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CHAPTER TITX

REVIEW OF LITERATURE

Disability—-concept, snd clasalficatlon:

The term dilesbllity ie used tc refer to function&i
limitatlion of an Individusl e shllity to ocarry cur thzr normal
activitiee of dmily living conuesd by elther & rpermanent
rhysical or mental 1mpairmént or s chronle clinical fdondition
such sp epllepey., bronchitie., or echlzerhrenis  (Revnolde.

1887).

The termSdisorder, disability,impairment and handicap
are sometlimee used Interchangeahly. but actually have
different meaninge (Williams, 1887). Disordgr is the broadest
of the fcur terme. It ig & disturbance ¢f normal scademic,

pBychological., or epecisal functlioning , Dicability in ¥#H0's(1980)
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fourth,1mndicnp 1o o mv:t'ron:\.*-_*:hl“f or preidlly - imboséd’
1 Lobicn., . Chiliven wish ¢ 'physieal: i

~aloted
peneory, rpeycholegicsl or lesrning rrohleme are hesndicarped

in a claeeroch environment that doee ncot  accommodate  thelr

learning needs (Brolin, :1332).

Aol FIENONTE ALY Lo o wused  in thelcondexy wof
dieakled children is “excerticnal” or “exceptional children”
It ie an inclueive werd that refere to children with phyeical
digabilities. children with learning and hehavicor problema Xz}
well ae  children whoe are intellectuslly gifterd {Heward &

Orlansky, 1288).

Dipabilities range from mild to severe and have a number
of categoriee. The major @i;gbliné- conditions include
mental ret;rdation. rhveical and health impairment, learning
disablility, behaviour disorder. hearing imrairment. visual
handicap and communication discrder (Miller & Schloses., 1982)%.
Since the present etudy is concerned ovilly vwith mentally
retarded children and their families. thc concept ,0f mentel

—otardation il be discussed in deveil.

Mental retardation refers to a developrmental delay



assoéi&ted with intellectual and adaptive functloning that 1s
euketantislly deviant from the genersl populstion (Brolin,
1982). Becruee of.thg varying degreee by whirh functioning
cen be impmired scroes mcademic, soclal, pereonal and career-
vocstional ekille. mental retsrdation deeignates a  highly

heterogeneoue grour of individuale {(Hizsm. 1883).
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Mental retordaticon hasg neen defined from s peychological

and educational frame of reference by the Amerlean
Aseocistion on Mental Deficieancy (AAMD) in the eixth revieion
of their Manual on Terminclegy and Claesification in  Mentel
Retardation (Groeeman. 1973). It etates, “Mentsl retsrdation
refers to elgniflcantly subseverasge genersl intellectual
functioning existing concurrently with deficite In  adaptive
kehaviour, =and manifeested during the develcrmental peried”.
"Bilgnificantly subeverage” yefere Lo performance on
reychologleal test of intelligence of more than two etandard
deviaticne btkelow the mean. "Deficlte in sdeptive behaviour”
repulte when the individual is unable to mert the etandarde
of pereonal independence and eoclal reeponplibility expected
of his or hey smge and cultural group. Develormental reriod is
ur te sge 18 veare (Yspeeldyke, 1881).

Four levels of mental reterdstion are delinested under
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the AAMD definiticn. mild., moderate., severe, &and yvrofound.

e the ANTD clonsificention syoten s the conceﬁET
mental Ly . _
of. |, ‘reivoxded imelides, . Imdd' (T.Q. 50-55 fo approx.

70", "moederate” (I.Q. 35-40 to 50-EBE), "severe” (1.GQ. 20-2%
to 38-40) &and “profound (IQ blew 20 cr 26 unopecified)”
{Drew, 1884). Theese worde uminlimlze negative esterectyvrlng.
Scme educatore alec uee the claesification “educable mentally

retarded. trainable mentally retarded snd mansgeable mentnlly

retarded".ksnbﬂh laah)

From a purely estatistical - thecoretlcal view point, 22.27
rercent of the pepulation should escore low encugh on an  1IQ
test {belcow abcut 70} to be classified ae retarded.’ A

numbey ¢ ritoo sartion!

Sad

o eouVeol, Bhen only 1.60 Pifiﬂﬂt-qf
the echool-age population 1is identified as retarded

{MacMillan, 1982 and Neis Worth & Smith. 18978)}).

Cauvees of mental repardation include bicmedical as well
ap cultural [oohoro . Biemedical cau?ea account for about
20-26% of mental retardation (AAMD, 1973). Examrple of some of
the 200 biomedical causes are: prénatal infection of rubella;
mechanical injury &8t birth: postnatal injury: various
metabolic, nuvtritional, endorrine. or growth dysfunctions:

prematurity: encerhalitis: droge: ancoxia: and EENECYY
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lepriv;ﬁion.(irmw TS )0 Bont wobondebien (7500 narbictlorly mild.
type, is consildered to be cultursl-familial (Fhen &% WMirze,
19897).

T nomtod rotiadovion Ao atiributed To senetic and -
environmental limitaticns rather than bioclcgical or organie
facters (Miles, 1988). In the casme nof persons identified as
moderately to EBeverely retavded. cauees are more easlly
determined. Thgae caupes, are due to genetic factors . - OFf.
bmdn &%UPH : Down Syndrome, phenylketonuria (PRU), and Tay-—
Sachs disease (Milunsky, 1983; Khan & Mirza 19898). Down

Syndrome ie due to chromecesomal abnormalities and 1s linked to

the age of the mother and poseibly other factors, such as the

pethe resull
e gl woblce (BHoeno 1080 ), Bradn Awange cannof infectious

dieeape-for example, meningltis. encerhalltis, and rubella -

or environmental hazarde and acclidents.

Dienbllity in Poklstaon:

Vihon Yhie stove of Poliptig epiublished, the field - of
special education was in the hande of voluntary
organizations. A Tav ceheools vere run at Lahore,

Bahawalpur, and Karachi by voluntary organizatione, but there

ver no policy suploit to npociri eluension on fovermment level.
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In 1258, Hohtarms Fatima Jinneh made #s stert by
encouraging the establishment of the firet teachere troaining
college  “Gung Mshal® st Lahore. providing training to the

teachere of ' deaf childrso (HISE, Bulletin, 1888}.

e sisniTiconce ol educdving 2isddbled ehildremwas firset

te .
ldentified ,bynFeder&l Minletry of Eduzatien in 1858 (AFMR,

1991). It Amppointed A commiesion known Aas "The Bharif’s

Commiegeion” to snalyee the exletiog rvrovielone of Bpecial
education 1in the country. The report of the commieslion was

cenciderel corefuily by the Gove rrment. ItZrecormended - that

~

educaticnal vrogram i the handicearped obdldren should

include provielone of general educstion, vocational education

and medical services.

At Yo time bhewe woro nod nooinzle cchool for mentolly
retarded children in the country. In 1960, the first day care
centre for mentally retarded children, namely “SCINOSA® was
eetabllished k~ Karachi by & voluntary asesociation (Report,
Bureau of Curriculum and Extenelon. Sindh. 1982). Thie
encouraged other voluntary agencies to come forward and work
for the welfare of disabled @hilircn. Fesyys gruler: co”tlob Tor
children with heoring., visuol ond mentsl rotox c: eSfeﬁii“hed
during thie period at Lahcre. Rawalpindl and Peahawar

(Repcort, DGSE, 1983).



Reeesrch work on dieabilitiee wae until - gn - arens
whlch wase not attehded by Any sgency elther at govérnment or
ncn  government level. In 1969 the first reeearch project on
the incidence of mental retsrdatlcn wasﬁhde?takanat Karachi,
with the coliaboration of UMICEF and Jlonzh Post Gradu&té'
Medicual Centre. The study reported that 3% of the porulatlon

appeared to  have mentsl retardatlion of which 0.4% were

peverely retafded {Hepan, 1971).

Later., in 1972, the Federml WMHinietry of Educaticon.
framed the new educatlon peollicy., with the objecfive- of
equalieling the mcoese - edacation by extending the eervicee
for people with disabilitles -n citize oo well az the under
privileged srouwps in rural arecs. e estboblickment of VelwivaXxy
organizatiénf cerving tiwe discbled persong woas cncouraged -and

hondgome grombs were nrovided (D3SE, 1986).

An era of new awskening starced from 1977, when
President Muhammad Zia-nl-Hzq. the Chief Martial Law

R .
Administrator started takingainterest in the fleld of special

education. Placing education and special eaducation among
highest matters of pyriority, he directed the Ministry of

Education to review the state of education in the country and

develecr new plans and projecte. erecially for the disabled
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child}en (NISE, Bulletin. 1988). The special education
derartment wae transferred tgfgocial welfare wing of Minietry
of Heslth (Specisl Education snd Social Welfsre Division,
1988). Feur medel sreciml educaticn centres for hearing,

vieuml. mental and phveical handicarped children were formed:

by the government at Islomabhsad.

In Februsry 1985 % Directorste General of Specidl
Education wee esetupr =ne & technleml part of the srecial
education and eocial welfére divieion under the Minietry of
Heslth, Speciaml Education ard Sociaml Welfare (IGSE, 1986). In
the 1light of the national rolicy on srecisal educ&tien the
DGSE initisted & number of projectssWﬁnsﬁ&eetabliehment of
hggtional Inetitute of Handicarred (Nlﬁ)q Hational Training
Centre of Dieabled (NTCD), SBpecial Education Sequence at the
universitlies ete. A Bchgme was evolved byf%irectorate Genersl
of Special Tducation to establish & network of 40 selected
s#liter for epeclal educstion centree, &t provincisl and
divisional levels in a&ll the four provinces of the country
(Hunzal, 1991; DG3E, 1986). DirectorﬂhGenﬁral of BSrecial
Education {DGSE). utilizing «ll ite YeEBCUrCED very

succeesfully manasged to pass through the process of forming

theee centres.



WﬁGovernment promoted variocue echemes  for comprehensive
rehabilitation c<f disabled rereons eug "Employment  and
Rehabiliteation Ordinance 19817, The moet eignificant  fesmture

. Persons
of the crdinance ies fixingal¥% qucta of jebe for diesbled, in
all agencies. All ° - eetablieshment were required to pay
Re.2000/- in lieu ef esch of the, unfilled post to  the
National Council for Rehabilitstion for every month. The
ordinance also allocated rérgiza;he diesbled for admiseicn in
eduvcational  orx, professicnal inetitutione with financedl

allccatione recognizing thelr erecisl neede (Social Welfare

Repourt, 18989).

To fulfill the training needs of the teachers working at
special education centres, the National Institute of Special
Education (NISE) was established in 1986 (AFMR, 1991). The
organization of intrcductoﬂy and orientation courses in
séecial education was undertaken by . NeT oS eluy - Aﬂalamdbad{

utilizing local experts (NISE Bulletin. 1989).

‘T 1086, © national plon of census  of disabled- persens
was '
Ndesigned by DGSE. The prilot study was carried out on the
poprulation of two citiea,lslamabad and Rawalpindl by way of
~door to door"survey (UNICEF, 1991). The survey of two million

familiep gave a prevalence rate of 2.6%, more or leese equal



amoné the rursl &and urben greupe. Children 0-4 years
constituteda 12% of theee diessbled:; D-8 were 15.7%:and 10-14
were 15% cof the total. with children sbove the age 14
constituting 43% of the tcotal diesbled porulaticn. Cf theee,
33%  were claselfied as rhyeically hendicapped, 21%
intellectuslly impaired, 15% vieually inmpsired, B8.7% hesring
impaired snd 19% multiple handicspped (Rewslpindi, Iselemabad

Survey, 1986).

A pimilar reesearch project namely ‘Rapid Epidemioclogical
Aeeesement of Childhood Disability” started at .Jinnah Poet
Graduate Medical Centre. [Karachi, in 1888 with  the
collaboration of Colombia University (Mehar, 1881). The study
included medical and psychological assessment of the surveyed
group of 2-9 vears old children. The study added the
prevalence of any impairment at 574-/1000, all diaabilities
208/1000. for moderate disability 46/1000, and 17/1000 for
severe diaabi%ities. The rural rates were generally double to
those of the urban samrle and for‘ severe disabilities.

Beeides. the rate of dieability was highey for boys than

girle (UNICEF, 1991).

Acollaborative link with the international agencies like,

Overeens Developrment Administration (ODA), World Health
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Qrganizatiocn (WHO)Y. United Haticne International Children
Educatiocnsl Fund (UBICEF), UHESCO, UNDF. and ILO w8
developed which brought forword many fruitful echemes for the
dlisabled population. In leste. B07'p and with the beginning of
1990, a number of international asgency funded projecte wasS
initiated in the ccuntry. The nature of coordination included
availablility ‘of equipmente., advisory eervices. tranelstion
and adaptat;on work, preparation and disgtributicon of reading

materiale etc.., {Soclesl Welfare Rerport., 1989%Y.

In the recent VERYE, variocue comnuanity based

rehabllitation projects me well =2 out resach programmes
)
started 1in varioue cltlee of Pakistrn - ¥armachl, Chareadds.
Sargodah &sngd Dera Iemall Ehan (CHD, 1983, The objectives
were LYo provide facilitiee of educration and training to  the
maximum number of dissbled children. The yeor 1993 , #ermed
Yeav of Sisabled -

cz the SAARC, (South Asiwn Asvcoiation of Regional Cooperation),

£ ov He disabled pevsens.
Prought many wlaweble 7oprovicicas, o A mumber of  workshore,

recreational programmes and other relasted saActivities took

place during the year enlightening elgnificeant. scpects

related to the teaching &asnd rehebilitation of dizabled

children (SAARC, 1883).
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DPisability and the famlly:

"The family is a unit of people who live together and

_ cshare life’'es baslc day-to-day function®.

[ Dodeon & Kurpius (1877) 1

A 4amily is a soclal grour characterized by common
residence, economic cooperation and reproduction (Chaudhry &
Khan, 1988). It includes adults of hroth sexes.it leapt two of
whom maintain a sccially aprroved sexual relationship and one
or more children. own or adopted (Murdock, 1975). The family
functions as a system of interaction. and the way it conducts
personal relationships has a very prowerful effect on the
reychoeocisal develcorment of children (Muhammad, 1892).
Infants born into a faﬁily socon learn that they are separate
individuals: that thelr existence is distinct from their
mother's, thelr father's, and that of other memberas of the

family. Even an infant learns that these members of the

family have desires and interests to which they muest at times

adagpt. .
A . .troditional - aueleax. family, consists. . of .
four - cub-cyctemndi2. (Turnbull, Summers, & Brotherson,

1984): Marital subsystem - husband and wife interactions,
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Parental subeystem - parent and child intersctions. Sitling
subeyetem - child and child interactione. and Extraismilial
subeystem - whole fanmily or individual member Iinteracticons

with extended family.

The marital subsystem consists of interaction between
huebands and wives. The presence of a child with an
exceptionality, however, can have an 1mpact on ﬁheir
relationshlir and interactlons (Rabla, 1991). Many studies
have indicated that having a child with o -disgbildaty can
have a negative Iimpact on the parents marrilage. Featherstone
(1980) noted: A child’e handlcap attacke the fabric of =a
marriage in four ways. It excites powerful emotions in both
rarents. It acte =me a displriting svmbel of shared faillure.
It reshapee ‘the organization of the family. It creates
fertile ground for conflicts. Divorce, marital disharmony,

and husbands” desertion have begn reported to be
|

disproportionally high in marriages where there is child with

an exceprtionality (Gath 1977. Murrhv. 1982. Reed & Reed.

1882).

The parentrl svbsystem 48 composed of interactions
between rparents and their children. Parents can be affected

in their interactieons with their child depending on whether



theié child ie m 8on or s daughbter. Some fathers, regardlees
of eccial cleee, have shown s grester initlsl impact if thelr
child is bhoy. &and motheré s Arester lmpsct 1f thelr child ie
5 girl (Farber, Jenne, & Tolge, 1360; Mlles, 1981). Tallman
(1965 found fathers to be more mdvereely mffected Yrosecnee:

of @ dicabled son shan & davghier, ond cope less slilifully .

than. mothers in roisming either u won or o doushier.

The sibling subesyetemn ie composed of 8lbling
interactione. Groesman (18972) conducted one of the moet well-
known sibling studies and found that aprroximately 45% of the
eiblinge rerorted that they had beneflted from having =
sibling with an exceptionality. The htenefite included more
telerance &and compaeslion, grester underetanding of cther-
recple, increased swaren=ei  of prejudice and ite

conpequences, and grester oprrecistion of thelir own‘ hemlth

ond intellizcage., Moo stildy on £iblings of dizcbled ehildren,
n@)ﬂ.hw. Espositive
in Polbehon, 1t vao fovnd thot thoy ermoerience bothafcelingsc

ST > O T
virile dndtoiTounng

Awith the diesbled child (Amin, 1981). Biblings do take the
regponeibility of care-taking of the diesbled child. Siblinge
in 5 twe-child family, hcwever.‘ experience Bpecial. rreesure
regarding education and care of  the dleabled child,
particular}y when the sibling i A eon {(Groeeman, 1972: Amin,

1991,
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The extrafsmilial subevetem 15 couposed of family or
individusl interscticne with extsaded family ‘menbers,
friends. Qeighboura, ansl rrofessionals. Extrafamilial
intersctione can make & majer contribution toe the progress of
the chlld with an exceptionality, ue well ae provide parente
with a necowork of support (Farlda, £988: Mohammad, 1882). In
Pakistani familiee, it 1B-obaerved that the reeponeibility of
care fer the child ie equsally shared by other fanmlly members
(Hagir, 1290). These rerecne are the source of various kinds

of surport in many familis=e (Miles, 19738).
Disabllity end family characteristice:

By Tordly chwnctdvistice in neon’' Torily -
chorgcteristics ae a whole: ite eize and form. cultural
background, sccloeccenomic status, and  geographic  location.
Each eharee the famlly’s responees to sn excertionality. and

each serves ag a potential reesouvrce to help the fanmlily cope

wlth the child’e dissbility.

Much of the research on families with wembers with
exceprtionalities euggests that larger familiee tend to be
leee distreeeed by the presence of a child with an

exceptionality (Trevine, 1979; Sajida, 1989. Humaira. 1989).



A large number of siblinge may he akle to  abheorb’ parente’
expectations for achievement that. in two-child families,

often seem to fmll on the shculders of the enly child without

en exceptionslity (Pewell & Ogml, 19855 Amin, 1881). In
addition to the number of chlldren. the number of parents in
the household may cauese s difference in a family’e reasction
to the exceptionality (Farida, 1988). In Pakistan., the family
glze of mn exceptional chilld is net vary dlfferent from that

of normal children (Sajidsas. 1988). Pmrentes do not prevent

child birth even if they have a dieshled child (Mileeg, 12833},

Family wvalues mnd life styles in some cultural groups
seyve as source of strength in coping with an exceptionality.
For‘ examrle, i? Pakistan, families provide supprrt to each
member and thus encourage parents to ?ork for the aisabled
child (Tareen, 1989)Y. Not only the parents  dieplay
educational involvement but other family members (e.g.. an
aunt or grandmother} aleo take Interest in the educaticnal
decision-making of the child (Muhammad, 1992). Familiea in
Pakistan tend to have strong kin networks 1lnteo which a <=hild
or adult with an exceptionality can be enfolded to provide

supprort  for euch neede as financlal management. child care,



and emoticnal suppecrt (Faride., 1888). Femilies with theee

resources may not have euch grzat need for formal communlity

seyrvices (Milee, 1983).

The social status implies that a higher socioeconomic
etatus family might have more resources available to corpe
with Qs diS&bili?H,But. the equation is not that simple.
higher socioeconomic estatue does not automatically guarantee
better coping. Lower socioeconomic status families may also
have rescurces (Khan, 1980). Because higher soclioeconomic
status families are often more achievement*oriented,~they may

consider &an excepticonslity involving a mental or ryhysicsal
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disability as a severe disaprcintment of their aspirations

for their child’s future. Lower sorcioeconomic status families
nn the other hand tend to value achievement lese than other
valuee such as family solidarity or happiness (Lee., 1982,

Rubin, 19276: Miles, 1981: Munavver., 1983).

The wvalues of rural and urkan families may Adiffer.
Although familiee themselves may be more similar in value and
form, there are some very different problems associmted with
providing special education services in rural areas (Mehar.
1991). Moetr of these problems have their roote in ecarce

eervices and the distances between families who have cnhildren



with -exceptionaiitiee. While ieclation may be problem for
many femiliee. & rural family way sxperlence even gre&tef
isolation 1f there mre no other familiee in thelr immediate
community whoege children have -eimllsr situvatlions{lMiles, 1P83;
Cole. Smith &nd Renken. 1981). In the context of Pakistan, it
is strongly reccommended that erecial education eervices may
be extended to rural arese (Miles, .1951: Mehar, 1881;

Munavver. 12903).

Disubllity and famlly funection:

Famillies exiet to meet th

[y

individoal sand collective

neede of their wmexnhere (Brgal, 128%), =.g

- econcinlc.

doemeetic, heslth and care. recrestion. eccimlization. self-

definition, " mffection., and educationsveocation {Turnbull,

Swaterw, r Brothercon,1984 ). 1n cach of trene arens the
rospon3ibibility 4. of ..~ R - Jorvfanily
TIIRDEYS. is . troncfered Zrom the oldei Lo the

younger generatlion {Brothereon, Backus, Summers, % Turnbull,

18984).

The rpresence of a member with - dihibility' can

create epeclal economic needs by increasing the family’s

consumptive demands and decreasing its productive capacity

31
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{ Ar-shad, i988: Turnibull et sl.. 12834). In cne study, 29% of
the familiee reported thet thelr chlld’'e rhyesical diesbility
had creasted & financisl hardehip (McAndrew, 1976). Other
studlies found out that for scwe fmmilies, the chlld e epeclal

needs can include costly medical hille, exrensive equipment,

or excesslve expensee on  eBchcoeoling  and traneportations
(Fizvi, 1972)..rm31:Pcﬂki:t;ni Trzilian wilh. o dgsabled
onild - face theee problems (Munavver 18982: Husrat, 1988;

Sajida, 1989:; Mumslira, 1932: Muellm, 19282: Alla, 1983},

Not all children or vouth vnecesssrily cest s fammlly more
or a&affect ite ambility ta generate income. In fact, in pome
situstione the child may even coet the famlly less careﬂgmuxe
the child nay ﬁot be requesting such expenelve ltems as new
video recorder, personal comruter, or car {(Khan., 1974: Hilee,

18815,

Families meet the rhvaical and hea}bh needa of their
members {Arshad, 1983). For some parents, the child’e
domesetic &and health care needs creste stress. which often
increases over the life cvzle as the child s needs increaaé
(Qadir, 1992). Families domesetic and health care needs vary
depending on' the tvrpe, degree,. and severity of -

enceptionality {Humaira, 1238). For example. a child  or

]



youth with & eeneory loss prebably will noﬁ create the
same extent of domestlic &snd heslth care dewnande &ae one

with severe mental rebmardation {(Husamin., 1973).

The fTamily gervee  Aan important function as an
outlet where members CAn relax and ke themeelves
Wil HG presemta o) ev

(Arshad.1983). Sometimes this fTunetion is cartgilc&A~ Tamily
member with an excepticnality. Scme fmmiliee have repcrted
that they had difficuvlty enloving family outlinge euch ag
trips to the beach, plenlice., or tripe to cinems (Dunleap &
Hollingeworth.  1977: Lonedale.  1978:  Rebis.  1990).
Brocrg& - objiectivee fof leieure and recreation activities
often have been accorded low pricority in the educational

rrocess {Khan, 1874).

Another important aspect, socialization is vital in
determining the overall quality of l;fe (Muhammad, 1874}. For
most individuals, families are the bsses from which
individuals learn to interact with cothers. It functions as

kevs 1In the achievement of socialization for =xl1l members

33

{ Arshad, 1983Y. Many families experience stress in
at.tempting o mect nocialtzation  nendn (Rnh!n. 1001, A
review of the literature on snocial development of -

chlildren having exceptiocnalities in Pakistan concluded that
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"almoet &1l exceptional children. regardlese of thelir
dieebility, have silgnificent ecclsl handiceps” {Miles.
1883).

Family provides important opFortuﬁities for meéting the
neede of ryrhyeical intimacy as well as feeling of
uriconditional love and -esteem by others (Arshad, 1983). A
child with &n exceptionality can have both a positive and.
negative impact on a family’s gbility to ke affectionate
(Turnbull, Summers, a&and Brothereon, 1984). For example, a
family can be drawn together and experience a close sense of
bonding ag a reeult of the exceptionality. A negative
impact can also occur in families with members who are
ernceptional. Scome families may fail to establiesh
affectional bonds with the child who 1is disabled either
because of the fear that the child will die or leave the
family. ar because the c¢child ise rhyslcally deformed

(Featheretone, 19380; Lowe, 193%; HMiles, 1991).

Family memberships rlayas important role to help

individuals establish who they are and their worth as
[« V28]
reople. Excepticonality can have ,impact on the self-identity

of all family wmembers (Samina, 1891). Parents of children

Ly

with dicability ofven cxporiciece lous oX - the

LX)
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self-esteem (Qadiy, 1992). Parente insbility to  accept &
Aimahility nny oo greatly sffect the mbkility of the
child with an excepticonality to develcp n heslthy eelf-

identity (Miles, 1288: Durdans., 1232 Samina 18911%).

Educaticnal/Vocatlional neede ile the ares that
rrofeseionale, often emrhasize more than femiliee (Humairs,
1889: Sajida, 1932: Rabis.1921). Thie i& arvrorriate if  the-
emrhaeis is conelietent with the femily’e value and bultﬁral
rriorities. .If not. the difference between the focus of
school, cther services agencles. snd home can cauee strain or
peseible conflict in the home snd  echeol relaticonship, Aﬁ:
wn Pakletanl culture, more emphasgie ie vlaced on  educational
sahicvenents oFf she ehild thix veeatiowl Froaining, the. gduco-

becomes AOn -Ld"t
tionel situatibn/ﬁ ( Shoboir 1 °0) Parents or the child can
reepond negatlively to A reroeived cver-emphaels on

educational/ vocational neede (Huaaiﬁ. 1978).
Famlly perceptions of disability:

Perceptlion of diesability by the family rrovides
variations of 1deae (Miles, 1881). Family membere moetly
relate the chlild’'s dieability to vhveicsl wesknese. health

impalrment, attention problem and ooy cowprehensicon (Dawood,



1902). Scme of the parente are not awsre of the fmct that the
child is &ctuslly having & preklem and ge for medical
services to find s aulick eclution of the preblem (Ssajida.

1989;: Rakbia, 189891).

Parents ae well &as siblings of mentally retarded
children do not appear to ke fully aware of the child’se
rapabilities (Miles, 1983: Nasmir 19839). They want the chiid
to develor &and study 1like other non disabled children
(bawood, 1992). At times, they expect tooc mucth from the
chiid. The sducational plan rarente nave for the child is not

only unresalistic but - clearly reveals their inability to

rerceive the child alp'nﬂ_with his disability (Qadir, 1991).

In a estudy on family perception of children in NWFP,
Fakistan. it was found that learning is perceived either as
bvook learning i.e., memcrization or as obedience to master,
teacher or parentm (Miles, 1991). Skille psuch nm walking.
talking &and rcommunicating are believed to be aéquired
automaticalfy a5 the child grows. Parents are unaware of the
range of normal behavicor as well ms the limitations of =&

disabled child (Dawood, 199Z2: Munnavver 1893).

Children with learning problemse are perceived oY)

36
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‘Btubborn'. The commen comments by parente nye,  “he won't
ckey, he is eturborn, he won’t vesd cr write. he won’t  talk
properly, he woen't listen, etc..” (Milee, 1881). Parents want
their child tc learn and reac&na‘uﬁh igud. of education, € .9
pass matriculation exsmination, io aradustion etc. Other
sklille mre expected to be a praduct of the aging vrocess  and

not learning (Rabim. 1991: Munmsavver 18283).

Parente of young retarded children regerd walking and
talking &8 importent. but are leee concerned shout eslf
feeding, toilet training and dreesing (Milee, 1983). They may
regard preliminary ekille ae irrelevant. unlese &8 careful
explanation ie given of the purpose of preliminary ekille in

constructing more complex ekililes (Humsira, 1838).

Parente do have s view of child develcpment but  without
the sequence of learned skille. They do not understand that
due to the child’'s dissbility, he hee certain erecisl neede
G ey aedd o dRdisddwel s Tattentiont v - to lecorn

assuch, they do net feel the elgnificence of  cnild centredl

arerroach or developmental method of educsation (Munavvar,

193%2: Azrs, 1983: Humsalrsa, 1889: Miles, 1281)Y.

Parental UNaEWEYTENess of the range of normal
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developrmental abllities, tocgether with not spprecisating the
_Ckr.\dlnomg .

value . g°. ke exporicncesof, reenlte in  mentally
retarded pecple being regerded ns separate, different groure,
rathey than ae peorle who happened to be a£ the lower end of
the espectrum of lesrning sbillity (Mlles, 1231, A different

' oot
view of learning Ay CANEE rarents difficulty in

understanding that children cen be tmught the skille they

have nct acauived sutomatically (Humairs, 18383; Rakis, 1891).

Misconecention oad noor parental perseplion aboul mental~
s teloded B a number | '
rotnrdation, of voerickles. The maler reepcnsibilities  llee on
- ) ﬂ - — -t .
reor  educational facllitiees, poor medicsl guidance., poor
communication through medls. Inck of community baeged
education, non availabllity of lilterature on the tepic in the\
_ W
Teenl lempuages - ond-etier simdlar_faédors. (Sojidd@yl988sRabiaT

Dawood, 1282: Bashiyr, 1822: Ondlr., 19282 Abheesi. 1293).
Famlily attitude towards disability:

Attitudes and reactions.to the  handiesrred are wide

ranging and complex (31lller, 19786). They are based on
varlables - ¢ relaotad Yo  and important to sttitudinal
formation (e.g.. family backeround, culture, and

perecnality ). Age. eex. and other demograrhic variables
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abpeér to be slanlificant determinante in the manner in which
sttitudes towarde the disshled are enpreeeed rather than in

their fermation (Muelim, 1992).

Mo afTeé% of the:birsluof worctirded child on Iiis parents
resction 1is of overvhelming shock or pein, fellowed by . &
sense of guiit. and shame (Lowe, 1985? Maeir, 1988), It 18 &
stigmn on.'the otherwiee well placed famlly to heave n
defective c¢hild (Miiea,-lSBS). All theee facte lead to the

development of parentml attitudes towsrd dieability.

S5tudies 1in Pakistan indlcate that the wmost common
rarental attitudes toward the digabled chilld ie rejection
{Muslim, 1292). Parents appear to be esmger to get rid of the
child one way or the other or rut him in sn  institution and
forget the ﬁroblems caused by him (Qsdir, 1992). The child ie.
conBldered  &se inagfficient and unpreeentoable before others

(Rabris, 1991; Alia, 1992).

The expense incurred to provide training to the child ias

rercelved as waste of money and effort (Alia, 1982). It ise

felt that nothing can improve the child’s conditionnwﬁﬁ-“
1

cny progroc. achieved it would:  be liniteds The child can
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nos bheeone deoctor, enyineer. elarlr or sehwool  Geaecher
{(Miles, 1983; Muslim, 1292). Thue it ies 6o use spending money
on him even though thouveande of rupees may be epend upon  the

education of the other eiblinge in the family (Hummirs, 1989;

Alim, 1382).

The attitudes of parents of * dizabled” children. Bre
influenced by the attitude of societal members (Miles, 18983).
Although there is some evidence thet low socio-economic
status parents may be more rejecting (Holt, 19868, Khan &
Chaudry 1980), most researchers have concluded that high
socio—-economis status parents evidence grgater difficulty in

accepting their : Adischled child (Downey, 1963; Meadow and

Meadow, 1871;: Muslim, 1882).

The attitudes of high socisceconomic parentse are the
result of thé higher achievement exprctations these parents:
have for their children; when the child ie digalled.. the
rarents experience greater disapprointment kecause their child
cannot “measure up” (Tareen. 1989). On the cother hand lower
sociceconomic status families may suffer more adverse effects
because they do not have the financial resources to gain
assietance in caring for the child (Gallagher. Beckman, &

Croes, 1983; Naesir, 1289, 1990).
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The sex of the Aicebdled - child may aleo affect
prarental attitudee (Hiiea, 1983: HMuelim, 1992). It has bteen

-?n.m'\\icf)
observed thud in lower pocio ecconomic, laving a menkally -

retarded bovy had a more acute effect con marrisgee than did
having & retarded glrl; hbut the sex of-the child wse nct
related to marital integration in middle clase families
(Sajlda, 1989): In esome faniliese having a handicapped
firet-born son wee more distreesing to parente thean having =

first-born handicarpped deughter. or later — born disaobled -

son (Meadow & Meadow, 1871; Alia. 1992: Munavver, 1883). -

In &an extensive etudy of the famlily sdjustment, it has
been found that diesbtled children de have sn effect on  the
Biblings (Amin, 1981). The effecte cof excertional children on
aitlinge 1ie related tatde of the siblinges and the ecclo-
econcmle conditien of the family (Farbery, 1858, 1872
Groseman, 19%2). Reeemnrch Beems to indicmte that children
are likely to reflect the attitudes of thelr parents towarde
handicapred children in the family (Groseman. 1972; Klein
1872 Miles, 1291). If the parente perceive the child e =&
phame or borden, other children in the family will reamct in

the same way. If the parente accept the child ams & full

member of the family, the giblinege will do likewise {(Amin,

1991: Milee, 1921).



Families 1interviewed 4in o etudy in Pakibetan reported
that eiklinge of retarded children resented the sattention
given to the disa¥ied child: thev were alec  ssheamed and
embarracgersd {Amin, 1991Y. - Frequent fighting ‘boeeing,
jealouey and embarrasement on the prrt of the non . .dicabled
siblinge wae cheerved. Siblinge sre more likely toc  evidence.
feelinags éf angey and reeentment  toward & - digabled: -

sibling. then they have toward a non- Aicakled brother or

gieter (Seligman, 1333; HMilee, 19911Y.

Siblinge of - disabled children msre usually effected
reychologiceanlly by & faunillv memnmber's dieskbility, either
Airectly or indirectly by the diesbility,. snd hy the degree
of rparental deprivation. mnxliety., snd esuccessful  coping
(Davie, 1975: Bashir, 1892). Studiee on eiblinge of dieabled
children indicate the preseace of feeling of indifference
abocut their eibling. More rrobing 1ndic§ted the preeence of

gulilt they felt cvey their indifference and hostllity during

childhood and sdelescence ( Anin 1991, Samu&ls & Chase,1979)

Family expectationa and aspiratinns for the a disabled child:

ﬂw‘family nf the disabled child attaches both realistic and
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unréaliatic expectations with - Vhe -child - (Mualim.‘1992:
Meher, 1092; Qadir, 1992, Alia. 1992). The diesbled child 1is
expected to perform like normsl eiblinge and achieve‘all thatl
parente desire or plan for them (Miles, 1991). In & study ‘At
Jinnah Post Graduate Medical Centre., Karachi it was found
that mecthere and fathere over esgtimate  thelr retardad
chlildren”e rotentlale:-thoee moet over-rated sre the youngser
and more Beverély retarded children (Farzana, Zahida,
Yaemin, 1888). However, regardleee of the degree of handicap
or &@ge of the child, mothere of retarded children over

estimated thelr potentlals for future achievement (Hasir,

1989; Asmna, 1991; Rsbis, 1291).

It seeme that regrzrdlees of type &nd degree  of
dipability., parente way hold to unresllietie expectations and
sepiratione for = digabled <hild (Ssajids, 1889; Nasir,
1989: Miles, 1891). In a study. mothe?s of deaf children have
been ehown to, be unremlistic shout child’ s education,
selection of occupation and abilit? To. adjust: ..in. future
employment and life settlement (Fireman. Makim and H&atings..

1975).

Studies have dorcumented that parents of handicapped

children may display unremlistic expectations about achild’s
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future, but they are not unreslistic in their sppraisal: of

current functioning ( Miles, 1991). In another study mo‘l:he::'sn

mentally retarded children reported high estimstions  akout
]

the child’es future hut were gquite reslietic sbout the

child s present level of functioning (Munavver, 1889).

Seversal etudles .have focueed on parental expectations
for thelr child’e scheol achlievement {Charman & Beersmna,
1978). Findinge indicate that mcthere of diesbled students
demonstrate more negative reacticqs te  their children’s
schoel achlevement behavior, more negative Intersction for
the c¢hild’e &bility to  intersct with «other and lower

expectaticone for future school performence (Hiebkert, Wong and

Hunter, 19B2}.

In &an  investlgation. when ratings of mothers of ﬁon
dieabled students were compared to motherse of the disabled
students, the later more often expected that their children
would rerform roorly in school and assigned them
Bignificantly lower rankinge in their abllity to express
themoelves, ray attention, follow divections and get
slong with qther children (Bryan, Zimmerman and Mathewe,

1982).
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. Siblinge arrear to bhe more reslistic - in -develovping -
expectatione and mepirstien j%w the dieabled child. In =&
study at the Karmchi University, it wse found that though the
siblinge have high aspirations for the diesbled: child but
their expectations regarding hies mchievemsnte in future is

quite realietlic (Amin, 1891).
Problems of families wlth n disabled child:

Families of diesbled children fsee numeroue problems  in
their day to day life (Sajida, 1989: Humalrs, 1988: Rabis,
1991; Baehir, 1892: Qadir. 1992). The major once lieted are
marital probleme, decision sbout additiconsl child. practical’
problems of relationehlip with the family membeYre,

socislization, hemlth. expenses and stlgmestizeation.

Having & Jdicabled child may adversely offect the
merital relationaﬁips. Studiee have found that teneion and
strese result from parente arguing snd worrying sbout thelr
mentally retarded child (Farber, 1959, Schonnell and Watte,
1956; Miles, 1983; Rehism, 1991; Bashir; 1992). Similerly.
parents of & peychotic child have beea reported to araue
about how to handle the child and tc klame esch cther for the

eituation. Thepe behavicurs lead to m&r&jhal diecord
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fﬁafcua. 1977: Farong, 15R83). There l¢. evidence of high
rates of divorce in familier with a wmentally reterded child

{Price - Beonham and Addiecon, 1978; Rabis, 18911).

The experience of having & * Jisabled child may reeunlt
in parents decliding net to have sany more children. It has
been sBeen that prarents of retarded children do not want  to
have any more children and that thelr declelon seem to be &
direct result of having a . digabiea ~-hild (Holt., 1988;:
Rabia, 1891). Parente of deaf children olec try to 1limit
Turther 1iesue. {Freeman. Malkin and Haatiﬁﬂa. 1975). In

Pakieteni families, however, parente do not speear o take

the issue eo sericusly {(Mileeg, 1883: Rabisa, 19921,

Parenting =& handlicapped child prgeenta many practicsal
probleme  (Nizami, 1888; Abbaesi, 1983: Sajida, 1289; Ahmed,
1289; Rabia, 1991; Qadir, 1992; Miles, 193%2. 1981). Studies
have ehown that the hirth of & digabled child in & family
results in incresmeing parental reeponeibilities, chané;s in
family 1ife. change in reolee of family membhere. incressed
emctional preesurss on the family members. and increased need

¢f help from profeeslomale (Bagei. 1983:; Akram, 1990: Rabia,

1891, Qadir, 12922).
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| Relaticnehipr with extended family membere may alec be
disturbed due teo  the preeence of m  diesbhled child., Mailn
rrobleme include experiencing feelinge of guilt and shame for
having & diesbled child by the perente and siklinge (Lowe,
1985). Parente find difficulty in going to eccisl gatherings
end feel ashsmed when ecme of the relstive ask about  the

child s diesabllity (Ralris, 1931; Qadir, 1992).

Studies in Pakletan exploring the rcle of extended
family members in the 1ife of disableJ zhildren have provided
differing results. Bome findinge &are in favour of the
extended family members snd surgest that their presence help
tc reduce the parent’e preessures created due to the child’s
diesbility (Bsehir, 158%). While cthere found out that the
rresence of extended feamlly membere might create conflicting
eituaticn. The responeibllity of parente ie shifted and aa

such the chlld is faced with & situstion which meay create

ambiguity for him (Rabla, 1991).

Numercus studies have documented the reestrictione having

A ficabled c<hild pleacee on the social life of parentse

(Rizvi, 19272; Arehad, 1285: Muhammad., 1992). Thev engage in

far fewer leisare time activitiee together and  intersct

sccially leee with friende (De Myer. 1972: Londedsk, 19278:



Lei.A i973 MeAndrew, ;978: Rebis, 1991: Qadir. 1892). In =&
study, parente of mentally retardsd children reported that
they avoid going to publiec places. eccial gathering snd

recreational ploces becauee of thé child. (Akram, 1881},

Studiee of familiee In Pehteban indicated that having =&

dise¥led ¢ c¢hild affecpithe emotional hnealth of parents
{Munavver. 18891Y. Perente of disabled children dieplay
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physicsl mnd emobional exhsustion (@adir, 1992, Miles 1991).

The rvhyeical energy ueed Iin the day to day care of the child

often led' to eericue mood varisticne in parente. Alm?\ﬂith
e

the rhyvsical strain, psrente =mlec reportdnpreeence of

emoticnal pressgures like derpreeslon, worry, gullt, snd ehame

{Munsvvey, 1988)%.

Families ‘Thave often reported the sdditional expenses

ageoclated with having a Gigrbled . child £€.9, modifying the.

home  structure to accommodate the child. repmsiring damages
done by the child. and so forth. {Gumz and Gubriumh 1972,
Lloyd-Bastock, 1976, :MaAndrew 19768)Y. Pakistan is A pror

country with limited resources. Majority of the families have

limited income and & number of heads of zupenditure to be met

(Bagai, 1988)Y. In such a situation. the extra expenditure on

the disabled child creates great problems for the parents

(Arshad, 1983).



Parent; have reported feelirge of Yeing ieclated snd
stigmatized by thelr neighbourse (Freemsn et ml., 1975, Holt.
1853 Milee 1283). In Pakieten, community member remcticone
towards disablility is pity, stafing snd pointing which mwake
parente Tfeel like cut casts. {(McAndrew 18768: Stone, 1843:
Nasilr. 1996G; HNuerst, 1990; Alls, 1222). They sre conscloue of
themeelves and feel stigmatized for having a disahled child

in the famlly {(HNaelr, 1990:%.
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