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LABSTRACT

Az kha population of any counktry incraases as in South AFfrira, so the aumbar of
nentally retarded children who require care apd the use of specialized ser-
wices also multiplies. Gowveromental departmeats and welfare organisationa can-—
aot continue ka carry the financial responsibility of caring for these persons
an their own indefinitely. There 1ls a need for the differest cammuditlias ko

sharm in tke responsibility of saring for the mantally retarded.

Community care of tha mentally retarded refera to the care of thase pariers
wikthin their ewa familims in conjunction with suppors from the community. The
cersons who assume the responsibility of this gupervision are the molbhers or
any female membar of the family assigaed to the task. Tha mathers/caregivers
af mentally retarded children hawve to cape with the daily Lasks of cariag Eer
the rhildren as wsll as to supervise their other needa such as health, adu-

cation and weliare.

There 13 a stage beyond which tha mothars af these children cannot copes on
their own and then require the assistance of those withis thelr own famillied
as wall as outsidarz. Thess scurces of assistance (support} are referred to

az formal and iaformal support aystems,

This study was aimed at identifying the spocifia egyatems which proffered aup-
port to bklack mothers of meatally retarded cnildren in Atterlageville and
Mameladip sgeeeging tha siza and comansikbiaon of the mothers' Jocizl necwork.
identifying those systems which had a =egative effeckt, ascertalnling the lewel
af the nathara' knowladge of community servicea and fimally. ideatifying thode
caded wnera the inatitutlionalizasion of Lhe childrem waa prefferad by the

mothers/oaragivers.

A sample of BD pothers was drawn Srom & paopulaticn <f 143 mothers of mentally
retardad children wha Fformad part of the case vacnrds of the social workec ot
tra Pretoria and Northern Transwaal Mental Eezlth Soclety assigned to Man=lod!
axd Attaridgaville. The sampling method employed was the non-prakabllicy

quota sampling cechnigue.

The data wes collecled through = literature study, interviews hald with the

Director of the Pretoria and Horthersn Transvaal Mental Hzalth Seciety and tne



aocial worker asaiqned o the araa and irterview achedules administered to the

sanple by the ressarcher and five qualified social workers.

The mals findings of the study werse that mothers of mentally rerarded childrem
were in oped af makerial (timancial} and ingtrumertal {practical) aid and that
thelr main sourcas of support were tha mathars® =2iblisge and grown-up child-
ren. The main types of support recelved wers emotiocoal and instrumental.
Bathing, dressing the children and dolag laundry were the main taska with
which help was reguized.



RKSERP

Hamates dia Eavelking van 'm lasd aanwas, sooed in Suid-Afriks die gewal is.
agem die aantal wverstandelik gestresde kinders wat wversorgimg en dias benut-
Eing wvan gespesialisescde dienste benodlg ook toa. Staatsdepartemente en
walgynanrganisasies kan nis onbepeald wvoortgaan om die finansiéle verantwoor-
delikheid wir die wveraorglag wvan hierdie persone alleen te dra ale. Dle be-
hoefte beataan dak dis gemeenzkoppe die verontwoordelikh=id vas die versocrging

wvan verstandelik gestremdes moet desl.

Gamesnskapsversorging wan dia wverstandelik gestremde implisesr die versarging
van daardie persome binme hulle eie families, met die ondersteuning van d.e
gemeenskap. Die persone wat dis verantwoordelikheid wan hierdis btosesiy aan-
vaar ia die moederz of enige wvroulike familielid aan wie die taak opgedra ls.
Dia mosders/werdsegers wvan wverstandelik gestremds tindars moat hanawans din
behartiging van die daaglikse wersorging vam die kinders ook toegiern dar ia
ander behoeftes met hetrekking tot gesondheid, opvoeding en weliyn wvoorsien

word.

‘n EZtadium waoard bereik wanoeer dis mosdecs wan hiardia kisnders netT adle meer
alleen dle mas kan opkom nie en hulle dis bystand wan ander familielede scwel
as van buitestandera bencdig. Ha hierdie hulgbreoane word werwys as formels en

informele ondersteuningsngtwerke,

Die woogmerk wvan hisrdis atudie waa om dle apeailfiehks cocndersteuninganabwariza
wat bystand aan swark mosders wvan verstandelik gestremde kinders in Attaridge-
willes ano Hamalodi werlasn. B8 identifissaer: om dis grastte an =:m:|=tn11i:|.q
van dig moeders se naatsikaplike nebwerke fe bepaal; om deardie oebwerke walk
'n oegatiewse ulitwearking het te identifisesr: om dig moederd 28 AASe  wan
keanls aangoamdle gunctuukg&audll—:uﬁl‘.u Le bBepoaal en laaslend om daardie gevalla
waar die moederd werkiea dak Ale kindeva in s inrigring opgeneen word, ks

ldenbifismmr.

'n Bteskproef wan 30 swark meadars is wit 'm groep wvan 143 moeders wan vear-
standelik gestremde kinders gatrek wat deal uitgomaak het wan Jdis gevalle—
rekords wan die maatskaplike werker wvan die Prekboria oo Hoord-Transwaal
Gesstesgesondheidvereniging aan wie die  Mamelodl  en  Atteridygewille-zces
topgewys is., [Die steekproefmetode wat gebraik i3, ig die nie-waarskyelik-

heidokwota stoekprocf tegnick.



Data is varsamel by wyse van ‘m literatuarstudie, onderhoude met die direkcear
wvan die Fretoria en Noord-Irangvaalae Geesatesagescndheldsvereniging em dies maat-
akaplike werker aan wie die area toegewys is agaok denr ondarhoudskedoles wat

deur die naverase en vyf gekwalifiseerde maatskaplike werkers ia die ateakproef

gebruix ia.

Die helangrikste bevindings wan die atudie waia dat daar 's behoefte aan matae-
ridla {finensiela) sn diensbara (praktiese) esadersteuning by moederz wan war-
atandelik gestremde kinders besteen eu dat hulle hoofbron wan hulp <ie van hul
gl Drowrs em susters en volwadae kinders was., Dle belaangrikstce tipe van bhy-
stand wat oatvasg i3, was van emcsicnele en praktisse aard., Die bad an aao-

trak wvan die kinders sm die was wvan hulle wasgoed was die belangrikate take

waarmee huwlp benodig is.

ya
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CHAFIER 1

THTRODTCTION

1.1

MOTIVATTON FOR THE CHEOICE OF SUBJECT

The ressareher's interest in the rare of the mertelly retarded was
aropused in 1980 when she Was coimg a study in 2o agency deallng with
mentally i1l and men-ally handicapped cliente {Chinkands 1081). In
thif smtudy mentinn wes made of the fack that social work treatment cf
the menkelly reterded izvelved the family to & wery large exbtert
because of the nature of che allmant the client WBS suffering from.
The case recorés 4Aid not spacify the nature and extert of che Lamily's

ipvolwemant .,

The recesrrher's curiosity was further aroused with regerd te what
gupport was evallable to the family to gnohle them to cope with caring
for = disabled child et home, This curicsity is reflected in Lhe

regearcher ‘s writipgs in the ficld®.

Until rocenkly, mest mentelly retarded childrer were ecared for only 1o
ipstitutieons. Thie caring eccivity is iscreasingly baiag attecnded Lo
by the community specificeslly by the fardlies involwed., Within the
family the mother is the one whe carries the actual responsibility of
the day to dey caring activities. Wilkin (1979:28) explains the
situaLion by =tating that "eommurity care rasks wery heavily on the
farily, and femily cere sests pgually heavily on the assumptions aboul
the wole of women im the home and im society at large ..." In same
spcieties these roles may héave undergone changss but irn block famllies

in fouth Africe. there is still a wvery elear diviglon of demestic work

- 1. Chinkanda, E.H. Prejuiicial sttirudes towsrds the meolally
rekarded: A challenge for social work. Soclpl WorksManpb-
graplike Werk wol 1§{3), 19837136-1%1.

2. CUninksnda, E.H. Caring far & mentally retarded enilé at
home. Maatskpplike-PraktyksSacinl Work PFraczice %ol, 31,
1o03t:6-9.
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with the ferale doing moet of it irrespective ot whether she 3is ia &

full-time job ar mnak.

Thers has beer B great deal of concerno expressed both locaelly and
abroad corcerning the increasing number of perscns dependent upon the
state for care on the one hand, Bnd cn the other hand Cthere is concerd
regardinog the gradual depletiean of the resourcee of the state. The
helping professionals and government departments have increasingly coma
to realize the importance of the role played by social onelwoiks ond
their supportive roles or their potential  for  support  (Froland,

Pancoast, Chapman, Eimboko 1981(5}).

hgain communicy involvement in the case of the handicapped and the
integraties of the handicapped in the communisy =an only occcur 15 thew
are cared for within their own comnuzities and not in remate

irztitutions.

xw;-|l‘.‘nmu:11t1r supports, when given their rightful recognitisn by helping

fid

professions as being basic structures end ascurces of help have & great
potential for innovaties and commitment in mainteining health and
providing needed human services {The Presidents Commission oo Mented
Heglth 1976). Helping protessions aad government departments cen 111

afferd to waste sach valuehle resources.
PEGHLEM FOEMULATION AWD HYPOTHESIGE

There has bLoer acr elmost incredible awakaning of the publie conscience
in the past decade concerning mental! retardation. Mot only was the
care of the mentzlly retarded focused upon but there was a change of
Alrectian away from irstitutiongliszing these persons to having them

live within the comnunlty (Ayer, Alaszewski 1984; Glendissing 1986).

More mod more fanilies care for thelr wmenkally retarded mambers
themselves NESANSE af @Ailzgatisfaction wikh institukbicos. Tnis

discatisfaction is often 2 result of tha fallawing:

Trn mast cases institubiers are situated far away from the homes af the

residents.



£iily

There are only a few institukicza available, especielly iw the case of
Blaces 4in this country. This ofter leads te overcrowding wvis. large
pumbars of =esideats being cered for by one person wno canook  cupe
adeguabely with all the neede of her charsges [in T0RL4 rhare were Lour

institutions for black mentally retarded persoms in Eouwth Africa).+

Due to the lack nf aufficient institutiens a family sometimee has Eo
wait for lomg perlods before thelr disabled child 1s admitted to ao
ipstitution. The family remaine in a tramsitional period pemding the
placement of their disabled ¢hild and such & gituation is mot cenducive
to edjustment to snd acceptance of the diseblad child. This #pn CHUDE

muck strepe in the family.

Ipstituticns kend to promote the iscletion of the disabled and to

accentuate the fact that they are Jdifferant.

Fearents whe undertake to ralse their mentslly retarded child at home
accept as enormous responeibility. The actual daily caring activities
are attended to by the mother haranse of har socially prascribed Tole.
She provides the majority of the lakour and teads Lu Lake om exora work

involving caring for the handirapped chilcd.

Due ko the enormity of the task, there is n» paint beyond which the
mether of the retardad child eBn mo longer assume her expected role
towarde the said child ana toward the orthar fomily members without
aid. This help should be ferthcomizmg beoth from withis her family and
from the wider commurzity. Tha mother oeeds Suppert in crder ko cepe
witn the crild and meke 't possible for him to live as full a life as
nis cisability will allew while che and the rest of the family also
live a satisfving and healthy life.

The followinn guastione are thea raised:

N Fapilities for mentally retarded persocns 1034, South Afriéan
Kational Couneil for Mental Health, Jahannesburg.
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Wnat csources of Bsupport are awailsble to the mother of the meotally

cetpsded onild?

ir which &reas does the mother reguire ald and with what toaka does ahe

aead halp?

What types of support doss she receiwve and what are the sourcas of the

support?

Who gives moBt of the supparc=?

IL 15 hypothezized thet there are certainm persons and institutions who
form part of the social netwerk of the mother/caregiver of a meatally
retardad ehild who give carkain types of social support to enable her
ta care fer the mentally retarded child at home.

&I.\!IE- OF THE SIULTY

The study aims aE:

Identifying the social support systems vtilized by black mothers/care-

givers ot mentally eetarded childrem iz the AlLeridgeville and Mameledi

areas;
mssessing the size and compositiom of the mother's socisl network and
those metwork merbera who cam be perceived B potential =ocial support

EYSCEMS}

ascartaining the level of the mother's/Caregiver's awarsness of formel

gupport syskems and the extent to which they are utilizad:
identifying those systems whieh have a negative effact. and

identifying those cases where the mothers preferred irstitutlonzlis-

atiosn of their childran.



l.4.1

RESEARCH DEIEIGH AND METHUIMILKGY

This study is essentially exploratory in sature. It eims at finding
pus about the broad issues concerning Lhe help reguired and received by
ro-heras wha ecare for their meptally retarded children at home. Acsosd-
ing to Eabbie (1933} exploratory studies are domne to satiafy the: re-
searsher's ouriogity and deszire for better understanding and Lo test
the feasibility of undertaking a more cereful atudy, The third reasca
given by Babbie (19E3) for deing exploratary sludies is to develop the
methode to be employed in a more prinstaking study.

Dne can safely sey that this strdy was underbaken for the first two
reasang and that those objestives hawve been realized, The study has
raiged questions abnat  family/community care ns &o alternative to
institutiopelisatios and the actual suppart ewvellable for the mother of

vhe mentally retarded =hild wich regard bo successful fanily care.

The methodelegy of the study encompassed uot only the empleleal com-
ponent but alas additiompl actiwitieg in which the rasearcher ensRed
ir arder to andeavounr ko expand her knowledge of Ehe follpowing @ the
Field of mental ratardatior end the issues sSureounding the care of a
mentally ceterded child at home: the cowcepls of social support sys-
tems and sccial nekworks; social science research and social work ré-
search, The purpese was to lay & sound feundation on which the inwves.

tigstion ip based.

Another activity sngaged in wes the conducting of an Interview with the
Dirmctor of the Pretoria and Herthern Zransvaal Meptsl Society and the
gsocizl worker of the society estlgned to Mamelo@i and Alleridgeville.

The empirical corponent of the atudy included an interwview echedule for

the mothers of meatally reterded childrem in the sample.

Pilet study

# pilot study was conducted by the ressacrcher Lwe months prior to the
mais study and this exercise provided weluable material whick led to

adjistments not ooly Lo the lnterview schedule but zlsc te the timee at



which respondents should be vigited.

Becmuse the guestiesns were in English end had to be translated into two
black languages,* after the pllot study wes compleled seme gquestions
had top be resheased sn that they could be translated while retalning
their original meaning. An exemple cf such 2 queEtion was: “phot is
yvour preseal marital stakbasT" In the Loeal bleck Leaguages ons cannot
sprak ef marital skatus withoor specifically mentioming whether Lhe
person is parried or not. This QueEticn Was thon re-phrased Lo cead:
"Whnish of the followlng bast deserikes your situarion? Macried. Hever

mar-ipd., Divorced/Deserted. Widowed.®

A sensitive gquesticm swch B8 {Question T2): "Deacribe how you feltS
reacted when you diccoveredswere told of the child®e impairmant® was
altersd from its original place under the section: “Mother's Experl-
srnasp” towards the end of the inkerview schedule (See Annexure Af

Chinkanda 19ES).

it also became clear that cecrtaio guestlons would reguire werification
questions for example gquestion 38(3) werifies guestions IB[a} Lo
a0{i); gquestion 29(3) alsc werifies guestions 36{a) to 38{i). guestisn
50 column 67 wverifies all the colwms for guestion S0y gquestcion 51
eolumn 76 werifies a&ll the columns ir guesticms 51r &nd cuesticn 53

colurn 17 werities all the columne im guestioz 353,

HMalin sLlucy

The ipterviews were condusked by the ressarcher and five gualified
cocisl workers whe were deemed to be experlenced in their dilfferent
firlds of practice and were familiar with the area im which the study
was undertaken.

L although seversl black languages ere used ia the Pretorla ares,
the questicantire wes translated into Zulu and Worthesn Sobho.



Two kraining sessions for the fieldworkers were held during which the

gatlire inrprvieaw schedule was dealt with.

The assistanze of the Indigenous Lapgueces staff cf the Dpiaion Survey
Contre of Lhe Human Sciences Eeaesarch Coumcil wes invaluable in stand-
ardising the translacion of the gueaticas. The questions wera trans-
lated into Zulu and Horthern Sothu which are the majer lpnguages used

in the relative arsae.

The traanslations were part of the trainiag asesalona which includaed
ruition in codirg and transferring codes iato the approsriate columaa.
Other aspects discussed during the training sessions weoe resesrcl
athins, made af Adress and differences bhatwean a rassarch interview and

g bherapeutic interview.

The interviews were canducted owver & pericd axtending from § kEa 10

months during the second half of 1985 and early 1DEG.

1.5 SAMPLING
nd
The agample rfor the study was drawn from the [iled of Lhe soclial worker
af the Pretorla and Horthiern Transvaal Mental Health BSpeiety. Chis

social worker ia assigaed to Mamelodi snd Akkeridgeville kbownabhipa.
There woara 148 files available from which a 54 % sample was drawm.

Tha samala drawn contisted eof 48 ceses in Mameledi and 32 in Atke-
ridgeville. The sampling technigque amployed was the non-probability
quota sempling Eechnigque. This techaigue is an egquivalesnk of sktrakt-
ifimd sampling but here =hers 15 an added reguiremsnk in that each
grrarum is represanted in the sample ka the same proportion cthat it is

rgptasnnt:ﬂ imn tha pu‘pulatian.

This sampling bschnlgque was chosen because the candidate wished to ob-
Leio a @Sampls that wculd contain nathera aof differeank age gEoups.
mothers of different marical statuses: children of differsnot sexes and

age groupd. Thic was done te cacure that older as well as youogers



nothers af differsnt marital statuses wera included la the sanp.e as
wgll as chiidren of different oge groups and both sexed. During the
ariginal planping the child's level af retardation was considered A3 &
characteristic to be included., but while drawing up Lhe sampling matrix
far the pilet study the candidate realired that not all the files had
#his informatlor available., The sama applied to the aducaticoal back-
growad of the mothecs. Theae ehoracteristics were excluded and the

Informatian waa obtained at a later stage (see Tahles 1.1 and 7.1).

The fcllowing is ths sampling matrix ecomstitnted for drawing up the

sample:

TAAELE 1.1 { MATEIX FOR DRAWING OF THE SAMPLE

_Hather

Child

hige

Marital Male Female

_btatus 14 and &noira Balow 13 14 and apove Balaw —4

_Sinegle
Marriagd

ether

Wicow

Diwvaraeds
Dagar cads

_Saparated

_Singla
_Married

Livi -
Widow

Divoroeds
Dedecteds
Separated

s

A marriz swch a5 this was drawsn for each area. If a catejory consisked
af one or two children theae were included in Ehe sample. Where there
wara three children the middle ome was included and in tha case where
there ware four or five every second one was included. In cateqorias

with 5imx ar more children, svery third child was includad.
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A numher was placed agaisnst 2ach name and address and the numhes-s ware
used for drawing the sample. I[£ a given category hed the following
pumbers, for mzample, 7. 15. 16 and 30; the sumbars 15 ané 30 would be
included 1n the sample.

“he final sample drewn was as follows:

TABLE 1.2

SAMPLE DRAWH IM ZELATION TO UNIVERSE AMD RESTNEMNTTAL AREA

ATea Tnivarsa Sample
¥amelodl 95 44
Atteridgeville 53 32
TUTAL 143 L]
COHCEPTUALISATION

The Following are the major noncaphs uged ia the atudy:

Maankally retarded child

Throughout the entire study the terms mentally retarded, handicapped oc
digabled child are uzad iaterchangeably Ko refer Ko a child whosa
intellectual development has besn arrested at a certain stage of life
amd is therefore not corresponding to his rchreacleogical age;  such a
condition having led to his ipabilicy to funceleoan  indepesndeatly in
gociety. Such children have also beeo referced to in the atudy az 'the

retarded’ ar 'retardates’.

A detailad Adefinition of menktal retardation, ita caueee and a
description of the behaviour characteristica af the different groups is
given in Chapter 13,

Social network

In this study the concept soccial mebwork 1a uzed ta refer to persons

whathar ralated to the respandent or snat z2nd to peraons attached rFo



1.6.3

ial

o)

partais community ingeltatioas with whom the focal individual is io

poptact. A further sxplanation of the concept is Eound in Chapter 3.

Zocial support aystems

Sncial =upport EYEtems or 3Simply support systems are defiped as Ehoase
individusls, groups or professicnals who may or may not be selated to
the focal pergom or wias may of may zot be attached ko a goveramental
agency wha provide certain forms cf assistance to enable the focal

person to ¢ope with a problem.

The support provided may be instrumental. emoticmal or it may tak: Che
form of giving advice er feedhack on hehavieur. The support is aimed

at making the recizient feel loved and needed.

A further discussion of the concept will be Tound lo Chapter 5.

Mozher

The tarms "mother' and 'caregiver' are uged interchangaahly ko refer to
an adult female wha mey or may not Be the bioslogical paremt o2f the

mentally retarded chiid who npormally asiumes the role of cariag faor
thia child.

Sommunity ecarc

Tha meaning < 'communlity cara' has undergone changes since 1t was
Eirsk ufed akb the turn of the century. Communlty care has been dellpned

ast

aw alrgraative ko ingkitutlenal cars  through the development of
amall-senls residenti=]l facillkiss administared by loocal asukthorlties,
This type of care it for khoae handicapped parsons who can no longer be

cared for by their familiesr

irtegration of the menktally hardicapred within the comrunicy. The
foous i5 on sociekbal reaclion o and the labellicg of a person who I-

diffarantc. Inkegration fs seen as offering the handicapped an

10
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ppportunity to gain self-confidence and the socially required skills

far dealing witk con-handicapped people;

care by the community made possible by the developwent of & fetwork at
mitual aid and by teachlng gelf-help  (Ayer, Alaszewski 1084
Glendinning 1983, 1986; Wilkin 1979).

For the purpose of this study commualry care is defined as care of the
mentally retarded child within his family (by his mother/caregiver)
with aupport from formal and informal aoetwoerke la tha community. This
furm of care aims at incegrating the meatally retarded child im the

community.

LIMITATIONS OF THE BLTULY

In any study the rasearcher ia foreed to deal with a variety of ua-
expected problems. The very selactiom of a resaarch design invalves

the saccifice of some desideraka ln order to retain others,

In this seudy the ewxtant of the repressntativensss of the sample and
tnak to which genaralisation can be applied has been limited by Ehe
galected sampling technigque. Whila the eandidate concentrated on che
different characterlstizs of the mothera asd of the children which ahe
wanted ka mongidar for the sampling matrix, the aspeckt of randommess

waa gagrificed in drawing tha zample.

The atudy univarza itself '8 not necessarily a reflection of the numbers
ot mentally retarded childrem in the two areas. Only theses who ace

known to the sacipl worker wers in bthe sasze Lilea.

Mot all the case files had irfermation on the Ilevel of the child's
rakardaticr ard oo the educational lewvel of Ehe mother and khis
informatior was Chus ezcluded from cassideration £or the sampliog
matrix. Thias siruaticn therefare resultad in thke final sample
copsisting of a high proportion of mildly retarded children. This kas
kad an effact on tne findings whereby the impression gained wos bhat &
large number of the mothers did not require help aad thia notion isx dur

to the high “evel of independence of children who are mildly retarded.

i Py



DATA AHALYEIE

Each receré {inpteeview achedule) consisted of four cards i.e. there was

a toatal cof 330 cerds.

The fata were clganed by possible-punch cleaning and contingency clean-
ing (Dabbie 198331 346-348) . Possible=punch cleaning ansures Ehat anly
those codes assigned to pacticular attributes appear in given columos.
Contingency cleaning on the other hand ia a proceaa of chackiag to sce
khat only thosa cases that should have data on a particular variable de
have the data., Faoar example ia khia study it the response to gquastion
17 was cada 7 then the responee ko gquestion 24 could not be code 1 ar

code 2.

The size of the sample precluded advanced scatistical amalysis of the

data and the pregentation is therefore a descriptive ouoe.

PEESEHTATION

With the exeluiion af chapter ome, the atudy la presented as followst

Chapter ‘2 gives an expositlon of the history, treatment and zare of Che
mentally retarded. Mens=al retardation is defiped in detall and the
rarious causes are alao dlscussed. The different levala of petardation

and the behavicural characteristics of aach lewel are cutlined.

CThapter 3 conalats of background informatioa on the agency from which
the casa files for drawing the sample was abtalaed. Servicea reandered
by the bracches in Atteridgeville aad Hanelodl are singled suk for

detailed digcuasion.

Chapter 4 discusses the family of a mentally retarded chilé aad Ethe

problema which they have te 2eze with.

Chapter % consists of a drtailed Afacussisn of the major concephs used

in the study, i.e., $ecial metworks and social supporft SYELENS.



Ian Chapter 6 the suppart systems «f the mother 5f a mertally retarded
whild are ldentlfled.

Chapter 7 gutlines the findings of the smpirical study.

Chapker § presencs the discussion and recommendations [lewing from the
Cindinga.

Included ia Ehe dsaeripticon of the findings are several tables.

13
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CHAPTER 2

MEHTAL RETARIATION : AN OVEEVIEW

LHTROOUCTION

Mental retardatien has been in existence for as long ax bhoman beings
hawa inhahitad the sarth. The wnfareunsbke humasa who are known as the
meatally retarded hawe hesen given warious labels throuwghout the rcen-
turisa. At firat they were regardsd with a lot of superstitien whkich
resulted in harsh treatment. Due to advancemént in regearch aesd kech-
nelsgy the meacally retarded person 1s now regarded as a belng as human
ag any mortal, Ik is now recogeised that he is sntitled to basic human
rights and is allowed to live as comfortably as any other normal oecsnon

in as far as his condition will allaw.

The mectelly retarded Iisndividuals are oftesn sobjected to treatmeat
which reflastzs Ehpt Ehey pgpre misunderseoad by gaciecy 1a geaeral.
Sacletal arkirudesa have demonstrated a gradual change due to bettar

understanding of these iadividuala.

In this chapter we shall study the history of the care and treatment of
the meatally retarded which is tken followed by the definition and
various eclasalflcatlass, Tasues pertalaing to labelliag, stiolagy aad

prevalense will be diacudded later in Eha chapber.

BRIEF HISTORY OF THE CARE A¥D TREATMENT OF THE MEWTALLY RETARDED

for the purposs of this discussion, the history of the care and treat-
mant 2f the merntally retarded will be divided iate Five arae. The Einme
pariods of these eras aovarlap and the latter part of this secktion cou-
centrates mostly on khe American seene as this country seems b3 hawe
the most ocutstonding legis_ation pertaioing to the mentally retarded
[Gmarheark, Litcon 1979:1). The five eras are as follows:

Early histazy : the era of superskbition

Hineteenth cenktury i the era of izatitubions

14
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Barly twentieth ceantury : the era of public school special classes

The 1950z amd 19608 : the era af legialatian and papalar concern for
the retardad

The 14970s : the era of ncrmalizaticn, litigation and copprebensive
legislation

Early histary : *he gra of susecgkikisn

The Spartams of ancient Greece (1552 EC} mnd the FRomans (449 BC) wers
the £irst to maka meation of the Cast that thera were 'Feoslg', "idioks’
or 'momsters’ in scciety.  The meatally retarded weare rafarrad ko in
these terms And during that pericd there was little knowledge toe guids
tawarda the Adifferentistion between the mentally retarded and the deaf
mitea. I both Sparta snd Atiens the mentally retarded were Lrealed
vary harshly bacauss the Graska at that time strongly emphasized
physical and mantal fitness. The mankally retarded wore rogarded as
gaciebal rejects 2nd were either left to die of exposure, or were

ehrown off mountains or saven drowned in riwvera.

In Ecme the retardates were used as sourk jesters for the sntertainment
of nobility. All mentally rotardad and deformed peracns ware often

chained and kapt in Aungyeosns whers they eventually died.

During the fourth century, Christianity provided hope for these leas
fortunata members of asoclety, The name of 5St. Wicholas came ta the
fore a3 the patron of the relarded. Io Belgiuwm, many 1diots migratea
to a pléce called Gheel whera they received good treatment and there
waad ktalk of Being able to cura tha condition. Whsn the miracnlous curs
did oot materlallze many of the local wealthy tocok these 'idiots' into

thelr homes and carad for them.

From the thicteenth century onwards, most Catholic churches in Europe
tock Ehe mentally retarded inte thels care and provided asyluns £or
them. The Protestant Befarmers om the other hand had a differasat view
of the mentally retarded. They sow them a3 belng demon-posdes=zed and

'filled wikh Sacar’', Both Lother and Calvin saw the retarded as
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3odless {Gearheart, Liktesa 1E876}. Thesze notiors otten led to the harsh
Eraptment of the retarded. Many wears eockured,. pusnlehad and tormen-—

cad: the intent baing =o srorcias tham.

The attenpts at aducation undertaken by the Catholic monks were aimed
mestly at Eraisning them to care Eor themselves. This however wai A
stap farward Fram just custadial care and wiewing the retarded as wards

af tha church whe could oot 4o anythiong for themselves.

Hinat i} ¥ t the pra of igstitutions

The chaonge in attitude towards the mentally retarded in Zurope led bo
an awakegping fcom medleval superstition. This in turn led ko athempts
by Pimel to treakt the mentally ill and insane as curable patiemis: to
Perelire"s aclientific inavruction of the deaf mukte; to the aducation of
tha wisually kardicappsd by Braille and to Itard's scientific indivi-
dual sducaticnal approach towards the mentally fesarded,

Bradually soclety adopsed the ides of ilnatitutionalisation of the m=n-
tally recarded. This shift in stbitude towards the care and Lresbment
of the mentally rebarded with a focus oz educakion was a result of the
work of Ttard. Ta 179% Iterd made attempts to educate a boy (laker
known as Ticter or kthe Wild Hovw of Aveyron)]l wha had liwed Zika an
amimal isn the faresat. Itard devoted Slve wears rcowards the education
of this boy bhecause he would oot accept am earlier diagaosis by Plael

Lhat Cthe Doy'a coadliion was locurable and lrreversible.

Itard devised a flva-polat programme which cuﬁcantratad on the develop-
ment of the functiocns of the senses., training of the inptellectual
akills and eocntrol of emotions (Gearheart. Littom 1079). He eventually
afimiceed o the incurabilicey Bnd lrreveraibilicty af Victor'a ceadition
but he had made minor =skrides in the hay"z geceial behavisur., The wark
of Teard wasa ssen aa aignificank ko the educakionml acierce of the time

{Levinsan 1967:46).

Sequin, a student of Itard, centinued with wark om the mentally
racardead by alsc sducating a single boy. He attained success ia his

venture and in L1842 he was made direcsor 9f 2 schopl for idings -

1&



Bicearre im Paris. Seguin'=z work attracted attention from all over the
world, especially thke United States. Ia 1846 hiz book *Tha Maral
Traakment, Hygiene ard Bdoucation of Idiots and Other Backward
Childrean'. was publishad.

The goecic-policical spirit of the day bhad a profound Influence on the
success of Sequian's werk. Charitable ocrgamizatione were farmed Eo
praotect the intereats and rights of all individual human beings as a
reault af the work of Hearl Saint-Simom. Thera was alsoc a gradual
change lm the traditiomal edocational practices of the day,. The names
of Rousseau, Sicard aad Condillac were Eoremost during this paried.

In 1850 Seguin emigrated to the [United States when Louls NWapolecn came
into POWRT, Ha Plﬂ.‘:‘."l:lli a m-:j-:l-'r: rgle in uutahliu'ning' now rosidoptiol
Facilities foar Ehe meakally rekEarded ia Few York, Maszachusebbs,
Pamnsylvania, Jhia and Connecticuk. In L1876 ha served as the first
prasident of the newly astablished Asasocciation ot Medical Otticers ot
Amarican Imetitucions feor Idiocic a2nd Teableminded Paracans which waas

later to svelve into che American Associatican on Mental Deficieacy.

Further developmants o Euraopa took place ia Switzerland. A SBwiss
chyslelarn, Jacek Guggenhbithl, took an inksrest s creting, He bad read
exteralvely about crebing but ob3seved kEhak little menklion was nade af
the remediation of the conditiocn. He was given a plece of larnd near
Adencberg where he D>Suwilt sawvaral structures and prowviced therapeuzic
care, which inzludsd healthy and beautiful surcoundiogs. physical care
ef the hody and & good diet.

Eis work wag hailed as a new approach towards the care of cretins, anc
it aitractesd a lot of attention from Gernany. Austria. Great Britals,
the Hetherlands and the Jcandinavian Souatries, Alchough he bacame
internationally kaown Ehrgugh his publicablons ik was realizad, how-
Ever, that not one af Ehe =retins was sver cured. Many mponEars with-
crew thelr suppcrt and complalnabs poured in which led ko an investig-
atiomn, The Canter was eawvenkually elozed. Althoongh ha, lika Itard,

cperated on an erronecus premiae,

ree Guggenbibhl must be acknowledged as the lpdlspuzable
ariginator of the ldea and practice of the insci-u-ional

1T



cara for feebleminded isdividuals. The hundreeds of ifngti-
tukiana now in exiacence derlve in dirace lige from the
Adendbtarg (Fanonar 1O964:6).

Fram the 1840s, both privace and public inskitucions wers= epstablished
in opuakriea acrosa Europe {Germeany 1645, Ecglard 1844, HetherZanda
1855, Hungary 1875 and Italy 1889), and as Lay as Japaw la 1900,

On the Ame=zices acene, thisga happensed a liktle fasker becawse as sarly
as 1650 ecoloalal America (Marylasnd) had a law auvthorlizleng the appolnt-
mant of guardians for Eeeble-miaded children., Funds wers made svail-
alle Lo Lhose who caced [or bthe [eeble-winded, bul aa yel Lhere wera oo
facilities awailable. PFrior to Lle48. the feebla-minded were housed
together with the desf and dumb in an asylum in Harbford. Conamcticat.

The firat inskitukion ek up exclusively for the care aad education of
the retarded was Iin Massachuset:ts. Ploneering work here was done by
Wilbur af Barrm, who toock a keea intarest in the warks of Beguin, He
became hemd of the filrat New York State Training School in Albany.
Later, Howe, &fter wvisiting Guoggenbihl's Adendberg and probably
Seguin's Hicekre, reported Lbhab there was g need for private and state-
gupported institutions £or the mentally retarded (Cearkeart, Littoa
1979].

This led to the foanding of the second akake iastibubion in Hew ¥ork in
1851, Sewveral iastitutions followed thersaftar - I[1linais 1H&5%, Iowa
1877, Indiama 13749, Califoraia 1885, Marvlamd 1883, Monkana 1A9A. et
cetera. The major geal for the founding of these inatitutlioma was the
renediation of mental deficiercy ao that paklenta mighk returs ko the
community. Most of these instituticana employed Seguin®a shyaiological

methods For treakmenk.

Eeguin's intluence ou the american care of the retarded is overwnelm-
ing. He actively participated in the establishment of the first Ffour
lastitutions; §e provided many excellent instructicnal technigues for
the educaticn of the retarded, and ke served as the first president of

the group of institutional superinteondents.
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Early tweatieth century @ the ara aof public achool speacial clasaes

Ir wag nobk until 1894 thakt the first ::_:uni::'i..a'l. class was fnTmad In Aan
Amarican public school system. Germanry was the First o establish such
classes 1o L1GTO. The eatabliabhment &f Eheas classsd wad oak examrpk
from Ehe problems which often accompanied the plight of the mestally
retarded. The rtunning of such clasyes was more sxpensive than thet of

rn-g'l.l.'l.ar nlas=sas.

Hecausa tha Stanford-Biamet test was oot widely wsed prieor ko 1016, this
resulted in the imnclusiorn of children other than those with intellec-
twal problemz2 1n these classas. The usa of these Cests led ta tha
grouping of the pupils according .te their lewvel of intelligsnce and
thiz scon produced modifisd curricula and the uwse of different teach-

ing materials by teachers witi specialized kraining.

As schocl attendance became compulsory,. many states snacted statutes
degigqued to promobs the astablighment of apeacilal elassss for the
mentally reatarded in juslic szhoals.

Gearlhmart amdl Libtkon (1979:9%] meotion Lle Eulluwi::g Faczpra which in-=

fluenced the develcpment o2f special classes for the menkta’”ly retarded:

The total number of children for which provisicm must he made i3

relativaly largar

the imgtructural ccsts wece high compared to normal classes:

there were anormous adrinisbratiwve costs especially in small rural

areagy

in the early stages Lt wAs ocommon te confina spacial classes Eo
glementary l2val hecause few pupils went beyvond this level. Moat
schools did aoct pravide far ac Adid aot knew what programmes wWere

rogquired far adelaacenta;

the esstablishment of parent groups in the late 19408 and carly 19805

also alfegted public school develocpment of apecial eclasses foar the

Lo
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rekarded, and

compulsory education legislation led to achool districts being account-
able for school attendaice of the mentally retarded in cheir respective

areas pad this led to a boom 4f fnescial olagsag,

HWhile the number of clasaea Foe kthe yacarded inecreased coramideranmly in
the 19204, ik decreased during wvears of World War IT and ther rapidly
increasad again in the L9703,

Tha 19503 and 10603 : khe era of Jegislation and popular concern for
Lhe retarded

A new bype of treatmest foar the mentally retarded emerged out of the
educaklanal movemeant. Humerous vocational programmes were desigaed
during the 10408 to develep the ahilities of handicapped pecpla in
salactad wvocatiomal sread [Payne, Mercer 1973). Theae programmes were
dasiqnaed for thoses wha ware laksr clagaified as TME (traimable mentally
ratarded), IE waa estlmated that about BT % of the mentally retardead
wiere enployable and that they could benefit from thess special pro-

JTAMMBSE -

FPublis awareness of Ethe mentally retarded waa proveked hy Zreafident
kennedy, who appointed a pansl imn 198l o which he gave a mondate o
prepare a national plan to help meat The complex problem of mental
ratardaticn. The panel preszented ics 200 page report inm 19462,  Thiy
report had cowver 90 racommendacions in the areas of research, preven-
tion, eclinical and medical servic=s, law, educatisny lacal, state and

federal organizatlon.
ln 1Y6he Fresident Lyadon Johnson appointed a President's Committesa on
Mental Hetardation to promote mnational placning and to mobkilize basic

progranmas la the fleld of mantal retardation,

An abundance of laqislatiqn WAE P;ﬁ;ﬂlﬂ duri:u.q this ara (1934-1743)} to
ensure the care, brestment and educaticn of the retarded.
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The 19708 : kthe era of nsormalisation, litigation apd comprehensive
legislakion

The #ra of the 1970xs saw a great deal of loprovemsant in Lhe care ol Lhe
manktally ratarded. Legialatipa and litigation on hehalf of bhe men-
Eally retarded lad to the recoguitios of the fact that the mentally
rabtarded hava a cighkEful place ia soecisky and ast la confining inatik

uciang.

Tha primcipla of normalisakion and the principla of tha laast tAstrin-
Eive paviromment led to major chenges la the cere amd tresakment of the
mankally ratarded. FIriefly, the principla of asomalisabtian reguired
that aervicea for the meastally retarded be provided at community
lawal: that educaticsal and eraining progranmea he integoaktad with
those of mpormal individuwals; that the mentally retarded he provided
with residential facilitias in small wnits rezembling homes: and that
Ehare Be ﬁaily cankpct batweel Ehe muntallr raftarded snd normal PRESCOS

an the gocial as well as vocational lavel,

Ion 1571 the U.WN. adoptad a seven point Declaration of thke Rlghbks of
Hantally EBetarded Parscns. This declaratlon further enhavced Ethe
priaociple of normalisation in as far as its coocentraction om the rights
cf the mentally -etarded to propar sducakinn, cara, nnnﬂrity A 1aqa1

TEFTBEBﬂt-ﬂ.EiDﬂ was Concernad.

The principle of +the leastc gescyictive enviroament as applied Lo

educatlion means thab

«+. in ewery case, students abould he previded an educ—
aticnal program in a =etting whichr i3 the least Jdif-
ferent from the program provided all ocher akcudenta and
lpast restrictive (envirocmmentally and experientially} of
all the progrom alteraatives which are awvailable apd
appropriste  fto  hissher educational needs (Qearleactk,
Litton L3TOpLl3).

A saries of pracedurea dealqued to ensure litigation was beirg mandataed

by léw,. Parents and guardians are fully iopwolwved in deciszion-naking kEa



angure that school authorities da not take arbltrary or unllateral ac-

Lign against mentally recarded childres,

The imsue of child advccacy became of public comcern wheo in 1371
Prasidant Wixen directed the Office of Child Development af CEhe
Department of Health, Eéucation and Welfare =0 estahlish a Natlomal
Cankras f£fer Child Advocacy. Child Adwvocacy i3 malinly donceraed with
inkaryanticn on bekalf of children in those gervicea and institutions
that affect their lives. Child advoecacy may be carried out by
intarastsd iadividua-s, parents. guardians or professicnal organis-
atisns. The mentally retarded becare the main bepeficiaries of thias

D58 .

faeverol publications bogan to appear which E£ooused on khe mentally
retarded and their legal positicn, This opened & deorway for litig-
aEion which was mainly aimad at farcing Iocal, state or federcal
gquvernments Lo provide education and Ereatment for che mentally retar-
ded. It became cleaar that the courts were deciding in favour of the
plaintiffs and this led to mere end more Lhearings. The major areas of
COONCEIO Warse: architectural barriers, classification, coamitment,
custady, education, employment, cusrdisnship, protec=zion Efroem harm,

gtaerilisatlon, treatmenc, woting and zoaiag (Gearheart, Lictom 14979].

Tha dedicated work of cooperned indiwviduals pnd orgenisaticens led to
the passing <2f the Behablilitation Act of 1973 and the Educakbion for all
Oandicapped Childeeén ket of 1975. Amongat others the Behabh!likakion
Art providea for nmon-discriminarion, guarantess in arsas such as em-
pleyment, programme accesaibility and post-geceondary educaticn. The
Education for all Handicapped Children Act provides amongst others for
state and local educatiomal agencies to zake responsibkility for pro-
viding education for all handicapped children [Gearheart, Lictam 1497%;

Raport-President's Commission oo Meatal Health 197B).

DEFINITION AND CLASSIFICATION OF MENTAL RETARDATION

Feralaterct confusion prevails in stkegpes Lo define mental recard-

atlon, &So far ae jiogl4e deflaltica coined hasg been Seen ag Acoepkak’s

ta all those coocerned with mentasal retardakion, euyuuinlly blie wvas ious

o
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peafesaions.

Robinson and Robliazer [19748) feel that the sama situation whion par-
tains to the definition of nestal retardation prevails in the various

atbampta to defloe iptelligence - maltiple coatroveralea axiat,

Ta begin wich, the term meatal retardation as applied bto tlose paliects
whe are mentally subnormal is nobk universally used. While 3im the
Uoited States tke coadition is referred to as 'mental retardation'.
'mental deficiency', ‘'mentally defactive’ ond 'mentally handicapped®.
in England ‘'feeble-mindedness' is the general term used. Ino Rusala,
France and tha Scandinavian counteies, the eerm  "oligeophrenmia 1s
uaed. The World Health Organizaticn [(WHCD) recommenda the term 'sub-
normality' ({Gearheart, Llttom 1373).

The reasdcnd why #ne alagle accepted definition gmists to deoscribe the
condiklan of mental ratardation are seen by Gearheart and Citton (1979}
asx tha Fallowizgt

Dafinitieme typically reflect the currenkt focio-sultural atardarda of a

givun :nciet?, and thede change constanl Iy.

The different disciplimsa (that ia eaducatlen, payshology, medicias.
law, et cetera.) have coined terms or defipitions to suit their own
area of fusetion., A good definition for ome diacipline may be a poar

gne for others.

¥antal retardatiom is an extromely complex area with a mueltitude of

opposing theoretical views, and a wide varilety of eticlogies.

Westerr civilization prizes iastelleck so highly that any definitlan
descriptive of persocns with low intelligence would have #aegatiqe

cotnotationg.

The wmost accepted defimition so far is the gne provided Ly the AsnC
rAmerican Association of Mental Deficiency). Although in ibself tais
cefinicion leaves o numbor af gugstiqnﬂ unangwered, L% i currently the

most widely used.
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adD éefipition, publiskbed ia 1973, 13 praceded by waricus ather

definitions, soma of which were colned as early as 1937. We shall make

mentisn cf some of the definitions briefly to chtain aa idaa of Eha

trends that preceded the 1973 definitiom.

Teedgald (Eobinson, Robinson 1976:26) defined mental deficiency as:

Doll

In 1957 Eanner (Robinson,

ign

Eigient adulresm.

v.. @ state of iocomplete mental development of suzh oa
kind and degres that the indiwidwal is incapabkle of
adapting himself to the normal eovirooment of hieg fellows
la such & way =s to maintain existence independently of
pupervision, coslrel or extersal support.

came with a somewhat specific defismi=zion ir 1941. He stated that:

We obsarve that six criteris by stabemeonl or Inegplicaticn
have been gum:rully' cons ideraed agdential bo an adequata
definition and &eacapt. Thaaa are (1) secial incompot-
eocea, (2) dus Eo mental aubsoemalley. (2) which has bheon
devalepreankally arvested. (4} which sbtains at maturity,
{5) is of conscituriomal origin amd (6) is asz=enkially
incurable (Rohinson. Robinson 14TRA:z26).

Rabiogon 1976126} inzrodiuced anokher Adefini-

in which he differentiabtesd between Lwo clasgesa of meantally de-

‘ralative’ feable-mindedness. He stated:

1. The ana type consists nf individuals sa markadly
deficient ia their cogoitive. emoktional. and con-
structively comative potentialitias that they would
stand out as defectives in any existing culture
They would be squally helplass and ill-adapbted iz a
soclaty of savants and in a saciety of savages.
They are net only deficient intellectually but de-
ficient in every sphere of mentation.

2. The other Eype ia made up of iadividuals whose 1im-
itationa are deflaltely related to the ataadards af
Ehe particular colture whiech aurrounds them. Ia
iggs complex, les3a iaktelleckually centred societles
chey would have no trounls in attalanding and recaln-
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ing egualicy of sizeable ambiticms. Some might ewven
be capable of gaining superierity by wvirtus of as-
gets other than those measured by intelligerce teska
«ws But in our midac their shortcomiaogs, which wounld
remain uwnrecognized and therefore non-sxizcenz ia
the awareneszs of & more primitive cultural body,
appear 20 gseor ap scholapzic gewrrigular demand com-
petitign imn gpelliog, higtery, geography, long di-

wision ..+ It im grﬂfura.ble to speak of such 'E'Il:l'[-‘-:l-ﬂ
ax  iokellectuslly insdegquate rather peatally  de-
ficlant.

All the above definiticas seem to reflect concern with adults only.

Those working with children had ne beagis for their work.

The most wldely used definitlons were thoge Ilowing Erom the use of khe
Sranford-Binet Iatellicernce Secals and bhe Weockhsler Iatelligence Scale
for Chlldren. The fact whether oae was Eentally dubbormal or ook was
assassed according to tha abhowve scales, baassd on one'a gcores ia an IQ
cpat. An IQ score of TO waa popularly uwsed as a cut-off acore Zorc khe
ratarded group. The warious clasaificationa colned laker were based on

T3's lewer than T40.

Varicua preblemzs scerusd from this kind of defipition because IR seores
ware bLasel on sampled behaviour al a yglveno time in a3 contrelled

envirorment, Fobinson and Robinson (1976:27) contewnd thatd

see 00 cutoff score will ever be adeguate to define mental
retardation independent of Ehe getting ia which the in-
dividual finda himaeltf. Differeant 3kills and JdiZferent
abilicties are reguired at Alrfrereat ages and in diferentc
sovironnents. Betardation must therefore he gauged io
lérge part agmeinst current enviroomental demaods,

The latter part of Ehis contention ssems to agree In part wikh the
latter part aof Doll®s defiaition when he describes the croup falliag

rncer "feeble-mindedness.

The ID classification 1s used world-wide and in some countries ic s

writken inta cxigting lowa. Howevas, 1t genecaced a lot of criticiam
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when i1t was uged alawe without consideration of other factors. Scme of
tam crikiciama are chat the IJ factor bhoo beoen mipused, in that other
sources of informatiom abowt & givesa child have besa lgasred. IQ
scoras, when usaéd in confjunerion with ather aspects of behawviour, have

PE-:JW:I to be vary usefu_.

Some contenaporary definitiens are Mercer’s definition according to a2
gocial svstem perspective and Bijou's definition accerding toc  an

prperimental analysis poiat af view (Robisagen, Rabisgen 19T7€}).

Aecording to Mercer's gocial system perapective, an ipdividual iz re-
tarded if he has been labelled as suck by a given social system. He
seesd "mental rataprdate'’ as 2 given statns and "mental retardation' as
the accompaoying role. He sees Che school as the coe social system

that uses this label freely {Robinson, Robiasom 187€6).

Bijou, on the other hard, has suggested that "a rebarded individual Lz
non|a who has a Tnpnr'l'n'r_? af hehavinr shapard hy mvantx that ronstiFntne
his histery and that the stimilug-regpoage which coatribute Lo retardad
behavier should congtitute khe focus of izvestigation” (Robingon.
Dobinsan 1S8TE:iZ9). Bijou rejects the bislogicel ar medical definitian
of mental retardation. He :=ees mental retardzation as a symptom of an
undarlying condition. He smphasizes pattarns of devalopment 1a rel-
ation ko whatever stinmu’lation ar reiaforzemest the <hild i3 exposed

Ea. He meintains tha=:

«»s the coordisation of the lsdlwidwal as a tokal Eunctionp-
ing bicleogical avatem and the enviroomental ewvenks which
impinge wupon him determine the success ar failure of de-

valapmant of serviceable behavioral repertoires |(Robinson,
RBabhingan 19763129 .

Thiz definicien did not have a widespread impact but 1t drew atteation
to the experiential history of the irpdividual znd zo the rale of re-
infarcement in hehavigur, One could say that the preseat attempta al
the treatmentc of the mentally retarded through behaviour modification

may hawe part of thair :lrigin im Et.i,.jnu,'s work.

ko



The Preaidents' Committes om Mental Retardaktion defined the menkally
retarded aa belny "... signifizontly impaired im their abiliky ke learn
and adapt to the demands of sociekby" [Payne, Mercer 1875:310).

Tha ALAMD defivitisn by Grogaman (19731} - rafarrad tp asarliar - I8 in

fack an lmprovement on Heber's (1961l) definition which reads ag followat

Menka® retardation refers ta subaverage gensral intellas-
tual functioning which originates during the developmental
period and i3 associated with icpairment in adaptive he-
havigr" (Habar 1964:1).

The AAMD defianition {colned by Grossman) will ke given more atbention
in rchia chaptar for the reasons ocutlined eaclier and also bhecause the
researchar will base this study oo the AAMD wersion of mental retard-

ation.

The AAMD manual defined mental retardaticn asg

e Slgnirficancly subaverage general lotellecrtual fanctlon-
ing exlsting concurrancly wilith deflcics 1o adaptive be-
hawior aod maonifested durlicg the developmental period.
(Gearheark, Liktan 1979:3d; Eebirsen, Foblaasn 19746:30).

Various aspacts of the defimitiorn will he diszcusased.

Mental ratardatlsn - Ia ehe manval, mental retardestion denckes a level
of behavigural pecrformance. The defiaitionm does not mentiom eticlogy
or levels of retardatiom and it also doss not distinguish bebwsen the
retacrdatiaon  associated with pevechospeial influpnces ar the one

assoclaced with blolegicel deficlie,

Iptellectual tunctioping - this may be assesged by one or more of the
standardized tests which hawe been developed apecifically for this

purpoee.

mnimhnt;}:_;ib—avaragg rafars to a secare thkat s twe standard dgwi-
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ariona below the mean i.a. an I{ of 67 and 69 om the Stanfard-Binet and
Wochsler tests respectiwvoly.

Developmental pericd - the upper level of this perlod haa been gilven as
13 ymars of age.

Adapkivs behavioue refars o the affeceivensas ovr degrae to whilch tha
individual iz abls to meest standards of personal independencs  and

gooial responalbllity accordiag ko hla age and the morma af hia culrtura.

In 1965 the AXMD developed a project to study the broad dimensions of
adaptive hehaviour. This study produced twe adapiiwve Dekhavicur
scales; ome 15 for children aged 3 to 12 and the other was designed
far childrem aged 11 =nd glder, The 1574 manual states that these
scalesd must oot be used ia igolation ko determize &n individual's level
af adaptivse hehaviaur.

Angarding ko kthis definibkian the destigrnaticon aof mental racardacion re-—
fers to cuarrent bBdehaviour and leaves ng room for possible  Euture
changea or the Improvement of the intellectual level of the indi-
widual, Tha dafinitlon howaver visws mental ratardaticn as - ce=-
varsible condition wuwalike the Jdefipitions that preceded Heber's and

Grosgman's (ef. Dnll"s defianition).

Bacause of their behavicur and the wvarious causes of thair ccnditicn,
retarded children constitute a wery hetercgenaus group, [t is common
far lay people to overlook thias fact and club the retarded loto one
Homogenesus group. The wvariows definitions do aot delineate the
characteristica cf the reterded by degraee, therefore to gaim a better
understanding of the wvarlouz diffareancmes in hehaviour, one needs Lo
clagsify cthe retarded dntoc ditfereat groups according toe  bheir
intellectual development.

Cearhearkt amd Liktpe (1979} cite three basic reascons why a clasgifi-
cation ayatem iz Iwpertart, Thay =tatm as thair first raagen tha fact
Ehakt it facilitates research because it epnables ene te discuss data of
incidance. prEEElEﬂEE and educaticnal srrnfnqinﬁ far the warious

Gruups . It alse faclllitates communication bhetwsen the varicus pro-
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fessional groups concernéd with the retardedr aad finally it alds iam
the understonding of the behavicur of a giwen child oar group of child-

2.

Berpuge new infarmaklan beromes avallable over a8 period of time con-
cerning nesmtal retardation, issueg pertaining to classification are as
gxtarsive ae thasa copcerning the oara and ereacment of the mantally
retarded, OGearheart and Litton (1879:31) contend that ... claas-
ificacion systems must be subjectad to continuous -evision becauds eved

tadey they can anly be considered tentative”.

In 1947 Straua and Lehtinen spoke of exogewsous (braim-isnjured) and
sndogenous (non-brain imjured) types of mectal retardaticm (Rebinsasn,
Bobinmon 1976:34}. In 11747 FKanner proposed absolute, relative and
apparent faehla-mindedoess and ia 1933 Lewi: employed patho.ogica. and

sub-ciultural clagsificatinns (Gearteart, Littom 1979:321.

flassification syssemg have been colired in terms of the eticlogy of the
illness, clinical wvarilety or syTptem <onstellatico, =zeverity of 3ymp-
toms as well a5 the purpose for which the classification system is to
be uscd. Mention has thervefore been made cE tha legal, the educaktlon-

al, the medical and the behavioural classification systems.

We shall concentrate on the behaviourel c=lagsificatlom syscem for the
following two reascns: firstly, this study concerns icself with the
mocher who is copiog wilth Lhe Jdally Dehaviour maolfesced by a child
with a low level of Iintellectual daswalopment; and secondly,. wa bave
gelected a8 our deflaltlss the AMMD definition which mentions bwe
ggaeatial parameters, i.e. sub-normal incelligence aand impairmeat in

adaptive beshaviour.

Befare the development of intelligence tests, social incompebooce was
kEha criterion used o3 the determinznt of whother a person was mectelly
retarded or mot. Grossman, 1in hid Asafispikion impliea <hae adaptiwva
hehavrinur erists concurrantly with, huk indEpEdd&::t &f LﬂtEingEt‘lCE.
Aeber, befors Grofsman, alsa sugeested a connection betweasn adaptive
behaviour and intelligence {(Bchinsezn, Rablndos 1976). Payne and Mercer

£1975) [eel abrowogly that  Chers  guest ba impairment  In adaptive
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behaviour befare an individual can be technically clessified a3 nenk-
ally retcarded regardless of whether adaptive behaviour ia part of in-

talligence or nokt.

Problema In adapeive bkehawvicur are ktherefors eclassified into four

degrees of severibty:

Branfrord-Einet HWashsler
g Ll
nild E3_4A7 E5-54
moderate J6-51 A0-54
SRVECS £0-35 25-39
profound <20 e2h

The IQ levels differ Erom author to author but almost all £all withina
the ranges given ahova. Grassnan acknowladged the diffloulty af
measuring adaptive hehaviour when he esphasiied that:

Measures of adaptlive behavier cannof be administeced directly
in offices, but must be determined on the bagis of A sSeriss
of phservations 1o many places over condiderable pesiods of
time. For this reagson rating ascalea ar interview deta usu-—
ally makc up the dota from which levala of adaptiwve hehavior
are inferred (Payne, Mercer 1975:494].

The AMD behavipur =scals is divided inkto twe major parks. Part ona
conslsta of guestiona pertaining to the individual's dewvelopment and to
the svalustion cof individusl s5kills., Part two concerns maladaptive

Behoaviour related Lo persopality and behavioural disorders.
Just like the intelligenas tests, the AMD Zghaviouwr Scale must not be
uged on it's own to corcluée that a person is mentally retardsd, Ik

should e uwsed in conjunctior with obher bests.

Gearheart amd Litkben (1979:24) have the follawing to say as a final

ward gu the uwse of claazificaticn aystems:
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Any classification scheme bazed on & jingle Sriterion hasg
ipherent difficulties bacause of the complexibty of the con=
dition of mantal retardaticon. o addition, no one ecrite-
rion can supply sufficient information abauk Ehe iadividual
to pffectively £fulfill the regquiremanta af tha multidis-
ciplionry appromch to mental retacdakian. Tharafara, wa
mue= uwae the aypabem or oSonbination ©of systems that best
facilitates planning or programmiang for a specific puiposa.

Paor a better understanding of the slassifization, & brief oubline of

the characteristics of the different groups is given:

The nildly retaried

This group comprises approximabely 35 % of all retarded perseas. Thev
have faw if any physical rharactariskics which paink towards mental
recardation. Their development in walking, talking, toilet-training
and feeding themselwves iz slow. Eye-hand co-ordination i3 also slow
and remaing below ourmal expecbancy. A Jdilagnosisx of retardazion iy

oftea made aftar a year or two of school ezperience.

This group can develop social asd ecommurelcecatiosn =skilla in apecial
sbructaral classes and they can also benefit from arts arnd craftas
clasaea. While they ocan besefit from primary acheel edugatiea, they
cannot complets aecondary educaticn. In the zohasla where thia geoup
atteada ragular classaa, khersa may be problemia sush asa khe axhihikian
of anti-sccial behavicur, demands owm the teacher's attenticnm and the

inahility ko comfeorm to tha sacial stamdards of tha slasa.

Many of these Iindividuslas are able to hald Aown joks in cartaia
ipdustcedies but with the rapid awilch Lo subomation, as is the case
Loday, macy will end up without Jjobs. Zome of them marry and have
Eamiliecs. They, howover,. esacounter problama in monoging =heis owa

affaira and #0 are often found as clients in walfare affices.

jome have anctional and behavioural Frnhltm.‘; which oftan cause them Et2
e in a gtake of conflict with the suaktharicies. Therefors they ars
a2ften placed la ceslideantial care in crder ko proeteck both  Ehem aod

cheir families.
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The moderately retarded individual

Tha maotar development of thia group. though below normal axsectation,
dpes approach normal in most cases, Their language and speech is8. 1o
most cases, develeoped. As a group kthey are viewed as semi-dependent
because they can be koilek-trained and cao master bagic askills 1iks

feeding, clothing zod betbliog Lhemselves.

They cao beneflit from organizsd training programmes aimed at 8elf-help
pnd accial awarensas. A few of them g2 up to tha third grade level in
gchool.

Faw are capab.e of reaching the stage of heconing self-supporting

adults in a supervisad sheltered work Lacility.

The severely gataydod indiwidusl

This group ewhibits some of the characteristics of the above group but
to a lesser degree. They are viewed as being above the 1leval of total
depandency although asome still require extensive and intensive nursing

and medical care becauwse of organic brain damage.

Motor Sevelapment as well as speccha and language arce rektardsd. Whilae
the crearar proportion of this group may apend a greater part of Lheic
lives in @ residemtial institwhtion, thaze with IQ's of bheatween 2% and
35 may benefit from Eraining 1lm kasic salt-help skills, Some of che
latter group may also functlen well im 2 highly contrelled and supec-
vised sheltered enploymesnt. Those who do oot requicre a lokt of care nay

liwe in their own homea without causing a Lot of adjusbtmeant in the

family.

The profocurdly retarded individoaal

Thesa individuals have considerahle central nervous system impairzment.
Orgacic pathology is alas preasnk ko an wausual exteat. Other handi
caps which appaar with mental retardation are blindness, deafneaa, epi-
lepsy and araes physical abnormalities. There iz poor mokor dewelop-

ment. Hepeated wmovements such as head-banging, rocking movemeats, lip-
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ar flnger-hiting are freguently observed. The life expectatica of this

Jroup ls way balow average.

These individusls reguire life-long supportive residential care hecpuas
they cannak benefit from any form of traiming or edudstion. Maay of
them are bedridden throughout their lives and mcat famllies czanot cope
with the demands of cariag for such iodividualas.

ISEUES CONCERWED WITH LABRELLIMG

The lahelling of tha mentally retazded i3 an extremely controversial
subjact becausa of the effects of thig labelling on the persons con-
cerped, Labellimg a mentally retarded child i3 a sericus undertaking
and thersfore a.l meajdursd to esgure accuracy should be emplayed. Ths
issua of labelling kas many pallicical and social owvertomes, asapecially
whera childrea Ffrom lew soclo-sconomic bachkgrounmds are the majericy of

those being labelled as meatally retarded,

Several hypotheges exiat with regard to the 2ftects of labelling
(MacMillan. Jones, Aloia 1974). ERecblasor and Eobinson (1976:43) aum-
marizad Lhe hypolhesized affects of labelliag as celated to "{L} the
child's salf-concept, (2) rejecticm by his peers. (1) his own lawval of
agpiration, {4} =zeachkers' expectatioas for hie achievement, {5} his
chancea Feor a healthy adjustment 1o marriage ar employment, and (6} his
dizlike of bearing the label.” Most of the above effecta are known o
hawve atfected the life of the mentally retarded parson at cne stage ar
another. MacMillan, Jonea and Aloia {1974) however, conclude that
unambiguous research evidence of this ococurrence 15 lacking axcept with
regard o tha last aspect. Children and adults dislike being called
'retarded” and they also do naot like the ctker dearagatory terms usad tao
deacrihe them,

Ik :i.ﬁ ot ar Aall Qlear, Dowayvar, whethar the label Hhas
Ehﬂﬂqﬂﬂ Eleic I::ﬂ'l'!ll.':.E'Pﬂ af themdelvea ands/or rhelir Treans
meant. At bhe hands ol peerd, Leachers, gl =mployers oL
whether in fact they are fastening upon thia lebel, their
menberzhip in a =apecial clasa, a- theic admissicon to ea
institution, as a coonvenicnt targek am which o hlame their
feclings of differcnec and incompetoncs (Robinscn, Robinsoa
1976 )



Some positive affects of labelling aave also been hypothesized. Some
af the effects hawve more ta do with the s¢cial and educatiomal sy=tom
Ehan with Ehe individusl., The lahels apabhle the fndividual te guallify
for ocartaln services and benefitas such as admission to speclalized
garwices, aligibhilicy for rattain grancs, At oatara. This is af =waluse
if the sarvicdes rendered are effective, otharwige lakelliag servas no
usgful purpose. MagMillon, Jomes and Alpia {1374}, have confirmad that
labelling zomatines helps to resclve the dissonance which dccurs when a
retarded adult ar chilad fails cto reach certaln atandarda or cape ia a
glver zituation. Thelr peera tead to be more tolerank and uaderstand-
ing. Accurate labels help te put the client im the right programme and
they keep & client from being entered into a wrong programme |Schilling.
Echinke 1883).

Warious recommendations have been sdvanced pertaining to this sensitive
laauwe of labelling. The proceduces far labelling have al=o besz uwndazx

criticism becauss, as REobinson and Robimson (19T76:44) put ik:

Even im tha absence of formal data demonstratlng unegui-
vooally the deleterious sffects of labeling, sufficient
angcdotal reports exist to prove to any doubter thak ak
times labels are associatad with injustice, with lowezed
gelf-papirations, and with lowered expectations on the
Dart of parentsa, teachers and umplufur:.

Some ol the reconmendations are from *ackilllam, Jones awnd Aloia {1974)
whe auggeated that the meaning of the label be breoadesed, aml Ehat
2ppropriate govecrnnental funds be based on services oeedsd acd ool oo

the categories and alsc that compubec bechnolegy be used to dewvelop an

rxtansive individual profile.

The Hatlional Asgociatbion Eor Retarded Citizens (UZAY developsd scme
guidelines for QLhe sccesning and ewvaluwation of school children sua-
pected of being mentally retarded (Payne, Mercer 1975:31,32). This
gix-point guideline may perhaps help eliminate most of the proslems
that az¢eus duve tc labelling, as well as osvercome problems af miz-
labelling.
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Lunn (1973} provides three reasons why a contioucus search for aprre-
priate zerms with which to desigoate persons with Iotellectual inade-

quacies shownld ha undartakent

Soone=r or laker aesgative walued are atbached te any term used to da-
scribe retarded persons. Thus the new Lerms., at leask when they are
first introduced, ere zocizlly acceptable; howeyar, balfore long they

ton anqu"lrn nngntiu'n conAckatinra.

The condikisn of mental retardatiom is 3o complex and broad, wikkh ao
many causas and lavels. that it naeay be virtually impossible to include

it's entire soope uander one rubric.

Many differsnt disciplizes are iovolved and interasCed o the fisld of
mental retardatien, including education, paychology, scciolegy, medi-
cing, spooch pathology, social agieace, and pach develope a definition

suited to ic'3 particular orientation.

The wvarious cisciplines amd schools of thought ofe various cerms desig=
nating imtellactual sub-normality. Some of the terma used ower a
periaod ares moron, imbscile, idiot ar dull-nermal and bocdecline men-—
tally defeceive. The American educators use diall wmormal, educable.
trainabkle and auektadial, depesdest o low grads te Jdesigmake the

various groups.
CAUSES

The task of defining the causes of mental retardatico i3 aon =oormous
gne. Where Ehe ebiology is Jdetecmined, it ia oftesm found that the
conditicn is a result of the multiple inberacticns of ageats, o =one-
timesd ane or more crucial &lements are Eound Eo be a2bsert. This makes

the tazk of detarmining smtioloegy a cather camplex oGne.

About 250 cauaesa of nental retardation hawve been dafined. The problem
in discusalag the caudess of meastal recordotion ifa that most mosbolly
retarded individuals fall under the group of the mildly retarded with
unkacwn aticlogies. The kaown causes are related te the lass prevalent

casas — the moderate, severa and profound.
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The AAKMD provides a framework Eoc digcussing etiological classific-
atipns., Before discusasimy Lhess aticloglcal classificalions, ooe weeda
te brisfly meaklon genetica., An understanding of geaetics fa baaic
sinca slight genetic deviations canm result in severs ippairment of

mental functionimg.

A normal hunan cell recelve:s: one genber of each paly of Lhe bweoly
threse chromogomes ik conkaling from each parest. The complement and
arramngement of the chronosones in this case ia normal. If aw ahb-
aormality occura hare, it canm save 3serious impllcationa for the
development of the fostus. Each chromosome has genea which are
regponsible far the sharacteristics of the isdividual, Tha-e &rs
dominant gened and regcegsive geses, The majority of genebic mental
abmormalitiss ara cagsed by recessive genes and they cend ta  be

pextromaly rare in the population.

Ocher iImportamt aspects of genetica are peuentrance and expressivity
which Marcer and Payme {1075:53) deflpe respectively as "... the
proportion 4f persons with a given gena who exhibit the related trait"
and "... the sevarity of tie krait...” Genes have varying penetrance
and ezpresaivily amdl bbus one may Find individuals with similar genes

having wvarying phyealical asd mental sharsckarizkics.

Payne and Mercer (1975) warn that the AMMD clasgification of eticlogies
iga not abmolotely parfect dus ta the complexiey of saused, individual
variations and the difficulty inm distingquighing retardation from other
conditions. The classification ia made up of the fallowiong catego-
riea: infections ond toxins, trauma oc physical ageoli, mebsbolisn and
nutritfon, gross brain disease (post-natall, usknown pre-nakal in-
fluense, chromoscmal abnormality, rsetardation followisg pevchiakric

disorders, geatational Aizarders and snvircomental influences.

The abowve categories will seach be hriefly discussed. More attention
will be palid to the category or enviroamestal influeaces because the
rajority af meatally cetarded childres belong te thiz group. Eohinson
and Zcblasen (1976} refer o this group as the psycha=gacial cluster.
One may alse menticn that the AAMMD Jefiniticn shows a totally enwviran

mantalist posicion.
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Infecti 3 toxi

Certalns materzal Infectlons canm cause developmental damage espRrially
during the £first Ltrimester of pregnancy. Both wiral asnd bacterial
infections can be Eransmitbed ko the foetus. Somo of cheas virusesa may
produce nc recogoizable c¢linical corditions in the mother but may
affect the fostus profoundly. V¥ilrusea w=hich are ipown to reach the
fcetus include thode causing measles {rubeclal. chicken pox, amall pox,
poliomyelicis, hepatitia; Dbut oaly rubella {German measlea} and herpes

are konown =g have cauded defacsta iz the faetus.

Rubelle infection has besn known to affect growth cells, B0 cpude hasrs
diseage, microcephally. deafness., cataracts, glaucoma and cther eye
pEoblema. orf all the daymptons, deafness is the most fraguent. In the
most recent rubella epidemis which occarred in 1964, mental recardatiaa

WagF norg COmmoil.

Tn the recent paskt, syphilis was also an impartant <cauese of Fostal
deaths a&and of neantal retardation. It's infcideace has, howevar, been
reduced by medical advances through Ereakmsat and by having wonen
visiting pre-matal cllnlecs beiny forced to uonderge compulsory bload
tests.

Lead poisoning ia mlso known to affect meatal developnent. Slum dwel-
lers and those living in heildings which hawve fallen into disrapair ave
aften exposed to lead-contaminaktsd air. Morbtalicy rates are aften high
and permanent damage frequently agcurs. In children. mental ratard-
atlon, recurrent seizures ood cerebral palsy are common.  The exact
incidence of lead poisoning is, however, not sasy to document berause
poisoning that goes on far years inm underprivileged neighbourhooda may
ascape attentlon. Mozk persons living in these sneighbourhoods often da

not get timeous and adeguaka madical care,

Mercury paisoning, which is a rare agcupational hazard (common  in

mimers), has alsc beon kmowa ko coude kidney =nd braio damage.
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2.5.3

Trauma and phvsical ipjury

Brain damagm, which leads to learning problems. cem occur during the

pre-naktal, peri-natal and post-patal perioda.

Injury to the brain can oceur during delivery through the bicth canal.
Mechanlcal mesms Lt deliver the child are sosetimes used Lf che child's
head is +taa hig for tha kirkh cansl. These mechanical instrumencs may
imjure the infank, The strang muscular centractions of the mothez ar
when the child la lying in o brooch positico may lead to a disturbanse
in the supply cf oxygen to the placeata, A knotted umbilical cord may
gometimes lead €0 retardatior or malformatlom. ERebinson and Robinson

(1975:27) aonkend that theae vilews are, however, comcroversial.

The magk commen causes of bhead injury in children are motor accidents
and «<chlild obuse. Buch isjuries aften lead ko mental ratardakian,
Eanpner ([Robingon, Robinzon 1974:129) classified the serious conse-

guaacresd of head {ajuries 1n children as follows:

(i} acute psychosis immediately afber gainizg condciouga-
ness, with recovary within & month; (2) chrosiec behaviaoral
disorders ... (3] seizures with or without secondary mental
deteriaration; amd (4] <cerebral deficits lncluding apha-
gia, memory defects and lnte’llactual detericration.

Evidence, howevar, exists which points to Lthe fact that the effecta of
trauma im younger children can be cormpensated Ffar more easily than

those io adults and glder children.

M lism o n itipn

Thia catagary incsludes those disgerders which can be Eraced to dysfunc-
ticn in the mechanisms which are rasponsible tfor the processing of tood
or to a lack of nourishment. When Ehe body axperiences imbalances in
fats, carbohydrates and amino aclds ln addiciom toe poor nutritiom, this
can cause both mental and physical retasdatian.
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Tay-Gach's disease caused by a recessive gens iz a degenerative diseasSa
found more commeoaly anoogst Jews than omongst Gentiles. Trom o point
late in =he child's firat year, this disease follows a course of severe
retardation accompanied by convalsions, blindness, paralysis and even-
tual death at age four.

A rorm of gerbobydrate diszorder kaown a3 galactosemia ip caused by 2
recassiva gane. It is characterized hy tha inability to metaholize
galackase, a milk Sugar. The syndrome manifeses itsalf in wvarying
degraas of mental retacrdatlon. ERemoval of milk from the dist has heen

found to sliminate the syvmptomd.

Phenvlketanuria (PEU), Ffirst deacribed by Folling in 1934, refers to an
enzyme deficiency. Damage Lo the central nervoua systam, dental de-
farmity, mevara and early mental retardation and skeletal defects are
aaagelatad with the accuwmulation of phynelalanina. Diet conzrol suwch
aa tha elimination of fish, meat and eggs: from the dler umtil the age

af 4 has produced positive resules,

Cratinism is hy far the most wall-known and easily recognized metabeolic
enducring abgormality. The =everitr of retardation depends upon fac
tars such as the deficiency of the thyroid bormone, the wveriatlom ia
khe passnge of thyroxin From mother ko fostus and the aga ak which the
Aiagnosis is made. Eeversal of avmptoms can be attained throvgh Lreat-

nent which ocomsists of replacing thyroid hormonas.
Robinsen and PFabingon {1976} =state that it is =aot emsy to assess tha

pxact ellfechk of oubtrition omn mental retardation asd poor aukriticon 3is

often assaciatad with poor living condltlana.

Grogs post-patal brain dlsease

Tumours hawve been found to affect the braino, sgpizal cord and menlnges
{membranes covering the >rain and spinal cord}. Weurofibromatosis is a
chronis progressive disease, the gomnmon featurss of which are yallow
and brown pigmentations on the back area and alse Sxia tumar (aeuro-
fibromas). This disesse was first reported by Recklinghause ia 187%.

Pergans aufterimny from this disease have an intellectual lewel ranglng
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from pnarmal to severe retardation.

Tubarous aclerpsis is caused by a defecklive dominant gene. The disease
is characterized by & tried of meuntal retardation, epilepsy and poEacs-
1ike snodules often found en the kridge of the nosa and cheeks. Tomsurs

may appear on other parts of the Lbody.

Maningitias and eacephalitis are infectisns of khe lising of the brain
and of tha brain ikself., Mesisgitia, altheugh it can cauwss death, is
treakable, Ie is caupcd by bacteria, wirusea oy =Subsrcular ocrganisms

and it usually atkbacks durlerg irfancy.

Encephalitis is usually caused by wviruses such aa measles, chicken pox.
whooping cough, influensa and wvaccipla and 1s therefore impevious ta
treatment with amti-hiokiecs.

Munkingtpa'a chorea is another degenecabive disease wkhich attacka the
bBrain and nerve fihras. Tt'am sympbaoms are inveluncary jerky movements
often acsompanied by mental deterloracion. It's effects are onob
mvident until adulthood ard therefore it's idoclusion as a <ause aof
mental cetacdation L3 widely guestioncd. "Eccp in mind that te be
technically classified as meatal rebardebion kthe conditlon must exiat
during tha dewvelopmantal period - birth ks 19 years of age” (Mercer,
Payoe 19751536},

Uokncwn pre-natal Influsnce

This category is made up ¢f those conditicns for which no cstablished
cause existec akt, or prior ko birth, Frimary examples are hydrocepha-

lus. mi-::mr_'.npha'l:lr and Cornallia dam Lange syndrome.

In hydrocephalus,. orogressive ealargement af EBhe cranlal wvaule oceurs
due Lo 2 larye Llockesge o Lhe [low of cerabro-apinal Zleld Ia tche
g5kull, The menkal effects range from mild to severe, and early death

i & SOfENen OCauErande.

Ecksteaen (Searheart, Litton 1979) indicates that hydrocepbalus

[¢]
[H]
H

ocCur due to the fallowing different calusgedd
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Ezxcess formatiom of cerebral f£luid;

failura nf the ahsnrptinn af cAareahral fInid: and

B bleck in the circulakary ayatenm aof the cerebro—-spinal £luid,

The latter 1s by far the most common cause. The moat common chBracLer-
igtic iz the enlargement of the Eace. TIreatment with surgery has

proved successfiul in a large number of caees.

Microcephaly exists in an ipdividual where the head circumference iz
vary amall. This may be ateribukted to the laok of formation of brain

tissua.

Microcephaly is seen to exmist concurrently wikh a warieby of environ-
mental factors, scguired conditbions and heredlbary disoedera. Further
an it ia asgumed ehat Fpokors Sach as infecticas, radiaticwms, head
trauma, mealngitia, echremossmal asbasrmalities and child abuwse could
alsg be causative. Meatal retardation rengliag Eram mild bto savare is

almast always present.

AlL wictlms of the Cornellia de Langs syndrome are menkally retarded,
with I ocorea of belsw 50. The ayodrome is characterized by mulbi-
lavalved facial features, a low-pitched cry, some =zke_eta. deformities
and a lot af hair grawth on tha hody. The perssone afflicted ars oftan
found indulging in self-mutilative behaviour such as the pulling aof
bair and the biting of lipa.

Chromosomal abnormaliky

abarrations in the number or arramcement of chromosomes is likely to
have a dameging affect on the foetus, These affects are =gen in Dows's
syudrome, cri-du-chat synd-omea and Klinetelter'sa aysdrome; a rasulk of

sex chromogsomeé aboormalities.
Down'a syndrome was first described by John Lawgdon Down ian 1056, Ak
the beginning this syndrome wog thought =0 be a ceault of hunan de

generation whizh was oftan associated with races from the Eaat., It was
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thus komown as "mongoliszm™ Erom the Mongolian rece. Later on the use of
mongolism to descéribe che ayandrone was dropped as 1t was realized that
the eyndrone cccurrad sven ia persons of other races, This disnrder ix
often associated with a suplication of the tweaty ficst pair cf chomo-

SLUNEE -

Pown's synidrame i3 often asscclated with mental retardatiovo iz Lhe
maderate to severe category. Tha highest I0 of svech persoma ia T0.
There iz 37ill some doubs about the correlation between the numbar of

characteristics diaplayed and tha degres of inpairmant axhihited.

The cri-du-chat syndrome is characrerized by a laryax dysfunctiom which
causes a high pitched cry. It ia eauaed by the lack of material ia the

fifrh chromasome and ia often assoclated with mental resardation,

Flinefeltar'a ayndreme ia a condlielom wihers aboormality in the cex
chromaganas occurs. What happens here is that an exbra X gex chrond-
dsome ia reaaived by the mala resulting in an X¥EY arrangement. This
syndrome is associated with mild retardation, The male alaoc naa
characteristics which are the result ¢f this additional chromogome;
these are sterility, Lmmature male genitalia and Che developmenlC ol

breasts.

Zn the fzmals the ser chomosome abmormality reflects an absemce of gne
of khe X shromogemes {(X3). This ayadrome ls referred to as Turner's
ayudrome, Mo direect reslaciocnship between Turner's syodrore and mentac
retardation has bean found. the syndrome. howewer. 13 often associated
with lsarningy preblems. Turoer's syndrome cften produces the lack of

sgcondary sex characteristics and Lhis results in sterility.

Gestational disorders

Premature infants hawve otten been tound te have attention rate deti-
ciencies and helow normal I0's. These infants constitute bwo general
gJroups i1:2: thos= who have heen duvzlqping nurmnlly but wmce bornm Priur
ko Eull term and those who are deliveced at or close to full Eerm but

whose growth has beon deficicnt duriag gestatiaon.
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Studies (RBehinsorn, HRobinson 1976) hewve revealed a strong assoclakblion
between prematurity and low 3o0cial clase. Im the low socclo-economic
clasz paor autrition during pregoancy iz common as well as tha larnk nf
means wleh which to compensate for the develoomental disadvantage of an

infanr bora with a4 low birth welght.

As marly as 1862 Litcle reported & link becween prematurity and cerse-
bral palay. Seme lew birthweight children showsd perceptual motor
digturhances; flaws in cemprehensicn and reasoning, impaired IQ's,

groas motor deficits and lmmalure speech (Bobloson, Robinsen L3976},

Betardation £allowing psychiatric disorder

This category includes theose ledividveals with mestal retardation
follawiangy on psychiatric disorders. Brals or cerebral damage srior ta
tna discrder should be exciuded, The moabl covewen paychilatrlie disacder

known to have been followed by nestal retardationm 13 schizophrenia.

Marcer apd Payae (1375) are of the opinion that the relationship he-
Eween rektardatlon and psychiatric disordar ix hasy whan bhe dizerder

gocurs during the develepmental peripd.

Beotoo (1964) gives the CLollowlng lfoterprecations of the association of

mental retardation anmd psychiatric disorder:

«+ Eha Ewe may occur colaclidentally: a =single basic
pracesd may result is hoth the intellectual subnormality

and the mneurctic ar psychotic bDehasior; the retardaticn
ia primary in appearance with the subsequent stressful an-
wiromnent causiag the psychistric discorder; and the
paychologlical dlsturbance is primary and results in mental
deficianay.

Eavlrommental influancas

Gragsman's claaslificakiaona af menkally retarded persons places the
majurity in this categoery. He calls them the meantally retarded due to

"naycha-aocizl dizadvarztage”. Heber im his classification which pre-
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ceded Oropsman’s, gave the labal "coltural-familial'. Hiz dArfinitian

staced that:

cultural-familial mental recardates invariahly exhihit a
mild degree of reeterdation ian measured intelligence and
adaptive hahevior (Bobisscn, Bobinson 1976:167).

In this category, a hiestory of retardation acupled wikh a depoived
environment is seen to be a cause of mental rtetardation. This diag-
rp3is according to Robinson and Boubioson {(1976) io preswnptive rathers

than pogitiwve.

Children f£rom aub-atandard homgsa who have parcots and siblings whe ara
retarded often exhibit aymptoms of mild retardatlion. These children
nay ba insktitotinnaliamd as adoleacants should they get inkn btrouhle
with the lLaw. A3 adulta they oftten biend inte the lower soclo-esonomic
groupa in soclety. Retardatica of this kind ia often likely Ea show up
when the chlild atarts school, uanless there 1s a dellberate case-CLlodlineg
effort.

Gragsman outlines four critecia by which a child in this category is
judgﬂd to Ba retarded (Bobinson, Hobia=sor 197R:<1AGR):

He must functica as a retarded peracs bath at khe irtellectual and

adaptiva lawal;

Lhera muet ba Eraceabls avidence of retacrdatian in his admnediateo
family, and evidence of below intelligence Functioning in hig larger

family circla:

there nust be ne clear indication of a cerebral pathological condicion,

alkhough it is possible that such & child may hava sufferad brala
damage, and

the child's background is vsuvally an improverished one chazacterized by

soor housinog. poor health. malmourishment. illitercasy, =k pakara.
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The sature-nurturs econtrovessy Iln as far as etiology of meokal retard-
atiopn is concerned hag dominated the field for more than 2 cenbtury. Lo
1877 Dugdale made & genealogieal survey of the notarioue family zo
which he gave the name Juie. He found that thia family was character-
ized by immorality, crimiaality, poverty and mental retardatiens Forty
vaara later, Estahrook fnllawsd up thiz family and he located asout
1 258 liwving membars. Half of these were found to be Eesble-minded,

They were found to be:

««. lncapable of responding nsrmally Ea the expectations
of society: brought up undear faulty environmental con-
ditions wkich they consider nommal., satisfied with the
fulflllmenr of natural passions and desires, and with no
amhirion or ideals of life {Robinson, FRobinson 19746:169).

Ougdale and Estabrook found that heredity and enviromnment were impli-
cated in their Zindings on the etislogy of menkbal retardakbion
[(Wobiasen, Eabiason 1974},

Fayoa and Mercer (1975} cite a study undertaken by Goddard in 1013,
Goddard studied a family he named Kalllkak. After studying two sebs af
offspring from Martin Xallikak'a union with twe women - one a barmaid
and the other fram a 'good tamily” - Goddard was convineed 4f the role
played by HAeredity 1a mental retardation. His conclusions were, how-
pwer, cribicized on bthe basls that he was oot surs whether the barmeid
was mentally retarded cr noet and also because he ignored the Iinfluence

af eavicronmental factors oo the rzspur_'l:ivu Familiasd.

Read and Resad [(Bohinson, Beabingen 1976:163) undertank a modern-day
study cf 289 mentally recprded persons who bhad been Institutionalised
between 1911 and 1913. He traced all the B2 217 descendants aof the
persons end found thet hall the children, whose parents were bobh re-
tarded themselves, and only 0,5 % of those with wnormal parents and
siblings were retarded. BReed and Beed's pesition 13 heavily weighted
an the gide af hereditayy iafluesncea. They also maintained that the
gensral populatisn ia composed of one to two par cent reatarded persons

who will produce a third of the retaréed populstian of the next Jefera-

atian.
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Wheno ooe loaka at the ahove studiss., oma seams theam as proponants of
both the nature and aurture standpoints. The gemetic lineage of Ehe
familiea ia emphasized by the hersditsrians while the environmentaliats
enphaaize the role of poor conditions, igoosrant and ameral parsnbs whao
are unables to Eake care of themselves and give adaguakte 5uppurf £a
chair cffspring.

Robinson and Rcbhigsen {l976r168) state the following in -=spect of the

pgature-aurtura dsbace. that:

sas it is alear khat, no mabtcer how sephlstleaked tha 1n-
vestlgocion ©f retorded foamilies in their natural oeb-
Ling. it camoct fucnish proocf for =itker envircomentaliata
ar koreditarians. It ig wiaeat to agdsume Thak both fac-
Eors are lovelvad in aa interactlve relatlienship which has
ook been untangled,

They further state that factors responsible for cultural-familial men-
tal retardation may dinclude a large ounber of gene palirs whoas cwnala=-
tive effect may be expressed in the adeguacy of the structure znd
functian of one's central aecvoeud ayaktem. Ia addlelen, fackors such as
poor housing and sutrition, lack of emoticpal stimulation, low econonic
gtatus with acponpanying poor hygisna, large family structnra, parental
disharmony aond racia’ digerimination apy He faid wo play B dominant

rale.
They go on kg skake thaty

... the main point ia that the wumber of influsrrea iz
larga, that thevy function almost iodependently of each
othar, and that they are genetically and emnviroomenta 1y
datarminaed (Hcbinson, Robinson 19¥bsiT0).

In their discussion on the Jdiffersnce betweon a cetarded child ond a
noermal shild, Hebirgon snd Rabinson (1976) mention the home environment
asx a hkey point af differenc=. They paint to the faet that the Boar
home harbaura a varieby of hazaeds fare the developing child. This type
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of home is characterized by overcrowding, lack of hot wakber, poor Eemp-
arature cankral, intestations of rodenta, poor wentilation, lack of
safe outdoor plaving space. lack of acedemic atimuli and low morals.

Apart from the poor physical conditioms, the patterns of child reariag
doe nok offer the stimulacion eeguired for soormal physical and intel-
lectual developmeat. Ia thia type of hone, the passive and confarming
child iz walued, thera iz & lak of dissrgenization and chans, homa ix A
place from which to @scape and the children have wvery litkle exposure
to the kinds of meterial that can supplement their daily aschool experi-

ATCA .

A family characterized by & 3eries of nagging problema becomea de-
pressed, discouraged and aliemated. The parents show a sense 0F power-
lessness and helplessoess in thelr attitudes towards their childrens'
development, The parenots hawve very little time to spend with their
children in their pre-cccupaticn with earning an iacome. There is no

time or incliamtion te bredin children toe be independent.

Beohingan and Rabimson (1974) ecite evidence that ratardad child-an fram
lower spclo-aconomic geoups have untapped pdotentisl for suscsss, pOAE-
ibly because they are known to retreat Erom situakiong which threaten

failure.

PREVALEHCE OF MEMTAL RETARDATION

Tha question aof the pravalenme of mental retardabion ia as intricate az
ehe one of <lagsificacion. The determlnatlon of prevalence 15 1ia-
Elugnced by whether asne used IQ scorss or adapbive behaviour as the

eriterisn far diagassiag meatal retardation.

An Id of 70 is often usad as a cub-off score for deterciniag whether an
indiwvidual 48 retarded or not. hecording kEo this criterion, abcut
thrae per cent of the population wauld he regarded as meatally re-
Larded. Soime surveys guoled by Ecbinson and RBoblasca {lL9T7T6:30) tend to
deafand a lowsr filgure; that of ocune per cesnt although rural areas are
dsen to yield a figurea highers Ehan three per ¢ent, Torjoan {Bobinsgn,

Bobinaon 1976:36] has repeatedly amphasized that these assumptions arca
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nat supparkeed by clinical evidesce. Eoblracn and Rebiaser [(L576) faal
that whether ocne considers a three per cernt astimate as being high or

low deponds on one's frame of reforonce.

Estimates depending om IQ oaly, fail to take adaptive behaviour into
consideration. A& najor sroblem in this area 1a the non-existence af &
will-standardiied measure of adaptive behavicur suitable for the gener-

al population.

Siopce prevalence surveys ace time consuming, difficwlt to conduct and
axpansive, tha figura ralaassad by thka TI.5, ffice nf Fducation and the
President's Commibtee ocn Mental Eetardation are commonly acceptzed. The
apcepted Figqure is that of three par cent, although tkera is still a
graat deal of disagreemezt about it. Owpe could poeder and guestica Lhe
applicabllity of this flgure in the world community at large easproially
in armas with sparse populations such as Iceland and 3some Jdessert
areas; while thinking at the same timea of some aver-papulated coun-

triea auch @5 Todia and cther Third World counktrles.

Provalenca is affscoed by B zumber af Factsers which ooe oftemn khas tao

take inte consideraktion such as:

Btandards and practices of the community

A handicapped adult in thia highly techsslegical ard industrial era has
a lot to conktend with in trying to find hia righkful place in the com-
munity and to live an indapandant Lifsa. The echesl ckild on the other

hand has to compets with classmabes accocréing to ralatively rigld stan-

dards of competencs.

Farber {Bobingon. Robinson 1976)] statas that ane of the crucial pro-
blems which khe cektarded adult has £z face i3 Efying to grasp the com-
Plex netwark and the variety cof integrated relationshipa which form
part of his dally lifm. Tha madarn noclear family i3 made up oF fawer
lndiwiduals who In mosc cases are gelf-centred and who fail to Lend

sauppart Lo the retarded individual, a practise which was common ian Ehe

axtended femily.
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There was a Gtilme when a handicapped person could adjust in a rcural
area, The rural areas no longer provids a safa and easy eavirommeat.
Increasad population mobility as well as mechanised farming eqiizment

has complicated rural life.

Gn the issus of prevalence, cone may £ind the data rather inaccurate
because in rural areag retardatlios still appears to be suspected and

confirmad at a later sktage khen in urban areas.

Age

Prevalencse asbimaksg of mental retardarisn show a hilgh tacidence doring
Ehe achesl yeara whisch then inereaze gradually during adelescence but

which show a low incidence during the pre-:sclkool perisd anpd adultheod.

“he nigh estimate Aduriog school years ia due ke he sfituatian in ocwur
aphnalas where the chi’d pbvipualy heae to compeze for achonl enkrasca
and promobios and gererally haeg to maionkalin a ceresin level of parform-

ance in accordance with sat standards.

Children [rum dAisadvantaged backgrounds immediately stpnd out during
thia perisd. School raguires prompt magtery of certain skills and
coneapta whizh may be further handicappad by lenguage, poor preparation
and cultural cemflicts. The prevaeleoce estimakes durisg thig periad
tend to give an impression thak kherea iz a Sudfer influx of oildly
rgtécdad childron, and yet the main issue is that durinmg the pre-achoal
seciod, pérents are often wot aware of their childrean'a retardation
suLil the child is exposed bto cospetitipa with others. Some childran
may show slcns of mental retardation duriag school hours while shaowing
compakbesnoy at home. Payae and Marcer {1075) refer to this child as che

"Six hour recarded «hild",

The problem irc this area lsz kthat adepbation during childhood is judged
mostly by school achievement and latellectaal and adaptiwe behaviour

ars ocfbten seen as synonymous durlng this pesliad.

The incr=ased rate of roported cases during adelescent yeara iz dus ko

the Fact that tke vyoungster is faced with a conplex develaprantal
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2.8.1

perind and alsze because society begins to put preasure on him vhich he
may aot be in a positiom Lo cope with., DParenta scmetimes aggravate the

altuation with their own iaadegquaaies and feare of saxual molestatica.

435 adults most of these persons live a dull to normal exlstence and are
often fowad in the lower socio-economic lewvela of =ociety. In arsas
where there arse no suitahle services or diagnostic facilities. many

mildly retarded persons romain undetected ard unroocagmisod.

Eacial and ethnlc hackgropund

Payne and Mercer (1975:39) report that there iz a high imcideace of

mental zekardation amongst ethnic avd racial minerity growps.

Whila there is avidance of lowar intelligance in cartain racial graups.,
these i3 a pesgaipllicy of easvircomental influences produciog

perfozmance diffecences,

. hi .

Geagraphle regles has ean influence on latellectual and aschelastic
actainment. Lee {Bobinaca. Eocbinson 1974) comcludes ehat it fa sok =a
much the influence of cthe Jgeggraphic region A% the SoCig-ecopomip sta-—
kus predominent in & gilvea reglon., Children moved Erom the South-
epzkarn atates in the U.85. (predominantly rural} ta Harthern aress have

shovn an If) iancrease over a period of yeara,

aex

Almust a1l the studies dealing with children conclude that there s a

higher inazidencs af mental retardation amongst boys than amongst girls.

Robinson and GHRobinsom (1976:42) sattribute the eslbuatian to  Eha
hnrﬂﬂifnr? mArhanisms invalvad wwhich imrrnue “he chaneesa of =maleg

manlfagering recgsgive characterigeics farrisd 'I:JEI' tha X-chromosomas and

alsa Eo the faek that far aare strliogest demands are placed on males by

soolaby.

50



2.7

They went om to state that:

Legt wo lnaP tp the conclusion that qirls arp simplf amag —
ter than huru, we =zhould note e sxiatence of highly COm =
plex lutersctions in bthe dektermisoatliom of Lobelligeoce
based oo blologlcally based potentials, Aifferenclial
parental relatlomnshigs with boys and glrls, educaclosal
practices and cultural reinforcement of Sex-rolg patterns
(Rohinsaon, Babiagen 13976:42).

CONCLUSION

Tha hisktary of the care azd traatmernt of the mankally ratardaed raflarcts
spocietal concern about the plight of those born with a low intelleck.
fince the time of frard uwp to tha prespent pericd there haa been an
pclvancement in didgposing and treating the mentally retardecd. Zha
cuzrent enphasis i3 on early diagnosis and compunity invelvement ia
tunkbrast Eo lnstitwbionelisstion with the sexzception of those whe are

profoundly or acubely retarded.

Claggificatlion and determisation of ebiglogy will undergo changes with

the adwvent of new informakion in Ehis Ffield.

The present ¢lassification and the identified erialagical fackars cur-
ceally ab our disposa. help to facilitate ldentlfication and poagible
treatment of those diagnosed as mentally retarded. A lot of ground has
atill to be cowvered in the aren of prevalesce satimatesa sxpecislly in

those areas with dense or extremely sparse populatiocns.

<n those societies which upkold isdividaal Ruman rights, great strides
have Bbeen made in improving rthe lot af the mectilly retarded. Im 1972
the UN GSeoeral Assembly adopted the UN Declaralion of th= Rights of
Mentally Retarded Pecsons which grants equal rights for ssrmal Liwiag,
education and leagal prokection to  the =eatally retacded. Tho=e
ceuntrios that bawve adopted the terme of this declaracicn take great
care when dealing with issues of lakelliag., educating and caring for

Ehvg menblally retarded,
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While IJ deores are ugged aa determirarts of whether an izdividual can
ba regarded a: mentally retarded or noct these should be used ‘a con-
Junction with other scales especially in arsas whera the teete pesd to

ba adjusted, i.a. when applied to childrem in Third World countries.
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CHAPTER 3

OVERVIEW OF THE PEETORIA AND HORTHERH TRANSWAAL MENTAL HEALTE SOCIETY
WITH SPECIFI{C REFEREMCE TO SERVICES IN MAMELGDI AHND ATTERIDGEVILLE

INTRODOCTION

As tha sampla far this ztudy was dJdrawn Erom the caselosd of Ehe
Praktaria and Horthern Zransvaal Mental Health Socisty, an outline of
the assrvices rendered by thisz bady is =mssentiml Ffar m hetbte- under-

standing of cerbtain aspects of the study,

Thia chapter will present backgrocurd material cm the society i.e. it's
histocy, aimi and objectsd, staff sbructure snd StaEf develoomant pra-
gramma, it's utilization ©f wolunteers and the services it reoders.
E_:u:gifil: menticn will be made of the =erwvic== in ltteridg\evill: and

Mameladi bownahips where the atady teok place,

BRIEF HISTORICAL BACKGROUND

The soclaty was astablished im 1951 as a body functloning uwader the
auspicas af tha South African Ratiomal Council for Menral Health. The
place of the saciety in rcelation te the Datiomal council and other

goverament departments is as seflected in Aonexure E.

Gince it's establiahment, and until 1878, the sociebty was rendering
ie's zervicesa to Eha white population gromp anly,. Tha first sarvicas
Ior hlacks wars gtarted ian 1979 and the first black social worker was
employed in 1981 for Mameledi and Atteridgeville. The black bownship
of EBoahaaguvae recelived le'a fissk gualified ascial woerkers 1o 1084,

Earvices in the coloured township of Barstarust were started in 19E1.

THE AIMS OF THE SCIETY

The aind ol the Society are oy reflected in the constitution (ses
Annexure C).
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THE CATCHMENT AREA OF THE SQCIETY

Tha area served by the soeiety ie reflected in clawae i1 of the conati-
Eubklan {aee Annexure C). Tha Precoria magisterial district incluodes
the townships of Eersterust, Laucdioum, Sasheoguwe, Mamelodi acd
Atteridgevillie.

GTAFFING - QUALIFICATIONS AND EXPERIENCE

The reaponsilbllity of the soclety rests om the Diregtor. whe helds the
posicion of head of tha sncisty. Tha Dirackar is profeassionally
trained and has & B.A.{SW) Hoaours degree of the Univeralty cof South
Africa., 5Sha has 131 yaars' experience ai a social worker and for 8 yeacs

has beea in the field of mental health as Director of this soclety.

Ag head of the agrvices, the Director has the responainility to see Co
it khat khe agescy ia well menaged both 1o berms of adnisistraklion and
Ll effecLive readeriog of services and ahe 1s acnswerable Lo Lhe Eae-
cuelve Committee conalacing of 11 members (aee Conszitutlon an Execu-

Eive Commitbas).

Profeasiocaal staff

The aoclety has geven quallfied ascial warkera ak presest whose experia-
ence ranges froem & montha ke 33 yenra. Their leoagth of sarvice at the
spociety ranges from 6 momtha to 8 wears. All the social workers® paoaka
ars gubgidizad {in terms of the Hatioral Welfars Ack Ho. 100 of 19078)
with the axception of cne. Their gualifications are either a B.A. [3H)

or a B.A. {5858} degres dependiong on the university at which they
trained. All tle social workers recelved agpecisl training in the f£ield

cf meatcal rertardatiocn.

For the first in 1986 the agency gualified for a supervisor's post. A
oart-Eime supArtvisaor with a B A, {FW] and 9 waars nof AxpRTience has

hagn a-'E'EI'ﬂ'i need,
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1.5.2

Administrakive skaff

The adminiatrative aktpff iz composed of a secretary and a bookkeeper,

The agency alsoc bhas a atreet golleckiom ceavenor. There are Ffoup
voluateer administrative assistants at the cenkral affice.

Centres fusctioning under the socisty

The society has training centres inm the following areas functioning
under 1its ausplces:  Eersterust, Mamelodi, Zodwa (Atteridgeville),
Horizon and Soshanguve. The centra ak Lauwsdium is semi-isdependent,
The Horizon centre is a apecial care centre while the Roger Skephen
Ceotre is a protactive workahop. All the kraining cemcres have special
care unita, except Mameledi, and some are also In the process aof

developing pratective workahops.

The 3ta£f at the centres varies la number and qualificatiocn from cen=re
6 cenktre. All the centres are run by pald staff {(subsidized and non-

gubgidized). BSome of the staff are zualified teachers (at Zodwa and

Eerdtmrust) .

The Frienda of Weskoppies is a sub-commitkee functioming under the
auspices of the soclety. This sub-committee is conceraed mainly with

recdreational facilitles for patients at Weskoppies hospital.

SUPEEVISION

In ajdities Lo the interpretation of agency objectives and goals. pol-
icies and procedurss. standarda of wark, and awrpacted levels of produc-
tlon, supervision is desigoed to atimulate development of zacial wer-

kers as professional persors (Willlamgonm, Grossmam 1O076:144).

To elucidake what supervisicm enkails, Kadushin {1076:21) desgzibes a

sonial werk supe-wviscr as:

s-. an  agency¥ administrative acaff mexrbar bn o whom
authority ia delegated to direct. ca-ordinsate, arhanca,
and evaluate the ea-the-jobh performance af kthe super-
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visees for whose work ha is held accountable. Im im-
plemanting <this respomsihility tha suparvisar performs
administracive, sducaticral apd sfupportive funckioms

Siopve Augual 19ES5 Lhe ageoscy has been bepeflibing from supervisica
received from two supervisors celecated by the 5S5outh Africanm Haticmal
Council for Mental Health. Aftar a mpeeds assessnent was dona, a
gupervisor’s post was mada availables to the ageocy. This post was

filled with effect from lat May 1986.

" £ -

Bakh group and iadividual supsrviszloa 1a conduckted lan this ascclety.
Group supervision is dopme om a monthly basis and through this method
graff members are able to share and benefic from each ocher®s experi-
apces, This tacknique pre-supposes that the members of the group are
concecned with similar problemd and similar secvices, Aa advantage of

group suparvisisn 1a econcmy on Aadministrative time and =ffark.

Indlvidunl supervisicn wae oarried eut ocn a weekly basis by the
Diractor apd pricr to that by the supervisor from Hational Coureil.

Currently the newly appointed sopervisor ia taking this reaporalbility.

Purpoge

The purpose of the supervision coasducted by the gocieby i3 educabicon,
guppart and  control. Educakinnal sAupervifion is geared Eowards
daveloping Jjob-related gself-awarenegs, Eo eocourage self-expmingbion
and profesaional development. The supervisoer does not bteach the worhker
the speclificra of wraccice inm a given sp%e, zhe teached the vArisus
possibilities bkoth theoretical and practical that might affeckt Lhe

nature of the savvice rendarad.
Tha functica of the twa superviacrs was te reander supposk ts the sccial

workersa in their daily functions and to assist tham in irnterpreting the

gaals of the agency to the conmunity.

b1+



The control aspect of the supervisiocn focusses mainly on the case load
and che interactlon of the social workess with the various committees
ia the areas where Ehey work. This aspect af supervision utilizes cade
recards to asseas the standard of performance and khe ousber of inter-—

wlaws and homa vwisics conducted over a given periad.

GTASE DEVELUPMEST

The socciety boasts regular programmes of staff develapment which are
gearedl Lo Lhe expresged oeeds of the spcisl workers as well as house-—

mothera aand teachers at the tralning centres.

M—ﬁ-ﬂ:vi:':* braimineg

Like mogt secial wark agencies. the sociekby arranges fer khe orisne-
ablon of Llts new stalf. Ia-service Lraining programmes are tun £or all
the professional staff by officers from Ehe Wational Council for Memtal
Health far paoe year gmly, Frior te kthis the in-service training pro-

gramme was kthe respongibilikty of the Director acd technleal committes

members.

A fortnightly staff development pregramme 5 also run for the warious
training and apecisl care cectres. The programma is arranged in such a
way that the profesalonal setaff ak the agency. as well as the skaff ak
the training centre, share expertize and asrperignces. The Fellowing
are amcngst some of the aspects dealt with: administration, polley,
structure of the 3oclety. child dewalopment. casses of mental hardisap,
functional academlics, soclzl training, ares and cratts and Fekavicur
medification. The ataff a= the centres are alse tralued in rusning a

daily programme at the cenkra,

Conferepges and workshops

The active participation of social workers at conferesceda and warkshops
contributas Lo Lheir professionoel development. The agency makes ig
posaible for all the social workers to actend and participats in wark-
shopa and conferences which mddress issues of releveance to their wark

such as for e.g, ¢risis, rape crisis, istervestion technicues as wall
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ag issnes relevant to the prefessicn in gerneral,

7he social workers are sncouraged te vialk othey services khat are of a

similar nakure ko thelra or those that may benefitc their clients.

Papers read at confersaces and workshops Lbhat the workecs did nat
attend are aometimes mede avallable to them.

FROFEGEICHAL SERVICES

Tha clientels of the gociety lz mede up of menkally 1311 and mentally
retardad paracns and their tamiliss as wel. as imdiwviduals who are in

1iFe =rizgis ziruptions.

The agency utilizes all the basic thres methods of social work as wall
as adminlstration. Bach worker has oun average a caseload of GB. The
crisis intervention ktechoigue and supportiwve help are the most wtilized

tochnigues because of the sature of the cooea.,

Group woerk deddaipaa are held wikth the mentally retarded and mectally

111. Growch ocrientated groups are hald im the Whicta saection.

The scoclal workars are all laovolved 1an community developmeal goo-
grammes. Some of these programmes hawve culminated 1n the satabllshmesnt
cf training centrss and special care centresa. Threough this sakhad a
lot of posizive conclusions are reached dus to parental inwolwament.
Theough thm ntilizatirm of this mathnd +ha snninr? astahlished ar-g-r:ia_]
educational faclllieles for mentally handicapped ghildeen on & pre-

vention ariented lewel,

Thara are warious youth groups that are run by the aoecial woarkers ia
tha diffarept communities. The youth racaive training in the develop-
ment of communication and lepderahip skillg, the dewvelopment of Self-

agssartivensss and an lacreade ia communlbty awaransas.

The scciety does not have a post For a resea-cher.



TTILIZATION 0OF VOLITRTEERE

It seldem happesz that profesalcaal staff are able ka fulfill their
professional respoasibilities satiafactorily without the utilization aof
volunteara. HMullar (1970:13%) stongly supports the use of wvolunteers

in agenciea when she says that:

By allying iktself with the comsunity and by ilovalving
citiZena 1n social work, the profession is more likely ko
achieve saphisticated astamdards of pracbice, aervice and
accompanylng lncrease inm statua. Thus for the surviwval,
grawth and dewvelopment of the proteasion, sSoclal workers
need to encourage, welcocme and accept voluntesrs in their
WOLK.

This gaciety utilizea wolunteera Bt Ewa lawals, l.e. rchase thak secve
on the managemest committee or on oas of the committasd Funckianing
undes the monagement committes and those that are practically lnvalwved
in the daily activities of the society (administration) as for example

those serving the Eoger Bcephen Centre.

The functisans of the mambars of Ehs committess in the Jdiffarent oom-
munitias varies from place to place, In zome areas bthe gocial worker
and trained cocmmittes members are invelved in publliec sducation while in
oither comueities bhe coomibtee menmbers assist the soclal worker ino
identifying needs and seeing te ik that these needs are met. The
committess alas ack Ad managemnent committees of indiwidual coentras in

coajuanction with salaried staff.

The gervices rendered by the woluntesrs also wvariss trom cent@e ta
cestea, Inm gemneral the volunteesrs have been found to he lsapwvative,
Flaxible and creative dependiag on the peeds of an ladividual area.
Siadar {1965:830) cites as cne of rhe Ffuncriona of a wvoluakteer tha
idankifipation of human conditions or problama reguicing dacial welfars

gervicea. Ian thig society woluntesr work does not include this zapect.

A successful volunteer programme Jdepends an A carefully plapned crien-

tation amé traiaing programne. Through Eraining, agencios eansure that
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valuntears render sffeckive service and maintalin agency standards.

This agenoy Aoes not have a woelunteer Eraining programne. dnly tha
pald staff members at the centres undergo training once & foctaighr,
Committee members i.e. rhoss attached te the warious cenbtres de acme-
times attend the training sessions but theis aktendance is irregular.
The training 1a gJeared towards enablirg che wolunteers to understand
what tha agescy is tryving to achieve in the commmity, what meantal
health is and alse to understand the geastic and physical aspects of
menkal haodicap.

In the black community woluntesr participation is limited to those
gerving on rommittess anly. As far as tha White community iz con-
caraed, wolunkger aservicea are rendered at the Rager GStephen Centra

ocaly.
SEREVICES IN MAMELODI AND ATTERIDGEVILLE

Bath Mamelodi and Atteridgeville are serviced by one sacial worker who
warks full-time and is fully sonhsidized.

111 1 A rlidogawill

This cestre was satahlishad as a result of the initiative taken by Lhe
women af Ehe lacel Methodist Church im the late 70s. These woman iden-
tifled a need for services for mentally retarded children, Somg of tha
children were easmisag the streets and others weare kapt at homa onder
the rare aof their parents. Thasa children neeaded bagie services and

thalr parents had mo futura plans for them.

The wamesr from the Methodlat Church then approached the social workers
af Ehe then Departmert of Co-operation and Development. The womom wers
adviaed to conduct a survey ia the Area in grder to agsesi the aumber
af mentally retarded children and what their needs were, The Prekarla
branch of the Sputh African Flack Social Woskers kssociabion mebl wlth

the women after the survey was zancluded.
The above asgociation then repcrteé the axiastence of this group of
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women to the Pretoria aad Horthersn Transvaal Meatal Bealth Society aand

alsc what the women had dooe up Lo bhat dabage.

Iz 1979 services for blacka were then developed by this ascciety. The
Metbkodiak woemen uwidar the leadership of a Mros Fanmele werked hond-in-
hend with a social worker who woluntesred her serviczes. Ia May LPEL &
centre for the mentally cabarded was establlshed. & full-Clme scclial

worker was then appointed in Wowember of the same year.

A further survey was conductad in Mamelsdl by the Hursing Administra
ticn students of Weatfort Hoapiral.

When first sestablished this centre had 30 children registered in the
cpre pf thres staff menb=rs. At bl time of wriking there were 50
children regigtered, Theze childrer can ke divided iakn three
categories 1.2, those raguiring apecial aare, khe traiasble and thoee

qualifying for a protective werkakop.

The centre ia ftully subsidized by the ODepartment of EBducation and
Training and this has led to the emplovment of mora staff. The staff
is mow made up ofr =2 principel. two gualified teachers. four house-
mothess and a driver., The teachers do not hold any special guali-
Eimatione for this kizxd of job, bukt they ares now enralled for a diploma

in special educaticn with the Department of Education and Training.

The role of the docial worker

The soclal worker's role was a clearly and well defined one of enablec,
educatos and community worker prior to the sussidization of the cenktre.
Since the subsidization and subsequent take-over of the cenktre by tha
above Department, the social worker has had to ceoasalt with a higher
authoriky bBefore readering any aecvices at the ocpatre. This 1s can-
sistent with the Department’s pollcy concerning the rale of Khe sacial

worker in all iz's school=.

Prior to this stage she was involwved in mokilizing the communitcy and
making them awars of the centre, their responsibility towarda LE and

the role that they could play. The social worker now has to see the
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centre ajd a4 community work task which is completed and had now moved on
to the ldentificatica of aeeds pertalning Lo the paychiabric ollecti.
The accilal worker Lz mainly concerned with meecing the Ffollowing

ldentified needs:

MOrE parent SUppOrt Qroups

more  communiky Awarenssa in reapect of the aeeda of Ehe meakally

retarded

deva_ opment of special care facilities

establishment of a protective workshop

exrengion of axlaking services

estahlighment of a mental health committes to promete meeting the needs
af Eha mantally 111 and ta uadertake mental health Fr:lmul;.in-u. ProQTammas ,

Mame odi Training €

A peed for a centre af thig nature was identified by the local offices
2f the then Child Welfare Society bassd co the dats collected by the
Westiort student purses. This agency was inundated with reguests for

hrlp from parents of mentally retarded children.

Most of these children were identified after staying faor & vears in Eha
Sub-Gtandard A class wilhoul mekioy aoy progress. The schoals dils-

missed these children, who than roamed the atrests and becams problem
chlldren.

The Child Welfare Socisty thean embarked on a community educakion pra-

gramme te make the people cf Mameledi aware of this problam.

When the Fretoria and Hertherrn Tranaveal Mertal TOealth Socis=ty appoins
ted a soclal worker for Atteridgeville, oue of her masigomenta was to
axtend her sarvicas Lo HMamelodl. Furkher woerk in this arsa was under

taken by a sacial work stucernt of the Uniwversity of Soukh Africa as
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part of her practleal work assigmnment.

In 1942 wwo accial work atudents of tha samm university did a follow=up
on the children who had already been ldentifled as mentally retarded.
The need for 2 trolaslsg cestre waa realized aod in 1983 o pareobs’

compittee was formed to get the project off the around.

Tha local Tutrh Reaformad Charch was acquired aa a vepue and in Seprem-
ber 1983 the ceatre began funckioming. ALt this stage the enrolnment was
10 chlldran. The accisby acquired the services of 2 retired privace

teacher to run the centra.

Tha centre has sxzparienced rapid growth aines ika satabliskment. At
the cims oOf thla report the 4acolment was Th with two stati membars.
The high earslment £igurs had resulted in a crisis situaklan due ka
lachk of sultakle ataff and acconmmodation.

Several =zchools in Mamalodi ware running spesaial elasees where the slow
children received tuitiom. These childrea uauwally atayed far up ko 5
years in one class. At the begianing of 1966 all £Bmis children werte
refugad re—adnission. They were then admitted to cha centre.

Thees ohildren £211 into etwo categeries i.a. thoss thet are trainable
and those that gualify far the services of a protectlve warkshon,
Thare are no specilal care casea at this cantra.

The role of tha social worker

The role of the social worker consists mainly af:

Publicizing the centre;

promotling comnunlty education;

iowvolying the parents apd the wider community 1o Lhe activilies of the

centroy
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nelping with the assesament of the children by making refarrals for

peychological diagoadls;

counaelling pAarents;

evaluating applicaticns for admissico to the centre;

aducating the sonmuniey on mental health, and

devaleplag life zhkills eralanlng programmes with the local wyouth,

The lmmediate ldentified need 1s for a procective workshop hecanse the
ceatre has a large mumbher of children inm the pge groep L4 years and

older.

BEEOURCES

The resources availahle ko bthe saeial waskar in both thaga arasas ars
the centres themselves, other social work agenciea sueh as the Child
arnd Family Care Sociebty, the Northern Tramavaal Cripple Care Asgoci-
aEion, the local clinica, haspikbals and gesecral practitionera, local

schools, women's clubks, churchea ard businesses.

DISCUSSTION AND CONCLUSION

The c¢atchment area cof this sociaty iz a wide one, it iacludes a large
city and several small towns. When one looka ac the staff complemenc
in relation to the geegraphic esrea covered, 1L becomes clear thak
gither certaln areags are not serviced or if thev are gerviced then the

garvices Ace inadeguate.

Voluatary secvices or iome farm of support groups may perhaps serve as
a posslble solution to che preblem. Ho exact tigures were availahle omn
the number of wolunteera ukilized by the agency. There Ia alsa no
specific deacripkiaon of the s=rwices that they would render. Io the
black areas wolunteers serve oa the committees that are involwed 1a the

gervices of the centoe.
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One may alsc draw the conclusion that mentally 111 elisnts sesam to be
naglected Lo this scclety. Tha Ppirecter polnted cut chat a laot af
sarvices seem to he directed ko the mentally rekarded becaose af

parental iavoelvemenkt wikh these children,

Thers appears to be a serious shortage of facilitises for those children
catered for in the Mopmelodi and Atterldgeville areas. A&ll che childraen
ara groupsad bogeathar ragac-dlass nof their lewvel af retardakisan. This
may prove dekbrimental ko these children with a higher level of fusnc-

tlonlng as they may detarisrate due to mixing with slower childrea.

from the abowve, obte may alse conclude that the agency doea nob orly
need more staff - professionsl ad well as: son-professional - but alae
peedy to have the roleas of the socclal workers clearly Adefined in teTms

of the area in which they function.

The agency can he evaluated ia terms of its developmental ceycle. In
the White gectisns the btraining centres have become independent and
autonomous. The social workere aow facud mainly on erisiz werk and
pravention programmec. A lot of developmental work is sbill belisg dene

in the ather sections of the populallion.

When a training ceatre gualifiea for a gowerament subsidy Lt then [alls
under the Departmeat of Education as a speeial educarional facility.
The aeccial warkar wi’l hawve completed her comaunity work taask by

handing the centre over to the sducation authoritiea.
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4.1

CHAPTER 4
THE RETARDED CHILD ANWND HIS FAMILY
IHTRODTICTION

When a child 1a horn fato a ramily, each parent has hiasher cwo ldea orf
whak the child should be like, The blrth of a normal child ia coupled
with certain demands on the parents. They love tha child and make
plans for him for the future. The pareats are oot at all worrled about

the child especially if he was plamned and is bkorm inka a two-parent

temily of modarats means.

The npormal child i3 perceived ajd a mesns of vigarious datisgfaction to

the parents; he is seen ai oo extension of 'salf' and a perzornalized

lowe ochject.

The bhirth of a menbally rekardsd child sa Ehe ather hasad ia acdompanisd
by different reacticn: from parents. Gomatimes tha retardarion ias
abserved or diagnosed guite soom after the birth of the child {3-10
monkthay or Scunelimes muoch laker when bEhe child shows zlowness in com-
parison with his peera lo attaiaisg certain milestones. The rewards of
porenting may be completely loaak &5 the parenta of the bhandicapped
child. This situation may oftem ha aggravated by the pressures whish

tand to ﬂisrnpr fnmi1? 9qu11ihr1um,

The different reackions ko such a bhirth are not conly restricted tao
parents, &ven siblings amd relalives tend bo be gffected. The parents’

percaption of themselwves and of Etheir handicapped child is heavily
influenaad by societal atbikbudes.

Comparigone of their children's premizent characteristics
with prevailing walue ayatema, cultural and periopbal, yoeld
data to parents which coatribute *a khelr s#valuationz of
them=zalvaes and others (Cummlinags, Baylay, Rie 1U66:5967.
If the family as an agent of community care iz ko felfil ik role

gffoctively towards the haadicapged zhild, then -=ctalin aspecta of lt=
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4.3

funckioning in respect of thia child should be focussed apon. Atten-
tiesn should be glven to what the effect of the handlcapped child la oa

the family in general and on Eha mothar in particular,

This chapter diacusaes the reactigus of parents, siblings and velatives
ko the birth of a meotally retarded child. The wvarious reactions and

Lthe coping mechanigmg are outlioed as well &35 the proolems surrounding

the raising of suck a child.

COMIFG TO TERMS WITH THE CHILD 'S CUNDITION

Socieky oftesn Ereatas the meakally retarded as a homogeneous group and
profesgionals in particular have aftan generalizad parental reactions
to the hirth of such a child. Schild (1971} menkions that there iz a
general agreement 1m the literature that Ehege reacstions are ‘highly
individualistic',

Although each family 18 unigque, parcmnts have cerktain common reactiona,
and the intensity and Auration of thess reactions is determined by a
numbar af Efackara fuch as: indiwidual personality. nature of the
marizal relatlonmship, aoclal c¢lasa, parental aspiratioms, feelings
abous deviancy. leval of parental sducation, phyalecsl asnd mensal make-—
up of the pareats (Gallaghec, DIeckman, Jrass 1983: Fazak, Marvian
1934; Farber 1970}. The advice that iz available after diagnosis and
“he =mupportive as well ag semaitive nakurs of the dialogue will affact

The reactiong 3f the parants.

according to Eobiascm and Roblnsom {2976:414) there 13 no hard scien-
tlfiz data availablea concerning the fanilies of mentally ratarded
akildran. Aacarding ta them whatevay atudies HBave been conductad ia
this area are "lmpresagicnistic., poorly controlled and desigued™, Thay
further state thabt the data available are fraught with superakikion,
imzrass5ionism apd over—-cereralization because the literature is based
on material ccllected isn uncorteolled clircumstances such as aukb-pacienz
clinigs where Whits middle-clads mothers of yourng seversly handicapped

children were the asubjects.

Bome families dc not take well to khe presence o2f 2 meatally retardaed
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child in the home. while others will even deny the exia=gace of such a
child and go as far as to 'hide® him/her (Levimson 1967: MeCormack
107THEy Tarks 1077; Marks 1084}, AL poe stage aor amcther, a3peacially
when the ckild is approachisg or hesa reached 3school-going age, tha
parants bkegln to come to terms wlth thelr chllad's cornditian.

Farents go through a variety of reactions whem they realize that thay
have a mentally retarded child (Bobinoem, EBobinaon 15T6; Parka 1877
Slieffert 1973), Their initial reaction - whatever it's nakture =
constitutes a normal coplng procesa. Eosen giced by Hobinson and
Robineon (19768) outlines the followinc stages throwgh which parents
go: Aan awareness that a serious problem exista; recognition of the
retardatign as a basiz proklem; the search for a causey the seosroh
For & solution and the acceptance of the problem - a goal which he says

ia spldom atbtained.

Awareness of the problem -*

Often when parents cesch a diagmostic clinic or & pesychologists
practlice, they have probably bear awars for gome tine khat tacce is
something amiss with their child, They will have observed a hearinag
defect, some slowmeas in attainisy eertaln milestomes. behavioural
problems, certain physical disabilicies, clumsinesa or general imma-
turity. Masy parenks postpoce 3eeking a professicaal oplnlon aboub the
child's condition becmusge of cénfusion and the fear of haviag te face
esality.

By the time they see a psychologlst, these pareats will have already
been to see a social worker, a pasdiakbrfidian. aa audiologiat, a family
phyaician or, in soms cases, a falth aealer. A referral to a dlag-
nostie ellnie ar a psycholegist is aoften made by one of Ethe above

profesalenals ar by a toacher.

When parerts go to a prafessional for & diagoosziz, they alraady have
their own hypothesig about the child's condition asd afken this hypo-
thesis iz correct. When these parents hear the dectsr's diagnosis.
Lhey are greably shocked, apd yet the docteor micht be merely confirming

a2 susplicion which they have raé for a long time, Misdiagnoses often
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ooeur especially 1n cases of childrea who auffer from peripheral
hearing loas or particularly hign trequency loss, which may iaterfere
with languoga comprchension and thus produce inattentive ar hyperactive
hehaviour, which often resembles mental raterdation or emoticmel dis-

turbance.

It ieg easier for parentsz to accept a diaguosis of physical disabllity
than ome of mental handicap. This is maialy due to confidenca in the
wordere nerformed by modern surgery. The parents may 2ling te thedir
own dlagnosis ever if iL ia lacorrect because of this reasden. Some
children hava mu-tiple hesdicaps which regquise 8 bhroad rasge of
diagnostic workx. DOn this oote Robinsom 8nd Robingon {(1976:217) advise
that:

... a multidiscipliinary approach. calibrabed to the apecific
gase, can be helpful in focusing ¢n the problems which do
exist enabling the paremts to diamisa those which do not.

Weskewitz, in an exploratory study conducted at the Maryland Society
for Meantally Retarded Children, found that out of a kokal of 40 parents
atudied, 30 suspected or were aware of retardation during the first
vear of life, The parents menticned khat the most frequently consulted
practitioner wag a paedlacriclan. The study further revealed that
parents d4id nak seem ko obtain the help they nesded sarly edough Ea
prevent the development of the trauna of an endlessa parsduit of answers
or aclutiene ta their problems ({Waskowita 1970). Rapid acceas ko
profeseional support ¢an help the parents ko ovarcome the s-igis and

mohilize their coping mechanisas.

Tha ianitial aAwArénsad that gne's child 1= racarded comes as a stagger-

lng blow to most parents because as Anodersen (1982:63) pubts it:

nothing in our culture prepared young pareasts for the
arrival of a damaged c¢hildy or perhapa it would be truer
to say Ehat our seclety works wery hard to repress from
fangoicudness Eke dprk hisks that it does givae.



Concerning the timing of the diagnosis and parental reactions. EBlckpell
(1982:500) has the following to ga¥:

Whather the disagnogis i3 made at birth, alowly or suddenly
in childhood. the reactions of the family ars likely =0
follow the seme broad pattera; that of mourming for the
normal, perfect child who has not arrived or who bhes been
transforned to abnormaliry, and the coming to terme with
the real but imperfect child s he presentx be them, both
thraugh dirsct conmkact with the child aad through the
nformation given to Ehem by those whe profess to know aod
care at the Lime.

4.2.2 BRecoanition of the basic proflen

A5 soon as parents realiaze that their child is mentally retarded, they
beqin to sas that their chances ia Life will be shattered aad the
realisation of cheir dreams becomes remote. They begio to withdraw
from the company of others because of a grief reactioun which they are

expuriesciag, and so they becoms pre-cccupied with Ehair awi sorrow.

During this period pareata nead to ba told the truth and long-range
forecasts should be awcided as they méy tura outb to be incorrect and
esuld ~ause additienal problems. Avoidance of diagnostic labels is
also uafair to the parents beacause there are olher people who are going
to refer =o their child as ‘'mongoleid', 'retarded' or ‘defective’.
Parents oeed to be guided towarda underatandlag torms like 'mental

retardation' and tha full implications af such a labal.

Literature identifiss a wide range of reactions to the birth of a men-
tally raetardsd child. The meost prevalear reactions are guilt. amhiva-
lence, disappointment, fruscration, anger. shame aod chroalec sorrow
(Colhen 18962: Olshanaky 1970: Lavinsocm 1967 Eehild 14971r Parks
1977), Some pacénks refuss Lo accppt the docter's diagncais and thoy
try ta s~anvince him that he is mistaken, while at the same time
saknawladging that thara is somathing wreng with their child. Levingon
{1967) stares that he found auch peradoxic reactions guite commen in

hia practice.



Each pareat of a retarded child reacts inm a usigue way to the realiz-
aripn that hia child is defective, Eeferring to the reactivm ol
parents of retarded children, Kanner (1%53:100) states thak:

Thelr own life experiences which heve helped ko ahape their
persenalities, have cootribuced to the meanner ia which they
adjust to the pleasant angd uspleasaonk realitlies la general
and ko khe presecce of a héndicapped child 1o particular.

The manlifestation of guilt ia reparted to be the most common response
in pareats of retarded children. The parents might feel they have dene
gomething or asglected to do semething which coulé have caused the
child's retardation. The queation the parents often ask themsalvea is
'"Why me?' They spend hours on end termesting chemsalwes in krying ko
tnink back about their actipas prier te the birth of the oklld.
Eyckman and Haodersea {1970) state that parents cannot Absnlve them-
selves from the posalbllity that they mey have somehow copbributed
towards thelr child's conditior and =hia attitude is due to their lack
of acientific koowlecdge of khe cause of mantal ratardation. Sieffert
{1978:36) says that the pareat should repeatedly ask himsherself gques-
kigna ahout what ha could heve dose which comtributed ko the child's
conditisn. He reasons that “this emaotionel working throwgh 15 neces-—
ary Lf the pareat is to esscape a priscm of gelf-doubk, anger, guliit

{ohare?)] and a aeed o punish himself and/or others®.

Parenca with a religiocus background may percelive thia retardation as a
punishmant £rom God. Some rural African parents see such a child as @
ayrhol of the prasence of their ancestors in the family. Such families
after Jdo nse sr¥perlence problems in accepting a mentally reterded child

probably due Bo their own lack of sophisticatiom.

It i3 met ususual for the manifestation of guilt ko occur irmediakbely
after khe proasuncement of the diagnosis., The main roason for this is
the digcomfort af the paresats produced by them blaming bLheémselwes or
each ather for the eonditlion of the child and because they feal Lelp-
less. If the mother takes the blame entirely upon hersell, 43 15 olies

the case, sha may carry the full physical as well as emobional burder



af maring for tha child ks khe exclusicn of the fakher. The father

will thesa alas nagian ta feel quilty because of this exclusicna.

If the retarded child is the first or 4econd in the family, some
mothers may then decide not to have ather chlldren., ©Ocher mothers may
Aanides on anobhar rhild, wha wauld then serve A3 a jus=ifieatinn for
her withdrawal from the defectiwe child., The new infant would natur-
ally demand a let of attentien from cthe mother, 50 instead of golving
the problem, the situation would lead to & conflict of loyalties and
add ta che ®ocher'a gullt., Some coupies declde co a aecond <hild in an
attempk to prove ko themselves that they are capable of producing neor=-
mal affapring.

Some of the guilt axpressed by parenta 1s motb based cm reality although
ik appeara to be A normal reactlon to the sitpation and to dealing with
unanswerabla gquestions regarding the cause of the retardation.
HWolfsenberger, as cited by 8child {1971), cautioms kthat if guilt is
reality-based, it belonga ko the parects and shouwld be azed as a con-
structive force to stimulakbe them to care For the rebarded child,

The role of the counsellar, in giviag jusporkt bo the Family and provid-
ing factual data to enable them to "wark through their guilt'. canmot

bha aver—-amphasized.

Dlognoala areuses anokhar reacticon in parenka; that af sanmhivalence.
In any =2tre=zsful situation both negative and positive feellinga come
inta play. The parsnta of the mentally retardad chlld axperiends
fealings Lhat wadcilate bebtween loving, nurturing and coping with their
child to resenting the child and wishing for his death. Parert: whose
feelings wacpilate also waccilate din thelr response to thelr child.

Schild (1970:415) absarved that:

It is nmot surpriging to ses parents conflicted emotion-
ally, resartiag ko a pattern of over-indulgence. over-
protection, authoritarienism, andsor rigid child-rearing
practices or swinglng betwees these sakterns,

The ambivalence experlenced by parents 1s often sustalnsd by the faco!
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Ehat na rational way can be Eound iz which the parentas cam project
blame onto their rekarded child, It is stirred up every Time thno

family smperiencee a crigis and it may not be antirely resolwvaed.

Schild further states that these conflicting emobions are

i+ never completely resoclved, as the long-term aspect of
the problem and the repeated crises that atem directly
from tha child'as handicap stir wp Lthe ambivalence E£rom
time to time (Schild 1970:35E).

Somatimes ambivalence occurs in those cases where the child is mildly
recarded, and where the level of inkelligence bhétwesn the asrmal aad
affected child is not clear—out. Thiz lack of & elear-cut diztiaction

pratpoenssd Ehe neceaslty for the parenks to adjust to tha retardad child.

Tu addibiom ko guilt and anblvalence, most pareats of retarded children
guffar chrenic asorreow throogbout their liwes irrespective of whather
Eha child lives with them or hos been imptituaticnalised. Individual
parsnts expaerience the serrow in differing degrees. The feeliongs of
ans parent  may ha mnore intAnss than thosse af thae ather in Fhe xama

Family.

Dlshansky (1970:328) states that all the pareatal reacbicons reaparted in
tha lirerature such as guilt, shame and anger may well be intertwined
with chronde sorrvow. The intenaity of this acrrow ag he aess ik ...
waries from time to time for the same perzon, from situacionm to situ-

acion, and from one family te anacher'.

Pactors rthac affect the inteasity of this chronic sorrow are parents’

personality, ethaic grouwp, religlon and soclal class.

There is a tendeoncy amengst parents te Gry and deal with this porrow by
hiding their sufferiag from khe public., Parents from low socio-econo-
le groups Eend ko be leas pre-accupled wikh hiding thelir feslings abouat
the retardsd ¢hild because of thelr pre-occupatlon with the dally

scruggle for ecanamic surviwval.
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This chroanisz sarraw i3 eswperienced by soma parants af rchildran with a
minimal or mild retardaticn but is a universal cepcktion of pareats with

gevarely and profoundly retarded children.

Chromic sSarrew i a normal and Jjustifiable reacticn in such a situ-
atiom hacsuze of the realities which parants of a retarded child have
ra Fare. Robinscn and Rebinson (15%761417) heve the Followlng to say on
che mattec:

Just as grieving tfor the death of & lowved oo8 Secvei a
healthy famction, this reaction probably 2fFfocds an
opportunity to face the problem and ies implications
profouadly and intimetely and to emerge with thoughtfully
coasidersd attitudes.

Parenta should be granted an oppertunity to ogrieve For Gtheir laoat
imaginary child (Cunniagham 1982%.

Olshansky (1970) mentiong khat parests teud to dewy this chronic scrrow
hecsuse profesaianala often wiew chronlc agrrow ps a meurotic manlfaac-—
ation, Thla denial may, If not timepously d=aalt with, throw the parects
inks such & aeuretlce stepte that they may fail to mokilize their erevgy
cowards caring for tha child.

Iin reporting on his dealings with pazents [n a childrern's develgpmencal

clipic, QOlshansky {1970} states that some of the parents regressed Lo

the point of denying the child's d=f=ctiveness while othera became= un-
duly optimiskic about the ¢ghild's potenklalities. Bokh thege reactlonsz
eauld hamper progreda in adjudking ko kEhe child,

The parents of a mentally retardad child have little to look farward kg
compared with parents of a normal chkilld. They may bea faced with a
life-time >urdsn of caring for and worrying about their retarded
child. They ore faced with woes, trilals omnd momenza of despolr
throughout their lives and that of the child. They alsc have to try ko

nOpR with rrisas that ocenr From Fime Ea Sina,
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4.2.2

faliaf from thia ehronic sorrow is perceived by Olshansky (1370} to be
ohtainable saly through death., It is unfortunate that many parents are
not given Eha chonce to ocomplete kthe grisving procaess; they are

expec=ed to adjust bto or accept the child prematurfely.

Covingon {19AT:2%) =stakes that shame is the mask fregquent reaction
phserved in parents of mentally retarded childrem. They ars ashamad to
face their family, relatlwes, friends and immedlate neighbours. Such
parents will hide their afflicted child and thus deprive the child af
SEpOEUrE to possible sources aof help., Thils shame is often coupled with
the aslf-blama that parents have abont their hawing causad bBhe child-a
condition (Gallagher. Beckman, Cross 1981).

In addition to the facts provided by the counsellor, the pareot Ceeds
M_.. a1 oppportunikty to wentilake and olarify his feellngs and to
recelve support for the legitimacy of the feellngs he iz expressicg”
{Dlahansky 1970:331). The relationship between the retarded child and
his parents is anm iotense aod prolosged cae and the counselling process
should aim at maxiag the parenc comfortable im liwving with thisz child.
It ig far this reaseon that Parka (1377:59) says: "It is aessential that
parenta are Immediately aware that someone ... actively and geauinely
cares about them and is williag te susport bthem."

Bobinson and Robingen (1978) as well as Mardelbaum and Wheeler (2960)
agrea thak it ia essenkinl thak bokh poresats sheuld be secn together by
a counsellor. Laci of counselling may increase kthe pareata’ atreas and

gorpound the problem.
Hedrch for & gfouse

Aftey recognlzing the aztent of their problem, parents of a mentally
rekarded child begin to sesk o couse for the retardacion. Robinzea and
Fobinson (1976:41B) state that parenks are mokivated by Ewo reasonsg ir

rtheir asarch:

The firsc and more raciomal iz a hope that, in discovaring
the eciologqy of the disorder, they may fiad a way ta 2ure iE
or to prevent its occurrence in any future children they may
have., Additiomnal motivation can stem fram aa ardesk wish far
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reliaf feom a heavy burden of respensibility and guilt.

puring this perind, parants try be think back to posslble negllgence cn
their part towseds the child when he was still an imfant; such as when
he was perhaps unatteanded te and Fell off a bed or whea they igunored a
high Eever or dehydratica. Most women who have attempted an akortion
acrribute the <chlld's conditclon directly %c this act, BRobioson aod
Robingon (1974} found that in partain slinie populationa of mentally
retarded children abouk 3 % of the mobhers admicted that they Lad
attempted to have an shortion.

Pargenta asometimes ftesl sxtreme anger becausa of their shattersd hopoes
fur A wnormal child. One af the most common responses to this anger i1s
shopping around from dooctor o doctor o6rf profeszional Eo profesgionml
for promises of a possible cure. Much as this shopping arcund i3 a
slgn of acceptance of reality; if motiveted by anger it is "... =an
effort at further self-protection by denying aad svoidizag uawanted and
threatoning realigy” {(Bicffert 1978335}, The parent is haping for a
less painful disgnosis and a guick sure,

Some parentd feel fthat if they had hal the means they would have
ohtained the hest treatnent and care for their child or chey might
passikbly heve avaided aay damage to the child.

Buch feslings inerepde the gqullt Felt by Eha paraants.

Parents mav ezparisnce some relief in kneowing that they are act the
orly omnes with such a child. The knowledge that the retardation was

caugad by a multiplicity of facktors during gestation, and so was bayond

tha aaakral of tke paranbs, sometimes alleviates their pain.

Finding the canze of the retardaklosn helpa aaly in taiose cases whera
thare is progressive deterioration which can be comtrolled cr whea tha
ratardation is coupled with a significant =2motional component. Very
few pacents find a cause for Cheir calld's retardabion ewven wltl Che
modt expert medical assistance. Mandelbaum and Wheeler (1960} =zee che

scarch for a cauwge a3 o common dafanse ukbillzed by the pareak.
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Robinson ard Roblsaacr [19T74) adwise that parents should he giided ta
ukilize their resources for the future dare of the child reatier Cthan

for seaking a causa.

bOearch for a cure

Juat ag in the =zsarch for a causa, parent:s: spend precious cescurces in
the zsarch for & cura, Soma of them accunmulate debts which will taka a
life-time to repay. Their moblivakblon stems from the rapld advancement
in techoeolegy whick giwes Lhem Lhe hope thal mental retacdatlion may be
curad. They move from clisiec to eliniec, city to city and coumntry Ea

country in the most desperate search Eor a cure.

Halpful creatmemt has béeen uwkbilizZed in casesd of phenylkebonuria and
congenital hypothyroidism but weven this treatment should be commenced
early in life {(Robipson. Robiagom 1375},

Many specialized treatnent programmes are now ayvailable fg9r retarded
childron apd where Lhese are withiian reach, parents are adviszed to make
uze of them at an sarly stage. Many community cliniecx offar pre-school
programmes, apeech and phyalcal Eherapy az well sz help for the deaf
and those with ippairad wisiocan. If retarded childres are latredeured ko
such programmes at ano early stage they can ba helped to make better use
of the limited assebs they possess. Some of these facilities deal only
wikth +Etha :|'|'|5.l|!.'|.:yI ratarded and thsse who hawe remediablae h;.'p.-d.i.:.u'?a. bt
parents can be esncouraged to shop arousnd uskil they Eiad a suitable
inacitution for the Erearment of thelr child's eenditicen.  Io =oma

cantres psychotherapy is cfferad to the paranks.

Aoceptmnce of the child

Aftar the initlal etage of pein and the uncertainty surrounding the
egality of having & tetarded child has passed., the parents reach a
poink when they have to live and cope with this child. Once they aras
carLale Lhat btheir child does opt £all within the parametsers of '‘nor-
mality' they are expected to start constructing realiscic expectatisns
af what the child's potertial and capabilities are., This is oll=n

facilitated if they can be involved in an early and frank discussion at
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thair ehild'as sonditcion.

Cunnlogham (1932:25) nentions "funckional acceptamce' which he de-
gcribes as getting to grips with the diagnosis; realizing that ik will
not change and then trying to Eunctionm as well as one can. For most
parents this bakes up te Ews or three months and will wary from parent
ko parant., To some it may happen unconsciouslyr for others It

regquires willpower and conacioua effort.

The Earm "acceptance” is usec extensively in the licerature ln respect
of parental reacticn to a handicapped child (FEyckman,. Henderson 1970:
Olshansky 19703 Robinson, Eobimsom 1976; Andersom 198%) but it is mok
clear what this ‘'adoepktance’' enktaila. HResen, &F cited by HRebinson and
Rabinaon (1976:420), aess this acceptance a5 the £inal stage of
parental greowth,

Bobinson and Hobizson (1976:1420) themselwes, hcowewer, see it as in-
volviog “... a warm reapect Lor Che child as he is. appreclation of his
asseks, tolerance for kls shortcomings, amd active pleasure inm relating
to him. The aascepted child is wiswsd as baving a grogthly functioning
rola ic his housshold". Dybwad (1382:126) sesams to he in agresment with
che latter part of tha abowe statement whan ha saya that

i++ [ hBase =2ome to =alisvye Ehak gne of Ehe moak crucial
elements in the acceptance of the azeverely mentally
handicapped chlld Inte the family ownit rests in his
having acqulred eating akills and seking hehawviara, 8o
he can ghare in meals at the family ktahls.

Surveys conducted by Glendinning (LYH3) and others have shown that most
mathers will arrange a different meal-cime for the retarded child
because of the paricd of tima requlired to complete the task of feeding
him. According to Bobinson and Bobinson (1976} and Dybwad {19682), if
this pottern 13 on-going in o fomily. thon the retardad child haz mot
yet besn accepted. One may ba inclined to disagree with these view-
points hacausa somatimeas tha child's physical deformitiaz make iE
diffieule for kEhe famnily to nave him ab tables with them and this iz aac

peceigarily a siga of non-ascsphance af the child,
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Worcis (Robinson, Ecbipsonm 1976:420) gives the following as iladizes aof

AccEpLancef

+++ Ethe deqres to which the mother functions in har usual

manney, ceatlirwisg her associacion with her friemds, anc

the degree to which both parents meet the needs of their

naormal children as well as thosa of the ratarded child.
Counsellors dealisg with parents of retarded childrem often make
garaest attempts Lo have Ehe parents accept che ﬂiaguﬂala and cheirp
child's conditiom. Olzhansky {1370:329) sxpredging the Same concera as

Mandalbaum and Whesler [(1960) aon thiz izgue acatea that:

When the parent is asked te ‘accept' mental deficiency.
it is nat ¢lear just whkat ha is being asked to do. The
graat atress professiomal workers temd to place on
'accaptance' may suggest to tha paremt that ha is
expected to perceive his child from the point of wiew of
the professicnal helpar.

Tha profeasicmzle who a2ak the parenk to lears bo aceept the child arca
oftan not clear themselwves as o what the acceptance esnkafils. Daes ik
mean that the parent should ignore the child's bhamdicap and carry om as
though the child i3 sormal or does it mean that the parent should make
pdjuatmenta in hia life to accommodate the haadicapp=d child? The
parent €£inds himself beinxg pressurized to a certals extent into
accepting the child and this ~ouwld lead te an increasse in the guilk

feelimgs which he already has regecding the child's condition,

The process of accepliug a rebarded child meay be a wvery loog one and
parents will always hawve dAifficuley in accepting such a child. They do
oot omly warry abouk the present asituakion when the child is sg£3ill

manageablea; they also worry about his future when they nlght ao longer

he around tn care for him.

Cunningham ({1932:26) gives a report oa an interview in which a parent
talked aboub accepiizng the child but rejecting his condition. EKershaw

[L966) on the ather hand writes that parents ignore the child because



they identify him with the !mpairnent. Some parents show thelr rejec-
tion by insistimg that the child be removed to Ao inatitatican aven
though sxiszting evidence makes it ¢lear bthat they cas cope with him at
home .

Bayley, zited by Anderson (1982) auggestcs the following lewvels of
accephance: {11 & rekreat lpto Ffaotasy, while accepting the child
phy=ieally; (i) behawing from a semnse of duty - an externally impazad
ahligaticn; (3} resigoation t¢ & >leak fate; (4) acceptance o°f a
peracnal obligaticon that one choeses; and (5} lowe for the child.
Hall and Richmond {(19E4) aesm to bhe in agreaement with sema 2f the
points made by Bayley {(Andersomn 1932) in that they do oot pereeiwve
acceptance ag defined in terms of a resigmation te a tragic situation
But rather as & positive balanced atbicude towards the peeds of e

child with & realigeiz place Eor him in his family.

Parentz af rhe handicapped child may go tShrough some or all of thesa
phagses at varying paces. Some may gek stuck at peztain stages wvhlle

others go through all 2f Ehem wery quickly.

Parents vary in the rakle al which Lhey recaver from the Lnitlal shock
af realizlag thelr child's condicion. Some parersts are Immobilized for
lengthy parlcds but dz pvencually recover gncugh To ke able to mobilize

thair efforts on behalf of che child.

A study conducted by Saenger (Ecocbinson, Bobingem 197Th:421) on adults
with IQs of below 50 who Bs childresn atteasded clasaes 1la Hew ¥Yark city
revealed cLhat there was a high correlatloen betweaen parental acceptancs.
family cohesion and the absence of personality problems in the mentally
ratarded adult. Pareantal acceptance of their menkally retarded child
iz iaflusnsed by many fechkoss amongat whlch thelr own makture and 2x-
tarnal clrcumetancea play a predomimpant role. Edocaticmal and finao-
cial advancages may alss p.ay a role im the parent's acopptance of
their child.

Aocording to Parks (1977:63) zareats cannot make an honest abtachment
te tha actual handigapesed child wunkil they hawva withdrawn chair

affection from the npormal wisaed-for child - "... protest amd despair
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must occir before wichdrawal”. Farber (1970) 9@ the ather hand saes
the famii¥' s adjustmens to the retarded child as Jdelecmioed by Lhe

parents' marital integratlesn and the family's interactional patterns.

TOE EFFECT OF THE MEHTALLY RETARDED CHILD OW THE FAMILY T

Meotally handicapped peouple are deliped by law as belog lodividuals who
ara unahlea ta sare for ar protect themselvwes and who are incapable of
lgading am independent exiztence. The extent ko which Lhey are depen-
dent or othera will differ occerding te the degree of disability and
farilitiea availahla o them.

Since the advent of the new trend ia communley meatal healeh 1a 1069,
most of thess pergons now live at home with thelr familles. It is for
thisa reagan Ehat sa much latarage has beer shown in the effeects which

livimg with & handicaspsd indlwldusal hos sa the aatirs family.

Thers area a suskar of problame, boch smotional and practical, which may
make l1ivimg with a mentally retarded child a wery stressful event for
tha parents. Family sarvice agencies are concentrating their efforts
o helping the family and defective child to live together wicth fewer
crises and the minimum of skress.

Counsallara and eother profeasszlonals working with eheze families hawve
found that ehe ambivalence felt by the parenks towards the meatally
retardad child causes coaflist which may resulkt either inm rejection or
ovar-protectiveness towards the child, Gchild (1970) comtends that
whiabk agyravabtes this ambivalence s the [ack that the parents cannot
praject any blame for their problema omta the retarded child, Iastead,

they blame themsselves or sach cther.

Gapnger nn tha other hand astimates that only two oukt of avery ten
mathers of geverely handicepped childeen experienced significant
ambivalenk feellings (Robinson, Bobinson 197634220,

There are a number of common Eactoars ia the problema which parents of
martally retarded children experlence although each Ffamily finds each

situwotion wnigue. Wihat most parents £ind demawnding 13 the factc that
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they have to make a numbar of changes ix their lives in order to adjust
ta the defective child, These chaogzs may affasct a aumber 4f areas in
the 1life of tha family - the marital relatianship) the family
Einances) rvecreational activities; the dailly soutine; the Eamily's
interaction with the commuoicy and the parents’ relatlonship with thelir
akher shildren (Farbar 1960: Fazak., Marvino 1984).

8icknesll {19082), citea Faur dimeaalons which have to be copsidered when
discussing the sffects of living with & hapdicapped member af the
family: age; the multiplicity of the haandlcap; the latrinsic skills
for coping fouad ia the family and the exteraal support availanla. oOna
may add a fifrh Aimensioa which is the birth order of the retarded
thiid in relation to the other children, sheould thare be any.

The period which tha parmnts Eind ka be bhe moat teying la during the
garly years whee the defective chlld [especlally the severely retacded
one} has growr physicelly but casnot walk or master certaln skills for
his age group. A3 the child geows older, the paresta accept their
changed life-ztyle; and also the fact that he will never leave home
lika other children and he isdependent.

Mot chamges ln the family have to be made during the sarly years. Tha
changes may be too complex and difficult for individusl family membercs
b cope with apd this may lead to igsurmountable problems. Tt is ak
this peint that families require extra help in order to cope with and

manage the handicapped child.

Eff b} OATRT -

Most wosne boday [iod Lhabt they would like bo pursus a career asd hawve
a family ar the same time. MWhere rthiz is the case, hoth parents share
thair responslbllitles in the home ond 1n the care of the chlldran.
When there is a handicapped ckild im the family, this changes the pic-
tura and the mother is more likely ta stay at honme and care for the

child.

In fawiliey from the lcwer soclo-sconemic ranks whers the mechers are

unlikely to be career-bourd, there is no conflict when a situation of
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thiz nakurs arises. From che economic point of wiew, however, this
mather should ha the ane who 1a more anmEipus to go out and seek
amployment in order to augment tha Zfamily iacoma and improwvae their
life-style cather than the mother im the upper eceacmic group. Farber
(1970} says of thess persons that, ... [(they) are less mocivaced
taward effectiva outward social moeblllty and therefore do not regard
their retarded child as a3 impediment to  their spoicesonomic

anpi rations".

In those families where the mother has a career which she would like o
continoe pursuing ar where the mether's income is required to enable
the family to maintain a certain life-sbtyle, ¢omnllicts do gccur with
regard to the care »f the handicapped child aspacially if this calls

for the morther to leave her job.

Most mothers do eventwally decide to stay at hore and care for bhels
handicapped child full-times. This often happens after she has come to
terms with her grief, anger and guilt which according to Bicknell
r1982:5399), "... give way, in part at least, Eo Ehe stroang desire to
murtures that child, howavar imparfack, and accapbtance encompassing 4
stzong sense of dubty with the degire to nourish and protect ...". The
facther's active participakion inm the care of the child makes the

mather's declsilon much easier.

At times a decision may he made teo send the handicapped child to an
ipgtitition and thisz i3 ofken prompted by various rzaseasd such as the
ex=eat of tha deformity. the unavailahility of suppart and facilitias
in the family asd cthe commualby and bBhe paychoalagieal stralsn upon bhe
family due to the prededcs of the bBasdicapped child., Is zome cpses bhe
Eamily makes such a declsicon eanly bo regret it lacer because of gullt
Eeelings, Yet other families will send the child away (zossibly to a
residential =choal) becazusze they fesl that it will bhe bencficial for

tha child (Hamilten, 19T78).

Wilkin (12792:51-%Z) says that the blrth order of the chlld has =cme
pffect on the decisica to Instituticnalize him. He ecices a npumber of
Oritiah and American studies which reported that the child most likely

Ec he iagtitubisanplised is the eldest child rather than the middle oc
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voungest handicapped child.

Clgméioning (1%B3) ia har study of families with mentkally rcetarded
chiléren fouad rthat while some mothers found the care af their handi-
capped chlld atressful, others described it as anm emoclonally rewarding
exparienca and the older women actually mentioned that they were glad
to be able to extend their maternal cole by cariag for an elder handi-
capped child. Farboar and others as cited by HMoAllistzr, Butler and
Tzien-Jan (1973) Found that 1f the family hea older sarmal childreen, ik
ia emay for cthem to kesp the handicapped child at home. Gallagher,
Eeckman and Cross (1983) mentionm that there are dAiffering oplnlens re-
garding the actual effect of a handicapped child on tha family., They
fouwnd that some studies meantion increased marital cgomflict whila others

found oo change in the marital relatlonship,

Ayer and Alaszewskl (1934} discussed two famlly models l.e. the patho-
logical model and the normal family model in an attempt Eo explain che
different types 3f family reactioms and which facters play a role in
these reactions.

Difficult or uomanageable behaviour of the child canm also lead paceats
to consider igstituticnal care especially if the behaviour la embar-
rafgaing o the lapily wheo straogers or visitors are present. As the
pareats grow older asd thelr physizal <apacity to care for an older
handlecappad chlld wases, they may consfider residential core. On khis
note, Wilkin states that because boye tead ko grow much bigger physic-
ally than girls, they are more likely ka be instituticnalised msarlier

{Wilkim 1979).

If the family belongs €2 a higher soclo-ecooomic group, ble chance that
they will almask eectainly instituticmalise their child 1z wery good
hecauss they tend ko ba moare conce-ned about the affeck that aucsh a
child could have on thelr =limb up the sccial ladder (Farber 1970}

The handicapped child tends ka Eit in smoothly in the familiea belong-
ing tuw the lower soclo-a2conomlc ranka and ke affard npo major problems
in as far as cara is concernsad, Ik i irenical that the lazter family
iz financially unable Lo offer Lhe child wkat he neads to Improve hisz

condition and to make preparskion Eor his future and yet this family is
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tho one whish '3 more 1ikely tno shum institutisnal ecars bhan the Former

type of family (Wilkin 1979: Egnal, Danesl 1977).

Ballard (1982} percelves the presence of a handicapped child as a de-
finite threat to ics tamily members. He arques cthat hacause cthe family
iz & avatem, 1f one merbar is affactmd by & handicap, thea all the mem-
hara will be affected Eo a certain extert. The extent to which the mn-
tire family will be affactsd will differ from family ta family accord
ing ka the level of iztegratiom. Gleéndinniagy (19E3) alao reports that
spme mothers have admiecread that thay have suffered a great deal of

strass and =+traia.

Hakt all Familiss experience insurmountabhla problems when making changes
becanse aof the handicapped child, Those familles that hawve been well
integqrated prior %o the hirth of the mantally retarded child do nak
axperisnce major problams amd they cas esalily make changes to adapt o
the child. ©One should, however, bear in miad that iadividual Earily
membars do pot necessarily make a good Jubr of adjuatiog Lo e haodi-
capped child. Anderseon (1982) contends that ln these caasea wharz the
zsarant of a handicapped abkild shews a meurotie reactlon, there uaually

nave been some underlying preoblens prior te the birth of the child.

Soma of the adjustments that hawve &t be sade by the 'handicapped
Eamily*® (Ayer, Alaszewski 1924) are due to the aopount of Lime which the
mother Sevotes to the care of the mentally retarded child, Thisz will
sfEact not only her physical energy to pecfora tasks far other persens
in the fa.nil? hut it may alss affect her mental and emational a.hilit-lr
ta care for their other needa. This will obwipusaly hawe an sffeck o2

her relatipnahip wikth her fanily sapecially her hushand.

Yok cnly is the mother sometimes wery tired at bedtime but - as we
shall dee in a later secticn = she alsc has kta wake up at short intec-
vala duriag khe night 1f the meakally retarded child i3 restless. In
gome exktrema czgses rthe retarded child sharea the pareatal hed and this
puts a lot of strain on the paremnts. The marital! sexual relationship
may ba adwversely affectead not anly hecsuee aof the lack of phyaical
enprgy but alsoc by the daily fear and anxziety relating to a possible
pregnancy. Longo and Boed (1984} howewar, report that a wumbhsr of
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invaitigakars found that the guality of marriages in families that they
strdied remained stable regardless of the child's disability.

Anderson {l982) statas that those marrisgea rthat break up because aof
the presence of & hasdicapped child 4o sc because there have bLeen
difficulties all along that are aok seceasarily linked to the preseace
of the child., He further states that:

In caseg like these the mentally handicapped child
marely fits intn a drama that has been Joing oo Eor
aome time. Obviouasly ha nr sha mway accentuate the
drama. but doas not hold thae centre af the stage. TIet
many forces comspire to put him or her lan that posi-
tion {Ander=zom 1982:72).

The mentally basdicapped child then bacomas an accepbable scazegoat.
The family is abla to eascape from some of its problema by blaming the
presence of the meatally handicapped child,

In some Ffamilles the presence of a handicapped child briangs about
difficultisa thak have been auppreaged for a loag cime. ©One porent moy
have more difficulty in accepking the child than the other and he may
gradmnally stay away from homs fnr longar hours ar in the casea of the
mother zhe may over-idencify with the handicapped chilld to the ezclu-
alam af rche other childrew. "In caeee like these the handicapped child
plays an important part in the family drama, and the fulcrum around
which much of the action takes place” (Anderson 1982:71).

Wich spme couples the bpas of conrention 13 that the parsastas hawve
diffarent opisions coscerning khae «hild - thae mether may be more
—olepraat of the chlld's clumsliness anmd inahility kta do certalm thiangs
whilae the farhar may ses him az hopslsgz amdl he may apply di=zciplimary
maasuraa to him which he pppliea e the noermal childesn ia the Family,
Tha parents may hbe l=2as respoasive to sach ather If one zareat is
griaving and ia cencernad with the flmancial burdam of having such a

child &nd the other is concerned about the daily demands of caring far

him,
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Some Famllies pezesive the pragance of the handicapped child as hawv!ing
Erought them eloser together {Gallagher. Beckmen, Lross Lag3}. They
contend =hat silnca the birta of the disabled child they hawve Zfound
themeelves to ba more tolerant of sach other's faults and weaknesses.
MecCormack (1978} statas that im wiew of the gqullt, shame; embarrassment
and disappaintment that accemparies the hirth of a handicapped child,
it is asurprising thet thars are familles that have stayed together.
Bobinsen and Robinson (1976:426) on the other hand do mot 384 tha
presence of a handicapped child as necessarily coanducive to Family

integration,

~hars is a Eeandency amongst parercts to overprotect the child with a
handicap. This 1s mot typical caly of parents with a mentally retarded
child it happens evesn with parents of childrer with physical hasdicaps
{Bobinsen, Fobinson 1976; HMendelbaum, Wassler 19607, Thizx kandancy
kawards the over-protection of the handicapped child may be harmfu.
cawarda the child in that it may prevenk developmant acd retard the

child's limikted ability to cope with the enviromwmont,

Rubinson and Bobinmon (1976) ses over-protecticn as stamming fram thrae
sources: (1) becanse the handicapped child is slew in his movements.
it is aasier for the bosy mether ko bathe, clothe and feed kim ané thud
gave much wvaluable time; (ii) exztended iafancy {childhood) somebimes
iz gratifyizg te beth mether and child as the mother finds satisfactlion
in being oDeeded for a longer time; and [iii) over-protectian may alao
be a defensive manceuvre ko conceal irritation with the child. By
being over-protactive towards the handicappad child, the mother ie ahla
ta concsal her actual feellrgs which are of zegenkmenbt towards this
child.,

Effects opn the sibklinns

It is mot only the presence cf & handicapped child in the family buc
alog the =zize of the family and +t¥e poasition of that child in the
Family - whether he is the ¢ldesk, youngest or middle child - whlch

will determine the effect which this ¢hild will have on the 3ihlings.

The congequeaces of living with hendicapped siblings have heen
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discugded extensivaly in  the litaraturn | Farker 1HQ60; Anmindan,
Bobinson 19763 Metarmack 1978 Wilkin 19749: Cunpingham 19332,
Glendinning 1983). The mavmer in which the other childrom will rcespond
o Ehe handicapped child i3 often dekermianed hy how the parenks handle
the situation. According to Ballard (1972:7%) chlldran are

was Jikely to take their lead £rem their moethar aod
father, and the way in which they see them managing their
relationship in dealing with the criaii. I£ Ehe parents'
attitude is a more or leds optimistic and accepblng onej
it will probably be taken up by =he chlldren in 8 way
whirh is =eniible and essenclally adaptive. TIE, on the
othar Ekard, their sxzampls 15 ambiquowa and it aeema to
the children that what hae happensd poses an uamanageabla
threaz to the marziage and expected life astyle of cthe
family, thea sroblems and unhappiness may arise.

Some parents who hawve not come to terms with their handicapped child
themsalwves find that they do =ndt koow whether Chey shauld tell cthe
other children that they have a handicapped brother or sister ar
vhether she older childres sbould just f£ind put Eor themselves os time
goes by. BGome of these fanilies will never ever discuss the child's
]'lﬂ.'l:uﬂ.:i.l:ﬂ.P unless a sigoificant incident celated to the ha.m:'l.:i.-:.::P BECUIS
o untlil one of the children comes aloang with a complaint ebaoub being
taunted by playmatses,

In theose cases where the parents have decided to discuss the handicap,
they often do oot koow how to go abewt it amd o what exteant they
should glve explanaticas. Cunningham {1982) feels that the best way in
thieg lastanae ie te let the pareat Se guided >y the child's guestions
which will refleczt his lewel of understanding aof the mebkar.

In Lhoze bhomes where parest-child relatigoships are based oo mutual
underatanding and Franknazs, the handicap is discussed and the childrea
ofzen ahow thelr williagaesa ke play a part towards caring for the
haandicapped child. MoCormack (1978} found thak seme of the mathers sha
studiad reported that rhey haé found that their stker children ({oldaes
than the handigapped child} had become more patient, coasidaratas and

mature bhecause of growing up with a handicapped sibling.

a3



Much as a giwven family can strive to get the other children ko accept
and learn to live with their hesdicapped aikling, the ocutbside world may
not ba makiog things esxy [ur Chem. Children are acted for their
unkindnass and lask af diseretion especially when theay bhacone awars of
a difference in another child. GSiklings of -etarded chi’dren have besn
reported to have been involved in Fights at sehoel ir order to defend
their family honour or aleernatlively they have beesn found to bDe
withdrawn becsuse ol the tausting they suffe: daily (HcCormack 1970;
Cunningham 1932 Glendinning 196310,

Tha other side af the coin ie when the siblinge of the ratardsd child
reseat him and show extreme jealousy because of the attention which he
ia given by hias parenta. If the rckbarded child is hyperactive, he may
cause disrupticn in the home. The older childres may oot be able to
study or to find a place whars they cer have some peace bhacause he
would always want to be with them. He couald also iadalge in destruct-
ive actiwvities such as breaking their belongings. The mather™s in-
volvement 18 conatantly reguired and this <ould be very taxing oo Ler.
She understands that her other children need space and privacy but ab
the apma tlme she ia sympathetic bowards the retarded child who neads

both their company and hers.

In a fami.y where there are only two children, the aco-rebarded child
feals almost like an on.y child because of the lack of a playmate, The
pareots ' abteoaticw ls focussed woally oo Lhe relacrdsd child and Lhe
faolatlion and lack of ateention casm lead bo a loc of reseatment. Ewven
in khoss casea whars khere la more than ome npon-retarded child. the
recarded child will demand so0 much of the mother's attention that the
aothars get little or mothing., This may causa them a lot of anguish
egpecially if thev are closer in &ge co the recarded child ai they are
then expected to assume a lot of responsibility much earlier. This

situation cpften ariges where the mother may be heard o express her

gingle-mipded devobion thusi "The handicapped ¢hild needs me. the
ather= hawe no problems, they will manage whatower haprers" [(MeCormack
1978:147) .

Another problem area for the aiblinga af the recarded chlld 1a when
they wish to bring friends home., In those homes where the rekbacdabian
has bkeea openly dliscussed, the yowry man or woman will be able Lo
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explain tn tha bayfrlesd or girlfriend that they hava a retarded
sibling and not let the vieitor finmd out om his own, In guch cases the
frimnds hawva bhasn prepared azhoad of time and may e&ven decline Ehe
imviration to wisit if they Ffeel uncomfortable in the presence of
handicapped pe#rgond. In cases whera they ware not prepared abead of
cine, they may reack wikh askock, surprise or embarrasseeat and the
brotheesaigter of the retarded chiZd may Dokt kacw how Eo handle the
aituation. Thia type of occcurrence may spell an and to a promlaing
friendship.

It is somestimes advisahle ko allow khe children an apportanity  to
express their feelinga about having a handicapped brother o asister.
Some parents are under the misapprehension that thair other childrea
have accepted and are coping well with the presence af a hasdicapped
gibling only to receive a tude awakening whan their true Eeelizgs are
revealed during a psychiatrie consultaticm, The psychlacric consult-
acion may have been mnecessitated by a referval from a Schogl whers
behavioural problems were chasrzved io the ooco-retaccedc children. Iu

pXtreme cases some of these children run away from home.

another source of resentmemnt for the non-lLandicapped childrén may be
when their parents ezpect them to helyp with the care of theic rebarded
sibling, MgCormack (19T7B) and Glendirning (1983) both report thak most
of tae mothersa they sbadisd were rob !mn Favour of thelr other children
agsuming khe great reaperaibility of helping to cares for the hondi-
cappad child unleas they wolunteered to do so0 of their own accord.
Zwan 5o gome mothers sasurs that this does not inkterferes with cthor
pspacts of theic children's lived #.9. doiag homewsrk, vwidibinsg
Eriends. eto.

Scme of the adult childrem who have cfter worried about what woulld
happon to their retbarded brother or sister vhem their parents dicd hawve
pften offered to live with them although the parents were not always in

favoaur af this idea (MeCarmark 197%: Gleadianinsg ISE3).

Soma paredts who Ffelk the npeed to iastitutionalize theie hasdicagped
child ofken wsed Lhe wiber childres as an excude when Lhey fn fact

uncanaclaualy wished eo #id shemselves of tEhe handicapped cklld. HWhere
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this was the case, the other childrem teaded to EFeel extremely guilty
and uncomfortahle =and this eventually proved ta bhave been an uowise

mowve on kEhe part of tha parents.

Farber and others, c¢iled by Bobloson and Robinson ({187€} collected
evidence which shows thet boys ard girls react differently Lo the
instituticonallisatlon of their hapdicepped siblisg. They fouad tiat to
thke hoy thea handicapped =hild claimed so smch of the pareat’'s attention
that he [(the non-retarded child) wes Eree to be more outgoing and to
indulge 1o various activibties oulalide Lthe home. When the hopdicapped
child leawvas homs the hrother thesn detericrates because he finds thak
all the family's Eteasipn and attenticm is now centeéred acgund him, To
the sistar whe sometimeas had to he a surrogate mather,  the
jngtitutionalisation of the handicapped child comes ag 2 long awaited

relief. 32ha ia now able to pursue relationships outside the home.

where the hapdicapped child is hyperactive and it becomes aecegsary ko
lock him up to comtrgl his excesaive epnergy and to protect other child-
ren against possible harm, Lthen lnskltublonalligatlon is sometimes
matually agread upcm. If such a child iz rot ingklkakisaalised, rEhe
Fack Ehat ke has tc ba locked ap dally may have more harmfal psycho-
logical effectz om the family than would the fact of ipstitutionalis-

ation.

Rivalry amonget aibliasga ie a asormal phenemencn in any family. If tha
rival is a handicapped child then it is difficalt for the other child
not to feel guilty and hlama himsalf faor the handicap (Anderscm 1682},
Children will Eery eo deal with these feelings by aver-exerting tham-
delvea aad by attempbliag te he ehe perfeet child ia srder to compen-
aakta for the shorecominga ef the handicapped child., Thia c=an ha owver-—

coma by an open discussion with the child comncermed.

The effects of & hendicepped <child on tLhe sibliags in gemeral is net
neceigarily an adversa one (Cunningham 1982). Some children raport
hal gLUwiug LLpi wild 4 relbarded #1bling has heen a r:wurﬁing e:puriuncc
for them. Schreiber and Feely (1372}, after studying 10 siblings of
ratarded children ia a grooupn situation concluded thet in those familics

where the parents dealt with the hasdiecap constructively, tha siblings
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", .. developed greater maturity, Eslerancae. patience and respomsibiliby
than is common amozg children of their age”. Farber (1970) zbakes that
children who interact om a daily basic with their ratardad sibliaga
terd to have a more serious outlook on life, When discussing their
life goals they emphasized “devotion £o B worthwhile cause” or "making
a2 comtributisn ks mankind". Thasta childresn become welfare-oriented in

ane way or ancther,

Effpcts on the relptives |

Both Cunningham (1982} and Glendinaniag {(1963) report that they hawvas had
a pumber of contrasting reports on parenta’ eazperiences with -egard ko
their friends' and relatives' reactlions teward their handicapped
child., Bome relatives were fousd tao be understanding and willing ko
help with the cara of their child while others made it diffiouls far

the fanily to <¢ope with the child by showing total cejection.

The relatives that both the authers refer to are Lhe grandpareats oo
both sides. Marmally grandparents have a wvery special cole bo play at
the »icta af a grandchild. WwWhen the zews of the grandchild'as conditien
is broken to them, they semetimes ihow ilnmediate bewllderment aod shock
aspAcially if thisx ia eaupled with 1lezle or oo underatanding of the

condition.

They may blame their daughter - or sca=in-lew's forbears for such =a

condition stating thet theic side of the family is 'clean' throughout.

This may cauge a lot of harm in the ralationship between the child's
own pareata and alap the one parent and hiassher inm-laws. This tansion
ls mot weasily resolved especially if the harnful wtberapces are made
ceatinually (Cunningham L1BEZ2t49-500, Cussaiagham {2982) further azays
that theas utterances sre agmebines a refleckliosn of how the graond-
sarents are tryimg to deal with the discomfort of having a handicapped
grandchild. Such grandparenta need nowladnge and gquidance as do the
parenks. The grandparents night maka the unpleasant ucterances guita

innocently and may not actaally mean any harcm.

Somi grandparants may assume an optimistic visw and state that ths
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child*a conditicn is not serious aomd that is is ooly temporacy. Obthers
will suggest residential care aven bhafore the parents hawve had zime Ea
think abeout the warisui apkisnzs open ko them or before they have had
kime to try to underatand and cope with the child's condition.

On the cme hand one may also find grazdparenks whe bave prableocs iz
accepting that they bave & hapdicapped gracdchild and so they <ut
themsalves off completely Erom thelr children [(Anderzon 19A2). fn rthe
other hand grandparents can be wvery helpful and will show Lhe parents
that they can cope with the aituation and will effer to provide their
hong where Ehs mother can leawve the handicapped child whenever she

needs a break.

THE PRACTLICAL PHOBLEME OF CAEING FOR A MENTALLY RETARDED CHILD AT HOME

The practical problems experienced by s "handicapped family' will be
discussed under mimor amd major problens. The minor preoblams include
the daily routine of caring far a handicapped child while the major
opes include aspects such as Plnances, lelgure time activicies, health
and aducatinn af the handicappad child.

The familiea of handicapped childresm are not to he aeen as a homoge-
necus group. Bach family is unigque din terms of its structure and

inktezackica as well as in the tyze of problems which they experiences
eoncerning the h:.ndiuagpqd child.

Familias may =somatinas aAficountar similar grebhlems, bur haeausse their
enlldren are noermal, ehefr lﬂiP-EfilE nee iy 4 rhepga P-El.':lh lams will ba
different., There are a number of contributing factors: the sxbent to
whicsh kFha tagzka ara shared; the fu:ilit;es Avmilable in the home Aand

in the commonity: the eztent af the disability of the handicapped
enild and the attituda af tha fanilF towards him.

The dally routine

The care of a handicapped child iz perceived as streausus by zhe one

peraon whoe 13 faced with the task od a daily hasla - the mother.
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Tha =~are cof a wormal child iz a shert-term precess al~hoogh in some
casas the mother may find it a demanding though snjoyable task. Her
patieonce and perseverance are not owerly tazed hecause she knows thac
soon the child will be independent of her. The care of a bandicapped
child ¢n the okbher hasd ",.. in masy respecks representa a prolonging
af tha depasdencias of sarly childheed leag peat the ages &t which Ehay
would octherwise cease" {Glendimning 1933:41). This lomg-tern series of
Casks to which the mother of the handicapped chill is aubjected emarges
into what Eayley {1873] terms 'the daily grind',

Tha pecformance of tha daily household chores and the care of minor
children hawve different Ffacets becesuse housebold chores can be per-
farmed repeatedly on & reoutine basis aver a aumber of years, while
caring for a child each day may have variations and the parent is often
rAawardad by tha milastonas rtaarhad hy thae rhild and his move -owards

lsdependence. Caring for a hanmdicapped child is differanet

In cantrast o the ruﬂ.:ing of most ghildren, a dis-—
abled child's Frnli:-nl:_:eﬁ ﬂE’PDndn“ET g’iqu. rige Lo an
ﬂﬂﬂ-tntiul'_y :lf\ﬂ'E-Et:.l.t:.l."\l'E act of q.::r!;ii:inq functipas,
which car be physically tawing, nentally exhausting
and Alapiritingly monotomous (Glesdinsping 1933:41).

Over & pericd of time parents make adaptations to this daily roukine af
caring for kthe handicapped child ta such an extent that to some of then
it ceases to be a tawing usdertakiang especially if the family shares
the chores.

Pnllawinq 1z a hriaf dizcagdtion aof tha warious tasks which Fhe maother

has to contend with om a Aally begis:

Faading

Begcause of thelr meztsl aktakte and cfteon due to poor eye-muacle co-
ordination, some of these childsean cennot feed themselwes. Those whe
try often mzke auch a meaa of Ehamselwes that the family decidea ko
have their meals at a differest time. Sone menbally retarded childrexn

chn feed themselves and ars nob medady buk teeir mothers often hawve t=o
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quard ageingt over-sating ar thea development of A padaion far certain

typea of food to the detriment of the child's health.

1f tha child i3 not severely phyaically handicapped, counsellars and
peychiatrigks often encourage the mother o teach the ¢ohild to Izec
himself. Thia gemetimes takes up a graat rfdaal nf tha mother's time and
time is what she nDeesds most ia arder to cope with the child and her

othey chores.

The mess that the handicapped child makes Auring meal times creates
axtra waork for the mother in terms of cleaning wp amd she ends np
having extra lawndry to do.  This makes most mathers declide to feed the
akiid themeselves and thus chay do not give him en opportunity ko learn
to develop some degree of Independence.

Tollettlaqg

Vollte a acemal toddler where the mother <can sccomplizh poaikbive
results - though somebimes after a trying perled - the kask of
zpilet-training a hasdisepped child cen be a lewgthy process which may
apmetimes end uwp with the desired goal still not having oeen 1eachad.
In additiom to hawing a toddler who 15 Dot toilet-trained the
Gandicapped child mey present o addiciooal  proklem, that of

incontinence.

The mobther has to watch out for and cope with 'accidents' that occour
=ath at night and Avring thes day. Families will spend days, mortks and
ayan years Tryiag all methads at their Aisposal ko bkoilek-krain the
handicppped child byt theae atberpks are afben made difficult by the

ehlld"s Lpmabill Lf Lo comnunicale.

Jaecauss Sf kEhis prablem, the mother has the additional burden of
laundry and bathing the child, sometimes many Eimes a Jday, depeading on
how afeen the ochild reguires aktesklisn. IF the =hild i= hoawy than tha
mothar's physical energy is tawxed 8ven more. A difticulty rolaksd ko
incontinence or the lack of toilet-training is that a shild wikh thisz

sroblem will be refused adnission to a school or tralning ceatre.
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Cortain welfars gervices such as the Fanily Fund in the hibed Eingdon
are sensitive tec this problem and they provide mothers with disposable
aappies and towels and somebimes even washing machines if the budget

allows (MeCarmpck 1973: Clendinmning 19820,

Lazk of pleap

wost handicapped children are characterised by poor aleaping habita.
Rome will aok go to bed before midnight and ewven then they do mot sleexd
throughout the aight. Same children will go toc bed aarly but will bs
up most of the night and oreats guch a disturbance that the mothar will
go to them for fear that they will rouse other family members and the

neighbourbood s paasibly even harz themoelves.

MeCormaak {1978) reports cases where slemping drugs were ktried buk most
af the time they proved to bhe ineffectuwal and did not hawve the desired
effart on the childrem. After a full day of Helny ackive, ore would
expect the child to be tired, bub some mothers reported that 1o the
caga of their childremn, the drugs had khe opaosite effect. The child
would be wide oawake or he would be =zbtremely deprazasd and ary

contiouously.

At tha end af a full day of carrying the retarded child E£rom point A ta
B, the mother is often in desperate need cof a good night's sleep. In
some families the members will take turos in checking on the restless
child during the night. The mobher may jometimes £find Lk aecesdary to
put the child into the parental bed or may #ven decide to aleep with
the handicapped child in his bed. This ocften places a great deal of
gerain on the marital relaclomghip. Decisicns to zend the child inte

rasidential care are sometinas as a result of repeated episcdes of Lhis
kind.

It iz 2aet uwnusgual ko £ind auch mothers am the wergqe of a nervous

breskdown and their marriages may ales be under exbrems pregsura.
In addition to the abtowe probleams relating bo physical care.  fome
mothera hawve the Aiffizuley of kaviag 2o cancead with the zonstart

guparvision rcequired by the handicapped child. Thig Supérvisian 14
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change of zcans amd that he alsc received extra atimulation which made
him less restless at nighk. Meost parents further welcomed the oppor-
tunley of going out to the acheol, meeting the teachers and the paresnts
of other handicapped children.

The biggeat problem arises when the child ia old enocugh to lzave school
which is rownd abkout Ehe anset of adoelescenca. In Ccertain aréns some
sorvices for the mentally handicapped have made provision for this
sgriod by making tertiacy educaticn and sheltered employment traiping
Facilicies available. Hob maoy haodlcapped schoel leavrers are fartun-
ata ancugk o receive this bepefit. Some end up stayiag at home with
ao kraining and oo means of income. Ia those ceutres whera training is
pravided, it has heen naotad that if laczal businesses and emploving
bodiss do not support these programmes by lakter emploving the trained

handicapped person. valuable mappowe:z Lg lald to waate.
hdolescence

Adolescence i3 a perigd af agoclal, emctleomal and biclegical change and
tha handicapped echild does nok have the same experiences ag a non-
hendicapped child during this time becausse of his intallectual and
gomerbimea phyaical limitaticns. —The emoticnal changes <can lead to

dﬂPraﬁ.:iun while the biq-lnrg'i-:al goes can lead to aokigm (Bicknell 1582%.

While = nﬂn—handinag‘gnﬂ adolescont cam he exposed ko sen education
which he/she may £ind Jdifficulk to underakasd ak the begianing, the
handi=apped adolasceant preseats a complex prablem (e a&n apdinacy
Family, While kthe young bandicapped person may become aware of his
gexuality, he may nak be awars of the sormal ifnhibielasna thae go Hiti‘;
ic. It does oot halp to solwve the problas LE the pacents deny the
sexuality of the handicapped youth.

Eome parents cannaot deal with khe sexuallity of +*helr soemel children.

Bicknall (1932:4803) says Ehak masy parenks will esxhible aigns af mental

lilness during this perisd because of che stress lovolwad.

MocCormack (l970) describes cases of mothers whoe did net koow how bo

handle Etheir children wvhen they masturbated. Because of his limited
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underastanding of socletal norms, the hendicapped adolescent will
masturbate even in public. Hysterical reactloms on the pert of Lhe
parents will nat help solve the sroblem. The parsnta should szek
professional gquidance if they feel at a loss as to how to handle this

aituacicn.

Concerns about the futwres

Mosr if mot all paresta of handicapped children worry about whet ia
going to happen to chelr child when they are old and unable ta cars [or
him any longer. or when they dis. This concera i3 often used as a
reason for requeating residential eare for the adult handicapped
person. Whan Ehinking of tha future, paresnta know that their child has
ko grow up and that they are going to grow older and will nob De as

physically capable of caring for him and this does cause a lot of

CLCELCI .

Some parents hondlg this by denyisg their child's dewveleopmesnk. They
continue to treat him like a amall child regardless of his growth. The
parents often mxrpresa a fear that when the handicapped child is elder.
he will hecome mars awars that he 1s diffecent awl Lhey canoot bear the

pain of thia awareneas (Anderson 13E2; Bicksell 1932}).

In Ehosa cases where there was & death wish when the handicap was dis-
covarad, the parent's imability to help their child could trigger off

theas unresolwed sentiments.

vary CEew family members are able or are keen to take charge of thwe
handicapped child (adult) when parenta pEpress their concern regarding
the future, Limized financial reagurcea, waresolved conflicts aoncern-
ing auch B child in the family and geperal problems relating to care

ara often reasons foy Ehis reluctance to help.

CCHCLUSION

Tre family cannot pretend that the mentally handicapped child has ua
mffact on it. The =xtent Eo which the family is affecked will J4i1EF:

from  househald ko household according to cerctain bhaslc characteris-
Eics. The extent to which the family iz prepared and abkle to make
adjustments will determine how they will experience their handizasped
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child.

There should be an adjuscment of roles to accommodate the handicapped
child because without this adjustment, the presence of such a child

will produce an acrest in the developmental cycle of the family.

Hormally rchere wilill be role temslons at the begloning as sach famlly
mamber 1s 3t ru:]'q,'l i ny ko qrap:r'ln with his own reactinn ko tha situacinm
but these should be regoelwved gradusally and the feamily ahould g0 on wikh

it's businass of develeping.

It is kacwr thar meat parents .mmediately lapge Ilnto lethargy aad help-
lassnass whken +they replize that kBhey have a2 handieapped ehild.  The

raason for this is zeen by Wilkin (1979:54) as follows:

Many profasgicaala {(doctora. asocial workars. paychologlisks, ake.)
and roocarchers howvo vigwed the f:.mil:lr with 2 h:m.-l:li.::.PPnd mambar
within the framewocrk of a pathological modal, rasulting im an
cveremphasis on the psychologically damaging effects oo Eamily
i r

The astudies mentioned la thia chapeer have illuskzated that rcaising a
haandicapped ochlild deoes oot alwaya hawve av adwerss effasck oo the
family. GScme fanilies reported specific positive outcomes such ag Ehak

the experienca brought them clesger togethaer and changed the sutloak of
thaelir children towaszds lifa.

The rfamily thac experiencesd major adjustmeat problems is the one where
the child was barn normal but became mentally handicapped later due Ea
illnesa cr an accident. "The clear memory of the perfect child with
all his attributes and idealized future beccmes caught in a moment of
tima and he remalna the pacfeank ekild who would kawe reached all chae
geals in academic, sport, musical attalomesk or whatever was to ba

important for him" {(Hicknell 198Z:H00).
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CHAPTZIE 5

SOCTAL NETWORES AND SOCIAL SUPEORT SYSTEMS: AW DWVERVIEW

IRTROOUCTION

Crocty and Kulys (19485) cite numeroua surveys showing that people will
turn to Ffamily, friends, neighbours anéd other trusted parties in time
of need rather tham waik unkil thelr preoblems require professional
intacveanrion. A client will first turm to family and friends befare
golng to more orgaaized sources of help such as tha church or unian and
then perhaps mush larer a/he will go ko farmal instituticma such as

velfare orgasizations, mental health clinies and financial houses.

The help provided by the natural netwerk la often easily accessible and
it eaables one to cope when hopes for magtery are still wvery high. The
agtwork sometimes serves = supportive funskiom and cam also buffar the
effects of life stresses apd help maintain the physical &nd paycho-
logical inteqrity of tha individual {Caplan 1974: Killilea 1976;
Thoika 18982; ELL L9g4).

The mources aml effacts of stress ace wariaed. Ao iadivwideal i1l first
attempt to otilize his own in-bullt mechanisms to deal with stress and
if rhapa fail or prove inadesguats, hae will them turn ka hix eavironment

whera he may or may aat get the reguired helz.

If curlngy the early stages of his help-sesking effcrts the client Efinds
assistance within his immediate szoclal netwark, then it means that his
network 1a both supportive and Ffunotisnal {(Toledorf 1876). Tha oppo-
aite position may prevail for some clients. The importance of a sup-
portive network iz reaffirmed by those professiomals involwed in crisis
work in Ehat their attempts at helping the client r2galve the crlsls

are based oan the asaumptlon that significant othecs can have a goaitive

effect oo the person fn corisls.

In this chepter =he author will concorn herszelf with khe concephs oF

gocial nekworis, social support and sSuwpport syatema. Social nekbworks
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will them be discussad as spurces of support and the Jdifferenk types of
support systens a3 well as the nature of support that they provide will

alsc be di=scusasd.

SOCIAL HETWOHRES

The concept of social networks was first introduced by SHaraes, an as-
thropelegiat, after studying the orgenizetism of a rural Horwegian
flahing commumity (Bott 1957; Timme 1983; Crotty. Kolys 1885}, Later
Bott (1957) and Miecchell (1973) 4id pilooeer wock lo asalysing the
structure af nskworks and the Iinterzactier and intercoomectedness of

network members.

After studying working-claes English families, Eott made the aobser-

vation rthar:

«v. the research families did aot live in groups. They
*lived in° sgetworks, if ooe can use the term 'lived in' tao
desccribhe the situation of being iz ceoatact with a aet of
people and organizations some of whom are in contact with
#ach other and some not {Sweasen 1979).

Soclologists carrisd +thke idea of network a little further by
concentrating oo how the stouctural form  of aetworks affected
individual behaviour, They dewveloped differest Locmulae for studyiag
the individual in relation to hiz network and how the density aad
structure of the retwork affecta him (Teladerf 1996; Wilcox 1581},
The focus was on the persanal network, i.e. thosa ties im which a giwvan

indiwidoal iz tha foeoal palak,

Such studlies went further to ocbhserwe how the individual's perdosnsal Elag
link him with the wider commumity and how thede Lied wepable him Lo

aoguire needed resowrces.

Bome sociolegista like Dawvis studied whole networis while others ceo-
centrated o defining what zoeclal! ne-wores are: what are their dimen-
siong, their characteristics and their effects onm the individuoal

(Wellman 1%31).
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E11 {1084:134) Aafines m asecial network as all of an individual®s
concacts. Ehe further states that these networks are souncces of help
to which an iadividual turns for support. In hisz priginal 19303
definitisn BHarnes as gquoted by Colline and Pancoast {(1976:17-13) saw

networks as:

... & S8t af polnts which are joined by limes; the paints
af the imaqe are pecple of sometlmes groups and Lhe lines
ipdicate which people interact with each other.

aceording to Garbariso (1983:4) retworks are:

vo. inter-coanegted relatianehips, durable patteras of
inksractlon, and relational akructure(s}) through which
peeple raguast support and make demands.

He goes on ta say that a social support netwark is

ves & 58t of inter=copnected relationships among a Jroup
of people that provides eadaring patterns of aurbturence
fim any or all forma} and provides @ coftiacent
reinforcement Eor effarks to cope with life am &
day-to-day basia.

IThe abowve definitions lmply that natworks are made up of people wlio ara
not only conpecked to a focal individual but are interconsectsd in
themselves. Uoger and Powell (1980) are of the apinica Ethak every
member of a network does 1ot necessarily iateract wieth every other
member. Hetwork analysts do pot concarn themselwes wikth the 1inks
hetwean tha waripus units of the nekwork but rather with the nature of

rhe units thexrselwas.

The contacks or interpersonal cossgctions that an individual has nay be
of & primary a3 well aa n asecondary nakuza. Primary noetwoarks consist
of an individual's personalized coatacts soch as his immediake family
and kin. MHebworke aan therefors be perceived as close-knit intimate

relatianshipa or loose-koit casual acguaintances {E1Z 1984 Botb 1957},

LOA



A merzon may also have personal retworks {(described from Ehe perapec-
tive of an individual member) or gemara. oetworks (dedcribed Lrom tha
perspective af an outside observar). SHince networke da not  have
boundaries, they are often delimited ia kerms of gecgraphical areaz
such a5 a willage whers most pecple are ia interpcktiom with each other
for specified periods. Hetworks can taecefore be based on kinship,
friendghlp, employment, education, politics, recreaticn or celigiom.

Saveral authors have ideatlfied different wvariables in studying social
notworks {Collina, Pancoast 1974; Thoics 1982; Toladerf 1976: Swandon
1979; Cratty. Kulys 1945}, Thess #uthors have generated lists of wari-
ables to Zuit the rassarch problem they ara interested ia. According
to Talsdarf {(1976), these wvariables can be divided into thres major

types i.e. structural, content and funetional varlahleas.

Bbructural wvariablas

Btructural wvariahlea desaribe the basic morphological characteriskics
of the network [(Tolsderf 1976). The concern here i3 mogkly wita the

dansibky and ajze of the petwark.

Dengity

This concept waz First described by Bott (Wellman 1981). Collins and
Pancpast {1076t207 perceive densiey 23 the ratio of actual links fn
poteatial ones while Gallo (19€4:14) makes refersmce te the extent to
which llnks rthat exzist do actually eaxist. hocording to Fazak and
Marwvin {1984:49) deosity refers to the extent to which membecs ol a2
given metwark kmow sach other irrespective of whether they koow Lhe
facal persca or not. Opoe cam thus speak of a high demsity network
whare thera are nany members linked togekther and low density nebwork
where there are fower membars linked togethar. & high density network
may foster wery close links between membacs as compared Lo a ILaw

denaity mnetwork. This type of situation has adwvantages as well as

disadrantages.

A network with close links _:-r-:l-'l.rinfles for a lot of aupport and thus Zes:

stress;y while on the other hand the ¢logeness of the network mav be
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B.2.4

ragtripctive and perhaps harmful. Wilcox (1931} ln his work with widows
found that a widow may oot be able Lo move agoupd, seek new tiea and be
ables =-—o deal with her bearmavement because of family reatrictiora. A
drug addict may fiod himself unable to shed the habit bacause of the
lose-knit aetwork of addista ko which he belongs.

On the other Rard, a2 close-kmit npetwork can be an advantages £or a
dAivorocss who wizhag Eo malntain her existing ideskley while it can ba a
disadvantage to ancther who wishes to eatablish a new identibty a=nd
break away [rom her ex-husband's oetwork.

Dne's rpetwork ¢8n also determine the axteént Eo which a member may
interackt with formal eorgeaizations (Unger, Fowell 1980:560}. The
oetwork ¢an hamper an individual frem uaing formal scurces of aid on
the oae hand, whlle on the other it Zas serwve as a source of referral

to formal orgaslzations.

Biga refgrs to the aumbay 5f actual contacts within a setwark, while

the range of a aetwoerk refars to the ounber of perdong within iE.

nESHE W lag

Conteat wvariables r=far ta the day-toe-day gquality of each of the link-
ages in the meewark (Tolsderf 1976:409). Crotby and Xulys (1985:302)
reafar to the Inreractional Adimension which deseribesa the naturse af the

linkages among the units or the peracuns.

Hatwork characteristics provide answers Lo guestions abovt frecuency of
contact, the direction of the interacticn, i.8. is It one way or twa
way (rociprocity! and ie the suppert provided by the contact a single
type of support ar various types of support? Gluckman ad zited by
Tolsdarf {1076 referz to linkages that prowide a singular suppRrht as
uniplex and those providiag more than one as multiplex linkagea. It 1s
important in asy atudy of networks to know the uniplex and mulblplex
linkages Lhat an ladividual enjoys. HMultiplex relationshipa are moca
important and powerful to the focal persom, for obwioua reasone. Tha

wider the linkagea the graater the zhances af receiving suppork.
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Fropctional variables

functional wariables are thasa wariables that describe the nature cf
linkages im which ome individual serves a tunction for aacther
individuas (Tolsdorf 1976:410). Thoits (1982:148} sess this dimensison

of a network as:

... kthe percelved amount and adequacy of socio-smobional
apd insgkrumentzl aid received From wvarious Auppoek avatem
memberd.

In additiom to the shove thrae variables. aetworka can alsc be analyzed
in terms of time asd space. For an arxample a growing child's network
increases ia size in comtrast to that of an ageing persom, The sise of
gne's petwork cen alsa ba determined by the area in whick he finda
himgelf at a given time.

FOEMAL AND INFORMAL HETWORES

Hatwarke can ha formal a= well ag Informal. Fornal astwerks are thoase
that are made wp of professionals and perionnel at certaln service
agencies while ianformal onza are made up of fanily, kin, religkbeuras

friends, local merchants, phyalelan, bartender, to name but a Few.

Cslliaa and DPancoaat (1976} differsntiate Dekwsen wvarigus typas of
"natural' neatworks and artifiecial metworks that have been develapad Ea
meat cartain asecs. The natural network is made up of family, friends
and aelghhours who are readily aceesdible to  the lndlsridual.
Areifiecial mnezwarks are developed fram the theory of crisis
incerventlon which holdas that the resolukion of a oricis depends om the

immediate help awvailable Eo a person.

Many criszes occur whem the natural oetweork is sobt available and clergy,
purges or palicemen cfter take their place. People with similar
histories of problem situations can also creake welworks which could be

auppcrtive when the need arises.
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EOCTAT, STPRPORT SYETEMS

In his dAiscusgion om aetwork aoslysis, Wellman (1981:173) aees @
gupport system a8 & social petwork. He further goes on to say that a
support System 13 a comstricted social oetwork which only takes late

aceounk suppartive tias.

When ond locks at the ¢ontent 5f ties or connectiensg, one will find
supportive as well as non-supportive ones. Thia meams that suppott is
a variable rhat may oocur im cectain suclal sebtworks and not in othera;
it iz not a given for any netwark., Sottlish (1931:206)} has the fol-
lowing to say on the issue:

Tam fack of the maktter is that people muiat hawve connec-
tigps with other people in order to recelwve soclal sup-
pork, but social connectedmess is not equivalent to, nor
iz ir a guarantesa of access tv. social aupport.

Cratby and Kulys (1985:303) confirm thia peint by scating that social
networks are not necessarily supportive, Social networks, accordiag to
them, can be soun-supportive and in some cases they can be hostile and

CeuaE atress.

In discussing the pson-gupportive mnature of scme sccial networks,
Wellman (1981] mentliong Ehat the structure of ocectain astworks affect
the quality and guankliey of khe support that am indivwiduasal cas gek.
The avallahility of =ocial supports could also be conskrained by ths
gscial and pearzonal characteristics of the recsipiankt, hia menkal
health and the charackeristics of hiz esvironment. The mora likeabla
the person. the more the likelihood of gettiag support from his network
(Shiopn: Lehman, Womg 1885). Characteridtics such as sex. age,. sthaic-

ity and personaliky variahlea can alao influence supoort (Vaux 2a cited
by Shinn, Lehnan, Wasg 1933).

Pillisuk snd Parks as cited by Jarharina (1983:4) refer ko social sup-

port matworks asg
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... B =ange of interperiona’l exchanges that provide an
irdividual with information, eseclonal reassurance. phy-
aical or matarial agziacance and a sense of self as an
sbject of concera.

According to Shumaker and Browoell {1984:12) social asupport ls an ex-
rhange of resources between at lesst twe individuwals perceived by kthe
provider of the receipient to be intended to enkacce the well-belng ot
thg roceipienk. These definitions imply that sccial support iz a two-

way process, i.s., thers 13 reclprocity between two parties.

This racipraciky L3 highly associated wikth stakility and effecktive
fupctioning (Unger, Powell 19B80t571l). The recipracal nature of inform-
al netwarkz makes them effeackiva while khia esuld alap prove to be a
scurce ¢f astrain because the 3upported party will feel obligated to
ratucrn the klodoeas. Horms of reciprocity and ecuiby suggest that
recelplents of support should repay the support received (Shumahker,
Brownell 14944}).

Receiving aid may alsa thresatesn the receipient's aself-estesem if it
implies a superiority-inferiority relationship (Shinn, Lehman, HWong
1985). When situations of this nature arise, people Are koown ta

rgfuge offers of halp even when thev continue to need it.

Shumaker and Brownell (1984114} discuss a reciprocity model which they
aaa a5 having the following implicationsi that if peopls cannot rekscn
a benafit, they may be less likely to geek assistasce; <that if reci-
proegity is preventad the relaticoship bebtween receipient and dedor may
diminish #and thak receipilents will move =heir burdsan from an informal
amtwork ko a formal support ayatem hecnuse ack all foarmal support ays-

Lema raguire reclprocliy.

Another source af straim in social support adcurs when & danae iatands
hig actions to he supportive and these are misinterpreted by tha re-
ceipient and are not aeen as supportive. A donar may give unwanted ad-

vice or he may attempt te offer emotleomal support, which may be pes-
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ceived by the receipient as an lnvasion of privacy. Too nuch suppert
on the opoe hand may lead ta depandeacy and may alde be perceived as
infringlng on ome's autonomy, while too likttle asupport on the obher
hand can also cause dlasatisfaction asmd 111 feellngs (Shinn, Lehman,
Wong 19485; Crotty, Fulye 1085]).

Recelplents mey be vpen to cffera of =icd but acecaslenally the timing of
the support can cause problems between the parties. Gome bereaved per-
sons appreciate emctional support inmediately afcer ewperiencing the
lozs af a loved one or leose of a limb, whiles othera prefer to "ha laft

alone” and try te work through their grief ea their ocwnm.

Mose isdividuals maintain & sense of well-being by invoelving themselves
isn or belng part of warious oetworks which provide for the freae exprad-
alon aof feeling: suppert for handling emotiona; satlsfaction of de-
pandency nopds and the nesd for leove and affection. Thess netsmrks may
also provide eertalm services. In this way the indiwvidual may have a
wida wariaty of gources of support (Crotey and Kulys 1385: Gottlieb
1985). Shumakar and Brownell (1984) claim however, that some providers
will withdraw their support when they find that they share thelr ra-
sponsibility with othera. Ia this ingtance a large satwork may work

againgt the receipients. This asgertica is supported by Crotty and
Fulys (1335},

Caplam {1974:7] in line with Wellman $1941:173} refara ko networka as
support gyacema which he furthec says implies

v+ Br enduring pattern of ¢optinucus or inotermittent ties
that play a eignlflcant part im mainktaiaiag kthe pavcho-
legicel arnd physical integrity of the individual owver kime,

Lir, Dean and Ensel guoted by Theoits (19BZcldd) suggest that social
SUpport is "... support Accessible to an lndividual threugh socisl Sies

to other individuals. groups and che larger community, ™

From the asgve, ane iz made aware that social ties ar 2ocial =setworks

sarve a cartain purpasa ia khe life of the focal indiwidual althewgh
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nat all of them are supportive. A functional social network could pro-
vide support during times of seed or c©risis and thiz support a3 hypa-
thenized by feveral investigators can buffer or moderate the impack of
stresgs or certain life avents {Caplan 1974; Cobb 1976G; Callo LYHE;
Gottlieb 1385)., Tholts {1902:;145) however, sounds the following wasn-

ing as regards the buffering effect of scclal suppoct:

... although there is suggestive svidence that soeeial
auppert can buffer the psychalagieal and physical impaces
of 1lifs eavents, the ovidends must be intarpreted wich
extrems caution,
~ha a@rbove definiticsna of soclal support iadicate that the acurce of
support is ona's social netwnrks. The guestion at this paiat is what
then cpastitubtes support? Several conceptual statemesls have bees

developed abouk what social suppert iz, and a brief digcuseion of thesa
follows, '

Cobb {1576} auggeats chat seclal support can he seen as informatinn
thet ‘eads a persom ta bellave thar izihe ia cared for, loved., @3-
teamad, valusd and that (a)he belongs to a natwoark of communicaticomn and
mutual obligakian, weiss, as cited by Iaragliata amd Doyle (1584}
gives an exampls of aix provisioms that support networks camn offerc,
These providioond iaclude (i} = sense of atbachmest, (ii) @& feeling at
social integeaclon, (iii) the opportunity for ourturance, (iv) Ehe
reassurance of self-werth, (w) a =snge of on-going raliabla alliance,

apd {vi} the opportunity bo recelve gquldance or advice.

Both Cobb (1976} amd Weizs (Imtagliata, Doyle 1984 have concentrated
on the emotisnal aapect of susport. House, aa cited by Theits
(19823147) identified other aspects in hia defiaitica imn which he
suggests thak support is:

an interpersensl EransacEisn isvolving one or more of
the followingt (1} emotlcmal concern (likiog,. laove,
ampathy), (2] instrumental aid (goods and secrvices), (3}
informatinon f{about the eaoviromment}. or (4] appraisal
{ipformation relevant Lo self-evaluation).



Aocarding ta Tnger and Powell (10ED:563) social nebworka are Seem as
providing easertially Cthres types of aid: inaerumectal supperct.
amotional a@ sccial suppart and referral ard iaformatiom., Tn additian
ks Ekhe abhove dimengiene, Eirsch (1981:164) mentions rtecognitioca and
aupport for idesmtities. Identities can he Supperted through varkal
ackeowleadgenant. tuch as saying to & peraon ‘you are 2 gaad mother'.
Feadback can alaoc act as a form af support.

The instrumental support provided by a network comsists of gooda (giwv-
ing and lending) and the performacce of certain secvicesa ko allaviate
fipancial, sconomic and physical strain. BSupport systama can alse help
an individual locete certain fervices and resources in the comminlty

(Togar. Powall 1980; WWellman 1981).

fravan asd Wellman, as olted by Tolsdorf (1976) divida suppert inta
three majer clusters., i.e. aupport which is tengible - money or other
materlal assistance; and suppert which i3 intasgible which can be 1n
the form of eocouragement, warmth et cetera. Segondly. it may be in
tae form of advice azd lastly it can be feedback whareby an individual
iz provided with svaluative gtatements ragarding his behaviour and his

attempts at meeting certain goals.

From this dlacusslon of the types ol support, guestions can be raisasd
about whethar specific situationa require speacific £orms of support and
whethey cartain forms of support dan be obtained from certalnm sources
only and not others, Furthear, ona may ask whether some sources of
support Aare more halpful thas athers &and whathar coping stylas in-

fluence one's abiliky ko mate use of the support thet is offered.
FORMAL AMD IMFOEMAT. SUPPORT 3YSTEMS

Froland, Pancgast, Chopman and EKinboko (15E1), ziblng Abrams, soe the
diatimetion between formal and Iisformal necworks as & 2 diaklacklion

hetwasrn Fhe warld of tha suessuseast asd cthe private werld of naothers.

Formal suppert &yskeems are, as stated 3io the Wolfenden Report:
Hgowermmentally mandated or sponscred profeasicnal aervices. whether

gtate-admiristered or provided through chartered intermediaries, such
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as nonprafit organizations" {(Lentjies, Jonker 1985). They Iaclude in
thiz group those private welfare orgamizationa cthat ara atate subsi-
dimed. Bein (1970147} on the other hand defines formal suppoTt as:

collective lnrarventicma which are oubalide the macketplace
to meet the needs of individuwals as welil as Lo asrcwe the
corporate interssts of the commumity.

Formal service agencies operate uader certain set rules such aa [for
example regulrements for eligibilicy or needs acoosement, formal rulee
of procedure. specializarion in service delivery and co-ordination
among helping roles and prescribed stesndarde for handling problem situ-

ation= irzregpective cf tha unicue nature of circumstancas.

These formal suppert systems can be in tha education, health, welfare

or other aces af gervice 1o a glven commumity.

Informal helpera uaually comprise pooples who have s¥parianced problams
themgelves, those who are generally concerned about the well-baing af
their fellowmen, pacpla whese time iz under-utilizsd and who havae Ehe
ahility and willingnesa Eo 1alp others. In this group, help is pro-
wided to those wha ased It and it takes the Eorm of mubual exchances,

rights and obligaticas within a primary group.

What follawsa i3 a dlssusazisn of che various informal supporE syetans:

This group is made wp of che iemediate Family ard extended kin. Socio-
logists have loog observed how the [amily group cas secve several pur-

poses in the life of a given iadiwidual,

Caplan {1%74) perceives the Family as performing an essential support
funerinn by haviag attiktudes of gsengitivity and a raspank for all iks
membera as well as baiang aa etffective commnication System. Eg réports
that im his clinical practice the common types of famillea found were

those with disordars of commusication like those that had acaps-goaks.
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In zoms fanilisa the form of support ls prescribed by the larger groap.
g.3. certain individueals have to provide certais services as PEBSCE Laed
by the sulturs. Im ather Families the support is apontamesons amd  one
recsives it by virtue of beinc a membar of that family. The sigaific-
ance of the family as a support system iz demcnstrated by the cootin-
uouz placemant nE arphene with adoptive families and also the encaurage-
ment given to -ertain individuals to hecome surrogate familles af long-

cerm patients and inatituticnalised aged persons.

The urnan tamily ia experiencing a whittliog dowe of the kinship ablig-
ations of the marital family and thix leads the family Lo 3esk more
sutside help than is the case with some rural families. Outside help
ar gupport is then provided by other informal natworka auch aa friends.

neighbours or by formal astworka.

Caplan (1974}, cites & study by Youmg and Willmot, whe Lound that ia
certaln urhan areas there are extezded kinship nsetworks especially
amongst the Llow socio-ecoosomlc growps, which are held tegether by
powerful bonds of mutual obligations. Germain apd Giktterman
{1980:146), =as well az Colllns and Pancoast (19T6:23), are of rhe
contention that stroang social aetworks exisk in slum arsas irrvespective

af thelr physically detericrated natura.

The support provided by family, frieods and neighbours is often aug-
mented by the asuppork from other informal helpgera guch a3 the loeal
merchant, bartender, hairdresser, pollceman, priest, pharmacist or

family physician.

The latter geaup can he further divided into “geseralists' amd 'speci-
alists® {Caplan 1974; Froland. Paccoast, Chapman, Kimboke 1931}. Tke
common facter in these groups is that they are informal and localized,
The gensralists, az peom by Caplaa (1974:12), are inm contact with a
wide circle of individuals im the compunity because of a 3gcial or
acomonis rola that thay play and they are known to hawve some expertise
on certain types of problems. They may have gaioed Lhis expertise
Ehrough being invalwved Ain ecertain situations or im helping their
Families who may have had problems. They make contact guite 2asily ood

like ko iavelve rthemselves with people. Some of these individuals may
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alsc be grappling with problem altuations in their ows lives and be
busy krylog to master them.

Natural helpers diffar in iadividsal perscralities. their sex and Lhe
septting= im which they aperace. However, whan it eames to helping
pecple and to respomding to calls for help they are alike in thedlr
aponcaneous responasa apd their willingmesa ke listen and ta ack on

behalf of athers.

The ‘apecialipts’ ara theses whn are generally kacwre Ad having pre-
viaugly suffared some miafortuns or wvho have gone through some Erying
sxperiences from which they have emerged with a certain expartise io
handling similar asituwations. They have made a successful adjudtmeac
and adaptation and are willing to =share their knowladge and cxperience

with those who encounter similar problems.

Such pecple are often sought out by others wha peed thelr advice and
thay develep a reputation locally as wary helpful people. Farenbts with
handicapped children bhawe hesn known to seek ocut other parenots with

handicapped children for advice and to bensfit from their expertise.

These informal careglvers are perceived by those whe 3eek them out for
gsupport as being mors effsctive than professionals who hawve Ea ase
given eechnigues and have to agsume & certain objective, non-involved
and professional stamce. This objectivity aometimes gives the client/
patient an impression that the professicnoals do nct wnderstand theic
{clients)] p-oblems. Eecause they are aninhibited by & code of prac-
tice, the infermal non-profesolenal caregivers/support aystem lavelwe
themgelves personally with the receipiests and they aoffer both amotion-

al and makteriaml support not dictated hy reguirements for ellglbllity.

The rcontact between the informal caregiver and the peopls that chey
help is charactecized by mulsal Deoelll. Soth the supparcer acd the
supported benefle but differently.

Organized supports not divected by careqivieg profesaignals

This category comprises zupoort that ls organlzed through farmal graups
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and organizations but is under the main direction of lay imdividuals/
people, and act protessionals. At times che group may cell upon pru-
Fessionals to ackt @as administraters but they [infarmal rcarpgivera) are
in contral of the grouwps. Examples of these are the varioua women's
organizacions £fouod all over South Africa =nd the burial aocietles

which ars a typical feature in hlack res:idential areas.

Boagically, thars ara twe types of these groups operating, i.a, tha
voluntary aervice groups who have come together to rendec aid or
service to persons other than members and the mutual aid greupga who are
made wp of mambers who help sach other, The lakter type of crganiz-
ation or group is made uwp of people, whe through fate, have Dbeen ex-
posed to smimilar cireomataneea asuch as war. death. resettlenment ar
migration. These persons recognize comaon ieeds and help each other by
offering fipancial loans or omtual coupdelliag. The Alcoholics Anomy-
mous iz one group of this nature although it ia charactarised by a

strict code of conduct centecisg oa ahsrinence.

Caplan {1074) idenmktified amather group which places its emphasia on
building a new oommunity, whare members who have suffersd a certain
lesd in their lives or those who bave a permeaext abigmatized coo-
ditipe, can emerse themselves. Examples of such groups are paraple-

gics, slogle pareats, parents with handicapped children, to nome o fow,

He seas as ones of +the charackarigele festures of this growp their
gecond-phage provigion of loog-term contacts and their wafigus Jjoirt
ackiwitias which sepwve as a psycho-soccial replacement for tha losses
cthey have sulfered. In his opiaolon the provision made by the grouvp
never warka completely as auch because a0 amount of E£riendliness or
auppert can make up for the logs that a widow ar paraplegic has suf
fered, These groups do. howevar, provide opporbtunities for associakion
with skhera who are in similar circunstances and this halp: sambak Ehe
dapression and isclatiom that often is their lakt, Oue needa to point
put thart there is sometimes a diszadvantage in this tvpe af azsaciakblion
because it nay reinforce the members® isolation Lrom the wide: “oornal®

world,

Becausae of the henefiks derlived fraom membership of these groups, tha
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memhars dmvalos cohesion and may campaign in given communities for the
improvement of services for people like themgelvas. In additiom to
prowiding emotlonal and social auppert. thass groups alasa provide
ipnformation amd specific quidance for members to help them get out of

their predicamenc.

1n addiklon to their theological functioa, religious denomlnations have
gver the years served as support systems for thelir members hecause they
gre often organized in congregations of aerlghbours whe alresady identify

with each other and have a shared life-atyle.

aceprdlng to Dyer {198L:97) Chrlatlan communities are bezed an a dogma
whiclh provides for a cactain set of beliefs and the perception of the
community &3 a suppert system. Based po their religious commltment,
the mambers of these dencminaticos are eajoleed kogether to help sack
other, lepd supeort [(lnstrumeatal and smstiopal) and their religious
life lLs designed to eacourage Juch suppart throaga prayec. These
gupports are reinforced regularly through daily eor weekly prayec
meetings or celigigus s=ervices. A person wha i3 affiliazed Eo 3
religious orgenization and is actively invelved in Lk enjoys a lot of
auppart from such affiliation.

Support groups under the guidance of a profegsional caregiver

Hocognitian &Ff the reale played by informal suppozk aystems has led
profeasionala ko utilize these groups %o benerlt certala of cheir
eliank groups. Where such support systems do not exige, profeasiouals
hawe Lakes it upon themselves to have them develesped. Professicuala
hava alas learned throuch eowperience that origes aften occur when
family, friends, relatives or somotimes neighbeurs ars anct immediately
available amd it thea becomes npecessary to ocreats artifical systers
that will go on to function asx natueal ayatems {Jollins. Pancoast
19T€}., Soms professiopals are reluctant £o utilize informel suppart
systems. Thev gquéstion the guallty of assistance provided by infarmal

carggivers.
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CONCLTSION

The study of social networke and support systems is based on the as-
gumprion that man does nok exist im isolation; he isa surrounded by and
i% in interacrion with other individuals. This ioteraction or inkter-
ronnactednsss aerves the purpose of providing him with sources of aid

when in meed, although it may alao engender tension and acreas for wim.

In order =0 derive benefits of support from one's social netwark, aone
ahould have the competeoce to uwbillize chem and be willing ba recipro-
sake where possihle. A parson may be surrounded by a nebwork which may
prove functional to others and not bto him, Hetwork members will offer
suppert ta others in some casas whan they are aasured that their

pfforts will be appreciated and their goodwill reciprocated.

Ta the professicmal, the sxistence ol ioformal support systems serves
a3 a reservoir or supplementary service for hia client group, although
Gobtlleb (1981} has peinted ogut the conflicka that exist amengst pro-
feszionals with regards to accepting and utilizing informal 3docial
nekwsrks as eources of support for their ellenka. While this may be
the case, professiopals 4o give due recogoition to the family as &
primacry scurce @Ff suppark. The suppertive functions of the [anily

depend on a certalm level of lnactnesa, stability and iotegratios of
the family.

The co-operation thak cén exist between professlonals and tha informal
suppoart systam can benefit the plieat in that he will hawve wider choica
of regourcsd and bt 2as enable the protessional to perform those duties
far which he was professiomally traimed. Formal and informal support

ayatems should be sesn as complamsating one ancther.
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CHAPTER &

EOCTAL WETWORES AND SUPPOIT SYSTEMS FOR MOTHERS OF
MENTALLY RETARDED CHATLDREN

INTECDUCTION

Having & mentally handicappec child can be a ascressful event for &
mothar and for members of her [anily. There acre many factors that play
a role pm =ha ifnfloeace which a meatally rekarded 2hild has om his
family. The mother is often $iagled osub in discussions om this topic
because of her socially praséribed sale as primary caregiver to hec
child. A study of the mother only, however incomplete. dees enahle onsz
to understand what the famlly goes through.

In crder to cope with the demands of raising a mentally disabled child
and to be akla ta ass ko the needs of Ehe asther family members. tha
mother 2eeds a support syskem - Eoempl as well as informal. Tha
supportive nekwork {[system) may be @ade uwp oaf her own family. kina.
triends and neighbours asg well as other people in the commumitcy. It
may also be conposed of fermal institutions providing health, wellaro

and miucationsl services.

The family as a whole may perceive the prasanca of a menkally re=arded
ckild az a streasful event and this may hawve an effeck or their aormal
develspaenk peosess ad a unit., TF tha hurden an thoss who “iwe with.
care tar amd work with mentally retarded perzong becomed Eoo Heavy and
i3 naot eaged pericdically, thes a lot of stress develeps,. This iz
whers sceclal matworks can make & meaningful contribution hefara the
careqgqiver burns cut or the family disintegrates due to the strain ard

tha lack of a much meedod broak.

Whila tha frcal point of Ehe disepusaion ls Ehe mother aof the mentally
retarded child., acrentien im this chapter will be giwen to the family
as a unik, Gthe pragaures placed op on it ard the type of supnoart

systoems availsble bo the aulher.



FAMILY STRESE AND THE MENTALLY EETARDED CHILD

Families are structural units desiqned o perform the functions nf nonr-
turing, controlling and enabling childrem to survive as well as
avoiding eovirommental hazacds. The presesce of streas of any kind iz
tam family i3 accepted as part of the dsvelcpmentél process of the
family it the stress is oot 0f unduly leng Jduraticn aod 1f It does oot
laad tc the disintegrakbion of the Eamlly (Gallagher, B3eckman, Cross
1383).

As a urlk, ekhe family ezperiences predictable as well ag unpredictable
lifa-pwvents such as the bictk of Ehe Ffirst child, death of a memcer, an
adalescant leaving home, et cetara, which may cause atresa. Thaae
stressful ewsnts may lead the family to a higher order ot functicoing
and effectivesmsss or altermatively may tear the family wunit apart
(Mctubbin, Boss 1980), Stress within limits ia a necassary or natural
conditicn which can lead ko the creation of change. If the streas is
iptense however, it can lead to & Breakdown {Bubala, Whirem 1c84).

According to Hill [19685) there are two facknrs that intaract to esta-
blish the stressfulness Sf an event and the magonicude of scress. The
firat Factor 1% thke objectlive hardghip for a particular family which
acdompan ies  Lhe evedt. The secoad Ls how cthe famlly defines the

avent. This defimition iz in part the family's response to the swvent.

Hot all families will perceive ths birth of a sandicepped child as a
abresdful acourrance. Families alan Aiffer in their reacklan kBa
SLress. They dAlffer 1imn the way 1n which thay arsa able to remaln
integrated ar aplit 1z tha fame aof pressures placed upom them (Oliweri,
Rgpiss 1%31:; Sechlilling, Cllehrist, Schinke 10843, Thase differancos
are attribut- able to the developmental history of the family and to
tha spceial net- works with which the family interacts (Oliveri, Raiss

19B1).,

The Id.lnj.‘_'_llr af a i:umlj.r_'d.pped cihilld can be copsidered bo bBe sbk risk Lo Ax
far ag evidesce of bthe preseace of skress i3 coongeraed {(Bubolz, Whiren
1934}. Reamarch hma showa that th= preasnce of a2 hacdicespped chilid
challergeda the most dedicated and able parents and presenks them with a
unigque =t of problems wihick they hawva to cooe with (Farber 1974;
Davidaca, Dasser 138:; Intagliata, Joyle 19B4). The parent3a may Fface
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s-ress that sSametimes conecinues throoghour the life-time of khe child
bacause of his prolonged dependency., Because the lifespan of handi-
capued people has mow incresszed, the demanda on the phychic and mate

rial resources of the family are vary high (Bubola, Whiren 19B4).

Varions auwthars have identifisd seaveral factor: whick may lead Ea the
pregeace af 3traessa and alsoc those which may reise the laval of strass
of parents of handicapped children {(Wikler 1981; @allagher, Beckman,
Cross 1983: Chetwynd 1984},

Gallagher, Beaxman, OCross (1983) make mention of atudiea is which
gignificant differences wera found in fenily atresa based on the
child'a disgrostic cotegory:. The nore sewere kthe ahild's handicap the
wider the variety of problems experieaced by the family.

Afrar comducting a study amongst A group of Hew Zealand mothers of
mantally raetarded children. Chetwynd {1985:301} found no sigmificant
rasults when exrplocing che ralatlonsaly between s5trass levels and the
dagrese of disablility of the =hild, 3he goes on further to mention that
her astudy suggesta that tiae diaabiliey dces affect steess im the mother
but =hia only appliss to the aspect which relates to over or under
actlviey.

It is. however. ceported by Glendioning {1983} and Cummings, Ballew and
BEia {1966) Lthal mokhersa Lhet Lhey have studled appear to have had more
prablema with apverely retarded children than those who had mildly
racardad childrem. Thia la zo be expected bhecowse the mildly retarded

child is mcore independeot than the severely retarded one,

A dimezgion thaes geema to he relaced to atresas 18 the age of the handi-
capped child, The aldees ®he child the mere difficule hesshe is to
mavage. Alse the dlifferewsces between the handicapped child and other
children becomes more noticeable as he grows alder. He may alio bedome
more awara cf these diffsrences and this may result ia problams of

managamant .,

Even wheérs the hﬂ.jﬂ.iﬂﬁppﬂ:ﬂ thild 3hows #ag Secoadary problemsE, Adcress

appaars in the mother dus to his proloaged Jdependedcy which reaulka Ia
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phyeical exhaustion caused by carrying bim from cme point to anobher
and by tha restrictiosns placed co the parents’ movements, Whila
mochers of non-handicapped childran look forward to engaging im certain
activities when the children begin school, the motha: of the mentally
ratarded child finds that at this stage her task of caring for her

handicapped child ia becoming incrassingly denandiog.

Tha lawvel of the handicap, tha manifeatation of bhehaviocur problems and
the age of the child alsa influence the amount <f sFupervigioa regquired
by the child. If the mother »a3 to he attentive ta the child at all
Eimea 1z ordar to pratackt him from harming himself or othera., and aftar
seeing ta 2ll her family's needs for the day. she hardly has time ko
herzelf. She functicms uwndar stress in conkrast ka the mother whose

child spends time alons without constant superviaiom.

With such & burdea of constant cara and the problem of restricted
mobility, most mothers f£ind ie difficult to have a regular break, Thisz
curtails thelir movements and subseguently their social life {(Cretwyad
1985). The prolocged burden of caze i3 continuouws and there 1a ao
regpite from the burden except whkers special arrasgements hawve been
made {Wikler 1%EL; Ayer, Alagzewsgkl 1984). Most baby-sitters would
prefer toc care for the other children rather thas for the handicapped
child unlegs they are volunteers organlzed specifically te care for
mentally retarded childrea.

In some cases whare offers to baby-sit the handicapped child are aade.
tha nothers often show reluctance k2 accept kacause they heooome wery
anxious when away from the child for a prolonged period (Glesdisn . ng
1983). Parental reaction will also range from puniskizg toe igoaring
tha child as long as he iz ookt ceusing bharm to himsell or obhers ax

perhaps damaging furniture.

Beckran-Bell cited by Gallagher, Beclmén aand Crogs (1983:12) arudied
tha ralaticaship betwaan tha oumber o6f problemsz repacted by mothers and
Ehe specific characteristics of thelr handicapped childrem. He found
Ehak ",., high levels of parsnkal atreas were algeiflcantly assaciated
wirh a slower rate of progress, more Airficult temperanent, less social

regponaivereass, more skhavookypic behavior patternsz, and rctha presence of
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additiasa’ ar unusual care=giving demands”.

Certnin parental characteristics may also influence the parents’
phility to cope with the stress cf caring for a hacdicapped child.
Factors #Such as parental age, socio-ecosomlc class, persocoalicy
crharacterixtics, werbal skills., end isntelligence all affect the
perception of scress by the paremts.

Chetwynd (1085) found no significant relaticaship between maternal
atress and socio=economic backgroumd although she [ound a relation-
ship between stress level and axpAnditure on 3olld fuel heating sup-
plies., The families in which she found this relationship weZe those
whao liwed 1la poor conditicns and ceuldn't afford to mowe ko mars meders
houaea. She concluded thet these findings may therefore point “ao a
relationship hetween matecnal stress levels and the financial atanding
ot the Eamily alchough the relatliopship is mot a2 direct cne.

Eagia family Las Lc'3 own pecullar characteristics and 1lk'a own woy of
reasking when faced with a stresaful aituation (Oliveri, Reiss 1981).
The reactieon will be determined by cruclal aspects of tha family'x
history and develeopment - how the family handled past jtresses, whetlher
these were percelived as threats or challenges.

fne of the ways in which 2 family deala with the stress which accomp-
anicg the hirth of a hasdicapped child is that of raola re-definition
{Ayar, Alaszewski 1984: Glandinning 1983}, Parenta may not be able to
cape wikh the demanda of a va-dafined rale which 1z in comnkrast ta
their =ncrmal role as a parent of a particular sex. I the family
members collectively regard the mentally retarded child as zsomeone vhe
interfaras with the successaful actmiomen= of their geals in 1ife, thoy
may ke reluctant to modify their way of living (Farber 1074). Instead
of re-defining her role, the mother coapletely overhaule her schedula
with regard to her wiuzl chares and the care of the handicapped child.
Closely ralatad to thase iateraal coping mechaniams are social supports

which P.'LE?' an impartant rcle.
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S0CIAL SUPPORT AND THE MOTHER OF THE MENTALLY HAWDICAPPED CHILD

In her way of responding ta aer hendicapped child's dewviation E£rom
nornality, the mother as the agent respemndible for Lbhe dally care of
the child oeeda ko affirm her plage in the community as a member of a
conventional social order. BShe is expected to accept ard cope with her
ehild's aisabllicy in the best possible way. Bhe sees her role as
'mother ' changed to that of 'mother of p handicapped child'.

although the birth of a "acrmal' child may 2lse be cxpericaoced as a
crigis to the extenkt thak 1t lnvolwes readjustments ia the family (H111
1965}, the birth ot a handicapped child can be more streassful (Suezle,
Eamnan L9RL).

11 order tec continue to regard hergelf as a member of the cooventiomal
srclal order, the nother of the hasndicappad chilld must receive support
from her sccial opetwoerk, She meeds recogunitiocr, backing and help from
cthars whoe are interested in helping her te affirm her rola in tha

wider communiby.

L rmal L EL 3 11]

The lofermal sociml network of the mother showld be canaidered ir Eerma
of {i) thoss with whon she is ia direct contact; (ii) these in her im-
madiats enviroomeatalsreszidential milieux who might he mohilized: and
{111} those outalde the immediate localityssetting whe share a common

problem, disakility. interest. et c¢etera with the client {Allan
1983314190,

The imnformal support eyskesm of the smother of a handlcapped child com—
prizes her family [(huabard and childrem), kim {(paremts, in-laws, s5is-
kerg, ak cektera), friemds. mneighhours and othar mothars of mantally
recarded children and role-related Zelpers such a3 the lecal pharmaciiar

or a priest.

Brigtol <ited by Gallagher, Beckman and Crosas ({1983), found that
mothers who cepasted the least sbrese weare receiviog more belp from all
gpurces includiag spouses, friends, relatives and other parents of han—
dicapped children. A peracn wikh a wider social network will receiwve a
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varisty of gsupport from Aiffarmnk acurcesa although the person may Fifa] o

requize all the types of zupport at a given time.

The family 83 8 gupport system

The constant care negagsary for many severdaly handicapped childran fra-
quently has dameging affocts on the health of the mobher {Hilkin
1979 . [a order to care fa- Ehe handicapped child at home a3 most
parents would prefer to do, tha mother peaeds suppert from thase around
har.

*ha extant tn which each mother of a handicapped child meets the
cemards of carlng for her child varies graatly and may be determined by
the compasirion of the family, the re—definition of family roles, the
materiml eomnditions,. the attitadas and sxpeckations of the mobthers and

cheir Ffamilies.

Genarally the father 1s the ocwe single pardan fram whom the mother of
—he child receives & great deal of support. This support varies vastly
from Family to family. In sone familias the father contributea little
or nathing towards the care of the ahild while in extrens= caaes he

participates ia all aspects involving the care of the child.

In the latter cases the fakher will net eonly give emotional support To
thea mather but he will make adeguate material previasion far hia family
and for the special needs of the child whila being actively inwvolved in
the daily routine of the acktual care af rha child. GSome fathers will
share the general household chores but will not participate in the

physical care af the handicapped child.

Ayar and Alaszewskl {1934:141) report a study in which they Eound that
the majerity of fathers oever helped with the tasks of child zare which
included feeding asd toilectisg although they would halp with child-
minding taska 3uch aa kaking Ehe enild out to play or keeping him
accupied. They further reported that the mothers generally accepted a

wary low level of participatien om the part of the fathars.

Ayer and Alaszewski (1384} also found a ~arrelation bebweea father's
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participatien ia domaztic activities and thke child's ege. They Ffurther
repor= that younger fathars tend to parcicipate more lo domestic ao-
eivitips and in child care. Thay manticn a stody by Oakley Lo supporh
of their Fisdings in which a correlation betweea father's participation
and social class was found to exist. HMiddle claaa fothere tead to be

mores inwolvsd in child care and household activities.

While 1t is expected that Zfathers would only participate on a low level
in household chores or child care activitiea due to being employed out-
aide the homa, Gallagher, Cross and Schaciman (1981} found thak Jroups
of mothmra and fathers agrasd that fathers showld have a more important

role ka play iz the care af their handicapped ehild,

The low level of participation ¢f the father in the actual care pf Lhe
child can be attributed to the fact that the limits placed on T
father's role are socially prescribed. Ia maany casas the handicappad
child dnes not develop safficlencly to enabls the father to he lawalved
in mis care. The more severs the handicep, the lesa cha invelwvement of

the father.

Tallman cized by Gallagher. Becknman and Cross {1983) reports = sktudy io
whieh he found that fathers had more Eroubls copisg with a handicapped
child and Ehat they were more vulnecable to aocial stigma tham wera the
mothars. : o

W_ﬂ.—ﬁwm

Just as in the case of the fathers, the lavel of suppart proviied Dby
children varies Ffrom family to family., 2né alse from child te child

within the fame family.

1r some families the children provide no suppert at all wkile in others
they provide suppart frem as early as the age of b whan =hey play with
ond amuze thelir mentally retarded aiblings.

Fhildres can bs 3oth a source of support and stress for parents. 1L
the children hawve difficulty in adjusting to a hondicapged s8ibliag,

their attempts at adapting may be stressful not only to themselwves but
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also +t& their parants (Gallagher. EBeckman, Cross 1983). Younger
childeen can also ceagkitute a drain om the physical, enotional and
matarial rescurcea of ktha fomily., Thig can gontinue until they leave

homa .

Az the ehildren grow aolder their demands oa other family members
decling and in many families they begin te offer help. The predence of
grown-up childrer is, however., not a guaranktae of SUppert. Glendinning
{1983) found that nldar daughters were generally considered ko he
important sources of practical and emotlopal suppozh btu Lbelr mothers.
The family'e financial burden eould be eased if the worklag child
continued to live with his parenta or if he made e contributiom to the

family inceome while liwving on hia own,

Where older children assist with child care and domestic chores this
canm Tepresent an important source af suppert for the mother. Thie
changes in the lifs-cycle of the Eamily will affect the ameounb asd Eype
af support which the mether receives. When deughters are bhebween the
ages of 12 and 16 the mother receives more support both with domestic
chorgm and child cara than either beform ar after the dsughters hawve
attained these ages (Wilkio 1979).

In gome tamilias with severely hasdlicapped children problems with the
non-handicapped children cfter lead to a decizicon to Seek loag-term

SRS,
Beglatives

The sxtent te which relatlves =am serws as a source of gupport dependa
on the genealogicel cosnpectlon that sxists between them sa well as the
geographical distasace rhat separates kthem (Wilkis 1879%; Allan 1983;
hyer, Alaazewszki 1%04). According te Allan (I083) rules of primary
kinship invelwe @ long conmitnent to each other's welfare.  This
commitmant has two conseégquences: such ralakinnships are inalleoable -
they endure cegardless af external pressure - and they are not arfected

by Ehe preagirs of reciprocating services or favours rendered.
In a study he coaducted an the participation of relablves, friends and
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neighboars in child care, Wilkin {1979} found that large numbérs aof
ralatives were neither invelwed im the dumeacic chores nor the care of
tne child. These relatives were idaally aituated ko lend a hand with
various tasks but they were assistiag with baby-sitting only: and mven
then they would offer o baby-ait the son-handicapped chiléran.
Mlendinning (1983} alsc reports Cthat rha parents that she cetudied
received no regquiar Lelp from their relatives. Bhe. howewer, found a
few excepticnal cases whers ralakives provided regular support. The
relatives who gave more support were 3fken the onea who lived wikhin
the same housebold as the family of the handicapped ekiZld.

Just as in the case aof childrea, ralacives can alaec be a aource af
gtress a3 well as a source of aupport. The family af tha haadicapped
child may fimd that they are burdesed wilh an elderly ralative wha may
tax =helr resources. This relariwe may reguire the mother to do shap-

ping for her o request to uas the family car whan it is moxt needed.

friasndships can ha lang-term cor shart-tern asd they can be based o2 a
wide wariety ¢f reasons. While part of the reason far tha axistenca of
frieadship is caring about one amother wvery few frieandships hawe this

as an lpherent slemant.

allan {1983} says the following ahont friendships ia relation to their
supportive satura: “Masy are largely a torum f£or enjoyment rather Lhan
agpgitance and, as sach, they too cannot that sasily be turned intes the
kind of relationship in which caring is defined aa paramewnt.” A Rey

characteriatic of frieadship is chaice.

Mothara of mentally retarded childrem have repeatedly mentionad their
sseial dsolation (Wilkin 1979 Glendinning 1983). Havizg a handi-
capped child often restricts the oppefrualty to make frlends ot ta
maintain Eriendships that ezxisted befare the birth of the child. The
child's behavipour and tha discomfort Felt by cectaln persons in thre
pregence nf a perdcn different from chemselves precludes khe parsnks
Crom forning frisodahips or else practical difficulties  exist in

vigiting otaecs, If one's movements are restrictec it ia mob unwswal
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ke find thar one haa vary few friends ar no frieads at all,

Wilkin {1979) points out that 3somatimes tha lack af friendship for this
mother 13 mot 8o much dus to heving a hasdicapped cnild as belag

mogially isclated beceuse of her aothar domestic responsibilitias.

Frispds cEn assist the metier by baby-sitting the nondicappad child or
the otisc non-handicapped childran. The restralaing aspect of ohtain-
ing help from a friemd is that thera iz often anm eslement of recipro-
cation invelved with such help and this may have a gereggsful affect on
the mother of a handicapped child bacause she may not ke able to

reciprocate.

anorher type of relatiomnship which ia loclude=d amongst noa-kin
relationships is +thae of neighbouring, There are times when one's

friends and kln cen also be one's saighboura.

For many people neighkours are these who liwm wicthin the szame block as
themeselves., The concept of a neighbourhood can, howswar, Smaracs o
much widar area comprlaing several blockz. While familiaes caz choose
their frignds, they cannot selact their nelghbours. Families may & ant
tg live in certaln ceighkbourhoods but have little control ower who
lives in the same block.

The asuppert <hat goa cets from peighbhours may have cectaln kinds of
clearly defined limits becanse people are often wary gf neighbous-s who
know every aspect nf their family life. The length of residence ia the
neighbourhood and the element ol sharing certals facilizles with the
same pesple may make 1t possible for the mother of & handicapped chi_d
to develop a network of supportive naighhoura to help in the cere of

her child {hyer, Alassewsky 144z2}).

Waile neighbours can ke supportive, thay can alse e a 4dourco of
stress, Ona'"t neichbours may ooly turn out o be helpful for shori-
kerm immediate emergencies such as ¢alling an  arbulance, offering
ahelter, at cetera. Immediate aeighbours can be a Source of stress Lt

they isolate the Lamily because of the disablad ckild.
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Copsistent e¢aring is mneak a characteristic of neighbourliness.

Meighbours prefer to aelp oaly at given Ltimes or duriang crises.
Balg-related helpars

Identlfied in thiz group are thn=m people who have influential rolea to
fulfill im the community. Taese include barteaders, hairdreasers, Ene
local pharmaclst, store-kesper ako. They usaally provide help beth
directly and indirectly to the community and they are cften ceatrally

gsituated because af their cccupation ar trade.

mokher rded

According to Gallagher, Beckman and Cross (1983} there 1s conflicting
svidenae 13 the literature concerning the need far people with similar

problens to be together.

50me mothers of mentally handicapped chilirem oeed Lo celale Ko other
nothers with similar problems while still othera feel that such con-
tacts are mnot searving any purpese. This type of group present® 3
unigque opportunity for the mother to relate toc others who have gone
through more or less the same experlence. Buch a group. although ie
does oot assist with the care of the child, provides an apportunity to

zadure the social isolation which pareanta aften fesel {Intagliakta, Dorle
19340,

pavidson and Dosser {10BZ} describe a parent helpers programme whieh
proved duccessful with parents of gewly born developmentally disabiad
infanks. Tha programme was based on the asgumptlon that tha helpers
zauld give empathlec understanding because they bad already experisrced
gimilar crises. Tha helpers received training in basic counselling

5ki111s in order to he effective and khey alas asrvad as role medels.

hogording ko Caplan {1074} ane af =he characteristios nf souch groups is
that they de not only atter emotiomal aad secial support and opportuni-
ties but they uwsually provide detailed information and offer specific

idasce ia lncreasi thelr mambers' andecstanding of thedir sileabico.
g
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Intagliata and Deyle {1984} advisa tkat for paremtd €tO heave a mMore
romprehenaive base of suppert, they should relate co gther pecple who
are different from themselves such 23 the paranta of non-hapdicapoed

anildren.

Molhers of mentally rpecarded children. sapacially those with severely
cetarded children ara the ones wio reguire such groups o= a SohEes ol
suppart, but thay pften lack tha time ko atbtend mestings because of the

condikior of kheir childrem.

Formal support System

ThHe fFormal networks which are avgilakle to provide mothers of handi-
capped children with support are we-fare, health and educaticasl agen-
cies and inm aome cases voluntary argaalzations which rendar & varielty
af sprvices. The availability of ilanstltutiocns which render formal sup-
port ta the mother af a meatally rardicapped child will differ from
community to community. —Some commuolties will have spacialized wal-
fare, haalth and eduocaticaal facilities Eor mentally retasded child-
ren; others will group mentally aod physically handicapped chiliren
together while a third Ltype will rendar services that are generlc in

nature.

E n irc

Yntil recencly all mentally retarded children were perceivad as ined-
acable. <—he sducation and training of the mentally rebarded chlilé is
focussed on enabling him te live as independently As his disabllity
will allow. Thke foocus ig not only on cagnicive aspects auk also on

aocial conpetance 3o Ehat he cgan co-gxisk with others.

There are now diagnestic ené preaventative garvicee that reach downwards

to the pre-scacel years.

Wiersas ia the past mertally zetarded chlldren were placed in apacial
classrooma, thay are now ilncarpo rated or malastreamed imto normal
classes. Special classpoHom2  are = £i11 heing used particularly for

thosa who are severaely cr profoundly retarded. This aituation ia not
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ideal esithear.

Sometimes parects do sob understand or accept thelr child'a “imitations
and khis makes them cherish usrealistic expectaticos for his educatlon
and achievements. If & child who is oot educable is placed im a ‘'=mor
mal' olasarsom, he will not henefit at all ragardless of the teachers'
wall-meaning efforts.

In additiom to sducating the child and dewveloping his social skills,
the teachers alsa act as child-minders. For seme mothers, espacially
thoae who have come to tmema with their child's disability, this func-
ticn of the teacher is perceived as the most important. The mothers
manage to have a few hours to themselves sach school day. Some spacial
achools have an arcangement by which these childcés can concinue goinog
to scheal for part of the normal scheol halidays.

Teachers wha ars traloed to deal with handicapped childrem are better
able ta land support ta pareats than these who are ook trainsd. The
parents welccme an opportunity to  discuss  thelr child with an
understanding profegsional ewenm though tha typm of auppart may ooly ba
the giving of informatica. Ayer and Alsszewskl (1984}, in their abudy.
faund that most mothkers had a positive attitude towards teachers at the

special schools: they fouad them to be supportive and understanding.

E_Eﬂ“th sorvices

Over the veare the focus on health services for che mantally retarded
has undergone changes. There has been a moveément away I[rom concer:

with dAiagnosis anéd custedial care to assesameat, treatment and

commurlty caro.

Gommunity care which Wilkin (1979) definea as cara by the macher rcan
only be effective if she receivea support. Depending on the Sopnisti=
catien of the sras in which she 1ivea the mother of the mentally res
tarded child can obrals support from the general practitigner, diatsict
nAurses, community healeh nurses, paedistricians, mental handicap ape-

cialists, physio-therapists, cccupaticmal therapiaks, a8t coteza.
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oame comausitiesa do nmat have All these specialiets but parenta can

easily contact them when needed.

The reactisns of families raage from satlafactica to axtreme dissatis-—
faction regarding their coaotact with health profeseglomals {Glandinning
1943y Wilgia 1674). The family doctor is the ome Lo whom the family
will go Fiest when they notlce that there is something alightly amiss
with their child. The general practicmec, in mozt cases,. knows che
family well and may play a very gupportive role. Wilkin (1379] rcepochts
that parents will go to a2 GF &a get advice and also to enguire about
the future prospects of the child snd whether thers is any care for his
conditioa. IF the GP is won-supportive this can be 2 arresoful
experience for the parents bacauas underlying their request is a plea

for repssurance and for hope for the future.

Ayer and Alaszewski (1944) slate that mothers in their seudy did not
axrpect wuch from their family doctor. Some felt the same about the
health wisitor. Thess mothera often mantionsd the igncrance of the
health professionals with regard te mental handicap. They percelved
health profeasiomals a8 being tno busgy to make tima to digcuss their
problems .

The ﬂg;ial worKer

The supportive function of the gaainl worker to the mother of B handi-
capped child entails amongit cthers the provisian of information oo
what secvicess are available; Jnowing the family well enough to be ahle
to respond to thelr specisl neads and working oub strategies for makliag
new services avallabls. The social worker may perfoom these funeticus

alpae or wich any one who 13 willing te be of aggistance.

The ghove is the ideal situatien., Tha guestinm ix whethar there is =ay
contast between the social worker and the family of the handicepp=4d
child. Ayer and Alaszewski (109843 Ffouad that pnly 16 % of tha meothers
they studied had seen & soclal worker during the previcus year. Of
thaze mothera that were ln conkback with tke social woeker a.l reported

that ske wias not helplul.
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Zocinl workers have a special role to play in the family of the handi-
capped child. They alse face spacial difficulties because sometimes
cpass ars referred to them only when a crisis haa developed. They
efter carry a4 heavy case-lpad and as they try te prioritize kthelr clime
they meet with a great deal of opposition [roa Lhose clienta wha moy
foel neglascted {Glendimning 19A3).

Like =all other profesaisnals dealing with the menkally handizapped,
gonial workers have to equip themselves with specialized kaewledge ir
order to be effective and to meet the challenge presected by Cthis

apecial group of clismts.

VYolua ices

Toluacary services can be& aesn as a supplement to both formal and
informal networks. The term wvoluntary ageacy tefera te "... a wide
varisty of arganizations rcanging £reom organizations set up by sarvice
providers ... to sell-help or mutual aid groups" [Ayear, Alaszewskl
19B4: 184 .

The history of sacial work is characterized by the mention ol var lous
sharitahls arganizations that were doing wvoluntary work before the
state took over the provizion and acministralion of social derviced.
voluntary organizations stlll play an important tole alonagslde the

state io providiog social ssrvicas.

When clleats foecl =tifled or overwhalmed by the hurmauwcracy that usu-
ally typifias stete assistance, they oftem resart tg woluntary ageo=
cies. Some woluonbary agencies are atate stbsidized and others are ook
and are therefore more autonomous. This gives the wolunkary organiz

ation a measure af independence which enahles it o offer it's secvices

to a wider wariety of cllents.

Mothors of menkally ratarded shildran ofter recaive support from wolua-
karv agencies, This may come in the form of practical help iun Lhe home.
caring for the handicapped child for aome heurs or even days in some
cases, as wel.l aa marerial assistance. Some woluntary organisabions

pravide services such as outings for the childrea or for whole Families.
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in =ome =ases mothars of handicapped childrem become members of a
volunkary associatien, mutual aid or self-help group. G5Such am GrganLa-
abLion or body prowides the mothers with an cuklet whers thay can share
their feelings and experiences even if they did not ragaive practical
help. The mother trefelvas psychological aupport which reianforces her
abilitias ks care for her handicapped child.

Social workers hawve tha respomsibilisy of istroducing these mothars ko

exigting voluntary argaasizationa.

COMCLUSICH

The atrass that the parancs of a handicapped child mxperisnce nanifests
itsalf in wvarioua ways and has various causes., There is mo conclagive
gvidenca which shows that tha stresa is direckly relared to the pre-
serce of a handicapped child. GSome families with a handlcapped chaild
dp not suffer any stressful effects while others with normal children
might experience & loL aof stress because of varicus ovenks ir ehalr

life-cycle.

Aegardiess of whether the atreaa is cansed or aggravated by the pre-
sgnce of a handicapped child, a family that iz functioning under akress
peeds to have a asupportive network. The moLbhar in pacticular aeeda bo
be supported in all areas ad 3he la the person wko has the najor re-
aponsibility of caring for sudh a child in additienm toe hawing to maat

abher family needs.

The wider the supportive network the widers che varisty of suppurt thal
the mother cf the retarded child wil receive. The utilization of the
suppart network by the mother will wary aver the lifg-cycle of tha
child. #hen the chi’d is under school-golug age she will use a differ-
ent a=t of augpesrtlve nctworks from the one ghe will use when the child
reachea zchool-going age or becomesa a taepager. Some of har Supports.

howaver, remain stahla thraughsut khe lifa of the child.
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CHAFPTER ¥

FINDINGS AND CONCLUSIOHS

T.1 INTEOOUCTION
This study was basically am exploratery study which aimad at dia-
covering sigonlficant variables in a sltuation.
The £iadings and ronelusiens will be discussed under the fao_lowing
major headings: demographic wvariables: childrens” disanilitias: lsvel
af independance; problems experienced im raixing the child, farmal and
informal mnetworks; formal and ipfocmal Jupporkt systems, orientation
towards using aetworks, awarsness of formal services and seriocus pro-
Elama experlienced by the mothers.

T DEMOGEAFPHIC VARIABLES
Thiz study waa made up of two samples i.e. the mothers/rarAagivars of
the mentally retarded children and the menta.ly retarded childresn them-
celves. The demographic wariaghles will be presented io two tabhles, one
for the mothers (Teble 7.1}, and coe for the mentally retarded childeen
(Table 7.2).

TABLE 7.1

DEMOGEAPHIC VARIABLES OF THE MOTHERS

Bedidesklal arsa Humber e S
| atteridgevilla 13 41,3 |
Mane_odl Y 58.8
1
L TOTAL SR | 10,0

(Tabkle conbipuses)
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TAELE 7.1 [comtiauad)

| |
[ duge Mumbar 3 P,
| 21-30 g 11,3 |
31l-40 21 26,2
41 =50 21 [ 28,2 [
R1-G 1h i 20,0 |
§1-70 1% 15.0 |
L 11-80 1 1.3 !
| TOTAL [ | 1008
Marjital staktup Humbher )
Married 43 B3, B |
Living tegether as husbaad ard wife : 3 1.3
Hevar mazrled 16 20,0
Divaorced/desertedsseparakbed ] 10,0
_Widow 12 15,9
| TOTAL {4} 100,93
T
cati ificati Fumber %
Hone - pever attbeoded schaolsdid aot £inida a class 15 18,8
| 5ed 31 or lower 13 16,2
Srd 3 to 3td § 146 Z0.0
std 6§ ta Std 8 | a7 31.8
, Btd P Eo Hed 10 B } E,2
5td 10 plus 1 or I yearsd furcher Eraining ! a i. 4
grd 10 plus 3 op pore wears further training ! 1 1.3
L IOTAL [ ag | 100,30
|M,ﬂl!ﬂmnt ! Jumbsxt % |
Full *ime 32 40,0 !
Part time ! 3 3.0
Other {e.g. own businsss) | ] 1Q.,d |
| Umemployad 37 46,2 1
| |
L TOTAL I RO 1a00,0 |
I Ralationship of the meatally retarded to the | {
[EﬁEQﬂﬂEﬂL L_ﬂumb:r _ !
Bialagical ehild { AT ai.B
Grandeohkild l R _ i0.0
SOther ' 5 | 6.3 |
! |
|
TOTAL | a0 100.0

& Other Epcnifiad as aunkt, sister 8tc.

=34



TAELE 7.1 {comtinusd]}

| Iacqma | Humber L)
Less than R100 (imcluding no logone) 7 a.8
R1lo0-E2049 23 | 24.3
RI00-R409 12 I 15,2

| RE00-REIG 3 6.2 |
RTOO0-RESD i 1 T7a%

| ¥ora than 2000 [ 7 a,n

| Don bt koW 24 10,0

LTOTAL ] 100,10

_Hunber ol i nil b Huwmnber ]
One child | G Ta5
Twao childran ] 11,3
Thraes children L& 148.4
Feur children 11 13,8
Five or more children a7 46,1

| Mong 2 | z.5

| TOTAL &0 | ipe.o |

Tha data in this tahle indicaces chat thers were MnOTH mentally cetarded
childrer in Mamaladi than thers were ia Atteridgeville. Thia is mnokb
necessarily so becaise the populatioa from wnich the sample wad drawn
was ohtained fram the social worker's records (see Chapkter 1). I% ia
aob knowp whether all the mentally retarded children in the Twno Acess
were part of the social warker's casa load. hgain it 1a generally as-
sumed thal most mentally rotarded childrea coms tao the attenklon of
helping agencies when they begin toc go to schoal 2ac ars faund to be
lagging behind theis peers in class {Robineonm, Rebingon 1976). This is
probably why Table 7.2 shows that thers were no mentally retarded

child=an below the ege of four in rha soecial worker's recoris.

worm than half of the mothers [52,4 %) were in the 31 to 30 age group
witaz 16,3 % wko ceuld have bean raferred tn ax aged. Slighkly less
tnan 10,0 % of the respsadents Families had & very low locome or =o

incoms at all. Only A.8 % had the highest iacome of ERd0 or morm.

14



fuite a large parcentage {(3C.C %) did not koow their families' Lncome
and, dué to the lack of intormatica im this respect, no condlusion
cpuld be reached councerning the general socio-eoonomic status of the

gampla.

§ligktly lass than half of the respondents had flwe or moere children of
their own. The nwnber of these children who sL11l lived ak home and
thelr ages could oot ba ascertainsd £rom tha data. It was also eatab-
1lshad khet 56.2 % of the respoadents had childres in their cars who
wers not their own. Flve was Ehe largest aumber af guch ehildrenm and
18,8 % of the regpondents had thia mamy. Oely 1.3 % of Ehe respondénta
had 16 children in their care altogether.

fnly 46.3 % of the respondents meationed that the men thay lived with
were thne fathera of their mentally retarded childrem.

TABLE 7.2

DEMOGRAPHIC VARIABLES OF THE MENTALLY EETARDED CHILDREW

® Humber l e |
HMala LT | 62,5
_Femple a0 | 37.5 |
| TCTAL i} | 100.0
|— | | |
L Age Jumber t_____jL____
4-& yeara 2 i 2.5 i
T-10 w=ars 13 | 16,2 |
{ 11-15 years 232 8.4
16-18 years 18 22, %
| 19 _years apd older 24 | 0.0 |
_TOTAL 20 100.0 |
| |
| Madical diagnosis HumEer - n i
|
Mental retardaticn T3 a1,2
| Down's syndrome & 7.5 i
Spina Bifida 1 |
[
|_TOTAL T} | 1an.n
[Tahla continues}



TABLE 7.2 ([eocntinuad)
Fogltlon of the child in his her fanily | Humber %
First 24 30,0 i
Sgcond ' 13 16,3 i

| Third | 7 8,8
Fourth g 12,5 |
Fifkth ! a Te i
Sixkh chlld or subsequent children 16 20,1

| Only child 4 Bl
TOTAL i ac | 100.0

WMol af the children (30,0 %) ware eldest children. It is interesting
ks note that with the exceptiom of thede childres >orm third in line
Lhe pumber of childran dacroases proporticnately as thair position in
the birta line decreased. FKersghaw (1966:21-22] wrote as Iollowa on

thiz issuna:

If the hapdicapped chlld Is the first boro, then It is the
obvious reaction of the parents to want to have a aormal
ckild as socon as possible., The reection is a healthy one
apd ko be encouraged, but it is hard to empect a mother to
gmbark on the adventure of having and bringing up another
baby if the first one 13 going to be a contisuing and in-
creasing burden ta her, as may happen if the first child
is very grossly mentally defective.

The Aifferent levels of mental rektardabion were all repressnted in khe
group undar study as followa: mild (36,3 %); modecate (24,0 %);
sevare (18,0 %} acute {5,3 %}, muletiply handicapped (5.0 %). Thers
wag alsa a grouwp (12.5 %) of thosa whose lewvel aof retardation was not

kfgwn aF wag nnadisclossd.

Tahla 7.3 reflects the centres attended hy the children of differeat

leavwels of cetacdabian.
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TAELE 7.3

PERCENTAGE DISTRIBUTION OF LEVEL OF RETARDATION ACCORDING TD CERTRE/SCHOOL

!
Level of Captrasfchcol attanded '
retardation | Day cara| Tralaning | Hone Total
i | [ Falahf -] : School Sgntre gehpr# )
i
[ 5 4 3 11
Mild 20 | (20,7 %) (17.2 %) (13,8 =) (10,3 %) (37,9 %) i00.0
& 1 3 1 B '
Maderace 19 (42,1 %] (5,3 %) (15,8 %) (5.3 %)} | (31.6 %) 1a0,0
1 1 ' 8| 0 4 ;
EBowvarea 14 (7.1 %), (7.1 %) | {B7.1 %} (0,0 %), (23,4 %) I 130,40
T a i a , 3
houce 4 (AR, 0 %} 0.0 %) (0,0 %) (C.C %) {TH.0 %) 1ag., 0
Mualtiple 0 LW | L] 0 | &
handicapped 4 (0,0 %) (0.0 %) (0,0 %) | (0,0 %) [{100,0 %) 100,80
! { f
| |
- o | 1 2 1 5 i !
|vizs 10 | (0.0 %ilqi0,0 %) | (20,0 %) . 110,0 %) | (60,0 %) | 100.0

# ‘fOrher' refars to a dpeclal class in an ordinmary school.

According £¢ the above teble, 37,5 % of the children were recelvicg
gome form of educatiom or training (tetal percentage of those in A
training cesntre or schoal) whila 20,0 % were in a day-care CENETA. ik
is nant eclear, howewver, from this study what Ethe posicion was with
regard ko the remaining 42.5 % children who were oot enralled in a
Fchoal or a ceatre, Some of Ehese childeen (11,5 %) ware mulliple
handieapped at tha time of the study.

The morhers gave various reasens why some af their children were noC
attending school, a day care centre ar & training cenkre. Soma of the
reasons given were health relared, others centred arcund alleged inez-
ficiency of the staff at the centres and yert other mothers menticnad
that their children were retused ad@mizslon because Ehey w2rs #ast
Foilat—traized or ware Iincontinent. One grasdmother expressed hers
diggaticfaction with uvne of the centres aa folleows: ... the children
skould be separated according te disability se that those like rny

grandson should be taught ceartodn skilla".
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from the data obtained frem the mothers and alae from the agancy {see
Chapter 3). it is difcicultc te ascertaicz whether admizslon to  the
csptras for the mentally handicapped was praceded by psychelegical
assassment and whether the educational or traialsg programmes cartisd
aur wers desigoed to meet the aeeds of the ehildren acsarding toc their

1wvel of functioning.

Thotcher as cited by Lomhaard [1982:5) haa the fellewing to say in this
ragard:

It iz nacessary to study the seversly mentally hand’capped
ckild's problems in their totality with a wiew to the im=-
plications of thesa proablems Eor tha nature and content of
Fhe training programme with regard to izter alia zeadling
matter, methodology and aids.

DISCOVERING THE CHILD'S DISABILITY

Glendinning {(1983) meztioned chat discussions with parenta concerning
the period whea they Aiseoveresd their child's mental handicap shows
chat this discovery was a gradual process. The word "discovery' sug-
geats a sulden recognition amd thia could he misleadiag [Ayer.
Alaszewskl 10E4). The word is howswver used througheut the literatnra
~n mental retardaticn ({Glapdinning 19837 Ayer, Alaszewski LE34d;
Robinson, Reblnsom LO76).

The dlacovery of meptal ratardation is actually a time of confirmation
and perhaps consensus on a label for a coodition the existence of which
the parent{s) has suspected for scme Lime. This discavery can be nade
at diffsrent Limes during the early stages of tha child’'s 1ifm and also

hy pecple both inside and oucside the family.
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TABLE 7T

.4

EERCEMTAGE DISTRIBOTION OF PERSONW(S) WHO DTSCOVERED THE MENTAL HANDICAP

| | i

| Person | Humbor | i
HMother 46 57.5
Family B 10,0
Coctarc 14 i7.5
Hurse ; 4 5.0
Teashar 7 a.a
Unknown/child was known to be mentally cetacded i

| when placed with respondent 1 1,3 |
TOTAL aq 2 100,0

approximacely twe £ifths of the peopls who digcewered ehe child's im-
pairment were outsiders or professiomals., In most caaea (57,5 %) the
mokhers discowvarsd the impeirment themselves. Some tlmea the disabil-

ity is obvious from blrth but confirmation may cone laler.

¢mly 38,8 % of Lhe mothers mentiomed that Eheir shildrsn had a psycho-

logical assesamant.

In cases where the diacovery was made by somecne elde other thasm the
mother (8 = 33}, about Eour fifths of the respondenta mentioned thak
they warg glver an explanaticn of the coodition by Lhe persoa who made
the discowery. Forty five per ceank meptioned that the explanation

given was clear.

Tha mather=z whs were glves an ewxplamacion concarning tha child's condi-
Eien had different parceptions regarding the attitude ashown by The
people who made the explanaticns., These reacticns were g3 follows:
41,9 % were wvery sympathecic; 22,5 % were aympathetlcr 46,4 % wors
unsympathetics 12.9 % were Indifferent amd 16,1 % showsed no ceschion,

were guarded ar asutral.

The mothers reported a wariety cof reactions. most of which emanaced
from professionals. When a mother approsches a @ prolfessional, es-
pecially a medical practitioner for a diagnosis, or coaflrmation of her

suspicions cr for an axplesnztiorn, she ia alresady undar Eremendous

ft
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atress. Daleamps, Chama and Delcampe {1984) mention that the mothera
they studied reported a lack of sensitivicy om the part of physiciacs.
These [indings are alis confirmed by Glendinnlng 11983} as well as Ayer
And Alaszewski (19B4).

Regarding this atudy it should he horme inm mind that some of the child-
ren wars born more than ninekbesn years ago and consequently the
gathars' recollsctions hove been ooloured by tine and other experisncas

kath related and unrelated to the child.

The mother's mrperiences inm har dealings with profesaionals at this
sensitive time may lsad ko a certain amount of bikterness especially 1f
the physician refuses to acknowledge the mother's anxisty and to glve
her honest answers [(Gleadinning 1983). Thess early sxperieaces with
profassionals may set the pattern for the mother®s future relaticnahip
with tnem. A larce oumber cf the mothers in thls study who were glvea

an explanarion reported positively comcerning their exzperiences.

It la mot clear Erom the study what the explanation entailed. Whaether
ar net it included referral to other sources of assiskAance such as
welfare agencles cr funding seurces tor the care &f the child cannot be

ascAartained.

After diacovering the condicion of the children the mothers than dis-
zusaad the matter with ather people. These pergeng again included pro-
fessionals and non-professionals and hers too there were wide-rangizg
cepcklana. Table 7.5 detaile the attitudesz af these peaple as Awpari-
enced by the caregivera.

Ihe respondents' partners/spouses aml famllles were being menticned oo
aympakhetic by over two thirda aof the respondents (63,8 % and TL.3
respecitively}. Helatives ware mentioned ae eympathetls by approx-
imately half the reaspordents (48,F %}. Friends and neighboursa were
menticned by 27,5 % while among tha prefesaiopals a doctocr was men-

Ligned by the largest grous (33,3 %),



TAOLE V.5

ATTITUDE OF PERSON WITH WHOM

TIE CHILD WAE DISCUSSED

: ALtlibnde |
|. L
| = e =
— ] i -
] = n a3
d ] [ ] p S R | |
] ] | - I |
] ! ool o H nro
Parson L' ‘:'_i 'E: - AS 3 | SR
o | - a — | 1 | Lk s =
= ! :.':Iu e H ':E: o ".: .-\, j x |
A = I'§E ) ¥ |ZoE |
E: 0 = I | A =) m =+
i = [ =i u | 38 A a
My | = I L= e E | fa] [ = =L =
H 1 ! 1
' | ! | ! |
51 n | 5 - - g 1
Fartnarsspouse HE2.2 %) | (0,0 %) (6,2 3} {2.5%) (2,% «) {(25.0 %y 100. D
|
Fanily [(#.g. sid8- ET | 1 | 1 1 Q 20
kapd, brothars) (71,13 H}! (1.3 %) [ (1.3 %) (1.3 i}i {0,0 %) (25.0 %) 100,0
| | i
1 0 1 | & 1 | 13
| Relatives CAB.B %] (0.0 %) | (3,8 %y | (5.0 %) (1,3 %) (41,3 %) 100.0
Friends, neigh- | 22 | 1 | 1 e 51
| hours L2765 t}| (1.3 %) (1,3 %}l (5,0 % | (1,3 %) (63,8 %) 1000
. | . | i .
T 2 o 5 : 2! 4a
ipl W C {30,0 %} | (2.5 %} [{(0,0 %) | (6,3 %)  (L.2 %)) (60,0
* ¥ = 80O,

#% Qther reactions mentlonsd were coucern, plty and underatanding.

It would appear that more of those persans who waras reagarded a3 fanily

members were the ones who wara sympatheeic towards the respondents when

compared to those who could be regarded as cutsiders. The study how-

sver does not distirguisn between thnae relatives who are linked to the

raspandent by bloed and those who are linked by narriage.
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In additlon ta the perspes provided for ia the gquestion, one respondeat

menkioned the family nedicine man who was said to Lave been aympathotia.

Learning thar one"s child ia mencally retarded cam be a shat cering
pxperience for parents (Farber 1970; Olshansky 1070: Schild 1971:
Bobingan, Bobiason 1976). These parents are in B crisis sltuation and

thelr axperiences are swmed up by Farher {106E:260) as EFollowo:

Some parents ars filled with overwhelming gullt feslings,
anziaty, anger, denial, rejectien, optimism, self-3ity,
aggresslve, axcessive galf-condennaktion or exLrame owar-
proteation. However fome pacents have an sxrcelleat ac-
ceptance 23f an unhappy gitnatisn whkich results ia almost a
bleassing in diaguise.

411 the mothass in thia study Jdid discuds their children’'s condition

with mors than one person in asd ocutside the family.

In respongse to a guesiion cencecaing their reactisns to tha birth of 3
disahled child, 32,5 % cf the respondsnta menticned that they were 3al
anda dissppointed when they disceversd taat they had a mentally retarded
child. Eighteen comma eight per ceant accepted rhe child while 16.3 %
falt angsr and frustvation aad 15.3 % were axtremely cepressed. Only
one mother 11,3 %) experlenced reliaf after a lengthy period of ancer-
tainty and 2.5 % menticned that they ware confused. Sewven comma two

denipd the problem zed 6,3 % wers OVErCome with helplafaness.

according te Gollagher, Beckman and Croxi {13831%,. the circumatazaces
under which parests learn abouc their child's gondition often debers
mines thelr reactisn zo the child. This reacticm <an also affect thair

future percepticn of the ehild and hix hazdlcaz.

Tne reactions of the mokhars meztioned above were. according bo then,
haged on experiences which securred at different pericds after the
child'a birth and egoma of theae reactiond Were probably experlenced
mera than ten years ago, Because of this, one moy be soroe=ack Eg Staze
thak certain events surraunding the child may bave charged the mothec's

jpitial reaction and Lhal it is possible that some may be having lapses
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of mamory which may lead te their statements beiag relevant ko current
reacklans thas to reactions at the time of the didcovery. Glendinning
{1063) warns abeut the poseibility of the mothars recounting their cur-
cank or recent reactions and not what they sxperienced when the disab-

ility was discoverad or coofirmed.

Farty per cent of the mothers did mot know what the cauas of their
child's coandition wea., Twelwa comma £ive per cent =aid that sheir
shild was born hasdicapped. [t would appear that this group alao did
ant knoow Ehe rause of thelr child's copdicion, Some of the caunses man-
bioned wers:i accident or trauma 2.5 %: effect of treatment by physi-
cian or medicine men 3,8 %; mishap during pregnancy/delivery or a pre-
mature blrthk 13,5 %; witckeraft 5.0 %y “faule in wether's/father’s
hlood" 5,0 %5 arrested dewelopment 5,0 % and prolonged illaesa of
abkpcks of £its 12.0 %.

rass than half of the mothers did mention the causes of their mentally
retarded children's condizion. However, it could not he macartainad
from the stady whether they themselves underatood the causes and how
they came to koow aboukb them. Spacifie examples here BAre those who
mentioned ‘fault in mokher'ssfather’s blood'. This ‘Cfawplt' could be

infretinn or some coagenital blesd abmormality.

When asked to describe their handicapped child's cordition, close to
twg thi-da (63,8 %)} of the caragivers deacribed the condition by re-
ferring to the children's intellect. The remainiag 26,1 described
the ehildren meore aecording to physlcal deformities thac acparding to

mental or behavioural problema.

A mother's views of the ceuse of her handiocapped child's condikisn may
fundamentally affect her behaviour towards the child (Gallagher,
Backman., Drasa 1983:11%, These authors oo an to emphasize thelr point

by citing g=udies done by Lavelle and Feogh who polnt put that:

The mnaturs and intensity of some parent affective reac-
viona may be linked to their beliel that asomehow they
"eaused’ the child®s hanpdicap. Other parents, however,
might belisve Lhat something elae caused the chlld's
mandloap or that it was an accident or amn act of God.
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Tt ies not anly the mather of the mentally retarded child who reackts Lo
the discovery of her child's condition. Other people such as rela-
tives, fEriesnds and neighbours alao react ko the discovery in a variety
af ways and thesze reactions are known to have apn influsnce on whether

these people will he supportive to the wother or aot [Andesson 1332).

Urbani (1942) 1a his study on problems surrounsding children wilh gene-
tic impairments found that 37,5 % of the parents statad that thair
faniliaa reacted with sympathy to the oews that they had a hapdicapped
child., In this study 77.5 % of the mothecrs stated thak their familiea
wers aympathetin. Seven comma fiwe per cemt gtated that only some
samily members wera sympathetic and others were oot and oaly 2.5 % said
that family members showed ne reactisa. Tha parcentagse of unsure ones
were 3,8 %, In the remaining chses the child was not the respondent's

mlological ehild so the questinn was not app-icable.

THE EANDICAPPED CHILD'S LEVEL OF IWDEPENDERCE

ks in the case of parencs of aormal children, parents of meatally re-
tarded children also copcern themselwvess with their children'a function-
al capacity £or independence. This confern may be more proncunced in

the latter cade.

Sixty five per cent of the children in the study had ma prysical dis-
abilities. The remaining 35,0 % had Sisabiliries swch ast the inak-
§1ity to use an arm or a leg (11,3 %); heniplegia (7.3 w]: paraplegia
{5,4 %): spesch dafact (5.0 %); microcephallus or hydeasephallus with
spinal defect (1,3 %}; deafness {1.3 %%: total or parkbial bliodoeza
{2,3 %)} and guadruplegia (1.3 %}.

fne cansant Eaks it for granted that rhose children who did azot have
physical deformitiea would automatically ba congidered as indepeadent.
The sxtent to which a mentally disabled child can perform certaln tasks
with or without aszigtance Aepeads on a number of facters 3uch as:
lavel of retardation, availabillry of certain Lypes of aids, ags of the

cnild and whether ar not he/she has been trained.

Only 6,3 % of the childrem in the study can he considered ta be ocom-
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gpletcly dependant upon othars bacause af their physical conditlon.

TARBLE 7.0

PERCENTAGE CISTRIBUTION OF THE TASKS WHICH THE MENTALLY BRETARDED CHILDREH CaM

0E CANNOT PERFOREM

p—

Can perform |Caa perform

T

|
Child Eoo Cannok | o
hoetivity yvoung for without dif- |with diffi- PEIfnrJ Tutal
thiz ac- Eiculcy jculty or at all
tlvity iwikth help i {
| |
| 1 a4 17 18
Wash himaelf bhorealf (1,3 %) (E5.0 %) | (21,3 %) {22,5 %), 100,10
| 1
i 0 44 . 1B 14
Dress himsslf/heraelf | (0,0 %) (55,0 %} | 22.5 a) (22,5 %) 100,0
L0 62 ! 8 10
Bmmch and use toilet | (0.0 %) {17.5 %) (10,0 %) (12,5 %) 100,0
0 69 7 s !
Wallk (0,0 % (82,5 %) © (8,7 % (B8 %) 100.0
|
| 0 54 11 11 :
Climb stairs or steps (0,0 %) 172,5 %) (13,7 %) (13,7 %)} 1C0,0
1 I H
| 3 4 i 1% i0 i
Caten a busstrals (3,8 %) [52,53 %) ' (1B,.7 %) itzs,n %) 100,0
3 3 14 | 23
Do shopping (3.8 %) (43,7 w) | {17.5 %) 435,40 %}|1ﬂu,u
11 14 10 | 45 |
Cook & hot maal | {13,7 % (17,5 %) (12.5 &} (56.3 %)|100,0
10 26 | | 35
Clean Lhe house {12.5 %} {32.5 %) (11,3 %) 143.7 %) 100,0
] 21 13 | 7 |
Ce laundry 11,32 %1 | (36,3 %) (16,2 %) Jd6,2 %].100.0
k& ¥ = f0.

More than half - asd in some casez more than three quacters - of tha

children zould perferm bapiz self-care tasks oz thelr own without as-

siskance.

It would appear theretore that the majoricy of Lh2 childsen

could be considarad aa capable of functiconing mostly on their own aad

with minimal aszistance if apcedsary.
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1.3

The extent ta which these children could functlon indesendently wauld
not anly make ic easier for tchem o 28 integrated ionta the community
but wonld alsga lessen the Easks af the mother=s in raspact af the actual

caring acklvitiea involved in raising the children.
FE{OBLEMS EXPIRIENCED IN PAISING A4 MENTALLY EETARDED CHILD

Glgndianing (L9B3) as well as Robinaca amnd Robinaon {1976} have alass-
ified the problems experienced by the mother of the mentally retarded
child lo ralsing her child lato major aod micor problems {(see Chapter
43, For the purpcae of thia acuwdy ehe areaa ef eancera Far the
mothers/caregivers were grouped as follows: the daily tasks of carisg

aor the child: requirements for raising the child and chose problema

which they comsidered to be serious problems.
Daily Soska

Soma motherz will reguire more help than others dependlog upon Lhe
level aof the child*s independence. Some may cegquire aid with only owe
Lask while others will reguire assistance with more than one. In thias
study, only 13,7 % ot the mothers reqguired help with one task. The
tasks were as follows: bathing (2,5 %) careying the child (1.3 %i:
dressiog (2,5 %); Loiletbing (1,3 %) lauwndry (2,5 %), and supervislion
3.6 %).

More Ethan half of the mothers (56,3 %) dld not reéguize any assistance
and the cemaining 0.0 % sither required a!d wikth moras tham amna task ae
with all the tasks mencioned above, The tasks with which the lakkases
group required aszistance were catecorized as  follows: bakhing
(23,0 %)y dressisg (23,7 %}:; lausdry (20,0 %); feeding (13,3 %);
Toiletting (6,7 %}, and supervisiom (5,0 %).

When one looks at the estent to which nost of the childran gould per-
form certais tasks without Lelp. it is not susrpriging ta Ffind rhar a
large numbar of Che swllera elther did oot need assicstance cr thode wko
did, required help with oxly one zask. Table 7.6 showz that wery Ffaw
of the children could met perform certaian tasks entlrely ou Lhelir pwn

while Ethose who could manage with aid were receiving that help From
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the mobhers themge wes. Perhaps the mothers felt the need for help for
Fhoss tasks waich ®he childrem could net perform satisfactorlly even
though the mother helped them. The mothars of childrea who could dress
themsmlveas with same help from them weuld find the rask less taxing

than the mothers of children who could oot perform tha togks completaly.

Tahla 7.3 reflpcts that 36,3 % of these children ware mildly recarded
and 1t is wexpected that most if net all of them conld pe=form basic
salf-cara Epaks withsut help (Roebinanun, Bebinson 1976}, The moderately
retardad (23,8 %) Are sxpected to master basle skilla zuch ag foeding
themaalves and dressing &nd they can be toilet-trained (see Chapter
21. I1f the mildly and moderately retarded ¢hildran in thiz study could
parform tha tasks they are sxpected to pacform then the methers' burdea
of caring could be lighter.

Bathing appears to be the task with whlch most mathaéra (30,0 %) ra-
qulred assistance. Bathing a heavy ehild or & =hild with & digability
ar one who perhaps has behavisur problems can predent a najor problem.
[t is alsp & time-consuming actlvity becsuse of the other activities

asscciatad with it such as dressing, lifting asd earrying.

Concern with laundry does not only focus upon the amount af work
invelved but alse upon how often 1t has ta be deme. Mothera of
ipeontinent children may hawve ko do large gquantities of laundry Etwice &
day Aif they 4de¢ nob wstch the child clssely in order o ha able to

prevant "accideats'.

Hot all mothers/caregivers in thisa study received the Lelp thas they
requicad wikh the daily tasks of cariog for the child, Table 7.7 shaws
those tasks with which Lhe mothers either did oot redeiva help and also

whether they needed mere help or aot.
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TART.E T_.T

TLSES FOR WHICH HELF WAS REQUIRED

' K | Does get' Hoods help | Does get  Toed requirs help I
f ! enough but dees help but | but for crisis '
| halp | ocg get it | would | guly Total |
like more |and does annu aot f
| get it | get it
7 1 Z - T 0 |
lrseeding 12 | (58,1 %) (8,3 %) (16,6 %] i16,3 %) | (0,0 %) L00.0
| 15 3 2 | s 1
Rathing 4 | (62.5 %), (12,5 %} (5,3 %) (12,5 %) (4,2 %) | 100.0
: 13| 4 2 i 1
Laundry 21 (1,5 %)) (20,0 %) (8,58 %) | (4.7 %} (4.7 %) 100.0
4 2 | E| 2 i a
carrying | 11 | (36,3 %) (18.1 % (27,2 %) |{18,1 %) | (0,0 %} | 10C.d
| I
! ! 15 3 1 2 1 :
Dresaing | 2z (Ba,1 %)| {13.56 %} 14,5 %) {9.0 %) | (4,5 %) 100,0
| .
: . & z 2 : 2 1 i
Toilebting ] 13 | (46,1 %} (15,3 %) J{15.2 %) [15.3 %} | (7.6 %)  100.0 |

Gloge to twa =hirds - and ia aome cadesd moré BEhen two Ehirds - of those
mothers who reguired help stated that they received encugh help with
fFeeding (66,06 %), bathipg {62,5 %}, laundry (51.% %) =and draziing
{68,1 %), Slightly more than & taled received amnough help with carey-
ing (36,3 %), while almoat half mentionaed recoiving enough help with
toiletting (46,1 %).

When one Eakea inko consideratiom those mothers who stated that they
got sufficient help as well as those who recelved acme assistance Dut
would hawve liked morer it asppears Lhat oo the whole the mothers re-

celved a considerable amount of help wirh rhe daily tasks of caring for
thaeivr childron,

According ko Wiikin (1979}, the tasks af bathing, feeding. dressing and
laundry generally teguire a high level of competeace and gresber nobliv-
ation and if a mother receives help with these, she i3 likely ta re-

celve help alse in other areaas.
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The agthers'/caregivers' nesds or remquirements Ip caising the chiid

The mother of a mentally ietarded child does not only nesd help with
the daily tasks of caring for the child. Ghe has other requiremants of
a material nature duch as meoney, transport, medication and pechops

hired help, ko name a faw.

Tn tnis study ahout a third (33,7 %} of tha mothers expragsad a need
for more than one form af material ald whila 40.0 % menticnad only ona

form of material aid.

TART.E T.8

ASSISTANCE AND/OR FACILITIES EEQUIRED IN RAIBING THE CHILD

!
| Type of agsiatance Humber .Y

Financial a7 44,2
Madicatlion iz 1E.4
Gpecial Eramsport 1z i 18,0
Qrdinary transpore but convenienl 10 [ 1.5
Hlred halp a 11.2
Tralning centre or equipmenkt® B 7.5
Hasdiczaft cantia® ] 1 1.3 |
-

Epacifiad as "other' forms of aid required.

The impresslon gained from the above kahle is that leas than half
(46,2 %) of che mothers regqulred finencial help in raiging their handi-
capped children. When ona considers other requirsments bearing in miad
that there are costs inwslved in acqguiring somae of them, it can he
correctly concluded that the figure of thoses requiring tinancial help
may be higher than 46,3 %, T+ iz however not <=lear from the above
tahle what the tinancial assistance was specilizally reguired for,
This higher percentage reguiring flmancial aid ia to be axpeczed con-
sidering the number of childeen ln some af the households, the incoma
lawvals of the families and khe fact that 46,2 % of the respondents are
unemployed {ef. Tokle 7.1:.

Azgerding ke Gleadinning (1983) families will spend money an extras

such as speclal types of keys or im alterisg thelr house tu make cer-
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tmin ayong scoesaible to the hardicapped rhild and as outsidar may con-
alder this expenditure wonecessary. When one has to care for a dizabled
child ik 45 sometimes dAifficult to eatabliah criceria for "necessity’.
kype of spending, Glendinning (1983:89) Ehak

mis view of the wesy many practical restrictions, anxiscles and stredues

In justifying this 5ays

imvolwed in =he °daily grierd® of care. such expenditure can be important

far the esocial psychological and emotional well-being of the whale
Eamilwy".

7.6 RESPONDENTE' FORMAL AND INFURMAL WETWORK
Effective community care of mentally handicapped childrea depends on
the suppack which the moctheras of such children raceive Erom chair
social network - both formal and  informal (Wilkin 1974; AYRT,
Alapzpwaki 1984%.
Tamla T.0 shows Ehe wvalue of the professionals according to the periad
when their expertlse was reguired by the respondent in relation to the
Birth of the handicapped child.

TABLE 7.9

RESPCHCOERTS' FORMAL WETHOEE

Before | Since dmnly Only | Mewer Ho can- | ;
Profeasional |birth | birth and since recent—  impor- cact or *Tutaﬂ
[pBracn but oot stiZl im-{ birth i.e. 1y tant do not | "
| e  portant | net he- | | knew auch
I fore =l ) o b ]
o 7 7 a7 q 13 i
Sozial worker | {0.0 %) (3.3 %) (8.8 %) |{EE,T %}| (11.3 E” (12,5 =) | 120,400
| !
2 28 15 T 19 | g i
Ea:tnr (2,5 )| (35.0 %) | {1B.B %] | (4.4 h]l (23.8 %} (11,3 %) 100, 0
1 | ! I
:f 19 11 § | 25 | 18
Hurse (1,3 %) {13.B %) iE13,E %) | (7,5 %) (31,3 %) (22.5 %) a0, 0
| g a g 2t 15 23 ‘
peacher (0,0 %) (10,0 %) (11,3 %) (31,2 %) (18.8 sl (28,8 %) | 1000
| |
i 3 14 | 3 a ! 27T 22
Priest (2,3 %) (20,0 %) [3.8 %) (11.3 %) 0 (33,8 %}i{i?,ﬁ %) | 1000
Croche ar aur- qd f j 1 . 4 21 . B4
sery school |{u,q sy (0.0 %) | 11,3 %) (5.0 %}| (26.3 %) (67,5 %)  100.0
foemengz]yes | | i :
% H = 30.
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Tha 4mceial worker i3 considered important by more than three guarters
af the respondents. In order of their importance to tha regpondents
ctker profeoszionals were meationed as follows: doctor E2,B6 %, nusge
45,1 %, teacher 52,6 % priesc 35,1 %, and a créche or nurdecy achool
taacher 6.3 %.

A —arge percentage at those who meaptioned the social worker as woell as
a tgachor statad that thege professaisrzals only became wvaluable to them

recently.

Thls typm of situation is to be expected comsidering the condition of
~hases children. Teachers become aware of the dlsabllicy of theas
childran when they star= achool while a social worker may knoWw akout
thair hasdicap from & very early atate of their lives, for example Ircm
shortly after their birth when Lhey ars raferrad by the medical person-
nel ar at a later stage wheo thkey ashow lack of progress in atkaining
certaln milestones. In some <eses the first contact with the social
wurker may be made when the child is mot making the axpeactad prograss

gt school apd {a)he is reféreed to the gacial workar.

1f the priest dces not koow che family iotimalely 1t may be a few yaars
hafors he finds out that they have a meatally retarded child, but if he
knowa the family well be will be told at ktha bBirth of the child.

Mentally retarded childran, aspacially those who are aeverely handi-
cepped are oftes <onsiderad as permanent patients (Glendinning 1943).
Perhaps this might explain why more than half Ef the reszondents
appreciated the importance of a doctor, murse and perhaps a prieat in

their lives right from the birth of the child.

These peraons considered aas important by the mothars/caregivers form
part of their formal gocial support dystem. Thay are condidered by the

raspondents as playing a sigmificant part in gelaclon to the care ol
the handicapped echild.

Some of the respendents mentiocred that they sometimes had contact with

professionals for the £ollowing roacones “when tha child ia il11":
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"when there is a prohlam™ as "when there is a parents’ meetimc”.

TABLE 7.190

TYEE OF UONTACT WITH FOFMAL NELWORX

degularcly at | Irragulu:erl Jther basias| Total
least once a | only when ’
month | the nead |
H | acises -
I
I 3 I 45 | 11 |
| cacial worker a0 (6.6 %) {T6.6 %) 16,6 %) 100.0
i
| i3 I 30 I i
DaeLor 5l (18,2 %) . 30,3 %} {5.8 %) 100.0
! I
12 ! 0 4
Hurse 16 {33,3 %} | {EE.5 W) (11,1 %) 1000 |
7 18 14 |
| Temcher 149 {(17.9 %} | {46.1 %) (35,8 %) 100.0
19 & 3 I .
Priasst 28 (67,8 %) | {21.4 %) 10, T %) ! 100.0
Crachke or AUrsery 1 3 1 |
sehonl keacher | & (20,0 %] | (60,0 %) (20,0 %} 10,0

More mathera cited the wvalus of the health apd religious professiang

than any other dus to the £act Ethat bthere Ia regular conbact betweeo

these professionals and them.

According ka Croacky and Fulys (1985} several studies have revealasd that
pespla with problems will go to their immediate kin, friends and aeigh-

bours before going to organized inskitublona lan the community.

Az in the case of the formal znekwark, rthe respondents copsidered

different pecple as important bo Lhem al varlous times during and after

zhe birthn of the disabled child,

Thosa persons who wese canaldared important were mentioned by the

respandants in the Fallowing order: own siblings (35.0 %): relatives
(55,2 %); Irieada and neighbours (3L.2 %} Farhay of the chlld
(47.5 %), amd siblings af Father of the child (30,1 %). It iz m;eot

surprising to find thaet Lbe [athers of the childrem and their ziblings
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TAHLE 7.1l1

RESPOKDENTS L[HFORMAL NETIWURE

| . Perigd of 3 rLan Fy ?t
| Bafnt1| Before Gince { Omly | Mewver [Ho duch
| birth  birth and|birth but re- impor- |parseoas #Total
:Paraun{ﬁl anly | 5till im=|not be- cently| Eant ng con- Y
nok at | portant | fare | tack ;
| present ' |
| | :
! Father of the 13 ] i i B L. ] i
child {91,3 %3 (47.58 %) (0,0 %) (0.0 %) (7.5 %)| (13.4 %} 1c0,0i
Glolings of Za- | a i 12 l 2 z a5 Z1 |
ther of the child [10.0 %} (23,8 %) [(2.6 %) |[(2,5 %) |(31,3 %) ({(32E,6 %) 100.0
i | [
Cwa 51ibllngs (12,5 %) (60,0 %] |{5,ﬂ %) HO,0 %) (23,5 W} (10,0 %y 100,
| 12 | 40 | 4 ] 1ok 14
Rolatives (15,0 %) (50,0 %) (5.0 %) [(0,0 %) [(23.5 %) (17.5 %) 180.8
| Frimndssoeigh- o 16 5 10 29 16 i
_beurs {0.0 wil 132.5 %) [{6,3 %) 12,5 %) [(36,3 %) {12,_.5.11_1;-9:-!]
* ¥ = 40
TAELE T.12
COHTACT WITH THE IHECEMAL BETWORK
; | —
|Enqu1:r1y: at | Irregulacly: ! Other Tskal
rersonls) .1"“=t UOLE A& culy when the ba=ia %
H manth gead agrisos |
| i :
i 1:1 4 £ | !
Father af the child 48 (72,1 ) (.3 %) (12,5 %) lao.o |
|
Sibling= af Fatker aof | | 16 7 4
| the child | 27| (59,2 %} {25.7 %) 14,8 %) 100,0
| !
| a9 17 ' 5
| Ovn siblirngs 6l (63,8 %} (27,8 %] {8,1 %) 100,0
i | | | |
! - 26 | 13 3 ; i
| Relaciwes 47 (55,3 %) | (27,6 %| (17,0 %}! 100,93 |
i [
| | |
i , 17 11 i 3 |
mE:iEnﬁﬁ_ﬂﬂﬂ_ﬂﬂiﬂﬂEEEEEL__iﬂmJ_ (43,5 ") | (30,7 %} | (25,0 w), 103,39
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wore mentianad by a small percentage, This is to be expected since
anly 53,8 % ¢f the caregivers wers married and not all of Ehem wWers the

biologicel pacents of the childrea in guestion.

Gomes of the respondents mentioned chat they smly coolactad their in-
formal natwork during fehasl hnlidesys when they could wisir witzhous the
child amd leaws him in the care of his scheol-going siblingz. OThars
mentioned that they only had contact with thelr informal asework whan
thars iz a major crisis. One mother said that "the Eathar of the shild

only comes wheu he has transport hecauss he is alsp handizapped".

The geaecal impression gained is that there iz a reascnable amount of
contact bebwsen the respondents and thelr laformal social setwork con-
sidering that with the exceptiom of frlends and neighboura, moce than
half of the respondents have reqular coatact - at leaskt once a month -
wizh thelr networlk.

gther persons mentiomed by the respondenta as playing an importaat ecla
in their llyes at the time of the study and with whem they had regular
contact wWerg: boyfziends (2.5 %)r church memhars {2,5% %} brothers"'
grown-up children (1,3 %); c¢wn grown-up children (6,2 %)y medicine

man/witchdectar (1,3 %) and the ataff at the teaialng centre (1.3 %},
FORMAL AND INEQRMAL SUPPORT SYSTEMS

Spontanecus help may be forthcoming from the wsetworks, pspecially the
infarmal network although aometimes ona has ko maka A ragquesk  for
agslatance. The policles of some Earmal networks allows them to seek
aut gonmsumars far thelr services while others render service only zo

those who approach them for assisbaonce.

although almost twe fifths of the rceapondsats menk icned kha fathers'
siblings &8s past of their iaformal network, a very emall percanbage
rogarded them B8 a scurce of dfpestansous halp. Tk is interesting Lo
noke the percentage of the respondents' Hhushanda who ars not  the

Eathera of the handicapped childres who will help 3Jpontanesusly.
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A perdon in need of help goas to various people for different types ot
asgistance., When asked whom they would gu Lo when worried aboat the
childrea the mothers in this astwdy gave the following responses:
fathar af the child 51,3 %; siblings of father cf the child 25.0 %7
predeant husbaod who is wok the father af the child B.3 % owd giblings
EE,B %: relatives 48.8 % friends and peighbours 10.0 %; amployers

7,5 %: church people 2,5 %, and boyrriends 2.5 %.

TARLE 7.13

PERCENTAGE DISTRIBUTTON OF PERSONS WHO WILL HELP WITHOTT BETHG AEERED

q Tag | ¥o | Uacertain Total
| Ly
1 [
15 14 5
Father of tha child 54 | (54,8 w3 (25.9 %) (9.2 %) 100, 0
|
i 20 | 17
8iblings af farhar of the child |49 | (6,1 %) (50,1 %) (34,6 %) 100,0
| Prasent husband {not father of ! g Q I 1
the child) | 7 | tBS,? %} £0,0 ml [(14.2 %) 100,19
30 8 t 10
Grown-up childres 57 | (8.4 %) (4.0 '-:]-| (16,9 %)  100,0
: ! 1| 14 | 11 |
_Ealatives | e ! (56,0 %)l (24,1 syle18,9 83 00,0 |

although it is not clear 1f 'worried about the =hild' refers tn concern
cegarding the care of the c¢hild or whether it is <oacern for the
ehild's genaral health or parhaps refera Lo aspects pertalning to tre
futurs care of the child: it would appear that the mothers did, gener-
ally spesakirqg, have scmeore they could coatact when they warried about
the handicapped child. These persona lacluded both professienal and
non-professional people. With regard te those mothers wha stated that
they would not approach anyone, ik wag nok eskablished whether they had
nobady thay could contact or whether they Aid not wish to contact
anyene. One mother, howewar, wnlunteerad her reasci as followsi "I do
act comtact axyona becauss [ do not want bo burdéen poople eapecially

mecpuse I myself am physically handicapped”.
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Hhen asked who tkey weuld contact when thay wara woarried aboub things
other thas khe child, the responses were az follows: fathar of the
child 43,8 %; siblings of father of the child 15.0 %y own siblinge
5d,8 % grown-up children 55,0 %;  Thusband who i3 not father of the
child 8,8 %y relatives 2d,d %, and professiomal paaple 35,3 %. Qnce
agala 6.2 % of the respondents mentionad that they wounld aot contact

Amyona.

Tk would appear that approximately an egqual percentage of mothers who
would contact Eheir own s3iblings and grown=up children concernlng the
ghild would alego approach them about othes prablems, Thege may naob
necesdsarily be the same individuals. Fewer maothers would contack

professionala regarding matters which de sot concern the child,

Het saly did the mothars racaive differeant eypes of assistance from a
variaty of sources. buk the agsistance received ic some cases was
providaed on a regular basis while in other instances it was on an
cccasional basis. Iz arder to operatlonalise community care 1t Lx

neceEsary to consider the contributiona made by varioua individuals.

7.7.1 Support £rom the father of the child

Forty eight comma seven par Sénk of the moethers gtabed that they re-
ceived material aid from the £athers of Lheiz aentally retarded child-
ren and 28,7 % received advics.

TAOLE 7,14

TZIPE OF SUPPORT RECEIVED FROM THE FATHER

I Emotion- Ionform- Instru- |Fur;l.h-u¢1: | Referral to | |

Hi al aticrnal  mental | on be- a service [ Tatal
| hevigur . |
| | [ | f i i [ :
| A ; 1 20 | 1 _ 0 |
Reqularly A6 (38,9 %) | (2,B %)  [55,6 %] (2,3 %} i (0.0 %) | 10,0
10 f 16 | 5 |
Oooasicnally H|Hﬁ.3 ) [ (15,8 %] [ (42,1 %}.413,2 %3 (2,8 %] P11 |
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Lags than half af Ene mothers recorived differank types of support om a
differant basla from the fatherz af the meatzlly retarded children.
Compared to other forma af auppert, more instrumental and emotional
avpport was received Erom hoth categories of Ffathers whe proffar

suppark.,

Howewer, it shoold be barse 1la mind that the fathers in Ehe skudy do

got necessarily liwe with the mothers of the childrea.

Black rfathers would participate ko & much lowar degree in the care af
chi dren because of the strizt tradition regarding the rala played by
hushand and wife in the Ffamily. Because 47,8 % of the mothers meo-
ciongd recciving material aid £rom the fathers, ooe could safely =ay
that ingtrumental support was understood to refer to doing practical

things wizh aad for the mothar.

Howewar, some of the mothers Eelt that thelr busbhands did neot care
ahout the child and Aywr opod Alagsewskl (1984) alsc observed the same

gentiment 1a their study. Typical comments in this respect were:
"My husband will only help whea I force him to do =o”

"My husband does ook carg about me and the children. He had a tondency

ko pualibh Andrew until his relatives reprimanded him"

Avyer and Alaszewszki (1984) fcurd that while maony mobthers reaeated the
fact that fathers accopked far lesg regpeongibility both smotlonally and
practioally for the child, "... increased inwvolwement of Eathers wikh
childrea cen in aome cases hawve a detrimental effect om the woman's
work lcocad as the father's invelvenant is often confined to the more
enjoyable tasks such as play and ootings and the woman are ufually left
with the bulk of the hard. time-consuming tedigua domesktiz joba®. They
[Ayer and Alaszewski 1984), alge Eousd that some fatherz did aessist
with bathing and carrvinsg the shild=an,

In this study, some fathers were found to be inveolved with the care of

their children as shown ]:l-"r =hm Eulluuing shatemenks:
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TAHLE

wPhs Fathar of tha rhild tries by all meass to help whersver he can.
In most osses, emotlonal, instrumesntal and informallonal supporz L3

recaived Lrom him.'™

"Father of tha child also affars smotional aelp.™

"My hushand is wery supportive and he provides for ell our material
neads, 1 walue his emoticnpl support more Ehan tha material +thinga

although Ehey alsc help.”

*Tha father of tha child supplies {(sic) emoticoal and iastrameatal
help. Ee takas the child for treatment and makes all =ogulcles

regarding a suwitable imstitutienm.”

Support from the husbands who are pot the fathers of the =hildran

The total perceptage of motlkers who liwve with husbaads who are not the
Fathars of their mentally retarded childrem 15 E.B %. bes mantioned in
an earliar sectlon, mot 811 the childresn are the bicleogical offzpricg
of the rospondents. Purtkeemore. the respondent - although being the
hiological mothar of the said child, may be married to sameaone other
than the father of the child.

An egqual number of respondeata (13,7 %) who live with husbands who are
ool Lhe fathers of their mentally ratardad children, receive material
ald as well as advice Erom tham. With regard ko other forms af sup-
port, the situation is demanstrared as ghown inm Table T.L15.

7.15

TYPE OF SUPPORT FECEIVED FROM THE RESPCHCENTS' HUSBANDS HWHO ARE HOT THE
FATHERS OF THE CHILDRENR

| ! Emntiun—l Inform- |I:ﬂtru— Feedback Referral to

i g al atinsral mental |nn he - a sETViCe Total |
] | hawigur el
| | | | | |
b 2 U 4 | 1 | D |
gqulacly | 7'(22.6 %) | (0,0 %) (57,1 %) (14,3 %) (0.0 %) 100, 0
| ]
: Lﬂ: 3 | 1 A, A | !
Uogasionally [{EQ,0 %) (16,7 %! [¢16.7 a3 (16,7 %) | (0.0 %} 1411 1
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T

Home of tha above-mentioned perscaa refarrad the espondenta oo ser-
vigea Ehey could utilise and ne regular information was received from
them. Congidering that these msm could be step-fathers, grandiathers
or uncles by marriage, the emoust of instrumental help rendered oo a
reqular basls by them to help ia Lhe care of the child ia aignificamt.

rt T | iblin £ gf &

Ten per cent of the mothars receive materlal aid from the father’s aib-
lings and 10,0 % also meoticaed that they recelved advice. Thia per-—
gentage counld reflect one group of mothers or perhaps aphly to two
separate groups. Pessibly there could be an overlapplng with some
mothers recelving both oaterial aid and advice from tha fathers' sih-
lirge. fThirty three comma saven per cent recelved matarial aid fiom

thelr own giblings and 26,2 % received advice f£rom kthe same source.

TLELE T.l6

TYFZ OF SUPFORT RECEIVED FROM THE FATHERS' AND MOTHEES' SIBLINGS

! Enntinn—! Inform- Instru- Feedhach! Referral to
H| a> ! aticmal mental |on be- a service Takal
| heviaur : H
‘Farhers" 5 !
giblinga
q 2 3 1] ]
EpsanaeEs 17 i52,8 %) ({118 %) (17.6 %) (0,0 %) | (17,8 %) 100,0
| | | |
. | 8 : g & | 1 2
lnegasionally 2200227 %) ‘(36,4 %) (27,3 %)) (4.5%) (a.1 %} 100, 0
Mothers ' ! !
'siklings !
! 27 1 | 12 1} 0
Rogqularly 48 (53,7 %} | (15,2 \}| (26,1 1]; (0.0 %) i {0.0 %) 1aa.0d
14 9 25 3 ' 2
Ocgasionally %3 /¢25.4 %) [{17.0 %) {47,2 %)) {5,7 %) (3.9 %) i 100.49

In g&n&fal

§ialings

“han Froam the fathersa'

mentlaned that the fathars

more auppcrt seema te be forthcoming E£rom the mathers®

(a parcentage of 21,2 reapordents

5iblings helped on a4 regular basla compared
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=p G67.5 % of tha mothers' =giblinga; i7:5 % of the respondents men-—
riomed that the fathess' 8iblisgs helped oo an cocasiconal basis <om=
cared Lo 66,2 % of the mothers' siblings).

While Glerdinniog (1983}, Ayer and Alassewaki {2984) aond Wilkiao (1979}
in rheir studies found that nost support came From the mother's side af
the family, it i3 of particular iaoterest Lo note Chat cthia acudy ylelds
similar findinga. The position with black families In Africa 1s that
the fathers®' side of the family is the one that has the final say about
the upbringing of the child [Tshabalala 1936).

In his discussica on kinship aAstwerka among the Nguni, Tshabalala
(1886} explains what pertaina teo these familiea a3z follows: "The
father was undoubtedly head of his tamily and had compleabé authority
over his children as long as they remained in his household ... The
bebaviour to a fathar's sister was contrelled by her membership of the
same Fpmily as the father. Ghe Joew the paculiar ways and traditlons
of the patsrsnal bhome far better than the mothes". He further goee on
ta state rhat this patriarchal family grasted the farher's relatives a

greater regponsibility in the bringing-up aAnd saskral of the children.

Taking the findings of thisz astudy iske congideraclon a gueatiow that
comes to bthe Core 1d whelher the involvemsent of the materaal sibllaogs
ig influesced by the children's condition cr whether these families

hawe undergons dhangss due ko thelr urbanisped life-atyle,

Aecerding to 45,0 % of the respondents, grown-up children provided in-
strumental support and 47,5 % gawe advice. Compared ta other members
of the support system the mothers mentioned alsc that meost of bhe in-

strimental aid and adwvice reccived was provided by grown up children.
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TAOLE T.17

TYFE OF SUPBORT GIVEW 3Y GROWW-UT CHILDEEW

Ematlan— :nfqrm-? Instru- I'=E|:u:-u.:k| Raferral to
H| al ational | mental | oo be- | a service Tetal
hg'l.r.j,gu.r
| | L 14 4 | 3 | 3 o ' |
Reqularly | 44 (31,8 %) 1{ 9,1 %) (5Z.3 %) (6.3 %) (0,0 %) | 190.0
: o | i3 13 | '
Decagionnlly 45, (20,0 %) (29,9 %) | (40.0 %1/ (6,7 w} (4.4 %) lng.q |

Wilkim (1979} found that ctker than the father, the siblings of the
mentally retarded child were a major source of suppert. The rindings
of this study ahow that thae largest group of mothers {FR,0 % regularly.
§5,2 % occasionally) mentioned their own 3iblings as belng the greatest
pravidara of support followad by the handicapped chlild*a siblings whe
wers mentioned hy the segond largest group (35,0 % vegularly, 56,2 %
cocasionally) of mothers. . Later wa shall see that the Fathera and

relacives rank third,

The handicapped childrern'e £athers and grown-up sibliags <A rander
inatrumental support im the form of doing practical chinga as wall as
glving material aid while the younger siblings can probably only assiskt
with doing practical chings (Wilklir 1373).

Some of Lhe smothera in the study described the ageistance receivad fram

thei= childrean in the fallowing tarms:

"The =ihlings are always willing te help with instrwneatal service

{gie) Ll.e., helping the grandmother to take the child for treatmest,

give him food when she 1s not home and alse do his laundry™.

My childrer help wlth household chore: and make me aware of axisting

services".

dna respondent mentioned that her children were prafeasicnals and so

sha rmlisd entirely on them for everything. Another mantionad having a
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7.

T

daughtsr whe was a sooial worker and she tharefore did nok need autalde

pssiztance.

A8 C(allaghar, Beckman and Crosa (1983) hava stated. children, howevar,
cao alsa be a source of strag3a. Thay can drain tha parant's material,
pmoticnal and physical rosources. The pogition in this gkudy was that
all the siblings prowvad =o be supportive ag was the sxperience of one
respondent whose huskand was anemployed and har grown=wp childeen

refused ko cantribute to tha family incoma.

If the siblings of the haadicapped child experleaced difficulty in
adapting to him, this may result in a great deal of st-ess in the
family. In a case where there are youwager non nandicapped chi_dran,
the satrass eazperienced by the paremts nay be increased because the
yaungar children would reguire a great deal of cara and atteatien.
§iblings can therefors be supportive or they cam cause 8LIaEs
(Gallaghar, Beckman, Cross 19837,

Support recelved from relatives, friends and neighbours

As fFar as material ald is concermed, 37,5 % of the reaspondents men-
tioned relatives as a source and 12,5 % mentioned that f£riends aod
neighboura gave material aid, Twenty aix comma twe pe: cent stated
that they received advice from relatives ard 22,5 % mentioned that they

were advised by friends ard neichbours.

While frlemds. neighbours and relatives would to soome exteat glve
support to the mother, the basic type of assistance they would give
would be moral suppert apd help with haby-sitting. Some  would
specifically state their willingmess to baky-sit the non-handicappad
children ooly. The instrumeatal help rendered by them seldom if ever
included actual child-care activities or assistance with household
chores [Ayer, Alaszewskl 1954).

When mothers receive help £rom friends ar reighbours they oftea Zfelb

thaz they ghould reciprocate especially Lf kthe ald is forthooming from

people who have children of more ¢r less the same age as their awn.
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In this skudy approximataly half of the nothers

help from

regular help from tha 3ame 3I0IrIes.

relatives,

received occasiongl
friende and aeighbours and legs then helf received

Friende and aslghbours seemad to

maka nore referrals to wariouws servi-es tham all the others whe gawve

supparke.

While friends asd neighbours would sometimes shun the family becaose of

che handicapped cailda behavipur,

were nare

tolarant (Wilkin 1979}.

it has= heen cbserved that relatives

This kype of aitmation could acaount

for the Fact that motaers reéceived mcre help from relacives thar [ronm
friends and aslghbours.
TAILE 7T.14
TYFE OF SUBPPOET BRECEIVED FREOM EELATIVES. FRTENDS AND NEIGHECLURS
Emntinnnl Infnrm—| Instru- Euidha:k[ Referral to
W[ al | aticpal mental |on be- | & aervice Total
; B oo | haviour |
Falatives ‘
15 & 14 i [ i}
Regularly 35 (42,9 %) (14,3 %) | (40,0 %}| (2,9 %} (0,0 %) 100.0
| | |
! 1 e 13 1 2
ﬂﬂﬂﬂiiﬂﬂjliz__Iﬂ_i11¢1_11_Ti35;ﬁ B (33,3 %! (2.6 %) | {5,1 %) 100,0
| | |
Frigsodis and _ i
eighhours
12 3 G 1 3 |
eguiarly 27 [(44.4 %) (18,5 %) (22,2 %) | (2,7 8} | (11,1 %) 100,49 |
i 12 » 1 S 9 1 B |
coasiomally | 40 |(30.0 i %) | (2.5 %) | (30,0 %) 0.0 !
One respoodent who found her neighbours sSuppartive said: “che neigh-

bours are wery informative and they wsually help with Lhe child whea I

gn o town

af ta pay the reat'.

Motners szemed te accept the fact that some relatives oaly made mianimal

conktribucions te the cara of rha child.
taak tkeir relatives had
sbaked thak

Lhe child.

their

relakives 1liwed far

1649

Soma meaticaerd thak they Lelt

own familles to care for

andl others

away ko be involved with the eare of



Az meationed earlier compunity care lnwvalwes care by the family aed
actually rests on the support that the mothers of handicapped children
rageiva Ffrom inside and outside the family. The situation as parcailvad
in this atudy and imn the studies by Wilkin {137%), Glendinning [L19E1)
as wall as Ayer and Alazzewaki {10B4Y, ia thet Lthe suppuort ceceiwved Ly
a large number of the mothers came from withisn the family,

Hanway (1981} recosmenda that Eor kia snetwork to Efunctlon ma & viablae
support system, kin has to learm to commuoicate and exchance help in
woays otluer than the braditional lace—-Lo-Lace eschange awd @specilally ino

the case of loans and gifts.

Im addition tn tha sooarees  provided far in the  guestion,  the
reagpondents mentigned obher sources from which they recelved support.
These sourcesd alsgoe proavided regualar amd accesiosnal aupport kEo 6,3 % af
Lhe respoondents. The sources are as fellows: priest, church menbers,
employer, woman's club, c¢o-workers, bovfriend, mnephews/nieces and

professional person.

One reaspondent meantioned that her smployer onderatood thas her child
was crippled asd he usually advised her on the type of sedication she
could use to remedy minor illresseas. Asnorher respoddent mentionsd a
traditional medicine man as a source of emotclonal support. The menlion
of thigs source of support was pot surprising comsidering that 5.0 % of
the mathers mentioned witcheraft as a cause of their children‘'s
condicion,

The raspoodents who did receive help from church members and the prisest

seemed ta be aptiafled., Typical deseriptions of help received wara:

"My church regularly serxds me foodstuff and clothing™.

"The church people give emcticral help which I greakly appreciate

because I get a chance to apezk te comeone outside the Family".

"Dur priest occasiooally helps with tramsport, mopey asd foad™,

L
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fma im, howavar. surprised by the fact that the respondents did sot
smem k4 mention a large number of professlonals from whom they ceceived
mesiskances., This might create the impression that only minimal help
wag received from profmssionals asd yet observation of the findings oo
material aid and advice shows Lhat 25,0 % of the reapondents received
matarial aid and 70.0 % received advice from professiomals. It may ha
asguned that contact with professicmalsd such as dootoos, ourses  aod
zacial workers is uesually based om some Form of tharapy, the diapen-
gatlon of informaklon or advice or referral to a social aervice. Table
7.10 reflects that large ounbers of the respondenta had beth regqular

and irreqular contact with these professionals.

Perhapa the low raesponse iz Awa to the facr that the r3le of the
professional was zot hawdled as a direct guestion as for inacance 1in
the case of tham father of the child, the mother's siblings ar relatives
at cetara, It may be that although respondects received haelp from
srofassionals, the Ffact that their assistance was nestigsed oy 850 faw
raflescts how they Calt about that help, sapecially in wiew of tha fack
that %the professionals did aet participate directly la the caring
ackivitiez of ralsing the child.

The fact that clienks or patients who need help are e¥pected to conbact
people or aservice agencies themselvea o[tan causas & great deal of
stress (Blendinming 1986). As a result, contact with service agencies
ia irvegular, infreguent and lacks contimuity. Im addition, parents
ara often relickant to be seen to need help especially from sources

putzide thair famillea or informal natwark (Sleandisning 19860.

1k iz to be expectad that khe methers of mentally disabled children
should spend much mere time inkteractisg with professianals than the
mothars of acrmal children. Their accounts of these interactions oltan
lead ks the esnclusion that in most cases the parent-profassinmal
irterection is a source of Stress  rather than cne of sSupport
{Gallaghar, Beckman. Cross 1943; Ayer, Alaszewski 1084; Wilkia
1979). Glendimning (19437 found that molhers sometlmas diszlayed mizxed

feelings with regard to their experiences with professicnals.
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some of the mnthers in this stady had the following Lo say anout

profesaicnals {social workers}):

“Pha sacial worker is not always there when I szeed her but when 3ha is
available T discuss the child with her™.

*My {handicapped]) 8on has ararzed driskging and I am wvery wWorried
hecpuse I do not aee the seoial worker often 20 that I cam ask har

adwice™.

*I nave always trusted profeassional paopls gapecially social workers"™.

IL is oot uncommgn to find secelsl workera in the field of the mentally
handicepped often having large cass loads. Tke zoclal worker cowvering
the arsa whers this study was conducted had a case load of 148 mentally
ratarded children olis some cases of mentally i1l peraons (gee Chapter
2. Therefore. it is not surprising that onmly 6,6 % of B0 mothers
{Tenla T.l1) atated that Lhey asaw the agoial warker at leagk orce A

@onth on a regular basia.

Wilkin (1979) azd Olendimming (1983) found Ethat criticism of macial
warkers ware very common aven amongdt those mothers whe bensflted by
their secvices.

Over a gertaoin perlod of requesting and recelving help from different
gaurces, the mothers in the study developed a dupport Iystem Lo which
thay would esfer othar mothers in a almilar position to theicrs (Table
7.19 Lelow).

Professionals hed Lhe highest pasgentage ia contrast to the siblings of
the farher of the child.
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TALELE V.19

PERCENTAGE DISTRIBUTION OF TEOSE PEREONS TO WHOWM OTHER MOTHERS JF MENTALLY
RETARDED CHILDEEN WILL BE REFEREED

Will refar Will refer Have na auch
Lo 3o persans contack &Total
pot others | Will oot refer b
[ 3% | 3 34
Father of the child (43,8 %) | (3.8 %) (53,0 %} 00,0 |
Riklings of father of the 11 11 i S8
child [ 013,38 %) i (13,3 %) (73,0 %) 100,10
- a3 | 185 ! 30 .
wn 3ibliags P43, 8 %) (LB, O %) | (34,0 %) i00.0 !
|
= | 22 35 -
Belatives {Z20,0 %) P {28,0 %) (44,0 ) 100.,.0
| 1
3 15 34
Crown-up children [39.0 %) | (19.0 %) (42,0 %) | 1lg00.0
50 1k 14
‘FProfecsionals (63,0 %) 20,0 %) 113.0 %} 160, 0
*H
T:.8 E1E T I HE

Wetwarks are characterized by reclprocity whereby ooe Eavour ia
exchanged in returm for another (Unger, Fowell 1980¢  Shumaker.
Brownell 1984), Eecipients of auppert arsz somctimes sbliged ko reburn
the kindness showsn to them. One ofkén £inda that those who are
prepared to help others receive help from the pe=wars themaslwas.

Table 7.20 dhows khe mothers® responsed to requeskts ror belp.

Approzimately thres guarters ol Lhe cespondents stated that they had
cemforted a bersaved perscn or omna who had a crisiz while alightly more

than = third previded information or materisal aggiskance.
When one loaxs &t the responsas in aages where respondents were ap-

proached for assistance, the impression galmed is that the respuodenls

can be gemerally perceived ko be helpful pecple.
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TABLE T.20

DERCENTAGE DISTRIBUTION OF REACTIONS OF RESFONDENTS TO REUESTS POR ASEIETANCE

=1 EET |

P — E 1 t hel |

z = id = elp

i L] L] 3]

Ly ju — i 4 [ S

o =] | A i - |2 -

W - | [ H ] [

g a i 3 2o |3

g8 = = e el e

s T o 1 I = - —

n = bl — B

@ T | K = - | = —~

o | o | 1 i - % KL

8% - | 51 R et

5 2| & E 0 e £ = | B
_ m = o E = = — — =~

[ | [ [} [ O [

o | P | m | | = - ‘E ﬂ

o S b \ S = | [F L
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i?innnnial aid {41,/ %)) (22,5 %) | (8.8 %) [25.0 WX (0.0 %) (0,0 %) 100.0

!

|
| | | | '
'Matmrial ehisgs but , . I |
ot money (e.g9. clo- 33 | 23 12 7o a i
ithinq; food, eta.)

|
Ta perform a task ! I i
[a.g. care for a i

: i
43 21 | 6 | 0 | 1
Y (0.0 %)

(41,2 %) (35,3 %) (15,0 %) ({B.B %} (0.0 %} (0,0 %) 100,04

(1,3 %) 100,0

lehild, do laundry. { | |

jcook, eka.) (53,8 %) (26,3 %} (7.5 % (11,3

Tnfermation (direc- | !

|tinna to a place, ad-| i i

‘'vlse ahout awvallable 41 29 | G 4 o a

service, atc.] (51,3 %)|(36.3 %} ILT-E wh  {5.0 %) (0.0 Ellfﬂaﬂ WY 100,03

!Gnmfnrt (doring be- 14 : £3 ' T i 1 a I L] i
rigi 17,5 % 1.3 il tg.0 & N

0

= 80,

The capacley of pareats to help is cften restricted by their heavy

demestic respoasibilities snd their seclal  lselatlon. Glendinning

(I9E3:106) savs of the situation thak:

“The relatively lirtle practical help given to families
with disabled children may reflect a desire by parents Lo
avoid a situation of gerioua, chronic 'ipdebtedness” and
an abrogation of the responsinilicies and obligations
attached to the receipk of iofacmal healp®.
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Tshabalala (1986) emphasizes the element of reciprocity la the extended
Atrican family where members whoe 3¢ oot make a contribukbionm but expoct
to racaiwe help are strongly reprimanded. Citing Martin, ae Eurther
went on to erplain that oma of the functions of the Hguni famlly was to
promute the welfare of members, deal with arlala situakions, provide
family members with the basic necessities of life and ko give them some
feeling of economic securlty. To zwn up the situation, a member af
gugh a family should rightfully mxpect help but he 3hould realise that

he alsc has en chligatiom to reader assistance whemever possiblae.

The reapondents cited a weriecy of ways ia which they had regquested
asslstance from others. Approximately rchree guartecs asked [or help
direckly sither by phoning cr wisiting the persce or organlzatlon
concerned, Threa comma aight per cent reguested aid indirectly by the
sanding of messages while 16,3 % used a combisation of the abowve
methods. Only 5 % stated that they had never reguired help and 2.5 %

naver had no ooe to ask.

The succes3: of commuoity initiated pregrammes often depenc onof only oo
the participatisa of benavolent perscna in the communicy but alac on
the lavolwvemenz of the consumera of services. In this atudy 82,5 % of
the mothers stated that they would be willing to assist if approached
Lo start a service For mentally retarded childran. Hinaty per ocseant
stated that 1f rhey were approscked to bacome involved in aan existing

servise for mentally ratarded children, they would consent ta do sd.

It would appear that respondents were te a vecy large extent willing to
become involved and participate in smerwicea that will benefitz their
children. The gquastion, however, wad whether they would have time to
be involwed eepeaially those mothers whoa had asewerely handicappad
children,

AMARENESS OF EXISTING RESOURCES

The eitent to which formal resasurces aps utilized dcpends oo how nasy
respondents are aware of the existance of these secvices, the nature of
dervicea being offerocd and to some extent whkat exparience Lhe reapon-

dents have had of them, i any. The experiences of friepds, relatives
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and mneighboura with regard te formal services might also influsace the
respondents (Unger, Powsll 1%32}. While all prospective -onsumers of 3
mervics experiencs a certain amount of anxiety before appreaching that
asrvice, the anmiety of the mothers {paremts) of mentally recarded

childeen i3 often magnifled by their children's csadition.

The lack of knowledge goncerning existing services cac handicop the
Motaer wha is trying to care for har mental’y retarded child at Rome,

wirh the exceplicn of servicea which related te mentally recardad
children, batween half to three guacters of the respondents stated trhat

they did not know of othar se:cvices avallable ia the community.

Thirteen compa eight per ceat of the respundects staced thak thay did
aot know of any welfare services for mestally retarded children while
11,3 % knew of the existence of puch services buz hawve naever nusad
them. Thisz is not surperislnsg in view of the fact that only 75.0 % of
the cespondenta menticned thak the social worker was a mamber of their
formal nekwork {cf., Table T7.11). OQne would imeging that considering
thae problem facing them, the mothers of nentally retarded childrea
would anguire about the existence in their community of welfare ser
vices available ko help their children. Ayer and Alaszewsky {1984}
report that in Lhelr study all the mothers had come lato contact wikhn

one or other welfars orgaaization because 2f the condition ef Eheir

childreon.

~ha sarvicss that tha moatker of the mneatally retarded child will re-
quire will vary according to the child's developmental stagea. The
gncial worker, however, remains a cesnktral figure in the provision of
sarvices hecmums of ner role as a refearral agent and as a link betwaan

the mother asd ather services in the community.

Sometimes the parents do not use available services bpecause they aie
gumFamiliar with the atructures and operations of the waricas health and
wolfare services, and of the concepta aad terminology used by officials
and professionals who provide the services; they are also unsure of
the proceduraa iavolved in applying for help and the criterla for alig-

ikility (Glendinning 1986). In 25 far as the present study i3 cao-
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TARALE T.21

PERCENTAGE DISTRIBIFTION OF RESPONDENTS' AWARENESS OF COMMUNITY RESODRCES
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cmrned, =he problems may be megonified slightly due to The fact that the
lireracy of the average hlack mother is of a low Itandard,

Another reason for the high percestage of respondents who stated that
they did not koow of the ezlstence of facilities could perhapa he due
to the fact that they felt no need for assistance ag thelr handicapped
children were relatively independent and therefore &4d oot reqguice help
‘af. Tablea 7.% and 7.7).

T=10 BEERIOUS PROBLEMS EXPERIENCED IH RAISTHG A MEHTALLY RETARDED CHILD
In addition to problems involving the dJdelly tasks of caring for the
child as well pz the need for spacial sgqalsment or facilitieas. tha
mathars of meatally retarded c<hildren experience other problems which
thay consider as important. These problems can have their origin koth
inside apnd cutside the home awd somne of these problems can reawlt in a
great deal of stress for the mother. In this study the mothecs men-
Cipned the problems they conaldered serious a3 follows:

TAELE T7.22

PERCEWNTAGE DISTRIBUTION OF MOTHERS WITH SPECIFIC PROBLEME

M ] |

;

| Problom Fumbe i % |
Somial stigma i 10 ; AT.E
Adjustmentsactitude of siblings 10 1.5
' Adjustment/attitude of relakives : 10 12,5
Adjustment/attitude of friends/meighboars i =0 ! 25,4
Physical demasds of caring for the child I 23 i ZR.8
Digeiplina prablams 29 i 16,1
Honey problems 4B i 60,0
i Lack of sarvice Fr) ! 33.4
Lack aof a suitable institukian : 31 i a8.48

Regbricticn of movement : an L 3ves |
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Approzimately twa thirds af the mothers meotioped flnance as thei: most
serlous problem. This L8 not surprising in view of the nature of the
childres’s coaditiesn and consequeatly tha additicaal costs imcurred due
ts ~he nesd for spacial types of Zood, clothing, madication or wlLher
equipment.

Less =ham a third of the mothers meaticoed the physical demands of gar-
jag for thelr childrem a8 a serigus problem. Whea one studies the
tagks mentipned by the mothers - for which they reguired and recsived
halp or those tasks Lhat they did net recsive help with {eof. Tahla 7.7)
in addition to the percentage of children who required help with cer-
tain tasks and/or thaoss that could not perform zome zasks nt all (=f
mable T.6} - it i# to be sxpectad that cnly 2 rhird of the mothars men-

tioned physical demazda upon tham as & gaerious prublem.

The preseace of a handlcapped child can affget the relaklonship between
the Family. relatives and selghbours amd alsa relatiorakips within the
ramily itself. Farber {10EE) fouad ghat the degras of dependence of
the handlcapped child 414 have an adverse effect on the sibliogs. In
this atudy oaly 12,5 % ef thea mathers congidered the attitude and ad-
justments of their other enlldren in respect af the handlcapped chil-

dren a= a problem.

[f the mothers' natural network i.e. family and relatives have difli-
cully adjnating to the presence of the handicapped child, they may
areats a social distance between themsalves and the L[awily oE tha
handicopped child and suoch & gaituation can have an adverse effsct on
the poteatial fer support from these persons. In this study the E£lnd-
ings reweal that this was oot a major problem for most mothers although
more than a third had diffisulty with social stigma.

&f those mothers whe meatlensd that discipline was 2 problem, it
transpired that their greacest Agitficelty was trying te confine Ehe

handicappad chlld to the family yvard or isrmediate aeilghbourhaed.
Thirty sight comma elight per cent of the respondents fouad the lack ot
5 suibahle Institution a sericus preblem, howaver, a lirktle less than

that figure {33.8 %) thought that their nandicapped children should Le
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in an inatitution.

Although 37.3 % of the reapondents stated that reetrictiom of parents”
movemants waa a sarious problem, it is ook clear from the study to what
sxtent thes parsant3’ movemeats were restricted.  Slendlioning [1903%
found that ewven where tha handicapped child i3 relatively Iindepencdeat
i.e. can wa'k, fesd, dress himself asd use the cScoilet, 3Some Darants
still Cound their mowemeats restricted by their own relucktance to laave
the ehild in the care of other people. The positlon in this study
counld be the same in wview of tha fact thet more than threes quarters of
tha children ean be considered to be indapeandent in terns of the ahove
functisns nevertheless close to forty per cent of the mothers atataed

that reatricticn of movenent was a sericus problem.

DISCUSSION

The following emerged from the study:

Almost half of the mentally retarded children are anelther enreolled in &

school, & day £Ard or trailning asakes

A large majority of tha children in the study could perform basic self-

cara tasks

Bathing., dressiay the child and doing laundey are the main tasks with
which the mothers im the study needed help and a large majoricy of

thoae who reguired help receiwved it

A asubgtantial proportion of the mothers/caregiversd wers in need of

tinancial asaiatance

The mulhers received mostly enotional ond imstrumental support fram

thelr lmnfornal support system

The mothers'/saregivers' dsntermal suppare syscem conslsted meinly of
the Fataecs of tre childrem, the motkerss' own 8iblings, grown-up child-
ren, relacives, friemds and oeighbours. The =1lblings of the fathera

ware menkloped by a wery small proportlon as actual sources of support
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The majoe acutces of sSuppark were Jrown-up childreea as wall as tha

mothara' /fcaregivera' siblinga

Other socurces of informal support mencioned by respondentas were: em-
players, women's clubs, Lo-woerkers, boyfrisands. pephewssnieces, church

mambard and traditional medicine man [witehdocknr)

Morve than half of che cespondenta conalderad a decter and a aocial wor-
ker as major sources cf formal supportc, although a priest appeared Ea
have reqular contact with a majoacicy of the resapondentd who mentioned

him as a szeuree of auppork

Gensrally apeakircdg, thers apgeared to be more regular comntact bhaetwean
respondents and their infcrmal support ayatem than with their formal

suppatrt aystem

Thers appeared to be wery little contact amongst mothers of mentally
rebarded children

Sources of pgpoataneous help were ldenktified by the reopendests witkin

their formel and informal support srstamna

Bespondents genera’ly felt tharc tkey could approach both thair formal
and infarmal systems when worrisd ahouk the child

On a large gcale it would appear that respondenta were not aware of

formal gervices in their canmunitios

Services koown ko a majority of the respondentz were gemeral child wel-
fare mervices and secvices [or disabled children (meatally and physic-

ally digabled)
Although only & small propertica of caregivers had rcegular comtact with
the formal sscial naeptwnrk, 3 considerably high persentage would rafer

ather mothers af mentally retarded childran to protessionals

Almost all Lhe mothers/caregivers expressed 2 willlingness to ba in-

volved in the establishment of a new zervice 'f approached far the
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DuCpose
gespondents sppeared to rageive few requecsts for help from others

A majority of the respondents did aob wish to have thair children in-

atitutionalisad.
CORCLOSION

The fipdings of this 3tudy Seem Lo point to the faast that the mothreas
carmgivars of mentally retarded children in the sample do require some
aggistance in cariang for their mentally retardsd childrea at home. The
relp reguired is material {finaneial) as well as inatrwneatal support
(practical help). The kagks Fasr which help is reguired are those taaka
which according to Wilkinm {1979} raguire a great deal of competence and
motivation 1.a. baching, dresalang the child and doing laundry.

The help which the mothersfcaregivers recsive is mastly from the me-
~hers' own family and from grown-up children. The mothers hawve people
Lhey can appreach for healp ahout the child, The mothers thamselves are
generally williag to oe involved ln services in the zommunity 1f they

could be approached to participake.

although sone mothers/caregivers require material and practical suppoIt
in raisiog their children., a large praporktiom would prefer to care for
thair afflicted skildrsn at home than have them sent Lo an lastitubtivmn.

The mothers generally appear to be unlnformed about secvices in Eheir
communities espeaially secvices nthﬁr than tre ones iatercded for ment-
ally retarded children. This situation con he attributed eirhar to the
1ack of time to sesk out services an the part of methers ot ko tha Eazk
that the service agenciss themselves deo not adequately publicize their

services in the community.
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B.1

L

CEAFTER &

SUMMARY AND EECOMMENDATIOES

INTRADUCTION

Tha main aim of this study has baen to determins whethar The mothera of
mentally retarded children have people helpingy bo care for their
disabled chklldren, toc Lldencify the activities wlth which Lhe mobhecs

reguice help. and to ascertainm whether they receive such help or nok.

%, The family, particularly the black famlly, has been portrayed as a

.

-

source of wvarious fCypes of support on which members can call far help
at any ktime. Tha sxperiences of some of the respondents in this study
hewe shown that oot all of them can consider thelr famillea as a
natural sebwark of suppart, edpecially in respect of the daily cariag

cagka.

‘Because sach family is unigue and as families are at wvarlons atages aof
developnent at diffecent times, the oature and amount of help whicsh

will be required at a specific¢ time, differs from family to family.

Families of mentally retarded childres require censistent support while
prtantial sources of this support concisue ko dwindla. This tyoe of
gituation raises guestions regaréirg the extent to which community care
“an be based upon care available within Ehe Efamily should tha family ha
without the basic support structures requlired te enable them to keep
the handicapped child at homa for azs lang aa posalble,

From this study it appesrs that the mother's side of rthe Family zeems
tn he more inwelwsed wikh her situaticsn congarning her handisapp=d
child, Helatives also appear to he invalved te a considerable extent,
and it would Ee interesting Lo ascertaln whethar these relatiwes ara
members of the materpal or paternal aice of the famllvy. Grown-uDp
children seem to play a major role In rendering support. The role of
Ehe father of the child, whe i3 the respondent’s hushand., rvequira:z

further exploration generally, and ia particular the part he plays in
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the life of the handicapped child.

1 and when the nother receives essistence from aervice providers, this
suppazk 1s likely to focus oo the major praoblematical areas, such as
Lhose which relate to health. 'finence. educetion, moguisition of aids
and matters pertaiming to loog-term or resicdential care. The mother
has to make a formal sequedt for this cype of ald and often che Aif-
ficulkbias experiaeanced by her with huresucracy help tp hring bhome Eke
Eack that she has a ‘problem’ child., This may cause mothers to become

locreasingly reluctant to approach formal orgapizaticons for help.

The sbtudy did not focus on Specific taghks which were attended Lo by Lhe
respondents’ support systam. Tha aspacks which wara considarad to ha
relakad to the proffaring of support were touched upan wery hrogdly;
for exemple inabrumenktal suppark. Bgrictly apeaklng, this wype of
support can S8 broken down into the glviag of material ald or doling
things for and with the respondent. This can be further broken down
inko the types of things givem or done for the respondent, when and by

whom.

PRACTICE IMPLICATIONS

although the svidense i3 ilnconcluaive ragardiog the stress=kuffering
effact of social support, the fact of the matter 1z that people musk

hava conmections with others In order to recelve suppark.

The organisation of family l1ife in terms of the rales af the Alffeareat
[amily members and the sspiracions of individual members 1s an araa
that needs to be Efocusded oo by the social worker, aspecially in viaw
of the chengea whioh the urbam black family is ecmpericncimg., Tha
extent to which the father is imvolved im rha ardinary demestic rouvtine
and participacion by all the childrea can help ko ease the borden of

caring for the mother.

Io addition to focussing on role re-definiticn withio Ehe Family, the
gacial worker should alsa lisnk the family, especially the mother, with
potential oupport aystema in the wider cammunity, such as far exemple

ather mothers of mentally retarded children ar rale-related helpers.
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This is poasible it the prafessional 15 convicced of the potential of
the infermal social natwark as A source of sSupport and does mnok per-
cpive it as a threat. Profesglonals in human sarifiras can strencthen
Fhe role of existing loformal natworks as euppost syskbems, wark Eawards
their dsvelopment and link them with existing formal servicea. Hecauge
the informal network is highly pluralistic and Alfferentiakad in berms
af the type of persaa lnvolved; what they do and why, irs potential as
a source of support iz high. This support caa he go-ordinated to
prevent a comcectratlon in one area and a lack of support ln another

Aref.

While profassisnals can 2elp rto develep the primary netwark as a source
of suppock, care should be taken ctol bto render Ehese informal metworks
vulnerable because of poasible stress rasultisg from the eEpectation an
=he part =l Lhe £formal asrvices that thay (the infermal netweria)
‘carry' khe encire reaponsibility of caring and supportling.

The relationship betwesn formal and informal Support sysbems shauld be
percaived as complementary and one system need not Jdisplace another or
pverwhalm it with rtespemsibilluy. I+ i3 the role af public
authorities ta sustain and, where necessary, to develop - but dever to
dlsplace - such support and zare" (Glendimning 1886:4). The role of
. social workers sheuld therefore be to esable, empower, Support aod

encourage accial rebtworks.

Mothara of mentally retarded childrem meed ko have a source of inform-
aticn which i3 easily accesainle. In this atudy most mothers did nok
kpow of existing asrvices in the commuaity. Certain members <f£ Ethe
informal support ayatem such as the role-related halpers could Become
sgurces of iaformaticn in comjunction with the fermal service orovi-
dsrs, Beecauss thay comprise a small sectiom of the communiky and are
centrally placed., regular informaclon sessions could bEe held Ln oreder
tn mrimg them up ta date on what iz available and what the procedures
are for applyimy [or certain aervices, The gervice ageacy could supply
the role-cvelated helpers with leafleta and booklets which could ha
distributed ko thase with whom they come inkn coatact. and also to the

goktire community.

185



Conaideration could bhe given to small rezidenkial unitsz far the hanfi-
capped in the midst of the community as an altermative te large ingtit-
wbions outside the commuenity, This could promots communiky awarsaesas
and pogsible invalvement in the care of the mentally reatarded and it
could alsoc promobe tihe Integratlom of the mentally retarded into tae

commuaity.

RECCMMENDATIONE FOR FUTURE RESEARCH

In the courde of thia atudy the regearcher was alerted to a number aof
igsaues which, in her opinion, warrant Eurthar exploration. Brilef mea-
cico will be made of these isaunes:

- the incidence of mental retardaticn im 3lack urban araas;

- SUPPCIL systems I0T adult meatally retarded parsons:

- lopgitudingl studies of familles with a retarded child, Tha aim

here would bhe to skudy the families' needs at Aifferaest develop—
mental skages of the mentally reatarded ghild:

- the attitude of =social werkers regarding the involvement of Ehe

ipformal social network in the rendering of serwvice;

Y - tha attitude of Ethe commumnity towards lavelvement in the care of

the mantally handicapped:

= azcertaining the acceptability of asall residential care unmits

within the community, and

- demonstration projects on self-help Ffor khe mothers of mentally
rotarded childees.
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ANMEXUEREE A

HiMALN SCIENCES RESEARCE COUMCIL
IMSTITUTE FDH SOCICLOGICAL AFD DEMOCEAPHIZ EESEARDCH

SUPEORT SYSTEME OF MOTEERS,sCAREGIVERS OF MENTALLY RETARDED CHILDRENW

The task of raising a nentally retearded child caa ba wvery demanding partisuo-
larly om the pericm who bears the greatest reaponaibility. The daily task of
carisgy for duck a child somatbimes result: 1ln a les of stress and gstraln
especially 1f rche task i3 undertaken without the help of certain networis
{both Formal and informal) im the conmunicy.

Thia atudy haa the following aims:
{1} to idencify and deascribe any support systems that are utilized by Blank
mogtaecs/caregivers of menta’lly recarded children in the Mamelodi and
tteridgevills areas

(ii} ko identify and describe lateat systems which could be supparktive

fiii} ©to ascertain the level of awareness of existing systems, and the extent

to which they are utilized

{iv)} to identify and degcribe systems haviag some negative effec=3 oo such

familigs and

{w) te identify the circumstances under which inmstitutionalization is the

unly ANSWAT .

¥our partisipation in this study is important as 1t will help those who ofter
sarvicea to meatally retarded persons to understand how yau manage Ta ralse

your vekbarded child, what sourcesg of help arg avallable ta vou and what ser—

vices wvou still reqguire,

The infurmaticon which wou previde to the fieldworker, who is a gualifiod

social worker, will be kept confidential.
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|
| I
[ FROJECT HUMDEE 3 D LY i & 1 1l=6G
CARD NUMBER i
_EECUORET HHEEH 4
PROFILE OF THE RESPOHNDENT
l. E'a.mil"," BDOMB s e asnndtsvdbdbd bt bt bbb b Bk Bk Bk B b EESEdE a8 4844+
Z. Beaidential addresas ....ccoceeea. abteridgeville soeowawaa 1
!
Mamalodl .. - oe e e e e e 2 | 10
| b
X. How ald are !."'I:I"I.l'ﬂ.t Frﬂﬁﬂnt? sdmdnd i At atd bk bk R B F B r R E R ; 11-1:
FIELDIWOREEE: If respondent dossn't know, make an e#stimakts and
mention that it is an estimate. i
i. Which of the following best degcribes your situakblon? i
|
i | [
| Married Living Yever ! Divarced/ Widow |
| together married Dazserced/ |
Teparated |
|
1 ] i | | 4 5 113
Describe statuws where wnacassary
5. If ‘married' or ‘liwvisng regether', ia tRe mén in goastinn the
farhar af your mentally retarded chilé?
b 1
Ha i
r
L. g |4
b, If the apswer to Questica 5 is ¥O, are you in ceantact with
the fathes of your mentally retarced child?
_Yeg 1
(o 2 ]
L M., 9 | 1s
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T

10.

L2

1f the answar to Question 4 is "never marrisd® or *divarasds
deserted/separated’, are you ln contack with the fataec 2l
pour mentally retarded child?

ren 1
Ho 2
_H'I_n'l L g

How many children do you hawa? (Owa biglegical children:
ts whom yeu guwve birkh)

s

ma g n

How many childrea are living im your household who are
being cared for by you, but are wot your owns childrem?

et |

| Dpng child 1
| Twx childeen | 2
_Theree chiliren 3
Four children | 4

Ppe ¢hild : 1
| Twg childres E-
 Thiae children K|
Pour children I 4

i Five or more childcesn

|

1
| Hone | G

| 1T

How many children do you have ia your care (l.e. bislogical
childran as well as other children;?

Al together

|
| Ld=all

= i i whth wroug
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11.

1zx.

13.

la.

1k,

P S

How many meatally retarded children do you have (i.2. bio-
lﬂ':_ri.l:'.ﬂ.l children ag well ags otherg in ?ﬂLl.I' QALY sirsvr b

| I
BF 8 B 4B 44 44 64 B4 B4 BE BB E N N E N R E A N N NS wa N dEaa A& EA EEEEEEEEdEEES 2i=-24

¥What is your highest educaticnal gqualification?

Jone = nevar aktended schoolsAld not flnlszh a claas oL
! 2td 3 ar lower | =
_Std 4 Ep Bed & 3
| B3 6 tp Std 8 *i
5E] 9 ko Std4 10 : Ei
| Scd 10 plus 1 or 2 years further fraining ! [
L Std 10 plus 3 or more years further training | . | 25
Are you gainfully emploved |(including own businesa)? :
i
| Hg ARET
It YES are you: : | |
In a Zuwll-time job ! L
:EUinu edd joba I3
| Bsmacnally smpleyed 1]
[ !
I Dther (a,q, rumg 4 busipess) E di
| F.a. I 4 | 27
If YES at Queatlom 23: What i3 your present occupaticn?
{3ive precise deserlption of voeur job e.gq. factory worker, {
clerk, ete. or your role in the buoginess ¢.g. hoandling ghcone
calls, maeages everyiching, eke,) SR (Y
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1d.

 ras

1R.

Waakt id Lhe total moothly income of your fomily?

L 100 {ineluding ng incomed 1
| Betwepen R100 enad R0 2
! _Beptween EI00 and F499 3
_mmnn_ﬁﬂﬂ_anﬂ_mﬂ_‘?_ i
" gatwaen RTO0 and R399 E
More than R200 & !
e K
{IF PAID WEFRLY., FTELDWCHEEH CONVERTS TO MONTHLY) !
PEQFILE OF THE MENTALLY EETARDED CHILD ‘
{IF MORE THAN OWE MENTALLY RETARDED OHILD, COMPLETE THIS SECTION
ON THE OLDEST CHILD)
BEX
¥hat sex is the mentally retarded child or the esldest ‘
meptally retarded child?
| |
[ Mol L
Farala 2 | an
AGE ‘
Hew ald ia the child in questicn scw? i
! Under one Tear 1
.}Ai_wm 2
I_J!: o G years 3
T to 10 years 4
Al to 15 wears 5
{16 to 18 years [os |
:_lEl_:g"_e_n.r_a_:l.n-d. glder l 71 kS

204



149. Iadicate the relaticnship of this child ke you
Ilolagqical chila 1
Adopted child 2
| Stepchild 3
| Fostar child 4
| Grandehild 3 .
| Jone af ehe above [gpeelfy) 0 vucorarocn-n-nsnrasasazay -1 a2
20. How ald were youswas the mother whes the child was bora?l
(IF DIN"T EHOW answer - Q) i
21. What fia the posltlon of the handicapped child in the
{his/ber} family? (If only child use Code 00; if lst
child use Code 01; if 2nd child use Code 02, etc.) .....
[
22, Which one of the following does this child akttend?
~Creche 1,
[RFY hs ntr 1 s
|
I -
—_Oedinary achool [ 3
_TIralning ceptre prokbessive workshop 4
LOchay [(aperd Pyl L i r s e g s e g s s i pg pp s c g s 3
_Hone of the abovesns cenrre whatagever - ] i
CRINTREE R i i im0 B i S
23, Madical diagnosis (from social worker's fila) ........... 33
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%, Leval af retardation af Ehea child (frem accial worker's
Llia)
Is the child classified as:
{CHOOSE CATEGOERY l
wWHLLH BEST DESCELHBES |
THE CHILD} Milc 1i
|
| Moderate ! 21
_Gevere 3]
|
| Acute/Prafound 4|
' |
| Multiple handicapped 5.

| Unguresinformatlon not avallable E: | 11

25, What phyaical impairments (1f awy)] doesa the child nave {e.g.

inability to walk or use ome or both arma, 82,37 svwssrss 1

| |
FFEFE R E R G @ TEFETTRT RN EEEEEEENEEEEEAENE AN A EAE AN EEEEEEEEEEEEE ui_
|
26, Which of the following can this child do with or without i
halp? |
|
!H.a.-¢1q1 Easily | Only with | Hot at
child too | without| difficulty all
young Ear diffi- eor with
this act- | culey help
| ivity
i_'ﬁ'j_d['l. him=elf /heraslf ) 1 | 2 3 I
! ! |
| Dresg himgalf hereelf 9 ' 1 I Fi 3 |
}E&a;h_anﬂ_uig_:h& koilet g 1 ! 2 3
LEat meal by hlmﬂelffuq;;plfl o i 1 . F i
| Walk g 1 - 3
Lo-ink atairy or steps 4 1 | F 3
[
(Catech a bus or rtrain [ & 1 . 2 i
i | i
| |
| Do shopping 5 | £ | I | 2 3
Couk a hob meal & | 1 i 3 o
Clean the house o 1 : 2 3 1
1__]1|;| laandrw o | 1 2 ¥
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44

45

46

47
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L4

3t
|
|
I
MOTHER'S KNOWLEDGE OF THE CHILD'S IMPAIRMENT [
271, What, in your own wards, iz the matter with Lhe child? |
P4+ E&E @ EEE SR ik @ B EEEEEETEH 4448 408 s B epr kS EaEERS |h'z
24. What im your opirvien is the ecauze of the child'a condi= !
tian? —_—
g e L |53
24. Was tha child aszessed by a paychologist by somecne slse?
Ho P 3
i
FIELDWORXER: PEOHE ALL HESPCHSES AND WRITE EXPLANATORY COM- |
MENTS BELOW.
COMMENTS s ecennnnnnrsbdtanmnnnrerretetatnnnnnnnnns th 44
30. At which of tha following does the child redgslve Lreatment?

Choose goe Goly.

! Climic onlw 1.

| Hospital aaly z

El;ﬁn&rﬂ [ﬁ-ﬂ_ﬂ""iE‘-’} 1|-+--!l_.l_l_l_l_l_|_1_1.J_|

At mora thsn aoe af the abowve s
|_Howhars | 5|
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31,

dd.

3.

MOLHER "5 EXPERIENCES

Wagre wad the child bBora?

[ In 3 clindc _ 1
| At home |2
[ In_a pursing home 3
| In a4 hoapital 4
Blgewhore {5peoify ) ;.sis+i+550004 5
Do not koow {c.g. oot owm
_ghi d, este.) & 56
When did you Aiscover that there wasz something tha maktar
with the child?
et —
| Shertly after birth R
A faw months after bi-th but w1th—|
1a the child's Sigst year F
After some years but hefare the |
child went ko gchoal 4]
| When child atarted schagl 4
I i
| ALYy other time {Specify) .........) 5|
The chlld was kmown Eo bBe r:tarﬁuﬁ: | !
~when placed wilh :espoadent | 6| | 57
By whom was the child's impairment firat discaversd?
|
_Tourself s
|
Doctar 3
Hurge 4
_Teachey 1 5
 Other {specify) ...... T R
Do not know (e.g. nok own child or i
the child was knawn Eo be retarded [ i
when placed with regpandent] Tl i 5B
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—1]

4. It the diszcavery was made by someoss other than yourself,
3id the okher perscn axplain what was wrong wilth Lhe child?
B £ 5]
i
_Ha
H.a. - anawered 'do not know' at !
_Question 33 | g
| | R
- diso r i -1
%5. If the answer to Question 34 is YES, wes the explanation:
clear, oot claar, atc.
| Clear | Wot clear Tncartain H.a. = self-discovery ar |
| | answered ‘do oot kaow'
et Cuesticm 33
A VR et 3 9 | D
i
36. Would you aay the person who mede the explanation was: |
, i
Very aympatnetag
= Eipe
Ungympathetic 3
Indifferent
- i
| Buardedsus peactbign/neutral !
H.a. - salf-discovery or answeéred 'do not know' at Qu151 i
~tion 33 g !
'EG-\.WF'NTSE ..................................... PE SRS 4 Ld Ea Em e
]
a s e ETETEEEEQD RS89 +4 4+ FE+EEEEEE S E S E SN NN EE % & +#4 4+ & &L E E S E NS EEES Hl
i
<y Describe the circumatances uader waich the explanation was

made

P e FAFd FHEAL B E S E R R R R T T T T *
............... B A A4 B4 A A EA N L EEEEEEEREEERER AT A E IR R
............ HE A4 4 B4 E4 FAELELEEEEEEEEEEEEERiTEQFIEL EEEE
M.a. - self-discovery ar anawered "Do ogob kpow' at Ques-
tiaon A3
=g

znn



18,

(a}

(5]

(el

[a)

= 1
1
After you became aware of the child'a conditisn or whaa
the child was placed with you did you discuaa it with any
of the following persons?

210

Partnec/Spouse |
[ Wpg 1
]
 Ho 2 |
| ¥lo meed - he was included in discussion when child was |
acE ol | 3
[H.2, - have 2o partper/spougs/ng gontack | 9! |E3
Fanily (e.g. sistars, brothera, atec.)
| Tag 1
Wa Lo
! e npad - he was included in discussion when child waa
 placed with yeu —
| H.a, — hawve no family/soo concact | @ | Bd
Relatives (e.y. auants, cousind, etc.)
T 1
| He 2
Ho oeed — he was iscluded in dissusgion whon child was |
plaged with you ] |
| M.a, - hove no relatives/no contact IR 1
Teachar
[ i
| |
rIﬂa______ 11
i
| Ho "
! Mo peed - he was included in dispussion when child was
_placed with you, - I
LH;;;_;_iﬁlld-Iﬂj_iﬂ_iiﬂﬂﬂi 2 !Eﬁ



(&)

(£]

CH

{h}

(i)

Dockor
| Tes 1
_Ho 2
Ho need - he was included in discussion when child was
placed with wou Aliz =
Hoa., = 50 goontack ' i G |
Mursa
ras 1
[
| Ho = |
Ho seed = he was fncluded in discussiesn when =hild was
 placed with wou == ]
| H.a. — no contact i ¥ o I
Gocial warker
Yes L
LHD 2
| o meed - ha was iacluded in Adliscussion when child was
placed with wou |
W.a, - oo social worker of pot in sontach | 4
Frienﬂfnqighhnur
|
Vs 1
| |
\_Hee 2
Ho seed = he was iocluded in discussica when =hiid Was
_placed with you i3
H.a, - no friends‘pajighboura or not in contact 4
e CHPBOLEW o e e e e ST
L e " 1
e 2
Ho need - he was included ia disgussicn when the child |
Lwas ploced will youw i3

211
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il Hone of tha abovesne one whatsomwver
. [
| Yep (discussed with no oped 1
| Mo {did discuss with someone see abowe) 3 -
FRO T ER g oA H 6 ! 3 1-4
| CARD WIMBER £ 217
BECORD HIMMEER d=3
ig. (FIELDWMOREER: <—F MO Y¥ES5{1) WAS MAREED AT JUESTIOHN 33 ALK

ONLY 390413}

Would you describe the resckion of the person you speke Lo
as synpathetic/ungyopathekics/cold or aloof cor was there Ao

reaction?
g g
- (Bg mm
o W =
) TR TR | na | mes T
S 1SS Wea] dee
. - — bl . Y B | o
2| B S| 2580 EllEr
= & 3 53zZiH|diw
Fl 5| 8 382523554
: | || i 3a(a) |
(3} Cartnar/apouss | TR 25 o G £ [ - ] i
(b) Family {@.g. brothers, sisters. ! | I 38{l) |
atg, ) 1. 2| 31 4 | s 9
(n) Belativas (A.J. agnts, cousing. | ! H IB(cy
atao. ) 1 F ; H | 4 B b
|| | i 3A(d)
_{d% Tespzhar [ 1] 2 3 4 | B | q
f { [ J8(e)
| {2} Doakor o 5 - Y . 4 5 a
kLTSS
{£) Hurge 1 2 b 4 5 4
| | i 3ag)
i_{g) Social worker 1 3¢ 3 | 4 5 | g
i A4y
_ (n] Fripnds/neighhaurs bogel @ g bhoue 5 . 9
[ ' | 33l
(L) Other (Apecily ) oueuasaaaiais | 1 21 3 1 4 | ) i@
(1) Haone (spoke Eo oo ooel 1 {Tewel zpoke b0 oo one O i
COmmABEET e e e i e e e A R i e e R R e L A R R e

||||||||||||||||||||||||||||||||||||||||||||||||||||||||||||||||||




i

41.

42,

Have you aver hed to chaageflaave jyouc job because of the

child's conditioe?

:

_M.B, - @,g, nevay worked

Have jou #ver had ta change your residence focr reasons !
related to the child's conditien?

|
b |
| 1 |
No 1 2! oo B
lave any of the followlng penple beea an important part
af your life befora and/or since the bhirth of tha child in |
gquesticn?
T
o | -
- i B E
— [N = m
=] -y | - = !
ad 28 M E |2
o Q i 3 =
i o = a oA L |
] P = o b
o= [w] H O = 2 ]
i Wi - o u a1 1 |
e q el T B - =
o 8.4 1 a s o4 -
E c o ﬁ | il g |1 =
| @ - ¥ T e i . |
i :': -g = — & o Hi
T i A | B i s 0
e I wof o i o = = 4
| | | '
Cer 2iblilngs i | 2 3 4 g 0 _| 22
1
1
Father of the child 1 2 | A 5 9 23
Biblings of father of |
_the child Lok 2 3 4: 1§ 9 |2
‘ Belativas [e.qg. in- | | i
| laws, own parents, | | '
 atrn. i 1 2 3 4 5 gl 25
Friends/neighbouzs i1 F 1.3 4 5 ) 26
- ; L 11 2 | 5 4 5 g | |27

COMMBIALS o 64 6o sa sd s nnnandd48danannassidi it snnnnnnssdssan

1.1.-.pqpa.llllllllll-|11I‘-ll-llIrlrlI'-I"-I-I-lllllll'|-+-l+iI-Jlrlrl
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i

43. How would you describe your comtact with this/these personsy
' Reqular: Irrecular:| Any other | W.a. -
i at least only when hagisz aot  im-
|unce a | the need portant
mooth arises i pact af
| my 1lifes
: Bo con-
| | | tact
| |
fwn siblings L1 i 3 ) 23
Father of the child 1 i 3 ] | 29
Siblings of father of [
| Eha rhild 1 i 3 ] i 30
Belakives (e.g. in- [ i
lawsg, own parenbs, ebo, ) 1 i 3 ) 31
| |
| Friendgsuelghbours 1 i 3 | q _J a2
|
Other {(specify} ......
|
Ao B3 L Bl B L B B B es a9y 19 el kb 1 1 i 2 3 g .3-3
:.D'mentls: " EEEEEAE & EEEFEA g FAd Atk kT T TSR NN NN NN NN SN NN 4
14. Do you konow any other mothers/socareglvers of meacally
retarded children?
I
3 e
! |
Ho | -3 | 34
i
|
15. Are wou ln ceatact with any of theae methers/caregivers?
! I
| Yes 1:
He i 2]
| H.a, - snswered KO :
L at Queskinpg 44 o e 7

14




HMOTHER S FORMAL SOCIAL HETWORE

46 . Have amy of the following (professicaal} persons been an
important part of your lire before ands/or since tThe birth
of the child in gquestion?

Bafore |Siace Eﬂnly since | Only HﬂvurJ H.a,=2.0.
birth, |birth |birth, i.el) recent- impord do aot |
but mnot|and not bhafore 1y tant now 31&1
still sEriond
' | impar - coatagk
tapt | ! I |
|
| Sncisl worker | 1 z | 3 | 4 5 | EE I I
Doctor | 1 i : | 4 5 g 37
| |
Hursa | 1 i f 3 4 | h ) ! 3a
I 1
Taarhar 1 ] K| ! 4 5 gq 39
| | |
Prieat 1 1 3 3 4 - 9 i 40
Créche or nur- .
sary school i |
i teacher 1 F 3 4 |5 [ q 41
| Dther {speclfy) i
-l-'l‘l‘lll!ll.l.l.ll'|'j l J 2 3 " | 5 g ii
a7, How often 42 you have contact with this‘these person(s}?
Regula:ly:frrragularlf: Othar buui:J H.m,=e.9. |
ak least |only when ! specify mat iupurtﬂ
RCE a | £he need ander &om tankt park
! month AriEce menta "of my lifa
rﬁania! woTkRT 1 i K| 9 | 443
| Dactor 1 2 1 | c | a4
E_H.um 1 2 i o [ |45
i
Teacher 1 2 i 4 L1
_Priest 1 & 3 a a7
Créche or our- |
sery school
_teacher L ! 2 a a | 48
Other [(specify) | f
|
s L : ST | as

4+ Fd FFEFdEd A AP



—

df. How would you describa the attitude of your family towards
you when lt was discovered thet you hed a2 nentally retacded

child?

Family wag!

On the whole vary sympathetic

| Om the wiole wery unsympathetic e 2
Gome gympathetic - some unsympathetic | g
!jj.mr_-.'!ﬂ._‘ﬁl_tr_umiul. showed mothing 1 :
LME_M_EH ' g |

| |
| I3 not the respondant's hinlogical child b

COMBBOLES . vvwvavtsonbnboioaomadndodaddbanbdndsssad e 0600088

BF AR+ T b FEPE

SUFPORT STSTEMS

19, How would you rate the following persons in terms af their
emocional closeness to vou (e.g. are they very close, nct
Mark onlv one category. (If oo such person

close, etc.)?

ar oo such contact,

=2

apswer H.a. = 9.}

I

| Vary In ha—l Hot Hot H.a.
tweens | close | close
neatral at mll

Fathapr of the ahild

Sibling of father of
Lne ohild

O O

Presenr husband {1f
not father of the
cnildd

| Own 3ibil

~Brown-up children

Ralacives (e.g. in-

_Laws. parents. eto.l

Professiocnal parson
{e.g. social worker,
daceor, atg, ]

Other (apecify) ....

4 @ 4 | 8 . 9
3 | 4 | g g
3 | 4 ! 5 3
i i |
| i 3 I 4 E q . i
i I
| | a——
|
E] | & k ]
f !
] | 4 o | @
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£0.

51.

[

Which of tke Ecllowlng persons do you canbactsge Eo when fFou
pre worried abewt the child? (If no such pereEcd or Ad Coo-

tack apawer H.ph. = 9.

_Father of the child

| A2

il

-L

= 2 i b |
i 1 I
| Siblinags of the father of the child [ 3 | 2 % | !
| Presment husband (if not father of the | -
childd - 1 .
| Own giblings | 1 i 2 | 4
FOWR— i o S - 9 |
|
| Belatives {e,g, fn-laws, pagepts) | 1 | 2 | 2
Professional persomn (e.g. social worker, I [
doctor, ete.) 1 b q

T if A

Ho ane at all

i | s

| | 1
¥es {contact/go to no unu1 : \

Ho {contactsS/go to sooa-

one as abowe ) 2 |
Which of the fellowing persgns do you contact/go Ea whes |
Fou are worried about anything other thar the chila? (If hﬂl
such perdon &f no caneact anawer H.k. = G} |
| ]
i X Ho H:ia.
| N
I_Eashs_r_w_f_ths_chilﬂ : 1 2| 9
L Biblings of the father of the child 1 i 2 q
| Pragent nushand (if mat fathar nf tha l |
| childl ST S [ 2t 9 |
| |
_Owa sinlings e, 2l @l
| Grown-up childres 5 e A
I
 Yelatives {e.g. in-laws, parents, etc.! : O 9
2rofagsional perscan {e.g. soclal worker, |
doctor, sto.) 1 2 )
_OEAeE (SPECILF] earasiiaieicicieicieiiis 1 | 2 | u! |
Ies {contact/go to me onal) | [ | |
Joc gne atc all o (contactsgo Lo some- ki | | |
one a3 above! | T S B
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51.

Houw often to you fasl the need to diacusd the child with i
at least one of the persona ideslified above?

[ Very gften (at least once & davi | 1
| Often {at least once & week) 3
| Sometimes (at leash once & month) 3!

7 L thst 4
L Herer 5
| I feel the meed bukt ... cc---cicsasiassracacannsnsn

COMMEDEST sasanssananssnsasnsadniasidbdtd e atnnnuannn

PROJE ER |__3__! 1-

CARD HIUMEZH 47
B 5! MATE H-9

Which of the following persons will help you without your
agking far help? (E.g. give méney, baksa the shild to the
elinia, da ahapping, offsr branepark aka.) (IF noe duch per
son Ar Ao copkact angwer W.a, = 0}

I
|
I iex Ho  Uncertainp H.a.!

i
| |
. Father of Ene child 1 2 3 g |
1 I 1
| [

Siklincs of father of the child 1 2 | 3 1
Fresent husband (if not father | | i

L ef the childl 11 & 3 g

I !

’_mu =iblings 1 z ! 3 g

_Grown-—up children 1 i 3 9 |

Cueation |contiaued)

218
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Ouestion [(continuad)

L fas | Ho Utcertainl_ﬂia;____j___ﬁ
Relatives {(e.g. in-lawa, |
_parents, etg.) L ] 3 9 15
_Other [(specifyd : 1 2 E| q |15
Ho one at all Yes (na ome will 1 | i
help) ; '
Ho (acmapne will i |
i help as abowe) 2
Kot certain 1f they will help | 3
Do not hawve any of thasa per- ‘
| sons/sna contact | o 17

Carments

5d , Indicate type of help you get from the follewiag persons:

FIELDWOREER:

provisionally, ead wrice full comments below:

"B EEEEEEEEEENEERE YOS BN N BN BN R N

I more than cne choice per row, salact one

e , :
h— S f
1% &)
oo - o ol o
B m = o |
i TR 0 i el e
B E I P mo o
2 |m em o g a3 g | nw ow
O la =ma e, o i g w o @
=i -l Lol T | [ - Ll
A4 |4 |laes =, = 4 - . in
fimlsad miua mo mog e
c | E|SEB Wl oA A W D = fl |
A | B le T umiEa s nd o =) =
L gl 2imag o=l & W L |
c | Wims g i ms [ by 2 =
E|BlEdmAdima e w|l 2 a 2|
Z R 'moad kgl ol == | g
| | t i
Pathar af child | Eagularly g Lagd i 4 | 5 | 6! 7]8 | 13
AL some stages ! [ | | |
| ozcasionallw 1 3 3 s |51 s 7|08 19
Freasent huaband i | !
{If not father of | Bagularly L g | k| 4 l ] & T 1 B j 20
the child} AE zome skages | ! | | '
1
P pecagionallsy Ll 3 1 4 5 b, T : 1§ | IlL
| | | |
s - : i ! | O T TS B
§inlings of fa- Bogularly 1 2| 3 4 by g ! 7] 81 | 22
thar af Eha At some staga/ i |
cnild ooomsignal 1w L1 2 i 3 4 5 G T 1 B g |

2149
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L

. 1
Juestion (contlinued)
| b
i | |
e T 5
P = | ~ | i
] - T | d 1 2 i
~H, —Qd . 3 m aa | Q1 W
i~ LS ] H T
B % oAl g ) ! Sy | u
[ | = Elﬁ—' i a - | = | (/L | L]
—~| A = W= u [ 4 @&
o R EEE L A E o) ) O R
(B 2 BEg°g 2.8 S8 Bl g
R Al "l 3w
Hi g swsg B oS &R0
0O w3 g8 W | - =
BRI R i
- IH pe | — = S 1 ) i —
! | : !
own siblings Zeqularly 1! 2 S s ! g 7 g
AL soma stage/ | i | |
gpozasfonnlly L a F 5 R | : a
Gr oW -up i Bagulapely a5 4 3 4 5 & 7 & |
children At @ome Btage/ | I
agapeionallw | 1, 2 S | 5 B T ]
| | i
| | i I
Falativas (&.9. rlw I 1 ! Fs 3 ! 4 15 1 T | B
in-laws own At some stage.S i | [ l
parensal arcasionally 1 2 3 - 6] 7 a ;
Feilendas _FBegularly i F 3. 4 ] 7 T H
ne ighboirs At Some ataqe.-’l | | |
pecagionally | 1! 2 3 4 5 BE T . &
Cther (3pecify) | : I ! 5 .
_Eegularly 1 2 3 ! 4 5 gl 7. 3
................ AL some stages | i |
pooasional 1y I R = TR L T N | g1 7 g
COMIMBTIE S i 6 40 4 4 44 F & 0 6 0 80 0 0 8 0 0 0. 0@ 0 d 808 U8 I B 8 @8 F S F 0 E R B8 ada ibdddbsbed
55, fo yon reuite halp {a.g. sommonr to help Eeed, dress the
child, give financial aid, diaeizlise childd wich the
raising of the child?
Doea pok require help
H.a. - does not recuice help and deese't get 1t o

]
I_D_l:-_ﬁ.a_n:_t._r_ujaiu_mat_a_aﬁ.: it anpway
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36,

_Questigu {coptlpued)

BEequires help from time to time

-

_Begquires bhut gets nothing

Bagquires and recelwves hut helpers take over comoletaly

]

_Beguirea and receives but it i3 given reluctantly

~

Reguires and receives: helpera suppertive but do mot
 take cver

anuirn: help alwaya

el

_Reguires bub geta aothing -
_Requires and recelves but helpers take over completely | T
| Requires and receives but it is given reluctantly |
Eequires and receives; belpers supportive but do oot _
| taka gver 10 1 1
34-35
D U T B e i R B W T R L e
Wham of the following would you ask if you required material
ald (e.g. momey, food, tramspert. etc, )} for the child? (Tick
oane or more,. )
Tather af kFhe ghild 1]
Fragank hupband 1f set father of che child 2
" 3iblings of father of the child B -
i
_Owp siblings g |
raowa=up ahildran —
Belatives {e.g, in-laws, own parents. eto,) 1z '
_friepds /neighbours G4
_Profassional oevdon [#.9, $003i3] worker, prisgb, Sec.) 128
Other (sprcify) 254
|Hh one L1
16-10
CamnentE: .coievssnsnansasnananas



57T.

==
-

whom of the following would you ask i[ you reguired advice
{@a.g. how to Ao certain things., where to go for certain thinga)
popncerning the care of the child? (Tick one or maore.)

, Father of the child

 Present husband Lf not facher of the child L2
Siblings of farhar of the child | a4
! .
| own_sibliaga | 8
I,ﬁ:m;ur_uhi_lm: i 16
: |
_Belarives (m.g. in-laws, Jwn pareots. ebeo, ) | 32
_Eriends/neigkbouss ; fid
i . | |
rEQD " ri | |
_Cther {gpecify) 156
| Ho one | g
|39-41
ComMmMEnisSs o isid4+4+ 1+ F+ B F=Fsssssssnnnnnnsnnnnsssi L O R T R
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AWAHENESE OF FOFMAL ORGAHIEATIONS IN THE COMMUHITY

B Do you know about, and have you made use of Lhe Collewing
facilities For menta.ly retarded peracnd ln your community?

B H C
There arel I <do I kocw Eﬁ.ﬂﬂﬂh_fnﬁilihiiﬂd
no such nck but havel and have and have
Farnili- krow cf rever tried ko used i
=ims arech nardad uga Ehem them and
facilai— | Eham/s huk found |
tiax didsa‘e found tham 34
. get them un-| tisfaec-
| round to| satis- B ey |
| using factory
; khem
01 Walfars Eor children .
s87- (chlld wael- | !
vicea _fare) - | 2 2 4 §E |
far meotally |
recarded
| children < B | 3 4 E
for crippled 5 |
ohildeen i3 | 4 H £
sthar {ap&ci—l
L e e 3 i 3 4 5
0 Speciall for gripples ! x 3 & 5
| c©linmic | for meantally |
retarded chil—
| dren I 2 2 4 3
j othar [spaci- ! |
i o ey F 3 4 e i
03 Protective werkshoo | | 2 | -3 4 5
: i | i
04 Day care centre ; i 1 4 ' L
0% Genetic elini¢ ar 21i- |
nic wikth genskic coun- |
salling dervicaa 2 1 i 4 R
06 Tralning centra ' [ | 1 L4 5
{07 other (specify) ...... ! | L
i rrrrrrrrrrrrrr £ 484444 Z ——— | -] | 3 ; 3 |

42

41

44

45

;16

424

44
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JALLY CAEE

58. Do you need help with any of the following tasks ia the daily
care of the child? (Tick one or mora.)

r T
| |
_Feading i1

_Bakh-ng -

Larrring from place to place 4

;ﬂijﬂﬂlﬂﬂ g

!Tﬁilﬂtfq“" 1&!
Laondry 32

T T L e O Py PO T T . g
Some {I do not peed Lelp) I g !

60. Indicate ak which tlme of the day wvou would normally be most

in nAeed of help with the following tasks?
Ba— | Be- Jﬁa— | Ba- J Be- | Be- | Bet- |Do not |
tween| twoenl tween| tween tween bween|bween, require
| Bh30 | 9ho0 | 153had| 15nd® 16n00

19h00 | 21h00 | help

gad | and | and ‘and and |and |and
ALh30 | 12b3 14530 15h30 I
i | i | [
—Eathiag Ll 2 2 | 4 5 5 | 7 g
Creasing or changinag | ! 1 i =
soilad zlathing/ | | ; :
linen 1 2| 3 i 5 B 7 - 4 -
i | | i i
‘ Feeding = S 3 4 I g 1. o | o7 g I
| | 1 | I
i |
Teilekring 1 - I ; 4 s | g | o U g '
|
| Laundry 1 2 _!,__,?. oa | o R 7 o .
{ Supervision of child ! ! ! : ' !
| whea busy with ather : ! | I
tasks a.g. ironing, | | !
_cocking F R (O 3 4 g 6 | 7 g
| Other {spescify) ! |
Lisssnsessssrsnagnenes! 1 13 s el s | O .
CUMDNETES] 4 66 o b dnds b4 bt bbb bbb e r e b o rEpsFEFpatananananacsnsnsnnnnan

11111 4+ b+ i bd bdddd P PP FRFREFSEFS SRS A NE AR AR ER RS



tris chilaz

| J4d

1 |
6l. What bypes of crises have you axpacienced in comnection wikh ‘

FIELIWORKER

IF HO CRISIG AMGWER = O

...... 'EEEERE NN I BN A R I I I N A EEm EW EER ERE N E N ERRESR 4 EE A

-----------------

4 P B4 B E B EEEEEEE RNy E A A ke LR

i

]

-------------------------- I--I--Il-Illlllllllllll'rl'ri+1-r+l'+'+ll-lllll|
|

|

62. If you do need help with any cf the tasks in Question 59, in
rogpact of which caeka do yeu receive help or nok, aand 1f yoo
do got help, would rou like te receive moral

225

Do get|Heed help To gat help | Do require help Do oot
| #aough| but do not but wauld _jﬂ;_;;irin_gnlz_ cagui
! helz 'get it like more | hnd Jo not | help
' ! _ _get it | get it -
_Feeding 1 z 3 4 5 3 &5
Sathing 1 2 | 3 4 5 4 66
Car=ving from | | |
place ko _nplace 1 2 3 4 5 g 67
Oressing | 1 | 2 3 4 ! 5 g hH
| i !
Tailesting 1 l 2 3 4 5 | g Ha
Lauadry | 1 ] | 3 ' i 5 ! | ITD
CLher {specliy)l [ ‘ '
L i + 4+ 4 1] ] J! 1 | 2 3 I '* 5 “ '-lll
T T Bk i T T i e e BT W W e R R R G T TR T T T A,
PEOJECT HIIMBER i1 i . f | | 1-&
_CARD HUMBER | a | 7T
| RECORD NUMBER 4



.

83, Do you at times consider the following to be gagious problams
in raising your child? Answer all catagorleds.
Tag | to ! ,
| Social sticms 1| z| 10
i ¢ inlin ] - ! I 11
| adjustaentsattitudes of relatives 1 2 | 12
| Phygical demands of caring for the child 1 2 | 13
| |
Bisgipline prahlems L1l 2 ‘ 14
1 | 1 2t 15
| Monmy pgoblems ; _ , 1
Lack of services {trapsport, medical care. etc.) 1 2 | 16
Lack of suitable institutiecn (l.e. place where handi- —
capped children live away frem their parents and are |
cared for by other peocple} 1 2 17
R it nka' mov L1 I 18
gther :_EPHI:iff:l B4 8 4 k4 E& EEEEEEEEEEEE®E@E=®&8# A48 48 43 ma 1
|
|....|+|.|.|.|.|.-|., ----- AR EE N E N E NN RN I'-lil'-ll-l!‘l-llil+lp|ll-lr; ! 2 |1g
Comments [e.g. constantly, occasionally but very Laxiag): [
FIELDWOZEER: HNITE STEESE factors and wrike down |
|
Ed, Do you think that this child needs ko be Lo an Institution?
- L.
i [+] 2 | -1
[ [
Lot gure z jed
COMMBHALES! @rvavrnrnesonsddds 444 i # 1 F i F 1 FFELELEFELELEESE NN mE N ETET R ER®
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G5.

=1

- |

Which of the [ollowing do you need pa a form of help in cacing
for the child?

Lﬁpﬂ:inl_nsuiﬂmgnt

I_En&sijl ErAangpors

_Ordinary transport but c¢lose by

QRIENTATION TOWAEDSE USING HETWOEKS

If you peed assistance of auy kind regarding the child, hew
da you ask for ic?  (Choose cne of the following.)

| Directly (phoning or wisiking pergon or organizaticm)

Tondiractly (messages)

{_ I do need pasiatance

[
|
! 1
I
] i
!

On the whole a corbinacion of both e
|_I never need assistance | 4 |
| Thers are no persoasasorganizations I can approach although |

2.l

dd

| 25



—4 !
BY. What, during the past six months was your reacticn if somecne
zaked you for the [ollowing assistanca? i
i I did aet| § =
- f = |
| d 7 i .______TRHIEF__ m o |
5 T -l ] | ] o ol f
‘ i o oA | ¥ om mm oy | e
Do g2 i rd e o
ol e i = g g =
[ ¥ 2o il i B i Lo e '
| g s U iz ﬁ -E A ] o= =
S I - PR o1 G5 o 4
b LI = ] BT | L TR ] S b
| = M | T s 4 = = | —_ -
1 oM o 5 5o L] o~
| 2 s | 4o @ T E R =
T | = 4 oo i e
N = I T [ I | = I =4
: ! [
_Finangial ald r | 2 3 4 ] f | 26
Something but not money i [ ; I
{a, g, clothing, Eaad, stc,l 1 =i 3 4 | s 4 z7
To perform a task {(e.g. | | —
| care for a child, do | | :
= ] ok, etc.) | 1 2 3 4 | 5 i 28
Information {(directions to | | T
| & placa, tell of available , [ [
rvice, eta.} 1 3 3 4 5 fi 29
Comfare (during bereave-
| e izsis) 1 2 3 4 5 7] ' Ao
| | H
{ | |
':”:]'.I.ﬂ‘r tEDﬂGif‘?’ P 854848488 L ! F3 | 3 4 i 5 v | 31
BH. Baged on your own experience. o whom would you refar another
mother with the problems of a meotally retarded child? (IE |
never had such person or ceontact with Auch paracs asnswer M.a. i
a 0] !
¥ag | Mo  To soma | H-a-:
not ather’ ! |
’_Ea.f.he:_a_mﬂ ghild | : < R . I 12
i | |
| Siblinas of father of the child 1] 2] 3 Lo a3
1i 1 2 x| g | 14
Relakiven (&.q. in-laws, own ; ! '
Py ee. ) o 1 2 B a 15
(Srown-—up ckildran =l 2 ; 3 9 | 38
|Erofessicnal person (e.3. aocial ! i '
r. dockee, eko.] | L s 3 o 7
Drrse (Spenife] .o asasssszazassss 1| 2 i 9 | ;33
[] I ]
!Fu oo Yes (will :efer to no one) 1 !
He (will refer to gomooac ac i |
|—ﬂ.1‘.s'l..t&.l'.'l_ahﬂiﬂfl {21 ' g




B9,

T0.

Tl

e

—

If you wers approacked by someons (profescional or Aofd- |
professional) toc jtert & secvige for mentally retarded children
would you be willing or unwilling cto assiskt or would youw rather
ask someous else then mpssist them?

I would be willing to assist l
*I_Eﬁuld not be willing ko assist 2
rath n agaiat them 3
1
|ﬁut Burs 4
If you were approached by somecne (professional} ar san-
profoasional) o be involyed in an ewisting secwice for
mantally retarded childran would you agres or disagree?
i
N : .
| |
I would agras 1
isagr P
L Hok aura 3

_fas |1
2 I 2
nEurs E |
Don'k kaow 4
Pomments {m.g. type af pravisian mada): R, g o ) W |

Describe how yvou felt/reacted when you discoversdswere told |
of the child's impairmBAt ....c.ecessrcsrssscotranananantannss

llllllllllllll i B i 4d 4444 +8 43 B0 B0 ErErerer kAP ERFSAALAaE 0T R

[ o8]
[
o

40

41

42
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Ti.

T4,

5.

Comment= by respondent onm QUESEIONST L.iiiiiiiisisaaiedsasians

ExE s EeEmdisgddddd@ I I e er e EEEEEEE R R R TR T FY TSSO R E kL
..........11..-......r.r..rina-------r--r--r-|+-|++‘-‘-ld-llllllll
Commeats by respondest on QUesSLlonDaires c.ccacaaaacarss

|J|.|.......-'JIJ-J-|-|-.-|-.r.|-||.llllllllllll1l111‘+'l-ll-lll

Conments by fleldworker ¢n all aspects of the intarviaw:

_____ e i A L& E E EEEEE@EESEd+F EI EEEEmETEE e nk BFEEIEE N dd kA EE
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AHHEXDGRE L.

PEETORIA AND HORTHERN TRAMSVAAL SOCIETY FOR MENTAL HEALTH

Fundrelsing numbazs 02 200155 000 1
COWMSTTTUTION

HAME AHD TACORFORATIONW

The Society is koown as the PRETORIA AND WORTHERN TRANSWVAM SOCIETY TOR
MEHNTAL HEALTHE. It is a juristi¢ pecson which can act ilodependenlly a3
plaintiff or defendant in lawsults, c¢an obtain gr allenate property.
acguirs loansg, 1Hc1hrﬂﬂhiﬂ__EEﬂ__:LiELLLI_Ei4__EEI____EE______ERHEIEILEL
appoinkt ardsor digmiss staff, provide sacurities and Indemmities and

m_all i el pthorized by ita.jimﬁ_jnﬂ_ni

AREA DEFINITION

The area where the Sociercy operates and c¢eoatrlbutlons are calsed, in-
clodes tha following magisterial districts: Fretorla, Cullinen, Brits,
Bronkhorstspruit, Groblersdal and Warmbaths.

LIAISON

The Socis=ty ia affiliated to the Seuth African Wational Coancil for
Mantal Health.

The constitution of the Society and the boundaries wherein it operates
will ba szubject to the approval of the Bouth African Naticmal Council
mentioned. After its Anmoual Genscal Meeting, the Society sends ika
Annual Report acd hAudited Financial reports to the Gouth African
Hational Council for inspeckiea. All matters pertainming to Hational
Palicy are sectled by the BA Waklonal Cpouncil and a.l Btate Departments
and other Wational Organisatieons ars approached ia this way by tha SA
Warioral Council. To engure unifoarmity, all the literature, except for
local convening for funds, is referred ke the S5A Hational Council for
informakion before it is circalatsd., BSubject to the above, the Society
pperates entirely autonomously.

AIMS

The aims of the society 2re o undeartake any work which promotes the
followlng:

The proservation of mental healkh in the community:
The prawvantinn and alleviation of mental disabilities and dlsturbances:
The iavestigabian., treatment and care cf those wha are suffering from

psycho-patholegical eonditiona and supervision of people auffering frem
mental afflictioni:



4.4

4.5

4.9

4.10

4.12

)

The care, training and supervision of mentally disabled people;

Provision of gervicas in aid of children, juveniles and adults who dis-
play symptams of behaviocural problems;

Istaniiahing group-houses. workshops apd service cenfres where feces-
sacy!

Pravision of fogd, mesla, accommeodation, clothipg and other necessities
pid facilitisme &0 mentally disabled peccong:

ilz

Obtaining and distribution of realiable information ralating to mantal
health;

Seimulation of interest of the community la memtal health by oeans ot
guitable communication aad public relatlons;

fo-operation and affiliation with organisations and bodles with similar
aims, should le be deemed necedgary:

The establishment of autonomous Mental Health Bocletiea and Brapch
Qrganisationg amorg all populabion groups;

The undertaking of any task or action which promoces the alms of the
Saciaty.

MEMEEESELF

The Society coosista of menbers, life-long meabers, honorary membors
and repreaentative members subjest to the approval of thae Exacutive
Committes.

Membars

Any person whe applies ia writing for membership is deemed a member as
long as membership fees are paid. Membership feez to be determined
from time ko time by the Executive Committes, Members are entitled to
participate in and to vote at Aooval General Meetlaga.

Lifa-ong HMembers

A person or an organisation becomes a life-long member om payment of
such life-long membership taes as detesmined by the Ezecutive Commit-
Coe. A life-lporg member has the dame rights and privileges wu= en
ordinary member.

The Executlve Committee can pame membeara who have done waluable wark or
render services ta the Society, as honornry president, hopozaszy vice-
preaident, honorary psychiakrisk, honorary psychologist se honorary
membar, Honorary menbersz of Ehe Sociaty enjoy the zame rights and
Frivilngn; as mambars.

ngrn;ﬂn+ntivn Manbhera
Any centre. crcarigation or busiress wishiag te work togather with the

Sociekty may épply For memberzhip subject te the approval of the Izec-
utive Commiktkee and chocse a representative (with an altzroative ra-

233



T.1

7.4

Id.

presentative) who enjoys the same rights and privileges of a member a3
long as the centre, organisation ar bhusiness pays the membership fess.

ORGANISATION

The activitles of the Socieby are controllad hy the follewiagt
An Executlve Commitbes

which iz chosen by members at the Anoual Geaosrsl Meeting;
Eub=Committass

which are nominated by the Erscutive Committes aAnd fall under direct
control of the Executlws Committear

COMPQSITION AWND DUTIZIS OF COMMITTEES
The Executive Committes consists of:

Chairman

Vice-Chairman

Fonorary Treasurer

A maximum of eleven (11) members of the Soclety
Eix [B) ko form a guorum

® F ¥ & ¥

Tre Executive Committes
Tha work of the organisation shall be carrled oJut by the Executiwve
Compittes =2m it may cousider wecessary and proper subject to the

provision of its comatitution.

The Executive Committes bas +the righk ks F111 wvacancles on thae
Exgcutive Committes by co-opting meshars af the Society.

Sub-Comnittraes

The Executive Committee can appoiast meambers of 1ts swn or nenbers of
the Society &3 sub-commictee members.

Sub-Committess shall minute all meetings and submit such niautes ko the
Executive Commiztes.

TEEM OF OFFICE

Members of the Executive Commikkes and its asub-comrlittees sezve trom
the date of their appeintment to the nextc electlon.

FOQREFEITURE OF MEMBERSHIF

Membership of the Executive aod aub-committees will be forfeized if the
member neglects to attead three conzsedutlve meetings witheus leave of
absence.

WOTES

411 attending meambars hawe ane wobe, Ia cage af =2gqual weting. the

232



11.

11.1

11.1.1

11.1.2

11.1.3%

11.1.4

11.2

11.3

1l.4

11§

preciding chairman will have a deciding as well as an ardinary vote.
HMEETIHGS

The Annunal Gemearal Meating of Ehe Society takes plage a3 3008 a3
pogsibla aftar tke 31 March., hunt not later than 30 September. Tha
guorum for tha Amnual Gensral Maating ia Fifreen (15} memhars present.
The Chairmas cccupies the chair and In his ahesance. tha Vice-Chairnan.
In the abseuce of both tke mestlig alects a chairman. The Esllowing
maLLers are dealt witzh atz the Anaual Canmsral Mooting.

Submiszsion of the Anaual Report and Auwdiled [inanclal report:
Appoinement of honorary auditar and honorary legal advigoe:

Elactior of an Ezxecutive Committes with Ehe ugual majority of wates
from a list of aominated members. The wrikttena nominaklans must raach
the Director three (3} days before the Apnual General Meeting. Any
person who is nominated for a specific task and who is not elected can
irdicate werbally, personally or through an authorized member whether
hefshe i willimg or aot to be eligible Ffar ascther task or as a member
af the Executive Committes;

appointment of representakives ko the Souch African Faticmal Couneil
for Mental Health.

A Gpacial General Megeting cf the Socisty will be arranged by the
dirsctor on instruccion of the Executive Committes or on request sigoned
by at lsasc seven (7)) members of the Soclety im which the natare of the
busingss to be discussed will be szplalaed. The chairman af tke
Gociety occupiea the chair and in his abgewce the wiceg-chairman. 3uch
meetings ashall oot ba ablas to dlscuss notters of which notice was net
received bhafarshasd.

Meetings of che Executive Committes taka place ab laast aight (B} Elmea
a year. The chairman af the Sociaty will hold Ehe chaie ar in his
absence the wvice-chairman. If both are aszent the meetlag electa a
chairman from those members present.

Bepeal., anendment or addicion ta the Conscitutica may take place by two
Ehirds (2/3) majority of votes of memhers preaeat at any Anoual Gemeral
Meekting ar a B8pecial General Meeting of the society, provided Lhakt
written motice of proposals to repeal: amend, alter or add t£3 tEhe Con-
stitutiom, be given to the Dicester kbhree (3} weeks before the dakte of
the meeting at which such proposals ars ko be dealt with and zhat the
propeded changes be lacluded with the motice of auch a meeting aad tne
Agenda circulated, provided that such repeal, amendment or additions
shall naot be proposed before the Scuth African Wacional Council feor
Menktal Health has been consulted and such vepenl, asmendment or mddi-

W het f Inland B nue .

Tha quiqt? can bhe dissclved whan two thirds (2/17) of tha mecbaors pre—
sant at amn Annual GCenmsral Hnntinq =1 Egncinl GCanaral Hnnting callad
with +ha aim Fa dig=salwa i, wvobta in favanr af Fha disasalubian. At
laast twanty—oma (21} days nontica shoold be given af fuch a meebing and
the mnotice shall state <lescly that the Jdigsolukbion of Ehe Fociety and
Ehe disposal of assebs will be dealft with., TIf a guorum is aot present
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1i.8

12.4

12.5

12.5

12,7

-4.8

at such a meeting, the meeting i3 adjourned for at least cne waek apd
the members atcending such an adjourned meseclng form a guorum.

When the Socisty is dissolwed say assecs that remaio after debts and
liabilicies have been settled become the property of the Sowth African
Hatlonal Council for Mental Healzh.

If the demands of the dlasolusion clause are ot complied with then khe
directoer of Fuad Raisinq receives power from the Executive CommitEsa k3
decide on the assets in agreement with the aime of Che Comstltutlon.

Hotices of all meekinge must be posted to each wember's regiscered
address as follows:

At least 21 days kefore the date of the Aonual General Meetiag)

At leaar 21 days before the date of the: meetiag far the purpose of
diaggolving tha Bacisty:

At least 14 days befors the Jake of 3 3pacial General Meesting:

At laast T days before big Adaka of 5 meerbing of the Exscutive Committes;
At lease T daya befora a data of a meeting of a sub-committee:

FIMANCE

The financigl year of the Soclety extends Ifrom 1 April to 31 March.

Afrer lesulng of recelpts for memnles Tecelvwed. the Executive Committes
must deposit all such momies in & bank account or any registersd Sinzoe
cial fanstitution chosesn by the Exscutive Committee.

Aooount hook= shall eshow the sxact financial ekaks &f affairs of kha

Sociaty with regard to all parkiculars ceaceraisg praperty acguiced ap
2ald)

Homlnate ak least twc {2} officials whe a3ign all chegues. bills cf
exchange of any nature of the Gocliaty.

Gee to it that all accounts, books. registers and minutes of meetincs
are open ko inspection at any time,

Ensure ‘hat the Ansrusl Report, Audiked balance sheeta, 3statementa of
income and expenditure, oot audited by a member of the Executive Jan-
miet e, are suhmitted not later than =iz (6) montha after the 2nd of
Eh- timancial wyear of the organisation, to the director ot Fund Raising.

4 Py 1

Sgciety and pe momber shpll be epriched prowvided that reasonable

£ e i

gor:chmant.

The Society will espdeawour to wgiliass at leagk 75% of lta nekbt iacome
imn the furtherance of ita aime ia the bwslwve (121 moankha followiag the
finanrial year within which such income waz received.
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13.

13.1

13.5:1

13.1.3

13.2

13.2

13.3,

13.3.2

13.3.3

13.3.4

13.3.5

ERANCH ASBCCIATIONS AND AFEFILIATIONS

The Saciety may establish branch asscciaticns within the area af Loz
3 isti a i iong as affiliaked pryanigacions
of the gegiety provided thaky

The =ima =rd Ffupckions of such a byonch aggociasion or affiliated
or igaki i 9of the Society;

zilrut of such  brangh aszuciatioog oz allfilialed
grganisasions are accepted by the Execubiwve Committes;

Prior consultatiaon wikth the Seuth African Matippal Coungil for Mental
Healzh hag taken place;

Bubject ko the EIﬂ?l&lﬂnE_ﬂi_Eli1E1_lﬂ;1_jﬂﬂh_hIiLEh_jﬁiﬂElﬂtlﬁﬂ_ﬂ_ﬂ
affiliated grganisations will act autonomcuwsly and will be reaspansibhle
for its organisation management and finances. The Bocimby is anbitled
to recajve rapores of activities, fupctions and fipapces of such Branch
Associations and Affiliated Societiegs:

= 3 1 xizkl Ar
Provisions. the Eocieby may conclude wrltbter agreements wikh branch
siakz il £ iong wi regard ka:

Fundeaiging and the secegoary contrgl exercised by the Socisty:

RearosgsnkEablisn on Exacutive nmittes af the ()1 -

Financial relations berwepn Organisatign, branches apd attiliated
2rganlsaclong;

24 latl I s dsatan c : = Lat] 1 arriliated
organisacionss

Any other matter with rggard to the co-opgration botwesn tho Zocigty.
branch associaticons and aff:liated orgamisaticns .

NOVEMEER 19BA
EyE/mwsi01L16
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