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CHAPTER FOUR

DESCRI PTI ONS OF EXPERI ENCED GRI EF AND EMERGENT
NEEDS THROUGH THE EYES OF THE BEHOLDER

4.1 1 NTRODUCTI ON

AVI individuals' descriptions of their experiences of grief and
needs emanating fromtheir adventitious |oss of sight are
presented in this chapter. The descriptions emerge fromthe AVl
responses to the questions concerned with the key experiential
areas pertinent to the research study, nanely, the AVI
respondents' perspectives of their loss of sight, their
experienced enmptions, feelings, thoughts and reactions to |oss
of sight, the emergent needs they experienced and currently
experience, and the level of support they experience fromfanly
and friends, society and the rehabilitation context. How the AVI
perceive their worlds and experiences becone explicit and
meani ngf ul when the content of their words and actions are
anal ysed. This analysis reveals facts, thoughts, attitudes,
enptions and feelings that are idiosyncratically significant to
each AVI individual. It is possible, by means of reflection and
i nference, to reconstruct an AVI individual's phenonenal field,
that is, the unobservable, and behaviour, that is, the

observabl e.

In order to understand the neanings of grief and energent needs
experienced by each AVI respondent, the researcher provides the
follow ng information:

(A) Sonme background on each AVI respondent;

(B) An account of the AVI respondents' concrete descriptions of
the key experiential areas under investigation. This phase
accords with step (A) Data Constitution: The Initial Concrete
Description {Section 3.8.5.1, P. 112}. The accounts are avail abl e
on request;

(C Phenonenal neaning units arising out of the idiosyncratic
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concrete descriptions which have been transformed into
psychol ogi cal structures of neanings. In this phase, the
researcher conbines the steps of (B) I|ndividual Phenonenal
Descriptions: Meaning Units, and (C) Individual (Idiographic)
Psychol ogi cal Structures of Meanings: The Essence of Experience
{Section 3.8.5.1., pp. 112-113};

(D) Essential recurrent psychol ogi cal thenes of each AVI

respondent's experience of |osing sight are highlighted.

What follows is 10 foll owup depth interviews of AVl adults,
visually inpaired within and beyond 6 years.

4.2 CASE ONE: PETER

4. 2.1 Background | nformation

Peter is 27 and has been AVI for 4 years follow ng a suicide
attenpt. He shot hinmself through the right side of his head where
the bullet severed the optic nerve resulting in himnot being
able to see out of the eye. He has light perception and is able
to see blurred shapes out of the other eye. Concurring with the
vision ability classification in chapter one {Section 1.2.1.3,

p. 4} Peter can be said to be functionally blind.

He conpl eted grade 11 after a very difficult and troubl esonme
adol escence during which time he was sent to a place of safety.
He was then in and out of many diverse jobs, froma nmner to a
construction worker. His last job did not pay himfor 3 nmonths
after which he left and was unsuccessful in trying to find

another one. It was during this period that he shot hinself.

Peter is single and now stays with his nother and youngest
brother. A year after the shooting he bought a station wagon,
hired sonmebody to drive it and sold ice-cream He closed up this
busi ness when he came to Optima to attend the independence
course. Followi ng rehabilitation he found a job washing dishes
in a restaurant and took | eave to attend the tel ephony course.
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At the time of the initial interview for this study he had just
commenced the course, and the followup interview three nonths

later, was two days after he had conpleted the course

4.2.2 Phenonmenal Meaning Units and Psychol ogical Structures of
Meani ngs

4,.2.2.1 Peter's Perspective of Loss of Sight

A Second Chance:

Pet er experiences his |oss of sight as giving hima "second
chance" for a new start in life following his attenpted suicide
("1"ve got a second chance." "My | oss of sight has given ne a new
start inlife.") He maintains that his attenpted suicide was a
nm stake and is now notivated to prove hinself again ("M
attenpted suicide was a big nmistake." "I have to prove nyself,

because | made a big mistake to take my own [ife into ny hands.")

Loss and Gai n:

Pet er experiences his VI as both a |loss and a gain. He
mai ntains that his [ oss of sight has afforded hima better life
than the wild Iife he had before his |oss, that his social
i nteractions have i nproved, and feels that he is a better person

("1 see my blindness as half gain, half loss." "I've conme from

awldIlife." "Drinking, using pills, parties, those kind of
things." "Even though there are things that | mss, there are

thi ngs which are better now." "I now have a king's life." "I am
now being spoilt." "Sonmebody drives ne around and | can say "l ook
I want to go there, go that way" and we go that way." "Wth
people interactions | was not as good as what |I'mnow." "I1'm now

a much better person.") Peter's present enotional peace and calm
is captured by one of his gains fromhis wild life before his

|l oss of sight ("nmy loss actually nmeans a great peace and cal m for
me.") He maintains that through his | oss of sight he has gai ned
spiritually because he knows that he is not alone on the road he
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wal ks ("I know that |1'm not alone on that road, |I'm not wal king
alone, God is walking with ne.") He maintains that |ife goes on
and that he is enjoying his new and better life situation ("life

goes on." "I amenjoying it.")

Opportunity to Learn

Peter maintains that his loss of sight as affording himan
opportunity to learn nore about hinmself, his |[ife as well as

practical issues ("I amlearning nore." "Things like braille,
mobility, telephony and how to study." "I had made a big

m stake."™ "I amenjoying it (life).") He believes that after his
| oss of sight he has |earnt personal interactional skills and
nore people are interested in him("many nore people are
interested in me now." "I have nmet many people here (Optinma) and
they talk to me." "I give everybody here in the college a smle

on their faces.")

4.2.2.2 Peter's Enptions, Feelings, Thoughts and Reacti ons

Accept ance:

Peter maintains that he has nmade peace with and accepted his
attenpt to take his own life, and he is enphatic that he has
accepted his loss of sight ("I've made peace with it (suicide
attenmpt)." "I have accepted it.") Acceptance is reinforced by his
attitude that tinme heals ("time heals because it goes by, and you
forget about it.") Peter's attitude of acceptance is based on his
belief that acceptance is expected of people who experience a
| oss, after which coping and adaptation occur ("it is expected
of you, so you just have to accept and then cope.” "I really

coped very well and adapted very fast.")

Deni al

Peter denies any enptions associated with his suicide attenpt
("l never felt angry about what | did.") He al so denies any
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enotions experienced as a result of his loss of sight ("I never
felt sad or depressed, never, even up till today." "I never get
frustrated.") He denies the limtations and inplications of his
VI as he sees hinself as totally independent, able to do

anyt hing, and believes that he can becone an architect or civi
engi neer ("I ama very independent person.” "I can do anything."
"I want to one day get a civil engineer's diplom, or beconme an
architect or sonmething in the building line.")

His denial of his |oss of sight is further reinforced with his
belief that "I don't even think | would want to see again." This
feeling underscores his belief that he now experiences a "king's
life" where he, as an AVI individual, is being "spoilt."” Laughter
is Peter's way of coping and adapting to his changed situation

("1 suppose | am able to cope by laughing.")

Sel f - Assertion:

Peter maintains that he is a totally independent and self-
confident person and believes that his loss of sight is no
deterrent for him ("l ama very independent person." "If | want
to get to a place then | just go." "I can do anything." "I can
go to any place wherever | want to, without any difficulties or
struggle. ™)

Pri de:

Peter was notivated to find a job following his rehabilitation
He now feels proud about having a steady job which he feels is
and i nprovement to his situation before his VI when he was in and
out of many diverse jobs ("I got one (job) washing dishes in a
restaurant." "l feel good about having a job." "The job is very

i mportant for nme because it neans an inprovenent in my life.")

4.2.2.3 Peter's Emergent Needs

Need for | ndependence:

I ndependence i s expressed through Peter's need for practica
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i ndependent mobility and daily living skills, which he believes
have been satisfied by the i ndependence course at Optinma. Wth

i ndependent nobility Peter has the ability to go wherever he
wants to and daily living skills have afforded himthe ability
to do everything for himself ("after |I learnt nmobility, if | want
to get to a place then I just go." "I do everything for nyself,

dress nysel f, bath myself, make food, clean the house.")

Need for Better Working Skills:

Peter's hope of getting a job followi ng rehabilitation was
thwarted because of his |lack of appropriate skills ("when | come
out (of Optima) | will have work."™ "I couldn't find work because
I had no skills.") Peter realised that in order to inprove
hi msel f and get a better job, other than washing di shes, he needs

better and nore appropriate skills ("I need nore skills.")

Goal s for skill developnent in order to procure work, centre
around courses at Optimm, tel ephony, conmputer training and
programming. He is notivated to inprove and better hinself ("I
think I can give nyself a boost by getting a job in the conputer
world.") Peter is aware that a better job, using appropriate
skills, will provide himw th financial security and enabl e him
to fulfil a wish to travel overseas, all of which are tantanount
to a "better life" ("I would Iove to go overseas, especially to

Paris, that is nmy biggest dream")

4.2.2.4 Peter's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Positive Support:

Support is offered by Peter's fanmly who he mmintai ns have
accepted him agai n because he has "proved" hinself ("we | ook
after each other." "I have now proved nyself again, and they al
accept ne.") Peter mmintains however that he does not need help
or support as he is totally independent ("my brother doesn't help
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me because | am very independent.")

Support fromOptinma in realising his need to "learn nmore" is
evident in the skills he has achieved, mobility and tel ephony.
The support from AVI friends doing the sane courses as himwll

be missed ("when | leave | will miss my friends |'ve nmade here.")

4. 2.3 Energent Thenes: Psychol ogi cal Structures of Meani ngs

Peter views his | oss of sight as giving hima "second chance"
for a better life to prove hinself and beconme a better person
He has conscious insight that his attenpted suicide was wong and
there are overtones that his VI is perceived as retribution for
the "mi stake." There is an inference that he has gai ned
spiritually and that God is part of his life. Hi s |anguage use
of "I know that |I'm not alone on that road, |I'm not wal ki ng
alone, God is walking with me," has metaphorical val ue because
there is an inplication that god is not only with himon the road

but with himall the time , part of his life.

He perceives that following his loss of sight he has gained a
"king's life," that he is accepted again by his famly, that
people are interested in himand that he has been given an
opportunity to |l earn about hinmself and his world. This |earning
has given Peter the ability to interact better with people, to
procure a steady job with the hope of an even better one with
appropriate skills. It would appear that |oss of sight is
perceived by Peter as a "gain" in all areas of his |ife rather
than a "loss." The descriptions also have psychol ogi cal synbolic
gesture as there is an insinuation that Peter needs attention
acceptance and care, sonething which he may have never received

when he was si ghted.

It woul d appear that Peter is alnmost content in being AVl

because "seeing again" infers a return to a "wild," incorrigible
and out of control sighted life. This contentnent is further

enhanced by Peter's belief that since his loss of sight he is
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being "spoilt" by other people and that he is now enjoying his
life. It may be deduced fromthese descriptions that Peter
because of his vi, has taken control, not only of his life but
others as well, and is now getting his needed attention, care and
enjoyment, a situation which he cannot contenplate to change.

Deni al and acceptance, although contradictory attitudes and
enotions, weave their way throughout Peter's descriptions. There
was, and still is, denial of any enotion associated with Peter's
attenpted suicide and his subsequent |oss of sight. He distances
hinself fromthe reality of his changed life as an AVI individua
by not wanting to incorporate the idea of both his suicide
attenpt and his loss of sight into his perception of hinmself and

"forgets about it." The refusal to face the facts of his | oss of

sight through attenpted suicide are underscored by the frequent

repetition of the word "never," and by his perception that "tinme

heal s. "

Peter's use of inappropriate |aughter throughout the interviews
enphasi ses his denial-like avoi dant copi ng which hel ps him
di stance hinmself fromthe painful enotional reality of his |oss
of sight. There is a suggestion that Peter believes that with
this behaviour, a positive imge of a coping and in contro

person will emerge.

Denial is intertwined with Peter's unrealistic hope that he
will beconme an architect or civil engineer. Wth this unrealistic
belief Peter not only denies the reality of his |oss of sight and
reveals his total lack of awareness of the inplications and
limtations of living with a VI, but also suggests mal adj ust ment
to his AVl life.

Hi s enmphatic acceptance of his | oss of sight is based on the
soci al expectation that he nmust accept his |oss and then cope and
adapt to his situation. It may be deduced from these perceptions
that acceptance, coping and adaptation are feelings and processes
that can be conclusively conpleted and concl uded follow ng | oss
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of sight. There is a suggestion that if Peter's expectation of
acceptance is not fulfilled, it would be perceived as a negative
reflection of his new self-inmage of a positive, confident, coping
and adapted AVI individual. The acceptance however, connotes
denial, as Peter is using it as a way of bl ocking out the painfu
reality of his loss of sight, which in turn, enhances his
positive self-imge.

Conflicting enpotions energe dichotom zed as they are difficult
to reconcile. The emotion of sadness is not experienced, yet
Pet er | aughs because "it is very hard for ne to cry." He
descri bes that he never experiences anger or frustration, yet
both were observed by the researcher during the follow up
i nterview when he was unable to find his money. His out of
control interaction with the cleaner inplies that his denied
enotions may be displaced onto the sighted, in an attenpt to
reduce his anxi ety about the painful reality of his VI.

The rehabilitation course satisfied Peter's need to |earn
practical independence skills, and with i ndependent nobility, he
believes that he is able to go anywhere and do anything. His
per cei ved i ndependence i s underscored by the words, "I can," "I
want" which indicate Peter's determ nation to control his life.
Hi s i ndependence has nuances of denying a need to be dependent
on others for help because this need woul d be perceived as a
negative reflection of his coping and i ndependent inage of
hi msel f. Dependency woul d al so be perceived as a situation which
is conpletely alien to his psychol ogical structure, as he had
lived nost of his life as an i ndependent person. Peter's
perception that his famly needs his help rather than himneedi ng
their help and support has overtones of Peter denying his need

for help by displacing the need onto his famly

Conflicting attitudes towards the need for independence and
dependence energe dichotom zed as they are difficult to
reconcile. Peter's overwhel ming need was for independence which
he believes has been satisfied. He perceives hinmself to be
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totally independent, yet, he is dependent on others to "spoil"

hi m and take hi m pl aces.

For Peter, the suprenme synbol of independence would be to gain
appropriate job skills to procure a good job and with it,
fi nanci al i ndependence. Peter's m sconception that he would get
a good job with his independence skills was soon realised and his
need to inprove his work position notivated himto | earn new work
skills. There is an insinuation of rehabilitees |eaving Optim
with unrealistic hopes because of the | ack of awareness about the
inmplications and linmtations of VI issues in the real world.
Peter did procure a job washing dishes, and although not a good
job, it has "boosted" his self-confidence and self-esteem which
has made him feel proud about hinself. From Peter's |anguage use
it my be deduced that he now perceives hinself as a reliable and
consci enti ous person who has "proved" hinself. Peter transcends
his limted physical condition with his unquestioning acceptance,

sel f-assertion, pride, positivity, coping and adaptation

4.2.4 Sunmmtion

Pet er perceives that his | oss of sight has given hima second
chance for a better life, and although he is AVI, he hopes for
and is notivated to inprove his position in life by |earning nore
skills for a better job, and better social and interpersona
skills. He has accepted, adapted to and is coping with his |oss
of sight, and sees hinself as an independent, self-confident and

positive AVI individual
4.3 CASE TWO MARY
4. 3.1 Background | nformation
Mary is 52 and has been AVI for 22 years. At the age of 30 she
was involved in a car accident where her right eye's optic nerve

was severed. She had partial sight for 10 years when her retina

of her left eye detached | eaving her with no |light perception
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Concurring with the vision ability classification in chapter one
{Section 1.2.1.3, p. 4} Mary can be said to be totally blind.

Mary is divorced and has an adult son, who at the tine of the
first interview, had just left to |live overseas. Mary was a home
economni cs hi gh school teacher, and since her |oss of sight she
has been a nother and a hone executive. Approximtely 2 years
foll owi ng her accident she attended rehabilitation. At present,
she is involved in catering, fund raising for the physically
di sabl ed, belongs to the cookery and garden clubs, and attends
Bi bl e study. The interviews (5 nonths apart) were conducted in

t he house Mary was awarded foll owi ng the divorce.

4. 3.2 Phenonenal Meaning Units and Psychol ogical Structures of

Meani ngs

4.3.2.1 Mary's Perspective of Loss of Sight

Power of Faith to Cope:

Mary's main focus when descri bing her experience of her |oss
of sight is her faith which hel ps her cope with her situation
("when | think about my |oss of sight | always quote John 9,
verse 25, "I was blind and now | see,” and Romans 8, verse 28,
"and now we know that in all things, one works for the good of
those who |ove Hm who have been called according to His
purpose."” "I do believe that | got the grace to just accept it.

"God's hand was upon ne." "My faith hel ps me cope.")

Loss has a Purpose:

Mary claims that she is now aware that her |oss of sight has
a purpose for it is only since her |loss that she has different
soci al values of serving and caring about people, especially
di sabl ed people ("I can say | lived in a fools paradi se when

could see.” "Now that I"'mblind I've got other values."™ "I've

really become nore of a peoples person and nore of a caring
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person than |'ve ever been." "I don't think that I would ever
have wor ked for disabled people if | didn't have this affliction
myself." "Before, | didn't care about the disabled.” "It just

never featured in nmy life." "Now |l know, |'maware and there's

so nmuch to be done.")

4.3.2.2 Mary's Enotions, Feelings, Thoughts and Reactions

Acceptance is an Oscillating Process:

Mary maintains that her initial attitude of acceptance was
based on societal expectations that following a loss there is
acceptance after which coping and adjustment occur ("it was just
sonmething that | accepted." "Everybody expects that you must just
accept it, cope with it and just get on with it." "It is just

part of our society, a cultural thing.")

She contends that with time, her attitude towards acceptance
has changed to that of an oscillating process of non-acceptance
and acceptance depending on certain situations and the rel ated
enptions. She clains that adjustment is also an ongoi ng process

("1 wonder now about acceptance." "Some days are better than

others." "Some days are nore frustrating than others."” "Sone days
you don't have to search for help." "I have accepting days and
not accepting days."” "Each time | lost nore sight it was an

adj ustment right fromthe beginning again.") For Mary, absolute

acceptance is now an inpossibility ("tinme doesn't heal.")

Wth time, Mary maintains that she has accepted sone of the
limtations associated with her VI ("l believed |I had no
limtations."” "Maybe it was because | still had that parti al
sight." "Over the years, |'ve becone aware that |'ve got

limtations and there is just nothing I can do about it.")

Frustration and Anger:

Frustration continues to be experienced by Mary in specific
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situations when she cannot behave as she did before her |oss of
sight, and when she needs to wait for people to help her in

urgent situations ("frustration | had at times." "There were
things that you couldn't do any nore." "When | need to do or read
sonet hi ng now and not to have to wait for somebody to hel p.""That
situation makes ne very frustrated.” "There are times when you
really feel stuck because you don't have anybody to take you
right at that noment." "You've got to wait on other people's
availability." "That is frustrating." "You've got to phone a few

peopl e before one can help you." "Being an i ndependent person

that is when it catches you." "Wen you cant do what you want to

do when you want to do it.")

She contends that the | onger she has been AVI the nmore intense
her frustrations ("the Ionger | have been blind the nore

frustrated | get with situations when | cant do certain things

that | could do before." "It has to do with me knowi ng ny
limtations and becom ng nmore aware of them" "I still miss the
fact that I had a driver right on nmy premses.” "That | could go
at any tinme to any place | needed to go." "Not being able to do
that is still frustrating." "My biggest need (last night) was to
make contact with my son." "My friend had no know edge (of the
e-mail)." "That frustrated me, it really nade me angry." "He as

t he sighted person should have taken nore care of ny needs.") In
the specific frustrating situations Mary wi shes she could see
again ("there are many times | wish | could see again." "I mss
just being able to get in the car and go sonewhere or do

something." "This need is not there all the tinme." "It is when
I need to do or read sonething now, and not have to wait for
sonmebody to help." "That is when | need to see and that situation

makes me very frustrated.")

She claims that she is not angry about her |oss of sight but
angry with human rel ationshi ps, and especially her relationship
with her ex-husband ("l was never angry about the fact that 1'd
lost ny sight."” "Angry and di sappointed in human rel ationships

and that was towards nmy husband.” "He couldn't accept the fact
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that 1'd lost ny sight.")

Sel f - Confi dence and Sel f-Efficacy:

Mary contends that she is confident in her capabilities to cope

with and carry on with her AVl life ("I just found other skills

and ot her ways of approaching things." "Being a very capable

person | think it made it very easy for nme." "I've coped with,

and carried on with ny life." "I have the gift of the gab, and

I can ask for snowand I will get it." "I was asked to talk at

a school for national wonen's day." "It was an absolutely

i ncredi bl e experience." "I was asked to address one of the bank's
conferences to do a notivational speech.” "One of the boys from
the first talk told his father how | had inspired himand he

asked me to speak." "That was also magic." "It was just after ny

son left for overseas and | was really in the pits and it lifted
my spirits.” "I felt good about nyself again.")

Anxi ety and Di stress:

Mary claims that she continues to experience anxiety and

di stress about her divorce nmore so than with her physical |oss

of sight ("I went through a divorce." "He just couldn't cope with

the fact that | was coping.” "Up to today it still stays a

traumati c experience nore so than the fact that | |ost ny

sight.")

She contends that people and especially friends disappoint and

hurt her which causes distress ("they (people in general) are

selfish and involved in their own worlds."” "They are the ones

that hurt and di sappoint you the nost." "They care for a little

while and then find that you've becone a burden to them" "When
| asked her (a friend) "why can't people just give you an arm and

tell you whether there is a step or not," "she said people don't

want extra baggage," "that was the npost terrible realisation.”

"As soon as you becone baggage to them they are not interested

in hel ping you or even picking up the phone." "They (people she
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knows) stand around nme, and they don't greet me." "I find this
incredibly difficult to the point that it actually upsets me."
"Then | have friends who don't see me as blind and they will just

| eave nme standing talking to fresh air.")

Mary is distressed when she feels insecure and ineffectual in
situations when she cannot do things or when she is not kept busy
("l do find that I'm searching for sonmething to do to fill a gap

or avoidinm life." "In this situation, it is ny self-worth
that's affected." "I just feel that | could cope a little bit
better.” "Be able to do things." "I can't use nmy education, |I'm
conmputer illiterate so there is nothing for me to do to keep ne

busy." "Especially now, with my son overseas | don't have extra
chores to keep nme busy." "Now when | really need it (conmputer

literacy) |I'mnot capable of doing it.")

4.3.2.3 Mary's Enmergent Needs

Need for Dependency:

Mary mai ntains that although she is an i ndependent person she

needs to be able to be dependent on people for help when it is

needed ("ny greatest need is my dependency on somebody when | go

out or when | need to get information."™ "I don't use a white cane
because when I go out I'm always with soneone.” "I'm never
alone.” "I am an independent person and | like getting on with

things." "There is always a point you get to where sonebody has

got to help you." "That's not always easy but that is the
reality.") This need is being satisfied by her special friends
and dorestic worker "I have a few wonderful and special friends."
"The support of those who really love and care for me have hel ped
me cope." "I have a wonderful donestic who |'ve trained to cope

with things that were not possible for nme to do." "She neets

quite a lot of my needs." "Checking on paper work, checking on

cl ot hes, doing general cooking, there she fulfils those needs.")

Mary i s dependent on her tel ephone for comunication, a need



LOoO

whi ch she clains is very expensive ("another of nmy very necessary
needs is ny telephone.” "It is my conmunication, it is ny
security and my support system it is my transport.""Everything
revol ves around contact with others." "I have to phone 6 people

to help me with 1 activity." "You phone around to get the best
price, then you start |ooking for people to help you to get

there.” "That is not only expensive but frustrating.")

Need for Know edge and Under st andi ng:

Mary maintains that all people, including the AVl thensel ves,
need to know and understand the "real story" of adventitious Vi
and what the inpairment entails("there is a need for people who
| ose their sight to be aware of what their condition entails."
"There is a great need for people, the public and communities to
be educated so they can becone aware about the "ins and outs" of

VI and blindness."” "The real story." "If they were aware then |'m

sure they would get nore involved and committed.")

She contends that |ack of awareness | eads to stereotyping,
especially in the enpl oynent environnment. Enploynment nust be
based on abilities and not the stereotypical enploynent deened
suitable for the AVI ("there is a great need for enploynent of

AVl persons." "The right type of enploynent for the right

person.” "I've been educated as a home economst.” "I can't go
into that field because it needs sight." "I have other
abilities." "Although | amfinancially ok, it would be nice to

get paid for it (volunteer fund raiser for the physically
di sabled)."” "The Society for the Blind and the National Counci

are not pulling their weight." "By pronoting VI and what can and
can't be done, and they are not selling what blind people can
do.""There is this stereotype attitude held by society that if
you're blind you must work on a switchboard." "An attitude that
needs to be changed inmediately.")

Need for Education, Counselling and Honest | nformation:

Mary maintains that during rehabilitati on she needed to be made
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aware of the real inplications and limtations of her eye
condition. She feels that with such sel f-awareness and know edge
about pertinent issues she would have coped better with her
situation and woul d have been better prepared for her future. Such
factual and honest know edge and information could be
acconpl i shed through counselling and gui dance, especially during
rehabilitation ("nobody ever counselled nme on what the future
maybe holds." "The pitfalls | may encounter later on." "It is

i mportant that you shoul d receive guidance." "Especially during

rehabilitation." "If you just knew about situations it would help

you through difficulties.” "They needed to tell ne or nake me
aware of what |ies ahead out there in the real world." "To make
me aware of what maybe woul d happen later, the | ong-term aspect

of ny condition.” "You cope with what you've got and you are not

really aware of your disability and what it involves." "Wen you

go into rehabilitation it is then that you should be nade aware

of what your situation is." "Make you aware of the linmitations.")
Mary claims that the rehabilitators needed to nake her aware of
the enotional long-term affects associated with her VI, and that
adjustment to VI is a continual process ("it is very inportant
that you are counsell ed and gui ded through the stages of parti al
sight to blindness." "Were better than the rehabilitation
centre." "There are tines if | had just known what was comi ng or
if I had known what to expect then | would have felt that | was
supported.™ "The know edge woul d have hel ped nme through
difficulties because each tinme | lost nore sight it was an

adj ustment right fromthe beginning again.")

Mary maintains that doctors need to be nore humane and be able
to pass on honest information to their patients ("let us not
forget about doctors.” "They need to be aware of the human side
of loss of sight." "They need to pass on infornmation to you and
explain things." "Tell you where to go for help if they can't
hel p you any nore." "Be aware of your needs as a blind person."

"Al'l they're concerned with is surgery.")

Mary al so feels that people involved in hel ping the AVI need
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to be AVI thenselves ("you need people, the instructors who are
aware of all these things in the first place." "It is very

i mportant that visually inpaired people are involved as

i nstructors or counsellors in rehabilitation." "The sighted

cannot speak for a blind person."” "You've got to be there or have
been there to be able to speak with authority." "Mist al so be
those who lost their sight later in their |lives and not sonebody
who was born blind." "I've seen, | know what it's about and how
frustrating it is not to be able to see now." "If those born
blind are involved in your rehabilitation it would be like

conparing apples with pears.” "It doesn't work.")

4.3.2.4 Mary's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Positive Support from Son:

The nere presence of Mary's son is positive support ("my son

is my pride and joy." "I always had the need to be around, to be
available for himand his friends." "I never nmade himresponsible
for any of ny needs." "I felt he had enough to cope with having

a blind mther and being a single child of a single parent." "He

had lots to cope with hinmself." "He has never regarded me as a

blind person."™ "Very seldomdid he have to help ne.")

Negative Support from Rehabilitation:

Mary contends that she was disillusioned follow ng her
rehabilitation as there was no comitment fromthe
rehabilitators. Their support in helping her cope with her VI by
instructing her to walk with the white | ong-cane was ineffective
as she had to re-learn everything when she returned home, and
bei ng taught braille was nmeani ngl ess because there were ot her
ways of taking notes("l came back (fromrehabilitation) very
di sillusioned.” "Nobody was really interested in hel ping or

supporting you." "There was no comritnent fromthe

instructors.""l was coping (according to the rehabilitators)
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because | could walk with a cane.” "That was all that mattered."”
"l cane back home and had to relearn it all again in ny own
area." "l don't need braille to take notes, | just use a tape-

recorder." She maintains that the support fromthe other AVl

doi ng the sane course as her was the nost beneficial part of her
rehabilitation ("the only thing that was OK was that | was with
ot her AVI people.” "I got a bit of support and understanding from

them" "For the rest it wasn't worth ny time."

4.3.3 Energent Thenes: Psychol ogi cal Structures of Meani ngs

Mary believes that her faith has hel ped her cope with her |oss
of sight and given her insight into her new purpose in life, that
is, doing charitable work for the physically disabled. She
perceives that it was foll owing her |oss of sight that her self-
perception changed to that of a caring and enpathetic person, and
that there was a notivational change for she now devotes herself
to charitable work. She has insight into her self-functioning and

now regards herself as knowi ng and sel f-aware.

Wthin the real mof her faith and new spiritual and soci al
val ues, caring, awareness and enpathy, she tends to sonewhat
gl anorize her condition. She belongs to many clubs, does
charitabl e work, and does notivational talks. This
"gl anori zati on" hel ps her cope and adjust "lifted ny spirits,"
and allows a positive image of a coping and conpetent individua
to energe. Mary's involvenment in different clubs and charity work
has an overtone that she needs attention and to be accepted,
noti ced and admired by others, with a further inference that this
i nvol venent is a mask to cover up her insecurity and
vul nerability. There is also a suggestion that Mary experiences
rejection fromfriends, "don't want extra baggage,” which
di stresses and di sappoints her. It can be deduced from her
| anguage use, "care for a little while, then find that you've
become a burden," that Mary needs | ong-term support, caring,
adm ration and acceptance. Significant in Mary's verbalizations

is her enphasis on doing charitable work for the physically
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di sabl ed, possibly reflecting a belief that her need for
attention and admration would be better satisfied by a "blind"

person hel ping individuals with other disabilities.

The gl anori zati on does not help her deal with the reality of
her changed condition. She continues to deny the reality of her
VI by displacing it onto her son, "he has never regarded ne as
a blind person.” Another part of her denial is in reference to
her divorce and | oss of her husband. Anger continues to be
di spl aced fromthe | oss of her sight onto her husband, anger at
the |l oss of a conpanion to help her cope. Wien confronted with
VI issues, and especially enotions such as frustration and
anxiety, Mary attenpts to deny or block out this painful reality
of her situation by keeping herself busy doing charitable work,
doi ng chores in the house, or she displaces her enptions,
particularly frustration and anger, onto her ex-husband, son or
sighted individuals. The displacenment connotes an attenpt to
reduce the tension associated with her oss and to preserve her
sel f - est eem

Mary believes that her enptions and attitudes, especially
frustration, acceptance and adjustnment are oscillating and
epi sodi ¢ phenonena. There is an inference that for Mary,
acceptance of, and adjustment to, VI are feelings and processes
t hat cannot be conclusively concluded foll ow ng | oss of
si ght. Acceptance and frustration are intertwined for if Mary is
in situations which cause her frustration then she does not
accept her VI. Her frustrations appear to centre round issues of
perceived | oss of control over her life in urgent situations,
"when | need to do or read sonething now, "unsatisfied needs, "he
as the sighted person should have taken nore care of ny needs,”

and | oss of spontaneity "not being able to do what you want to

do when you want to do it." These "issues" have nuances of non-

coping, inplying that frustration and non-coping are intertw ned.

Mary's descriptions abound with nostal gia especially with her
wish to see again in situations which cause her frustration and
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anger. This nostalgia inpacts on her functioning in the present
because there is an overtone of yearning to return to her sighted
married life, and to her famliar psychol ogical order of an

i ndependent worman. This yearning is transcended by denial of her
present situation which in turn results in her searching to "fill

a void or gap" in her life.

The di chotonmpous nature of her attitudes of coping versus non-
copi ng, and independence versus dependence energe and are
difficult to reconcile. She perceives resolutely that through her
faith and spiritual and social values she is coping with her VI,
which is reinforced by the support she receives from her son and
special friends. Her coping is thus reliant on being dependent
on her faith and support. There are nuances of non-coping for she
descri bes how she could "cope better"” with things. She denies her
non-coping with her loss by displacing it onto her ex-husband,
son and sighted individuals. Mary perceives herself as an
i ndependent person who is realistic when the "point" is reached
t hat she needs to be dependent on others to satisfy her needs.
This "point" has an inference of Mary always needing to be
dependent as there is a preoccupation with dependency issues. Her
dependency is expressed through her need to have sonebody as a
si ghted gui de when she goes out or when she needs to get
i nformati on, her dependence on others for transport, her need
never to be al one, and the conti nuous need to be dependent on her
faith and support to cope with her loss of sight. There is an
i nsinuation of a change in Mary's self-functioning from an
i ndependent, self-reliant and self-sufficient person to a
dependent, vul nerable and reliant person, a dependency which
appears to have becone a way of life for her. Her need for
dependency on others to send her e-mails is justified by her

"incapability."

Psychol ogi cal overtones of synbolic gesture are evident in
Mary's descriptions. The |oss of her pottery workshop and
"letting her (driver) go" suggests a "letting go" of her sighted
life and an adaptation to her new way of life as an AVI
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i ndividual. It can be deduced from Mary's | anguage use, "I was
really in the pits," that she was depressed and vul nerable after
her son left for overseas, and "I'm searching for sonething to
do to fill a gap or a void in ny life" alludes to her searching
for a neaning, purpose and direction in life as an AVI

i ndi vidual. The length of time of Mary's VI has inpacted on her
sel f-perception and sel f-functioning of a "capable and coping
person"” to feeling inconmpetent and ineffectual which affects her

sel f-wort h.

Mary's description of her relationship with her son reveal s her
vul nerability. There appears to be feelings of guilt or self-
blame, "I felt he had enough to cope with having a blind nother

and being a single child of a single parent." Mary's need to be
"around and avail able" for her son, connotes her own need for
dependency and for people to be available to help her solve her

probl ems and give her direction in her life.

Mary believes that there is a need for all people, including
the AVI thenselves, doctors and rehabilitators to be confronted
wi th knowl edge and understandi ng of the "real story" of the
inmplications and Iinmtations of adventitious VI. Know edge and
under st andi ng t hrough honest information about adventitious Vi
by all individuals ought to nake them responsive and sensitive
to the needs, issues and problens facing AVl individuals,
allowing the "real story" to energe rather than a fallacious and
superficial understanding. This honest know edge can hel p
all eviate stereotypi ng about VI, especially in the enpl oynent
environnent. All people, particularly rehabilitators, need to be
aware that adjustment to VI is an ongoi ng process which does not
cul mnate with acceptance. For Mary, living with a VI is an
oscillating process having to constantly adjust to her |oss of

si ght .

4.3.4 Sunmation

Mary perceives herself as a coping, independent, aware and

positive person able to carry on with her Iife despite her

adventitious VI. Her faith, spiritual and social values and
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support from her son and friends have hel ped her cope with her
continual adjustnents she has had to face each tine she |lost nore
sight. Her intricate descriptions enbrace contradictions and

nuances of a non-coping, dependent and vul nerabl e person.

4.4 CASE THREE: JANE

4. 4.1 Background | nformation

Jane is 53 and has been AVI for 4 years following a crinme
shooti ng where shrapnel severed both her retinas. After a period
of about a year follow ng nmany operations, the retina stabilized
and she was, and still is, able to see colour and objects through
her left eye. She is able to read normal print with the aid of
a magni fying glass, and is able to work a conputer by using an
enl arged font. She does not walk with the white |ong-cane because
according to her, she can identify objects in front of her
Concurring with the vision ability classification in chapter one
{Section 1.2.1.3, p. 4} Jane can be said to have | ow vision.

Jane is not nmarried and has an adult daughter living overseas.
Before her | oss of sight, she was a high school naths teacher
For the past year she has been giving private tuition fromthe

hone of her brother and sister-in-law, where she now |lives.

A year follow ng the shooting, Jane went to Optima to do the
"nmobility course.” At the initial interview for this study, she
had just conmenced the tel ephony course, and the follow up

interview three nonths later, was on the final day of the course.

4. 4.2 Phenonenal Meaning Units and Psychol ogi cal Structures of

Meani ngs

4.4.2.1 Jane's Perspective of Loss of Sight

Loss is an Qbstacle Overcone:

Jane views her loss of sight as an obstacle she has overcone
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and mai ntains that she is coping with her |oss. She conpares this
"obstacle" to an ordinary activity like falling off a bicycle ("I

see it as just another obstacle |I have overcone." "I can cope
with it." "I would say that my | oss of sight was like if you're
riding a bicycle and you fall off." "You just get back on
again.") "lI'mon again.")

Power of Surgery to Heal:

Jane's central focus is on surgery and what it can acconpli sh.
For her. Surgery is a priority in that it is a means of getting
wel | to having peripheral vision, because without it she would

be totally blind ("I was going through |ots of operations.” "That

was the priority." "They were nore concerned with operating,

trying to heal me." "The operations were essential to give ne the

bit of peripheral vision | have." "Wthout the operations it

woul d have been a conpletely different situation.” "I would have
been conpletely blind." "There was inprovement in nmy left eye.”
"It was just like a dream seeing sone imge." "Then | started
actually seeing shadows." "Later | started seeing colour." "It

i's now about 18 nmonths since |'ve been in hospital for any

operation." "Everything is still the sane.")

4.4.2.2. Jane's Emotions, Feelings, Thoughts and Reactions

Accept ance:

Jane is enphatic that she has accepted her | oss of sight "

have accepted nmy VI." "In actual fact, | don't even feel as if

I have a disability." "I have definitely accepted it.") Jane
mai nt ai ns that acceptance is related to her being independent and

in charge of her Iife again ("acceptance is nmy feeling of being

i ndependent and doing things for myself." "I've taken charge of

my life again, that's the acceptance.") Acceptance is reinforced

by her attitude that time heals ("I believe that tine heals, it

does." "It actually nakes you stronger." "Especially when you

feel that you can do and get something positive out of it.")
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Deni al

Jane denies the reality of her loss of sight ("I don't even
feel as if | have a disability.") She continues to deny enotions
associated with her loss of sight, and even when felt, they are
difficult to express ("because there was so nmuch el se going on

your enotional state was put into the background.” "It was nore
the physical part that needed to be dealt with." "Wth the
enptions, | don't know, it is something that is very difficult
for me to express." "I have not been for counselling." "I don't

even think | want to go for counselling.” "Before | came here
(Optim) | had already worked through ny enptions.”™ "I find it

very difficult to express nmy enotions.")

Sadness, Bitterness and Frustration:

Jane mmintains that the occasional expressed enotion such as
sadness, bitterness, and frustration centre round her |[oss of her
i ndependence ("it was only after about 6 nmonths that | started
hurting a lot." "I knew that this really now was ny condition."
"I realise that it's gone." "I felt sad and bitter and also a | ot
of hurt that | have now becone dependent when | was very

i ndependent."” "1'd have to ask people to do things for ne." "I

had to rely on them and their generosity to | ook after ne." "The
taki ng away of the independence is really where | feel it nost."
"l occasionally feel sad and frustrated and | feel bitter when
| find that | can't do sonething."” "Then | try to get away from
it by occupying nyself.") It is still frustrating for Jane to
accept she is not able to drive her notor car ("I miss ny car."”
"l used to drive a lot." "I mss just being able to get in and

go where | need to go." "That's frustrating sometines.")

Hope:

For Jane, surgery remains the focus because it pronises

physi cal "healing" in that surgery is the neans to see again

("they were operating, and your hope is when you come out you're
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going to see again.") She clains that during the period of the
operations she started giving up hope because the ophthal nol ogi st
was frustrated about not getting any positive results ("when the
retina started detaching again (after fourth operation) |
actually felt at ny lowest. "I started giving up hope, mainly
because he (the ophthal nol ogi st) was getting frustrated."” "You

opht hal nol ogi st) said you're going to operate and |'d be able to

see." "He said, "no | didn't prom se you anything." "That was a

crushing blow ")

Wort hl essness, Uncertainty and Anxiety:

Jane mai ntains that because she is a private person it is
difficult for her to ask for help. She clains that she often
feels worthl ess about needing to ask for help and that she is
uncertain about the help offered ("I had to learn that | have to

be able to ask for help.” "That's a probl em because |' m rather

a private kind of person.” "That is the biggest adjustnent that

I've found in nmy life." "Having to be dependent often nakes ne
feel worthless." "I know | can do the things but because of ny
sight now | need help." "When | ask people for help the third

time | get the feeling that |'ve now overused ny privilege.")

Jane i s anxi ous about not being enployed and not having a
medi cal aid especially if nmore operations are in the offing "the
only peace of mnd was that | had a very good nedical aid at the
school." "I didn't have to worry about the cost factor." "That
of course is a different story now that | am no | onger worKking
and don't have a nedical aid." "It is a bit of a worry for ne.")
She claims that in unfamliar places she is anxious and uncertain
("it (being safe and secure) depends on the circunstances,
because there are always tinmes when you are in unfamliar

places.” "lI'ma bit uncertain and | worry a bit." "If I'min

famliar surroundings |I'mconpletely at ease." "In unfamliar
situations | like people to tell me and | ask themto show nme

around so that | know where I am™")
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Sel f - Confi dence and Sel f-Deterni nati on

Jane contends that she is confident and deternmined to cope with
and carry on with her |ife despite her VI. She clains that she
feels safe and secure and in control of her life, environment and

her VI ("I feel safe and secure.” "I amvery nmuch nore confident
now." "The mobility course gave ne self-confidence to walk
alone.” "At Optima | learnt to cope with it." "I don't fee

vul nerable as a visually inpaired person.” "I don't feel that ny
sight is a danger to ne." "I can cope with it." "I'mat the stage
where I'min full control of ny vi." "I will try and do
anything.” "It is only when |I'm absolutely stuck that | need to
get sonmeone to work ne through the various stages.” "O her than
that, | will funmble along and do what | can.” "I forced ny way

and try to do things for nyself.")

Pri de:

Jane feels proud about being able to offer private tuition to
bring in extra noney and about succeeding in the courses she has
attended at Optima ("when | found that | needed nmoney for ny

accommodation at Optima." "l started taking on students to do

private |lessons." "The nmoney has been coming in." "The word has

got around that I'moffering tuition.” "The whole area is com ng

along.” "lI'"mactually busy.” "When | canme here (Optima) | didn't
think I could operate a switchboard." "Today |I'mdoing it." "I

came here not expecting any results and | have results.")

4.4.2.3 Jane's Energent Needs

Need for Practical and Financial |ndependence:

Jane mmi ntains that her needs have changed over tinme. According
to her, the need for practical independence such as, mobility,
daily living skills, and being able to read, has been satisfied
("my biggest need, after my |oss was to be independent again."
"Optim showed nme that | can take a cane and wal k down the street
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on my own." "l amdoing nmy own personal things such as doing ny
washi ng." "Anot her basic need of mine is to be able to read." "I

need to be able to get information." "During i ndependence
training | was able to get a nmagnifying glass which helps ne to
read and wite." "If | use font 14 on the conmputer it is quite

confortable for me to read using the glass.” "Optinma actually
gave me back my independence.") Jane nmintains that because of
her visual ability she does not need to walk with the white |ong-
cane ("l don't walk with the cane because | have good col our
perception." "l can get by quite easily." "I don't see in the

di stance but immediately in front of me | can identify objects."

"I prefer not to walk with it." "I"mquite used to it now ")
For Jane, the suprene synbol of independence is financial

i ndependence. She clainms that if she could get a job she would

be able to afford independent living ("I would love a job." "I

feel if I have a job that would probably conmplete the ful

circle.""l need to be on nmy own." "Living in sonebody else's

house | have always to be in the background.” "I can never take

advant age of their property." "You have to always think of them
before you think of what you want to do yourself." "I feel that

I need to try to get ny life together again." "Get ny

i ndependence back." "I will have to I ook for ny own place to
stay."” "I now need to | ook around and see if | can get myself ny
own place to stay." "See if | can find nyself a job." "Those are

my plans, nmy ains.")

4.4.2.4 Jane's Experiences of Support from Family, Friends,

Soci ety and the Rehabilitation Context

Unhel pful Support:

Jane clains that her famly tried to over-protect her ("it has
been a little bit hard for people I live with." "They wanted to

put a cushion round ne." "Not allow ne to do anything.") Her
famly will not accept what has happened and silence is their way

of coping ("I"ve noticed sonme nmenbers of ny famly are finding
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it very difficult.” "I just sense it." "They are having
difficulty with |ooking at me and accepting.") Wen i ndependence
i ssues energe, Jane's fam |y nenbers are "not pleased,"” but no
explanation is offered for the displeasure ("every time | nake
progress to get on with ny life, nmy independence, they seem not
so pleased.” "I have no idea why." "l've tried to discuss it but

we don't speak about it.")

Positive Support from Friends, Society and Rehabilitation:

Jane cl ainms that positive support is offered by sighted friends
and a society which is aware of VI issues ("I have very good

support frommy friends." "These are friends that |'ve had before

I lost my sight." "They help ne a lot with satisfying ny needs."

"Society is very aware of blindness." "There are the institutions

which are well established to accommpdate the AVI." "There is a

| ot advertised.") According to Jane, people accept her, but
strangers consider her different ("in general, people accept nme."
"Strangers do consider ne a bit different.” "I don't go and
advertise to everybody wherever | amthat |'mpartially sighted."

"Only after if | need to tell themthen | would.")

Optima supported Jane by hel ping her change her attitude
towards VI, and the practical skills offered, mobility, conputer
and switchboard operation, have far exceeded her expectations,
and given her independence and sel f-confidence ("Optina
definitely hel ped ne satisfy my need for independence as far as
they could." "Optinma actually showed ne that | can take a cane

and wal k down the street on nmy own." "The nobility course gave

me self-confidence to walk alone.” "Before | cane here | had the
idea that I would have to be |l ed by hand everywhere | had to
go.") She maintains that she will come back to Optima if there
is another course she can attend ("when | leave Optima | will

m ss nothing." "Unless | find that there is another avenue that
I can gain then | will cone back." "It has given me conputer

skills, it has given nme the tel ephony skills.")
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4.4.3 Enmergent Thenes: Psychol ogical Structures of Meanings

Jane views her loss of sight as an ordinary and nmundane
obstacl e she has overcone. She contends that she is coping with
and in charge of her loss and Iife. From her |anguage use it can
be deduced that the "obstacle" of [oss of sight which she has
"overcone" is perceived as a hindrance over which she has
triunphed and over which she has full control. There are
overtones in these descriptions that Jane perceives her |oss of

sight to be a nere inconvenience for her

Jane's hope throughout her experience continues to be focused
on the ability of surgery to restore and preserve her sight. This
hope of preserving her restored sight is reinforced by "tinme
heal i ng" because it is 18 nmonths since she was last in hospita
for surgery, and since then her eye condition has renmained
stable. Wth surgery being the "priority" and by focusing on the
operations and physical healing hel ps Jane transcend the
empotional trauma of |oss of sight. Although she has regained
partial sight, there is still an insinuation of fear about I|osing
her remmi ning sight, "I can't say anything because | woul d have
been conpletely blind."

Deni al and acceptance, although contradictory attitudes and
enmoti ons, weave their way throughout Jane's descriptions. There
was, and still is, denial of enptions associated with Jane's | oss
of sight. There is a suggestion that Jane is able to cope with
the practical facts of her |oss, but cannot cope with the painful
enotions. She distances herself fromthe reality of her changed
life as a AVl individual by not wanting to incorporate the idea
of her loss of sight into her perception of herself, "I don't
even feel as if | have a disability." She further distances her
enotions by using inpersonal second-person pronouns, "your

enotional state,” and "your hope." The reality of her loss is
al so deni ed because she will not tell people that she has an eye
problem "I don't go and advertise to everybody that |'m

partially sighted.” The refusal to face the fact of her |oss of
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sight is underscored by her perception that "tinme heals.”

When enotions, especially frustration, are occasionally
expressed they are usually related to her |oss of independence.
The enptions are in turn, denied when she displaces themonto
sighted individuals for having to be dependent on them for help.
Frustration and hopel essness are displaced fromthe |oss of her
sight onto her ophthal nologist for not fulfilling his pronmise to
restore her sight completely. She displaces her experienced
difficulties with her |oss of sight onto her fanmly, "little bit
hard for people | live with."

Needi ng to be dependent is a "problent for Jane and the biggest
chall enge in adjustnent to her changed AVI life for it is
contrary to her fanmiliar psychol ogi cal order of an independent
and copi ng person. Asking for help is sonmething that she has had

to "learn," the consequence being that dependence, in sone
contexts, is accepted, "can you help ne?" The word "I earning”
connotes a process of gaining know edge, understandi ng and
ability to master or take control of her VI by neans of being
able to ask for help when it is needed. She bl ocks out or denies
the painful reality and enptions associated with her VI by
keepi ng busy or occupying herself thereby allowing a positive

i mage of a coping and confident person to emnerge.

Jane's perceived sel f-confidence is based on her belief that
her i ndependence gai ned during rehabilitation has enabled her to
cope with and accept her VI. There is a suggestion that
acceptance of |oss of sight is expected so that Jane's
i ndependence and her ability to take charge of and adjust to her
new AVI life can be guaranteed. It my be deduced fromthese
perceptions that acceptance, coping and adjustnment are feelings
and processes that can be conclusively conpleted and concl uded
following |oss of sight. This perception is reinforced with
Jane's belief that her |oss of sight has been "overconme." The

accept ance however, has nuances of denial, as Jane appears to be
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using it as a way of blocking out the painful reality of her |oss
of sight, which in turn, enhances her positive self-inage.

Conflicting attitudes and enmotions energe dichotoni zed as they
are difficult to reconcile. The realisation that Jane woul d not
see properly again was "a crushing blow, " reflecting overwhel m ng
surrender, yet she perceives herself as taking "charge of" and
being in full control of her AVl life. Jane describes how her
enptions are "put into the background" and that they are very

"difficult to express," yet she perceives herself as having

al ready worked through her enotions before she attended
rehabilitation. Jane feels that her VI poses "no danger"” to her
that she is not vul nerable but feels safe and secure, and
confident. There are however, overtones that these feelings are
experienced only in "famliar" places and situations. Jane's
experience of feeling safe and secure in fanmiliar situations has
been enhanced by her 3 nmonth stay at the famliar environnent of
Optima, where she has successfully conpleted the tel ephony
course, which has in turn, heightened her self-confidence.

The di chotonmous nature of independence versus dependence
energes. On the one hand, Jane believes that she is independent
and able to do things for herself, underscored by her perceived
practical independence of nobility, daily living skills and
readi ng. Her acceptance of her |oss of sight further supports her
i ndependence. On the other hand, tinme has nade Jane aware that
as an AVI individual she needs to be dependent on others in
certain contexts to help her, and although Jane is aware that she
needs to be able to ask for help, there is an insinuation that
she perceives this need as a negative reflection of her positive
i mge of an i ndependent person and her self-esteem Her famly's
over-protection also reveals that her overwhel m ng need for
i ndependence has been thwarted by their | ack of understandi ng and

awar eness about her AVI worl d.

Jane needs enpl oyment which would provide her with her needed
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financial independence and security to fulfil one of her needs
of independent living. The expressed need for her own place to
stay alludes to a need for privacy, security, certainty, and
freedomto do what she wants to do. The | ack of financial
security has nuances of Jane becom ng uncertain and anxi ous about
her future because a | ack of nmoney will not allow her to afford
a medi cal aid, which would give her "peace of mind,” if nore
operations are needed to preserve her sight. There are further
assunptions that Jane is not in control of her situation as she
claims to be, and that she has not yet fully accepted the fact
that she is now not the functioning person she was before her

| oss of sight, that is, an independent person with a secure job

and financial security.

According to Jane, a job would help conplete the "full circle"
which reflects a final conclusion to regaining the needed
i ndependence in all areas of her life. By offering tuition as a
means to financial independence and a way to keep busy and escape
dealing with the enotional pain of the inplications of her |oss
of sight helps fulfil the goal of independence, practical
financial and personal, and is tantamunt to getting her life
together. Living with a VI is sonething Jane has overcone, and
she transcends her inpairment with her unquestioning acceptance,

sel f-confidence, positivity, and coping.
4.4.4 Summation

After many operations, Jane can see again, albeit partially,
and her hope is that her condition will remain stable. She
perceives herself to be practically independent. Wth the help
of rehabilitation and support from her friends, Jane has accepted

and is in full control of her VI. For her, this nmeans being

i ndependent and in charge of her life again.

4.5 CASE FOUR ANNETTE

4.5.1 Background I nformation

Annette is 56 and has been AVI for 7 years. She has
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pseudoxant homa el asticum and the elasticity in the tissues has
caused tears on the retina resulting in the |loss of the macul ar
conpletely in one eye (central vision) and about 50% of the

peri pheral vision in both eyes. She has had lens inplants in both
eyes to try to keep as nmuch peripheral vision as possible. She

is able to see bright colours, is able to pick up notion, shapes
and objects, and can wal k without the aid of a white |ong-cane.
Concurring with the vision ability classification in chapter one

{Section 1.2.1.3, p. 4} Annette can be said to have | ow vision.

Annette is divorced and has two adult children, and at the tinme
of the interviews, her daughter was |living overseas. She was a

mat hs teacher before the onset of her VI.

Annette was rehabilitated in her own hone by a | ow vision
rehabilitator and a social worker fromthe Society for the Blind
in her area. At the initial interview conducted in her home, she
was unenpl oyed, but at the followup interview, 6 nonths | ater
she had a job as a tel ephonist.

4.5.2 Phenonenal Meaning Units and Psychol ogical Structures of

Meani ngs

4.5.2.1 Annette's Perspective of Loss of Sight

Live Naturally and Normally with VI:

Annette naintains she is able to Iive and behave as "naturally
and normal ly" as she did before her loss ("I do things quite
naturally and normally." "I still try to live as naturally or as
normal |y as possible as before.”) She contends that nany people
do not know she has an eye problem ( "people don't even realise
that | can't see.") It is only when she experiences sonething out
of the ordinary that people renenber that she has an eye probl em
("every now and then sonething will happen like | slip or fall."
"Everybody will get a fright because they've forgotten that I
can't see."
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Travel ling an Uneven Road:

Annette's experience of her VI is a life journey on an uneven
road ("ny experience of my VI is nore |ike travelling on an
uneven road." "There is a smooth surface, and then there is a
gravel surface.") Generally, her AVI life progresses snoothly and
normal Iy, but there are also times when she finds it difficult
to cope ("fromtime to tinme you do fall, fall hard.") She is able
to work through these difficulties ("you fall flat in that ditch
for a while,") and after that, she is able to continue with her
life again ("then you get up and there is the snooth road

again.")

4.5.2.2 Annette's Emotions, Feelings, Thoughts and Reactions

Acceptance is a Cyclical Process:

Acceptance of loss of sight is difficult, if not inpossible ("I
have not accepted my | oss, not even fromthe begi nning, not at

all." "The hardest thing to acknow edge was that | could not do

what | could do before.”) It takes tine and effort to accept |oss

("you need to work on it emotionally." "Your blindness is

sonmet hing you are confronted with a hundred tines a day.")

Wth time, Annette has accepted sonme of the limtations
associated with her VI ("I had to accept that there are things

that 1'd never be able to do again." "I've just got to |eave
them and don't let themupset ne.") Absolute acceptance is an
impossibility ("I don't agree with that saying, that tinme heals."
Wth loss of sight you're confronted everyday with it." "It is
not a case of acceptance, because fromtinme to tine I fall down."
"l then have to start coping again.” "It is just |like going round

incircles, nothing is final.")

Anxi ety and Deni al :

Annette fears | osing her remaining vision as she believes that

she woul d not be able to cope with total blindness ("I'mafraid
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to lose what |I've got." "As long as it (her eye condition) is
quiet, I'mhappy."” "The little bit of vision helps ne a lot."
"The difference between a little bit of light conmpared to

bl i ndness.") She uses denial to control the threat and fear of
"blindness"” ("I don't even want to think about it.") And she
regularly visits the ophthal nol ogist ("I still go to the doctor
now at this point of tine every three nonths.") Annette al so
denies her VI by trying to conceal the fact of her vision |oss

in unsafe and unfamliar places by not walking with a white |ong-
cane as she perceives that a "blind" person is an easy target for
assault ("when my cane is open | ama little bit nore open or

vul nerabl e to whatever bad influences are around.") She behaves
as "naturally and normally" as before her loss in order to cope
with her situation. Annette acknow edges she needs assi stance but
only in certain situations ( "the nonment | feel insecure | open
it (white long-cane)." "Wien | go on the plane all by nyself |
use my cane." "l pretend to be conpletely blind." "I do this
because | now realise that other people do not understand that

you can have partial vision.")

Frustration:

Annette continues to experience frustration in situations when
her VI does not allow her to behave as she did before her |oss,
the tinme it takes to conplete activities and having to
concentrate continually on the task at hand ("I often get
frustrated when I'malone in the house and there is sonething
really need to do urgently." "I can't do or find sonething." "I

just need to read a docunent urgently." "Mike a phone call and
it is such a hassle to find a phone number which I have not got."
"l still need to concentrate because the noment | don't | mess

up everything." "It takes nme so long to do sonething now which

I could do much quicker when | could see.") Her frustrations are
not constant but experienced at certain tines, places and
situations ("lI'mnot frustrated all the time." "I have to do
things inmmediately, and if you ask ne to do sonething or if |

need to do sonething, | want to do it now " "If | have to wait
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for people to help me do sonething, makes nme frustrated.”
"Frustration also has to do with nmy enotional state at a
particular point in time." "One day sonething will bother me, and
the next day it won't.") It is still very difficult and
frustrating for Annette to accept she is not able to drive her

mot or car "that (not being able to drive) was difficult for nme.

"Not being able to drive causes nme |lots of frustration.")

Fear and | nsecurity:

Annette experiences fear, insecurity, uncertainty and | oses
confidence when she is alone in unfanmliar and unsafe situations
or places ("in unfamliar places | amvery insecure, nervous, and

uncertain." "Especially when I'malone.” "I start worrying and

| lose nmy self-confidence.") Wth the course of tine her self-
confidence has waned ("it is now 7 years approximtely, and

have still not nmanaged to cope with this situation.” "M self-
confidence to walk to town is not the same as it was before | got

the job." "It's a fear that things nay have changed.")

Sel f - Consci ousness, Enbarrassnment and Wt hdrawal :

Annette is sensitive about her VI and feels enbarrassed by it
("I amactually glad that I was alone when I lost nmy sight.”
"There was no need for me to feel ashamed or enbarrassed when
couldn't pour a cup of tea." "I still get very enbarrassed when
| do something stupid." "I get very enbarrassed when sonebody
speaks and | don't know that they are talking to ne." "I would
not |ike other people to think I"'mstupid." "I still didn't want

to show themthat | could not see and wasn't coping.")

For Annette, the |onger she has been AVI the nore difficult it
has becone for her to take part in group conversations, and has
become nore sel f-consci ous about enbarrassing herself in front
of people ("I have a problemin group conversations." "It is
extremely difficult for me to give nmy input.” "I never know when

peopl e have finished what they are saying." "I don't want to
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interrupt thent because "it is enbarrassing for me.")
Enbarrassment causes Annette to withdraw from group conversations

("l often stay out of the conversation.")

Sel f - Est eem

Annette believes that her self-esteem has inproved the |onger
she has been VI. At the initial stage of her |oss of sight she
experienced sadness, hel pl essness, and worthl essness as
everything was unfamliar to her and she perceived that she was
not coping ("l cried alot.” "I didn't know how to do anything."
"I just sat in the chair."” "I felt worthless.") She took a
consci ous decision to take control of her life again. By doing
crochet and giving her creations to charity she feels worthwhile
("1 decided that | nust start doing sonething with my life."
"I'"I'l crochet blankets and | always give themaway to charity."
"Wen | do this, |I feel |I'mdoing sonething worthwhile.") Her job
has increased her self-esteemand with it, her self-confidence
("not to sit in the chair the whol e day thinking about what |I'm

going to do." "My self-worth and sel f-confidence has gone up.")

4.5.2.3 Annette's Emergent Needs

Need for Practical and Enotional Support:

The | ow vision rehabilitator supported Annette by teaching her
practical skills which have hel ped to nake her |ife easier. These
skills include being able to walk with the | ong-cane and how to
read braille, which, because of her visual ability, she does not
use ("taught ne to walk with the white cane making ny life

easier." "Being taught braille, which I never use.") What is of
greater inportance for Annette is her need for a good long-term
enotional support system She needs to have people visit and take
her out so that she is not alone, and through these interactions,
can maintain a positive attitude towards herself and life. This
need is being satisfied by her famly, friends, and the soci al

wor ker at the Society for the Blind ("there is a vital inportant
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need to have a good support system"™ "I need to have enotiona

support as well, not just practical support.” "I've got friends

who visit ne and take nme out." "The social worker has, and

continues, to give ne lots of support.” "We (low vision |ady)
became friends.” "If | did not have a good support system |
woul d have becorme negative in my views on ny disability, as wel

as on life itself.")

For Annette, it is vital to set up a support system as when she
| oses nmore of her visual ability she is going to depend on them
nore ("there is a need for long-term enotional support.” "I
needed this support every time | lost nore sight.” "I hope it

will be there for nme in the future.™)

Need for Sensitivity and Understandi ng:

Annette has becone aware of the inplications, limtations and
uni que needs associated with the different degrees of visua
abilities. She believes that all individuals, including the AVi
thensel ves, society in general, famlies and friends need to be
made aware of and understand what the AVI can and cannot do with
di fferent degrees of vision ("they do not know or realise or
understand that there are other types of VI, like partial sight."
"If you' ve got total blindness or partial sight, what you can and
cannot do." "A conpletely blind person will be led (by a shop
assistant) to whatever he or she is looking for." "I have the
ability to walk into a shop and am able to see what |'m | ooking

for." "This does take time, and | feel everything." "The

assistants can't understand this.")

For Annette, the |lack of know edge and awar eness about VI
i ssues results in stereotyping and m sconceptions, particularly
in the enpl oynent environnment, which inpacts on her enotionally
("we are not different fromthem we just can't see properly.”
"Maybe people will treat me as a normal human being with a norma
intelligence.” "I dislike it intensely when people talk to

whoever is with me when they actually want to know what | want."
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"There is a need for the National Council to go into what jobs
are available for persons with all types of VIS." "Not just

concentrate on swi tchboard operators.")

Need for Honest |nformation:

Annette believes that she should have been made aware about the
implications and Iimtations of her eye condition as soon as
possi bl e. She feels that with such sel f-awareness and know edge
about these issues she woul d have coped better, and woul d have
been better prepared for her future ("there is a need for al
visually inpaired people to be nade aware about the significance

of living with their VI as soon as possible.” "It was vital right
fromthe beginning that | should have been made aware of what ny
condition involved and what | could expect in the future." "MW

life would have been much easier.")

Such truth and honesty could be acconplished through open
cl ear and sensitive conmunication between all nmenbers of an AVI
i ndi vidual's social network. She also feels that people involved
in hel ping the AVI need to be AVI thenselves ("there is a need
to teach all people what VI is all about." "It is extrenely
i nportant that visually inpaired persons and their families,
together with people |like doctors get together so that everybody
is clear about what is going on." "I needed sonebody to sit down

and talk to nme." "ldeally, this person should be visually
impaired himor herself."” "I don't think sighted people actually

know what a visually inpaired person experiences.")

Need for Enpl oynment and Financial Security:

Annette's overwhelning need is for enploynent to give her
fi nanci al i ndependence and security. She believes such security
will enable her to live nore confortably, alleviate sone of her
enptions |ike anxiety and hopel essness, and all ow her to purchase
adaptive devices like a conputer to communi cate with her daughter
("my pension is just enough to pay ny levy, let alone buy food."
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"It is something that nakes ne feel hopeless.” "Things |ike
conputers that the AVI can use, it is so expensive.") She is

currently enpl oyed as a stereotypical sw tchboard operator

4.5.2.4 Annette's Experiences of Support from Fam |y, Friends,

Soci ety and the Rehabilitation Context

Positive Support from Family and Friends:

Annette's need to be perceived as a "normal," coping and in
control person has been realised by making her famly and friends
aware of the basic VI issues and what she can and cannot do.
Their support has changed from over-protection to accepting her

("they overprotected ne." "Now they treat ne as a normal person."”

"They've learnt to live with me and know what | can do and what

I cannot do." "They accept ne as | am") Annette also received
and continues to receive, support fromthe Society for the Blind
(rehabilitation context) ("the Society for the Blind was there
for me in the beginning and is still there for ne now. ") Annette
mai ntai ns that people are not supportive and clains it is because
they are not aware of VI issues ("people in general are

definitely not supportive.") "it is because they are not aware.")

4.5.3 Emergent Thenes: Psychol ogi cal Structures of Meanings

It is inmportant for Annette to be perceived by others as coping
with, and in control of, her VI. She is afraid that if she cones
across as not coping and unable to do things other people wll
see her as "stupid," with nuances of Annette not wanting to be
perceived as different, useless or worthless. Her fear of being
alone in unfam liar and unsafe places is underscored by her
expressed need for a good |ong-term support system which wll
ensure both conpany and protection. However, with the support
Annette receives fromher famly and friends she perceives
herself able to cope with her inpairnent, and feel safe and
secure. She has gai ned conscious insight and sel f-awareness about

the conplexity and difficulties of living with a VI and
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under stands that she needs |ong-term enotional support in order
for her to cope optimally with her situation, especially if nore

| oss of sight is in the offing.

The | ack of awareness and understandi ng of the fundanenta
i ssues of VI by all people results in stereotypical and
prejudicial attitudes towards AVl individuals in all areas of
their lives, and in particular, the enployment environnment. There
is a need for Annette to be kept busy so that a positive inmage
of herself as a coping, confident and in control person wll
enmerge. lronically, Annette is now enployed as a switchboard
operator, which has overtones that even this stereotypical job
with the inplication of under-enploynent is perceived as being
better than no job to satisfy her basic need for financial

security.

Annette nmaintains that each AVI individual, depending on their
degree of vision loss, has different abilities and needs.
Awar eness of these facts ought to make people sensitive to the
needs, issues and chall enges facing the AVI. Annette maintains
that her forenpbst need was to be confronted as soon as possible
with the real inplications and linmtations of her VI which, had
it been provided, would have given her the ability to cope better
with her condition. This confrontation should have been done in

a sensitive manner by an AVI professional

Annette views her life challenge, because of her physical |oss
of sight, as an "uneven" life journey with continuous circul ar
enotional adjustnents. She perceives that she is confronted on
a daily basis with the inplications and limtations of her
condition. The use of the word "uneven" insinuates that Annette
perceives her life to be erratic and unpredictable. She tries to
regain "normality" by continually attenpting to live as
"naturally and nornmally" as before her |oss. Her notivation to
live "naturally and normally" reflects | ow self-esteem The
frequent use of the word "fall" has both literal and netaphorica

value: Annette literally does fall, and she also gives in to her
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enotions of frustration, fear, |oneliness, and worthl essness. Her
percei ved "unevenness" of her life as an AVI individual is
underscored by her belief that her enotions, and especially
frustration, are not experienced continually but are episodic and
related to specific situations, tinmes and places. Frustration is
related to her enotional state at a particular tinme, or when she
experiences loss of control over her |ife when she cannot read

an urgent docunent or when she cannot drive.

Descriptions of anxiety, self-consciousness, frustration and
copi ng weave their way through Annette's descriptions. She
attenpts to distance her enpotions, especially her fear of |osing
her sight conpletely, by not incorporating the idea of
"blindness" into her perception of herself. Conflicting attitudes
and enotions energe, dichotonized as they are difficult to
reconcile. On the one hand, Annette denies her VI by not wal king
with the white |ong-cane, whereas, on the other hand, she al ways
carries her cane and when she feels vulnerable, insecure or when
she is in unfanmliar places she opens it and "pretends" to be
blind. From Annette's | anguage use, and in particular, the use
of the word "pretend," it nay be deduced that she needs
attention, help and protection whenever she feels vul nerable. Her
need for attention in vul nerable situations, which she perceives
she does not receive as a partially sighted person, is in
contrast to her profound need to be treated as a normal sighted
person. These feelings do not |ast as she deals with anxiety
t hrough denial, noves from positions of worthl essness to feelings
of worth and self-esteem Living with a VI is thus a circular
process for her, having to constantly cope with and adjust to her
| oss of sight.

4.5.4 Sunmmtion

Annette perceives herself as coping with her VI and living as
naturally and norrmally as before her | oss of sight. She has not
fully accepted her VI enotionally, but time has nade her aware
of her Iimtations associated with her VI. She continues to
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experience enbarrassnent, anxiety and frustration related to
i ssues of VI. Positive support fromher famly and friends has
hel ped her cope with her continual adjustnments she has had to

face during the tinme course of her adventitious VI.

4.6 CASE FI VE: AMANDA

4.6.1 Background | nformation

Amanda is 37 and has been AVI for 2,5 years. She has optic
atrophy where the nerves behind her eyes have deteriorated to the
extent that they are permanently damaged. She still has |ight
perception and is able to distinguish shapes but no fine detail.
Concurring with the vision ability classification in chapter one
{Section 1.2.1.3, p. 4} Amanda can be said to be functionally
bl i nd.

Amanda is married and has 3 children aged 13, 11 and 6. Before
she | ost her sight, Amanda was a market researcher and is now a
hone executive. At the time of the initial interview for this
study, Amanda was in the final week of her rehabilitation, and

the followup interview, 4 nonths later, was at her hone.

4.6.2 Phenonmenal Meaning Units and Psychol ogi cal Structures of
Meani ngs

4.6.2.1 Amanda's Perspective of Loss of Sight

Loss is a Learning Process:

Amanda views her | oss of sight as being both a practical and
enotional |earning experience. She clainms that it was precisely
her | oss which initiated this process for she had to, and
continues to, question and anal yse both her past and future,

("in these past 2 and a half years |'ve learnt many things." "I
definitely made a u-turn in ny life." "I went back in ny life and

saw what it was |ike. "Had to make another turn to see where
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was going." "Where is the problemand then work these things out,
and analyse them" "I continue to question why this has happened
to me.") Anmanda adjusts to the experienced changes in her life
in order to cope "I had to adjust practically, because things
can't be the same as before."” "I had to adjust on the enptiona

si de, because | started thinking about things differently." "I
had more time to look into nmyself.” "I feel that I'm 10 years

ahead of time.")

4.6.2.2 Amanda's Enptions, Feelings, Thoughts and Reactions

Accept ance:

Amanda has accepted her VI in order for her to nove on with her
life ("I have accepted that for now |l amblind." "You have to get
to a point where you accept in order to move on.") She
acknowl edges and accepts her limtations ("I can't do what | used
to do.” "I should function as a blind person."” "There are sone
things that I will never do until I'mable to see again.")

Amanda's attitude of acceptance is based on her belief that
acceptance i s expected of people who experience a |oss, after
whi ch coping and adj ustnent can occur ("accept the things you
can't change."” "I grew up with that." "It is like |I've been
through a | oss, accept it, and get on with it." "The coping and

the adjusting is getting better.") Acceptance is reinforced by

her attitude that time heals ("I believe that time heals." "It
doesn't hurt so nmuch now." "It is not so intense now." "In the
beginning it really hit me hard.” "Wth tinme, it will never go

away, but it definitely gets better.")

Sadness:

Amanda continues to experience sadness about her |oss of sight
especially in situations which involve her children. She cl ainms
that this sadness will continue to be experienced for a |ong
time. In these situations she wi shes she could still see ("I was
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terribly sad for ny children's sake, and everybody around ne, and

for nyself." "It was the sadness, | felt terribly sad about it."
"l have experienced sadness when it conmes to things like prize
giving or concerts at ny children's schools."” "It hits ne then."
"For the sake of the children, | go (to the concerts).” "Then |I'm
sad, and I'"'msure I'll have a lot of those in the future.” "I

wish | could see just for a nmonent in these situations.")

Frustrati on and Anger:

Amanda experiences frustration when her VI does not allow her
to behave as she did when she could still see. She clainms that
not being able to drive is frustrating as well as having to plan
and organise her life and be dependent on others ("ny |oss of

i ndependence was quite a thing to cope with." "Wen you want to

go to the shops quickly you just cant." "You just cant junp into

the car." "Everything has to be so organised and planned." "If

you want to do sonmething you need to plan in advance." "That gets
to nme the nost, it is so frustrating.” "I need to ask soneone to
physically take me to where I want to go." "I don't like to ask
people, | do if | really have to." "I would prefer to just get

on a bus and do ny own thing.")

Amanda mai ntains that she al so experiences frustration with her
husband' s | ack of support, his non-acceptance of her |oss which
she claims has inpacted on her negatively in that she is not able

to cope ("I thought he should be hel ping ne cope."” "In the past

I was the positive one, and he would be able to | ean on ne." "Now

the situation has turned around." "I felt that he couldn't be

there for ne." "He is still battling today and that has a

negative effect on ne." "I often get frustrated with the

situation.” "He hasn't got to the point where he has really

accepted it yet." "Once you' ve accepted it you will be able to

deal with it in a positive way.")

In addition to experiencing frustration, Amanda clainms that she
feels angry and continues to question her |oss ("anger, yes | had
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anger." "l did question "why me?" "I've often wondered and
continue to question why this has happened to me.")

Anxi ety and I nsecurity:

Amanda cl ai ns that she is anxious and feels unsafe about
wal king in her area as she is an easy target for assault ("I fee
vul nerabl e and not so safe wal king here in the area where

live." "I'mafraid of |leaving ny honme on ny own." "I'ma soft

target out there.")

Amanda contends that follow ng her |oss of sight she is anxious
about her husband's reactions towards her, and clains that he
often makes her feel insecure about her capabilities. In these
situations she wi shes she could see again ("his reactions worry

me." "He is a person who stresses very easily." "I tend not to
overload him" "Wait for the perfect nonent and then sonetines
it doesn't cone." "Everything boils up inside of himand then he
al nost explodes.” "He waits until he can't take it any nore and
then he gets angry." "I clean the house and maybe there m ght be

alittle paper lying there." "He said to ne on one occasion, "I'd
rather do the whole thing (cleaning the house) nyself." "That
made ne feel bad because | felt that | was incapable of doing
anything."™ "If | could just scan this house once just to know

where everything is, it would be much easier for nme.")

Faith and Hope:

Amanda cl ai ns that she had hope that she would see again and
with her self-determ nation searched everywhere for a cure ("I
really desperately tried to see again.”" "I went to every doctor
and professor." "I tried absolutely everything, every opinion,
because | was deternined to see again." "I didn't want to accept
it." "l wanted to fight it with everything | had in nme.") Amanda
continues to have hope that she will see again (for now | am

blind, until I"mable to see again." "There are some things that

I will never do until I'mable to see again.")
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Wthin the context of Amanda's Christian belief she went to a
faith healer in her hope to see again. According to her, this
visit was a negative experience and the anxiety it provoked
rendered the experience counter-productive ("I even went to a

faith healer which ended in a nightmare.” "It was very

traumatic.” "This experience actually put me back.” "It was even
worse than turning blind." "I experienced it (the faith healer
not praying for her)as a rejection.” "I started questioning and

| ooki ng at nyself, and wondering what is wong with me." "I felt
wort hl ess, and started doubting nyself.") She clains that
following her trauma of the faith healing experience she
questioned her relationship with God, but after much sou
searching she realised that she was bei ng negative. Her renewed
faith in God has hel ped her cope with her situation ("at one
stage, | felt like there was a bl ock between ne and God." "It was

God who kept nme going, and all of a sudden, that just wasn't

there any nore." "After a lot of soul searching, questioning and
thinking." "l realise that what | was experiencing was really
negative." "I was feeding nyself with negative things." "I
realised that if | kept on thinking these negative things, | was
about to |l ose everything in ny life." "I realised that | wasn't

the person | used to be, or the person | was supposed to be." "I
then realised it is my choice." "Thank God, He hel ped me and He

is once again keeping nme going.")

4.6.2.3 Amanda' s Energent Needs

Need for Practical and Enotional Support and Open Conmuni cati on:

Amanda needs enotional support in the form of her husband
i stening and conmuni cati ng openly with her ("support and open
comunication is very inportant." "I experience this need even
nmore being blind." "My husband doesn't talk a lot." "He tal ks

when he's cross." "Instead of just sitting down and saying, | ook

this situation is like this and let us do this and this in a

civil way." "He waits until he can't take it any nore and then

he gets angry." "I feel that if he just came to nme in a cal mway,
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we could sort the problens out."” "He will rather do things for
me than sit and listen and talk to me." "I need this
desperately.") Amanda nmintains that this need is however being
satisfied by a good friend ("I have a friend that |'ve had for

25 years." "We've always had a good relationship." "I can al ways

talk to her and she understands.” "A good support system")
Amanda mai ntai ns that because she is unable to drive a nmotor
car she needs practical support in the form of organised
transport for herself and her children ("I feel that my children
al so have to be at places at certain tines." "I would have taken
them previously, and ny husband isn't always available."” "If
there was soneone who | could just phone up and say pl ease cone
and pick me up here and take me and my children there.") Because
there are financial constraints linked to her being unenpl oyed,
practical support is needed in the formof nore affordable
assistive devices ("the aids for blind people are terribly
expensive." "It is expensive to be blind." "I would like to do
the e-mail thing but the price has nade nme not try to want it too
much." "It is terribly expensive and with me not having a job any

nmore finances have been cut down.")

Need for Understandi ng and Know edge:

Amanda feels that society needs to be made aware of and

understand the basic issues of VI in order to alleviate

nm sconceptions ("society needs to becone nmore aware of VI and al
that is involved." "I do believe that people tend to think that
because you're blind you can't do anything.") She maintains that
society, the AVI thenselves and rehabilitators need to know what
the AVI can and cannot do with different degrees of vision. This
| ack of know edge inpacted on her enptionally ("society and the
visually inpaired should be made aware of the different types of

vi." "There is a huge difference between sonmebody who can only

see a bit, and sonebody who can see a lot." "Everyone should know

about the differences in what people can see."” "Even ny

friend, (who had a | ot of sight) would say "it is there,” and I'd
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say "where is there?" "It put pressure on nme."” "It does have an
effect on you if you're conpeting with the person who has a | ot

nore sight than you." "You start feeling stupid, and you think

to yourself, "I"'mnot able to do what she is doing." "Fromthe

begi nning the people at Optim treated us all as blind people."
"They never made any distinctions.” "They (rehabilitators) need
to di stinguish between those who can see and those who cannot.”
"I"'mnot sure if they even knew about the differences because if

they did they didn't showit.")

Need for Education and | nformation:

Amanda cl ai s that she and her family should have been made
aware of the real world of her VI with all its inplications and
long-termeffects. Wth such sel f-awareness and know edge about
these issues she and her fam |y would have coped better, and been
better prepared for her future ("Optima could have focused on
things |ike what may happen in the future.” "Make the students
aware about the real world out there.” "If the famly know
exactly what they are dealing with it mght be easier." "This is
what blindness is all about, and this is what you can do, and
this is what the blind person can do, and this is what could
happen. ") Such know edge coul d be acconplished by involving the
famly in rehabilitation as well as providing education and
information ("there is such a need for a place |like Optim just
to educate the famly, to help themto cope." "The nore

i nformati on you have the better you are equi pped to cope.")

Need for More Centres for the AVI:

Wthin the context of Amanda's situation, that is, a wife and
not her with small children, she mmintains that nore centres
shoul d be established where she could have attended both
rehabilitation and creative activities in the conpani onship of
other AVI individuals on a daily basis ("I would have |oved to
go there (Optim) just during the day and come hone at night."
"It is easier going there without having a famly, a close famly
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like mine, with young children." "Being away frommy famly, that

was the difficult part." "There is a need for many nore places."

"l need to be kept busy during the day." "I need to do sonething

creative." "Things like crafts.” "To have the conmpany of others.

"VWhich will relax me and that's nmy need at the nmonent.")

4.6.2.4 Amanda's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Unhel pful Support:

Practical support and silence is the way for Amanda's husband
to cope with her loss of sight. According to her, practica
support, although necessary, is unhel pful support given her need
for enptional support and communi cation from her husband to help
her cope ("ny husband has al ways been very supportive." "After
ny | oss of sight he became a bit rebellious against the whole

"He woul d rather do

situation.™ "He tal ks when he's cross.
things for nme than sit and listen to me." "He would rather be the
one to do things and that's the way he thinks he's making it

easier for me." "At tines all | need is for sonmeone to just sit

and listen to ne." "I felt that he couldn't be there for nme.")

Uncondi ti onal and Hel pful Support:

Amanda contends that the hel pful and unconditional support she
receives fromher children hel ps her cope ("children are

wonderful." "Sonetinmes if we could only be like them" "They

react like, ok, there is nothing we can do about it, accept it

and carry on." "CQur relationship is still fine, and they help ne
whenever | need help.” "I try to keep a very open relationship
with them" "Honesty as well.")

Positive Support:

Support from Optima is evident in the increased self-confidence

Amanda experiences after conpleting the i ndependence course,
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especially her nmobility skills ("after doing the independence

course | got a lot nore self-confidence." "I"'mable to walk with

the -cane in shopping centres.” "I'mnot so dependent on people

guiding me so much.") The support from AVI friends doing the same

courses as her will be missed ("I always say it is easy being
blind between blind people.” "I miss the other blind people at
Optima nore than anything else.” "W used to chat anobngst one

anot her and everybody was in the same boat." "There was much nore

under st andi ng and support anobngst everybody.")

4.6.3 Enmergent Thenes: Psychol ogi cal Structures of Meanings

Amanda views her |oss of sight as a | earning experience. To
her, learning with its overtone of education, know edge, insight
and understanding, is the essence of being able to cope with |oss
of sight, not only for her, but for her famly, and especially
her husband, and all people who form part of her social network.

Know edge gai ned t hrough sel f-anal ysis and questi oni ng has
gi ven Amanda consci ous insight into and understandi ng of the
conmplexity and difficulties of living with her changed life as
an AVl individual, and her need to adjust, both practically and
emotionally. There is an inference of Amanda bei ng open to change
and willing to |l earn and adjust to such change, even though
adj ustment may be difficult. Amanda's | anguage use, "I feel that
I'"'m 10 years ahead of tinme" has both positive and negative
connotations: on the one hand, amanda maturing through the
| earni ng and sel f-anal ysis process, and on the other hand, the
trauma of her | oss of sight together with the insight she has
gai ned, especially her know edge that her |oss of sight has
negatively affected her relationship between her husband, which

has physically aged her beyond her years.

Amanda believes that there is a need for all people, including
the AVI thenselves, fanmilies and rehabilitators to have know edge
of the "real world" of vi, and the unique needs and abilities

associated with different degrees of vision |oss, rather than a



fallaci ous and superficial understanding. Know edge of these
facts ought to make people sensitive to the needs and chal | enges
facing AVl individuals and help alleviate m sconceptions about
vi. The rehabilitators' perceived |ack of know edge and awareness
of the different degrees of VI has an assunption of the

uni queness and individuality of each AVI individual, with their
di fferent degrees of vision, not being addressed during
rehabilitation, and a suggestion of stereotyping if all avi

i ndi vidual s are rehabilitated as "blind."

Amanda' s rel ati onshi p between her husband follow ng her |oss
of sight appears to emerge as her essential concern. Amanda
perceives that her role in the relationship has changed from
bei ng the positive one and al ways supporting her husband, to her
now bei ng the one needing the support, and particularly enptiona
support. There is an insinuation that because ananda's husband
no | onger receives her support, his relationship towards her has
changed to that of a negative and difficult one, underscored by
his | ack of comruni cati on and enoti onal support.

Amanda continues to be anxious and feels stressed and
i nadequat e because she can not live up to her husband
expectations, especially when he finds fault with the way she
runs the hone. It may be deduced from amanda's | anguage use t hat
her husband has a tenper and gets angry, with further nuances of
hi m being inpatient and frustrated with her inability to neet his
expectations. It appears that amanda is afraid of her husband as
she tries not to overload himw th her problens for fear of
causing himto "explode" with anger. Amanda's need to be kept
busy and rel axed during the day alludes to the pressure and
stress she is experiencing because of her husband's non-
comuni cati on and non-support. Significant in amanda's
verbalizations is her om ssion to acknow edge her husband when
descri bi ng her experienced sadness and her fear of "l osing

everything," feelings expressed towards her children. This
om ssion appears to reflect a questioning of her husband's role

in her life.



Deni al and acceptance, although contradictory attitudes and
enotions, as well as sadness and frustration weave their way
t hroughout ananda's descriptions. There is denial of the reality
of amanda's | oss of sight and resolute hope, albeit unrealistic
hope, that she will see again. She distances the reality of her
| oss of sight by not wanting to incorporate the idea of her
bl i ndness into her perception of herself as according to her, she

will be "able to see again." The refusal to face the facts of her
| oss of sight is underscored by her perception that "tine heals."
Contradictory attitudes of "seeing again" energe. Although amanda
enphatically believes that she will see again, she acknow edges

that her eye condition will never "go away," which is reinforced
by her attitude of having to accept things that cannot be

changed, with a suggestion that she will never see again.

Amanda' s attitude of acceptance is based on her belief that
acceptance i s expected of people who experience a |oss, after
whi ch coping and adjustnment occur, and individuals are then able
to "nmove on" with their lives. It may be deduced fromthese
perceptions that acceptance, coping and adjustnment are feelings
and processes that can be conclusively conpleted and concl uded
following |oss of sight. This attitude conflicts with her earlier
attitude of non-acceptance based on her conviction that she would
see again. There is a suggestion that if Amanda's expectation of
acceptance is not fulfilled, it would be perceived as a negative
reflection of her image of a positive, confident, coping and
adj usted AVI individual. The acceptance however, connotes deni al
as amanda appears to be using it as a way of blocking out the
pai nful reality of her loss of sight and the related difficulties
such as, her negative relationship with her husband. This hel ps
her cope with her loss in the present, as she believes that she
will see again in the future. In a conflicting attitude however
Amanda's focus on the here and now, and "living day to day."
Has nuances of a bl ocking out of the painful reality of the

i nplications of not being able to see in the future.

Sadness and frustration are the predoni nant and al



enconpassi ng enotions which have been experienced throughout the
time course of Amanda's VI. Sadness is experienced in situations
or events involving her children, and frustration is associated
with issues such as her loss of control of her life and having
to be dependent on others for transport, |oss of spontaneity in
not being able to "zip there” in her notor car, and the |ack of
awar eness about VI issues, and in particular, the |lack of
enotional support from her husband. In these situations, the
reality of her VI "hits" home for she has insight that the
sadness and frustrations will continue. There is an inplication
of amanda perceiving her AVI life as being difficult:
practically, as when she needs to plan and organi se her life and
be dependent on others, emptionally, with her continued
experiences of frustration and sadness, and financially, "it is

expensive to be blind."

Amanda' s descri ptions abound with nostalgia especially in
situations and events which involve her children and her wish to
see them again, and her wish to see in situations which cause her
anxiety. This nostalgia inmpacts on amanda's functioning in the
present because there is an overtone of yearning to return to her
sighted life where she perceives herself to be independent and
in control, and to her familiar psychol ogical order of a sighted
wi fe, nother and worki ng wonman. Amanda transcends her physi cal
| oss of sight by accepting her need to function as a blind person
and to live day to day with know edge of the real inplications

of her VI which gives her the ability to cope with her condition

4.6.4 Sunmation

Amanda perceives herself as a coping, aware and positive person
and able to carry on with her Iife despite her VI. Know edge,
i nsi ght and understandi ng about living with a VI is perceived by
Amanda as the essence of being able to cope with |oss of sight.
Her intricate descriptions however enbrace contradictions and
nuances of a accepting but denying person, and the continued

frustration towards her husband for his |lack of enotional support



and his negativity towards her follow ng her |oss of sight.

4.7 CASE SI X: GAIL

4.7.1 Background I nformation

Gail is 43 and has been AVI for 16 years. The cause of her Vi
is diabetic retinopathy. She had light perception follow ng an
operation where one of her retinas was re-attached, but after
four years, this retina detached again and she is "unable to see

even light." Concurring with the vision ability classification
in chapter one {Section 1.2.1.3, p. 4} Gail can be said to be

totally blind.

Gil is not married and stays at hone with her parents. Before
she |l ost her sight she was a sales consultant for a airline
conmpany. She attended Optinma College for rehabilitation 2 years
followi ng her loss of sight and returned a year later to do the
conputer courses. At the time of the interviews at her home, 6

mont hs apart, Gail was studying to conplete a B. A degree.

4.7.2 Phenonenal Meaning Units and Psychol ogical Structures of

Meani ngs

4.7.2.1 Gail's Perspective of Loss of Sight

Loss is a Chall enge:

Gai |l experiences her loss of sight as a life-long chall enge
because she feels that she is confronted daily with the
difficulties associated with not being able to see ("l oss of
sight for me is alife-long experience." "My life as a blind

person is a great challenge.” "lI'mconfronted continually with
difficulties because of ny inability to see." "Wen | cannot get
in nmy car to collect something that is urgently needed." "When

| cannot take my momto the doctor when she is too sick to
drive.") She clains that although the difficulties differ from
day to day, she still has to neet the challenges in order to

carry on with her life ("everyday | amrem nded of ny |oss of



sight to a greater or |esser degree.”™ "No matter the degree

have to neet the challenge." "Sone days not being able to do

somet hing or see sonething will cause nme hassles." "On other days

this sanme situation will not bother nme." "As long as | can neet

this challenge life will go on.")

Circular and Oscillating Experience of Continuing Losses:

Gail clains that in certain situations she continues to
experience ongoi ng | osses associated with her |oss of sight
("these experiences are often |like ongoing losses."” "I need to

get a book urgently in order to conplete an assignnment." "By me
not being able to get into my notor car at that particul ar point
intime to go and fetch it." "I experience it as another |oss

because | feel like I"'mlosing out in not being able to do what

| need to do.")

Gail maintains that the experience of ongoing |osses elicit
simlar already confronted enmptions, which in turn, need to be
confronted and chal l enged again. In this context, Gil views her
|l oss of sight as a circular but oscillating experience, with her
greatest challenge being to confront the effects of these
oscillating and circular enmptions which are experienced in
certain situations times and with the particul ar experienced
| oss, particularly neaningful to her "when |I experience these
|l osses | still feel frustrated, sad, perhaps even angry and often

worthless.” "When |I'min specific situations when ny |oss of
si ght beconmes neaningful, | still experience and re-experience
those enmptions and feelings." "I nust stress that it is not al

the tine." "It often feels Iike I go round in circles.” "I

experience a circular thing and go through those enotions

rel evant to the | oss being experienced." "When | need to do
sonmething urgently they (famly) are surprised that | still get
frustrated, which frustrates ne nore." "My sister got narried

recently and on her wedding day | felt sad and angry and

frustrated that | could not see how she | ooked." "I experienced

this situation as a new | oss because | couldn't see her." "In



that inportant and neani ngful situation of her weddi ng
desperately wanted to see how she | ooked.” "It was ny loss in
that situation and the enotions associated with that [oss." "I
think it has to do with how i nportant or how urgent sonething
needs to be seen or done."” "It is in these situations that | neet
my greatest challenge.” "Not being able to do things or see
things in inportant situations will always be there.") It is in

t hese neani ngful situations that she wi shes she could still see

("l sometinmes wish that | could see." "This wish is not there al
the tinme, just in certain tinmes that are especially nmeaningful

to me. ")

4.7.2.2 Gail's Enotions, Feelings, Thoughts and Reactions

Acceptance is a Circular and Oscillating Process:

Acceptance of loss of sight is difficult ("l certainly haven't
accepted nmy blindness."”) Gail nmmintains that she has accepted the
fact of her VI ("it is not that |I don't accept that | am blind
because that is the reality." But does not accept the
consequences of her condition ("what | don't accept is the

effects and hassles that my blindness inposes on ne." "Things

like the limtations of my blindness, such as having to be

dependent on people to read things for ne." And the waiting for
things to happen."™ She experiences acceptance as an oscillating
and circul ar process ranging fromacceptance to total non-
accept ance dependi ng on specific situations ("some days when
wal k to the shops and everything goes snmoothly then | feel OK
I"mcoping, |I've adjusted and | suppose then |'ve sort of
accepted.” "If | walk to the shops and sonethi ng goes wrong, |ike
| take a wong turn, fall off the curb, then | feel totally
unadjusted, | feel frustrated, | feel worthless, and by no neans
do | accept ny blindness." "I would describe this situation as

a circular thing, where | experience enptions |like, accept and
then don't accept.") For Gail, absolute acceptance is an

i mpossibility ("I don't believe in that saying of time heals.™
"Ti me has not heal ed the enotions, feelings and thoughts of |oss



of sight.” "Time has certainly not nade it easier for nme.")

Wth tinme, Gail has accepted sone of the Iinmtations associated
with her VI, especially with regards to needing to be dependent
on people when help is needed ( "the reality set in and
realised that | was not that independent person | believed
was." "l soon realise that in order to survive | have to learn
to be dependent on others when | need to be dependent, and ask

for help when help is needed.")

Frustration:

Frustration directly related to the issues of Gail's VI
continues to be experienced ("the enotion that stands out for ne
when | first lost sight and still now, is frustration." "The
frustration |"'mreferring to is the frustrations related directly

to the issues surrounding my blindness." "lIssues like having to

wait for people to do certain things for me." "Needing people to
explain colours of clothes to nme." "Those kind of issues that

si ghted people don't have to experience.") She maintains that she
experiences nmore intense frustrations the |onger she has been AVI
because she is aware that her situation will never change and
that not being able to see in nmeaningful situations will continue
to elicit enotions, including frustration ("the [onger |'ve been

blind the nore frustration |I experience.” "The feelings, and in

particular frustration, have becone nore intense." "It is to do
with me knowi ng and understanding that ny situation is never

going to change.” "lI'mcontinually going to be in situations

where it would help if | could see.” "When I'min these

situations and not being able to see | get frustrated.")

It is still very difficult and frustrating for Gail to accept

she is not able to drive her motor car ("I miss being able to

drive." "Sometinmes just being able to get in ny car and go to a
novie." "In situations when sonmething is needed urgently and
just can't get in the car to fetch or buy it." "I have to wait

for soneone else to do it for ne is frustrating, very



frustrating.")

Sense of Humour:

Gail contends that her sense of humour and being able to | augh
at herself helps her and others cope with her VI ("ny sense of
humour has hel ped me cope with the difficult world of ny
bl i ndness."” "If | can laugh at nmyself and if | can laugh at life
it mkes it easier to cope." "It nmakes it easier for fanmly and

friends to cope." "A sense of hunmour is often an ice-breaker
among new people | come into contact with.") She maintains that
| aught er hel ps distance the difficult enotions associated with
her blindness ("enotions and thoughts are sort of brushed aside

with laughter taking the centre stage.")

Sel f - Awar eness and Sel f - Det erm nati on:

Gail maintains that she has gained insight into both herself
as a person and about the real world of her blindness. Her
sighted life was taken for granted, which has now changed
("before I lost my sight | never gave a thought of not being able

to see."” "It was just taken for granted that the rest of nmy life
woul d be a sighted Iife." "I nowtry to |live each day to the
fullest, neet those challenges and not take anything for

granted. ")

She is aware and accepts the fact that she will always be a
bl i nd person and that she needs to be dependent on others in
order to survive ("I know | wll always be blind." "The reality

set in and | realised that | was not that independent person I

believed I was.” "I had to becone dependent on others, and |I'm
still dependent on them" "To take me shopping, or tell me
colours when | buy clothes.” "I soon realise that in order to

survive | have to learn to be dependent on others when | need to
be dependent." "Ask for help when help is needed." "That was a

very difficult thing for nme." "Having to becone dependent on

others after always being such an i ndependent person.")



Time has made Gail aware of the real world of her blindness,
with all of its inmplications and limtations ("time has certainly

made me aware of the real world of blindness." "I had to becone

dependent on others." "Over the years | have becone nore and nore

aware that nmy life as a blind person is a great challenge." "I've
experienced the loss of sight, 1've felt all the enotions, but
I"mstill continuing to experience those enotions and feelings.")

Initially, Gail was unrealistically determnmi ned that she had no
limtations, but with her acquired realistic insight she now
acknow edges her limtations and is deternmined to carry on with
her life ("l was lead to believe that | could do anything."

"Gving ne a feeling of unrealistic hope.”™ "You can go back to

your last job, which was unrealistic because for that job |

needed sight." "In my unrealistic state of mnd | thought | can

still go overseas alone." "That unrealistic hope nade nme a very

determ ned person.” "Believing that I would show the world and

everybody el se that | could do everything." "I amstill a

determ ned person."” "Deternmined in the sense of getting on with
my life despite nmy blindness.” "I now know what | can and cannot

do and how to cope with those difficult limtations.")

4.7.2.3 Gail's Energent Needs

Need to Learn to be Blind:

Gai | acknow edges that her needs as a blind person have changed
over time. Initially, she needed to "learn to be blind" by
acquiring practical skills associated with VI, a need satisfied
by being able to walk with the white | ong-cane. She cl ainms that
AVI individuals are expected to know certain skills, such as how
to read braille, a skill which she uses in certain situations
only ("in the beginning | needed to learn to be blind." "This
need was satisfied to the extent that | can walk with a white

cane." "l needed to learn howto do braille." "Today | use
braille only to mark my CDS." "I learnt it because it was

expected of nme.")



Need for Awareness and Understandi ng:

Wth time, Gail has becone aware of the real world of VI, and
in particular, the inplications, limtations and uni que needs
associated with the different degrees of visual abilities. She
mai ntai ns that all people need to be made aware of and under st and
the real world of VI and what the AVl can and cannot do with
di fferent degrees of vision ("ny biggest need nowis for al
peopl e, and that includes the visually inpaired people
t hensel ves, society in general, famlies, friends, doctors, and
in particular the rehabilitati on workers to be nade aware about

the real world of VI." "All people need to be nade aware about
the different degrees of VI." "All people with a VI are assuned
to be blind and unable to see anything." "People should know t hat

you get totally blind people but also partially sighted people."
"Wth the different degrees of sight people can do different
things and their needs are different.")

For Gail, the lack of know edge and awar eness of VI issues,
and particularly the different degrees of visual abilities,
results in stereotyping, confusion, nm sunderstanding and
m sconceptions, which inpacts on her enotionally ("I think this
knowl edge woul d clear up a |l ot of confusion or m sunderstanding."
"When a blind person still drives a car." "Sighted society have

a conplete m sconception.”™ "They see visually inpaired people as

different.” "This lack of know edge can also result in
stereotyping." "I often feel very frustrated when |'m conpared
to a partially sighted person who is assuned to be blind." "The
rehabilitation staff also need to know these differences." "Wen

people cone in for rehabilitation they can be hel ped according
to their visual ability and their appropriate needs.")

Need for Honest and Realistic |Informtion:

Gail believes that she and her fam |y should have been made

aware of the real inplications and limtations of her eye
condition, and the enotional |long-term affects as soon as
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possi ble. She feels that with such self-awareness and know edge
about these issues she and her fam |y woul d have coped better
with the situation, would have been better prepared for her
future, and that her famly would have been able to offer
appropriate support ("I needed to have been confronted as soon
as possible with the real issues and the long termeffects of

living with a VI." "Issues like what to expect in the future."
"My famly needed to be involved in nmy rehabilitation.” "They
needed to be nade aware of what to expect in the begi nning and
what to expect in the future." "Wth this know edge |I'm sure

everybody coul d have coped better." "The support | had in the

begi nni ng when | had |ight perception was no | onger there when

| kept losing sight.” "My famly and friends thought | was
already totally blind and nobody was aware of the trauma that

foll ows when nmore sight is lost.")

Gail mmintains that the rehabilitators needed to make her and
her famly aware that adjustnent to VI is a continual and life-
Il ong process and that she would continue to re-experience
enotions associated with her loss ("every tine | |ost nmore sight
I had to go through all those feelings again." "That experience
was not just while I was losing nmore sight but continues today."
"The rehabilitation staff needed to be aware." "The experience
of loss of sight with all its emptions is not just a once off
experi ence whereby you adjust and accept your blindness during

rehabilitation.” "When I'min specific situations when ny |oss

of sight becomes nmeaningful, | still experience and re-experience

those emptions and feelings." "Nobody can understand this."

Such honest and realistic know edge and i nformation could be
acconpl i shed t hrough open communi cati on between all nenbers of
Gil's social network ("1 feel that this should have started with
t he opht hal nol ogi st openly di scussi ng and maki ng ne aware."
"There has to be rehabilitation staff who are aware of these

things in order to pass on the information." "Know edge and
awareness is powerful and is inportant for coping.") She also

feels that people involved in helping the AVI need to be AVI
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t hensel ves "a need for some of the rehabilitation staff to be
visually inpaired later in life." "Sighted persons and people
born blind don't really know and understand what those who | ose

sight in adult |ife experience.")

Need for Realistic Enploynent and Fi nancial Security:

Gai | needs enpl oynment which according to her, would give her
fi nanci al independence and security and alleviate sone of her
negati ve enotions associated with [ack of nmoney ("l need a job."

"I need money for many things." "Being able to afford a nedica

aid." "To be able to go into a shop and buy things w thout always

having to worry about the price."” "The enptions of all this go
hand in hand." "It nmakes me frustrated and angry that the
unaffordability of devices is not been seriously addressed.") She
clainms that enpl oynent nust be based on her abilities and not the
stereotypi cal enpl oynent deened suitable for AVI individuals
("not the stereotyped switchboard job."™ "I need to be enpl oyed

on nmerit and my abilities.” "Time and credi bl e peopl e are needed
to research what realistically can and cannot be done by the

AVI . ")

4.7.2.4 Gail's Experiences of Support from Family, Friends,
Soci ety and the Rehabilitation Context

Positive Support from Famly and Friends:

Gail continues to receive positive support fromher famly and
friends which hel ps her cope with her VI ("thank goodness for ny
famly when | first had eye problens and still to today."
"Wthout their support I don't knowif |I'd ever be able to cope.™
"The true friends who have supported me through thick and thin."
"Friends have given ne so nuch support, have | aughed and cried
with me.") Her relationship with her famly is one of openness
where she is encouraged to be as independent as possible within
her limts ("they (famly) also treated ne just as they did
before I lost nmy sight.” "They hel p when help is needed but
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otherwise allow ne to get on with things nyself.") Gail clains
that people in general are not supportive because they are
unawar e of VI issues and base their know edge on m sconceptions

("the sighted are often nore blind than the blind thenselves.")

The support Gail received fromher rehabilitation is her
ability to "walk with a white cane.” The nost hel pful support
Gai |l received during this period was the understandi ng she
received from AVl friends doing the sane course ("the nost
i mportant thing that Optima did for ne was to give ne the
opportunity to nmeet others in the same situation as nyself." "I
got the understanding and nmuch needed support fromthese friends

nore so than fromthe rehabilitation course.™)

4.7.3 Energent Thenes: Psychol ogi cal Structures of Meani ngs

Gail views her AVI life as a never-ending chall enge. She
contends that she continues to be confronted with ongoing | osses
as well as the inplications and |imtations associated with her
| oss of sight. She believes that she has gained insight and is
aware of the challenge of the conplexity of enotional and
cognitive reactions associated with her loss, but is npotivated
and deternmined to continually nmeet the chall enges such as, the
frustrations associated with her 1oss, and the |ack of awareness
of sighted people about VI issues, in order for her to cope with
and move forward with her |ife. The positive support Gai
receives fromher famly and friends reinforces her ability to

cope with these chall enges.

Coping is also reinforced by Gail's use of hunmour. She believes
that her sense of hunmour will aneliorate the difficult chall enge
of interacting with new people and help her famly and friends
cope with her loss. Her ability to laugh at herself reflects a
capacity for self-objectivation and the ability to retain a sense
of bal ance. The use of the word "ice-breaker" has both litera
and netaphorical value: the interaction with unaware sighted
people is perceived as being a hard or difficult challenge, but
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al so that unaware sighted people are cold, indifferent and
detached from AVI individuals, with |aughter hel ping to break
this "ice." There is also an inplication that humour is used as
a copi ng nmechani sm hel pi ng her bl ock out or "brush aside" her

pai nful enotions associated with her | oss of sight.

Gail's use of the word "chal l enge" has both negative and
positive connotations. There are negative insinuations of an
unendi ng confrontation of difficulties and adversities associated
with her |oss, which is underscored by her |anguage use of

"feeling like I've losing out," which has overtones of
deprivation and hardship. On the other hand, there are positive
nuances of overcoming the difficulties and being able to nove
forward with her life, with a further reflection of a belief that
change rather than stability is the way of life. Length of tinme
of Gail's VI has inpacted on and changed her attitudes, enptions
and awar eness of her VI. Frustration has changed to a nore
frequent and intense experience, and the denial of her
limtations has changed to a nore realistic awareness of the

limtations of the real world of VI.

Gail has gained realistic self-awareness that in order for her
to survive she needs to | earn about blindness and be dependent
on others to help when help is needed. The frequent use of the
word "learn" alludes to the fact that learning is an ongoi ng
process of gaining know edge, understanding and the ability to
master or take control of, and thereby, cope with her VI. It can
be deduced from Gail's use of the word "survive" that her AVI
life is perceived as being arduous, with further suggestions of
endurance, a need to carry on no matter the drawbacks, which in
turn, reinforces the notion of her Iife being a challenge. Gai
is determned to remain as i ndependent as she can within the
limts of her VI, a balance which is reinforced by the positive
support fromfamly and friends. Her willingness to accept help
when necessary has an inference of open-m ndedness to the reality

of AVI individuals needing to be dependent in certain situations.



L0

She believes that her enotions and attitudes, especially
frustration and acceptance, are not experienced continually but
are oscillating, circular and episodi c phenonena. She experiences
ongoi ng |l osses in neaningful situations such as, her sister's
weddi ng day. These experiences are perceived as | osses which are
acconpani ed by a re-experiencing of already experienced enptions.
In these situations Gail w shes she could still see. There are
nuances of Gail wishing to return to her famliar psychol ogica
order of a sighted i ndependent person in these specific
meani ngf ul situations. It appears that intellectually, Gai
accepts the fact or reality that she has a VI, but enotionally,
there is non-acceptance of the continual circular enotions that
her VI inmposes on her.

Frustration is related to Gail's hei ghtened sel f-awareness of
the irrevocable nature of her VI with all of its inplications and
limtations. Her frustrations are directly associated with her
VI and appear to centre round issues of perceived |oss of contro
over her life, "when I"'min these situations and not being able
to see.", Her perceived | oss of spontaneity and the |ack of
awar eness from ot hers about VI issues, "when | can't just go into
a nmusic shop.") And "they are surprised that | still get
frustrated.” There is an insinuation that Gail's frustration is
often displaced onto her famly in an attenpt to reduce the
tensi on associated with her loss and to preserve her self-esteem

Gail believes that there is a need for all people, including
the AVI thenselves, fanilies and rehabilitators to be confronted
as soon as possible with awareness and understandi ng of the
fundamental real issues of VI, and the unique needs and abilities
associated with different degrees of vision |oss. The use of the
word "real" insinuates an awareness about VI issues that are
accurate, genuine, factual and true, with a further overtone that
what individuals are aware of is often fallacious and assunpti ve.
Knowl edge of the real facts of adventitious VI ought to make al
i ndi vidual s sensitive to the needs and chall enges facing the AVl
and help alleviate stereotyping and m sconcepti ons about VI.
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Everyone needs to be aware that adjustnent to adventitious VI is
a life-long and circular process and not a once off experience
culmnating with acceptance. Living with a VI is thus a circular
process for Gil, having to constantly cope with and adjust to
the chall enge of her |loss of sight. There is an inference that
for Gail, acceptance of, and adjustnent to, VI are feelings and
processes that cannot be conclusively conpleted and concl uded

follow ng | oss of sight.

4.7.4 Sunmation

Gai |l perceives herself as a self-aware and determ ned person
who is able to carry on with her |ife despite her |oss of sight.
Her VI is perceived as a continuous and circular challenge with
her sense of hunour and the support fromher famly and friends
hel pi ng her cope with her continual adjustnents she has to face

as an avi individual

4.8 CASE SEVEN: ALLAN

4.8.1 Background | nformation

Al'lan is 50 and has been AVI for 5 years. d aucoma is the cause

of his inmpairment. He has tunnel vision, is extremely I|ight

sensitive, has difficulty in depth perception but is still able
to see relatively well. He can wal k without the aid of a white
| ong-cane and is still able to read and wite using an enl arged

font size on the computer. Concurring with the vision ability
classification in chapter one {Section 1.2.1.3, p. 4} Allan can

be said to have | ow vi sion.

Allan is married and has two grown up sons, both living
overseas. He was a busi ness executive in a |arge conpany for 25
years until he experienced eye problens. He has subsequently
attended a course to fix braille nmachines and now gets a smal
income fromthis endeavour. He is a professional mnusician and

plays in different bands and teaches nusic for extra incone.



410V

Al'l an was rehabilitated in his own hone environment by a | ow
vi sion professional and a social worker fromthe Society for the
Blind in his area. The interviews, 5 nonths apart, were conducted

in Allan's cottage.

4.8.2 Phenonmenal Meaning Units and Psychol ogi cal Structures of
Meani ngs

4.8.2.1 Allan's Perspective of Loss of Sight

Deat h of Executive Life and Re-Birth of Artistic Life:

Al'lan views his |oss of sight as the death of his stressful
executive life and the re-birth of his pleasing artistic life ("I
woul d say that nmy | oss of sight has been the death of ny
executive life and the re-birth of nmy artistic life." "I became
a business executive and did not like my stressful life." "To be

able to go out and play nusic is a CGod given pleasure.")

Loss is a Gain:

Al'l an experiences his | oss of sight as a gain. He maintains
that he has changed enotionally since his |loss of sight, froma
stressed businessman with a fiery tenper who was too busy to take
note of his deteriorating eyesight to soneone who i s now rel axed
and able to enjoy nore fully the sinple things in life with nore
time to play nmusic ( "my loss of sight has all owed ne to change."

"My loss of sight has been nmy gain." "Before | lost ny sight

had a fiery tenper but ny [oss of sight has allowed ne to

change." "I knew there was something wong with nmy eyes but | was
too busy to take proper notice." "Today I'mliving a life that
I enjoy nmuch nmore." "It has given me the opportunity of

appreciating the sinple things inlife like playing nmusic." "I

am abl e to experience those things nore fully.")

He claims that his loss of sight has given hima chance to
reflect on his life, for which he now has a greater respect
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("I'"ve had a chance now to maybe think about it (AVI life)." "A
greater respect for life.") According to him he is no |onger
noti vated by noney but with hel pi ng other people which he does
through his nusic. He feels that nusic reciprocally hel ps others
as well as himself ("I'mno |onger notivated by noney." "I I|ike
to help people.” "That (playing nmusic) in itself is nice it does

me good, it does other people good.")

Allan also feels that his | oss of sight has given hima chance
to grow, to explore new things and he feels that he has gai ned
spiritually ("CGod said that you nmust grow like a tree, grow |lots
of branches and prune the ones you don't need." "l've used this

as ny base."™ "I keep trying to grow and gain branches.")

4.8.2.2. Allan's Enptions, Feelings, Thoughts and Reactions

Anxi ety and Stress:

Al an mai ntains that he experienced, and continues to
experience, anxiety with the consequences of |osing sight, such
as his loss of his job, house and pension, nore so than the
actual physical loss of his sight ("all the court cases
associated with ny pension and nmy house are still continuing."
"That is frustrating, annoying and worrying, rmuch nore so than
my | oss of sight.") According to Allan, his heart attack is of
nore concern to himthan | osing sight, because he is anxious
about not having enough tine to do all the things he wants to do
in his lifetime ("when | was lying in hospital earlier this year
with ny heart attack | realised that I'msort of nearly dead as
well as nearly blind." "By conparison the blindness was sort of
i ke chicken feed, because | can live with blindness.” "l"'ve
al ways said that my problemin nmy life is that I"mnot going to
live long enough to do all the things that | want to do." "I just
want to hitch round Europe and play nmy guitar on the Spanish

Steps.” "It is just going to take tinme nmore than anything else.™)

Al lan fears losing his remaining vision as he feels that he
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will not be able to operate as a "blind" person ("I would |ike

to keep what |'ve got because | can still operate like this." "I
have hope that ny eyes will stay as they are and if they do I'm
happy." "It was a frightening realisation that froma business

executive | could end up as a potential white stick pusher.")
Al'l an has experienced a deterioration in his eyesight since the
initial interview Intertwined with his fear of losing his

remai ning vision is the anxiety of not being able to afford an

operation to safeguard his remaining vision ("since | |ast spoke
to you nmy eyes are rapidly deteriorating." "The |ast resort is
an operation." "That is a problem because | can't afford it."

"I"'mworried fromthat angle.")

Al'l an contends that when he is relaxed he can see better
Al though he is trying to remain relaxed by wal ki ng, he stil
experiences stress with the issue of |osing nore sight ("when

feel relaxed | amable to see quite well." "I"'mtrying to be
rel axed and maybe the pressure in ny eyes will cone down." "M
wife and | are walking a lot and trying to relax and D-stress."

"The wal ki ng hel ps the stress and the nmental attitude.")

Deni al

Al'l an mai ntains that he does not feel as if he has an eye
problemor that he is blind (I don't feel like |I have an eye
problem"™ "I didn't feel like a blind person.") He denies any
enotions, especially negative emptions, associated with his |oss
of sight and maintains that if he does, they are probably pushed
into the background ("the shock of realising that I1'mgoing to
be blind, I think was pushed into the background.” "I never get
depressed and never feel sorry for nyself, never.")

Accept ance:

According to Allan, he has made peace with his | oss of sight

and is enphatic that he has accepted and adjusted to his
condition, and that his life will carry on albeit with a VI ("I'm
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at peace with ny eyes.” "I have accepted it." "I haven't tried
to make light of it." "I've just adjusted and carried on.")
Acceptance is reinforced by his attitude that time heal s("tine

heals if you are positive." "I ambusy with time healing." "Tinme

has definitely healed the enptional side of ne.")

Sel f - Confi dence:

Al'lan feels that he is a confident, positive, optimstic, self-
assured and uni que person who is able to carry on with his life
despite his VI. He maintains that he is not concerned with
negativities, and especially negative enotions, associated with
his | oss of sight because, according to him these negativities
are time wasting ("I think I'"'ma very positive person.” "I think
I"'malso a very confident person.” "I have hope that nmy eyes wll
stay as they are." "I can live with blindness." "All the negative

enmptions is time wasted for ne." "l am as happy as can be.")

Al lan clainms that people take notice of himwhen he uses his
white | ong-cane when he plays in the band because they see him
as an unique blind drunmer ("when | play in the band | use it

(white long-cane)." "By doing that, people just want to talk to
me because now |'m novel you understand, |'mnot just a drumer

I"ma blind drumer.")

4.8.2.3 Allan's Emergent Needs

Fundanment al Basi c Needs:

Al'l an's consequent | osses follow ng the onset of his VI such
as, the loss of his job and house and his inability to procure
a pension, necessitated himsatisfying fundanental basic
practi cal needs such as, food and shelter for himand his famly
("fromny situation my nost inportant needs were the basic ones."
"l needed to eat, | needed confortable surroundi ngs and a roof
over my head." "This is the level | had cone to because of the
problems with the ongoi ng saga of not getting a pension fromthe
conpany.
honestly didn't have food to eat.")

"There was just no noney." "It got to a stage that we



1OV

According to Allan, these basic needs are continuing to be
satisfy through sacrifices, hard work,
faith in God, by remaining positive and fromthe support of his
wife ("I converted the garage into our honme." "W had to work
very hard just to get to this point." "W had to make

sacrifices." "God always provides if you are genuine." "The day
we were on the bottomrung of the |adder the school for the blind
phoned with 30 braillers to be fixed." "I phoned the bank

i medi ately and was so excited to tell themthat | was getting
money." "I nust have sounded so positive that |I'msure | heard
her move ny repossession file to the bottomof the pile."”) Allan
mai ntai ns that financial independence is needed in order to
survive and neet his basic fundamental needs ("so to me, the need
to be financially independent, the need for a place to stay, food
to eat and a job to do those are ny real needs."” "It all starts
wi th those fundanental needs, that little bit of financial

i ndependence that gives you the ability just to survive." "For

me that is now just starting to be realised.™)

Need for Enpl oynent:

Al'l an contends that he needs a job which is based on his
experience and abilities rather than his blindness ("People nust

not see me as a blind person.” "They need to see ne as sonebody
as highly experienced with unique abilities.”) On many occasi ons
he has applied for jobs but feels that because of his VI and the
nm sconceptions surroundi ng blindness he is not even considered

("lI"ve tried and been everywhere." "Nothing comes of it and | get
the normal reply, we will phone you back." "If you mention
anyt hi ng about VI you've lost the other person's attention

i medi ately.” "You're just not good enough.") He feels that the
AVI need to sell their abilities to make peopl e aware of what
they can do ("needs to sell hinself and make the public aware to

get those jobs.")

Need to be Kept Busy:

Al'l an mai ntains that he has al ways been a busy person and feels
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that this nust continue despite his VI. He acknow edges that he
needs to be kept occupied, both physically and mentally, in order
to remain positive ("I'ma busy type of person and | need to have

something to do." "Hence the several nusical groups and fi xing
braillers.” "I need a busy mind, | need to be active and

positive.” "I need to fulfil many dreans.")

4.8.2.4 Allan's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Positive Support:

Al'l an mai ntains that the positive enotional and healing support
he receives fromhis wife helps himcope with his | oss and hel ps
hi m satisfy his needs ("having a good partner, ny wfe, has

hel ped ne to cope." "Having that support is probably the nost

important thing in nmy life." "I need a bit of tender |oving
care." "l need to have sonebody to understand and to be there for
me." "My wife has, and continues to satisfy that need." "She
supports nme in many ways, |ike support froma healing

perspective." "She has healing hands, and many tinmes she is able

to massage away the headaches.")

Support is also offered by Allan's friends ("ny wife and | have

sone very good friends who take us out now and again." "Lots of

people visit this house." "There are always con ngs and goi ngs
here.") Positive support continues to be offered by the soci al
wor ker fromthe Society for the Blind. Her candid approach nade
Al'l an aware of his situation which he feels helped him He

mai ntains that the turning point in his life was when he attended
the braille fixing course ("the person in charge (social worker)
gave ne, and | nust say, continues to give ne |lots of

positivities." "She was straight to the point and she nmade ne

aware of my probl em which hel ped me enornmously." "She then got

me onto this course to nmend braillers.” "That was the biggest
turning point for me, ny fanmily, and ny friends.") Allan clains
t hat people in general are not supportive because they are not
aware of VI issues (people in general are totally unaware about

what VI is all about." "They haven't got a clue." "They are not
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interested in even knowing what it is all about.™)

4.8.3 Energent Thenes: Psychol ogi cal Structures of Meani ngs

Al'lan views his |oss of sight as an enotional and spiritua
gai n, which has effected many changes in his life. The perceived
gai ns and changes in his AVI life, include: being able to play
musi ¢ again, a new respect for life, his ability to grow, his
gaining of a nore controlled enptional |ife, and his appreciation
and enjoynment of the sinple things in life. He perceives hinself
as changed from soneone who was notivated by noney to someone who
is now notivated to be kept busy hel ping both others and hinsel f
by playing nusic. There is an inplication that Allan's need to
be kept busy is intended so that a inage of hinself as a positive

coping person will energe

The descriptions "death of ny executive life and "rebirth of
my artistic life" have psychol ogi cal synmbolic gesture. The use
of the word "death"” has overtones of a final conclusion to his
enotionally stressful and conplicated sighted life, whereas, the
use of "re-birth" has overtones of a new start in life, albeit
with a vi, with the regaining of an enotionally nore enjoyable,
sinmple and familiar existence. It would appear that |oss of sight
is perceived by Allan as a "gain" in all areas of his life rather
than a "l oss."

Wthin the real mof these perceived gains, there is a
suggestion that Allan tends to somewhat romanticize his
condition. This romanticising is deduced from Allan's | anguage
use such as, "rebirth" of his "artistic life," and "hitch round
europe and play my guitar on the spanish steps.” Although this
romanticising is perceived as hel ping hi madjust and cope with
his VI it has nuances of himnot being able to deal with the
reality of his changed condition. Indeed, anxiety and denial of

his | oss of sight weave their way throughout Allan's
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descriptions.

Al'l an continues to deny the reality of his | oss of sight by not
wanting to incorporate the idea of his loss into his perception
of hinself, "I don't feel like | have an eye problem " The
refusal to face the facts of his |loss of sight are underscored

by the frequent repetition of the word "never,” and by his
enphatic acceptance and his perception that "tine heals.”" It may
be deduced fromthe frequent use of the word "heal" that Allan
percei ves that coping and adjustnent to VI are processes that can
be concl usively conpl eted and concluded within a stipulated tinme
period, in his case, 5 years following his |loss of sight. The
accept ance however, appears to connote denial, as Allan is using
it as a way of blocking out the painful reality of his |oss of

sight, which in turn, enhances his positive self-inmage.

The continued denial of any enotions, and especially negative
enotions, underscores Allan's perception that negative enotions
are contrary to his attitude of being a positive person. His
expressed enptions of frustration, anger, stress and anxiety
appear to have been, and still are, denied by displacing them
fromhis loss of sight onto his loss of his job and house and the
inability to obtain a conpany pension. Allan's attitude of his
| oss of sight being "chicken feed" when he is confronted with the
reality of death through a heart attack alludes to him perceiving
his | oss of sight as insignificant and i nconsequential as
conpared to death. His description of "live with blindness" has
both literal and netaphorical value: Allan believes that he can
literally Iive or cope and function as an avi person, and al so

that he does not die froma VI but continues to live.

Al'l an's experience of anxiety and denial are intertwined. His
fear about losing his remaining sight is intertwined with his
fear of being identified as a blind person using the synbolic
white [ ong-cane. He therefore continues to deny his VI by wal ki ng
wi t hout the cane. The di chotonobus nature of his attitude to using
a white long-cane enmerges and is difficult to reconcile. On the
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one hand, his perceived fear of beconming a "potential white stick
pusher"” infers a negative, stereotypical imge of a white stick
synbolising blindness. This fear of "blindness" is underscored
when All an descri bes how he does not feel |like a blind person and
how he needs enpl oyment based on his abilities and experience
rather than on his blindness. On the other hand, Allan uses a
white | ong-cane when he plays in the band. His fear of

"bl i ndness" appears to be pushed into the background as he

percei ves that blindness makes him an unique blind drumer. There
are nuances of Allan using blindness in certain situations to his
advant age. These descri ptions have psychol ogi cal synbolic gesture
as there is an insinuation that Allan needs attention, approva
and to be perceived as a coping and novel or innovative person
despite his VI.

There is conflict between Allan's perception of being rel axed
and stressed. Before Allan lost his sight he had "a fiery temper”
which he is now able to control. He perceives hinself to be far
more rel axed which allows himto see better. Allan and his wife
are walking in order to "relax and D-stress" to reduce the
"pressure” in his eyes. It can be deduced from Allan's | anguage
use that he is still stressed and not relaxed, "trying to be
rel axed." The use of the word "pressure" has both literal and
met aphorical value: Allan literally experiences physical pressure
in the eyes, but also pressure or stress, anxiety and tension
within hinself, with further overtones of the two "pressures”
being intertwi ned. There is a suggestion that Allan is, as yet,
not fully adjusted to or coping with his VI, as he reacts to

stress mal adaptively with his displays of excessive anxiety.

Allan's wife supports himin many ways, the nost meani ngful
bei ng her healing. There is psychol ogical synbolic gesture for
the description of "healing hands" has both literal and
met aphorical value: his wife literally is able to massage away
t he physical pain of headaches, but also able to nmassage away the

enotional pain of his loss of sight and the associ ated probl ens.
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Enpl oynment, or receiving a conpany pension, would provide Allan
with his needed financial independence in order to satisfy his
basi ¢ fundamental needs in order to survive. It would al so
alleviate sonme of the related enmotions, such as, fear and anxiety
about his future which Allan experiences as a result of lack of
money and nore so now that operations are in the offing to
safeguard his remaining sight. In order to get enployment Allan
bel i eves that people need to becone aware of the fundanental
basic i ssues of VI and need to nove away fromthe stereotypica
attitudes they have of the AVI and becone aware of their
abilities and simlarities rather than their differences. There
is a subtle suggestion that Allan hinself, has as yet, not noved
away fromthe stereotypical attitudes towards AVl individuals

based on his anxiety of being a "white stick pusher.™

Attending the braille course is perceived by Allan as the
turning point in his life. The word "turning point" connotes a
positive new start with a forward notion rather th an a turning
back motion. It nmay be deduced from Allan's | anguage use that he
is optimstic about resuming his famliar psychol ogi cal order of
a financially independent person, "I can take it a step further
because |'ve established a steadfast foundation for myself from
which to work." Allan transcends his limted physical condition

with his acceptance, self-confidence, positivity and adjustnment.

4.8.4 Sunmmtion

Al'l an's perception of his |loss of sight being a "gain" has
afforded himthe ability and opportunity to change enotionally
and "grow' and to start afresh with his "artistic" life. Allan's
basi ¢ needs are beginning to be satisfied with the support from
his wife and the inconme fromhis nusic tuition and fixing
braillers. He has accepted his |oss of sight and is positive and

optim stic about going forward with his life despite his VI.

4.9 CASE EI GHT: CHANTAL

4.9.1 Background | nformation

Chantal is 49 and has experienced eye problens for 24 years.
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She was di agnosed with Stargardts (a chil dhood macul ar di sease)
when she was 25 years old. Up until this diagnosis she had
experienced no problens with her eyes, went to a nornal sighted
school where she finished natric, and then went to college, after
whi ch she worked as a secretary. Wilst she was pregnant with her
youngest son, 15 years ago, she could still read | arge print, but
after his birth she could no |longer read. At present, she stil
has peripheral vision in both eyes, has |ight perception and is
able to distinguish shapes but no fine detail. Concurring with
the vision ability classification in Chapter One {Section
1.2.1.3, p. 4} Chantal can be said to be functionally blind.

Chantal has been divorced for 2 years. She lives in a rented
flat with her two sons, aged 19 and 15. She did the independence
training earlier this year, that is, 15 years follow ng her
al nost total |oss of sight. The initial interview for this study
was at the start of the tel ephony course, and the follow up

interview 3 nonths later, was on the final day of the course

4.9.2 Phenonenal Meaning Units and Psychol ogical Structures of

Meani ngs

4.9.2.1 Chantal's Perspective of Loss of Sight

Loss is a Normal Experience of Confronting Problens and Coping:

Chantal maintains that because she has had eye problens for so
I ong and because she is so used to it, her VI has becone part of
her "normal" life ("I"mso used to it." "It has become so much
part of my life, part of my normal life.") When faced with
problems related to her | oss she confronts them and then carries
on coping as she cannot change her situation ("I'mfaced with

many probl ens because of ny |oss." "Wen sonmebody has noved

things around in the kitchen." "I always find this (transport)
a problem" "I confront them try to sort themout, then carry
on coping with ny life." "I have to live for today." "I've just

carried on with my life as | did before.”™ "I think | coped and
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still cope." "Everybody says | do." "I can't change the

situation, there is nothing |I can do.")

Loss is New Start in Life

Chantal claims that it is precisely her |oss of sight that has
al l owed her to conplete courses, albeit so many years foll ow ng
her 1 oss, which have effected many changes in her life, and
af forded her a new beginning ("after com ng here (Optima) to do

the i ndependence and now the tel ephony courses, | feel like I've

started a new |life again." "A new beginning." "I can't wait to

get on with ny newlife.” "I'mso excited about my job which wl

give a new nmeaning to ny life." "This is a new start for nme.")

4.9.2.2 Chantal's Emotions, Feelings, Thoughts and Reactions

Acceptance is an Gscillating and Circul ar Process:

Acceptance of loss of sight is difficult ("I'"mnot sure |I've
accepted it, it is hard.") Chantal experiences acceptance as an
oscillating and circular process of accepting and not accepting,
depending on certain situations and her experienced enptions at
a particular time ("sonetines | will sit and when |'m feeling sad

or frustrated, then I don't accept." "Some days | accept, and

then other days |I don't." "People tal k of stages of enpbtions.”
"I certainly feel that | go up and down the stages." "I feel hurt
and sad and frustrated, but then | feel better again." "It is

like going round in circles."” "Acceptance is also like this.")
She contends that |ike acceptance, adjustnent and coping are
oscillating and circular experiences ("l've learnt to adjust very

well." "Some days | cope well and | feel that |'ve adjusted
well." "On other days when I'mconfronted with sonething | can't

manage, then | feel that I'mnot so well adjusted.")

Acceptance is a societal expectation which Chantal clainms she
can never fulfil ("it is expected of me to cope and accept."
"Mainly ny sons, and people out there, but maybe al so nyself."

"Soci ety expects you to." "go through a |loss and then you just
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have to pick up the pieces, accept and carry on." "The | onger
I've been VI the nore |'ve realised how difficult this

expectation is." "I don't think I will ever fully accept it.")

Chantal feels that tinme heals, especially after her experiences

at Optima ("it feels as if | can do anything." "Doors have been
opened." "I think tinme heals especially in ny case it has." "The

course has changed my life so nuch it is exciting.")

Sadness:

Chantal continues to experience sadness especially in
situations that involve her children. It is in these specific
situations that she wi shes she could still see ("to today | stil
feel sad in certain situations."” "Wth nmy children when they say

we wi sh you could really see what we | ook like." "They will be

proud of sone work they did at school, and they want ne to see

it.” "l didn't have a clue what they were doing (in schoo
concerts), that made nme sad."” "I think the sadness was, and stil
is, there." "Not all the time, but in certain situations." "I

wish | could see again in these situations.")

Frustration:

Chantal continues to experience frustration round issues of
people interfering with her organi sed routine, when people try
to over-protect her, when she has to wait for sonmebody to do
somet hing for her and when she cannot drive in urgent situations.
It is in these situations that Chantal wi shes she could see again
("it (frustration) is what |'ve experienced, and still experience

the nost." "Especially when sonebody has moved things around in
the kitchen." "I'ma very organi sed person, but when soneone

comes and interferes and puts things in wong places, then | want

to scream™" "It is so frustrating." "There are sonme people who
want to do everything for ne." "I want to scream "wll you |eave
me alone.” "I can cope, | know what |'m doing, | know where

everything is.” "I'd bring it in (post) and I just had to sit
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there with it in ny hand.” "Wait for sonebody to cone to read it

to me." "This also makes nme frustrated." "When this happens

also wish | could see again.")

It is still very difficult and frustrating for Chantal to
accept she is not able to drive her notor car in urgent
situations and has to rely on others for transport, another
situation which causes frustration ("to be able to get in nmy car

and do everything that | need to do." "In those urgent situations
like taking my kids to doctors."” "Not being able to do that is
very frustrating."” "I then also wish I could see in those urgent

situations where a car would help." "Transport is the worst, the

very worst."” "l always find this a problem™")

Anxi ety, Self-Devaluation and Social Wt hdrawal :

Chantal clainms that during the period follow ng her al npst
total |oss of sight her self-esteemwas |ow, she had no self-
confidence and felt insecure and i nadequate ("thought that I'm

usel ess, and that | cant do anything." "My self-esteemwas |ow. ")
She claims that even though her insecurity, self-confidence and
sel f-worth have inproved, especially after conpleting courses at
Optima, she is still anxious and insecure especially when she is
inunfamliar environnments and with new people ("I still feel

vul nerabl e, but not as much as |I used to." "I feel worthwhile
when |'mhere (Optima)." "It is mainly when I'min a new
environnent or with new people.” "I worry about them
understanding me and nmy problem™ "I'm around sighted people and

I know they are watching me." "This makes ne very nervous.")
Chantal continues to cope by w thdrawing from people ("I often
crawmed into a shell."” "I just feel I want to get out of

t here(hone) and go back to Optima.")

Hope:

Chantal is optimistic and hopeful that she will get a

swi tchboard job when she has conpl eted the tel ephony course and
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that she will then be able to put her life together. She is
hopeful that there may be a cure for her eye condition ("after
coming here to Optima anything is possible.” "I should say that
there is as yet, no cure.” "I have to live for today, and do what
| can to put ny life together."” "I think that maybe |'ve got a
job waiting for me." "I can't wait to get on with my new
life.""I"mso excited about ny job which will give a new neaning
tonmy life.")

4.9.2.3 Chantal's Emergent Needs

Need for Understandi ng and Know edge:

Chantal is aware of the inplications of her VI. She nmintains
that all people need to be nade aware of and understand what VI
i nvol ves and what the AVI can and cannot do with different
degrees of vision ("I tried to explain to peopl e(about her eye
condition), but they didn't understand.” "I don't think that
peopl e are aware about what blindness is all about.” "When | | ost
nmore and nore sight people couldn't understand it and they
battled with it." "You are either blind or not blind." "I'd catch
or get a flash of sonething small running up the wall." "That
baffl es people that | can see that, but | can't see that big
thing in front of me."
different kinds of VIS. ") For Chantal, the | ack of know edge and

under st andi ng about VI issues results in stereotyping and

"Peopl e need to be educated about the

m sconceptions ("they (people) have just avoided blind people."
"That is a blind person, and they must just sit down in the

corner and stay there.")

According to Chantal, people are not aware of, nor do they
understand the probl ens associated with transport ("people are
not aware how problematic transport is for a blind person.”
"Transport is the worst, the very worst." "I always find this a
problem "™ "They (people) will help with anything but when it
comes to transport, they're always busy." "I always need
transport, this is the biggest problem and need | have.")
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Need for Explanati ons and Comuni cati on:

Chantal clainms that her fam |y should have been involved in her

i ndependence training to help them adjust to her changed life

("the famly should be part of the training." "My sons are

thrilled about the way |'ve changed."” "Sonetines they say |I've
changed too much." "They are not used to that (going to the shops
herself)." "They are used to doing everything for me." "It is a

big adjustnment for themas well." "They al so need help.")
Adj ust nent and awar eness woul d be facilitated by counselling
wher e expl anati ons can be given through open comrunication (the

famly needs to cone here to Optima for counselling.” "Things can
be explain to everybody.” "All people involved know what the
other one is talking about.") Chantal also feels that
rehabilitators involved in i ndependence training need to be AVl
thensel ves ("there is a need for those involved in i ndependence
training to be visually inmpaired."” "Not sonebody who has been
visually inpaired since birth, but soneone who has |ost sight in
adul thood." "1 believe the needs of those born blind and those

who go blind later inlife are different." "You need sonebody who

is able to tell you these things and what to expect.")

Need for Emotional Support and Fol | ow Up:

Chant al needs enotional |ong-term support from other AVI
i ndi vi dual s who can understand her situation ("it is inportant
to have support, and especially enotional support."” "I belong to
a blind group, this is ny enotional support.” "It is easier
talking to those in the sanme situation as me, because they
understand. ") Enotional support was needed during her
rehabilitation ("I also needed enotional support as well." "I got

this but not enough.")

Enoti onal support and alleviation of anxiety could be
acconplished by followup fromOptima ("l feel that there is a

need for follow up once you've left Optima." "Just to keep you

goi ng emptionally.” "During that tinme (the period between
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rehabilitation and the tel ephony course) | felt like | was
getting back into the old rut." "I would have felt nuch better
if the social worker had just phoned to check how | was doing."
"If they could phone after the tel ephony course that would be

wonderful ." "There should also be a followup for a person who
starts a new job." "There is going to be a lot to learn and

need to have soneone to talk me through it when |I'mbattling.")

Need for Enpl oyment and Financial |ndependence:

Chantal needs enpl oynent for financial independence and
security, as well as for her own sense of achievement ("I have
to have a job."™ "I need it financially, and for ny own sense of
achievenent." "I don't mind the hours or the travelling but |

cant sit at hone in a rut.")

4.9.2.4 Chantal's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Positive Support from Sons and Opti nma:

Positive support continues to be offered by Chantal's sons ("ny
sons have al ways hel ped me and will do anything for me." "They
are always there for me.") Support fromOptima is evident in the
skills she has achieved, mobility, braille, computer, telephony
skills as well as inproved self-confidence ("the independence

trai ning has made the biggest difference in my life." "It was

focused nore on the practical side, nmobility and cooking." "Since
I"ve been at Optima | feel things are beconing easier." "Wen
started with braille |I thought | can read and wite again and

can work on the computer.” "It feels as if | can do anything.")
The support and conpani onship from AVl friends doing the same
courses as herself will be mssed ("I think when | | eave Opti nma
the main thing | will nmiss is the conmpani onship and support of

people in the same position as nme.")

Negati ve and Unhel pful Support:

No support is received from Chantal's sister nor her special
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friend. She feels that her sister is anxious and not coping with
her acquired i ndependence, and silence is the way for her friend

to cope ("she (sister) seens not to be coping with nme." "She
seens afraid." "She will say you can't really do things for
yourself." "l've tried to explain things to her." "She is

battling and not really supporting ne." "He (special friend)

changed towards nme and he won't talk about it." "I ask himwhy
and he just backs off." "I don't think he is coping with ny
situation." "He's not supporting me.") Chantal nmaintains that she

experiences unhel pful support when peopl e over-protect her and
try to do everything for her ("practical things |ike cooking and
cl eaning house | can cope with." "I know what |'m doing." "The

support they are trying to give is often no support at all.")

4.9.3 Energent Thenes: Psychol ogi cal Structures of Meani ngs

As Chantal has had eye problens for a long time she views her
| oss of sight as a phenomenon whi ch has becone part of her
"normal " life. It is her loss of sight however, which she
percei ves as giving her the opportunity to attend and
successfully conpl ete courses at Optima. This success has
nmotivated her to go forward with her perceived "new start” in
life with increased self-confidence and self-esteem and a
positive feeling about the prospect of a sw tchboard job, which
will give new "neaning" and purpose to her life. There is an
overtone that before Chantal came to Optinma her life was
percei ved as bei ng neani ngl ess and pointless, with a further
suggestion of a self-devaluating perception of herself being

usel ess and worthl ess.

Lack of financial independence and enptions are intertw ned.
A job would give Chantal a sense of mastery over her life,
allowing a positive image of a copi ng and i ndependent AVI
i ndi vidual to energe. A job would alleviate some of Chantal's
rel ated enotions such as, her insecurity, self-doubt,
wort hl essness and frustration. It nust be noted that Chantal's
hope of the switchboard job never materialised, a situation which
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has undoubtedly inpacted on her negatively.

Al t hough Chantal perceives that the courses at Opti ma have
changed her life positively, this conviction does not help her
deal with the reality of her condition. There is an inference of
denial of the reality of her VI, supposedly nore so after her
rehabilitation. There is a change fromher initial attitude of
"no cure" to an attitude of hope, albeit unrealistic hope, for
a cure for her eye condition, "after comng to Optima anythi ng
is possible." She appears to deny the lintations of her VI for
she believes that since being at Optima she can "do anything."
Chantal's focus on "live for today" has nuances of a bl ocking out
or denying the painful reality of the inplications of not being
able to procure a job in the future.

Chantal's situation of going to Optima for rehabilitation 24
years followi ng the onset of her VI and 15 years follow ng her
al nost conplete loss of sight is unique. AVI individuals usually
attend rehabilitation on average approximately 2 years foll ow ng
their loss of sight where they are taught independent nobility,
daily living skills, and are made aware of their changed
functioning and capabilities. Chantal on the other hand, arrived
for rehabilitation as a |ong-term AVl individual who had taught
herself daily living skills and ways of coping practically. She
percei ves however that rehabilitati on has made her nore
i ndependent, positive and notivated to go forward with her life.
Wthin this context, Chantal needed her sons to be involved in
her rehabilitation so that they could be made aware of and
understand the changes in her functioning and capabilities as a
nmor e i ndependent person, as well as the changes inposed on their
own lives. There is an insinuation that Chantal's sons perceive
her as a "dependent" person, and her new i ndependence is contrary

to their perception of having to do "everything" for her

Despite Chantal's perceived increased self-worth, self-

confidence and security, she still feels vul nerable and insecure
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especially when she is in unfamliar environments and with new
peopl e. She is anxious that people will not understand her
because of her eye problem Her anxiety is underscored by her
belief that sighted people are "watching" her. It can be deduced
from her | anguage use that Chantal is sensitive about her VI, is
di strustful of people especially sighted individuals, feels
suscepti bl e and has sel f-doubt about her capabilities which in
turn, connotes total self-devaluation. There is a suggestion that
Chantal is not adjusted to nor coping with her VI, as she reacts

to stress nml adaptively with her displays of excessive anxiety.

The frequent use of the word "battle" reflects a perception of
Chantal's VI being a struggle for both herself and other sighted
people. In order to cope with the associ ated feelings, Chantal

wi t hdraws from people and often "craws into a shell." There is
psychol ogi cal symbolic gesture with the description "crawmed into
a shell" because it alludes to Chantal creating a barrier between
hersel f, the outside world and people in order to isolate and
protect herself fromhurt and pain. It may be deduced from
Chantal's | anguage use that Optima is perceived as the "shel

into which she can crawl," a sheltered place where she feels
secure and protected, and a place where she has succeeded in the
courses which has increased her self-worth, self-confidence and
her sense of mastery and adequacy. Conflicting attitudes emerge
as Chantal believes that her self-esteem and self-worth have

i mproved since doing the courses, yet she remmins insecure,

vul nerabl e and has sel f-doubt. Her continued sel f-deval uati on,
feelings of anxiety and sadness combi ned with her soci al

wi t hdrawal has nuances of Chantal experiencing depression.

It is inmportant for Chantal to be perceived by others as coping
with her VI, and she is encouraged by this acknowl edgenent. There
is a suggestion that Chantal needs approval, acceptance and
understandi ng fromothers. These needs in turn, highlight her
| ack of enotional coping which is underscored by her need for
continued |l ong-term enotional support which she perceives as

bei ng essential for optiml coping.
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Chantal believes that her enptions and attitudes related to her
VI, especially frustration, sadness, acceptance, adjustnent and
coping are not experienced continually but are oscillating,
circular and episodic experiences related to specific situations
and times. Frustration is experienced in situations when Chanta
bel i eves that she is not in control of her life or environment
having to be dependent on others for transport, and when peopl e
of fer unhel pful support. Sadness is experienced when situations
i nvol ve her children. It is in these types of situations that she

wi shes she could "see again." "Wshing to see again" has nuances
of Chantal yearning to return to her familiar psychol ogi cal order

of a sighted and in control nother

There is an overtone of cognitive dissonance and confusion
regardi ng acceptance. Chantal believes that she is expected to
accept, based on society's assunmption that followi ng a | oss
acceptance is required. There is a suggestion that Chantal
because of her vulnerability, insecurity, fear of rejection and
need for approval and acceptance from ot her people accepts her
VI because of this expectation. Acceptance is reinforced by her

attitude that "tinme heals." This attitude appears to have energed
in the context of the specific time and place of Optinma. Chantal
does not accept her VI when she continues to experience enotions,
especially frustration and sadness, in certain situations and
times. For Chantal, living with a VI is thus a circular process
having to constantly cope with and adjust to her |oss of sight.

It may be deduced from these perceptions that acceptance, coping
and adaptation are feelings and processes that cannot be

concl usively conpl eted and concl uded follow ng | oss of sight.

Chantal believes that there is a need for all people to gain
know edge, through open communication and expl anations, to
understand the unique needs and abilities associated with
di fferent degrees of visual abilities. Know edge of the facts of
adventitious VI ought to make all individuals sensitive to the
needs and chall enges facing the AVI, and help alleviate

stereotypi ng and m sconcepti ons about vi. The stereotypica
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attitudes, although expressed in inpersonal pronouns, "they nust

just sit down in the corner," hints at Chantal's own
stereotypical blind |ife she experienced before attending
rehabilitation. The words "avoided," and "just sit down in the
corner and stay there,"” have nuances of Chantal's own feelings

of rejection, self-doubt, and non-assertiveness.

4.9.4 Sunmmtion

Wth continued support from Chantal's sons, she perceives that
she is coping with and able to carry on with her "normal" life,
despite her adventitious vi. Her rehabilitation, alnobst 15 years
followi ng her alnost total [oss of sight, has afforded her an
i ndependent and new start in life. Her intricate descriptions
enbrace nuances of enotional non-coping and a person who is

vul nerabl e and i nsecure.

4.10 CASE NI NE: SUSAN

4.10.1 Background Information

Susan is 26 and has been AVI for 1,5 years. Two years ago she
was di agnosed with a bl ood disorder and had a bone marrow
transpl ant. Her eyes started deteriorating after the transplant
and she experienced night blindness and gl aucoma. According to
opht hal nol ogi sts, the chemptherapy and radi ati on treatnent she
underwent | owered her immune systemand a virus attacked and
darmaged her retinas. Susan is now unable to see "anything."
Concurring with the vision ability classification in Chapter One

{Section 1.2.1.3, p. 4} Susan can be said to be totally blind.

Susan is not married and stays at home with her parents and
2 brothers. Before her |oss of sight she was an insurance clerk
for a large conpany. Ten nonths follow ng her |oss of sight she
conpl eted the independence training course at Optima. At the tinme
of the initial interview for this study she had just comenced

the tel ephony course. At the time of the followup interview at
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her home 4 nonths later, Susan was still unenpl oyed.

4.10. 2 Phenonenal Meaning Units and Psychol ogi cal Structures of

Meani ngs

4.10.2.1 Susan's Perspective of Loss of Sight

Loss is Like a Bad Dream

Susan experiences her |oss of sight as a bad dream from which
she still has to wake up ("it feels still like a dreamand | nust
still wake up.""It is |like a bad dreamthat is how | feel." "It

definitely feels like a dream a bad dream™)

Loss is Deprivation:

She experiences her |oss of sight as deprivation as it has cut
her off from everything. She m sses what she cannot see,
especially the sinple things inlife ("I feel that |I've been cut
off fromeverything." "I mss not being able to see.” "I can't
see and | mss what | cant see." "I mss just walking in the
garden, seeing the rain, the sinple things that | can't see any
nore." "l do miss getting into the car and going to the shops.)
She maintains that it is in these situations that she w shes she

could still see ("I often wish I could still see.")

Loss has a Purpose:

Susan maintains that as a Christian her |oss of sight has a
purpose, but that she still has to understand and know what it
is. Although she knows that she will not "awaken" from her dream
and be able to see, there is still hope that healing nay occur
("l ama Christian and |I've been for healing." "Wen | wake up
I don't think I'Il see." "I amhere for a purpose.” "I just need
to find that purpose.”"But "you never know, maybe healing wll

occur.")
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4.10. 2.2 Susan's Enpotions, Feelings, Thoughts and Reactions

Accept ance:

Susan has accepted her |oss of sight and contends that she can
carry on with her life, albeit with a VI ("I have accepted it."

"I don't want to bury ny head in a hole.” "I've realised that
life goes on and | have to make the best of this." Acceptance is
reinforced by her attitude that "tinme heals" (that saying "tine

heal s" is true." "Things have got better for me with tine.")

Sel f - Sufficiency:

Susan claims that by regai ning her independence she is once
again self-sufficient and has adjusted to and is coping with her
| oss of sight ("I've adjusted because |I'm i ndependent." "I am

able to get around on ny own." "Am able to cook again, and able

to |l ook after nyself."” "Have |learnt that | nust put things in
order so that I know what is what.” "I'mnow coping."” "I have
adapted.") She mmi ntains that her independence has given her hope
for the future ("I can see there is light now" "I fee

i ndependent again and |'m nmore hopeful now. ")

Anxi ety, Insecurity and Deni al

Susan experiences anxiety, insecurity and uncertainty about her
future. She is anxious about being as independent as she was
before her loss and being able to do "normal" things |ike get
married, and get a good job ("I'mworried about my |life ahead."
"It is that uncertainty of what lies ahead.” "Howis ny life
going to progress.” "Am| going to get married, am| going to get
a good job, am| going to survive on nmy own?" "The thing that
worries nme the nmost is if | amgoing to be an i ndependent person

again like I was before." "This nmakes nme feel very vulnerable.")
She uses denial to control her anxiety by trying to conceal the
fact of her vision |loss by behaving as a normal sighted person

("I just try to stand up a bit straighter.™ "I try to | ook as
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normal as possible.™ "Try not to look as if | can't see.")

She continues to be anxi ous about being in the "dark" and

worries that she will never get used to being blind ("I don't
know how I'I1 ever get used to it(being blind)." "I still get
scared wal king around in the dark." "I hated the dark before and

now I'min the dark all the time.") Susan is anxious when she has
to do "blind" things in front of people and this anxiety often

results in confusion ("that thing (liquid I evel indicator) nakes
me so confused." "My dad insists that | use it." "I tried it and
I just felt this pressure.” "I poured conpletely out of the cup.”

"I just burst into tears.")

Depr essi on:

At the initial onset of her VI, Susan was still working and
mai ntai ns that the stress she experienced round issues of her co-
wor kers not understandi ng her situation caused her to cry and
feel depressed. She contends that the accunul ati on of many i ssues
such as, her | oss of her independence and her bone narrow
transpl ant conpounded her depression "I had to go through the
stress with everyone at work." "I would go hone crying every

day. was getting depressed." "l was hurting inside a lot."
"I was losing ny eye sight, 1'd gone through a bone marrow
transpl ant and |lost nmy hair through the cheno.” "Not being able
to see and not being able to drive and ny independence gone." "I
didn't cope.") Susan's social wthdrawal underscores her
depression ("l didn't even go to the lounge." "I just lay in ny

bed." "I withdrew." "I just wanted to cry and be al one.")

Susan conti nues to experience sadness and hurt claimng that
she is not coping with the financial difficulties her famly is
experiencing and the inpact her |oss of independence has on her
especially not being able to drive a motor car ("I'mstill sad."
"l have nmy days when | get up and | just want to cry ny eyes
out." "It is just inside ne." "I start thinking | can't drive a

car any nore." "Financially we have problems now " "I just think
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I just can't cope with all these things.")

Susan's depression is reinforced by her nother's depression
because she feels that she is the cause of it. She clains that
she does not feel guilty because according to her, she could not
hel p what happened to her eyes ("ny nother is depressed.” "I am
t he cause of her depression I'msure | am" "She was strong with

the transplant, but with the eyes, she doesn't want to talk to

me." "That nmkes ne feel heart sore because |'ve needed ny
mot her." "There are days when | still just want to cry." "I'm not
bl am ng mysel f because | cant hel p what's happened.” "I don't

feel guilty because it is not my fault.") Susan's depression is
further reinforced by the feeling of rejection from people close
to her, her work coll eagues and her mother ("they were (co-

workers) like sisters to ne." "The rejection fromthemwas hard."

"I feel as if she (nmother) is rejecting nme." "Your nother is the
one who rmust hold you and hug you." "She hasn't been able to do

it, and that hurts.™)

Frustration:

Susan experiences frustration when she has to be dependent on
ot hers because of her inability to drive a notor car and when she
drops sonething and cannot find it ("I got frustrated and | stil
get frustrated sonetinmes.” "I do get frustrated when I have to
go and ask sonmeone if they are busy and if they would m nd taking

me to the shop." "Before it was just a case of junping in the
car." "When | drop sonething and | have to find it, and | bunmp

nysel f and hurt myself.")

Susan clainms that she is not angry about | osing her sight but
feels angry with her famly because of their |ack of
understanding and their insensitivity towards her ("I did not
feel angry about it." "I get angry with my parents and ny

brot hers because | expected nore fromthen." "They | eave doors
open and | bang into them™ "I just can't understand why they do

it." "l get frustrated because by now they know and it is
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horrible to walk into a door.™")

Sel f - Consci ousness:

Susan mai ntains that she is self-conscious about her blindness
when she is with strangers as she feels that she is "different.”
She is concerned with what other people will think and say about

her and tries to act as a "normal" sighted person ("l get self-

consci ous about ny eyes." "It is when | go into an area where
don't know many people."” "I wonder what nust they be thinking
| ooking at me." "I am consci ous about what other people think of
me." "That's because I'mdifferent.” "Try to | ook as normal as

possible.” "Try not to look as if I can't see.™)

4.10. 2.3 Susan's Energent Needs

Need for | ndependence:

Susan's need for practical independence has been met by doing
the i ndependence training course as she now has i ndependent
mobility and is able to get around on her own and has daily
living skills ("I'mindependent and able to get around on my own,
am able to cook again, able to look after myself.") For Susan
the supreme synbol of independence would be to gain i ndependent
living ("my greatest need is for independence.” "I want to live
on ny own." "I still want to do what every woman wants to do, get

marri ed, and have a home.")

Need for Enpl oyment:

Susan mai ntains that she needs a job to give her financial
i ndependence which in turn, will help her afford "things for the
blind," as well as giving her a purpose to her life ("l need to
get a job, | need financial independence." "WII at |east give
me sonething worthwhile to get up for in the nmorning.") She is
willing to take a tel ephonist job as according to her, this type
of work is the only available jobs for the AVI. She hopes that
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with studying she will be able to find other enployment in the
travel industry ("I don't really want to work on a switchboard
all my Iife." "I can see it can be quite stressful." "That

(swi tchboard operator) seens to be the only job out there for

us." "The easiest job you can find as a blind person.” "I am

going to study the travel management course part tine." "It's not

so easy studying by tape, so I'lIl see how it goes.")

Need for Support and Counsel ling:

Susan feels that counselling and support groups were, and stil
are, needed for herself, her famly and friends to nake them
aware of and understand her AVI world, but to still be treated
as a "normal" person ("there is definitely a need for a support
group and counselling for the fanmly and the person who | oses
sight." "I don't think any place has a support group for families
and friends of blind people."” "They need help so that ny fanily
can understand what |'m going through.” "Wat ny needs are and

not to treat ne like a blind person all the tine." "I'mstil

normal ." "They nust not panper ne.")

4.10. 2.4 Susan's Experiences of Support from Family, Friends,
Soci ety and the Rehabilitation Context

Unhel pful Support from Family

Susan receives no support fromher nother with silence being
the way for her to cope. No explanation is offered for the
silence ("my mother did not, and still does not, support nme." "I
don't know why because she will not talk to ne.") Unhel pfu
support from Susan's father and brothers has changed over tinme
fromnot tal ki ng about her condition because of their
enbarrassnment, to being nore supportive, despite her father being
over-protective ("in the beginning ny famly had difficulty in

supporting me." "Wth tine ny brothers and dad are far nore

supportive." "My younger brother was actually enbarrassed about

it." "In the beginning he would not walk with ne." "Today he is

"My brothers have adjusted.” "Dad is K

so natural with ne.
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but men don't talk nmuch.” "My dad is a bit over protective.")

Positive Support from Friends and Opti ma:

Susan's friends and her church continue to support her which
hel ps her cope with her situation ("I had very good support from
friends and the church.” "They were there for me."” "I think that

is what pulled ne out of that (depression)." "They are very good

to me." "They still are very supportive.")

Support from Optima in realising her need to be independent and
able to cope is evident in the skills she has achieved, mobility
and skills of daily living ("there is understanding at Optima
nore than at hone." "I feel independent again and |'m nore
hopeful now, and I'mcoping." "I was so happy here.” "It is all
geared up for you.") The support from AVl friends doing the sane
courses as her will be missed ("npst of all, I will miss the
friends |I've made here.” "It (Optima) helped me a lot, to talk

to other blind people with the same circunstances.")

4.10.3 Energent Thenmes: Psychol ogical Structures of Meanings

Susan views her |oss of sight as a "bad dream from which she
must still "awake." From Susan's |anguage use ("must stil
awake") it can be deduced that she is not ready to confront the
i ssues of her loss of sight, with further overtones of her
denying the reality of her VI. Her perception that her |oss of
sight has "cut her off from everything" has nuances of her
perceiving her loss of sight as a deprivation, with a further
suggestion that her |oss causes her feelings of isolation and
al oneness. It may be deduced from Susan's | anguage use "I don't
think" that she will be able to see again when she "wakes up"
that there is uncertainty and confusion about the inplications
of her eye condition, with a further overtone of "hope" that she
may see again, a hope which is further reinforced by her

attendi ng "healing."



LY

Susan is self-conscious about her blindness and what people
will say about her being "different" and it is inmportant for her
to be perceived by herself and others as "normal." This
perception is reinforced by her needing support where she is
treated as "normal" and not over-protected or panpered because
she is "blind." There is an insinuation that Susan perceives
over-protection as thwarting her gaining total independence.
There is a further connotation that Susan's need to be treated
as "normal" is actually her need for approval and acceptance from
peopl e because of her anxiety about being rejected. She tries to
regain "normality" by believing that she can live as she did
before her 1 oss of sight. Being able to fulfil the need for
i ndependence, both financial and personal, is tantanmpunt to Susan
being able to return to the normal an i ndependent person she was
before her loss of sight. There is a suggestion of Susan yearning
to return to her sighted |ife where she perceives herself to be
i ndependent and in control, and to her famliar psychol ogica

order of a sighted working woman

A conflicting attitude of independence enmerges di chotonized as
it is difficult to reconcile. Although Susan believes that she
i s independent she still worries about being as independent as
she was before her |oss of sight. The skills offered by Optim
(mobility, skills of daily living, telephony) have enabl ed Susan
to be independent and free again, yet she is anxi ous about not
bei ng able to be independent at hone. There are inferences that
Susan perceives Optinma as a sheltered place where she feels
secure, understood, especially by the other visually inpaired
students, and a place where she has succeeded in the courses

whi ch has increased her self-esteem and sel f-sufficiency.

Al t hough Susan perceives that the independence training has
hel ped her cope with her | oss of sight it does not hel p her dea
with the reality of her changed condition. She distances this
reality by referring to her loss of sight as "the eyes had gone,"
whi ch alludes to objectification and detachnment. She further
di stances this reality by not wanting to incorporate the idea of
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her blindness into her perception of herself by trying not to
|l ook as if she cannot see. The refusal to face the facts of her

| oss of sight is underscored by her perception that "tine heals."

Susan's perceived self-sufficiency is based on her belief that
her i ndependence has enabled her to cope with, adjust to, and
accept her VI. It may be deduced fromthese perceptions that
acceptance, coping and adjustnment are feelings and processes that
can be concl usively conpleted and concl uded follow ng | oss of
sight. The acceptance however, connotes denial, as Susan appears
to be using it as a way of bl ocking out the painful reality of
her |l oss of sight, which in turn, enhances her positive self-

i mage of a self-sufficient person.

Descriptions of anxiety, depression and frustration weave their
way through Susan's descriptions. Susan is anxious and uncertain
about her future and whether she will be as independent and
"normal " as she was before her loss of sight. She is anxious
about coping with her VI and this stress often results in self-
doubt about her ability to function as a blind person. These
descriptions have nuances of Susan not only feeling vul nerable,

i nsecure and i nadequate but also that she has not yet confronted
the reality of her loss of sight and is not aware of the

inplications and limtations of living with a chronic VI.

Susan's anxiety is intertwined with her feelings of sadness and
depression. Her anxiety about the rejection she experiences from
her mother causes her to feel depressed, which is reinforced by
her feelings that she is the cause of her nother's depression
which in turn, causes her nore anxiety. From Susan's | anguage use
it may be deduced that she does feel guilty about her mother's

depression, "I mnmust not blame nyself," because there is an

i nsinuation that she is indeed blam ng herself. In addition
there are conflicting attitudes towards her guilt. On the one
hand, she is enphatic that she is the cause of her nothers
depression, but on the other hand, she believes that she is not

guilty because she is not responsible for what happened to her
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eyes. There is a suggestion that Susan is not coping with her
situation because of her mal adaptive reaction to stress with

di spl ays of excessive anxiety.

Susan's frustration centres round issues of her |oss of
i ndependence and having to be dependent on others for help. The
aspect of time becomes nmeaningful with the frustration Susan
experiences with regard to her |oss of independence. Susan has
been AVI for 1,5 years and attended i ndependence training 10
mont hs foll owi ng her | oss of sight. There are overtones that
Susan is using the aspect of "tinme" ("still newat it)" to
rationalise her situation of "bunping and hurting" herself so as
not to come across as someone who i s not independent nor coping.
This rationalisation further highlights Susan's vulnerability and
i nsecurity. Susan deni es being angry about her |oss of sight, and
the enption of anger enmerges only when her fanmily does not reach
her expectations. There is and inplication that anger has been
di spl aced from Susan's |oss of sight onto her famly, who she
percei ves as not understandi ng her condition and because of this
| ack, are not there to help her cope with her |oss of sight. Her
rational i sati on and di spl acenent has nuances of Susan attenpting
to reduce her anxi ety about her loss and trying to preserve her

fragile self-esteem

Conflicting attitudes of acceptance and copi ng energe
di chotom zed as they are difficult to reconcile. Susan believes
that she has accepted and adjusted to her |oss of sight yet she

believes that she will never get "used to it." Susan believes
that she is coping with her |oss because she is seeing the
"l'ight," yet she is anxious about not coping with all the issues
of her loss such as, how scary her loss is for her as she is in
the "dark" all the time. These descriptions have psychol ogi ca
synbolic gesture as being "in the dark" have both literal and

met aphorical value: Susan is in the dark literally because of her
total loss of sight, but also because of her |ack of awareness

of the inplications and Iinmtations of her VI. Susan's perception
of tel ephony being the only job for AVI individuals as well as
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perceiving herself as "different” alludes to Susan stil
sanctioning the stereotypical attitudes towards the AVl and

rei nforces her lack of awareness and understandi ng of the

i mplications of her VI and her failure to confront the reality
of her situation. She transcends her linited physical condition

with her acceptance, coping and adjustnment.

4.10.4 Sunmmmtion

Al t hough Susan has accepted her |oss of sight and perceives
hersel f as coping, independent and self-sufficient the sadness
of her nother's rejection of her and the fear of what |ies ahead
for her in the future are still central concerns. Her intricate
descriptions enbrace nuances of a person who is unaware of the
full-scale inplications of living with a chronic VI and that she

has, as yet, not confronted the reality of her |oss of sight.

4.11 CASE TEN: PAUL

4.11.1 Background Information

Paul is 47 and has been AVl for 17 years. The cause of his VI
is diabetic retinopathy and glaucona. It was a sl ow process of
sight |loss over a period of 6 to 8 nonths. In the beginning he
had |ight perception but after many operations and | aser
treatnments he had both eyes renpbved and he now has protheses.
Concurring with the vision ability classification in Chapter one
{Section 1.2.1.3, p. 4} Paul can be said to be totally blind.

Paul is divorced and stays with a friend in a house which he
has bought. He was a notor car sal esman and after his |oss of
sight he worked on a switchboard for 14 years and then resigned.
At the tinme of the interviews, 6 nonths apart, he was unenpl oyed.
Paul attended rehabilitation approximtely 2 years followi ng his

| oss of sight.
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4.11. 2 Phenonenal Meaning Units and Psychol ogi cal Structures of
Meani ngs

4,11.2.1 Paul's Perspective of Loss of Sight
Loss is an Inconvenience:

Paul views his |loss of sight as an inconveni ence. According to
him he is not blind and clains that as he is so used to his

situation he is carrying on with and enjoyi ng his nornal
i ndependent life in the sane way as he did before his loss ("ny

bli ndness is an inconvenience." "I can still see, in the sense
that | feel like the normal person | was before | lost ny sight.”
"A normal person who just happens to be blind." "I think that I'm
not blind because |'mso used to it." "I can get around, | don't
even need nmy cane at tinmes." "It is quite natural | just have to

feel and see at the same tine." "Today it is not dark and | get

the light all the tinme.” "lI've just had to carry on and enjoy

life." "So far 1've enjoyed |ife very much.")

To Paul, his loss of sight is inconsequential, the

i nconveni ence being that he has to deal with the side-effects of

his loss, |ike needing help when he undertakes buil ding changes
("although I'"'mcarrying on with my life as before, I'mhaving to
deal with the side-effects of nmy loss.” "I never asked for help,

but now |I've got to ask for it." "Wen sonmething in the house is

bei ng done I want to be shown and | want to feel it.")

Loss is Confronting Probl ens:

Paul maintains that he is confronted with probl ens associ at ed
with his loss of sight which are often difficult to solve. He
claims that after careful consideration he nay attenpt to sol ve
the problemin a certain way which nmay or may not work ("there
are times when | hit a wall."” "It is often difficult to get
around it." "l sit and think about it." "Sonetimes | can tackle

it on an easy round about way but sometines | can not." "I want
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to know what the problemis because if somebody is battling then
I can explain to that person what should be done, because | know
what to do.")

4.11.2.2 Paul's Emotions, Feelings, Thoughts and Reactions

Acceptance is a Oscillating Process:

Paul continues to experience acceptance as an oscillating
process rangi ng from acceptance to total non-acceptance dependi ng
on specific situations ("at that time | was accepting it one day
and then not accepting it the next day." "l accept it on days
when everything is good and there are no problens.” "On days when
it is not good and there are problens, then | don't.") For Paul,
absol ute acceptance is an inpossibility ("time certainly has not

heal ed anyt hing.")

Wth time, Paul has accepted sone of the linmtations associated
with his VI, especially with regards to needing to be dependent

on the sighted when help is needed ("I cant do everything by

myself, | have to have help." "I was very independent and
al ways did things on my own, | never asked for help." "Now I've
got to ask for it." "When sonething in the house is being done

| want to be shown and I want to feel it.")

Paul contends that his attitude towards acceptance is contrary
to the societal expectation of acceptance following a | oss. He
claims that acceptance was coerced onto himduring rehabilitation
("I think that if you go to Optina they expect you to have

al ready accepted your blindness."” "Just as society thinks you

must have accepted.” "This expectation is sort of forced on you
at Optima." "If you haven't accepted then it is your problem™")
Deni al

Paul deni es experiencing enotions associated with his | oss of
sight. He clains that these enptions are inconsequential but
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admts that there could be problens if, and when, he experiences
them ("I was never angry about it." "I don't even worry about the

enptions."” "When they cone then | think I might have a problem™")

Sel f - Consci ousness, Enbarrassnent and Social Wt hdrawal :

Paul maintains that he was initially self-conscious about both
hi s di abetes and | oss of sight as he felt "different,” and tried

to keep thema "secret." In certain situations he still feels
enbarrassed about issues related to his VI when he attracts
attention to himself ("I felt different and enbarrassed with no
eyes.""Once at work I had ny shoes the wong way round.” "In that
situation | felt enbarrassed.”) He clainms that it is in
enbarrassing situations that he wi shes he could still see "I

wi shed | could see because what did the people think.")

He maintains that with his attitude of being "different" as
well as feeling rejected because the doctors could not give him

back his sight, he withdrew fromsocial interactions ("I wthdrew

alot." "I felt rejected because he (doctor) couldn't do anything
for nme. "I did not want to go out, | did not want to go
anywhere." "I did nothing, | just wanted to sleep all day." "I
just didn't want to nmeet anybody until | got the protheses.")

Wth time, and being in contact with other AVI individuals,
Paul claims that his attitude towards his VI changed and he
started coping with his loss and was able to interact with other

people again ("I had to get to these people (the AVI) to see how

they coped." "I started asking and | realised there was nothing
toit.” "my attitude started changing." "I felt better seeing
that some were worse off than what | was."” "I felt | could go out
again." "I then found that it was easy going." "I did not fee

ashamed or enbarrassed about ny sight and nmy di abetes any nore."

"I didn't try to keep it secretive." "I came out of ny shell.")

Frustration:

Paul continues to experience frustration related directly to
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the issues of his VI, and especially in certain situations when
he does not feel in control ("in the beginning | can renenber
getting very frustrated." "Although it is a bit better now

still get frustrated in certain situations."” "If | ask sonmeone
what the problemis and if he does not give me an answer straight
away, then | raise nmy voice." "If he still keeps quiet, or if he
says to me "just wait a bit," that's when | get frustrated.™
"This is done because of ny blindness, because if | could see
woul d not have this problem" "There is still the frustration,
and | think it will always be there." "I don't think you can ever
get away fromit.") It is in these specific situations that Pau
wi shes he could still see ("sonmetines | wish | could just see
again in those situations where it is necessary.” "It is not all

the time but just those specific situations.")

Sel f - Confi dence and Sel f - Control

Paul contends that he is a confident and self-assured person
who is in control of his life and VI, and is able to carry on
with his life despite his loss ("I amconfident again and | can
do anything now. " "I tackle anything even if it takes nme the
whol e day.") He mmintains that even though he has to get people
to help himwth certain things he is still in control of the
situation ("when something in the house is being done | want to
be shown and I want to feel it."” "If it is not right | wll
know." "I will say "take it out and fix it." "I want to know what

the problemis." "If sonmebody is battling then | can explain to
that person what should be done." "I know what to do, how to do
it.” "It nust be the way | want it to be done."” "If that's not

the way it is done then it is not right.")

4,.11.2.3 Paul's Emergent Needs

Need to be Treated as Nornmal :

Paul's overwhelming need is to be treated as a "normal" person
("at the time when I first lost nmy sight up to today ny need is
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the sane, | need to be treated as a normal person who just
happens to be blind.") He maintains that because he is blind
people treat himas if he is different, stupid or soneone who has
a contagi ous di sease ("people in general don't treat you like
that, they treat you as if you are different." "Besides being
blind, treat you as stupid as well." "They ask the other person
who is with you, "what would he like to drink™ and I'mright
there.” "They think we've got sone contagi ous di sease and they

are too scared to shake your hand.")

Need for Know edge and Under st andi ng:

Paul maintains that all people need to be nade aware of and
understand the real world of VI such as, how to comunicate with
or approach the AVI. This lack of know edge inpacts enotionally
on Paul ("I think there is a great need for everybody to becone
aware of the real things about blindness."” "They do not know

about blindness and how to comunicate with and approach blind

people.”™ "Up until | left work, after 14 years, the people
working there still didn't know anything about VI issues and how
to cope with somebody who is blind." "I've put my hand out and

the other person will just walk away and | stand like an idiot.")

For Paul, the lack of know edge and understandi ng of VI issues

results in stereotyping, especially in the enpl oynent environnent

("1 needed to be paid a nornmal sighted person's salary."” "Blind
peopl e are cheap | abour." "This stereotyping of "OK, so you're
blind so becone a switchboard operator" nust be changed." "Treat

me as a normal person who can do ot her kinds of jobs other than
swi tchboard.") He maintains that during his tel ephony training

he was expected to learn the stereotypical braille in order to
work on a switchboard. He clains that the trainers were unaware
of other nmethods that could be used to enable himto cope
optimally with his work situation ("the expectation that | have
to use braille when | worked on the switchboard." "They are
wrong." "I managed for 16 years using a tape recorder and managed
fine." "I never use braille so that was a waste of time being
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taught it." "They need to nove away fromthe expectation that
everybody must use braille." "Need to assess what he will need

to be able to do it.")

Need for Proper Training and Honest |nformation:

Paul maintains that it was only with tinme and having to
experience the real world of VI by hinself that he becane aware
of the truth of his condition. He clains that during
rehabilitati on he should have been made aware of the rea
inmplications and linmtations of his eye condition, and the |ong-
termaffects. He feels that with such self-awareness and
know edge about these issues he would have coped better with his
situation, and woul d have been better prepared for his future
("this was a very basic need for nme and it was not net." "On the
practical side | cane out with a bit nmore know edge about
mobility but fromthe enotional side and the awareness side
came out with nothing.” "I had to experience many of the things
mysel f and al one that | should have been told about when | was
there." "Rehabilitation did not prepare me for all the things to

conme." "There are so nmany things you should be nade aware of."

"Peoples' attitudes, and tell you that you have limtations." "I

shoul d have been told about the long termeffects.” "I was not
made aware of the fact that people will still reject me 17 years
after I lost my sight.")

Such awareness, truth and honesty could be acconplished through
proper training and counselling for all individuals concerned
with helping the AVI. A nore holistic service could be offered

("1 feel that they need to be taught, and taught properly." "How

to approach a blind person and how this person functions or how

he works." "This nust be done by sonebody that deals with or
knows how blind people function." "They nust go into the job
situation and explain the truth about VI to everybody. ""They

shoul d all go on counselling courses to be able to offer a better

service in all the areas."” "Anybody can come in and teach but

they actually don't know very nmuch about blindness thensel ves.")
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Truth and honesty could be further facilitated through open
conmuni cati on between all menbers of Paul's social network which
woul d have hel ped himcope better with his VI ("they (doctors)
need to be honest and comrunicate with their patients." "Just

thi nk how better | maybe woul d have coped."” "Maybe | woul d not
have | ost so nuch self-confidence.") He feels that people

i nvol ved in helping the AVI need to be AVI thenselves ("there
needs to be staff at Optima who are visually inpaired

thensel ves." "Not people who are born blind but those |ike nme who
lost their sight later in life." "They know what |'m experiencing
far nore than what sighted people or those born blind can ever

know. ")

4.11. 2.4 Paul's Experiences of Support from Fam |y, Friends,
Soci ety and the Rehabilitation Context

Positive Support:

Paul continues to receive positive support fromhis friend, her
son and the others involved in his house, wthout which, he would
not cope ("the support is always there fromthe person |I'm now
staying with." "She will phone every day to find out how things

are, and if | amall right." "She has helped ne a lot and | just

feel without her | would not be here today." "Her son is also a

great support.” "He is able to drive me around to do what | need

to do." "Everyone is a great help to ne, even the maids and the

gardener.")

Negative Support from Friends and Optim

Paul maintains that the friends he had when he was sighted are

no | onger a support for him He does not mx socially w th other

visually inpaired individuals because according to him they are

scroungers ("when | could still see | had lots of friends, but
now that |'m blind nobody phones me." "My friends are the ones
at the bowing club.” "W neet once a week and that's it." "I

have nmore sighted friends than blind friends.” "Some blind people
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just take what they can get out of you." "I don't socialise with

t hem because they sponge.")

The only support fromrehabilitation is the mobility skills
Paul achieved ("rehabilitation did nothing for ne and it actually
wasted nmy time." "The only thing which was worthwhile, and which

| still use is the nobility." The npst beneficial support Pau
received during his rehabilitation was the friends he nmet ("that
was nost probably the best thing about Optima, the friends | made

there. ")

4.11.3 Energent Themes: Psychol ogical Structures of Meanings

It is inmportant for Paul to be treated as the "nornal" and
i ndependent person that he was before his loss of sight. It is
also vital that Paul be in control of and coping with his life
and his VI, and to be perceived as such by others. He is afraid
that if he is perceived as not coping nor in control of his
situation, other people will see himas "different” or "stupid,"
and reject or not accept him These feelings are reinforced by
his belief that he continues to be rejected by people 17 years
following his loss of sight. There are overtones that Paul is

vul nerabl e and insecure with his VI and often feels inadequate.

Paul tries to regain "normality" by continually attenpting to
live as "naturally" and independently as before his | oss. The
support he receives fromhis friend facilitates his "normality."
His nmotivation to live as "normal" as he did before his | oss of
sight possibly reflects | ow self-esteem which could be rooted in
his disparaging attitude towards VI, "blind people just take what
they can get out of you." His need to be treated as "normal™" is
underscored by his need for "normal" enployment rather than the
stereotypi cal switchboard job. There is a contradiction in this
attitude for Paul was enployed as a switchboard operator for 14

years followi ng his [ oss of sight.
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His determination to be in control of his |life is underscored
by his frequent use of the words, "want," "I know," "it mnust be

the way | want it." There is a suggestion that Paul needs to be
in control of his life and blindness but also in control of other
i ndi viduals to satisfy his needs, with a further suggestion that

Paul needs attention, care, acceptance and approval from others.

Paul believes that when he could not cope with or be in contro
of certain situations he becane enbarrassed, self-conscious and
| ost self-confidence. By being fitted with a prothesis which
enhanced his physical self-inage, Paul nonchal antly clainms that
his attitude of enbarrassment changed because he realised that
it was easy for himto cope, which in turn, heightened his self-
confidence. The use of the phrase, "com ng out of my shell"”

al ludes to Paul creating a barrier between hinself and others in

order to protect hinself from being perceived as "different." It
may be deduced from his | anguage use, "in that situation | felt
enbarrassed,” "what did the people think," that he continues to

get enbarrassed and sel f-consci ous about not being in control of
his VI especially when it attracts attention to hinself. He
continues to cope by withdrawing fromand not socialising with
people. Paul's continued irritability and agitation towards other
peopl e, his social wthdrawal and not wanting to interact with

ot her peopl e have nuances of Paul experiencing depression

Paul deni es any enotion associated with his |oss of sight and
does not "worry" about them He distances hinself fromthe
reality of his changed AVI life by not wanting to incorporate the
i dea of his loss of sight into his perception of hinmself, "I am
not blind." There is an insinuation that Paul denies the reality
of his VI in an attenpt to be in control of it, which is
reinforced by his attitude that his blindness is a nere

"i nconveni ence. "

Conflicting attitudes of experienced enptions energe
di chotoni zed as they are difficult to reconcile. Paul denies any
emptions related to his loss of sight and believes that enotions
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do not worry him yet he gets "annoyed” and continues to get
frustrated" with sighted people. Paul's enptions, and especially
frustration, centre round his perceived |l oss of control of his
life and environment. He needs to be in control and to domi nate
situations and people, and even if he cannot do something hinmself
and acknow edges that he needs other people's help, he believes

t hat people should take his advice and listen to him because he

"knows." Many of his experienced enotions, including,

hopel essness, frustration and annoyance appear to be displaced
onto the sighted, such as, the doctors for not giving hima
"guarantee" that the operations would help, and for not
fulfilling his "hope" of seeing again. There is an insinuation
that Paul displaces his emptions in an attenpt to reduce his

anxi ety about his loss and to preserve his self-control

Paul believes that his enptions and attitudes, and especially
frustration and acceptance, are not experienced continually but
are oscillating, and episodic phenonmena related to specific
situations, such as when he is involved in alterations in his
house and the person hel pi ng does sonething wong. It can be
deduced from Paul's perceptions that acceptance of, and
adjustment to, VI are feelings and processes that cannot be

concl usively conpl eted and concl uded follow ng | oss of sight.

"Wshing to see" is experienced in specific situations as when
he is not able to do the practical things he could do when he
could still see, or in situations when he feels enbarrassed.
There are overtones of Paul yearning to return to his fanmiliar
psychol ogi cal order of an independent and in control sighted
person. There is a further suggestion of Paul needing certainty
and security in his life.

Paul carries on with and enjoys his normal independent |ife and
is hel ped by his intimte support system "Enjoynment" centres
round Paul being financially independent and being able to
purchase his own home and take numerous overseas holidays with
his friend. Hi s | anguage use, "I wouldn't be here today," has an
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i nsi nuation that Paul may have contenpl ated suicide w thout the
support fromhis friend, which in turn, reinforces the suggestion
that Paul needs attention and care. A conflict between

i ndependence versus dependence energes. Paul perceives that he
can do anything, that he is independent and in control of
everything, yet there are inplications that Paul needs to be
dependent on the support fromhis small but intimte group of
friends in order to cope and carry on with his life. There is an
i nsinuation that Paul is a very private person who depends on his
small group of friends which is underscored by himwanting to
keep his blindness and his diabetes a "secret."

Paul perceives that with tinme he has gai ned conscious insight
and sel f-awareness about the conmplexity and difficulties of
living with a vi. Hi s |language use of "not in the dark" has both
literal and netaphorical value: although he is in the "dark"
literally because of his physical [oss of sight, he is not in the
"dark but in the light" because he believes he is aware and

understands the reality and facts of his vi.

Paul believes that there is a need for all people, and in
particular rehabilitators, to be made aware of and understand the
truth of the fundanental real issues of VI, and the rea
inplications and limtations of |oss of sight. Awareness and
under st andi ng of these real facts by all people ought to make
them responsive to the needs, issues and problens facing AVl
i ndi vidual s, rather than a fallacious and assunptive
understandi ng. The "facts" will help alleviate stereotypi ng about
adventitious VI, and meke individuals, particularly
rehabilitators, aware of the different ways or nethods of being
able to do things in the VI context rather than the stereotypica
met hods, such as braille. Paul is able to transcend his physica
| oss of sight by carrying on with, and enjoying his nornal
i ndependent life with the attitude that his VI is a nmere
i nconveni ence which he can overconme. For Paul, living with a VI
is a continuous oscillating process having to constantly cope
with, adjust to and take control of his |loss of sight.



LoV

4,11.4. Sunmmation

Paul perceives hinself as a normal, coping, independent and in
control person who happens to have the inconveni ence of an
adventitious vi. He carries on with and enjoys his life with
support fromhis friend who helps himcope. Hs intricate
descriptions however, enbrace contradictions and nuances of a
denial of the VI in order to take control over it, experiences
of "deni ed" enptions, and oscillating attitudes of acceptance and
non- acceptance all of which are intertwined with the |ength of
time of his adventitious vi.

4.12 CONCLUSI ON

It is apt that concluding coments from AVI respondents on how
they had experienced the interviews are included here. Although
some AVI respondents cried, and sone | aughed, they were al
positive with many maki ng enli ghtening coments including: "you
are the first and only person who has ever asked me about mny
needs...The interviews were nost enlightening, because you touch
on aspects that are inportant to every visually inpaired person,"”
and "1 think you have nade ne think about things, which | should
have thought about years ago, and it has hel ped me to understand
a bit better,"” and "after the last interview | thought about what
I had said...l think that when one tal ks about these things you
are really confronted with it, and | have | ooked into nyself and
t hought how can | change things, so you' ve made ne really think,"
and "it made me think and | enjoyed it because you raised

questions that |'ve never thought about before.”

In this Chapter, phenomenal meaning units arising out of the
i di osyncratic concrete descriptions of the AVI respondents'
perspective of loss of sight, their enotions, feelings, thoughts
and reactions to |loss of sight, the energent needs they
experienced and currently experience, and the |level of support
they experience fromfamly and friends, society and the

rehabilitation context were transformed into psychol ogi ca
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structures of neanings. Essential recurrent psychol ogi cal themes
of each AVI respondent's experience of |osing sight were
hi ghl i ght ed.

In the next Chapter, significant findings of the differences and
simlarities anong both the AVI respondents and the two groups,
nanely, those AVl for less than and beyond 6 years, concerning
the key issues under investigation will be discussed, in order
to arrive at general conclusions regarding the experience of

| osing sight.



