in pain), so that's why I...(tried) Tai Chi...then
I'd get bored and move on to some:thing else. But, for the first time, this
aerobics thing.. J'm :/iinding I found something where.. .it's fun to do. (Ada,
p.11-12)

Not only did activities get more passive for most of the women over the years, they

also became more segregated in most cases. That is, leisure became an activity that was

carried out in settings with other persons with disabilities only. If the activities were

inclusive they were marginally inclusiv1e. Inclusion means including people with disabilities

in community programs in a way that is meaningful for them so that they can make choices

and have the supports and connections they need to become full active members of the

community (Dattilo, 1994). Debbie described marginal inclusion as a less than meaningful

activity:

Just because someone is a human goal post, and yes I have been a human goal
post, it doesn't mean that it is a meaningful experience...you don't change the
entire program to fit the person with special needs. That's not inclusionary.
That's just tailoring tliJ.e program to onte person or a few people or whatever. I
am committed to everyone having a positive experience with that person (with
the disability) involved. (Debbie, p.l)

Therefore, inclusion did not mean physically placing a person with a disability into an

existing program and changing that program to meet the persons needs. Rather it meant

finding out what the penson needed (physically and socially) and finding a way to

incorporate it into the existing program so that everyone involved benefits.

Another attempt at an inclusionary program was one that would be part of the

regular recreation program for a non-disabled service but would be also be specialized.



84

Examples of this included Irene's "Yoga for Persons with DisabilitiesH at the local YWCA.

These segregated programs could be seen as beneficial because they meet the physical

needs ofdisabled people that other mainstream programs do not:

...they found that PeQple with tms (fibromyalgia) do better ifthey've got a good
aerobic work-out...! was trying to find some kind of recreation so I could move
and keep from getting stiff So the doctor sent me over to this (aerobics) class
and the instructor who is knowledgeable about me, and ifyou get into troubles
he knows, 'Okay, do it this way'...So the recreational leaders have to be more
knowledgeable too. (Ada, p.3-4)

To be involved in a regular leisure program, then, it had to also match the needs of

individuals. For example, special equipment, a slower pace and any other needed supports

may be required. Ada dicl Tai Cm and canoeing because they moved at a slower pace,

there was opportunity for rest, and there wlere supports (people and equipment) in place.

In sum, some of the findings here shed new light on experiences of women with

disabilities over time. The women described leisure as children and adolescents to be

mainly outdoors and more physically active. Adult leisure activities were more passive

and segregated. The most popular activities were enjoying pets, reading, writing,

television and music. Organized activities were mainly carried out in segregated settings

as previously cited by Htttchinson and McGlll (1992). For the most part the women

participated in slower-moving activities. Their desire to be more physically active was

reflective of the findings in the study by the Canadian Government (1988) on physical

activity and women with disabilities.

In terms of desire to be more active, not only did physical ability constrain

involvement, a number of other factors were also influential: the physical body and the

activity involved, time, relationships, environment, transportation and equipment, funding,

and policy options. These were similar to the findings by Henderson et al. (1995).
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Therefore, other aspects (])f daily living affected leisure experiences and these constraints

will now be addressed.

Context and Constraints

An aspect that must lDe considered when identifying leisure constraints is the fact that

leisure cannot be viewed as a separate entity for women with disabilities who had to

continually juggle other c0mponents of th(;~ir daily living. Leisure opportunities were not

always readily available to them andl participation required much energy for planning,

adapting, creating and making connections between what their bodies needed and what

they needed emotionally and socially.

This section will describe how women with disabilities encounter obstacles to leisure

involvement. I will address (i) the effect that the physical ability of the body had on leisure

choices, (ii) the availability of time, (iii) transportation, (iv) the location of leisure

activities, (v) the need for personal space to carry out activities, (vi) equipment and

articles providing physical supports that help with the pursuit of leisure activities, (vii)

supports that derived from their relationships with other people, and (viii) other

constraints related to economic issues and policies.

The Biological, Gendered Bod~r andl Beyond

There was a large difference between the actual functional ability of the body and

perceptions connected to labels given to physical impairment. While the impainnent label

objectified the body, looking at what one was functionally able to carry out personalized

the condition. This was an important distinction made by women in this study:

And really it doesn't matter what disease you have, it's whether you can lift your
arm (that's important). And in arthritis, maybe some people can lift their arms
and some can't. So it doesn't mean Emything, it's just a label for disease...And
you might function differently at different times too. I mean, people think that
if you have arthritis you're in a wheelchair. This isn't true. And people with
cerebral palsy, there's a broad range offunctionality. (Ada, p.1-2)
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Debbie's description of and focus OIll her functional ability rather than her disease

label told me more about what she was abh:: to do as an individual:

J. Okay earlier you said you have athetosis and ataxia as part ofyou CPo
What does that mean?

D. Now let me hope to remember ~his. Which one is which? One has to
do with balance. I know that for sure. My balance is certainly a
factor. Ami one has to do 'with involuntary muscle movement. I
always get the two mixed up. That's very slight, the involuntary
muscle mmrements, but sometimes I'll be sitting here and you'll see my
shoulder go (shows me a shoulder movement) and my head (shows
me a head movement) and some ofthat I can't control. But in varying
degrees, sometimes it's wone. For me, what is the worse is not the
spasticity. It's more the balance problem. (Debbie, p.7)

Thus, respondents indicated that it was important to be sensitive to differing levels of

ability within diagnostic labels and how the:se llabels can misconstrue lived reality. Louise

referred to her impairment and how it differed from others with the same type of

impairment:

I bruised my spine and it hemorrhaged. I didn't break any bones I just bruised
the spine. That's what is so frustrating with me because I meet people with
spinal cord injuries With broken bom:s and they have a lot more strength and
they can do this and they can do that. It's really strange and when you hear
about someone talking sometimes it's ...they have a spinal cord injury and they
are paraplegics. There's hardly any quadriplegics. I'm a quadriplegic. (Louise,
p.76-77)

These experiences of impairment and disability had a direct affect on the type of

activity and the manner in which it would be carried out. Impairments, of course, affected

the ability to carry out aetivities of daily living (ADL). In turn, ADL affected leisure

because they consumed energy and left less~ energy for leisure activities. Pam gave me her

morning routine to give me an indication ofwhat she does physically:
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...Okay say I vacuum and dust and all that and I've done his (the cat) litter box,
I've made the bed, maybe I've done a load of laundry, I've taken a shower, I've
washed my hair, I've got dressed. I'm tired. (Pam, p.80-81)

It was not just the activities of daily living that took energy, it was also the energy

needed to concentrate on those tasks. Carol referred to how using the bathroom tired her

mentally:

To go to the bathroom, I have to be precise, the wheelchair has to be in the
right spot...It takes a lot of energy to concentrate and I have to rest after.
(Carol, p.lll)

Renatta talked about the energy need~~d to dress herself

I can try to put on my slacks. I've done it before and I've changed myself and
done whatever I've had to do, but it takes I would say about two to three hours
just to dress myself if I were to do it on my own. Okay, not that I've ever
taught myselfbut I know how long it takes me because by the time I'm finished,
I'm bushed and I don't want to do anything else. Dressing myself takes a lot of
energy but I can do it (Renatta, pA8)

Louise emphasized the importance of caring for the physical functions of her body,

which she could not do on her own, to ensure that her leisure time was enjoyable and

relaxing:

Making love is leisure too. That's leisure. That's very relaxing (we chuckle). It
can be very tense for me sometimes,. especially if I've had a problem where I
haven't been able to· go (have a bowel movement). Then I worry I'm gonna
have an accident. That's why I always hope that I can go before the weekend
and so I can have a good weekend. O:'-ouise, p.92)

Thus, although non-disabled women also referred to low energy levels as constraints

to leisure, this was often associated with their perceived domestic responsibilities rather

than physical impairment.

All of the women referred to how they carried out leisure activities differently than

non-disabled people as a result of their physical impairments. For example, Ann had to

play table tennis on one leg and knew what was required so as not to over-exert herself
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...But if I take a sprits of nitro before I start, then I can playa couple of games
before I get into any problem at alli. And because I can stand on the one
foot.. jt gives me a little bit of: you know. I don't have any balance mind
you.. .I'd get the chair the right distance from the table and I would warn
everybody I'd be playing with 'Please don't be nasty and serve way back
here'...But I can stan~ hanging onto the table...(Ann, p.?)

A decline in physical ability also meant fewer leisure options. Annette wanted to

write but was physically unable to do so:

1. Is there something that you would like to be able to do that you canlt
do?

A. Write. That's hard to do.

1. That would make a big difference for you?

A. Yep. (Annette, pA?)

This is consistent with the findings itn the 1991 HALS survey on the leisure and

lifestyles of persons with disabilities in Canada. \-Vhen there is an increase in the degree of

severity of the disability there is a decrease: in the percentage of cultural activities outside

of the home and the less likely persons with disabilities are to be satisfied with the

frequency oftheir participation in cultural leisure activities (Statistics Canada, 1991)

The movements inv0lved in some activities were more physically beneficial than

others. For Debbie, being physically active had a positive impact on her impainnents:

I think I am stronger. I deal with various medical things everyday like migraine
headaches and muscle spasms, stiffness and soreness. Imagine how much
worse it would be if I wasn't constantly moving around. If I wasn't constantly
getting out and doing whatever. (Debbie, p.12)

Ada referred to reasons why swimming is so beneficial to people with physical

limitations:

...there have been times when I've been weak. I couldn't even move, so
somebody would do a range of motion for me. It's not very satisfactory. You
really need to do it and really swimming for me is a way to do it...because it's
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buoyant. So anybody with a disability it buoys you up.. .It's kind of like an anti­
gravity work-out. Y:ou're not working against gravity which makes it difficult.
(Ada, p.60)

In this sense, the body itself reacted to the leisure activity and the environment in

which it was taking place. The recognition of the importance of physical activity for the

body was also found in the 1988 GCFAS survey.

Physical limitations meant that the mind and the body had to work together to carry

out even the activities of daily living:

As a person without a disability, you do not think of anything you do. You
don't think ofpicking up a glass, how heavy that glass is or how hard it is to put
your fingers around that glass. You do not think of things like that.. .I've
learned, being disabled, everything's heavy and because I have problems dosing
my fingers it's (a glass) very hard to get around. (Louise, p.78)

This connection between the mind and the needs of the body carried over to leisure

activities. For example, Debbie used imagery in a game situation in order to feel safe:

I imagine that there iis something that prevents you from touching me. It's not
that I don't like to be touched, but I need that space for assurance that you're
not going to knock me right on my can. (Debbie, p.6)

Debbie expressed how she was self-n~flective in order to make necessary changes in

her life situation: "I like tQ constantly challenge myself and look inward and be reflective

and see what it is that I need to change and that sort of stuff' (Debbie, p.25).

Physical inabilities atIected the ability to work and consequently the economic status

of these women. This in turn affected leisure options. This is consistent with the findings

by the :Minister of Regional Industrial Expansion (1990) which reported that of the

persons with disabilities who were not in the labour force, 69 percent said that they could

not work because of their disability. VV-omen with disabilities are less likely to be

employed.
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Renatta's mother addressed this issue and expressed how Renatta's disability affected

her job prospects. She compared the reality ofRenatta applying for the same job as me (a

non-disabled person):

They're (potential employer) certainly not gonna pick her. They're gonna see
her in a wheelchair, not just because of the wheelchair. Why would they hire
her when they can hire you? Y011 walk. You can take yourself to the
bathroom. You don't need help to go to the bathroom or have transportation.
All the little things that add up to a big picture. (Renatta, p.33)

Watching the deterioration ofone's physical ability was frightening. There was a fear

of the impact their disability would have on their economic future and their ability to

purchase the equipment and drugs they may need: ".. .It's scary to think about of the

future. I've gotta make sure that I can provide these things for myself, or in any other

situation" (Ada, p.21).

Part of this fear was focused on the ramifications of their bodies. Carol was

concerned about losing her ability to sign her name: "It is like you are losing a part of you

and you can see that you are losing your ability to do a simple thing" (Carol, p.112).

For Ann, this fear haa to do with losing independence and feelings ofvulnerability:

My biggest fear is if I go into a nursing home, that's permanent.. .And it's
something.. .I have no control over. I can lock the door if I'm afraid of
(someone breaking in)...There are things I can do to prevent that. There's not
necessarily anything [ can do to prevent this (losing her abilities). And that's
what's frustrating. You have no Icontrol over this. (Ann, p.40)

There was also fear of the pain associated with an activity. For example, Pam

referred to a painful expenience she had h(Jlfseback riding shortly after her accident. This

was an activity she would like to pursue but she was afraid the pain may be worse:

But I mean like this was when I was say 27 or something. And it hurt a little bit
then but it wasn't so (bad) it would have killed me. But I don't know like it
might bother me now and I don't know if I would be able to stand it long
enough. (pam, p.73)
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Fear of the unpredictable nature of disablement has been reported in other studies

(see DAWN, 1995). The findings of this study suggest that fear was associated with loss

of functional ability which translates into loss ofindependence.

It was not just the biological aspects associated with disability that had implications

for the leisure of these women. Being biologically female sometimes exacerbated physical

impairments or accentuated their feelings of vulnerability. For Carol and Annette the

biological process of giviJJJ.g birth dramatic:ally affected their diseases. Carol stated that

after her daughter was born she could not get her strength back: "I had trouble with my

legs and knee joints. I had weakness that I never had beforell (Carol, p.lIO).

Annette expressed the same concern with the weakness she felt after her daughter

was born. She was not aware at the time that having children when you have MS affected

one's physical health in a negative way:

J. Did you find that it got to be...did it (progression ofMS) change after
the baby was born?

A. Dh yes. (When) the baby was born I was so afraid I was going to
drop her. Then I found out...you have children, it's no good with
MS...You're not supposed to have children. (Annette, p.28-29)

Female biological processes at times required more assistance depending upon the

degree offunctionality of a disabled woman. Louise suggested:

Well, there's a lot more things that woman always did that men don't. Men
don't have periods. Women do. I have my period. I have to call down to have
them (the attendants) come and clean me up when I want to change my pad.
(Louise, p.I03)

Similarly, being female put women 'vnth disabilities at higher risk than men when

moving about in public. Pam referred to a friend who rode the city transit system who

was often alone at transfer points. In a survey conducted by DisAbled Women's Network

in Toronto, 31 percent of disabled women lhad been sexually assaulted as adults compared
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with 23 percent of non-disabled women. Their likelihood of being physically or sexually

assaulted as children was ·33 percent higher than that of non-disabled women (DisAbled

Women's Network, n.d.).

While disability was central to the body image of these women, norms associated

with gender also affected body image.

It (disability) is central to my whole body image thing, but it is not the only
thing. It is something that I am constantly reminded of and something that
makes me a little uneasy in social situations - my whole body image and my
disability and how that is presented...Or you know, you'll see this really good
looking person, and I say person because it can be a man or a woman, and you
say to yourself W0W. I wonder if they know they're so good looking
(chuckle).' And then in that split second you'll say IOh they'd never be
interested in me.' (nebbie, p.15)

Annette addressed tme issue of how her disability affected her perceived role as a

woman. She referred to dating and the impact a disability had on it:

A. I think men do not like women to have disabilities. They'd rather have
a normal woman because they want. ..to be cared for by the woman.

J. Do you think that would then be different for disabled men?

A. Yea, because they want to be taken care of (Annette, p.74)

Several of the women internalized the norms of the normal body. Debbie described

the social norm for the body as that of the healthy body where this type of body was seen

as superior and permanent:

...They (non-disabled people) are looking at life from their temporarily able
bodies (chuckle) and the reason I say temporarily able is you can go across the
street and get hit by a car in ten minutes, not that I wish it upon you, but it can
happen and you could be a disabled woman. And what I'm saying is appreciate
what you have now and do with it what you will but remember, you're not
superior...You as an able-bodied person aren't superior. (Debbie, p.20)

The ability of one's body affected one's perception ofit:
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D. My body mechanics isn't gonna change. I thought it would but it isn't
because I work out. I mean certain things do happen. Yes, I am
stronger and I do have more muscle mass than fat, still my
appearance still looks the same...

1. It's interesting because when you are talking about being attractive
you don't refer to you disability...Do you see it (your disability) as
something unattractive?

D. That is I ~ess primarily the reason I think I'm unattractive. Yeah.
Though I would never ever or hardly ever say that in public though I
guess I am now. (Debbie, ]p.13)

This internalization was taken into social settings and the women tried to control

their image. Interacting with people in social settings was affected by disability. Carol

referred to her concern a@out how she looked to others. She had a heightened concern for

her physical appearance:

When people look at me I wonder 'Is my coat on straight? Is there something
in my teeth? Is my hair straight?'...I'rn concerned how my body looks, like
sitting up straight. I always ask my husband 'How's my hair?' (Carol, p.108)

Mirror and photographic images were also touched upon by three of the women.

For example, during one of my visits with Irene, she asked me if I wanted to see her

wedding pictures. I found that sometimes she did not like her pictures. Her husband said

she has a hard time smiling. She laughed because she was frowning in the pictures.

Debbie shared this dislike of looking at images ofherself She did not like to look at

her body in the mirror: "Oh I just hate it. I just hate it (chuckle). I really do. I don't mind

looking at my face but if I was looking at the rest of my body, nO..J don't like pictures"

(Debbie, p.15).

Self-image was influenced by body-image. Cassidy et al. (1995) suggests that

women with disabilities receive constant messages from peers, social institutions and

media that give them a negative body ima.ge. These images create feelings of inferiority,

worthlessness and inadequacy (Cassidy et aI., 1995).
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In Frank's (1988) case study of a women with a quadrilateral limb deficiency, she

found that this woman was able to find a balance between cultural expectations of the

body and the functional abilities of the body. She too evaluated her body in relation to

normative standards of appearance and function, but she also had a drive to carry out

everyday tasks in accordance with her functional ability. This is similar to the women in

my findings.

Ada, felt that women with disabilities should look in the mirror so they can see their

bodies and how they move. It would be helpful in the acceptance and celebration of their

bodies and the care oftheir outer appearance. This was one of the benefits she sees to her

aerobics class:

...We've got a big mirror in the aerobics c1ass...and I look differently, different
than other people and I can see the differences whereas I don't usually see
them...People with disabilities need to see themselves too and have nice clothes,
not necessarily expensive but clean and repaired. A nice hairstyle. I see that a
lot with people wit~ disabilities. If they were to go out and join a class where
there's a mirror, a ballet class, they would see themselves more. (Ada, p.S8)

Looking at oneself was also important for the acceptance of others: "... they're

reflecting on what other people are seeing...and part of the acceptance of society is

looking clean and neat. It's too bad we don't live in another century..." (Ada, p.59).

When the disability was visible to others the disability often became the defining

feature of the women. Renatta suggested dl3.t one of the problems she had was that

people saw her lack of physical ability and made negative assumptions about her mental

ability. She explained that when shopping, store clerks sometimes assumed her to be

mentally incompetent and talked to her mother instead ofher at the check-out.

When the disability was not visible others tended to disbelieve it existed. Carol

explained how that invisibility of her disability and her gender led family members to

trivialize her concerns ab(])ut her health. She explained that it was different for her brother
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who had a disability since he was a boy and therefore not expected to do all the things that

she was:

So if he was complaining it wouldn't be seen as him trying to get out of
responsibilities but it did seem that way when I complained. He was the baby
boy and was babied. I was the oldest. Also, he couldn't hide his disability like I
could. (Carol, 1'.107)

This defining of abilities according to visual clues obscured similarities between

people with disabilities and non-disabled people and made the former separate and

distinct:

When you look at something in a medical way and that's your primary focus,
medical, this person is like DIS-abled. 1When I think of disabled, I think of 'dis'
and then I think @f tabled' and I make that distinction and I make that
hyphenated disabled thing. (Debbie, 1'.22)

When these women were seen as separate and distinct then they were not recognized

as having the same desires as other membiers of society. "I think that nobody really thinks

that anybody with a disability...has feelings and needs - dating and being close and that

stuff I think that's really overlooked by a lot of society" (Debbie, 1'.14).

Renatta stated that she was also seen as delicate and weak, particularly by extended

family members who did not see her very often. Renatta and her mother explained it this

way:

M. They don't have very much to do with her (Renatta). They're walking
around on eggshells. They think they have to be very careful because
they think she's retardled because she's in a chair.

R. Even when they pick me up they have to be so delicate and I'm like
'What are you being so delicate for?' (Renatta, 1'.40)

This type of pity .and low expectations placed on persons with disabilities is

suggested by Mastro et al. (1988). Such perceptions are also commonly associated with

women in general (Sherrill, 1993).
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As a result of not seeing beyond disability and of attributing dependent attitudes to

women with disabilities, little respect was given to the knowledge they had of their own

bodies. For example, for Carol, it was not only her teachers who did not believe she was

experiencing some physical discomforts. Her parents and her doctors also questioned her

experiences ofher body. She knew that she was sick but her doctor said that she was not:

"Doctors do not consider what's going on in my body. The doctors thought it (her

mother1s disability) was alIl in my mother's mind and my parents might have thought that of

me" (Carol, p.l 07).

This lack ofconsideli'ation for the affects ofimpairment in relation to other body parts

was also mentioned in the 1995 DAWN survey. A number of the women suggested that

non-disabled people take for granted their physical abilities: "...before I was (disabled), I

didn't have any need to think disabled. All the years I worked in the bingo hall, I didn't

realize they didn't have any accessible batluroom until I was in the wheelchair" (Ann, p.37).

Although norms of :Cemininity were important to the respondents, their disability was

more an issue than their gender. In other words, they talked about constraints due to their

disabled status rather than their status as women. They attributed constraints to leisure to

their disability more than to their gender. They desired to be seen as a person first. Their

bodies became objectified, pitied and in nleed of special treatment due to impairment and

handicapping perceptions of the ideal body. This was an overwhelming sentiment by the

women: "I just want people to accept disabled people for what they are, and quit

complaining about what they think we want because it's not what we want, it's what we

need" (Carol, p.lll).

Sometimes, a new identity was created based on experiencing physical and cultural

limits of the body:
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To a certain extent it hurts that people can be so superficial not to be able to
look beyond the shell. Really your body is just a way for you to transport you
around the earth. After you pass onto the next life, and I do believe there is a
next life somewhere, your body is not going to be all that important. Who you
are, what you mean, how you treat other people, that's going to be a hell of a
lot more important than if your body is beautiful or defective or whatever.
(Debbie, p.12)

In sum, the findings suggest that the Ibody itself affected leisure pursuits. The women

made clear distinctions between their disabilities and diagnostic labels. The latter

objectified the body and concealed the differences in functional abilities which occurred

within the parameters of those labels. Due to physical impairments, the mind and body

had to work together to carry out activities but that did not negate the fact that these

limitations affected economic status, emotional state and body image. They evaluated

their bodies according to social norms associated with the female and non-disabled body.

The visibility of a disability affected the manner in which the women were treated. At the

same time, they had to carry out activiti~:s in a body that did not meet these standards.

They wanted to be seen as a person first because when the impairment and/or the disability

was seen first they bec~e defined according to their disablement. This separated them

from non-disabled culture because their impairments were viewed as negative (e.g. costly,

weak and individuals in Jh.eed of pity). They felit their physical differences gave them a

devalued status.

It's AU in the Timi.g

It became obvious through the courSl~ of this research that non-disabled and disabled

societies have very different conceptualizations of time. This difference manifested itself

differently throughout the; lifespan. For example, there were problems for those who were

unable to physically reach those developmental stages at the appropriate times in life.

Many never reached those stages. This was of particular importance to women with

congenital disabilities as their childhood experiences differed from the women who
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experienced childhood as non-disabled. Debbie referred to the manner in which a lack of

past physical experiences informed the present physical experience:

Well, it was interesting because I never had very much experience on the
playground as far as climbing, moving like most children do. 1 just never did
any of that because people didn't want me to hurt myself, and I didn't know
how to do it. I found when I went into the educational gymnastics course,
when my peer helper would be helping me to go through the movements, I
wouldn't know what he was talking about until I saw him do it.. .I had no
recollection of how to do some of that stuff because I hadn't done it before.
(Debbie, p.4)

The difference in deiVelopment levels affected the type of leisure pursued by persons

with disabilities. For Debbie, the inability to move quickly in a game situation with non­

disabled participants roadie involvement difficult: "1 don't have the reaction time. I don't

have the balance. I don't have the co-ordination to do it successfully" (Debbie, p.6).

For Ada, the pace of the activity within non-segregated recreation programs was a

determinant of whether or not she would take part in that activity. Ada referred to Tai

Chi as one such activity: '''With the rai Chi it was all slow movements.. .! didn't need the

specializing so I could jdin the regular class!! (Ada, p.9). A study by Henderson et al.

(1995) supports this finding. They found that women with disabilities wanted to do

leisure activities at their own pace.

Care for the physical body also affected access to spontaneous leisure. It took longer

to take care of the activities ofdaily living like bathing and dressing:

And I think, most (!)f my limitations are the bathrooming, the changing, the
getting ready to go @ut is a really big thing for me. Getting my coat on...like I
can get my coat on. if you give me half a second (said sarcastically) but my
morn's always in a rush and she won~t let me try anything. But when I'm home
by myself and have to change myself, I can do it. It takes me a little longer than
the average...well it just takes a little longer for me than it does for you.
(Renatta, p.49)
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Louise reported that feeding took her longer. "I like to take my time. I eat when I

feel like it. I don't eat when I have to. Being fed, you have a certain time and you have to

eat at THEIR time" (Louise, p.79).

This meant that the women must plan their leisure activities according to their

physical needs. Planning and organizing also took time: "You've gotta plan. You always

have to plan ahead. You know, like to mal(e sure I can get the help" (Pam, p.4).

The time of day in Which an activity was to occur and the frequency of an activity

also affected leisure choices. Sometimes, energy levels were higher at certain times of the

day:

But, just the concept for me with the fibromyalgia, a lot of muscle pain and
fatigue. That's why I'm saying I can't go to anything that's in the evening...But,
fatigue and the muscle weakness is my functional disability. (Ada, p.16)

Ada also referred to the frequency vvith which she could carry out an activity

comfortably: "So I can do almost anything, but just once. I can reach up, but try and do a

couple at a time and I start to shake. Whereas, normally you'd be able to do that" (Ada,

p.17).

Decisions to take part in particular leisure activities revolved, at times, around their

care schedules. Louise referred to her schedule for bowel management:

I used to have it on Fridays so I couJld have Saturdays and Sundays my whole
weekend, but now it's Saturday evenings. They (the attendants) were just too
busy around here so it changed to Saturday evening. (Louise, p.79)

But the women also hesitated to change caregiving times because they feared losing

the care they depended on. Carol talked about quitting wheelchair dancing because it

clashed with her time scheduled with Home Care: "I guess I can change it but it's not

always good for Home Care and I have to depend on them for getting in and out of the

shower" (Carol, p.109). Louise said it best:
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Your (referring to everyone in general) whole life you go on a schedule but
being disabled, you're always on a schedule, especially ifyou're not able to do it
yourself You're on that schedule. I mean I have to have a schedule to go to
the washroom. That:s very frustrating as well. (Louise, p.80)

Other studies have suggest that :a major factor affecting participation of women with

disabilities in leisure activities is time constraint, whereas persons without disabilities do

not see it as a major obstacle (GCFAS, 1988; Shawet aI., 1991). According to these

findings, time constraints were not necessarily associated with lack of time, rather they

were due to time spent planning and carrying out ADL. This involved fitting in with the

time schedules of caregivers, transportation providers and programs. Time of day affected

energy levels and women often chose leisure with this in mind. Constraints of time

affected leisure activities inside and outside the home and this was directly related to the

care of their physical needs.

Transportation

Related to the issue ([)f time constraint is transportation since it is seen as a means to

get to a destination faster (Zola, 1989). A general lack of transportation was a leisure

constraint identified in differing degrees by all of the women. Transportation availability

was dependent upon functional ability, budgetary factors, geographic location, and

accessibility.

Public transportation was available in all the areas where respondents lived, although

it was often not accessible~ Buses or taxis were present although women who were unable

to walk or climb steps could not use them. Thus, transportation for persons with

disabilities tended to be segregated and specialized to meet their needs alone. Even then,

segregated transportation did not meet the needs of all ofthe women.

Segregated transportation was also more expensive because the women had to pay

each time they got a ride. There was no bus transfer on buses for the disabled:
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Well, the expense of the bus is no big deal. It's only $1.75 and that's not that
expensive, but it can be. It costs me $8.00 for five tickets. It's a pain when you
come and go and YON have to pay. Like if! go to three places, I have to pay for
three places. So it can be expensive when you go allover the city in the bus.
(Louise, p.96)

Due to the cost of transportation and limited funds the women were forced to

prioritize their leisure choices:

...so it's $30.00 a ticket, so it's gone up $3.00 and I use about one and a half
tickets a month, so it's about $45.00 a month in transportation, you know... .It's
(referring to a ticket) twenty trips, so that's 10 trips there and back. And like I
go to church every Sunday morning with chair van and I go Wednesday evening
for Bible Study. So right there is my twenty (trips) and then some. (Ann, p.15)

Ann also suggested that private int<;~rests were problematic for transportation for

persons with disabilities; it was not just a sl~rvice provided for a minority group, it became

a money making endeavour:

I'm sure that the demand is there, ...but again, it would probably end up being so
costly if it was a profit-making thing, that nobody could go anyway. Not on
our (people with disabilities) income, you know. (Ann, p.17)

This reflects an economic approach to disablement where the cost to the service

provider is weighed again~t the benefits to the persons with disabilities.

Even if cost was immaterial, availability was an issue. Much of transportation

availability was determined by policies, procedures and scheduling. On the day I

interviewed Pam she was waiting for a call from the bus service. Even though she had

been told by the bus company that her request for a bus would be confirmed by a 4:00

p.m. that anemoon, her time request was still unconfirmed when I left at 5:00 p.m.

The rigid schedules in transportation, llimited leisure spontaneity for these women: "I

have to book for a week ahead...if I haven~t got a booking by Friday I can't do nothing on

weekends" (Louise, p.94). Also, in orde~r to plan outings, accessing buses frequently

required anticipating the schedules of other riders. This anticipation of transportation
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Spontaneity opportunities for leisure activities were

No. There's not spontaneous buying, there's not spontaneous going out...you
have to fit, yeah. Like you have to fit into...(the schedule of the transportation
providers.) (Pam, p.5)

While it may be true that there were more flexible modes of transportation for some

women (e.g. taxi), they were not available to all the women and they were more

expensive. Thus, while ithere was the possibility of more spontaneity in leisure with

alternative transport options given that many of these woman were on low incomes,

choices were often limited: "Well I mean, I can get the taxi but that costs too much. That

costs about triple what bus fare costs" (Louise, p.94).

Inequities were also apparent according to differing abilities. Ada referred to

restrictions placed on the transportation system in her area for persons with differing

disabilities: "Recently there's been restrictions on the DARTS register...if they (persons

with disabilities) don't use'a wheelchair or walleer, they can't get on DARTS" (Ada, p.85).

She went on to explain how this dedsion did not consider the different functional

abilities ofpeople: 'Well, we have a big problem because Alzheimer's patients can't use the

regular taxi. There are pe<:lple who need dialysis" (Ada, p.85).

There were regulations around what equipment could go on buses and taxis. The

type of equipment a person used dictated the transportation options available to her:

"They take electric chairs,...they don~ take scooters" (Pam, p.24).

In one city, the needs of the persons riding the bus were prioritized so that

transportation to and from medical appointments took precedent over leisure activities:

If someone calls in there on Thursday and has something more important than
me going to visit someone, okay, say they have to be at the doctor at a certain
time...they can bump' me, like they can take my space. (Pam, p.16)
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Even activities that were necessary for daily survival, like shopping, whether it be for

clothes or for groceries, could be considen~d 'social':

J. You were saying about shopping. That's not considered a necessity?

P. Yea. That's not. Shopping period. Any sort of shopping. It's
considered...a social thing. (Pam, p.12)

The categorization of social activities as not being a necessity, overlooked the

significance ofleisure for !emotional health: "Therefore, church is considered social, I don't

consider it social, because it's a very major bearing on my emotional and spiritual health"

(Ann, p.14).

This may suggest a difference betwe~en disabled and non-disabled worlds. Persons

without disabilities may not consider social activities as being as much of a necessity for

their emotional health as the women in this study.

The process of being transported could also be arduous. Ada spoke of the

experience of taking a bus trip to the nearest heated pool:

I found that I was so tired by the time I got dressed and the long bus trip,
sometimes we'd ston a lot of places, that the transportation prevented me from
the trip.. .it was such a long trip you know. It wasn't like I could go to the
neighbourhood park. (Ada, p.3)

One of the biggest complaints was the lack of transportation between communities.

This was a problem for women whose friends lived afar: "I would also like to see the

transit.. .It only goes here. I would like to go out of town to maybe visit (her friend) or

something and it won't go out of town" (RJenatta, p.57).

The availability of accessible, affordable public transportation was also variable

between regions. Ada lived in a different city from the other women but also in a separate

region. This facilitated a clear comparison between her transportation experiences and

those of the other women.
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Ada had a more varied leisure life than the other women. This was in large part due

to a relatively new prograIiIl called a "taxi s,cript" that allowed for more spontaneous riding

by persons with disabilities. It was subsidlized 25 percent by the provincial government,

25 percent by the municipal government and 50 percent by the riders themselves. This

made a relatively inexpensive alternative to the busing system:

What the taxi script program does, it enables people to get out on the spur of
the moment, instead of calling D.ARTS (busing system for persons with
disabilities) system. It (the busing system) takes a few days ahead of time to
book it...a taxi scriptgives you some j~exibility. (Ada, p.7)

Ada referred to a woman who found that this program provided her with more

dignity by not emphasizing her disability:

This older woman...d!id a bridge club that always came to her house because she
wouldn't go on the DARTS buses. She didn't think it was dignified, these big,
big, buses. She didn~t want them to drive up to her friend1s house and she just
wasn't comfortable getting onto them. So when the taxi script program started,
right away she was down here (at the city transportation centre) because this
made the trip affordable...so now sht:: takes a taxi to her mend's place so she
can go out with these bridge clubs. (Ada, p. B)

Although the program limited the number of books of tickets that a person could buy

in a month and was slightly more expensive than the segregated bus system, the taxi

system could be economically beneficial fbr people with disabilities. This depended on

their destination:

Ifyou're going out everyday that's not enough...ifthe rec centre is close to you,
that's good because it would be a short ride. That won't cost much and it might
last you a whole month. If the ree centre is far away, then you might use up
more ofyour taxi scripts. It is more expensive than DARTS but ifyou1re close
by it's less expensive. (Ada, p.8)

It was also less expensive if a person required assistance because the rider was

paying for the use of the whole taxi and not just a seat in it as was the case with the bus:

"...the other thing is the taxi...if you're ta.lcing your child with you or your partner or
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mends, the taxi still costs: the same where on a DARTS but, you have to pay extra fares"

(Ada, p.14-l5).

It was suggested that personal transportation (e.g. a car) was the best options, to

ensure flexibility, but none of the women owned a vehicle. Only one woman had the use

ofher parent's vehicle. Louise and her husband owned an unconverted van, which due to

the high cost ofputting a lift in it was not accessible to her. Funding for such a conversion

is not covered through the Ontario Health Insurance Plan. Even if some of the women

could drive vehicles, they did not have enough money to adapt them to meet their physical

needs: "I would like to bave the kind of money I'd need to get myself a van with hand

controls and a lift...to have that independence back, because I've had a car" (Ann, p.14).

Physical limitations were also problematic when using cars. This was especially true

of those who had very limited upper body strength who also needed to be able to transfer

from a wheelchair to the seat of the vehide and to fold the chair for transporting it in the

car: "If I could get into a car, I could go anywhere" (Louise, p.93).

Louise suggested that the less the functional ability, the less likely transportation was

available:

Well, I'll tell you one thing, transportation is the pits. Being disabled, you
cannot come and go as you pl~:a.se because you have to depend on
transportation. As when you're walking, you just walk. When you want to go
into a car you (as *,meone who is non-disabled) can get into a car. Being
disabled, especially when you haven't got movement like I do, like I got
nothing. I can't move myself and being TIn a power chair is even worse because
you can't fold a power chair and you just can't go anywhere. You have to
depend on the bus. (Louise, p.98)

Being transported in private cars often required the presence of another person. For

example, Irene travelled with her husband" She was able to walk to their vehicle, but he

helped her into it. For W0men who were unable to walk, this meant that they had to find
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someone who was willing to help them into and out of the car. None of the women

owned vehicles that were converted to meet their physical needs.

Past research suggests that transportation is a problem for women with disabilities

(see DAWN, 1995; GCFAS, 1988). The findings of this study expanded on

understanding transportation constraints. In sum, there was no universal transportation

system for persons with disabilities. It was often specialized and separate from non­

disabled modes of travel. Available transportation did not always mean equitable

transportation. Regulations, policies, costs and procedures varied from town to town, city

to city and region to region. They were based on cost and convenience for service

providers and were not flexible enough to accommodate differing abilities and equipment

needs. They were often founded on the biomedical model of disablement which focuses

on impairments so that medical appointme:nts took priority over what the women saw as

necessary social activities. In addition they reflected handicapping definitions of disability

which treated all persons with disabilities as having similar needs.

Unless there was access to personal transportation and the supports that were needed

to use it, these women were restricted to leisure activities within their communities or

within their own homes. The &chedules of transportation providers constrained

spontaneity in leisure because they often had to rely on providers in order to participate in
I

leisure outside of the home. This requir1ed prior planning which was a problem when

leisure options were already limited. ThE:l lack of inter-city transportation also affected

their social networks to the extent that women with disabilities became isolated from other

women in similar situations. This differs from women without disabilities who often

transport themselves in private cars.
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Environment

Environmental constraints were physical obstacles faced by women with disabilities

as they moved within the personal and in1terpersonal space around them. It also referred

to the social environment or setting where leisure activities and programs took place. The

environment was an important factor affecting leisure and disability because disabled

women often needed extra space to manoeuvre their bodies and/or equipment. Spatial

designs were generally .constructed around! assumptions that certain body postures,

positions and strength aJre normative. For example, Ann pointed out that businesses

assume that the vertical position was the norm. Stores are set up to reflect this

assumption: "Is it necessary to put a display in the middle of an isle?,.Grocery stores

aren't a problem for the most part. High shelves, yeah, but then that's kinda hard to avoid"

(Ann, p.ll).

Even if publicly owned, environmental considerations for differing mobility needs

were often neglected. Fdr example, it was seen as important to have accessible pathways

for anyone who had difficulty with mobility. Accessibility increased opportunities for

leisure activities whether it be walking or going to an activity:

Ifyou get the streets accessible, then people can walk with their friends in their
neighbourhood to the rec centre. If we get the buses accessible, we need to
have (the sidewalk between) home and the bus stop accessible. (Ada, p.37-38)

Ann talked about the dangers of riding her scooter to the local shopping mall

afforded by the curbs and sidewalks she ha.s to negotiate:

But now if I don't see it (referring to traffi.c) it doesn't scare me as bad. So I
just go with my back to traffi.c. But then I get down to (name of a road) and
there is a ramp sidewalk, so I get on 1that ramp sidewalk:, go all the way down to
the muffler place and there is a curb. There is no way for me to get off that
ramp sidewalk. So ~hey make a lot of sense. Ramp it at one end. (Ann, p.62)
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Also, the surface otil which the women rode and walked affected their pursuit of

leisure activities. Pam talked about the importance of the surface on which she walked

due to her balance: "Being on a stone driveway wouldn't be good at all (and) walking on

the grass isn't good becau~...grass has bum.ps in it" (Pam, p.1).

Ann's love for her' dog led to an opportunity to train dogs for persons with

disabilities. Her involvement, though, was dependent upon the accessibility of the training

area: "Ob, I'm more than willing (to train the dogs) as long as where she (the trainer)

trains them is accessible'! GAnn, p.52).

Aspects of accessibility not addressed by legislation also restricted leisure

opportunities. For example, inaccessible homes offriends and family affected the aoility to

visit for leisure:

I could get the bus, but I can't go visit anybody because they aren't accessible.
My family...well, I Qsed to go and visit. It makes me think sometimes, and: I
know it's not that way, it makes me think 'Do they really like me coming to
visit?' Cuz now I call't go visit and they're not doing nothing about it...(Louise,
p.95)

It is important for persons with disabilities to have physical access in and out of their

homes because this me~s they could sp1end more time in community activities (Zota,

1989). This is important since persons wi1th disabilities are often disconnected from their

communities and from opportunities to build relationships with non-disabled persons

(Hutchinson and McGill, 1992).

Leisure activities out!side the home depended heavily on organizations. Most of the

segregated leisure activities were linked with organizations such as Centres for

Independent Living, DisAbled Women's Network, Multiple &lerosis Society and March

of Dimes. For Ann, much of her leisure activity was associated with her church. For

example, she occasionally played her accordion at the church:
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...(the) Pastor this year...asked! me if I would do a song for the Christmas
program. And I said 'I haven't played since I was like twelve years old.' and I
said 'I don't have an instrument' you know. So another fellow from the church
said 'Oh, I've got one you can use.' And I said 'That's cuz you Polish (laugh).
So anyway, I did it. (Ann, p.32)

Ann warned, though, that these settings were only useful in leisure pursuits if they

had the resources to meet her physical needs: "I'd love to be in the choir but I can't get up

on the stage, so that's out of the question" (Ann, p.57).

The understanding of organizers in such settings was important too:

I'm going to have a little chat vllith him (the pastor) about this one day cuz ah,
you know, there's gotta be a lot of areas that can be used and I just have a
feeling like he's fairly new Pastor, and I think that he's trying to kinda do
everything himself It's not even (a) del1egating (problem), it's who wants to be
in control I think. aut, I think he nel~ds to understand that we have needs to be
met and we could d0 that ifhe'll allow us. (Ann, p.57)

In the Government of Canada Fitness Survey (1988) the ability for program leaders

and organizers to adapt programs according to individual needs is a limiting factor to the

participation ofwomen with disabiliti'es in physical activities.

Leisure activities were sometimes combined with the activities of other minority

groups such as the elderly. Carol had! done wheelchair dancing at a seniors centre and had

lots of fun. She has not ~one for a while because mainly seniors were at the dancing: "I

feel out of place with eV1eryone being older. A lot of older people stay to themselves"

(Carol, p.109).

This type of combination, while recognizing similarities between the elderly and

persons with disabilities and the specializled attention that must be given to their bodies,

ignores individual preferences. This gives the impression that these groups have

homogeneous needs which are based on health care needs alone.
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Segregated programs for persons 1Mth disabilities often included all age groups

making it difficult to develop peer relationships. Renatta's mother referred to this problem

for her daughter:

Well, that was the only time when they (an organization for persons mth
disabilities) invited ~er (Renatta) to this get~together and these people were all
senior citizens except for two or three. (Renatta, p.56)

The women expressed positive and negative feelings toward segregated settings for

leisure pursuits. For example, Debbie statc~ that sport programs for the disabled were not

always equitable since they too werle built upon a hierarchical system like non-disabled

sport model:

Well, there again you have a classifil~ation system where every disability has a
classmcation system. And those dassification systems would be so mde
ranging that I could be, yes, running against someone who was a CP 6 but,
much more capable ofdoing those things than I was. (Debbie, p.17)

Segregated sport programs placed persons mth disabilities in special categories,

setting them apart from other non~disabledl athletes due to their perceived lack of physical

capabilities:

.. .it's because at ali the sporting events for the disabled, you've got the
cameras...And it's all on the six o'clock news and this is wonderful. And all
these needy, pathetic, wonderful people who are now finally achieving
something (said sarc~stically) and it's just so interwoven...! think that's where it
comes from, that systemic oppression. 'If they can't do anything else, at least
they're good at something.' (Debbie, p.19)

Some programs were more inclusive than others and provided the opportunities for

increased activity, travel, ,and meeting disabled and non-disabled people. Debbie referred

to a sports facility that specifically cat,ered to persons with disabilities:

Then when I was fourteen I joined (name of facility).. .it had able-bodied
members as well. I used go in there and run track and various different things.
And, of course, I joined a team in (name of city). It was people in chairs and
people ambulatory like myself ..and I went to a national league when I was
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fifteen in England and I competed in swimming and did a little rugby for
Canada. (Debbie, p.16)

The social setting in which the women lived often affected leisure options. Renatta

suggested that in a larger, city she had access to a more inclusive type of community centre

that met many ofher needs. Renatta and her mother explained:

M. There wene all kinds ofpeople. Not only handicapped but regular
people. Itl's all mixed in. It's wonderful. They had a wonderful pool
and you could go anytime, day or night, and swim to your heart's
content and not say 'Hey in forty-five minutes you've got to get out of
here.'...And the programs that are run there are just fantastic...

R. ...They had things there for my mom too. So she would leave me to
have my :fun and I would le:ave her to have her fun. So it was great.
(Renatta, p.63-64)

Community recreation centres were often too rigid in their scheduling, costly, and

did not include persons with disabilities. Renatta experienced this at her local YMCA:

M. They are so restricted, so limited, and they have actually
nothing...What do they do? They have people go in there to have
exercise dasses to lose weight. They have a day-care centre...They
have the 1'1001 for an hour fbr every group that comes in. What else
do they have? Zero.

R. They (the iY) have zero for me except for the pool but the pool timing
is not long enough...the membership (fee) is phenomenal. (Renatta,
1'.65-66)

Even within larger cities, recreatioIli centres accessible to persons with disabilities

were often far apart or not on major transportation routes:

One of the proble;m.s with scattered sites, is accessibility...! think having
(recreational) sites scattered is a good idea because you're playing with your
neighbourhood kids. It's just the accessibility...normal kids (can) walk to the
site ifthe neighbourhood isn't accessible...people with disabilities (can only) go
to three or four lar~er recreation centre in their (city) that are accessible. But
then they have to get the transportation to get there. (Ada, 1'.71)
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Also, the composition of a community and whether or not the means of

transportation was acces&ible, affected availability ofleisure programs. For example, Ada

lived in the large city witll major centres filr h.ealth and rehabilitation care. If there was an

increase in the number of people using these services, planners for transportation and

recreation had to be more innovative:

J. The reasons why there is an increase in demand?

A. Age of the, population, and the people that are already on the service
are aging and their demands are increasing because ofthis. There's
rehab centres here (in her ciity) so you get people from (names of
other regiQns)...Part of their rehab is to get out into the community,
get on our services and a lot oftimes they see that they can have the
freedom oftravel and other things...in our area. They sometimes stay.
(Ada, p.IO~

The disabled body itself often requi.red more physical space when taking part in

leisure. For example, Debbie talked about her need for non-disabled team mates to

respect her need for space for her to be comfortable during a game situation:

It's like, I say to people 'Just don't get too close to me.t.. .It's not that I don't like
to be touched but I need the space for assurance that you're not going to knock
me right on my can. (Debbie, p.6)

Equipment often took up more physkal space than the body. It required more space

for mobility. This left even less space for the women to move in: "The wheelchair seems

to be so much bigger than the human body'" (Carol, p.lll).
I

The spatial needs ofthe body were affected by the type of activity the women were

involved in. Some activities were easier due to their nature. Ada referred to canoeing as

an activity which was conducive to her physical needs: "Otherwise, it's really quite a

smooth motion, like swimming or bicycling and you can rest when you want. And I love

canoeing" (Ada, p.32). Renatta referred to the therapeutic qualities of the pool: "I love



113

the pool. I love the water. It's very therapeutic plus it's very relieving. I relax in the

water plus I love the water in general" (Renatta, p.62).

There were often aspects of the physical environment that were beyond the control

of decision-makers and/or the person "rith the disability. These included the issues

surrounding the weather. The women we:re able to get outside more during the summer.

Being able to get out and about also brought more independence: "That's why I like the

summer a lot better because I canjust go" (Pam, p.81).

Winter weather often affected their physical bodies. Ada referred to using her

scooter in the winter and how the length of exposure to the winter temperatures affected

her: "It was a long way. It would take me about twenty to twenty-five minutes. But in

cold weather I'm not supposed to have much cold weather. It affects me terribly" (Ada,

p.18-19).

Snow and ice made walking difficult. Debbie addressed the problem of balance and

how she envied those with CP who have more balance: "You know, I can just imagine

winter, being a CP 7 or 8 being out then~ on the ice. Not having such a difficult time

standing up (laugh and pause)" (Debbie, p.5).

This in tum directly atfected leisure involvement. For example Ann could not get out

with her dog in the winter: "I wish I could get out more just to take the dog for a run or

something like this because she needs the ~;lxercise for one thing and I can't get out in the

snow to take herll (Ann, pA7).

Women with disabilities expressed a need for an environment that accommodated

equipment and the movement of their bodies, but policies, both private and public, placed

restrictions on the environment. Leisure programs were often inflexible and combined

people from all age cohorts and types of impairments and functional abilities. As a result,

individual preferences were ignored in exchange for more therapeutically and economically
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informed programs. More inclusive programs were available in larger cities and provided

more opportunities for meeting people, but recreation centres within larger cities were

often few and far between. Also, composition of cities affected whether or not leisure

activities outside the home for persons with disabilities were supported by the community

in which the women lived. Outside of the social environment was the physical

environment which had an impact on leisure pursuits as well (e.g. weather, terrain). They

could make leisure inaccessible and unavailable.

Equipment, Gadge~s and Gismos

Equipment was defined as any device that helped the women to be more independent

and increased their functiiOnal ability. This equipment was sometimes specifically made

and sometimes adapted to meet the needs of the individual. Other pieces of equipment

were devices that could be used by any person but they were often used differently to meet

a specific functional need @f a woman.

Equipment had social and physical ramifications. It could be physically beneficial,

ameliorating the effects that impairments had on the body: "The modern technology has

helped a lot and the mouse is easy to use. And this (referring to the lift in her chair) helps

with the pain" (Ada, p.21)!.

Wheelchairs enabled 'the women to bc~ more mobile by maintaining the strength they

had in other body parts. For example, Carol needed it for upper body strength which she

used for transferring during ADL and subsequently activities associated with leisure: "I

don't want an electric wheelchair because a manual wheelchair keeps my arms strong so I

can get on the toilet or in bed" (Caro~, p.lll). Equipment also helped with basic

functions:

...A wheelchair is g<[lOd, but if you go in shopping or anything I can't carry
parcels and move too, and wheel the wheelchair. I could have an electric chair
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but it would be like a little easier because then I would have one free hand
where I can hold the stuff and do things. (pam, p. 3)

It also had the opposite effect since at wheelchair can be both difficult to manoeuvre

and energy sapping: "It's 'not a normal thing to be sitting all the time. I think it's hard on

the body" (Carol, p.l08).

Equipment also affeeted daily choices. Pam had to plan her shopping trips around

the limits ofher scooter:

...you have a grocery cart and you can put quite a bit of stuff in that...now the
other night I went over to (name of a grocery store)...that's connected to (name
of another store), I went into (the latter store), and I got my laundry soap, and
fabric softener and...bath stuff and that, and holding the basket (in the scooter).
I already had quite a few things, so then from there I had to go into the (first
store). Well, I couldn't get all the groceries I wanted to get out of (first store)
because my basket was full. (pam, pA·-5)

Equipment was also ,seen as dehumanizing. Some women felt that they 'became' the

chair to people: "I try to oe normal but tht:: wheelchair gets in the way. It's part of me. I

don't like the way it looks l
' (Carol, p.112).

Equipment that helped mobility could not always be accommodated in certain

situations and this, too, was dehumanizing. Ada explained how uncomfortable it was to

have to use the lift on a! special bus bec:ause it made her stand apart and be seen as

separate:

A. It's so humiliating (referring to going on a bus with a lift).

1. How does ithat make you fed?

A. Centred out. Up in the air. Exposed. (Ada, p.26-27)

Physical ability affected ability to use equipment and therefore some of the women

required assistance. For Annette, the television was a piece of equipment that required

help:
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The other time the T.Y. was on and I thought they (the attendants) were
coming between eight and eleven-thirty. Nobody came. The T.Y. was on all
night. And there was no control. The remote control wouldn't work.
(Annette, p.20)

Also, some equipment was not very portable and limited mobility in other ways:

"Being in a power chair is even worsle because you can't fold a power chair...and you just

can't go anywhere II (Louise, p.98).

If assistance was r1equired to use equipment for leisure, choices were limited.

Renatta's mother compared Renatta's abili~y to go out with that ofnon-disabled persons:

They (kids with disabilities) can't get up and put on their coats and say 'Let's go
to the bar.' Well it's not just, 'Come on let's put on your coat and go to the bar
and have a drink.' It's to get her up into the wheelchair, get her dressed.
Somebody has to lift her into the car and lift her out of the car, get her there.
(Renatta., p.34)

Several of the women felt that the equipment they needed in order to carry out

activities affected the imp0rtant process of friendship building:

...who would want to fold up my wheelchair and help me in the car...A lot of
friends want to go out and party and to the bar and they want men and don't
want to take a wheelphair into a bar. It will scare the men. (Carol, p.lll)

Equipment was not always specialized. Sometimes an everyday device was

particularly useful to a person with a disability. Ada also used gadgets so that she could

canoe:

I got knee pads and I got this (thing) to go around my waist to support me, and
a neck brace. And ,wrist brace. You should see me canoe. I look like I'm
wearing armor. But that's what I need in order to be able to paddle. (Ada.,
p.32)

The telephone was also seen as an important piece of equipment as it provided an

important link to the outside world. I found that the telephone often rang during the

conversations. Respond!ents frequently talked about the different features of their

telephones. Telephones With number display and speaker phones were among the features



117

I heard about during our, conversations. It was a means of keeping in touch with other

friends in the disabled community when they were unable to physically visit with them.

Carol talked about a friend who lived in the same city and how the telephone facilitated

their friendship. She talked to that friend almost daily until she moved away and long

distance changes became prohibitive.

Ann, however, said that even though the telephone was her only medium of social

interaction, it was not the same as personal contact:

...sometimes three or four days go by where I don't have 'people' interactions.
Phone, Yea...But, I'm not really a phone person, not one who likes to just sit
and chat on the phone.. J like to see the person I'm talking to. (Ann, pAS)

The telephone was also an important 8afety device: "This is 24 hour care. So I've got

a number I can call, if I neied somebody dUling the night" (Annette, p.20).

Television was seen ,as having therapeutic value. Louise found some programs on

the television to be a usefUl source of infonnation:

Well some people g~t uptight. They say you know how some people really
react to the soap operas and we think if's real and stuff like that. Well, at the

I

time it's real, but when it's off, it's off: ..to me the soap operas help my life. I've
learned a lot by watching a soap opera. (Louise, p.89)

Videos were also used by five ofthe women as a leisure activity. All but one ofthese

women spent most of their time in their homes. Louise missed her VCR. She sold her

VCR when she was hospitalized and does not have the funds to purchase another one:

Leisure for me was my VCR. I used to tape movies and I used to take the
commercials out. I'd get another VCR, I'd borrow my girlfriend's and I'd spend
a day taking the commercials out of tJl1e movies that I taped. Or I'd rent movies
and put them on a tape. (Louise, p.89)

In sum, equipment GOuld make activities easier physically and could help maintain

physical ability. The use of equipment could also tax limited energy resources as well as

access to certain leisure environments. Eq[uipment could be dehumanizing so that people
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became defined by the pie:ce ofequipment th~j used rather than as the person in control of

the equipment. The assistance of other people, and portability of equipment limited the

leisure choices both inside and outside of the home. Since there was a decrease in one-to­

one social interaction with friends overtime, for most of the women, the telephone,

television and VCR proved to be importan1t pieces of social equipment.

Caregivers, Friendships and Relationships

Women with disabilities often stroggl~~d ,¥ith issues of dependence and independence.

Although they strived for independence, they often needed assistance with their physical

needs. Depending on others for activities of daily living often meant foregoing leisure

activities and working within caregiversl schedules.

This relationship involved concern for the comfort of caregivers. When Carol was

remodelling her home to make it more aC(~ssible for herself, she took into consideration

the comfort level of her h~sband and daughter. In compromising, not evetything, like the

components needed to make coffee, were a.ccessible to all family members.

Paradoxically, dependence on caregiv1ers often meant more independence. For Carol,

being able to live at hom¢ gave her indep1endence because she had someone to take her

out: "If I wasn't married II couldn't be in this house because I'd be here alone" (Carol,

p.112).

Louise mentioned het concern for caregivers who were not family members a number

of times. She felt that sin~ they were an integral part ofher life, and they must share the

same environment with het for extended periods of time, there needed to be a balancing of

needs in order to accommodate the needs ofboth parties:

I mean you've got tp think, you're having a caregiver but you've got to be
comfortable with tMt caregiver. The caregiver...you've got to think of their
health...like them hurting their backs. Or if they are standing too long you've
got to make things easier...you're not thinking ofjust you. (Louise, p.84)
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For Louise, the Supportive Living Unit (SLU) program gave her the best of both

worlds: and she addressed! this when she described the SLU program:

.. .It's an apartment Vv1lere you live in your own place. You live in your own
apartment but if you need somebody for anything...an attendant is here all the
time to help you with what needs to be done. (Louise, p.7!)

There were no clear preferences fbr participating with disabled or non-disabled

persons in leisure activities. This finding is consistent with the findings of the Canadian

Government survey (198:8) which suggest that women with disabilities have a flexible

attitude toward leisure aetivity. Some women preferred to be with other persons with

disabilities. Pam explained that she liked segregated leisure activities run by organizations

and people who have am. interest in the disabled. They helped to make her leisure

experience enjoyable by removing some ofthe obstacles to involvement:

On a tour.. .It's always 35-40 people that are going. So you're getting to go to
places like that (C~ada's Wonderland) say for like $35 which includes
everything. Like that includes any attendant services you might need.
Anything...There was people always willing to help...they always have the

I

attendant people. (p~m, p.62-63)

Pam liked being with, this group because the people in the group were disabled too:

I'm comfortable. I I find comfort in. that because, you're lucky you're with
disabled people and you're with people you lrnow don't mind helping you...And
whereas if you're with people (those who don't want to be there)...you're not
really sure ifthey're jhst there because you want them to be there. (pam, p.65)

Others, like Louise, wanted to be with non-disabled persons so as not to be separated

from the non-disabled community and to maintain her former non-disabled identity:

Well, my problem is, .okay I'm disabled but I don't want to be around disabilities
all the time. Becaus~, to me if I'm around people who are disabled constantly,
I'm gonna think ofmyself as being disabled. Okay, I have a disability but I have
friends that are wal~g and they'n~ not in wheelchairs and I'd like to be
surrounded by them just as well as be:ing surrounded by people with disabilities.
That's just the way I feel. (Louise, p.73)
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The physical ability Df people who helped these women in leisure activities was less

of an issue than the desire for the activity itself This was evident with Ada who

recognized the importance of leisure to one's social life. She explained that she went to

aerobics classes for the eXlercises she physieally needed. Even though they were physically

difficult to cany out due to a medication she was on, she was motivated by other members

in the class:

...they (her peers) w~l.tch you, and I think that might be the difference, I'm doing
it with people I like.. And that's what recreation is. But when you have to do it
on your own, it's exercise. (Ada, p.D)

At the same time she scouted out activities that fit her desires and physical abilities.

The social component beeame an added £;:ature. For example, she took part in a canoe

trip run by an organization that mainly serviced persons without disabilities. To expand

this service to include persons with disabilities they worked in conjunction with a service

organization for persons With disabilities. Therefore the program was not specialized, but

the needed help was available:

A. I went on aI camping trip.

1. Now was tw.s a specialized camping trip or just a group ofyou that
wanted to go?

A. Well, I'll tell you what it is. It fulfilled my criteria. It wasn't a special
camp. (Ada., p.27)

This trip was a coll{iboration between an organization that serviced persons with

disabilities and one that traditionally serviced non-disabled persons:

(It's) an integrated 4isabled and nOIll-disabled canoe trip.. .It's with a regular
company...the March of Dimes and this travel company (The Canadian
Wilderness Trips) got together and decided 'let's see what we can do with it. I

(Ada, p.27)
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That there were both persons with and ~Tithout disabilities involved in this canoe trip

made it possible for it to be inclusive for persons with disabilities. At the same time, Ada

expressed some concern that the non-disabled persons on the trip were present more as

caregivers then as peers. This concern could! be problematic.

Friendships were important to the women I spoke with, although the type of

relationship depended on the basis upon which it was built. There was a distinction made

between peers as friends and friendships 1mth professionals and volunteers in their lives.

Several of the women ch~rished friendships with professionals and/or volunteers over the

years:

Tanya was a physiotherapist at the (rehabilitation centre for children) and she
was very good at w4at she did. And she cared and that was the big difference,
she cared. It wasn't just ajob. (Renatta, p.31)

Annette referred to ,a volunteer who she felt went beyond the call and duty: "She

helps me with banking. things like that. She, I gave her my money I got back from the

Income Tax and she's putting it in the bank" (Annette, p.ll).

The problem with, these friendships were that they were temporary because

professionals sometimes moved on in thleir lives and careers. Renatta remembered a

physiotherapist who socialized with her as a friend:

She would talk and knit and juslt general conversation. She was very good for
Renatta until she mo~ed to Toronto. For a while she wrote letters and kept in
touch and then we jJst lost touch. (Renatta's mother, p.3!)

Also, because of the underlying nature of professional relationships, there was sometimes

a sense that it was emotionally difficult when caregivers moved on or do not want to build

friendships:

Sometimes when y¢}U work with someone on a professional basis..., you
connect with someoije not on that professional basis because you're able to look
beyond.. .I'm able to look beyond and find the individual...Because of who I am
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and what I do, I have to find the person before I can trust them with the most
intimate things or the things on my mind...But it's really very difficult because I
know this person as a professional, but I also know them personally and how
can they tum their bicks. (Debbie, p.27-28)

Ada suggested that there were problems with having volunteers as friends because

there was uncertainty in this type of relationship. Ada referred to a man in her apartment

building who depended oni his volunteers and becomes friends with them:

He needs a volunteer: to help him do the archery, you know, pick up things...but
he does it (plays archlery). But he said to me a little while ago that he's gotta be
very careful about making friends with the volunteers because he gets hurt. The
volunteer stops being a volunteer. I mean friends do that too, but at least you
can argue with friends...The volunteer, it's a different relationship, not a friend
friend relationship. (Ada, p.54)

Friendships with peers seemed to be veIY important relationships because of shared

interests:

I met a woman called (name). We became good friends. We went out a lot to
shows, bowling, din~ers and plays. Our favourite thing to do was go to the
park, lock all the car doors, and talk fbr hours and hours until one or two in the
morning. (Irene, pA)

The most important laspect of friendships and leisure activities was trust. Debbie

explained the importance df going out with someone you know:

Like for instance, when I go to a bar, I always make sure that I know the
people very well andj that they know when I need an escort to the washroom.
I'm just asking to hang onto them to help me through the crowd. And the

I

different ways that w~ have to make it through the crowd is often kind of funny.
Often times I'll say 'Well, you walk ahead and I'll take hold of your torso here
and we'll walk through.' But, I'm okay with the fact that I can't always do
different things with the body but they've got to know that that is what I need.
So, I can't show up at a bar and be with a bunch of people that I don't really
know or trust. (Debtiie, p.ll)

Reciprocity was an important aspect in a meaningful relationship for these women. It

was important that relationships be non-obligatory. The best friendships were those that

involved give and take for all parties involved:
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...you can't have a n¢mnal relationship until you're friends first and then friends
help each other. And she'd (referring to a woman who was looking for a friend)
have to find some wi),y that she can help the other person too. She's gotta think
about what is my paIit in this? (Ada, p.55)

Ada gave an example of how she contributed to a relationship on her canoeing trip:

"On that canoe trip, I co~ldn't do a lot of lifting, but what I could do, like I knew the

stars...You've gotta dig sometimes for yow' talents" (Ada, p.56).

It was important tha~ expectations not be excessive. Carol referred to having friends

visit and what made it relaxing: "Having someone else present is relaxing especially if it is

someone who is not expecting to be waited on, like making coffee. It is important that I

know I don't have to wait ion them" (Carol, p.l 08).

Friends also needed to be able to acc1ept the physical limitations of these women and

recognize that they may be required to assist them. This meant a certain level of

understanding on the part of friends, particularly non-disabled friends, who may need to

do physical work in the friendship.

Most of the women revealed no preference concerning the physical ability of friends

as long as they had simil:ar interests. For Renatta, it was helpful to have non-disabled

friends for her physical needs, but it was just as important to have similar interests:

.. .1 want to go out with more people ya know. Like people my age range. You
know the person yo~ have for your children (referring to my respite worker),
now I would love to! spend a week with her. ..she just fits me like a glove. She
looks like she woulld fit me like Diane did. And we would have a lot in
common because sh~ likes to go ou1t and party and do all these other things.
Somebody like her is what I'm looking for on a social level. (Renatta, p.34)

A number of the w<!lmen felt that it was difficult to meet peers. Renatta's mother

wondered where she could find other people "rith disabilities that were Renatta's age:

I'd like to know where all these people are on a social level. There are lots of
handicapped boys ~d girls in the same situation as Renatta. The same age.
Where are they? We certainly don't know any. (Renatta's mother, p.34)
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The logistical reality, of socializing and the desire to do so were problematic. Three

of the women expressed the desire to date but meeting people was difficult. A number of

women stated that there Was no place to go to meet others. Renatta expressed her desire

to date and eventually many while her mother expressed the concern about places to meet

partners: "Where do you meet people that have something in common with her in a

wheelchair? On the sam~ level? Where does she meet a nice boy" (Renatta's mother,

p.29).

Annette suggested thiat it was not only lack of opportunity to meet potential partners,

it was also perceptions of disability: "Nobody wants to go with anybody who's disabled. II

Almost all of the W0men desired to be seen as a person first. This desire is also

reiterated in other research (See DA\VN, 1995; Frank, 1988). They did not view

themselves as much different from others. Debbie felt that person with disabilities, given

their low social status, were placed in the position where people felt pity and animosity:

...And we're (people with disabilities) aJlways gonna be seen, I always think of it
as we're sort of onie rung below single mothers...Just draining the system.
'These poor pathetic'l, and I put down in quotations, 'disabled people'. I don't
think of myself as....o/ell I am poor, but I'm not pathetic (we laugh). (Debbie,
p.8)

Also, along with the pesire to date comes the fear of pity and aggression:

The dates were just 'like, 'I feel sorry for you'...Of course you always have to
deal with those over: aggressive people. I mean you want to go out on a date
and you want to feel something for someone but often times that's
misunderstood. Yoh know you get in positions where you're not wanting
things to happen bu~ they are and you're saying 'Hold on a minute'. (Debbie,
p.14)

The desire for interdependence in relationships with friends was affected by

dependence on caregivers, meaning the women wanted to have friendships that were
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based on reciprocity of shliring ofneeds and interests. Renatta depended on her mother to

take her to leisure activities and this affected her independence:

1. So you don't have any transportation there.

R. No, unless! she drives me...on the other hand I don't want her to drive
me all over town. IfI can get somewhere myselfthen I'll get
somewher~ myself but right now there is nothing. (Renatta, p.S8)

Social isolation was 'a major issue for a number of these women, because of where

they resided and limited financial and transportation resources. Renatta's mother felt that

she was isolated from her peers because she lived at home. Renatta's mother compared

Renatta with three ofher friends who did not live at home:

They seem to have friends...the three that I'm thinking of all happen to be in
group homes. So they make fiiends.. "Renatta lives in the home with her parents

,

so she's isolated. (Renatta, p.35)

Ann also talked abou:t the isolating effect ofliving on her own:

You find that there ~re a lot of days that seem to go by when you almost don't
feel anything. It's like you want to shut everything out cuz there's nothing out
there for you. I don't know if that makes any sense to you or not. (Ann, p.44)

The women in the srudy desired independence but their physical needs often required

some degree of dependel,1ce on others for ADL and leisure activities. This need for

assistance often meant co~cem for the comfort of their caregivers often at the expense of

their own comfort. In a related case study, Frank (1988) found that much importance was

placed on independence fuy women Vv'ith disabilities and the desire not to have to wait

around for the help ofothers.

Friendships were important to the women but those fiiendships with professionals

and volunteers differed from those with peers. Professionals and volunteers were often

temporary and filled with; uncertainty of commitment. The latter type of friendship was
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based on shared interests" understanding, trust and reciprocity. Friends and family were

often helpful with physical Iand financial needs.

The women cited benefits to participating in leisure with both disabled and non­

disabled persons, but their available choices to participate depended more upon the

activity itself than on the o~her people involved in the activities.

In sum, opportunities; to build relationships were constrained by the fact that many of

these women lived in isolation. Their relationships often revolved around care. They

were unable to get out intI,) the social environment due to lack of transportation, program

availability, accessibility, and funds. Moreover, except for one woman, they were all

unemployed and lacked the opportunity to meet people in the working environment.

Funding and Policy:Options

All the previous con~traints had one thing in common. They were all affected by

economic constraints and policy restrictions to some degree. This section will address the

implications of low inco~es, funding options and policies that regulate the physical and

social environment, transportation, and time schedules.
I

Whereas past studies Irecognize that leisure for persons with disabilities is affected by

economics (see Mastro et aI., 1988), this study reveals reasons for this. Part of the reason

these women did not have access to leisure opportunities was because they lived on

limited incomes. Only onie woman did not discuss economic restraints, perhaps because

she had a husband with full time employment to help support her needs.

Often the women were on disability pl~nsions through Family Benefits andlor Canada

Pension Plan. These pensions gave them fixed incomes in the sense that there was a

maximum amount of moqey they could receive each month before their pensions were

decreased. This amount was minimal. Pam explained the difficulty of dealing with a

limited income:
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J. Well, you pay your rent, cable, phone, hydro, Visa and Sears and all
you have lc#L.is $86.20 a month, that's for food...

P. Yep. I thirlk that's what I got.
,

J. ...that's for'clothing, that's for transportation, you're not even
including up here your transportation.

P. No.

J. So you have to take that out of that too?

P. Ummhmm

J. There is nothing left.

P. No, there i$ not.

J. I can see w~y there's nothing for leisure. And your transportation can
run you more than what you're telling me, your $27.00...

P. Yep...usual~y a card (for transportation) lasts a month. (Pam, p.19)

One woman said that due to her poor economic position, fiiends where a vital

component of her survivall: "It's not easy. Some months if it wasn't for my friends and
I

church family, things like ~hat, I don't think I'd be able to survive" (Ann, p.13).

Lack of funds meant that even the simplest leisure pleasures could not be accessed.

For example, Louise said, soaking in a hot tub would be leisure for her but she did not

have the funds to purchase an appropriate lift:

With the commode I can't have a tub because there is not a lift that can get me
in the tub unless I get the track that goes over the tub. That's expensive. It can
be done. Like I can, get it done in here but it's expensive. It costs money. I
don't have it. But I really miss that (soaking in a tub). (Louise, p.87)

Limited incomes also affected access to equipment that would increase mobility for

leisure pursuits. Irene and, her husband owned an unconverted van. Due to the high cost
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of installing a lift, they did not have an accessible van. Funding for such a conversion is

not covered through the Ontario Health Insurance Plan. Even if some of them could drive

a vehicle, they did not h~ve enough mom~y to adapt it to meet their physical needs: "I

would like to have the kind ofmoney I'd need to get myself a van with hand controls and a

lift...to have that independ~nce back, because I've had a car" (Ann, p.14).

The majority of the :women were um~mployed and those who were employed only

worked part-time. This m.eant they had no health benefits beyond those provided by the

Ontario Health Insurance Plan which is restrictive in what it covered. Although Ada liked
,

her job because it had flexible hours to meet her physical needs, it did not necessarily meet

her long term financial ne~ds: "I just get paid by the hours I work. I don't get any benefits

or anything which is a downside" (Ada, p.18).

Due to the fact that! all the women were dependent on some amount of financial

assistance from the goveJiunent in order to live, the government controlled the decisions

regarding how much money they would relceive and what they were to spend that money

on. They decided what lequipment, transportation and environmental needs would be

publicly funded.

Ann argued that those who controlled her financial situation defined the parameters

of leisure for her. She ~eferred to how budget cuts to services made by the present
I

provincial government affected leisure in her life because it neglected to recognize the

important role it played in ~er life:

J. Do you see'your social activities as part ofyour necessities?

A. Oh yes. Definitely.. .I VITote a letter to Harris back when they were
doing this (tnaking cuts) saying that the things that they (the
conservativle government) consider social, I don't. Like I said, my
church for ilnstance wouldn't be considered social, 'cuz their idea
of necessary is work, education, medical. (Ann, P.14)
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The women expreSSied concern over the low value that was placed on their needs by

both public and private ffunding sectors. Debbie suggested that decisions to adapt and

develop social and physical environments that met the physical needs of persons with

disabilities were based on,a costlbenefit analysis where cost to society versus the benefit to

persons with disabilities:

It's a whole sort of sicenario. Ifone person is in a wheelchair do you widen the
hallway because it needs widening? You say 'Well, yes you do.' But then it's
money or 'It's just orie person' or whatever... (Debbie, 1'.8)

Decisions to fund recreational programs were based on perceptions of what was

considered important and necessary for persons with disabilities especially if an activity

was already available in t4e community:

In some things, funcijng is a major issue, you know. It's like with the ping pong,
for instance. Nob<.)dy will fund something that is already available in the

I

community. But, wijat's available is not accessible. (.Ann, 1'.59)

The respondents als0 perceived that segregated programs were first hit by cutbacks

in public funding: "I do n~t do too much anymore at the senior centre because of funding

cuts. There are not as many activities avail.ablle" (Carol, 1'.108).

Even when the women were able to a.ccess more inclusive leisure environments, they
i

were often costly. Ren8jtta expressed this as one of her concerns regarding her local

YMCA: "The membership (fee) there is phenomenal" (Renatta, 1'.66).

Government subsidi~s to transportation companies also influenced leisure options by

affecting the fares charged to users. Partial funding by the provincial and municipal
,

govermnent for transportation needs of persons with disabilities had the potential to be

beneficial. For example, taxi scripts provided the opportunity for more spontaneous and

often less expensive transportation depending on where the passengers were going and

how many would be riding in the taxi. It also provided a less segregated transportation
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option for people with disabilities, eliminating some of the dehumanizing aspects of

segregated transportation. The problem vvith this program was that it depended mainly

upon governmental gran~s for its operation and therefore was not necessarily a

permanently provided service. It was vulnerable to funding cuts on a regular basis.

When considering other modes of transportation available to the women some

expressed concern about dIe effects of funding cuts to the bus systems. Others felt that

even if there were no cuts !there were also no increases: "The province is giving the exact

same amount so they can say, 'Hey we haven't reduced it but, with the increased demands,

the costs goes up of course'" (Ada, p.7-9).

Government and priv~te funding policies for specialized equipment affected mobility

because of their limitations and inflexibility. Pam pointed out that regulations surrounding

the Assistive Devices Protam through the :Ministry ofHealth did not allow her to have a

scooter and an electric wheelchair:

Now if I get Assistiv~ Devices I have: to trade my scooter in because the lady
that's in charge of thit, now she said that I should have thought of it before I
got my scooter. L~e I shouldn't have got them to fund me for a scooter,
because I knew they: (scooters) weren't allowed on the chair van. So, even
though I would really wanna keep it (scooter) for the summer that's my
problem, not their's. (Pam, p.56)

In order for Pam to pave both pieces of equipment she had to wait another three

years for possible funding tom Assistive Devices.

Private insurance cdmpanies were :another funding option but they frequently

required prior payment wMch was difficult for women with low incomes. Pam could not

get the walker she felt woUld be best for her mobility needs:

P. ...even though my insurance win pay for it, you still have to come up
with the moiney for it up front.

J. So...you had to get the cheaper one, because how else would you
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come up With the money up front?

P. ...like it's always been like a game.. .Like it boils down to what they
consider isla necessity for your life. Well, how do they know. Your
life is your Ilife, not their life. They're telling me I don't need this stuff
(pam, p.59~

Recoverable costs f~r equipment we:re sometimes partial. For example, the pump

that was required to keep the fluid off of Ann's legs was covered by Home Care but the

stockings that she needed Ito help prevent filuid build-up were not:

And I have to get that (elastic stockings) cuz as soon as you take the pump off
I

(and) you put your leg down, you've kinda undone any good it does because the
fluid's going to sta~ going back into your leg again....they cost $24.00 a
pair. ..nobody wants Ito pay for this. I asked Home Care. Home Care was
willing to pay $150.00 a month for two months to rent the pump; $300.00. But
they won't pay $24.010 for the stockings. Like where is the sense to any ofthis?
(Ann, p.66)

Carol felt that decis10ns based on costs and benefits by public and private sectors

reflected an internalized i~eology. She interpreted a case in western Canada in which a

father murdered his disab~ed daughter as an example of the low value placed on persons

with disabilities and how; economic costs to care for persons with disabilities affected

perceptions. Her own fa.n1ily members refll~cted this attitude:

If he (Mr. Latimer who killed his disabled daughter) couldn't accept his own
daughter...Can you itnagine what society thinks of disabled people. They must
think 'You cost too rrlUch money. You shouldn't e.ven be here. We should send
you to Mars.' I knoiw that's what they think. My own sister even says that's
why our taxes go ~p 'because of Y~JU guys'. Even if she's just kidding she
shouldn't say that. (Carol, p.1IO-Ill)

This suggests that 4ecisions to fund leisure activities for persons with disabilities

hinged on economic declsions. Crawford (1989) referred to this problem of funding

dollars as being the result I of biomedical approaches to disablement where funding dollars

were more likely to be given to programs that had a rehabilitative component associated
I

with them. Under this a~proach to disablement, leisure activities are seen as necessary



132

mainly because they were possible avenues for making persons with disabilities employable

and therefore less costly tei> society in general.

Non-existent or inappropriate policies were partially explained by econormc

considerations but they were also afFected by the lack of sensitivity on the part of those

formulating them. Poliqies and regulations regarding transportation, scheduling, the

environment, equipment and caregiving we:re often written from the perspective of people

who were non-disabled. This often resulted in the treatment of persons with disabilities as

a homogeneous group.

Much of transportation availability was determined by policies, procedures and

scheduling. For example, pick-up and drop-off locations and times for persons with

disabilities infrequently met their needs:

...they've (the bus co~pany) has come: out with this rule that they will wait three
minutes for you and II've been...over at the (shopping mall) ...and I've been real
close, I could see thle bus outside. And I don't know how long he had been
there, but I knew I was late...and like" I mean I'm talking two, three maybe four
minutes late, and I'mInot like reallate...but I've seen the bus and I've been right
there, just as they pulled away. (Pam, p.12)

!

Policies and proced~res governing the extension and restriction of space within

leisure environments reinfIDrced non-disabled norms regarding the body:

,

When I used to go ~o (name of mall), when they had the grocery store there,
you used to be able to go into the grocery store, no problem. Well, then they
got so they didn't w~t to be losing their carts all the time, people were taking
their carts out into the mall and not bringing them back, so they put this fence
up, all of a sudden you couldn't get through...And they had a chain part and
they said 'Well you khow, all you have to do is get someone to unlock the chain
for you, they could ~o it.' The people that had the key were behind the deli.
That's fine when somebodY's there. (Ann, p.ll)

Renatta had a similarl experience in a video store. Her mother explained the difficulty

in getting a membership for Renatta:
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Jumbo Video. She (Renatta) wanted a card...And she (the woman at the
counter) says 'No ybu can't have one because you don't have a valid driver's
license, you don't dt1ve and you are in a wheelchair'...We went back four times
and talked to the :t6ur different people and do you think she could get a
membership?.. .It waS the principle involved. They wouldn't because she didn't
have a valid driver's! license and because she was in a wheelchair. They were
saying that she couldn't get in and out oftheir door by herself (Renatta, p.68)

Renatta did finally get herl membership to Jumbo Video.

Although some progress had been made to legislate accessibility for persons with

disability, policies and procedures often remained exclusive and misleading. Ada

suggested that policies equId be ambiguolls and allow for exceptions. In some research

she was doing on pathways and obstacles to the mobility of persons with disabilities in her

city, the by-laws seemed ~o protect the rights of pedestrians using the sidewalks. It stated

that there had to be a twd metre clearance: from obstructions on sidewalks. The problem

was that certain obstructions (e.g. hydro JPoles and lamp posts) were exempt from these
I

by-laws. As roads widen to make mone room for motorized vehicles, the space for
I

maneuvering bodies and equipment shrinks.:
I

I

So all the extraneous things (that) cars would hit, like lamp posts, hydro poles
and parking meters,! are squeezed.. .into the space between the road and the

I

buildings...pedestrians have to have the space to go around these obstructions
and the obstructions are not moveable...no not these kinds of things. So you
have to go (around t~em). You don't always have the space and the by-laws we
have here say that you can't do that kind of thing (because poles and meters are
exempt). (Ada, p.28)

The exemption to the by-laws did not take into consideration the needs of people

whose mode ofmobility a!ccessed sidewalks. They also did not take into consideration the

room needed to manoeuvre the pieces of equipment used to move on the sidewalks. This

reflected policies that were based on a handicapping ideology.
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There were regulatiqns around what equipment could go on buses and taxis. The

type of equipment a person used dictates the transportation options available to her: "They

take electric chairs, ...they aon't take scooters" (Pam, p.24).
I

Rules and regulations that had to be followed even if they did not meet the needs and

desires of the women therp.selves. This was especially true for women in settings where

they were receiving attendant care. Louise referred to how a natural function based on

her own knowledge had td be given the okay by someone other that herself

I mean like for me, If I'm having a problem for instance and I'm going out, I
want an extra fleet enema. My doctors say no problem. I know if I can handle

I

it or not. But they ~attendants) have to go through Home Care. Home Care
has to say if it's oka)'j. They say it's okay to management and management will
tell the caregivers arid then the caregivers can give it to me. Otherwise they
can't do it unless Home Care says it's okay. (Louise, p.80)

Even though SLU's w¢re said to be consumer driven they are still ruled by someone

else (government):

Like this is suppose~ to be consume:r directed but in my mind it's consumer
directed ifmanagement agrees and thl~ red tape is cut...As far as (it goes) here,
you go to the gover$Ient first, then the government tells the management, the
management will tellithe caregiver and the caregiver will tell you if they can do
it or not. (Louise, p.?O)

During my visit with IAnnette, I became aware of how her leisure activities revolved

around the schedules of program planners. She had a social night planned through the

March ofDimes to go out ,to that evening. She phoned March ofDimes to ask them when

she would be picked up. .The woman said that Annette would not be able to go to the

social that night because ~he had not decided early enough whether or not she wanted to
I

go. It was too late to get transportation for her now. It did not matter that Annette was

unable to phone them to tiell them she needed transportation because her phone had been
,

broken. Also, the volunteer who was supposed to be going with her, cancelled leaving
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Annette without the assistance she needed in order to go. This made me realize how her

leisure experiences depen~ed on everyone else's schedule rather than her own.
I

Economic considerations and policy implications had a direct affect on how leisure

would be accessed, when and how often it took place and what type of supports (e.g.
I

equipment and caregiving) would be available to help it transpire. Limited incomes

directly affected leisure oIl>tions. Since transportation, environmental and equipment needs

were dependent on inco~e, if these needs were not met first than leisure participation was
I

difficult. Policies regarding these needs often reflected an ideology which devalued the

needs of persons with <ijsabilities. This in tum affected leisure opportunities for the

women in the study.

Funding regulations rwere built on thl~ notion that fixing an impairment was the best

way to make persons ~th disabilities more employable. Therefore, segregated and

therapeutically oriented leisure was felt to be encouraged more than more inclusive types

of leisure. This meant s9me leisure options were nonexistent for the women. Policies

which reflected an ideology of normality were often inflexible toward their social and

emotional needs.

Constructive Adaptation

Despite the constrairtts described in the last section, most women were adaptable and

creative in finding ways tm enjoy leisure in their lives. They were often driven to adapt so

they could be more independent: "If you don't adapt you don't survive. And I don't mean

survival in the sense ofpbysical survival, just being able to get on with life" (Ann, p.42).

They adapted in innQvating ways so that they could carry out their desired activities.

This was very evident with Louise who was well aware of her ability to adapt: "Like if I
!

want to do something I think 'There's got to be a way I can do this' and 'What do I have to

do to do it' .. .! never had this inventive mind before (my disability)" (Louise, p.82).
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Ann also suggested that adaptation was not necessarily associated with the

acceptance of a disability:

Well, I mean, being :disabled is a bummer, obviously. Nobody would choose
that if they had a ~hoice. But I guess you just.. .learn to adapt to it.. .It's
sometimes very har~ to adapt to something that you're forced into... (Ann,
p.63)

The other aspect or adaptation for these women was that it had to be done

constantly: ".. .it's like onel thing on top ofthe other, and every time you find you adapt to

one situation something el~e hits you" (Ann, p.67).

Chronic conditions are permanent but not necessarily static. Therefore, there is no

one time adjustment or qu~ck cure for impairments (Zola, 1989). As a result, persons with

disabilities are continuousl~ adapting in order to address their needs.

The women had generally learned to accept uncertainty in their lives. Pam referred

to being unable to depend :on transportation and she put it this way: "Nothing is for sure in

your life" (Pam, p.16).

As has been described, meaningful leisure was part of some women's livf.~s more than

others. The following section will speak to how women accepted and adapted their lives
I

to undertake the activities ~hey wished to pursue.

First, and simply, the~e was an air of acceptance of their lives among the women, but
I

not necessarily contentmeht. Often the women spoke of accepting their situation due to

the fact that they felt ther~ were no other options. There was a sense of loss of control

and choice over their activiities.

But the actions ofth~ women revealed a sense of optimism, hope, and determination.

For example, Ada demonstrated a strong resolve in her decision to continue canoeing even

though her arthritis was wprsening: ".And I thought, if! don't go now, I'll never go. And I
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thought it was over. And then I started canoeing at the cottage with these gadgets" (Ada,

pAl).

Louise felt that a smong will was neleded for her to succeed at what she wanted to
I

do: "Like, I've always sai4 and this has been my motto, 'Where there's a will there's a way.'

I keep on saying that. If you have the will to do something, you'll find a way to do it"

(Louise, p.9l).

Renatta was an optirust and that was what helped her with her acceptance of her

condition. She referred tell her mother's thinking that she could not shop independently: "I

don't agree with what sh~'s (her mother) saying because I believe ifyou try hard enough

and if you want somethilng bad enough you'll get it. You just have to give it timet!

(Renatta, p.44).

The women said th~y learned much through the process of trial and error. Ada

expressed this belief in relationship to her specialized aerobics class: "If I think I can do

something and I've had experience before,...1'11 say 'okay, let me try and see'. So, I...can

see and adapt" (Ada, p.3).;

They made do with ~heir functional abilities and learned how to use them differently.

Ada stated that having ~ progressive type of disability provided the opportunity to

experience several different functional stages. This was useful in understanding what it
I

was like to be someone iwho fatigued quickly: "...with my disability I sort of weaken

gradually. So I went thro\lgh that, so I understand very well how that feels" (Ada, p.2l).

A disabling conditioh could have emotional consequences too. The nature of these

consequences were deper,.dent on whether or not one had the experience of living in a

non-disabled body or whiether a person was on their journey toward acceptance. Ann

described how the conditions of the physical body affected her emotional state:
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.. J find that when sit~ations upset me, I feel worse than I do if I'm having a bad
day physically. I can lay on the couch for two hours and put the oxygen on in
the afternoon because I'm having one of them days, and yet still feel okay
because emotionally [1m okay. I'm there, but those days that I'm really hassling
with like...there onl~ a couple of weeks ago he's (the doctor) told me that I
could lose the other Ileg or probably will. You know, it's something. It really
didn't come as a surprise to me but I clon't want to hear it. You know, don't tell
me this. (~p.43);

A study done by a; regional DisAbled Women's Network (1995) suggests that

positive changes to the ~motional states experienced by disabled women is dependent

upon personal acceptance I of their disability. It allso suggests that factors associated with

emotional adjustment are due to whether or not a women has a congenital, progressive or

acquired disability.

Debbie expressed that she was self-reflective in order to make necessary changes in

her life situation: "I like t~ constantly challenge myself and look inward and be reflective

and see what it is that I ne~d to change and that sort of stuff" (Debbie, p.25).

The women also created their own ways of doing leisure. During the summer Carol

planted her herbs in cla~ pots in her back yard. Doing the activity differently often

involved breaking down movements into smaller components. For example, being in a

limited physical body heig~tened awareness of the steps involved in an activity:

Ifyou have strength lin your arms you can open that door no problem. I mean
I

they make the handllF: that you push down. I can push down on that handle.
That's no problem, but I can't push that door open. Or you go to open a door.
I get my chair in the~e to push the door and because I'm right handed I have to
tum my chair around. sometimes because of the way the handle is...but then I'm
trying to keep that d~or open and trying to drive in there at the same time. It's
pretty hard. (Louise~ p.73)

Sometimes they too~ part in the activity differently. For example, they took part in

one aspect of the activityl if they could not do the whole activity. Ada referred to her

participation in her weaving guild:
I
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,

I spend most of my ~ime designing and little time weaving. I don't do a lot of
production weaving Ifor the sales we have, I just can't do that...So I still do it
and participate and get the creative thing out of it. (Ada, p.46)

This coincides with Henderson et al. (1995) who found that women with disabilities
I

take part in activities diffocently than non-disabled women.

Sometimes living inl a disabled body meant learning the intricacies of that body.
I

Debbie suggested a technique that broke down movements and helped women to become
,

more aware of what they: could do with their body parts. This, in tum, gave new insight

into the precise physical abilities ofthie bodly:

So yeah, I think in la very real sense it (movement education) helped me to
discover my body aild why I move in certain ways and why I do other things
and I just didn't knot before. It also helped me in my understanding ofmy own
disability. (Debbie, p.5)

Another aspect thai helped these women with acceptance and adaptation was

connectedness with spiritiality. This was particularly important for three of the women

(Carol, Ann and Debbie). I Carol believed that her spiritual beliefhas helped her accept her

disability. She believed spirit gave her "a second chance to be normal. Or maybe be a

super model or something~1 (Carol, p.l 08).
I

Ann suggested that p.od offered her a different understanding of her disability: "I

donlt know. It's like new 9Pportunities have come to me since Ive been in the chair, just a

peace that I never had before. A contentment. And that's only from God... " (Ann, p.3).

These findings support th~se of the DAWN" (1995) study suggesting that spiritual practice

is very helpful in learning to live with a disability.

Humour was also u~ed for adaptation. I did a lot of laughing with these women.

There would be laughter q,ver some ofthe ilnjustices they experienced, and how the actions
,

of others were sometimes i incongruous. During a telephone conversation, Ann suggested

that humour was a way f~r her to be seen as a person first and close the perceptual gap
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between persons with an~ without disabilities: "If you don't find humour in things you

won't survive...People c~ see past the disability when I can joke about my disability...If

you don't laugh at yoursel~youwon't survive" (Ann).

Adaptations were n~t always made on the personal level. Often I was told that since

there was little leisure a!Vailable for person with disabilities, a number of the women

developed their own leisure programs. For example, Pam was involved in the provision of

garden plots for persons irith disabilities that were built at wheelchair height making them

accessible for those in wheelchairs.
!

Irene started a drop-in centre for persons with disabilities, although it did not

progress the way she had jplanned:

There was an opportiunity for me to start and run a Drop-in Centre for persons
with disabilities. I Was dreaming a long time for something like this, so person
with disabilities could get out from their houses and do activities together.
(Irene, p.4)

She stated that the person~ who had used this activity did not like the way she was running
I

it so she was asked to lea\l'e.

Some ofthe women "!Were instrumental in developing more inclusive groups that were

based on shared interest. : It was an activity that both the disabled and the non-disabled

could enjoy:

!

I also am a member (j)f a book c1ub...VVe just read books and meet together once
a month. Drink win~. And we go to each other's houses...Well it was a group
of people who were Isort of rebels in their own way. And we were all getting
different jobs and w~ wanted to see leach other still. So, then somebody said,

I

'Well why don't we get together once a month and have a book club.' So that's
what we do. (Ada, 1'.48-49)

Eight of the women ladapted by becoming politically active around disability issues.
I

They joined consumer drik-'en committees, boards, and organizations who fought for the
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I

rights of persons with d)lsabilities. For Louise, becoming disabled motivated her to

become more active:

So to me it's a bad tiling to be disabled but it's a good thing because it's changed
my attitude on life... lAnd I speak up more than I used to. Like now I'm on the
long term advisory 9ommittee. Somf;lOne who know me from my past wouldn't
believe that I'm on dillS committee. (Louise, p.91)

I

Annette became inv@lved in a committee that was involved with the concerns of the

persons using attendant $ervices in her building. Irene was not only politically active

through her involvement ~n committees, she also wrote a column for the local newspaper

regarding issues that affeQt persons with disabilities.

While the women made changes through organized groups, they also made changes

on individual levels. Those who were not as politically active were still agents of change.
I

Renatta told people what! she thought even though it was not perceived to be behaviour

expected of a person in al wheelchair: "You see people aren't used to that. People aren't
I

used to me speaking up...! say it how it is and if you don't like it, that's tough" (Renatta,
I

p.38).

Debbie, wanted to I be a recreatioI1~st consultant and ensure that persons with

disabilities had meaningful experiences of lleisure in inclusive settings. She was motivated

by her own lived experien~e:

Anyone who joins tfe program that I'm involved with, anyone on some level,
will somehow be ac¢ommodated, will be safe. That's my commitment to them.
And if I'm doing something wrong then I better get out there and quickly self­
educate myself. Jus~ to say 'This program isn't for you. You don't fit' will never
cross my lips becaus~ I know how that feels...You feel that you are second rate.
'Oh I don't measure up, therefore ][ can't join.' It's not because you don't

I

measure up. It's bec~use it's a shitty program. (Debbie, p.27)

To adapt meant aCc1eptance of uncertainty by the women in the study. Adaptation

was constant but it bro4ght a certain amount of independence. Acceptance of their
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I

disabilities was fortified "With optimism, hope, determination, strong will, spiritual beliefs
I

and humour.

It was through triall and error that they learned how and what to adapt. Some
I

adapted by increasing the Iawareness of their functional abilities. In other words, through

their experience of physic~ limitations, they became aware of their functional abilities and

learned how to use and mpve their body parts accordingly. Others created their own way

of carrying out desired leisure activities through the use of modified equipment or they
I

developed their own leiSl.!lre programs. Some women became politically active to help

with acceptance.

These women learn~d to adapt themselves and their environments in order to live

within a society which is not structured around the needs of persons with disabilities.

They tried to make ch~ges on individual levels as well as within social situations.

Although they were all tomen with disabilities, their focus appeared to be on issues
I

affecting disablement rather than issues of gender. They found similarities among people
i

while respecting differen~es. Carol emphasized similarities rather than differences by

bringing everything to twiD common denominators experienced by all human beings; life
I

and death: "We're alllivin~ on this universe together and we're all going to the same place

when we die. So we're .ot that different. People want to think we're different but we

aren't. We're all human bdings" (Carol, p.lll).

Summary of Findings

The women in this re~earch defined leisure time in much the same way as members of

non-disabled society, but they placed emphasis on the social aspect ofleisure as well as the

need for leisure to be bas¢d on individual choice and desire rather than therapeutic merit.

Leisure was considered to Ibe an important integrating factor in the lives of these women in

that it integrated their mi~ds, bodies, spirituality and their relationships with non-disabled
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persons. Leisure progra.$s had to match the physical, emotional and social needs of the

women for them to be me~ngful.
I

Leisure was const~ained by a number of physical and social factors. The

management of these faptors were reflective of one or more of the components of

disablement and were oft¢n beyond the control of the women themselves. Their physical

impairments forced them ito be aware of the functional abilities of their bodies. Most of

the women evaluated their bodies according to social activities while trying to carry out

activities according to the~ functional abilities.

Other constraints to !leisure included the necessity to carry out activities according to

the time schedules of oth~rs while living in a body that often required a different, slower,

pace.

Transportation for teisure activities was given low priority everywhere. It was

costly, policies and schedililing were not fle:xible enough to accommodate differing physical
I

needs that took extra tinie or required different equipment. Transportation varied from

region to region and citY to city. Lack of inter-city transportation affected important
I

social networks.

Leisure environmerlts had similar obstacles as transportation. Policies were

handicapping in that they I negated individual differences. Organized activities were often
I

limited in number and availability, segregated or combined with other populations that
I
I

would be considered to b~ in need ofa therapeutic leisure program.

Equipment was often helpful in ADL and consequently leisure pursuits as it provided
i

mobility and movement. IDecisions concerning equipment were often made according to

blanket policies rather than individual needs. Although equipment was often considered
i

helpful in adapting it could also use up limited energy resources. Equipment often
I

required more space and assistance than non-disabled bodies and social and physical
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environments were often iorganized around the most efficient use of space. Equipment

also had a role in preventing social isolatilon for many of the women. For example the

telephone and the televisi!on became social links for women who have limited resources,

access to transportation a4d leisure options: outside their homes.
,

The women in the s~dy desired independence but often required a certain degree of
I

dependence on caregivers~ friends and relationships for desired activities. As a result, the
I

women tried to accommodate the needs of caregivers since they depended on them for

care in leisure activities.' Relationships based on trusting, understanding, sharing and

acceptance were importa* to the women, particularly in friendships. It did not matter if

they were with non-disabled people or people with disabilities as long as these qualities

were present. Dating wa~ a leisure activity which was nonexistent for most of the women

and this was suggested to be due to lack of places to meet people and perceptions of

disability by potential date!s.

The women were cr~ative in the way they met their leisure desires. If the desire was

there for an activity, the women tried to find a way to do it. They became very good at

learning through trial and jeITor and adapting accordingly (e.g. Ada used everyday gadgets

in order to be able to cande).

Some women becam~ more aware of their functional abilities and learned how to use

their bodies in ways that! allowed them to participate. Their determination, optimism,

humour and spiritual beliefs were instrumental in both the acceptance of living daily with a

disability and in their abilitr to adapt to meet their needs and desires.

When the women wiere unable to find a pre-existing leisure program or a way to

carry out an activity they ~ften created new activities (e.g. Pam's garden plots) for persons

with disabilities. Some of these activities were more inclusive (e.g. Ada's book club).
,

Indirectly, many of the w~men became poJlitically active so that the needs of persons with
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disabilities would be ma~e known. Changing the stigma associated with persons with

disabilities would also m~an changing their leisure opportunities. This is because most

organized leisure activiti~s for persons with disabilities are constructed on the ideology

that persons with disabilities are separated \.and distinct from persons without disabilities.

As a result, not only leispre programs refleb'rted this ideology, so did all the components

needed to make leisure o~portunities accessi~le and available (e.g. transportation, physical

and social environments, ~ime schedules, equ~ment and the funding options that support
I \

these components).

\



Conclusions

CHA.P'fER 5

CONcnUSIONS AND SpGGESTED SOLUTIONS

\
This research investikated how women w~th disabilities experienced leisure activity in

!

relationship to time, to t~eir environment, to ~hemselves, and to others in an attempt to

better understand the biolpgical and cultural c~mponents of their subjectiv1e selves. This

chapter will present concl~sions and suggested srutions informed by experience.

Leisure was importatit to the women. It wis a necessary force in their lives as they

felt that leisure integrat6d the body, the rnin4, and social and (for some) spiritual

components of being. They defined leisure as \free, non-obligatory time spent doing

activities specific to their individual desires. \Mainly, they emphasized the social

importance of leisure wh~n it provided opportunit\es to share their gifts, talents and to

build relationships with bloth non-disabled and di~bled people. For them, leisure was

primarily for fun as oppo~ed to the reality that leisure was often constructed for persons
!

with disabilities mainly foi therapeutic reasons which focused on their impairments.

Their definition of l~isure was broad incorporating differing functional abilities. It

became evident during t~s research that perceptions Jr physical activity were variant for

people with disabilities, ~ften blurring boundaries be~een physical and passive leisure.
,

Definitions of passive and active leisure activities were seen as relative to functional
I,

ability. For example, fori the non-disabled individual an activity such as weaving might

appear to be relatively passive. For Ada though, the physical activity involved in working
!
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on the loom was taxing. $he had to find an alternative mode ofweaving that would better
I

suit her physical ability.

This research adds ~ new component to the study of women with disabilities and

leisure in that it began tq examine leisure over the life span. Leisure activities changed
I

over their life span whet~er the women were born with a disability, acquired a disability,

or had a progressive disatiility. Their leisure during childhood and adolescence was more
I

physically active and oftep. occurred outdoors. They were active with non-disabled and

disabled children, not always in segregate~d settings. Adult leisure activities were more

passive and were often d~ne alone (e.g. lenjoying pets, reading, writing, television, and

music). They often took Mace in segregate~d and/or private settings.
I

The desire for leisure, which was specifk to the individual, had not changed for the
I

I

women over time. Only Ithe physical limits and the social ramifications associated with

those limits changed. Th~ women desired to be more physically active, as was suggested

in a national study on wo~en with disabilities and.physical activities (GCFAS, 1988) but
I

they were constrained iby biological ~md social factors (e.g. impairments, time,

transportation, environment, equipment, relationships, income and policies). These were
I

I

constraints that they face~ in their daily Hves as adults which might suggest that these
I

constraints were not as itrtportant during their childhood and adolescence. This would be
!

I

especially true if the wOIIlen acquired a disability later in life. Perhaps this also suggests
!

that adults with disabilitie$ are treated differently than children with disabilities with regard

to leisure.

This research suppo~ed the suggestion that leisure is affected by both the biological
!

and the socially constructed body. Physical impairments had a direct effect on leisure
I
I

choices, often because thejy affected energy levels. Previous research indicates low energy
I

levels as a constraint t~ leisure is not uncommon for non-disabled women as well
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(Henderson et al., 1995)'1 Also, impainnents made it difficult to carry out leisure activities

in the way they were Itintqnded" (e.g. according to non-disabled standards).

The findings suggested that living with physical impairments and disabilities affected

the creativity and adapta~ility of these women. This was particularly true of persons who
,

had experienced living without a disability. These women spent much of their time finding
I

a balance in their lives b~tween the desire fQ'r an activity and their ability to participate.

For example, they had to! decide how much they could do without depleting their energy
,

and their desire to carry out an activity. They were women who have learned to live in the

present, meaning each ~ctivity required them to be aware of their impainnents and
I

functional ability. They i were constantly reminded of their body at each point in time

when trying to carry out ~y activity.
I

Gender, although a ~ignificant factor in the lives of these women, did not have the
1

same impact on them as :their disability. Many had internalized social nonns associated
I

with the female and the mon-disabled body. For example, some expressed concern with
I

how they appeared physipally to potential partners because this made them stand out as

different from other wom~n. But, they were forced to carry out activities in a body that

did not meet the social st~dards associat~~d 'with health and beauty. Although they were
I

conscious of cultural no~s associated vn.th gender (such as female body image) their

concern for their needs, a$ persons with disabilities, were more intensely expressed.
,

This study also add¥ a new dimension to previous research suggesting that women

with and without disabilit~es share time constraints as an obstacle to leisure opportunities.
I

This research differed irl. that time constraints for women with disabilities were not
I

necessarily associated wi~h lack of time in general as much as they were associated with

the time related to the car~ of their physical needs; the length of time needed for ADL, the

schedules of service and dare providers, and the time of day in which an activity occurred.
,
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Since leisure revolved around their physical care and the time schedules of others who

were non-disabled, this qften meant that women with disabilities had to wait for their
I

needs to be met. Their p~rsonal timetables were not the norm and was perceived by them
I
I
I

as being given lower prio~ty than those of car1egivers.

Transportation optiqns to accommoclate leisure choices were a major complaint by

the women. This is si~ar to other res€~arch on women with disabilities (see DAWN,
I

1995; GCFAS, 1988). Ttansportation was often unavailable, inaccessible, expensive and

informed by inflexible pplicies. Transportation problems were experienced in both

segregated and inclusive situations, with some geographical regions being more inclusive
I

than others. It had an isqlating affect on the lives of many of the women such that their

leisure options were co¥ined to those available in their own homes and immediate

communities. Therefore, Itransportation problems limited the development of important

disabled and non-disabled Isocial networks and relationships which the women perceived as
I

an important component of leisure.

Cultural environments (e.g. recreation programs) and the physical environment (e.g.
I

buildings, pathways, geqgraphical terrain, weather) affected the types of leisure the
I

women participated in and where they participated. Environments were often inaccessible,

costly, segregated, and dJsigned by decision-makers who were perceived to be lacking in
I

disabled consumer input.. As a result, buildings and leisure programs often reflected an

ideology which suggest~d that all persons with disabilities have the same functional

abilities and should be tr4ted as a separat~~ homogeneous social group.
I

This kind of special treatment for persons with disabilities also brought into question
I

the best type of environmFnt for leisure. There were experiences of solo leisure activities,
I

where the women were Icarrying out the leisure on their own in their own way (e.g.

watching television, writipg), or segregatled leisure where they were with other persons
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with disabling conditions (e.g. wheelchair tloor hockey, rugby). There were aJlso examples

ofwomen who, to some 4egree, were carrying out their leisure activities in more inclusive
,

environments with other I non-disabled peopl1e (e.g. Ada and her Tai Chi and aerobics,
I

activities carried out with non-disabled spouses, partners, and friends). Although there

were advantages to segr~gated environments for persons with disabilities, some of the
I

women felt that this kept non-disabled people from getting to know the person behind the
I

disability. It also kept th~ from buil~ing social relationships with non-disabled women.
I

Equipment necessao/ for leisure often determined where leisure occurred. For

example, due to the fact ~hat equipment m~cupies more space, it affected access to leisure
I

environments. Equipment was not always portable or easy to manipulate so it often meant
I

depending on someone el$e for help (e.g. to put the wheelchair in a vehicle to go shopping

or out for the evening). I On the other hand, it was important for mobility, maintaining

physical ability, and enco~raging social rellationships (e.g. keeping in contact 'With friends

through the telephone).

Since equipment wa$ expensive or was not available for the functional needs of each

individual woman, the y.'omen sometimles adapted by purchasing gadgets that were

available at stores who served the general public (e.g. Ada purchased objects from a local

hardware store to enabl~ her to go canoeing). Equipment was not always funded by
I

private and public heal~h insurances which suggests that decision-makers may not
I

recognize that persons with disabilities have differing functional abilities.

Relationships for th~ women in the study often revolved around their care, placing

them in a position of dependency. There was an issue of balance between striving to be

independent and recogni.#ng that some dependence was inevitable. Not only did they
I
,

have to depend on equiprltent, transportation, environments, and funding, they also had to

depend on other people to help them with the needs of their impainnents. As a result,
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they often compromised ibetween what they desired and putting others' needs first (e.g.

Carol gave up dancing td accommodate the needs of Home Care). This issue of balance
I

also brought some ofthem to a point of desiring a form ofinterdependence.
I

Wendell (1989) su~gests that we need to change our social values regarding

dependency/independency in order to recognize the value of depending on others and
I

being depended upon. A I"model of reciprocity" can be advantageous to both women with

disabilities and those on !Who they depend, in that it teaches recognition of each other's

needs, the ability to rely: on each other, learning to give and take, learning to ask and

receive help, learning to Idelegate responsibility, and respecting each other's boundaries
I

(Hillyer, 1993).

A number of the ~omen lived in social isolation. Four of the women had little
I

human contact during th~ day. while others had it daily (e.g. those in the SLU program
I

had contact with attendaJits, two who were in partnerships, one who lived at home with

her family and two who liived alone). This meant that although about half of these women
I

i

had daily personal contalct, it was with professional caregivers and immediate family
I

members rather than in the form ofmeaningful relationships with friends.
I .

Leisure was perceivbd as an avenue where meaningful relationships could develop

around shared interests. : Friendships and more intimate relationships were considered

important to the women but it was important that they could give (e.g. share specialized
I

knowledge like Ada's kn~wledge about the stares on her canoe trip) as wen as receive
I

(e.g. Renatta needing help to get in and out of the car when going out). It did not matter
i

to the women if they so9ialized with disabled or non-disabled persons as long as their
I

relationships were based qn trust, shared interest and respect for their functional abilities.
I

Conclusions regardmg funding and policy options have been touched on within
I

discussion of other cons'd-aints. The majority of the women were on low, fixed incomes
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which meant they were ~mited in what they could spend on leisure and the regulations

associated with their sourfes of income (e.g. Family Benefits, CPP). Funding regulations

were perceived to be built on costlbenefit analysis. Therefore, transportatio~ equipment

and recreational setting ,*re often funded if they helped persons with disabilities become
I

more employable. Thi~ reflects the economic model of disablement suggested by

Bickenbach (1993).
I

When reviewing the! constraints on lc~isure for them, the respondents often felt that
I

decision-makers did not s~ leisure as a necessity for persons with disabilities. Decision-

makers are those who de1ide which programs are available, how they are run, how funds

will be distributed, the amount of funding (if any) that will be allotted for leisure, and who

will have access to transp<1>rtatio~equipment and public space.

Even if decisions-m2tkers tried to make changes (e.g. adapting pathways, providing

funds for equipment needed for leisure, flexible funding and transportation policies), it was
I

perceived that they did nlot recognize persons with disabilities as a group of individuals

with varying degrees of ~pairments and disabilities. Changes were not made according

to functional levels, ratheti they are made according to the perception of what it was to be

disabled.

It remained evident tbat the women believed they were being looked at as a disability

rather than people and/or las an economic burden to society. Despite current legislation to

ensure inclusiveness, pershns with disabilities felt they were still treated as a homogeneous

group with relatively invairiant needs and abilities marking them as separate from the rest

of society.

Limited leisure opti<jms brought with them a form of acceptance of the status quo.

The women in many way~ accepted what was available to them. but/and also created new

ways of carrying out ac~vities. Acceptance came through determination, strong will,
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optimism, humour and spiritual beliefs. I was surprised with the way the women often

accepted the constraints tp their leisure activities. Upon further investigation, I discerned

that their resignation wa~ accompanied by frustration and recognition that they had no
I

choice than to accept theJ limited options. They adapted by creating new types of leisure
I

that accommodated their Idisabilities. Sinlce functional ability did not always remain the

same, adaptation was a cqnstant feature of their lives.

Suggested Solutions

The conclusions of ~his research revl~al that experiences of leisure for women with

disabilities often involvedi a process of balancing options in their lives through trial and
I

error (e.g. finding a balan4e between desire: for an activity and their functional ability, their
I

own personal and social n~eds versus those of their caregivers and service providers, what

they felt were important lbisure componeIllts for them and what decision-makers felt was
I

important for them, respurces needed to carry out activities and limited finances).
,

Therefore, solutions need! to accommodate issues of differing needs, while ensuring the
I

treatment of persons with I disabilities as pe:rsons first. To this end, greater focus needs to

be on increased awaren~ss of the needs of persons with disabilities, incorporating
,

disabled/consumer input ~to decision making processes, and universalizing policies and

perceptions so as to enco~rage inclusion.
I

To ensure that the needs of the body are met and that people with disabilities are

included in leisure activi~ies, a new model of recreation needs to be developed that

investigates how the body and its parts move in relationship to time, space, others, and
I

objects. Program designtfs can develop programs that meet the needs both of individuals

and the community. nJbbie argued for the development of programs that used the

concept ofLeast Restrictiye Environments (LRE). She described it in this way:
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Least restrictive emtironment can apply anywhere. Where you are removing
barriers basically. "\1ou are ensuring that those things that you need, whatever
they may be, and (it's a very individual thing) are available to you. (Debbie,
p.9) .

Through sensitivity to th~ individual's futllctional abilities and to LRE, programs can be
I

planned that are inclusive I and meaningful. It is important to look at the whole person in

order plan a good leisure ¢xperience, not just what their body can do. This means that the

physical, emotional, social and spiritual components of the individual must be considered
I
I

in order to make the leisute experience enjoyable and beneficial.
I

On the issue of timJ constraints, reslearch needs to be done on time, how and why
I
I

persons with disabilities are affected by non-disabled time norms and the benefits of more
I

flexible time schedules. Ihstead of having persons with disabilities living their lives under
i

the time controls of care~ivers and service providers, their schedules could be made more

flexible to accommodate t~e needs of the persons they serve.

Government subsidiis for transportation (e.g. as in taxi scripts) are helpful because
i

they allow for more fl~xibility of movement, increased dignity and often are more

economical. Currently, q'osts are shared bet"lween individuals and government subsidies.

However, government s~bsidies need to be made pennanent so this service continues.
i

This is a useful service mI other ways because this type of transportation is accessible to
I
I

both disabled and n09-disabled populations helping to eliminate perceptions of
I

separateness.

It was suggested by Ada that decisions about transportation purchases and services

need to be made accordiqg to the functionall needs of the larger population. For example

her city was purchasing I low floor buses that were partially funded by the provincial
I

government. Not only ~ould these buses be beneficial to persons with disabilities they
i

would be helpful for anypne who may ~perience difficulty with stairs (e.g. the elderly,
I
I

mothers with strollers, pepple-carrying larger parcels onto the bus).
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This research also r~veals the difference between special versus equitable treatment

of persons with disabilitiels. Debbie described equity as something that allows her to be

part of the community.. A number of solutions were offered to help provide more
I

equitable, inclusive envirohments. For example, in the process of design and construction
!

of equipment the cons~ers need to be consulted. Ann also argued that funding to
I

recreation programs shou~d be contingent on inclusivity. Ada suggested that we must get

beyond the false dichotomy of disabled/non-disabled in the process of policy formUlation,
!

incorporating, instead, t~e idea of func1tional abilities. Programs should emphasize
I

differences among people~ recognize both impairments and functional abilities, and design
I

programs to accommod~te a range of human differences. This makes it more

economically feasible to meet the leisure needs of more members of the community. It
I

also challenges the percep~al distinction between persons with and without disabilities by
!

presenting non-disabled Reople as a group whose needs should be met as well. It is
!

important to consider the Ifunctional ability of all people rather than just adapting for the
I

disabled population. Ada iexplained why.
I

I

It's almost like.. .it makes more sense to make a decision considering all different
functions than consilpering one, economically it makes more sense. Cuz you
might as well do tha~ all at once rather than in bits and pieces. (Ada, p.90)

I

The construction of barrier-free buildings would also help facilitate leisure for
I

persons with disabilities.: This can potentially be more economical because future

structural adaptations du~ to changes in the functional ability of the population would be

avoided.

Ada suggested that ~here needs to be sharing of resources between communities so
,

I

that information about tr~sportation, equipment and other types of resources would be

available and timely. WIllie more resourees are available in larger cities, this does not

mean they are not need¢d in smaller communities. This was also suggested by other
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I

research findings (GCFAiS, 1988; Bedini et al., 1991; Blake, 1992; Block and Vogler,

1994). For example, people in smaller communities would be able to use the information

from the studies on transportation for persons with disabilities in Ada's city for their own

use. This could increase awareness of the needs of persons with disabilities in other
I

communities and have th~ potential of encouraging access to leisure options within that

community.

Since everyday gad~ets were often less expensive than more elaborate pieces of

equipment and adequately served the functional needs of the women, perhaps private and

public funding policies ntfd to be extended to include such purchases. This would mean

that purchases would tle disabled/consumer driven. This could also prove more
I

economical for those who provide funds for these purchases.
I

Persons without di~bilities should lllavie the opportunity of interacting with those

who do have disabilities sp that disability gets a human face. A number ofwomen felt that
I

there was need for an e~phasis on sameness rather than difference between non-disabled

and the disabled. This ~ay help non-disabled persons begin to connect with disabled

persons on a human level! based on an emphasis on similarities rather than differences and

create an atmosphere of! acceptance for women with disabilities. Leisure activities are
I

conducive for this process to take place, providing a chance to socialize with persons both
I

with and without disabilit~es.
,

Ann suggested that !because persons with disabilities are viewed as a silent minority

by decision-makers and that consequentially they need to become more politically active.

Oliver (1990) suggests tttat persons with disabilities need to redefine disablement, build a
I

political movement amongst themselves and develop services that will accommodate their
I

"own self-defined needs" ,tOliver, 1990, p.10).
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They can do this, tpo, by joining committees that have an effect on their leisure
I

activities so. This will h~lp create a liaison between management and service providers

and the people they servf. Bickenbach (1993) suggests that it is important for persons

with disabilities to beco~e politically active in order to challenge the societal framework

that defines disablement. ,

Zola (1989) suggests that we need universalizing policies that recognize that the
I

entire population is at ris~ of chronic illness and/or disability. Debbie referred to this issue

when she suggested persons without disabilities could be viewed as temporarily able­
!

bodied. Age, trauma, ad'\fances in technology to prolong and maintain life, and disease are
I

just a few ofthe things th~t can lead to a permanent change in one's health.

This research did not suggest that persons with disabilities were totally different from
I

non-disabled persons. Jlhe main point was that differences of the body affected ones
I
i

ability to move in certain Fays within specific time frames and environments. This is not a

problem unless there is $ assumption that there were norms for body movement, time,

space and relationships. When these assumptions become embedded in social policies then

the policies themselves arF written with the belief that people with disabilities are separate

and distinct from the ~est of society. .As a result, disablement becomes socially

constructed without regard for the effects of impairment on functional abili~j. Many of
I

the women in the study found that existing policies are inflexible and static leaving little

room for differing needs bnd perceptions (e.g. policies that did not consider leisure to be
I
I

as important as caring fo~ impairment needs).

Bickenbach (1993) ~ggests a multidimensional approach to policy for disablement
I

which incorporates the b~ological and the: cultural experiences of living with a disability.

He suggests the need to identify similarities between persons with and without disabilities
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in order for persons with disabilities to gain respect and encourage society to

accommodate difference (Bickenbach, 1993).
I

I

Zola (1989) also re~ers to changing attitudes through universalizing policies which
I

include the personal and ~ocial needs of p~~rsons with disabilities as well as those of other

members of society. Mo~ of the present public and private policies implicitly reinforce

perceptions ofpersons with disabilities as a special group.
I

This research sugge~ts that in order to make leisure activities more accessible and

available to women with disabilities, attitudes associated with disability must be addressed;
I

attitudes that have become part of our social consciousness and social policy. These
I

attitudes reveal an "us" ~d "them" dichotomy that often exists between persons with and

without disabilities.

It also reveals that fbr women with disabilities attitudinal changes also occur on the

experiential level. For ~omen who acquired disabilities, the experience of Hving in an

impaired body changed t*ir attitudes and stereotypes ofpersons with disabilities. It gave
!

them a better understandi~g of the experience of disablement. Perhaps what is needed is
I

more research that conc~ntrates on the concepts that are part of the human condition
I

rather than looking at d~sability issues as being distinctly different from those of non-

disabled persons. This c~uld also be incorporated as part of the decision-making process.
I

For example, if one was! to look at the experience of physical limitation, most people

would likely have an un~erstanding, due to personal experience, of what it is like to be
I

functionally limited in sonlle way.

Also, people in ge~eral understand to some extent the frustration associated with
I

time constraints, con:fine~ent to a particular area, and being without control in a situation.

This is riot different fbr persons with disabilities except that frustration may be

accentuated. For example, some of the women in the research, who have had the
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experience ofbeing non-disabled, revealed that the experience ofphysicallimi.tations made
I

them more aware of th~ fallacy of normality and that people are more similar than
I

different. Perhaps, once ~he human experienoes of persons with disabilities are reflected in

the experience of all people, similarities may become experientially informed on a human
I

level and leave room f~r the accommodation of difference. Therefore, degrees of

disablement are relative to the individual and it is in this relativity that the answer to

embracing difference ma~ be found.
I

According to this r~search, any model of leisure for persons with disabilities must
I

incorporate all the components of disablement (i.e. impairment, disability and handicap).
I

Without these components, leisure for them \-vill be seen as separate from persons without

disabilities. Definitions i of leisure need to be broad so as to incorporate different

functioning abilities and: therefore include opportunities for the involvement of more

people. If this approach ~as used in all leisure studies then perhaps leisure could be taken
I

into a new dimension. Tije study of leisun~ Icould become an area for exploring the human

condition.



EPILOGUE:

RtFLECTIONS AND CONNECTIONS

During the course of this research, I became aware of how important the body was
I

to human interaction. I ~egan to reflect on how infonnation infiltrated the body through

the physical senses. At ~he same time, there seemed to be another type of relationship
I

occurring between the bo~y and the environment which transcended words.

While I was doing tills research I was reading a book that made me rethink the way I
I
I

looked at social interact~ons. It was called Vibrational Medicine by Richard Gerber.
I
I

According to Gerber (1988), present day approaches to the body are based on a
I

Newtonian paradigm whifh means the body is seen as a machine controlled by the brain.

It is the sum ofits parts; ~ f1intricate clockwork mechanism of physical organs, chemicals,

enzymes and membrane receptors" (Gerber, 1988, pAl). It is an orderly, predictable, and
I

yet a divine mechanism ~s well. In the Newtonian model, the human body becomes a

reflection of science so I the mechanization of the body moves attention away from
I

religious or esoteric expla!nations of the mystical forces that move people through life. It
I
,

is understood through a tnechanistic view that scientists can understand and manipulate

the body (Gerber, 1988). :Tbis can be seen in contemporary medical models that consider

the body as an object to! be manipulated rather than a body that has a life of its own.
I

Therefore, in tenns of physical disablement the manner in which one fixes the impainnents
I

of the body is through sutgery or pharmaceutical intervention. Gerber (1988) argues that
I
,

these approaches to the~y ignore the vital force that gives life to living systems; energy.
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Energy is what the E~nsteinian paradigm considers, because it views human beings as
,

networks of complex enetgy fields that interface with physical and cellular systems of the
I

body. Within this appro~ch, all universal substance is seen as primal energy or vibration
I

and all living things are s~n as composed of this, including human beings (Gerber, 1988).
i

Vibrational medicine is the manipulation of this basic energy level of substances in an
!

attempt to re-balance the ~nergy fields that regulate the physical body at a cellular level.

It is this subtle energy field that is believed to animate and connect all living things.
I

Therefore, Gerber (1988~ suggests that this spiritual element, which is part of human
!

existence, has to be "tak~n into account if we are to truly understand health, illness and

personal growth" (p.32) He goes on to explain that this energy is what programs the
I

nervous system (including the brain) in how to perform and what to accomplish.

If we are beings ofienergy than we can be affected by energy (Gerber, 1988). It
I

would seem that this int~raction may take place on a subtle level (e.g.. through people's

energy fields). Therefor~, we possibly are who we are because of our interaction and
!

experience with our bodies, with others, as well as through the interaction which goes on

between the energy fields lof individuals.
,

I have been thinking of the difficul~y I have had in explaining what my body was

experiencing during my interviews with the women in the study. The Einsteinian approach

to the body helped me ml.ke some connections. Transcribing the women's conversations
!

gave me verbal informati~n about their experiences but something of the essence of these
I

meetings was lost. It wa~ not something that could necessarily be put into words. I could
,

not help feeling that we ",ere communicating through a means other than words or body
I

language. I have since cpncluded that my senses were absorbing all that was present. I
,

could describe what I sm~lled, saw, heard, or felt but it did not have the same quality or
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essence when described i in words as it did during that moment. As a result I felt
I

something that transcended the written word was lost in the research process.
I

I

Beyond the senses there was something dse that exchanged between the women and
I

myself Perhaps it is this I subtle energy that exists in and around us all. Therefore, even
i

though the senses of the body and the reaction to what was going on were important to
I

the cultural and biologiqal component of this research, perhaps this intermingling of
I

energies was important asl well. Perhaps this energy is the knowledge that the body has on

its own without cultural ~tervention. Thl~re is still interaction going on between people

and the environment, but i on a subtler level. This suggests to me that perhaps there is a

need for a transcendent sdciology which studies social interaction at subtler levels in order
I

to get a better understand~gofbodily meanmgs and social phenomenon.
I

If we think in terms lof energy, then change can occur at a subtle level as well.

Changing our own energyl fields so as to bring our bodies into a natural balance may offset

the energy fields of other~ around us. It would be similar to a ripple effect caused by a

pebble thrown into a poo~ of water. In thils way, change does not have to occur within a

collective of people. Itl can happen bf:tween individual people. This may explain

individual agency which Icannot always be explained in a logical, rational, Newtonian

manner and begs to be theprized in new, alternative ways.
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APPlENIDIX Al

RESEARCH REQUEST

WOMEN WITH DISABILITIES IN LEISURE

I am a graduate stq.dent of Sociology at McMaster University. I am also a

mother of two adoleslcent daughters with disabilities. I am cUffiently doing
I

I

historical research on the experience of women with disabilities in leisure
i

activity. If you are a ~oman with a mobility disability, between and ages of
I

20-55 and are interest~d in telling me about your experiences in leisure, both
,

now and in the past, I (would like to tallk to you.

Personal or group theetings will be arranged at the convenience and choice
I

of the women participating and will involve at least one session with possible
I

follow-up communication. Confidentiality of infOlmation will be the choice
!

of the women themse~ves. Women may choose to withdraw, wholly or in

part, from the study aIt anytime. My telephone number is ... and if you are

interested feel free to I call me collect. My address is ... Please contact me
Ibefore the end ofMar~h 1996
I
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APPENDIXA2

I

ATTENTIONWO~NWITH DISABILITIES: RESEARCH REQUEST

I am a graduate stude?t of Sociology at McMaster University. I am also a mother of
two adolescent daughtersf My areas of interest are disability the family and how different
body types affect our p~rsonal experiences within different environments. My current
research is a study of how living in a female body, as well as a disabled body, affects a
woman's experience ofm~vementor physi1cal activity.

I

A 1988 survey by the Canadian Government regarding the physical activity and women
with disabilities showed Ithat women with disabilities preferred to participate in non­
competitive or recreatiomilly competitive/organized sport (Government of Canada Fitness
and Amateur Sport, 1988.). If this is the case, then I am interested in the reasons why.
For example, Do women I with disabilities have a different definition of physical activity?
What is missing in existing physical activity programs? How does their relationships with
other people, places and things affect movement? How does the body affect movement?

I

Perhaps this type of infonpation will help develop new forms ofphysical activity that meet
the needs ofwomen with ~isabilities.

,
,
,

I want to hear the stqries of women ,vith disabilities concerning their experiences in
physical activity and/or mbvement and what movement means to them. Any woman with
a disability is invited to bel a part ofthis resean.~h as long as you are between the ages of 20
and 45. You do not havelto be an athlete you just need a desire to share your stories with

I

me.

Personal or group medtings will be arranged at the convenience of the women and will
involve at least one sessidn with possible follow-up communication. Women may choose
to withdraw, wholly or in Ipart, from the study at anytime. The resuhs of this research will
be available to participants and agencies associated with disability issues. Those interested
may contact me at ..., oJ e-mail at ... , or through correspondence at ... I hope to hear
from you.

Jennifer Hoyle
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APPJENDIX Bl

I

RESEARCH EXPLANATION LETTER
THE EXPERIENFE OF WOMEN VVITH DISABILITIES IN LEISURE

I

I am a graduate studebt of Sociology at McMaster University. I am also a mother of
two adolescent daughterJ with disabilities. My areas of interest are disability the family
and how different b04Y types affect our personal experiences within different
environments. My current research is a study of how living in a female body, as well as a
disabled body, affects a ~oman's experience ofmovement in leisure activities.

i

Stories as told by w9men with congenital and acquired disabilities concerning their
experience of movement I in leisure activity will be tape recorded. The women will be
asked to define what m0'1ement and leisure means to them. If information is unable to be
tape recorded then it will pe collected according to the needs of the individual women.

I

Confidentiality of infdrmation will be the choice of the women themselves and the
repercussions of choosin~or not choosing anonymity will be discussed prior to the signing
of the consent forms. Regardless ofwhether a woman chooses confidentiality of not, she
may withdraw, wholly or 1n part, from the study at anytime and no material will be used.

I

Personal or group ~eetings will be arranged at the convenience and choice of the
women participating and will involve at least one session with possible follow-up
communication. The resJIts of this research will be available to participants and agencies
associated with disability ~ssues. My telephone number is ... , e-mail at ..., and my address
IS ...

Jennifer Hoyle
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APPENDIXB2

I

R.lSEARCH EXPLANATION LETTER
I
I

THE EXPERIEN~E OF WOMEN "11TH DISABILITIES IN LEISURE
I

I am a graduate student of Sociology a.t McMaster University. I am also a mother of
I

two adolescent daughters I with disabilities. My areas of interest are disability the family

and how different bod~ types affect our personal experiences within different
I

environments. My cUITen~ research is a study of how living in a female body, as well as a

disabled body, affects a w?man's experienc1e ofmovement in leisure activities.

Stories as told by wo~en with congel:lltal and acquired disabilities concerning their
I

experience of movement ~n leisure aetivi~y 'will be tape recorded. The women will be

asked to define what movement and leisurt~ means to them. If information is unable to be
I

tape recorded then it will ~e collected according to the needs of the individual women.

I

Confidentiality of infohnation will be the choice of the women themselves and the
I

repercussions ofchoosing lor not choosing :anonymity will be discussed prior to the signing
I

of the consent forms. Regardless of whether a woman chooses confidentiality of not, she

may withdraw, wholly or ip part, from the ~1Udly at anytime and no material will be used.

I

I

Personal or group mtetings will be arranged at the convenience and choice of the

women participating andi will involve at least one session with possible follow-up
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communication. The res~lts of this research will be available to participants and agencies
,

associated with disabilityiissues. My telephone number is ... , e-mail at ... , and my address

1S ...

Jennifer Hoyle
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APP]~NDIX B3

RESEARCH EXPLANATION LETTER
I

THE EXPERIENCE OF WOMEN WITH DISABILITIES IN
!

LEISURE

I am a graduate student of Sociology at McMaster University. I am also a
I

mother of two adolesc~nt daughters ,with disabilities. My areas of interest are

disability the family I and how differlent body types affect our personal
i

experiences within different environments. My current research is a study of
I

how living in a female body, as well as a disabled body, affects a woman's
I

experience ofmovem~nt in leisure activities.

Stories as told b~ women wi1h congenital and acquired disabilities

concerning their exp~rience of movement in leisure activity will be tape

recorded. The womert will be askt~d to define what movement and leisure
I

I

means to them. If information is unable to be tape recorded then it will be

collected according to Ithe needs of the individual women.

Confidentiality of ihformation will he the choice of the women themselves
I
I

and the repercussio~s of choosing or not choosing anonymity will be
!

discussed prior to the Isigning of the consent forms. Regardless of whether a
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,
,
,

woman chooses confJ,dentiality of not, she may withdraw, wholly or in part,
I

from the study at anytpne and no material will be used.
I

Personal or groJp meetings will be arranged at the convenience and
I

choice of the women Iparticipating and will involve at least one session with

possible follow-up cbmmunication. The results of this research will be
I

available to particip~ts and agenci1es associated with disability issues. My
I

telephone number is ..i., e-mail at ..., and my address is ...
I

Jennifer Hoyle
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APP]~N][)lX Cl

I

CONS~NT FORM FOR USE OF ORAL HISTORY

The purpose of this resfarch is to gain a better understanding of how women with
disabilities experience m~)Vement in relatiion to their bodies, interpersonal and personal
space, time and others dup.ng leisure activiity. It is anticipated that such information could
be used in the development of less exclusionary leisure programs or alternative leisure
programs. A second pilirpose is to create a textual account of the phenomenon of
movement which speaks ~o all women, instigating change at an individual and collective
level. '

I

I ,I have agreed to be interviewed by Jennifer Hoyle of MCNlaster
University as part of a Iilesearch project to gather information about the experience of
women with disabilities in leisure.

The conversations will be tape recorded and transcribed. I give Jennifer Hoyle the
right to publish, duplicate, or otherwise use the tape and/or transcript of the taped
conversations for pUblica~ions and educational purposes. I also understand that I may be
contacted for clarificationiofmy information during the course of the research.

I

I have been fully inforked of the nature of the research, and the uses of any personal
information that I will be ~sked to disclose. I am aware that I may decline to participate in
the study at any point dudng the study even ifI have already started to participate.

i

I have chosen that my hame be used· in 1the typed transcript and in future publications at
the discretion of Jennifer 'oyle.

Signature
Date

I have chosen that m~ name not be used but rather that a pseudonym be used in the
typed transcript for future I publications.

Signature
Date

I

I sign below that I cohsent to participate freely, without coercion, having completely
read this document. I



Signature ofParticipant '~

Date i

Signature of Interviewer !

Date
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APF'ENDIX C2

I

CONSENT FORM FOR USE OF ORAL HISTORY

The purpose of this re~earch is to gain a better understanding of how women with
I

disabilities experience movement in relation to their bodies, interpersonal and personal
I

space, time and others diring leisure acth~ty. It is anticipated that such information could

be used in the developrient of less exclusionary leisure programs or alternative leisure
,

programs. A second nurpose is to create a textual account of the phenomenon of
,

movement which speaks I to all women, instigating change at an individual and collective

level.

I ~ have agreed to be interviewed by Jennifer Hoyle of McMaster

University as part of a research project to gather information about the 'experience of

women with disabilities i~ leisure.
I
I

I

The conversations wi~ be tape recorded and transcribed. I give Jennifer Hoyle the
I

right to publish, duplic~te, or otherwise use the tape and/or transcript of the taped
I

conversations for publicajtions and educational purposes. I also understand that I may be
I

contacted for clarificatio~l ofmy information during the course ofthe research.
i
,
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I

I have been fully infdrmed of the nature of the research, and the uses of any personal
I
I

information that I will be) asked to disclose. I am aware that I may decline to participate in

the study at any point d9ring the study even ifl have already started to participate.

I

I have chosen that m* name be used in the typed transcript and in future publications at

the discretion of Jennife~Hoyle.

Signature

Date

I have chosen that ~ name not be used but rather that a pseudonym be used in the
i

typed transcript for futurtr publications.

Signature

Date

I sign below that I c~nsent to participate freely, without coercion, having completely

read this document.

Signature ofParticipant

Date

Signature of Interviewer I

Date
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APP]ENDIX C3

,

I

CONSENT FORM FOR USE OF ORAL HISTORY

The purpose of this r~search is to gain a better llilderstanding of how women
I

with disabilities eferience movement in relation to their bodies,

interpersonal and personal space, time and others during leisure activity. It is
I

anticipated that such linformation could be used in the development of less
I

exclusionary leisure programs or alternative leisure programs. A second
I

purpose is to create a Itextual aCiCount of the phenomenon of movement which

speaks to all women, ~stigating change at an individual and collective level.

I I ,have agreed to be interviewed by Jennifer Hoyle of

McMaster Urriversity las part of a research project to gather information about

the experience ofwomen with disabillities in leisure.

The conversations I will be tape rlecorded and transcribed. I give Jennifer
I

Hoyle the right to I!>ublish, duplic:ate, or otherwise use the tape and/or
I

transcript of the taped conversations for publications and educational
I

purposes. I also und~rstand that I may be contacted for clarification of my

information during th~ course of the research.
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I have been fully Iinformed of the nature of the research, and the uses of

any personal inform~tion that I wiH be asked to disclose. I am aware that I

may decline to partic~pate in the study at any point during the study even if I

have already started ~o participate.
I
I

I have chosen tha~ my name be used in the typed transcript and in future
I

publications at the discretion ofJennifer Hoyle.
!

Signature

Date

I have chosen tha~ my name not be used but rather that a pseudonym be

used in the typed tranlscript for future publications.
I

Signature

Date

I sign below that r consent to participate freely, without coercion, having
!

completely read this 4ocument.

I
I

Signature ofParticip$t
i

Date

Signature of Interviewer _

Date
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AP]~ENDIXD

THE,MES

Background Informationl.
-Participant's birth date, place and circumstances
-Description ofdisab~tyor impairment
-Geographicallocatio~ i.e. rural or city

i
I

Personal Definition ofLeisure
I

Personal Definition ofM~vement

(Each of the next themeS focus on how movement in leisure is experienced in relationship
to the body, time, space ~d others.)

I

Early Life Experiences id Leisure
-Description ofmovefuents involved

I •

-Where? When? Why? Anyone else Involved?
-What did they do in ~he evenings, after school, in

summer, weekends. IHave them fill the time.
I

I

Adolescent Experience ofLeisure
-Descriptions ofmovJments involved
-Where? When? Why+ Anyone else involved?

I

-What did they do in ~pe evenings, after school, in
summer, weekends. IHave them fill the time.

,

I

Present Experience in Le1sure
-Descriptions ofmovJments involved

I •

-VVhere? When? Why? Anyone else Involved?
-What did they do in ~he evenings, after school,

in summer, weekends. Have them fill the time.
I



AP]~ENDIXE

CBECKLIST FOR END OF INTERVIEW

Married, Single, Divorce~, Widowed, Other?
!

Age

Employment

Source of Income

Where Living

Educational Level

Acquired or Congenital lpisability

Description ofDisability I
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