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SUMVARY

The experience of hearing children as they cop with having
a sibling with deaf ness
By Liezl Schreuder
MA i n Counsel li ng Psychol ogy
Departnent of Psychol ogy,
Pronoter: Doctor L M Eskell - Bl okl and

Abstr act

The objective of this study was to describe the experiences
of hearing children as they cope with having a sibling with
deaf ness. From a constructivist point of view, this
research process is seen as socially constructing a reality
or realities, with the researcher included in, rather than
outside the borders of his or her own research. Sem -
structured and unstructured interviews were conducted with
the subjects. These interviews were aimed at obtaining
information regardi ng the subject’s experience of the

stressor of having a sibling with deafness.

The participants reported [imted famly interaction.
Al t hough nost siblings say that they have good

relationships with their siblings with deafness, their

1v
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primary feelings indicate that there are aspects of having
a sibling with deafness that can be chal l engi ng. The
participants described experiencing a variety of feelings
whi ch include the follow ng: frustration, |oneliness,

anger, affection, resentnent and pity.

The results of this study have shown that the siblings of
children with deafness, need nore professional support in
terms of coping wwth the disability and its consequences.
Si bl i ngs need gui dance on active coping responses in coping

with the stressor of having a sibling with deaf ness.

Key words: constructivist approach, sibling relationships,
copi ng responses, disability, deafness and stressor.
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CHAPTER 1

| NTRODUCTI ON TO THE STUDY

This research project explores and focuses on the
experiences of hearing children as they cope with having a

sibling with deaf ness.

In South Africa, very little research has been done on
t he experience, stress and coping resources of siblings of
children with deafness. According to Mdtala (2000) the
| ocal study conducted by Brand and Coetzer (1994, cited in
Mot al a, 2000) which primarily sel ected and focussed on the
response of the parents towards deafness, is limted due to
t he exclusion of the experience of the hearing siblings. In
line with Mdtala, Seligman (1983, cited in Isrealite, 1986)
suggest that there is a limtation in research regarding
how severe the enotional inpact of having a sibling with

deaf ness can be on the hearing sibling.

The researcher consulted several internationa
resources and studies (e.g. Goode, 1994; G egory, 1995
Spencer and Erting, 2000) which focussed on the deaf child
and the famly, but found the studies [imted due to the

excl usion of the experience and needs of the hearing
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sibling. It appears that avail able research focuses nostly
on the parents of the child with deafness and on the deaf

child himherself.

The researcher found several studies focusing on
disability in general. These studies indicated that
famlies with a child who is disabled, may experience
greater stress than simlar famlies wthout disabled
children (Fi scher and Roberts, 1983; Lobato, Meyer and
Prizant, 1997). According to Cnic, Friedrich and G eenberg
(1983), the presence of a disabled child, is a stressor
that is ongoing and it precipitates numerous m nor and
maj or crises. Monat and Lazarus (1991), defined stress as
“any event in which environnental demands, internal
demands, or both, tax or exceed the adaptive resources of
an individual, social systemor tissue systenf (p. 3). This
research topic was chosen because of this identified need

in the field.

Fisiloglu and Fisiloglu (1996) suggest, “according to
the famly systens perspective, the famly is a systemin
whi ch all conponents are interdependent . (p. 231).
Giffin (1993, cited in Fisiloglu and Fisiloglu, 1996)

states that hearing loss in the famly systemthreatens the
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systenmi s organi zati on. However, little is known about the
attitudes and rel ationships of the siblings of children

wi t h deaf ness.

This research project will primarily focus on the
experiences of siblings who have brothers or sisters with
deaf ness. A secondary focus wll be directed towards
siblings’ experiences of disabilities in general. By
studyi ng the experiences of siblings of children who are
deaf, their needs can be identified, as well as the
famly' s needs with regard to coping with and adjusting to

the stress induced by the presence of a child who is deaf.

A qualitative research design is chosen in order to
focus on the socially constructed nature of the experiences
of hearing children concerning the reality of having
siblings with deafness. Data will be collected by neans of
sem -structured and unstructured interviews with

partici pants.

For the purposes of this study the researcher wll
work froma constructivist paradigm This paradigmis
chosen because the focus of this study is directed towards

t he experiences (different constructions) of siblings with
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brothers or sisters with deafness. According to Schwandt
(1998), although people create different constructions of

t he same phenonena, these constructions still have the
potential to be neaningful. Social constructivist thinking
gives recognition to the idea that our hypotheses about the
worl d can not be proven directly. As Kelly (in Efran,

Lukens & Lukens, 1992) put it:

None of today’'s constructions — which are, of course,
our only means of portraying reality - [are] perfect
and, as the history of human thought repeatedly

suggests, none is final (p. 267).

Drawi ng on the constructivist tradition of research
this researcher will try to understand the conplex world of
Iived experience fromthe perceptions of the siblings that
Iive and experience them Constructivists believe that, in
order to understand the world of giving neaning), it is
necessary for the researcher to interpret it. Schwandt
(1998) nentions that, “to prepare an interpretation is
itself to construct a reading of these neanings; it is to
offer the inquirer’s construction of the constructions of
the actors one studies” (p. 221). Know edge is viewed as a

process of construction and reconstruction of personal
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meani ngs in the uni que context of each individual. The
rel ati on between people and the environnent is viewed as a
di al ectical one, in which both units are nodified by their

mut ual and reci procal action.

As already nentioned this study ains to explore the
experience of children as they cope with having siblings
w th deaf ness. Objectives towards achieving the stated ains

of this study include the follow ng:

e To conduct sem -structured and unstructured
interviews with siblings of children who are deaf
to determine the foll ow ng

o the participant’s experience of the stressor
of having a deaf sibling;

o the coping resources utilized by the hearing
si bl i ng.

* To do a qualitative analysis of the energing
themes in the interviews wwth the subjects and to
identify specific shared experiences anong the

subj ect s.

The primary objective of this study is to explore the
experiences of children as they cope with having a sibling

w th deafness, in order to expand the theoretical know edge
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basis thereof in South Africa. This study nmay lead to the
enhancenent of the effectiveness of efforts to carry out
programes concerning famlies by generating new activities

and strengthening existing ones.

Qutline of chapters

Chapter 1 is the introduction to this study and serves
to state the research problem ainms and notivation of the

st udy.

Chapter 2 This chapter focuses on theory and the
psychol ogi cal frameworks which will serve as a nodel within
whi ch the research topic and results of the study can be
expl ored and understood. The researcher attenpts to explore
t he neani ng and history of constructivismas well as the
di fference between constructivismand soci al
constructionism This wll be done by draw ng upon previous
and recent critical literature within the field.
Furthernore, two psychol ogi cal theories which were used as
framewor ks t hrough which the results of this study were
under st ood and contextualised are discussed: M nuchin’s
Structural Famly Theory and Lazarus’s Theory of Stress and

Copi ng.
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Chapter 3 provides an overview of relevant literature
and research which docunents the inpact which children with
di sabilities, including deafness, have on their famlies

and, nore specifically, on their siblings.

Chapter 4 describes the ains of the study, the
research design, research nethod, data collection and
anal ysis. Qualitative nmethods were used. The data was
coll ected by neans of sem -structured and unstructured

interviews with the siblings of children with deaf ness.

Chapter 5 provides a discussion of the research
results according to the thenmes that were found during the

research process.

Chapter 6 provides concluding remarks and

recommendati ons for further research are nmade.
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CHAPTER 2

THEORY AND PSYCHOLOG CAL FRAMVEWORKS

| nt roducti on

This chapter focuses on the theory and the
psychol ogi cal frameworks which will serve as tools within
whi ch the research topic and results of the study can be
expl ored and understood. Because the researcher works from
a constructivist approach, it is necessary to explore the
hi story of constructivismas well as the difference between
constructivismand social constructionism This wll be
done by draw ng upon previous and recent critical

literature within the field.

Secondl y, al though only one sub-systemof the famly
system (the siblings) is the focus of this study, the
results thereof require exploration within a famly
context. The siblings included in the study, are at an age
where their primary mlieu consists mainly of the famly
system The first theory chosen to understand and in which
to frame the results of this study is the theory of stress
and copi ng by Lazarus (Lazarus & Fol kman, 1984). This

t heory was chosen because it focuses on stress and coping
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in famlies and is distinctively focused on famlies with a

child with disability.

Thirdly, the second psychol ogi cal theory which will be
di scussed is the structural famly theory by Sal vador
M nuchin (1974). Mnuchin divided the famly into
subsystens which therefore lends the theory to this study
whi ch | ooks at the famly fromthe perspective of the

si bl ing subsystem

Each of these theories or perspectives and their

inplications will be discussed in turn bel ow.

VWhat is constructivisnf?

Constructivismis a phil osophical perspective
interested in the ways in which we construct social and
psychol ogi cal worlds in specific linguistic, historical and
soci al contexts (Schwandt, 1997). It can be said that the
nost i nportant underlying principle of constructivism
declares that there is no such thing as an objective
reality. Constructivismpostulates “there is no truth *‘out
t here’ about which any of us can be objective or

scientific. However, von Foerster (in Watzlaw ck, 1984)
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suggests that constructivismis not just an expansion of
naive solipsism where reality is only found in the

i ndi vi dual '’ s m nd.

“From a constructivist perspective, reality represents
a human functional adaptation: humans, as experiencing
subj ects of the world, construct and interpret reality”
(Anderson, 1997, p. 23). Constructivism does not deny the
exi stence of a world outside the individual’s mnd, but it
enphasi ses the existence of a co-created or co-constructed

reality between individuals or anong groups.

The history and devel opnent of constructivism

Constructivismis a philosophical theory of know edge
t hat can be traced back to | muanuel Kant and G anbatista
Vico (Anderson, 1997; Efran et al., 1992; Watzl aw ck,
1984). Efran et al. point out that “at root, constructivism
sinply represents a preference for the Kantian nodel of
know edge over the Lockean” (p. 266). Kant saw know edge as
an invention arising when people interacted with their
environnent. In contrast, Locke viewed know edge to be a
di scovery about the outside world. Efran et al. suggest

that the di sagreenent between traditional thinking and



University of Pretoria etd — Schreuder, L (2006)

constructivist thinking as mrroring this basic difference

bet ween Kant and Locke.

Constructivist thinking in the field of nental health
is often said to have originated from George Kelly. In this

regard, Efran et al. (1992) suggest that:

...Kelly, who introduced personal construct theory and
is considered by many the first person to formally
bring a constructivist perspective to the fields of
personality theory and nental health, insists that we

not confuse our inventions with discoveries. (p. 266)

VWhat is the difference between constructivismand soci al

constructi oni snf?

There are two general threads of constructivist
t hought. The first thread, radical constructivism focuses
nore on the individual knower and acts of cognition. The
second thread of constructivismis called soci al
constructioni smand focuses nore on social process and

interaction (Schwandt, 1997, p. 19-20).
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In line with Schwandt (1997), Gergen and Gergen
(1991) suggest that the constructivist approach
reflects a subject-object dichotony, whereas for
social constructionists “it is not the cognitive
processi ng of the single observer that absorbs the
object into itself, but it is |language that does so”
(p. 78). Social constructionists are of the opinion
that it is within social interaction that |anguage is
gener ated, sustained and/or discarded. The focus is
not on the individual mnd, but on the neani ngs
generated by us as we collectively generate
descriptions and expl anations in | anguage. Know edge
is not placed in individual mnds, but is part of the
coordi nated actions of individuals, which are used to
achi eve locally agreed upon purposes concerni ng what

is real and good.

Von d asersfeld (1991) also stresses the
significance of social interaction froma

constructivist approach, when he suggests:

The experiential world in which human knowers
find thenselves living is constructed, because it

is aresult of the cognitive agent’s own
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di stingui shing and rel ating ... The hi ghest nost
reliable | evel of experiential reality then
arises through interaction with those entities in
the individual’s experiential world that have
been categorised by others. This soci al
interaction yields on the one hand, the only
objectivity feasible in the constructivist nodel
and, on the other, an epistenol ogical basis for

the el aboration of ethics. (p. 26)

It seens that the differences between constructivism
and social constructionismare not as substantial as we
m ght think. Constructionists and constructivists both
agree that observation does not create categories of
understanding, and that it brings to the world forns of
knowi ng by which the world is made neani ngful. However, the
social constructionists differ fromthe constructivists in
that they believe that what is brought to the situation is
not a state of mnd but an array of linguistic capacities

(Gergen & Gergen, 1991).

For both von d asersfeld s radical constructivi sm and
Gergen’s social constructionism it is the constructing and

organi sing processes that are perceived to be inportant. It



University of Pretoria etd — Schreuder, L (2006)

seens that both views confront the traditional objectivist
and rationalist views of inquiry, which keep the world at a
di stance and whi ch hol d knowl edge as reflecting, or even

corresponding to the worl d.

As nentioned in chapter one of this dissertation, the
researcher will work froma constructivist paradigmw th an
openness to new t henes energing. Constructivists believe
that, in order to understand the world of giving nmeaning,
it is necessary for the researcher to interpret it. The
researcher’s interpretations will be explored in chapter

f our.

Lazarus’ s nodel of stress and coping

One of the nodels which the researcher chose in which
to frame the research results, is Lazarus’s nodel of stress
and coping. Although the researcher did not intend to
assess stress and coping in the famly, she did hope to
find nore informati on on the experience of siblings in
their living with the stressor of disability. Lazarus and
Fol kman (1984) and Monat and Lazarus (1991), stress the
fact that Lazarus’s nodel of famly stress has been

i ncreasingly used by researchers who are primarily
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interested in disability and allows for a variety of coping
resources and responses. Lazarus’s nodel of stress
apprai sal and coping resources is a theoretical approach to
under standing stress and coping in the famly. This theory
can be applied to explore whether stress can be associ ated
with the famly situation for siblings of children with
deafness. Wth this in mnd, it seens essential that a

nodel of stress and coping be included in this study.

Thi s nodel focuses on a person’s relationships with
his or her environnment. Monat and Lazarus (1991) view the
area of stress to include any experience in which the
envi ronnent al demands, internal demands, or both of them go
beyond t he adaptive resources of a person or social system
Lazarus and Fol kman (1984) suggest that stress results when
an individual appraises a situation as harnful, threatening
or chall enging. The degree of stress associated with this
apprai sal is dependent upon the strength of the comm tnent
involved in the situation, with higher stress associ ated
with nore strongly-held conmtnents. Appraisal refers to
the process that ascribes neaning to an experience or
incident and is not based only on the attributes of the
situation or stinulus, but also on the psychol ogi cal makeup

of the individual. Wien an individual has judged a
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situation as harnful, his or her coping processes are set

into notion (Mnat & Lazarus, 1991).

Each famly (and siblings) wll likely have their own
uni que way of dealing with issues related to the child who
is deaf, and this needs to be understood and respected by

t he researcher and professionals involved with the famly.

M nuchin’s structural famly theory

Liddl e, Breunlin and Schwarts (1988) suggest that
structural famly theory distinctively focuses on concepts
which illustrate spatial relations eg. inclusion and
excl usi on, boundaries, closeness and distance etc. Famly
menbers relate consistently wth certain arrangenents in
the famly, which manages their transactions. The
transactional patterns and the interactions between famly
menbers formthe basis of the structural nodel (CGol denberg

& ol denberg, 2004).

The structure of the famly enbodies the rul es which
the famly has created to determ ne the transacti onal
patterns between its nenbers and to manage how, when and to

whoma famly nenber rel ates (Becvar & Becvar, 2003). For
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t he purpose of this study, such rules would include the way

in which the famly interacts with the child wi th deaf ness.

Structural theory identifies three key subsystens
whi ch operate according to appropriate boundari es between
generations (Becvar & Becvar, 2003; Godenberg & Gol denberg,
2004; M nuchin & Fishman, 1981). The subsystens are: the
spouse subsystem the parental system and the sibling
subsystem The sibling subsystemis the nobst inportant
subsystem for this specific study as the study will explore
t he experiences of siblings -wthin their famlies- who

have a brother or sister with deaf ness.

Concl usi on

This chapter was included in this study in an effort
to provide an overview of theories, research and
psychol ogi cal nodels which infornmed the research processes
and which can be used to franme the results of the study.
Constructivismwas chosen because of how this approach can
be used to understand the experiences of siblings with
brothers and sisters with deafness. Lazarus’s theory of
stress and coping aids us to understand the results of this

study because it specifically focuses on stress and copi ng
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in famlies where there is a child with disability.
Muni chin’s theory of famly devel opnent lends itself to a
study such as this one which [ooks at a famly fromthe

perspective of the sibling subsystem
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CHAPTER 3

THE | MPACT OF DI SABI LITY ON THE FAM LY SYSTEM

| nt roducti on

This study focuses on the experience of siblings of
brothers or sisters with deafness. However, because of the
| ack of research in this field, literature on the inpact
which children with disabilities (in general) have on their
famlies (in general), and on siblings specifically, was

consul t ed.

The inpact of a child with a disability on

the famly system

This section has been divided into three sub-sections.
In the first section the researcher wll discuss
significant literature and research which have docunented
the essence of the famly systemin general. The second
section will explore influential research and literature
whi ch has docunented the effect which a child with a

disability has on the famly system Lastly, the focus wll
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be directed towards the inpact of a child with deafness on

the famly.

The famly system

Al'l subsystens in the famly affect one another
(Becvar & Becvar, 2003; Godenberg & Col denberg, 2004;
Stafford & Dai nton, 1995). The essence of a famly system
is that relationships are circular; that is, the
interactive patterns and famly processes are seen as
i nfluenci ng and being influenced by all nenber of the
system Besides relationships wiwthin the direct famly, the
famly systemtheory al so proposes an interactive
relationship with the environnent (Stafford & Dai nton,
1995). Bowen (1988) explains these famly rel ati onships as
a triangle: no nenber of the famly is totally in control
nor i s unnoved by the actions of other famly nenbers. The
individual life cycle takes shape and evolves within the

famly system (Carter & McGol drick, 1999).

Theoretically, to conprehend the working of the
system the subsystens are arbitrarily divided from each
other for closer internal analysis. However, in reality, it

is inpossible to detach the conpl ex working of individual
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subsystens within the famly system as the subsystens

mutual |y influence each ot her (Bowen, 1988).

The inmpact of a child with a disability on the famly

system

The birth of a child is an event often greeted with a
myriad of enpotions. It is a tinme for joy, anxiety and
anticipation. The birth of a child with a disability is an
unexpected event for which there is no socialization
process that prepares the parent. Therefore, the birth of
this child can have a trenmendous effect on the whole famly
system (Turnbul I, 1988; Yura, 1987). The presence of a
child with a disability in the famly may place excessive
demands on the resources of the famly, resulting in an
unequal flow of energy into and out of the famly (Bubolz &
Whiren, 1984). However, Hartshorne (2002) suggests that,
while the presence of a child with disability is a
chal l enge for parents, many famlies are able to adjust.
Hart shorne (2002) cites other researchers (e.g., Yau & Li-
Tsang, 1999) who suggest that research has been too
focussed on the negative influence of having a child with a
disability and has disregarded the strengths of famlies

who were able to adjust. Two authors who focus on the
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positive influence of having a child wwth a disability are
Powel | and gl e (1985), who suggest that “there is
sonet hi ng uni que, sonet hi ng special, about growing up in a

famly in which a brother or sister has a handicap” (p. 3).

Regardl ess of the |l ack of research exploring the
positive accounts of famlies with children with a
disability, sone researchers have explored what factors
assist sone famlies to cope with such a child. Yau and Li-
Tsange (1999) found that the availability of social support
plays a big role in the pronotion of healthy famly
adjustnment to the stressor of having a child with
disability. Also touching on the issue of social support,
Mttler (1995) suggests that there has been a shift from
parent-child centred services, towards famly-centred
services, which include the siblings of the children with
disabilities. This step towards famly-centred services
for children with disabilities creates new chall enges for
professionals. This research will contribute to the
advancenent of the understanding of the needs of the
siblings that need to be addressed within a famly-centred
service. Mttler (1995, p. 91) suggests that services
of fered by professionals and organizations to famlies in

need should include the follow ng: They should be
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individually created to neet the uni que needs of every
famly; support and provide a safe tal king space for famly
menbers to express their feelings, perceptions and
expectations; and ensure that the needs of each i ndividual
within the famly are considered and facilitated as far as

possi bl e

The i npact of having a child with deafness on the famly

Al t hough the focus of the study is on the experience
of the hearing siblings as they cope with having a brother
or sister with deafness, the followng poemis included in
this chapter to provide a talking space for the silenced

children wi th deaf ness:

Thoughts of a Deaf Child

My famly knew that | was deaf

When | was only three, and since then fifteen years ago
Have never signed to ne.

| know when |'m around the house,

| try and use ny voi ce,

It makes them feel nore confortable;

For me, | have no choi ce.

| try, communicate their way-
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Unconfortable for ne.

My parents wouldn't learn sign

Ashaned or apat hy?

| never cared about the sound of radi os and bands;
What hurts ne nost is, | never heard

My parents' signing hands (Author unknown)

Gregory (1995) nentions that to have one’s child
di agnosed as deaf was, and still remains a major and
stressful event in the life of nost famlies. Wenever a
famly menber is diagnosed with hearing | oss, the parents
are the only famly nmenbers assuned to be experiencing
maj or changes. The main concerns of parents are | anguage
devel opnent and ways of comrunication with other nenbers of

the famly.

Little research concerns itself wth characterising
the nature of the interactions between deaf children and
their hearing siblings. The | ack of communication in the
famly wll generate a high | evel of negative enptionality,
such as jeal ousy or unconcern, in the hearing siblings
toward the deaf siblings (Marschark, 1997). There are
studi es, however, that explored | anguage preference of

heari ng and deaf twin pairs (Gaines and Hal pern- Fel sher,



University of Pretoria etd — Schreuder, L (2006)

1995). These two researchers found that tw ns, who were
between three and five years old were at very different

st ages of | anguage devel opnent, and the rate of

communi cati on between the twin with normal hearing and the
twn with hearing loss was | ow, as both children directed

conversation nore to hearing nmenbers of the famly.

The sibling subsystem and the inpact of disability

This section has also been divided into three
subsections. In the first section the researcher wll
di scuss significant literature and research which have
docunented the essence of the sibling relationship (in the
absence of disability). The second section wll explore
influential research and literature which have docunented
the effect which a child with a disability has on the
sibling subsystem Lastly, the focus wll be directed
towards the inpact of a child with deafness on his or her

heari ng sibling.

“Normal ” sibling relationships (wthout the presence of a

di sability)
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Ccirelli (1995) defines the sibling relationship as
the sumof the interactions of physical, verbal, and
nonver bal contact of two or nore individuals who share
know edge, perceptions, beliefs and enotions regardi ng each
ot her. Rel ati onshi ps between siblings are anong the nost
rich and enduring bonds that children and adults
experience. Mhale and Crouter (1996) suggest that “sibling
rel ati onships are conplex and nulti-faceted” (p. 173).
Si blings spend generally nore tine with each other than
they do with any other nenber of the famly (Lobato, 1990).
Dunn (1985) notes that nost children grow up wth siblings
and in some cultures are raised by siblings. Simlarly
Brody and Stonenan (1994) acknow edge that children’s
sibling relationships are inportant sources of influence in
their lives. As Lobato (1990) suggested, there are several
pur poses and functions of sibling relationships of which a
few can be seen in Figure 1 on page 28. In line with Lobato
(1990), Dunn (1993) focussed on the functions of the
sibling relationship and nentions that “a recent study
reports children with siblings performng with nuch greater
success on tests of understanding ‘other mnds’ than do

singl etons” (p. 48).



University of Pretoria etd — Schreuder, L (2006)

The rel ationshi p between siblings, in general, was
ignored for a long tinme (Connors & Stal ker, 2003; Dunn,
1993; Siegel & Silverstein, 1994). Systematic studies of
si blings began to surface during the 1980’s. Dunn nentions
that studies (e.g., Buhrnester, 1992; Furman and
Buhrmester, 1985; Rafaelli, 1991) reflect an increased
interest in describing the perceptions of siblings and

their parents concerning the sibling rel ationship.

Sibling relationships in the presence of disability

The study of the inpact of a disabled sibling on
nondi sabl ed siblings is energing as a significant area of
research and concern (Seligman and Darling, 1989). Powell
and Gal | agher (1993) cite several authors who have revi ewed
research on the rel ationship between a sibling and his or
her brother or sister with a disability (eg. Cerreto &
MIler, 1981; Senapti & Hayes, 1988; Sineonsson & MHal e,
1981) .

There is a major |ack of information about the
consequences of disability. The lack of information may

confuse non-di sabled siblings in regard to several factors
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Figure 1:

Functions of the sibling relationship

Personal ity:
Self-identity

Enot i onal
Af fection
Love
Cl oseness
Conpani onshi p
Conpetition
Rivalry
Jeal ousy
Anger

Soci al
Car egi vi ng
Negoti ati on
Pl ay
Shari ng
| npul se contro

G ve and take

experience and expression:

experience and skills:

(Adapted from Lobat o,

according to Wassernman (1985,

1989). The | ack of

1990, p. 3)

in Darling and Selligman,

i nformation includes the foll ow ng:
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1. bei ng held responsible for a particul ar
condi tion;
2. whether it is transmttable;
3. i f and how one should comunicate to famly and

friends about the disability;

4. what inplications the disabled child has for the
siblings future;

5. how one shoul d respond to disconforting feelings
such as anger, hurt, and guilt;

6. how to relate effectively to one’ s disabl ed
brother/sister and to others in one’'s

environnent. (p. 113)

Lobato (1990) suggests that siblings are inportant in
devel oping self-identity. It is a comon phenonenon to hear
siblings define thenselves in relation to sone
characteristic of their sibling. In a sibling relationship
where a disability is present, the reflecting of self-
identity is often the result of a third party (eg. Siblings
are often teased in relation to sone characteristic of

their sibling s disability).
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Expl oring the positive effects which brothers or

sisters with disabilities have on their siblings.

G ossman (1972, in Powell & Gallagher, 2003)
i nterviewed col |l ege students, whose siblings were nental ly
di sabl ed. Her data reveal ed that one-half of college
students interviewed described the presence of their
sibling with a disability as a “positive, integrative
experience in their famly” (p. 43). Powell and Gall agher
(2003) cite several authors who have al so concl uded t hat
there are positive aspects associated with the presence of
a childwith a disability (Galiker, Fishler, & Koch, 1962;
McHal e, Soan, & Sineonson, 1986; Schi pper, 1959; Schrei ber

& Feel ey, 1965).

Sone siblings show satisfaction in |learning to cope
and live with the strain induced by the child with a
disability. These siblings report feelings of joy and
pl easure with each acconplishnent of the disabled child and
show conpassion for all people’ s unigque needs and abilities

(Powel | & Gal | agher, 2003).
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Expl oring the negative effects which brothers or

sisters with disabilities have on their siblings.

The presence of a brother or sister with a disability
creates a situation for m xed enotions, and siblings al so
report negative aspects of living with such a child. The
researcher will briefly discuss relevant literature and
research that docunent negative effects which brothers or

sisters with disabilities have on their siblings.

Bur bach and Peterson (1986, in Powell & Gallagher,
2003) suggest that siblings nay be scared that the
disability of their brother or sister m ght be contagi ous
and thus be infected by it thenselves. Simlarly, Kl ein
(1972, in Powell and Gall agher, 2003) suggest that siblings
may fear that their own children too, will be born with

disabilities.

Siblings of children with disabilities experience
hi gher | evels of anger than other siblings do (Seligman,
1983, in Powell & Gallagher, 2003). The anger may be the
outcone of feeling ignored and unappreci ated, because
parents may spend excessive anmounts of time with the

di sabl ed sibling. Because of these feelings of anger,
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siblings may feel guilty about it (San Martino & Newman,

1974, in Powell & Gallagher, 2003).

Powel | and Gal | agher (2003) further suggest other
intense feelings that nay be experienced by siblings of
children with a disability: e.g. |oneliness, resentnent,
enbarrassnent, confusion, jealousy, pressure, and
frustration. The devel opnment of negative feelings nay be
the result of various factors. Sineonsson and Bailey (1986,

in Powell & Gallagher, 2003) note the follow ng factors:

Severity of the disability ...Age of the child who has
the disability ...Age-spacing between the child with
the disability and the other siblings ...Birth order
Size of the famly ...Pressures exerted by the parents
and professionals who are dealing with the child with
the disability ...Extent to which the child with the

di sability mani pul ates or mstreats the other siblings

... The actual interactions anong siblings...(p. 114-115)
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Sibling relationships in the presence of deafness

At the First Africa Wrkshop on Mental Health and
Deaf ness (AWHD), 100 del egates from 10 African countries
agreed to the following excerpt fromthe “Africa

decl aration on Mental Health and Deaf ness” (2004):

O the 70 mllion Deaf people in the world, 80%Ilive

i n devel oping countries, 21,8 mllion in Africa. It is
estimated that 700 000 suffer frommental health

probl enms which nmeans that there are approxi mately

560 000 Deaf people in devel oping countries, 218 000
in Africa, who need appropriate and accessi bl e nent al

heal th services...(p. 1)

The statistics nentioned above indicate that 70
mllion people in the world are deaf and this precisely
shows the magnitude of the preval ence of deafness in Africa
and el sewhere. Many of these deaf individuals are children
who have brothers and sisters. These siblings will share
many of the sane concerns that the parent of deaf children
experience. They will also experience things that are

uni quely theirs as siblings.
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One of the primary focus areas in the present study
i nclude the relationship between the hearing sibling and
t he deaf sibling. However, little is known about the
attitudes and rel ationships of the siblings of children
wi th deafness. Wile busy with the ongoing literature
study, the researcher could not find substantial literature
that not only focuses on supporting the parents of the
child who is deaf but al so supports the uni que needs of the
siblings of such a child. However, Powell and Gall agher
(1993) have identified a nunber of special concerns of
si blings about their brother or sister with a disability in

general :

...the cause of the disability, the child s feelings
and t houghts, prognosis for a cure or inprovenent, the
services the child needs, how they can help the child,
where the child lives, and what the future holds for

the child ...(p. 72)

Unfortunately, there appears to be a |lack of research
on the uni que experiences and perceptions of siblings
l[iving in famlies with a child who is deaf. Seligman
(1983, cited in Isrealite, 1986) suggest that there is a

[imtation in research regardi ng how severe the enotiona
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i npact of having a sibling with deafness can be on the

heari ng sibling.

The reason why the focus on such siblings may be of
ut most inportance is that siblings will |ikely spend nore
time wwth the deaf child than any other person, with the
exception of the nother of such a child. The sibling
relationship is generally the |ongest |asting relationship
inthe famly systemand the brothers and sisters are
likely to experience these concerns for a |ong period of

time (Powell & Gallagher, 2003).

W live in a hearing world and sign | anguage i s not an
easily acquired | anguage without formal training. Because
communi cation is evidently an obstacl e between a hearing
person and a deaf person, the sharing of feelings between
hearing siblings and their siblings with deafness may al so
be problematic. The researcher suspects that limtations in
a child s communication skills and social understanding,
stenmm ng from physical or cognitive disabilities my

contribute to nore frequent sibling conflict.

Human communi cation is |largely | anguage-based and the

famly is the prine socializing agency. If the deaf sibling
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is to be habilitated successfully, he or she nmust first
mast er conmuni cation skills whilst interacting with the
famly. The researcher is of the opinion that it is
therefore inperative that both the child with deafness and
his or her famly (including the hearing siblings) receive
i ntensi ve professional assistance imediately after the
hearing |loss is diagnosed. Featherstone (1980, in Powell &
Gal | agher, 2003) suggest that in attenpting to establish a
normal sibling bond with a di sabled brother or sister

(i ncluding effective comrunication), nay |lead to great

| evel s of sibling frustration. However, early intervention
programes involving the hearing siblings and parents have
not al ways been as successful as expected. Parents often
fail to follow hone progranmes as prescribed by

pr of essi onal s dependi ng on the specific needs and

experiences of the famly (Dunst, Trivette & Deal, 1988).

Particular issues in famly dynam cs have cone to the
fore regarding enotional stressors in famlies with a deaf
child and hearing siblings. Calderon and G eenberg (1999)
warn that parents of children with deaf ness may becone
overprotective resulting in the hearing sibling s
perceptions that the brother or sister with deafness is not

equal |y and appropriately disciplined. This may evoke
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feelings of unfair treatnent, negative self-esteem anger
towards the parents or sibling wth deafness etc. Cal deron
and Greenberg (1999) further suggest that because parents
may tend to spend nore tine and attention in neeting the
needs of the child with a disability, the siblings may feel
excluded fromthe famly involvenent. This also applies to

famlies with children with deaf ness.

Furthernore, the effect of constant enquiries made to
the hearing sibling wwth regard to the deaf sibling s
condi ti on and uni queness, IS an ongoi ng process that the
hearing sibling needs to deal wth on a daily basis. Powell
and Gal | agher (2003) suggest that siblings nay express
enbarrassnment when introducing the disabled child to peers

and so forth.

Concl usi on

Al though there are several studies focusing on the
i npact of disability on the famly, there seens to be a
| ack of research regarding the uni que concerns and speci al
needs of siblings and resources required by them due to the
i mpact of living wwth a brother or sister with deafness. It

is these obvious gaps in current research, which formthe
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heart of this research study and the fornulation of its

ai ns.
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CHAPTER 4

RESEARCH DESI GN AND METHODOLOGY

| nt roducti on

The previous chapters provide insight into the
reasoni ng behind this study. In this chapter, the
researcher will describe the ains of the research, the
design, research nethod, data collection and anal ysis.
Et hi cal considerations which were taken into account are

al so di scussed.

Research design

Part of the phil osophy behind this proposed study can
be seen in the vision of Efran et al. (1992): “The | everage
i nherent in constructivism-— the hopeful ness of the
approach — lies in the possibilities generated by the

exploration of fresh terrain” (p. 274).

In order to reach the ains of this study, the
researcher chose to adopt a qualitative research nethod.
Snape and Spencer (2003) suggest that there is no specific

acceptabl e way of performng qualitative research. They



University of Pretoria etd — Schreuder, L (2006)

suggest that it is the researcher’s views on the nature of
the social world and how knowl edge i s gai ned, that

i nfluence the way in which qualitative research is applied.
Snape and Spencer (2003) claimthat there are three
different belief systens on whether there is a confined
social reality and how this reality is constructed. The
first position is called materialism According to this
there is a real world, but it only consists of materi al
features. The second position is that of realismthat
suggests there is an external reality which exists

i ndependent of our beliefs about it. The final positionis
called idealismwhich clainms that reality is only knowabl e
by nmeans of the m nd and through socially constructed

meani ngs (Snape & Spencer, 2003).

“From a constructivist perspective, reality represents
a human functional adaptation: humans, as experiencing
subj ects of the world, construct and interpret reality”
(Anderson, 1997, p. 23). Unfortunately Snape & Spencer
(2003) did not nmention the social constructivist approach,
whi ch does not deny the existence of a world outside the
individual’s mnd, but it enphasises the existence of a co-
created or co-constructed reality. According to this view,

reality is constructed through | anguage, | earning,
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expectations, and ot her psychol ogi cal and i nterpersonal
processes (Efran et al., 1992, p. 272). Keeping this in
mnd, a qualitative research design was chosen in order to
focus on the socially constructed nature of the experiences
of hearing children concerning the reality of having

siblings wth deaf ness.

Qualitative research contributes to the depth and
openness of the research without constraining the
researcher with predeterm ned categories of analysis
(Patton, 1990). The researcher chose this research design
hopi ng that the aforenenti oned advantage of qualitative
research would contribute to an effective and neani ngf ul

process of the interpretation of the research data.

The researcher found several definitions of what
qualitative research actually is. Garbers (1996) defined a
gqualitative research design to be a conpl ex undert aki ng,
because it covers a w de range of other nethods wi thin
different research disciplines. Simlarly, Denzin and
Li ncol n (2000) nention that qualitative research includes
the views, nethods, and al so techni ques of
“et hnonet hodol ogy, phenonenol ogy, herneneutics, fem nism

rhi zomat hi cs, deconstructioni sm ethnography, interviews,
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psychoanal ysis, cultural studies, survey research and
partici pant observation, anong others” (p. 6). Strauss and
Corbin (1990) al so suggest that there are different types
of qualitative research. According to Denzin and Lincoln

(2000) :

Qualitative research is a situated activity that
| ocates the observer in the world. It consists of a
set of interpretive material practices that make the

world visible. (p. 3)

A social constructivist grounded theory was
utilized as the qualitative research design. The
research nethod, data collection, data analysis and
et hi cal considerations are discussed in the follow ng

sections of this chapter.

Research Sanpl i ng

Subj ect sel ection

During this study individual, sem -structured and

open-question interviews were conducted with 5 children who

have siblings with deaf ness. Because the researcher
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considers age to be a significant factor in this study, the
paranmeter was m ddl e chil dhood. The notivation for choosing
participants in this devel opnental stage will be discussed

later in the chapter.

A non-random sanpling procedure was used, due to the
fact that subjects were selected according to conveni ence
and accessibility, rather than according to statistical
randommess. The particul ar non-random sanpling nethod is
known as purposive sanpling. This sanpling nmethod all owed
the researcher to select the subjects that were felt to
represent a typical sanple of the particular popul ation
under investigation. This type of sanpling has a weak basis
of generalization, because there is no guarantee that the
sanpl e obtained is a good representation of the popul ation
in question, and therefore any generalizations made can be
queried with regard to their reliability (Chadw ck, Bahr &
Al brecht, 1984). This nmethod was still significant for
this specific study. Although generalizations made can be
queried, this research will contribute to the advancenent
of the understanding of the needs of the siblings that need

to be addressed within a famly-centred service.
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The researcher decided to use this nethod because it
is difficult to access the hearing siblings who have
brothers or sisters at Transoranje School for the deaf.

Most deaf |earners come from provinces outside Gauteng due
to the scarcity of deaf education. The five hearing
siblings that were selected for this study: have brothers
or sisters at Transoranje School for the deaf; and are

| earners from surroundi ng schools in the Pretoria Area.

The Transoranje School for the Deaf is situated in Pretoria
West, Gauteng and it is also one of the researcher’s

pl acenents during her internship.

The subjects that were sel ected have siblings who are
deaf. The subject’s sibling who is deaf had to be a day
scholar and live with his/her famly (siblings need to be
in contact with the child who is deaf on a regul ar basis,

in order to be able to identify siblings experiences).

According to Terre Bl anche and Kelly (2000), “the
subjects’ willingness to share their experiences is
inportant as the interview “is a process of getting to know
one another better and of a relationship of mutual trust”
(p. 130). The researcher agrees with Janesick (1998) that

by establishing trust as early as the begi nning of the
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study, it will ensure that participants will be nore
willing to share their experience with a researcher. The
subject’s first |anguage had to be Afri kaans or English
(the data collected during the sem -structured interview
had to be transcribed; and the researcher is in comuand of
bot h | anguages). An information letter was given to each
parent (see sanple annexure B). Parents of the subjects
signed a witten consent form giving their consent that
their child may participate in the study (see sanple

annexure C).

Data coll ection strategies/procedures

Sem -structured and unstructured interviews

In this study data collection took place by neans of
sem -structured and unstructured individual interviews
(Annexure D) with five children in mddle chil dhood
(between the ages of 7 and 11 years), who have siblings
with deafness. Children in this phase of chil dhood are
likely to have the cognitive and affective capabilities to
share their experience of having a sibling with deaf ness
(Powel | and Gal | agher, 2003). A sem -structured interview

format was used because the researcher anticipated that
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this procedure would provide her with sonme direction and
structure, while the unstructured interviews would provide

additional informati on and el aborate on certain areas.

Al t hough sone researchers suggest that ethnography or
partici pant observation be used when studying children,
Eder and Fi ngerson (2001) seemto differ. Eder and
Fi ngerson (2001) suggest that interview ng can be
successful when working with children from pre-school age
up to the end of high school age. One of the reasons that
makes the interview ng of children for research purposes
meani ngful, is that it gives themthe opportunity to “give
voice to their own interpretations and thoughts rather than
rely solely on our adult interpretations of their |ives”
(Eder and Fingerson, 2001, p. 181). The researcher chose
interview ng as data gathering nethod because she hoped to
expl ore the subjects own interpretations (constructions) of

dealing with having a sibling with deaf ness.

According to Terre Bl anche and Durrheim (2002) the
interview gives the researcher the opportunity to get to
know the participants quite intimately “so that we can
really understand how they think and feel” (p. 128). Froma

constructivist viewpoint, the researcher agrees with Terre
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Bl anche and Durrheim (2002) in that the interview assists
in the understanding of a person, but disagrees with their
statenent “...really understand how they think and feel” (p.
128). The researcher is of the opinion that we can only
have an understandi ng of those we study, because our
interpretations are our own constructions itself and not an
objective fact that leads to a definite explanation of our

research findings.

The conducting of interviews is a nodern instrunent
for the use of storytelling or narratives especially in
qualitative research. Interviews give people, as a response
to the questions posed by the researcher, a space for
sharing either a specific part of his or her life or his or
her life in totality. Kvale (1996) defines an interview as
a neans “to obtain descriptions of the life world of the
interviewee with respect to interpreting the nenory of the

descri bed phenonena” (pp. 5-6).

In this study each participant’s sem -structured
i nterview was conducted by neans of el even questions and
t ook approximately 60 m nutes to conplete. For the sake of
reliability, these questions were asked in the sane order

to each participant. For the sake of validity open
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guestions were asked in order to give each participant the
opportunity to describe his or her personal experience of
having a sibling wth deafness, with as little as possible
i nfl uence by the researcher. Open questions give each
partici pant the opportunity to construct their personal
narratives and share themw th the researcher. The
participants were fluent in Afrikaans which was also their
home | anguage. The interviews were all conducted in

Afri kaans.

Educational authenticity is a principle concept
i ntroduced by Schwandt (1997). In this study, the principle
is used in the process whereby the qualitative researcher
attenpts to strengthen the research participant’s
under st andi ng and appreci ation of the social environnent
and the constructions of others of having a sibling with
deaf ness (Schwandt, 1997). By conducting indi vi dual
interviews with the children who have siblings with
deaf ness, the children were given the opportunity to becone
nore aware of their situation, and of the possible support
available to themfromthe community or el sewhere. The
researcher identified some of the unique needs of the
research participants, hoping that this woul d be neani ngfu

information for the enhancenent of the effectiveness of
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famly programres. The subjects in this study all supported
the idea of attending a “sibshop”. The nature and ains of a
“si bshop” will be discussed in the final chapter as part of

suggestions for future research

Transcription of the interviews

Transcription inplies the translation from oral
| anguage, with a specific set of rules, to the witten
| anguage, with a different set of rules. In this study the
researcher performed the transcription herself. Kvale
(1996) nentions that, “transcripts are decontextualized
conversations ...The flow of conversations, with its open
hori zon of directions and neanings to be followed up, is

repl aced by the fixated, stable witten text” (p. 167).

Because the researcher worked froma socially
constructed approach where both context and the interviewer
make significant contributions to the realities that are
constructed, the researcher attenpted to address Kvale’'s
observati ons above by including her experience after each
identified theme in the research report. The thenmes and

interpretations will be explored in the follow ng chapter.
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Transcripts and transcription have an ethical conponent
that the researcher kept in mnd. Interviews nmay address
sensitive issues wherein it is inportant that the
confidentiality of the participant is protected (Kvale,
1996). These ethical considerations will be discussed in a

| ater section of this chapter.

Dat a anal yses: A Grounded theory strategy

In this study the data anal yses of the interviews were
done by neans of grounded theory strategies (Charmaz, 2000;
Dey, 1997). Charmaz, 2000, (p. 514) wites of “a sinplified
constructivist version of grounded theory” as opposed to
the nore widely used objectivist grounded theory with a
cl ear positivist bent. She suggests that “researchers may
use grounded theory in conjunction with other approaches”
and that “grounded theory nmethods may specify analytic
strategies”. Research conducted in this way suggested by
Charmaz tends to use limted data gai ned through interviews
and recogni ses the “relativismof nultiple social realities
...the mutual creation of know edge by the viewer and the
viewed, and ains toward interpretive understandi ng of
subj ects’ neanings.” Thus she distingui shes between

earlier positivistic approaches of grounded theory and this
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constructivist approach which furthers interpretive

met hodol ogi cal ainms (Charnmaz, 2000).

As nmentioned above the researcher worked froma
constructivist paradigmw th an openness to new t henes
energing. Constructivists believe that, in order to
understand the world of given neaning, it is necessary for

the researcher to interpret it. Kelly (2002) suggests that:

In forns of study that are orientated towards
devel opi ng theory out of contextual research, nobst

not ably grounded theory, one would ideally find a
medi um bet ween usi ng established thenmes in the form of
energing theoretical forestructures which the
researcher is becomng conmtted to and an openness to

new t henes energing. (p. 414)

In order to anal yse the data in a way which woul d neet
the goals of this research project, Charmaz’s nodel of
content anal ysis was used (Charmaz, 2001). According to
Charmaz, “...coding entails the researcher’s capturing what
he or she sees in the data in categories that
si mul t aneousl y describe and dissect the data” (p. 684).

Stated differently, coding entails the researcher’s
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construction of what he or she sees being constructed by

the research participants.

In this study, intensive anal yses of the sem -
structured interviews resulted in the devel opnent of a
theory regarding children’s experience and perceptions of
having a sibling wth deafness. The process of identifying
t hemes assisted the researcher to forman interpretive
under st andi ng of subjects’ neanings of the social reality
of having a sibling with deafness. The researcher focused
on the hearing siblings’ experience of having a brother or
sister wwth deafness as a subjective experience. Thus the
researcher was interested in what was essential to the
phenonmenon as defined by the siblings who experience it.
According to Charmaz (2000), “as a result, a constructivi st
grounded theory may renmain at a nore intuitive,

i npressionistic |evel than an objectivist approach..”” (p.
526). This allows the researcher to remain intuitively open
to new thenes energing, and at the sane tinme, demands t hat
she be aware of her own role and subjectivity in the

research process.
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Constructivism s inplications for this study

and research process

From a constructivist point of view, this research
process is seen as socially constructing a reality or
realities, wth the researcher included in, rather than
outside the borders of his or her own research
Constructivisminplies the use of reflexivity in research
where the concept of reflexivity neans bendi ng back on
itself. The self to which this bending back refers shoul d

be understood as socially constructed (Steier, 1991).

Steier (1991) suggests that the researcher shoul d
al ways recogni ze his or her role in the research process by
acknow edging his or her bias in the reality which the
research initiates. The researcher should further
acknowl edge the reflexivity of this process. There have,
however, been criticisns as to whether it is possible to do
research while following a constructivist path. Steier
(1991) responds to these criticisnms in the foll ow ng

manner :

Wiy do research if you cannot say anything about what

is out there, and all research is self-reflexive? My
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reply is: why do research for which you nust deny

responsibility for what you have found? (p. 10)

Et hi cal Consi der ati ons

For the purpose of this study the researcher
considered the followng ethical inplications nanely
i nformed consent, harmto participants, confidentiality,
reporting of research results, behaviour and skills of the

r esear cher.

A stanp and signature of approval was given by the
District Director of the Departnent of Education (Gauteng)
in order to comrence research (approval was acknow edged on
the application letter of the researcher — Annexure A).

The researcher submtted the research proposal to the
research ethics conmttee of the University of Pretoria

whi ch was approved. The researcher made this study known to
parents who have hearing children and children with

deaf ness by neans of a letter. Parents who wanted their
hearing children to participate were asked to give witten
consent after reading an information brochure (Annexure B)

and conpl eting a consent form (Annexure Q)
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The researcher considered the above nentioned ethical
inplications that mght arise fromthis research project.
During the first contact session with the famly, the
participants’ parents or guardi ans received an information
brochure with an attached i nfornmed consent form The

brochure focused on the foll ow ng aspects of the research:

e The researcher’s contact particulars
e The title of the study

e The aimand purpose of the study

e The duration of the study

* Wich procedures and net hods woul d be foll owed

during the study

* Wiet her the study had been approved on ethi cal

grounds by the university’'s ethics commttee
e The financial arrangenents regardi ng the study

e Wiat the child s rights would be as partici pant

in this study

e How confidentiality would be dealt with

After the researcher expl ained the content of the
brochure to the parents, further ethical considerations

wer e expl ai ned and di scussed. An infornmed consent form was
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given to the parents to be conpleted and signed. The
researcher conpiled the information brochure and i nforned
consent form by adjusting those used by Barnard (2004) in
her study of the experiences of donestic workers who are

H V-positive. Barnard’ s (2004) information brochure and

i nformed consent formwere chosen by the researcher due the
adherence of the prescribed ethical standards. The
researcher found Barnard's (2004) strong ethical focus

appropriate and informative to this study.

The researcher asked the parents to discuss the
research project with the participants before the actua
interviews commenced. The researcher made it clear that the
parents should not sign the consent formif the
participants did not agree to be part of this study. At the
begi nning of each interview, the researcher explained the

followng to the participants:

e The aimand purpose of the study

e The duration of the study

* Wich procedures and net hods woul d be foll owed
during the study

e What the child s rights would be as partici pant

in this study



University of Pretoria etd — Schreuder, L (2006)

After the researcher expl ained the above nenti oned
issues with the participants, she again asked them
whet her they were still willing to participate. A
participants indicated that they were willing to
partake in the study. To ensure maxi mum
confidentiality no nanes were recorded on the audio
cassettes made of the interviews. The data on the
audi o tapes were transcri bed by the researcher herself
so that a hard copy was available to conplete the data
anal ysis. After all the interviews were transcri bed,
the interviews on the cassettes were erased. Feedback
will be given to the parents as soon as the research

report is received fromthe research commttee.

Est abl i shing trustworthi ness

Because the researcher worked froma constructivi st
paradigm internal and external validity is replaced by
trustworthiness and authenticity (Schwandt, 1997).
According to Schwandt (1997), the authenticity of
qualitative research is evaluated according to specific
criteria. The criteria will be discussed in the follow ng

par agr aphs.
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It seens that there exist two opposite views about the
meani ng of validity in qualitative work nanely: (1) In
gqualitative research the findings are seen as valid if the
Vi ewpoi nts, perspectives and narratives of the research
participants can be seen clearly and unanbi guously in the
texts, and (in opposition)(2) the view of no validity.

According to Schwandt (1997):

The nost radical of postnodernists would argue that it
is neaningless to talk of a true account of the world;
there are only different linguistically nediated
social constructions ...validity is an enpty issue
because no single interpretation or account can be

j udged superior to any other. (p. 169)

The researcher’s viewin this regard is sonewhere in
the m ddl e of the conti nuum of opposite views. She regards
the data to be trustworthy if the experience and
perspectives of the subjects are clearly reflected, and on
t he ot her hand, she believes that no single interpretation

is greater than any other.
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Tactical authenticity refers to the principle that the
qualitative researcher should try to notivate and enpower
the participants to be actively involved in the research
process or “are enpowered to act” (Schwandt, 1997, p. 7).
According to Gardner(1993) magic tricks “...facilitate
attention and invol venent of children.” in the therapeutic
process (p. 99). The researcher shared a magic card trick
wi th each participant at the begi nning of each interview,
taking her tinme until the participant seened rel axed and
confortable. She found that this was useful in facilitating

the child s active involvenent with her.

Janesi ck (1998) suggests that the reliability of
gqualitative research can be increased by data confirmation
She introduces the followng forns of confirmation used by

qualitative researchers:

« Data confirmation: Janesick (1998, p. 46) defines
data confirmation as “the use of a variety of
data sources”. The researcher of this study nade
use of different data sources. She perfornmed an
extensive literature study and conducted
interviews with children who have siblings with

deaf ness.
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Researcher confirmation: This type of
confirmation inplies “the use of several
different researchers or evaluators” (Janesick
1998, p. 46). A supervisor was involved in this
study as an eval uator pronoting researcher

confirmati on.

Met hodol ogi cal confirmation: Janesick (1998)
suggests that researchers should use different
met hods to study the sanme phenonena. In this
study the researcher nmade use of a literature
study, interviews, consultations with experts in
the field (psychol ogists who are fluent in

Afri kaans), and data anal yses by neans of a
constructivist grounded theory strategy. The

di fference between nethodol ogi cal confirmation
and data confirmation is that the first type of
confirmation inplies the use of different nethods
and the latter inplies the use of different

resources.
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Concl usi on

Because this research study explores siblings’
experiences, it is unlikely that exactly the sanme results
woul d cone to the fore should the project be repeated. “The
constructivist approach | eans toward a story because it
rests on an interpretive franme. Like a story, a
constructivist grounded theory nmay contain characters and
pl ots, although they reflect reality rather than dramatize
it” (Charmaz, 2001, p. 691). However, the results of this
study have been reflected in the light of simlar research
and rel ated research findings. The results, represented by
the themes which energed fromthe data, are presented in

chapter 5.
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CHAPTER 5

RESULTS

| nt roducti on

In this chapter the interview material will be
presented and discussed in an attenpt to neet the ains of
the study. The researcher worked froma constructivist
paradigmw th an openness to new t henes energi ng. The
process of identifying themes assisted the researcher to
forman interpretive understandi ng of subjects’ neanings of
the social reality of having a sibling with deafness. A
constructivist researcher takes “inplicit meanings,
experiential views, and grounded theory anal yses as
constructions of reality” (Charmaz, 2001, p. 678).

In line wwth Charmaz (2001), Schwandt (1998) suggests “to
prepare an interpretation is itself to construct a reading
of these nmeanings; it is to offer the inquirer’s
construction of the constructions of the actors one

studies” (p. 221).

A nunber of thenes energed fromthe interviews which
will be presented in this chapter. Each theme will be

outlined along with excerpts fromthe interviews of the
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participants. As nmentioned in chapter 4 the interviews were
done in Afrikaans, but were translated into English by the
researcher. To nmake it easier for the reader the transl ated
English excerpt will be placed in a larger font size than
the Afri kaans version which will follow inmediately after
the English quote. In addition, the thenes wll be

di scussed in the light of other research findings.

Four major themes energed fromthe data of which sone

of these have sub-thenes:

Primary feelings about having a sibling with

deaf ness

* Feelings about famly interaction
- Unequal treat nment

- Conmmuni cati on i ssues

e Pressures and stressors in the broader soci al

system

* Know edge about the disability

Primary feelings about having a

sibling with deaf ness

During the interviews, all participants were asked how
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they felt about having a sibling wth deafness. The
majority of the participants felt that it had a negative
i npact. One participant descri bed her feelings about having

a brother with deafness by saying:

Sonetinmes it’s not nice ...sonetines | have to | ook for
hi m because you can’t call him..then | nust find him
Soneti mes he nmakes noi ses, then | know where he is,
but other tinmes he is dead quiet ...you can’t hear or

see him / Partykeer is dit nie | ekker nie ...partykeer noet ek

hom soek ondat ‘n nens hom nie kan roep nie ...dan noet ek hom
soek. Partykeer maak hy gel ui de, dan weet ek waar hy is, mmar

ander kere is hy doodstil ...jy kan hom ni e hoor of sien nie.

This same sibling seens to feel frustrated about

her brother’s disability. She says:

He sits in the bath and yells and then everyone nust
run after himto find out what he wants. Then | w sh

he can sit and talk in the bath / Hy sit in die bad en

skree en dan noet al mal agter hom aanhardl oop omuit te vind wat

hy wil hé. Dan wens ek hy kan in die bad sit en

pr aat .

She went on to say:
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He cries about everything ...sonmetinmes he makes ne
angry then ...then | just want to hit him because he

is very irritating sonmetines. / Hy huil oor
als ...partykeer maak hy ny kwaad dan ...dan wil ek hom net sl aan,

ondat hy sons baie irriterend is.

Anot her participant seenmed to be experiencing a sense
of loss and shared her need to communicate with her sister.

She expl ai ns:

It is not nice ...sonetines | want to talk to her and |
can’t ...she can’'t understand ne. |If | could understand

her, we would be able to talk for hours and hours. /

Dis nie |l ekker nie ...sons wil ek net haar praat en ek kan nie ...
sy kan nie nmy verstaan nie... As ek haar kon verstaan, sal ons

vir ure en ure kon praat.

One sibling said that it nade her unhappy.

She sai d:

Wen we sit and talk to our friends, they talk
then she doesn’'t understand it ...then it makes ne feel

kind of sad...she cries a lot. / As ons sit en praat net ons

vriende ...hulle praat ...dan verstaan sy dit nie ...dan laat dit
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nmy nogal s hartseer voel ...sy huil baie.

This sanme participant seened to feel that her
relationship with her sister would have been different
w t hout the deafness. She went on to say: “If | could
under stand her nore, we could have a closer bond if she
could hear. / As ek haar neer kon verstaan, kon ons a ‘closer bond’
gehad het as sy kon hoor.” The youngest participant expressed

feelings of |oneliness. She says:

It is not nice to have a deaf sister ... wish ny
sister could talk, but she can't...It’s not nice to go

to school alone without ny sister. / Dis nie lekker om‘n

dowe sussie te hé nie ...Ek wens ny sussie kon praat, maar sy kan
nie ...Dis nie | ekker omalleen skool toe te gaan sonder my sussie

ni e.

Al though the majority of participants were |ess
positive about having a sibling with deaf ness, one

participant felt that it has its advantages:

It’s all right to have a deaf sister. When we |isten
to loud nusic, she doesn’t have to worry us...because

if a person is deaf then it is a bit better. / Ds

“alright’” om‘n dowe sussie te hé. As ons na harde nusi ek
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| uister, dan hoef sy ons nie te pla nie ...want as ‘n nmens doof is

dan is dit ‘n bietjie beter.

Al though this participant did not feel that it is such
a bad thing to have a sister with deafness, she later said

t hat she does feel sorry for her sister.

On the whole it seens that there are aspects of having
a sibling with deafness that can be chal |l engi ng. The
researcher’s interpretation (construction), of the
constructions of the participants, is that it seens that
t hese siblings experience a variety of feelings which
include the follow ng: frustration, |oneliness, anger,

affection, resentnent and pity.

Feel i ngs about famly interaction

Anot her thenme which energed during the researcher’s
interpretation of the siblings experience is that they
have strong experiences regarding famly interaction. There
seens to be two main areas where the siblings tal ked about
their famly interaction. These included: unequal treatnent

and conmmuni cati on i ssues.
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Unequal treat ment

The participants seemto feel they are treated
differently to their siblings with deafness. For exanple

one sibling said:

W fight a lot ...He cries about everything ...he does
anything he wants to do. Everyone nust run after him
/| Ons baklei baie ..Hy huil oor als ...hy doen net wat hy wil.

Al mal noet agter hom aanhardl oop.

Anot her participant feels that her sister gets

spoi l ed too nuch. She expl ai ns:

| wish | was spoil ed because she gets spoiled all the
time ...She gets a DVD player, a video nmachi ne and she

got a cell phone fromour grandfather. / Ek wens ek was

bederf want sy word al die tyd bederf. Sy kry a ‘DVD player’, ‘n

video masjien en sy het ‘n selfoon van ons oupa gekry.

Al though 2 out of the 5 participants expressed
feelings that their sibling is treated differently to them
the remai ning participants did not give any indications

t her eof .
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Conmmuni cati on i ssues

On the whole, the participants seened to feel that
communi cation is a problematic aspect within their famly
interaction. It seens that there is a great need for

ef fective comunication with the sibling with deaf ness.

One sibling said that neither her parents nor anybody
el se helped her to learn the little bit of sign | anguage
she can tal k. She al so said that her parents can't really

tal k sign | anguage. She says:

Nobody hel ped nme. | had to |learn sign | anguage from ny
deaf brother. Every tine when he cones hone, he
teaches ne sonething new. | can only say a few words.

/ Niemand het ny gehelp nie. Ek noes gebaretaal van ny boetie
| eer. El ke keer as hy huistoe kom dan leer hy ny ietsie nuts. Ek

kan net ‘n paar woorde sé.

This sanme sibling describes her brother’s frustration
when portions of the dial ogue are m ssed or when he is

excluded froma conversation. She says:
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Soneti mes when you struggle with what ny brother is
trying to say to you, he gets so angry, because you
don’t understand him / Partykeer as jy sukkel met wat ny

boetie vir jou probeer sé& word hy so kwaad, want jy verstaan hom

ni e.

Anot her sibling said of her feelings about her

communi cation with her sibling:

| don’t want to use sign | anguage, because | struggle

a bit. W can only talk a little bit, not nuch. / Ek

wi | nie gebaretaal praat nie, want ek sukkel ‘n bietjie. Ons kan

net ‘n bietjie praat, nie baie nie.

One of the participants who share the sane difficulty
W th communi cation with her sibling says: It is not nice
sonetinmes | want to talk to her and I can’'t ...she can't
understand nme. / Dis nie lekker nie ..partykeer wil ek net haar

praat en ek kan nie ...sy kan ny nie verstaan nie.”

Al t hough the majority of participants can’'t speak sign
| anguage well at all, one sibling showed extrenely good
communi cation skills. O all the participants she is the
only one who has direct contact with other children with

deaf ness. She says:
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It was ne nyself. | learned it fromall the deaf
children. / Dit was ek self. Ek het dit geleer van al die dowe
kinders.” She seenms to have a positive experience of

having a sister with deaf ness.

One sibling said of how she experiences conmuni cation

bet ween her parents and sibling with deaf ness:

My not her can, but not nmy dad. He says she nust
l[isten with her hearing aids. That’'s what he tells
her. He says ny sister nust ‘talk’ to him not ‘sign .

/' W ma kan, maar nie nmy pa nie. Hy sé sy noet |uister net haar

apparate. Dis wat hy vir haar sé. Hy sé ny sussie noet net hom

‘praat’, nie ‘wys’ nie.

It seens that the sibling with deafness is shut from
the social activities because of the disability. One
partici pant shared her concern that her sister is not realy
part of the famly interaction: “...but she is nost of the
time by herself ..witing or drawing. / ...maar sy is die neeste

van die tyd op skryfwerk of teken.”
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Pressures and stressors in the

br oader social system

Al'l the participants had concerns when they tal ked
about issues pertaining to introducing their sibling to
their friends. They al so had concerns about other’s

perception of their sibling with deaf ness.

Most siblings prefer not to tell their friends about
their siblings’ disability. One sibling in particular found
explaining to others what is “wong” with her sister the
nost difficult aspect of her brother’s deafness. She says
that she doesn’t tell her friends about her brother’s
deafness at all. She shares her relief that not all her

friends know about her brother’s deafness by saying:

When ny friends cone to play, he usually plays on his
own ...Sonetinmes ny friends don't even get to know he

i s deaf because we play on our own. / As ny nmatjies kom
speel, speel hy gewoonlik omsy eie ...Partykeer vind ny naatjies

nie eers uit dat hy doof is nie want ons speel op ons eie.

A second sibling expressed difficulty to tell her

friends about her sister’s deafness. She expl ains:
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VWien ny friends ask ne what is wong with ny sister,
| don't tell them ...l say nothing / As ny vriende ny vra

wat is fout net ny sussie, sé ek niks vir hulle nie ...ek sé niks.

A third participant’s description of sharing her
sibling’s disability with others mrrored the previous
particpants’ experiences, but also indicated a feeling of

soci al isolation. She said:

My friends don’t know about ny deaf sister. They

haven’t cone to play at our house yet. / M matjies weet
nie van nmy dowe sussie nie. Hulle het nog nie by ons huis kom

speel nie.

Si blings described different reactions fromtheir
friends when told about their siblings’ deafness. Only one
partici pant described her friends’ reactions as feeling

sorry for the sibling with deafness. She says:

Wen | tell people she is deaf they feel sorry for
her. | feel sorry for her too. / As ek vir nense vertel dat

sy doof is dan voel hulle jamer vir haar. Ek voel ook jammer vir

haar .
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Anot her partici pant expressed that when she tells
peopl e about her sibling’ s deafness “...it’s alnost if they
are shocked. / ..dis amper of hulle geskok is.” One
participant’s description of how her friends feel about her
brother and the fact that he is excluded fromchildren's
parties, seened to nake her feel guilty and sad. She

expl ai ns:

Sonetinmes ny friends like him but other tines sone of
themdon’t really like him ..l don’t know why ...My

brot her doesn't really get invited to parties. /

Partykeer hou ny maatjies van hom near ander kere hou party nie
regtig van homnie ...ek weet nie hoekomnie. My boetie word nie

regtig na partytjies toe uitgenooi nie.

One participant shared that her friends tease her
sister as soon as they find out about her deafness. She
says: “Sonetinmes when | do tell them they tease her ...It
makes nme feel bad. ..Soms as ek vir hulle vertel, dan spot hulle
haar ...Dit maak ny sleg voel.” Another siblings’ experience
mrrors the previous participant’s experiences. She
expressed sadness at the fact that her sister is being

teased and call ed nanmes by her friends. She says:
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My friends don't |like ny deaf sister, but | don't know
why ...She cries when ny friends tell her that she
| ooks ugly. | don’t know why. They say that nmy sister

is apig ..then | feel sad. / MW nmaatjies hou nie van ny

dowe sussie nie, nmaar ek weet nie hoekomnie ...Sy huil as ny

nmaatjies vir haar sé sy Iyk lelik. Ek weet nie hoekomnie. Hulle

sé ny sussie is ‘n vark ...dan voel ek hartseer.

This sanme participant reported that she received
positive reaction fromher new friends and that they are
interested in know ng how to conmuni cate wth her deaf
sibling. She says of her friends: “My new friends say | can
just show them how to sign! / M nuwe naatjies sé ek kan hulle

net wys hoe omte praat!”

On the whole it seens that the siblings found it
difficult to explain to other people what is wong with
their siblings with deafness, not because of a | ack of
know edge but rather their fear of rejection and the need
to protect their sibling. This seens to cause nost of the

participants a great deal of stress.
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Know edge about the disability

On the whole the participants denonstrated varied
degrees of understanding the cause of the disability, but

all of them knew what their sibling's disability is called.

One participant, when asked how she found out what was
“wong” with her sister and what was explained to her, she

sai d:

My nother and father told nme. She could hear a little
bit, and then the doctor nade her deafer. | don’t know
...that is all | can renenber what ny nother and father

told ne. / My ma en pa het vir ny gesé. Sy kon ‘n bietjie hoor

en toe maak di e dokter haar nog ‘doofer’. Ek weet nie ..dis a

wat ek kan onthou wat my nma en pa vir ny gesé het.

Anot her participant shared the uncertainty of the
previous sibling regarding the cause of the sibling s
deaf ness. She says: “My nother told nme once that when she

was born, she becane ill and then she becane deaf. / W ma

het ny eenkeer gesé toe sy gebore was, het sy siek geraak en toe het sy

doof geword.”
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Two of the participants were vague in their explaining
of the cause of their siblings’ disability. These
partici pants seemto denonstrate a |limted know edge and
understanding of their sibling s deafness. However, one
partici pant when asked to expl ain how her brother becane

deaf, gave a rich description by saying:

Wen | was small, | asked ny nother why he never talks
...Then she told ne he is deaf. | still didn't
understand it, but now | understand it better. My

brot her becane deaf many tinmes, and then he becane
totally deaf ...He was in hospital, because the doctors
gave himthe wong nedicine. Then he got neningitis
and then he becane totally deaf. Then ny parents had
to teach himto sit and wal k and everything. He was

like a little baby. / Toe ek klein was, het ek ny ma gevra

hoekom hy nooit praat nie ...Toe sé sy vir ny dat hy doof is. Ek
het dit toe steeds nie verstaan nie, maar nou verstaan ek dit
beter. My boetie het baie keer doof geword, en toe het hy

heel temal doof geword ...Hy was in die hospital, ondat die dokters
di e verkeerde nedi syne vir hom gegee het. Toe kry hy

brei nvliesontsteking en toe word hy heeltemal doof. Toe het ny
ma-1 e homgeleer omte sit en te praat en alles. Hy was soos ‘n

kl ein babatjie.
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The nobst common source of information about their
siblings’ condition seens to be the nothers, closely
foll owed by the fathers. The researcher asked the siblings
if they would like to go to a “sibling workshop” which
provi des siblings with opportunities to neet other siblings
who experience the special joys and chal |l enges that they
do, all of themfelt that they could benefit fromit. The
need for sharing and neeting other children with the sanme
experiences seens to be an inportant aspect which will be

expanded upon in the final chapter.

Concl usi on

The researcher constructed certain thenes in her
interpretation of the interview data. Primary feelings of
si blings around the issue of having a brother or sister
w th deaf ness were explored and shared. In addition, the
siblings shared their feelings and experience of having to
di sclose their sibling with deafness to others. They spoke
about other difficulties, including limted famly
interaction due to a | ack of communication. The thenes and
the issues that energed within the interpretation will be

di scussed in the follow ng chapter.



University of Pretoria etd — Schreuder, L (2006)

CHAPTER 6

DI SCUSSI ON AND CONCLUSI ON

| nt roducti on

This study ainmed to explore the experiences of
siblings living wwth a brother or sister with deafness. By
i dentifying uni que needs of such siblings, this study hopes
to assist the enhancenent of the effectiveness of efforts
to carry out support programres concerning siblings by

generating new activities and strengthening existing ones.

In the previous chapter the thenmes which were
identified in the data were briefly di scussed and supported
by excerpts fromthe interviews. In this discussion, the
themes will be explored in nore detail and di scussed in
Iight of previous research findings and as they relate to
theory presented in chapter 3. In particular and where
applicable, the theoretical frameworks presented by
M nuchin’s structural famly theory and Lazarus’s nodel of

stress and coping will be included in the discussion.
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Primary feelings of having a sibling with deaf ness

Al t hough nost siblings say that they have good
relationships with their siblings with deafness, their
primary feelings indicate that there are aspects of having
a sibling with deafness that can be chal |l engi ng. The
participants described experiencing a variety of feelings
whi ch include the follow ng: frustration, |oneliness,
anger, affection, resentnent and pity. Simlar to the
participants of this study, who reported m xed feelings
about their sibling with deafness, Conway (1986, in Powel |
and Gal | agher, 1993) shares her thought provoki ng account
of her constructions about having a sibling with a

di sability:

Being the sibling of a person with a disability is a
par adoxi cal experience. It can be stressful and
difficult, but it can also inpart a deep sense of
meaning to life. It can provoke concern and
conpassi on, which these days seemincreasingly rare.
It can also elicit feelings which are powerful and

contradictory. (p. 6)
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Lazarus and Fol kman (1984) suggest that stress results
when an i ndividual appraises a situation as harnful,
t hreat eni ng or chal |l engi ng. The degree of stress associ ated
with this appraisal is dependent upon the strength of the
comm tnent involved in the situation, with higher stress
associated with nore strongly-held commtnents. This
inplies that the participants in this study, who are in
strongly-held commtnments with their brothers or sisters

w th deaf ness, are experiencing a high degree of stress.

According to Mnuchin’s Structural Fam |y Theory
(M nuchin, 1981) and Lobato (1990), a sibling subsystem
serves a nunber of functions within the famly. Lobato
(1990) suggests that siblings | earn enotional experience
and expression within the sibling relationship (e.g.
af fection, |ove, closeness, conpanionship, jealousy etc.).
Lobato (1990) suggests that social experience and skills
are devel oped within the boundaries of the normal sibling
relationship (e.g. negotiation, play, sharing etc.). It
beconmes cl ear why the defectiveness of a sibling subsystem
in the case of having a sibling with deafness can have a
negative effect on the hearing sibling’ s functioning and

the famly as a whol e.
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Fam ly interaction

The siblings reported two aspects regarding famly
interaction which they were dissatisfied with. They feel
that they are not treated the sane as the sibling with
deaf ness and that there is a |lack of communication in the

famly.

Unequal treat nment

The participants seemto feel they are treated
differently to their siblings with deafness. Siblings of
children with disabilities experience higher |evels of
anger than other siblings do (Seligman, 1983, in Powell &
Gal | agher, 2003). The anger nmay be the outcone of feeling
i gnored and unappreci ated, because parents may spend

excessive anmounts of tinme with the disabled sibling.

When one works fromthe approach of Miunuchin’s theory
of famly structure, one assunmes that there nust be
boundaries that control the type of interaction between
famly menbers and subsystens. These boundaries help famly
menbers to experience i ndependence fromthe famly system

but al so to experience being part of the system (Becvar &
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Becvar, 2003). Sone participants of this study reported
that their parents give nore attention to their sibling
with deafness. Stated differently, the anmount of
interaction between the parents and the sibling subsystem

are not equal ly divided.

Conmmuni cati on i ssues

The |l ack of communication in the famly wll generate
a high level of negative enotionality, such as jeal ousy or
unconcern, in the hearing siblings toward the deaf siblings
(Marschark, 1997). The siblings in this study feel that
communi cation is a problematic aspect within their famly
interaction. The participants in this study reveal ed that
they are nore likely to use sign |anguage and nonsi gn
gestures than their parents who often focus only on spoken

conmmuni cati on

A sibling relationship or subsystemwhere there is an
extrenme | ack of communi cation due to deaf ness does not
provi de the needed opportunity to learn to interact with
peers. The results of this study suggests that although a
deaf and hearing sibling subsystem may be nmuch the sane as

any other sibling subsystem w thout a shared |anguage
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social cues will not be able to be as clear. The
participants in the study reported that they would like to
talk to their sibling with deafness, but that they don’t

under st and each ot her.

M nuchi n and Fi sher (1981) enphasi se that “siblings
forma child s first peer group. Wthin this context,
chil dren support each other, enjoy, attack, scapegoat, and
generally learn fromeach other.” (p. 19). It seens that
the limted interaction between the participants of this
study and their siblings, affects effective experinentation
wi th peer relationships. However, Powell| and Gal | agher
(2003) suggest that having a sibling with a disability can
have positive effects on the normally devel oped sibling’ s
i nterpersonal skills. A sibling wwth a disabled brother or
sister shows nore conpassion for all people’s unique needs

and abilities (Marschark, 1997).

Pressures and stressors in the broader

soci al system

Al siblings in this study report concerns when they
shared their experience of having to introduce their

sibling to their friends. They al so have concerns about
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other’s perception of their sibling with deafness. It seens
that the siblings found it difficult to explain to other
peopl e what is wong with their siblings with deaf ness, not
because of a | ack of know edge but rather because of the

fear of rejection and the need to protect their sibling.

Most siblings prefer not to tell their friends about
their siblings’ disability. Al of the siblings in this
study reported being teased and shared how ot hers’
behavi our had a negative inpact on them Connors and
St al ker (2003, p. 138) suggest that where siblings are
teased, it is only about one aspect of their lives: having
a sibling with a disability. But on the other hand, the
harnful comments nmade could be ained at their ‘whole
person’. Stated differently, Lobato (1990) suggests that
siblings are inportant in developing self-identity. In a
sibling relationship where a disability is present, the
reflecting of self-identity is often the result of a third
party (e.g. siblings are often teased in relation to sone
characteristic of their sibling’ s disability.) This seens

to cause nost of the participants a great deal of stress.
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Know edge about the disability

The participants denonstrated vari ed degrees of
under standi ng the cause of the disability. On the whole, it
seens that the participants need a systemto gather honest
and direct information about their sibling’s disability and
how to resolve their own problens encountered due to the
presence of a disabled sibling. It seens that siblings who
have brothers and sisters with a disability “need
affirmation that other people understand their problens and

that they are willing to help.” (Gllagher, 1993, p. 79).

Concl usi on

The aimof this research project was to explore
the experiences of siblings of children who are deaf, in
their adjustnment to the famly stressor of having a sibling
with a disability. In South Africa and el sewhere, very
little research has been done on the experience, stress and
copi ng resources of siblings of children wi th deaf ness.
Mich of the research which has been conducted wth the aim
to explore the inpact of deafness on the famly, only
focussed on the response of the parents or children with

deaf ness t hensel ves towards deaf ness. This has neant that
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there is a limtation in research regarding how i ntense the
enotional inpact of having a sibling with deaf ness can be

on the hearing sibling.

The value of this study

The ains of this research project have been achi eved.
The researcher explored and tried to understand the conpl ex
worl d of |ived experience fromthe perceptions of the
siblings that |ive and experience them The thenes which
the researcher interpreted (constructed) by anal ysing the
partici pants’ experiences (constructions), point to the
definite need for support anong siblings of children with

deaf ness.

A critique of the study

Al though this study achieved its ains certain aspects
coul d have been dealt wth differently. Four of the
siblings who participated in the study were predom nantly
younger than their sibling with deafness. It is possible
t hat younger siblings respond to a sibling with deafness in
a different way than an older sibling will. In this study,

t he younger siblings becane conpetitive with their ol der
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sibling with deafness. In contrast, the one participant who
was ol der than her sibling with deafness did not seem
conpetitive. Children in mddle childhood may | ack the
cognitive skills to evaluate | ong-term psychol ogi ca

sequel ae.

Anot her factor which could inpact research results is
that of the gender of the hearing siblings. In this study,
all of the participants were fenmal es. Consequently, it is
advi sed that researchers who choose to explore this area
further and who aimto assess the sibling popul ati on across
its broad spectrum ensure that a random sanpl e

representative of the sibling population generally is used.

Suggestions for future research

In retrospect, it seens possible that siblings of
di sabled children (in general) are not at risk in terns of
their overall ability to cope but that they nay experience
difficulties which relate to disability itself. Stated
differently, siblings of children with deafness may have
di fferent experiences (constructions) and needs than those
who have brothers or sisters with another type of

disability. Mre specifically, other studies focussing on
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siblings fromchildren who are severely intellectually
chal I enged, report that the siblings experience fear of
getting married and having di sabled children thensel ves or
the need to succeed to reassure themthat they are not
deficient in any way. None of the nentioned concerns were
reported by the participants in this study. Areas such as
t hose nentioned above, then, are possibly where the
researcher in the field of disability needs to focus on in

the future.

Finally, there is a need for the devel opnent of an
effective contextualised programthat gives siblings of
children with deafness an opportunity for peer support.
Participants in this study experienced the inpact of having
a brother or sister in many different ways. The variety of
constructions (experiences) has to be recogni sed in order
to plan an effective intervention plan. It is suggested
that future researchers devel op, inplenent and eval uate

such a program

Meyer and Vadasy (1994) suggest the devel opnent of a
program cal l ed a “si bshop” that provide siblings of
children with special needs a chance to neet other siblings

of children with special needs. Sibshops also provide the
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parents and ot her professionals the opportunity to
understand the concerns and needs of brothers and sisters
of children with special needs. Because communi cation seens
to be such a great stressor for siblings, it is suggested
that the teaching of sign |anguage fornms part of such a

progr anme.

Concl udi ng remark

Whil e we, the researchers, are busy constructing the
“perfect” accounts of the reality experienced by those we
care to study, we should keep in mnd that we are included
in, rather than outside the borders of our own study. |
woul d i ke to conclude this study wwth a quote by Heinz von
Foerster (in Poerksen, 2004) on the thenes of the observer

and constructivist philosophy of distinctions:

Every human being is tied into a social network, no
i ndividual is an isolated wonder phenonmenon but
dependent on others and nust — to say it

met aphorically — dance with others and construct
reality through communality. The enbedding into a
soci al network necessarily leads to a reduction of

arbitrariness through communality; however, it does
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not at all change the essentially given freedom W
make appointnents, identify with others and invent
common worl ds — which one may give up again. The kinds
of dance one chooses along this way may be infinitely

variable. (pp. 19-20)
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MAMELODI CAMPUS

INLIGTINGSBROSJURE EN TOESTEMMINGSDOKUMENT

(Moet deur die ouer/voog van die kind voltooi word.)

(Elke ouer/voog wie se seun/dogter in die studie betrek gaan word moet hierdie

dokument ontvang, lees en begryp alvorens daar met die studie begin mag word.)
1. WAT IS DIE NAVORSER SE KONTAKBESONDERHEDE?

Indien u vooraf of tydens die verloop van hierdie studie graag met die navorser kontak

wil maak kan u vir Liezl Schreuder by die volgende telefoon nommers skakel:

- Selfoon : 072 4142606
- Huis : 012 253 1565
- Werk : 012 386 6072

2. TITEL VAN DIE STUDIE

Die ervarings en persepsies van horende susters/broers rakende die impak van ‘n

broer/suster met Dooftheid op hom/haar binne die gesin en oor die algemeen.
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3. INLEIDING

U horende kind word uitgenooi om vrywillig aan bogenoemde navorsingsprojek deel te
neem. Die doel van hierdie dokument is om u te help besluit of u u kind aan die studie wil
laat deelneem. Voordat u onderneem om u kind aan hierdie studie te laat deelneem, moet
u eers verstaan wat die studie sal behels. Indien u nie heeltemal gemaklik voel met die
studie en metodes wat gevolg gaan word nie, moet u asseblief nie onderneem om u kind
aan die studie te laat deelneem nie. Indien u verdere vrae het moet u nie huiwer om die

navorser te kontak nie.

4. WAT IS DIE DOEL VAN HIERDIE STUDIE?

U het ‘n kind met Dootheid asook ‘n ander kind/kinders wat wel horend is. Die navorser
is ‘n geregistreerde intern voorligting sielkundige en vra u om te oorweeg dat u horende

kind/ers aan ‘n navorsingsprogram deelneem om inligting te bekom oor watter ervarings
en persepsies u horende kind het rakende die impak van ‘n broer/suster met Doofheid op
hom/haar binne die gesin en oor die algemeen. Die navorser wil ook probeer vasstel of u
horende kind/kinders moontlik bekommernisse of spesiale behoeftes het, waarvan u

moontlik nie bewus is nie.

S. HOE LANK SAL HIERDIE STUDIE DUUR?

Daar sal twee kontaksessies tussen die navorser en u horende kind/kinders, op ‘n plek wat
vir u kind gemaklik is, gereél word. Tydens die eerste sessie sal die navorser haarself aan
u kind/ers bekend stel en verhouding met hom/haar stig. Tydens die tweede sessie sal die
navorser met u kind/ers ‘n individuele onderhoud voer. Hierdie individuele onderhoud sal

ongeveer 90 minute duur.

6. WATTER METODES EN PROSEDURES GAAN GEBRUIK WORD?
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Tydens die individuele onderhoud, sal die navorser 12 vrae aan u kind vra en versoek dat
hy/sy dit so eerlik moontlik beantwoord. Omdat dit moeilik is om ‘n hele
onderhoudsgesprek akkuraat neer te skryf, versoek die navorser dat u toestemming gee
dat die onderhoud op ‘n oudioband opgeneem mag word. Dit sal slegs as ‘n hulpmiddel
dien om te verseker dat die navorser u kind se bydrae korrek kan integreer met die
navorsingstudie. Hierdie oudiobandopname sal onder geen omstandighede aan ander
persone gegee word nie. Indien u of u kind nie gemaklik voel met die gebruik van ‘n
oudiobandopnemer nie, het u die reg om dit te weier. Indien dit wel die geval is, sal die
navorser die onderhoud so akkuraat moontlik probeer neerskryf. U kind en gesin se

identiteit sal onder geen omstandighede bekend gemaak word nie.

Op grond van die inligting wat u kind/kinders en ander soortgelyke kinders van ander
gesinne aan die navorser gee, sal sy kan vasstel watter ervarings en persepsies horende
kinders het rakende die impak van ‘n broer/suster met Dootheid op hom/haar binne die
gesin en oor die algemeen. Die inligting sal deur die navorser gebruik word om ‘n

navorsingsverslag op te stel.

7. IS HIERDIE STUDIE OP ETIESE GRONDE GOEDGEKEUR?

Die protokol van die genoemde studie sal aan die Navorsingsetick Komitee van die

Universitiet van Pretoria voorgelé word alvorens die studie mag begin.

8. FINANSIELE REELINGS TEN OPSIGTE VAN HIERDIE STUDIE

Deelname aan hierdie studie sal vir u of u kind geen finansiéle vergoeding of onkostes
meebring nie. Die navorser onderneem hierdie studie om te voldoen aan die vereistes vir
die meestersgraad in Voorligting Sielkunde en sal dus geen finansiéle vergoeding vir

hierdie projek ontvang nie.
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9. WAT IS U KIND/ERS SE REGTE AS DEELNEMER(S) AAN HIERDIE
STUDIE?

U kind/kinders se deelname aan hierdie studie is vrywillig en hy/sy kan weier om deel te
neem. U kind/ers se deelname aan hierdie studie kan enige tyd op u versoek gestaak word
sonder dat u of u kind redes daarvoor aan die navorser hoef te verskaf. Die navorser het
ook die reg om, indien u kind se deelname aan hierdie studie nie in haar/sy belang blyk te

wees nie, u kind van die studie te onttrek.

10. HOE GAAN VERTROULIKHEID IN HIERDIE STUDIE HANTEER
WORD?

Alle inligting wat die navorser tydens hierdie studie bekom is streng vertroulik. Die
navorser mag ‘n navorsingsverslag en/of ‘n wetenskaplike artikel vir publikasie skryf om

die bevindinge weer te gee, sonder om u kind of gesin se identiteit bekend te maak.
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ANNEXURE C
CONSENT FORM

(Afrikaans version used)
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MAMELODI CAMPUS
TOESTEMMINGSVORM
Hiermee gee €k, ......ccovvvuviieiiiniiiniiineiinnnennnns , ouer/voog van
«eey toestemming dat my kind/kinders vrywilliglik

aan hierdie studie mag deelneem:

Ouer/voog se naam: (Drukskrif asseblief)

Ouer/voog se handtekening:

Datum:

Hiermee gee €k, ......ccovvvuviieiinniiiniiiniinnnennnns , ouer/voog van
................................................ , toestemming / nie toestemming dat die navorser

‘n oudiobandopname mag gebruik / nie mag gebruik nie:

Ouer/voog se naam : (Drukskrif asseblief)

Ouer/voog se handtekening :

Datum :

Navorser se naam : (Drukskrif asseblief)

Navorser se handtekening :
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Datum :

Die getuie moet asseblief teenwoordig wees gedurende die voltooing van hierdie

toestemmingsdokument:

Die getuie se naam : (Drukskrif asseblief)

Die getuie se handtekening :

Datum :

Dankie dat u die tyd geneem het om hierdie inligtingsbrosjure te lees en die

toestemmingsdokument in te vul en te onderteken.
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ANNEXURE D
SEMI-STRUCTURED QUESTIONNAIRE

(Afrikaans version used)
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Onderhoud: Semi-gestuktureerde vrae

Vraag 1:

Vraag 2:
Vraag 3:
Vraag 4:

Vraag 5:

Vraag 6:
Vraag 7:
Vraag 8:
Vraag 9:

Vraag 10:

Vraag 11:

Ek wil vandag met jou gesels oor jou broers en/of susters.
Hoeveel broers en susters het jy?

Vertel my ‘n bietjie meer van X (broer of suster met dootheid)?
Het iemand jou al vertel hoekom X nie kan hoor nie?
Hoe voel jy daaroor om ‘n boetie of sussie te hé wat doof is?

Wat vertel jy jou maatjies van X? Wat weet hulle van X en
sy/haar dootheid?

Wat sé€ hulle dan?

Van al jou boeties en sussies, met wie baklei jy die meeste?
Wie in julle huis kan gebare taal praat?

Hoe sou dit wees as X en jy kon gesels?

Watter speletjies speel jy en X? Wat doen julle gesin op ‘n
naweek?

As jy drie wense kon wens, watter drie sou dit wees en
hoekom?



