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ABSTRACT

Five individuals with physical disabilities, including multiple sclerosis, muscular
dystrophy, lupus and spinal cord tumor, were interviewed at length to explore their
experience of appearing to have a disability ‘sometimes’ - namely, a disability that
changes in how visible it is to others. As these individuals recount their experiences
during times of change in the visibility of their disability, we can s how foving a

disability that lacks consistency in its visibility can make = iag o dreabllity

‘sometimes’ unique and make the ever-changing responses of ‘h
Together, the fluctuations in the visibility of the indindual- sibitios. the
fluctuations in fecdback from others, and the individmstx - . . Sntameing-
connecting’ of their disability with their self amplifics e sncerrainr: of Maving a
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Chapter One
INTRODUCTION

I am an individual with a disability exploring the experience of having a
disability. For some, including myself, this experience is not only the experience of
havin;adisability.itinheexpaieweofappwingwhwcadmbility ‘sometimes’ in
the cyes of others. In this investigation, I have sought to explore the uniquely sncersain
experiences of disabled individuals' who have an injury or condition that fluctustes in
visibility. Throughout, I am addressing the disabled individuals® perceptions of other
individuals’ appraisals of them and their disability. While some may argue that the
individuals’ perceptions are not necessarily accurate, they are nonctheless real for the
individuals who perceive. | am concemed only with their relationships and the “others™
as they are perceived by the disabled individuals.

the analysis. In addition 10 examining the experiences of individuals who have a
disability that fluctuates in visibility, my original aim was 1o explore a ‘Response
Systcms Model of Disabled Individuals in Transition® (See Appendix D). As I gathered
sories from individuals with disabilities, however, I found it necessary 1o sbandon the
mddatemmwﬂebmdlwdmibewm experiences or the
mamwuuwwmummwk
individuals I was considering “disabled individuals in transition™ because they wavered




disability ‘sometimes’ " was adopted because it seems 1o capture the participants’
experiences better.

My experience with having a disability ‘sometimes’ has been instrumental in
eliciting this research. Throughout my examination of disability-related literature since I
mﬂﬁdijﬁaiﬂicsﬁd@téghymggo,!mﬁmmbbm‘ﬁndmyself’;
mhildnmﬁtmnmyofdiemdz:ﬂmmmndwhzhdmbﬂnymhm
largely oriented, nor have I found myeipr’iﬁiee withidisability fully reflected in

catcgory such as multiple sclerosis (i.c., Brooks and Matson, 1987; Coleman, 1989,
1982; Williams, 1984; Wiener, 1975), spinal cord injury (i.c., Yoshida, 1993) and

ommends that researchers “begin syﬂemmﬂllymdevelop
h&“nﬂim“mﬂ“mﬁhﬁmﬂ“(ﬂ)
HM:Mmm:hmumy It is sociologically interesting as
experiences. MﬂﬁmhmmﬂmmmﬂQMummm
mﬂhjﬁyiﬁmmﬁhiﬂmlﬁiﬂeﬁmm
mmmm Four specific disabilities have been included in this

on: Jupus, muscular dystrophy, multiple sclerosis and tumor on spine.
Through the disabled individuals’ rﬁimﬂﬁérupﬁm:.lhﬂ




Methedology

Although qualitative and quantitative methods can both be used to learn about
individuals’ perceprions, a qualitative approach has allowed me to gain a more
exiensive picture of the individuals’ subjective realities. Through in-depth interviews |
have been able to gather not only the individuals® perceptions, but also the framework
which gives meaning to their perceptions of self and to their orientation 1o the world.
Open-eaded in-depth interviews permittec! the participants to give detailed accounts of
dritexpaiemwithothmandallowedmewqmuionmd probe more exiensively
about the many facets of the experiences.

Data Collection

mmfordxisinvaﬁnﬁonwnefmmmprimrymmc: twelve in-depth
open-ended interviews with five individuals (4 females, | male) that have a disability
Mﬂminviﬁbiﬁw.ﬂwhdthaeindividn:hwcmundonfowmﬂ
muwﬁmuapﬁmmxmwwumnxm
its visibility, be it situationally-based, physically-based or aide-based; the individual's
Mﬁqhmmcmdﬂneindividuﬂ'sdiubﬂitydmminvomamo
impairment2.

Over a six month period (July 1992 10 December 1992), nine organizations
were approached to assist in locating individuals with disabilities. These included a
sumber of disability-related organizations [Multiple Sclerosis Society of Canada,
MWme&MW&MdM.
Premier’s Council on the Status of Persons with Disabilities, and the National
Educational Association of Disabled Students (N.E.A.D.S.)] and two educational
institutions [Northern Alberta Institute of Technology (N.A.LT.) and Alberta

Vocational College]. Advertisements were also placed in the volunteer section of a
3



community ncwspaper [The Edmonton Examiner] and posted at a recreational facility

for individuals with disabilities [A.C.T. Recreational Center] (See Table 1.0 for

timeline of promotions). My direct expenems with having a disability assisted in

participants. While a sufficient number of individuals were located, this promotion

strategy did not yicld the number of volunteers expected (See Table 1.0). The best
Table 1.0 Timeline of Promotions

MONTHS

* Advertisement in Publication NUMBER OF
ORGANIZATIONS APPROACHED TO ~ Advenisement Posted in Office RESPONDENTS
ASSISTIN * Letters Distributed t0 Individuals (who returned

LOCATING PARTICIPANTS * Individuals Contacted on My Behalf questionnaire)

Premier’s Council on the Status of B S o
ACT Recrestion Comter ——

Alberta Vocasional Coliege I

El.

response came from individuals who were contacted on my behalf (i.e., all of those
comtacted on my behalf by an organization official responded and returned the
Questioanaire), and the poorest response came from postings in disability-related
facilities. The other two advertising strategies (advertising in publications and
Mnbﬁ;bmwhmmnﬁ)m:moﬁmEnmbaoIpimmuin
contact individuals on my behalf would have improved the response rate. As well,
distribution of a variety of advertisements (i.c., more personal, more detailed) may
have attracted a greaster sumber of volunteers. mwmfoﬂw The
wording varied oaly slightly from organization %0 ¢

4




Figure 1.0 Long Version of Advertisement

Sherry Peters is 8 researcher with a physical disability at the University of Alberta,
who is working towards a Master's degree. For her research project, she is exploring
the situation of other individuals who also have a disability.” She is looking for
individuals with a physical disability who would be willing to help with her research by
talking about some of their experiences. If you are interested in helping, you will be
asked to fill out a very short questionnaire. Afier the questionnaires have been

reccived, some individuals will be asked t0 take part in an interview. The interviews
mxyheemdm,inymm?ifyouwish.or;uphceandﬁmeﬂmis acceptable o
you. If wmldhkcmpmmanfyouh;vemqunmpl:mcﬂl herry at

Figure 1.1 Short Version of A

{ELP NEEDE

Amﬁsnth:UmmtyofAlheﬂnuloutmg[or ividuals with a physical
i whowmﬂdhwdlm;mtﬂhhomm:xpermummmmfmm

Forty-five individuals responded by phone 10 these promotions and were asked
abowt the nature of their disability. Five individuals (2-sight impaired, 1-hearing
impaired, 1-did not have a disability, and 1-child) did not fit within the criteria used for
MﬂmmMMMMMm
disgﬁvemponhummﬂuvem“n;hpmmmhm
obhdwofﬂanﬁymaxﬂmedmdmwﬁumexmmrmm

ate. To ensure that

short questionnaire (See Figure 1.2), which was mailed 10 them with a self-addressed
TEMEMMGMWMMWmm
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Questionnaires were used to determine the nature of the individuals' disabilities and
their suitability for interviewing.

In addition to the individuals’ descriptions of their disabilities, four questions
were specifically included on the questionnaire to provide general information about
fluctuations in the visibility of the individuals’ disabilities (See Figure 1.2: questions 9-
12). Although the exact nature of the individuals’ disabilities could not be determined

present. For example, a Sometimes response 0 question nine would suggest that the
visibility of their disability fluctuates. Similarly, a Yes, always response to question 9

some way. Likewise, any discrepancy in response to questions 11 and 12 shows a
change in the mobility aides an individual has used - a change in visibility. On the other
u.nmwuwmmethmmdmddom:muymi
mobility aide, as well as responding negatively to question 9 -No, Never- and
positively to question 10 -Yes-, does not likely have a disability that fluctuates in its
of their disabilities, and my judgment as 10 whether or not the individual has a disability
‘sometimes’, follows in Table 1.1. Of the thirty-three respondents, 72.7% (24/33)
appeared (0 have a disability that fluctustes in visibility.

Wﬁblmmgfw:hwmmmm:m
disability that fluctustes in visibility, the questionnaire was designed to allow the

(Sec Figure 1.2) was included in the questionnaire 10 ensure that enough information
was retricved from the respondents to maximize their differences in the seloction
individuals® disabilities 0 that question thirtoca was not used for selection purposes.

7



The respondents’ answers to these five statements were useful during the interviews as
a way to help the individuals to recall and reflect on a variety of experiences (See
Appendix B for the respondents’ answers).

Table 1.1 Questions Used o Judge if the
Individual has a Disability ‘Sometimes’

PANTS | CauseoF DisaseiTy 9 10 n 12 A DESABILITY




Although ten individuals were interviewed, only five have been included in this
investigation. While the questionnaire was helpful in identifying if the individual had a

coq&mﬁemdﬂ:md:ﬂuﬂsdmmlu&pﬁmmsmhngmmm
at leagth. Twnmdwﬂmlsﬁmmamwdmnmmludednlw::m;bkm
mnmllf:ﬂheﬁmmmmmmdnmﬁuhccnlemforhavmgn
disability ‘sometimes’. One of these individuals, a woman with rheumatoid arthritis,
Mnofq’:ﬁaﬁabiechmgeinthsviﬁhiﬁtyefherdisgbﬂitymmdﬂglimeﬂfﬂg
inserviews, although she had fluctuations in visibility in the distant past. The other

huvhmhwlﬂnﬁmymhumhmmiﬂaﬂnamm
was not possible. Finally, an additional two individuals who were inte-viewed have
8ot beea included in this investigation. One of these women had a great deal of
difficuity recalling experiences. Sheidgnﬁfnedthi;diiﬁeuityunympmmdm
MEMHMMmﬂmﬁﬁmmmanmm
ummhvum&ﬂhihqwly:hemmm further or
incleded in this study. Therefore, of the ten individuals interviewed, only five have




The Five Partici

The five individuals (4 females, 1 male) included in this investigation were
fmmﬂmmﬁmuthWDyﬂmphyAmﬁﬁmamed;Anhﬁﬁs
Association of Edmonton, Multiple Sclerosis Society of Canada, Northern Alberta
Institute of Technology (N.A.LT.), and in The Edmonton Examiner. Initially, I
sclected only women. Whilebothmlecandfem:le;weregppeakdminﬂne
dvuﬁlmlfomdthulmuuwyaboutinj”‘r ving males in their homes and
fm&WwWMamwﬁﬂlawtymmeﬁmmmt
me eclsewhere. Wymmmwmmmlu&d.ﬂewnmjy
Mbymymmudwmuﬂnﬁou,mdﬁeinmiﬁimmu
&demmwmmmnﬂmﬂm Their
mwﬁum«ﬂwﬁaytw.m“ﬂhngbammysﬂmﬂ
WMMmmhdemmuludymymuhple 108is, tumor on
the spine, and lupus. Mmaelecwdbaedﬂnthmmmhvudmhmy
‘Mu'.snnumbhclnhav&qnfdiﬂiﬁqm The onset of the
W’mwhmmfmﬁrﬁmmm Of the five
employed full-time and two were unable to work. I made no attempt 10 ascertain the
individuals® socio-economic standing. Each of the participants was interviewed at least
mm-m—-«umm&mﬁlm:ﬁmlm(&em&
12), mmhmwaumﬂwmm
nor is it intended 0 be. There are likely many other disabilities that fall within the
mh“k“%un@uwﬁuﬁhmﬁﬂhﬁ:
disability ‘sometimes’.




Table 1.2 Span of Interviewing

MONTHS SPENT INTERVIEWING

PARTICIPANTS

®_ 10 1112 0102 0 04
Donna '9 ¢ X
Joann X X
Cheryl X X
Paul X X X
Ivy X X

Ihe Interviews

On the questionnaire, the individuals were asked to indicate if they would
Mwwngmunalmﬁmfmminmw.mmmmw
poﬁﬁvdyndwbommmiubkmconmdfonniumiew. Following
wmmmmmgaadmﬁpdmofdniammm
acceptable, a first meeting was scheduled. The majority of the interviews took place at
uwm'mmmmgmamwﬁmumof
Wmm&ummmmwm&mdﬁﬂm
than those with the four women. While he was positive about participating in the
wojm.dwiﬂhgmhhﬁuwi&ucbmhulbptuuadimiam
myheapobabonthimelf(i.enbeulkedlmabomhisfeeliup)audkmthc
imerviews short. For Paul and another participant (Donna), the interviews lasted
between half an hour and one hour. As a result, I spoke with Paul and Donna on three
occasions rather than two, The interviews with Donna were kept short as she tired
casily. For the other three participants (Joann, Ivy and Cheryl), each interview lasted
between one 10 two hours. Overall, | gathered a great deal information from the
perticipants about their experiences in these two 10 three interviews. While the
mmmuummnwamawamu
imerviewed again, it was fiek that the extensive amount of data collected was more than

adoguate for this exploration.



mm&mnmﬂmmmxmmﬂaﬂgqmmmmlm
herein have been slightly modified by removing repetitive words and other non-
neaning exmsuchn‘ﬂmlhnmmmrﬂlymmh Although I have
mwln&dmﬁc&mafheanpammdﬂwnomwrdsmdebym
hﬂﬁdﬂ.wﬁsﬁummﬂymﬁmﬂbymmdmduﬂmmhcmﬂmd
mmmhghenkﬁmwhm&ymmmtmdgmg As this
analysis is not linguistic in nummmﬁmmmchﬂtyﬁfmm;
than a faithful representation of utierance. Several of the quotations reported in this
mmgymmhmmmmm;mM
Aﬁ;ﬁﬂemmlndedoﬂywhmmeymneededfwthemdﬁmfnﬂy
waderstand the individual’s account. As well, in the original transcription of the
made a definite pause as they spoke. As this lack of punctuation makes it awkward for
the reader, puncte tion has been added to the passages io separate the individuals’
m Tnhﬁﬁmfdbﬂ;m“dgmmﬁmk
P
mhuuﬁgm_(ﬁsyl.l.zu-zm)‘
!Jaudm:mifl‘nmgmmm;ﬂ‘

ﬁmtmﬁn-ﬁﬁhmm
hﬂhhﬁﬂhniﬂmﬂpﬂﬂ&hmm

mwwmmﬂmmqmm

focused on issues pertaining 10 the individuals® disability Xperienc )




o&mmﬂhﬁmfeﬂmpmmmmmy The wording and order of the
mxmmwhmwummmemmexm
asked to describe their experier
and with specific others (i.c., relatives or strangers). While the interview questions
meﬁnbhmlﬂnwfmvmmmmmeiﬁmmiﬂofmmm
questions were posed to each of the participants at some point. Overall, my
10 question and probe more effectively during the second interview.

8 within specific environments (i.c., work or school)

Whﬂeiﬁpmd.mdmmfwmmummmm
Story. At these moments, the tape recorder was turned off and the individuals were
mm-ﬁmdMMMﬁdmmmmﬁh“
t00 painful. mmﬁﬁehﬁmm;ﬁwhumbmmlﬁ:
mmﬂhﬁhdnmmnmﬂmofmo{

mhﬂnﬂﬁnhmﬁsﬁe&pm&m responses. Qvenll.-y
hvhjlwtymﬁdin’ henticati ici C
the in : 'hﬁEMIMMyM"(Ivy.I 1241) 10 the
mu“ﬂb;me.

well as the extensive time necessary for interviewia and transcribing the interviews,
m-mhnmnmm As well, it was fek that




» 1967) or finding no new data which alters the nature
a8 each new individual in fact brings with

“saturation” (Glaser and Straus
of a category was ultimately unattainabl
them & number of unique or additional characteristics which would need to be
subsequently expilored. Finally, as this investigation has been exploratory in nature, it
wufeh&umpledmhﬂbeeneolhmdfmmeﬁvemdmduﬂsmhegmm
wnderstand the experience of having a disability ‘sometimes’. The decision to conclude
intcrviewing was then made by myself and my commitiee following the tenth interview,
Data Analysis
Wm:mummnmmumwmmdn
talk about their disability and their experien es in relation to their disability, including
d&WMlmﬁmeﬁew:m A social, rather
fenctioning (Altman, 1981; Ladicu, IM:LSHEDL l??ﬁ;imy 1982), a social

enmu-inucfﬁsunﬁnl (Hﬁ.lm.ﬁilhp;.lﬂsi
waderstanding.

“’mm‘“mb!ﬂyﬂlmmﬂﬁu




the first interview transcription. These first coding efforts quickly became
overwhelming when the number of code words reached sixty-nine. Upon realizing that
such detailed coding was unmanageable, more general codes were selected. Five

(1)  Evaluations (cognitive) of Seif
) EM(mﬁve)d’
stions 10 Others

memﬂyeﬂwgﬁﬁwn&m The concept
"distancing’, which is a central theme in the experience of having a disability
meﬁmgmdwmhuxphednlhamtinthnwwk.bBumcmgly
important as the analysis progressed. As I coded sections of interview data with the
mmm:m::muglmmgmmmmm
their disability from their seif, mmmnmmdnxﬁwm
mmmnIMEMMBMMMﬂmgH
ﬁmﬁaﬁ“ﬂ_ﬁmm(klndzahve)nm individuals’
hﬂmmﬂﬁr:ﬂnﬁmﬂhmmnﬂﬁqm:ﬁy
mﬁmnmmmmmmmmmmmm
expericace, I kept returning 0 ‘distancing’ with each individual, After secing that each
ﬂummmmmm-ﬂmmmumE
mmrﬁmmnmmmﬁgmm




the analysis progressed, my strategy centered around re-reading, reflection and
discussion with others.

1=

Like many researchers before me, 1 am pursuing an investigation that has
developed out of a personal experience. Immindividuﬂwim:dighiﬁtyexploﬁng
the experience of having a disability. Cona quently, my “subjectivity is simultancously
mgmm;"(&l&im!m‘ﬂn&amwfmymﬂinvﬂmk
mmemmm&MmM@rm;whmbumyMWm

Loﬂ-d.lm.z).d.iﬁmﬁonufmymﬁmﬁcnismmm:mpb
understanding of this rescarch.

My search began with many questions: Am I dissbled or n isabled? How
mlbhﬁ?ﬂwbl&ﬂmmnﬁwﬁinmwﬁgwﬂwﬁma
mmdnnﬂmﬁa?ﬂwdnﬁeﬁmmbnmﬁm
mmm»-ym“néﬂﬂmﬂm!ﬂmﬁHm
of acar mmgmﬁﬁﬂhldesmwm;hhneEmdnmmyhm
for extended periods of time. To others, I have a disability . . . sometimes. My injury
thﬁdﬁhﬂyhhﬁmﬁynﬂvﬂthmdﬁm
and continues %0 do 50 today. k can shift from highly visible 10 largely invisible and
the reverse. mmmmﬁmmmnhmhmlm-y
ﬂbm‘aﬂﬂdﬂmﬂhimﬂyhpﬂ“n!ﬂl;
“b“ﬁﬂlmpqmﬁ:lmmﬁkﬂhm
the attemtion of others.




MMBM”” inable. Itnhkeiylhlt’f’”“

is wholly different than the analysis made by a rescarcher without the personal
experience. ﬁiurnnaz(l??ﬂ)nng:hn“mm-ndmgmmmmmmn
stigma, or, for that matter, in one specific chronic illness, fundamentally shapes the
later analysis™ (1165). Whilgitmyhelhcig.thisneednmheﬂmgmdgn
negative evaluation of my personal involvement. Rather, as Douglass and Moustakas
(1983) suggest, a passi ate involvement in a topic or subject of study enriches one's
“pursuit of essential meanings connected with everyday human experiences™ (39),
M(lﬂ)MﬁMﬁemﬁwﬂgoﬁMnﬁﬁmnmd
study: “The most fun comes in studying a persomal life-cycle interest. It is
mlﬂﬂ&hﬁmlm-ym:l

cannot be

demographic characieristic MBmgxmﬁg“mmctmlma)
and, in this case, disability are impedi to inquiry. While it is clear that all
mmm“mmmumhmmmm
mummmmﬁmmmcmuuy
multiply as one’s involvement decpens. For this investigation, | have asked the
MQuﬁnh&pﬂm-ﬂmm«mmn
through some of them. Fﬂoﬁﬁldyﬂﬁmwﬂhnymm
dnﬂpn:mﬂ:d:“wﬁlm The reality that emorges
n




from this analysis is undoubtedly a “product of an interaction between the researcher
and the phenomena under study” (Turner, 1981, 228).

Everyday experiences and special interests have often inspired researchers to
pursuc qualitative investigations of a particular topic or subject. These rescarchers can
be categorized based on one central dimension, that being their involvement, This
involvement-distinction is not one of being involved or not involved. Instead, it is a
distinction in the degree or extent of one’s involvement. For many, their involvement
is superficial. Davis’ (1959) cab driving experiences do not continue to be an active
part of him. Neither do Schmidt’s (1979) travel agent ‘adventures’. Davis’ and
Schmidt's experiences are not ongoing. Others find themselves exploring a subject that
is more intimate. Roth (1974) used her hospitalization with wberculosis as “an
opportunity for on-the-spot observati 0 of social interaction in an institutional setting”

personal involvement in the community. All of these experiences, however, lack a
permansat visible, or at least permanendy ‘sometimes’ visible, feature that affects one’s

This is the essential difference between the relationships of the above writers to
their subjoct matiers and my relationship with my research interests. This is true not
oﬂyornycmmtﬂEMQfmmummmhedbylmw
her mhidietpdsarmnhhﬁlhmmﬁuﬁgexﬂmm All of
hm‘:%“wmnqﬂﬁsu{mﬁﬁnnmﬁngw
ofiea noticeable, throughout one’s life time. In her work From Disability o Handicap:
An Inevisable Response 10 Social Constrainss, Russell's (1989) involvement is similar
0 my own. She examines individuals’ adjustme t within a restricting social and
cultural comtext following their diagnosis with multiple sclerosis. While she does not
cxpand om her own perceptions and expericnces, Russell does illuminate her




perspective by indicating that she herself has multiple sclerosis. However, her direct
experience with the subject does not necessarily make her findings more valid than the
findings made by one who is less involved: there are many “right” conclusions. It
gives the reader a better understanding of how the writer arrived at both the questions
and conclusions, which can add to the clarity of the findings. and, in wm, assists
others in the continuing search for further understanding. Like myself and the other
writers discussed above, Russell is an “‘opportunistic” (Riemer, 1977) researcher: one
that has taken advantage of already being a participant in a subject worthy of study.
Likegendermdme.diubilityisnourolemmychooaetouepimo. My position
as an individual who has a disability ‘sometimes’ is one of the most direct-participatory
experiences possible. Consequently, while some argue that a rescarcher’s personal
characteristics and convictions should not be declared, it would be a mistake to ignore
mydiabﬂityandwwitmmhabommyexplonﬁon. While this is only a fraction of
who I am, it is the basis of my research interests.



Chapter Two
HAVING A DISABILITY ‘SOMETIMES?’

Thealhlnlmyofspakingabwtdiubiﬁtydoesnmhwludeﬂloaewhoappeu
W Aave a disability ‘sometimes’. Rather physical disabilitics have customarily been
separated into two categories - visible and invisible. This distinction seems clear, as
does the distinction between being disabled and not being disabled. As Goffman
(1963) identified in his work Stigma, some disabilities simply do not fit into this
classification. Several of the notions he introduces in this work are helpful in
identifying individuals that Aave a disability ‘sometimes’ and determining who they

Goffman devotes a large portion of his monograph Stigma to a discussion of
the experiences of individuals who have a disability that falls between the two extremes
“where o one knows about the stigma and where everyone knows™ (73); individuals
who can “pass” as cither. Individuals who have a disability ‘sometimes’ also fall
m&aeamudw“m"nablew;tminﬁmm;m
course of their disability. Like Goffman’s individuals who “pass”, individuals who
have a disability ‘sometimes’ may, but do not necessarily, have control over the
changes in the visibility of their disabilities. They may, but do not necessarily, intend 10
pass & “normal”. Goffman (1963) expands his notion of “passing” by outlining a
“matural cycle of passing™:



passing over in all areas of life, the secret being known only to the
passer himself (79, emphasis lﬁed)i

&mma“mmmmbbmmmmrmmorhmw(m
muuwmfciﬁﬁduﬂswhhveadmﬁﬁty ‘sometimes’ for whom “complete
passing” is not possible as their disability will reappear or change in visibility at some
point. If an individual’s disability becomes invisible 10 others, as with Goffman's
person who completely passes, they do not have a disability ‘sometimes’. Likewise,
an individual no longer has a disability ‘sometimes’ if their disability remains visible
and constant in how it is visible: these individuals have a disability ‘always’. The
experiences of those who have a disability ‘sometimes’, ‘always’ or ‘never” in the eyes
of others are not necessarily identical. Unlike individuals whose disability is
unchanging in its visibility t others, individuals who have a disability ‘sometimes’ lack

hddﬁonnhﬁﬂwhm‘h‘.iﬂ@whn:ﬁkw‘m“
u“boﬁeduyﬁohw:dmﬁlﬁymmhnadntrmmm
disability changes from visible (0 entirely invisible or the reverse, these individuals find
that their disability becomes less visible or more visible. For those who are mot
physically able 1o conceal their disabilities, they may “cover” (Goffman, 1963) their
disabilities to “keep the stigma from looming large” (102) rather than pass.
10 “cover” or “pass”, nor are they necessarily able to do 0. They are to some degree

The Experience of lliness: Recent and New Directions and refers 1 the conti
visibilisy:
Surely there ave diffevences among illncases as 10 how hidden or visible
they are 10 others. Ilincsses probably fall on some kind of continunm
an




compleely visible illnesses such as a skin disease or severe
ﬂsyamaﬂthmu [Wlly\i;ibkm MS and Bell’s
Palsy, for example - in the m DNES SUC

Rather than “partially visible”, the middle of the spectrum from visible to invisible
would more .m‘**]y seem to be “sometimes™ visible and its counterpart

amwﬁuhwﬁhmofm:ymddinﬁﬁﬁﬂmyﬁndﬂmﬂeyhﬁ
experiences comparsble 10 others who also have a disability ‘sometimes’.

the expericace of having a disability ‘sometimes’ have been overlooked in the search o
underatand what it means 0 be disabled in our social world. Nonetheless, other writers
have touched on aspects of this experience in their examination of a particular iliness or
within the geacral framework of disability. For example, one of Lonsdale’s (1990)
illustrations of the experionces of women with disabilities reveals women who have a
disability ‘sometimes’:
Smmﬁh&npﬂbmmmlﬂhm

B 3410 pple improvd i ey wee w

ﬁdﬂugmﬁhwﬁnﬁgmmmmn

M*ba&wﬂﬁﬁn‘iiﬁﬁi&ghhi“&yﬁn
fluctustes in visibility. !ﬁn‘ﬂybhﬂnﬁyﬁﬂyvﬂﬁm&ynm-ﬂ

MdM(lﬁ)mpnhummhﬁrﬁﬂwgm



ummmm*mmﬁusﬁmmm:emmﬁm
emphasis added). Not to minimize in any way the struggles onc faces with having
maultiple sclerosis or any other illness or injury, individuals with a variery of kinds of
disabilitics must cope with fluctuations in the visibility, and possibly severity, of their

between the extremes of visible and invisible. The fluctuation may be from visible 1o
invisible, from highly visible 10 less visible or the reverse of cither. The fluctuati n

m:m‘ﬁe&gﬂeq‘MO(&lmdeM‘sMhtymypm
remission with the disability becoming invisible), circumstances (e.g. an individual's

locations such as a recreation facility). The frequenc r and extent of changes in the
vﬁh&yﬂm‘:ﬂmnﬁfmm:ﬂmmﬁmm“ﬂ.mﬂ
MﬂmmmﬁmwﬂlmwhﬁevﬁbMyﬁ
mMmeHMMEmmrmugﬁ.Mﬁn
ﬁ&%ﬂmhvﬁbﬁqmmhﬂmmmuﬁﬂenﬁm
nocessarily will. In this regard, Conrad (1987) suggests that ‘(i]t is difficult 10 maeke
mmmmmm-amyMHmm
ﬁi-ﬂdfauwm:npﬂmmﬂwhﬁmﬂﬂumh
in - those who have a disability that fluctusies in visibility. The focus is on the
common expericnces of the individuals and on the changes in caegories within which




In the five brief vignetics that follow, we will further explore the nature of
hvbjldigbﬂhyMWmhmwibknm-ndmhhtym‘

Donmsa, a woman in her late thirties who was diagnosed with multiple sclerosis
seventcen years caslier, finds that “every day is different. Some days I feel a little bit
mmmmmmmzammmmmﬂmmnmy
whole body is burting...Every day is different” (I: 655-664). As a result, she uses a
mﬂmmmmmgmfwmmm-
wheeichair, arm cruiches, walker and cane. While her disability varies in the way it is
m:nm&d&ﬁmmmmm“mmmfy
is invisible. &@hﬁgﬁﬁenm“ﬂmmmwwmm
mgm&henhﬂﬂmebelmﬁ;h.ﬂlhhmhymﬂmpﬁme
hﬁlﬂh““ﬁlpﬁnpﬂgh::@gmml
hﬁdmmmmrnmmmm.m(mm
canse | can stand snd 1 should be wheeled in & chair or something™ (I: 889-895

[he Canc o Joans
Jﬁmhnmﬁhﬂyiﬁsmuﬂmmm“@mﬂlhﬁ
carfier. hhﬁ@ﬂﬂ“mﬁhﬂiﬂﬁ%wbl
ﬁhmwﬁhh-mnmﬂkﬁkm“m“n&




e ores that | et 1o and o oS el sick 0 il
as if I was healthy. (I: 2053-2061).
While they don’t last, she cherishes these non-visible times in the course of her
disability. mmhﬁtyofherd:nbdemchmgnﬁssh:nmﬁnmamﬁed
YﬂﬂhilmmﬁmﬁﬂlMI@m J get up and

£0 (o0 the » I feel like there mpmhnblyu‘eypmplewho

miﬂhewﬁ:hmg.m;.wm; limp 10 the bathroom and here
I look like a fairly yow?ommpﬂldlﬂgdu mlmc:
mm

m:ﬂ&m!p 10 the bathroom (I: 902

hnﬁdshhsﬂnhqmaﬁﬂymﬁﬁmm&mm

muscular dystrophy. mmmtypeofchugmvinhlitynfcmr:
disability occurs with a change in mobility aide between elbow crusches, which she has
wsed since she was a child, or scooter. Her disability is more ofien visible than not due
0 these aides, as well as her small stature. Cheryl feels that her disability is always
visible 10 others “waless (she is) sitting the whole time™ (Q). In this regard, she has had
several expe Jences with others in which her disability becomes visible afier a period of
being invisible. s&mt:én;mtnuiﬁzhhmﬁﬁmmm
would ask me 10 dance or omething and most of the time like I'd just say ‘No thank
mhummﬂnmmmtmmﬁrnmmﬁnﬂ
I'd et up and then they'se thea they're shocked ch like you can actually see the Jook
others sufficiend uasctiling that she has since made a poiat of putting her “cruiches
m@h:ﬂyﬂnhmﬁyh‘lmnﬂhxmm




Paul, a man in his fiftics, began losing feeling in his legs five years earlier as a result of
gmmﬁsm Fwﬁemmmlgminmhmpdmlwﬁm
wheelchair for
mmm&mwmmmmwmrmmmm
with my cancs, my physical endurance wouldn't allow me to do that.” (I: 188-190).
While he uses his cancs less now than at the onset of his tumor, he continues to use

LS o gy

touch other peog rndnwhgah; po they sort of say “What are

g7 or : ze ‘oh I’
tmmy:diﬂl‘d dnmi?hg&:hmn(?

i
other is lividuals’ being highly impatient at his moving slowly onto the bus. Their
gk;mﬂhnmmmmﬂnﬁmmamm
& growp of strangers on one occasion as he rose from his chair,

Iate-twenties, has a form of muscular dystrophy that was
mmmmmmmﬂ-mdymhm
orative, she foels it has largely “stabilized” (I: 58). Ivy wore braces on both legs
m&m&mrwmm While she always tried ©0




mmummmvidbkwodmuﬁm.Mmhaﬁmﬂg
Mymmbmmwh;mummmﬁm;ﬂmm:
Eprr e b D
eodbemaeyouprobnblyjunhadminjwyormahiumma's
nmnodd.lmtha’snmsoummmijhaveoaemkmw.
but thea two make you look like a real gimp <laugh> (1: 1417.1422),
Ahhou;hlheuoloumwmhnces.shestillhualimp. She recalls that new
wqmimawudoa’tﬂnysnoﬁceherlimpiu;dnﬁmﬁmethcymeem For instance,
whhmﬁagamdmhcoﬂep.ouofhamcmdidmmopizhs
disability the first time they met: “minlheoecondclmthisgirluys‘(lnlvy‘:
limping. What did you do?™ (I: 271-272). In fact, as her disability has been less
mmaummmmmmwwm"mm
limitations. Shemhz&edmuﬂembﬁbdﬁnda&ewpdamdm
Ti’sm-mmmmm’nmham...mﬁd

bhufan.ﬁnhwmbehdndywmleﬁmﬁm”azmm).

nwaummmuuw&yuoﬁ;
disability take a sumber of forms. As was discussed previously, they may be a result
dnhhhﬁv&d's%aﬁedm«wuﬁmyd&
which the individual finds themseives. It is important 10 soe that these individuals can
be identified further on two dimensions. First, there is the degree of fluctuation in
my.smhﬁﬁdﬂ'sﬁn&ﬁﬁuﬁnﬂmmhviﬁﬁﬁqbamﬁ
lesser extent than others. hmmmnmﬂubmamﬁﬁy
uammummmuwdwm,mmmhw‘
MyhnbuMhhM&yerMﬁdeom
wmummawu.munm A second important
distiaction concerns the frequency of the fluctuations in the visibility of the individuals’
disabilicies. Mwmﬁummy.m

month and the like. Mmdm%uﬂko‘wﬂdu“‘s
o



mydmmmhvﬁwmwmymmkaﬁtﬁrmpgm
wmmwmvhﬁﬁqmymmﬁﬁmmym:
mdedommhﬂmdmfaamﬁvdybfnefpaﬁdof&m
fdbvhg&ednphtﬁisﬂmhufwmymmwmmafﬁm&ﬁér
mhh'dymammmhnwhmﬁnginiuviﬁbﬂity Along
wmmwmummwm.mwmym
in the degree and frequency of fluctuations in visibility. One final characteristic of the
disabled individuals being investigated must be specified. The disability of focus is
m.uwdmmmmmmmmmm
permancatly disabled. As Levitin (1975) notes: The temporarily dissbled are “active,
Whmm&uﬁmdammyﬁm“[md]mmnh
“hnmﬂymbmﬁawﬁ(ﬁ)

Despite the variations between the individuals, all of the individuals in this
mmunummhmumhﬂmmﬂ
sealize they had 8 dissbility and thea it became apparent. Each of their disabilities has
eaticely shifted from iavisible 1 visible: they have all “passed”, be it intentional or

(1)  Theindividual has a physical disability.

Q@ NW'smthmhh

individuals who have a dissbilicy ‘sometimes’, two have had their disability since birth



mmmmquuhedadiubﬂityuahupoint This is not to say that there
are not differences between these two groups. Certainly disabling injuries and illnesses
Moecwlmhﬁfenecaﬁmambkmodifmﬁmofm‘snlf,whibadjmmm
wdiubﬂiﬁecthumptmtatbinh.ormthmma.ismm;ndw (Buscaglia,
1983). mmahmeammmmmmmm«



SOCIAL CONTEXT OF |
HAVING A DISABILITY ‘SOMETIMES’

As onc moves about the social world on a daily basis, one encor inters many
and ngnﬁcam others. Each individual

encounter. (ﬁofdnmexplnmdﬁnbr mmmmmmt
ﬁﬁhmh‘sﬁyh‘swnyndymhonyMMHyﬁmﬂyw
@mbwwammmcmﬁmmfmﬂymmﬂnﬁmw

disabled individuals. Asweunhgmofﬁeﬁﬁiﬁm mm
kmdhﬁg: Jisability ‘sometimes’ is clear.
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While it would scem unlikely that times of invisibility would bring rejection
from others, the circumstances nrmvimneminﬂmﬂgmofmhﬁsmﬂg

mmﬁmmrmhm&fmhmMVmbh

wllgnl to a parking lot at a sho ping center and I park in the

F ).lmdnfmgmuumf > car and everybody gets dinty

w because I'm young, what do I need a

th(ﬂfm)mlmmdmﬂhhmld&wﬂkdmnhm

thing, and then I open up my back door, pull my chair out, then
lnk:nﬂ‘fi tll:y‘lmh"‘ theycantbehevenymkjmv(l 889-896).

Donna’s disability be visible 10 others in order 10 validate her use of it.

riences that involve a
ehphﬁniﬁqnfﬁm&nﬁhymﬂmheemhgmﬂuﬁsnmdﬂm
unnoticed. For Cheryl, the profound impact of receiving a negative response to such a
change in the visibility of her disability is well-illustrssed in the experience she relates.
She explains that while out at a nighiclub with friends,

Myﬂmmmdmeﬁmmwmﬂmsm
ﬁl‘d nLNoﬁnkym but sometimes they're mﬁuﬂ
2 %0 for an answer, %0 fine and I'd get and then
hyredmhidlhyummllygemg on their faces just
the shock...I doa’t know, it makes me mad in a way because I'm the
same p ilmﬁﬁgﬁmhﬂmﬂlﬂ'lm&yﬁﬂ
this mmmmmmndma
251-268).
Golfman (1963) writes of just such a situation: “{H)e who passes [as sbie-bodied)
leaves himself opem 10 learning what others ‘really’ think of persons of his kind...when

they start out not knowing but leam part way through the encounter and sharply veer 1




another course” (84). Although Cheryl sees herself as “the same person” (I: 263) with
or without the disahility, having a man get a “whole different attitude™ (1: 266-267) afer

point of putting her “crutches some place that's casily visible 30 that somebody isn't
gonna mistake it or not know that I am disabled” (: 473-475). Joann relates that she
too has on occasion sensed a change in the other individuals’ awareness of her
disability as her disability becomes noticeable. One such experience, which took place
at an intimate family get-together, follows:

If 1 get up (from ﬂgdinnerub!e)md!‘mh;vingnhdd&ym!hivg
to hmp to the bathroom, it's almost this imperceptible thing (or)

mmmhﬁmgd:’m.mdeveniﬂ‘vemldﬂmnl‘mhmgl
bad day, they're all of s sudden faced with it, it’s one thing for me 10 be

nmmﬁ:uﬁmdhnkfmymunﬂfw:ummm

it’s another for me 10 get up and start lim ing or that kind of thing where

it’s a more visible thing, and then it kin of hits them in the face ‘Oh ya

she is sick™ (I: 930-939).
&emm&“ﬂfmmdownlmmmwhemzu
about how I look or even a litte sorry for myself” (I: 1744-1746) following a change in
the visibility of her disability from invisible to visible. Like Cheryl and Joann, lvy is
Mymﬂnﬁﬂaminuﬂmbhnmdinemmadsmmchﬁginh
mmmﬂmim“mmhmwmmmmmy
myﬁmmlmsﬂpkmdmm[mh]mhodym:;mnml
after being hidden, Ivy recalls feeling “so incredibly self-cos scious” (I: 876-877) as




using. Cheryl finds that there is not the same “negative connotation” (I; 1689-1690)
attached to the scooter as there is (0 the crutches:

1 think like a scooter to other people is almost a toy like it almost like it
doun'lhvelhemem'fmumdnnylpowawhulchﬂrun
manual wheelchair, like [ get a lot of comments from people...they'l]
ask how far does that go? or how fast can it go? or isn’t that you know
mhmywwﬁmndorlwishlm,mg Don't ever hear
someone say...°l 1 had crutches’ <laugh> (I: 607-618).

To Cheryl, others’ sociability is clearly tempered at times when she uses cruiches. As

his disability as he is compelled to use either a wheelchair or canes. He has found that
the responses of others ofien differ when he uses the canes compared 10 the wheelchair,
with him being “somewhat less in their eyes than I would be if I was standing tall” (I:
279-280). He reflects that unlike the wheelchair, “canes seem to be quite
common...whes you're in a chair, it's I think they feel that you're more debilitat(ed)
than whea you're upright™ (I: 342-343). He further explains that acceptance into a
group does 80t happen 10 the same extent if you are not “standing tall™:

joat somethiag that's ‘Oh Al Pasl, how ase you
doing?’, but me&quﬁmwﬂhﬂhmm

are more into the group (I: 889-899).
Like Paul who relates that “there’s something guite different about a wheelchair than
there is about canes™ (I: 1325-1326) for others, Donna observes that others “notice [her

walker] more than the canc and not as much as the wheelchair” (I: 1496-1508).

While it may or may not be what others istend, and while the feedback from
of rejection, which come in the form of scrutiny, apprehension, exclusion and insults




with a physical disability, Coleman (1989) reports that “the stories they [the disabled
individuals] relate about encounters with others do not reveal many supportive,
accepting or nurturing responses” (69). Rather she heard stories of “rejection”. The
hnmdrmmdhckmbemaayl.foremple,expwm:
ming O whateve, e ' MK s et o 10 82 §00d
or s m t 't
howmhnlmmmmmwwommmﬂ.
butwlenyoulookumebodyandmeylookamyﬁ;humy.wcn
that doesn't leave you with a very good impression (I: 684-691).
Other individuals unquestionably play a role in the individuals’ acceptance or lack of
acceptance of their disabilities as a part of their self, Nonetheless, the participants in
dﬂshvuﬂmdoducﬂheothmaawﬁvcmdmdmundin‘atﬁm.mof
the women, for example, relates the response of individuals at her church to her
changing the aide she was using:
Donna: 1 think I must of got a few comments sbout me using the walker
now or whatever, but I can't remember cause the people that
do talk to me there [at her church] like they know my condition or
whatever and they're not 50 abrupt as 10 mention any minor change
or whatever 50 they just...

Sherry: Abrupt like who?

Donna’s experieace is not always that of rejection, and each of the other four
individuals have such storics 10 tell. Joann, for instance, cherishes others’ lack of
awarencss whena she is able 10 “pass” as able-bodied, and the feedback from others is
that of indifference. She explains:



there’s not gonna be a remark like that cause I'm not limping you know,

30 I don’t wait for that extra little remark or little stare out of the corner

of the eye, I don’t look for it, I don't expect it (I: 2051-2071).
She finds such experiences rejuvenating. The responses these individuals receive from
others are in fact ever-changing: at times rejecting, at times embracing and at other times
indifferent. As Goffman so fitingly states “acceptance is conditional” (Goffman, 1963,
lm).Nmﬁcks.dlisisthecmfonﬂofuswidtmdwithomadiubility: we all
receive a variety of reactions from those around us, possibly including some of the

ones described herein.

It is the very fact that individuals who have a disability ‘sometimes’ lack
consistency in the appearance of their disability that makes having a disability
‘sometimes’ unique and makes the ever-changing responses of others perplexing.
aningadiuhility(huismmveﬁuinbowiuppemwothengimonem
degree of continuity in their experiences and enables one 10 anticipste others’ responses
10 a greater extent than one who lacks this continuity. As we all search for consistency
in our social experiences, individuals who have a disability ‘sometimes’ must struggle
all the mose. Uncersinty is an inherent quality of their experiences, and as we have
seen, it is a major factor in the social experiences of individuals who have a disability
‘somctimes’. While this concept is not sew 10 the exploration of having a disability
(Sec Brooks & Matson, 1987; Bury, 1982; Conrad, 1987; Lubkin, 1986; Strauss et al,
1984; Webster, 1989; Wiener, 1975), the breadth of its meaning expands with
reference t0 having a disability ‘sometimes’. Not only are individuals who have a
disability ‘sometimes’ unsure of how they will be received by others, as are all
individuals with a disability (Goffman, 1963, 13-14; Lubkin, 1986, 67), their
encertainty is compounded by changes in the visibility of their disabilities and
Mwhumamnmmuma
M’MmsnﬂubhmdM;deym



fluctuates in visibility, we must look into the disability-self dynamics reflecied in the
individuals’ experience and the issue of acceptance.



Chapter Four

‘CONNECTING’ AND ‘DISTANCING’
AND THE ISSUE OF ACCEPTANCE

thonddenbkwbumwﬁmdmme':ulﬁsconmﬂy
changing throughout one’s life (Markus and Kunda, 1986; Markus and Wurf, 1987:
Mead, 1934; Swann and Hill, 1982). Buscaglia (1983) concisely explains the essence
of, and evolution of, one’s self:

mwu.maﬁmwmhmma

ummdmﬂmmmu 's
. This concems motions onc has about one’s body,

m-ww.mmmmwwwmma
hhmm.hmho&ehkhumm'swﬁtyum'sw
iuheponlymadyudmduexplomayinum(@umz. 1987; Conrad,
1987). Mmdthnwmofmmmbymeﬁve
mhummmumrwmf«nwm
m.mmumhmmhu»mvmum
Mn&nwdmkw

MM&MMWM&MMMWW
‘conmects’ and ‘distances’ their disability in relation 10 seif, These pstteras may be
mu““a“ﬂ‘“ﬁq'umuwwum



end and ‘connecting’ somewhere between. Although none of the individuals in this
investigation were found to have ‘become’ their disability with their disability being
fused with their self. each of them does ‘connect” their disability to themselves in some
way. They each rerard it as a part ofnlf“pmofﬂgmulmrhg“((?hayllﬂﬂ
"pﬂnfmemw“(DQmLH?)“n‘umofymlfunpnﬁnfmofwhaym
are” (Ivy, I: 1373-4); and “part of who I am” (Joana, I: 1208-9). In this respect,
Yoah:d;(l?%)mlu“mduhrmof:lﬁﬁnﬁammﬂ:cﬂk
“MHMynmdkMelf‘whchpml&h;m‘smmy
and seif. mwmnmm::mn“mmdhmn
opposed to encompassin or nearly encompassing the total seif” (227-28). Several of
Dot suggesting that they are not disabled, rather that in addition 0 the disabil; they
lSlO—lGll):ﬂhﬂmﬂamﬂm“ﬂam;ﬁlhﬁmf abilities, I'm still &
not ‘become’ their disability. Cheryl is the most articulate in this regard: “having a
Myudympmatmmuhmudhmgwﬁﬁiuu
hpﬁkhﬁﬂb:ﬁ@&rﬂdﬂﬁlﬁdﬁpﬂﬂlﬂ“&?ﬂ?ﬁ)

Although each of the individuals in this investigation ‘connects’ their disability
10 themacives 10 some degree, each of them “distances’ their disability from themacives
0 a much greater extent. Ways of ‘distancing’ onc’s disability are many and varied: (1)
tempting 10 hide one’s disability, (2) not ‘noticing’ others’ reactions 10 one's
im(s)mummnmmdm:muwmm
about disability 10 ‘get past it’, (5) disreg rding one’s dissbility as pert of one's self,
(G)wgm&m‘ud’ﬂadh‘immgg‘sm eflection, (8)
blaming one’s disability, (9) cmphasizing recovery, (10) rejecting one’s own growp,




Two of those interviewed ‘distance’ their disabilities from themselves by
hiding, or attempting to hide, their disabilities from others. For the most part, Ivy and
hﬂﬂhﬁbﬁﬂﬁhﬂﬁnpﬂﬂmhhﬂ:@@hﬂumﬁﬂm
ﬂmﬁnmﬂmmnmmﬂmm:ﬂmm:ﬂlw
have ia fact been intent upon hiding their disabilities from others throughout much of
nmmhm&muntm“ﬂ.mm) For example, 10 avoid limping afier

B restaurant, she tries w0 “look like I'm
d“-yghﬁaﬁmmam.ﬂwmrmmﬂyﬁiﬂgis*':j,
272), or st a movie theater, she waits “until everybody else files out and I can file out at
the ead crippled and limping” (I: 1026-1028). Trying 10 ‘distance’ herself from her

L gt et g e

the washroom or ot of the restaurant, and then ‘Oh that poor girl.
Wh:mwﬁ you know, lﬁ‘l]h‘zldm‘tmﬁn

» ] dom’t want p nyh"ﬁﬁnm *, 1 do still hide it,
pnyny: kinda getting around it (I: 273-279).

ﬁhﬁmﬂuﬁ:ﬁn “ have this second opinion or have 10 re-think or re-
Maﬂhﬂmﬁmmnﬂyﬁﬁmhﬁﬂaﬁhmmﬁ
m:m&m“ﬂbﬁﬁe[ﬁﬂﬁgvﬂh"(@
Tve wd-inin when | in the back of
dm .mﬂﬁ mmlhimf?d
Hlmh Hdlys.hulj-leulﬁ‘ldnlin.l
-ﬂnnﬂkn_m:m thet the less I could rely
on an external kind of cretch or facilitator (I: 1152-1158).
hmﬁahhﬁﬁmnﬁhﬁhﬂh"ﬁnnl
ﬂfihnhmﬁnmﬁkmmum&y]ﬁﬁjw

10 try 10 cover




perking in a [disability) stall” (I: 1715-1716). Coleman (1989) in her investigation of
the experiences of twenty-four individuals with multiple sclerosis similarly found that
mﬂ&ﬁdﬁvﬁnﬂsmﬂ:iﬂ“ﬂweﬁcﬂmm&eﬁmﬁwaﬂw
resisting the use of a mobility aide. Coleman cites one woman: “The cane reminds me
m:hedim-mhhoveimndermydnkwhaglm‘tgﬂt“i(;ﬁ) Goffman
(l%)ﬁhwmaphmh!“mﬂzphymﬂqmmmphyeﬂmmumme
there will be a desire to reject using it” (92).

bly becomes a stigma symbol,

Alﬁothmn‘sdemememgdhadummyufnrmmmoflﬁ
initial stage of adjustment” (Wright, 1983, 117) as she was diagnosed less than two
gmhmmnmmmmmﬁmmm
ber mid-tweatics. For over two decades, then, she struggled 10 hide them from others’
sight. ﬁem*ﬁ:mﬁmmmﬂmimeMMIﬁl
mmmmuﬂgummmmmmmmwmn
Rever wore dresscs or shorts as they would make her braces visible: “I wouldn't hike
hMmlMlﬁUmyhmMﬁeMiﬂhudu.ulﬁe
thirty above out and your wearing jeans” (I: 366-368). If she did go 10 the beach in a

It R S e ety i e

mmﬂmm‘nﬂmpnhm-dm‘mhﬁ

nimﬂ:mn;ﬁmmx v ot
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Ivy responds with intense distaste to the following question: “If you had to wear your
braces now, would you be really concerned about people seeing them?” (I: 327-329),
She unconditionally rejects her braces in her response:

Oh wow [ that would be really awful, that would be really awful, ya

isn’t that funny cause I was thinking about that the other day for some
reason well and probably because if I'm having trouble walking or

M&..one would always say ‘Well maybe you should did
you ever m:uﬁng!ow braces?’, ‘I'm mgazlwgm do that',
and I mean it's just such a force like whenever I react like that to

something W ‘That’s a stupid idea,’ 1 know that’s pushin

some button in me '%Mwoﬂdynlilm'tmmmhens

that thought now, it gave me such a incredible sense, I hate to say it

changed my life, but it really did (I: 330-342).
In this regard, Brooks and Matson (1987) identify acceptance of an mobility aide as “a
Clear indication 10 scif and others that physical limitation has become a significant part
of one’s Bfe " (92, emphasis added). By scparating themselves from visible mobility

As well as being a form of “stigma management” (Goffman, 1963) and a
“sormalizing tactic” (Davis, 1961; Strauss, 1975), hiding one's disability may also be
an attiempt (0 physically ‘distance’ oneself from the negative feedback of others sowards
one’s disability. While she is no longer compelled 10 wear leg braces, Ivy continues 0
avoid participating in activities, such as skiing, thet make her disability more noticeable:

lmldoa'tﬂc»do&?hmndmmnyiﬁhﬂm

mr-m&mm&m:mﬁrnuémnﬁm




Emmnhamm“mmmbhmoﬂmmcmﬁdﬂm“u
H&M}Mﬁmmﬁhehmmmufhﬂhmlwmnmmdiﬂmm
ﬁlﬂbﬂﬁylndﬂ:mgofmhﬂmhﬂdmbmty Nonetheless, she also finds
mmm“ﬂmmwmmmmthwmhmhml
dm‘thvemﬁyﬁhﬁeiﬁwhn‘iﬂ:ugoﬁﬁngmhidgit“(!z 1142-1143). While
Coanrad (1987) maintains that “although [passing] may insulate the self from the
identity™ (12), it would seem that insulating oneself from the harsh reactions of others
may do just that. itmyimnhgmfmmofdg“reﬂity“ofm‘;dinbilityi
Nonetheless, for individuals who have a disability ‘sometimes’ the effort of hiding
Jisabilit individ 8 disabilities will become visible again:
dissdgmofhm:m sometimes’.

ly, an individual with a visible physical disability will
invariably receive negative responses from others. As Cheryl reflects on the negative
hhﬁm“mwh‘sm[nﬂm pay attention™ (I: 114-116),

mmﬁMywhmmmwmﬁhmMnFM‘

Che [A]hﬂhﬂldﬁ‘tlﬂmmﬁlﬂpﬁenh
ﬁmﬁh‘.nywvc]ml 10 walk from m !ﬂrﬁb
where the washy I'ma




mmnm;kuyemm y look away as soon as I meet their
eyes, they look away (I: 654-666).
While Lubkin (1986) argues that “{wlell-adjusted individuals who feel comfortable
ﬂﬁﬁﬁ'lﬂﬂﬁty.hvedeﬂlmlhm;mfonlm;ﬁme,lndchmgmtmmven
much effort in responding to the reaction (of others) may disregard it” (68), by not
‘noticing’ others, Cheryl is shiclding herself from other's response and thus
istancing’ her disability from herself. While Cheryl permits herself not 10 think about
others’ negative response by not ‘noticing’, Joann “purposely” (I: 978) tries not 1o
notice the reactions of others. She explains: “If I get up and go to that washroom, I
m‘thﬁnmyﬁdyézrmmﬂﬂmngmpkm;ummmm
hsﬁy!mﬂymmuummmmfpeophmmum
choked up>” (I: 978-982). Joann deliberately tries to protect herself from others’

‘distancing’: meﬂh;oﬁazﬁmmdms&nhuhty In both these cases,

#ﬂﬁ]ﬂﬁlﬂﬁﬂ!k‘ﬂlﬂ.lﬂ]mﬂ
1 have a form of arthritis’ » Cause people migit understand
h.l J;guphﬂhmmmmﬁjﬁ
20 many s 20 imter u know, it’s pg tha
mmkﬁdiﬂhﬂu mﬂ'ﬁ-m:ﬂnmnl
nﬁhinmﬂhm«fﬁiﬂau&nmy

view of me” (I: 485-486). Wﬂe&m&hﬂhnﬂm&m
with this at times: “1 still sometimes get emban ssed if I'm limping and ‘Oh did you




sprain your ankle?", no I have arthritis, sometimes I even fall back into that instead of
saying no I have a disease called lupus” (I: 684-687). Likewise, Ivy has often avoided
revealing the true nature of her disability to others. For much of her life, rather than
say she has muscular dystrophy. she would tell others “*Oh I hun my knee™ (I: 274-
75). She “just couldn’t handle the fact of telling people 1 had muscular dystrophy™ (I;
285-286). Ovenall, the information these individuals choose to conceal about
themselves and their disabilities depends on their relationship with the other person.
Ionn.fwmph,mvamcmmﬂl:rnunm“mmly with people that I don’t know
or I'm just kinda starting off with almost where I think I'll never see them again,
People that I want 10 have that I think I'll have a relationship with or want to get o
mwnmhmﬁmyhﬁfwmlmthmkmm
i” (I: 1215-1220).

ﬂmdsofhﬁm?nﬂMMlnnmm She also ‘distances’
meh&dmbﬂnybyuﬂnuhmemgyulhngmmwﬁ

disability 10 “get past” (I: 575) it. She explains:
I’'ve met these people for the first time, I'm ping m not
afraid 10 tell them more or less my whole me ical history because | want
m-nmmm:mmymmwmm Daitive
lbouwhaei’nn-ﬂwholmmddmgkiﬁmfdinp.nwm
et past the disability. (I: 571-576).
Joann's “v y” (Goffman, 1963, 100) and deliberate disclosure allows her 10 ‘get
m‘hdﬂiﬁqmﬁshmhﬁnﬂﬂshmdhﬁ.hﬁh
&ﬁﬁgﬂm“ﬁhmﬂh%ﬂm “unti]
lmuﬂenw“ﬂuﬁ;!hﬂ.lm‘tmﬁ;wmhﬁﬂﬂmnﬂ
ﬁdmlmﬁnhhmmi&m:ﬂ.mdd:ml
ﬂﬂhhﬂlmhwuﬂnmammm&rﬁ"a




225-229). In this regard, Goffman (1963) further explains that the individual “can
come (o fecl that he should be above passing, that if he accepts himself and respects
himself he will feel no need to conceal his failing” (101). In his work Deviance
Disavowal: The Managemens of Strained Interaction by the Visibly Handicapped, Davis
(1961) identifies a behavior by which the disabled individual tries to “encourage the
normal to identify with him...in terms other than those associated with imputations of
deviance™ (127). He calls their effort to make their disability a less important factor

the other ‘distancing’ strategics Joann engages in, telling others about her disability to
“get past it” allows her 10 further scparate or push her disability from herself,

disability as part of their self. Joann scparates herself from her iliness in this way
mﬁﬂm-dhyjmmmefwmlnwlmmmmm
herself as she tells about her anger at being ill. She clearly expresses the division: “1

bowndary between one’s disability and self is likewise clear for Cheryl. While others
H&ylfuhuaﬂhhh;ﬁﬁhﬁmmycmylwﬂdmh&y
admire her for one of her “personal qualitfies]”, of which her disability is not included.
ﬂnﬁﬁﬂpﬁﬂ%wm&mﬂyﬂhﬂln
somebody with a dissbility™ (1: 771-779).

®



6. : ¢ . ¢ ’

For several of the participants, longing to be “normal” is a component of
‘distancing’ their disability from their self. This aspect of distancing is evident in
Paul’s moving from his wheelchair to a ‘regular’ chair in his office. While he
maintains that he moves to an office chair for “exercise” and “relief”, Paul is aware of
the message his conduct sends 10 others:

lsnspecundlonlyyouhowumuchulaidthcydidn'uecmto

uwmemydiﬁmt.bmlmofmspecuhnmnﬂwymyouina
mdchu.theydou'thavethemfw.dmemsmhcafw
about chairs like people don’t want (0 I don’t know whether close is the

word but you know there's sort of a barrier around a chair like it's

mhnn‘cwlenslbemmnﬂwm'swmethin;mn whereas a

i least he can get out of his chair’ you
knowlikellonofmlhu.andldon'tknowmbody’severuid

mymh;buywmmnymmuinpeopk'smmmﬂsm(l: 1706-
M'sduiewMMMbhuWabiﬁduiumevidemubalhof
mmwmmmmmwsmammdomm
thing for me to say ‘Hey like I can open the doors, I can do this, I don't need the
eheuicdom”ﬂ:lﬂ&lﬂ&?mlhmmhisdiwhywhikm
Hsmﬁomn&bﬁcabiﬁdauuypoinnuhewlhaboumexm He
repestedly refers 10 his disability as merely an “inconvenience” (1: 143, 297-298, 573,
mmmmmmmummmm"a: 14, 28,
593.615-623)ptiotwmeouetofhis:ymptom. Joann likewise longs to be
“normal”. Sheremmuwbasheisomwithhetboyfﬁendsheisespechlly

conscious of not wanting to “stick out™:

of stff, I'm afraid of thet thinking that or 30 when
I'm with him, it’s different, that I'd fike 10 appesr more normal...or not
disabled (I: 757-764).

mmum.wmmmmmmm

she “blends right in" and foels she has “less wrong™ with her (Josnn, I: 1537; 1479:
«a



1012; 2049), and at functions with older individuals where she sticks out “cause I
didn’t have gray hair <laugh> I didn"t stick out because of my physical disability” (I:
1480-1481).

7. Despisiog Onc's Own Reflecti

Another form of ‘distancing’ onc’s disability can be found in Ivy's passionate

refusal or insbility 10 watch herself on videotape:
1 saw this videotape afierwards and you know I saw about I bet 1
waiched thirty seconds of it and I just it was like I was so like 1

I you know it was such a strong emotion like I just 1 like I can’t even
waich this, I just left I mean I couldn’t waich it, I couldn't bear to see
walkndlwsoemhmmdthaother were waiching
and obviously they were waiching me walk 100 (I: 1056-1064).
Assheexpldnhadifﬁcultywitbhermappemnoemdthevisibilityofber

disability whes it is reflected back 10 her, Ivy further separates herself from her
disability.

8. Rlaming One’s Disahil

Cheryl further separates her disability from her self as she places “blame” (I:
357-370) on her disability for the fact that she has never had a boyfriend. After asking
Cheryl 10 describe how she feels sbout herself, she explained:

That's & hard question. | know that I'm a good person, I

ﬁhiu.l’.podﬁve 10 be as positive as I'm a lot more positive
alot l"(vhummrmwmm

rupu.uy“u'm"oupgmwmmm values,

3
1

mmmumr«uummaumum
“who's going %0 want 10 go out with a listle crippled girl?” (I: 667). After being asked
m*&w&upm&.hmuhﬁws&eh“nrynry



insecure” (I: 674). Phillips (1990) relates similar stories and passages in her article
Damaged Goods: Oral Narratives of the Experience of Disability in American Culture v
illustrate her informants’ perceptions of being “damaged goods”. In their accounts,
both Cheryl and Ivy regard themselves as defective or “damaged”.

Joann's emphasis on future recovery is another way she ‘distances’ her
disability from her self. In her anicle Struggling for a Self: Identity Levels of the
7 lﬂ.&-ﬁg(lmm&sumﬁmnﬂmulmw
identity in which the individual expects that “recovery should be the segue! (0 iliness”
(301). Amnnyhemgmdmlm‘:mmmsemphn;mmn
mnﬁaﬁhhmﬁ:&qfwbmmm&myﬁdmm

Tty e
emission where I can be very healthy or fairly healthy and not ha
m)mﬂnhmhm“ y getting better (I: 1109-
wﬁmﬁﬁmmﬁm

was found in the form of rejoction of specific others who also have a disability ility. For

I've thought about this and that and talked 10 other poople about whother
mwmpm-mm abled people and I've
always there's 8o and | think sher says a lot abowt how /
view disabled people becanse | -uhn—ah‘lﬁ'ﬁymﬂu




luvewmleformonewhocediubled?'.likecmuethammy

3ll;flt;m.dlometilnesimillit'slaometimeaobackandfonh(l:382-
Shehuaddslhusbehn“bemmialindinthiswoﬂdwo"(l: 1786) meaning that
dlehammyoﬂhemencuﬁvemimdammlsindividwswiﬂldiubiﬁﬁesudo

the non-disabled. lvyﬁmﬂlﬂymjecuacowakuwbodsohaadiubﬂity:

about the
:mumm»ummwmumm
Mﬂ&u’sm&pmmm‘nmw can tell your
like in your head you know this you know, but that reaction
mmﬂgd&d&plﬁa“mwnhﬂmc&gnﬂ
you just have 10 work 30 hard st them, but you know
nﬂ;ﬂeulmlhﬂenm (1: 1423-1450).
m(nm)mmmm(«mm.wfmlm
mhmmmumumaumm.ummm
WWﬁ&MWWMwMMM,
mmmmmummmmwm
something of which he is ashamed. thmmammmmuh

80" (108).

M:Adm&mﬁﬁfwlﬁulhﬁlmmm”ufeel

mmmummammﬁm In

&MMMMMMWMMM&
0



hﬂmmmw:hmmﬂhaE“(IGM)mh\enﬂmmm
than I do” (I: 855). She explains how this helps to reassure her:

l‘munlblpmuﬁrmﬂgmﬁdhwymhmwntdglopendnf
l!einL- wellﬁ[hl,lhvelenwmn;mmmﬂmmmdmthnl
sorry for myself, there’s less self-pity involved, it’s like Jook
whnhnelmmfeel for you know, I could be a lot worse off,
lh:g'gmlgrmm uﬂﬂgmmlygmﬂmmhanr
msmbeiu h ;;,,,;allhuhfe.ﬂmehndmf

lvyﬂmbmisglfbydanmngmmdwﬂmmm:nﬂ,ﬂhmn
disability that is different from her own. As she explains that other individuals
mmm@mmﬂm:mmmmmm
dissbilitics. Donna reflocts that she is

one of the lucky ones because I can still walk, I can even take a little bic

of with nothing. I'm also that I don’t have constant
Pvé?mﬁmnﬁﬁymp?hh mlwﬁ%

Pﬂﬂmﬁhlﬁpﬁﬂ mmmlﬁ.gm
con Pt My foct wp. relax aad I'm owt of pain, 0 I don't
**;’;(1.125-1621 ) o

In addition %0 boosting one’s feelings sbowt one's sitwation (Taylor, 1983, 27),



Mmmsmlgmjmywﬂmmmﬁwdmhmmvudmthua
whole. Gibbons (1986) explains: “By derogating others like themselves, stigmatized
pwphnmmgﬂzmmmd,mmexmtmgﬂ:mﬁmm

of i€” (137). ion of one’s group is rejection of one's self (Rosenberg, 1979).

Thhdivihkmmm;mmm:mhﬁnfmnmmuﬁey
describe their experiences that ‘distance’ their disabilities from themselves. These
statcments are not as casily categorized as the others, 30 I include them as further
illustration of the ‘distancing’ strategy: Donna reflects that her disability is the “biggest
disappointment in life” (I: 1158); Ivy relates that “it really bothers me to even say that
as he does not “want 10 put any more burden on them™ (I: 593); Afier being asked
Mm‘ﬂirnmnhlhﬁmmmihﬁ;ﬂhmi
disability is not geserally a good characteri ic in the eyes of the public. When you

ﬁﬁhmMMﬂm:m&m“s

Mhﬂyﬂﬁfﬁﬂyﬁﬁéﬂlﬂﬁll Or one, that can
occwr, in a person’s life. Like other events and
mJocmriu{ it iil!i be ﬁlincnrporned j,i Icn




} ’f’,,'yetmﬁmdwnhu[mcmg]
myofmm *“1 have a chronic illness, it
npitofm:,thﬁ'eﬂmmm uhelﬂnheddedmthem
but there is more of me than it™ (26

ing’ represents imegration, m;lemumdepﬁofmm paration
and ‘becoming’ represents amalgamation. While exploration of ‘connecting’ or
integrati msﬁuhhqwmmsnﬂuhﬂyamve,mmgmininmd
* is limied. To further understand the impact of ‘distancing’ on an
individual and the relationship between ‘connecting’ and ‘distancing’, we must explore

als’ assessments of self are influenced by the perceived evaluations of
that would sustain such views” (1046), both of these factors have beea found in the
foodback is disocted towards those with a visibly dissbling injury or condition, and we
have found that each of the individuals ‘distance’ their disability from themselves in
some way, a less than positive response 10 an aspect of oneself. In this regard, Hanks
disabilities] may come into play against disabled individuals to distort their
conceptealization of self and social reality” (316). hel ‘
ﬂmmmﬂmmnmmdmmmSm
(1983) explains: “(T}t is grossly misleading %o characteriae people as passive creatures
who wanch in wonderment as their self-conceptions are tossed abowt willy-nilly by the
situational pressures that swirl about them™ (60). One's understan ing of self at any




As a result of these combined forces, disabled individuals’ acceptance of their
disabilities is a complex issue. For individuals who have a disability ‘sometimes’,
acceptance is further complicated by variation in the visibility of their disabilities and in
the fecdback from others. A number of writers have concluded that individuals who
have “accepted” their disability regard it as one of their many qualities (Brooks &
Matson, 1987; Kerr, 1977; Levitin, 1975) as do the individuals in this investigation
(i.e., ‘connecting’). This raises an important question: Have the individuals in this

As was explored in this thesis, each of the individuals both “distances’ their
disability from their seif and ‘connects’ the two as they relate their experiences. This
_thh_mgmhmmEﬂHwﬂhlvyuﬂmﬁEBmhmn;pm
her braces away for research:

like it was really hard 10 t0 get that away |
just almost like no | don’t want 10 do this.

Ivy: 1 don't know like 1 don’t know why it was hard...it's a part of your

s ¢ Kome whes | vas young 1 od me'of 8

Ity hard 0 let that stuff go,

braces on?

Ivy: Oh God you don’t know -S: Mm?- 50 50 you dida’t dida't do that
(I: 1357-1381).




minwhamoddbuedontheexpaiemoﬁndividmhfollwinppiwm
injury. She explains the nature of the pendulum of reconstruction of one’s self:

The [identity transformation] model is constantly in motion as

time. However movement can conceivable from moment 10 moment,

situation to situation, or day by day...identity reconstruction is a

continuous, evolving dual-directional process™ (241).
WM(IM)MmMymmmenmdm:Wlmnm
MWMWMMMM(BML.W&.
process and, in no sense, an event. Whtmpmmmindﬁlylifehamndy
mmmmmmm...MhmmMmuwm
one can sy, ‘Aha! I have accepted. On 10 the next task™ (92). Furthermore, Corbin
um(lmmﬁaﬂmhm'swmymwimchmph
lheﬁiiﬁtyofone’smy.udleydofalhocwhohawammy‘m':
“Tt is also possibie, having come 10 terms with one set of limitations, 10 return 10 a state
of nomacceptance. This can happen if another trajectory follows, or limitations
m«.wms«aupnuuummm
noticeable” (270). As we have seen with each individual in this investigation, the
degree of acceptance does vary. While the message given 10 disabled individuals is that
hymmpww.ndmuyuummmm.
it is by no means an end state. For the five individuals studied in this investigation,
mtwmmrmof‘dimh;’mmfm.yu‘muc&f
themselves with, their disabilities. Although Charmaz’s (1983) focus is t0 a large
extcat on ‘concrete’ struggles such as social isolation, living a restricted life, and
m.m»mumuwmmm
mmum.amm:mu-ar(mmm»
Likewise, ‘distancing’ one's disability from oneself is an sttack or assault on one's
disability and thus on & part of one’s self. Although each of the individuals in this



imvestigation ‘connects’ to their disability to some degree, each of them ‘distances’ their
disability 10 a much greater extent.

Of the five individuals, Joann clearly exhibits the greatest variety and number of
‘distancing’ strategies (n=8) (See Table 4.0 for an overview). Paul (n=2) and Donna
(n=1), on the other hand, display the least number, with Cheryl (n=4) and Ivy (n=S)
falling midway. The variation among the individuals is considerable. It seems that
certain ‘distancing’ straegics allow one 10 distance their disability from their self 0 a

Table 4.0 Outline of Individuals’ ‘Distancing’ Types

TYPES OF DISTANCING

v
¥ L vy y vy

grester extent than other strategies. Likewise, it scems that the level of ‘distancing’
increases as the sumber of ‘distancing’ stratcgics one engages in increases. It is
mm»mamumwm'mmm
either of these propositions. As well, there are a number of possible reasons for the
vasistion in ‘distancing’ stratcgies that the individuals display. Firstly, individuals may
have a sumber of idiosyncratic characteristics that lead to this variation, like their
coping skills, mood or ability %0 articulae their siory. For example, Paul talked less
abowt his emotions and feclings, and this may have influenced the number of
‘distancing’ strategics he relatod as he t0ld his story. While it appeared that he was less
ﬂum“md&umhhmmum



fmﬂmmafﬁemmm;@oﬁee)mayhvemﬂmuﬂhum
sbout his feclings and emotions. Although it does not appear that the variation in
"distancing’ stratcgies relates to the onset of the individuals disabilities, as both Joann
(onsetmone and a half years earlier) and Ivy (onset=since birth) demonstrate a high
mﬁﬂﬁmﬁ;‘mﬁﬂmmﬂmm&emﬁmmmy
mﬁmmmjrymydmmﬂmhowmﬂmﬂxcbmmmﬂ:mhh&yof
their disability and in the responses of others. The individuals’ disabilities themselves
mymohum;ﬁmmmeexmmwhichngygﬁmmm;&ir
miﬁnﬁmmmiﬂmﬂnkkﬁndngdmﬁm
interview that she tired easily and the interview would have 10 be kept fairly short, As
a result of her fatigue, she may bave left out some of the details in her descriptions. As
well, the individuals’ stories may have been influenced by the individuals’ intellect, as
iiﬁﬁdnﬂ:uryiihubﬂilylnhuindﬁhkﬂdmmmmm

0 clarify the ‘distancing’ strategy. Overall i is less important 10 know who ‘distances’
Hhﬂhyhmwﬁehﬂhhhmmmﬂbm:ﬂwemf
‘distancing’ and the relation between ‘distancing’, ‘connecting’ and acceptance.




Chapter Five
SUMMARY

that are invisible, some individuals’ disabilities fluctuate between the two extremes.
The fluctuation may be from visible to invisible, from highly visible 10 less visible or
the reverse of cither. It involves a change in the degree of disability (e.g. an
individual’s disability may go into remission with the disability becoming invisible),
M(&pnﬁ“’smwmuvﬁbﬁﬁmniﬁﬁ
mhw«mﬁw(apmwvm'swtymyh@mem
visible i certain locations such as a recreation facility). Five individuals who have a
Myhtmhviﬁbiﬁq-amuvy‘m'-mhmdm:
variety of organizations, facilitics and newspaper advertisements 10 be interviewed
mhhm.uhwmmmumm
their disability is permanent. The individuals® disabilities include muscular dystrophy,
multiple sclerosis, tumor on spine, and lupus.

Each was asked 1 tell sbout their experiences with others in relation 10 their disahilities
© vigible and changod in the way it was visible. While it may or may not be what



' revealed experiences of rejection, which come in the form of scrutiny,

appreheasion, exclusion and insults on the part of others - sometimes, The feedback of
others that these individuals recalled was in fact ever-changing: at times rejecting, at
times embracing and at other times indifferent. The individuals' uncertainty with
having a disability that changes in visibility is thus compounded by being unsure of

their disability to their self, To a considerably greater exient, however, each of the
on onec’s disability and thus on a part of one's self. It became apparent as the
individuals’ experi noes were examined that having a disability ‘sometimes’ encourages
one 10 ‘distance’ l!lﬁrdnhhty More specifically, the rejection from others at times of
high visibility invites one to physically (i.e., attempting to hide one's disability),
imsellectmally (i.c., disregarding one's disability as part of one’s self, not ‘noticing’
mmhmsﬂmﬂw&wM:Mumﬁmsﬂ
hﬂn;nhe‘nﬁmﬂm‘hleﬂindaﬂ:hgmsmmmyu:
ﬂﬁgﬁﬁmmdmsﬂﬂyﬂmmmmn

Mmﬂfmﬂﬁem&eﬂmﬁumhw:“ty



understanding fluctuates. That these three are related is unmistakable. While I had
intended 1o closely examine the correspondence between the fluctuations in the visibility
of onc’s disability, in the responses of others and in self-understanding (Sce Appendix
D). unraveling the connections between these elements is not within the scope of this
thesis. Noactheless, we are able to conclude from the five individuals’ experiences that
the fluctuations in the visibility of their disabilities, the fluctuations in feedback from
others, and the twofold ‘distancing-connecting’ of their disability with their self,
amplifics the uncertainty of having a disability.

While a limitation of this investigation is the small number of participants and
disability types from which these conclusions have been drawn, the intention of the
projoct has been accomplished. That was to identify and explore the experience of
having a disability that fluctuates in visibility to others. Although many of the
conditions and injuries included in the casegory Aaving a disability ‘sometimes’ have
been individually explored, this group as a whole has been overlooked in the search 0
undersiand the experience of having a disability. For those striving 10 assist disabled
' 8 in their healing and 10 help others understand the experience of having a

sbility, further ex| oration of the uniquely ancerrain aspects of having a disability
‘sometimes’ is necessary. ‘Having a disability sometimes’ is a highly meaningfu
cascgory of study.

As this work progressed, I became increasingly aware of the importance of my
having a disability ‘sometimes’. The findings of this exploration are very much a
have analyacd their stories within my own system of meanings as a researcher and as
o8 individual with a disability that fluctustes in visibility. My personal experience with

®




explains: “10 see the world with pure eyes unsullied by prior experience or assumption
is, in other words, to see nothing at all, simply because without prior experience we
don’t know what to look for or what we see” (339). My disability has given me a
sensitivity towards the experiences of other disabled individuals and an enduring
interest in the pursuit of understanding the experiences of those who have a disability.
Ihe Issue of Trustworthiness

This investigation has both strengths and limitations by which one may evaluate
the “trustworthiness™ (Lincoln and Guba, 1985) of the inquiry, with the central
question for evaluation being ‘Can one trust the findings of the study?", Many aspects
of this exploration attest to the dependability of the findings: the rescarcher's
preconceptions were clarified at the outset of the study; procedures by which
participants were located and selected, and how the study was conducted (i.c..
Mwﬁdmajoumdofmdymdecumqmmmdmpmmwn
maintained throughout; decisions in the analysis process were discussed with
MMwmdumemfa.ﬂ&hEﬂﬂ
in the category ‘connecting’; confirmation of the meaningfulness of the findings was
in the study; and indications of the findings were found in other disability-related
literature. All of these aspects contribute to the trusiworthiness of the results.
pasticipants of the study; there was minimal “triangulation” (Guba and Lincoln, 1983,
106) (i.e., wse of other data sources); and while the casegories discussed in this work
(i.c., ‘distancing’ and ‘connecting’) are fairly well developed, they lack depth. The
the exploratory nature of the investigation.



Many of the individuals’ stories and reflections have not been included in this
work. In addition to contextual or background material that was essential to
understanding the individuals® experiences and framing their experiences in such a way
as 10 help others understand, there lics clues to unanswered questions about the
xperience of having a disability ‘sometimes’. These questions include: What else is
ﬂiaelbomuuexpemofhiﬂng;dmbmty ‘sometimes’ that is distinct from the
experience of those who have a disability that does not fluctuate in visibility?; Are there
gender differences in the experience of having a disability ‘sometimes’?; Under what
mummmltelymgmemamutypeuf‘dmmng than

’ strategies used in one’s dealings with

Eutuee Reacarch

In addition to interviewing individuals with disabilities, there are three other
mmmﬂmmmmummumﬂm.
disability ‘sometimes’. The first involves speaking to significant others that surround
ummmmnrmﬁhawmmmmm
and thoughts on the disabled individual's disability changing in visibility. The second,
also provide another source of data. Finally, a third source, which is supplemental in
photographs, videotapes, diaries or other such materials. One or all of these three
dﬂnﬁﬁeﬁnmﬁﬂ;“ﬂm““ﬂm

and others. Theee forms of data, as well as further in-depth interviewing
«Q




who have a disability ‘sometimes’, may be used in future research to explon: a variety
afmﬁmnﬂ:amnfbwmgl disal

¢ Does having a disability ‘sometimes’ have an impact on an
individual's relationships with loved ones, coworkers, new

acquaintances and others?

¢ Does having a disabili gmmenme: affect lehumshlps with those
who have a disability ‘always’, ‘never’ or ‘sometimes’?

QDnglndndmlnh ty ‘sometimes’ have an effect on able-bodied
lndmchnls views of these individuals as “legitimate™ or
ic” disabled persons?

¢ Does lmrmg a disability ‘sometimes’ have an effect on the
's view of themselves as a “legitimate” or “illegitimate”

!'?g,y Y Efi 7"im 7."?

Mgm?
¢ For individuals who have a duab:ht ‘sometimes, does their
ldmfm with ible-bodied Ind individuals change with

8 having a disability ‘sometimes’ have an impact on these
0 ,,'mknﬁ:d:nhh"nghumormlhmmhng
: :fi,,ﬁl’lﬂﬂm(l.e scif-help groups

o Arc there other ‘distancing’ types?
In addition 0 these questions, there is a great deal more we need 1o learn sbout the
mdhvmgldmbiﬁty‘mm‘mdhwuﬂmmsmymm



FOOTNOTES

lmmmw.ndmﬁnuuﬁhe.mwhdgbmwﬂz‘mm‘hngmrm
use with reference to an individual with a disabling injury or condition, and the
preference of many is to use the ¢ “individual (or person) with a disability” rather
“disabled individual”, the former becomes verbose with repetition. In using the

I am in no way suggestin that the disability comes first and the person
(See Dialog, Spring 1993, Vol. V11, No. 1, pp. 24-25).

%Mddx%iﬁiﬁd@sﬁﬂuﬁgﬁtahﬁuh@mﬁniﬁiﬁm
to another physical disability were not included. It was felt that such an impairment
would influence lhewdylmummimpmedmdmdudexpem
their social world is likely to be flerent from that of someone without such an
impairment. hmm.lfmditnweugmmhxﬂiuﬁmoneindividnﬂﬁﬁ
& partial hearing impairment is included in this study.

E

]
i

E

4While this individual responded that her disability is “never” visible, it is apparent by
lao&umm(te.&ushecmwﬂymamuﬂwhnkhﬁr.ﬁ;e(s)nrmﬁg
that her disability is visible at least sometimes. As she uses a number of different aides,
then, she may have a disability ‘sometimes’.

mwviddwumfomdwhm:isﬁhtymmm:nﬂgmofm
disability as described in questions 6 and 7 (depressive disorder).

6Each of the individuals’ reflections e orted in this thesis is identified as bein
their imerviews (I) or questionasire (Q The numbers which follow indicate the line
consecutively across interviews beginning number one for each participant.

umormmmm#m ed: Canadian Woman Studies, Summer
1993, Volume 13, Number 4, pp. 26-27.
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Appendix A

CHARACTERISTICS OF
QUESTIONNAIRE RESPONDENTS

V;"—:FA == -
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- No sower given



RESPONDENTS’ ANSWERS
TO QUESTIONNAIRE STATEMENTS

Bmmﬁm(m 13: ﬂ)mmmmﬁeglﬁmd
: mnmﬂmmElmﬁldﬂhm
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Appendix C

o

Imsoduciory Comments: mwmmmﬁmmmmmg
0 the imterview.

©  Discuss Interview Style: Whea a person is isterviewed for say the consus, the
amswers they give are normally quite short, as are the questions. For example, for the
Maving a short question-ans ver discussion bike this, I would like %0 hear sbowt your

Question I: mhmﬂ-ﬁﬂﬁnnm“mm

sympioms snd woll me sbowt your experiences with other poople?

Question 4. “immﬁi-ﬂumnmln
examples. These ase many others that you might think of that | haven't

Quession 3; lﬂhﬂmmpﬂqﬂnmﬁh’ma

soguler duy for you. Could you describe 0 me what you 60 0% any “normal™ day.
QOuention 6; lﬂ-nmmﬁmm—hmmn
work, school, home, secsention, shopping malls and any other place you can think of.
Question 7: hm“hhgﬂnﬁﬁﬂnwhthﬁﬂ—!

dossn’t sonlias you have & dleability snd ot some point they sealiae?
Question 8: Asc thars places whers you foel less dissbled Or more disshied than others
Seciuse of how people tseat you? or specific expariences whese you foel loss or move

Quession 9: hmmgﬂ-ﬁ_“ﬁiﬁﬁ::ﬁjl

Question 10: Oouid u il me some moss about & few of your anewers on the




Appendix D
MY FALSE START

The “Response Systems Mode! of Disabled Individuals in Transition™ that
folbwsmdcvelopedwmnminm:beﬂucmﬁominone'sundemmdingohelf.
which are the result of the perceived self-discrepant and sclf-congruent evaluations
made by others. Both the individual's possible self- and perceived other-definitions,
along with the individual's potential responses to perceived other-definitions will be
examined. Whib&emoddwafdnmlaiﬂnemmhofmymwm
it hemodelmahsmefulinthismnrd.aweﬂummpaningmdformﬂin’ng

many of my preconceptions.

Possible Definitions-of-Sclf: Seif and Perceived Qther
Wmuwwmm«-wmwmwm

Mkfmawhﬁcaﬂy.m“fmpadbiﬁm The three which are

selevant 10 the proposed study ase:

Noa-Disahled: The disability and its related restrictions recognized
xﬁwm. Mmmmhfocub:;;“chmuhﬁ:o;

WWM:«:MW-:“
muamm. aspects are foremost in one's definition-

One possibility has beea excluded: Neutral Evaluation of Self or Other as Disabled.
Mmdﬂmum%&dhmamm«md.
anocther's dissbilicy is an indicator of asutrality, we perceive this as a lack of evelwetion.



Oricniations 10 Seif and World

Individuals' responses to other individuals' categorizations and evaluations are,
of course, variable. Nonetheless, based on the definitions-of-self and perceived other
definitions-of-self outlined earlier, the disabled individual's anticipated responses to
discrepant or congruent situations can be combined to produce nine separate
orientations (o self and the world. The definitions, sclf and perceived other, have been
logically combined 10 produce a three-by-three table. The descriptors that seem to
capture the essence of each of the nine aliernatives are in the cells below (See Figure
D.1):

(M @

jj @ | _©®




Each of the derived orientations or responses can, then, be described as follows:

)

2)

3

“4)

)

©6)

0

®

L)

EXCEL - An individual who defines self as non-disabled lnd sives
that the other also defines one as non-disabled is “excelling” to his or
her most positive understanding of self, which allows fnr maximum
build or gmmh in all aspects of self together and apart from one's

Eﬁimmnﬂzmhsflmbly evﬂmoneudxnblednhkelym
" the other’s categorization and evaluation. This individual has a

ing of sclf as non-disabled, which does not include
pmnngﬂi:zrdls:bmtymdiefmfmmfﬂgﬂ' as [

REJECT - An individual who defines self as non-disabled and percei
Mhmhaunfgvmblyevdmmmudmbledmhkzlym“mm
the other’s categorization and evaluation. This individual has a stable
understanding of self allowing him or her to discard or selectively
imerpret s differential categorization and evaluation.

EXAMINE - An individual who favorably evaluates self as disabled and
gawnmmnmemdefmmum-dmbled is inclined to
“examine” the import of one's disability in one's overall
ing of self. While still of co ce, the magnitude of this

m-mm:mnmmw states.
SEARCH - - While an individual who favorably evalustes self as disabled
ﬂﬁﬁmﬂﬁemm&mﬂy evaluates one's self as

i qglﬁlg;ﬁﬂqhﬂl: ihﬂ?m?rﬂud
ssing : © one
i Jmm cl tics of self. This
hﬁﬂﬂhﬁhﬂhlﬂlﬂﬂd‘ nders
le Mﬁﬂmmmuﬂﬂmgﬂumm

and mm that the m negmvely evaluates one as disabled
, 0 ofnlfn:duabhdpeﬁm

DISMISS - An individual who unfavorably evaluates self as disabled
while pes m&mmmnm—mkm&ﬂm

STRUGGLE - hhﬁvﬁnlwhﬁamﬂyeﬂm;ﬂfnm
while per ,’,*’Mﬁﬁﬁﬂymmumu
: e” with the incompatibility of the definitions.

SURRENDER - Aliﬂvihﬂwhoilﬁvonblyenlnmglfu
mam der” 0 th 8 indi has




The Response Systems Model of Disabled Individuals in Transition which follows

places the derived orientations or responses into the context of a social situation and

The interplay between a disabled individual's perceptions of others’ evaluations
and catcgorizations and his or her understanding of self is illustrated in the following
model (See Figure D.2). This model represents one social situation from which a
disabled individual enters and exits. Each of the nine responses (o others’ evaluations

alternative exits are incorporated. The disabled individual's passage through the
situation and his or her response to self-discre
evaluations by another varies with a number of factors:

(l) His or her current state of self-understanding: The disabled individual's state
of self-u mgupnnm!em;uomlnmuonwm of course, influence
how he or she reacts 10 any self-discrepant or self-congruent evaluations by

@ mn-hafmuverepeumﬁnpmuhm For each of the
0 self-¢ pant caleg ons and evaluations another, there is a

pint &t which ¢ jﬁmﬂﬂmnhphﬂdurm ¢ state of
ta is poin ) “repetition threshold”. The number of
mﬁmﬁnmﬁﬁmmmmm

ant or self-congruent categorizations and

Q) Mnmhaﬂmwnmmmm: With an increasing
number of transitions in self-unde: “tanding over time, the disable individual may
become less concemed with other individuals' cvaluations.

) IEnlﬁeoflhemhﬁmdmduﬂ:evdm The nature of the other
individual's evaluation and categorizatios (e.g. negative) will also influence the
disabled individual's response.

Foﬂoﬁngmsenﬁmemm:mcﬂﬁlnﬁmaxmymmympeﬁve

differential categorization or self-discrepant casegori 0n on the part of the other. If

munmmmnxnwm:nmﬂm







responscs (EXCEL. SEARCH, SURRENDER) depending on his or her current
definition-of-self. For each of these routes, his or her response will be one of
confirmation, and he or she will exit the situation with this understanding. As no
mﬁhﬁwﬁoﬂhmmﬁwmﬁmﬂmmﬂmgﬁfmmﬂ
routes will further validate the individual's sclf-understanding. If one does perceive
diﬂmnﬁdukgoﬁuﬁw.howm.lworﬂgwmdmmnngaﬁiuem:
(IGNORE, REJECT, EXAMINE, QUESTION, DISMISS, STRUGGLE) depending
again on his or her current definition-of-self. As long as one does not reach a repetition
wmmmmmuamﬁmmﬂmmrggmmhmm
some degrec weakened. At the point where the individual reaches a repetition
lhcdiold.heordlebecomeshighlyuweminafhimrhercmt; \derstanding of
self. Afwrmhingmhwmiﬁoumwigim.ﬂ:mﬂeindividnﬂmmnmmly
reconcile his or her confusion about the discrepancy between definitions, but also
mibhhawdﬁwndummveimioninmmmmmhﬂda
new understanding-of-self. If this reconciliation is negative, the individual will exit the
mm.mmymumnmlfummnmn
uwmmmmmmmwmmnunmnm
bwuthquM’ﬂmmmmuhéng
accurate. hdnmmwmnoacmfmmwmeemv:Mﬂn
odwrndivdmluuivelyevmmulﬁgdmﬂedmdmﬂ“muder”mﬁh
wmamuwbmmofﬂgevﬂﬂmmbym.
one 10 either 8 more positive or negative orientation 10 self and the world.




