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ABSTRACT

The development of Tlifestyle and coping patterns in families
with a mentally handicapped child is the subject of this study.

More specifically, four main issues have been explored:

a. Parental process of adaptation to having 4 mentally
handicapped child.
b. Parents’ willingness to acknowledge the influence of the

child on the family as a whole, and/or on a particular
member of 1t.

¢» The impact of the mentally handicapped child on his parents’
relationships with community support networks {relatives,
friends, neighbours and professionals).

d. Parents' attitudes and plans fn regard to the mentally
handicapped chiid's future.

A descriptive longitudinal cross-sectional design was adopted to
tacilitate anmalyzing the long-term impact of the wentally retarded
child on the development of Wis family lifestyle and the parents'
coping patterns.

Two groups of parents were identified according to the age of
the mentally retarded child. Group A conststed of thirty couples
with a pre-schoc. :%11d {aged two to six) and group B which
comprised thirty wgles with a mentally retarded adolescent or
young adult {aged 16-30}.

Mothers and fathers were interviewed separately by the
researcher, who used two research tools: the Questionnaire on
Resources and Stress and « specially designed interview schedule.




Comparisons were made between the iwo groups of parents (i.e.
the parents of the younger and the older children) and for mothers
versys Fathers. The influences of child and family characteristics
on parents' opinfons in regard to the four main areas of the
resgarch study were explored.

wnile many of the study findings served to confirm the results
of cartier investiyations, they, in addition, provided data for the
speparsher Lo rostulate & longitudingl model to ittuminate the
prazess of  faedly  adaptatios to  the presence uwf a menlally
nasdicapped child. Thes, on the basis of the findings and in the
Tiget @f pardier tavory praposed by past researchers, the writer
adeanios o endel which coxdines Melubbin and Pattersons double ABLX
fea~medes (1000} ang Blacher’s stages formula (1984).

ine rew cetdroed oodel sugrests three phases through which
parsats of 3 rentdldy nandicspped child have to pass in the process
Mg b3 Resing cazh g hilds

[

Caratly, e ynitisl crisis rosponse. Results of the research
atude Pivengl EMat Ehe prosentation into the family system of the
Iy rardicapped ebild was such 3 stressor event that existing
resosraet conld nat aveid a severe erisis for the mejority of the
pareeds, Shogk and disheliof, which were the most cowmon feelings
auupant Pareats, represent their severe emoffonal situation at this
initial stoge. Although as  already mentioned, parents' initial
roagtions were Simflar, their ability to overcome the acute crisis
differed,

i1

The second phase seems to start when the parents begin to
assimilate the reality of their child's problem and to develop a
mwore realistic approach to the situation. This may be considered as
their first attempt to accomodate to the new demands. Such an
approach creates a change 1n parents' feelings: from shock and
dishelief, to anger, disappointment and guilt feelings or denial.
Thus, parents who overcame the initial crisis still tended to deny




i1

the reality of the child's problem by believing in nis ‘eure'. ) <

Moreover, the pavents of he younger childeen {comparsd o the )“a :‘
parents of the older enes) tended to dony the impact of the chils on “\“n'é‘ M
their family as 4 whole, o0 o o particedar sesber of §L, Hewover, qu
the recognitten abt this stage of e full meaning of the child's 5
proplen Exaditated e grewtt ant dewvelopreat of parsetal geping 'Iw‘:",

: o%

parkerns gad therely enablod Mo farents to sshdese 3 eertain degree
of asaptation irnase Woree -~ adzuntoomt 30 aueitates ),

7
The fimdinas on ans Syt qave sevealed ohiat A0ICaEs 10 B0 9 ——

ceraPnt sl Dinka e felweed garieys opied Jatteens. 1 3% dgund :

brat pawents oF adalevceedn aod oamg atdd e wbn already povipheed i

the w2ilaty of tne o Ch weee 8190 gwste @ NLL BT gn el

@ g
the Famaly an 8 wloBe, eomy o0sZeRg M0 ebia’s opnetal eeeds, &

e PROrZI AL o ealen A7t Sweranan ot Sabg e outerd on tee family

I \‘:} in grier 40 rpel genae tammiy cames 4 anieraluenly

"\f(_ TORLRINS RGBT 0RASE. B R B S o I A ] s
- é/ SErREEed aee FOE aymiT R le ue e L rueity, 8 piieewp o tep [
[RRR GRERnnen R RPN L b e Frade, Teci ave sedleried avira Lo
g ‘ SR IR bR g [peretn’ gRNER LN Giadedy parn] qrotenyicos] .
:: o Lekg, o Bromey g wn oty w gl gl fealth rorviges atfeyts .

Logaen A

[

a8l . faturs gud et gbIlity tn

B Plas peashacaliy for ybo 80Emsoge 61 wyn found (ARt the @a)oetty of H o
o g parents pspeecnd wrty B §e33ed T the (ild's futeve, only p !

sl Mbenraks Lake geartizal atepn By saying ooney o by ! .

peqislering tie oiiid For ge Inotitutios. Plaaning for the foturp L

seemed e ey arhate stress for ooy pareonts glthough the reasens R
are Gifferent aueemting to the ehild™s s, Tees, shatever the
chiid's aqe they prefer to aveid duing o,

3 Thie Findings at the stwiy alsh man{fest en gpparently scquential
” Yinkage from one parental coping patiern to another. Moreover, pach
coping pattern soems to have an Influcece on family Yifestyle. It ;
o - was found that the atmocphere in the families of the older children I
: tended to be melancholic and the general atiitude to Vife was oo
! pessimistic, The attompt to cope with the child's problem scems to !




intengify the family interrelationships. It also stimulates an
inward-focus of the family's activities and goals, Moreover, the
burden of care for the chiid which contributed to the development of
the faregoing lifestyle characteristics, alse influences parents’
relationships  with  the outside world.  Being  depundent  on
professiond) belp limits pareats® social and geugraphical mobility.
There is also @ tendeacy among the parests of the older children to
avoid soeial contacts.

The study findings a1so reveal the difficulties that the parents
of tha older children nave in maintaining exteraal relationships. It
was found that over tne years of rearing the mentafly handicapped
¢hild within the family, the poreats, -nstead of utilizing external
suppor: networks, tend to rely on familial internal resources. This
s1tuation probahly ¢reates g strengtheming of the internal resources.
Howaver, ot the S g, 3t Jumts the parents' ability fo accept
outsiders® help and support, and thus, ingroases therr feeling of
joneliness,
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CHAPTER 1 kA

INTRODUCTION e |

1.1 INTRODUCTION

The fmpact of mental retardotfon is never restricted only to R
mentally retarded individuals. Members of the immediate and extended v
family are also affected to varying degrees, the effect being hoth
raciprocal and circular in terms of the child and family.

¥hitst fawilies are affacted by the presence of retarded children
s0 too are the children affected by their families' reactions and
responses to the situtation. Indeed, satisfactory cmotional develop-
ment of mentally retarded chitdren may be dependent among other
things upon the parents' reactions to them.

An overview of the relevant literature reveals that after a long
period of attention focused on the wmentally handicapped child himself,
shift was recently made towards recognition of the need to study the
effects of the child on those sho have persang’ relationships with e
him, namely his tamily members. o .

Existing knowledge on the impact of the mentally retarded child X
L on his family may de obtatned from three main sourtes: 1) <tudies, .
. diaries, artitles and books written by parents of mentally handi-~
: capped children (Wilks, 1974; Hannam, 1976; Featherstons, 1980;
Buston 1981); 2} clinicatl ubservations and experiences; 3} empirical
studies (Blacher, 10847,

.

Data derived from tha abovementioned sources may be grouped ‘ 5y
according to some main charasteristics: i

a. In mony stugies the Information was obtained only from mothers !

of mentally retarded children. Fathers and siblings were not ;

oo included in the samples and the wmothers were considered to (

represent the fdeas of the whole family. {Farber, 1960; Cummings 1

et.al., 1966; Kennedy, 19705 Mercer, 1974; Voysey, 1975; Holroyd
at.al,,1876; Glendinning, 1983; Beckman, 1983},
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The focus in the wajority of past studies tended to be on the
attitudes and reactfon. * parents of young (pre-adolescent)
children (ages 2-16), {Fari-.. 1960: Fowle, 1868; Hewelt gt.al.,
1970; Gunz and Gubrium, 1v-2; Voysey, Y783 Friedrich et.al.,
1983; Beckman, 1983).

Perhaps becouse dysfunctional families are particularly notice-
able in social and health sorvices, much of the literature on
families with handicapped chitdren is centred around the catas-
trophies that can otcur in such families. Only & few recent
research studies focus ottention on parentel competence fin
coping with the descreibed wrisis sitwations. (Hewett ¢t.3l.,
19703 Voysey, 1476; Pattersos and McCubbin, 1983 Kazak et.al.,
1@34; Zollinger Giele, 19845 Patterson. 1986).

The variations which wore found in pavents’ reactions to having
@ mento 1y handicanped child led somo researchers to ¢lassify
the varfous attitu and tatterns of behaviour {nto clusters
each  one W reprosenting  certain related parental
reaetions. Tease  1.nters helped to clarify differences between
parental ceartior  which somotimes appeared ta be simitar for
all the javents : mentally reterded children (Farber, 1960;
Hutt and Gibbw, Leby fan Mink ghaal., 1983).

The clustes., altnough helping to emphasize the differences in
parental reac o to having a mentally handicapped child, did
not facilitat dyrawic description of the changes in parents’
attitudes, orive a parent has been classified according to bis
reactions at A certain  defined ¢luster. Some researchers,
however, adapterd a developmental approach to this subject and
made an attempt to describe the various changes in parental
reactions over the years. Most of these studies beld the idea
that parents' reactions to having a mentally handicapped child
represented a stage in their efforts to adjust to the situation.
Thus, 1t was postulated that certain reactions are typical of
each particular stage and when analysing these reactions one can
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(b}

o

identify the stage in which a particular parent finds himself in
an ongoing process towards a certain degres of adaptation. These
studies can be seen as the forerunners of a more dynamic
developmental approach which, instead of stressing the segative
influences of a mentally handicapped child on his family, have
tried to positively 1lluminate parental ways of coping with the
situation {Blacher, 1984),

An overview of the various studies, which were classified
according to their main characteristics, clearly reveal that while
certain issups have received quite a jot of attention, other areas
seem to have been neglected:

(a) There are only a few studies in which both parents partici-

pated and were separately interviewed.

Even when parents of older children were included, the maxi-
mum age of the child was around 20 years. No evidence could
be found of a study on the reactions of parents of young
adutts (above twenty years old} who still live with the
family,

"Despite the acknowledged importance of the fomily, we Know
retatively 1ittle about the functioning of famities of
retarded children. Perhaps the most critical shortcoming is
the lack of prospective longitudinal investigations detail-
ing familial adaptotion and functioning from the time at
which retarded children are fdentificd® (Crnic et.al., 1983,
p.125). In spite of the development of certain research
tools for measuring stress and coping patterns in families
with an exceptional c¢hild (Holroyd, 1974; Patterson and
McCubbin, 1982) 4t seems as 1f these rescarch tools have not
yet been used in studies designed to measure the 1ifetong
impact of the mentully rotarded child on his parents.

The present study was designed as an attempt to 111 the sbove
described void 1n this parvicular area. Its overall and specific
aims will be discussed in the following section of this chapter.

i
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1.2 AINMS OF THE STUDY

The over~11 aim of this research study is to investigate the Tong-
tarm impact of a mentally retarded child on the development of
parental coping patterns, and on the Yifestyle of his femily. In an
attempt to systematically investigate this overall afw, special
attention was invested in the following areas:

(a) The stages in the process of parental adaptation to the stress-
ful event of having a mentally handicapped child,

(b} Parental acceptance of familial special needs or problems
resulting from having a mentally retarded family member.

{c) The impact of the mentally retarded child on his parents' recip-
rocal relgtionshlips with familial, informal and formal social
supportive networks.

{d) The nature of parents' attitudes and practical plans for the
mentally retarded child's future.

It was suspected that & relationship oxists between the age of
the mentatly retarded child, the reactions and behaviour of his
family and the ways in which the child is treated. Familfes with
mentally retarded toddlers and pre-school children were suspect-
ed to be in a stressful erisis situation. This situation may
change over the years fowards increasing adaptability to the
fact of having such a child.

The decision about research methods must be related, of course,
to the aims and assumptions of the particular study. In addition,
the theoretical concepts on which the study is based must be
taken into consideration, In the following section of this
chapter, two rolevant issues will be briefly discussed:

*  Characteristies of moderately retarded children, adolescents
and adults;

*  The family )Mfecyale.

wy_h
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1.3

THEORETICAL CONCEPTS FOR STUDYING FAMILIES OF MENTALLY
HANDICAPPED CHILDRE:

Characteristics of moderately retarded chiltdren,
aiolescents and young adults

In order tc¢ discuss seme of the characteristics of the
moderately retarded chile, adolescent and young adult, and the
implications of such children for parents, some basic concepts in
the field of meatal vetardation wust be defined.

{a) Menta] Retardation

The term is used to refer to 8 varfety of physica) and
mental conditions. Howaver, there is lack of agreement
throughout the world regarding the designation of persons
who are mentally handicapped. This confusion applies to the
collective term for mental retardation as well as to the
terms for 1ts differemt levels. For f{nstance the terms
"mentally deficient”, “mentally handicapped”, ‘“mentally
subnorma'®, "mentally retarded", "feeble minded" etc, are
mentioned when referring to  the total group whose
intelligence quotient falls under a certain defined level.
{Report of the Committee of Inquiry finto the case of
mentally deficient persons, 1967).

The most widely used definition of mental retardation was
pubiished in 1977 by the fAmerican Association on Mental
Beficiency. Montal retardation according to  the AAMD
definition “refers to significantly sub-average general
intellectual functioning existing concurrently with deficits
in adaptive behaviour and manifested during the develop-
mentat period" (The upper age of the developmental period is
set at eightecn).

The most common British definitfon, based on the Menta)
Health Act of 1859, rofers to severe subnormality {rather




than mental retardation) which is described as a state of
arrested or incomplete development of mind which includes
subnormatity of intelligence and is of such a nature and
degree that the patient 15 dincapable of leading an
independent 1ife or of gquardirg himself against serious
exploitation or will be incapablp when of an age to do s0."
Less severe retardation is referred to as subnormality
defined as a condition "which {includes subnormality of
intelligence and is of a naturs or degree which requires
or is susceptible to medical treatment or other special care
or training of the patient" (Edgerton, 1979, p.12).

In South Africa, the term Mental Retardation refers to a
specific and limited aspect of the man's mental function as
specifically defined in the Report of the Commission of
Inquiry on Mental Handicap, {1965): “A mentally handicapped
person is someone who by reason of an arrested or incomplete
development of mind has a marked lack of intelligence and
efther temporarily or permanently inadequate adaptation to
his environment". This definition presuppases that there are
three essentjal features of mental handicap, namely: 1)
arrested or incomplete development of mind; 2) a marked lack
of intelligence; and 3) inadequate adaptation to the
envirgnment.

1t presupposes too that the characteristics of mental handi-
cap are not necessarily 811 permanent, It iz well known that
in the general sense in which the concept is used, no cure
for a mind which has not developed adequately, nor for a
marked lack of intelligence can be expected. Nevertheless,
it is an accepted fact that many of these mentally handi-
capped persons (especially the subnormal ones) overcome
their handicaps to such an extent that they are able to
adapt themselves to their environment reasonably well. (The
Committee of Inquiry into the care of Mentally Deficient
Persons, 1967).




(b) Types and Jevels of retardation

There are systems of classification based on symptoms and
others based on causation, but the most widely used
classification refers to the severity of the intellectual
handicap. According to the AAMD system which 1s used
throughout the world, the following categories exist:

mild retardation (1Q 55-69) moderate retardation (IQ 40-54)
severe retardation (IQ 25-39) and profound retardation (IQ
less than 25} (Edgerton, 1979). The differences in opinion
regarding the grading of intelligence levels depend on the
tests used, the subjective opinfon of the person meking the
assessment and some other factors. In South Africa the
following classification (based on the tests used by the
National Bureau of Educational and Social Research) was
suggested by the Committee of Inquiry into the care of
Mentally Deficient persons, (1967): "Our definition of
mental handicap appiies 1o the group of children with 1Q's
that fall between 0 and approximately 79. The IQ's of the
mentally deficients fall between 0 and approximately 49. In
other words 211 mental deficients are mentally handicapped
but only some mentally handicapped children are mentally
deficient" (p.2). The classification of 9Intelligence
according to the abovementioned Committee was: Subnormal
{60~79) Impecite (25-48) Idiot (0-24). However, today in
South Africa the AAMD classification is commonly used by
professionals In the field of mental retardation. It must be
kept in wind that classifications based on 10 levels,
although wmost commonly used, represent only a specific
aspect which does not always have the same meaning for
different 1ndividuals.  Thus, anotner classification Ts
suggested by the Committee (1967). This classification is
based on habilitation possibilities of the individual.

However, not al1 mentally deficient children can be educated
or traimed. There are children with higher IQ's who are
unable to profit by the scholastic training provided by




special schools. Thise children are classified as “trainable"
rather than “edw 4ble”. The Committee report (1967) states:
"when the term "trainable child" §s used, it has a definitive
meaning that fmplies different aims from those involved in
so-called "educable children", whose educational objectives
are Tinked up with the learning of subject matter of a more
academic nature” (p.4).

{c) Pathological causes

Another classification of the AAMD which has been widely
aucepted §s the medical classification system based on
physical and aetielogical factors. The categorizs ave 2s
follows:

(1) Retardation caused by infection
(i1} Retardation associated with disea.e or intoxication

(111} Retardation associated with trauma or a physical
agent.

{iv} Retardation associated with disorders of metabolism
{v} Retardation associated with growth

{vi) Retardation associated with prenatal condition (Hutt
and Gibby (1965).

A category relating to the time of the occurrence of the
condition is another way of identifying factors related to
cause. The three categories are:

{i} Prenatal factors (Infections, Drugs, Radiation
Genetics, Metabolism)

(#1} rerinatal factors (Prematurity, Complications of
labour and delivery)

{111} Postnatal factors (Acute filiness, Trauma, Progressive
disorders, Lead poisoning, Deprived environment)
{Fleming, 1973).




(d)

Finally, it should be noted that it is not always possible
to fdentify a specific biciogical aetiology for a clinically
retarded child. There are still many cases vhere the
determining cause is difficult to identify and even after &
careful clinical assessment, tests and observations, the
cause remains unknown.

Incidence and Prevalence

It §s not possible to give an accurate account of mental
retardation due to the difficulties {nvolved in msking a
definite diagnosis of this condition early 1in a child's
1ife. However it has been accepted that most cases of severe
mental retardation should normally have come to light by the
ages of fifteen - nineteen years and that their total number
then closely approximates to the true prevalence of that
condition. In England, surveys which were done in 1977
suggest that the prevalence rate for all ages is between two
and three per thousand (Heaton Ward, 1977). Mercer {1966}
found the following rates in her case finding survey: ages
0-4, 0.7 percent; ages 5-9, 0,54 percent; ages 10-15, 1.15
percent; ages 15-19, 1.6 percent: ages 20-24, 0.90 pe-
cent; ages above 25, 0.13 percent. The Commitkee of Inquiry
into the care of Mentally Deficient Persons (1967) estimated
the number of mentally retarded persons who are six years
014 and over as three to four per thousand. The total number
was between 10,608 ~ 14,144 mentally deficient whites.
Using their estimation means that if the white population in
1964 was approximately 4,500,000, then the estimated number
of mantally deficient whites will be between 13,500 - 18,000
persons, In 1967 only 5,516 persons have been formally
traced and the Committec states that "the fact must be faced
that the actual number of mentally defictient chitdren and
adults {s far larger than the number known to us" (p.1l).
Surveys have tended to show a higher prevalence among the
male popuiation than among females. The only clearcut diag-
nostic category possible in most of these surveys was Down's
syndrome, The incidance rvate of Down's Syndrome in England
was 1.8 per 1000 births. In 1971 8.6% of all retarded people
in Engiand were Down's Syndrome cases {Heaton-Ward, 1977).
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{e) Characteristics of moderately retarded children, adolescents

and young_adults

Mentally retarded children are not equally deficient in all
areas. Not only is there general variability among the
children in a certain category, but there s also consider-
able variability withia the same child in terms of various
characteristics (Hutt and Gibby, 1965). "As all measurements
are based on a continuous dimension, individuals in the
upper range of one category are hardly distinguishable from
those at the lower level of the next category. Some of the
moderately retarded therefore, demonstrate  behaviour
patterns similar to those of some of the severely retarded,
while others more closely approximate the mildly retarded"
(Begab, 1963, p.24). In the following section, special
attention will be given to the characteristics of the
moderately retarded ¢hild (as the mentally retarded children
of the parenis whe participated in this study were defined
as moderately retarded).

According to Begab (1963) the "average moderately retarded
“traimable" or semi-dependent c¢hild refiects growth and
behavioural characteristics that differ in some respects
feom the other retarded subgroups. Most of these children
can be identified as retavded in infancy or early childhood.
Usually the family physician or the mother is first to
recognize the lag in development. The young child is slow in
learning to walk, has poor motor coordination, minimal
speech and 1ittle communication skill. As they grow older,
if appropriate training is provided, they acquire language
and communication abiiities and are fairly capable in areas
of self-care.

Functional academic skills are generally beyond their
capacities, however some have sufficient wanual abilities
which enable them to contribute towards their self-support




through sheltered employment. "Moderately retarded indivi-
duals usually achieve their maximum potential 1f they learn
the basics of self-care, a degree of social behaviour and
some semblance of independence under structured supervision”
(Fieming, 1873, p.57). "Tratnohle" persons evidence a wide
range of behaviour, sometimes organically induced, at other
times functionally determined. For example, where there is
brain damage, *ehaviour 1s often excitable, unpredictabie
and difficu)t to control. Others can be highly tractable and
responsive and can be taught acceptable conduct.

Wnen the behavicural characteristics of the moderately
retarded child are noticeable, and when in addition the
child has physical problems, he might suffer from a lack of
self estoem, Generally, the moderately retarded child is
capable of developing a self concept; thus it is important
to help parente to understand that their attitudes toward
the child wil) affect his feelings about himself {Fleming,
1873}, It is difffcult for moderately retarded children o
reasonably Jjudge thefr emotiona) feelings and attdtudes
towards others. Thus, many of them are self-centred, tend to
seek fmmediate satisfection and have low tolerance far frus-
tration. The behaviour of moderately rvetarded adulescents
and adults is childlike: some are bedwotters, thumb suckers,
some masturbate ofter. or strive constantly for attention.

hecording to Begab {1963) one of the most pressing of paren-
tal conceras 15 the fear that the moderately retarded
adolescent or adutt witl engage in delinquent bebaviour or
social misconduct, Actually, moderately retarded persons are
seldom fnvolved {n crimes and although they are mature in
the physical sense they seem to have 1ittle interest in the
opposite sex. Sometimes gestures of affection are misinter-
preted as sexually motivated when engaged in by trainable
youngsters and adults.

)



Begab  {1963) concludes his discussion about moderately
retarded persons stating: "most significant in cases of
successful adjustment was the extent to which parents
accepted their retarded child, Those who are given the help
they need gatn in selt contidence, show & greater tolerance
for frustration, and evidence a much wider @nd more
construgtive interest in the world about them" {Begab, 1963, AR
pp. 27-28). o

1.3.2  The Fawily Lifecycle

One of the most impressive features of family interaction is its "
complexity ang variety. Moreover, family behaviour varies across 3
social~cultural groups and among families within a given demo- L

T graphic category. The family is looked upon also as the basic
1 unit of emotional development where phases can be identified and
pregicted. Thus, tne family developmental approach views the
family as a small group system, intricately organized interna’ly
into paires positions of husband ~ father, wife - mother, son -
brother an¢ daugnter - sister. Norms prescribing the appropriate i
N role behaviour for each of these positions, specify how recip- !
rocal relations are to be maintained, as wel) as how role
behaviour may change with changing ages of the occupants of
these positions., This intimate small group has a predictable
natural history designated by stages beginning with the simple
fwsband - wife pair and becoming more and more complex &s
members are added and new positions created.

N The family Js an arena of interactive persenalities each

striving to obtain satisfaction of his desires. In some stages
b P of development parents and children are good company, at other
stages their diverse developmenta) strivings may be strikingly
incompatible (H111, 1965).

Within the past gencration, the changes in family 1ifecycle
patterns have escalated dramatically, due especially to the




Tower birth rate, longer 1ife expectancy, the increasing divorce
and remarriage rate, the changing role of women, and immigration.
The recent changes in these patterns make the task of defining
the normal family 1ifecycle even mere difficult, (McGoldrick and
Carter, 1982). Thus, one can find a variety of ideas about the
stages occurring in  the family 1ifecycle among various
researchers. Anonq the varfous ideas, Hi11's stages in the
family 1ifecycle stress the parental aspect in family 1ife and
therefore will be introduced here. Hil1l (1966) mentions that of
all the children the oldest child’s development is the most
significant for the shift in role content in the parents’
positions since the parents experience new and different
problems at eath stage of the development of this child. He
suggests the following stages:

{a} Establishment (A newly married childless couple)

(b} ¥ew parents {Infant 3 years old)

{c) Pre-school family {Child 3-8 years 0ld and possibly younger
sibting)

(d) School ape family (Older child 6-12 and younger siblings)

{e) Family with adolescent (01dest child 13-19)

(f} Family with young adult (0dest child 20, until Ffirst child
leaves home)

{g) %amily as launching centre {From departure of first to last
child)

{h) Post-parental family, the middle years {after children have
left home until father vetires).

(1) Aging family {After retirement of father).

The view of the stages of the family lifacycle as distinctive
role complexes makes it possible to anticipate the content of
family interaction for each of the stages.

During the first three stages the family tends to be future
oriented, Tiving with rapidly expanding needs for shelter space
facilities, durable goods and means of transportatfon. Needs
press heavily on resources as the ratio of dependents to earnmers

. ol .y TN
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mounts and the volume of plans for the future is very high. The
willingness to accept help from the outside is also greater at
this perdod, In stages 4-6, the family {s more orjented to the
here-and-now, achieves some equitibrium of interaction but s
stilt pressed with high needs and inner conflicts resulting from
the complicated reletionships with the adolescent son or
daughter,

In stages 6-7, a slow decltine in pressure of needs on resources
occurs as the mother can more easily return to work outside the
house and sometimes the young adults are also contributing to
the family maintenance.

Stages 8-Y are the longest and seem to be considered very prob-
tematic, Although 1in wany cases the family at this stage
{especially in stage 8) enters intc & period of financial
recovery, the “umpty nest" represents & new situation for the
parents who after a long poriod of ratsing children have to
concentrate again on the husband - wife role. Thus, at this
staye the family 1s mainly oriented to the past, and if the
shift from old to new tasks is hard, the paremts will try to
maintain their old tasks by intervening in the lives of their
offspring who are sometimes already married and have their own
families. The atmospherp in the family at this stage is charac-
terized as being depressive, unless the elderly couple adjust to
the change and & new balance is created. Caplan (1982) adapts
Bunlding’s ideas, stating: "The family as a unit 1s continually
in transition from ong stage of the family cycle to the next, so
that % can never be in a static condition. Family tife is a
swiftly moving series of identity crises as members of various
ages are socialized into new roles, In addition to the identity
crises that stom From aging and individual pathologies, there
are externally-triggered crises. The “group cultures" created by
every family unit that 1ives together through time, provide some
security and stability for individual members" (Caplan, 1982,
pp. 277-208).




1.4

In conclusion, variation in lifestyle of tamilies can be caused
by the stages of family development, or social class. Buying
patterns, saving patterns and mobility patterns can be expected
%0 vary greatly over the family 11fe spon. Internal and external
relations and patterns of child rearing are o150 expected to
vary at cach stage ip the family lifecycle. “We can see the
family as a workshop »n social change®, (Caplan, 1982, p.208}.

DEFINITION AND USAGE OF TERMS

The following terms either have a specialized meening or roed @0
be operationalty defined for this study:

{a) Lifestyle - in this study refers to gener:! am: emotional
atmosghere, manners and patterns of behav. cur, attitudes,
expectations, norms and values.

{b) Coping patterns - problem-solving efferts wmade by an
individual or & group when the demands of o . von situation
tax adaptive resources, {Schilling et.al.., = 4). In this
study coping patterns refer speeifically t. *ae carents'
efforts directed towards selving probloms ... iwng from
naving a mentally handicapped child.

{¢) Stress - Catechis {1978} introduces Ennlist .~: iaglish's
dgefinition of stress as "a force opolic. 0 3 system
sufficient 1o cause strain or disorient.tion in e system,
or when very great, to alter it into o new form® p.12),

(d) Resources ~ according to Holroyd {1 “:) resourc:s refer to
an individual’s abitity to utilize Ry . or her cIping skitls
in & supportive manner for hoth self and family.

(e} Mentally handicapped young children - in this study this
term, as well as the terms "mental., retarded", “mentaily
deficient”, "disabled" or "trainable" refers to toddlers and
pre-school children {ages 2-6} with moderate to severe
retardation (65-35 10).




{f) Mentally hardicapped older children - 1n this study this
term as well as the abovementioned terms used for the young
children refers to adolescents and young adults (ages 16-30)
w th moderate to severe retardation (55-35 I10).

Unless otherwise indicated, when reference is wade to a
"child® in the body of this thesis, it means a mentally
handicapped chitd; similarily, unless otherwise indicated,
any reference to parents means parents of @ mentally handi-
capped child,
{g) Family ~ in the present study this term refers mostly to
mothers and fathers of the mentally handicapped children whe
were interviewed.

a

{h} Group A - parents (mothers and fathers) of the young mental-
1y handicapped children {term e).

{i} Group B - parents {mothers and Ffathers) of the older
chitdren (term ),

{3} Training Centre - In this study refers to the three day-care
centres attended by the mentally handicapped children of the
parents who were interviewed (Sunshina Centre, The Hamlet
and the Selwyn Segal Hostel).

(k) QRS ~ Questionnaire on Rosources and Stress. In this study,
the QRS {s used as an instrument to measure maternal and
paternal stress rosulting from baving a mentally handicapped
child, and ways of coping with such a stuation (see section
1.5.4,1 on rescarch toolsh

{1) Schodule - A rescarch toe) constructed for the purpose of
this study, used for the structured finterviews with the
parents of mentally handicapped children who took part in
this study. (See section 1.5.4.2 on research tools).

¥

ot



(m)

(n

The

(a)
(b}
{c)
{d)
(e}

High skilled fathers ~ fathers whose occupgtion is defined
as professional qualified and high administration, manage~
rial and executive or inspectory supervisory and thus non
manual {Higher and lower grade),

Low skilled fathers - fathers whose occupation is defined as
skitled manual.

METHUDS
research nethods will be described i- .he following sections:

The Research Design
Demarcation of the Study
The Sample

The Research Teols
Procedures

The_Research b

"Researchers who study families encounter perplexing metho-
dolegical problems, especiaily if they try to trace the
influence that family members have on one another. They
confront the prectical obstacles inherent in any attempt to
record behaviour of human susjects in their daily routines,
and they also grapple with several problems that arise from
the stngular character of family life" (Hess, 1981, p.207).
The confusion in the field of family studies is frequently
meationed in the iterature and the criticisms applying to
almost every aspect of research methods used (Riskin and
Faunce, 1972).

Reid and Smith (1981) stress the importance of the experi-
mental approaches as the most direct and powerful means that
research can provide. However, a review of the Tliterature
reveals that many 1f not most of the studies in the field of




family interaction and family development fall under the
category of "naturalistic descriptive". Some of the widely
described shortcomings such as subjective evaluations or a
lack of comparison groups, are built into these kinds of
studies.

Nevertheless, the important rote that descriptive rusearch
plays in social work {is frequently mentfoned, (Reid and
Smith, 1981). Naturalistic descriptive studies enrich
knowledge about client needs, problems and attitudes toward
service, the nature of services provided, and the use of
services. Mainly, descriptive studies provide information
about the presence of assocciations among factors; however,
speculation about causality could be another outcome of the
research. Yet, although possible cause and effect relation-
ships that hold, when a number of variables are controlled,
gain some probability of providing valid explanations, such
relations may we regarded as ‘best guesses" and in need of
further testing,

Explanations are 1ipadequate for many social phenomenz,
particularly those fin which variables are likely to have
reciprocal efferts on one another. Interactisns within
sofial systems such as families, provide the most obvious
example. Thus, parental attitudes and the behaviour of
children clearly affect one another often in an escalating
series of erxchanges. “Moreover there may be simultaneous
interactions among numerous variables within social systems
or impinging on these systems from their envircorments",
{Reid and Smith, 1981, p.78).

In the attempt %o overcome some of the abovementioned
problems {pherent in  family studies, a developmental
approach as a conceptual framework was introduced by Hill
and associates {1964). They state: "Family development
studies at the descriptive tevel place their emphasis less
on what the behaviour is than on when it occurs; more on the




timing and sequence of family behaviour than on the content
of behaviour alone. The charge is to discover what
behaviours can be expected tn change predictably over the
natural history of familfes as against behaviours which are
more or less constant, or which are adventitious and/or
situational”, (Hi11, 1964, p.189). This approach goes keyond
the understanding of family behaviour as relating to family
characteristivs, tv specify the relative contribution of
developmental time to the formula of explanation. As the
stages of family development had been sufficiently defined
by hundreds of descriptive studies, it became quite obvious
that any research which seeks to generalize about families
without taking into account the variation due to the stages
of family development, represented in the sampie, wili have
tremendous variance unaccounted for, just as studies which
ignore sogial class differences leave iwuch unexplained
(Hi11, 1964; Riskin and Faunce, 1972; Hess, 1981},

in addition to the importance of time in family develop-
mental studies, Riskin and Faunce (1972} suggest that more
attention should be devoted to relating family finteraction
processes to other kinds of processes. For example, the
problem of conceptualizing the relationship between the
family as a unit and the individual as a unit, or the
relationship between the family as a unit and the family
interacting in other contexts (schools, hospitals, training
centres’ hdve not been explored well {n their opinion. In
order vo explore family processes and to take the full
advantage of the conceptual framework of family development
the need to use a system of longitudinal data collection and
analysis is essential.

The longitudinal study is a controversial topic. The Tlong
term study in which changes {or maturation) are measured for
the same people perjodically over many years fis often
mentionad as an ideal {(Baldwin, 1960; Hi11, 1964). However,
it seems that many researchers are aware of the difficulties




inhersnt in this method. Difffculties of sampling, of
securing the cooperation and commitment of the research
subjects over such a long %ime period and many other
vrganizational and personal changes lessen the chances of
research continuity. Beside the high wust of these studies
some serious methodological problems 1ike the {nability to
control the envirvonment of a child or a family over any
reasonably tong period, or to avoid the ongoing ijmpact of
the researcher from creating changes in the family's
attitudes and behaviour, are commonly mentioned (Baldwin,
1960; Hi11, 1964; Riskin and Faunce, 1972; Reid and Smith,
1981). Hi11 {1964} concludes “the major objection to the
Tongitudinal method in family study has been financial and
organizational cest and awkwerdness rather the looseness of
research design intrinsic in the method” {p.196). In the
attempt to overcome the shortcomings of the ltongitudinal
method, Hi11 (1964} suggests five alternatives:

(1) A_synthetic pattern of development constructed
from cross sectional data,

This method is most frequently used. A cross section
of the population is taken by sampling categories like
"years married/child's age". The method is based on a
comparison of groups of subjects representing a
different stage of development. The formation of
groups within a study and across studies needs to be
carefully designed in order to avoid biases resulting
from a poor design when some important factors (like
socioeconomic status, level of educatfon, kind of
diagnosis, sex and age) are not taken into considera-
tion. Hil1 (1964) calls for attention to be paid to
generational differences in value orjentations and
styles of Tife which can also create differences
between groups, and influence the study findings. The
cross-sectional study although avoiding many of the
costs and organizational problems of the truly longi-
tudinal study, is considered to provide data which can
rarely be more than suggestive of developmental
patterns.




(i)

(11}

Restrospective history taking

"This is a method for manfpulating the time machine
backward in time through the duvice of recall by the
respondent", (Hill, 1964, p.19%).

The ability of poople to recal) past events and
feelings has been investigated in many Tongitudinal
research projects, and results show that the content
of the waterial and the span of development has an
important effect on accuracy of recall, Requests for
quantitative information and concrete events are
answered mare reliably than taquivies sbout attitudes
and fewlings (Fontana, 1968). The advantages of the
method of retrospective history over some other
compromises are, firstly, that the data is not wedded
to the stages of development estabiished in advance by
the researcher and thus does not reveal new points of
significant change in family development. Secondiy, it
is 2 relatively inexpensive way of operating the time
machine, since years and decades may be covered in a
two hour interview. But, it does require families as
respondents that are far enocugh along in the M fe-span
to have a histwy to recall {Hi11, 1964; Riskin and
Faunce, 1972},

Segmented Tongitudinal studies

Studies which deal with a segmenpt of the family 1ife-
span  to test hypotheses obout family changes 4t
selected points in development time, fall under this
category. These studies are based on the principle of
the tongitudingl wethod over short periods, woving
forward or backward in time using retrospective and
prospective methods. Many theorgctical questions can-
not be answered in studies designed in this fashion,
especially in regard to continuity and discontinuity
of cnange in family development.




(1v} Segmented longitudinal panels with contro}
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Feldman (1962) describes this design which involves
careful sampling of categories of the population
accerding to the stage of family development fn which
they were located, undertaking interviews fn two or
more waves at present and again at a subsequent point
later enough to enable familfes 1o change stages.
Families who have mnot changed stages are considered a
control group in comparisen with families where
changes have occurred.

The intergenerational panel, combining retrospective
histories and panel interviews forward in time.

This design, which combines retrospective histories
and panel interviews forward in time, enables the
researcher to follow the process of change in family
development through the past and present and with
orientation to the future.

To conclude, reference can be made to Reid and Smith's
(198)) statement: "Most researchers probably do nrot
conceive of the purpose of their research as explora-
tion, description, explanation and the 1ike. They are
more likely to regard the purposes of their research
as answering questions, testing hypothesis or acquir-
ing specific kinds of data. These purposes often com~
prise some combination of knowledge-building functions.
Cutegorizing a study only in terms of a single func-
tion might tend to make both researcher and consumer
tnsensitive to other functions of the study" (p.79).

In the light of the foregeing detailed review and Reid
and Smith's statement, an attempt is made to define
and describe the design of the present study.
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The overall ajm of this study called for the use of a
descriptive Tongitudinal design as it seeks to deline-
ate and to analyse the long-term impact of a mentally
reiarded child on the development of his family T1ife-
style and his parents' coping patterns. Moting the
shortcomings of the pure fongitudinal method, a combi-
nation of the alternatives suggested by Hi11 (1964)
was comprised for the purpose of this study. A cross-
soctional sampie was formed according to the age of
the mentally rvetarded child, and in regarc to some
other variables {1ike socioeconomic status, level of
education, religion, cause of mental retardation). One
of the research tools (the schedule) was aimed at
gaining retrospective data from the time the mentally
handicapped child was born. The groups, which were
constructed according to the child's age, represented
certain segments of the family Mfe span {with high
relevance for understanding the process that parents
have to go through when having a mentally handicapped
child).

The research tools in this study, although administer-
ed in the same intervisw were constructed to enable
the ¢cllection of data on parents' current reactions
and behaviour, as well as their attitudes towards the
child’s future.

Lastly, 1t is noteworthy to quote from De Wet's {1984}
summary on the chofce of a research design: “We should
not be so quick to Judge severely and to negate
research results obtained through a varfety of sam-
pling methods: rather we should discuss them in terms
of their assets and labiTities. We need to accept
studies on their merits however limited they are and
buiid them up through replication. The methodelogist
should be sympathetic enough to recognize that every-
one makes mistakes, vigilant enough to guard against
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taking the occasional error as an indicator of overall
quality and objective enough to understand that the
most visible target is provided by the best research.
In veturn he can hope that other methodological
crities will appraise ns work in the same spirit"
{p.9}.

Cemarcation of the Study

The population of the study was defined as parents of
mentally retarded childeen from three day centres in
Johannesburg: "Sunshine Centre", "The Hamlet" and "Setwyn
Segal Hostel™. The children were all diagnosed as being
trainable and their level of retardation was defined as
moderate to severe [B5-35 10).

The abovementioned day coentres cater only for whites living
in the Johannesburg area (including Edenvale, Randburg,
Germiston and some other small municipalities). The reasons
for excluding other race groups were:

(a)  To narrow the influence of cultural differences.

{b) To avoid the neod to translate the research tools inte
other Janguages.

{c) To avold technical problems which might reduce
parents' cooperation. {The only time that both parents
could be available for interviews was during the
evenings).

For the purpase of studying the Jong term impact of a
mentatly retarded child on his family, only parents who had
raised their child within the family from the time of his
birth were inciuded. The idea ‘that parenta) attitudes,
reactions and behaviours are influenced by the degree of
severity of the child's mental handicap has frequently been
mentioned in the literaturc (Farber, 1960; Tizard and Grad,
1961; Begab, 1963; Bayley, 1973; Chinn et.al., 1978,
Featherstone, 1980; Glendinning, 1983, Orew et.al., 1884).

P L et




Although severaly retarded children have the greatest impact
on their families, it was decided to study parents of
moderately to severely retarded (or trainable) children
because of the possibility of tracing them through the day
centres, The severely retarded cases are not always knowns to
the authorities and more of them are or have been fin
residential care (Tizard and Grad, 1961; Fotheringham et.al.,
[ RN

The three day centres from which the poputation of the study
was Arawe were chosen i oregard to the following categories:

{4} Ine range of children's ages.

b3 Tee ¢hitdren's level of vetargation,

fil  The common Jonguage of the parents. (Most of the
parents are English speoking at a level that enabled
the @ he faterviewed in this language). A short
gegoeiption of the three day centres follows.

Lo aueshing Lratye

“unehine Centre™ 15 @ voluntary welfare organization

warkiug tn the tield of carly intervention, in respect

wt  mentally handicapped pre-schoolers and  their

famitios, Tup services provided are:

fa} A pre-school  centre in Johannesburg - twenty
chitaren {ages 1 172 - § yoars).

(b)Y A pre-sthoot centre in Germiston ~ twenty children
(ages 1 1/2 - 6 years).,

{e} A home programme called S.T.AR,T for people
throughout South Africa and beyond.

"Sunyhinge Centre® was established fn 1976 by a group
of mothers of wentally handicapped children, As
enrolment increased the mothers decided to Introduce
professional  services to  the centre. With the
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assistance of publie service groups, protessional
service was gradually introduced and the s5chao)
walntained  full  partnership  between  professional
staft, porents and volunteers, "sunshine Centre" s &
registeved welfure organizalion (in terms of the
Matipnal Weltare Act Ha. 100 of 1978} 1t receives
referrals from the Johanneshurg Hospital, the Dcparte
ment of Mealth and Reltwre, from private and govern-
aent  mirseries  amd  fros paronts. The  philosophy
employs o three cvoracred gpproschs ab Farly iater-
veRtion services are otrored from birth ge diageesiss
BY Istensive sumulition o Righly strustured, gnal
direated prograsan; v pareetal invelvement - pereats,
woually mothers, workh ortively dn the glansreos, do
hom ewercions parlicipate fn supgort greups aed both
methors and fathers serve 6n cazmittves.

The tetheds wsed i the “Suanmise Lontere Fivespoint
prggre- '’ are: 1) %oecosalisationy ) Actiwvaties of
doily bivipgs 51 bioe motge epoedination: 4) Gress
reter Goardiastiess S0 Feroeptaol stimdaticn, The
erafecaienal Gyl censin of  teachers,  wpecch
therw inty sitapational  thergpast,  phyciotheeapist,
aesral werher ang pediatrician,

T famier Trawning Gentre

A day care centee for trainable wontally retarded
children, tne hundeed ami six children attend the day
care gentre's scheol. The childron {ages b - 18) are
defined a5 trainable moderaloly vetarded. Ten severely
rotarded children are fn g spocial unit. Thirty five
trainable adolescents and  adults  (ages obeve  16)
attend a workshop aftiviated to "The Hamlot". “The
Hamlet" was established in 1954 by parents of mentally
retarded  childesn, The parents of the first ten
children pafd for the teacher. In 19b4 The Hamlet
Society for the Mentally Handieapped, which is
affiliated to the South African Natlonal Council for
Mental Health, bought the house fn which the day
centre has operated until today.
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In 1976 the Department of National Education took over
the day centre which until then had been administered
by the welfare organization. The basic concept behind
the programme is that all children are, 1f not educ-
able, trainable 4n many avenues, and the training
programme embraces al) aspects of the individual's
personality. The aim in teaching is to give the child
a feeling of competence and confidence to cope with
the domends of daily living. The school consists of
seven classes. The ghildren are grouped inte classes
ageording  to  thelr menial health and  physical
appearance.

The workshop is subsidized by the Department of Health
and Welfare and is productive to a certain extent. The
professiona) staff fncludes the principal, teachers, a
social worker and a speech therapist. The children are
reforred from schools, welfare agencies, the hospital,
ele. They are assessed and according to the results
accepted into one of the programmes.

The hostel is named after the child of Leon and Fanny
Segal and 15 affilfated to the Society for the Jewish
Handicapped which is a wvoluntary organization. The
hostel was founded in 1967, The need for a day centre,
which was felt dn  the community, led to its
establishment. As the sample for this research study
was taken only from the day centre, 1ts programmes
shall be forused upon. Although the hostel accepts
only Jewish mentally handicapped, the Day Centee is
open to 811 frainable and untrainable wentally
rotardad betwoen the ages four to thirty one. In the
Day Centre, which is attached to the hostel there are
fifty children and adults. Their IQ level ranges from
"too low to be assessed up  to  borderline
intelligence". The children and the adults in the Day
Centre take part in the hostel's programmes; they
attend its school or workshop according to their age
and special needs.

. u " TH
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The referrals come from physicians, through friends,
parents and official authorities. Every child is
assessed n the clinic (which is part of the “Selwyn
Segal Hostel") and classified into one of four groups;
a) Tow potential achievers; b) Junior academic group;
¢} Junfor wsorkshop and academic group; d} senior
acadewic group. The overall aim of the "Selwyn Segal
Hostel" is to train the mentally hendicapped to “take
their place in socfety". The professiona) staff
inciudes teachers, social worker, specch therapist,
physiotherapist, occupational therapist, clinical
psychologist, cratt instructors and medical staff. The
parents pay fees, and expenses are covered by the
government's subsidy and through fund-raising,

The Sample

In order to study the long-term impact of the mentally
retarded child on his parents two groups of parents were
drawn from the previously described population, representing
two developmental stages in the mentally ratarded child's
tife.

As previously mentioned the level of retardation for all the
children was defined as moderate to severe {B5-35 I0). The
allocation into groups was therefore according to the
child's age and in regard to the nature of his handicap (his
mental and physical condition).

The first group (A} consisted of parents of toddlers and
pre~school children ages two to six. The decision to choose
this stage in the child's Vife was based on two assumptions:
a) only in a very limited number of cases in which mental
retardation is suspected, is it possible to expect a final
diagnosis in the first iwo yoars after the birth of the
child. Actually, fin most cases, the parents accept such a
diagnosis Yater on, during the pre-school years; b) as a
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result of the above and because of the objective difficul-
ties of the burden of care fo~ a “"perpetual baby", this
pe 4 was suspected to create strain and stress for the
parents who fFirstly have tc face such a problematic
situation, and then cope with it.

The second group (B) was composed of parents of mentally
retarded adelescents and young adults, ages sixteen
thirty. The reasons tor choosing this stage in the life of
the meatally retarded child were: @) 1t was suspected that
after a period of relatively less tension {inbetween the
ages six to sixteen), when the mentally retarded child
veaches adelescence bis  behaviour and needs and  the
reactions of the cutside world toward him create new
nardships ana oifticulties for the parents who have to
adjust to these new demands; D) it was suspected that the
oldest mentally retarded persons who might be still living
with both parents whald be around thelr thirtieth year.
After this age, in many cases efther the retarded person is
institutionglized, or there are fewer instances in which
both parests are still alive. Qut of the population
attending the three doy-~care centres, children were firstly
selected according to their ages, level of retardation, and
their physical condition (children with severe physical
handicap were not included). Selecting the children
according to their sex was {vvssible as it significantly
reduced the number of potential cases, since it was
desirable to try to locate at least thirty couples of
parents for cach group (to facilitate the use of statistical
procedures).

The dmportance of group comparability has already been
mentioned. Wowever, the total number of potential cases was
too small to emable a full match of the two groups. Yet, in
addizion to the alrcady mentioned characteristics of the
child walch guided the first selectian, an attempt was wade
to take into consideration some of the fmportant background
characteristics of the parents.




Gaildren whose parents were not living together were
excluded. The socioecunomic status of the parents (in regard
to their vccupations) the father's lavel of education and
the religious background were considered when composing the
two groups. Taking into account factors Tike parental age,
family size and place of the child in the family was
impossible as a result of the major difference in children’s
ages. {For example, it was obvious that the younger children
generally had younger parcnts and smaller tamilies). Another
selection was done in regard te parents' abitity to
communicate in English.

After taking 1into consideration all the abovementioned
factors, there were forty familties suitable

tar eaull geaup, [t was decided 4o firstly approach thirty
couplis {with both parents) for each group. From group A -
nine families refused tv cooperate and in one family, the
wmother was out of thy Lountry for a long peried, In group B-
ten families retused to participate and in one family, the
tather was hospitalized for & leng period. The parents whe
refused were replaced by others with similar background
characteristicy. However, the Yimited number of cases made
it fmpossible to have thirty couples in each group and so it
was decided to inclade in group A two single parent families
{the fathers in these two families left the city after the
birth of the mentally retarded child and rarely had contaut
with him}. In group B, six widows were included (the husband
had died at least five years before). Thus the tota) number
of research subjects was one hundred and twelve (sixty
mothers and fifty two fathers) in both groups. Group A
copsisted of thirty mothers and twenty efght fathers. In
group B there were thirty mothers and twenty four fathers.
The ages of the child of these parents were: In group A,
thirty percent of the children were two to four years old
ant scventy percent, five tw six years old. In group B,
fifty six percent were sixteen to twenty one years otd and
forty four percent werc between twenty two to thirty years
old.




A description of the research subjects according to some of
the child's and parents' characteristics follows:

1.5.3.1  Child's Characteristics

Table 3

fraquencies of children in schools according to
groups (A & B) {in percentages}

Talle 2

Name ot the School Group A Group B

1. Sunshine Centre 51.7 -
2. The Hemlet Training Centre 31.0 72.3
3. Selwyn Segal Hostel 17.3 27.7
Total 100.0 100.0

=30 N=30

Froyuencies of child's sex according to groups {A & 8)

{in_percenzages)

The differcnces between groups in regard to child's sex
are significant, The frequency of males and females in
Group A shows a similar ratio between sexes. However, in
Group B the difference in number of males and females is

noticeable,

Chila™s Sex Group A Group B

1. Male 44.8 74,0
2. Female 55.2 26.0
Total 100.0 100.0

N=30 Ne30




Tsble 3

Frequencies of cause of child' wental retardation
according to_groups (A & B) (in ;- rcentages) _

Cause of Mental Retardation tro.- A | Group B
1. Unknown 18.9 12.9
2. Genetic anomalies 39.7 33.3
3. Infections - 9.3
4. Disgrders of metabolism
or nutrition - 3.7
&, Sefzure disorders
(epilepsy) na 7.4
6. Brain damage 34.5 29.7
7. Cerebral palsy 3.5 3.7
Total 100.0 100.0
N=30 N=30

The differences between grouns are less than ten percent
an?  therefore cannot be considered signific {see
section 1.%.5.2 of this chapter). The frequencirsy for
vause of mental retardation are quite simitar in GHuth
groups.

Table 4
Fraquencies of physical condition of the child according
to groups (A & B) (in purcentages _—
Physical Gondition of 1 Troup A | Group B
the Child

1. Generally good 72.4 83.3

2. Generally fair 27.6 16,7

3. Generally poor - -

Total 3.75.8 1000 ]

N=30 N=30
The differences between groups in regard to child's
phvsical condition are less than ten percent. The two
groups c¢an be considered simitar, It s d{mportant to
notice that the mejority of children were considered to be
in a good physic:i conditien, thus thelr probiems result
mainly from their mental deficiency.

T sum up this section on the child's characteristics, the
cortdran's level of vetardation and physical condition

similar in both groups. Sex fregencies are signifi-
vantly different among and within the groups.




Parents’ Characteristics

Table §
Frequencies of mothars' occupation according to

groups (A and B) (in percentages}

Hothers ™ OcCupation® Group A | Group
[T Prafessional vy qualified
and high administration. 6.9 -
2, Managerial and excoutive. - 3.7
3. Inspectory supervisory and
other non-manual (low and
high grade). 8.7 12.9
4. Routine grades of non-
manual workers. 20.7 14.9
6. Skillew and semi-skilled
manual and routine. 3.4 11,1
6. Mousewife. 60.3 57.4
Total 1007 .
=30 =30

* Oppenheim (1966}

The frequencies for mothers' occupation are similar in
both groups as the differences are less than ten percent.
The majority of mothers in both groups are not working
outside the house.

Table 6

Frequencies of fathers' occupation according to
groups (A & 8 (in percentages

Fithers ~Ucctipation® Group A |~ Grovp B

1L TPrGrEssTonal 1y qualyried
and high adminfstration. 28.6 20.8
2. Managarial and executive. 4.3 20.9

3. Inspectory supervisory and
other non-manual {low and

high grade). al.?

4, Skilted manual 8.3
|.8:._Not working {on penston) 8.3
- —To%al TOUT0
N=24

* Uppenheim (1966}

Frequencies for fathers' occupation are similar in both
groups as the differences are less than ten percent.




Table 7

Frequencies of fathers' formal education according te

groups (A & B) {in percentages)

father’s Formal Level of Group A Grou, B
Education

1. Post-matric training. 42,9 33.3

2. Matrie. 21.4 29.2

3.  Under matric. 385.7 37.5

Jote? 0.6 100.0

N=28 N=24

Frequencies for fathers' tevel of education should be
considered similar In both groups as the differences fall

under ten percent.

Iable 8

Frequencies of parental religious affiliation according

1o groups {A & 8) {in gercentaqes)

The differences in frequensies tor
background are generaily ton small

Parents’ Religious Aftitiation| Group A Group B
1. Protestants 65.5 6l.1
2. Catholics 17.5 16.7
3. Jewish 10.8 22.2
4. _Others 6.8 -
Total T00.0_ ] 100.0_ |
N=58 N=54

parental religious
to be considered

significant. A slight difference can bz noticed between
the Jewish parants in both groups imore than ten percent),
It s important to notice that in the Johannesburg area,
religious background often represents a different cultural

sector of the population.
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Mest of the Protestants come from originally English and
Afrikaans families, and probably were born in South
Africa. The Catholics, however, are mostly first or second
generation families who fmmigrated from Italy, Portugal,
Spain and Greece. The origing of most of the Jewish
tamilies in Johannesbury is in Eastern European countries
{Unterhalter, 1968). Thus, religious background here
ropresents  different  bellefs and  different  cultural
backgrounds as well.

To conclude: As far as parental occupation and fathers’
Jevel of formal education may be considered indicators of
family's socioeconomic status, the two groups should be
regarded as simitar from these points of view. Differences
in religlous background scem to be small) and in this case
represent also, a certain similarity dir cultural back-
ground, of both groups of parents.

Certain other characteristics of parents which were judged
to be of less than central imporiance to the study (such
as child's age, birth order, the sfze of the family,
parents' age, mothers’ level of formal education and
having a mentally handicapped relative) are reflected in
Tabtes 1A, 28, 3A, 4A, 5A, BA, 7A in Appendix 4.

Sample Bias

The sampie in ihfs research study should be considered
purposive as it consists of elements deliberately
chasen for the study's purposes. ‘Like other non-
probability sampling plans, it *s risky to use
purposive sampling for generalizing to large popula-
tions, for we do not know to what extent t1e samples
are representative of population of interest" (Reid
and Smith, 1961, p.173).
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1.5.4.1

The fact that the sample was not going to represent
the poptlation of parents of moderately retarded
children, adolescents and adults in Johannesburg arca,
was taken for granted when choosing subjects for the
groups. Moreover, an absolute matching of the two
groups was {mpossible due to the small population from
which the subjects for the sample w o drawn. Yet, an
attempt was made to achfeve a certain degree of
similarity between groups at least in some of the more
important child and family characteristics. An attempt
to match the groups a1so according to child's sex was
not possible (especially for group B} because of the
ratio beiween males and females in the population.
Thus, from this point of view, the differences between
groups are significast =m.d probably will have an
effect on the results.

Obtaining data 1n an interview focused upon one point in
time would not have served the purpose of this study, which
aimed to explore a developmental process.

In order to be able to gafn information on the various
stages of this process, there was a need to adopt a ratro-
spective method, As two segments in the child's age wove to
be compared, prospective data was also needed. Thus the two
research tools which will be descriled here fagilitated
cotleeting data retrospectively, prospectively and ot a
certatn poinc in time.

The Questionnaire on Resources and Stress (QRS)

The Questionnaire on Resources and Stress (QRS) s a
true-false fitem questionnaire designed by Hnlroyd
(1974) to measure variables pertinent to famiiies
caring for chronfcally 131 or handicapped family
members. Holroyd {1974} states: "This projest developed
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a multidimensional objective, self administered test
to measure not only the burden imposed on the family
but the family's cmotional response %o that burden”
(p.92}. The QRS has been used 1in several studies

during the last few years.

Holroyd {1974), 1in three pilot studies, compared
mothers to fothers of children from an outpatient
psychiatric setting, mothers of mentally retarded
chilaren with mothers of amotionally disturbed
chitdren, and mothers Yiving with a2 husband and
mothers Yiving alone. In 1975 Holroyd and associates
compared parents of institutfonalized and non-institu-
tionalized autistic children.

A comparison of stress on parents of Down's Syndrome
and aetistic children was done by Holroyd and McArthur
in 1976, Catechis [1978) conducted a study aimed to
determing whother the QRS differentiates between
mothers of mentally retarded and wmothers of non-
mentally vetarded chilaren. Frideich and Fridrich
{1981) used the YRS to compare parents of handicepped
and non-handicapped children. Two years later, after a
(1983) used this form %0 discriminate between the
families with and without a handicapped ¢hild.

In @ study on the inftuence of selected child charac-
teristics un  stress in famities of  hanvjcapped
infants, Oeckman (1983) used the QRS among other
rescarc tools. In a1l the abovementioned studies the
ability of the QRS to discriminate between the
reactions of different groups under long term stress
was provad. However, as far as is known, a comparison
between parents of younger and older mentally retarded
chitren has not yet been done, or at least not yet
raported,




The QRS originally consisted of 285 items designed to
measure factors relating to families who care for a
chronically 111 or nandicapped member. The two hundred
and gighty five ftems are intercorrelated. Those items
with the largest numher of significani corralations

(r = 30}, together with other {tems {n the same
rational scale, were selected to form new scales. This
resulted in the fifteen shorter, more homogerous
scales using two hundret and six non-overlapping items
{Hotroyd, 1962).

The fifteen scales are as follows: 1) Poor health/moed;
2) Excess time demand; 3) Negative attitude toward
index case; 4} Yverprotection/dependency; 5) Lack of
social support; 6) Overcommitment/martyrdom; 7) Pessi-
mism; 8) Lack of family integration; 9) Limits on
family oppurtunity; 10) Financia) problems; 11} Physi-
cal incapacitation; 12) Lack of activities for index
case; 13) Occupational Yimitations for index case;
14} Social obtrusivess; 15} Difficult personglity
characteristics.

The fifteen face valid subscales weasure three broad
categories: parent problems (scales 1-7], problems in
tamily functioning {scales 8~20) and problems the
parent sess in or for the ehild {scates 11-18).

Scores {representing the degree of stress in families)
can be obtained fram the 15 separate scales that can
also be summed to yigld a total stress score,

In this study the QRS with tho two hundred and s3x non
overlapping ftems was used to measure df Fferences in
stress and  family rosources {or coping patterns)
hetween parents of young mentally retarded children
(ages 2-6) and adolescents and young adutts ({ages
16-30) at a certain point in time (when interviewed)
(see Appendix 1).

N Al n.&ﬂq‘
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1.5.4.2

The validity and reliabitity of the QRS has been
proved in previous studies, Nevertheless, four
families (representing the two formed groups, but
not inciuded in the sample} answered the URS in order
to assure a tull uvsaerstanding of the gquestions, which
were originatly written in a simplified way {Holroyd,
1982},

The Interview Schedule

"An interview schedule is simply & gufde used by the
interviewer in conducting the interview .. As in all
other forms of measurcment, one is concerned that the
interview schedule be so designed that comparable,
relegvant and precise data are most 1ikely to be
obtained” (Polansky, 1960, p.142). Refd and Smith
(1981} wmention the importance of the researcher
administering the interview himself for the purpose of
obtaining data on topics which are corplex, highly
sensitive, emotionally laden or relatively unexplored.
A schedule helps the interviewer in conducting a seml-
structured interview.

Such a semf-structured interview schedule “might
consist of open-ended questions and probes and the
order in which the questions are to be asked are pre-
determined, but the rosponse categories are not"
{p.211}. A semi-structured instrument wight contain
both Fixed alternatives amd open ended nuestions and
may or may not aliow the intervirwer some flexibility
in the wording or rephresing of guestions or in asking
additional probes. “Because of its versatility 1n
being able to combine wany of the advantages of both
completaly structured and unstructured interviews, the
sani-structured interview is probably used more often
by social work researchers than any other iype of
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interview (Reid and Smith, 1981, p.211). A semi~
structured schedule was used in this study in order to
create a certafn degree of homogeneity in arminister-
ing the interviews. The schedule was aimed . :inly at
gaining retrospective information (from the time of
the mentally retarded child's birth) and prospective
data (by asking future oriented questions). The
schedule  consisted of thirty three open ended
questions. Fourteen questions sought retrospective
information, nine oquestions probed for present
feelings and reactions and ten questions were future
oriented. {See Appendix 2}.

Thus, the schedule enabled the interviewer to gain
information covering the different stages in the
developmentzl process.

The schedwle was administered four times (to four
families representing the two research groups, not
inctuded fn zhe sample} in order to pretest its
apility to gain the desired information. Two or three
guestions which seemed to nead further clarification
were changed in order to be better widerstoud by those
faterviewed,

Procedurs

The following section will be divided into two parts:

{a)
()

The interviews
Data analysis

The Interviews
Afrer the selection of the subjects for the two groups
{A,B) & letter was meiled to every selected family
informing them of the research study and requesting
their agreament to he interviewed. (See Appendix 3).
In the Tetter, it was mentioned that both parents
would be Interviewed by the researcher at their homes.
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They vere requested to reply only if they refused the
interview. The parents who refused to be interviewed
were replaced by other parents with similar background.
A telephone call was made to each family to arrange
the date for the interview. Most of the interviews were
conducted in the evenings (when both parents could be
at home and free from their other obligations).

Riskin and Faunce {1972) raise the question: “On whose
territory s the family being studied?" {p.374). They
mention that only few investigations have studied the
differential offects of home versus laboratory setting.
They conclude by stating that in avoiding a mixture of
home, otfices, etc, one introduces fewer uncontrolled
variables. In this study ail the parents were
iuterviewed at their nomes by the same person (the
rgsearcher). Acce-aing to Riskin and Faunce {1972}
"The cffects of the interviewer and the context are
there; they camnot be ediminated. Therefore, it is
essential to be aware of them and to contrel for them
to whatever extent s possible” (p.377). It was
assumed thes it all interviews were conducted by the
researcher,  fewer uncontrolled varfables would be
introduced.

As already wentioned, buth parents were interviewed.
lowever, in order 0 be ahle to compare mothers' to
fathers' reactions, thay were interviewsd separatvly
{during the same cvening). One parcnt was asked to
leave the room where the interview was taking place
and to answer the Questionmaire on Resources and
Stress {ORS) which 95 a so1f auministered tool.

At the sand time his spouse was inlerviewed according
to the semi-structured schedute. When the ‘interview
with the first parent was over he was asked to ieave
the room and to amswer the QRS and his spouse was
interviewed.

" " T %
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Eagh interview lasted approximataly one hour, leaving
encugh time for answering the QRS, The sem{-structured
interviews were recorded (unless the parent. - tused
to be taped}. After both parents were ini :.ia-ed,
they answered some informative questions in re.:d to
objective details. As it was assumed that reacting fo
cne research toel (either the QRS or the schedule}
might affect parents' reactions to the other tool, it
was decided to change the order so that if the wother
wag the first to be interviewed, 1in the following
family the interview started with the father. Lastly,
it is important to notice that subject families who
were in treatment or "labeled" (in this case famjlies
with a mentally retarded child) may have had certain
expectations from the research study and even mure
from the interviewer {mspacially when they hnew that
Ite or she was a professional social worker - as she
was in this case). This situation no doubt had an
affect on the interviewees and on the general
atmosphere during the interview. Such an atmosphere
may have belped the parents to open up and increased
the ability to collect data; however, there is a
certain risk that the investigator's behaviour and
attitudes will create bias towards pathology. {Riskin
and Faunce, 1972).

data Analysis

As previously mentioned, data was abtained by the use
of the QRS and the interview schedule.

The QRS has an answering sheet and answers can be
computerized to obtain scores according to the Draft
Manual (Holroyd, 1982). This procedure ylalds fndivi-
dual scores (for each of the Fifteen scales). A mean
score for each group (A,B) was then calculated. Mean
scores were also calculated for a1 the fathers in
both groups as well as for the mothers. Calculations
of mean scores for mothers and fathers within groups
(mothers A, fathers A, mothers B, fathers B} were also
obtained. Comparisons between the mean scores in the

N




abovementioned Proups were done by using the t-test in
order to deteriine to what extent differences between
qroups can be regarded as statistically significant.

Statistical analyses were made for each scale
separately. When analysing the results, scales were
grouped according to the mafn afms of the study {see
section 1.2 in this chapter).

The data obtained by the dinterview schedule was

racorded or immediately written up after the interview.

in order to be able o use quantitative methods, it
was necessary to develop categories for answers to
each question in the schedule. Reid and Smith (19811,
when discussing ways of categorization, state:
“Consequently, we start from the broader guidelines
stemming from the purpose of the study and try to
develop more specific questions or working hypotheses
based on the data collected ... to enhance relfability
in coding unstructured data, it s particularly
important to define categories as clearly as possible”
(p.247-248). After writing down the recorded data an
atiempt was made to categorize the data in a way which
reflected the variety of parental attitudes and
reactions. However, because of the small number of
cases, defining more than six or seven categories for
answers to each question may have created difficulties
when using quantitative methods.

Wnen the car~caries were developed and numbered, the
raw data we signed numbers corresponding to the
appropriate uategory. The categorized data was
computerized in order to firstly obtain frequency
distributions. When the number of cases aliowed
further analysis, the Chi square test was used. How-
ever, when the number of cases in each cell was toc
small the Chi square test could not be considered a
valld test. Thus, it was arbitrarily decided that a




44

difference of more than ten porcent would be
considered as notable one in this study. Two kinds of
comparisons were made. Firstly, according to groups
(A,8) and within the groups (mothers versus fathers);
then between mothers and fathers from both groups and
between mothers of groups A and 8 and fathers of
groups A and B.

Secondly, further analyses were made to investigate
the impact of child and family characteristics on
parents' reactions and attitudes.

1.6 OVERYIEW OF THE STUDY

The foliowing chapters cover the four main areas which were
focused upon in this reasearch study. Each of these four chapters
contain an overview of relevant literature and past research, a
presentation of the findings of this study, and a discussion of
these findings in the light of available theory. The four chapters
refer to the following subjects: 1) The process of adaptation and
its impact on parental attitudes and feelings toward the mentally
handicapped child (chapter 2}; 2) The effect of the child's mental
handicap on the family as a whole (chapter 3); 3) The influence of
the mentally handicapped child on his parents' relationships with
the cutside wordd {chapter 4); 4) Parents attitudes and plans for
the child's future (chapter §).

In the last chapter (6), an integration of theory and findings
regarding the four abovementioned arcas 1> presented by using a
mode? for delineating and analysing the Tong-term impact of &
stressor gvent (having a mentally retarded chitd) on the development
of parental coping patterns and family 1ifestyle,
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1.7 LIMITATIONS OF THE STUDY

The inherent Timitations of this study were:

{a}

(b}

{c)

(d)

The small sample af parents in the study meant that
when multipte responses were given to gquestions, the
numbers of respenses within each cell were often too
few to permit conventional statistical analyses. This
had been anticipated, and jrior to the analysis of
results, the relatively arbitrary decision was taken
to regard variations of ten percent or more as notable
or of "significance". The inability to use statistical
procedures constitutes a limitation.

A criticism which may be applied to previous, similar
research studjes, which ware based on small samples,
is retevant alse to this research study. Blacher
{1984) states: “While the non-structured interview
method is relevant to the development of theoretical
formlations, it may he subjective, limiting the
generalizability of the findings" {p.64}. Although an
atvempt was made to at least structure part of the
interview (by using the QRS) 1t is still important to
keep in mind the shortcomings of the small sample and
the partially semi-structured interview.

The problems of group comparability have already been
mentioned. The fact that a full matching of the two
qroups was oot achieved (especially in regard to
chitd's sex) probably effected the research findings.

1t must be kept in mind that the sample included only
parents who agreed to be interviewed. Although an
effort was made to replace parents who refused to take
part in the study with parents with similar child and
family characteristics, it is possible that there is &

"ot
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major difference between cooperative and non coopera-
tive parents. The ons who seem to be readier to open
up and share their emotiona) feelings and reactions in
regard fto such 2 sensitive issue (having a mentally
retarded child) may represent a more adaptive attitude
to the situation. On the other hand, the difficulties
of non~-cooperative parents in sharing their preblem
with others may represent among other things their
Jesser abitity to adjust Yo having a mentally retarded
child,

1t 1s difficult to discriminate b-iween reactions and
Tifestyle patterns wnich would have occurred in the }
family regardless of whether or not they had a ; 3
wentally retarded wember, as against suck patterns ig’

which may be attributed to the existence of such a [
mewber in the family.




a7

CHAPTER 2

THE PROCESS OF ADAPTATION AND ITS EFFECT ON PARENTAL ATTITUDES
AND FEELINGS TOWARD THE MENTALLY HANDICAPPED CHILD

PERSPECTIVES FROM THEORY AND PAST RESEARCH
Introduction

The birth of a mentally handicapped child is a devastating
experience. It follows a period of preparation and joyful
anticipation which {s suddenly brought to a full stop.
Usually it is an event totally outside the experience of
everypsz concerned, It threatens the whole being of the
parent and shatters the hopes vested in the unborn child.
The fears and anxieties dormant in alt prospective parents
are suddenly seen to have foundations.

Anderson {1982) states that ncthing in our culture prepares
young parents for the arrival of a damaged child. It would
be even truer to say that our society works very hard to
repress from consciousness the dark hints thut it may occur.
We treat pregrant women as 1f they were in danger, but the
conscious message is that babies are good, birth is a happy
event, motherhood gives status, fathering §s power. Pareni-
heod typically offers an ad’1t a series of opportunities for
enriching his own fdentity, for concrete affirmation of his
generativity, for dncreased se}f-knowledge, for vicarious
approximation of his ego ideals and for experiencing his
effectiveness n bringing a production situation to fulfill~
meat {Cummings et.al., 1966).

Comparisons of their children's prominent characteristics
with prevailing value systems bhoth cultura) and personal,
yleld data to parents which contribute to their evaluation
of themselves and others.

PP,




Chinn et.al. (1978} montion that babies and children have
such a pusitive connotation in our society that much of the
literature neglects to describe the negative aspects of
parenthood. Thus, most parents are nat only unprepared for a
bad event: they are especially keyed up for a good one.
Normally parents develop strong social and psychologicsl
attachments with and commitment to their children. They
buitd up hopes and desires taking special pride in their
enildren's accompiishments. However, when they realize that
such goals will not be achieved their very private feelings
are dashed. Glen*inning (1983) quetes a mother whe sartici-
pated in her study: "1 think subconscisusly that wienever
you have a child bora to you, you have certain dreais cad
ambiticas for what you want your child Yo be. And all of a
sudden the child doesn't measure up te those dreams and
ambitions and you have to start from scraten® (p.21).

There is o common tendorcy among parents to see & great deal
of themselves in their children. Very often parvents consider
their children as an extension of themselves &nd displace
upon them wany of their own feelings and needs. Sometimes,
the parent 15 50 ¢losely jdentified with the child that he
cannot see the child as having any separate existence in his
own right. When the child does something that is approved,
the parent takes pride in the child's performance. But when
the child fails, the parent feels as if it is his own
fallings {Hutt and Gibby, 19653,

According to Chinn et.al. (1978) and Howard (1978. iaveats
will react to the birth of a mentelly retarded child or to
the diagnosis of a handicap in many different ways that are
not always predictable. Howard brings evidence from a few
provious studies that perental reactions to the recognition
of having a disabled child is, in general, the same whether
this disapitity is recognized at birth or during the early
years of development. Yet, there §s no typical reaction. It
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seems from many studies that the variations 1in parental ! 7‘
reactions to the birth of a mentally handicapped child are
due to the parents’ characteristfcs and personality, their
past experiences and their expectations and hopes for the
future, Differcnces in reactions can also be related to the
child's characteristics and the nature of his handicap tn
regard to his parents' expectations of him. Kurtz {1977}
suggests that "parental reaction may not be ta the retarda-
tion per se but to & demolition of expectancies when they
first learn that their child is mentally retarded" (p.97). ;

AVthough parents of mentally handicapped children cannot be

considered a homegeneous group, and as mentioned earlier
parental reactions vary to a great extent, one can still !
find 4n the existing literature recurring themes and
emerging patterns in the df fficult adjustment process that :
the parents face. Generally speaking, the literature ‘»,,.n

"
contains mumerous descriptions of fairly discreet sequential : .
stages of adjustment experienced by parents in response to A

the birth of a mentally handicapped child. The resulting
patterns of behaviour may vary from a more consvructive form

of adaptation {such as a replistic acceptance of the child's m
¢ congition) to a more destructive and maladaptive form (as in
. : rejection or denial of the retardation). The muititude of Loy
3 Y individual parental reactions may be grouped inte a number X N
3 of major categories of behaviour iccording to the type of T e

Lo N aceeptance of the child's handicop. (Hutt and Gibby, 1965).

It is of considerably great importance to understand the
fealings and values of the parents with whom the child is
growing up. Accerding to Feder {1978}, clinical experience

has shown that satisfactory emotional development of the i [N
handicapped child depends as wuch way in which Wis ;
parents relate to him as o cap Ttself. The T
parents' feelings about the child handicap will be a .

|

!

i
major determinant of the child's seltr nage, whather he will } .
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be motivated to improve as much as he can, or to what extent
he will perceive himself as defective and rejected and
beeome increasingly negativistic towards 2l efforts to help
him. Whether the parents' expectations of the child are
realistic or not will devermine how much pressure he
experiences, and whether they can cope with their shock and
disappointment wity determine whether they wiil tend to
withdray from him ur be emotionally available to help him.

The purpose of the following chapter fis to describe the
dynamics of the process the parents go through in their
attempt £o adjust to the fact of having a mentally handi-
capped child, and the pature of the various kinds of
parenta) reactions ot each particular stage. The chapter
will also refer to the effect of parents and child charac-
teristics on parents' reactions to the birth of a mentally
hand{icapped child and on their abildty to fIfill their
parental role.

The process of parental adaptation to mental retardation
and to the child.

1t may ve staued categorice’:y that a1l parents of mentally
retarded children are 17ke’- to show some undesirable
personal reactions to the Fus. *aak their child is retarded.
Such reactions vary both $n degree from one pavent o
another and in thedr particular nature, depending upon a
multiplicity of intricate and <ivsely interwoven factors.
They also vary from one time to anoimer in the Yife-span of
a given parent. For cxample, the omotiunsi vreactions of a
parent when he first beeomes awsre of his cnild's problem
may be somewhat different from those he manifests ten years
later, or the pressure of the stress sitwation to which he
may be subjected by the reterdation of the child may




incroask and become more devastating over time {Hutt and
Gibby, 1964). The process of accepting a4 handicapped c¢hild
may he a very long one. Tt is 1ikely to continue tang after
the birth of the child. The literature consists of many
studies which have tried to describe the process parents
have to work through in their attempt to adjust to the fact
of having a mentally handicapped child. Certainly, the {dea
that parents experience several "stages of adjustment® in
coping with the birth of a handicapped child s not new, and
has appeared intermittently in the professional 1iterature
since the mid-1950‘s.

Blacher (1984) provides an overviaw of a range of studies,
each ope of which defines inese stages and describes the
parental emotional reatfons av cach stage, He states: "this
. b body of literature does inueed Suggest that many authers are
deseribing the same, “or similar phenomenon using different
terminology" (p.55)}. The differences in terminology are due,
according to Blacher (1984} to the Uiscrepancy between the
manifest cvidence concerning stages of adjustment in the
empirical data and In clinical experionce. Differences in
terminology are also a result of the way “stages" are
defined (whether they are time bound, invariant, culture
bound, persan-specific, ete.}.

When dealfng with the "stages model" one ¢an find different
opiniens with regard to the idea that swsrents of handicapped
chitdren go through an orderer sequnaza of discrete stages
ot adjustment, before thiy do indeed sttain a final stage of
acceptance.

Wikler gt.al., (1981} mention that !~-=¢ are two incompa-
tible notions thout the adjustment uiess of parents of
retarded children - that parents worn through their grief
over time, or that sorrow is chranic. However, a stage
according to Wikler et.a)., (1981) is cime bound.




Blacher (1984) believes that the most Smportant factor in
defining a stage s not time hut the change 1n parental
reaction. He states: "The length of time one spends in 2
stage 1s frrelevant, movement from stage to stage is defined
by & noted change in parental reaction" {p.56). There is,
however, great variation {in the pace in which parents may
move from one stage to another.

Thus, Anderson (1982} notes that some parents may go through
these stages very quickly or even omit some of them; others
may get stuck av any stage. Moreover, stage-like reactions M.
may, actording to Blacher (1984), occur repeatedly or to be =l
triggered by types of crises related to the handicapped et
child or to stressful Yife events {Tan Mink et.al., 1983). ’

The stages thereforc have also been df Fferently conceived by
various investigators. Blacher (1984} in his overview of the
literature, mentions that ecarly invesiigators made an
attempt to delineate parental reactions to a Hirth of a -
mentally retarded ¢hild by using Bowlby .nd Freud's theories

of the phases of grief, a process which is analogous to the i
stajes of adjustment. For example, Bowlby identrried the :
phases as grief. despafr and withdrawal, while Kennedy DT
(1970) a1so describes three stages (protest, despair and N
withdrawal) 1Tn wothers’ reactions to having a mentally '
handicapped child. More recently Huber has adapted Kubler-

Ross' stoges regarding death ond dying when defining the : i‘\
stages which he found thet the parents go through: denfal,

anger, bargaining, depression and acceptance (Blacher,

1984},

In order to overview the literature which refees to the :
stages wodel and to review some fdeas on this issue, s
Blacher's grouping of the various taxonomies (1984) will be

used. Blacher divides the studies into three major groups.




£ach group represents a particular stage in the process
of adaptation and parents' typical reactions in regard
1o that stage.

2.1.2.1 Initial Crisis Rosponses

Most fnvastigators have identified a stage representing
inttial reactions that parents experience upon the
birth of their handicapped child or when they first
learn abent the diagnosis. This stage 15 generally
regarded as one of crisis, or strong emotioa.! reaction
as a resuit of becoming suddenly oxposed to a reality L
~f which the parents were previously unaware; however, e
ether investigators suggest that formal diagnosis only

affirms what parents alrcsdy know.

A writer of the latter persuasion is Kurtz (1977) who M
asserts that fn many cases the diagnosis of mental v

retardation fs actually a coafirmation of parental

suspicion rather than a new and surprising finding,

since many parents draw their own conclusions before

the child s eramined by a diagnostician. In fact, it

1% possible that the same child hes been evaluated many " *
times, since the parents may visit many clinfes in x‘

their search for ‘the goldon key'. Consequontly it may .
be the confirmation of retardation which 1s a shock to
some parests rather than its revelation.

In similar wvein, Featherstone (1980) suggests that
during the perfod of suspicion when the parents are
aware that something is wrong but the diagnosis is not [
yet clear, the most typical parental reaction is fear
which presents {tself as an {nner dlalogue. One Snner
voice calls the parents to admit that something is
wrong with the child, but a more reassuring voice tries
to deny this suspicion. Fear of the unknown or of the
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possibility that these suspicions may be confirmed is
the most typical reaction at this stage.

Despite the views of writers such as Kurtz and Feather-
stone, the predowinant theme fn the literature is that
a crisis occurs when parents first authoritatively

Tearn that thair child is mentally retarded. (Michaels

and Schuman, 1962; Mercer, 1966; Gumz and Gubrium,

1974; Margalit end Raviv, 1983; Blacher, 1984). Mercer
(1966) defines crisis as "A situation in which there is
a wide divergence botween role expectations and role

performance” (p.19). Margaiit and Raviv (1983} use

Kaptan‘s definition of crisis in the family - "A situa-
tion in which the families' normal problem-salving

skills Jose their previous efficiency and the usual

support resources are not longer adequate”. (p.163).

Slacher (1984} suggests that the most typical parental
veactions during the period of the initial erisis are
forms of shock, denial and disbelief. As a mother in
Glendinning's study {1983} statest "It was terribie
when we first knew that it was like this. It was a
terrible shock”. (p.26).

This mother and the obther parents in Glendinning’s
study clearly had no doubts that it was preferable to
know about the child's problem as soon as possible.
They felt that the later they found out, the more
difficult it would be for them to adjust to the know=
ledge of their child's disability.

In 2 situation of shock when the individual feels his
security threatened, he defends against the offensive
force. Denial s a defence mechanism that may arise in
reaction to this threat (Chinn et.al., 1978).
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Denial is a common reaction, providing a form of seif
protection against painful realities. Parents may deny
the reatity of retardation and claim that the child is
lazy or unmotivated, or they may search for a cure or
some kind of therapy to relieve the problem.

Mourning or grief reactions, feelings of detarhment
and bewilderment or withdrawa) are all typical of the
initial stage, each representing different individual
parental responses to crisis. (McMictesl, 19713
Howard, 1978; Chinn et.al., 1978; Featherstone, 1980;
Blacher, 1984; Drow et.al., 1984). Howard (1978}
mentions that the mourning process cannot he totally
effective when the damaged child survives. Other
researchers look upon the grief reaction as.a result
of a toss of a dream and a hope, or as a reaction to
the 'death of the normal child' {Chinn et.al., 1978).
Rarely are the reactions described above viewed as
positive or adaptive. However, Blacher quotes from a
few previpus studies which view this initial stage
positively. These studies regard the abovementioned
parental reactions as part of a long-term coping
process which is common and normal to these pavents.
"Following the initial stage of shock, denial, or
dispelief there appears to be a stage characterized by
a continuum of these earlier reactions. Again however,
a specific sequence of stages is merely implied. If it
is not so, one might expect some form of regression
characterized hy movement of & parent from a stage
representing greater adjustment to a stage represent-
ing less adjustment" (Blacher, 1984, p.65).

Continuous feelings and responses

The broad rubric of “"emotional disorganization” fis
frequently used to describe the stage whereby parents




emotionally react to the realfzation that they have a
child whe 1is not "normal®. Such feelings as guilt,
disappointment, anger or Jowered self esteem are
common {Blacher, 1984).

When the handicapping condition is very evident guilt
and projection of blame are probably the most common
typical reactions. At this stage the pavents may find
that denfal 15 not a viable means to protect their
ego.  Projection of blame is another commonly used
defense mechanism against guilt feelings. (Chinn et.-
al., 1978; Howard, 1978; Drew gt.al., 1984; Blacher,
1s84),

Guilt can serve a useful purpose in such cases if it
pravents the recurrence of certain  $nappropriate
behaviours. However, assuming the blame will not make
the handicap disappear, intense feelings of gquilt can
erode the parents’ positive self-concept. In some
cases it is even possible that the parents uninten-
tionally may be responsitle for the handicapping
candition. However, according o Feathersons {1980)
even parents who assume the responsibility for the
sftuation may feel angry. Anger can be directed to
oneself but alse to other people, mostly professionals
who are involved in the situation. Some parents direct
their anger towards God as Featherstone (1980) states:
"Some religious people may fesl that if a healthy
child 1s a perfect miracle of God, who creates the
imperfect child, why would God create imperfection?”
(p.33%

When parents are aware of their child's situation,
besides guilt and anger they feel disappointed hy the
handicapped chitd. Thus, resenfment and aggression may
follow. "I never hated the baby, just what she was, [
didn't care if she died" (Blacher, 1984, p.63}). The
stereotype of a good parent fs warm, loving and
accepting. Rejection tends to carry strong negative

L o . _anddt
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overtones. It is a fact that every parent sometime
rejects his or her normal child. We reject behaviour
that we Find unacceptable and displeasing. Yery often
we reject not only the behaviour but the source of the
behaviour as well. When it is so easy to develop
feelings of rejection toward a normal ¢hild, it is
understandable why parents of handicapped children may
develop such reactions.

According to Feder, 1978}, guilt and overprotection
may evoke resentment of the handicap, which can turn
inte resentment and rejection of the child. Parents
often feel the ¢hild js a stigma. The child is a pro-
founs blow to the parents' self-esteem. The lowered
self-esteem may create feelings of sorrow and depres-
sion, detachment in relationships and even physicatl
symptoms.

Adjustment or acceptance

The second state of ewotional disintegration is
characterised by depression, denial, anger and sadness
and 1s followed by a period of adjustment or equili-
brium. The parents report gradual lessening of both
anxiety and emotional reactions. There may be partial
acceptance and partial denial of the handicapping
condition (Howard, 19781,

The literature reveals that writers about this final
stie are not unanimous in their understanding of it.
Some view it as & definite stage, involving two, three
or four sub-stages; others see full parental accep-
tance a5 a chimera, and suggest a permanent pattern of
chronic sorrow; while yet others conceive of a
continuum vanging from constructive to maladaptive
parental adjustment. A final group of writers advance




the suggestion that the reactions of parents of
mentally retarded children are tittle different from
those of pareats with "normal” children.

Blacher (1984) is in the first group. He asserts that
even within the final stage vartous sub-stages have
been identified. These sub-stages are those of re-
construction and reorientation. The sub-stages allow
both the needs of the family and the child to be met.
At this stage parents start to channel their energies
into sdlving realistic problems of the child and the
family (Michaels and Schuman, 1962).

After a gradual process parents mav reach a stage of
accoptance {Roser, 1955; Howard, 1978; Chinn et.al.,
1978, Drew et.al., 1984; Blacher, 1984), According to
Blacher {1984) acceptance refers to parents accepting
the child as welt as others and themselves.  The
process of acceptance can be broken down further.
Chinn gt.a), (1978), for example, suggest that accep-
tance can develop in three areas:

{a) Acvepting that the child has an handicap.
{b} Acceptance of the child,
{c) Acceptance of self.

Featherstone (1980} {dentifies four interreiated
stages. She believes that acceptance "Refers to one of
four parallel processes, or sometimes to an amalgam of
sevaral. First, parents acknowledge the existence of
the handicap and 1ts long lsrm significance. Second,
thay begin the long, difficult task of integrating the
child and the disability into thelr tfves. Third, they
Tearn to fergive their own errors and shortcomings.
Fourth, they search for meaning in their loss" (p.215).
When the parents learn to accept the situation it is a
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major critical step in che healing and growing process.
This step fmplies a recognition of the value of the
child for who he is and sometimes enables parents to
develop a very special and unique attachment to their
child.

There is a considerable variation in the timing, dura-
tion and the behaviour characteristic of this stage of
parental adjustment, as descrided in the )iterature.
Blacher (1984) refers to a few studies {Rosen, 1955;
Turnbull and Turnbull, 1378}, that after interviewing,
parents are not able to delineate any definite points
in time which marked a "phase of acceptance”. It
seems, according to these studies, that there is a
life-long need to make continual adjustments and re-
adjustments to one's child who has menta) retardation.
gayley (1973}, who interviewed parents of adolescents
and young adults, found that after Jiving “ith the
child for so long the parents in many cases were
unaware that they had created a structure within which
the famity could cope with jts subnormal member. This
care was only possible within this structure which
payley called "a structure for coping”. Thus, even
when the process of adaptation had not reached its
final stage, the development of the structure for
coping cnabled the parents to at least adjust their
1ives to the daily grind vesulting from the child's
problem. Featherstone {1980), too, is careful to point
out that parents may never reach an absolute stage of
acceptance but that they are 1ikely to experience
positive feelings in a step by step wovement in that
divection, Similarly, Blacher [1984) points out that
it 1s dimportant to recognize that there is not an
abrupt end to the stages of parental reaction.
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The belief that adjustment is not time-bound {s funda~
mental to the second group of theorists such as Wikler
|, (1981) who found that parents of mentally
handicapped children experience chronie sorrow rather
than some kind of time bounded grief and aventual
adjustment. The term ‘“chronic sorrow" (0Qlshansky,
1902} refers to a c¢linical plcture of the continuing
sadness axperienced by parente of mentally handicapped
chiidren and creates stress and sadness over time.
wikler ot.al. (1981) and Blacher (1984) have described
Searl’s fdeas that feelings of shock or guilt never
dissppear but stay on as a part of the parents’
emotional life. Parents, in Searl's view, do not
“adjust to" or “accept" the fact and conventional
assumptions about progressive stages towards accep-
tancs do not seewm to apply.

A third varfation in understanding acceptance is
provided by Hutt and Gibby {1965}, who prefer to
deseribe patterns of parental behaviour which range
from a more constructive form of adjustment to a wore
destructive and maladaptive form of adjustment. They
have grouped parental reactions into a4 number of major
categorins of bebaviour according to the type of
acceptance of the child's retardation, The three
defined categorfes are:

I. The accepting parent - this category of parental
reaction may bo regarded as befng constructive and
adaptive. The “accepting parent” acknowledges and
accepts the reality of nis child's disability in a
mature manner. Such an acceptance of the child
Teads to many positive benefits for the child and
the family unit. The child {s accepted as he is
and the parent perceives his own role clearly and
deals with the child's problems in a realistic
manner.




IT. The disguising parent - this categery includes
modes of behaviour which attempt to disguise the
cnild's condition. Such a parent perceives that
thera 13 "something wrong" with the child to some
extent, but he cannot admit that the child's
problem 15 a result of limited 1ntellectual
capacities. Thus, he may see the child himself as
being at fault or as being a form of punishment to
nis parent.

111.The denying parent - the parent who as a severe
emotional reaction to the stress situation, denfes
both to others and to himself the reality of the
child's disability. This pattern of behaviour may
be & result of the general waturity level of the
parent and his life history. For the immature
parent, greater stress creates nmore extensive
defensive roactions and  cooseguent maladaptive
dehaviour,

Finally, it wust be noted that some researchers have
produced c¢linical ovidence to suggest that parents of
mentally retarded children, or sub-groups of them, do
not fibt 1fnto any of the conceptual frameworks
discussed above. {Hewett et.al., 1970; Hart, 1970;
Voysay, 19753 Kurtz 1977},

Hart (1970}, for cxampie, describes an atypical group
of parents {highly educated, in a high socioeconomic
states and strongly religiously orfented] who had
already altered the reality of their condition so that
thay perceived themselves as Dbeing chosen, for a
spacial purpose, by God to raise a special chitd.
These¢ parents usually emphasized the retarded child's
good qualities and his special contribution to the
family 1ife.




It is of prie that Hewett pt.al., (1970); Voysey
(1975) and « 7 (1977) found that the vast majority
of parents of % weatally handfcepped child do not
differ to a g¢=at extent from parents of ordinary
childran,

clearly suggest that reactions iike anxiety, guilt and
rejection may alsc be generally found to a marked
degree in parents of normal chitdren, The common
tendency to relate these kind of reactions specifi-
cally and solely to parents of mentally handicapped
children 1is vonsidered by these researc.ers as
ereating a completely biesed and prejudiced impression
of such §irents.

Hewett pt.al.'s views are Dacked by other researchers.
For example, Kurtz (1977) roports on Birenbaum's
findips: which showed that mothers of young wentally
ratee children made an attempt to maintain a normal
app crivg family life-style, and that meintenance of
suck  Tife- style scemed extremely jmportant to these
wekh: o o Simitarly, Voysey {1978), when summing up
her tervigws with parents states: “Overall, the
axjority of parents ¢latm that their disabled child
f15 not had deleterious effects on their family 1ife"
CL2i.

T osum oup, twe main groups of approaches have heen
med:  The first and the wost comwon approach
jcates that although parents of wmentally handi-
capped children cannot be considered a homogeneous
group, they do share some comwon reactions to dise
ability. hccording to the second approach, which is
held hy only a small number of researchers, although
parents of mentally wsandicapped children face some
difficulties as a result of the child's situation, the
reactions of many of them do not differ a great deal
from the reactions of parents of normal children and
they try to, and succeed in maintaining a ‘normal’
1ife style in spite of thefr diviiculties.




63

The effect of parental reactions to their mentally retarded

child upon their atiitudes and feelings towards him

The protessional Titerature stresses the importance of
metual bonding between parents and infant. Howard (1978)
mentions a small number of studies which reveal that a
mother's or father's behaviour towards the infant derives
from personal family expariences, cultural background,
genetic endowment and previous pregnancies. These studies
also indicate that the infant's and parents' behaviour both
contribute to the establishment of a 19fe long relationship.
When parents are depressed and anxjous about their abnormal
eniid's condition, it is obvious that their interaction with
him will be disturbed. The mother, out of her sense of shame
and grief, may reject the child and not respond to his early
attempis to communicate. She may handle him perfunctorily
and isolate him from others as well as from enriching
eaperiences.

According to Feder (1878) it is difficult for parents of a
disabled child to perceive the positive aspects in their
child's parsonality. When the mother-child interactions are
satisfying the mother will feel rewarded for her efforts and
a reciprocal love relationship is easily facilitated. How-
ever, when the child {s difficuit to handle and his re~
actions toward his wother are poor, a vicious cycle is often
set in motion as the ¢hild ~ in his mother's eyes - seems to
be rejecting the mother by his unresponsiveness. Thus, she,
in defense, often unconsciously begins to feel rejecting of
the child. As a result of tvhis continually unrewarding
relationship, the mather may find herself spending only the
minimal amount of time with the child. Thus, the disabled
child who often necds waximum and intense stimulation 1f he
is Lo progress and become aware and vespansive o his
environment, gradually receives less and less stimulation
and becomes even less responsive and rewarding to the mother
as his overall isolation and sensory de, ivation increases.

B &
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mentally handicapped children cleaﬂy derive less pleasure :
in relating %o their retarded children than in relationships '
with their normal children. The fact that they bear a burden !
of anxiety, depression and conflict in modulating hostile |
feelings seems to produce tendencies towards rejection of /
the retarded child at the same time as overprotection i 1 )
wanifested. ? T
|
|

The abovementioned studies clearly reveal that the .
difficulties in the parental process of adaptation have a ‘ i
negative fmpact on parents' ability to fulfill their roles . o
in regard to their child's special needs. However, other I
studies (Miclaels and Schuman, 1962; Mart, 1970; Hewett i.
¢t.als, 1970; Bayley, 1973 and Kurtz, 1977) suggest that on :
the whole, parents who are able to adjust to the fact of :
having & mentally retarded c¢hild develop a realistic Lo,
wpproach to the child and are able to emphasize their e
child’s strengths and minimize his weaknesses. Accepting the b
child for what he s makes it casfer for these parents to i
overcome the day-to-day difficulties of raising a mentaily :
handicapped child and in many cases parents even find some ;
|
]
H
|

advantages to having such a child.

Aand child charac’cerisncs on_parentat
i\ y y_handjcapped child

Many studics on parents' reactions to the birth of a men-
tally handicapped child indicate that there are differences
between mothers' and fathers' rcactions, the way they adjust B
to the fact of having such a child, and to thefr atiitude
towards the child himself.

It scems to be widely agreed that Tamily and child charac~
teristics also play an important role and influence parental
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reactions to mertal retardation as well as on the parents’
attitudes towards their child. In this connectjon the
following elements will be discussed;

11.

.
I7.

Vi,

Mothers' versus fathers® reactions.
The family sociovconomic status and the parents’ level
of formal education,
Parentat religious background.
Chitd's age.
Chitd’s sex.
The severity of the handicap or the cause of the
mental retardation.

Mothers' versus fathers' reactions

It is commonly accepted that both mothers and fathers
are deeply affected by the presence of a mentally
tandicapped child in the family. Mothers, however,
aave been found (0 be wmore vulnerable  (Cummings
et,al,, 1966; Cummings, 1976; Egan and Daneel, 1980;
Margalit and Raviv, 1983), since they carry a greater
burden of caring for the child and often lack the
adaptive advantage of spending much of the day at an
outside job, a situation which Dboth interrupts the
continuity of stressful contacts with the child and
provides an arca for self-actualization.

In their studies, Cunmings gt.al., (1¥66} and Cummings
(1977} compored patterns of personality traits of
mothers of different kinds of deficient children and
mothers of normal children. The Same comparison was
wade in respect of the fathers. Findings from these
studies indfcate that wothers of mentally revarded
children differ from those of normal children in the
seven following arcas:
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1. Increased cccurrence of depressed feelings.

I1. Increased preoccupation with the involved child.

III. Increased difficulty 1n handling anger towards
the child.

IV. Feelings of increased possessiveness towards the
chitd.

V. UDecreased sense of maternal competence.

VI. Decreased enjoyment of the child.

VIi. Feelings of rejection towards the handicapped
child, i

Craic gt.al., (1983) refer to evidence from studies
which in most cases were not able to relate the
aothers' depressive reaction, or their preoccupation
1o the severity of the child's handicap, although
mothers of severely retarded children tend to bz more
overprotective. It seems from & few existing studies PRE.
that waternal education, and even more so maternal i i
age, are important factors affecting mothers' feelings ;
and attitudes towards the mentally handicapped child.
"Mder mothers felt that thelr increasing age made &
them more susceptible to anxiety and stress, partly ! ‘
because they had less energy and resiliénce to help
them to cope.” {Glendinning, 1983, p.78).

As mentioned before, mothers of nment«lly retarded
! cliildreen have been found to be wore depregsed and pre-
2 occupied compared to fathers of such children. It may -
! be postulated that the mothers are more emotionally
L aware of their feelings of deprassion and resentment T,
b ' and able to express their feelings, while the fathers
are less emotionally aware and less able to express v
such feelings, or else they are highly defended
against revealing their true feelings (Egnal and
Daneel, 1980).
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In this regard it is interesting to note that women
have been found to be more accepting of handicapped
children than are men {Crnic et.al., 1983). Yet, when
compared te fathers of normal children, the fathers of
mentally handicapped children demonstrated eight
characteristics that were different from those in
fathers of normal children.

They:

I. Were more depressed.

11.  Were more preoccupied with the involved child.

III. Experienced decreased enjoyment of the child.

I¥.  Had decreased self esteem.

¥, Experienced decreased interpersona) satisfaction
with their wife and other children.

V1. Had a need for more order and routine.

¥il. ‘Mere less assertive.

VIII. Had less sexual interest i1 the opposite sex.
{Cummings, 1976).

Howard (1978) suggests that the father, relative to
the mother, has fewer opportunities to help his handi-
cappad child directly, which leads to fewer opportuni-
ties to counter-balance the sense of loss, frustration
and anger. Less confrontation with the child's handi-
cap probably creates more psycholiogical stress for the
fathers as much as it enables them to run away from
the daily reality of the child.

The differences between mothers' and  fathers'
reactions to their mentally retarded child may create
difficulties because of disagreements over the hand-
1ing of the ¢hild. For example, spouse {usually the
father) may blame the other one (usually the mother)
for being over-anxious or overprotective (McMichael,
1971},
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Glendinning (1983) concludes her findings about
mothers' and fathers' reactions to their mentally
handicapped child by stating that in each of the two-
parent families that she studied, the father was the
breadwinner for the household, even when the mother
had a paid Job. Conversely the mother took primary
rosponsibility for the care of the child and the home.
What was crucial, certainly to the mothers' experience
of stress, was the amount of flexibility in these two
roles. Sharing of the varicus economic and domestic
commi taents  between parents provides a better
adjustment of the parents to the situation and enabies
coping patterns to emerge.

Socioeconomic status and parents' Yswvel of education

The socioeconomic status and the intellectual level of
the parents smay affect their attitude o mental
retardation and to the child. Certain Tower socio-
economic groups may place a greater value on physical
atteibutes than other groups. Occupations $n these
groups may involve manual labour and physical dis-
abilities may be a greater disadvantage than in groups
where there are mere wvotational alternatives. Higher
socioeconomic groups, on the other hand, tend to place
a greater emphasis on education and intellectual
achievements. The level of education of the parents in
these families is often higher and their expectations
emphasise cognitive development. Children in these
families whose handicap cavses Timitation of cognitive
skills may frustrate their parents because of their
inability to achieve goals set for them by the parents.
(Feder, 1878; Chinn et.al,, 1978; Drew gt.al., 1984).

However, Hart (1970) found that among parents with an
above-average level of education and socioeconomic
status, there was a tendency to consider themselves as
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being chosen for the special task of rafsing a men-
tally handicapped child, These parents seem to create
sttuations which result in their own hostility being
directed toward somcone other than the child.

In spite of their continuing sorrow, most of these
parents consider caring for a retarded child as an
enobling experience and they feel that they have
gained something - usually in terms of their own
character dovelopment - which otherwise they would
have missed.

Using Farber's definition of crisis, Gumz and Gubrium
(1972), state that moethers of retarded children who
were of bigh socioeconomic status tended to react as
if bereaved, while in lower status mothers, role
¢risis and difficulty in organizing self concepts for
an extended period of time occurred.

Farber (1968) concludes his research study by mention-
ing that the higher the socioeconomic status of the
famity, the greater the f{mpact on the family's
emotional reaction when a child fs labelled as men-
tally retarded. For lower socioeconomic status
familfes, the label of retardation matters less than
the child-care problems associated with the condition.

Parental religious background

The religious background may be a varlable related to
the degree of the effect of wental retardation on the
family (Drew gt.al., 1984}, For some who do not
believe in God, the arrival of a handicapped child may
reinforce thoir dishelief, or they may simply accept
it as a wedfcal fact without relating it to any philo-
sophical or veligious view.

However, other parents have sald that prayer played an
important part in helping them to come to terms with
their child's condition. Some go so far as to believe
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that God has given them this child to challenge or
test their faith or that they have been chosen because
their faith equipped them to provide for the spacial
needs of the child [Hart, 1970; Worthington, 1982},

Decp religious faith can, however, be a drawback if a
mother feels that she 15 Dbeing punished for some
imagined fault. Fortunately the improvement in under-
standing about the causation of handicap means that
wost people realize that ™§% can happen to anyone".
Nevertheless in a vulnerable state when the mother
suffers guilt feelings, she may find help and support
from 2 minister av a priest. (Yoysey, 1875; Worthing-
ton, 1982},

Zuk's {1953) study on mothers' quilt feelings revealed
that Catholic mothers with young children were more
accepting than non-Catholi¢ mothers with older
retarded children. When Catholic mothers were compared
to Protestant mothers, the former again seemed to have
less difficulty in accepting the -hild. Some other
stuaies mentioned by Farber {1968) suggest that
religion 1s an {mportant factor in accepting the child
and that it sometimes affects the way parents treat
their children ("The martyr or chusen people syndrome®,
p.157).

Although there 15 evidence that reiigion 1s a factor
which has its effect on parantal attitudes towards the
menta)ly retarded child, previous investigators have
failed to explore and compare specific belief systems,
and this issue remains unclear,

Child's age
Accepting the fact that from the birth of the mentally

handicapped child the process of parental adaptation
to mental handicap and to their particular child




starts, it is obvious to assume that parents' reac-
tions will differ accarding o tha child's age.

In studies where the interviewed parents had very
young children, Yke those of Backman {1983) ana
Cunmings gt.al. (1966), the child's age and sex bore
no relationship to the amount of stress felt by
mothers. However, researchers who included in their
sample childien of different ages found evidence that
parents’ attitudes and feelings differ in regard to
the child's age, and sometimes also according to his
sex. (Farber, 1968 Bayley, 1973; Worthington, 1982;
Glendinning, 1983).

Most studies reveal that over the years a mre realis-
tic, practica) attitude towards the child develops. A
mother of a thirty year old mentally retarded daughter
states “The only thing I can say is that you've got to
accept ft. It's hard, isn't 1t, but you have %o accept
it" {Bayley, 1973, p.186).

Worthington (1982) notes that when the other children
in the family grow up and become less dependent while
the retarded child remains the only one who is still
dependent on the parents; he becomes sa much a part of
the family that the parents never doubt their love for
him and cannot imagine 1ife without him. In fact many
parents speak with great pride about the behaviour of
their adult son or daughter and they feel that their
effort and perseverancepaid dividends. In spite of
the abovementioned, when reviewing the Titerature on
this issue one may Ffind that the wost commonly held
view is that more family stress fends to occur in
families of older handicapped children. (Farber, 1968;
Feder, 1978; Backman, 1983},

Wikler gt.a) (1981) compared social workers' and
parents' views 1n regard to difficulties experienced
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by parents as a result of raising a mentally retarded
child at home. The social workers tended to over~
estimate the distress of the parents’ early experi-
ences yet, they underestimated the distress of the
later experiences. Glendinning (1983) quotes a mother
saying "l could wanage her when 1 was younger. 1
didn't get depressed as easily as 1 do now." (p.79).

1t seems from the foregoing studies that the most
common reaction among parents of older children s
depression which according to Olshansky {(1962) is
“ehrontc sorrow” or with regard to the findings of
other studies can be explained as a consequence of the
development of a vealistic approach to the situation.

Chitd's Sex

Beside Farber's findings (1960} that the ability of
the father to cope was related to the child's sex and
that mothers of boys were confronted with more severe
problems, other studies in this respect (Cumpings
+s 19663 Backman, 1983; Margalit and Raviv, 1983)
could net find significant relationships between
child’s sex and parents acceptance of his mental
handicap.

Nevertheless, Crnic gt.al. (1983) report that sex of
the child was important to murital dintegration, as
retarded mle children had a morg significant negative
{mpact on the marriaga.

The severity of the chitd's handicap

The degree of severity is another fmportant variable
affecting parental reactions to the child with a
handicap. A mwildly retarded child may have no
distinguishing physical characteristics that suggest

L & TN
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retardation, and it seems from studies that the
physical appearance of the child {s important to the
parents. {Howard, 1978).

The wildly retarded child may not only have ai1 the
autward appearances of a normal child, but his
behaviour may aiso be more 1ike than wunlike that of a
normal child, When the parents feel that the child is
not rejected by the outside wortd it will help them to
accept the chitd easlly {Chimn et,al., 1978).

Acgording to Begab (1963) the nature of the child's
behaviour as a vesult of his handicap will also
influence the ability of the parents to accept him.
"Much depends on the family's definition of acceptable
behaviour" (P.65). MWorthington (1982) supports this
centention by stating: "A child who is of pleasant
temperament, co-operative behaviour and is socially
acceptable is usually described as no troubfe at all
or a real biessing, even though he may be severely
retarded in the intellectual sense. On the other hand,
those whose children display bizarre or witd behaviour,
who have aggressive or hyperactive outbursis, who seem
tota]ly unresponsive fo the request of others or
prohibit outings feel their lives are dominated by
stress” {p.43).

Another cpinion on the degree of severity and fts
impact on parental acceptance of the child's problem
has been suggested by Chinn gy.al, (1978). They found
that although the initial effect of the more severely
handicapped ¢hild on his parents ¥s great, the fact
that in many cases the parents are aware of the
problem at an earlier stage helps them %o adjust to
it. Conversely, when the parents are aware that some-
thing 15 wrong, but are only at a late- stage, faced
with a final diagnosis, the process of adjustment that
they have to go through may be even harder.




To sum upt T4 seems that the nature of the child's
problem and the way it influences his behaviour
influences parents adjustment to the situation and
their attitudes to the child more than the degree of
severity per se.

The findings of the present study in * pard to the
former discussed issues are introduces in the next
section of this chapter.

2.2 FINDINGS OF THE PRESENT RESEARCH STUDY

2.2.)  Ingroduction

This section introduces the findings of the research study in
regard to the process of parental adaptation and its fwpact oa
parents’ attftudes toward thelr child. The section will be divided
ag follows:

1. A comparison between the parents of the younger and the
oldor children {(Group A versus Group B),

11. A comparison between wothers and fathers.

111, A comparison between mothers and fathers in regard to
child's age (mathars A vorsus mothers B, fathers A versus
tathers B},

IV, A comparison of mothers versus fathers within groups A and

By

The fwpact of child and family characteristics on the

parental process of adaptation to the child and parents

attitudes towards him.

=

The presentation includes results of both research tools - the
QRS and the interview schedule.




A comparison between parents of the younger and the older
chiidren (Group A versus Group B)

Eight out of the fifteen QRS scales deal with issues .hich
may be related to the subject of parental acceptance of the
chitd's mental hancicap and the influence of the handicap un
the parents' feelings, behaviour and attitude towards the
child. The efght scales compose of two parts. Firstly theee
are scales wnich dea) with the influence o1 the chiia's
problem on the parents' views about their way i life, treir
feelings towards themselves and the chile ant their
behaviour as a result of the c¢hild’s problem.

The scales are:

1. Poor nealth/mood.

2. Excess time demand.

3. Negative attitudes towards index case.
4, Overprotectian/dependency.

6. Overcomnitment/martyrdom.

7. Vessimism,

Secondly, thers are two scxles which cover 172 a-onts'
views on the child’s problems arfsing from “1¢ ¢ gcial
sttuation.

The scales are:

11, Physical incapacitation.
16. Difficult personality characteristicr.

Results for scaltes 1, 2, 3, 4, 6 and 7 are presented
Table 9.

n




Table 9

Means, SD, Df, and Probabilities for Group A versus &Group B
according to Scales 1, 2, 3, 4, 6, 7, of the QRS (t test)

Group A Group B
Scale Sl r—BDf $ Df
1. Poor Health/Mood 105.3 109
2, Excess time demand 106, 106
3. Negative attitudes
towards 1dex case 108,58 106
4. Overprotection/
Bependency 90. 102
6. Overcommitment/
Martyrdom 108 1081 0.9
7. Pessimism 99.4 1004 0.01
N=58 =54

Results from the comparison between the two groups reveal that the
differences in scales 1, 2, 3, 4, 6 are not statistically signifi-
cant. However, the mean scores for Group A in 2 and 3) are higher
compared t6 Group B. This suggests that the child's problem has
slightly more of an impact on the feelings, way of life and
behaviour of the parents of the younger children compared to the
parents of the older ones. With regard to pessimism (scale 7) which
is also related to this subject, it is demonstrated that the
difference between the groups is statistically signfficant (p=0.01).
The parents of the older children are more pessimistic compared to
the parents of the younger ones. This is the only aspect in which
the influence of the child's sftuation 1s stronger for the parents
of the older children.

A comparisen of the QRS scales which relate to parents' views on the
child's speefal problems is presented in Table 0.
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Table 10
Means, SD, Df, ard Probabilities for Group A versus Group B
according to Scales 11, 15 of the QRS (%t test)
Sroup A
Scale Mear SO Df 4 [d

11. Physical

incapacitation | 5.1 2.3 | 10%.2 1 0,000y 0.000)
15, Difficult

personality

characteristics| 13.2 4.2 90.8{ 0.000} 0.000

=58

A comparison of the parents' views on the chi‘d’s situntion and his
special problems according to the two groups reveals tnat the
differences in both scales (11 and 15} which relate to this area are
highly statistically significant (p=D.U001), Parents of the younger
children are wmore intensely aware of their child's physical
incapacitation and difficult personality characteristics compared to
the parents of tie older children.

khen responding to the schedule the parents were asked to recall the
imitial period when they suspected that the child had a problem or
they were 1010 sbout i%. For 2 comparisen between tha younger and
the older parents’ initial reactions, see Table 11.




Table 11

Frequencies of timing of parents' first suspicions of the
chita’s problem by groups (A & B) {in percentages)

Timing of parent’s suspicion Group A Group |

1. I didn't suspect anything. 44.8 51.8

2. During pregnancy. 1.7 3.6

3. At birth cr a few days after. 15.5 13,3

4, After 4 - 8 months. 20.8 20.3

5. From i - 2 years, 15.5 5.5

6. From 3 - 4 years. - 5.5
7. When the child had to go to

schoot. 1.7 -
Total 160.0 100.0
N=58 N=54

Results show that the parents of the younger children recalied
Tearning about the problem, at an earlier stage than did the parents
of the older children. .lore of the younger children were tested
before the diagnesis was made, in most cases by a physictan, than
were the older children. (See tables 8A, 9A in Appendix 4).

parents' initia) reactions to the child's diagnosis are presented in
Table 12.

Tavle 12

Fraquencies of parents’ initial reactions to the child's
diagnosis by groups (A & B) {in purcentages)

Parents' reaction Group A | Group B
1, I knew something was wrong and
was upset. 5.1 7.4
2. Shocked, couldn't beljeve it. 46.5 44.6
3. Confused, felt bad about the way
they told us, was angry. 17.2 14.8
4. Upset but accepted it after
nometime. 3.2 21.7
[5. 1 was worried. - 5.5
Total 100.0 100.0
N=58 N=54




As the differences are Yess than 19% they cannot be considered
meaningful. Resuits reveal that many of the parents in both groups
were shocked and could not believe that their child could be
labelled as mentally retarded. However, when the parents were asked
to describe their current feelings, there were some marked
differences between groups as presented in Table 13.

Table 13

Frequencies of parents' current reactions towards the child's
handicap by groups (A & B} (in percentages)

Parents' reaction Group A | @roup §
1. The child will grow out of it. 25.8 1.8
2. 1 have accepted. The child will
improve. 48.5 37.0
3. You have to accept it. 15.5 37.0
4. ¥ am worried about the future. 6.8 20.5
5, It has changed my 1ifestyle. 1.7 -
6. It has enriched our family 1ife. 1.7 3.7
Total 104.U 190.0
N=58 N=54

This table reflects that among the parents of the younger children
there were some who stil] believed that "the child will grow out of
it"; only a few of the parents of the older children had the same
kope. The optimists among the parents of the older children did not
Tose hope for improvement, but many of thewm reacted with "you have
to accept it".

When asked about the timing of sharing their problems with other
people, and whom they chose to tell about it, there were no marked
differences between the groups. The majority of the parents told the
relatives imrediately after they learned about the child's problem.
The parents of the older children, more than the other group,
reported that the relatives were initially shocked but Jearned to
accept it. On the other hand, the parents of the younger children
felt that, 1ike themselves, the relatives were shocked and it was
hard for them to accept the fact. (See Tables 104, 1l1A in the
Appendix 4).
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2.2.3

A comparison between mothers and fathers
A comparison between mothers and fathers according to the
eight relevant QRS scales did not reveal any statistically
significant diffarences for any of the scales. It seems that
the parents' views on these subjects are quite similar. (See
Table 12A 1in ippendix &), However, when responses 1o the
schedule were analysed the reactions of the two parent
groups to the information vreceived from the physician
differed. (See Table 14).

Table 14

Frequencies of mothers versus fathers initial reactions
to the child's diagnnsis (in percentages)

Parents’ reaction Mothers | Fathers
1. I knew something was wrong

and was upset. 8.3 3.8
2. Shocked, couldn't beljeve it. 53.2 36.5

3. Confused, felt bad about the
way they told us, I was angry, 18.3 13.4

4. Upset but accepted it after
sometime. 18.5 42.5
8. 1 was worried 1.6 3.8
Total 100,0 100.0
=60 W52

Results reveal that mothers mare so than fathers reported
being shocked and unable to belleve it, while Fathers
reported more about feeling upset and coming o accept it
after some time.

When asked about their current feelings there were no marked
differences between the parents. A large group of mothers
and fathers reported that they accepted the fact and hoped
that the child would improve (See Tabte 13A in Appendix 4).




2.2.4

2.2.4.1

Results show no marked differences about the timing of when
parents felt that they were able to confide their problem
to others and also in whom to confide. They also felt
relatively the same about the reactions of the people with
whom they chose to share their feelings. A large group of
parents reported that they had toid thefr own parents or
siblings immediately after they heard the news. The fathers
more than the mothers felt that their relatives accepted the
fact and were supportive. (See Tables 14A and 18A in
Appendix 4).

A_comparison between mothers and fathers in regard to
STIE's age.

A comparison between wathers of Group A versus mothers
of Group 8.

Khen mothers of Group A were compared with mothers of
Group B there were no statistically significant
differences in five of the six QRS scales relating to
part I (parents’ feelings and behaviour towards the
child). In scale 7-pessimism - the difference between
the two groups of mothers is statistically significant
{p=0.08}, Group B's mothers are more pessimistic.

in the two scales concerning the parents’ views on the
child's 4ncapacitation {scale 11) and difficult perso-~
nality characteristics (scale 18), the differences are
also statistically significant.

Scale 11 ~ p=0.0001

Scale 15 ~ p=C.002
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Table 15, presents further information in regard to the above-

mentioned results.

Table 18

Means, SD, Df, and Prababilities for mothers of Group A versus
mothers of Group B according to scales 1,2,3,4,6,7,11,15 of the

ORS (t test)

Scales Mothers A Mothers B
Wean | SO T OF [ Mean r‘SD of_ P
1. Poor Health/Mood 3.2[2.3 54,7 0.2 4.113.0]5710.2
2, Excess time demands| 4.7 [2.7 [53.7 [0.4 6,2(2.1156(0.4
3. Negative attitudes
towards index case | 9.9 (3.9 186.0 0.1 8.6[3.1{67]0.1
4. Dverprotection/
Dependancy 5.60.8 148.2 P.Q 6.072.8)55]0.4
&. Overcommitment/
Martyrdom 3.7 0.8 BL9 (0.6 3.8|1.0] 1(0.6
7. Pessimism 3.0 [2.5 [52.0 0.05 4.111.9164{0.05
11.Physical
incapacitation 5.312.5149.8 [b.000Y 2.6 1.7 | 56 0.0004
15.01Fficuit
personality
characteristics 13.3 4.1 50,0 0,002 1 10,0 | 3.6 ] 62| 0,002
N=30 N=30

Results regarding mothers' attitudes towards the child's handicap
reveal that mothers of the younger children experienced the effect
of the child's physica) dincapacitation and difficult personality
characteristics on their daily Tife mare acutely than mothers of

older children.

-

a9



§
|

2.2.4.2

2.2.5

2.2.8.1

2.2.5.2

A comparison of fathers of Group A versus fathers of
Group 8.

Rasults of the comparison between the fathers in both
groups show that in the six QRS scales relating to the
impact of the child's prublem on the pavents' feelings
and behaviour, the differences between the two groups
of fathers are not statistically significant but in
the two scales comcerning the child's physical
incapacitation (11}  and  difficult  personality
characteristics {15}, the differences are
statistically signm ficant,

Scale 11 ~ p=0.0001

Scale 15 ~ p=0.01

Fathers of the young chilcren score higher in these
two scales. (See Table 16A in Appendix 4).

A comparison of wotners versus fashers within Groups A and B

Mothers A versus Fathers A

A comparison between wmothers and fathers in Group A
did not reveal statistically significant differences
tor any of the QRS scales discussed in this chapter.
It seems that tie experiences of the parents of the
young children are similar when it comes ta these
Tssues, (See Yable 17A in Appendix 4).

Mothers B versus Fathers 8

A comparison between the parents within Group B gave
almost the same picture as Group A.

The experiences of hoth parents were similar regarding
these issues except for scale 2 (Excess time demand),
in which the d¢ifference is staristically significant
(P=0.02) The mothers more than the fathers of the
older chitdren still fell that they had to spend a lot
of time with their child in spite of his older age.
{See Table 18A in Appendix 4).

- et
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The tmpact of child and family characteristics on the
parenta] process of adaptation and attitudes to the child

This section fncludes results of the resgarch study in

regard to the impact of child and family characteristics on

parental acceptance of the child's problem, and on their

attitude to the child. The following characteristics will be

disgussed:

1. ChiTd's sex.

11, The causation of the mental retardation and the
child’s physical condition.

1. Sniva’s bivth order.

Iv.  Parents' level of forwal education,

V. Parents' occuption.

Vi. Parents' religious background.

Vi1, The existence of a wentally handicapped relative in
the famity {beside the child).

Child's Sex

In respect to children's sex. jt must be kept in mind that
there were more males among the older children and that
this might have an influente on the results discussed
below. A comparison between parents of males and fewalwes
in regard to timing of the initial learning about the
child's problem is presented in Table 16.

Table 16

Frequencies of answers to the question: "When was the
first time you were told that your child 1s mentally

handicapped?! by child's sex, (in parcentages)

Answer Males” Femaies'

Parents Parents

1. AL birth or a few days after. 13.8 32.6
2. HWnen the child was 4-8 mths old,| 33.3 26,0
3, When the child was 1-2 yrs old. 27,3 21.7
4. When the child was 3-8 yrs 01d. 6.2 13.2

5. When the child was & or more

years old, 19.6 6.5
Total 100.0 100.0

N=66 N=46
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Results show that parents of females learnt about their
daughters' problem at an earlier stage than parents of
males. However, the parents of females felt that they had
a less detailed diagnosis, while more males’ parents
recelved the information that the child had no future and
he would die young, (See Table 194 in Appendix 4).

Parents' iniltial reactions to the child's diagnosis seem
to differ in regard to his sex. The results are presentved
in Table 17,

Table 17

Frequencies of parents'® initia) roactions to child's

diagnosis by ehild’s sex {in perventages)

Parents Reaction HaTes’ Females"
Parents Parents
1. 1 knew that something was
wrong, and was upset 9.2 2.7
2. Shocked, couldn't believe it 48.4 41.3
3. Confused, felt bad about the
way thay told us. I was angry.] 16.7 15.2
4. Upset, bul accepted it after
some time. 21.2 40.3
8. 1 was worried 4.5 0.5
Total 1U0.0 100.0
N<66 N=46

It seems that geverally it was casier for the female's
parents to accept their child's diagnosis, yet among them
there were 5ti11 parents who believed that the child “will
grow out of {t"; while with the males, parents' {nitial
reaction was disbelief and shock, although over time they
developed a wore realistic attitude towards the situation.
(See Table 20A in Appendix 4).

When the parents shared thelr prablem with others, the
reactions of the people who received this information were
also quite sfwilar, yot more parents of girls felt that their
relatives and friends accepted the fact easily {See Table 21A
in Appendix 4).
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The cause of the c¢hild's mental retardation and his
physical condition

The cause of the child's mental retardation may affect
some of the parents' perceptions of how they learnt about
the shild’s problem.

The timing of parentad suspicions about the child's
problem scoms to be influenced by the causation of the
child's mental retardation, as can be sgen in Taple 18,

Table 38

Frequencies of tiwing of parents’ first suspicions of the
child’s prableq, by the cause of the mental retardation
{in_percentages)

Timing of Parent's Suspicion | Unknowr| Genztic Brai
disordersl Dama
1. I gidn't suspect anything 55,5 86.3 33.3
2. During pregnancy - 4.8 2.7
1. At birth or a few days
atter. 0.3 19.6 13.8
2, After 4 - B months 5.5 12.2 33,3
3. From 1 - 2 years 1.7 4.8 13.8
4. From 3 - 4 years 5.5 2.4 2.7
5. When the child has to go
to school. 5.5 - 0.4
Total 100,01 100.0 100,C

N=18 N=41 N=36

Rosults reveal that many of the parents of children with
genetic disorders and mental retardatfon of unknown actio-
Togy did not suspect that something was wrong with the
child, while parents of brain damaged children more than
ather parents did suspect something was wrong with the
child as a result of his slow development. The minority of
parents ot cnildren with genetic disorders and mental
retardation of unknown actiology who did suspect & problem
developed this feeling as a result of the fact that the
chld looked stck ar different or because of Ws slow
development. (Sec Table 22A 1n Appendix 4).




The causation of the child's mental retardation bore a
relationship to the time when the parents were first
confronted with the diagnosis. The differences in timing
are presented in Table 19

Table 19

Froquencies of answers to the question:"When was the first
time you were told that your child is mentalily retarded?”
by tause of the mental retardation. (in percentages)

Answer Unknown Genetic] Bral
dis~
orders | dama

. At birth or a few days after.
%hen the child was 4-8 mths. 1
Wien the child was 1-Z yrs. 3
When the chitd was 3-5 yrs. 2
[.5. When the child was 6 or more & 13,
Total 1U0.G7 00,0 17100.0
N=18 N=41 " N=36
The first to be told were the parents of children with
genetic disorders, while in cases where the reasons were
unknown, it took three or more years until many of the
parents received an initial diagnosis.

1
3
3

6.6
3.5
0.5
5.6
3.8

Parents of children with menta) retardation of unknown
aetiology more than others were told that the child was
“slow but will grow out of it". They were also told that
the child would need special schooling. The words “mental
retardation” were nontioned more frequently when the child
suffered from brain damage or genetic disorders. (See
Table 23A in Appendix 4},

Parents' reaction when thoy first Tearnt about the child's
problems scem to differ according te the cause of the
mental retardation, as shown in Table 20,

"
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Table 20

Frequencies of parents' initial reactions to the child's
diagnosis, by the cause of the wmenta) retardation (in
percentages)

kaaction Unknown| Genetic| Brain
dis

orders | damage |

L. 1 knew something was wrong,
and was upset. 11.3 -
2, Shocked, couldn't believe ft| 33.3( 63.5
3. Confused, felt bad about the
way they told us. Was angry. 18,48
4. Hpset, but accepted it
after sometime. 3.8
| 8, 1 was worried. -

Total 108,80

N=18 =41 N=36

The perents' initial reaction when Jlearning about the
child's rvetardation differs according to the cause of
mental ratardation. In cases were the reason was unknown
the parents tended to accept the facts more easily. The
parents of children with genetic diserders were most prone
to be shocked, and could not believe 1it, but over the
years some of them became more realistic and learned to
accept the fact.

When asked about the reactions of people with whom they
decided $o share their probliems, parents of children who
suffer from genctic disorders felt mare than other parents
that they werc accepted by their relatives and friends.
Parents of brain damaged chitdren reported about being
supported by their relatives and friends {See Table 28A in
Appendix 4). In addition to the causation of the child's
mental retardation, his physical condition also influenced
parents’ attitudes toward him and thedr ability to accept
the situation,

i
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Pavents who had perceived their ehild's physical condition
as Ffair tended to suspect that thare was something wrong
wian him earlier than parents wno had percejved their
chitd's physical conditicn was good. Those parents whe
reported ‘fair' physical condition felt that the child
looked strange or was very sick, whereas the children in
'good' health only gave rise to their parents’ concern
wher  their development was slow. (See Table 254 in
Appendix 4},

The impact of the child's physical condition on the
parents’ fnitial reaction to the diagnosis is presented in
Tabte 21,

Table 2L

Frequencies of parents' initial reactions to the chitd's
diagnosis, by the child's physical condition
{in perceniages)

Good Fatr
Reaction physical physical
conaition | condition
1. I knew something was wrang,
and was upset. 5.7 8
2, Shocked, couldn't believe it 43,6 52
3. Confused, felt had about the
way they told us. Has angry. 13,7 24
4. Upset, but accepted it
after sometime. 33.6 16
rried. 3.4 -
Total 100,0 100
N=B7 N=25

kesults reflect that the parents whose children's physical
condition was fair, were genevally shocked or could not
beliove the bad news. They also felt confused about the
way thoy were told about the child's preblem. When the
child's physical condition was good it seemed to help the
parents to accept the situation, nevertheless some of them
were worried about thelr child's future.




2.2.6.3

2.2.6.4

Child's birth order

In considering the results in regard to child's birth
order, it must be noted that there are more third or
subsequently born children among the ofder group. Findings
of the study reveal that the child’s bivth order had no
marked effect on parents' initial reactions wnen they
first learnt aboul the child's problem. A large group of
them were shocked regardless of the child's birih order.
(See Table 26A in Appendix 4).

When asked about their current feelings, the parents of
the first born child seemed tu be more optimistic about
jmprovemsnt fn the child's situation than parents of tre
third or subsequently horn children who mentioned “you
have to accept it" and focused on their worries about the
future. [See Tahle 27A in Appendix 4).

Parents' Tevel of forma] education

Results of o cuwmparison according to the parents’ leval of
formal education did not show any marked diffzrence
between parents with lower or higher education with regard
to the twne that they First suspected that there was
something wrong with the child, However, the more highly
educated parents recalled that they were told about the
problem 2t an earlier stage (at birth or a few months
Tater) while the parents with Jower education recalled
being told only when the child was six or more years old.
{See Tables 2¥A, 207 in Appendix 4).

The more highly educated parents mentioned wore freguently
that when they first heard about the child's problem, they
vecalled being shocked and that it was hard for them to
accept (t. (See Table 22},
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Table 22

Frequencies of pargnts' initial reactions to the chiid's
diagnusis, by their level of formal education

{in percentages)

Parents' reaction Under Matric
Matric and Post
1. 1 xnew something was wrong,
and was upset, 3.2 9.8
2. Shocked, couldn't bhelieve it. 39.3 52.9
3. tonfused, felt bad about the
way they told us. Was angry. 18.3 13.7
4. UYpset, but occepted it
after sometiwe. 36.0 21.7
§. 1 was worried, 3.2 1.9
Tetal 100.0 100.0
N=61 N=51

1t seems from the results that for parents with lower
education it was wuch easier 0 accept the fact of having
& meptally handicapped child. These parents were also more
optimistic about the ability of the child to improve. When
asked obout the rections of the people with whow they
decided to share the problem, the parents with lower level
of formal education felt that their relatives and friends
were supportive to a greater extent than did the more
highly cde ated pavents. (See Tabie 30A in Appendix 4).

Parents' pteupation

K comparisen Dbetween working mothers &nd  housewives
revealed that mere of the working mothers than the house-
wives suspected that sometning was wrong with the child.
Their suspi. ons arose from the child's stow development.
(See Table 31A in Appendix 4).

Ditferences in mothers® initial reactions to the child's
diagnusts can be noted in Table 23,




Table 23

Frequencies of mothers' init. ! reactions to the child's
diagrasis, by tha mother's occw *ion_{in po

Reaction Worieng | Wowrsews ves |
Mothees
1. I knew something was wrong,
and was upset, 6.5 6.0
2. Shacked, couldn't believe it. 36.9 519
3. Confused, felt bal about th
way they told us. Was angry. 10,8 19.7
4. Upset, but accepted it after
sometime. 45.8 18,5
8, 1 was worrind. - 4.5 |
Total IR A U R U
N=23 N=33

Resuits reveal that for the housewives it wi. »arder to
aceept the child's wental bandicap and they woer in o
skock situation to a greater extent than the working
mothers, These housewives were alse worried apout the
child's future to a greater degree. However, when asked
about their current feelings the results reflect that the
housewives were aisie to overcome the fnftial shock and
they accepted the sttueiimi. {See Table 32R in Appendix 4).

When fathers of lower skills were compared *o thoss wit
higher skills it was found that the former recalled being
told ebout the child's problem at a later stage. (See
Table 334 in Appendix 4).

There were no marked dffferences in fathers' initial
veactions o the diagnosis, in regard to their occupation.
{See Table 34A in Appendix 4).
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2.2.6.6

Parents’ religious background

In analyzing the results regarding the relationship
between parental religicus background and thefr ability to
accept the c¢hild and his sitwation, 1t must be borne in
mind that there were sligitly move Jewish parents among
the parents of the older children.

Results of the comparison between parents accoiding to
their religion 9{llustrates that the Jewish parents
suspected earlier than the Catholics and the Protestants
that sorething was wrong with the chitd. (See Table 35A in
Appendix 4).

The major reason given for the Jewish parents’ suspicions
wers the slow development of the child, They also felt
that the physician gave them many diagnoses before the
final one. These findings are presented in Table 24.

Table 24

Frequencies of parents® answers to the question, "dhat
were you tuld about your child’'s problem when the
diagnosis was made?" by parents' religious background
{ir_percenvages)

Answer Catholics| Protosd Jews
tants
1. The child 1s siow but will
improve in the future. 5.2 4.2 -
2. We received many diagnoses
before the final one. 5.2 14 27.7
3. The cnita §s mentally
retarded. 47.3 30.9 22.2
4. The child will have to go
to a spacial school. 21.3 23.8 33.3
8. The child must go into
residential care. 10.5 7.3 5.8
6, The child has no future,
he will die early. 10,8 19,7 | 11.3
Total 100,0 100.0 | 100.0

N=7g N=7T W=
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The Catholics, more than the others, recalled that the
nnly thing they learned from the physfcian was that the
child was mentally retarded.

Wnen asked about their reaction at the time when they
first learned that the child had a problem, it seems that
for the Catholics 1t was the most difficult to accept the
fact. The Jewish parents and the Protestants felt angry

about the way they had been told about the child's probiem.

As to their present feelings, among the Cathelics there
were more parents who stiltl believed that the chitd could
be curpd. The Jewish parents were more realistic and felt
that "one has to accept it*. The Protestants were the most
worried about the child's future. {See Tables 36A, 37A in
Appendix 4).

Results reflect a marked difference in the reactions of
the people whom the parents chose to tell about the
child's problem. The Sathelies felt that for their
relatives, as for themsclves, 1t was hard to accept the
fact. The Frotestants recalled that their relatives after
the first shock learned to accept the fact. The relatives
of the Jewish parents advised them to place the child in
an institution to a greater extent than did the relatives
of the other groups. {See Table 38A in Appendix 4).

A mentatly handicapped relative

The fagt that there were wore parents with a mentally
handicapped relative {n the group of the older children
must be borne 1in wind when analyzing the following
resulis

Differences in parents' dinitial reactions to the child's
diagnosis in regard o having & wentally handicapped
relative are shown in Table 25,




Table 25

Frequencies of parents’ initial reactions to the child's Lo
diagnosis, by having a mentally retarded relative
{in_percentages)

A mentally No mentaily t
Reaction retarded | vetarded [
relative | relative IR
1. T knew something was wreng, R
and was upset. 9.2 5.5 °
2. Shocked, couldn't believe it 27.2 50,0 v
3. Confused, felt bad about the
way they told us. Was angry. 22.7 14.4
4, lpset, but accepted it after
sometime. 40.9 26.6
[ 5. I was worried. - 3.5 .
Tota] 160.0 0.0 S
N=22 N=00 :

It seems from the results that having a mentally handi-
capped relative helped the parents to ascept the facts
about the child's problem, For the parents who did not
report having @ mentally handicapped relative, it was a
shock and smong them there were many who could not believe
that the child was not normal. These parents also reported
that their velatives and friends were shocked at hearing
about the child's situation. Parents who had a mentally
handicapped relative prefered not to share their problem.
{See Table 39A in Appendix 4).

A summary and a discussion of the resesrch study's
findings described in this section 15 vontained in the
following part of this chapter.
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2.3 SUMMARY AND DISCUSSION

Parents® reactions to the birth of a mentally handicapped child,
or when first facing the fact that their child is wentally retarded,
have often been described in the literatw  as {mportant factors
influencing the development of a unigue family 1ifestyle.

Many studies have wmade the effort to dynamically delineate
parental emotional reactions using a “stages model™. These studies
have tried to Uik typical emmtjonal reactions to each stage and
thereby to i)lustrate the ongoing changes in parents® attitudes and
feelings towards their mentally handicapped child ard his problems.
{Rosen, 1956; Turnbull and Turnbuli, 1978; Howard, 1978; Chinn gt.al
1978; Drew et.al., 1984; Blacher, .%84).

In addition to the “stages model”, Hutt and Gibby (1965} have
suggested three patterns of behaviour which are common among parents
of mentally retarded children, and which represent the degree of
adjustment to the child and his problems as manifested in parents’
behaviour and attitudes towards him.

Sections of the two resgart: tools used in the present study
were aimed ot finding out whether of fferences occurred over the
years in parents' feelings and attitudes towards their child and his
handicap. Thus, the QRS referred muinly to parents's present
feelings in regard to these 1ssues, and in addition, by reacting to
the interview schedule, the parents had to recall their initial
feelings when they were first confronted with the child's problom. A
comparison of parents's Inftial reactions with their prosent
feelings may lead to & dynamic description of the various stages
parents went through in the process of adaptation.

When the parents were asked to recdll how amd wnen they first
Tearnt about the child's problem, there were some marked differences
between the experiences of the parents of the younger and the older
chiidren. The former recalled being confronted with the bad news at



an earlier stage. A physician told them about the sitvation, 1n most !
cases after testing the child. Among the older children there were
fewer parents whose children were tested before the diagnosis was P
made, and moreoever this usually took place at a later stage. , e

Beside the fact that recall nmust have been casier for the parents of
the younger children, the differences way be due also to the develop-
ment of medical and social services and the improvement of the diag-
nostic process in vecent years. For the young parent who suspects
that something is wrong with his child there are more and better
services currently available in his cowmunity which makes 1t wmuch
easter to obtain professional help at an earlier stage.

Although, as mentionea before, there were differences in the timing
and c¢ircumstances under which the parents of the younger and the
older chitdren First tearnt about the child's problem, the emoticnal
reactions of the majority of them {(in both groups) sesmed to be
simitar. Chinn gt.al, (1978] and Howard (1978) have mentioned that,
in general, parents initial roactions to the fact of having a
disabled thild are the same whether the diagnosis i3 made iwewdiately
after the birth of the child or later, after a few years. The above-
mentionad researchers also siress the idea that no single typeial
reaction could be found. Such reactions depend on parents' past
experiences, their personality and personal chiaracteristics.  Howe
ever, In this study the majority of parents described two main
veactions -~ shock, and disbelief. Shock and disbelief are typical
emptional reactions in a crisis situation.

It seems that, as has been found in many previous studies (Michaels
and Schuman, 1862; Mercer, 1966; Gumz, 19723 Margalit and Raviv,
1983; Blacher, 1984), the majority of the parents who participated
in this study experienced z crisis situation as a result of learning
about their child's problem.

4 While parents' {nitial veactions seem to be similar regardiess of the
. ¢child's age, results reveal some differences in parents' opinions




about their present feelings in regard to the child's problem and
its impact on their 1ife.

Although the differences in parents' reattions to the relevant
QRS scales are in most cases not statisticaily significant, the fact
that the mean scores for the group of the parents of the younger
children are relatively higher suggest that the chitd's situation
has probably, al that stage, a greater emotiona) impact on their
1ife and is a strong influence on the nature of their attitude to
the ¢hild and nis problem, compared to the older parents, whose 1ife
atthougn stitl greatly influenced by the child's situation is
affected to a Tesser degree.

The most striking difference was found ia parents' reactions to
the seventh scale of the (RS - Pessimism. The older parents seemed
to be much wmore pessimistic than the younger ones, and the
di ference was statistically significant (P=0.01).

Parents' reactions to some of the interview schedule guestions
in regard 0 this issue, filuminate the differences fin their
opinfons, in relatien %o %he child's age, to the impact of the
child's problem on their 1ife, and thelr ability to adjust to the
situation.

Overall, i1 seems that the differences in attitudes between the
parents of the younger and the older children represent the fagt
that each group had reached a different stage in the process of
adaptation.

The genera) attitude of the parents of the younger children
reveals that many of them have not yot overcome the inicial crisis.
(Blacher, 1984). There arc some among them who still believe that
the ch1ld "will grow out of 1t". They feel the strong fmpact of the
child's problem on their wood and health. Their attitude to their
child reveals their mixed feelings of anger and hostility, together
with guiit, which sowmetimes Tleads to overprotection and over-
commitment to the child. Such an emotional state is considered by
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most researchers to be typical of the first and second stages In the
process of adaptation (Blacher, 1984}.

The predominant feeling among the parents of the older children
is their passimistic general attitude to Tife, and to their child's
situation in particular. The findings of both research tools show
that in this group more parents probably reached the third stage in
the pracess of adaptation, adjustment and acceptance {Blacher, 1984).
In their attempt vo adjust to the situation, these parents have
developed a more realistic approach.

The optimists among them still have some hope that the child's
condition will improve, but many feel that "you just have to acaept
it". This vealistic approach probably created the pessimistic
attitude which was found to be so common among the parents of the
older chitdren. This is probably the "price” the parents “pay” for
their ability to adjust to the child and his problem,

The development of the aforementioned pessimistic attitude to
Tife has been described in some previous studies, which referred to
Olshansky's {1962} concept of "Chronic sorro . (Olshansky, 1962;
Featherstone, 19805 Wikler gt.al., 1881; Blacher, 1984). The
commoniy held view of these researchers is that parents of mentaily
handicapped children experience chronic sorrow which 1s not time
pound, and whieh over the years, becomes part of their emotional
1ife and creates a particular atmosphere in the family.

The degree to which parents can adjust to having a nentally
handicapped child was Found to have a relationship to two important
{ssues; namely:

the ability to share the probiem with others; and

thelr attitude towards the disabled child.

According ta the findings of this study, the majority of the
perents {n both groups were able to share thair problem with their
relatives shortly after they learnt about it. However, while the
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parents of the younger children felt that their relatives, Tike
themselves, were shocked and could not accept it, ‘®e older parents
felt that their relatives, after the first shoen, were able to
accept the child. Here again, the parents' b l1efs about others’
reactions resembled their own feelings, and it seems that fmproved
adjustment to the situation by the parents facilitates acceptance by
others, and/or vice-versa,

Resuits from the two research tools (the (RS and the interview
schedule) reflect a highly statistically significant difference in
parents’ attitudes towards the mwentally retarded child, in regard to
his age. The yourger parents are much more bothered by the child's
difficult parsenality characteristics and  his  physical
incapacitation while the parents of the older children seem to
become resigned to their child's special features. The relationship
between parents' emotional reactions to the stressful event of
having a mentally retarded child and their attitude to the child
himself, has already been discussed in previous studiss (Howard,
1978; Feder, 1978). These studies stress the difficulties that
parents of disabled chitdren experience in relating to the positive
aspests of their child's personality.

The burden of care for a child with special needs together with
the feeling of being rejected by him (as a result of his poor
ability to interact) affects the parents' ability to relate to the
child and to enjoy parental tasks. However, when beginning to adjust
to their special cliild, the parents learn to accept him for what he
is. It becomes casier far them to overcome the day-to-day difficul-
ties of raising him and they are able to appreciate the positive
aspacts of his personality. The findings of the study indicate that,
in spite of the betier adjustment of the parents of the older
children, and the fesser dependency of their growing child, mothers
of the older children feel strongly the fmpact on thefr ifestyle of
the burden of caring for a disabled child. In this, they are similar
to the mothers of younger children.




As can be noted in the findings of soime past studies (Cummings
et.al., 1966; Cummings, 1976; Egna) and Daneel, 1980; Margalit and
Raviv, 1983), mothers (compared to fathers) were found to be more
deeply affected by the presence of a mentally handicapped child in
the family. It seems that for the mothers it was much more difficult
to deal with the reality of their child and their emotional reac-
tions represented a serious state of crisis. The burden of care for
a handicapped chitd has a great fmpact on the mothers' 1ifestyle and
opportunity for self realization.

Therefore, as the results indicate, 1t was easier for the
rathers to admit that “they learnt to accept the child and his
problem”. The fathers also reported fewer difficulties in sharing
their problem with others. ihis result lends further weight to the
view, @already mentioe. 4, that better adjustment facilitates an
attitude of increased operness towards other peuple.

In order to filly understand the nature of the process of adap~
tation, further analysis was conducted on the fmpact of selected
child and family characteristics on parental adjustment to having
mentally retarded child.

The infiuence of the child's age upon differences in parents'
abitity to adjust to the situation, and in thewr attitudes towards
him, have already been mentioned. Mowever, some differences between
parents were found according to the child's sex and the severity or
the nature of his handicap.

Gummings gt.al, (1966); Beckman (1893) and Margalit and Raviv
(1983} could not delincate a relationship between child's sex and
parental acceptance of his problem. However Farbor (1960} and Cen’:
at.al. (1983) found that it was harder for parents to accept the
male and that motherd of boys were confronced with problems of a
more severe naturc. Males were also found to create more difficul-
ties regarding family interelations, and had 2 significantly
negative impact on marital relatfons. The findings of this study
support thess yindings.
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Parents of females had fewer difficulties in accepting their
daughters. and it was easier for them to share their problems with
others. the fact that there are more males among the older .::¢7ten
{whose parents as aforementioned seemad to be more adjusted i ire
situation) lends greater weight to the relationship between ¢.i:i's
sex and parents’ acceptance of his problem. Apparently, many parents
seem to expect more of their son {(who carries the name of the family)
and thus, the disappointiment is greater when the male child happens
to be mentally vetarded. Farber (196G) and Begab {1983} found that
males were regarded by their parents as creating more behavioural
difficulties. The fmplications of the child's behaviour and the
natur¢ of his handicap were also found to 1influence parental
acceptance of the situation.

Begab (1963}, Howard (1978}, Chinn et.al,, (1978) mentfon that when
a child's handicap is not distinguishable by his physical appearance
or behavioural characteristics he is easily accepted by others. Such
an attitude on the part of the outside world helns the parents to
adjusy to their exceptional child and enables them to share their
problem with others. The findings of this research study are consis-

tent with the abovementicned 1ideas. For parents whose children L
suffered from brain damage, or whose physical condition was only fair e
it was much harder to accept their disabled child, in comparison with -

parents of children with an unknown reason of mental retardation, or N !

when the child's physical conditien was good. The initial reactions
of parents whose children suffered from Down's syndrome represented a
situation of a critical crisis. However, after the first shock it was
much easier for those parents to adjust tc the situation. The severi-
ty of the initia) crisis and the ability to overcome such a shock are - g
probably due to the Down's Syndreme child's characteristics {Robinson 3
and Rebinson, 1976). A n

The fact that the parents of a Down's Syndrome child almost
. always Tearn about his problem immediately after his birth, may alse
’ have its impact on parents acceptance of the nandicap (Drew et.al,,
1984).  The parents of the Down's Syndrome children, who were
~onfronted with the child's problem earliest, had fewer diffictlties
in adjusting to their child's problem.
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Results revea) that the child's place in the family had no
impact on parents' finitia) reactions to the diagnosis. Yet Jlater
parental reactions differed according to the child's birth order. It
was harder for parents of the first or second born child to adjust
to his handicap. As there were mare parents of third to sixth born
children in the older group, the increased ability to adjust to the
situation is probably a vesult of the child's age as murh as of his
place in the Family.

In addition to the order of birth, some other family charac-
teristics were found to influence parents' ability to adjust to
their child. Results reflect some differences 1in the parental
process of adaptation, accordirg to their level of education. As
with the findings of some previous studies (Farber, 1960; Begab,
1973; Bayley, 1873; Chinn et.al., 1978) the findings of this study
show that parental level of formal education has np impact on
parents' initial reactions to having a disabled child, and the
parents had to go through a perjod of crisis. However, the tower
educated parents seemed to overcome the crisis situation better and
they developed an attitude which helped them to adjust to the child
and to accept others' support and help, The higher educated parents,
who were much more aware of thy difference betwesn their child and
"normal"” children in regard to physical and emotional development,
nad more difficulty accepting the fact that their child is excep-
tional, Similar findings have been reported in some past studies
{Feder, 1978; Chinn et.al., 1978; Drew et.al., 1984). Nevertheless
Hart's (1970) findings describe a different attitude which was found
among highly educated parents. “a parents beljeved that they were
divinely chosen for a special .ok of raising a mentally retarded
child and thus it was easier for them to accept their child and the
burden of care resulting from his special needs.

Religious background s another factor which was found to
influence parents' attitudes to their mentally retarded child ang
their ability to adjust to their special situation. Results show

Do .




that for the Catholi¢ parents it was hartes: to accept the child and
his handicap and they felt it was similarly difficult for their
relatives with whom they shared their problems. These rasults are
contrary to Zuk's findings (1959). Farber (1968) suggests that
religious background should be -onsidered an important factor
influencing parents attitudes. However, no other past stugies which
dealt with this issue could by found.

The d¢ifferences between ZTuk's and the present study's findings
could be a result of the influences of some other interTinked
variables which could not be statistically analysed because of the
small size of the sample.

Results show that having a mentally handicapped rslative beside
the child probabiy helps the parents to adjust to their probiem.
But, as there are more parents of older children who have mentally
retarded relatives, and as these parents were also found to have a
more adjusted attitude towards their child, the impact of the
child's age could be the operative variable, rather than having a
mentally retarded relative per se.

In conclusion the findings of the present research study lend
support to the concept of stages in the process of adaptation which
the parents have to go through when rajsing their mentally retarded
child at home. Yhe 1nitfa) reactirns of the majorfty of the parents
are typical of a crisfs sitwation.

The differences which were found in regard to child's age show
that over time, the parents develop a more adjusted, realistic
approach to the situation. However, this realistic approach creates
a specfal atmosphere in the family. The parents seem to develop a
pessimistic attitude to 1ife and "chronic sorrow” (01shansky, 1962).
The need to cope with the ongoing changes in the child's special
needs bacomes part of the process of adaptation which creates funda-
mental differences in the 1ifestyle of those families.




CHAPTER 3

THE EFFECT OF YHE CHILD'S MENTAL HANDICAP ON THE FAMILY AS A WHOLE

3.1

3.1.1

PERSECTIVES FROM THEORY AND PAST RESIARCH

Introduction

A new child in the family may have a positive or negative
effect on the relationship already existing between husband
and wife. The child may draw the parents closer together
with a commitment towards a common goal. On the other hand,
the child's presence may result in discord and conflict. The
arrival of the new child usually represests a dramatic
chenge in tifestyle for a couple.

Chinn et.a1. (1978), refer ty Reiss who found in his study
that a large percentage of couples reported a decline in the
positive aspects of marriage with the passage of time. The
deciine was greatest among couples with children. The new
child had an impact on the recreational and social activi~
ties of the parents. Travel over extensive distances or time
may become difficult owing to expense, inconvenience and
sometimes difficult behaviour of the child. Financial
problems may alse result from the fact that the wife wust
relinquish a Job in orrder to care for the child.

Couples with children at times find that their childless
friends lack sympathetic understanding about the needs and
nature of children and parenthood and this may result in
change in friendship patterns, putting an end to a rela-
tively independent, carefree 1ifestyle.

The Tist of nomplications, inconveniences, expenses and
changes in Tifestyle Tntroduced by 2 new child is endless.
Many if not all of these negative aspects of parenthood are
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often overshadowed by the sheer joy and pleasure that the
child brings to the new parents. The displeasure of diaper
changing and the sleepless nights owing to the infant's
crying may tend to fade away with the first smile, the first
step, and the first spoken word, With these first accomplish-
ments, parents may begin to envision a fruition of thnir
dreams and hopes of parenthood - healthy, bright, capable,
beautiful children doing all the things that their parents
did or wished they could have done. {Chinn et.al., 1978),

Parents of wentally handicapped children may find that
although the child's handicap does not necesssrily preclude
the pleasures of parenthood, the satisfaction that may be
realised by accomplishments of the child may be overshadowed
by the frustration they have and experience during the years
of rearing him. Retarded childrem are horp to families in
every stratum of society ~ to the very por and the very
rich, the {1literate and the highly educated, the unskilled
tabourer and the scientist. Whatever the status of the
family, whatever the cause or the severity of the child's
handicap, the retarded child will have a significant and
lasting effect on the lives of the other family wewbers.
Even when the effect of these families f{s not emotionally
traumatic, the limited capacities of the child may engender
conflicts with schools and other social institutions or way
be an inhibiting factor ¢n the family's social operations.
{Begab, 1363).

In studying the impact of the mentally handicapped child on
tha family &5 a whole, {t must be kept in mind that families
vary considerably in their reactions fto the birth of a
retarded child and in their ability to adapt their Iiving
patterns to the child's special needs. The early life
experience of the parents, their educatiopal and cuitural
backgrounds, thelr religious and ethnic values, their
econonic resources and the stability of their marital
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relationships may influence their feelings and attitudes and
their approach 1o the problems presented. The physical
appearance of the child, the severity of his mental handicap
and the nature of his behaviour will also contribute
significantly te the family's Tong range adjustment. °

The multidimensional aspects of mental retardation have
tended to obscure the fact that it is first and foremost a
family problem. How efficiently the family can adapt to and
handie the problem determines Yo & large extent how much
responsipitity society will need to assume in the case,

matagement and treatwent of the retarded individual. Only as & o9
parental functions are properly discharged can the retarded . o
child make maximum use of the community resources and “
realize a socially useful role for himself within the v

outside world. (Begab, 1963).

Of course, it fs uniikely that anyone would assume that
having a disabled child 1s Just like having a normal child,
thay 1t is anything but undesirable, or that it does not
present probiems that parents would not otherwise face. The
fact that the parents do claim that their family 1ife is
congruent with the normal order may be then taken as evi- .
dence of “strength of character” or a "deeper understanding" by

of life.

The terdency to deny the impact of the mentally handicapped
thild on the whole family §s mentioned by a Pew researchers.
Voysey (1978) found 1n her research Study thet parents
sustain their predominantly calm and cheerful appearance by
ascribing other 1interpretations to their situation which
deny 1ts undesirabflity and legitimfze any suffering on i

thelr part. !
Accerding to Schild (1976), the effect of thy mentally f' v
retarded child on the family s not always negative. Studies o o,
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Tike Holt's have concluded that the families often gained
impeoved spiritual and ethical values.

In spite of the fact that in some cases the child's handicap
contributes some positive aspects to the atmosphere in the
family, most researchers put an emphasis on the fact that a
family with a mentally handicapped child is at greater
social ond psychologica) risk, and that there §s a real
danger to the marital relationship and to the normal
development of other children in the family.

This chapter will discusz the following isspas:

1. The effect of the child on family interrelationships
and atmosphere.

11. The effect of the child on his parents' marital
relationships and on the siblings.

1. The daily burden of ¢are for the child.

IV, The relationship between child and family characteris-
tics and parental willingness tu acknowledge the impact
of the child's problem on the family.

The_gffect of the child on family {ntervelationships and
atmosphese

Ongoing family T1ife may depend on the fulfillment of &
thousand sutually anticipated acts but it fs, of course,
experienced as routine in most dmportant respects. The
management of c¢hildren in encounters with others is perhaps
usually the wost problematic area for the parents.
Nonetheless, such management can be largely routine and ft
may be instructive and rewarding for paverts as for others.

5t
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However, for parents of a disabled child, all activities may
become problematic. In general, the advent of a disabled
child may be seen as breaching the institutionalized order
of family 1ife. When the child is kept within the family the
basic constitution of the family 1ife is not challenged, bux
to the extent that the appropriatencss of the old rules and
recipes for action are called into question, parents are
uncertain both as to how they should best perform their
everyday tasks and what now tasks may be nocessary {Voysey,
1975).

Families with a ¢hild who is mentally retarded must be able
to maintain normal tunctioning as wuch as possible. There
are many problems thaf way hinder such functioning, such as
guilt feelings which may produce the need to dedicate one's
life to the child's welfare. Intense feelings of obligation
may interfere with normal interactions of the parents with
other paople. The additional Yinancial burden of the retard-
ed child may hinder normal expenditure for recreation and
other activities and necessities. The difficulty of finding
somebody else «ho will be able to care for the child because
of his special needs, may limit the pavents' outside activi-
ties. At times, parents are so irtensely engrossed with the
care for the retarded child that they become oblivious to
the needs of other mewbers of the family including their
own. (Featherstone, 1980).

Such a situation brings o the surface the question of the
reflection of the child's problem on the family as a whole.
To what extent do the parents accept the fact that hiving a
mentally handicapped child presents a problem to each member
of the family and to the family unit?

Dickerson (1981} mentions that parent embers of
the family should regularly assess and . ne pattarns
of interactions that develop within the . hold. As the
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years go by, emotiona) and vadue conflicts that are nut
always related to the presence of the mentally retarded
child may develop around any family members. Nevertheless,
some of these conflicts or uargsoived problems may be
brought to the surface by the daily difffeulties caused by
the mentally handicapped child.

Drew et.al, (1984) found in a research study that the
abitity of the family to maintain some degree of normal
socialization way be partly a function of the degree of
acceptance by the extended Tamily, neighbours, and the
community. Chinn et.al. (1978) wmention that {t is not
uncommon for these parents to feel that they are all alone
with their problems. They feel that they are the only ones
who face such a problem. It s true that each family has its
unique problem but at the same time, similar conditions can
be shared by other families with & handicapped member. The
integration of the family unit into the social structure of
the community and the extended family, will greatly enhance
the family's opportunity to develop and maintain mental
nealth for a1 its wembers. The family's basic attitude to
the situation can greatly enhance its prospects for accep-
tance by others. IT the parents view themselves as inferdor
and stigmatized as & result of the ¢hild, others are likely
to share similar views. If, howeve- he family can maintain
its pride and dignity beliaving tn ils worth and the worth
uf the handicapped child, these attizeses ace likaly to have
a positive influence on others.

in addition to the attitudes of the cutside vorld, internal
processes which occur during the dffferent stages of the
family 1ifecycle are also influenced by the existence of the
chitd,




According to Farber (1968) factors relating to the family
1ifecycle provide an mpetus for revising adaptations. What
may be merely an impropriety at one phase of the family
tifecycle, becomes oftenstve {n another. The adaptation to a
stage of the family lifecycle is insufficient to handle
offensive behaviour that may emerge at a Tater stuge.

Farber considers minimal family adaptations as an attempt to
handle the offensive chilg within the existing arrangements
of family roles and norms. The maintenance of deviance
within the normal schewe of things despite the family
consensus that something is amiss occurs 1n several ways:

« When some Family members may suppress their perception
about the existance of a problem.

~ Some members may convince others to change their
perseptions.

- The family wembers may pretend that all is well.

As long as the deviant person and his family car carry off
the fiction of normaiity, there is no need for further
adaptations in family roles or norms. Only when the fiction
of normality cannot be sustained, more complex adaptation
nust be sought.

A few researchers have tried to describc or 0 construct
unique clusters, or modes of adaptation duvxloped by parents
to cope with the presence of a retarded ¢r.id.

Farber {1960) describes the three follow'ng types of family
organization:

1. A poarent oriented family: dn tae.e  familfes, the
focus fs upon the parents' occuwiiial and social
careers with & sccondary position given to  the
mentally retarded chila 1in determining life chances
of family members.
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11. Child oriented families: Families who subordinate
parents' activities to the maxi:ization of the life
chances of children. In these familiss the division
of labour is ‘that the husband would specialize in
work activities while the wife cares for the home and
the family. Great expenditure of time and effort
compensates for the depressing effect of the retarded
child o3 upward family mobitity.

111, Home oriented families: These families sacrifice
parental life chances for those of the chitdren. The
1ife chances of all those Tamily members may be
markedly affeched. In a large proportion of the
families there s a disagreement between parents with
regard to the family orientation, and the orientation
itself is not crystalized.

In regard to the aforementioned three types of families
Farber (196U) defines ‘“social destinies" as the social
concept of 1ife chances or the probability of “he individual
achieving a successful social and economic position in the
society. He refers to evidence from a study by Calver L.at
showeed that the time of the birth of the wentally handi-
capped child in relation to the family lifecycle had an
impact on the upward and downward social wobility of the
parents. He also concluded that parents who keep their child
at home are more often downwardly socially mobile compared
to parents who prefer to place the child in residential
care.

Tan Mink get.al. (1983) have constructed five clusters
describing the impact of the mentally handicapped child on
the 1ifestyle of his family, in terms of division of roles
and relationships between family members. The five clusters

are:




1. Conostve harmonious. In these families they found the
Towest parcentage of working wmothers, absence cof
negative chil¢ influence on the marriage and the
Towest occurrence of stresstul life events.

I1. Guntrol oriented, somewhat unharmonious. Here the
majority of the wothers were employed, the fathers
assigted wich child care. These fumilies had the
highest socioeconomic level and a significantly low
occurreince of stresstul life events.

I1L. tow disclosure - unhavmonious. In these families the
father helped to care for the child. Most of the
movhers wera employed ang¢ were educated beyond high
sch 1. These families had the highest occurrence of
stresstul 1ite events and negative impact of the chiid
on the family.

I¥. Child oriented - eoxpressive. Among these famities
Tan Mink et.al., found the lowest percentage wf father
figures. When the fathers were present, they assisted
with child care. The influence of the child on the
family was negative only in very few cases.

V. Disadvantaged with low morale. Most of the fathers in
these fomilies did not assist in child care. Most of
the mothers were not cmployed. The level of education
of both parents was Jow. Many stressful 1ife events
were found in those families an¢ the child's impact
on the whole family was regarded by them as being
negative.

Gumz {1972), Tike Tan Mink gt.al. (1983}, has stressed some
differences between mothers' and fathers' perceptions of the
impact of tho child on the family as a whole.

He found that mothers are more concernad about the
functioning of the family as a system and about the
relationships bLetween twie family and other systems. Tne
mothers were also more concerned {than the fathers) about




the emotienal crisis involved in having a mentally handi-
capped child, the emotional strain and the ability to
maintain family harmony ani. integration. In Gumz's study
less than 33 percent of the fathers were concerned about
these issues.

The tendency tu exaggerate the extent of the problems faced
by pareats of menvally handicapped children is criticized by
some researchers. Schild {1976) and kapaport et.al. (1875)
object to the storeotyped trend which describes the parents
as 4 pathologtcal group. Instead, they stress the central
problem of family dysfunction as reiating to the changes in
rotes and to the strain and conflicts placed cn famity
members % a result of the chilg. However, changes in the
division of roles and flexibitity in the family will aveid
stran and stress. The parents in these famiiies have a
coaplicated role fa relation to their normal children and
the retarded ehild. The feeling of having a long-term
burden ip caring for, managing the child, and the isolation
apd extra care, time ang money, creates a great risk for
eristy in these families.

Azcording to Sehild (1976} the family's approach to mental
retardation and to the chidd will influence the nature of
relationships among family members and the role responsi-
bilities and ¢xpectations of them. When the child is viewed
as an integral part of his family, a better integration will
be found among family members, and each one of them will be
able to contribute to the dynamics of the family unit and to
its hetter Functioning.

The basic responsibility of these parents is not massive
fnput of psychiatric heip for themselves to enable them to
adjust, accept and resolve their guilt feelings. They want
to be treated as ordinary people who have a considerable
practical problem: "In talking to those parents what struck
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us was not their difference frem but thefr 1ikeness to
ordinary families". (Newson and Newson in Dickerson, 198i,
p.54).

In an atteepl to further delineate the affect of the chiTd
on partieutar aspects of famity interrelationships, the next
section will refer to parents' warital relationship and to
the impact of the child on his siblings.

The
&

LA LI
s_and on Yh

{a) Parents' mirital relaticeships

The cwild's handicap attacks the tobric of a marriage ir
four ways:

It excitos powerful enotions in both parents. 1t acts as
a gispiriting sysvol of shared faflure. It reshapes the
wroanization of the famitly. 11 crestes fortile ground
ror ponflict {Featherazone, 1980},

in a6 atteapt to study the effvct of a henatcapped child
on nis parents’ marital velationship, ome «en find on
one hand studies which suggest that the ¢hild's problem
iatlucaces this relationship fn a very negative way.
Yet, other studies cewe to the conclusion that marital
relationships in miny cases are not affected by the
child's problem to a significant degree and some have
evan found that a “good” marriage can be Strengthened
because of the child’'s disability, rather than to be
weakened as a rosult of it.

Farber {1968}, when doscribing findings from Kennedy's
study, states that families of the retarded show a
greater prevalence of finpstability through divorce and
desertion. Farber compared 120 educable mentally

B
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retarded children to sixty normal children from famities
of comparable income and accupational status, and found
among other things that in the families of the mentally
handicapped, marital relations reflected instability
which was represented by a greater amount of divorces
ang remarriages.

Gath {1972) reports on the eoftects of Oown's syndrome
cnitdren on their families. According o his findings,
in the two years following the birth of the handicapped
child, two-thirds of the families either had a parent
with depressive psychiatric {llness or they displayed : e
obvious marital conflicts. Feder (1978} refers to a
mother saying: “We quarrel. Marriage relations are not D
what they used to be.* (p.7). BRI

Nevertheless, some other researchers were not able to X“
determine the negative impact of the child on his )
parents' marital relationships. Howard (1978) describes 3 .

i

i

i

D'Arcy's Ffindings which showed that out of ninety
mpthers who had Down's Syndrome children only three
raported that happy mawriages changed for the worse.
Another fourteen moihers had unbappy marriages to begin
with, and the marical velations remained unhappy for i
them. Seventy three out of ninety mothers claimed that
thefr marriages remained happy and unchanged. [ =

Mchndrew (1876) and Fowle (1968) found no di fference in .
marital integration between parents of the mentally s
T handicapped who cared for the child at home, and «
L families who ptaced him in an institution. Featherstone '
) . (1980) when describing some of the problems in maritat
relationships in these families, concludes by saying
that despite a1l the problems, most marriages survive.




In Voysey's study (1975) the mothers admitted changes in
their relationships with their husbands but in all cases
these were defined as  desirable. Often this was
expressed as "It brought us closer together" or "We've
sort of come through it together".

It seems from a small number of studies that mothers
more than fathers perceive the child as having affected
their marital relationships. According to Howard (1978},
the mothers felt that thay were withdrawing from the
child in an attempt to maintain their marital relation-
ships. In Voysey's study (1975}, husbands were generally
presented as being worried but not showing their
feelings. The mothers, in the attempt to maintain good
marital relations, sometimes felt that they needed the
child for this purpose. As one of them said, "We could
never leave each other now because of her". ’-.143}.
Fowle (1968) when using Farber's marital ° e fan
index, a&lso found ditfferences between mo ad
fathers, the marital role tension beinp greater 1w the
mothers.

Tizard and Grad {1961) have described four patterns of
family redationships in regard to the degree of integra-
tion in these families.

1. FamiYies with good retationships which were thought
to be fairly closed units, normally happy and net
disrupted by Jealousies or dissatisfactions.

11. Families with satisfactory relationships - families
with minor sfgns of strain.

ITI. Disturbed relationships - where there was a great
deal of quarrelling or interference from outside
relatives, or unhappy sexual relations.

IV, Very disturbed relationships - families which have
braken up or are about %0 do so, Or whem the
parents 1ive separately though sharing a dwelling,

or where marital disharmony seemed abnormally great.

.
i
I




Tizard ang G-ad, using this rating schame, compared the
relationships in families who kept the child at home to
the ones who placed him in an institution. Thelir
findings show that sixty twy parcent of the families who
kept the ehitd at home and forty four percent of the
famities of the Institutionalised children were rated as
having good relationships. This suggests that the better
adjusted families were more easily atle to handle the
problems imposed by the child. This evidence is not so
convincing begause when combining the "good® and
"satisfactory” categories and the "gisturbed® and the
“yery disturbed” ones, the difference between the
families with the child at home and the famities where
the child was put in residentia’l cere is too small to be
considered a sigaificant one. Thus they conclude that
according to their daeta, there is no evidence that
keeping the mentally handicapped child at home has any
marked effect upon the pattern of family relationships.
However, it s notable that some families {o thefr study
claimed that the childe had strengihened the ties between
Family members.

According to Begab {1963}, the high incidence of broken
homes among fnstitutionalized retarded children can not
be attributed primarily to the effect of the retarded
child on the family. There are some families where the
mo*her's devetfon to the child may cause her to neglect
her husband and create a rift in the marftal relatfon-
ships that wight otherwise not have developed. For the
most part however, diverce or separatien ensues, and
factors unrelated to the child's retardation are
responsible. Unquostionably, though, retardaticn my
aggravate an already precarious relationship and perhups
precipitate an eventual break.
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Finally, it is important to note the conclusion reached
by Farber {1960), who refers to the degree of integra-
tion achieved prior to the introduction of the handi-
capped c¢hild as a dominant feature determining the
degree of marital integration after the birth of the
child. The stability of the marital condition has
obvious bearing on parental adequacy and family adjust-
ment to retardation, Some problems presented by retarded
children are a lesser threat to family stability than
others, and this can provide an explanation of the
differences in findings of the varicus studies that have
dealt with this subject.

The Siblings

The presence of a handicapped child in a family affects
211 the members of the family, not only the parents. The
siblings' whole social 1ife may have to be adjusted to
the handicapped child. The parents' attitudes to the
mentally handicapped child and to the other children dn
the family will have an impact on the siblings’ reaction
to the fact of having such a brether or sister, as well
as their attitudes towards him or her. In some of the
studies regarding this Yssue, one can note N tendency to
emphasize the siblings' difficulties and emotional
strain vesulting from the handicapped brother or sister.
Others reflect the opinion that the impact of the
mentally handicapped child on his siblings is net so
negative and somotimes is even a positive one. Most of
the studies agree that the atmosphere in the family, the
attitude of the parents tlowards the child, and some
other factors Tike the age of the ~iblings and the
child's birth order, will all indicate the kind of
influence the mentally handicapped child has on his
siblings, and on the parents' attitudes towards thelr
special problems and needs.




The family's general approach to mental retardation will
enable {ts nembers to understand the nature of the
roles, responsibilities and expectations they have of
eash other. Schild (1976} refers to Kelman's opinion
that the retarded child must be viewed as an integral
part of his family group, having distinct relationships
to its members. The mentally handicapped chiid, the
parents and the sibtings mutually influence one
another's functioning and contribute their respective
influence to the dynamics of the family unit function~
ing. If the family relationships are good and the mother
is able to mect the needs of her handicapped child and
sti11 have time for her other children, the siblings are
more 1ikely to develop a friendly, protective attitude
and be more accepting of the limitations imposed by the
handicap. {McMichae), 1871).

Schipper (1968) found fn his study of forty three
famiifes that 1n thirty three of them the normal
siblings adjusted to the retarded child with minimal
adverse effects, and several teenage siblings were wors
realistic  than their parents in  accepting the
Timitations of the defective child. This s echoed by
Howard (1978), who found that the young sibling with
positive family relationships 4s often capable of
enduring the emotional hurt and anxfety of having a
retarded sibling without severe disruption of his or her
soclal and family Tife.

Farber (1968) refers to findings which revealed that
the retarded ehild had 1ittle influence on siblings who
were considerably older {a ten years difference in age).
These findings suggest that "when the normal sfblings
are much older than the retarded child, there is little
naed to wodify the birth order role in the family.




Without this revision of roles apparently the normal
siblings are not profoundly affected by the presence of
the retarded child." (p. 159},

Voysey (1975) found that parents generally denied any
negative affects that a disabled child had on their
siblings. If they admitted it, it was defined as
past é&nd action as having been taken to avoid its
recurrence, In McMichael's study (1971) in four out of
Thirty seven cases where there was a severe fajlure of
the siblings to adjust, the mothers admitted that they
neglected the siblimns 4n favour of the handicapped
child. In ancther two cases, the sibilings appeared to
resent the handicapped child quite strongly bui were
themselves much less affected. In twenty four out of
thirty seven families, the sidblings showed normal
reaction towards the handicapped child.

However, contrary to the foregoing, some other past
studics have stressed the negative influences of the
¢h11d on his sibltings.

Farber (1968} describes the resuit of a stuay of 240
families with severely retarded children, He found that
the ratarded child's siblings were affected by his
dogree of dependancy, which adversely affected the
sibling's relationships with their mather. When the
children were young, interaction between the normal and
the retarded brothers and sisters tended to be on an
egatitarian basis. As they grew older, the normat
stbiina{s} frequently assdmed a sub-ordinate position in
the relationships. However siblings who did mot interact
frequently with thelr vretarded biother or sister,
generally were affected less than those who interacted
frequently. In another study, Farber ([1975) found that
siblings of about the same age as the mentally regarded
child were more affected than older brothers or aisters.

L o= it
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Farber {196 therefore stresses the age of the siblings
and the famri, »irth order as important factors deter-
mining the ab:--ty of the siblings to accept and to
adjust to the faut of having & mentally handicapped
brother or sister.

in this respecy, Howsrd [1978) reports on Rutter, Tizard
and Wiitmore findings indicating that the increased
amount of behaviourad disturbances found in the eldest
sisters of handicapped children is related to their
parents’ oxpectations of them that they assume more
responsibility to help 1o the home.

Schrieber and Feeley (1961) also mention the concern
expressed by parents of wentally handivopped chitdren
about the normal child's teelings of being overburdened
by the care of the retarded sibling. The healthy child
may fec! an obligation to miake-up to the parents for
what the mentally retarded brother oy sister could not
give “hen, and may even experience guilt for being a
norma” hild.

MuMichawl (1871} considers the severity of the handicap
@. @ main factor affecting siblings' difficulties in
Tional adjustments. Another fmportant factor, in his
op*nion, 1s the extent of maternal anxiety and the
nasdicapped child's own emotional difficulties. When the
handicavped child recelves the extra care, time and
attention he needs, correspondingly less can be given to
the other children, and so natural jealousies become
intensified and the handicapped child may be resented by
sib1ings who see him as “the favourite". In some cases
the sibiings may not be allowed to bring friends because
of the fear of the friends' reactions to the mentally
handicapped brother or sister., Curtailment of the
Ffamily's activities (going for holidays, etc.) or




financial problems will have Jts effect on the siblings
as members of this family.

The parents' concern about the influence of the mentally
handicapped child on their heaithy children is sometimes
a reason for them placing the child n an institution.
In some famiYfes, the parents use the siblings' situa-
tion as an excuse for ¢ eking a solution for the
wentally handicapped child outside the family even
though the strain and stress is not always to be found
in the siblings' reactions to the mentally retarded
brother or sister.

Howard {1978) refers to Fowle's study which compared the
siblings® role tensfon when the retarded child was at
home or in an institution. He found that keeping the
retarded child 8t home raised the role temsion for the
siblings. The oldest female sibling was more adversely
affected by the presence of the retarded child than the
oldest male sibling. According to Howard the same
resuits were reported by Gath.

In Tizard and Grad's study (1961) only three out of
fifty admissions to instititional care were requested by
the parents because of their concern about the adverse
effect on their other children. In & study by
Fotheringham et.al., (1971}, twenty three percent of the
families who placed their children in institutional care
were irritated by constant interruption of the siblings'
homework, reading or resy during the night. When they
were asked about changes in thefr 1ife after they
institutfonalized thefr child, seventy nine percent of
‘them safd awong other things that "His brother and
sister no longer have to fear his dangerous behaviour'.
Fifty one percent safd: °His brother has got a new
friend and is doing better at sck 1" or "the children

P
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get on better and quarrel less®. Thirteen percent of
these families described a general decline fn family
functioning and the fact that the healthy siblings miss
their mentally retarded brother or sister: "She was her
youngest sister's best friend and helped care for her's
“George's brother talks about him comstantly and is
always asking when we are going to visit him "(p.49),

#rothers and sisters of handicapped children feel the
tug of what almest amounts to two different cultures.
They stand with one foot in the world of ncrmal class-
mates and the other in their exceptional family. They
live among ordimary children, they long for simple
fellowshiy with others their own age. Yet playmates
sometimes treat a handicapped child cruelly. Forced to
mediate, te explain and sometimes to choose between
conflicting Toyatties, brothers and sisters can end up
angry at the normat world, the disabled child and
themselves. (reatherstone, 1980).

After describing the various problems of the sibiings,
Featherstone concludes by mentioning that despite all
the problems of growing up with disabflity, wost
famities function adequately and normal children usuatly
develop into normal aduits. As for the parents, she
states: "We want to belfeve that our normal children
have jrown wiser and more compassionate through the
family trial, If we must acknowledge that they suffered
too, we would 11ke to betieve that this suffering is not
our fault.' {p, 152},

Farber and Jenne's study (1963) on 1ife goals of the
siblings of mentally retarded ¢hildren who were aged ten
to sixteen years, indicate that the siblings who interw
acted frequently with thelr wentally retarded brother or
sister displayed interest in goals related to personal
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relations r~ther than success. In performing the duty of
continued contact with their mentally handicapped
sibling, they internalized social welfare norms and it
directed their career towards the improvement of mankind
or the achievement of goals that require dedication and
sagrifice. Farber and Jenne's findings, therefore,
i1lustrate the groat Tmpact that a handicapped child has
on his normal siblings' socialization.

The family's burden of care for the mertally handicapped
child

There is @ gencral Consensus among researchers that the
birth of a mentally handicapped child represents a vrisis in
the life of the parents and of the family as a whole. The
novelty crisis {os a result of iack of understanding of the
problem), and the arisis of personal values {s followed by a
reality crisis which represents the need for help in solving
daily preblewms. ODickerson (1981) notes that al) surveys
have shown that families of mentally retarded children have
@ considerable burden to baar. In part it stems from the
practical difficulties in rearing such a child. From the
emotional point of view, there {is evidence that these
parents feel differently in certain respects about their
children and about their role as parents as compared to
parents of normal chitdren,

Ameng  the common problems of these fomilies, s the
financial problem which has been describad in many studies
as a central one for many families who keep the child at
home.

Glendinning (1983) refers to the fact that many disabled
children ¢reate extra financtal pressures. These extra
expenses put a financial hurden on the nther members of
the famfly who must sometimes give up plans or activities

.
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which are beyond the family's budget. Among the other diffi-
culties described by the parents in Gumz's study (1972) are
the financial problems with which the parents must cope.
The fact thet mothers in many cases are unable to work
outside the house {because of difficuities in finding
someone who will care for the child) limits the family's
possibilities of gaining better financial v~sources which
might cever the special expenses caused by the mentally
hanaicapped child.

Featherstone (1980) mentions some other differences in daily
Tife between families with a mentally handicapped member and
those without, referring to the difficulty "to survive
holiday seasons and festival times" wheo the child must be
wept at home all dey Yong.

Tizard and Grad (31961) and Hannam (1975) describe the
difference between families with differential access to
resources. On the one hand, there are those who have enough
internal resources to cope with the problem, and in most
cases can rely on other members of the family or friends. oOn
the other hand, there are families who need help from welfare
agencies in order to cope with day-to-day difficulties. The
main burden, according to Hannam (1975), falls on the mother
because the father can at least get away to work, and by
immersing himself in it can forget the problems at home for
a while. For the mother, there is no escape unless outsiders
come in to hely or the child is placed in a residential unit
occasionally. Unless there is somebody who can care for the
child, "norma1" activities such as shopping, hair cutting
and going to the 1ibrary, all become unpleasant. In many
cases, the fomily's activities must be geared to the mentally
handicapped child's capabilities and it creates limitations
on outside activities For the family wembers and most of all,
for the mother.




Tizard and Grad {1961} found that some women could only do
the housework after the mentally retarded child had been put
to bed. Some had to get their shopping done by neighbours or
husbands, some were prevented from going out to work ar were
unable to comply with medical treatment which would have
involved attendance at an outpatient clinic.

Mercer (1966) compared families who released their mentally
handicapped member from institutional care to families in
which this member was a resident patient. She found that
68 percent of the families of resident patients reported one
or more problems in the "burden of care" category, while
only 20.6 percent of the families of released cases reported
such a problem. She concluded that although practially all
kinds of probiems showed a higher percentage of the families
of resident patients reporting the problem, the significant
differences were concentrated fin one area - “purden of
care". Resident families more ¥ten reported that the mother
was 111 or working, the family could not afford the cost of
the mentally handicapped member's support, and had other
problems which she defined as the “crisis of the burden of
care”. These findings illustrate the significance of the
burden created by the special needs and problems of the
mentally handicapped member, on the family's day to day
Yife.

It seems from the various studies discussed above that in
many cases the main reason for parents choosing to place the
chitd is their feeling that the burden of keeping him at
home is too heavy with regard to the daily reality for each
family member and for the family unit. Hart (1970) describes
the Yimftations placed on the family's activities caused by
the child and concludes that there are two alternatives from
which the family can choose: 1imit themselves or leave the




child at home or somewhere else. In the beginning the
parents may not be too bothered about being tied down with a
retarded child, but they become increasingly so, as time
goes on and they begin to realize that they may never again
be able to do anything spontaneously.

It seems that the child's age has a considerable impact on
the way parents view the "burden of care". Although the
older child can sowetimes be regarded as less dependent on
his parents, it has been found in some studies that his
special needs and prob?~mg create a recognizable hardship
for the parents.

According to Schriber and Feely (1966) after the injtial
parental response of emotional disintegration, there evolves
a perios of adjustment and reorganization of the family's
daily activities and plans. In many families the crisis
occurs during the retarded person’s adulthood. There wmay be
more involvement with professionals and ultimately recogni-
tion of the chronicity of the handicap. Family roles may not
develop along conventional 1ines as the individual family
members will have to adjust to the problem posed by a handi-
capped child. Because of this situation, the handicapped
person's adolescence is probably the worst crisis situation
for the family unit.

With regard to the period of adolescence of the mentally
nhandicapped person, parents experience the burden of care
and the impact of the child on the whole family due not only
to the arvest in the development of the family Vifecycle
caused by the child. According to Featherstone (1980}, when
Forty four parents of institutionalized mentally handicapped
children were finterviewed, results showed that the parents
failed to recognize the changing needs of the maturing child
and it increased the problems of the family as a whole. The




mentally handicapped adelescent found it hard to adjusy his
social behaviour and reacted fin strange and unfamiliar
situations, n an infantile way.

In spite of the burden of care for their mentally retarded
child Birenbaum (1970) found that wothers of young
moderately retarded children made an attempt to maintain
normal appearing family lifestyles, which was extremely
jmportant for their value $ystem. But when they were asked
to project such activities dnto the future, they were
reluctant o make predictions indicating that they could
manage only on a day-to-day basis. These mothers had to
change their expectations 1in response to a reality of
continuing dependence. As the child grows older the
appearance of conventional family 1ife must be modified by
the particutar types of problems that are presented by the
retarded member,

The impact of child and family characteristics on parental
willingness to accept the influence of the child on the
family as a whole

In studies of the impact of the child on the whole famity,
one may find that amongst other factors, characteristics of
the child and family are important variables in detemining
the extent to which the parents acknowledge that the child's
situztion has an influence on the whole family.

This section refers to:

{a) Child characteristics (sex, and the severity of the
mental handicap)

{b) Parents’ social status, level of education, religious
hackground and the size of the family.




(&) Child Characteristics

The relationship between the child's age and parents’
willingness to accept his dimpact on the family as a
whele have already been discussed in the previous
section. In this section, attention will be paid to the
child's sex and to the nature of his handicap.

According to Farber (1968) the inftial stress on the
parents appears to be somewhat sex-iinked, with the
mother experiencing a slightly greater reaction when the
retarded child is & gir), and the father a markedly
greater impact {regardiess of soctal status) when the
retarded child is a boy. In the low status families
where sex differentiation in family roles is probably
greater, mothers were affected to a much greater extent
when the retarded child was a girl. With time, however,
the nature of the impact on the mother tended to shift;
that 1is, eventually mothers of retarded bays were .
cor ronted with wore severe problems than mothers of "
retarded girls. With refere..e to Farber's studies one .
can come to the conclusion that the older wentally @
retarded male way provide sere difficult vole problems B
for his parents than a retarded girl, even an older one. )

Tallman's study Firdings mentioned by Kurtz (1977)
resembie Farber's. He also found that the sex of the
child influences the parents' reactions, ih that they |
tend to react 1n an extreme manner if the child is a X
male and in a2 more limited way if the retarded child is .
a female.

Beckman (1983}, in her study on the influence of child
characteristics on stress in fanilies of handicapped
infants, refers Lo some other studies by Farber and
Bristol which suggest that more family stress tends to




{a} Child Characteristics

The relationship between the child's age and parents’
willingness to accept his Jmpact on the family as a
whele have alrcady been discussed in the previous
section. In this section, attention will be paid to the
child's sex and to the nature of his handicap.

pecording to Farber (1968) the {nitial stress on the
B parents appears to be somewhat sex-linked, with the
mother experiencing & siightly greater reaction when the
retarded ¢hild s a girl, and the father 2 markedly
greater impact (regardless of social status) when the
patarded child s a boy. In the lTow status famities
where sex differentiabtion in family reles is probably
! greater, mothers were affected to & much greater extent ’
| when the retarded child was a girl. With time, however, )
1] the nature of the impact on the wother tended to shifi;
|

that is, eventually wmothers of retarded boys were ¢

confronted with more severe problems than mothers of ’
retarded girls. With reference to Farber's studies one '
can come Yo the conclusion that the older mentally ‘
H retarded male way provide more difficult role problems -
1 for his parents than a retarded girl, even an older one.

S Tallman‘s study findings mentioned by Kurtz (1977)
. ‘ resemble Farber's, He also found that the sex of the w
child influences the parents’ reactions, in that they '
5 tend to react in an extrome manner if the child s a
male and ir a more Iimited way if the retarded child is
" a female.

Beckman (1983}, in her study on the influence of child ool
characteristics on stress in fam{iles of handicapped
infants, refers to some other studies by Farber and
Bristol which suggest that more family stress tends to
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occur in families of older handicapped children and that
boys tend to be more stressful than girls.

In her study, Beckman aiso looked inta the cause of the
tnfant's handicap, his behaviour, and its influence on
stress fn the family. Twenty one nothers were inter-
viowed and results revealed that there was a significant
relaticnship between specific characteristics of the
handicapped infant and the amount of stress reported by
parents  Similarly, Holroyd and McArthur (1976} found
differences in the amount of stress reported by famities
of children who were autistic, had Down's syndrome or
were outpatients in a psychiatric clinic. The mothers of
the autistic children reported greater interference with
normal personal and family 1ife functioning than the
mothers of Down's syndrome children.

Tizard and Grad (1961) report a significant relationship
between child problems and the placement decision. Thay
found that one third of the institutionalized mentally
retarded presented with three or more major problems as
compared with only twelve percent of those living at
hone.

Fotheringham et.al. (1971) mention some child's charac-
toristics which have great impact on the lifestyle of
the family. The first group includes ph}sicah health
and social maturity factors. These  characteristics
determine the extent to which the child is dependent on
his family, which in turn, dotermines the amount of
offort required for his care. The second group of
characteristics includes behaviour problems and mental
health disturbances. These characteristics, if present
in the child, tend to disrupt family ving.




Yhen compardng the characteristics of children who were
admitted to institutions with ones who were staying at
home, Fotheringham et.al. (1971) found that socially
disruptive behaviour by the child put & lot of strain on
his family and led them to place the child. The results
of their study dumonstrate a relationship between child
and family functioning and institionalization, as the
institutionatized children have more stressful charac-
teristics,

Clearly, child characteristics are not the only poten-

tial source of stress for families of mentally handi- i
capped children. Child characteristics may interact with '
family variables over time to produce differing amounts

of stress for the family (Beckman, 1983).

{b) Family characteristics - parents’ socioeconomic status, S
religious background and the family size ’

Results of Nihira et.al.’s study (1983} indicate that b
vl family agjustment and functioning is related not only to :

j severity of the child's retardation and the degree of ; n @
) i matadaptive behaviour, but also to family demographic [
characteristics and to the psychological climate of the :
yere” home. :

Only a few studies refer to the influence of parents’
socloeconamic status on thelr attitude towards wmental
retargation, their abiltty to accept the fact and the
¢hild, and the way thoy function in daily 1ife with the
¢hild at home.

| Kurtz (1977) mentions that most of these studies have &
described reactions of middle or upper income families.
Less {nformation can be found about Jower socioecoiomic
. status families, although some studies have come o the




conclusion that retardation fs not viewed by these
families as a major difficuity. It can hardly compete
with thefr financial and vocational problems {n being a
focus for the family misery. According to Kurtz, the
reaction of the low status family to retardation may
therefore be minimal.

Farber (1968) suggests that among low socioceconomic
Teval families, the peimary cvisis-evoking factor s not
the label fitself, it s rather the mental and physical
disability of the child which might require effort and
attention. In @n earlier study, Farber (1960} described
the *role organization crisis that Tow socioeconomic
status mothers face in thelr attempt to organize their
activities in ways which would permit them to have an
acceptable family 1ife.

According to Mercer's findings (1966) high socioceconomic
status parents wore frequently agree with the official
definition of retardation than do low status parents.
Therefore high status families are more pessimistic
about any possible changes in the child's condition and
about his future. They also tend not to release their
chitdren from the institution, and among the released
children Mercer found more from Tow status families. The
Tatter ones were aware that the child would continue to
be dependent, but they were willing to accept this
dependency and Favoured discharge. A child with a
problem {s not perceived in the same way as a similar
child 1n the high status group.

Fotheringham et.al. (1971), when comparing the socio-
cconomic status and level of education of parents who
placed their children, with parents who kept the child
at home, found that wore of the children who were
Institutionalized came from families of a lower socio-




economic Tevel. The level of education of the fathers of
these children was Jower than fathers who kept the child
at home.

Tizard and Grad (18961}, when comparing the social class,

nousehold composition and housing of famities who Kept R

the child at heme with famiiies who placed him, did not s
Find marked dittersnces between the two groups. But,
‘1 according to “seir findings, famidies of institution-
| alizod childarow were in a better financie) positien.
Ki Only thirteen percunt of them were defined as being
i "poor" while chirtr oight percent of the families with v
{ the <hild at rome were defined as such. This situation :
|

i

I

|

|

i

1116 trates the cxtoent to which the mentally retarded .
chit: is a financial probiem, »

A

Accerasng  to Begab (1963), upper and middie class
parenl  are character:stically career oriented, and
aspir. 908 and expectozions for a1l family members are
at 4 b tevel, Ma - taining or raising the family's
soLeal  tutun 9y ast Tned great importance end s an

° , fr.oes nt considerati.” i Caeisionsy relating to work,

o poucal or,  wousing, octal  relationships, and civic

o l .81V lv oo, Parents with these social values, who are
i anle @ Lo.p the retarded child at nome, are often

woanfe T led o omake drastic roddrustments dn thefr ¥iving
ttosns, ot 1% not uncommon *or a father to refuse 2
promotior cpportunity to anothir city because of lack of
resource:  for Nis retarded child. Many high status °.
tamities will not, can not or should not, sacrifice the

interest of the entire iamily for the retarded child. In

these coses, placement ocutside the home may refiect a

high degree of family adjestment.

The Tow sacial status family generally expects less of (%
its children and is more accepting of deviation, there-




fore the presence of a retarded child does not interfere
markedly with parental goals altheugh 1t may well affect
the family in other ways. In these families, the fathers
are frequentiy less involved in matters of child care
and the difficult chore of Tooning after the retarded
child usually falls mainly on the mother, or sometimes
is offset by the assignment of child care responsibili-
ties to other children,

According to Begab (1963), these differences in child
rearing and in the attitude towards retardation affect
family adjustment and can cause additional social stress
for the family.

Zux (1959) found that the sex of the child, the socio-
economic status and the size of the family wers oot
related tv parental acceptance of the child. His
finaings indicata that Catholic mothers accepted the
young mentally retarded child more easily than non-
Catholic  mothers. According to Zuk, the Catholic
mothers' religious background (which has its effect on
their lifestyle) enabled them to accept the child's
problem more easily compared to Protestant or Jewish
mothers.

Tizard and Grad {1961) found that having a mentally
handicapped child influences the parents' decision about
having further children. In their study seventy five
percent of the parents did not want more children after
the birth of the retarded child. Farber (1968} refers to
some Tindings from 2 study by Holt which show that in
one hundred and sixty families where additional pregnan-
cies were theoretically possible, one hundred and one of
them did not want mere children {sixty seven percent).

Y Al T
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"We cannot assume that all families within a given
socfal class, sharing the same religious convictions and
economic advantages will respond to the same basic
problem with the seme strategies. We can assume however
that the predominant characteristics and values of the
group to which the family belongs, do {influence its
attitudes and responses® {(Begab, 1963, p. 56-57).

3.2 b GENGS OF THE RESEARCH STUDY

This section presents study findings in regard to parents'
perception of the impact of the child on the family as a whole, and
particuiar members of it.

3.2.1 X comparison according to groups and for mothers

us fathers

In the gquestions relating to this subject, the parents were
asked to deseribe the sitvation in their family and to
compare their family to families without a nentally handi-
capped ¢hild.

In comparing the parents of the young children ({Group A)
with the parents of the older children (Group B) the results
of the wwo research tools (the ORS and the {nterview
schedule) reflect the same trend. Results of parents’
angwers to the three QRS scales regarding this issue are
depicted in Table 26.
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Table 26
Means, SO, Df, and P-obabilities for Group A versus Group B
according to Scales 8, 9, 10 of the QRS {t test)
Group A droup B
Scale Wean| SD| Df ] P |Mean] SO] DF] P
ean 1 2

8. Lack of femily
integraiion. 2.7 | 2.3]106.3¢ 0,1 3.472.471107| 0.1
9. Limits on family
opportunity. L. [1.3j106.8) 0,90 1.171.4[108] 0.9
Lu. Financial
problems. 3.6 123} 99.4] 0.7¢ 3.413.0|110] 0.7
N=58 N=54
The differences between parents of younger and older children
according to the relevant QRS scales are not sta*istically signifi-
cant. However, among the parents of the oider children there were
more who admitted - ¢ the child created special problems or needs

for the family as a whole.

Parents' answers to the interview schedule resemble their reactions
to the QRS {see Table 27).

Jable 27

Freguencies of answers to the question "Do you feel that your family.

has special needs or problems because of the child?" by groups A & B

{in percentages}.

Answer Group A Group B

1. No. 89 61.9
2. Me used to have problems

in the past. 1.7 1.9

3. In a way. 15.5 16.6
4, VYes. 13.8 29.6
Total 100.0 100.0

N=68 N=&4
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The difference between the groups 1in parents' answers to
"Yes" 1is more than ten percent and will therefore be
considered a marked one. Yet, ft is important to take note
of the fact that many parents in both groups denfed having
problems or needs as a result of the child. In another
question, parents were asked to give reasons for their
denial of the child’s tfmpact on the family as a whole. More
of the parents of the younger children try to Jead & normal
Yife. The parents of the older children although admitting
having needs or problems do not feel a strong difference
between their family and families without a mentally
retarded child, {(See Table 40A in Appendix &).

Comparisons betseen wothers of the older children versus
mothers of the younger ones and fathers of the older
children versus fathers of the younger ones in regard to the
QRS scales reveal that although the differences are not
statistically significant, mothers and fathers (esch group
separately) of the older children were most likely to accept
that their mentally handicapped child had an {mpact on the
whole family. (See tables 41A, 424 in Appendix 4).

These results lend weight to the idea that over the years as
the child grows up the parenis feel more and more his
increased influence on the family as a whole, and/or on
particular members of the family (the siblings in most
cases).

When comparing themselves to families without a mentally
handicapped child, the parents of the younger children
concentrated on difficulties relating to the differences in
child rearing (having a perpetual baby) whiie parents of the
older children used terms of lifestyle: being more limited
and isolated and having a Financial burden. These differ-
ences are more than ten percent and should be considered
noteworthy. (Sae Table 28).
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Table 28

Frequencies of parents’ answers to the question "Do you
think that there are differences in dafly 1ife between your
family and families without a mentally handicapped child?"

by Groups A & B. {in percentages).

139

When mothers were compared to fathers, results

Table 43A in Appendix 4).

Parents' opinfons in regard to the effect of the child on a LA
particular member of the family were similar for both .
groups. Many parents of both groups denied that the child e S

had such an effect on other family mewbers. (See Table 44A

in Appendix 4).

Answer Group A Group B
1. There are no differences. 24.2 33.4
2. Not very much, you have to
devote more time to the child. 12.0 5.6
3. MNot now because the other
children are young or old. 10.4 1.9
4. Yes, its like having a baby
all the time. 32.8 1.1
5. Quiside activities are wore
difficult. We are Vimited,
isotated, spend more meney 17.2 42.5
on the child.
6. MWe are cleser to each other. 3.4 5.5
Total 100.0 100.0
N=58 N=54

reflect that

the mothers felt more limited in their activities and move .
socfally isolated, while the fathers wmentioned having to H 5
spend more time with their mentally retarded child. (See i




3.2.2

To sum up the comparisons according to groups A versus B and
betwean mothers ant fathers, ¥t is important to note the
similarities fn opinions when fathers are compared to
mothers and that the differences, even when they are not
statisticatly meaningful, are always in the same direction.
As the child grows his influence on the family as a whole or
on particutar members s increasingly felt by the parents.

i Characteristics

Has the child's sex an fnfluence on the willingness of the
parents to acknowledge his {mpact on the family as a whole?

When comparing the opinion of parents according to child’s
sex, it must be kept in mind that there is a wmavked
difference in the number of males in the two groups; the
group of the older children (B} consists of more males.

Results show that parents of wates are wore prepared than
parents of females to admit that the child's situation
affects the family as a whole. (See Table 29).

Table 29

Frequencies of answers to the question Do you feel that
your family has special needs or problems because of the
child?® by child's sex. {in percentages).

Answer Wale's Female's

parents | parents
1. No. 59.1 63.1

2. We used to have problams

in the past. 1.5 3.1

3. In a way. 10.6 23.9
4. Yes. 28,8 10.9
Tota) 100.0 100.0

N=66 N=d6




The differences in the answers *In a way" and “Yes* are more
than ten percent and should therefore be considered meaning-
ful.

Wnen comparing their family to famiiies without a mentally
handicapped child, the parents of males also felt to a
greater extent that their families arc Timited and fsoleted.
{See Table 45A in Appendix 4).

As mentioned above, the effect of the mentally handicapped
male on his family as & whole is probably greater compared
to the effect of the mentally handicapped female (although
as mentioned before, these results may be influenced by the
fact that there arc wore males among the older children).

Results of the study indicate that the cause of the child's
mental handicap has a slight impact on parents’ opinjons
about the differences between them and families without a
mentally handicapped child (sec Table 30).
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Table 30

Frequencies of parents' answers to the question "Do you
think that thers are differences in everyday life between
your family and families without a mentally handicapped
child?" by the cause of child's mental retardation.

Lin percantages).

Answer Unknown Genetic [Brain
disorders| damage

There are no di fferences. 16.9 6.8 30.5
Not very much, you have
to devote more time to
the chitd, 2.2 4.8 8.3
Not now because the other
children are young or
old, 11,1 8.7 2.9
Yes, its like having a
baby alt the time. 16.8 29.5 22.2
Outside activities are
more di fficuit. We are
timited, isolated spend a7 18.8 36.1
more money on the child,
¥e are ¢loser 1o each

other. B8 9.7 -_J

Total 100.0 100.0 100.0

N=18 N=41 N=36

Parents of children vho have mental retardation of unknown

astiology feel that they have to uge wore time as 3 vesuls

of the child. When the child suffers from genetic disorders
his parents Took upon him as a perpetual baby.

S u e

[

&

The parents of a brain damaged child seem to admit having
special problems or needs as a result of the child, while
parents who have a child suffering from genetic disorders
“try te Tead a normal Vife". (See Table 46A in Appendix 4),

s “



3.2.3

When analysing the resuits about the relationship between
parents’ acknowledgement of the tmpact of the child on the
famity as a whole, and his physical condition, {t musy be
noted that among the younger children (group A) there are
more children who were described by thefr papents as heing
in only a fajr physical condition. This fact probably has an
influence on the results.

The child's physical condition has a slight influence on the
parents' willingness to accept that the mentalily handicapped
child affects the family as a whole.

However, parents of chitdren in fair physice) condition feel
more strongly that fhey have to spend a Yot of time with
their spocial chidd. This, in their opinion, s the main
differenpce hetween their family and families without such a
child. When it comes to the siblings, in the families where
the whita's physical condition is only fair, the parents
feel that the siblings are closer to each other, and more
helpful. (4ee Tables 47A, 4BA in Appendix &),

Family Characteristics

Resulss show that birsh order has only a stight and insigni-
ficant impact on parents widlingness to accept that the
child has an inFluence oo the family oy a whole. Yet the
third and subsequent born child {s considered by the parents
to ba a perpetual baby. The parents of a first born child
feel more limited by him, compared to the families where the
thild has older siblings. The second born child seems to
have the greatest impact on his or her sibling. (See Tables
494, 50A in Agpendix 4}, {It must be noted that there are
more first born chitdren in group A and seeond born in group
8.

Parents' level of formal cducation seems to have a marked
jmpact on certain parental views fn regard to the effect of
the wentally retarded child on the whole family. However, it
mist be <ept in wiad that there are more highly educated
parents fn Group A.
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Table 31

Frequencies of parents' answers to the question: "If you do
not have special problems or needs, give reasons for your
answer?® by parents’ level of formal education.

{in percentayes),

Answer Under Katric

Matric | and Post
1. We have probiems or needs. 3.7 41.3
2, We try to lead a normal life. 21.4 39,2

3, It hase't changed our 1ife,
we are iike any other

family. 36,0 17.6

4, Not now, the child s still
young. b 4.9 1.9
Total 1000 100.0
N=61 N=51

The parents whose tesel of Tormal education is lower tend to
deny the impact of the child on the whole family to a
greater  extent  than mere highly educated parents. The
difference 1s more than ten percent and should therafore be
regarded as noteworthy, The higher educated parents tend to
admit that thoy “try to lead 3 wormal Yife', and it 9s
harder for them to state that their Yife was not changed and
that they are Tike any other family.

The parents who are more highly educated are also mare aware
of the impact of the mentally handicapped child on his
siblings. (See Table §1A in Appendix 4).

The aforemeationed differences (see Table 28) in parents'
forma) education according to the two groups (A & B)
demonstrate that parents' formal education has a marked
impact on their views. There are more Jower~educated parents
in group b, but stil) these paronts more than others deny
the fact that the child's problem atfects the family as a
whole.

ity ,




Table 32
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When comparing the reactions of mothers who are in omploy-
ment to mothers who are not working outside the house, it
was found that the Jatter ones most strongly felt the fmpact
of the child on the fawily as a whole. Many of the mothers
who work outside the house do not aduit that the chitd's
problem changed their 1ives. (See Table 32).

Frequencies of mothers' answers to the question: "If you do .
not have special problems or needs, give reasons for your

answer?” by pothers’ occupation. fn porcentages).
Upiaion Working | Housewive i
Mothers N
1. We have problems or needs. 2.8 43.9 .
2. We try to lead a normal 1ife. 26.2 3.8 .

3. It hasn't changed our life,

we are like any other Lot
Family. 39,1 19.7 [
4, Hot yet, the child is still i
young., 2.1 4.6
Total 100,80 0.0 :
N=23 N=33 P
Results show that the housewives seem to experience the R
burden of care for the child more than the working mothers. e
{See Table 52A in Appendix 4). o KA“L‘
A comparison betwaen higher and Jower skilled fathers shows
that the former ones are more Hkely to adnit that the B ]
child's problem creates probioms for their family ard that -
they are di fferent from famities without a mentally retarded
child. More of the lower skilled fathers could not perceive »
any change 1in thefr life when comparing themselves to E
families without a mentally retarded c¢hild. (See Table 53A
in Appendix 4).
Vs
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A comparison batween religfous background and parents’
opinfons about the {nfluence that the child has on his
family is presented in Table 33. (1t must be kept in ming
that there are slightly more Jewish parents of the older
children {Group B).

Table 33

Frequencies of parents' answors to the question: "1f you
have special problems or needs, what are your probiems or

nepds?” by parents' religious background (in percentages),

Answer Catholics Protes Jews
tants
1. We have no ngeds or
probiems. 3.8 61.9! 44.4
2. We used to have problems
in the past. - 2.8 -
3. We are morc Timited. 5.2 11.2 1.1
4, It affected the siblings. 5.2 9.8 33.3
5, It put a strain or us, we
are worried. 5.5 @7 1.2
6. We need more professional
help. 10,5 2.8 -
7. We are closer 1o each
other. - 1 2.8 -
Total 100.0 100.0 | 100,0

N=19 Al N=18
Results reveal a noteworthy difference between the Jewish
parents and the others in acknowledging the impact of the
child on family problems and needs,

The Jewish parests were a1so more willing to admit that a
particular member of the family was affected by the rrisence
of the child. The Teast acceptance of this fact was found
ameny the Catholic parents. The Jewish and the Protestant
parents more than the Cathelics reported differences in
Tifestyle - they feel more 1imited and isolated.

i m_&m‘
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As aiready mentioned, when compuring the pavents according
to their religion, it should be noted that there are more
Jews amohg the parents of the wider children {group B), and
this fact probably has an 1impact on the nature of the
results when croups A and B were compared in Table 28.

Having a mentally retarded relative {beside the child) had
ac marked impact on parents' willingness to admit the
differences botween their family and families without a
mentally retarded child. (See Table S4A in Appendix 4).

A summary and a discussion of the aforementioned findings is
presented in the following section.

3.3 SUMMARY AND DISCUSSION

The effect of the montally handicapped child on his family has
frequently been described in the Jiterature. Some of the studies
which have deait with this jssue coatend that families of wentally
retarded c¢hildren are strongly affected by the child's problem §n
terms of their 1ifestyle and interrelationships. In these studies,
the differences hetween families of mentally handicapped children
and famities without such a child are strongly emphasized,
especially concerning day~to-day 1ife and patterns of child rearing.
The general focus in these Investigations 15 characterized by the
tendency to describe the child's impact on the family as a whole as
befny negative (Bagab, 1963; Mercer, 1966; Farber, 1960, 1975; Chinn
et.al., 1978} Featherstone, 1980; Drew r..a}., 1984),

On the other hand, onc may find a few studies which oppose the
tendency to look upon parents of mentally handfcapped children as a
pathological group and to over-cstimate the stresses and the strains
in their lives. (Schild, 1964; Rappoport et.al., 1975; Voysey, 1975;,
MeAndrew, 1876).
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When rvesponding to the two research tools (the QRS and the
intery schedule), the parents who took part in this siudy had to
relate to two watn areas in which the chitd's probiem might have its
infiuence on the family as & whole. They were asked to estimate the
influence of the child's situation on their interrelationships and
on the gemeral atmosphere in the family, and to compare their daily
life to the day-to-day 1ife of families without a mentally handi-
capped child in order for them to identify the differences and the
simitarities.

Daty obtained from the two vesearch tools conaistently reves)
that many of the parents of both groups (parents of the younger and
the older children) denfed the offect of the child on the family's
imterrelationships or on ihe atmosphere in tha family. They also
denied that the child's situation created problems for the family as
a whole or for a particule member of the family.

However the differences in parents' reactions to the interview
schedule covealed that she parents »f the older children admitted
more fregently that the child's situation affected the whole family,
or created problems for a particular member.

¥hile it was difffeult for most of the parents to acknowledge
that as a result of the child they became an exceptional family,
wien they were asked to compare their daily tife to familie. without
a mentally handicapped child, many parents could not ignore the
unique burdes of care thay have to bear as a result of the child's
spacial needs.

1v seems from the results that the “burden of care" has a
different meaning for the parents occording to the child's age. For
the parents of the young children it is the daily grind resuiting
from caring for a perpetual baby who never grows. The oldrsr parents,
on the other hand, deseribe the burden of care in terms of thu
Timitotions imposed on thew by the chitd's sitvation, mainly social
isolation and financial difficulties. The differences in parents’




opinions clearly reveal that in spite of the fuct that the arowing
child sometimes becomes physically less dependent on his parents,
when comparing themselves to parents of normal children the parents
still experience the differences in their daily 1ife. When referring
to the burden of care, the parents of the older children actually
describe the development of clear patterns of lifestyle, like the
tendency of soma of them to give up social contacts, or to refuse
better jobs.

Findings of some previous studies are consistent with the above-
mentioned results. Bayley {1973), Voysey (1975) and Glendinning
(1983} also found that while it was quite difficult for parents te
ccept that the child's situation created probiems for the family as
a whole, they were ready to acknowiedge the influence of the child
on their day-to-day Jife,

Parental tendency to deny the inFluence of the child's problem on
the family as a whole can be explained in severa) ways:

Sometimes, the family as a whole or members of the family try to
suppress thelr perception of the existence of a problem either for
the wacle family, or even for thair mertally nandicapped child. In
such circumstances, the parents may totally deny any exceptions in
the'r family 1ife when comparing themselvas to families without a
mentally handicapped child. (Farber, 1975).

For some parents, even when adjusting to the fact that their child
is mentally handicapped, it is stil1 hard to accept the iwplica~
tions of such a situation on the family as a whole. It might also
be sgen as the parents' attempt to protect the family's "normal"
appearance in order to avoid stigmatization.

¢

According to Chinn et.al. {1978) when the parents feel that the
attitutde of the community towards them does not basicatly change
because of their mentally handicapped child, it becomes easier for
them to ignore the differences between themseives and families
without such a child.




~ Tizard and Grad (1961) and Hannam (1975) have described parents
who decide to keep their mentally handicapped ch{ld at home as
better adjusted to the situation of having such a child. As all
the parents who participated in this study preferred to Xeep the
child at home, it can be essumed that for them the child’s problem
probably croated less stress Yor the whole family and thus $t was
easier for them to deny the child's fmpact on their family life~
style.

{hild and family characteristics are also important factors
influencing parents' beliefs about the impact of the child's probiem
on the family as a whole. The findings of the present study are
consistent with som» previous studies (Tizard and Grad, 19613
impact of the child's age, sex and the severity of his mental
handicap on Mis parents' willingness to accept that his situation
creates problams for the farily as a whole or for a pmarticular
member .

It seems that more family stress tends to occur in families of
older mentally retarded children and that males tend to be more
siressful than females. It was also found in this study, and in scme
previous investigationg (Tizard and Grad, 1061; Farber, 1968;
Fotheringham gt al., 1971 Beckman, 1983), that the severity or the
nature of the tandicap indicates how the child will be dependent on
the parents, and the extent to which they will feel limited because
of his problems. It was found that parents of brain damaged children
felt the negative impact of the child on the siblings and on their
Yifestyle. The Down's Syndrome child had more effect on day-to-day
life, and his parents tended to view the differences betwaen them
and families without e mentally regarded child around the daily
burden ~* care, and not so much in regard to family interrelationships
and sociel Timitations.

However, among the parents of children in only fair physical
condition, there were more (in comparison to the parents of children
in good physical condition) who described the powitive impact of the
mentally handicapped child on the siblings who became closer to




each other, Luch 1+ -1ings of togetherness might reflect the tendency
of some families to .void contacts with the outside world, Instead
of outside contacts, th family members aevelop very close inter-
relationships and tend tu - wphasize the family unity around itw
speeial task; caring for a woenially handicupped member,

Family characteristics were also found tTo have an impact on
parental willingness to accept the child's influence on the family
as a whole. Results of this study indicate that when the child is
the second torn in his family, the parents perceive the impact of
his problem on the siblings more strongly. According to Farber
{1960}, the degree of family integration achieved prior to the
introduction of the mentally retarded child is a dominant factor
determining what will happen to the femily's interrelationships
after the birth of such a c¢hild. Yer, wore important factors are the

family Dirth order and the arrest in chi development of e family
lifecycle, which is due to the fact thar the nentuity retarded
chila's dependency on his parents continues i» spite of his growing

age. When the retarded c¢hild §s the Jast bhorn, the parents
experience the arrest in their family Jifecycle more acutely, since
in their advancing age *hey still have to care for a child whose
needs, in spite of Wis growing age, resemdle the needs of a baby.
{Farber, 196u).

Results reveal that - ~ides the order of birth, differences in
parental level of education vreste ditferent opinions in regard to
the influence of the child's problem on the family uu a whole. The
parents whose level of education was lower were strongest in their
denial that the child's problem impacted on their lifestyle and
famitly interrelationships. These vesults stress the yreat influence
of education on parents' views, as among the parents of the older
children who were resdier to accept the child's jmpact on the family
as a whole, there were more lower educated parents. The higher
educater parents were more ready to adwit that the child's problem
affected his siblings and had a certain impact on the family
tifestyle. The fact thal mental retardation is not viewed as & major
difficulty by families of lower socioeconomic status and education
has already been mentioned in past studies. (Begab, 1963; Farber,
1968; Kurtz, 1977).

@




Mercer (1966) found that the more highly educated parents
preferred to keep their child in an Institution, while Fotheringham
et.al. (1971) found that among the children in finstitutions, more
came from families of lower socioeconomic status and level of
education, A common view ameng rescarchers j5 that for the lower
socioeconomic and less educated famijies it s easier to accept the
child's mental disability; however, 1t fs much wore difficult for
these partnts, and especially for the rothers, to organize their
daily activities 1in a way which would permit them to have an
acceptable family 1ife. (Farber, 1968},

Parental religious background is another factor which was found
to have its influence on the degree of accaptance of the effect of
the child's problem on the whole family. Results of tnis study show
that the Jewish parents wore than the Catholics and the Protestants
reported differences in their lifestyle when comparing themselves to
| families without a mentally retarded child. This result is probably
i intluenced by the fact that among the older children there were more
LO Jewish children, and it bas already been mwentiened that more parents
RN of the older children were ready to acknowledge that the child's

i problem had an impact on the whale family. The fact that the Catho-
lics more than the others tend to deny the fmpact of the child's
situation on the family as a whele, could be explained with
reference to Zuk's findings (1959} which revesled that Cathalic
methers accepted the mentally retarded child as part of the family
more easily. Such an attitude probably helped the mothers to ignore
the effect of the child on the whole family.

To conclude, the findings of this study reveal that many of the
parents who were {nterviewed were not prepared to accept that their
elild influenced the natura of thefr family Yife. However, when
comparing themselves to parents of "normal" childrem, the parents
were readier to acknowledge the differences in daily life which
arose from the burden of care for a disabled child. A comparison
between mothers and fathers fn regard to the abovementioned issue,
did not reflest any of the marked differences In opinion which have
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been reported in some past studies {Holroyd and McArthur, 1976;
Beckman, 1983).

The dffferences in parents’ opinfons were due mainly ta the
child's age. The parents of the younger chfldren are more aware o
differences in patterns of chita rearing, mainly the need to care
for a baby who never grows., The parents of the older children teed
to describe more hasic changes in thefr lifestyle which result from
the child's special needs.

The influence of the child on parental relationships with coxmunity
support networks, will be discussed in the following chapter.
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CHAPTER 4

FACING QUT; THE IMPACT UF THE MENTALLY HANDICAPPED CHILD

41

4.1.1

PERSPECTIVE FROM THEORY ANU PAST RESEARCH.
Introduction

Having a haby is usually an occasion for rejoicing and wuch
public congratulation. The new baby is paraded in the pram,
everyone 1ikes to have a look and coo over it, and the
parents can glow with pleasure and satisfactien. A1l babies
seem o be beautiful, at least to their mothers and there {s
the feeting of having created something perfect. a sense of
continuity and the belief that a bit of one's self will 1ive
on for the future. There is, of course, another side to
having babies: depressien, anti-climax, and loss of freedom,
but these are not the aspects that are accentuated.

In "normal" family Tife, participation in friendship groups
and in wider organizations outside the family, ordinarily
supports the norms and values associated with everyday life.
For the family in crists, these ordinary community relation-
ships do not support norms and values pertinent to handiing
“the problem” {Farber, 1975},

Wnen the chitd is mentally handicapped this is a tremendous
blow to the self esteem of the parents. They feel that they
have efther failed or been singled eut by fate (Hannam,
1975),

It seems that the outside world represents a considerable
threat to the parents. From the start they have to confront
it in the shape of professionals, relatives, and friends.
The professionals, according to Anderson (1982), understand
about these things and can see what is coming, but the
relatives or friends may have mixed feelings when they get
the news.

Aitheugh as Farber {1978) notes, other extra-family coali-
tions do assist family members in handling the crisis,

& il “ e .\m
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sometimes people outside the family find 1t very difficult to
react helpfully. Very often the result {s efther too much
sympathy or a denfal of any sort of prublem. It seems that
the parents themselves fear both reactions. Although they
hope to not be roejected becaused of the child, too wmuch
sympathy sometime: makes them feel as if there has been a
"geath in the family", nring constantly surrounded by pecple
who are "awfully nice" (Voysey, 1975, p. 144),

Most studiee show that the outside world's inftial reactions
have great signifizance in determining the parents' attitudes
towards other poople and organizations in the community,
including the services with which the parents must have
contact in order to be hlped Ath their new situation. Not
only the first reaction pareits face, but other factors,
affect wieents’ openncss to  accept help. Bayley (1973)
describes twe main reasons. According to his findings some of
the families want to suppress the pain that they feel about
their subnormal member, and not let the world know ebout it.
They do not want to feel stigmatized. The second reason may
be related to the first one, but Bayley did not find clear
evidence that this is so: there {s a great reluctance on the
part of the parents i¢ rely on other people, and especially
their other children, to oy for the mentally handicapped
¢hild. In fact, according tu Voysey (1978) parents may report
that they have to manage others' cxpressions of sympathy and
advice, and their ability to accept such offers depends on
the already existing relationships with people outside the
family.

There 1s no deubt that the ability of the parents to davelop
mutual extea-family retationships will create a healthier
atmosphere in the family and help the yarents in udjusting to
their problem and {ts implications on their day-to~day Tifu.

This scction will describe the roles played hy community

support networks, and the reciprocal social relationships

belween these networks and the pavents. It will be divided

inte two parts:

{a) Parenss' retationships with rejatives, friends and
neighbours;

(t) Parents' relationships with professionals.




4.1.2

Parents! relation

ips with relatives, friends and neighbours

One of the most consistent research findings described in
the 1{terature is the Timitation on participation of parents
of mentally handicapped children in extra-family relation-
ships such as organizational membership, rvecreational elubs, .
vistts to uther people's homes and other Kkinds of socfal®™
activities.

Farber {1968} mentions that findings of various studies
suggest that famiifes with mentally handicapped chitdren
tend to disengage themselves from community relationsnips
and to focus attention on problems within the family.

Tizard and Grad {1961} have defined three degrees of social
contacts which they found among families of mentally
handicapped children:

{a) Normal social contacts: When the family had good
relationships with rclatives, friends, and neighbours,
they were friendly and visits were exchanged. The
parents seldom went out together but each parent had his
own gocial activities.

(

z

Limited social contacts: The parents did not go out
without the child, 1t was difficuit to take the child
out to crowded places and because of this the parents
never went out together.

{

»

Saveraly Vimitod social contacts: Families who cut thom-
selves of f completely fram social intercourse, lived in
soctal iselation, frustrated and unhappy.

Tizard and Grad's findings (1961) wevesl that out of one
tiundred and fitty one families who participated in their
study, sixty per¢ent had normal social contacts, twenty
seven percont had 1imited contacts and ten percent were
severely nimited. Other studies (like those of Holt, 1958;




Farber, 1968: Rowitz, 1974, Suelzle and Keenan, 1981),
report similar findings. It fis quite obvious that many
parents of mentally handicapped children, when readjusting
to their new roles, have difficulty fn relying on extra-
family resources, more specifically on their social contacts
with rvelatives, friends and netghbours. 1t seems from a few
rescarch studies that the parents do not always find it easy
to accept help from these outsiders. (Glendinning, 1983).

Voysoy {1978) reports that some parents who had very limited
social contacts asserted that they "did not really mind".
Such a reactfon raises the question of whether these people
are basically less social and prefer to spend more time in
Joint family activities or whether they become accustomed to
a different kind of lifestyle imposed on them by virtue of
having a mentally handicapped child. Seme parents try to
emphasize the normal aspects of this way of life saying!
*It's 1ike when you have a beby, you stay at home." (Voysey,
1975, p.146).

Some studies have tried not only to describe the nature of
the parests's social relationships, but to find out the
veasons for the development of such relationships between
the parents and the outside world. The reasons which have
been described in these studies can be divided fnto twe main
categories:

(a) Reasens which derive from the general social reaction to
mental handicap, and from specific reactions of people
in the parents' Tmmediate community, who have direct
soefal  contagt with them ({rclatives, friends and
neighbours).

(b} Reasons which are related to the parents' behaviour,
feelings, and oxpectations & 2 result of having &
mentally retarded child.

{a) In a discussion of the mentally handicapped child's
tmpact on parental adaptation, Adams (1971) indicates



that the eritical event may be of such a nature that the
family probiem is labelled first in the community and
only afierwards within the family. He suggests that
ravisions of family relationships with outsiders may
occur even while the family still denies the existence
of the problem, Farber (1975}, in considering this idea,
raises the question of adaptation and Jabelling and the
outcome in regard to those who are labelled (the child
and his family}. Adapting Goffman's (1863) and
Birenbaum's (1970} <deas, Farber suggests that the
extent that not'ers of vetardwt children are able to
pertorm voles similar to those performed by mothers of
normal children is volated to the degree that these
mothers are affiliated with a stigmatizad person. when
the consequences of the courtesy stigma that these
mothers bear are manageable {whith means that others are
“considerate” in accepting “the plight of the family
with a disabled child", or they “forgive" failures ir
rele performance without needing to negotiate the basis
for continuing the vel tionship}, then the faitures are
seen as imprope~ but not of fensive.

Aecording fo Farber (1975), in such a situation one can

view the situation to be offensive when:

- The failures are no Ttonger seen as unavoidable
Tapses.

- The fatlure itself ({regardless of basis) produces
bitter dissppointment, interfercs with impartant goals
and 15 viewed #3 a permanent state.

~ The demands on one's vesovrces oxcead one's ability to
compensate for those failures.

- The costs of carrying a courtesy stigma outweigh the
gaing from maintaining the relationships.

In the foregoing conditions there is a nced to call for
negotiation of the allocation of rotes cither directly
or tfwrough intormediates (such as relatives, friends,
neighbours or professionals).




Thus, parents’ interpretations of society's attitude to
them and to their petardre c¢hild will have a great
impact on their attitude to socfal activities fn genera!
and on their ability te¢ trust and accept help from
poeple outside the tamily. Bayley {1973) repurts that
accarding to his findings the support and acceptance of
the neighbourhood was more directly relevant to the
lives of 1he famities than the general tolerance and
understanding, or Jack of i%, of society at Targe.

Farbor's findings {1575) i1lustrate how important it is
for the parents to Feel acuepted by their neighbours. He
mentions that constant presentation of the handicapped
N child to persans outside the fomily may be maiatained in
R the noighbourhood and felps the neighbours to get used
e o the ehild and accept him and his parents. But, when
the neighbours refuse to accept the parents and their
mode of prosenting the child, it beccmes a reloevant
factor in chonge of residence.

It seems that the ability of the parents to obtain some

o deqrea of normal social intevaction may be partly @ !

: function of the degree of acceptance by the extended

family and by the nefghbours within the community.

[Tizard and Grad, 190%; Darsch, 1968; Farder, 1868).

Orew et.al. (1984}, suggest that parents of retarded

ehildren appear to be able to maintain positive

relationships with the neighbours although some of them e
§ have to c¢ontond with misperceptfons and  suspicions

i i regarding vetarded childron. 14 apposrs that suceessful

! integration with the oxtended family, friends or neighe

i bours may well be an cutcome of educating people fn the

" community towards accoptance of the mentally handicapped

child and his family.

5 Chinn et.al. (1978} omphasize that the parents' greatest
need 1s  for effective comnunfcation with
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others. Effective communication tuwplies undevstanding
and support, since the parents need to be understood by
friends, family and others and to know that they have
support from the people who care about them. Appropriate
support, way be in recognizing the reality of the
parents’ foelings thereby helping them to resolve
praoblems without causing harm to themselves or others.

It §s common to consider supportive comwnity re.ation-
ships in contrast to isolation, but 1t can be regarded
also 1n contrast to nonsupportive community relation-
ships. Interactions with groups who do not support the
conventional norms and values of the parents, stimulates
types of interactions in the family that are disruptive
. 1ts internal organization and to the family's ability
to satisfactorily adjust %o the outnome of having &
mentally hendicapped member (Farber, 1968). Such a
situation causes the Tamily members to adapt their roles
and expectations of each other and of the outside world.
Evidence from studies demonstrates that the tendency to
isolate themselvas socially 1is common among these
families. In some cases, isolation causes the parents
ko feel that the secial debt owed them mey never be paid
off, or that the social 1interest aceruing in this debt
is not sufficient to compensate for their sacrifices
{Farber, 1975),

Yoysey (1975} notes that some parents feel that they
must treat others' responses as problematic, so that
parents develop skills which cnable them to tipify
ewbarrassing situations and prodict others' resprnses.
This special competence plays an fmportant role in
helping the parents to develop their identity and
self-conception, and can aveid the tendency of some
families to give up and to hbecome an isolated closed
unit.
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To sum up, the general ideas and attitudes of society
towards mental handicap and the way it is presented to
parents of mentally ‘handicapped children by the,
relatives, friends or neighbours, will have a gre :
impact on the ability of these parents to cope wii.
their problems without the need to develop a unique and
different 1ifestyle. Choosing to isolate themselves as
an alternative to the attempt to handle the outside
world's reactions, will make the burden that these
families carry & heavier one.

The tendency of the parents of mentally retarded
children to isclate themselves from the outside world
serves not only to avoid reactions of other people.
According to Chinn et.al. {1978), parents may choose to
isolate themselves because of their own feelings of
shame and guilt. They may thus unfortunately withdraw
from friends, relatives, neighbours and professionals
and from any kind of social contact or activity.
However, Vewett et.al. (1570) found in their study that
even those mothers who felt isolated were not cut off
from 417 secial contacts, and that in some cases mothers
who had only a few social contacts did not feel lanely.
Their conclusion was that feelings of f{solation were
much more a Function of the mother's persopality than of
the presence of « handfcapped child.

Isolated parents or the ones w'.- choose to withdraw from
social contacts, surround themselves with a protective
barrier against outside pain, 1f not the hurt ingide.
Staying away keeps the parents protected from the
outside world but at the same time impedes their ability
to ask for help which s so very needed, or even to
raceive help ¢ fered by people in their community.

Voysey {1975}, Hannam (1975) and Worthington (1982) have
described the parents' first experience of facing
others' reactions (after telling them of the problem or
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taking the child outside for the first time) as an
important, instructive event, which may influence their
»ttigudes ana ability to share the problem and to
receive help from outsiders. According to Voysey (1875}
the first experience may constitute a "turning point®
after which it may “never be so bad again”. Parents
often expect such events to be “the test" of their
acceptance. (p.183).

In similar vein, Worthington (1982) describes the
mothers who could not tell others about the child or
take him out, and who cut themselves off from pnople,
avoiding visiting friwmnds or neighbours. She notes that
these mothers regretted this later, recognizing the
price they had to pay; becoming isclated and not
receiving emotional support and practical help from
people outside the family. Worthington concludes by
stating: “Talking about the child is harder for some
than for others. The sooner the hurdle {s overcome the
sooner it gets into proportion. Having spoken about it
to one person it becomes easier to talk about $t to
othars. It is one step towards acknowledging the
problem, involving athers and ultimately to coping.”
(p.68).

Ramnam (1975) also mentions that it is essential for
parents to be able to openly express feelings of
hostility or sggression towards the handicapped child in
frant of other people. To some parents who have put on a
cheerful front, 1t s 2 great relief to admiv their
negative feelings an “111 be accepted by others.
Anderson (1982) descriv.. the process that some parents
go through when they have to interact with the outside
world. "There is 1ikely to be a period when a small
in-group develops of those who are in the secret and the
family becomes in-turned. Then, the first steps back
into contact with the outside world may be acutely
difficult and painful.” (p.78).
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If the parents overreact to some of *he comments made by
other people and turn back to themselves, then every
smal) commerce of daily life can become very stressful.
As iime goes on, these things fall into a pattern. The
situation s known and the relatives, neighbours and
friends avoid contact or limit it. Or, sometimes,
friendships may strengthen which mekes it possiple for
social 1ife to continue in spite of the difficulties.

When the parents feel that they can relate to the
outside worid, they express twe kinds of major needs:
the need to reduce their anxiety and to obtain emotional
support;

the need to minimize the burden jncumbent upon them and
thus to enable a greater fulfillment of their individual
interests and activities.

In regard to these issues, Rappoport et.al. (1975) found
that needs felt most strongly were those related to
practical day-to-day aspects of living. Giendinning
{1983) in her study, asked parents to describe the
practical help and the emotional support they received
from the extended family. Most of the parents felt that
they received very 7little practical assistance from
their relatives, and that they would have liked more.
Although the parents wish to receive more practical help
from their relatives they accept difficulties emerging
from the child's sitvation or the age of the relatives.
Generally, the parents in Glendinning's study feit that
although the need for practical help was great, they
could not rely oo much on others to get it.

Nevertheless, Bayley (1973) found in his study that
relatives were the source of a good deal of support.
Sixteen out of the fifty three families who tock part
had ‘much' help from relatives; another nineteen
families had 'average' amount of help (a regular contact




with the relatives}). In some cases the relatives were
Tiving far from the family, but occasionally even when
the relatives lived further anay they offered help.

According to Farber's findings (1968), the attitude of
certain relatives s more siqnificant for the parents.
He found that when the parents were in freguent contact
with the wife's mother, marital integratics tended to be
high. However, when they were in frequent contact with
the husband‘s mother, marita) integration tended to oe
Tow. The husband's mother generally blamed the wife for
the retarded ¢hild, Ordinarily, the wife's mother showed
considerable sympathy and understanding for her
daughter's situation; as Hewett et.al. (1970} note
"maternal grandmothers living nearby are often a tower
of strength to their daughters and even when they 1ived
far away were counted as supportive if they kept in
constant touch, visited, and often gave practical help"
(p.118). It was mportant fo: the parents to feel that
their child is accepted by his grandparents. Where this
did not occur, mothers felt it very keenly and a few
even felt that they had to fight their own parents whose
views on what was best for the child were contrary to
their own {Hewett et.al., 1970).

Extended family members do not always live nearby and
therefore are preverted by practical difficulties from
providing regular, informal assistance. Neighbours and
triends have an advantage over relatives because
generally they belong to the parents' community, and
therafore are more available. Appell et.al. (1964),
Bayley (1973), Glendinning {1983} and others found that
parents generally felt that the community accepted their
retarded child and that friends and neighbours were
willing to support them and offered practical help. In
Bayley's study fourteen out of Fifty families reported
veceiving ‘much suppert' from nefghbours. Another
twenty five families had 'average support’. &lendinning
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states that even if friends could not always give
informal practical help, their interest and concern was
sti11 greatly appreciated. Voysey (1975) found in her
study that it was easier for the parents to accept
cthers' offers and advice in time of crisis, or in the
interest of the healthy children. In a)1 cases, accep-
tance of help was premised on the assurance that the
disabled child was safely left in another's care.
Accarding to Anderson {1982), parents felt that the
people who are the most helpful are those who can behave
normally; pick up the baby and find out what he or she
can do; talk about things of an everyday kind; do not
have to express pity or sorrow. It seems from most
studies which have dealt with this subject that, as with
relatives, parents wish to get practical help and not
only sympathy from friends and neighbours. As Hannam
{1975) concludes: "A friend or a neighbour who takes the
mental 1y handicapped child for a waik will do more good
than one who offers sympathy or compliments the family
on how well they are coping® (p.183),

Athough, as mentioned earlier, parents generally felt
accepted by their neighbnurs and friends, some
sicuations remained unmanageable and parents had to
learn to distinguish 'true' sympathy from mere
curfosity, or to manage interactions so that they are
not simply at the 'mercy' of others' definitions
{Voysey, 1875},

It seams that the child's behaviour and age has a Yot to
do with the ability of the neighbours and friends to
accept him and his parents. Hewett et,al. (1970), Bayley
{1973), Hannam (1975}, Anderson (1982) and Glendinning
(1983) found in their studies that even in the Jocality
where the parents are known, there may be tensfons and
embarrassments as a result of the child's behaviour. As
the child grows older, his behaviour is batter known to
the neighbours and friends, bhut it may still be acutely
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embarrassing when he wakes peculiar gestures or approaches
people inappropriately. The mentally retarded child's
behaviour, and the reaction of his parents, can cause great
embarrassment for the neighbours ard friends. Yet, sometimes
in their effort to be helpful, neighbours try to deny the
problem by giving the parents {and also themselves) a false
reassurance that the chitd “seems so bright" or "is doing
marvellously" (Anderson, 1982, p.78). Unsympathetiz neigh-
bours and friends fincrease the stress in the family
considerably. Sometimes, parents are made to feel that they
have to waich the child every minute of the day or to
isolate him from the outside world. They alse feel that
they must always be prepired to deal with others' reactions
and comments and, as Voysey (1975) mentions, "They feel that
they have to be rude to some people” (p.153). Parents'
emotional feelings in regard to other people's reactions are
reflected in their social relationships. Their circle of
friends is sma)l when new friendships are looked upon as a
potential source of painful and embarrassing questions
{Begab, 1963).

similarly, findings from other studies (Bayley, 1973; Voysey,
1978; Glendinaing, 1983} have revealed that there are
parents who choose to not have any contacts with their
reighbours and friends, either because they want to aveid
embarrassment and conflicts or because it is too difficult
for them to share their problems with others. It should be
remembered, however, that some parents are not so ‘soctal’
+0 begin with, and the lack of social relationships is due
more to their personalities than te their mentally handi-
capped child.

When the parents choose to "keep themselves to themselves"
they 1imit their opportunities to get help from their
neighbours and friends. The acceptance and friendship of
neighbours is also important for the mentally handicapped
child. For the c¢hild, neighbours and friends are representa-
tives of the community, and if his parents choose to aveid

Lo
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social contacts and keen the family a close isolated
unti, it will be almost fmpossible for the child to aven
try to find his place in his community.

Parents, faced with the realization that thefr child f1s
mentally handicapped, usually nced much of the help that is
available to them. Some parents are so bewildered when they
encounter the handicap trat they may become unaware that
they need help, and that hein does exist. Other parents may
realize that they need help, but they moy not be aware of
what type of resources exist or where to find thea. {Chinn
b8l (1078).

Many studies which have tried to describe the characteris-
tics of families of mentally handicapped ¢hildren mention
that these families have greater contact with social and
nealth services, compared to Families without a mentally
handicapped child. According to Farber (1968) the long-term
reliance on welfare agencies influences the parents’
attitudes towards their community and jts services and has
also & marked impact on the family's 1ifestyle. Featherstone
{1980} states: "Professionals play a big part in the 1ives
of disabled poople and thetr families. It often Jooks to
parents as though outsiders hold the child's future in their
hands® {p.177}.

On the other hand, 1t {is not uncommon for these parents to
feel that they are a1} alone with thefr problem. &lendinning
{1983) found that parents’ opinions on professionals and
services were mixed. The professionals received praise from
some parents for thair conscientious concern and helpfulness
but these favourable views were counter-balanced by accounts
of services which were considered unhelpful, insensitive and
even negligent.

















































































































































