CHAPTER ONE

LI GHT, SHADOAS AND DARKNESS: THE COLOURS OF
LI FE

1.1 1 NTRODUCTI ON

Human bei ngs are unable to escape the experience of anguish
after a loss, one of the inescapable realities of life. Loss of
sight, no matter the degree of loss, is one such inescapable
reality. Visual inpairment is a phenomenon with conplex, nultiple
and irrevocabl e effects and chall enges on human life. The | oss
i npi nges on every facet of life and affects psychol ogi cal
enotional and attitudi nal experiences, practical capabilities and
skills, and enmptional and practical needs. The phenomenon to be
explored in this research study is whether length of time of the
adventitious visual inpairment affects experienced enotions and
attitudes, and by inplication, the grief process, and whet her
t hese experiences inpact on needs, in other words,the phenonmenon
of emergent needs post-grief experienced by adventitiously

visually inpaired adults.

This chapter will provide a description of the quintessence of
vi sual inmpairment, the origins and ains of the present research
study, and an outline and orientation of the contents of the

ensui ng chapters.
1.2 THE QUI NTESSENCE OF VI SUAL | MPAI RMENT

To acquire sonme feeling of what it is like to be visually
i npaired, imgine for a moment a life with little or no vision,
awrldlimted to what is heard, touched and snelt. This world
differs fromthe world of those who can see. It is true that al
peopl e are challenged to a | esser or greater degree throughout
their lives, but a small percentage of people are visually
challenged in addition to everything el se.



Vi sual inmpairment is a phenomenon with conplex and nultiple
effects on human life and functioning and the degree of severity
and the nature of the inpairnent are all likely to inmpact on how
the person reacts to the challenge of sight |oss. This section

will present an overview of how visual inpairment is understood.

1.2.1 The Notions Visual Disability, Visual Handi cap and Vi sua

| mpai r ment

There are three terms used nore or |ess synonymusly and
i nterchangeably that refer to individuals with a visual |oss,
namely, visually inmpaired, visually disabled or visually
handi capped (Lund & Dietrichson, 2000; Sacharowitz, 1998; Tuttle,
1984). The World Health Organisation's Mdel of Disability,
defined by the International Classification of Inpairnent,
Disability and Handicap (I ClIDH2, 1999) enphasi ses how peopl e
function with regard to different dinmensions of an inpairnment,
disability or handicap, with interventions ainmed to increase
i ndependence and optimum participation in life situations. There

are, however, subtle differences between the three terns.

1.2.1.1 Visual Disability

Visual disability is a limtation of a person's ability to
perform certain visual tasks (Lund & Dietrichson, 2000;
Sacharowi tz, 1998; Tuttle, 1984). The degree of visual disability
depends specifically on the person's habitual visual tasks, as
wel |l as the degree of visual inpairment (Sacharowitz, 1998). The
nost comon vi sual tasks are reading, witing, orientation and

nmobi lity.

1.2.1.2 Visual Handicap

A visual handicap is the di sadvantage a person experiences
because of a visual disability (Lund & Dietrichson, 2000;
Sacharowi tz, 1998). The visual handicaps that may arise depend

not only on the degree of disability, but also on the



i ndi vi dual's own expectations, society's expectations and
environnental demands (Lund & Dietrichson, 2000; Sacharowitz,
1998). If the inpairments and disabilities are severe, the visua
handi caps may mani fest as | oss of independence, |oss of self-
esteem loss of friends, inability to obtain or keep enpl oynent
anong ot hers (Nosek, Fuhrer & How and, 1992; Sacharowi tz, 1998).
The term handi cap expands the context fromthe individual to the
environnent in which the individual resides (Lund & Dietrichson
2000). The determ nation of a visual inpairnment as a handi cap
could either be self-inposed or inmposed by others. A visually
conprom sed | awer may give up the position because of an
erroneous belief that blind individuals are incapable of being
successful |lawers. On the other hand, the blind person's desire
to practice law may be thwarted because a law firm di scrim nates
agai nst blind individuals. Thus, a visual inpairment can be a
handi cap in one of two ways, "unrealistic goals in view of the
realistic inmpact of blindness, and unrealistic restrictions
ascribed to blindness"” (Tuttle, 1984, p. 14).

1.2.1.3 Visual | npairnent

I mpai rnment is conceptualised as the residual effects of defect,
di sease or injury and refers to the physical, mental or sensory
|l oss resulting froma bodily disorder or pathol ogy and incl udes
defective linmbs, organs or mechani sns of the body (Finkel stein,
1980; Lund & Dietrichson, 2000). A visual inmpairnment describes
anat onmi cal and functional changes within the organ, indicated
here by the eye, and is considered to be an uncorrectabl e
limtation of visual functions (Lund & Dietrichson, 2000;
Sacharowi tz, 1998). The npbst comron visual functions are, visua
acuity, visual fields, colour discrimnation, contrast
sensitivity, and dark adaptation. A visual inmpairnent is
therefore an irrevocabl e pernmanent inpairnment or deprivation of
the sensory function and in many cases cessation of being able
to see (Conyers, 1992; Dodds, 1993a; Tuttle, 1984).

Two general types of visual inpairnment can be distingui shed,



namel y, congenital and adventitious visual inpairment. Both

i nvol ve the | oss of vision due to pathol ogical changes in the
eye. The congenital visually inpaired are those individuals born
with the pathol ogi cal changes already present, whereas, the
adventitiously visually inpaired include those individuals whose
pat hol ogi cal changes have been acquired later in life through

di sease or accident (Metcalf, 1994). There is therefore an
essential difference in kind between having had sight and | osing
si ght and never having had sight. On the one hand, there is the
pain of dealing with | oss of sight whereas, on the other hand,
there is the pain of dealing with |ack of sight. Row and (1985,
p. xv) states that "between these two groups there remain

di fferences which essentially are unbridgeable.” There are many
di fferences between the two groups of visually inpaired

i ndi vi dual s but perhaps the fundanental unbridgeabl e difference
is that as congenitally visually inpaired individuals have never
seen, they cannot visualise nor can they formvisual concepts and
i mmges and share a sensory experience with others. The
adventitiously visually inpaired however, having had and | ost
sight are able to visualise and formtheir ideas about reality

into visual patterns and inmages (Carroll, 1961; Dodds, 1993a).

Vi sual inmpairment also includes different degrees of visua
ability depending on the severity of the anatom cal and
functional changes within the eye (Karlsson, 1998). Quantitative
criteria such as, visual acuity together with a measurenent of
visual field are nmost often used to describe visual ability.
These criteria are, however, poor explanations because visua
ability is a "functional state rather than a mathematica
concept" (Metcalf, 1994, p. 3). Behavioural or functional ternmns
all ow for a nore understandabl e description of visual ability
(Corn & Sacks, 1994; Fitzmaurice, Gsborne & Kendig, 2000;

Hal | enbeck, 1967; Perry & Hanpton-Roy, 1982). Generally
therefore, totally blind individuals have a conpl ete absence of
any visual experience and are unable to perceive even bright
sunshine (Bolt, 2003; Dodds, 1993a). Functionally blind

i ndi vidual s have |ight perception or |ight projection and have



the ability to pick up changes in light levels and "see vaguely
objects that contrast highly with the surroundi ngs" (Perry &
Hanpt on- Roy, 1982, p. X). Legally blind individuals have a severe
i mpai rment but are able to count fingers at 0,3 to 3 netres
(Metcal f, 1994; Perry & Hanpton-Roy, 1982). Individuals with | ow
vi si on have reduced | evels of visual functioning which they use
to acconplish daily tasks, at |east to some extent, and are able
to read normal print with the aid of adaptive devices and/or are
able to travel around in daylight w thout the aid of special

equi pnment (Corn & Sacks, 1994).

This research study will focus on adventitiously visually
i mpai red adults because of the possible differences in
psychol ogi cal and enpotional reactions and experienced needs
related to |l oss of sight. Visual inpairment will be used as an
unmbrella term enconpassing all the diverse degrees of visua
abilities. To avoid cunbersone repetition, the terms
adventitiously visually inpaired will be abbreviated to AVI, and

visual inpairment to VI.

1.3 ORIA@ N OF THI S RESEARCH STUDY

It is inmportant fromthe outset to describe how the
researcher's personal experience of VI, nanmely, total blindness
whi ch occurred in her adult life, played a role in the
i nstigation of the present study and how it led to the
formul ati on of the research ains. After approximately 5 years of
adventitious VI the researcher became acutely aware of the
unreality of the tinme heals ideal that society in general and the
rehabilitation context assumes and expects follow ng the | oss of
sight. The expectations, for instance, tine will heal the
angui sh, that acceptance and enotional and practical adjustnent
to the loss will occur and allow the AVI to return to their
previ ous | evels of functioning as before the |oss, were contrary
expectations to what the researcher was experiencing. Questioning
the reality of these idealistic expectations pronpted the
researcher to undertake research and explore precisely these



i ssues. The study (Murray, 1998) conpared the enotional reactions
of AVI adults who have suffered VI within and beyond a six year
time-frame, with the major conclusion being that different

Il engths of tine of adventitious VI inpact significantly on
psychol ogi cal and enotional reactions involved in the grief
process followi ng [ oss of sight which in turn, affects adjustnent
to living with a chronic VI

The researcher was fascinated by the paucity of literature and
research especially long-termresearch, on psychol ogi cal and
enotional reactions to | oss of sight, and in particular, grief
reactions. An unexplored issue energing fromthe study was the
needs experienced by the AVI following their |oss of sight. Once
again, the researcher was fascinated by the paucity of literature
and research on the psychol ogi cal and enotional needs, and
especially long-term needs, of AVI adults. The bul k of the
literature and research focuses on practical needs such as,
mobi lity and technol ogy among others. The researcher was however
inspired by the insight she herself gained fromthe research
study, and felt it necessary to continue exploring these
unexpl ored areas of adventitious VI. New | evel s of insight nust
be reached about the reality and full extent of enmotional and
attitudi nal reactions, and by inplication, the grief process, as
wel | as the psychol ogi cal and enpoti onal needs experienced by AVi
adults. This necessity of know ng and understandi ng AVI adults’
meani ngs of their experiences in these particular areas was the
origin of the inquiry into the phenomenon of energent needs post-
grief experienced by AVl adults.

Society in general (including psychol ogists and rehabilitators)
need to explore and deal with difficult and painful issues and
thereby, help unfold the neaning of bew ldering i ssues in hunman
reality, like loss of sight. Researching the neani ngs AVl
i ndi vi dual s have of the experience of |oss of sight and the
energent needs experienced post-grief is an inportant undertaking
because any new insight and know edge that can inform and educate
the AVI, society in general and professionals involved in the



field of adventitious VI about the real experiences of |iving
with an adventitious VI and the rel ated energent needs can only

but enhance the lives of all concerned.

1.4 RESEARCH FOCUS

This research study will focus on the unexplored issues
regarding the grief experience of AVI adults as a linear or
chronic process; the unexplored issues of the psychol ogi cal and
enotional needs of AVI adults; and the influence of the |ength
of tinme of adventitious VI on the afore-nmentioned segnents of

these individuals' |ives.

The focus will be on the premise that if length of time of the
adventitious VI inpacts on the experience of grief as a linear
or chronic process, then diverse enptions, attitudes and needs
will also be experienced. Lack of know edge and under st andi ng
about these differences by all people could in turn, inpact
negatively on AVI adults.

In order to conpare, but nore inportantly, to augnment the
findings fromthe quantitative research (Miurray, 1998) the
researcher will use an adapted phenonenol ogi cal research approach
i nvol ving case studies so that following the in-depth inquiry an
essential understandi ng of the phenomenon under investigation can
be achi eved. Researching these issues of |oss of sight
phenonenol ogi cally neans trying to nmake sense of the neani ngs AVl
adults have of their lives, and what enotional and attitudina
reacti ons and needs they experience within the context of this
AVl existence. The conplex field of VI is linked to stereotyping
and mi sconceptions and the way people typically speak of |oss of
sight include generalised | abels where all AVI individuals are
| abel l ed as blind, and where society (and sonetinmes the AVl
thensel ves) assune that experiences and needs of AVI individuals
must conformto those of the sighted (Berndtsson, 2000; Carroll
1961; Connor & Ml doon, 1973; Dodds, 1991, 1993a; Dodds, Bail ey,
Pearson & Yates, 1991; Tuttle, 1984; van Huijgevoort, 2002). AVl



i ndi vidual s, by allowi ng people to "look into and beyond our

wi ndows to the world" (Murray, 1995, p. 29) Can reveal their own
needs, thoughts and feelings about the | oss experience. In these
revel ations, the AVI, society (including rehabilitators and
psychol ogi cal researchers) can confront and deal with difficult
and pai nful issues and begin to unfold the conplex neani ng of

living with | oss of sight.

1.4.1 Research Probl em and Ai ns

The problem of the lack of know edge about the psychol ogica
and enotional experiences of AVl adults, and in particular, their
experiences of the grief process and their enmergent needs wll
be addressed in this research study. The study therefore ains to
achi eve deeper understandi ng and insight into AVI adults'
meani ngs of |oss of sight, experiences of the grief process, the
energent needs experienced after the loss, and the influence that
the Iength of time of the adventitious VI has on these
experiences. Questions to be addressed to gain insightful

knowl edge about the phenonenon incl ude:

Whet her grief is experienced as a linear or chronic process. In
order to understand the notion of grief the researcher will focus
on questions related to experienced enotions and attitudes over
the tinme course of the VI;

What energent needs are experienced by the AVI; whether these
needs have been, and are continuing to be satisfied; whether
there are simlar and/or different needs between those who
experience grief as a linear or chronic process; whether the
needs change over tinme; whether the same needs are experienced

by the AVI with different degrees of visual abilities;

Whet her length of tinme of the adventitious VI inpacts on the

experience of grief and energent needs.

Another aimin this research study is to develop a nore in-



depth body of know edge than currently exists in the research
literature on adventitious VI, and in particular, long-term
adventitious VI. Any new know edge and insight into this conpl ex
world can only enrich the lives of AVI individuals and all those

who form part of their social networks.

The present study is not nmeant to be all inclusive since one
can never reveal or discover the reality and enignas of |oss of
sight inits entirety. This research ains to explore the
questions which reflect the paradoxes of living with | oss of
sight so that new | evel s of insight can be reached. Wth new
i nsi ghts, understanding and knowl edge it is hoped that a new
approach to researching adventitious VI that is both sensitive
to personal experience and responsi ble towards broader currents

of thought will emerge.

1.5 OUTLI NE AND ORI ENTATI ON of the present study

According to Elden (1988) the researcher, when undertaking a
research study in psychol ogy nust be clear about at |east the

following 4 inmportant issues:

1. The research problem and ains nmust be clear

The overall theme of this thesis concerns the phenomenon of the
energent needs post-grief experienced by AVI adults. The probl em
of the lack of know edge of the psychol ogical and enptiona
experiences of AVI adults will be addressed. The aimis to achieve
i nsi ghtful understanding of AVI adults' meanings of |oss of
sight, experiences of the grief process, the emergent needs
experienced and the influence that the length of time of the

adventitious VI has on these experiences.

2. How the problemis to be studied or what nmethod will yield the

required information nmust be specified.

CHAPTER TWO, " SHEDDI NG LI GHT ON THE MATTER, " deals with the
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literature and research on energent needs post-grief follow ng

| oss of sight. This chapter presents a brief critique of the
traditional nodels of the grief process as applied to
adventitious | oss of sight, an exposition of literature
supporting the notion of chronic grief as being a nore
appropriate a nodel in understanding the grief process, and a
review of the needs, with particular reference to Maslow s (1987)
Need Hi erarchy, which energe as AVI individuals try to adapt to

their changed and chronic conditions.

CHAPTER THREE, "I LLUM NATI NG THE DESCRI PTI VE UNDERSTANDI NG OF
MEANI NGS, " deals with the research nmethodol ogy relevant to this
present study. The chapter focuses on the diverse approaches to
conducti ng psychol ogi cal research, the phenonenol ogi cal approach
to be used in this study, and the technicalities of this research
such as, criteria for inclusion in the study and the depth

interview as the nethod of data collection

3. The meani ng of the derived information nust be explicated.

CHAPTER FOUR, "DESCRI PTI ONS OF EXPERI ENCED GRI EF AND EMERGENT
NEEDS THROUGH THE EYES OF THE BEHOLDER, " presents the case
scenarios of 10 AVI adults, 7 females and 3 nmen, between the ages
of 26 and 56, AVI within and beyond 6 years and their experience
of emergent needs post-grief following their loss of sight. Since
the loss of sight in children and adol escence is a study inits

own right they are not included in this research study.

CHAPTER FI VE, "FI NDI NGS FROM THE TAPESTRY OF THE EXPERI ENCES
OF LOSS OF SIGHT," presents the findings fromthe data obtained
fromthe different case scenarios of the experiences of the needs
post-grief. The simlarities and differences between the AVI
respondents, as well as the simlarities and differences between
the two groups of AVI respondents (AVI within and beyond 6 years)
with special reference to simlar experienced needs as

conceptual i sed by Maslow (1987) are consi dered.
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CHAPTER SI X, "MORE THAN WHAT MEETS THE EYE ABOUT ADVENTI Tl QUS
VI," discusses the findings fromthe research, specifying the
simlarities and incongruities between the literature and the
scenarios, with explanations to interpret the distinct and
di fferent findings obtained.

4. How these findings can be used nmust be indicated.

CHAPTER SEVEN "THE REAL WORLD OF ADVENTI TIQUS VI, " discusses
the conclusions fromthe research outcones with a closing
reflection on the value of the present study for the AVl
t hensel ves, rehabilitators and all individuals who form part of
the social network of the AVI. Wth greater awareness it is hoped
that people, including the AVI thenselves, will see nore clearly
and understand nore insightfully the experience of the grief
process and the energent experienced needs and thereby give the
AVl the ability to cope optimally with their chronic VIS

1.6 CONCLUSI ON

This chapter provided insight into the extreme variation in the
di fferent degrees of visual abilities which range fromtota
bl i ndness to | ow vision. The essential difference between
adventitious VI with |oss of sight, as conpared to congenital vi

with [ack of sight was di scussed.

The origin of the present research study, together with its
focus, that is, a phenonenol ogi cal approach, and ains, that is,
an inquiry of the phenonmenon of energent needs post-grief

experienced by AVI adults, was presented.

Following the outline and orientation of the present study,the
next Chapter will review the theory and literature pertinent to
the phenonmenon of grief following a loss, including |oss through
death and | oss of sight, and the emergent needs experienced by
AVI adults, with particular reference to Maslow s (1987) Need

Hi er archy.



