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ABSTRACT

The development o f l i f e s t y le  and coping pa tte rns in  fa m ilie s  

w ith  a m enta lly handicapped c h ild  is  the sub ject o f th is  study.

More s p e c if ic a l ly ,  fo u r main issues have been explored:

a . Parental process o f  adaptation to  having s m enta lly

handicapped c h ild .

b. Parents ' w illin g n e s s  to  acknowledge the in flu e n ce  o f  the
c h i ld  on the  fa m ily  as a whole, and/or on a p a r t ic u la r

member o f i t .

c .  The Impact o f the m enta lly  handicapped c h ild  on h is  paren ts '

r e la t io n s h ip s  w ith  community support networks ( re la t iv e s ,

fr ie n d s , neighbours and p ro fe ss io n a ls ).

d . P arents1 a t t itu d e s  and plans fn  regard to  the m enta lly
handicapped c h i ld 's  fu tu re .

A d e s c r ip tiv e  lo n g itu d in a l c ro ss-sec tiona l design was adopted to  

f a c i l i t a t e  analyzing the long-te rm  Impact o f the m enta lly retarded 

c h i ld  on the development o f  h is  fa m ily  l i f e s t y le  and the paren ts ' 
coping p a tte rns .

Two groups o f parents were id e n t i f ie d  according to  the age o f 

the  m enta lly  re ta rded c h ild .  Group A consfsted o f  t h i r t y  couples 

w ith  a pre-schor- >11d (aged two to  s ix )  and group B which

comprised t h i r t y  v ie s  w ith  a m enta lly  retarded adolescent or 
young adu lt (aged 16-30).

Mothers and fa th e rs  were in te rv iew ed separate ly by the

researcher, who used two research to o ls ; the Questionnaire on 

Resources and S tress and a s p e c ia lly  designed in te rv ie w  schedule.
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Comparisons were made between the two groups o f parents ( i . e .  

tne  parents o f  the younger and the o ld e r c h ild re n ) and fo r  irothers

versus fa th e rs . The in fluences o f c h ild  and fam ily  c h a ra c te r is tic s

on p a ren ts ' op in ions in  regard to  the fou r main areas o f the

research study were explored.

iih i lp  many o f the study fin d in g s  served to  confirm  the re s u lts  

o f  e a r l ie r  m v ^ t ty d t lo n s ,  they, in  a d d itio n , provided data fo r  the 

I 'p w r f ib c r  to  p o s tu la te  a lo n flitu d ln a l model to  illu m in a te  the 

o f fdG iily adaptation to  the presence o f a m enta lly 

K yd tcappe il c h iM .  th u s , on the bas is  o f the f in d in g s  and in  the

H . i t t  ©f w r i t e * ' t 'w n ry  projioned by past researchers, the w r ite r  

j  m dp l wiisiia co A in e s  McCubbin and Pattersons double ABCX 

amd M a sh e r's  stages formula (1984).

"»r«* rr.M no-lel s u g w s t i  three phases through which

c *  3 re 'M jH y  tnamtieapped c h i ld  have to  pass in  the process

o« a f x r u q  k  w h  a c 'n tld .

* : r ,U v ,  A f  ’ • tns jil c r is is  respond. Results of the research 
stjifS- t u t  thp presentation in to  the family system of the
c M ta lly  ch ild  was such a stressor event tha t existing

cam id  net avoid a wvere c r is is  fo r tiie m ajority of the
ihrirfc ,w i d ii{fL * lic f, which were the ros t common feelings

garcsitr,, rf- iim e n t th e ir  severe emotional s ituation at th is  
i& igo. Although as already mentioned, parents' in it ia l 

rf.3i.tscn', were s im ila r, th e ir  A b ility  to overcome the acute c ris is  
d iffe red .

Tht* '»(>f;ond phase seems to  s ta r t  when the parents begin to  

a s s im ila te  the r e a l i t y  o f th e ir  c h i ld 's  problem and to  develop a 

more r e a l is t ic  approach to  the s itu a t io n .  This may be considered as 

th e i r  f i r s t  attem pt to  accomodate to  the now demands. Such an 

approach creates a change in  paren ts ' fe e lin g s : from shock and 
d is b e lie f ,  to  anger, disappointm ent and g u i l t  fe e lin g s  or d e n ia l. 

Thus, parents who overcame the I n i t i a l  c r is is  s t i l l  tended to  deny

• f c



the r e a l i t y  o f tho c h i ld 1', problem by fof-Hevini) in  h is  ‘ c u re '.

Moreover, tho pa>'i>ntr< o f thv younger ch i 1 iirpn {compared to  the

parents o f  tlx- o ld iT  onns) U 'm M  t t i  t im y  thp impact o f the c h iM  on 

th p i r  fam ily  as ,l wh«h»t t ir  tin a ; , i r t i i , i L i r  n m b i'r ->t U ,  i<9H(‘ve r,

the re co g n itio n  a t  th is  st.j-h1 o f t h v  f u l l  Meam4*g tif  tue c h iM '$

f>r{)Mi'o t,i6 i l i t o t f - i i  t i iv  ant? il iw i-h .r i i- f it  tit parr-nta! CCD in f j

Rattcrns d'lti tK - i'v in  o n ^ b -.! t i i i '  tv  >-,vW w ,) c e rta in  *q rn -?

Of i r w iw  l'=rf< - -V A  .3V.Xl;t<iWi-':.

5»V H m lm ,;'. fa v .  « . ? «mvv ei-vi’. i l r ' j  tib .it a r f i 'T " ' 10 5P -3 
3?nk«v> .  «5' I . 'y , I ' i  {M ttt H  b3<

f\5»V»tf. ' ' '  . V * . .»■*'•*,'. ?.'■* •efl'i) a“ i i ' ^ ' r . r p i v i i t i

t s r  isf ;p f  i ' \  .'vu-'-., o«i.ifv '.*■ tn

I N  .v.  % K t 1 « <v .. ; ‘is.»pf..2 l ! :v  r - j r v ia '1 4

.v *  r.f Satis ? w  V’-P
C f V  ’ fi> !a~:55, ", ?,5

fru ’^pav^ 1' S'-. ,V: !>''f * r  > "•■ • . s’1 - . J  v -<t Cnl efi't'T' V 't-'fi

St-f f t f ' t  ’>•'>' f  t  ■;» in? ^ t ' " i '  ■ T . n X , , s d  **-(>

'.tf'" .'." '' v t  r,r» .v '-, \ s*' v c  *’«'.5U . *r,: r'-'3
f . n r *  : ' " " r .  **■ *\'v  i  i  ^ i? j* , lA s r^
i  !•$$ » t-'i* P.--^ .<■■'„ S <■ » nfl? j*,1 « al f t l t :

i ‘  11 ■ *'-v tiM"". Jutiiro and Vif'ti'" .3!)'j 9 aty t r;

f jU " -  i ‘ ‘*  U i  i r .  /;r,' H  h r -  fP u M  1 W  t ‘ 'v  c f

f  r i[;:•*."■,-I.,* w-.i'»’ r  i'»'.3VM h i t ! ’ r> % ! ; j t jv o ,  C ^lv 0

t r a i l  n t * v ,n t .  W r  j-^ v  {«>.„»? '.M '"- b* w-noy w  b \

tin- o i M  *'»»“ a** iP t t i lw t tm * .  Mamoimg f c r  thp fu tu re

5M T N  t«i #•>,!?fvrM tt- '. tn 'V ,  ifii- a ifiv  r a f r n f ;  although th r  roasens 

are (!<fh-ivnr. b , th r  d i i l d * ’. mqc. Ih ir , ,  v&atpvi'i’ thi»

ch ii« l*s  ^ 1- th^v b n - f f r  to  aveiel f!:*in>< sn.

The M nd iii'i'. of thn 'it ix ly  nl.r.o ir.vii fv s t  tin apporontly scauontU l 
linkage from orn> j i . i r f i i ta l  eopinq tia tv -rn  to  another. Moreover, each 

copiny pa tte rn  '.ocm', to  have -in in l lu e n ie  on fam ily  l i f e s t y le .  I t  

was found th a t the atmosphere In  the fa m ilie s  o f the o ld e r ch ild re n  

tended to  bo im>Uncho11e and the general a t t itu d e  to  l i f e  was 
p e ss im is tic . Tho attem pt to  cope w ith  the c h i ld 's  problem seems to



in te n s ify  the fa m ily  In te r re la t io n s h ip s . I t  a lso s tim u la tes an 

Inward-focus o f the fa m ily 's  a c t iv i t ie s  and goals. Moreover, the 

burden o f care fo r  t,ht> chi Vi which con tribu ted  to  tho development of 

the forego mg l i f e s t y le  V M n ic tv n s t ic s ,  a) w  in fluence!, paren ts ' 

re la t io n s h ip s  w ith  thu outsidi? w o rld . Being dependent on 

pro fess iona l help l im its  paren ts ' so c ia l and geographical in a b il ity .  

There is  also a femh-ney amvmg ih« purunts o f the o ld e r ch ild re n  to 

avnid soc ia l con tacts .

The study f in d in g s  also revval the d i f f i c u l t ie s  tha t the parents 

o f  the o lde r c h ilt lru n  have in  m ain ta in ing  exte rna l re la t io n s h ip s . I t  

was found tha t over tne years of rea rin g  the m enta lly  handicapped 

c h i ld  w ith in  the fa m ily , the paren ts , ’istead o f u t i l i z in g  exte rna l 

support networks, tend to  r e ly  on * ami H a l in te rn a l resources. This 

s itu a t io n  probably (.recites a strengthening o f the in te rn a l resources. 

However, a t the tim e, n  l im i ts  the paren ts ’ a b i l i t y  to  accept 

o u ts id e rs ' he lp  and support, and th u s , increases th e ir  fe e lin g  o f 

lo n e lin e ss .
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CHAPTER 1

INTRODUCTION

1.1 INTRODUCTION

The Impact o f mental re ta rd a tio n  Is  never re s tr ic te d  only to  
m enta lly  retarded In d iv id u a ls . Members o f the Immediate and extended 
fa m ily  are a lso a ffe c te d  to  varying degrees, the e ffe c t  being hoth 
rec ip ro ca l and c ir c u la r  in  terms o f the c h ild  and fa m ily .

W h ils t fa m ilie s  are a ffe c te d  by the presence o f retarded ch ild ren
so too are the ch ild re n  a ffe c te d  by th e ir  fa m ilie s ' reactions and 
responses to  the s itu ta t lo n .  Indeed, s a tis fa c to ry  emotional develop­
ment of m enta lly re ta rded ch ild re n  may be dependent among other 
th in g s  upon the paren ts ' reac tions  to  them.

An overview o f the re le va n t l i te ra tu re  reveals th a t a f te r  a long 
period  o f a tte n tio n  focused on the m enta lly handicapped c h ild  h im se lf, 
s h i f t  was re c e n tly  made towards recogn ition  o f the need to  study the 
e f fe c ts  o f the c h ild  on those who have persons' re la tio n s h ip s  w ith
him , namely h is  fa m ily  members,.

B x ls tin g  knowledge on the impact o f the m enta lly retarded c h ild  
on his. fa m ily  may be obtained from three main sources: 1) s tud ies , 
d ia r ie s ,  a r t ic le s  and books w r it te n  by parents o f m enta lly handi­
capped c h ild re n  (W ilks , 1974; Hannam, 1975; Peatherstone, 1980; 
Boston 1981); 2) c l in ic a l  observations and experiences; 3} em pirical 
s tud ies  (B lacher, 1984).

Data derived from tha abovementloned sources may be grouped 
according to  some main c h a ra c te r is t ic s ;

a . In many stud ies tht- in fo rm a tion  was obtained only from mothers 
o f m entally r e to r w i  c h ild re n . Fathers and s ib lin g s  were not 
included in  the samples and tho mothers were considered to  
represent the ideas o f tho whole fa m ily . (Farber, 1960; Cummings 
e t . a l . , 1966; Kennedy, 1970; Mercer, 1974; Voysey, 1975; Holroyd 
e t . a l . ,1976; G lendinnlng, 1983; Beckman, 1983).



The focus In  the m a jo rity  o f past stud ies tended to  be on the 

a tt itu d e s  and reaction.. parents o f young (pre-adolescent) 

ch ild re n  (ages 2 -1 6 ), (Farl'. . F w lv ., 1968; Hewett o t . a l . , 

1970; Gumz and Gubrium, l v  Voyscy, ty75; F rie d rich  e t . a l . , 

1983; l?.eckinan, 1983).

Perhaps bccause dysfunctiona l fa m ilie s  -ire p a r t ic u la r ly  n o tic e ­

able in  soc ia l and h p .ilth  se rv ices, much o f the l i te ra tu re  on 
fa m ilie s  w ith  handicapped ch ild re n  is  centred around the ca tas- 

tro p h io s  th a t  can occur in  such fa m ilie s . Only a few recent 

research stud ies focus v t to n t ic n  on parental competence in  

coping w ith  the described crisis s itu a tio n s . (Hewett t  ‘- . .a l. , 
1970; Voyscy, 1^75; Patterson and McCubbln, 1983; Kazak e t . a l . ,  

1944; 2ol Mriger U it ile , 1984; f’a tto rso n . 1985).

The v a r ia tio n s  which #.ere found in  paren ts ' reac tions  to  having 

a m entc 'ly  har.Ucarued c h ild  led  somv researchers to  c la s s ify  
the various a t M t u ' - i  and pa tte rns o f behaviour in to  c lu s te rs  

oach oni* o i " n r -  representing  c e rta in  re la te d  parental 

re u c tio ir . .  Ti--*^- L - .te rs  helped to  c la r i f y  d iffe rences  between 

parenta l " v a i t io r  which sometimes appeared to  bo s im ila r  fo r  

a l l  the ; irp n t1', • m enta lly  retarded c h ild re n  (Farber, I960; 
H utt and t iih t 'v , I  '-ji.i; lan Mink eV_dl_., 1983).

Thp c lu s te r ', ,  .ilttiough help ing  to  emphasize the d iffe rences  in  
parenta l rcat.‘ ion', to  having a m enta lly handicapped c h ild ,  did 

no t f a e l l i t a v  dya w ic  d e s c rip tio n  o f tho changes In paren ts ' 

a tt itu d e s , orn.-' a parent has been c la s s if ie d  according to  h is 

reac tions  a t a c e rta in  defined c lu s te r .  Some researchers, 

however, adapted a developmental approach to  th is  subject and 

made an attem pt to  describe the various changes in  parental 

reac tions  over the years. Most o f these stud ies held the Idea 

th a t paren ts ' reac tions  to  having a m entally handicapped c h ild  
represented a stage in  th e ir  e f fo r ts  to  ad jus t to  tho s itu a t io n . 

Thus, i t  was postu la ted  th a t c e rta in  reactions are ty p ic a l o f 
each p a r t ic u la r  stage and when analysing these reactions one can



Id e n t ify  the stage 1n which a p a r t ic u la r  parent fin d s  h im se lf In 
an ongoing procoss towards a c e rta in  degree o f adapta tion . These 
stud ies can be seen as the forerunners o f a more dynamic 
developmental approach which, instead o f s tress ing  the negative 
in fluences o f a m enta lly  handicapped c h ild  on h is fa m ily , have 
t r ie d  to  p o s it iv e ly  i l lu m in a te  parental ways o f coping w ith  the 
s itu a t io n  (B lacher,

An overview o f the various s tu d ie s , which were c la s s if ie d  
according to  th e ir  main c h a ra c te r is t ic s ,  c le a r ly  reveal th a t while  
c e rta in  Issues hava received q u ite  a l o t  o f a tte n tio n , o ther areas 
seem to  have been neglected;

(a) There ore on ly  a few stud ios in  which both parents p a r t ic i ­
pated and wore separate ly In te rv iew ed.

(b) Even when parents o f o ld e r ch ild re n  were Included, the maxi­
mum age o f the c h ild  was around 20 ye a rs . No evidence could 
be found o f a study on the reactions o f parents o f  young 
adu lts  iabove twenty years o ld ) who s t i l l  l iv e  w ith  the 
fa m ily .

(c ) “Despite the acknowledged Importance o f the fa m ily , we know 
re la t iv e ly  l i t t l e  about the fu n c tion ing  o f  fa m ilie s  o f 
re tarded c h ild re n . Perhaps the most c r i t ic a l  shortcoming Is  
the lack o f p rospective  lo n g itu d in a l in ve s tig a tio n s  d e ta i l ­
ing fa m il ia l adaptation and fu n c tion ing  from the time a t 
which retarded c h ild re n  are Id e n t if ie d "  (C rn ic e t . a l . , 1983, 
p .2?5). In s p ite  o f the development o f  c e rta in  research 
to o ls  fo r  measuring stress and coping patterns In fa m ilie s  
w ith  an exceptional c h ild  (Holroyd, 1974; Patterson and 
McCubbln, 1982) i t  seems as i f  these research to o ls  have not 
y e t been used in  stud ies designed to measure the l i fe lo n g  
Impact o f the m e n u lly  retarded c h ild  on h is parents.

The present study was designed as an attempt to  f i l l  the above 
described void In  th is  p a r t ic u la r  area. I t s  o ve ra ll and s p e c ific  
aims w i l l  be discussed in  tho fo llo w in g  section o f th is  chapter.
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1.3 AIMS OF THE STUDY

The o v c - n  aim o f th is  research study is  to  In ve s tig a te  the long- 
tarm impact o f a m enta lly re tarded c h i ld  on the development of 
parenta l coping pa tte rn s , and on the l i f e s t y le  oP h is  fa m ily . In an 
attem pt to  sys te m a tica lly  in v e s tig a te  th is  o ve ra ll aim, special 
a tte n tio n  was invested in  the fo llo w in g  areas:

(a) The stages in  the process o f parental adaptation to  the s tre ss ­
fu l event o f  having a m enta lly handicapped c h ild .

(b ) Parental acceptance o f fa m ilia l specia l needs or problems 
re s u lt in g  from having a m enta lly re tarded fam ily  member.

(c ) The impact o f the m enta lly re ta rded c h i ld  on h is  paren ts ' re c ip ­
roca l re la t io n s h ip s  w ith  f a m i l ia l ,  Informal and formal socia l 
supportive networks.

(d ) The nature o f p a ren ts ' a t t itu d e s  and p ra c tic a l plans fo r  the 
m enta lly re tarded c h i ld 's  fu tu re .

I t  was suspected th a t a re la t io n s h ip  e x is ts  between the age o f 
the m entally retarded c h i ld ,  the reactions and behaviour o f h is 
fa m ily  and the ways in  which the c h ild  is  tre a te d . Fam ilies w ith  
m enta lly  re tarded to dd le rs  and pre-school c h ild re n  were suspect­
ed to  be in  a s tre s s fu l c r is is  s itu a t io n .  This s itu a tio n  nay 
change over the years towards Increasing a d a p ta b ility  to  the 
fa c t  o f having such o c h ild .

The decis ion about research methods must bo re la te d , o f course, 
to  the aims and assumptions o f the p a r t ic u la r  study. In a d d itio n , 
the th e o re tic a l concepts on which the study is  based must be 
taken in to  cons ide ra tion . In the fo llo w in g  section  o f th is  
chapter, two re le va n t issues w i l l  bo b r ie f ly  discussed:

*  C h a ra c te ris tics  o f moderately retarded c h ild re n , adolescents 
and a d u lts ;

*  The faml ly  M fe cys le .

—  ■



1.3 THEORETICAL CONCEPTS FOR STUDYING FAMILIES OF MENTALLY 
HANDICAPPED CHILDREN

1.3 .1  C h a ra c te ris tic s  o f moderately retarded c h ild re n , 
adolescents and young adu lts

In  order tc  d iscuss some o f the c h a ra c te r is t ic s  o f the 

moderately retarded c h i ld ,  adolescent and young a d u lt,  and the 

Im p lica tio n s  o f such c h ild re n  fo r  parents, some basic concepts in  
the. f ie ld  o f mental: re ta rd a tio n  must be de fined .

(a ) Mental Retardation

The term is  used to  re fe r  to  a v a r ie ty  o f physical and 

mental c o n d itio n s . However, there Is  lack o f  agreement 

throughout the w orld  regarding the designation o f persons 

who are m en ta lly  handicapped. This confusion app lies to  the 

c o l le c t iv e  term fo r  mental re ta rd a tio n  as w ell as to  the 
terms fo r  i t s  d if fe re n t  le v e ls . For instance the terms 

"m enta lly  d e f ic ie n t" ,  "m enta lly  handicapped", "m entally 
subnorma1" , "m enta lly  re ta rded", " feeble minded" e tc . are 

mentioned when re fe r r in g  to  the to ta l group whose 

in te ll ig e n c e  q u o tie n t f a l ls  under a c e rta in  defined le v e l . 

(Report o f the Committee o f In q u iry  in to  the case o f 

m enta lly  d e f ic ie n t  persons, 1967).

Tho most w ide ly  used d e f in it io n  o f mental re ta rd a tio n  was 
published In  19?7 by the American Association on Mental 

D e fic iency , Mental re ta rd a tio n  according to  the AAMD 

d e f in it io n  " re fe rs  to  s ig n if ic a n t ly  sub-average general 

in te l le c tu a l fu n c tio n in g  e x is tin g  concurren tly  w ith  d e f ic i ts  

in  adaptive behaviour and manifested during the develop­

mental period" (The upper age o f the developmental period Is 

se t a t e igh teen).

The most common B r it is h  d e f in it io n ,  based on the Mental 
Health Act o f  1959, re fe rs  tn  severe subnormalIty ( ra th e r
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than mental re ta rd a tio n ) which is  described as a s ta te  o f 

arrested  or Incomplete development o f mind which includes 

subnormal i t y  o f In te ll ig e n c e  and Is  o f such a nature and

degree th a t the p a tie n t is  incapable o f leading an 

independent l i f e  or o f  guard irg  h im se lf against serious 

e x p lo ita t io n  o r w i l l  be incapable when o f an age to  do so." 
Less severe re ta rd a tio n  is  re fe rre d  to  as subnorm ality 

defined as a co n d itio n  "which includes sabnorm ality o f 

in te ll ig e n c e  and is  o f a nature or degree which requires

o r  is  susceptib le  to  medical treatm ent or other special care 

o r  tra in in g  o f the p a tie n t"  (Edgerton, 1979, p .12).

In South A fr ic a ,  the term Mental R etardation re fe rs  to  a 

s p e c if ic  and lim ite d  aspect o f  the man's mental func tion  as 

s p e c if ic a l ly  defined in  the Report o f the Commission o f

In q u iry  on Mental Handicap, (196!5): "A m enta lly handicapped 

person is  someone who by reason o f an a rrested or incomplete 

development o f mind has a marked lack o f in te ll ig e n c e  and 

e ith e r  te m pora rily  or permanently inadequate adaptation to 

h is  environm ent". This d e f in it io n  presupposes th a t there are 

th ree  e ssen tia l fea tu res o f  mental handicap, namely: 1)

a rrested  or incomplete development o f mind; 2) a marked lack 

o f  in te ll ig e n c e ; and 3) inadequate adaptation to  the 

environment.

I t  presupposes too th a t the c h a ra c te r is t ic s  o f mental handi­
cap arc not necessarily  a l l  permanent. I t  i i  w e ll known th a t 

in  the general sense in  which the concept is  used, no cure 
fo r  a mind which has not developed adequately, nor fo r  a 

marked lack o f in te ll ig e n c e  can bo expected. Nevertheless, 
I t  is  an accepted fa c t th a t many o f  these mentally handi­

capped persons (e s p e c ia lly  the subnormal ones) overcome 

th e ir  handicaps to such an ex ten t th a t they are able to 

adapt themselves to  th e ir  environment1 reasonably w e ll.  (The 

Committee o f In q u iry  in to  the care o f Mentally D e fic ie n t 

Persons, 1967).



(b) Types and le v e ls  o f  re ta rd a tio n

There are systems o f c la s s if ic a t io n  based on symptoms and 
others based on causation, but the most w ide ly used 
c la s s if ic a t io n  re fe rs  to  the s e ve rity  o f the in te lle c tu a l 
handicap. According to  the AAMD system which Is  used 
throughout the w orld , the fo llo w in g  ca tegories e x is t:

m ild  re ta rd a tio n  (IQ 55-69) moderate re ta rd a tio n  (IQ 40-54) 
severe re ta rd a tio n  (IQ 25-39) and profound re ta rd a tio n  (IQ 
less than 25) (Edgerton, 1979). The d iffe rences  in  opin ion 
regarding the grading o f in te ll ig e n c e  le ve ls  depend on the 
te s ts  used, the su b jec tive  op inion o f the person making the
assessment and some o the r fa c to rs . In South A fr ic a  the
fo llo w in g  c la s s if ic a t io n  (based on the te s ts  used by the
N ational Bureau o f  Educational and Social Research) was 
suggested by the Committee o f Inqu iry  in to  the care o f 
M enta lly  D e fic ie n t persons, (1967): "Our d e f in it io n  o f 
mental handicap app lies to  the group o f ch ild re n  w ith  IQ 's 
th a t  f a l l  between 0 and approxim ately 79. The IQ 's o f  the
m enta lly  d e fic ie n ts  f a l l  between 0 and approximately 49. In
o ther words a l l  mental d e fic ie n ts  are m enta lly handicapped 
but on ly some m enta lly  handicapped c h ild re n  are m entally 
d e f ic ie n t"  (p .2 ). The c la s s if ic a t io n  o f  in te llig e n c e
according to the abovementioned Committee was: Subnormal 
(50-79) Im oecile  (25-49) I d io t  (0 -24). However, today in  
South A fr ic a  the AAMD c la s s if ic a t io n  Is  commonly used by 
p ro fess iona ls  In  the f ie ld  o f  mental re ta rd a tio n . I t  must be 
kep t in  mind th a t c la s s if ic a t io n s  based on IQ le v e ls , 
although most commonly used, represent only a s p e c if ic  
aspect which does not always have the same meaning fo r  
d if fe re n t  in d iv id u a ls . Thus, another c la s s if ic a t io n  is  
suggested by the Committee (1967). This c la s s if ic a t io n  is  
based on h a b il i ta t lo n  p o s s ib i l i t ie s  o f the In d iv id u a l.

However, not a l l  m enta lly d e f ic ie n t c h ild re n  can be educated
o r tra in e d . There are c h ild re n  w ith  higher IQ 's who are 
unable to  p r o f i t  by the sch o la s tic  tra in in g  provided by



specia l schools. "H ise c h ild re n  are c la s s if ie d  as " tra in a b le "  
ra th e r than "ed u 'd b le ". The Committee re po rt (1967) s ta tes : 
"When the term " tra in a b le  c h ild "  is  used, i t  has a d e f in it iv e  
meaning th a t im p lies  d if fe re n t  aims from those involved in  
s o -ca lle d  "educable c h ild re n " , whose educational ob jectives 
are lin ke d  up w ith  the le a rn ing  o f subject m atter o f a more 
academic na ture" (p .4 ).

{c )  P a tho log ica l causes

Another c la s s if ic a t io n  o f the AAMD which has been w idely 
accepted is  the medical c la s s if ic a t io n  system based on
physica l and a e tio lo g ic a ! fa c to rs . The categories avb *s
fo llo w s :

(1) Retardation caused by in fe c tio n

( i i ) R e tardation associated w ith  disease or in to x ic a tio n

( i n ) R etarda tion  associated w ith  trauma o r a physical

{ iv )  R etardation associated w ith  disorders of metabolism

(v }  R etardation associated w ith  growth

( v i)  R e tarda tion  associated w ith  prenatal cond ition  (H utt 
and Gibby (1965).

A category re la t in g  to  the time o f the occurrence o f the 
c o n d itio n  is  another way o f id e n t ify in g  fac to rs  re la te d  to  
cause. The th ree  ca tegories are:

(1 ) Prenatal fa c to rs  ( In fe c tio n s , Drugs, Radiation 
G enetics, Metabolism)

( i i )  P erina ta l fa c to rs  (P rem aturity , Complications o f 
labour and d e liv e ry )

( i l l ) Postnatal fa c to rs  (Acute il ln e s s ,  Trauma, Progressive 
d iso rd e rs . Lead po isoning. Deprived environment) 
(F lem ing, 1973).



F in a lly ,  i t  should be noted th a t I t  is  not always possible 
to  id e n t i fy  a s p e c if ic  b io lo g ic a l ae tio logy  fo r  a c l in ic a l ly  
re ta rded c h ild .  There are s t i l l  many cases where the
determ ining cause is  d i f f i c u l t  to  id e n t ify  and even a f te r  a 
c a re fu l c l in ic a l assessment, te s ts  and observations, the 
cause remains unknown.

(d) Incidence and Prevalence

I t  is  not possib le  to  give an accurate account o f ren ta l 
re ta rd a tio n  due to  the  d i f f i c u l t ie s  invo lved in  making a 
d e f in ite  d iagnosis o f th is  co n d itio n  ea rly  in  a c h i ld 's
l i f e .  However i t  has been accepted th a t most cases o f severe 
mental re ta rd a tio n  should norm ally have come to  l ig h t  by the 
ages o f f i f te e n  -  n ineteen years and th a t th e ir  to ta l number 
then c lo se ly  approximates to  the true  prevalence o f th a t 
c o n d itio n . In England, surveys which were done in  1977 
suggest th a t  the prevalence ra te  fo r  a l l  ages is  between two 
and three per thousand (Heaton Ward, 1977). Mercer (1966) 
found the fo llo w in g  ra tes  in  her case f in d in g  survey: ages 
0 -4, 0 .7  percen t; ages 5 -9, 0.54 percent; ages 10-15, 1.35
percent; ages 15-19, 1.61 percen t; ages 20-24, 0.90 pe"
c e n t; ages above 25, 0.13 percen t. The Committee o f Inqu iry  
in to  the care o f M enta lly  D e fic ie n t Persons (1967) estimated 
the number o f m enta lly re tarded persons who are s ix  years 
o ld  and over as th ree  to  fo u r per thousand. The to ta l number 
was between 10,608 -  14,144 m entally d e f ic ie n t  w hites. 
Using th e ir  estim ation  msans th a t i f  the white population in  
1984 was approxim ately 4,500,000, then the estimated number 
o f m enta lly d e f ic ie n t  w hites w i l l  be between 13,500 -  18,000 
persons. In 1967 only 5,516 persons have been fo rm a lly  
traced and the Committee s ta tes  th a t "the fa c t must be faced 
th a t the actual number o f m enta lly d e fic ie n t ch ild re n  and 
a d u lts  is  fa r  la rg e r than the number known to  us" (p .11). 
Surveys have tended to  show a h igher prevalence among the 
male popu la tion  than among females. The only d e a rc u t diag­
n o s tic  category poss ib le  in  most o f these surveys was Down’ s 
syndrome. The incidence ra te  o f Down's Syndrome in  England 
was 1.8 per 1000 b ir th s .  In 1971 8 .5 t  o f a l l  retarded people 
in  England wore Down's Syndrome cases (Heaton-Ward, 1977).



(e) C h a ra c te ris tics  o f moderately 
and young adu lts_____________

c h ild re n , adolescents

M enta lly re tarded ch ild re n  are not equa lly  d e fic ie n t in  a l l  

areas. Not on ly  is  there  general v a r ia b i l i t y  among the 

ch ild re n  in  a c e rta in  category, but there is  also consider­
able v a r ia b i l i t y  w ith in  the same c h ild  in  terms o f various 

c h a ra c te r is t ic s  (H u tt and Gibby, 1965). "As a l l  measurements 

are based on a continuous dimension, in d iv id u a ls  In  the 

upper range o f  one category are hard ly  d is tin g u ish a b le  from 

those a t  the lower le ve l o f the next category. Some o f the 

moderately re tarded th e re fo re , demonstrate behaviour 

pa tte rns s im ila r  to  those o f  some o f the severely re tarded, 

w h ile  o thers more c lo s e ly  approximate the m ild ly  retarded" 
(Begab, 1963, p .24). In the fo llo w in g  se c tio n , special 

a tte n tio n  w i l l  be given to  the c h a ra c te r is t ic s  o f the 

moderately retarded c h i ld  (as the m enta lly retarded c h ild re n  

o f  the parents who p a rt ic ip a te d  In  th is  study were defined 
as moderately re ta rded ).

According to  Begab (1963) the "average moderately retarded 

“ tra in a b le "  or semi-dependent c h ild  re f le c ts  growth and 

behavioural c h a ra c te r is t ic s  th a t d i f f e r  in  some respects 
from the o ther retarded subgroups. Most o f these ch ild re n  
can bo id e n t i f ie d  as retarded in  Infancy or ea rly  childhood. 

U sually the fa m ily  physic ian or the mother is  f i r s t  to 
recognize the lag in  development. The young c h ild  is  slow in  

learn ing  to  walk, has poor motor co o rd ina tion , minimal 

speech and l i t t l e  communication s k i l l . As they grow o ld e r, 

i f  appropria te  t ra in in g  Is  provided, they acquire language 

and communication a b i l i t ie s  and are f a i r ly  capable in  areas 

o f  s o lf-c a re .

Functional academic s k i l ls  are genera lly beyond th e ir  

c a p a c itie s , however some have s u f f ic ie n t  manual a b i l i t ie s  

which enable them to  co n tr ib u te  towards th e ir  se lf-su p p o rt
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through she ltered employment. "Moderately retarded In d iv i ­

dual s u su a lly  achieve th e ir  maximum p o te n tia l I f  they learn 

the basics o f s e lf -c a re ,  a degree o f socia l behaviour and 

some semblance o f Independence under s tru c tu re d  supervis ion" 

(F lem ing, 1973, p .57). "T ra inab le " persons evidence a wide 

range o f  behaviour, sometimes o rg a n ic a lly  induced, a t other 

times fu n c t io n a lly  determined. For example, where there Is 

b ra in  damage, behaviour is  o ften  e x c ita b le , unpredictab le  

and d i f f i c u l t  to  c o n t ro l. Others can be h ig h ly  tra c ta b le  and 

responsive and can be taught acceptable conduct.

When the behavioural c h a ra c te r is t ic s  o f  the moderately 

retarded c h ild  are n o tice a b le , and Wien in  a d d itio n  the 

c h i ld  has physical problems, he m ight s u ffe r  from a lack o f 

s e l f  esteem. G enera lly, the moderately retarded c h ild  is  

capable o f  developing a s e l f  concept; thus i t  is  Im portant 

to  help parents to  understand th a t th e ir  a tt itu d e s  toward 

ttie  c h i ld  w i l l  a f fe c t  h is  fe e lin g s  about h im se lf (Fleming, 

1973). I t  is  d i f f i c u l t  fo r  moderately retarded ch ild ren  to 

reasonably judge th e ir  emotional fe e lin g s  and a tt itu d e s  
towards o the rs . Thus, many o f  them are s e lf-c e n tre d , tend to 
seek immediate s a t is fa c t io n  and have low to lerance fo r  fru s ­

t r a t io n .  The behaviour o f moderately retarded adolescents 

and adu lts  is  c h i ld l ik e :  some are bedwetters, thumb suckers, 
some masturbate o fto r  o r s t r iv e  constan tly  fo r  a tte n tio n .

According to  Begab U % 3 ) one o f the most pressing o f paren­

ta l concerns 1s the fea r th a t  the moderately retarded 

adolescent o r a d u lt w i l l  engage in  de linquent behaviour or 

soc ia l m isconduct. A c tu a lly , moderately retarded persons are 

seldom Involved In crimes and although they are mature in 

the physical sense they seem to  have l i t t l e  in te re s t in  the 

opposite sex. Sometimes gestures o f a ffe c tio n  are m is in te r­
preted as sexua lly  motivated when engaged In by tra in a b le  

youngsters and a d u lts .



Bugab {1963) concludcs h is  discussion about moderately 

re tarded persons s ta t in g :  "most s ig n if ic a n t  In cases of 
successful adjustment was the exten t to  which parents 

accepted th e ir  retarded c h i ld .  Those who are given the help 

they need gain in  s e lf  confidence, show a g rea te r to lerance 

fo r  f r u s t ra t io n ,  and evidence a much w ider and more 

co n s tru c tiv e  in te re s t  in  the world about them" (Begab, 1963, 

pp. 27-28).

3.2 The Family L ife c y c le

One o f the most Impressive fea tu res o f fam ily  in te ra c tio n  is  i t s  

com plexity ana v a r ie ty .  Moreover, fam ily  behaviour varies across 

s o c ia l-c u ltu ra l groups and among fa m ilie s  w ith in  a given demo­

graphic category. The fam ily  is  looked upon also as the basic 

u n it  o f emotional development where phases can be id e n t if ie d  and 
p red ic ted . Thus, tne fam ily  developmental approach views the 

fa m ily  as a small group system, In t r ic a te ly  organized In te rn a 'ly  
in to  paired p o s itio n s  o f husband ~ fa th e r , w ife  -  mother, son - 

b ro th e r and daughter -  s is te r .  Norms p rescrib ing  the appropria te  

ro le  behaviour fo r  each o f  these p o s itio n s , spec ify  how re c ip ­

rocal re la t io n s  are to  be m aintained, as w ell as how ro le  

behaviour may change w ith  changing ages o f the occupants o f 

these p o s itio n s . This in tim a te  small group has a p red ic tab le  

na tu ra l h is to ry  designated by stages beginning w ith  the simple 

husband -  w ife  p a ir  and becoming more and more complex as 

members a^e added and new pos itions created.

The fam ily  is  art arena o f In te ra c tiv e  p e rs o n a lit ie s  each 

s t r iv in g  to ob ta in  s a t is fa c t io n  o f  h is  desires. In some stages 

o f  development parents and ch ild re n  are good company, a t  other 

stages th e ir  d iverse  developmental s tr iv in g s  may be s t r ik in g ly  
Incom patib le ( M i l l ,  1965).

W ith in  the past genera tion , the changes in  fam ily  l i fe c y c le  

pa tte rns have escalated d ra m a tica lly , due e sp e c ia lly  to  the



lower b i r th  ra te , longer l i f e  expectancy, the Increasing divorce 

and remarriage ra te , the changing ro le  o f women, and im m igration. 

The recent changes in  these pa tterns make the task o f de fin ing  

the normal fa m ily  l i fe c y c le  even more d i f f i c u l t ,  (McGoldrick and 

C arte r, 1982). Ihus, one can f in d  a v a r ie ty  o f  Ideas about the 
stages occurring  in  the fa m ily  l ife c y c le  among various 

researchers. Monq the various ideas, H i l l ' s  stages in  the 

fam ily  l i fe c y c le  stress the parental aspect in  fam ily  l i f e  and 

the re fo re  w i l l  be introduced here. H i l l  (1965) mentions th a t o f 
a l l  the ch ild re n  the o ld e s t c h i ld 's  development is  the most 

s ig n if ic a n t  fo r  the s h i f t  In  ro le  content in  the parents' 

p o s itio n s  since the parents experience new and d if fe re n t 

problems a t  each stage o f  the development o f th is  c h i ld .  He 
suggests the fo llo w in g  stages:

(a ) Establishm ent (A newly married ch ild le s s  couple)

(b) New parents ( In fa n t  3 years o ld )

(c )  °re -schoo l fa m ily  (C h ild  3-6 years o ld  and possib ly younger 

s ib l in g )

(d) School one fam ily  (O lder c h ild  6-12 and younger s ib lin g s )
(e) Family w ith  adolescent (O ldest c h ild  13-19)

( f )  Fam ily w ith  young a d u lt (O ldest c h ild  20, u n t il f i r s t  c h ild  

leaves home)
(g) '"am ily as launching centre (From departure o f f i r s t  to  la s t  

c h ild )

(h) P ost-parenta l fa m ily , the middle years (a f te r  ch ild ren  have 
l e f t  home u n t i l  fa th e r re t i r e s ) .

(1) Aging fam ily  (A fte r  re tire m e n t o f fa th e r) .

The view o f  the stages o f  the fam ily  l i fe c y c le  as d is t in c t iv e  
ro le  complexes makes i t  possib le  to a n tic ip a te  the content o f 

fam ily  in te ra c tio n  fo r  each o f  the stages.

During the f i r s t  three stages the fam ily tends to be fu tu re  

o rie n te d , l iv in g  w ith  ra p id ly  expanding needs fo r  s h e lte r space 
fa c i l i t i e s ,  durable goods and means o f tra n sp o rta tio n . Needs 

press heav ily  on resources as the ra t io  o f dependents to  earners



mounts and the volume o f plans fo r  the fu tu re  1s very high. The 

w illin g n e s s  to  accept help from the ou tside 1s also g rea te r a t 

th is  period . In stages 4 -6 , the fam ily  Is  more oriented to the 

here-and-now, achieves some e q u ilib r iu m  o f In te ra c tio n  but Is 

s t i l l  pressed wish high needs and Inner c o n f lic ts  re s u ltin g  from 

the com plicated re la tio n s h ip s  w ith  the adolescent son or 

daughter.

In stages 6 -7, a slow d ec line  in  pressure o f needs on resources 

occurs as the mother can more e a s ily  re tu rn  to worn outside the 

house and sometimes the young adu lts  are also c o n tr ib u tin g  to 

the fam ily  maintenance.

Stages 8-9 are the longest and seem to  be considered very prob­

le m a tic . A lthough in  many cases the fa m ily  a t th is  stage 

(e s p e c ia lly  in  stage 8 ) enters in to  a period o f fin a n c ia l 

recovery, the "empty nest" represents a new s itu a tio n  fo r  the 

parents who a f te r  a long period o f ra is in g  ch ild re n  have to

concentrate again on the husband -  w ife  ro le .  Thus, a t  th is

staye the fam ily  is  m ainly o rien ted  to the past, and i f  the 

s h i f t  from o ld  to new tasks is  hard, the parents w i l l  t r y  to  
m aintain th e ir  o ld  tasks by in te rven ing  in  the liv e s  o f th e ir  

o ffs p r in g  who are sometimes a lready m arried and have th e ir  own 

fa m ilie s . The atmosphere In the fa m ily  a t  th is  stage is  charac­

te riz e d  as being depressive, unless the e ld e r ly  couple ad jus t to 

the change and a new balance is  created. Cap!an (1982) adapts 

liu n ld in g 's  ideas, s ta t in g :  "The fam ily  as a u n it is  co n tin u a lly  

in  t r a n s it io n  from one stage o f the fam ily  cyc le  to the next, so 

th a t i t  can never be in  a s ta t ic  c o n d itio n . Family l i f e  is  a
s w if t ly  moving series o f  id e n t i ty  c rises  as members o f various

ages are so c ia lize d  in to  new ro le s . In add itio n  to the id e n t ity  

c r ise s  th a t stem from aging and in d iv id u a l patho log ies, there 

are e x te rn a lly - tr ig g e re d  c r is e s . The “ group c u ltu re s " created by 

every fam ily  u n it  th a t l iv e s  together through tim e, provide some 

se cu rity  and s ta b i l i t y  fo r  in d iv id u a l members" (Caplan, 1982, 
pp. 217-208),



In  conc lus ion , v a r ia t io n  in  l i f e s t y le  o f fa m ilie s  can be caused 

by the stages o f fam ily  dnvelopmcnt, or socia l c lass. Buying 

p a tte rn s , saving pa tte rns and m o b ility  patterns can be expected 

to  vary g re a tly  over tne fam ily  l i f e  span. In te rn a l and external 
re la t io n s  and pa tterns o f c h ild  rearing  are also expected to 

vary a t  each stage In  the fam ily  l i fe c y c le .  "We can see the 
fa m ily  as a workshop m socia l change", (Caplan, 1982, p.2Uti).

1 DEFINITION AND USA3E OF TKRMS

The fo llo w in g  terms e ith e r  have a spec ia lized  meaning or r_.xi to

be o p e ra tio n a lly  defined fo r  th is  study:

(a ) L ife s ty le  -  in  th is  study re fe rs  to  general an: etnononal

atmosphere, manners and pa tte rns  o f behav :u r ,  a tt itu d e s ,

expecta tions, norms and values.

(b ) Coping pa tte rns -  problem -solving e f fo r ts  mde by an

in d iv id u a l o r a group when the demands o f a vcn s itu a tio n  
tax adaptive resources, { S c h ill in g  e t . a l . , 4 ). In  th is

study coping pa tte rns re fe r  s p e c if ic a l ly  t. M(.‘ parents ' 

e f fo r ts  d irec ted  towards so lv in g  p ro b lc - j \  ./*^n g  from 
having a m enta lly handicapped c h ild .

(c) S tress -  Catechis (1978) in troduces Knell si n g lis h 's

d e f in it io n  o f s tre ss  as "a fo rce  a system

s u f f ic ie n t  to  cause s tra in  or d is o r ie n ts u k : m  system, 

o r when very g re a t, to  a lte r  I t  in to  now form" p .12).

(d) Resources -  according to  Holroyd (1 ' ) resources re fe r  to

an in d iv id u a l's  a b i l i t y  to  u t i l i z e  . or her c :p ing  s k i l ls  

In  a supportive manner fo r  both s e lf  and fa m ily .

(e) M enta lly handicapped young ch ild re n  -  in  th is  study th is  

term , as w ell as the terms " m e n ta lr e ta r d e d " ,  "m enta lly 

d e f ic ie n t" ,  "d isab led " or " t ra in a b le "  re fe rs  to todd le rs  and 

pre-school c h ild re n  (ages 2-0) w ith  moderate to  severe 

re ta rd a tio n  (55-35 IQ).
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( f )  M enta lly  handicapped o lde r c h ild re n  -  1n th is  study th is  

term as w H  as the abovementioned terms used fo r  the young 

ch ild re n  re fe rs  to  adolescents and young adu lts  (ages 16-30) 

w  th  moderate to  severe re ta rd a tio n  (55-35 IQ).

Unless otherw ise In d ica te d , when reference is  made to  a 

" c h ild "  in  the body o f th is  th e s is , I t  maans a mentally 

handicapped c h i ld ;  s im i la r i ly ,  unless otherw ise in d ica ted , 

any re ference to  parents means parents o f a m enta lly handi­

capped c h ild .

(g) Family -  in  the present study th is  term re fe rs  mostly to  

mothers and fa th e rs  o f the m enta lly handicapped c h ild re n  who 
were in te rv iew ed.

(h ) Group A -  parents (mothers and fa th e rs ) o f the young mental­

ly  handicapped ch ild re n  (term  e).

(1 ) Group B -  parents (mothers and fa th e rs ) o f the o lder 

ch ild re n  (term f ) .

( j )  T ra in in g  Centre -  In th is  study re fe rs  to  the three day-care 

centre!) attended by the m enta lly handicapped c h ild re n  of the 

parents who wore in te rv iew ed (Sunshine Centre, The Hamlet 
and the Selwyn Segal H o s te l).

Ik )  QRS -  Questionnaire on Resources and S tress. In th is  study, 

the t)RS is  used as an Instrum ent to  measure maternal and 
paternal stress re s u lt in g  from having a m entally handicapped 

c h i ld ,  cind ways o f coping w ith  such a s itu a tio n  (see section
1 .6 .4 .1  on research to o ls ) ,

(1) Schedule -  A research to o l constructed fo r  the purpose o f 
th is  study, used fo r  the s truc tu red  in te rv iew s w ith  the 

parents o f m enta lly handicapped c h ild re n  who took p a rt in 

th is  study, (See section  1 ,5 ,4 .2  on research to o ls ) .



(m) High s k i l le d  fa the rs  -  fa th e rs  whose occupation is  defined 

as p ro fess iona l q u a lif ie d  and high a d m in is tra tio n , manage­

r ia l  and executive or inspocto ry  supervisory and thus non 

manual {H igher and lower grade).

(n) Low s k i l le d  fa th e rs  -  fa th e rs  whose occupation is  defined as 

s k i l le d  manual.

ML 1 HODS

The research methods w i l l  be described i-  .he fo llo w in g  sections:

(a) The Research Design
(b) Demarcation o f the Study
(c) The Sample
(d)- The Research Tools 
(e l Procedures

1 TM  RMW rch D « ,lm

"Researchers who study fa m ilie s  encounter perp lexing metho­

do log ica l problems, e sp e c ia lly  i f  they t r y  to  trace  the 

in flu e n ce  th a t fa m ily  members have on one another. They 
co n fro n t the p ra c tic a l obstacles inheren t in  any attem pt to  

record behaviour o f human subjects in  th e ir  d a ily  ro u tin e s , 

and they a lso  grapple w ith  several problems th a t a rise  from 

the s in g u la r character o f fam ily l i f e ” (Hess, 1981, p .207). 

The confusion in  the f ie ld  o f fam ily  studies is  fre q u e n tly  

mentioned in  the l i te r a tu r e  and the c r it ic is m s  applying to  

almost every aspect, o f research methods used (R iskin  and 
Faunce, 1972).

Raid and Smith {1981) stress the importance of the exp e ri­

mental approaches as the most d ire c t and powerful means th a t 

research can prov ide . However, a review o f the l i te ra tu re  
reveals th a t  many i f  not most o f the stud ies in  the f ie ld  of



fa m ily  in te ra c tio n  and fam ily  development f a l l  under the 

category o f " n a tu ra l is t ic  d e s c r ip tiv e " . Some o f the w idely 

described shortcomings such as sub jec tive  evaluations or a 

lack o f comparison groups, are b u i l t  in to  these kinds o f 

s tud ies .

Nevertheless, the Im portant ro le  th a t d e s c r ip tiv e  research 

plays in  soc ia l work is  fre q u e n tly  mentioned, (Reid and 

Sm ith, 1981). N a tu ra lis t ic  d e s c r ip tiv e  stud ies enrich 

knowledge about c l ie n t  needs, problems and a tt itu d e s  toward 
se rv ice , the nature o f services provided, and the use o f 

se rv ices . M a in ly, d e s c r ip tiv e  stud ies provide in fo rm ation  

about the presence o f  assoc ia tions among fa c to rs ; however, 

specu la tion  about ca u sa lity  could be another outcome o f the 
research. Yet, although possib le  cause and e f fe c t  r e la t io n ­
ships th a t  h o ld , when a number o f variab les are c o n tro lle d , 

gain some p ro b a b ility  o f  p rov id ing  va lid  exp lanations, such 

re la t io n s  may us regarded as "best guesses" and in  need o f 
fu r th e r  te s tin g .

Explanations are inadequate fo r  many socia l phenomena, 
p a r t ic u la r ly  those in  which variab les are l ik e ly  to  have 
rec ip roca l e f fw ts  on one another. In te ra c tio n s  w ith in  

soc ia l systems such as fa m ilie s , provide the most obvious 

example. Thus, parental a tt itu d e s  and the behaviour o f 

c h ild re n  c le a r ly  a f fe c t  one another o ften  in  an escalating 

series o f exchanges. "Moreover there may be simultaneous 

in te ra c tio n s  among numerous va riab les  w ith in  social systems 

o r impinging on these systems from th e ir  environments", 

(Reid and Sm ith, 1981, p .78).

In the attem pt to  overcome some o f the abovementioned 

problems Inhe ren t in  fa m ily  s tu d ie s , a developmental 

approach as a conceptual framework was introduced by H il l  

and associates (1964). They s ta te : "Family development 
stud ies a t the d e s c r ip tiv e  le ve l place th e ir  emphasis less 

on what the behaviour is  than on when i t  occurs; more on the
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tim in g  and sequence o f fam ily  behaviour than on the content 
o f  behaviour alone. The charge is  to  discover what 

behaviours can be expected to  change p re d ic tab ly  over the 

na tu ra l h is to ry  o f fa m ilie s  as against behaviours which are 

more or less constan t, or which are adven titious  and/or 

s itu a t io n a l" ,  ( H i l l , 1964, p .189). This approach goes beyond 

the  understanding o f fam ily  behaviour as re la t in g  to  fam ily  

c h a ra c te r ib tk s ,  to  spec ify  the re la t iv e  co n tr ib u tio n  o f 
developmental time to  the formula o f exp lanation. As the 

stages o f fa m ily  development had been s u f f ic ie n t ly  defined 

by hundreds o f d e s c r ip tiv e  s tu d ie s , i t  became q u ite  obvious 
th a t any research which seeks to  genera lize about fa m ilie s  

w ith o u t tak ing  in to  account the v a r ia t io n  due to  the stages 
o f  fam ily  development, represented in  the sample, w i l l  have 

tremendous variance unaccounted fo r ,  ju s t  as stud ies which 

ignore soc ia l c lass d iffe re n ce s  leave much unexplained 

( H i l l ,  1964; R isk in  and Faunce, 1972; Hess, 1981).

In  a d d itio n  to  the importance o f time in  fam ily  develop­
mental s tu d ie s , R isk in  and Faunce (1972) suggest th a t more 

a tte n tio n  should be devoted to  re la t in g  fam ily  in te ra c tio n  
processes to  o ther kinds o f processes. For example, the 

problem o f conceptua liz ing  the re la tio n s h ip  between the 

fa m ily  as a u n it  and the in d iv id u a l as a u n it ,  or the 
re la t io n s h ip  between the fa m ily  as a u n it  and the fam ily  

in te ra c tin g  in  o ther contexts (schools, h o sp ita ls , tra in in g  

c e n tre s ’ have r.ot been explored w e ll in  th e ir  op in ion . In 

order to  explore fam ily  processes and to  take the f u l l  

advantage o f the conceptual framework o f fam ily  development 

the need to  use a system o f lo n g itu d in a l data c o lle c t io n  and 
ana lys is  is  e s s e n tia l.

The lo n g itu d in a l study is  a con trove rs ia l to p ic . The long 

term study in  which changes (o r m aturation) are measured fo r 

the same people p e r io d ic a lly  over many years is  o ften 

mentioned as an ideal (Baldwin, I960; H i l l ,  1964). However, 

i t  seems th a t many researchers are aware o f the d i f f ic u l t ie s
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inhe ren t in  th is  method. D i f f ic u l t ie s  o f sampling, o f 
securing the cooperation and commitment o f the research 
sub jects  over such a long time period and many other 
organ iza tiona l and personal changes lessen the chances o f 
research c o n tin u ity . Beside the high w ; t  o f these studies 
some serious methodological problems l ik e  the In a b i l i t y  to  
co n tro l the environment o f a c h ild  or a fam ily  over any 
reasonably long pe riod , or to  avoid the ongoing impact of 
the  researcher from c re a tin g  changes in  the fa m ily 's  
a tt itu d e s  and behaviour, are commonly mentioned (Baldwin, 
I960; H i l l ,  1964; R isk in  and Faunce. 1972; Reid and Smith,
1981). H i l l  (1964) concludes "the major ob jec tion  to  the 
lo n g itu d in a l method In  fa m ily  study has been fin a n c ia l and 
organ iza tiona l co s t and awkwardness ra th e r the looseness of 
research design In t r in s ic  in  the method" (p .196). In the 
attem pt to  overcome the shortcomings o f the lo n g itu d in a l 
method. K i l l  (1964) suggests f iv e  a lte rn a tiv e s :

(1) ^  syn th e tic  pa tte rn  o f  development constructed
from cross sec tiona l data.

Th is  method is  most fre q u e n tly  used. A cross section 
o f  the popu la tion  is  taken by sampling categories l ik e  

''years m a rr ie d /c h ild 's  age". The method is  based on a 

comparison o f groups o f subjects representing a 

d if fe re n t  stage o f development. The form ation o f 
groups w ith in  a study and across stud ies needs to  be 
c a re fu lly  designed in  order to  avoid biases re s u ltin g  

from a poor design when some im portant fa c to rs  ( l ik e  

socioeconomic s ta tu s , leve l o f education, kind o f 
d iagnosis , sex and age) are not taken in to  considera­

t io n .  H i l l  (1964) c a lls  fo r  a tte n tio n  to be paid to  

generational d iffe rences  in  value o rie n ta tio n s  and 

s ty le s  o f l i f e  which can also create d iffe rences  

between groups, and in fluence  the study f in d in g s . The 

c ro ss-sec tiona l study although avoiding many o f the 

costs and organ iza tiona l problems o f the t ru ly  lo n g i­

tu d ina l study, is  considered to  provide data which can 
ra re ly  be more than suggestive o f developmental 

pa tte rns .
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( i i ) Restrospective h is to ry  tak ing

"This is  a method fo r  manipulating the time machine 
backward in  time through the device o f re c a ll by the 
respondent", ( H i l l , 1964, p .196).

The a b i l i t y  o f people to  re c a ll past events and 
fe e lin g s  has been inve s tig a te d  in  many lo n g itu d in a l 
research p ro je c ts , and re s u lts  show th a t the content 
o f the  m a te ria l and the span of development has an 
im portan t e f fe c t  on accuracy o f r e c a l l .  Requests fo r  
q u a n tita t iv e  in fo rm a tion  and concrete events are
answered more re l ia b ly  than In q u ir ie s  about a tt itu d e s  
and fe e lin g s  (Fontana, 1966). The advantages o f the 
method o f  re tro sp e c tive  h is to ry  over some other
compromises are, f i r s t l y ,  th a t the data is  not wedded 
to  the stages o f development estab lished in  advance by 
the researcher and thus does not reveal new po in ts  of 
s ig n if ic a n t  change in  fam ily  development. Secondly, i t  
1s a r e la t iv e ly  inexpensive way o f operating the time 
machine, since years and decades may be covered in  a 
two hour in te rv ie w . But, i t  does req u ire  fa m ilie s  as 
respondents th a t are fa r  enough along in  the life -s p a n  
to  have a h is to ry  to  re c a ll ( H i l l ,  1964; R iskin  and 
Faunce, 1972).

(1i i ) Segmented lo n g itu d in a l stud ies

S tudies which deal w ith  a segment o f the fam ily  l i f e ­
span to  te s t  hypotheses about fam ily  changes a t
se lected  po in ts  In  development tim e, f a l l  under th is  
category. These stud ies are based on the p r in c ip le  of 
the  lo n g itu d in a l method over short periods, moving 
forward or backward In  time using re tro sp e c tive  and 
prospective  methods. Many th e o re c tica l questions can­
no t bo answered In  stud ies designed in  th is  fash ion, 
e sp e c ia lly  in  regard to  c o n tin u ity  and d is c o n tin u ity  
o f cnange in  fam ily  development.

„  j * .
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( I v } Segmented lo n g itu d in a l panels w ith  con tro l

Feldman (1962) describes th U  design which invo lves 

ca re fu l sampling o f  categories o f the population 

according to  the stage o f fam ily  development 1n which 

they were lo ca ted , undertaking In terview s In  two or 

more waves a t present and again a t a subsequent p o in t 

la te r  enough to  enable fa m ilie s  to  change stages. 

Fam ilies  who have no t changed stages are considered a 

co n tro l group In  comparison w ith  fa m ilie s  where 
changes have occurred.

M  The in te rg e n e ra tio n a l panel, combining re tro sp e c tive  
h is to r ie s  and panel in te rv iew s forward In  tim e.

This design, which combines re trospec tive  h is to r ie s  

aflti panel in te rv ie w s  forward In  tim e, enables the 

researcher to  fo llo w  the process o f change in  fam ily  
development through the past and present and w ith  

o r ie n ta tio n  to  the fu tu re .

To conclude, re ierenco can be made to Reid and Sm ith 's 

(1981) statem ent: "Most researchers probably do not 

conceive o f the purpose o f th e ir  research as explora­

t io n ,  d e s c r ip t io n , exp lanation and the l ik e .  They are 

more H k e ly  to  regard the purposes o f th e ir  research 

as answering questions, te s tin g  hypothesis or acqu ir­

ing s p e c if ic  kinds o f data. These purposes o ften  com­
p rise  some combination o f  know ledge-building fu nc tions . 

C ategoriz ing a study only in  terms o f a s ing le  func­
t io n  might tend to  make both researcher and consumer 

in s e n s it iv e  to  o ther functions o f the study" (p .79).

In  the l ig h t  o f  the foregoing de ta iled  review and Reid 

and S m ith 's  statem ent, an attem pt Is  made to  define 

and describe the design o f the present study.



The o ve ra ll aim o f th is  study ca lled  fo r  the use o f a 

d e s c r ip tiv e  lo n g itu d in a l design as i t  seeks to  d e lin e ­

ate and to  analyse the long-term impact o f a re n ta lly  

re ta rded c h i ld  on the development o f h is  fam ily  l i f e ­

s ty le  and h is paren ts ' coping pa tte rns . Noting the 

shortcomings o f the pure lo n g itu d in a l method, a combi­

na tio n  o f the a lte rn a tiv e s  suggested by H il l  (1964) 

was comprised fo r  the purpose o f th is  study. A cross- 

soc tio»u l sample was formed according to  the age of 
the m enta lly re ta rded c h ild ,  and in  re g a r to  some 

o the r va riab les  ( l ik e  socioeconomic sta tus, leve l of 

education, re l ig io n ,  cause o f mental re ta rd a tio n ). One 

o f  the research to o ls  (the schedule) was aimed a t 
ga in ing re tro sp e c tive  data from the time the m entally 

handicapped c h ild  was born. The groups, which were 

constructed according to  the c h ild 's  age, represented 

c e r ta in  segments o f the fam ily  l i f e  span (w ith  high 

relevance fo r  understanding the process th a t parents 

have to  go through when having a m enta lly handicapped 

c h i ld ) .

The research to o ls  in  th is  study, although adm in is te r­

ed in  the same in te rv ie w  were constructed to  enable 

the  c o lle c t io n  of data on parents ' cu rren t reactions 

and behaviour, as w e ll as th e ir  a ttitu d e s  towards the 

c h i ld 's  fu tu re .

L a s tly , i t  is  noteworthy to  quote from De Wet's (19ti4)
summary on the choice of a research design: "We should

not bo so quick to  Judge severely and to  negate
research re s u lts  obtained through a v a rie ty  o f sam­

p lin g  methods: ra th e r we should discuss them in  terms 

o f th e ir  assets and l ia b i l i t i e s .  Wo need to  accept

s tud ios on th e ir  m erits  however lim ite d  they are and 

b u ild  them up through re p lic a tio n . The methodologist 

should be sympathetic enough to  recognize th a t every­

one makes m istakes, v ig i la n t  enough to guard against



tak ing  the occasional e rro r as an in d ic a to r o f  ove ra ll 

q u a lity  and o b je c tive  enough to understand th a t the 

most v is ib le  ta rg e t is  provided by the best research. 

In re tu rn  he can hope th a t other methodological 

c r i t i c s  w i l l  appraise h is  work in  the same s p i r i t "  

( p .9 ).

Dema rca tion  o f  the

The population o f the study was defined as parents o f

m enta lly  re tarded c h ild re n  from three day centres in

Johannesburg; "S unsb iw  C entre", "The Hamlet" and "Selwyn 
Segal H o s te l". The ch ild re n  were a l l  diagnosed as being 

tra in a b le  and th e ir  leve l o f re ta rd a tio n  was defined as
moderate to  severe 155-35 IQ ).

The abovemontioned day ccn tres ca te r only fo r  whites liv in g  

in  the Johannesburg area ( in c lu d in g  Edenvale, Randburg,
Germiston and some o ther small m u n ic ip a lit ie s ) . The reasons 

fo r  excluding o the r race groups were:

(a) To narrow the In fluence  o f c u ltu ra l d iffe rences .

(b j To avoid the need to  tra n s la te  the research to o ls  in to

o th e r languages.
(c )  To avoid techn ica l problems which m ight reduce

p aren ts ' coopera tion . {The only time th a t both parents

could be a v a ila b le  fo r  In terview s was during the
evenings).

For the purpose o f  studying the long term impact o f a 

m enta lly  re tarded c h ild  on h is  fa m ily , only parents who had 

ra ised  th e ir  c h ild  w ith in  the fam ily  from tne time o f his 

b ir th  wsre inc luclcti. The Idea th a t parental a tt itu d e s ,
reactions and behaviours are Influenced by the degree o f 

s e v e r ity  o f  the c h i ld 's  mental handicap has frequen tly  been 
mentioned In  the l i te r a tu r e  (Farber, i960; Tizard and Grad, 

1961; Begab, 1963; Bayley, 1973; Chinn e t . a l . ,  1978, 

Featherstone, 1980; G lendinnlng, 1983, Drew e t . a l 1984).



Although severely re tarded ch ild re n  havo the g rea test Impact 

on th e ir  fa m ilie s , i t  was decided to study parents o f 

moderately to  severely retarded (o r tra in a b le ) ch ild ren

because o f the p o s s ib i l i ty  o f tra c in g  them through the day
ce n tre s . The severe ly retarded cases are not always known to

the a u th o r it ie s  and more o f them are o r have been in

re s id e n tia l care (T izard  and tirad, 1961; Fotherlngham e t . a l . , 

19M ).

The three day centres front which the population o f the study

w;v. drawn were chosen in  regard to the fo llow ing  categories:

in )  ?m> range o f c h ild re n 's  ages,

t h i  Tnv ih l lm x -n 's  le ve l o f re ta rd a tio n ,

k )  The ( .w o n  language o f the parents. (Most o f the
i-.n’pnts are i.n -jllsh  speaking a t a leve l th a t enabled 

U n  t."> he tfib irv iew ed In  th is  language). A short

iW .jr iS ’tu m  o f t»v three day centres fo llow s .

I .  t

'• . t i 'f '.h 'i i f  Centre" is  a vo lun ta ry  w e lfare o rganization

v .« n liv } in  the f ie ld  o f ea rly  In te rv e n tio n , in  respect

■<t G fR ta lly  handicapped pre-schoolers and th e ir
fa m ilie s . The services provided are:

W  A pre-school centre  1n Johannesburg -  twenty

(.h lld re n  (agcr, 1 1/2 -  6 ye a rs ), 
lb )  A pre-M.hool centre  in  Germiston -  twenty ch ild ren  

(fine'- 1 1/% -  6 years).
(c ) A homy programme ca lled  S.T.A.R.T fo r  people

throughout South A fr ic a  and beyond.

"Sunshine Centre11 was estab lished in  1976 by a group 
o f  mothers o f m enta lly  handicapped c h ild re n . As

enrolment increased the mothers decided to introduce 
pro fess iona l services to  the cen tre . With the



assistance o f p u b lic  s m ic e  groups, professional 
se rv ice  was g radua lly  in troduced and the school 
m aintained f u l l  partnersh ip  between professional 
o ta f l ,  parent!, and v o lu n tw r;,.  "bun-,him1 Centre" is  <i 
re g is te re d  wtOturi* o r 'ju i 'i /a lio n  ( in  tt-rmo o f thi- 
N a tional W ltd n >  AU Hu. 100 o f H /a ) .  I t  re c e iv e  
ro fc r ra ls  from tho .liiliannp'.hun) H o sp ita l, the tic-p.irt- 
ment » t iii'd l t it  anti Kvl hu-v, from p r iv a te  a,id p v o rn -  
fitent ni»'5t»i*i<?o and from i-.ircn is . l i iv  philocophy 
employr, a three vorm-rvd approach: a) E arly  in te r ­
ven tion  !.iTvtt:t>r. art1 u tte red  t r z n  b ir th  c-r d iagnosis; 
i i )  tn tK !H iiv f>  ‘. t ifT ifW .tiu n  -  h i - ih ty  L t ru c tu rM l,  y w l  

d m -titv i! ^rn-)ra"viii ;  * $ N r r n w l  Involvrmpnt - p a r rn f ; ,  
ii'.u-tU.v lao ftirru , wfifk a c tiv e ly  in  the c la 5 3 ro n , do 
ho’ i' p w e fs o s  D m c iN t c  in  suM ort greww cW to th  

iinti W th fM  t.ervv cn c ic a itU T S .

Tne rvtttoijr, ir.vd in the 'Wasmnp t o t r e  five -p o in t 
p ro y d ^ -*" jrp ;  !» 23 6 iU v n i.y , of
«Msly iiv ifii;; .H t ice noigr t«c»**Sinoticn5 ^5 tiross 
n stf-*' i,:. ni'i-lm i l i f s ;  ‘ -s !"--vt i ;  t u j l  I t e
6'r(ih 'r.‘,irff«il <,? !, t t eMKV.tf. fit t-'-.ji t.l'Pff.h

t« e ro }n ^ t, [•h -M O th rro ijv .t, 
r.<--c\a\ vi, ••i.vi" ant! i  itslicUrlf-iOR.

Iht* tf.inlvf ir,sii>iny Centre

A day care cen tre  fo r  tra in a b le  m enta lly retarded 
c h ild re n , tine hundred and s ix  c h ild re n  attend the day 
<,-ire ce n tre 's  schoo l. The ch ild re n  (ayes b -  to )  arc 
defined as tra in a b le  m d i-ra le lv  re ta rded, len severely 
re ta rded  c h ild re n  are In  a special u n it .  T h irty  f iv e  
tra in a b le  adolescents and adu lts  (ages above H i) 
a ttend a workshop a f f i l ia te d  to  "Ihe Hamlet". "The 
Hamlet" was es tab lished in  1!)M by parents o f m entally 
re tarded c h ild re n . Ihr* parents o f the f i r s t  ten 
ch ild re n  paid fo r the teacher. In 19b4 The Hamlet 
Society fo r the M enta lly Handicapped, which is  
a f f i l ia t e d  to  the South A frican  National Council fo r  
Mental Health , bought the house in  which the day 
centre has operated u n t i l  today.
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In 1976 the Department o f National iidu ta tion  took over 
the day centre which u n t i l  then had been administered 
by the w e lfare o rg a n iza tio n . The basic concept behind 
the programme is  th a t a l l  ch ild re n  are, i f  not educ- 
ab le , tra in a b le  in  many avenues, and the tra in in g  
programme embraces a l l  aspects of the in d iv id u a l's  
p e rs o n a lity . The aim in  teaching is  to  give the c h ild  
a fe e lin g  o f competence and confidence to  cope w ith  
the demands o f d a ily  l iv in g .  The school cons is ts  of 
seven classes. The ch ild re n  are grouped in to  classes 
according to  th e ir  mental health  and physical 
appearance.

The workshop is  subsidized by the Department o f Health 
ami W elfare and is  productive  to  a c e rta in  e x ten t. The 
pro fess iona l s ta f f  inc ludes the p r in c ip a l, teachers, a 
so c ia l worker and a speech th e ra p is t. The c h ild re n  are 
re fe rre d  from schools, w e lfa re  agencies, the h o s p ita l, 
t‘ lc .  They are assessed and according to  the re s u lts  
accepted in to  one o f the programmes.

w h m  a n  n w M  « * * *

The hoste l is  named a f te r  the c h ild  o f Leon and Fanny 
Segal and is  a f f i l ia t e d  to  the Society fo r  the Jewish 
Handicapped which is  a vo luntary o rgan iza tion . The 
hoste l was founded in  1967. The need fo r  a day cen tre ,
which was f e l t  in  the community, led to  i t s
establishm ent. As the sample fo r  th is  research study 
was taken only from the day cen tre , i t s  programmes 
sh a ll be focused upon. Although the hostel accepts 
on ly Jewish m enta lly handicapped, the Day Cent-e is  
open to  a l l  t ra in a b le  and un tra lnab le  mentally 
re ta rded between the ages fou r to  t h i r t y  one. In the 
Day Centre, which is  attached to  the hostel there are 
f i f t y  ch ild re n  and a d u lts . The ir IQ leve l ranges from 
"too  low to  be assessed up to  bo rde rline  
in te ll ig e n c e " .  The c h ild re n  and the adults in  the Day 
Centre take p a rt in  the h o s te l's  programmes; they
attend  i t s  school or workshop according to  th e ir  age
and special needs.



The re fe r ra ls  como from p t^s ic ia n s , through fr ie n d s , 

parents and o f f ic ia l  a u th o r it ie s . Kvery c h ild  is  

assessed in  the c l in ic  {which is  pa rt o f the "Selwyn 

Segal H o s te l") and c la s s if ie d  in to  one o f fou r groups; 
a) low p o te n tia l ach ievers; b) ju n io r  acadenr'c group; 
c l  ju n io r  workshop and academic group; d) senior 

academic group. The o v e ra ll aim o f the "Selwyn Segal 

H os te l" is  to  t r a in  the m snta lly handicapped to  "take 
th e ir  p lace in  s o c ie ty " . The professional s ta f f  

inc ludes teachers, soc ia l worker, speech th e ra p is t, 

p h ys io th e ra p is t, occupational th e ra p is t, c l in ic a l 
psych o lo g is t, c r a f t  in s tru c to rs  and medical s ta f f .  The 

parents pay fees, and expenses are covered by the 
government's subsidy and through fund -ra is in g ,

The Sample

In  order to  study the long-term  impact o f the re n ta lly  

re tarded c h i ld  on h is  parents two groups o f parents were 

drawn from the p rev ious ly  described popu lation, representing 

two developmental stages in  the m entally retarded c h i ld 's  
l i f e .

As p rev ious ly  mentioned the leve l o f re ta rda tion  fo r  a l l  the 
c h ild re n  was defined as moderate to  severe (55-35 IQ). The 

a llo c a tio n  in to  groups was the re fo re  according to  the 

c h i ld 's  ago and in  regard to  the nature o f h is handicap {h is  
mental and phys ica l c o n d it io n ).

The f i r s t  group (A) consisted o f parents of toddlers and 
pre-school c h ild re n  ages two to  s ix .  The decis ion to  choose 

th is  stage in  the c h i ld 's  l i f e  was based on two assumptions: 

a) only in  a very lim ite d  number o f cases in  which mantal 

re ta rd a tio n  is  suspected, is  i t  possib le  to  expect a f in a l 
d iagnosis In the f i r s t  two years a fte r  the b ir th  o f the 
c h ild .  A c tu a lly , in  most cases, the parents accept such a 

d iagnosis la te r  on, (Wring the pre-school years; b) as a
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re s u lt  o f  the above and because o f  the o b jec tive  d i f f i c u l ­
t ie s  o f  the burden o f care fo r  a "perpetual baby", th is  
pe -i was suspected to  crea te  s tra in  and stress fo r  the 
parents who f i r s t l y  hove to face such a problematic 
s itu a t io n ,  and then cope w ith  I t .

The second group (B) was composed o f parents o f m entally 
retarded adolescents and young a d u lts , ages sixteen to 
t h i r t y .  The reasons to r  choosing th is  stage In  the l i f e  o f 
tne m en ta lly  retarded c h ild  wore: a) i t  was suspected th a t 
a f te r  a period  o f r e la t iv e ly  less tension {inbetween the 
ages s ix  to  s ix te e n ), when the mental ly  retarded c h ild  
reaches adolescence h is  behaviour and needs and the 
reac tions  o f  the ou tside world toward him create new 
hardships una d i f f i c u l t ie s  fo r  the parents who have to 
a d ju s t to  these new demands; b) i t  was ?-jspected th a t the 
o ld e s t m enta lly  retarded poisons who might be s t i l l  l iv in g  
w ith  both parents w ruld be around th e ir  t h i r t ie t h  year. 
A fte r  th is  age, in  many cases e ith e r  the retarded person is  
In s t i tu t io n a liz e d ,  o r there are fewer instances in  which 
both parents are s t i l l  u l1v ■. Out o f the population 
a ttend ing  die three day-care cen tres, c h ild re n  were f i r s t l y  
se lected according to  th e ir  ages, le ve l o f re ta rd a tio n , and 
th e ir  physical co n d itio n  (c h ild re n  w ith  severe physical 
handicap were not in c lu d e d ). Selecting the ch ild ren  
according to  th e ir  sex was i ir . t s s ib le  as i t  s ig n if ic a n t ly  
reduced the number o f p o te n tia l cases, since I t  was 
d e s irab le  to t r y  to  loca te  a t le a s t t h i r t y  couples o f 
parents fo r  each group ( to  f a c i l i t a te  the use o f s ta t is t ic a l 
procedures).

The importance o f group com parab ility  has already been 
mentioned. However, the to ta l number o f p o ten tia l cases was 
too small to enable a f u l l  match o f  the two groups. Yet, in 
a d d itio n  to  the already mentioned c h a ra c te r is tic s  o f the 
c h ild  which guided the f i r s t  s e le c tio n , an attem pt was matte 
to  take in to  cons idera tion  some o f the Important background 
c h a ra c te r is t ic s  o f  the parents.

-s bJ I & iS u



C M Itiren whose parents were not l iv in g  together were 
excluded. The socioeconomic s ta tus  o f the parents ( in  regard 
to  th e ir  occupations) the fa th e r 's  leve l o f education and 
the re lig io u s  background were considered when composing the 
two groups. Taking In to  account fac to rs  l ik e  parental age, 
fa m ily  s ize  and place o f the c h ild  in  the fam ily  was 
Im possible as a re s u lt  o f the major d iffe re n ce  In c h ild re n 's  
ages. (For example, i t  was obvious th a t the younger ch ild re n  
gene ra lly  had younger parents and sm aller fa m ilie s ) . Another 
se le c tio n  was done in  regard to  paren ts ' a b i l i t y  to  
communicate in  English.

A fte r  tak ing  in to  cons idera tion  a l l  the abovementioned 
fa c to rs , there  were fo r ty  fo m illp s  s u ita b le  
h -r  e-iUi ym up. I t  w&s decided to  f i r s t l y  approach th i r t y  
coupU-i. (w ith  both p /irun ts) fo r  each group. From group A -  
n ine fa m ilie s  refused to  cooperate and in  one fa m ily , the 
mother was ou t o f thv  vountry to r  a long period . In group 13- 
ten fa m ilie s  refused to  p a r t ic ip a te  and in  one fa m ily , the 
fa th e r  was h o s p ita liz e d  fo r  a long period . The parents who 
refused w«.-re replaced by others w ith  s im ila r  background 
c h a ra c te r is t ic s . However, the lim ite d  number o f cases made 
i t  im possible to  have t h i r t y  couples in  each group and so i t  
was decided to  Include in  group A two s ing le  parent fa n i i l ie i  
( the  fa thers in  these two fa m ilie s  l e f t  the c it y  a f te r  thv 
b ir th  o f the m enta lly  retarded c h ild  and ra re ly  had c o n t i . i  
w ith  him). In group I), s ix  widows were included (the husband 
had died a t  le a s t f iv e  years be fo re ). Thus the to ta l number 
o f research subjects was one hundred and twelve (s ix ty  
mothers and f i f t y  two fa th e rs ) in  both groups. Group A 
consisted o f t h i r t y  mothers and twenty e ig h t fa th e rs . In 
group 8 there were th i r t y  mothers and twenty fo u r fa th e rs . 
The ages o f the c h ild  o f these parents were: In group A,
t h i r t y  percent o f the c h ild re n  were two to four years o ld  
anti seventy percen t, f iv e  to  s ix  years o ld . In group 8, 
f i f t y  s ix  percent wore s ix teen to  twenty one years o ld  and 
fo r ty  fou r percent were between twenty two to  t h i r t y  years



ft d e s c rip tio n  o f the research subjects according to  some o f 
the c h i ld 's  and paren ts ' c h a ra c te r is t ic s  fo llow s :

1 .5 .3 .1  C h ild 's  C h a ra c te ris tic s

Frequencies o f c h ild re n  in  schools according to  
groups (A S B ) ( In  percentages)_______________

Name o f the School Group A Group B

1 . Sunshine Centre 51.7
2. The Hamlet T ra in ing  Centre 31.0 72.3
3. Selwyn Seqal Hostel 17.3 27.7

Tota l 100.0 100.0

Tahiti 2

Frequencies o f c h i ld ’ s sex according to groups (A 8 8) 
( in  p e r c e n t a g e s ) _________________________

Chi’ d' Sex Group A Group B

1. Male 44.8 74.0
2. Female 55.2 26.0

Total 100,0 100.0
N=30 N=30

The d iffe rences  between groups m  regard to  c h i ld 's  sex 

are s ig n if ic a n t .  The frequency o f males and females in 

Group A shows a s im ila r  r a t io  between sexes. However, in  

Group U the d iffe re n ce  in  number o f males and females is  

no ticeab le .



32

Table 3

Frequencies o f cause o f c h i ld ' mental re ta rd a tio n  
according to  groups (A & P) ( in  , rcentages) ____

Cause o f Mental R etardation
* .... *

Group B

1. Unknown is .  y 1 2 .9
2. Genetic anomalies 39.7 33.3
3. In fe c tio n s 9.3
4. Disorders o f metabolism

or n u t r i t io n 3.7
tt. Seizure disorders

(ep ilepsy) 7.4
6. B ra in  damage 34.5 29.7
7. Cerebral palsy 3.5 3.7

Total 100.0 100.0
N«30 N=30

Thu d iffe rences  between groups are less than ten percent 
a mi th e re fo re  cannot be considered s ig n i fk . tn t  {see 
se c tion  l .S .b .2  o f  th is  chap te r). The frequencbx, fo r  
udusu o f mental re ta rd a tio n  are q u ite  s im ila r  in  but.!) 
groups.

Table 4

Frequencies o f physical c o n d itio n  o f the c h ild  according 
to  groups (A & U) ( in  purcontages)______________________

Physical C ondition of 
the C h ild

Group A Group B

1. Generally good 72.4 1 83.3
?. Generally f a i r 27.6 1 6 ./
3. Generally poor

T o ta l 1W.Q 100.0
N=30 N=3Q

The d iffe rences  between groups in  regard to  c h i ld 's  
phvsical co n d itio n  are less than ten percent. The two 
groups can be considered s im ila r .  I t  is  im portant to  
n o tice  th a t the m u jo rity  o f c h ild re n  were considered to  be 
in  a good phys ic :- c o n d itio n , thus th e ir  problems re s u lt 
mainly from th e ir  mental d e fic ie n cy .

T sum up th is  section  on the c h i ld 's  c h a ra c te r is t ic s , the 
c h ild re n 's  leve l o f re ta rd a tio n  and physical cond ition  

s im ila r  In both groups. Sex freqencles are s ig n i f i -  
uan'.ly d if fe re n t  among and w ith in  the groups.
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.3 .2  P arents ' C h a ra c te ris tics  

Table 5

Frequencies o f mothers' occupation according to 
groups (A and B) (1n percentages)______________

M others' Occupation* Group A (iroup B

L Professional ly  quan'i fed 
atd high a d m in is tra tio n . 6 9

2 . Managerial and executive. 3.7
3. Inspectory supervisory and 

o ther non-manual (low and 
high grade). 8.7 12.9

4. Routine grades o f non- 
manual workers. 20.7 14.9

S. S k ll le t i and se m i-sk ille d  
manual and ro u tin e . 3.4 J l . l

6. Housewife. 60.3 57.4
iUU.U

* Oppenheim (1966)

The frequencies fo r  mothers' occupation are s im ila r  in  
both groups as the d iffe re n ce s  are less than ten percent. 
The m a jo rity  o f mothers in  both groups are not working 
ou ts ide  the house.

Table 6

Frequencies o f fa th e rs ' occupation according to 
tiroups {A & 8 ( in  percentages)___________

l-athcrs"1 Occupation'* Uroup A Uroup 8

1. Pr’o i'ess 'b 'na lly  q u a lif ie d
and high a d m in is tra tio n .

2. Managerial and executive.
3. Inspectory supervisory and

other non-manual (low and 
high grade).

4 . S k il le d  manual
5. Not working (on pension)

28.6
14.3

35.7V,
20.8
20.9

41.7
8.3

i P1UU.0

*  Oppenheim (1966)
N=28 N*24

Frequencies fo r fa th e rs ' occupation are s im ila r  in  both 
groups as the d iffe re n ce s  ' are less than ten percent.
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Table 7

Frequencies o f fa th e rs ' formal education according tc  
groups (A & B) ( In  percentages)______________________

F a th e r's  Formal Level of 
Education

Group A Grouh B

1. P ost-m atrlc  t ra in in g . 42.9 33.3
?.. M a tric . 21.4 29.2
3. Under m a tric . 35.7 37.5

100. C 100.0
N=28 N=24

Frequencies fo r  fa th e rs ' leve l o f education should be 

considered s im ila r  in  both groups as the d iffe rences  fa l l  

under ten percent.

Table 8

Frequencies o f parental re lig io u s  a f f i l i a t io n  according 
to  groups (A & 3) ( in  percentages)_____________________

Parents' R e lig ious  A f f i l ia t io n Group A Group B

1. P rotestants 66.5 61.1
2, Catholics 17.5 16.7
3. Jewish 10.8 22.2
4. Others 6.8

Total 100.0 1 100.0 |
N=58 N=54

The d iffe rences  in  frequencies fo r  parental re lig io u s  

background are genera lly  to r  small to  be considered 

s ig n if ic a n t .  A s l ig h t  d iffe re n ce  can be noticed between 
the Jewish pa ran ts  in  both groups (more than ten percent). 

I t  Is  im portant to  no tice  th a t in  the Johannesburg area, 

re lig io u s  background often represents a d if fe re n t c u ltu ra l 

secto r o f the popu la tion .



Most o f the P ro testan ts  come from o r ig in a l ly  English and 

A frikaans fa m ilie s , and probably were born In  South 

A fr ic a .  The C a tho lics , however, are mostly f i r s t  or second 

generation fa m ilie s  who 'immigrated from I t a ly ,  Portugal, 

Spain and Greece. The o r ig in s  o f most o f the Jewish 

fa m ilie s  in  Johannesburg is  in  Eastern European countries 

(U n te rh a lto r , 1968). Thus, re lig io u s  background here 

represents d if fe re n t  b v lio fs  rind d if fe re n t c u ltu ra l 
backgrounds as w e ll .

To conclude: As fa r  as parental occupation and fa th e rs '

le v e l o f formal education may be considered in d ica to rs  o f 
fa m ily 's  socioeconomic s ta tus , the two groups should be 

regarded as s im ila r  from these po in ts  o f view. D ifferences 

in  re lig io u s  background seem to  be small and in  th is  case 
represent a lso , a c e rta in  s im ila r i ty  in  c u ltu ra l back­
ground, o f both groups o f parents.

C erta in  o ther c h a ra c te r is t ic s  o f parents which were judged 

to  be of less than cen tra l importance to  the study {such 

as c h i ld 's  age, b ir th  o rder, the s ize o f the fa m ily , 
pa ren ts ' age, mothers' leve l o f formal education and 

having a m enta lly handicapped re la t iv e )  are re fle c te d  In 

Tables 1A, 2A, 3A, 4A, 5A, 6A, 7A In  Appendix 4.

^m p lc  Bias

The sample in  th is  research study should be considered 

purposive as i t  cons is ts  o f elements d e lib e ra te ly  

chosen fo r the s tudy 's  purposes. "l.ike  other non- 

p ro b a b ility  sampling plans, I t  fs  r is k y  to  use 
purposive sampling fo r  genera liz ing  to  large popula­

t io n s , fo r  we do not know to  what exten t t ie  samples 

a rc  rep resen ta tive  of population o f in te re s t"  (Reid 

and Smith, 1961, p .173).
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The fa c t  th a t the sample was not going to  represent 

the population o f parents of moderately retarded 

c h ild re n , adolescents and adu lts  in  Johannesburg are-i. 

was taken fo r  granted when choosing subjects fo r  the 

groups. Moreover, an absolute matching o f the two 
groups was impossible due to  tM-' small population from 

which the subjects fo r  the sample v.-; Q drawn. Yet, an 

attem pt was made to  achieve a c e rta in  degree o f 
s im i la r i t y  between groups a t le a s t in  some o f the more 

im portant c h ild  and fam ily  c h a ra c te r is t ic s . An attempt 

to  match the groups also according to  c h i ld 's  sex was

no t possib le  (e sp e c ia lly  fo r  group 6) because o f the

r a t io  between males and females in  the popu la tion . 

Thus, from th is  p o in t o f view, the d iffe rences between 

groups are s ig n if ic a n t  •*>■« probably w i l l  have an 
e f fe c t  on the re s u lts .

1 .6 .4

Obtaining data in  an In te rv ie w  focused upon one po in t in  

time would not have served the purpose o f th is  study, which 
aimed to  explore a developmental process.

In order to  be oblo to  gain In form ation on the various

stages o f th is  process, there was a need to  adopt a re tro ­

spective method. As two segments in  the c h i ld 's  age wore to  

be compared, prospective data was also needed. Thus the two 
research to o ls  which w i l l  be described here fa c i l i ta te d
c o lle c t in g  data re tro s p e c tiv e ly , p r o te c t iv e ly  and o t a 

c e rta in  poinc in  tim e.

1 .5 .4 .1  The Questionnaire on Resources and Stress (QRS)

The Questionnaire on Resources and Stress (QRS) is  a 

tru e - fa ls e  item questionnaire  designed by Holroyd 

(1974) to  measure variab les pe rtin e n t to  fa m ilie s  

ca ring  fo r  c h ro n ic a lly  i l l  or handicapped fam ily  

members. Holroyd (1974) s ta te s : "This p ro je c t developed
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a m ultid im ensional o b je c tive , s e lf  adm inistered te s t 

to  measure not only the burden imposed on the fam ily  

bu t the fa m ily 's  emotional response to  th a t burden1' 

(p .92). The ()RS has been used In  several studies 

during the la s t  few years.

Holroyd (1974), In three p i lo t  s tud ies, compared 

mothers to  fa th e rs  o f c h ild re n  from an ou tp a tie n t 

p s y c h ia tr ic  s e tt in g , mothers o f mentally retarded 

ch ild re n  w ith  mothers o f em otionally disturbed 

c h ild re n , and mothers l iv in g  w ith  a husband and
mothers l iv in g  alone. In 1975 Holroyd and associates 
compared parents o f in s t i tu t io n a l iz e d  and n o n - in s tltu -  
tIona l1zed  a u t is t ic  c h ild re n .

H comparison o f stress on parents o f Down's Syndrome 
and a u t is t ic  c h ild re n  was done by Holroyd and McArthur 
in  197b. Catechis U97ti) conducted a study aimed to 

determine whether the QRS d iffe re n t ia te s  between

mothers o f m enta lly retarded and mothers o f non- 

mental ly  re tarded c h ila rs n . F r ld r ic h  and F r id r ic h  

( I ' j t i l )  u'icd the QRS to  compare parents o f handicapped 
and non-handicapped c h ild re n . Two years la te r ,  a f te r  a 

sho rt form o f the QRS was developed, F r id r ic h  e t . a l . 

(19H3) used th is  form to  d iscrim ina te  between the 
fa m ilie s  w ith  and w ithou t a handicapped c h ild .

In  p study on the in llu e n ce  of solectet) c h i ld  charac­
te r is t ic s  un s tress  In  fa m ilie s  o f handicapped

In fa n ts , Heckman (1983) used the QRS among other 

research to o ls . In a l l  the abovementloned stud ies the 
a b i l i t y  o f  the QRS to  d iscrim ina te  between the 

reac tions  o f d if fe re n t  groups under long term stress 

was proved. However, as fa r  as is  known, a comparison 
between parents o f younger and o lder m enta lly retarded 
ch i'lre n  has not ye t been done, or a t le a s t not y e t 

reported .
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The QRS o r ig in a l ly  consisted o f 285 items designed to 
measure fac to rs  re la t in g  to  fa m ilie s  who care fo r  a 
c h ro n ic a lly  111 or handicapped member. The two hundred 
and e igh ty  f iv e  Items arc In te rc o rre la te d . Those Items 
w ith  the la rg e s t number o f s ig n if ic a n t co rre la tio n s  
( r  = 30), toge ther w ith  other 1tem& in  the same 
ra tio n a l sca le , were selected to form new scales. This 
resu lted  In  the f i f te e n  sh o rte r, more homogenous 
sca les using two hundred and s ix  non-overlapping Items 
(Holroyd, 198?).

The f i f te e n  scales are as fo llo w s : 1) Poor heal th/mood; 
2) Excess tim e demand; 3) Negative a t t itu d e  toward 
Index case; 4) Overprotectlon/dependency; 5) Lack o f 
so c ia l support; 6) Overcommitment/martyrdom; 7) Pessi­
mism; 8) Lack o f fam ily  In te g ra tio n ; 9) L im its  on 
fa m ily  o p p o rtu n ity ; 10) F inanc ia l problems; 11) Physi­
cal In c a p a c ita tio n ; 12) Lack o f a c t iv i t ie s  fo r  index 
case; 13) Occupational l im ita t io n s  fo r  index case; 
14) Social ob trus lvess ; 15) D i f f i c u l t  persona lity  
c h a ra c te r is t ic s .

The f i f te e n  face v a lid  subscates measure three broad 
ca tego ries : parent problems (scales 1 -7 ), problems in  
fa m ily  fu n c tio n in g  (scales 8-10) and problems the 
paren t sees In  or fo r  the c h ild  U ca los 11-15).

Scores (representing  the degree o f stress In  fa m ilie s ) 
can be obtained from the 15 separate scales th a t can 
also be summed to y ie ld  a to ta l stress score.
In  th is  study the QRS w ith  tho two hundred and s^x non 
overlapping Items was used to  measure d iffe rences  in 
s tress  and fa m ily  resources (o r coping pa tte rns) 
between parents o f young m enta lly retarded ch ild ren  
(ages 2-6) and adolescents and young adu lts  (ages 
16-30) a t a c e rta in  p o in t in  time (when in terview ed) 
(see Appendix 1).
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The v a l id i t y  and r e l ia b i l i t y  o f the QRS has been 

proved in  previous s tu d ie s , Nevertheless, four 

fa m ilie s  (representing  the two formed groups, but 
not Included in  the sample) answered the yfiS In  order 

to  assure a f u l l  v > iurU ciiid ing o f the questions, which 

were o r ig in a l ly  w r it te n  In  a s im p lif ie d  way (Holroyd,
1982).

1 .5 .4 .2  The In te rv ie w  Schedule

"An in te rv ie w  schedule is  simply u guide used by the 

in te rv ie w e r in  conducting the in te rv iew  . .  As in  a l l  

o th e r forms o f measurement, one is  concerned th s t  the 

in te rv ie w  schedule be so designed th a t comparable, 

re le va n t and precise  data are most l ik e ly  to  be 
obtained" (Polansky, 1960, p .142). Reid and Smith 

(1901) mention the importance o f the researcher 

adm in is te ring  the in te rv ie w  fiimselF fo r  the purpose o f 
o b ta in ing  data on top ics  which are complex, h igh ly  
s e n s it iv e , em otiona lly  laden or r e la t iv e ly  unexplored. 

A schedule helps the in te rv ie w e r in  conducting a semi­

s tru c tu re d  In te rv iew .

Such a sem i-s tructu red  in te rv ie w  schedule "might 

c o n s is t o f open-ended questions and probes and the 
o rder in  which the questions are to  be asked are pre­
determined, bu t the response categories are not" 

( p .211). A sem i-structured Instrument might contain 

both fixe d  a lte rn a tiv e s  and open ended questions and 

may or may not a llow  the in te rv ie w e r some f l e x ib i l i t y  

In  the wording o r rephrasing o f questions or in  asking 

a d d itio n a l probes. "Because o f I ts  v e r s a t i l i t y  in  
being ablu to  combine many o f tho advantages o f both 
com pletely s truc tu red  and unstructured in te rv ie w s, the 

se is l-s tru c tu re d  In te rv iew  "is probably used more often 

by socia l work researchers than any o ther type o f
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In te rv ie w  (Reid and Smith, 1981, p .211). A semi- 
s truc tu red  schedule was used in  th is  study In  order to 
crea te  a ce rta in  degree o f homogeneity in  adm in is te r­
ing the in te rv ie w s . The schedule was aimed i, u’ n ly  a t 
gain ing re tro sp e c tive  in form ation ( from the time o f 
the m enta lly retarded c h i ld 's  b ir th )  and prospective 
data (by asking fu tu re  o riented que s tio n s). The 
schedule consisted o f t h i r t y  th ree  open ended 
questions. Fourteen questions sought re trospec tive  
In fo rm a tio n , nine questions probed fo r  present 
fe e lin g s  and reactions and ten questions were fu tu re  
o rie n te d . (See Appendix 2 ).

Thus, the schedule enabled the in te rv iew er to gain 
in fo rm a tion  covering the d if fe re n t  stages in  the 
developmental process.
The schedule was administered fou r times ( to  four 
fa m ilie s  representing the two research groups, not 
included in  the sample) in  order to  p re te s t i t s  
a b i l i t y  to gain the desired in fo rm a tion . Two o r three 
questions which seemed to need fu rth e r c la r i f ic a t io n  
were changed in  order to  be b e tte r  understood by those 
in te rv iew ed.

The fo llo w in g  section  w i l l  be div ided in to  two pa rts :
(a ) The in te rv iew s
(b) Data analysis

1 .5 .5 .1  The In te r v iews

A fte r the se le c tio n  o f the subjects fo r  the two groups 
(A,U) a le t t e r  was mailed to every selected fam ily 
in form ing them o f the research study and requesting 
th e ir  agreement to lie in te rview ed. (Sec Appendix 3 ). 
In  the le t t e r ,  i t  was mentioned th a t both parents 
would bo interviewed by the researcher a t th e ir  homes.
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They vere requested to  rep ly  on ly I f  they refused the 
In te rv ie w . The parents who refused to  be Interviewed 
were replaced by other parents w ith  s im ila r  background. 
A telephone c a ll was made to  each fam ily  to  arrange 
the date fo r  the in te rv ie w . Most o f the in te rv iew s were 
conducted in  the evenings (when both parents could be 
a t  home and free  from th e ir  other o b lig a tio n s ).

R isk in  and Faunce (1072) ra ise  the question: "On whose 
t e r r i t o r y  1s the fam ily  being studied?" (p .374). They 
mention th a t on ly few in v e s tig a tio n s  have studied the 
d if fe r e n t ia l e ffe c ts  o f homo versus labora to ry  s e t t in g .  
They conclude by s ta tin g  th a t in  avoiding a m ixture o f 
home, o f f ic e s ,  e tc . one introduces fewer uncontro lled  
v a r ia b le s . In  th is  study a l l  the parents were 
in te rv iew ed a t th e ir  homes by the same person (the 
researcher). A cc iM ing  to  R isk in  and Faunce (1972) 
“ The e ffe c ts  o f the in te rv iew er and the context are 
th e re -, they cannot be e lim ina ted . Therefore, i t  is  
e ssen tia l to  be aware o f them and to  con tro l fo r  them 
to  whatever ex ten t is  poss ib le ” (p .377). I t  was 
assumed th#* i f  a l l  in te rv iew s were conducted by the 
researcher, fewer uncontro lled  variab les would be 
Introduced.

As already mentioned, both parents were in te rview ed. 
However, In  order to  be able to  compare mothers' to  
fa th e rs ' re a c tio n s , they v-ere interview ed separate ly 
(during  the same evening). One parent was asked to 
leave the room where the In te rv ie w  was taking place 
and to  answer the Q uestionnaire on Resources and 
Straw IQRS) which U  a s e lf  administered to o l.
A t the san$ time h is spouse was interviewed according 
tc  the sem i-structured schedule. When the In te rv iew  
w ith  the f i r s t  parent was over he was asked to leave 
the room and to  answer tho QRS and h is spouse was 
in te rv iew ed .



Each in te rv ie w  lasted  approximately one hour, leaving 
enough time fo r  answering the QRS. The som i-structured 
in te rv iew s were recorded (unless the p a re n t. •- fused 
to  be taped). A f te r  both parents were i , i l  , ed, 
they answered some In fo rm ative  questions in  to
o b je c tiv e  d e ta ils .  As i t  was assumed th a t reacting  to  
one research to o l (e ith e r  the QRS or the schedule) 
m ight a f fe c t  parents ' reactions to the other t o o l . i t  
was decided co change the order so th a t i f  the mother 
was the f i r s t  to  be in te rv iew ed, in  the fo llo w in g  
fa m ily  the in te rv ie w  s ta rte d  w ith  the fa th e r. L a s tly , 
i t  is  im portant to  no tice  th a t subject fa m ilie s  who 
were in  treatm ent o r "labe led " ( in  th is  case fa m ilie s  
w ith  a m enta lly  retarded c h i ld )  may have had ce rta .n  
expectations from the research study and even irore 
from  the in te rv ie w e r (e sp e c ia lly  when they knew th a t 
he or she was a p ro fessional social worker -  as she 
was in  th is  case). This s itu a tio n  no doubt had an 
a f fe c t  on the interviewees and on the general 
atmosphere during the in te rv ie w . Such an atmosphere 
may have helped the parents to  open up and increased 
the a b i l i t y  to c o l le c t  data; however, there is  a 
c e r ta in  r is k  th a t  the in v e s tig a to r 's  behaviour and 
a t t itu d e s  w i l l  create bias towards pathology. (R isk in  
and Faunce, 1972).

Data Analysis

As prev ious ly  mentioned, data was obtained by the use 
o f  the QRS and the in te rv ie w  schedule.
The QRS has an answering sheet and answers can be 
computerized to  obta in  scores according to  the D ra ft 
Manual (Holroyd, 1982)- This procedure y ie ld s  in d iv i ­
dual scores ( fo r  each o f the f if te e n  sca les). A mean 
score fo r  each group (A,B) was then ca lcu la ted . Mean 
scores were a^so ca lcu la ted  fo r  a l l  the fa thers  in 
both groups as well as fo r  the mothers. Calcu la tions 
o f  mean scores fo r  mothers and fa thers  w ith in  groups 
(mothers A, fa the rs  A, mothers U, fa thers B) were also 
ob ta ined . Comparisons between the mean scores in  the



abovementioned groups were done by using the t - t e s t  in  
o rder to  determine to what exten t d iffe rences between 
groups can be regarded as s ta t is t ic a l ly  s ig n if ic a n t.

S ta t is t ic a l analyses were made fo r  each scale 
sepa ra te ly . When analysing the re s u lts , scales were 
grouped according to  the main aims o f the study (see 
section  1.2 In  th is  chapter).

The data obtained by the in te rv ie w  schedule was
recorded o r immediately w r it te n  up a f te r  the in te rv ie w . 
In  order to  be able to  use q u a n tita tiv e  methods, i t  
was necessary to  develop categories fo r  answers to 
each question in  the schedule. Raid and Smith (198H , 
when d iscussing ways o f  c a te g o riza tio n , s ta te :
"Consequently, we s ta r t  from the broader gu ide lines 
stemming from the purpose o f the study and t r y  to 
develop more s p e c if ic  questions or working hypotheses 
based on the data co lle c te d  . . .  to  enhance r e l ia b i l i t y  
in  coding unstructured data, i t  is  p a r t ic u la r ly  
im portan t to  de fine  categories as c le a r ly  as possib le" 
(p .247-248). A fte r  w r it in g  down the recorded data an 
attem pt was made to  ca tegorize  the data 1n a way which 
re fle c te d  t%e v a r ie ty  o f  parental a tt itu d e s  and 
re a c tio n s . However, because o f the small number o f 
eases, d e fin in g  more than s ix  or seven categories fo r 
answers to  each question may have created d i f f ic u l t ie s  
when using q u a n tita t iv e  methods.

When the c a r-^o rie s  wore developed and numbered, the 
raw data wi . signed numbers corresponding to  the 
appropria te  category. The categorized data was
computerized In  order to  f i r s t l y  obta in  frequency 
d is t r ib u t io n s .  When the number o f cases allowed 
fu r th e r  a n a lys is , the Chi square te s t  was used. How­
ever, when the number o f cases in  each c e ll was too 
small the Chi square te s t  could not be considered a 
v a lid  te s t .  Thus, i t  was a r b i t r a r i ly  decided th a t a



d iffe re n ce  o f more than ten pcrcent would be

considered as notable one In th is  study. Two kinds of

comparisons were made. F ir s t ly ,  according to  groups

(A,B) and w ith in  the groups (mothers versus fa th e rs ) ; 

then between mothers and fa thers  from both groups and 

between mothers o f groups A and B and fa thers  of 

groups A and 13.

Secondly, fu r th e r  analyses were made to  in ve s tig a te  

the impact o f c h ild  and fam ily  c h a ra c te r is tic s  on

pa ren ts ' reactions and a tt itu d e s .

1.6 OVERVIEW OF THE STUDY

The fo llo w in g  chapters cover the fou r main areas which were 
focused upon in  th is  reasearch study. Each o f these fou r chapters 

conta in  an overview o f re le va n t l i te ra tu re  and past research, a 

presenta tion  o f the fin d in g s  o f th is  study, and a discussion o f 
these f in d in g s  in  the l ig h t  o f ava ila b le  theory. The fou r chapters 

re fe r  to  the fo llo w in g  sub jects : 1) The process o f adaptation and 

i t s  impact on parenta l a ttitu d e s  and fe e lin g s  toward the m entally 
handicapped c h ild  (chapter 2 ) ; 2) The e f fe c t  o f the c h i ld 's  mental 

handicap on the fam ily  as a whole (chapter 3 ) ; 3) The in fluence  o f 

the m entally handicapped c h ild  on h is parents ' re la tio n sh ip s  w ith  
the outside w r ld  (chapter A )1, 4) Parents a ttitu d e s  and plans fo r  
the c h i ld 's  fu tu re  (chapter 5).

In the la s t  chapter (6 ), an in te g ra tio n  of theory and fin d in g s  

regarding the fou r abovementionod areas i»  presented by using a 

model fo r  d e lin e a tin g  and analysing the. long-term  impact o f a 

s tressor event (having a mentally retarded c h ild )  on the development 
o f  parental coping pa tterns and fam ily  l i f e s t y le .



LIMITATIONS OF THE STUDY

The inhe ren t l im ita t io n s  o f  th is  study were:

(a ) The small sample o f parents 1n the study meant th a t

when m u lt ip le  responses were given to questions, the 

numbers o f  responses w ith in  each c e ll were often too 

few to  perm it conventional s ta t is t ic a l analyses. This 
had been a n tic ip a te d , and p r io r  to the analysis o f 

re s u lts ,  the r e la t iv e ly  a rb it ra ry  decision was taken 
to  regard v a r ia t io n s  o f ten percent o r more as notable 

o r o f  "s ig n if ic a n c e " . The in a b i l i t y  to use s ta t is t ic a l 
procedures c o n s titu te s  a l im ita t io n .

(b) A c r i t ic is m  which may be applied to  previous, s im ila r

research s tu d ie s , which were based on small samples,

i s  re le va n t also to  th is  research study, 81acher

(1984) s ta te s : "W hile the non-structured in te rv iew  

method is  re le va n t to  the development of th e o re tica l 

fo rm u la tions , i t  may be s u b je c tive , l im it in g  the

g e n e ra lIz a b il ity  o f the fin d in g s " (p .64). Although an 
attem pt was made to a t le a s t s tru c tu re  pa rt o f the 
in te rv ie w  (by using the QRS) i t  is  s t i l l  im portant to 

keep in  mind tho shortcomings o f the small sample anti 

the p a r t ia l ly  sem i-structured in te rv iew .

(c )  The problems o f group com parab ility  have already been 
mentioned. The fa c t th a t a f u l l  matching o f the two 

groups was not achieved (e sp e c ia lly  In regard to 

c h i ld 's  sex) probably e ffected  the research fin d in g s .

(d ) I t  mubt be kept in  mind th a t the sample included only 

parents who agreed to  be in te rview ed. Although an 

e f f o r t  was made to replace parents who refused to take 
p a rt in  the study w ith  parents w ith  s im ila r  c h ild  and 

fam ily  c h a ra c te r is t ic s , i t  is  possible tha t there is  a
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major d iffe re n ce  between cooperative and non coopera­

t iv e  parents. The on-'s who seem to be read ie r to  open 
up and share th e ir  emotional fe e lin g s  and reactions In 

regard to such a se n s itive  issue (having a m enta lly 

retarded c h ild )  may represent a more adaptive a tt itu d e  
to  the s itu a t io n .  On the other hand, the d i f f ic u l t ie s  

o f non-cooperative parents in  sharing th e ir  problem 

w ith  others may represent among other th ings th e ir  

le s s e r a b i l i t y  to  ad jus t to  having a m enta lly retarded 

c h i ld ,

(e) I t  is  d i f f i c u l t  to d isc rim in a te  b -tween reactions and 

l i f e s t y le  pa tte rns  which would have occurred in  the 
fa m ily  regardless o f  whether o r  not they had a 

m en ta lly  re tarded member, as against suck pa tterns 

which may be a ttr ib u te d  to the existence o f such a 

member in  the fa m ily .

<±- . #  -



47

CHAPTER 2

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

2.1 PERSPECTIVES FROM THEORY AND PAST RESEARCH

2 .1 .1  In troduc tion

The b ir th  o f  a m enta lly handicapped c h ild  is  a devastating 

experience. I t  fo llow s a period o f preparation and jo y fu l 

a n tic ip a tio n  which Is  suddenly brought to  a f u l l  stop. 

U sually i t  is  an event t o ta l ly  outs ide the experience o f 

everyone concerned, i t  threatens the whole being o f  the 

parent and sha tte rs  the hopes vested in  the unborn c h ild .  

The fears and a nx ie ties  dormant in  a l l  prospective parents 

are suddenly seen to  have foundations.

Anderson (1982) sta tes th a t  nothing in  our cu ltu re  prepares 

young parents fo r  the a r r iv a l o f o damaged c h ild .  I t  would 
be even tru e r  to  say th a t our soc ie ty  works very hard to 

repress from consciousness the dark h in ts  th t it  i t  may occur. 
We tre a t pregnant women as i f  they were in  danger, but the 

conscious message is  th a t babies are good, b ir th  is  a happy 
event, motherhood gives s ta tu s , fa the ring  is  power. Parent­

hood ty p ic a l ly  o ffe rs  an a d '.I t  a series o f oppo rtu n itie s  fo r  
e n rich ing  h is own Id e n t i ty ,  fo r  concrete a ffirm a tio n  o f his 

g e n e m lv lty ,  fo r  increased self-know ledge, fo r  v ica rious  
approximation o f h is ego idea ls  and fo r  experiencing his 

e ffec tiveness  in  b ring ing  a production s itu a tio n  to  f u l f i l l ­

ment (Cummings e t . a l . , 196(5).

Comparisons o f th e ir  c h ild re n 's  prominent c h a ra c te r is tic s  

w ith  p re v a ilin g  value systems both c u ltu ra l and personal, 

y ie ld  data to  parents which co n tr ib u te  to  th e ir  evaluation 
o f  themselves and others .

4 t . . .  .



Chinn e t . a l■ (197M mention th a t babies and ch ild re n  have 

such a p o s it iv e  connotation In  our soc ie ty  th a t much o f the 

l i te r a tu r e  neglects to  describe the negative aspects o f
parenthood. Thus, most parents are not on ly unprepared fo r  a
bad event: they are e sp e c ia lly  keyed up fo r  a good one.

Normally parents develop strong socia l and psychologies! 

attachments w ith  and commitment to  th e ir  ch ild re n . They 

b u ild  up hopes and desires taking special p ritie  In  th e ir  

c h ild re n 's  accomplishments. However, when they re a liz e  th a t 

such goals w i l l  not he achieved th e ir  very p riva te  fe e lin g s  

arc dashed. Glen ‘in n in g  (1983) quotes a mother who p a r t ic i ­
pated 1n her sfiutiy: " I  th in k  subconsciously th a t hlienever

you have a c h ild  born to  you, you have ce rta in  dreams and

am bitions fo r  what you want your c h ild  to  be. And a ll  o f a 

sudden the c h ild  doesn 't measure up tc  those dreams and

ambitions and you have to  s ta r t  from scra tcn" (p .21).

There is  a common tendency among parents to  see a great deal 

o f  themselves in  th e ir  c h ild re n . Very o ften  parents consider 
th e ir  ch ild re n  as an extension o f themselves and disp lace 

upon them meny o f th e ir  <m  fe e lin g s  and needs. Sometimes, 
the parent is  so c lo se ly  id e n t i f ie d  w ith  the c h ild  th a t he 

cannot see the c h ild  as having any separate existence in  his 

own r ig h t .  When the c h ild  does something th a t is  approved, 

the parent takes pride  in  the c h i ld ’ s performance. But when

the c h ild  f a i ls ,  the parent fe e ls  as i f  i t  is  h is own

fa l l in g s  (H u tt and Gtbby, 1965),

According to  Chinn e t . a l . (1978) and Howard (1978. varants 

w i l l  react to  the b ir th  o f a m entally retarded c h ild  o r to 
the diagnosis o f a handicap in  many d if fe re n t ways th a t a iti 

not always p re d ic ta b le . Howard brings evidence from a few 

previous stud ies th a t parental reactions to  tho recogn ition  
o f  having a d isabled c h ild  is ,  in  general, the same whether 
th is  d is a b i l i t y  Is  recognized a t b ir th  or during the early 

years o f  development. Yet, there is  no ty p ic a l re a c tio n . I t
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seems from many stud ies th a t the va ria tio n s  in  parental 

reactions to  the b ir th  o f a m entally handicapped c h ild  are 
due to the paren ts ' c h a ra c te r is t ic s  and p e rso n a lity , th e ir  
past experiences and th e ir  expectations and hopes fo r  the 

fu tu re . D ifferences In reactions cun also be re la ted  to  the 

c h i ld 's  c h a ra c te r is t ic s  and the nature o f h is handicap in 

regard to  h is  parents ' expectations o f him. Kurtz (1977) 

suggests th a t  “ parental reaction  may not be to the re ta rda­

t io n  per so b u t to  a dem olition of expectancies when they 

f i r s t  learn th a t th e ir  c h ild  is  m entally retarded" (p .97).

Although parents o f m enta lly handicapped ch ild ren  cannot be 

considered a homogeneous group, and as mentioned e a r l ie r  

parental reactions vary to  a great e x ten t, one can s t i l l  
f in d  in  the  e x is t in g  l i te r a tu r e  recu rring  themes and 
emerging pa tte rns in  the d i f f i c u l t  adjustment process th a t 

the parents face. Generally speaking, the l i te ra tu re  

conta ins numerous descrip tions  o f f a i r ly  d isc re e t sequential 

stages o f adjustment experienced by parents In response to 

the b ir th  o f a m enta lly handicapped c h ild .  The re su ltin g  

pa tte rns  o f behaviour may vary from a more cons truc tive  form 

o f adaptation {such as a r e a l is t ic  acceptance o f the c h i ld 's  

c o n d itio n ) to  a more de s tru c tive  and maladaptive form (as in  
re je c t io n  or denial o f  the re ta rd a tio n ). The m u ltitude  of 

In d iv id u a l parental reactions may be grouped in to  a number 

o f major categories o f  behaviour iccordtng to  the type o f 

acceptance o f the c h i ld 's  handicap. (H u tt anti G1bby, 1965).

I t  is  o f  considerably great Importance to  understand the 

fe e lin g s  and values o f the parents w ith  whom the c h ild  is  
growing up. According to  Feder (1978), c l in ic a l experience 

has shown th a t s a tis fa c to ry  emotional development o f the 

handicapped c h ild  depends as mucb in  which h is
parents re la te  to  him as o cap i t s e l f .  The
paren ts ' fe e lin g s  about the c h ild  handicap w i l l  be a

major determ inant o f the c h i ld 's  s e lr  image, whether he w i l l
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be m otivated to  Improve as much as he can, or to what extent 

he w i l l  perceive h im se lf as de fec tive  and re jected  and 
become in c re a s in g ly  n e g a ttv ls t lc  towards a l l  e f fo r ts  to  help 

him. Whether the parents ' expectations o f the c h ild  are 
r e a l is t ic  o r not w i l l  determine how much pressure he 

experiences, and whether they can cope w ith  th e ir  shock and 

disappointm ent w i l l  determine whether they w i l l  tend to  

w ithdraw from him u r be em otionally ava ilab le  to  help him.

ihe purpose o f the fo llo w in g  chapter is  to  describe the 
dynamics o f  the process the parents go through in  th e ir  

attem pt to a d ju s t to  the fa c t o f having a m entally handi­

capped c h i ld ,  and the  nature o f the various kinds o f 

parental reac tions  a t each p a r t ic u la r  stage. The chapter 

w i l l  a lso re fe r  to  the e f fe c t  o f parents and c h ild  charac­

t e r is t ic s  on paren ts ' reactions to  the b ir th  o f a m entally 

handicapped c h i ld  and on th e ir  a b i l i t y  to  f u l f i l l  th e ir  

parental ro le .

2 .1 .2 . The process o f parental adaptation to  mental re ta rd a tio n  
and to  the c h ild ._______________ ________________________

H  may Be s ta -? il categorica-1 th a t a l l  parents o f mentally

retarded ch ild re n  a r t  I l k * ’ - to  show some undesirable

pursonat reac tions  to  the f h t .  ' net th e ir  c h ild  is  retarded. 

Such reactions vary both \'n degree from one parent to 

another and in  th e ir  p a r t ic u la r  nature, depending upon a 

m u lt ip l ic i t y  o f in t r ic a te  and t .v s e ly  interwoven fa c to rs . 

They also Mary from one tim e to  anotr.pr in  the life -s p a n  o f 

a given parent. For example, the cmofriutta"! reactions o f a 
parent when he f i r s t  becomes aware of h is  c h i ld 's  problem 

may be somewhat d if fe re n t  from those he m anifests ten years
U te r ,  or the pressure o f the stress s itu a tio n  to  which he

may be subjected by the re ta rd a tio n  o f the c h ild  may

* _  . ii



•tncreosR and become more devastating over1 time (M utt and 

Gibby, 196ij). The process o f accepting a handicapped c h ild  

may he a very long one. I t  is  l ik e ly  to continue long a fte r  

the b ir th  o f the c h i ld .  The l i te ra tu re  consists o f  many 

stud ies whlcn have tr ie d  to describe the- process parents 

have to  work through In  th e ir  attempt to  ad jus t to  the fa c t 

o f  having a m enta lly handicapped c h ild .  C e rta in ly , the Idea 

th a t parents experience several "stages o f adjustment" in  
coping w ith  the b ir th  o f a handicapped c h ild  Is  not npw, and 

has appeared in te rm it te n t ly  in  the professional l i te ra tu re  
since the mid-lBSO's.

Blacker (1984) provides an overview o f a range o f s tud ies , 

each one o f which defines uiese stages and describes the 
parental emotional rea tions a t  each stage. He s ta te s : " th is  

body o f  l i te r a tu r e  does inueed suggest th a t many authors are 
describ ing  the sam e,'or s im ila r  phenomenon aslng d if fe re n t 

term inology" (p .65), The d iffe rences  in  term inology are due, 

according to  M acher (19B<V) to the discrepancy between the 

m an ifest evidence concerning stages o f adjustment In the 
em pirica l data and in  c l in ic a l experience. D ifferences in  

term inology are also a re s u lt  o f  the way "stages" are 

defined (whether they are time bound, in v a r ia n t, cu ltu re  
bound, p e rso n -sp e c ific , e tc . ) .

When dealing w ith  the "stages model" one can fin d  d if fe re n t 
opinions w ith  regard to  the Idea chat is re r its  o f handicapped 

c h ild re n  go through an orderec seque la  o f d isc re te  stages 
o f adjustment, before they do indeed a tta in  a f in a l stage o f 

acceptance.

W ikler e t . a l . , (1981) mention th a t I ' - v  are two Incompa­

t ib le  no tions about the adjustment ^ v ^ s s  of parents o f 
retarded c h ild re n  -  th a t  parents w.% through th e ir  g r ie f  

over tim e, o r th a t sorrow is  ch ro n ic . However, a stage 
according to  W ikler e t . a l . , (1981) is  cine bound.
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t i l  acher (1984) beUoves th a t the most Im portant fa c to r in  

d e fin in g  a stage is  not time h i t  the change In parental 

re a c tio n . He s ta te s : "The length o f time one spends in  a 

stage is  ir re le v a n t,  movement from stage to  stage is  defined 

by a noted change in  parental reaction" (p .66). There is ,  
however, g rea t v a r ia t io n  in  the pace In  which parents may 

move from one stage to another.

Thus, Anderson (1982) no te ; th a t some parents may go through 

these stages very q u ick ly  or even omit some o f them; others 

may get stuck a t any stage. Moreover, s ta g e -like  reactions 
may, according to  B lacher (1984), occur repeatedly or to  be 

tr ig g e re d  by types o f c r is e s  re la ted  to  the handicapped 
c h i ld  o r to  s tre s s fu l l i f e  events (Tan Mink e t . a l . , 1983).

The stages the re fo re  ha^e a lso been d if fe re n t ly  conceived by 

various In ve s tig a to rs . B lacher (1984) in  h is overview o f  the 

l i te r a tu r e ,  mentions th a t ea rly  in ves tiga to rs  made an 

attem pt to  de linea te  parenta l reactions to  a b ir th  o f  a 

m enta lly re tarded c h ild  by using Bowlby ..nd Freud's theories 

o f  tho phases o f  g r ie f ,  a process which Is  analogous to  the 

stages of adjustm ent. For example, Bowlby id e n t if ie d  the 
phases as g r ie f  despair anti w ithdrawal, w h ile  Kennedy 

(1970) also describes three stages (p ro te s t, despair and 
w ithd raw a l) in  mothers' reactions to  having a m entally 

handicapped c h i ld .  More re ce n tly  Huber has adapted Kubler- 

Ross' stages regarding tieath anti dying when de fin ing  the 

stages which he found th& t the parents go through: d e n ia l, 

anger, barga in ing , depression and acceptance (B lacher, 
1984).

In  order to  overview the l i te ra tu re  which re fe rs  to  the 
stages model and to  review some ideas on th is  Issue, 

B lacher's  grouping o f the various taxonomies (1984) w i l l  be 

used. 51acher d iv ides  the stud ies in to  three major groups.

a .
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Each group represents a p a r t ic u la r  stage 1n the process 

o f adaptation and paren ts ' ty p ic a l reactions In regard 

to  th a t stage.

2 .1 .2 .1  I n i t i a l  C r is is  Responses

Host in v e s tig a to rs  have Id e n t if ie d  a stage representing 

in i t i a l  reac tions  th a t parents experience upon the 

b ir th  o f th e ir  handicapped c h ild  or when they f i r s t  

lea rn  about the diagnosis. This stage Is  genera lly 

regarded as one o f c r is is ,  or strong emotion.) reaction 

as a  r r s u l t  o f becoming suddenly exposed to  a r e a l i t y  
- f  which the parents were p rev ious ly  unaware; however, 

o ther In ve s tig a to rs  suggest th a t formal diagnosis only 
a ffirm s  what parents already know.

A w r ite r  of tho la t te r  persuasion Is  Kurtz (1977) who 

asserts th a t in  many rases the diagnosis o f mental 

re ta rd a tio n  is  a c tu a lly  a con firm ation  o f parental 
suspic ion ra the r than a new and su rp ris ing  f in d in g , 
s ince many parents draw th e ir  own conclusions before 

the c h ild  Is  examined by a d iagnos tic ian . In fa c t, i t  

Is  possib le  th a t tho same c h ild  has been evaluated many 

tim es, since the parents may v i s i t  many c lin ic s  In 
th e ir  search fo r  ‘ the golden k e y '. Consequently i t  may 

be the con firm ation  o f re ta rd a tio n  which is  a shock to  
some parents ra th e r than I t s  re v e la tio n .

In  s im ila r  ve in , Koathcrstono (198U) suggests th a t 

during tho period o f suspicion when the parents are 

aware th a t something Is  wrong but the diagnosis Is  not 

y e t c le a r, the most typ ic a l parental reaction  is  fear 
which presents I t s e l f  as an inner dialogue. One inner 

voice c a lls  the parents to  admit th a t something is  

wrong w ith  the c h ild ,  but a more reassuring voice t r ie s  

to  deny th is  susp ic ion . Fear o f the unknown or o f the



p o s s ib i l i ty  th a t these suspicions may be confirmed is  

the most ty p ic a l re ac tion  a t th is  stage.

Despite the views, o f w r ite rs  such as Kurtz and Feather- 

stone, the predominant theme in  the l i te ra tu re  is  tha t 

a c r is is  occurs when parents f i r s t  a u th o r ita t iv e ly  

lea rn  th a t th e ir  c h ild  is  mentally re tarded. (Michaels 
and Schuman, 1962; Mercer, 1966; Gumz and Gubrium, 

1974; M a rg a lit  and R aviv, 1983; B lacher, 1984). Mercer 

(1966) defines c r is is  as "A s itu a tio n  in  which there is  
d wide divergence between ro le  expectations and ro le  
performance" (p .19). M a rg a lit and Raviv (1983) use 

Kaplan's d e f in it io n  o f c r is is  in  the fam ily  -  "A s itu a ­

t io n  in  which the fa m ilie s ' normal problem-solving 

s k i l l s  lose th e ir  previous e ff ic ie n c y  and the usual 

support resources are not longer adequate", (p .163).

B lacher (1984) suggests th a t the most ty p ic a l parental 

re a c tions  during the period o f the i n i t ia l  c r is is  are 
forms o f shock, denial and d is b e lie f .  As a mother in  

G lend inn ing 's  study (1983) s ta te s : “ I t  was te r r ib le  
when we f i r s t  knew th a t i t  was l ik e  th is .  I t  was a 

te r r ib le  shock", ( p .26).

This mother and the other parents in  G lendinning's 

study c le a r ly  had no doubts th a t i t  was p re ferable to 

know about the c h i ld 's  problem as soon as poss ib le . 

They f e l t  th a t the la te r  they found ou t, the more 

d i f f i c u l t  i t  would be fo r  them to  ad just to  the know­

ledge o f th e ir  c h i ld 's  d is a b il i ty .

In a s itu a tio n  o f shock when the in d iv id u a l fee ls  h is 
s e c u r ity  threatened, he defends against the o ffens ive  

fo rce . Denial is  a defence mechanism th a t may arise  in  

re a c tio n  to  th is  th re a t (Chinn e t . a l■, 1978).



Denial is  a common re a c tio n , provid ing  a form o f s e lf  

p ro te c tio n  against p a in fu l r e a l i t ie s .  Parents may deny 

the r e a l i t y  o f re ta rd a tio n  and claim  th a t the c h ild  is  
lazy or unmotivated, or they may search fo r  a cure or
some kinrt o f therapy to  re lie v e  the problem.

Mourning or g r ie f  reac tions , fe e lin g s  o f detachment 

and bewilderment o r withdrawal are a l l  typ ica l o f  the 

i n i t i a l  stage, each representing d if fe re n t in d iv id u a l 

parental responses to  c r is is .  (McMlctacl, 1971; 
Howard, 1978; Chinn e t . a l . ,  1978; Featherstone, 1980; 
B lacher, 1984; Drew e t . a l■t 1984). Howard (19781 

mentions th a t the mourning process cannot be t o ta l ly  
e f fe c t iv e  when the damaged c h ild  survives. Other 

researcher: look upon the g r ie f  reaction  as, a re s u lt 

o f a loss o f a dream and a hope, o r as a reaction  to 
the 'death o f the normal c h i ld ' (Chinn e t - a l 1978). 

Rarely are the reactions described above viewed as 
p o s it iv e  o r adaptive. However, Blacher quotes from a 

few previous stud ies which view th is  i n i t i a l  stage 
p o s it iv e ly .  These stud ies regard the abovementioned 

parenta l reactions as p a rt o f a long-term  coping 

process which is  common and normal to  these parents. 

"Follow ing the in i t i a l  stage o f shock, d e n ia l, o r 

d is b e lie f  there appears to  be a stage characterized by 

a continuum o f these e a r l ie r  reactions. Again however, 

a s p e c ific  sequence o f stages Is  merely im p lied . I f  i t  

is  not so, one m ight expect some form o f regression 
characterized by movement o f a parent from a stage 

representing greater adjustment to a stage represent­
ing less adjustment" {B lacher, 1984, p .65).

Continuous fe e lin g s  and responses

The broad ru b ric  o f "emotional d isorgan iza tion " is  

fre q u e n tly  used to  describe the stage whereby parents



Grnotionally react to  the re a liz a tio n  th a t they have a 

c h ild  who is  not " n o rm a lS u c h  fe e lin g s  as g u i l t ,  

disappointm ent, anger or lowered s e lf  esteem are 
common {B lacher, 1984).

When tha handicapping cond ition  is  very ev ident g u i l t  

and p ro je c tio n  o f blame are probably the irost common 

ty p ic a l re a c tio n s . A t th is  stage the parents may f in d  

th a t denial is  not a v iab le  mans to  p ro te c t th e ir  
ego. P ro je c tio n  o f blame is  snother commonly used

defense nechanism against g u i l t  fe e lin g s . (Chinn e t . ­
al . , 1978; Howard, 1978; Drew e t . a l . , 1984; B lacher, 

1984).

G u ilt  can serve a useful purpose in  such cases i f  I t  
prevents the  recurrence o f c e rta in  inapp rop ria te
behaviours. However, assuming the blame w i l l  not make 

the handicap disappear, intense fee lings  o f g u i l t  can 

erode the  paren ts ' p o s it iv e  se lf-concep t. In some 

cases i t  is  even possib le  th a t the parents un in ten­

t io n a l ly  may be responsib le  fo r  the handicapping
c o n d itio n . However, according to  Feathersone (1980) 

even parents who assume the re s p o n s ib ility  fo r  the 
s itu a t io n  may fe e l angry. Anger can be d irected  to

onese lf bu t a lso to  other people, mostly pro fess iona ls  

who are invo lved in  the s itu a t io n .  Some parents d ire c t 

th e ir  anger towards Sod as Featherstone (1980) s ta te s ; 

"Some re lig io u s  people may fee l th a t i f  a healthy 

c h i ld  is  a p e rfe c t m iracle o f God, who creates the 

im perfect c h ild ,  why would God create im perfection?" 

{p .33).

When parents are aware o f th e ir  c h ild 's  s itu a tio n , 

besides g u i l t  and anger they feel d isappointed by the 

handicapped c h ild .  Thus, resentment and aggression may 

fo llo w . " I  never hated the baby, ju s t  what she was, I 

d id n 't  care i f  she died" (B lacher, 1984, p .63). The 

stereotype o f a good parent is  warm, lov ing  and 

accepting. Rejection tends to  carry strong negative

a *
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overtones. I t  is  a fa c t th a t every parent sometime 
re je c ts  h is or her normal c h ild .  We re je c t behaviour 

th a t we f in d  unacceptable and d isp leas ing . Very often 
we re je c t  not only the behaviour but the source o f the 

behaviour as w e ll.  When i t  is  so easy to  develop 
fe e lin g s  o f re je c tio n  toward a normal c h ild ,  i t  is  

understandable why parents o f handicapped c h ild re n  may 

develop such reac tions .

According to  Feder, 1978), g u i l t  and overpro tection  

may evoke resentment o f the handicap, which can turn 
In to  resentment and re je c tio n  of the c h ild .  Parents 

o fte n  fee l the c h i ld  is  a stigma. The c h ild  is  a pro­

found blow to  the paren ts1 self-esteem . The lowered 

se lf-esteem  may create fe e lin g s  of sorrow and depres­

sion , detachment in  re la tio n sh ip s  and even physical 

symptoms.

Adjustment or acceptance

The second s ta te  o f emotional d is in te g ra tio n  is  
characte rised  by depression, d e n ia l, anger and sadness 
and is  fo llow ed by a period o f adjustment or e q u i l i ­

brium . The parents re p o rt gradual lessening o f both 

anx ie ty  and emotional re a c tio n s . There may be p a rt ia l 

acceptance and p a r t ia l denial o f the handicapping 
c o n d itio n  (Howard, 1973),

The l i te ra tu re  reveals th a t w r ite rs  about th is  f in a l 
sti.'-e are not unanimous in  th e ir  understanding o f i t .  

Some view i t  as a d e f in ite  stage, in vo lv in g  two, three 
o r fou r sub-stages; others see fu l l  parental accep­

tance as a chimera, and suggest a permanent pa tte rn  of 

chron ic sorrow; w h ile  y e t others conceive o f a 

continuum ranging from constructive  to  maladaptive 
parental adjustment. A f in a l group o f w r ite rs  advance



the suggestion th a t the reactions o f parents o f 

m enta lly retarded c h ild re n  are l i t t l e  d if fe re n t from 

those o f parents w ith  "normal" ch ild re n .

B lacher (19B4) is  in  the f i r s t  group. He asserts th a t 
even w ith in  the f in a l stage various sub-stages have 

been id e n t i f ie d .  These sub-stages are those o f re ­

co n s tru c tio n  and re o r ie n ta tio n . The sub-stages allow 
both the needs o f the fam ily  and the c h ild  to  be met. 

A t th is  stage parents s ta r t  to  channel th e ir  energies 
in to  so lv ing  r e a l is t ic  problems o f the c h ild  and the 

fa m ily  (M ichaels and Schuman, 1962).

A fte r  a gradual process parents mav reach a stage of 

acceptance (Rosen, 1955; Howard, 1978; Chinn e t . a l . , 

1978, Drew e t . a l . , 1984; B lacher, 1984). According to  

B lacher (1984) acceptance re fe rs  to  parents accepting 

the  c h ild  as w ell as others and themselves. The 

process o f acceptance can be broken down fu rth e r. 

Chinn e t . a l . (1978), fo r example, suggest th a t accep­

tance can develop in  three areas:

(a ) Accepting th a t the c h ild  has an handicap.

(b ) Acceptance o f the c h ild .
(c ) Acceptance o f s e lf .

Featherstone (19BU) id e n t i f ie s  fou r in te r re la te d  

stages. She believes th a t acceptance "Refers to  one of 
fo u r p a ra lle l processes, or sometimes to an amalgam o f 

se ve ra l. F i r s t ,  parents acknowledge the existence of 
the handicap and i t s  long term s ig n ifica n ce . Second, 

thoy begin the long, d i f f i c u l t  task o f in te g ra tin g  the 

c h i ld  and the d is a b i l i t y  in to  th e ir  l iv e s .  T h ird , they

learn  to  fo rg iv e  th e ir  own erro rs  and shortcomings.
Fourth , thoy search fo r meaning in  th e ir  lo ss" (p .215). 

When the parents learn to  accept the s itu a tio n  i t  is  a



major c r i t ic a l  step in  <,he healing and growing process. 

This step im p lies a recogn ition  o f the value o f the 
c h i ld  fo r  who he is  and sometimes enables parents to  

develop a very special and unique attachment to  th e ir  
c h ild .

There is  a considerable v a r ia t io n  in  the t im in g , dura­
t io n  and the behaviour c h a ra c te r is t ic  o f th is  stage o f 

paren ta l adjustm ent, as described in  the l i te r a tu r e .  

Blacher (1984) re fe rs  to  a few studies (Rosen, 1955; 
Turnbu ll and T u rn b u ll, 1978), th a t a fte r  In te rv iew ing , 

parents are not able to  de linea te  any d e f in ite  po in ts 
in  time which marked a "phase o f acceptance” . I t  

seems, according to  these s tud ies, th a t there is  a 

l i fe - lo n g  need to  make continual adjustments and re ­

adjustments to  one's c h ild  who has mental re ta rd a tio n . 

Bayley (1973), who in terview ed parents o f adolescents 

and young a d u lts , found th a t a fte r  l iv in g  ’• i th  the 

c h i ld  fo r  so long the parents in  many cases were 

unaware th a t they had created a s truc tu re  w ith in  which 

the fam ily  could copo w ith  i t s  subnormal member. This 
care was only possib le  w ith in  th is  s tru c tu re  which 

tiayley c a lle d  "a s tru c tu re  fo r  coping". Thus, oven 
when the process o f adaptation had not reached i t s  

f in a l stage, the development o f the s tru c tu re  fo r  

coping enabled the parents to  a t le a s t ad jus t th e ir  

l iv e s  to  the d a ily  g rind  re s u lt in g  from the c h i ld 's  
problem. Featherstone (1980), too , is  care fu l to  po in t 
out th a t parents nay never reach an absolute stage of 

acceptance but th a t they are l ik e ly  to  experience 

p o s it iv e  fe e lin g s  in  a stop by step movement in  th a t 
d ire c t io n . S im ila r ly ,  Blacher (1984) po in ts  out th a t 

i t  is  im portant to  recognize th a t there is  not an 

abrupt end to  the stages o f parental reac tion .



Tho b e lie f  th a t adjustment is  not time-bound is  funda­
mental to  the second group o f th e o r is ts  such as W ikler 

et,a l_, (19B1) who found th a t parents o f mentally 

handicapped ch ild re n  experience chronic sorrow ra the r 

than some kind o f time bounded g r ie f  and eventual 

adjustment. The term "chronic sorrow” (Olshansky, 

19*2) re fe rs  to  a c l in ic a l p ic tu re  of the con tinu ing 
sadness experienced by parent* o f m entally handicapped 

ch ild re n  and creates stress and sadness over time. 
W ik le r e t ja l j  (1 9 til)  and Blacher (1984) have described 

S e a r!‘ s ideas th a t fe e lin g s  o f shock or g u i l t  never 
disappear but stay on as a pa rt o f the parents ' 

emotional l i f e .  Parents, in  S e a rl's  view, do not 

"a d ju s t to "  or "accept" the fa c t and conventional 
assumptions about progressive stages towards accep­

tance do not seem to  apply.

A th ir d  v a r ia t io n  in  understanding acceptance is  
provided by Hutt and Gibby (1965), who p re fe r to 

describe pa tterns o f parental behaviour which range 

from a more co n s tru c tive  form o f adjustment to  a more 

d e s tru c tiv e  and maladaptive form o f adjustment. They 

have grouped parental reactions in to  a number o f major 
ca tegories o f behaviour according to  the type o f 
acceptance o f the c h i ld 's  re ta rd a tio n . The three 
defined categories are:

I .  The accepting parent -  th is  category o f parental 
re a c tio n  may be regarded as being cons truc tive  and 
adoptive. The “accepting parent" acknowledges and 

accepts tho re a l i t y  of h is  c h ild 's  d is a b il i ty  in  a 
mature manner. Such an acceptance o f the c h ild  

leads to  many p o s itiv e  bene fits  fo r  the c h ild  and 
the fam ily  u n it .  The c h ild  is  accepted as he is  
and the parent perceives h is  own ro le  c le a r ly  and 

deals w ith  the c h i ld 's  problems in  a r e a l is t ic



I I .  The d isgu is ing  parent -  th is  category Includes 

modes o f behaviour which attempt to  disguise the 

c h i ld 's  co n d itio n . Such a parent perceives tha t 

there  ie  "something wrong" w ith  the c h ild  to  some 
ex te n t, but he cannot admit th a t the c h ild 's  

problem is  a re s u lt  o f lim ite d  in te lle c tu a l 

c a p a c itie s . Thus, ho may see the c h ild  h im se lf as 
being a t fa u l t  or as being a form o f punishment to  

h is  parent.

I I I .T h e  denying parent -  the parent who as a severe 

emotional re a c tio n  to  tho stress s itu a tio n , denies 

both to others and to  h im se lf the r e a l i t y  o f the 

c h i ld 's  d is a b i l i t y .  This pattern of behaviour may 

be a re s u lt  o f the general m aturity  leve l of the 

parent and h is  l i f e  h is to ry . For the immature 
pa ren t, g rea te r stress creates more extensive 

defensive reactions and consequent maladaptive 
behaviour.

F in a l ly ,  i t  must be noted th a t some researchers have 

produced c l in ic a l evidence to  suggest th a t parents of 

m enta lly  retarded ch ild re n , or sub-groups o f them, do 
not f i t  in to  any o f the conceptual frameworks 
discussed above. (Hewntt e t . a l . , 1970; Mart, 1970; 

Voysey, 1975; Kurtz 1977).

H art (1970), fo r  example, describes an a typ ica l group 

o f parents (h ig h ly  educated, in  a high socioeconomic 
s ta tus  and s tro n g ly  re lig io u s ly  orien ted) who had 

a lready a lte re d  the re a l i ty  o f th e ir  cond ition  so th a t 
they perceived themselves as being chosen, fo r  a 

sped id purpose, by God to  ra ise a special c h ild . 
These parents usua lly  emphasized the retarded c h ild 's  

good q u a lit ie s  and h is  special c o n tr ib u tio n  to  the 
fa m ily  l i f e .



I t  Is  o f p'-te th a t  Hewett fit . a l . ,  (1970); Voysey 
(197b) and r. (1977) found th a t tho vast m a jo rity  
o f iw ron ts  of v r^ ta U v  handicapped c h ild  do not 
d i f f e r  to  a g m t  exten t from parents of ord inary  
c h ild re n .

Hewett e t . a l . ,  (1970) re p o rt on some stud ies which 
c le a r ly  suggest th a t  reactions l ik e  anx ie ty , g u i l t  and 
re je c t io n  may also be genera lly found to  a marked 
degree in  parents o f normal ch ild re n , The common 
tendency to  re la te  these kind o f reactions s p e c if i­
c a l ly  and s o le ly  to  parents o f m entally handicapped 
ch ild re n  is  considered by those researc ,ers as 
c re a tin g  a completely biased and prejudiced im prersion 
o f  such ; ire n ts .

Hewett e t . n U 's  views are hacked by other researchers. 
For example, Kurtz (19 7 ') reports on Birenbaum’ s 
f in d ip j :  which showed th a t mothers o f young m entally 
r o t ,"3 - : ': c h ild re n  made an attempt to  maintain a normal 
app- . r r r j  fam ily  l i f e - s t y le ,  and th a t maintenance of 
such l i f e -  s ty le  scorned extremely im portant to  these 
fiK-th-. . S im ila r ly ,  Voysey (1975), when summing up 
her v-rv iows w ith  parents s ta te s : "O ve ra ll, the 
m a jo rity  o f parents cla im  th a t th e ir  disabled c h ild  
- ;s not had d e le te rious  e ffe c ts  on th e ir  fam ily  l i f e ” 

.2,;.
I ■ sum up, two main groups of approaches have been 
d- scribed : The f i r s t  and the most common approach
in d ica te s  th a t although parents o f m entally handi­
capped ch ild re n  cannot bo considered a homogeneous 
group, they do share some common reactions to  d is ­
a b i l i t y .  According to  the second approach, which is  
held by only a small number of researchers, although 
parents o f m entally handicapped ch ild ren  face some 
d i f f ic u l t ie s  as a re s u lt o f the c h i ld ’ s s itu a t io n ,  the 
reactions o f many o f them do not d i f fe r  a great deal 
from tho reactions o f parents of normal c h ild re n  and 
they tr y  to , and succeed in  m aintaining a 'norm al' 
l i f e  s ty lo  in  s p ite  o f th e ir  d V i ic u l t ie s .



-e r

2.1.3 The e f fe c t  o f parental reac tions  to  th e ir  m enta lly retarded 
c h ild  upon th e ir  a tt itu d e s  and fe e lin g s  towards him

Tho pro fessional l i te r a tu r e  stresses the importance o f 

mutual bonding between parents and in fa n t.  Howard (1978) 

mentions a small number o f stud ies which reveal th a t a 
m other's or fa th e r ’ s behaviour towards the in fa n t derives 

from personal fam ily  expariences, c u ltu ra l background, 

genetic endowment and previous pregnancies. These studies 
a lso  in d ic a te  th a t the in fa n t ’ s and paren ts ’ behaviour both 
co n tr ib u te  to  the establishm ent o f a l i f e  long re la t io n s h ip . 

When parents are depressed and anxious about th e ir  abnormal 

c h i ld 's  co n d itio n , i t  is  obvious th a t th e ir  in te ra c tio n  w ith  
him w i l l  be d is tu rbed. The mother, out o f her sense o f shame 
and g r ie f ,  may re je c t  the c h ild  and not respond to  h is ea rly  
attem pts to  communicate. She may handle him p e rfu n c to r ily  

and Is o la te  him from others as w ell as from enrich ing  

experiences.

According to  feder (1978) i t  is  d i f f i c u l t  fo r  parents o f a 

d isabled c h ild  to  perceive the p o s itiv e  aspects in  th e ir  

c h i ld 's  p e rs o n a lity . When the m other-ch ild  in te ra c tio n s  are 

s a tis fy in g  the mother w i l l  feel rewarded fo r  her e f fo r ts  and 
a rec ip roca l love re la t io n s h ip  is  e a s ily  fa c i l i ta te d .  How­

ever, when the c h ild  is  d i f f i c u l t  to  handle and h is  re ­

actions toward h is  mother are poor, a v ic ious  cycle  is  often 
se t in  motion as the c h ild  -  in  h is mother's eyes -  seems to 

be re je c tin g  the nether by h is  unresponsiveness. Thus, she, 

in  defense, o ften  unconsciously begins to foe) re je c tin g  o f 

the c h ild .  As a re s u lt o f th is  co n tin u a lly  unrewarding 

re la t io n s h ip , the mother m y f in d  h e rs e lf spending only the 
minimal amount o f time w ith  the c h ild .  Thus, the disabled 

c h ild  who often needs maximum and intense s tim u la tio n  I f  he 
is  to progress and become aware and responsive to  h is  

environment, g radually receives less and less s tim u la tion  
and becomes even less responsive and rewarding to  the im ther 

as h is o ve ra ll is o la t io n  and sensory de^ iv a tio n  Increases.

J ik  L.
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Cummings e t . a l . (1966) found 1n th e ir  study th a t mothers of 

m enta lly handicapped c h ild re n  c le a r ly  derive less pleasure 

1n re la t in g  to  th e ir  retarded ch ild re n  than in  re la tio n sh ip s  

w ith  th e ir  normal c h ild re n . The fa c t tha t they boar a burden 
o f anx ie ty , depression and c o n f l ic t  in  modulating h o s tile  
fe e lin g s  seems to  produce tendencies towards re je c tio n  of 

the retarded c h ild  a t the same time as overpro tection  is  
m anifested.

The abovementioned stud ies c le a r ly  reveal th a t the 
d i f f ic u l t ie s  in  the parental process o f adaptation have a 

negative Impact on paren ts ' a b i l i t y  to  f u l f i l l  th e ir  ro les 

in  regard to  th e ir  c h i ld 's  special needs. However, other 
s tud ies (M ic lae ls  and Schuman, 1962; H art, 1970; Hewett 
e t . a l . , 1970; Bnyley, 1973 and K urtz , 1977) suggest th a t on 

the whole, parents who are able to  ad just to  the fa c t of 

having a m enta lly retarded c h ild  develop a r e a l is t ic  

approach to  the c h ild  and arc able to  emphasize th e ir  

c h i ld 's  strengths and minimize h is  weaknesses. Accepting the 

c h ild  fo r  what he is  makes i t  easier fo r  these parents to 

overcome the day-to-day d i f f ic u l t ie s  of ra is in g  a m entally 
handicapped c h ild  and in  many cases parents even f in d  some 
advantages to  having such a c h ild .

2 .1 .4  The impact o f  fa m ily ana c h ild  charac te r is t ic s  on parental 
a d justment " t o  having a m entallyliandi'capped c h ild

Many stud ies on paren ts ' reactions to  the b ir th  o f a men­
t a l l y  handicapped c h ild  in d ica te  th a t there are d iffe rences 

between mothers' and fa th e rs ' reactions, the way they ad just 
to  the fa c t o f having such a c h ild ,  and to  th e ir  a tt itu d e  

towards the c h ild  h im se lf.

I t  seems to  be w idely agreed th a t fam ily and c h ild  charac­
te r is t ic s  also play an im portant ro le  and In fluence parental
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reactions to  n e rta l re ta rd a tio n  as w ell as on the paren ts '

a tt itu d e s  towards th e ir  c h ild .  In th is  connection the
fo llo w in g  elements w i l l  he discussed:

L  Mothers' versus fa th e rs ' reactions.

I I .  The fam ily  socioeconomic status and the paren ts ' leve l
o f  formal education.

I I I .  Parental re lig io u s  background.
IV . C h ild 's  age.

V. C h ild 's  sox.

V I. The se ve rity  o f the handicap or the cause of the 
mental re ta rd a tio n .

2 .1 .4 .1  Mothers' versus fa th e rs ' reactions

I t  is  commonly accepted th a t both mothers and fa thers

arc deeply a ffected  by the presence o f a m entally
handicapped c h ild  in  the fa m ily . Mothers, however, 

nave been found to  be more vulnerable (Cummings 

o t .a l. . ,  19bb; Cummings, 1976; Egan and Daneel, 1980; 
M a rg a lit and Raviv, 1983), since they carry a greater 

burden o f caring  fo r the c h ild  and often lack the 
adaptive advantage of spending much o f the day a t an 

ou tside  jo b , a s itu a tio n  which both In te rru p ts  the 

c o n tin u ity  o f s tre s s fu l contacts w ith  the c h ild  and 

provides an area fo r  s o lf-a c tu a llz a tlo n .

In th e ir  s tud ies, Cummings e t .a l . ,  (1966) and Cummings 

(19 /7 ) compared pa tte rns o f persona lity  t r a i t s  o f 
mothers o f d if fe re n t  kinds o f d e fic ie n t ch ild ren  and 
mothers o f normal c h ild re n . The same comparison was 

made in  respect o f the fa th e rs . Findings from these 

stud ies In d ica te  th a t  mothers of m entally regarded 

c h ild re n  d i f f e r  from those o f normal ch ild re n  in  the 

seven fo llo w in g  areas:



I .  Increased occurrence o f depressed fe e lin g s .

I I .  Increased preoccupation w ith  the involved c h ild .
I I I .  Increased d i f f ic u l t y  in  handling anger towards 

the  c h ild .

IV. Feelings o f increased possessiveness towards the 
c h ild .

V. Decreased sense o f maternal competence.
V I. Decreased enjoyment o f the c h ild .

V I I .  Feelings o f re je c tio n  towards the handicapped 
c h ild .

Crrric e t .a l ■, (1983) re fe r  to  evidence from studies 

which in  most cases were not able to  re la te  the 
m others' depressive re a c tio n , or th e ir  preoccupation 
t o  the  s e ve rity  o f the c h i ld 's  handicap, although 

mothers o f severely retarded ch ild re n  tend to  be more 

ove rp ro te c tive . I t  seems from a few e x is tin g  studies 

th a t  maternal education, and even more so maternal

age, are im portant fa c to rs  a ffe c tin g  mothers' fe e lin g s  

and a tt itu d e s  towards the mentally handicapped c h ild .  

"O lder mothers f e l t  th a t th e ir  increasing age made 

them move susceptib le  to  anxie ty and s tress , p a r t ly  

because they had less energy and re s ilie n c e  to  help 
them to  cope." (G lendinning, 1983, p .78).

As mentioned before, mothers o f m entally retarded

c h ild re n  have been found to  be more depressed and pre­
occupied compared to  fa the rs  o f such ch ild re n . I t  may 

be postu la ted th a t the mothers are more em otionally 
aware o f th e ir  fe e lin g s  o f depression and resentment 

and able to  express th e ir  fe e lin g s , while  the fa thers  
are less em otionally aware and less able to  express 

such fe e lin g s , or e lse they are h igh ly  defended 

aga inst revea ling  th e ir  true  fe e lin g s  (E-inal and



In th is  regard i t  is  in te re s tin g  to  note th a t women 

have been found to  be more accepting of handicapped 

ch ild re n  than are nan (Crnic e t . a l . ,  1983). Yet, when 
compared to  fa thers  o f normal ch ild re n , the fa the rs  o f 
m enta lly handicapped c h ild re n  demonstrated e ig h t 

c h a ra c te r is t ic s  th a t were d if fe re n t from those in  
fa th e rs  o f normal c h ild re n .

m , * ,

I . Were more depressed.

11. Were more preoccupied w ith  the involved c h ild .

I I I . Experienced decreased enjoyment o f the c h ild .

IV. Had decreased s e lf  esteem.
V. Experienced decreased Interpersonal s a tis fa c tio n

w ith  th e ir  w ife  and other ch ild re n .
V I. Had a need fo r  more order and ro u tin e .
V II . Were less a sse rtive .

V I I I . Had less sexual in te re s t in  the opposite sex.
(Cummings, 1976).

Howard (1978) suggests th a t the fa th e r, re la t iv e  to  
the  mother, has fewer oppo rtun ities  to  help h is  handi­

capped c h ild  d ir e c t ly ,  which leads to  fewer opportun i­

t ie s  to  counter-balance the sense o f loss, f ru s tra t io n  
and anger. Less co n fron ta tion  w ith  the c h ild 's  handi­
cap probably creates more psychological stress fo r  the 

fa th e rs  as much as i t  enables tnem to  run away from 

the d a ily  r e a l i t y  o f the c h ild .

The d iffe rences between mothers' and fa th e rs ' 

reac tions  to  th e ir  m entally retarded c h ild  ray create 

d i f f ic u l t ie s  because o f disagreements over the hand­
l in g  o f tho c h ild .  For example, spouse (usua lly  the 
fa th e r)  may blame the other one (usually the mother) 
fo r  being over-anxious or overpro tective  (McMichael, 

1971).



Glendinrnng (19U3) concludes her fin d in g s  about
mothers' and fa th e rs ' reactions to  th e ir  m entally 

handicapped c h ild  by s ta tin g  th a t in  each o f the two- 

parent fa m ilie s  th a t she studied, the fa th e r was the 

breadwinner fo r  the household, even when the mother
had a paid jo b . Conversely the mother took primary 
re s p o n s ib il ity  fo r  the care o f the c h ild  and the home. 

What was c ru c ia l,  c e r ta in ly  to  the mothers' experience 
o f s tress , was the amount o f f l e x ib i l i t y  in  these two 

ro le s . Sharing o f the various economic and domestic 

commitments between parents provides a be tte r
adjustment o f the parents to  the s itu a tio n  and enables 

coping pa tte rns to  emerge.

Socioeconomic sta tus and parents ' W e i  of education

The socioeconomic status and the in te lle c tu a l leve l o f 

the parents may a ffe c t  th e ir  a tt itu d e  to  mental 

re ta rd a tio n  and to  the c h ild .  Certain lower socio­

economic groups may place a greater value on physical 

a t t r ib u te s  than o ther groups. Occupations in  these 

groups may invo lve  manual labour and physical d is ­
a b i l i t ie s  may bo a grea te r disadvantage than in  groups 
where there are mare vocational a lte rn a tiv e s . Higher 

socioeconomic groups, on the other hand, tend to  place 

a g rea te r emphasis on education and in te lle c tu a l 

achievements. The le ve l o f education o f the parents in  

these fa m ilie s  is  o ften  higher and th e ir  expectations 

emphasise co g n itive  development. Children in  these 
fa m ilie s  whose handicap causes l im ita t io n  o f cogn itive  
s k i l ls  may fru s tra te  th e ir  parents because o f th e ir  
in a b i l i t y  to  achieve goals set fo r  them by the parents. 

(Feder, 1978; Chinn o t . a l . ,  1978; Drew e t . a l . , 1984).

However, Hart (1970) found th a t among parents w ith  an 

above-average leve l o f education and socioeconomic 

s ta tu s , there was a tendency to  consider themselves as



being chosen fo r  the special task o f ra is in g  a men­
ta l l y  handicapped c h ild .  These parents seem to  create
s itu a tio n s  which re s u lt  in  th e ir  own h o s t i l i t y  being 
d ire c te d  toward someone other than the c h ild .
In s p ite  o f th e ir  continu ing sorrow, most o f these 
parents consider caring  fo r  a retarded c h ild  as an
enobling experience and they feel th a t they have 
gained something -  usu a lly  in  terms o f th e ir  own
characte r development -  which otherwise they would 
have missed.
Using Fa rbe r's  d e f in it io n  o f c r is is ,  Gumz and Gubrlum 
(1972), sta te  th a t mothers o f retarded ch ild ren  who 
were of high socioeconomic sta tus tended to  react as 
i f  bereaved, w h ile  in  lower status mothers, ro le  
c r is is  and d i f f ic u l t y  in  organiz ing s e lf  concepts fo r  
an extended period o f time occurred.

Farber (1968) concludes h is research study by mention­
ing  th a t the h igher the socioeconomic sta tus o f the 
fa m ily , the g rea te r the impact on the fa m ily 's  
emotional reaction  when a c h ild  is  la b e lle d  as Ren­
ta l ly  re ta rded. For lower socioeconomic status 
fa m ilie s , the labe l o f re ta rd a tio n  matters less than 
the c h ilu -ca re  problems associated w ith  the co nd ition .

Parental re lig io u s  background

The re lig io u s  background may be a variab le  re la ted  to 
the degree o f the e f fe c t  of mental re ta rd a tio n  on the 
fa m ily  (Drew o t . a l . , 1984). For some who do not 
be lieve  in  God, the a rr iv a l o f a handicapped c h ild  may 
re in fo rc e  th e ir  d is b e lie f ,  or they may simply accept 
i t  as a medical fa c t w ithou t re la t in g  i t  to  arty p h ilo ­
sophical or re lig io u s  view.

However, other parents have said th a t prayer played an 
Im portant pa rt in  he lping them to  come to  terms w ith  
th e ir  c h i ld 's  co n d itio n . Some go so fa r  as to  be lieve



th a t God has given them th is  c h ild  to  challenge or 
te s t  th e ir  fa ith  or th a t they have been chosen because 
th e ir  fa i th  equipped them to  provide fo r  the special 
needs o f the c h ild  [H art, 1970; W orthington, 1982).

Deep re lig io u s  fa ith  can, however, be a drawback i f  a 
mother fe e ls  th a t she is  being punished fo r  some 
imagined fa u l t .  Fortuna te ly  the improvement in  under­
standing about the causation o f handicap means th a t 
most people re a liz e  th a t " i t  can happen to  anyone". 
Nevertheless in  a vulnerable s ta te  when the mother 
s u ffe rs  g u i l t  fe e lin g s , she may f in d  help and support 
from a m in is te r or a p r ie s t .  (Voysey, 1975; W orthing­
to n , 1982).

Zuk's (1959) study on mothers' g u i l t  fee lings  revealed 
th a t C a tho lic  mothers w ith  young ch ild ren  were more 
accepting than non-Catholic mothers w ith  o lder 
re ta rded c h ild re n . When C a tho lic  mothers were compared 
to  P ro tes tan t mothers, the former again seemed to  have 
less d i f f ic u l t y  in  accepting the rh i ld .  Some other 
stud ies mentioned by Farber (1968) suggest th a t 
r e l ig io n  is  an im portant fa c to r in  accepting the c h ild  
and th a t i t  sometimes a ffe c ts  the way parents t re a t  
th e ir  c h ild re n  ("The m artyr or chosen people syndrome", 
p .157).

Although there is  evidence th a t re lig io n  is  a fa c to r 
which has i t s  e f fe c t  on parental a ttitu d e s  towards the 
m enta lly re tarded c h ild ,  previous in ve s tig a to rs  have 
fa ile d  to explore and compare sp e c ific  b e lie f  systems, 
and th is  issue remains unclear.

C h ild 's  age

Accepting tho fa c t  th a t from the b ir th  o f the m entally 
handicapped c h ild  the process o f parental adaptation 
to  mental handicap and to  th e ir  p a r t ic u la r  c h ild



s ta r ts ,  i t  is  obvious to  assume th a t parents ' reac­
tio n s  w i l l  d i f fe r  according to  the c h ild 's  age.
In stud ies where the interview ed parents had very 
young c h ild re n , l ik e  those o f Backman (1983) ana 
Cummings e t .a l . (1966), the c h ild 's  age and sex bore 
no re la t io n s h ip  to  the amount o f stress f e l t  by 
mothers. However, researchers who Included in  th e ir  
sample c h ild ie n  o f d if fe re n t ages found evidence th a t 
paren ts ' a tt itu d e s  and fee lings  d if fe r  in  regard to 
the c h i ld 's  age, and sometimes also according to  h is 
sex. (Farber, 1968; Bayley, 1973; W orthington, 1982; 
G lendinning, 1983).

Most stud ies reveal th a t over the years a more re a l is ­
t i c ,  p ra c tic a l a t t itu d e  towards the c h ild  develops. A 
mother o f a t h i r t y  year o ld  m entally retarded daughter 
s ta tes "The only th in g  1 can say is  th a t you've got to  
accept i t .  I t ' s  hard, i s n ' t  i t ,  but you have to  accept 
i t "  (Bayley, 1973, p.186).

Worthington (1982) notes th a t when the other ch ild ren  
in the fam ily  grow up and become less dependent while  
the retarded c h ild  remains the only one who is  s t i l l  
dependent on the parents; he becomes so much a p a rt of 
the fam ily  th a t the parents never doubt th e ir  love fo r  
him and cannot imagine l i f e  w ithou t him. In fa c t many 
parents speak w ith  g rea t pride about the behaviour o f 
th e ir  ad u lt son or daughter and they feel th a t th e ir  
e f f o r t  and perseverance paid dividends. In sp ite  of 
the abovomontioned, when review ing the l i te ra tu re  on 
th is  issue one may fin d  th a t the most commonly held 
view is  th a t more fam ily  stress tends to  occur in 
fa m ilie s  o f o lder handicapped ch ild re n . (Farber, 1968; 
Fedor, 1978; Backman, 1983).

W ikler e t .a l (1981) compared social workers' and 
paren ts ' views in  regard to  d i f f ic u l t ie s  experienced



by parents as a re s u lt o f ra is in g  a m entally retarded 

c h i ld  a t home. The social workers tended to  over­

estim ate the d is tre ss  of the parents ' ea rly  exp e ri­
ences y e t,  they underestimated the d is tre ss  o f the 

la te r  experiences. Glendinning (1983) quotes a mother 
saying " I  could manage her when 1 was younger. 1 

d id n 't  get depressed as e a s ily  as I do now." (p .79).

I t  seems from the foregoing stud ies th a t the most 

common reaction  among parents o f o lder ch ild re n  is  
depression which according to  Olshansky (1962) is  

“ chron ic  sorrow" or w ith  regard to  the f in d in g s  of 
o ther stud ios can bo explained as a consequence o f the 

development o f a r e a l is t ic  approach to  the s itu a tio n .

C h ild 's  Sex

Beside Farber's  fin d in g s  (1960) th a t the a b i l i t y  of 

the fa th e r to  cope was re la te d  to  the c h i ld 's  sex and 
th a t mothers o f boys were confronted w ith  more severe 

problems, other stud ies in  th is  respect (Cummings 

e t .a l . .  1966; Backman, 1983; M arga lit and Raviv, 1983) 
could not f in d  s ig n if ic a n t re la tio n sh ip s  between 
c h i ld 's  sex and parents acceptance o f h is mental 

handicap.

N evertheless, Crnic o t . a l . (1983) re po rt th a t sex of 

the c h ild  was im portant to  m arita l in te g ra tio n , as 
re tarded male c h ild re n  had a more s ig n if ic a n t negative 

impact on the marriage.

The se ve rity  of the c h i ld ’ s handicap

The degree o f se ve rity  is  another Important variab le  

a ffe c tin g  parental reactions to  the c h ild  w ith  a 
handicap. A m ild ly  retarded c h ild  may have no 

d is tin g u is h in g  physical ch a ra c te r is tic s  th a t suggest



re ta rd a tio n , and i t  seems from studies th a t  the 
physical appearance o f the c h ild  is  im portant to  the 
paren ts . (Howard, 1978).

The m ild ly  retarded c h ild  may not only have a l l  the 
outward appearances o f a normal c h ild ,  but h is  
behaviour may also be more l ik e  than un like  th a t o f a 
normal c h ild .  When the parents feel th a t the c h ild  is  
not re jec ted  by the outside world i t  w i l l  help them to 
accept the c h ild  e a s ily  (Chinn e t . a l . , 1978).

According to  Begab (1963) the nature o f the c h ild 's  
behaviour as a re s u lt  o f h is  handicap w i l l  a lso 
In fluence  the a b i l i t y  o f the parents to  accept him. 
"Much depends on the fa m ily 's  d e fin it io n  o f acceptable 
behaviour" (P.55). Worthington (1982) supports th is  
contention by s ta t in g : "A c h ild  who is  o f pleasant 
temperament, co-operative behaviour and is  s o c ia lly  
acceptable is  usua lly  described as no trouble a t a ll 
o r a real b less ing , even though he may be severely 
retarded in  the in te lle c tu a l sense. On the other hand, 
those whose ch ild ren  d isp lay b iza rre  or w ild  behaviour, 
who have aggressive or hyperactive ou tbursts , who seem 
t o ta l ly  unresponsive to  the request o f others or 
p ro h ib it  outings fee l th e ir  liv e s  are dominated by 
s tre ss " (p .43).

Another opinion on the degree o f seve rity  and i t s  
impact on parental acceptance o f the c h ild 's  problem 
has been suggested by Chinn e t . a l . (1978). They found 
th a t although the in i t i a l  e ffe c t o f the more severely 
handicapped c h ild  on h is  parents is  great, the fa c t 
th a t in  many cases the parents arc aware o f the 
problem a t an e a r l ie r  stage helps them to  ad just to 
i t .  Conversely, when the parents are aware th a t some­
th in g  is  wrong, but are only a t a la te "  stage, faced 
w ith  a f in a l d iagnosis, the process of adjustment th a t 
they have to  go through may be even harder.
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To sum up: I t  seems th a t the nature of the c h ild 's  

problem and the way i t  influences h is behaviour 
in fluences parents adjustment to the s itu a tio n  and 

th e ir  a ttitu d e s  to  the c h ild  more than the degree o f 
s e v e r ity  per se.

The fin d in g s  o f the present study in  ■ gard to  the 

former discussed issues are introduceu in  the next 

section  of th is  chapter.

2.2 FINDINGS OF THE PRESENT RESEARCH STUDY

2 .? J  In tro d u c tio n

This section introduces the fin d in g s  o f the research study in  

regard to  the process o f parental adaptation and i t s  impact on 
pa ren ts ’ a tt itu d e s  toward th e ir  c h ild .  The section w i l l  be divided 

as fo llo w s :

I .  A comparison between the parents o f the younger and the 
o ld e r c h ild re n  (Group A versus Group 8).

I I .  A comparison between mothers and fa th e rs .
I I I .  A comparison between mothers and fa thers in  regard to  

c h i ld 's  age (mothers A versus mothers 6, fa thers A versus 
fa th e rs  H),

IV , A comparison o f mothers versus fa thers  w ith in  groups A and
n.

V. The Impact o f c h ild  and fam ily  ch a ra c te ris tics  on the 
parental process o f adaptation to  the c h ild  and parents 

a tt itu d e s  towards him.

The presenta tion  includes re s u lts  of both research to o ls  -  the 

QRS and the in te rv ie w  schedule.

. .aU&jBU



A comparison between parents o f  the younger and the o lde r
c h ild re n  (Group A versus Group B)

E igh t out o f  the f if te e n  QRS scales deal w ith  Issues ./hich 

may be re la ted  to  Vie sub ject o f parental acceptance o f the 

c h i ld 's  mental handicap and the in fluence o f the handicap on 

the  parents' fe e lin g s , behaviour and a tt itu d e  towards the 
c h ild .  The e ig h t scales compose o f two pa rts . F ir s t ly  there 

are scales which deal w ith  the in fluence ot the c h ild 's  
problem on the paren ts ' views about th e ir  way f t  l i f e ,  tn e ir  

fe e lin g s  towards themselves and the c h ile  am  th e ir
behaviour as a re s u lt o f the c h i ld 's  problem.

The scales are:

1. Poor health/mood.
2. Excess time demand.

3. Negative a tt itu d e s  towards index case.
4. Overprotection/dependency.

6. Overcommitment/martyrdom.
7. Pessimism.

Secondly, there  arc two scales which cover ;;.i-ants '

views on the c h i ld 's  problems a r is in g  from K: ; .s c ia l

s itu a tio n .

The scales are:

11. Physical in ca p a c ita tio n .

IS. D i f f ic u l t  p e rsona lity  c h a ra c te r is t ic  ,

Results fo r  scales 1> 2, Z,  4 , G and 7 are prer,c-nted 1n
Table 9.
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T 'b i .  :

> A versus Group B 
the (

Group A Group B
SD Of F Mean SD Of P

1. Poor Health/Mood 3.1 2.3 105.3 0.1 3.8 2.6 109 0.1
2. Excess time demand 4.6 2.5 106. 0.7 4.5 2.3 106 0.7
3. Negative a tt itu d e s  

towards idex case 9.6 3.5 105.5 0.2 8.8 3.0 106 0.2
4. O verprotection/

Dependency 5 5 1.9 90. 0.3 5,9 2.7 102 0.3
b. Overcommitment/ 

Martyrdom 3.7 0.9 108 0.9 3.7 1.1 109 0.9
7. Pessimism 3.0 2 .2 99.4 0.01 4.1 2. 100 0.01

N=58 N=54
Results from the comparison between the two groups reveal th a t the 
d iffe rences in  scales 1, 2, 3, 4, 6 are not s t a t is t ic a l ly  s ig n i f i ­

can t. However, the mean scores fo r  Group A In  2 and 3) are higher 

compared to  Group B. This suggests th a t the c h ild 's  problem has 
s l ig h t ly  more o f an Impact on the fe e lin g s , way o f l i f e  and 
behaviour o f the parents o f the younger ch ild ren  compared to  the 

parents o f the o lder ones. With regard to  pessimism (scale 7) which 

is  also re la te d  to  th is  sub jec t, i t  is  demonstrated th a t the 
d iffe re n ce  between the groups is  s ta t is t ic a l ly  s ig n if ic a n t (p®0.01). 
The parents o f the o lder ch ild re n  are more pess im is tic  compared to  

the  parents of tho younger ones. This is  the only aspect in  which 
the in fluence  o f the c h i ld 's  s itu a tio n  is  stronger fo r the parents 

o f the older ch ild re n .
A comparison o f tho QRS scales which re la te  to  parents ' views on the 
c h i ld 's  special problems is  presented in  Table 10.
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Table 10

Means, SO, Of, ard P ro b a b ilit ie s  fo r  Group A versus Group 8 
according to  Scales 11, 18 o f  the QRS ( t  te s t)____________ _

Group A Group 8
Scale Mean SU Df P SO Df P

11. Physical
in ca p a c ita tio n 5.1 2.3 101.2 0.0001 1.7 107 0.0001

15. D i f f ic u l t  
persona lity  
ch a ra c te r is tic s i3 .« 4.2 90.W 0.0001 10.( 3.4 97 0.0001

N=58 N=54

A comparison o f the paren ts ' views on the c h i ld ’ s s itu a tio n  and his 

special problems according to  the two groups reveals tn a t the 
d iffe rences  in  both scales (11 and 15} which re la te  to  th is  area are 

h ig h ly  s ta t is t ic a l ly  s ig n if ic a n t (p” 0.U001), Parents o f the younger 
ch ild re n  arc more in tense ly  aware o f th e ir  c h ild 's  physical 
in ca p a c ita tio n  and d i f f i c u l t  p e rsona lity  c h a ra c te ris tics  compared to 

the parents o f the o lder ch ild re n .

When responding to  the schedule the parents were asked to  re c a ll the 
i n i t i a l  period when they suspected th a t the c h ild  had a problem or 
they were to ld  about i t .  For a comparison between the younger and 

the o lder paren ts ' in i t i a l  reac tions , see Table 11.



Table 11

Frequencies o f tim ing  o f parents 1 f i r s t  suspicions o f the 
c lrH a 's  problem by groups (A 8 B) ( in  percentages)

Timing o f p a ren t's  suspicion Group A Group "

1 . I  d id n 't  suspect anything. 44.0 51.8
2. During pregnancy. 1.7 3.6
3. A t b ir th  c r a few days a f te r . 15.5 13.3
4. A fte r  4 - 8  months. 20.8 20.3
5. From 1 - 2  years. 15.5 5.5
6. From 3 - 4  years. 5.5
/ . When the c h ild  had to  go to

school.
.............. .... .................... T o t j l ..................... i 100,0

Results show th a t the parents o f the younger ch ild ren  reca lled 
le a rn in g  about the problem, a t an e a r l ie r  stage than did the parents 
o f  the o ld e r ch ild re n , tore o f  the younger ch ild re n  were tested 
before the diagnosis was made, in  most cases by a physic ian, than 
were the o lder c h ild re n . (See tab les 8A, 9A in  Appendix 4 ).

Parents ' in i t i a l  reactions to  the c h i ld 's  diagnosis are presented in  
Table 12.

Frequencies o f paren ts ' i n i t i a l  reactions to  the c h ild 's  
diagnosis by groups (A & B) ( in  percentages)___________

Parents' reaction Group A Group B

1. I knew something was wrong and 
was upset.

2. Shocked, c o u ld n 't be lieve  i t .
3. Confused, f e l t  bad about the way

they to ld  us, was angry.
4. Upset but accepted i t  a fte r

-ometime.
5. 1 was w orried .

5.1
45.5

17.2

31.2

7.4
44.6

14.8

27.7
5.5

100.0 . . jp o .o .
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As the d iffe rences are less than 10% they cannot be considered 
meaningful. Results reveal th a t many o f the parents 1n both groups 
were shocked and could not be lieve  th a t th e ir  c h ild  could be 
la b e lle d  as m entally re tarded. However, when the parents were asked 
to  describe th e ir  cu rren t fe e lin g s , there were some marked 
d iffe rences  between groups as presented in  Table 13.

Table 13

Frequencies o f paren ts ' cu rre n t reactions towards the c h ild 's  
handicap by groups (A & B) ( in  percentages)__________________

Parents' reaction Group A Group B

1. The c h ild  w i l l  grow out o f i t . 25.8 1.8
2. I  have accepted. The c h ild  w i l l

improve. 48.5 37.0
3. You have to  accept i t . 15.5 37.0
4. 1 am w orried about the fu tu re . 6.8 20.5
5. I t  has changed my l i f e s t y le . 1.7
6. I t  has enriched our fa m ily  l i f e . 1.7 3.7

Total 10'J.u 100.0
N=58 N=54

This ta b le  re f le c ts  th a t among the parents o f the younger ch ild ren  
there  were some who s t i l l  believed th a t "the c h ild  w i l l  grow out of 
i t " ;  only a few o f the parents o f the o lder ch ild ren  had the same 
hope. The op tim is ts  among the parents o f the o lder ch ild ren  d id  not 
lose hope fo r  improvement, but many o f them reacted w ith  "you have 
to  accept i t " .

When asked about the tim ing  o f sharing th e ir  problems w ith  other 
people, and whom they chose to  t e l l  about i t ,  there were no marked 
d iffe rences  between the groups. The m a jo rity  o f the parents to ld  the 
re la t iv e s  immediately a fte r  they learned about the c h ild 's  problem. 
The parents o f the o lder c h ild re n , more than the other group, 
reported th a t the re la t iv e s  were i n i t i a l l y  shocked but learned to 
accept i t .  On the other hand, the parents o f the younger ch ild ren  
f e l t  th a t ,  l ik e  themselves, the re la t iv e s  were shocked and i t  was 
hard fo r  them to  accept the fa c t .  (See Tables 10A, 11A in  the 
Appendix 4 ).



2.2 .3  A comparison between mothers and fa thers

A comparison between mothers and fa thers  according to the 
e ig h t re levan t QRS scales d id  not reveal any s t a t is t ic a l ly  

s ig n if ic a n t d iffe rences fo r  any o f the scales. I t  seems th a t 

the paren ts ' views on these subjects are q u ite  s im ila r .  (See 

Table 12A in  Appendix 4 ). However, when responses to  the 
schedule were analysed the reactions o f the two parent 

groups to  the in fo rm ation  received from the physician 
d if fe re d . (See Table 14).

Table 14

Frequencies o f mothers versus fa thers i n i t i a l  reactions 
to  the c h i ld 's  d iagnosis  ( in  percentages)

Parents' reaction Mothers Fathers

1. I Knew something was wrong
and was upset. 8.3 3,8

2. Shocked, c o u ld n 't  be lieve  i t . 53.3 36.5
3. Confused, f e l t  bad about the

way they to ld  us, 1 was angry. 18.3 13.4
4. Upset but accepted i t  a f te r

sometime. 18.5 42.5
5. 1 was w orried 1.6 3.8

100.0 100.0
N=60 N=52

Results reveal th a t mothers more so than fa thers  reported 
being shocked and unable to  be lieve  i t ,  w h ile  fa thers 
reported more about fe e lin g  upset and coming to  accept i t  
a f te r  some time.

When asked about th e ir  cu rre n t fe e lin g s  there were no marked 

d iffe rences between the parents. A large group o f mothers 

and fa thers  reported th a t they accepted the fa c t  and hoped 
tha t the c h ild  would Improve (See Table 13A in  Appendix 4).
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Results show no marked d iffe rences  about the tim ing  o f when 

parents f e l t  th a t they were able to  confide th e ir  problem 
to  others and also in  whom to  con fide . They also f e l t  

re la t iv e ly  the same about the reactions o f the people w ith  
whom they chose to  share th e ir  fe e lin g s . A la rge  group of 

parents reported th a t they had to ld  th e ir  own parents or 

s ib lin g s  im e d ia te ly  a f te r  they heard the news. The fa thers 

more than the mothers f e l t  th a t th e ir  re la t iv e s  accepted the 

fa c t  and were supportive. (See Tables 14A and ISA in  
Appendix 4 ).

2 .2 .4  A comparison between mothers and fa the rs  in  regard to  
c h ild ' s age.

2 .2 .4 .1  A comparison between mothers o f Group A versus mothers 
o f  Group 8.

When mothers o f Group A were compared w ith  mothers of 
Group B there were no s ta t is t ic a l ly  s ig n if ic a n t 

d iffe rences  in  f iv e  o f the six. QRS scales re la t in g  to  
p a rt I  (pa ren ts ' fe e lin g s  and behaviour towards the 

c h i ld ) .  In scale 7-pessiinism -  the d iffe rence  between 
the two groups o f mothers is  s t a t is t ic a l ly  s ig n if ic a n t 

(p=-0.05). Group B‘ s mothers are more pess im is tic .

In  the two scales concerning the parents ' views on the 
c h i ld 's  in ca p a c ita tio n  (scale 11) and d i f f i c u l t  perso­

n a li ty  c h a ra c te r is tic s  (scale 15), the d iffe rences are 
also s ta t is t ic a l ly  s ig n if ic a n t.

Scale 11 -  p=0.0001

Scale 15 -  p=C,002



Table 15, presents fu r th e r In form ation 1n regard to the above- 
mentioned re s u lts .

Table 15

Means, SO, D f, and P ro b a b ilit ie s  fo r  mothers o f Group versus 
mothers o f  Group B according to  scales 1 ,2 ,3 ,4 ,5 ,7 ,11 ,1 5  o f the 
ORS ( t  te s t)____________  __________  ___________________

Mothers A Mothers B
51) Df P SO D- P

1. Poor Health/Mood 3.2 2.3 54.7 3.2 4.1 3.0 57 0.2
2. Excess time demands 4.7 2.7 53.7 3.4 5.2 2.1 56 0.4
b. Negative a ttitu d e s  

towards index case 9.9 3.9 55.0 3.1 8.6 3.1 57 0.1
4. O verprotection/

Dependency 5.5 1.8 48,2 3,4 6.0 2.8 55 0.4
6. Overcommitment/

Martyrdom 3.7 1.8 54.9 3.6 3.8 1.0 1 0.6
7. Pessimism 3.0 2.5 52.0 0.05 4.1 1.9 54 0.05
11 Physical

in ca pac ita tion 5.3 2.5 49.8 3.0001 2.6 1.7 56 0.0001
15 .D i f f ic u l t  

persona lity  
ch a ra c te r is tic s 13.3 4.1 50.0 3,002 10.0 3.5 52 0.002

N«=30 N*30

Results regarding mothers’ a tt itu d e s  towards the c h ild 's  handicap 

reveal th a t mothers o f the younger ch ild re n  experienced the e ffe c t 

o f  the c h i ld 's  physical in ca p a c ita tio n  and d i f f i c u l t  persona lity  

ch a ra c te r is t ic s  on th e ir  d a ily  l i f e  more acutely than mothers o f 
o lder ch ild re n .



2 .2 .4 .2  A comparison o f fa thers  o f Group A versus fa thers o f 
Group 8.

Results o f the comparison between the fa thers  in  both 
groups show th a t in  the s ix  QRS scales re la t in g  to the 
Impact o f the c h i ld 's  problem on the paren ts ' fe e lin g s  
and behaviour, the d iffe rences between the two groups 
o f  fa the rs  are not s t a t is t ic a l ly  s ig n if ic a n t but in  
the two scales concerning the c h i ld 's  physical 
in ca p a c ita tio n  (11) and d i f f i c u l t  persona lity  
c h a ra c te r is t ic s  (15), the d iffe rences  are 
s t a t is t ic a l ly  s ig n if ic a n t.
Scale 11 -  p=0.QQOl 
Scale 15 -  p=>0.01

Fathers o f the young ch ilo re n  score higher in  these 
two sca les. (See Table 16A in  Appendix 4 ).

? .? .5  A comparison o f mothers versus fa thers  w ith in  Groups A and tt

2 .2 .S .1  Mothers A versus Fathers A

A comparison between mothers and fa thers  in  Group A 
d id  not reveal s ta t is t ic a l ly  s ig n if ic a n t d ifferences 
fo r  any o f the QRS scales discussed in  th is  chapter. 
I t  seems th a t ti.e experiences o f the parents o f the 
young c h ild re n  are s im ila r  when i t  comes to these 
issues. (See Table 17A In Appendix 4 ).

2 .2 .b .2  Mothers 0 versus Fathers 8

A comparison between the parents w ith in  Group G gave 
almost the same p ic tu re  as Group A.
The experiences o f both parents were s im ila r  regarding 
these issues except fo r  scale 2 (Excess time demand), 
in  which the d iffe re n ce  is  s t a t is t ic a l ly  s ig n if ic a n t 
(P=G.02) The mothers more than the fa thers o f the 
o ld e r c h ild re n  s t i l l  f e l t  th a t they had to spend a lo t  
o f  time w ith  th e ir  c h ild  in  sp ite  o f h is o lder age. 
(Sec Table 1BA in  Appendix 4 ).
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2.2 .6  The Impact o f c h ild  and fam ily  c h a ra c te r is tic s  on the
parental process o f  adaptation and a tt itu d e s  to  the c h ild

This section  includes re su lts  o f the research study in  

regard to  the impact o f c h ild  and fam ily ch a ra c te r is tic s  on 
parenta l acceptance o f the c h i ld 's  problem, and on th e ir  

a tt itu d e  to  the c h ild .  The fo llow ing  c h a ra c te ris tic s  w i l l  be 
discussed:
I .  C h ild 's  sex.
I I .  The causation o f the mental re ta rda tion  and the 

c h i ld 's  physical co nd ition .
I I I .  C h ild 's  b ir th  order.
IV . Parents ' leve l o f  formal education.
V. Parents ' occuption.
V I. Parents' re lig io u s  background.
V I I .  The existence o f a m enta lly handicapped re la t iv e  in 

the fam ily  (beside the c h ild ) .

2 .2 .6 .1  C h ild 's  Sex

In respect to  c h ild re n 's  sex. i t  must be kept in  mind th a t 
there were more males among the o lder ch ild ren  and tha t 

t h is  m ight have an In fluence  on the re s u lts  discussed 
below, A comparison between parents o f males and females 

in  regard to  tim ing o f the i n i t ia l  learn ing  about the
c h ild 's  problem is  presented in  Table 16.

Table 16

Frequencies o f answers to  the question: "When was the 
f i r s t  time you were to ld  th a t your ch ild  is  m entally 
handicapped?" by c h i ld 's  sex, ( in  percentages)______

Answer Males'
Parents

Females'
Parents

I .  A t b i r th  o r a few days a f te r . 13.6 32.6
2. When the c h ild  was 4-8 mths o ld . 33.3 26.0
3. When the c h ild  was 1-2 y rs  o ld . 27.3 21.7
4. When the c h ild  was 3-5 yrs  o ld . 6.2 13.2
5. When the c h ild  was 6 o r more

years o ld . 19.6 6.5
Total 100.0 100.0

N=66 N=46



Results show th a t parents o f females le a rn t about th e ir  
daughters' problem a t an e a r l ie r  stage than parents o f 

males. However, the parents o f females f e l t  th a t they had 

a less d e ta ile d  diagnosis, while  more males' parents 

received the in fo rm ation  th a t the c h ild  had no fu tu re  and 

he would d ie  young. (See Table IDA in  Appendix 4 ).

P arents ' i n i t ia l  reactions to  the c h ild 's  diagnosis seem 

to  d i f f e r  in  regard to  h is  sex. The re su lts  are presented 
in  Table 17.

Table 17

Frequencies o f paren ts ' i n i t i a l  reactions to  c h ild 's  
d iagnosis by c h i ld 's  sex ( in  percentages)___________

---------M m t s  te T c 't lo r  ..... Males'
Parents

Females'
Parents

1. I knew th a t something was
wrong, and was upset 9.2 2.7

2. Shocked, c o u ld n 't be lieve  i t 48.4 41.3
3. Confused, f e l t  bad about the

way they to ld  us. I  was angry. 1(3.7 15.2
4. Upset, but accepted i t  a fte r

some time. 21.2 40.3
5. !  was worried 4.5 0.5

IUQ.0 100.0
N=66 IMG

I t  seems th a t genera lly i t  was easier fo r  the female's 

parents to  accept th e ir  c h i ld 's  diagnosis, y e t among them 
there  wore s t i l l  parents who believed th a t the c h ild  "w ill 
grow out o f i t " ;  w h ile  w ith  the males, parents' i n i t i a l  

reac tion  was d is b e lie f and shock, although over time they 

devcloped a more r e a l is t ic  a tt itu d e  towards the s itu a tio n . 

(See Table 20A in  Appendix 4 ).

When tho parents shared th e ir  problem w ith  o thers, the 

reac tions  of tho people who received th is  Inform ation were 

a lso qu ite  s im ila r , y e t more parents o f g ir ls  f e l t  th a t th e ir  

re la t iv e s  and friends  accepted the fa c t e a s ily  (See Table 21A 

in  Appendix 4 ).
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2 .2 .6 .2  The cause o f the c h i ld 's  mental re ta rd a tio n  and his 

physical cond ition

The cause o f tho c h i ld 's  mental re ta rd a tio n  may a ffe c t 
some o f the paren ts ' perceptions o f how they le a rn t about 

the c h i ld 's  problem.

The tim ing  o f parenta l suspicions about the c h i ld 's  

problem seems to  he influenced by the causation o f the 

c h i ld 's  mental re ta rd a tio n , as can be seen In  Tabic IS.

Table 18

Frequencies o f tim ing  o f paren ts ' f i r s t  suspicions o f the 
c h i ld 's  problem, by the cause o f the mental re ta rda tion  
( in  percentages)

Timing o f Paren t's  Suspicion Unknown Genetic
d isorders

B ra ir
Damage

1. I d id n 't  suspect anything 55.5 56.3 33.3
2. During pregnancy 4.8 2.7
1. A t b ir th  or a few days

0.3 19.5 13.8
2. A fte r  4 - 8  months 5.5 12,2 33.3
3. From 1 -  2 years 27.7 4.8 13.8
4. From 3 - 4  years 5.5 2.4 2.7
5. When the c h ild  has to  go

to  school 5.5 0.4
Total 100.0 100.0 100.0

N=18 IN ?  N=36 
Results reveal th a t many o f  the parents o f ch ild ren  w ith  
genetic disorders and mental re ta rda tion  o f unknown a e tio ­

logy d id  not suspect th a t something was wrong w ith  the 
c h ild ,  w h ile  parents o f bra in  damaged ch ild ren  more than 
o ther parents d id  suspect something was wrong w ith  the 

c h ild  as a re s u lt o f h is slow development. The m ino rity  o f 

parents o f c h ild re n  w ith  genetic d isorders and mental 
re ta rd a tio n  o f unknown ae tio logy who did suspect a problem 
developed th is  fo o lin g  as a re s u lt o f the fa c t th a t the 

c h ild  looked s ick  or d if fe re n t  or because o f h is  slow 
development. (See Table 22A in  Appendix 4 ).
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The causation o f the c h i ld 's  mental re ta rd a tio n  bore a 

re la t io n s h ip  to  the time when the parents were f i r s t  
confronted w ith  the diagnosis. The d iffe rences in  tim ing 

are presented in  Table 19.

Table 19

Frequencies o f answers to  the quest1on:"Wlien was the f i r s t  
time you were to ld  th a t your c h ild  is  mentally retarded?" 
by cause o f the mental re ta rd a tio n , ( in  percentages)______

Answer Unkhowr Genetic
d is ­

orders

Grair

damage

1. A t b ir th  or few days a f te r .
2. When the c h ild  was 4-8 mths.
3. When the c h ild  was 1-2 y rs .
4. ’when the c h ild  was 3-5 y rs .
5. When the c h ild  was 6 or more.

5.5
11.3
33.3 
22.2 
27.7

41.4 
34.3
19.5 
4,8

16.6
33.5
30.5 

5.6
13.8

Total lUQ.ti i'uu.t) lUO.b
N=18 N»41 N=36

The f i r s t  to  be to ld  were the parents o f ch ild ren  w ith  
genetic d isorders, w h ile  in  cases whore tho reasons were 

unknown, i t  took three or more years u n t il many o f the 

parents received an i n i t i a l  diagnosis.

Parents o f ch ild re n  w ith  mental re ta rd a tio n  o f unknown 
ae tio lo g y  more than others were to ld  th a t the c h ild  was 

"slow  but w i l l  grow out o f i t " .  They were also to ld  th a t 

the c h ild  would need special schooling. The words “mental 

re ta rd a tio n "  were mentioned more frequen tly  when the c h ild  

su ffe red  from bra in  damage or genetic d isorders, (See 

Table 23A in  Appendix 4 ).

Parents' reaction  when they f i r s t  le a rn t about the c h ild 's  

problems seem d i f f e r  according to  the cause o f the
mental re ta rd a tio n , as shown in  Table 20.

i.
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Table 20

Frequencies o f paren ts ’ I n i t i a l  reactions to the c h ild 's  
diagnosis, by the cause o f tho 'nontal re ta rda tion  ( in  
percentages)_____________ ___ ___________________________

Reaction Unknown Genetic
dis

orders

Bra in

damage

1. I knew something was wrong,
and was upset. 11.3 11.1

2. Shocked, c o u ld n 't be lieve  i t 33.3 63.5 33.3
3. Confused, f e l t  bad about the

way they to ld  us. Was angry. 16.6 14.6 11.1
4. Upset, but accepted i t

a f te r  sometime. 38.3 21.9 36.2
S, I  was w orried . 8.3

Total 100.0 100.0 100.0

The paren ts ' i n i t i a l  reaction  when learn ing about the 
c h i ld 's  re ta rd a tio n  d if fe r s  according to  the cause of 
mental re ta rd a tio n . In cases were the reason was unknown 

the parents tended to  accept the facts  irore e a s ily . The 
parents o f c h ild re n  w ith  genetic disorders were most prone 

to  be shocked, and could not believe i t ,  but over the 
years some o f them became more re a l is t ic  and learned to  

accept the fa c t .

When asked about th« reactions o f people w ith  whom they 

decided to  share th e ir  problems, parents o f ch ild ren  who 
s u ffe r  from genetic disorders f e l t  more than other parents 
th a t they were accepted by th e ir  re la tives, and fr ie n d s . 

Parents of b ra in  damaged c h ild re n  reported about being 

supported by th e ir  re la t iv e s  and fr ie n d s  {See Table 24A in  
Appendix 4 ). In add ition  to  the causation of the c h ild 's  
mental re ta rd a tio n , h is physical cond ition  also in fluenced 
paren ts ’ a tt itu d e s  toward him and th e ir  a b i l i t y  to  accept 

tho s itu a tio n .



Parents who had perceived th e ir  c h ild 's  physical cond ition  
as f a i r  tended to  suspect th a t there was something wrong 

i , iu i  him e a r l ie r  than parents wno had perceived th e ir  

c h i ld 's  physical cond ition  was good. Those parents who 
reported  ' f a i r '  physical cond ition  f e l t  th a t the c h ild  

looked strange or was very s ic k , whereas the ch ild ren  in 
'good1 hea lth  only gavo r is e  to  th e ir  paren ts ’ concern 

when th e ir  development was slow. (See Table 2SA in  

Appendix 4 ).

The impact o f the c h i ld 's  physical co n d itio n  on the 

p aren ts ' I n i t i a l  reaction  to  the diagnosis is  presented in 

Table 21.

Table 21

Frequencies o f paren ts ' in i t i a l  reactions to  the c h ild 's  
diagnosis, by the c h i ld 's  physical condition
ik-EETESiyEti  ______ ______ ____

Good F a ir
Reaction physical physical

cond ition cond ition

1. I  knew something was wrong,
and was upset. 5.7 8

?. Shocked, c o u ld n 't be lieve  i t 43.5 52
3. Confused, f e l t  bad about the

way they to ld  us. Was angry. 13.? 24
4. Upset, but accepted i t

a f te r  sometime. 33.ti 16
b. I  was w orried . 3.4

100,0 100

N=87 N=25
Results r e f le c t  th a t the parents whoso c h ild re n 's  physical 
co n d itio n  war. f a i r ,  wore genera lly shocked or could not 
be lieve  the bad nows. They also f e l t  confused about the 

way they were to ld  about the c h i ld 's  problem. Wien the 
c h i ld 's  physical cond ition  was good i t  seemed to  help the 
parents to  accept the s itu a tio n , nevertheless some o f them 

were w orried about th e ir  c h i ld ’ s fu tu re .



In considering the re s u lts  in  regard to  c h i ld 's  b ir th  

o rder, i t  must be noted th a t there are more th ird  or 

subsequently born ch ild re n  among the o lder group. Findings 

o f the study reveal th a t the c h i ld 's  b ir th  order had no 

marked e f fe c t  on paren ts ' i n i t i a l  reactions wnen they 
f i r s t  le a rn t about the c h i ld 's  problem. A la rge  group of 

them were shocked regardless o f the c h i ld 's  b ir th  order. 

(See Table 2bA in  Appendix 41.

When asked about th e ir  cu rren t feeMngs, the parents of 
the f i r s t  born c h ild  seemed to  bo more o p tim is t ic  about 

improvement in  the c h i ld 's  s itu a tio n  than parents o f tne 

th ird  or subsequently horn ch ild ren  who mentioned "you 

have to  accept i t "  and focused on th e ir  worries about the 
fu tu re . (See Table 27A in  Appendix 4 ).

Parents' leve l o f formal education

Results o f a comparison according to  the paren ts ' leve l of 
formal education d id  not show any marked d i f fe r c c e  

between parents w ith  lower or higher education w ith  regard 
to  the time th a t they f i r s t  suspected th a t there was 

something wrong w ith  the c h ild . However, the more h igh ly  
educated parents reca lle d  th a t they were to ld  about the 

problem a t an e a r l ie r  stage (a t b ir th  or a few months 

la te r )  w h ile  the parents w ith  lower education re ca lled  
being to ld  only when the c h ild  was s ix  or more years o ld . 

(See Tables 2»A, ?9A in  Appendix 4 ).

The more h igh ly  educated parents m otioned more frequen tly  
th a t when they f i r s t  heard about the c h ild 's  problem, they 

re c a lle d  being shocked and th a t i t  was hard fo r  them to 
accept I t .  (See Table 22).
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Table 22

Frequencies o f parents ' i n i t i a l  reactions to the c h ild 's
d iagnosis, by th e ir  le ve l o f formal education
( in  percentages]________________________________________

Parents1 reaction
M atric

M atric  
and Post

1. I knew something was wrong,
and was upset. 3.2 9.8

2. Shocked, c o u ld n 't be lieve  i t . 39.3 52.9
3. Confused, f e l t  bad about the

way they to ld  us. Was angry. 18.3 13.7
4. Upset, but accepted i t

a f te r  sometime. 36.0 21.7
5. I  was w orried . 3.2 1.9

Total 100.0 100.0
N=61 N=51

I t  seems from the re s u lts  tha t fo r parents w ith  lower 

education i t  was much eas ie r to accept the fa c t o f having 

a mentally handicapped c h ild .  These parents were also more 

o p tim is t ic  about the a b i l i t y  o f the c h ild  to improve. When 
asked about the reactions o f the people w ith  whom they 
decided to  share the problem, the parents w ith  lower leve l 
o f formal education f e l t  th a t th e ir  re la tiv e s  and friends  

were supportive to  a grea te r extent than did the more 

h ig h ly  udu ateti parent'... (See Table 30A In  Appendix 4 ).

Parents' occupation

A comparison between working mothers and housewives 

revealed th a t more o f the working mothers than the house­
wives suspected tha t something was wrong w ith the c h ild . 
The ir suspi ons arose from the c h ild 's  slow development. 

(See Table 31A in  Appendix 4 ).

D ifferences in  mothers' I n i t ia l  reactions to the c h i ld 's  
diagnosis can be noted in  Table 23.



Frequencies o f mothers' i n i t . .  f reactiont, to  tho c h ild 's
dja flnos j_s. _ b x J ^ # g th Q r ^ _ o w u ]  M o n J ln .M r c e n ta a r O .  n

Reaction Working
Mothff"*,

Housewives

1. I  knew something was wrong,
and was upset. 6.5 6.0

2. Shocked, c o u ld n 't  be lieve  i t . 36.9 51.5
3. Confused, f e l t  ba l about th

way they to ld  us. Was angry. 10.8 1 9 ./
4. Upset, bu t accepted i t  a fte r

sometime. 45.8 lb .  3
5. I was w orried . 4.5

Total 100.0
N»23 N»33

Results reveal th a t fo r  the housewives i t  w-i harder to 
accept tho c h i ld 's  mental handicap and they >■, ■ * i n „  
shock s itu a tio n  to  a greater extent than the working 

mothers. These housewives were also w orried about the 

c h i ld 's  fu tu re  to  a grea te r degree. However, when asked 
about th e ir  cu rren t fe e lin g s  the re su lts  re f le c t  th a t the 

housewives were to  overcome? the i n i t i a l  shock and 

they accepted the s itu a t io n .  (See Table 32ft in  Appendix 41.

When fa the rs  o f lower s k i l ls  were compared *o those wis-' 

h igher s k i l ls  i t  was found th a t the former reca lled  being 
to ld  about the c h i ld 's  problem a t a la te r  stage. (See 

Table 33A in  Appendix 4 ).

There wore no marked d iffe rences in  fa th e rs ' in i t ia l  
reactions to  the diagnosis, in  regard to  th e ir  occupation. 

(See Table 34A in  Appendix 4).



Parents' re lig io u s  background

In analyzing the re s u lts  regarding the re la tio n sh ip  

between parental re lig io u s  background and th e ir  a b i l i t y  to 
accept the c h ild  and h is s itu a t io n ,  i t  must be borne in 
mind th a t there were s l ig h t ly  more Jewish parents among 

the parents o f the o lder ch ild re n .

Results o f the comparison between parents accoiding to 

th e ir  re lig io n  i l lu s t r a te s  th a t  the Jewish parents 

suspected e a r l ie r  than the Catholics and the Protestants 

th a t something was wrong w ith  the c h ild .  (See Table 35A in  
Appendix 4 ).

The major reason given fo r  the Jewish paren ts ' suspicions 
were the slow development o f the c h ild . They also f e l t  

th a t the physician gave them many diagnoses before the 
f in a l one. These fin d in g s  are presented in  Table 24.

Table 24

Frequencies o f paren ts ' answers to  the question, "'-ihat 
were you to ld  about your c h i ld 's  problem when the 
diagnosis was made?" by paren ts ' re lig io u s  background 
( in  p e r c e n t a g e s ) _______

Answer Catholics fro ths - Jews

1. The c h ild  is  slow but w i l l  
Improve in  the fu tu re . 5.2 4.2 .

2. We received many diagnoses 
before the f in a l one. 5.2 14 27.7

3. The c h ild  is  m entally 
retarded. 47.3 30.9 22.2

4. The c h ild  w i l l  have to  go 
to  a special school. 21.3 23.9 33.3

5. The c h ild  must go in to  
re s id e n tia l care. 10.5 7.3 5.5

6. The c h ild  has no fu tu re , 
he w i l l  d ie  e a rly . 10.5 19.7 11.3

Total 100.0 100.0 100.0
T F ’-g n=V i Rurnr
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The C a tho lics , more than the others, reca lled  th a t the 

on ly th in g  they learned from the physician was th a t the 
c h ild  was mentally retarded.

When asked about th e ir  reaction  a t the time when they 

f i r s t  learned th a t the c h ild  had a problem, i t  seems th a t 
fo r  the C atholics I t  was the most d i f f i c u l t  to  accept the 
fa c t .  The Jewish parents and the Protestants f e l t  angry 

about the way they had been to ld  about the c h i ld 's  problem. 

As to  th e ir  present fe e lin g s , among the Catholics there 
wore irore parents who s t i l l  believed th a t the c h ild  could 

be cured. The Jewish parents were irore re a l is t ic  and f e l t  

th a t  "one has to  accept i t " .  The Protestants were the most 
w orried about the c h i ld 's  fu tu re . (See Tables 36A, 37A in  

Appendix 4 ).

Results r e f le c t  a marked d iffe rence  in  the reactions of 
the people whom the parents chose to  t e l l  about the 

c h i ld 's  problem. The C atholics f e l t  th a t fo r  th e ir  
r e la t iv e s , as fo r  themselves, i t  was hard to  accept the 

fa c t .  The P rotestants re ca lle d  th a t th e ir  re la t iv e s  a fte r  

the f i r s t  shock learned to  accept the fa c t .  The re la t iv e s  

o f  the Jewish parents advised them to  place the c h ild  in 
an in s t i tu t io n  to  a g rea te r exten t than did the re la tiv e s  

o f  the o ther groups. (See Table 38A in  Appendix 4 ).

2 .2 .6 .7  A m enta lly handicapped re la t iv e

The fa c t th a t there wore more parents w ith  a m entally 
handicapped re la t iv e  in  tho group o f the o lder ch ild ren  

must he borne in  mind when analyzing the fo llo w in g  

re s u lts

D ifferences in  parents ' i n i t i a l  reactions to the c h ild 's  
diagnosis in  regard to  having a mentally handicapped 

re la t iv e  are shown in  Table 25.
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Frequencies o f parents ' I n i t i a l  reactions to  the c h ild 's  
d iagnosis, by having a m entally retarded re la t iv e

A m entally io mentally
Reaction retarded retarded

re la t iv e re la t iv e
1. I  knew something was wrong.

and was upset. 9 .2 5.5
2. Shocked, co u ld n 't believe i t . 27.2 50.0
3. Confused, f e l t  bad about the

way they to ld  us. Was angry. 22.7 14.4
4 . Upset, bu t accepted i t  a fte r

sometime. 40.9 26.6
5. I  was w orried . 3.5

............. .............................l a t f l ................ 100. U . w o -o ..........
N=22 N=90

I t  seems from the re s u lts  th a t having a ire n ta lly  handi­
capped re la t iv e  helped the parents to  accept the fa c ts  

about the c h i ld 's  problem. For the parents who did not 
re p o rt having a m enta lly handicapped re la t iv e ,  i t  was a 
shock and among them there were many who could not believe 

th a t the c h ild  was not normal. These parents also reported 

th a t th e ir  re la t iv e s  and friends  were shocked a t hearing 

about the c h i ld 's  s itu a tio n . Parents who had a mentally 

handicapped re la t iv e  p rcfered not to  share th e ir  problem. 
{See Table 39A in  Appendix 4 ).

A summary and a discussion o f the research study 's  
fin d in g s  described in  th is  section Is  contained in  the 

fo llo w in g  p a rt o f th is  chapter.
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2.3 SUMMARY AND DISCUSSION

Parents’ reactions to  tho b ir th  o f a m entally handicapped c h ild ,  

o r when f i r s t  facing the fa c t th a t th e ir  c h ild  is  m entally retarded, 
have often been described in  the l l tu ra tu -  • as Im portant fac to rs  

In fluenc ing  the development o f a unique fam ily  l i f e s t y le .

Many stud ies have made the e f f o r t  to  dynamically de linea te  
parental emotional reactions using a "stages model". These studies 
have tr ie d  to  l in k  ty p ic a l emotional reactions to  each stage and 
thereby to  i l lu s t r a te  the ongoing changes in  parents’ a tt itu d e s  and 

fe e lin g s  towards th e ir  m enta lly handicapped c h ild  add h is problems. 

(Rosen, 1955; Turnbull and T u rnbu ll, 1978; Howard, 1978; Ch.’ nn e t .a l 
1978; Prow e t . a l . , 1984; D lacher, .904).

In a d d ition  to  the "stages model", H utt and Gibby (19651 have 

suggested three patterns o f  behaviour which are common among parents 
o f  m entally retarded c h ild re n , and which represent the degree o f 

adjustment to the c h ild  and h is  problems as manifested in  parents' 
behaviour and a tt itu d e s  towards him.

Sections o f the two research to o ls  used in  the present study 

were aimed a t f in d in g  out whether d iffe rences occurred over the

years in  parents’ fe e lin g s  and a ttitu d e s  towards th e ir  c h ild  and his 
handicap. Thus, the QRS re fe rred  m ainly to  parent:,'s  present
fe e lin g s  in  regard to these issues, and in  a d d itio n , by reacting  to 
the in te rv iew  schedule, the parents had to re c a ll th e ir  i n i t i a l

fe e lin g s  when they were f i r s t  confronted w ith  the c h i ld 's  problem. A 
comparison o f paren ts 's  i n i t ia l  reactions w ith  th e ir  present
fe e lin g s  may load to  a dynamic d e scrip tion  o f the various stages 

parents wont through in  the process o f adaptation.

When the parents wort asked to  re c a ll how and when they f i r s t  
le a rn t  about the c h i ld 's  problem, there were some narked d iffe rences 

between the experiences o f the parents o f the younger and the older 
c h ild re n . The former reca lled  being confronted w ith  the bad news at
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an e a r lie r  stage. A physician to ld  them about the s itu a tio n , 1n most 
cases a f te r  te s tin g  the c h ild .  Among tho o lder ch ild ren  there were
fewer parents whose ch ild ren  were tested before the diagnosis was

made, and moreoever th is  usua lly  took place a t a la te r  stage.

Beside the fa c t th a t re c a ll must have been easier fo r  the parents of
the younger c h ild re n , the d iffe rences  may be due also to  the develop­
ment o f medical and soc ia l services and the improvement o f the diag­

n os tic  process in  recent years. For tho young parent who suspects 
th a t something is  wrong w ith  h is  c h ild  there are more and be tte r 
services c u rre n tly  a va ilab le  1n h is  community which makes i t  much 

eas ie r to  ob ta in  p ro fessional help a t an e a r l ie r  stage.

A lthough, as mentioned before, there were d iffe rences in  the tim ing 

and circumstances under which the parents o f the younger and the 
o ld e r ch ild re n  f i r s t  le a rn t about the c h i ld 's  p'-oblem, the emotional 
reactions o f the m a jo rity  o f them (in  both groups) seemed to  be 

s im ila r .  Chinn e t . a l . and Howard (1978) have Mentioned th a t,

in  general, parents in i t i a l  reactions to  the fa c t o f having a 
d isabled c h ild  are tho same whether the diagnosis is  made immediately 

a f te r  the b ir th  of tho c h ild  or la te r ,  a f te r  a few years. The above- 
mentioned researchers also stress the idea th a t no s ing le  typ e ia l 

reaction  could be found. Such reactions depend on parents ' past 

experiences, th e ir  p e rso n a lity  and personal c h a ra c te r is tic s . How­
ever, in  th is  study the m a jo rity  o f parents described two main 
reactions -  shock, and d is b e lie f ,  Shock and d is b e lie f are typ ica l 
emotional reactions in  a c r is is  s itu a tio n .

I t  seems th a t, as has been found in  many previous studies (Michaels 
and Schuman, 1962; Mercer, 1966; Gumz, 1972; M arga lit and Raviv, 

1983; B lacher, 1984), tho m a jo rity  o f the parents who p a rtic ip a te d  
in  th is  study experienced a c r is is  s itu a tio n  as a re s u lt of learning 

about th e ir  c h i ld 's  problem.

While paren ts ' i n i t i a l  reactions seem to  be s im ila r  regardless of the 

c h i ld 's  ago, re s u lts  reveal some d iffe rences in  parents ' opinions
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about th e ir  present fe e lin g s  in  regard to  the c h i ld 's  problem and 
i t s  impact on th e ir  l i f e .

Although the d iffe rences  in  paren ts ' reactions to  the re levant 
QRS scales are in  most casi-s not s ta t is t ic a l ly  s ig n if ic a n t,  the fa c t 
th a t the mean scores fo r  the group o f the parents o f the younger
ch ild re n  are r e la t iv e ly  h igher suggest that, the c h ild 's  s itu a tio n
has probably, a t th a t stage, a greater emotional impact on th e ir  
l i f e  and is  a strong in fluence  on the nature o f th e ir  a tt itu d e  to 
the c h ild  and n is problem, compared to  the o lder parents, whose l i f e  
although s t i l l  g re a tly  in fluenced by the c h i ld 's  s itu a tio n  is
a ffe c te d  to  a lesse r degree.

Tho most s tr ik in g  d iffe re n ce  was found in  paren ts ' reactions to 
the seventh scale o f the QRS -  Pessimism. The o lder parents seemed 
to  be much more p ess im is tic  than the younger ones, and the 
d iffe re n ce  was s ta t is t ic a l ly  s ig n if ic a n t (P=0.01).

Parents' reactions to  some o f the in te rv iew  schedule questions 
In  regard to  th is  issue, illu m in a te  the d iffe rences in  th e ir
op in ions, in  re la t io n  to  the c h i ld 's  age, to  the Impact o f the 
c h i ld 's  problem on th e ir  l i f e ,  and th e ir  a b i l i t y  to  ad just to the 
s itu a tio n .

O ve ra ll, i t  seems th a t the d iffe rences in  a ttitu d e s  between the 
parents o f the younger and the o lder ch ild ren  represent the fa c t 
th a t  each group had reached a d if fe re n t stage in  the process of 
adaptation.

The general a tt itu d e  o f the parents o f the younger ch ild ren  
reveals th a t many o f them have not y o t overcome the i n i t i a l  c r is is .  
(B lacher, 1984). There are some among them who s t i l l  believe th a t 
the c h ild  " w il l  grow out o f i t " .  They feel the strong impact o f the 
c h i ld 's  problem on th e ir  mood and hea lth . Their a tt itu d e  to  th e ir  
c h ild  reveals th e ir  mixed fe e lin g s  o f anger and h o s t i l i t y ,  together 
w ith  g u i l t ,  which sometimes leads to  overprotection and over­
commitment to  the c h ild .  Such an emotional s ta te is  considered by
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most researchers to  be typ ica l o f the f i r s t  and second stages in  the 
process o f adaptation (B lacher, 1984).

The predominant fe e lin g  among the parents o f the o lder ch ildren 
is  th e ir  pess im is tic  general a tt itu d e  to l i f e ,  and to th e ir  c h ild 's  
s itu a tio n  in  p a r t ic u la r .  The fin d in g s  o f both research too ls  show 
th a t In  th is  group more parents probably reached the th ird  stage in  
the  process o f adaptation, adjustment and acceptance (Blacher, 1984). 
In  th e ir  attem pt to  ad just to  the s itu a tio n , these parents have 
developed a more r e a l is t ic  approach.

The op tim is ts  among them s t i l l  have some hope th a t the c h i ld ’ s 
cond ition  w i l l  improve, but many feel th a t "you ju s t  have to accept 
i t " .  This r e a l is t ic  approach probably created the pessim istic 
a t t itu d e  which was found to  be so common among the parents of the 
o ld e r c h ild re n . This is  probably the "p rice " the parents "pay" fo r  
t h e ir  a b i l i t y  to  ad jus t to  the c h ild  and h is problem.

The development o f the aforementioned pess im is tic  a tt itu d e  to 
l i f e  has been described in  some previous s tud ies, which re fe rred  to 
Olshansky's (1982) concept o f "Chronic so rro  . (Olshansky, 1962; 
Featherstone, 1980; W iklor e t . a l . , 1981; B lacher, 1984). The 
commonly held view of these researchers is  th a t parents o f m entally 
handicapped c h ild re n  experience chronic sorrow which is  not time 
bound, and which over the years, becomes pa rt of th e ir  emotional 
l i f e  and creates a p a r t ic u la r  atmosphere in  the fam ily .

The degree to  which parent? can ad just to  having a nen ta lly  
handicapped c h ild  was found to  have a re la tio n s h ip  to two im portant 
Issues, namely:

the a b i l i t y  to  share the problem w ith  others; and
th e ir  a tt itu d e  towards the disabled c h ild .

According to  tho find ings  o f th is  study, the m a jo rity  o f the 
parents in  both groups were able to  share th e ir  problem w ith  th e ir  
re la t iv e s  s h o rtly  a fte r  they le a rn t about i t .  However, while  the

a e j H l i S U i
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parents o f the younger ch ild ren  f e l t  th a t th e ir  re la t iv e s , l ik e  
themselves, were shocked and could not accept I t ,  “ 'e  older parents 
f e l t  th a t th e ir  re la t iv e s ,  a f te r  the f i r s t  shoe*,, were able to  
accept the c h ild .  Here again, the paren ts ’ b .H e fs  about o thers ’ 
reactions resembled th e ir  own fe e lin g s , and i t  seems th a t Improved 
adjustment to  the s itu a tio n  by the parents fa c i l i ta te s  acceptance by 
o the rs , and/or v ice-versa .

Results from the two research to o ls  (the (|RS and the in te rv iew  
schedule) r e f le c t  a h ig h ly  s t a t is t ic a l ly  s ig n if ic a n t d iffe rence  in  
parents1 a tt itu d e s  towards the m entally retarded c h ild , in  regard to  
h is  age. The younger parents are much more bothered by the c h i ld ’ s 
d i f f i c u l t  p e rsona lity  c h a ra c te r is t ic s  and h is  physical
in ca p a c ita tio n  w h ile  the parents o f the o lder ch ild ren  seem to
become resigned to  th e ir  c h i ld 's  special features. The re la tio n sh ip  
between paren ts ' emotional reactions to  the s tre ss fu l event of 
having a m entally retarded c h ild  and th e ir  a tt itu d e  to  the c h ild  
h im se lf, has already been discussed in  previous studies (Howard, 
1978; Feder, 1978). These stud ies stress the d i f f ic u l t ie s  tha t 
parents of disabled ch ild ren  experience in  re la t in g  to  the p o s itive  
aspects o f th e ir  c h i ld 's  pe rsona lity .

The burden o f care fo r  a c h ild  w ith  special needs together w ith  
the fe e lin g  of being re jected  hy him (as a re s u lt o f h is  poor 
a b i l i t y  to  In te ra c t)  a ffe c ts  the parents ' a b i l i t y  to  re la te  to  the 
c h ild  and to  enjoy parental tasks. However, when beginning to  ad just 
to  th e ir  special c h ild ,  the parents learn to  accept him fo r what he 
is .  I t  becomes eas ie r fo r  them to  overcome the day-to-day d i f f i c u l ­
t ie s  o f ra is in g  him and they are able to  appreciate the pos itive
aspects o f h is  p e rso n a lity . The fin d in g s  of the study Ind ica te  th a t, 
in  sp ite  o f the b e tte r adjustment of the parents o f the older 
c h ild re n , and the lesser dependency o f th e ir  growing c h ild , mothers 
o f  the o lder c h ild re n  fool s trong ly  the impact on th e ir  l i fe s ty le  of 
the burden o f caring fo r  a disabled c h ild .  In th is ,  they are s im ila r  
to  the mothers o f younger ch ild re n .



As can be noted in  the f in d in g s  o f some past stud ies (Cummings 

e t . a l . , 1966; Cummings, 19/6; Egnal and Daneel, 1980; M arga lit and 
Raviv. 1983), mothers (compared to  fa th e rs ) were found to  be more 

deeply a ffected  by the presence o f a mentally handicapped c h ild  in 
the fa m ily . I t  seems th a t fo r  tho mothers i t  was much more d i f f i c u l t  

to  deal w ith  the r e a l i t y  o f th e ir  c h ild  and th e ir  emotional reac­

tio n s  represented a serious sta te  of c r is is .  The burden o f care fo r 

a handicapped c h ild  has a great impact on the mothers' l i fe s ty le  and 

o pportun ity  fo r  s e lf  re a liz a t io n .

Therefore, as the re s u lts  in d ic a te , i t  was eas ie r fo r  the 
la th e rs  to  admit th a t "they le a rn t to  accept the c h ild  and h is 

problem". The fa thers  also reported fewer d i f f ic u l t ie s  in  sharing 

th e ir  problem w ith  o thers. Ih is  re s u lt lends fu r th e r weight to  the 
view, already mention i ,  th a t  b e tte r adjustment fa c i l i ta te s  an 
a t t itu d e  o f increased openness towards other people.

In  o**der to  f u l ly  understand the nature o f the process o f adap­

ta t io n ,  fu r th e r  ana lys is  was conducted on the Impact o f selected 
c h ild  and fam ily  c h a ra c te r is tic s  on parental adjustment to  having 

m enta lly retarded c h ild .

The in fluence  o f tho c h i ld ’ s age upon d iffe rences in  parents' 
a b i l i t y  to  a d ju s t to  the s itu a tio n , and in  th e ir  a ttitu d e s  towards 

him, 'nave already been mentioned. However, some d iffe rences between 

parents were found according to  the c h ild 's  sex and the seve rity  or 
the nature of h is handicap.

Cummings e t . a l . (1966); Heckman (19“ 3) and M arga lit and Raviv 

(1983) could not de lineate & re la tio n s h ip  botwoen c h i ld 's  sex and 

parental acceptance o f h is  problem. However Farbor (1960) and C rn "; 
e t . a l . (1983) found th a t i t  was harder fo r  parents to  accept the 
male and th a t iro the rj o f boys were confronted w ith  problems of a 
more severe nature. Males were also found to  create more d i f f i c u l ­
t ie s  regarding fam ily  in tc re la t io n s ,  and had a s ig n if ic a n t!: ,  
negative impact on m arita l re la t io n s . The find ings  of th is  study 

support these fin d in g s .



Parents o f females had fewer d i f f ic u l t ie s  in  accepting th e ir  

daughters, and i t  was eas ie r fa r  them to  share th e ir  problems w ith  

o thers, ihe fa c t th a t there are more males among the older '■u-'ten 

(whose parents as aforementioned seemed to  be more adjusted '•  :-"e 
s itu a tio n )  lends greater weight to  the re la tio n s h ip  between c  s 

sex and paren ts ' acceptance o f h is  problem. Apparently, many parents 
seem to  expect more o f th e ir  son (who c a rrie s  the name o f the fa m ily ) 
and thus, the disappointment is  greater when the male c h ild  happens 

to  be m entally re ta rded. Farber (196G) and Begab (1963) found th a t 

males were regarded by th e ir  parents as crea ting  more behavioural 

d i f f ic u l t ie s .  The im p lica tio n s  of the c h i ld 's  behaviour and the 

nature o f h is handicap were also found to  in fluence  parental 
acceptance o f the s itu a tio n .
Begab (1963), Howard (1978), Chinn e t . a l (1978) mention th a t when 
a c h i ld 's  handicap is  not d is tingu ishab le  by h is physical appearance 

or behavioural c h a ra c te r is tic s  he is  e a s ily  accepted by others. Such 

an a tt itu d e  on the pa rt o f the outside world helps the parents to  
ad jus t to  th e ir  exceptional c h ild  and enables them to  Share th e ir  

problem w ith  o thers . The fin d in g s  o f th is  research study are consis­
te n t w ith  the abovementioned ideas. For parents whose ch ild re n  

su ffe red  from bra in  damage, or whose physical cond ition  was on ly fa i r  
i t  was much harder to accept th e ir  disabled c h ild ,  in  comparison w ith  
parents o f c h ild re n  w ith  an unknown reason o f mental re ta rd a tio n , or 

when the c h i ld 's  physical cond ition  was good. The in i t ia l  reactions 
o f  parents whose ch ild ren  suffered from Down's syndrome represented a 
s itu a tio n  of a c r i t ic a l  c r is is .  However, a f te r  the f i r s t  shock i t  was 

much easier fo r  those parents to  ad just to  the s itu a tio n . The seve ri­
ty  of the in i t i a l  c r is is  and the a b i l i t y  to  overcome such a shock are 
probably due to  the Down's Syndrome c h ild 's  ch a ra c te ris tic s  (Robinson 

and Robinson, 1976).

The fa c t  th a t the parents o f a Down's Syndrome c h ild  almost 
always learn about h is problem immediately a fte r  h is  b ir th ,  may also 
have i t s  impact on parents acceptance o f the handicap (Drew et . a l . , 

1984). The parents o f the Down's Syndrome ch ild re n , who were 

-onfronted w ith  the c h i ld 's  problem e a r lie s t ,  had fewer d i f f ic u l t ie s  
in  ad justing  to  th e ir  c h i ld 's  problem.
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Results reveal th a t the c h i ld 's  place in  the fam ily had no 

impact on paren ts ' i n i t i a l  reactions to the d iagnosis. Yet la te r  
parental reactions d if fe re d  according to the c h ild 's  b ir th  o rder. I t  

was harder fo r  parents o f the f i r s t  or second born c h ild  to  ad just 
to  h is handicap. As there were more parents o f th ird  to s ix th  born 

ch ild re n  in  the o lder group, the Increased a b i l i t y  to ad jus t to  the 
s itu a tio n  is  probably a re s u lt  o f the c h i ld 's  age as much as o f h is 
place in  the fa m ily .

In add ition  to  the order o f  b ir th ,  some other fam ily charac­

te r is t ic s  were found to  in fluence  paren ts ' a b i l i t y  to ad jus t to 

th e ir  c h ild .  Results r e f le c t  some d iffe rences in  the parental 
process o f adaptation, according to th e ir  leve l o f  education. As 

w ith  the find ings  o f some previous studies (Farber, 1960; Begab, 

1973; Bayley, 1973; Chinn e t . a l 1978) the find ings  o f th is  study 
show th a t parental leve l o f formal education has no impact on 
paren ts ' in i t i a l  reactions to  having a disabled c h ild ,  and the 

parents had to  go through a period o f c r is is .  However, the lower 

educated parents seemed to  overcome the c r is is  s itu a tio n  b e tte r and 
they developed an a tt itu d e  which helped them to  ad jus t to the c h ild  
and to accept o the rs ' support and help. The higher educated parents, 

who were much more aware o f  th'.' d iffe re n ce  between th e ir  c h ild  and 

"normal11 ch ild re n  in  regard to  physical and emotional development, 
had more d i f f ic u l t y  accepting the fa c t  th a t  th e ir  c h ild  is  excep­

t io n a l.  S im ila r fin d in g s  have been reported in  some past studies 

(Feder, 1978; Chinn e t . a l . , 1978; Drew e t . a l . , 1984). Nevertheless 
H a rt's  (1970) fin d in g s  describe a d if fe re n t a tt itu d e  which was found 
among h ig h ly  educated parents. •<: parents believed th a t they were 
d iv in e ly  chosen fo r  a special .» k o f ra is in g  a m entally retarded 

c h ild  and thus i t  was eas ie r fo r  them to  accept th e ir  c h ild  and the 
burden o f care re s u lt in g  from h is special needs.

Relig ious background is  another fa c to r which was found to  

in fluence  paren ts ' a tt itu d e s  to  th e ir  m entally retarded c h ild  and 
th e ir  a b i l i t y  to  ad jus t to  th e ir  special s itu a t io n .  Results show



th a t  fo r  the C atho lic  parents i t  was harties- to  accept the c h ild  and 

h is handicap and they f e l t  I t  was s im ila r ly  d i f f i c u l t  fo r  th e ir  

re la t iv e s  w ith  whom they shared th e ir  problems. These re su lts  are 
con tra ry  to Zu k ' s fin d in g s  (1959). fa rb e r (1968) suggests tha t 
re lig io u s  background should be considered an im portant fa c to r 
in flu e n c in g  parents a t t itu d e s . However» no other past studies which 
d e a lt w ith  th is  issue could bu found.

The d iffe rences  between Zuk's and the present study’ s find ings  

could be a re s u lt o f the in fluences o f  some other in te r lin k e d  
variab les which could not be s ta t is t ic a l ly  analysed because o f the 
small s ize o f the sample.

Results show th a t having a m entally handicapped re la t iv e  beside 

the c h ild  probably helps the parents to  ad just to th e ir  problem. 

But, as there are more parents o f o lder ch ild re n  who have mentally 
retarded re la t iv e s , and as these parents were also found to  have a 

more adjusted a tt itu d e  towards th e ir  c h ild ,  the impact o f the 
c h i ld 's  age could be the operative va ria b le , ra th e r than having a 
m entally retarded re la t iv e  per se.

In  conclusion the fin d in g s  o f  the present research study lend 

support to  the concept o f  stages in  the process o f adaptation which 

the parents have to  go through when ra is in g  th e ir  m entally retarded 

c h ild  a t home. The in i t i a l  reactions o f the m a jo rity  o f the parents 
are typ ica l o f a c r is is  s itu a tio n .

The d iffe rences  which were found in  regard to c h ild 's  age show 
th a t over tim e, the parents develop a more adjusted, r e a l is t ic  
approach to the s itu a t io n .  However, th is  r e a l is t ic  approach creates 
a special atmosphere in  the fa m ily . The parents seem to develop a 

pess im is tic  a tt itu d e  to  l i f e  and "chronic sorrow" (Olshansky, 1962). 

The need to  cope w ith  the ongoing changes in  the c h ild 's  special 

needs becomes p a rt o f  the process o f adaptation which creates funda­
mental d iffe rences in  the l i fe s ty le  o f those fa m ilie s .
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CHAPTER 3

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

3.1 PERSECTIVES FROM THEORY AND PAST RESEARCH

3 .1 .1  In troduc tion

A new c h ild  in  the fam ily  may have a p o s itive  or negative 
e f fe c t  on the re la tio n s h ip  already e x is tin g  between husband 
and w ife . The c h ild  may draw the parents c loser together 

w ith  a commitment towards a common goa l. On the other hand, 

the c h i ld 's  presence may re s u lt in  discord and c o n f l ic t .  The 

a r r iv a l o f the new c h ild  usually represents a dramatic 
change in  l i f e s t y le  fo r  a couple.

Chinn e t . a l . 11978), re fe r to  Reiss who found in  h is study 

th a t a large percentage o f couples reported a decline in  the 

p o s it iv e  aspects o f marriage w ith  the passage o f time. The 

dec line  was grea test among couples w ith  ch ild re n . The new 
c h ild  had an impact on the recrea tiona l and social a c t iv i ­
t ie s  o f the parents. Travel over extensive distances or time 

may become d i f f i c u l t  owing to  expense, inconvenience and 
sometimes d i f f i c u l t  behaviour o f the c h ild . Financial 
problems may also re s u lt from the fa c t th a t the w ife  must 

re lin q u is h  a job  in  order to  care fo r the c h ild .

Couples w ith  ch ild ren  a t times f in d  th a t th e ir  ch ild le ss  
fr ie n d s  lack sympathetic understanding about the needs and 

nature o f c h ild re n  and parenthood and th is  may re s u lt in  
change in  fr ie n d sh ip  pa tte rns , p u ttin g  an end to  a re la ­

t iv e ly  independent, carefree l i fe s ty le .

The l i s t  o f com plications, inconveniences, expenses and 
changes in  l i f e s t y le  introduced by a new c h ild  is  endless. 
Many i f  not a l l  o f these negative aspects o f parenthood are

a .
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ofte n  overshadowed by the sheer joy and pleasure th a t the 

c h i ld  brings to  the new parents. The displeasure o f diaper 

changing and the sleepless n ights owing to the In fa n t 's  
c ry in g  may tend to  fade away w ith  the f i r s t  sm ile, the f i r s t  

step, and the f i r s t  spoken word. With these f i r s t  accomplish­
ments, parents may begin to  envision a f r u it io n  o f th e ir  

dreams and hopes o f parenthood - healthy, b r ig h t, capable, 
be a u tifu l ch ild ren  doing a l l  the things th a t th e ir  parents 
d id  or wished they could have done. (Chinn e t . a l . ,  1978).

Parents o f m entally handicapped ch ild ren  may f in d  th a t 
although the c h i ld 's  handicap does not necessarily  preclude 
the pleasures o f parenthood, the sa tis fa c tio n  th a t may be 

re a lise d  by accomplishments o f the c h ild  nay be overshadowed 
by the fru s tra t io n  they have and experience during the years 
o f rea ring  him. Retarded ch ild re n  are born to  fa m ilie s  in 

every stratum  o f society - to  the very poor and the very 
r ic h ,  the i l l i t e r a t e  and the h igh ly  educated, the unsk illed  

labourer and the s c ie n t is t .  Whatever the s ta tus o f the 

fa m ily , whatever the cause or the severity  o f the c h ild 's  

handicap, the retarded c h ild  w i l l  have a s ig n if ic a n t and 
la s t in g  e ffe c t  on the liv e s  o f the other fam ily  members. 

Even when the e ffe c t o f these fa m ilie s  is  not em otionally 
traum atic , the lim ite d  capac ities  o f the c h ild  may engender 

c o n f l ic ts  w ith  schools and other social in s t itu t io n s  or may 
be an in h ib it in g  fa c to r <n the fa m ily 's  social operations. 
(Begab, 1963).

In studying the Impact o f the ire n ta lly  handicapped c h ild  on 
the fam ily as a whole, i t  must be kept in  mind th a t fa m ilie s  
vary considerably in  th e ir  reactions to  the b ir th  o f a 

retarded c h ild  and in  th e ir  a b i l i t y  to  adapt th e ir  l iv in g  
pa tte rns to  the c h i ld ’ s special needs. The ea rly  l i f e  

experience o f the parents, th e ir  educational and cu ltu ra l 

backgrounds, th e ir  re lig io u s  and ethn ic values, th e ir  
economic resources and the s ta b i l i t y  o f th e ir  m arita l



re la tio n s h ip s  may In fluence th e ir  fe e lin g s  and a ttitu d e s  and 
th e ir  approach to  the problems presented. The physical 

appearance o f the c h ild ,  the se ve rity  o f his mental handicap 
and the nature o f h is  behaviour w i l l  also con tribu te  
s ig n if ic a n t ly  to  the fa m ily 's  long range adjustment.

The m ultid im ensional aspects o f mental re ta rd a tio n  have 
tended to  obscure the fa c t th a t i t  is  f i r s t  and foremost a 

fam ily  problem. How e f f ic ie n t ly  the fa m ily  can adapt to and 

handle the problem determines to  a large exten t how much 
re s p o n s ib il ity  soc ie ty  w i l l  need to  assume in  the case, 
management and treatm ent o f the retarded in d iv id u a l. Only as 

parental functions are properly discharged can the retarded 

c h ild  make maximum use o f the community resources and 
re a liz e  a s o c ia lly  useful ro le  fo r  h im se lf w ith in  the 
ou tside w orld . (Begab, 1963).

Of course, i t  Is  u n lik e ly  th a t anyone would assume tha t 

having a d isabled c h ild  is  ju s t  l ik e  having a normal c h ild ,  
th a t i t  is  anything but undesirab le, or th a t I t  does not 
present problems th a t parents would not otherwise face. The 

fa c t  th a t the parents do claim  that, th e ir  fam ily  l i f e  Is 

congruent w ith  the normal order may be then taken as e v i­

dence o f "s treng th  o f character" or a "deeper understanding11 
o f  l i f e .

The tendency to  deny the impact o f the m entally handicapped 

c h ild  on tne whole fam ily  is  mentioned by a few researchers. 
Vvysey (1976) found in  her research study th a t parents 
susta in  th e ir  predominantly calm and cheerful appearance by 

ascrib ing  o ther in te rp re ta tio n s  to  th e ir  s itu a tio n  which 
deny i t s  u n d e s ira b ility  and le g it im iz e  any s u ffe rin g  on 
th e ir  p a rt.

According to  Sch ild  (1976), the e ffe c t  o f t in  mentally 
retarded c h ild  on the fam ily  is  not always negative. Studies



l ik e  H o lt 's  have concluded th a t the fam ilies  often gained 
improved s p ir i tu a l and e th ica l values.

In sp ite  o f the fa c t  th a t  In some cases the c h i ld 's  handicap 

c on tribu tes  some p o s itiv e  aspects to the atmosphere In  the 
fa m ily , most researchers put an emphasis on the fa c t tha t a 
fam ily  w ith  a m enta lly handicapped c h ild  is  a t greater 

socia l and psychological r is k ,  and th a t there is  a real
danger to  the m arita l re la tio n s h ip  end to  the normal 
development o f o ther ch ild re n  in  the fam ily .

This chapter w i l l  discuss thv  fo llow ing  is s ^ s :

I .  The e f fe c t  o f  the c h ild  on fam ily  in te rre la tio n s h ip s  
and atmosphere.

I I .  The e f fe c t  o f the c h ild  on h is paren ts ' m arita l
re la tio n sh ip s  and on the s ib lin g s .

I I I .  The d a ily  burden o f  cave fo r  the c h ild .

IV. The re la t io n s h ip  between c h ild  and fam ily cha rac te ris ­
t ic s  and parental w illin g n e ss  to acknowledge the impact 
o f  the c h i ld 's  problem on the fam ily .

The e ffe c t o f  the c h ild  on fam ily  in te rre la t io n s h ip s  anti

atmosphere

Ongoing fam ily  l i f e  may depend on the fu l f i l lm e n t  o f  «
thousand m utually a n tic ipa ted  acts but i t  Is ,  o f course, 

experienced as rou tine  In  most Important respects. The 

management o f ch ild ren  in  encounters w ith  others is  perhaps 
usua lly  the most problem atic area fo r  the parents. 
Nonetheless, such management can be la rge ly  rou tine  and 1t 
may be in s tru c t iv e  and rewarding fo r  parents as fo r  others.
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However, fo r  parents o f a disabled c h ild ,  a l l  a c t iv i t ie s  may 
becomo problem atic. In general, the advent o f a disabled 

c h ild  may be seen as broaching the in s t itu t io n a liz e d  order 
o f  fam ily  l i f e .  When the c h ild  Is  kept w ith in  the fam ily the 
basic c o n s titu tio n  o f the fam ily  l i f e  is  not challenged, but 

to  the exten t th a t the appropriateness of the o ld  ru les and 

recipes fo r  action  are ca lled  In to  question, parents are 
uncerta in  both as to  how they should best perform th e ir  
everyday tasks and what new tasks may be necessary iVoysey, 

1975).

Fam ilies w ith  a c h ild  who Is  m entally retarded must be able 
to  maintain normal fu nc tion ing  as much as poss ib le . There 

are many problems th a t may hinder such fu n c tio n in g , such as 
g u i l t  fe e lin g s  which may produce the need to  dedicate one's 
l i f e  to  the c h i ld 's  w e lfa re . Intense fee lings  o f o b liga tion  

may in te r fe re  w ith  normal In te ra c tio n s  o f the parents w ith  
o ther pnople. The a d d itiona l fin a n c ia l burden o f the re ta rd ­

ed c h ild  m y hinder normal expenditure fo r  recrea tion  and 
other a c t iv i t ie s  and necess ities . The d i f f ic u l t y  of find ing  
somebody else Nho w i l l  be able to  care fo r the c h ild  because 

o f  h is  special needs, may l im i t  the parents' outside a c t iv i ­
t ie s .  At tim es, parents are so In tense ly  engrossed w ith  the 

care fo r  the retarded c h ild  th a t they become ob liv ious  to 

the needs o f other members o f the fam ily  inc lud ing  th e ir  

own. (Foatherstone, 1980).

Such a s itu a tio n  brings to  the surface the question o f the 
re f le c t io n  o f the c h i ld 's  problem on the fam ily  as a whole. 
To what exten t do the parents accept the fa c t th a t having a 

m entally handicapped c h ild  presents a problem to  each msmber 

o f  the fam ily  end to  the fam ily  un it?

Dickerson (1981) mentions th a t parent1* ambers of

the fam ily  should re g u la rly  assess and < ne patterns
o f In te ra c tio n s  th a t develop w ith in  the . -no ld . As the

a .  i



yeafs go by, emotional and value c o n f lic ts  th a t are nut 

always re la te d  to the presence o f the mentally retarded 

c h ild  may develop around any fam ily  members. Nevertheless, 
some o f these c o n f lic ts  or unresolved problems may be 

brought to  the surface by the d a ily  d i f f ic u l t ie s  caused by 

the mentally handicapped c h ild .

Drew e t . a l . (1984) found in  a research study th a t the 

a b i l i t y  o f the fam ily  to  maintain some degree o f normal 
s o c ia liz a tio n  may be p a rt ly  a func tion  o f the degree o f 

acceptance by the extended fa m ily , neighbours, and the 

community. Chinn e t . a l . (1978) mention th a t i t  is  not 

uncommon fo r  those parents to  fee l th a t they are a l l  alone 
w ith  th e ir  problems. They fee l th a t they are the only ones 
who face such a problem. I t  1s true  th a t each fam ily  has i t s  
unique problem but a t the same tim e, s im ila r  conditions can 
be shared by o ther fa m ilie s  w ith  a handicapped member. The 

in te g ra tio n  o f  the fam ily  u n it  in to  the social s tru c tu re  o f 

the community and the extended fa m ily , w i l l  g rea tly  enhance 
the fa m ily 's  opportun ity  to  develop and maintain mental 
hea lth  fo r  a l l  I t s  members. The fa m ily 's  basic a tt itu d e  to 
the s itu a tio n  can g re a tly  enhance I t s  prospects fo r  accep­

tance by others . I f  the parents view themselves as in fe r io r  

and stigm atized as a re s u lt  o f t ) v  c h ild ,  otners are l ik e ly  
to  share s im ila r  views. I f ,  howovp- +»e fam ily can maintain 
i t s  pride and d ig n ity  be liev ing  in  U s  worth and the worth 

o f  the handicapped c h ild ,  these a t t i r e s  are l ik e ly  to  have 

a p o s itive  In fluence  on others.

In  add ition  to  the a ttitu d e s  o f the outside w itrld , in te rna l 

processes which occur during the d if fe re n t stages o f the 
fam ily  l i fe c y c le  arc also Influenced by the existence o f the 

c h ild .
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According to  Farber (1968) fac to rs  re la tin g  to  the fam ily  

l i fe c y c le  provide an Impetus fo r  re v is in g  adaptations. What 

may be merely an Im proprie ty a t one phase of the fam ily  

l i fe c y c le ,  becomes o ffens ive  In  another. The adaptation to  a 
stage o f the fam ily  l ife c y c le  Is  In s u ff ic ie n t  to  handle 

o ffens ive  behaviour th a t may emerge a t a la te r  stage.

Farber considers minimal fam ily  adaptations as an attempt to 

handle the o ffens ive  c h ild  w ith in  the ex is ting  arrangements 
o f  fam ily ro le s  and norms. The maintenance o f deviance 
w ith in  the normal scheme o f th ings desptte the fam ily  

consensus th a t something is  amiss occurs In  several ways:

-  When some fam ily members may suppress th e ir  perception 
about the existence o f a problem.

-  Some members may convince others to  change th e ir  
perceptions.

-  The fam ily  members m y pretend th a t a l l  is  w e ll.

As long as the devian t person and h is  fam ily can carry o f f  

the f ic t io n  o f n o rm a lity , there Is  no need fo r  fu r th e r 
adaptations In  fam ily ro les or norms. Only t?hen the f ic t io n  
o f norm ality cannot be sustained, more complex adaptation 

must be sought.

A few researchers have tr ie d  to  describ< o r to construct 

unique c lu s te rs , or modes o f adaptation tiuvi-loped by parents 

to  cope w ith  the presence o f a retarded c N * .
Farber {I960) describes the three fo llo w ' ig types o f fam ily 

o rgan iza tion :

I .  A, parent o rien ted  fa m ily ; In w ,9 fa m ilie s , the 

focus is  upon the parents ' o ccu ^" i; and social 

careers w ith  a secondary p o s itio n  given to  the 

m entally retarded c h ile  In  detenninfm,' l i f e  chances 
o f  fam ily  members.



I I .  C h ild  oriented fa m ilie s : Families who subordinate
paren ts ' a c t iv i t ie s  to  the maximization o f the l i f e  

chances of ch ild re n . In these fam ilies  the d iv is io n  
o f labour is  th a t the husband would spec ia lize  in  

work a c t iv i t ie s  w h ile  the w ife  cares fo r  the home and 
the fa m ily . Groat expenditure o f time and e f fo r t  
compensates fo r  the depressing e ffe c t of the retarded 

c h i ld  o.i upward fam ily  m o b ility .

I I I .  Home oriented fa m ilie s : These fa m ilie s  s a c r if ic e
parenta l life * chances fo r  those of the ch ild re n . The 

l i f e  chances o f a l l  those fam ily  members may be 
markedly a ff& q tcc . In  a large p roportion  o f the

fa m ilie s  there is a disagreement between parents w ith  
regard to  the fam ily o r ie n ta tio n , and the o rie n ta tio n  
i t s e l f  is  not c ry s ta liz e d .

In  regard to  the aforementioned three types o f fa m ilie s  

Farber (19tiU) defines "socia l d e s tin ie s" as the socia l 
concept o f l i f e  chances or the p ro b a b ility  o f *he ind iv idua l 
achieving a successful soc ia l and economic p o s itio n  in  the 

so c ie ty . Ho re fe rs  to  evidence from a study by Calver t..d t 

showed th a t the time o f the b ir th  o f the m entally handi­
capped c h ild  In re la t io n  to  the fam ily life c y c le  had an 

impact on the upward and downward social m o b ility  o f the 
parents. He also concluded th a t parents who keep th e ir  ch ild  
a t home are more often downwardly s o c ia lly  mobile compared 
to  parents who p re fe r to  place the c h ild  in  re s id e n tia l

Tan Mink e t . a l . (1903) have constructed f iv e  c luste rs

describ ing  the impact o f the M entally handicapped c h ild  on 

the l i f e s t y le  o f h is fam ily , in  terms o f d iv is io n  o f roles
and re la tio n sh ip s  between fam ily members. The f iv e  c luste rs



I .  Cohesive harmonious. In  these fa m ilie s  they found the 
lowest pnrcentagp o f  working mothers, absence c f  

negative c h i l i  in fluence on the marriage and the 

lowest occurrence o f s tre ss fu l l i f e  events.

I I .  Control o rien ted , somewhat unhannonious. Here the 
m a jo rity  o f the n w th m  were employed, the fa thers 

ass is ted  w ith  c h ild  care. These fa m ilie s  had the 
h ighest socioeconomic leve l and a s ig n if ic a n t ly  low 

occurrence o f s tre ss fu l l i f e  events.
I I I .  low d isc losure  -  unharmonious. In these fa m ilie s  the 

fa th e r helped to  care fo r  the c h ild . Most o f the 

mothers wera employed and were educated beyond high 

sch -.'i. These fa m ilie s  had the h ighest occurrence of 

s tre s s firt l i f e  events and negative impact o f the ch ild  
on the fam ily .

IV. C h ild  orien ted  -  expressive. Among these fam ilies  
Tan Mink e t . a l . , found the lowest percentage v f  fa ther 
fig u re s . When the fa thers  were present, they assisted 

w ith  c h ild  care. The In fluence o f the c h ild  on the 

fd in ily  was negative on ly In  very few cases.
V. Disadvantaged w ith  low morale. Most o f the fa thers in

these fa m ilie s  <)1d not a ss is t in  c h ild  care. Most of

the mothers were not employed. The level o f education 
of both parents was low. Many s tre ss fu l l i f e  events 

were found in  those fa m ilie s  anti the c h ild 's  impact

on the whole fam ily was regarded 5y them as being 
negative.

Gumz (197k), l ik e  Tan Mink e t . a l . (1963), has stressed some 

d iffe rences  between mothers' and fa th e rs ' perceptions o f the 
impact o f the c h ild  on the fam ily  as a whole.

He round th a t mothers are more concerned about the 
fu n c tion ing  o f the fam ily  as a system and about the
re la tio n s h ip s  between the fam ily  and o ther systems. The 

mothers were also more concerned (than the fa thers) about



the emotional c r is is  Involved in  having a mentally handi­

capped c h ild ,  the emotional s tra in  and the a b i l i t y  to 

m aintain fam ily  harmony ani. in te g ra tio n . In Gumz's study 
less than 33 percent o f the fathers were concerned about 
these issues.

The tendency to  exaggerate the exten t o f the problems faced 

by parents o f m entally handicapped ch ild ren  is  c r i t ic iz e d  by 
some researchers. Schild  (1976) and kapaport e t .a l .  (1975) 

o b je c t to  the stereotyped trend which describes the parents 

as a patho log ica l group. Instead, they stress the centra l 
problem o f fam ily  dysfunction as re la t in g  to  the changes in 

ro lt-s and to  the s tra in  and c o n f lic ts  placed cn fam ily 
messusrs a* a re s u lt  o f the c h ild .  However, changes in  the 

d iv is io n  o f ro les and f l e x ib i l i t y  in  the fam ily w i l l  avoid 

s tra in  and s tre ss . The parents in  these fam ilies  have a 
cosaplic,«ted re le  in  re la t io n  to  th e ir  norma? ch ild re n  and 
the retarded c h ild .  The fe e lin g  o f  having a long-term 

burden in  caring fo r ,  managing the c h ild ,  and the Is o la t io n  
awl extra  care, time arm money, creates a great r is k  fo r 
c r is is  in  these fa m ilie s .

According to  Schild  (1976) the fa m ily 's  approach to mental 

re ta rd a tio n  and to the c h ild  w i l l  in fluence  the nature o f 
re la tio n sh ip s  among fam ily  members and the ro le  responsi­
b i l i t i e s  and expectations o f them. When the c h ild  is  viewed 
as an in te g ra l p a rt o t h is  fa m ily , a b e tte r in te g ra tio n  w il l  

be found among fam ily members, and each one o f them w i l l  be 

able to co n tr ib u te  to  the dynamics o f the fam ily u n it and to 
I t s  h o tte r func tion ing .

The basic re s p o n s ib ility  o f these parents is  not massive 
Inpu t o f p sych ia tr ic  help fo r themselves to  enable them to 

a d ju s t, accept and resolve th e ir  g u i l t  fe e lin g s . They want 
to  be trea ted  as ord inary people who have a considerable 

p ra c tica l problem: " In  ta lk in g  to  those parents what struck
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■ vv£'1 us was not th e ir  d iffe re n ce  from but th e ir  likeness to
ord inary  fa m ilie s " . (Newson and Nowson in  Dickerson, 1981, 
p .59),

> 7 ;
^  an to  fu r th e r dp lineate the a ffe c t o f the c h ild
on p a r t ic u la r  aspects o f fam ily  in te rre la t io n s h ip s , the next 

section w i l l  re fe r  to  parents ' m arita l re lo tio n sn ip  and to  
the impact o f the c h ild  on h is  s ib lin g s .

BMMLmd t*La!uie=

(a ) P arents' n u r ita l re lc.uinnsliips

The c h i ld 's  handic-ip a ttacks the f jh r ic  o f a marriage

I t  ext. i tea p w p rl'u l m a t ions in  both parents.. I t  a 
As a o i s p i r i t i n g  s y o o l  o f shared fa i lu r e .  I t  reshapi

«,t the U m W y .  I t  creates f e r t i le  

hi!' conflic t irtMthi rstom1, 19PQ).

" ' lm m  attempt to  stuity the e fie i- t  of a hanoicapped c h ild
- on n ir,  { f jre n ts ' m -ir it iil re la tio n s h ip , om> i.an f in d  on

/  j one hand studies which suggest th a t the c h i ld 's  problem
"(!=, ; inH uentftr, th is  re la tio n s h ip  In  a very negative way.

; Yet, o ther studies cone to  the conclusion th a t m arita l
re la tio n s h ip s  in  many cases are not a ffected by the 
c h i ld 's  problem to  «i s ig n if ic a n t degree and some have

even found th a t a "good" marriage can he strengthened

because of the c h i ld 's  d is a b il i ty ,  ra ther than to  be 
weakened as a re s u lt o f i t .

Farber U % H ), when describing find ings from Kennedy's 
study, states th a t fa m ilie s  o f the retarded show a 
grea ter prevalence of In s ta b i l i t y  through divorce and 

dese rtion . Farber compared 120 educable m entally

_ a ,  I



retarded ch ild ren  to s ix ty  normal ch ild ren  from fam ilies  

o f  comparable income and occupational sta tus, and found 

among o the r th ings th a t in  the fa m ilie s  o f the mentally 

handicapped, m arita l re la tio n s  re fle c te d  in s ta b i l i t y  
which was represented by a g rea ter amount o f divorces 

and remarriages.

Gath (1972) reports  on the e ffe c ts  o f Down's syndrome 
ch ild re n  on th e ir  fa m ilie s . According to h is  fin d in g s , 

in  the two years fo llow ing  the b ir th  o f the handicapped 
c h i ld ,  tw o -th ird s  o f the fa m ilie s  e ith e r had a parent 
w ith  depressive p sych ia tr ic  I lln e s s  or they displayed 

obvious m arita l c o n f lic ts .  Feder (1978) re fers to  a 
mother saying: "We q u a rre l. Marriage re la tio n s  are not 
what they used to  be." (p .7 ).

Nevertheless, some other researchers were not able to  

determine the negative impact o f the c h ild  on his 

paren ts ' m arita l re la tio n sh ip s . Howard (1978) describes 
D 'A rcy 's  fin d in g s  which showed th a t out o f ninety 

mothers who had Down's Syndrome ch ild ren  only three 

raported th a t happy marriages changed fo r the worse. 
Another fourteen mothers had unhappy marriages to  begin 
w ith , and the m arita l re la t io n s  remained unhappy fo r 

them. Seventy three out o f n inety mothers claimed th a t 
th e ir  marriages remained happy and unchanged.

McAndrcw (1376) and Fowlo (1960) found no d iffe rence  in 
m arita l in te g ra tio n  between parents v f  the mentally 
handicapped who cared fo r  the c h ild  a t home, and 
fa m ilie s  who placed him in  an in s t i tu t io n .  Featherstone 

(1900) when describ ing some o f the problems in  m arita l 

re la tio n s h ip s  in  these fa m ilie s , concludes by saying 

th a t despite  a l l  the problems, most marriages survive.



In  Voysey's study (1975) the mothers admitted changes in  

th e ir  re la tio n sh ip s  w ith  th e ir  husbands but in  a l l  cases 
thesfi were defined as desirab le . Often th is  was 

expressed as " I t  brought us c loser together" or "We've 
s o r t  o f come through i t  toge ther".

i t  seems from a small number o f stud ies th a t mothers 

more than fa the rs  perceive the c h ild  as having affected 
th e ir  m a rita l re la tio n s h ip s . According to  Howard (1978), 
the mothers f e l t  th a t they were withdrawing from the 

c h ild  in  an attempt to  maintain th e ir  m arita l re la t io n ­
sh ips. In Voysey's study (1975), husbands were genera lly 

presented as being worried but not showing th e ir  

fe e lin g s . The mothers, in  the attempt to  maintain good 
m a rita l re la t io n s , sometimes f e l t  th a t they needed the 
c h ild  fo r th is  purpose. As one o f them sa id , "We could 

never leave each other now because o f her” . z-.i43 ).- 
Fowle (1968) when using Favber's m arita l ' ■ 'on

index, also found d iffe rences  between mo ,id
fa th e rs , the tva rita l ro le  tension beinp greater i w  the 

mothers.

T izard  and Grad (1961) have described fou r patterns o f 

fa m ily  re la tio n sh ip s  In regard to the degree o f  in teg ra ­
t io n  in  these fa m ille s .

I .  Fam ilies w ith  good re la tionsh ips  which were thought 
to  be f a i r ly  closed u n its , normally happy and not 

d isrupted by jea lous ies  or d is s a tis fa c tio n s .
I I .  Fam ilies w ith  s a tis fa c to ry  re la tionsh ips  -  fa m ilie s  

w ith  minor signs o f s tra in .

I I I .  D isturbed re la tio n sh ip s  -  where there was a great 
deal o f q u a rre llin g  or in te rfe rence from outside 
re la t iv e s , or unhappy sexual re la t io n s .

IV. Very disturbed re la tio n sh ip s  -  fa m ilie s  which have 
broken up or are about to  do so, or when the 
parents l iv e  separately though sharing a dw elling, 

w  where m a rita l disharmony seemed abnormally great.



Tizard  and G-ud, using th is  ra tin g  scbane, compared the 
re la tio n sh ip s  In fa m ilie s  who kept the c h ild  a t home to 

the  ones who placed him In  an In s t i tu t io n .  Their 
fin d in g s  show th a t s ix ty  two percent o f the fa m ilie s  who 

kep t the c h ild  a t home and fo r ty  four percent o f the 
fa m ilie s  o f the In s t itu t io n a lis e d  ch ild ren  were rated as 

having good re la tio n s h ip s . This suggests tha t the be tte r 
adjusted fa m ilie s  were more e a s ily  able to  handle the 

problems Imposed by the c h ild . This evidence is  not so 
convincing because when combining the "good" and 

"s a tis fa c to ry "  categories and the "d is tu rbed" and the 

“ very d is tu rbed" ones, the d iffe rence  between the 

fa m ilie s  w ith  the c h ild  a t home and the fa m ilie s  where 
the c h ild  was put in  re s id e n tia l ca-e 1s too small to be 

considered a s ig n if ic a n t one. Thus they conclude th a t 
according to  th e ir  data, there is  no evidence tha t 
keeping the mentally handicapped c h ild  a t  home has any 
marked e f fe c t  upon the pattern o f fam ily re la tio n sh ip s . 

Howuver, i t  1a notable th a t some fa m ilie s  1n th e ir  study 

claimed th a t the c h ild  had strengthened the t ie s  between 
fam ily  members.

According to  Begeb (1963), the high Incidence o f broken 

homes among in s t i tu t io n a liz e d  retarded ch ild ren  can not 

be a ttr ib u te d  p r im a rily  to  the e ffe c t o f the retarded 
c h ild  on the fam ily . There are some fa m ilie s  where the 
m other's devotion to  the c h ild  may cause her to neglect 
her husband anti create a r i f t  in  the m arita l re la t io n ­

ships th a t n ig h t otherwise not have developed. For the 

most p a rt however, divorce or separation ensues, and 
fac to rs  unrelated to  the c h ild 's  re ta rd a tio n  arm 
responsib le . Unquestionably, though, re ta rd a tio n  my 
aggravate an already precarious re la tio n sh ip  and perhaps 
p re c ip ita te  an eventual break.
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F in a lly ,  i t  is  im portant to  note the conclusion reached 

by Farber 11960), who re fe rs  to the degree of in teg ra ­

t io n  achieved p r io r  to  the in tro d u c tio n  of the handi­

capped c h ild  as a dominant feature determining the 

degree o f m arita l in te g ra tio n  a fte r  the b ir th  o f the 
c h i ld .  The s ta b i l i t y  o f the m arita l condition has 

obvious bearing on parental adequacy and fam ily ad just­
ment tu  re ta rd a tio n . Some problems presented by retarded 
c h ild re n  are a lesser th re a t to  fam ily  s ta b i l i t y  than 

o the rs , and th is  can provide an explanation of the 

d iffe re n ce s  in  f in d in g s  o f the various studies th a t have 

d e a lt w ith  th is  subject.

(b) The S ib lin g s

The presence o f a handicapped c h ild  In  a fam ily a ffec ts  
a l l  the members o f the fa m ily , not only the parents. The 

s ib l in g s ' whole social l i f e  may have to  be adjusted to 
the handicapped c h ild . The parents ' a ttitu d e s  to the 

m enta lly handicapped c h ild  and to  the other ch ild ren  in  
the fam ily  w i l l  have an impact on the s ib lin g s ' reaction 

to  the fa c t o f having such a brother or s is te r ,  as well 
as th e ir  a tt itu d e s  towards him or her. In some o f the 
stud ies regarding th is  Issue, one can note i  tendency to  

emphasize the s ib lin g s ' d i f f ic u l t ie s  and emotional 

s tra in  re s u lt in g  from the handicapped brother or s is te r . 

Others re f le c t  the opinion th a t the impact o f the 
m enta lly handicapped c h ild  on h is  s ib lin g s  is  not so 

negative and sometimes Is  even a p o s itive  one. Host of 
the stud ios agree th a t the atmosphere in  the fam ily , the 

a tt itu d e  o f the parents towards the c h ild , and some 

other fac to rs  l ik e  the age o f the -.Ib lings and the 

c h i ld 's  b ir th  order, w i l l  a l l  ind ica te  the kind of 
In fluence  tho mentally handicapped c h ild  hcs on his 

s ib lin g s ,  and on the parents ' a ttitu d e s  towards th e ir  
special problems and needs.

. “ ,(!
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The fa m ily 's  general approach to  ren ta l re ta rda tion  w il l  

enable i t s  members to  understand the nature o f the 

ro le s , re s p o n s ib il it ie s  and expectations they have of 
each o the r. Schild (IS '/ii) re fe rs  to Kelman's opinion 
th a t the retarded c h ild  must be viewed as an in te g ra l 

p a rt o f h is  fam ily group, having d is t in c t  re la tionsh ips  

to  i t s  members. The mentally handicapped c h ild ,  the 
parents and the s ib lin g s  m utually in fluence one 
another’ s func tion ing  and con tr ib u te  th e ir  respective 
in fluence  to  the dynamics o f the fam ily u n it fu n c tio n ­

in g . I f  the fam ily re la tio n sh ip s  are good and the mother 
Is  able to  meet the needs of her handicapped c h ild  and 
s t i l l  have time fo r  her other ch ild re n , the s ib lin g s  are 

more l ik e ly  to  develop a fr ie n d ly ,  p ro tec tive  a tt itu d e  

and be nave accepting o f the lim ita t io n s  imposed by the 
handicap. (McMichael, 1971).

Schipper (1959) found in  h is  study o f fo r ty  three 
fa m ilie s  th a t in  t h i r t y  three o f them the normal 

s ib lin g s  adjusted to  the retarded c h ild  w ith  minimal 

adverse e f fe c ts > and several tesnagc s ib lin g s  were wore 

r e a l is t ic  than th e ir  parents in  accepting the 
lim ita t io n s  o f the de fective  c h ild . This is  echoed by 
Howard (1978), who found th a t the young s ib lin g  w ith  

p o s itiv e  fa m ily  re la tio n s h ip s  is  often capable of 

enduring the emotional hu rt and anxiety o f having a 
retarded s ib lin g  w ithou t severe d isrup tion  o f h is  or her 

socia l and fam ily  l i f e .

Farber (1968) re fe rs  to  find ings  which revealed tha t 

the retarded c h ild  had l i t t l e  In fluence on s ib lin g s  who 
were considerably o lder (a ton years d iffe rence  in  age). 
Those fin d in g s  suggest th a t "when the normal s ib lin g s  
are much o lder than the retarded c h ild , there Is  l i t t l e  
need to  modify the b ir th  order ro le  in  the fam ily .



W ithout th is  re v is io n  o f ro les apparently the normal 

s ib lin g s  are not profoundly a ffected  by the presence of 
the retarded c h i ld , " (p. 159).

Voysey (1975) found th a t parents genera lly denied any 

negative a ffe c ts  th a t a disabled c h ild  had on th e ir  
s ib lin g s . I f  they admitted I t ,  I t  was defined as

past and ac tion  as having been taken to avoid i t s  
recurrence. In McMichael's study (1971) in  four ou t o f 

th i r t y  seven cases where there was a severe fa ilu re  o f 
the s ib lin g s  to  a d ju s t, the mothers admitted th a t they 

neglected the s ib lin g s  In favour o f the handicapped 
c h ild .  In another two cases, the s lb ll in g s  appeared to 
resent the handicapped c h ild  qu ite  strong ly  bu2 were 
themselves much less a ffe c te d . In twenty four out o f 
th i r t y  seven fa m ilie s , the s ib lin g s  showed normal 
reaction  towards the handicapped c h ild .

However, con tra ry  to  the foregoing, some other past 
stud ies have stressed the negative Influences o f the 
c h ild  on h is s ib lin g s .

Farber (1966) describes, the re s u lt of a stuoy o f 240 
fa m ilie s  w ith  severely retarded ch ild re n . Ho found th a t 
the retarded c h i ld 's  s ib lin g s  were a ffected  by his 

degree o f tiopcndancy, which adversely a ffected  the 

s ib l in g 's  re la tio n sh ip s  w ith  th e ir  n th e r .  When the 
c h ild re n  were young, in te ra c tio n  between the normal and 
the retarded brothers anti s is te rs  tended to  be on an 

e g a lita r ia n  b as is . As they grew o ld e r, the normal 
s ib l in g s )  frequen tly  assumed a sub-ordinate p o s itio n  1n 
the re la tio n s h ip s . However s ib lin g s  who did not in te ra c t 
frequen tly  w ith  th e ir  retarded bvother or s is te r ,  

genera lly were a ffected  loss than those who in te racted  

fre q u e n tly . In  another study, Farber (1975) found th a t 
s ib lin g s  o f about the same age as the mentally retarded 

c h ild  were more a ffected  than o lder brothers or s is te rs .



Farber {196' there fo re  stresses the oge o f the s ib lin g s  

and the fami i,, J r th  order <is Important fac to rs  deter­

mining the ab; • vy o f s ib lin g s  to  accept and to 
ad ju s t to  the fa u t ol- having a m entally handicapped

b ro the r nr s is te r .

In  th is  respect, Howard I197H) reports on R utte r, Tizard 

and Whitmore find ings  in d ica tin g  th a t the increased 
amount o f behavioural disturbances found in  the e ldest 

s is te rs  o f handicapped ch ild re n  Is re la ted to  th e ir  
paren ts ' expectations, o f them th a t they assume more 
re s p o n s ib il ity  to  help in  the home.

Schrieber and Feeley (1 9 ti:) a lso mention the concern

expressed by parents o f m entally handit- yped ch ild ren
about the normal c h i ld 's  fe e lin g s  o f being overburdened
by the care o f the retarded s ib lin g . The healthy c h ild  
may fee! an o b lig a tio n  to  make-up to the parents fo r  

what thv m enta lly retarded brother or s is te r could not 

g ive rv.-.pi, and may even experience g u i l t  fo r  being a 
norma' <_hild.

K'-Michdul (1571) considers the seve rity  o f the handicap 

i>_ a main fa c to r a ffe c tin g  s ib lin g s ' d i f f ic u l t ie s  in 
(-•--Tional adjustments. Another Important fa c to r , in  his 
o rn io n .  Is  the exten t o f maternal anxiety and the
h ind iw iiped  c h i ld 's  own emotional d i f f ic u l t ie s .  When the 

hundfcanpcd c h ild  receives the extra care, time and

a tte n tio n  ho needs, correspondingly less can be given to 
tho other c h ild re n , and so natural jea lous ies  become 
in te n s if ie d  and the handicapped c h ild  may be resented by 

s ib lin g s  who see him ab "the fa v o u r ite " . In some cases 

the s ib lin g s  may not be allowed to bring friends  because 
o f  the fea r o f the fr ie n d s ' reactions to  the mentally 
handicapped bro ther or s is te r .  Curtailm ent o f the
fa m ily ’ s a c t iv i t ie s  (going fn r  ho lidays, e tc .)  or



f in a n c ia l problems w i l l  have I ts  e ffe c t on the s ib lin g s  
as members o f th is  fam ily .

The parents ' concern about the Influence o f the m entally 

handicapped c h ild  on th e ir  healthy ch ild ren  Is  sometimes 
a reason to r  them placing the c h ild  In an In s t i tu t io n .  

In some fa m ilie s , the parents use tho s ib lin g s ' s itu a ­
t io n  as an excuse fo r  $ eking a so lu tio n  fo r  the 

tocntaUy handicapped c h ild  outside the fam ily  even 
though the s tra in  and stress is  not always to  be found 

in  the s ib l in g s ' reactions to  the m entally retarded 
b ro ther or s is te r .

Howard (1978) re fe rs  to  fo w le 's  study which compared the 
s ib lin g s ' ro le  tension when the retarded c h ild  was a t 

home or in  an in s t i tu t io n .  He found th a t keeping the 

retarded c h ild  a t home raised the ro le  tension fo r  the 

s ib lin g s .  The o ldes t female s ib lin g  was more adversely 
a ffected  by the presence o f the retarded c h ild  than the 

o ld e s t male s ib lin g .  According to  Howard the same 
re s u lts  were reported by Gath.

In  T izard and Grad's study (1961) only three out o f 

f i f t y  admissions to  in s t i t i t lo n a l  care were requested by 
the parents because o f th e ir  concern about the adverse 

e ffe c t  on th e ir  o ther ch ild re n . In a study by
Fotheringham e t . a l■, (1971), twenty three percent o f the 

fa m ilie s  who placed th e ir  ch ild ren  In  in s t i tu t io n a l care 
were i r r i t a te d  by constant In te rru p tio n  o f the s ib lin g s ' 

homework, reading or re s t during the n igh t. When they

wore asked about changes in  th e ir  l i f e  a f te r  they
in s t itu t io n a liz e d  th e ir  c h ild ,  seventy nine percent o f 

them said among o ther th ings tha t "His brother and 
s is te r  no longer have to fear h is dangerous behaviour". 

F i f t y  one percent said; "His brother has got a new
fr ie n d  and is  doing b e tte r a t sch 1" or "the ch ild ren
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ge t on b e tte r snd quarrel le s s " . Thirteen percent o f 

these fa m ilie s  described a general decline In  fam ily 
fu n c tion ing  and the fa c t th a t the healthy s ib lin g s  miss 
th e ir  m entally retarded brother or s is te r :  "She was her 

youngest s is te r 's  best fr ie n d  and helped care fo r  h e r" ; 
"George's b ro ther ta lk s  about him constan tly  and is  

always asking when we are going to  v i s i t  him " ( p .49).

Brothers and s is te rs  o f handicapped ch ild ren  fee l the 
tug o f what almost amounts to two d if fe re n t cu ltu re s . 
They stand w ith  one foo t in  the world o f normal c lass­

mate:; and the o ther in  th e ir  exceptional fam ily . They 

l iv e  among o rd inary  ch ild re n , they long fo r  simple 

fe llow ship w ith  others th e ir  own age. Yet playmates 

sometimes tre a t a handicapped c h ild  c ru e lly . Forced to 
mediate, to  exp la in  and sometimes to  choose between 

c o n f lic t in g  lo y a lt ie s ,  brothers and s is te rs  can end up 
angry a t  the normal w orld , the disabled c h ild  and 

themselves, (fea thers tone , 1980).

A fte r  describ ing the various problems o f the s ib lin g s , 
Featherstone concludes by mentioning th a t despite a l l  

the problems o f growing up w ith  d is a b i l i t y ,  most 

fa m ilie s  func tion  adequately and normal ch ild ren  usually 
develop in to  normal a d u lts . As fo r  the parents, she 
s ta tes : "We want to  be lieve th a t our normal ch ild ren  

have jrown w iser and more compassionate through the 
fam ily  t r i a l . I f  we must acknowledge th a t they suffered 

too , we would lik e  to  believe th a t th is  su ffe rin g  Is  not 
our fa u l t . "  (p . 152).

Farber and Jenno's study (19G3) on l i f e  goals o f the 
s ib lin g s  o f m entally retarded ch ild ren  who were aged ten 
to  sixteen years, in d ica te  tha t the s ib lin g s  who in te r ­
acted frequen tly  w ith  th e ir  m entally retarded brother or 
s is te r  displayed In te re s t in  goals re la ted  to personal



re la t io n s  r ' th e r  than success. In performing the duty of 
continued contact w ith  th e ir  m entally handicapped 

s ib lin g ,  they in te rn a lize d  social w elfare norms and i t  
d irec ted  th e ir  career towards the improvement of mankind 

o r the achievement o f goals th a t requ ire  dedication and 
s a c r lf ic c .  Farber and Jenno's fin d in g s , the re fo re , 

i l lu s t r a te  the greet impact th a t a handicapped c h ild  has 
on h is  normal s ib lin g s ' s o c ia liz a tio n .

The fa m ily 's  burden o f care fo r  the m orta lly  handicapped 
c h ild   _____ __________ ____________ _____________

T h o v  is  a general consensus among researchers th a t the 
b ir th  o f a m enta lly handicapped c h ild  represents a u r is is  in 
the l i f e  o f the parents and o f the fam ily as a whole. The 
nove lty  c r is is  (as a re s u lt  of lack of understanding o f the 

problem), and the c r is is  o f personal values is  followed by a 
r e a l i t y  c r is is  which represents the need fo r  help in  solving 

d a ily  p rob lem . Dickerson (1981) notes th a t a l l  surveys 
have shown th a t fa m ilie s  of m entally retarded ch ild ren  have 
a considerable burden to  bear. In pa rt i t  stems from the 
p ra c tic a l d i f f ic u l t ie s  in  rearing  such a c h ild .  From the 

emotional p o in t o f view, there is  evidence th a t these 

parents fee l d if fe re n t ly  in  ce rta in  respects about th e ir  

ch ild re n  and about th e ir  ro le  as parents as compared to  
parents o f normal ch ild re n .

Among the common problems o f these fa m ilie s , is  the 

fin a n c ia l problem which has been described in  many studies 

as a cen tra l ono fo r many fa m ilie s  who keep the c h ild  at 
home.

Glendinning (1983) re fe rs  to  the fa c t th a t many disabled 

c h ild re n  create extra  fin a n c ia l pressures. These extra  
expenses put a fin a n c ia l burden on the other Members of 
the fam ily  who must sometimes give up plans or a c t iv i t ie s
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which are beyond the fa m ily 's  budget. Among the other d i f f i ­
c u lt ie s  described by the parents in  Gumz’ s study (1972) are 

the fin a n c ia l problems w itn  which the parents must cope. 
The fa c t th a t mothers in  many cases are unable to worK 

outside the house (because o f d i f f ic u l t ie s  in  find ing  
someone who w i l l  care fo r  the c h ild )  l im its  the fa m ily 's  

p o s s ib i l i t ie s  c f  gaining b e tte r f in a n c ia l resources which 
m ight cover the special expenses caused by the mentally 
handicapped c h ild .

Featherstone (1980) mentions some other d iffe rences in  d a ily  

l i f e  between fa m ilie s  w ith  a mentally handicapped member and 
those w ith o u t, re fe rr in g  to  the d i f f ic u l t y  "to  survive 
ho liday seasons and fe s tiv a l times" when the c h ild  must be 
kept a t home a l l  day long.

Tizard and Grad (1961) and Hannam (1975) describe the 

d iffe re n ce  between fa m ilie s  w ith  d if fe re n t ia l access to 

resources. On the one hand, there are those who have enough 

in te rn a l resources to  cope w ith  the problem, and in  mast 

cases can re ly  on other members o f  the fa m ily  o r fr ie n d s . On 

the o ther hand, there are fa m ilie s  who need help from welfare 

agencies in  o rder to  cope w ith  day-to-day d i f f ic u l t ie s .  The 
main burden, according to  Hannam (1975), f a l l s  on the mother 
because the fa th e r can a t le a s t get away to work, and by 

immersing h im se lf in  i t  can fo rg e t the problems a t  home fo r  

a w h ile . For the mother, there  is  no escape unless outsiders 

come in  to  he l.i o r the  c h ild  is  placed in  a re s id e n tia l u n it 

occas iona lly . Unless there is  homebody who can care fo r  the 
c h ild ,  "normal" a c t iv i t ie s  such as shopping, h a ir  c u ttin g  
and going to  the l ib ra ry ,  a l l  become unpleasant. In  many 

cases, the fa m ily 's  a c t iv i t ie s  must be geared to the m entally 

handicapped c h i ld 's  c a p a b ilit ie s  and i t  creates lim ita t io n s  
on outside a c t iv i t ie s  f o r  the fa m ily  members and most o f a l l ,  
fo r  the mother.



Tizard  and Grad U96V, found th a t some women could only do 

the housework a f te r  the m entally retarded c h ild  had been put 
to  bed. Some had to  get th e ir  shopping done by neighbours or 

husbands, some were prevented from going out to work or were 
unable to  comply w ith  medical treatment which would have 

Involved attendance a t an o u tp a tie n t c l in ic .

Mercer (1966) compared fa m ilie s  who released th e ir  m entally 

handicapped member from in s t i tu t io n a l care to  fam ilies  i n  

which th is  member was a res iden t p a tie n t. She found tha t 
68 percent o f the fa m ilie s  o f res iden t patients reported one 
o r more problems in  the "burden o f care" category, while 
on ly 20.6 percent o f the fa m ilie s  o f released cases reported 

such a problem. She concluded th a t although p ra e r ia lly  a l l  
k inds o f problems showed a h igher percentage o f the fam ilies  
o f  res iden t pa tien ts  repo rting  the problem, the s ig n if ic a n t 
d iffe rences  were concentrated in  one area -  “burden of 

care". Resident fa m ilie s  more cften  reported th a t the mother 
was i l l  o r w ordng, the fam ily  could not a ffo rd  the cost o f 

the m entally handicapped member's support, and had other 
problems which she defined as the “c r is is  o f the burden o f 

ca re ". These fin d in g s  I l lu s t r a te  the s ign ificance  of the 
burden created by the special needs and problems o f the 
mentally handicapped member, on the fa m ily 's  day to  day 

l i f e .

I t  seems from the various studies discussed above th a t in 

many cases the main reason fo r  parents choosing to  place the 
c h ild  is  th e ir  fe e ling  th a t the burden o f keeping him a t 
home is  too heavy w ith  regard to  the d a ily  re a l i ty  fo r  each 

fam ily  member and fo r  the fam ily  u n it .  Hart (1970) describes 

the lim ita t io n s  placed on the fa m ily 's  a c t iv i t ie s  caused by 
the c h ild  and concludes th a t there are two a lte rn a tive s  from 
which the fam ily can choose: l im i t  themselves or leave the



c h ild  a t home or somewhere e lse . In the beginning the 
parents may not be too bothered about being t ie d  down w ith  a 
re tarded c h ild ,  but they become increas ing ly  so, as time 

goes on and they begin to  re a liz e  th a t they may never again 
be able to  do anything spontaneously.

I t  seems th a t the c h ild 's  age has a considerable impact on 
the way parents view the “burden of care". Although the 
o lder c h ild  can sometimes be regarded as less dependent on 

h is  parents, i t  has been found in  some studies th a t his 

specia l needs and prob")"us create a recognizable hardship 
fo r  the parents.

According to  Schriber and Feely (1965) a fte r  the in i t ia l  

parental response of emotional d is in te g ra tio n , there evolves 
a perioU o f adjustment and reorganization o f the fa m ily 's  

d a ily  a c t iv i t ie s  and plans. In many fam ilies  the c r is is  
occurs during the retarded person's adulthood. There may be 
more involvement w ith  pro fess iona ls  and u ltim a te ly  recogni­

t io n  o f the c h ro n ic ity  o f the handicap. Family ro les may not 

develop along conventional lin e s  as the ind iv idua l fam ily 
members w i l l  have to  ad just to  the problem posed by a handi­

capped c h ild .  Because o f th is  s itu a tio n , the handicapped 

person's adolescence is  probably the worst c r is is  s itu a tio n  
fo r  the fam ily u n it.

With regard to  the period o f adolescence o f the mentally 

handicapped person, parents experience the burden o f care 
and the impact o f the c h ild  on the whole fam ily due not only 

to  the a rre s t in  the development of the fam ily life c y c le  
caused by the c h ild .  According to  Featherstone (1980), when 
fo r ty  four parents o f in s t itu t io n a liz e d  mentally handicapped 

ch ild ren  were Interviewed, re s u lts  showed th a t the parents 
fa i le d  to  recognize the changing needs of the maturing ch ild  

and i t  increased the problems o f the fam ily as a whole. The



mentally handicapped adolescent found I t  hard to  ad just h is 

socia l behaviour and reacted in  strange and u n fam ilia r 

s itu a tio n s , in  an In fa n t i le  way.

In sp ite  o f the burden o f care fo r  th e ir  mentally retarded 

c h ild  Birenbaum (1970) found th a t mothers o f young 

moderately retarded ch ild ren  made an attempt to maintain 

normal appearing fam ily  l i fe s ty le s ,  which was extremely 
im portant fo r  th e ir  value system. But when they were asked 
to  p ro je c t such a c t iv i t ie s  in to  the fu tu re , they were 

re lu c ta n t to  make pred ic tions  in d ica tin g  th a t they could 
manage only on a day-to-day basis. These mothers had to 

change th e ir  expectations in  response to  a re a l i ty  o f 
continu ing dependence. As the c h ild  grows o lder the 
appearance o f conventional fam ily  l i f e  must be modified by 
the p a r t ic u la r  types o f problems th a t are presented by the 

retarded member.

The impact o f c h ild  and fam ily ch a ra c te ris tic s  on parental 
w illin g n e ss  to  accept the in fluence  of the c h ild  on the 
fam ily  as a whole_________________________________________

In  stud ies o f the impact o f the c h ild  on the whole fa m ily , 

one may f in d  th a t amongst other fa c to rs , c h a ra c te ris tics  o f 

the c h ild  and fam ily  are im portant variab les in  determining 
the exten t to  which the parents acknowledge th a t the c h ild 's  
s itu a tio n  has an In fluence  on the whole fam ily .

This section re fe rs  to :

(a) C h ild  c h a ra c te r is tic s  (sex, and the severity  o f the 
mental handicap)

{b) Parents’ socia l s ta tus , leve l o f education, re lig io u s  
background and the size o f the fam ily .



(a) C h ild  C h a ra c te ris tics

The re la tio n s h ip  between the c h ild 's  age and parents' 

w illin g n e ss  to  accept h is impact on the fam ily  as a 
whole have already been discussed in  the previous 

se c tio n . In th is  section , a tte n tio n  w i l l  be paid to  the 
c h i ld 's  sex and to  the nature o f h is handicap.

According to  t-’arber (1966) the I n i t i a l  stress on the 
parents appears to  be somewhat sex-linked , w ith  the 
mother experiencing a s l ig h t ly  greater reaction when the 
retarded c h ild  is  a g i r l ,  and the fa th e r a markedly 
grea te r Impact {regardless o f social s ta tus ) when the 

retarded c h ild  is  a boy. In the low status fa m ilie s  

where sex d if fe re n t ia t io n  in  fam ily  ro les 1s probably 
g re a te r, mothers were a ffected  to  a much greater extent 

when the retarded c h ild  was a g i r l .  With tim e, however, 

the nature o f the impact on the mother tended to  s h i f t ;  

th a t Is ,  even tua lly  mothers o f retarded boys were 
cor rented w ith  more severe problems than mothers o f 
retarded g ir ls .  With referp,.ve to  Farber's studies one 

can come to  the conclusion th a t the o lder m entally 
re tarded male may provide more d i f f i c u l t  ro le  problems 
fo r  h is  parents than a retarded g i r l ,  even an o lder one.

Tallm an's study flrrS ings mentioned by Kurtz (1977) 
resemble F arber's , He also found th a t the sex o f the 
c h ild  in fluences tho parents ' reactions, in  th a t they 

tend to  react 1n an extreme manner i f  the c h ild  is  a 

male and in  a more lim ite d  way i f  the retarded c h ild  is  
a female.

Beckman (1963), in  her study on the Influence o f c h ild  

ch a ra c te r is tic s  on stress in  fam ilies  o f handicapped 
In fa n ts , re fe rs  to  some other studies by Farber and 

B r is to l which suggest th a t more fam ily  stress tends to
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(a ) C h ild  C ha rac te ris tics

The re la tio n s h ip  between the c h ild 's  age and parents' 

w illin g n e ss  to  accept h is  Impact on the fam ily  as a 
whole have already been discussed in  the previous 
se c tio n . In th is  sec tion , a tte n tio n  w i l l  be paid to  the 

c h i ld 's  sex and to  the nature of h is handicap.

According to  Farber (196B) the in i t i a l  stress on the 
parents appears to  be somewhat sex-linked, w ith  the 

mother experiencing a s l ig h t ly  greater reaction when the 
re tarded c h ild  is  a g i r l , and the fa th e r a markedly 

g -ea te r impact (regardless o f social sta tus) when the 
rsU rded  c h ild  is  a boy. In the low status fam ilies  

where sex d if fe re n t ia t io n  In fam ily  ro les is  probably 
g rea te r, mothers were a ffected  to  c much greater extent 
when the retarded c h ild  was a g i r l . With time, however, 

the nature o f the impact on the mother tended to s h i f t ;  

t h t t  is ,  eventually mothers o f retarded boys were 
confronted w ith  more severe problems than mothers o f 
retarded g ir ls .  With reference to  Farber's studies one 
c-M come to  the conclusion th a t the older m entally 

re tarded male may provide more d i f f i c u l t  ro le  problems 

fo r  h is  parents than a retarded g i r l ,  even an o lder one.

Tallm an's study fin d in g s  mentioned by Kurtz (1977) 

resemble Farber's . He also found th a t the sex o f the 

c h ild  in fluences tho parents’ reactions, in  th a t they 
tend to  react in  an extreme manner i f  the c h ild  is  a 
male and in  a more lim ite d  way i f  the retarded c h ild  is 
a fvsmal o .

Beckman (1983), in her study on the Influence of c h ild  

c h a ra c te r is t ic s  on stress in  fa m ilie s  o f handicapped 
In fa n ts , re fe rs  to  some other studies by Farber and 
B r is to l which suggest th a t more fam ily stress tends to



occur in  fa m ilie s  o f o lder handicapped ch ild ren  and th a t 
boys tend to  be more s tress fu l than g ir ls .

In her study, Beckman also looked in to  the cause o f the 
in fa n t 's  handicap, h is behaviour, and i t s  in fluence on 
stress in  the fa m ily . Twenty one mothers were in te r ­

viewed and re s u lts  revealed th a t there was a s ig n if ic a n t 

re la tio n s h ip  between sp e c ific  c h a ra c te ris tics  o f the 
handicapped in fa n t and the amount o f stress reported by 
parents S im ila r ly , Holroyd and McArthur 11976} found 
d iffe rences  in  the amount o f stress reported by fam ilies  
o f ch ild ren  who were a u t is t ic ,  had Down's syndrome or 

were ou tpa tien ts  in  a p sych ia tr ic  c l in ic .  The mothers of 

the a u t is t ic  ch ild re n  reported greater in te rfe rence  w ith  
normal personal and fam ily  l i f e  function ing  than the 
mothers o f Down’ s syndrome ch ild ren .

T izard and Grad (1961) repo rt a s ig n if ic a n t re la tio n sh ip  

between c h ild  problems and the placement decis ion. They 
found th a t one th ir d  o f the in s t itu t io n a liz e d  m entally 

retarded presented w ith  three or more major problems as 

compared w ith  only twelve percent o f those l iv in g  at

Kotheringham o t .a l .  (1971) mention some c h ild 's  charac­
te r is t ic s  which have great impact on the l i fe s ty le  of 
the fam ily . The f i r s t  group Includes phys ica l, health 

and socia l m aturity  fa c to rs . These c h a ra c te ris tics  

determine the extent to  which the c h ild  is  dependent on 
h is  fa m ily , which in  tu rn , determines the amount of 
e f fo r t  required fo r  h is  care. The second group of 
c h a ra c te r is tic s  includes behaviour problems and msntal 

health  disturbances. These c h a ra c te r is tic s , i f  present 

in  the c h ild ,  tend to  d is rup t fam ily l iv in g .
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When comparing the c h a ra c te ris tic s  of ch ild ren  who were 

admitted to  in s t itu t io n s  w ith  ones who were staying a t 
home, FotheHngftam e t . a l . (1971) found th a t s o c ia lly  

d is ru p tiv e  behaviour by the c h ild  put a lo t  o f s tra in  on 
h is  fam ily  and led them to  place the c h ild . The resu lts  
o f th e ir  study demonstrate a re la tio n sh ip  between c h ild  

and fam ily  func tion ing  and in s t i t io n a l iz a t io n ,  as the 
in s t itu t io n a liz e d  ch ild re n  have more s tress fu l charac­
te r is t ic s .

C le a rly , c h ild  c h a ra c te ris tics  are not the only poten­

t ia l  source o f stress fo r  fam ilies  o f m entally handi­
capped ch ild re n . Child  c h a ra c te ris tics  may in te ra c t w ith  

fa m ily  va riab les  over time to  produce d if fe r in g  amounts 
o f stress fo r  the fam ily  (BecKman, 1983).

(b) Family c h a ra c te r is tic s  -  parents ' socioeconomic sta tus, 
re lig io u s  background and the fam ily size

Results o f N ih ira  e t . a l . ‘ s study (1983) in d ica te  th a t 
fam ily  adjustment, and function ing  is  re la ted  not only to 

s e ve rity  o f the c h i ld 's  re ta rda tion  and the degree o f 
maladaptive behaviour, but also to fam ily  demographic 
c h a ra c te r is tic s  and to  the psychological clim ate o f the 
home.

Only a few stud ies re fe r to the Influence o f parents' 

socioeconomic status on th e ir  a tt itu d e  towards mental 
re ta rd a tio n , th e ir  a b i l i t y  to  accept the fa c t and the 

c h i ld ,  anti the way they function in  d a ily  l i f e  w ith  the 
c h ild  a t home.

Kurtz (1977) mentions th a t most o f these studies have 

described reactions o f middle or upper income fa m ilie s . 
Less in form ation can be found about lower socioeconomic 

s ta tus  fa m ilie s , although some studies have come to  the

a , <s .  ̂ .̂ eJ&8S»k



conclusion th a t re ta rd a tio n  1s not viewed by these 
fa m ilie s  as a major d i f f ic u l t y .  I t  can hardly compete 
w ith  th e ir  fin a n c ia l and vocational problems 1n being a 

focus fo r  the fam ily  m isery. According to  K urtz, the 

re ac tion  o f the low status fam ily to  re ta rd a tio n  may 
the re fo re  be m inimal.

Farber (19b8) suggests th a t among low socioeconomic 

le ve l fa m ilie s , the primary c r is is ' evoking fa c to r is  not 

the label I t s e l f ,  i t  1s ra ther the manta! and physical 
d is a b i l i t y  of the c h ild  which might require  e f fo r t  and 
a t te n tio n . In an e a r l ie r  study, Farber (1960) described 
the " ro le  organization c r is is "  th a t low socioeconomic 
s ta tus  mothers face in  th e ir  attempt to  organize th e ir  

a c t iv i t ie s  in  ways which would permit them to  have an 

acceptable fam ily l i f e .

According to  Mercer’ s find ings  (1966) high socioeconomic 

s ta tus  parents more frequen tly  agree w ith  the o f f ic ia l  

d e f in it io n  o f re ta rd a tio n  than do low status parents. 
Therefore high sta tus fa m ilie s  are more pess im is tic  
about any possible changes in  the c h ild 's  cond ition  and 
about h is  fu tu re . They also tend not to  release th e ir  

c h ild re n  from the in s t i tu t io n ,  and among the released 

c h ild re n  Mercer found more from low status fa m ilie s . The 
la t t e r  ones were aware th a t the c h ild  would continue to 
be dependent, but they were w il l in g  to  accept th is  

dependency and favoured discharge. A c h ild  w ith  a 

problem is  not perceived in  the same way as a s im ila r 
c h ild  in  the high sta tus group.

Fothcringham e t .a l .  (1971), when comparing the socio­

economic status and leve l of education of parents who 
placed th e ir  ch ild re n , w ith  parents who kept the c h ild  

a t  home, found th a t more o f the ch ild ren  who were 
In s t itu t io n a liz e d  came from fam ilies  o f a lower socio­



economic le v e l.  The level o f education o f the fa thers o f 

these ch ild re n  was lower than fathers who Kept the c h ild  

a t home.

T izard  and Grad (1 9 b l), when comparing the social c lass, 

household composition and housing o f fam ilies  who Kept 
the c h ild  a t heme w ith  fa m ilie s  who placed him, did not 
f in d  marKed f l 'f t fm ic e L  between the two groups. But, 

according to  ;v .v ir f in d in g s , fam ilies  of in s t i tu t io n -  

a l iz .d  c h i l t i r - '!  wutv in  a b e tte r fin a n c ia l p o s itio n . 
Only th ir te e n  po rten t o f them were defined as being 

"poor" w h ile  ' t t i r t y  . ig h t percent o f the fam ilies  w ith 
the c h ild  a t hemo wore defined as such. This s itu a tio n  
11 lu  tra c ts  the exten t to  which the m entally retarded 

ch i 1 : is  a fin a n c ia l problem.

Accoramd to  llegab (1963), upper and middle class 
paro ''; are c h a ra c to r :s t ic a ily  career o rien ted , and 

asp:: ons and expectations fo r  a l l  fam ily members are

a t j  :h le v e l .  Ha - ta in in g  or ra is in g  the fa m ily 's  
so u v ! ' j t s ' j  is  as' :r=ed great importance and is  an 
i r . o r ' . - i '  ccn s id e va t;. ■ in  emulsions re la t in g  to work, 
c c u ta :x r ,  :ousing, oc ia l re la tio n sh ip s , and c iv ic  

u . t iv  ;v  ,, Parents w ith  those social values, who are 

able x  i. . .p  the retarded c h ild  a t home, are often 
.mi"," lc=: "x make d ra s tic  readjustments in  th e ir  l iv in g  

u u tt ix n s . I t  is  not uncommon -o r a fa th e r to refuse a 
promotion opportun ity to  another c ity  because o f lack o f 

resource: fo r  h is  retarded c h ild .  Many high status 
fa m ilie s  w i l l  no t, can not or should not, s a c r if ic e  the 
In te re s t d1 the e n tire  ia m ily  fo r  the retarded c h ild .  In 
these cases, placement outside the home may re f le c t  a 

high tiogroo o f fam ily  adjustment.

The low socia l sta tus fam ily genera lly expects less of 

I t s  ch ild ren  and is  more accepting o f dev ia tion , there­



fo re  the presence o f a retarded c h ild  does not in te rfe re  

markedly w ith  parental goal a although i t  may well a ffe c t 

the fam ily  in  other ways. In these fa m ilie s , the fathers 
are frequen tly  less involved in  matters v f  c h ild  care 

and the d i f f i c u l t  chore o f lo w in g  a fte r  the retarded 

c h ild  usua lly  f a l ls  mainly on the mother, or sometimes 
is  o f fs e t  by the assignment o f c h ild  care re s p o n s ib ili­
t ie s  to  other ch ild re n .

According to  Begab (1963), these d ifferences in  ch ild  
rearing  and in  the a tt itu d e  towards re ta rda tion  a ffe c t 
fam ily  adjustment and can cause add itional social stress 
fo r  the fam ily .

Zuk (1959) found th a t the sex o f the c h ild , the socio­
economic sta tus and the size o f the fam ily were not 

re la ted  to  parental acceptance o f  the c h ild . His 
f in d in g s  in d ica te  th a t Catholic mothers accepted the 
young m entally retarded c h ild  more e a s ily  than non- 

C atho llc  mothers. According to  Zuk, the Catholic 

mothers' re lig io u s  background (which has i t s  e ffe c t on 

th e ir  l i f e s t y le )  enabled them to  accept the c h ild 's  
problem more e a s ily  compared to  Protestant or Jewish 
mothers.

T izard and Grad (1961) found tha t having a mentally 

handicapped c h ild  Influences the parents' decision about 
having fu r th e r  ch ild re n . In th e ir  study seventy five  
percent o f the parents did not want more ch ild ren  a fte r  
the b ir th  o f the retarded c h ild .  Farber (1968) re fers to 

some fin d in g s  from a study by H o lt which show th a t 1n 

one hundred and s ix ty  fa m ilie s  whore add itiona l pregnan­
cies were th e o re tic a lly  possib le , one hundred and one o f 
them did not want more ch ild ren  (s ix ty  seven percent).



"We cannot assume th a t a l l  fa m ilie s  w ith in  a given 

socia l c la ss , sharing the same re lig io u s  convictions and 

economic advantages w i l l  respond to  the same basic 
problem w ith  the same s tra te g ic s . We can assume however 
th a t the predominant ch a ra c te ris tic s  and values o f the 

group to  which the fam ily  belongs, do in fluence  i t s  
a tt itu d e s  and responses” (Begab, 1963, p. 56-57).

3.2 l  INKS OF TIE KESLAKCH STUDY

This section presents study find ings  in  regard to parents' 
perception o f the impact o f the c h ild  on the fam ily  as a whole, and 

p a r t ic u la r  members o f i t .

3.2.1 A comparison according to  groups and fp£„,mothers 
ve rsus 'fa the rs  ‘ "   -

In the Questions re la t in g  to  th is  sub ject, the parents were 
asked to  describe the s itu a tio n  in  th e ir  fam ily and to 

compare th e ir  fam ily  to fa m ilie s  w ithou t a mentally handi­
capped c h ild .

In comparing the parents o f the young ch ild ren  (Group A) 

w ith  the parents o f the o lde r ch ild ren  (Group B) the re su lts  
o f the two research to o ls  (the QRS and the in te rv iew  
schedule) re f le c t  the same trend . Results o f parents' 
answers to  the three QRS scales regarding th is  issue are 

depicted in Table 26.
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Table 26

Means, SD, Of, and P ro b a b ilit ie s  fo r  Group A versus Group B 
according to  Scales B, 9, 10 o f the QRS f t  te s t)___________

s 1
Group A Group B

SD Uf P SD Df P

8. Lack o f fam ily
in te g ra tio n .

9. L im its  on fam ily
opportun ity .

ID. Financial 
problems.

2.7

1.1

3.5

2.3

1.3

2.3

106.3 

106.8 

99.4

0.1

0.9

0.7

3.4 

1.1

3.4

2.4

1.4 

3.0

107

108 

110

0.1

0.9

0.7
N=58 N=54

The d iffe rences between parents o f younger and o lder ch ildren

according to  the re le va n t QRS scales are not s ta t is t ic a l ly  s ig n i f i ­

cant. However, among the parents of the older ch ild ren  there were 
more who admitted t  the c h ild  created special problems or needs 
fo r  the fam ily as a whole.

Parents' answers to  the in te rv ie w  schedule resemble th e ir  reactions 

to  the QRS {see Taole 27).

Table 27

Frequencies o f answers to  the question "Do you fee l th a t your fam ily , 
has special needs or problems because o f the ch ild ? " by groups A S B 
( in  percentages). _____ ______ ________ _________________________

Answer Group A Group B

1. No. 69 61.9
2. We used to  have problems

in  the past. 1.7 1.9
3. In a way. 15.5 16.6
4. Yes. 13.8 29.6

100.0 100.0

N=S8 N=54



The d iffe rence  between the groups in  parents ' answers to 

"Yes" is  more than ten percent and w i l l  there fo re  be 
considered a marked one. Yet, I t  is  im portant to  take note 
o f the fa c t th a t many parents in  both groups denied having 

problems or needs as a re s u lt of the c h ild . In another 
question, parents were asked to  give reasons fo r  th e ir  
denial o f the c h i ld 's  impact on the fam ily  as a whole. More 

o f the parents o f the younger ch ild ren  tr y  to lead a normal 

l i f e .  The parents of the o lder ch ild ren  although adm itting 

having needs or problems do not fee l a strong d iffe rence  
between th e ir  fam ily  and fa m ilie s  w ithou t a mentally 
retarded c h ild .  (See Table 40A in  Appendix 4 ).

Comparisons between mothers o f the o lder ch ild ren  versus 

mothers o f the younger ones and fa the rs  of the older 
ch ild re n  versus fa thers o f the younger ones in  regard to  the 

QRS scales reveal tha t although the d iffe rences are not 
s ta t is t ic a l ly  s ig n if ic a n t,  mothers and fa the rs  (each group 
separa te ly) o f the older ch ild re n  were most l ik e ly  to  accept 
th a t th e ir  mentally handicapped c h ild  had an impact on the 
whole fa m ily . (See tab les 41A, 42A in  Appendix 4 ).

These re s u lts  lend weight to  the idea th a t over the years as 
the c h ild  grows up the parents fee l more and more his 
increased in fluence  on the fam ily  as a whole, and/or on 
p a r t ic u la r  members o f the fam ily (the s ib lin g s  in  most

When comparing themselves to  fa m ilie s  w ithou t a mentally 
handicapped c h ild ,  the parents o f the younger ch ildren 
concentrated on d i f f ic u l t ie s  re la t in g  to  the d iffe rences in 
c h ild  rearing  (having a perpetual baby) w h ile  parents o f the 
older ch ild re n  used terms o f l i f e s t y le :  being more lim ite d  

and iso la te d  and having a f in a n c ia l burden. These d i f f e r ­
ences are more than ten percent and should be considered 

noteworthy. (See Table 28).
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Frequencies o f parents ' answers to  the question "Do you 
th in k  th a t there are d iffe rences in  d a ily  l i f e  between your 
fa m ily  and fa m ilie s  w ithou t a mentally handicapped ch ild? " 
by Groups A & B. ( in  percentages).________________________

Answer Group A Group B

1. There are no d iffe rences. 24.2 33.4
2. Not very much, you have to 

devote more time to the ch ild . 12.0 5.6
3. Not now because the other 

ch ild re n  are young or o ld . 10.4 1.9
4. Yes, i t s  l ik e  having a baby 

a l l  the tim e. 32.8 11.1
S. Outside a c t iv i t ie s  are more 

d i f f i c u l t .  We are lim ite d , 
is o la te d , spend more money 17.2 42.5

6.
on the c h ild .

We are c lose r to  each o ther. 3.4 5.5
100.0 100.0
N=58 N=54

When mothers were compared to  fa th e rs , re su lts  re f le c t  tha t 
the mothers f e l t  more lim ite d  in  th e ir  a c t iv i t ie s  and more 
s o c ia lly  is o la te d , w h ile  the fa thers mentioned having to 

spend more time w ith  th e ir  m entally retarded c h ild .  {See 

Table 43A in  Appendix 4 ).

Parents' opin ions in  regard to  the e ffe c t o f the c h ild  on a 

p a r t ic u la r  member o f the fam ily  were s im ila r  fo r  both 
groups. Many parents o f both groups denied th a t the ch ild  
had such an e ffe c t  on other fam ily members. (See Table 44A 

in  Appendix 4 ).
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To sum up the comparisons according to  groups A versus B and 
between mothers and fa the rs , i t  is  important to  note the 
s im ila r i t ie s  in  opinions when fa thers  are compared to  

mothers and th a t the d iffe rences , even when they are not 
s ta t is t ic a l ly  meaningful, are always in  the same d ire c tio n . 

As the c h ild  grows h is  in fluence on the fam ily as a whole or 

on p a r t ic u la r  members is  increas ing ly  f e l t  by the parents.

3 .2 .2  C h ild  C harac te ris tics

Has the c h ild 's  sex an in fluence on the w illingness  of the 
parents to  acknowledge h is  impact on the fam ily  as a whole?

When comparing the opinion o f parents according to  c h ild 's  
sex, i t  must be kept in  mind th a t there is  a marked 
d iffe re n ce  in  the number o f males in  the two groups; the 

group o f the o lder ch ild ren  (0} consists o f more males.

Results show th a t parents o f males are more prepared than 

parents o f females to  admit th a t the c h ild 's  s itu a tio n  

a ffe c ts  the fam ily as a whole. (See Table 29).

Frequencies o f answers to  the question "Do you fee l tha t 
your fam ily  has special needs or problems because o f the 
ch ild ? " by c h i ld 's  sex, ( in  p e r c e n t a g e s ) . ________

Answer Male's
oarents

Hemal e1 s 
parents

59.1 63.1
2. We used to  have problems

in  the past. 1.5 3.1
3. In a way. 10.6 23.9
4 . Yes. 28.8 10.9

Total 100.0 100.0

N=66 N=46



"The d iffe rences  in  the answers “ In a way" and "Yes" are more 

than ten percent and should there fo re  be considered meaning­

fu l .

When comparing th e ir  fam ily to fam ilies  w ithou t a m entally 

handicapped c h ild ,  the parents o f males also f e l t  to  a 

greater exten t th a t th e ir  fa m ilie s  are lim ite d  and Iso la ted . 

(See Table 45A in  Appendix 4 ).

As mentioned above, the e f fe c t  o f the m entally handicapped 

male on h is fam ily  as a whole is  probably greater compared 

to  the e f fe c t  o f the m entally handicapped female (although 

as mentioned before, these re su lts  may be influenced by the 

fa c t  th a t there arc more males among the o lder c h ild re n ).

Results o f the study Ind ica te  th a t the cause o f the c h ild 's  

mental handicap has a s lig h t  impact on parents' opinions 

about the d iffe rences  between them anti fa m ilie s  w ithou t a 

m entally handicapped c h ild  (seo Table 30).
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Frequencies o f parents ' answers to  the question "Do you 
th in k  th a t then- are d iffe rences in  everyday l i f e  between 
your fam ily  and fam ilies  w ithou t a mentally handicapped 
ch ild ? " by the cause o f c h i ld 's  mental re ta rda tion .
( in  p e rc e n ta g e s K   ___ _____ ___ _____________________

Answer Unknowr Genetic
disorder?

Brain
damage

1. There are no d iffe rences. 16.9 26.8 30.5
2. Not very much, you have

to  devote more time to
the c h ild . 22.2 4.8 8.3

3, Not now because the other
ch ild re n  arc young or
o ld . 11.1 9.7 2.9

4. Yes, i t s  l ik e  having a
baby a l l  the time. 16.6 29.5 22.2

5. Outside a c t iv i t ie s  are
more d i f f i c u l t .  We are
lim ite d , iso la ted  spend 27.7 19.5 36.1
more money on the c h ild .

b. We are c loser to  each
S.b 9.7

^ i t ib .u 100.0 100.0
N»18 N=41 N»36

Parents o f ch ild re n  "'ho have mental re ta rda tion  of unknown 

ae tio logy  feel th a t they have to  use anre time as a re s u lt 

o f  the c h ild .  When the c h ild  su ffe rs  from genetic disorders 
h is  parents look upon him as a perpetual baby.

The parents o f a brain damaged c h ild  seem to  admit having 

special problems or needs as a re s u lt of the c h ild , while 
parents who have a c h ild  s u ffe rin g  from genetic disorders 

" t r y  to  lead a normal l i f e " .  (See Table 4bA in  Appendix 4 ).
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When analysing the re su lts  about the re la tio n sh ip  between 
paren ts ' acknowledgement o f the impact o f the c h ild  on the 
fam ily  as a whole, and his physical co nd ition , i t  must be 
noted th a t among the younger ch ild ren  (group A) there are 
more ch ild ren  who were described by th e ir  parents as being 
in  only a f a i r  physical cond ition . This fa c t probably has an 
In fluence on the re s u lts .

The c h i ld 's  physical cond ition  has a s l ig h t  In fluence on the 
paren ts ' w illingness  to accept tha t the mentally handicapped 
c h ild  a ffe c ts  the fam ily  as a whole.

However, parents o f ch ild re n  in  f a i r  physical cond ition  feel 
more s trong ly  th a t they have to  spend a lo t  o f time w ith 
th e ir  special c h ild .  This, in  th e ir  op in ion , is  the main 
d iffe re n ce  between th e ir  fam ily  and fam ilies  w ithou t such a 
c h ild .  When i t  comes to the s ib lin g s , in  the fa m ilie s  where 
the  c h i ld 's  physical cond ition  is  only f a i r ,  the parents 
fee l th a t  the s ib lin g s  an- c lose r to each o the r, and more 
h e lp fu l,  (see Tables 4?A, 4HA in  Appendix 41,

3 .P.3 Family C ha rac te ris tics

Results show th a t b ir th  order has only a s l ig h t  and in s ig n i­
f ic a n t  impact on parents w illingness  to accept th a t the 
c h ild  has an In fluence on the fam ily as a whole. Yet the 
th ird  and subsequent born c h ild  is  considered by the parents 
to  ba a perpetual baby. Thu parents o f a f i r s t  born c h ild  
feel more lim ite d  by him, compared to the fam ilies  where the 
c h ild  has o lder s ib lin g s . The second born c h ild  seems to 
have the g rea test Impact on h is  or her s ib lin g . (See Tables 
49A, 50A in  Appendix 4 ) . ( I t  must be noted th a t there are 
more f i r s t  born ch ild ren  in  group A and second born in  group 
0 ).
Parents' leve l o f formal education seems to  have a marked 
impact on ce rta in  parental views In regard to the e ffe c t o f 
the m entally retarded c h ild  on the whole fam ily . However, i t  
must bo Kept In  mlnd th a t there are more h igh ly  educated 
parents In Group A,
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Frequencies o f paren ts ' answers to  the question: " I f  you do 
not have special problems or needs, give reasons fo r your 
answer?" by paren ts ' leve l o f formal education.
( In  percentages).______________________________________

Answer Under
M etric and Post

1. We have problems or neuds. 37.7 41.3
2. We t r y  to  load a normal l i f e . 21.4 39.2
3 . I t  h a sn 't changed our l i f e ,

we are l ik e  any other
fam ily . 36.0 17.6

4. Not now, the c h ild  is  s t i l l
youno. 4.9 1.9

Total 100.0 100.0
N=61 N»51

The parents whose leve l o f formal education Is  lower tend to 

deny the impact o f the c h ild  on the whole fam ily to a 

grea ter exten t than sure h igh ly  educated parents. The 
d iffe re n ce  is  more than ten percent and should therefore be 

regarded as noteworthy. The higher educated parents tend to 
admit t t u t  they " t r y  to  lead a normal l i f e " ,  anti i t  is  

harder f ) r  them to  sta te  th a t th e ir  l i f e  was not changed and 

th a t they are l ik e  any other fam ily .

The parents who are more h igh ly  educated are also more aware 
o f the impact o f the m entally handicapped c h ild  on his 

s ib lin g s . (.See Table 51A in  Appendix 4 ).

The aforementioned d iffe rences (see Table 2ft) in  parents1 
formal education according to  the two groups (A & D) 

demonstrate th a t parents ' formal education has a marked 
impact on th e ir  views. There are more lower-educated parents 

in  group b, but s t i l l  those parents more than others deny 
the fa c t th a t the c h ild 's  problem a ffec ts  the fam ily as a 
whole.
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When comparing the reactions o f mothers who are In employ­

ment to  mothers who arc not working outside the house, i t  

was found th a t the la t te r  ones most s trong ly  f e l t  the Impact 
oP the c h ild  on the fam ily as a whole. Many of the mothers 

who work outside the house do not admit tha t the c h ild 's  
problem changed th e ir  l iv e s .  (Sec Table 32).

Frequencies o f mothers' answers to  the question: " I f  you do 
not have special problems or needs, give reasons fo r  your 
answer?" by moth ers ' occupation, ( in  percentages)._________

Opinion Working
Mothers

Housewives

1. We have problems or needs. 32.6 43.9
2. He t r y  to  lead a normal l i f e . 26.2 31.8
3. I t  h a sn 't changed our l i f e ,

we are l ik e  any other
fam ily . 39.1 19.7

4. Hot y e t, the c h ild  is  s t i l l
young. ____________ 2.1 4.6

I . . # . ' "  ' 1QV.U
™ N-=23 ~~N»33

Results show th a t the housewives seem to  experience the 
burden o f care fo r  the c h ild  more than the working mothers. 

(See Table 52A in  Appendix 4 ).

A comparison between higher and lower s k ille d  fathers shows 
th a t the former ones are more l ik e ly  to  admit th a t the 

c h i ld 's  problem creates problems fo r th e ir  fam ily and th a t 
they arc d if fe re n t from fa m ilie s  w ithou t a mentally retarded 

c h ild .  More of the lower s k il le d  fa thers could not perceive 

any change in  th e ir  l i f e  when comparing themselves to 
fa m ilie s  w ithou t a m entally retarded c h ild . (Seo Table 53A 

in  Appendix 4).

—  i.
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A comparison between re lig io u s  background and parents' 
opinions about the In fluence  th a t the c h ild  has on his 

fam ily  is  presented in  Table 33. ( I t  must be kept in  mind 

th a t there are s l ig h t ly  more Jewish parents o f the o lder 
ch ild ren  (Group B ).

Frequencies o f parents ' answers to  the question: " I f  you 
have special problems or needs, what are your problems or 
needs?" by paren ts ' re lig io u s  background ( In  percentages).

Answer Catholics Protes- Jews

1. We have no needs or
problems. 73.6 61.9 44.4

2. We used to  have problems
in  the past. 2.8

3. We are more lim ite d . 5.2 11.2 11.1
4. I t  a ffected  the s ib lin g s . 5 2 9.8 33.3
B. I t  put a s tra in  on us, we

are w orried. 5.5 y.7 11.2
6. We need more professional

help. 10.5 2.8
7. We are c lose r to  each

2.8
Total 100.0 100.0 100.0

N=19 N=71 N=18
Results reveal a noteworthy d iffe rence  between the Jewish

parents and the others In acknowledging the Impact o f the 
c h i ld  on fam ily  problems and needs.

The Jewish parents were also more w ill in g  to admit th a t a 

p a r t ic u la r  member o f the fam ily was affected by the r'tsence  
o f  the c h ild .  The le a s t acceptance o f th is  fa c t was found 
among the Catholic parents. The Jewish and the Protestant 

parents more than tho Catholics reported d iffe rences in  
l i f e s t y le  - they fec i more lim ite d  and iso la te d .
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As already mentioned, when comparing the parents according 

to  th e ir  re lig io n , I t  should be noted th a t there are more 

Jews among the parents o f the o lder ch ild ren  (group B), and 

th is  fa c t probably has an Impact on the nature o f the 
re s u lts  when groups A and B were compared 1n Table 28.

Having a mentally retarded re la t iv e  (beside the ch ild )  had 

no marked impact on paren ts ' w illingness  to  admit the 
d iffe rences between th e ir  fam ily  and fam ilies  w ithou t a 

m entally retarded c h ild .  (See Table 54A in  Appendix 4 ).

A summary and a discussion o f the aforementioned find ings  is  

presented in  the fo llow ing  section.

3.3 SUMMARY AND DISCUSSION

The e f fe c t  o f the mentally handicapped c h ild  on h is  fam ily has 

frequently  been described 1n the li te ra tu re .  Some o f the studies 
which have d e a lt w ith  th is  issue contend th a t fam ilies  o f m entally 
retarded ch ild re n  are strong ly  a ffected  by the c h ild 's  problem In 

terms of th e ir  l i f e s t y le  and In te rre la tio n s h ip s . In these s tud ies, 
the d iffe rences between fa m ilie s  o f m entally handicapped ch ild ren  
and fam ilies  w ithou t such a c h ild  are s trong ly  emphasized, 

espec ia lly  concerning day-to-day l i f e  and patterns o f c h ild  rearing . 
The general focus 1n these Investiga tions 1s characterized by the 
tendency to  describe the c h ild 's  Impact on the fam ily as a whole as 
being negative (Begab, 1963; Mercer, 1966; Farbor, 1960, 1975; Chinn 

e t . a l . , 1970; Feothorstone, 1900; Drew i - . a l ■, 1984).

On the other hand, one may f in d  a few stud ies which oppose the 

tendency to Took upon parents o f m entally handicapped ch ild ren  as a 
pathological group and to  over-estim ate the stresses and the s tra ins  
In  th e ir  l iv e s .  (S ch lld , 1964; Rappoport e t . a l . ,  1975; Voysey, 1975;, 

McAndrew, 1976).

■r-*
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When responding to the two research too ls  (the QRS and the 
in te rv  schedule), the parents who toon pa rt in  th is  study had to 

re la te  to two main areas in  which tha c h i ld 's  problem might have i t s  
in fluence on the fam ily  as a whole. They were asKed to estimate the 

in fluence o f the c h i ld 's  s itu a tio n  on th e ir  In te rre la tio n sh ip s  and 
on the general atmosphere in  the fam ily , and to  compare th e ir  da ily  
l i f e  to the day-to-day l i f e  o f fa m ilie s  w ithou t a m entally handi­

capped c h ild  in  order fo r  them to  id e n tify  the d ifferences and the 
s im ila r i t ie s .

Data obtained from the two research too ls  cons is ten tly  reveal 
th a t many o f the parents o f both groups (parents o f the younger and 
the o lder c h ild re n ) denied the e ffe c t o f the c h ild  on the fa m ily 's  
in te rre la tio n s h ip s  or on the atmosphere in  tho fam ily . They also 
denied th a t the c h i ld 's  s itu a tio n  created problems fo r  the fam ily  as 
a whole or fo r  a pa rticu lo - member o f the fam ily .

However the d iffe rences In parents ' reactions to the in terview  
schedule revealed th a t the parents >f the o lder ch ildren admitted 

more freqen tly  th a t the c h ild 's  s itu a tio n  affected the whole fam ily , 

o r created problems fo r a p a r t ic u la r  member.

While i t  was d i f f i c u l t  fo r  most o f the parents to acknowledge 
th a t as a re s u lt o f the c h ild  they became an exceptional fa m ily , 
when they were asked to  compare th e ir  d a ily  l i f e  to fa m ilie -  w ithout 

a m entally handicapped c h ild ,  many parents could not Ignore the 
unique burden o f core they have to  bear as a re s u lt of the c h ild 's  
special needs.

I t  seems from the re su lts  th a t the "burden o f care" has a 
d if fe re n t moaning fo r  the parents according to the c h ild 's  age. For 
the parents o f tho young ch ild ren  i t  is the d a ily  grind re su ltin g  

from caring fo r  a perpetual baby who never grows. Tho o lder parents, 
on the other hand, describe the burden o f care in  terms o f the 
l im ita t io n s  Imposed on them by the c h i ld 's  s itu a tio n , m ainly social 

is o la t io n  and fin a n c ia l d i f f ic u l t ie s .  The d ifferences in  parents'



opinions c le a r ly  reveal tha t in  sp ite  of the fa c t th a t the growing 

c h ild  sometimes becomes phys ica lly  less dependent on his parents, 

when comparing themselves to  parents o f normal ch ild ren  the parents 
s t i l l  experience the d ifferences in  th e ir  d a ily  l i f e .  When re fe rr in g  
to  the burden o f care, the parents o f the older ch ild ren  ac tua lly  
describe the development o f c lea r patterns of l i fe s ty le ,  l ik e  the 

tendency o f some o f them to  give up socia l contacts, or to  refuse 
b e tte r jobs.

Findings o f some previous studies are consistent w ith  the above- 
mentioned re s u lts . Hayley (1973), Voysey (197R) and Glendinning 
(1983) also found tha t while  i t  was qu ite  d i f f i c u l t  fo r  parents to 

ccept th a t the c h i ld 's  s itu a tio n  created problems fo r  the fam ily as 
a whole, they were ready to acknowledge the in fluence of the ch ild  
on th e ir  day-to-day l i f e .

Parental tendency to  deny the influence, of the c h ild 's  problem on 

the fam ily  as a whole can be explained in  several ways:

-  Sometimes, the fam ily  as a whole or members o f the fam ily try  to 
suppress the It perception of the existence of a problem e ith e r fo r 
the wnole fa m ily , or even fo r th-qir m entally handicapped c h ild . In 
such circumstances, the parents may to ta l ly  o.iy exceptions in 
th e 'r  fam ily  l i f e  when comparing themselves to  fa m ilie s  w ithou t a 

mentally handicapped c h ild . (Farber, 1975).

-  For some parents, even when ad justing  to  the fa c t th a t th e ir  c h ild  

is  m entally handicapped, i t  is  s t i l l  hard to  accept the im p lica ­
t io n s  o f such a s itu a tio n  on the fam ily as a whole. I t  might also 
be seen as the parents ' attempt to  p ro tec t the fa m ily 's  "normal" 
appearance in  order to  avoid s tig m a tiza tio n .

-  According to  Chinn e t . a l . (1978) when the parents feel th a t the 

a t t i tu td e  o f the community towards them does not bas ica lly  change 
because o f th e ir  m entally handicapped c h ild ,  i t  becomes easier fo r 
them to  ignore the d iffe rences between themselves and fam ilies  
w ithou t such a c h ild .



-  Tizard and Grad (1961) and Hannam (1975) have described parents 

who decide to  keep th e ir  mentally handicapped c h ild  a t home as 
b e tte r adjusted to  the s itu a tio n  o f having such a c h ild . As a ll

the parents who p a rtic ip a te d  in  th is  study preferred to  keep the
c h ild  at home, i t  can be assumed th a t fo r them the c h ild 's  problem

probably created less stress fo r  the whole fam ily and thus i t  was
easie r fo r  them to  deny the c h i ld 's  impact on th e ir  fam ily  l i f e -

C h ild  and fam ily  c h a ra c te ris tics  are also im portant factors

in flu e n c in g  parents ' b e lie fs  about the impact of the c h ild 's  problem
on the fam ily  as a whole. The find ings of the present study are
cons is ten t w ith  some previous studies (Tizard and Grad, 1961; 
Farber, 19uW; Fotheringham e t.a l . 1971) and c le a r ly  demonstrate the 

impact o f tho c h i ld ’ s age, sex and the severity  o f h is  mental

handicap on h is paren ts ' w illin g n e ss  to  accept tha t h is s itu a tio n  
creates problems to r  the fam ily  as a whole or fo r  a p a rt ic u la r 
member.

I t  seems th a t more fa m ily  stress tends to occur in fa m ilie s  o f 

o ld e r m entally retarded ch ild re n  and tha t males tend to  be more 

s tre ss fu l than females. I t  was also found in  th is  study, and in  some 
oreviews in ve s tig a tio n s  (T izard and Grad, 1961; Farber, 1968; 

Fotheringham e t a l ■, 1971; Beckman, 1983), th a t the se ve rity  o r the 
nature o f the handicap ind ica tes  how the c h ild  w i l l  be dependent on 
the p a w tts , and the exten t to which they w i l l  fee l lim ite d  because 

o f  h is  problems. I t  was found th a t parents o f  b ra in  damaged ch ild ren  

f e l t  the negative impact o f  the c h ild  on the s ib lin g s  and on th e ir  

l i f e s t y le .  The Down's Syndrome c h ild  had more e ffe c t on day-to-day 

l i f e ,  and h is  parents tended to  view the d iffe rences between them 
and fa m ilie s  w ithou t a m enta lly regarded ch ild  around the d a ily  

burden r ' '  care, and not so much in  regard to  fam ily  in te rre la t io n s h ip s  
and socia l lim ita t io n s .

However, among the parents o f ch ild re n  in  on ly f a i r  physical 

c o n d itio n , there were more ( in  comparison to  the parents o f ch ild re n  

in  good physical cond ition ) who described the p o s itive  impact o f  the 
m enta lly handicapped c h ild  on the s ib lin g s  who became c lose r to



each o ther, juch 1* lin g s  o f  togothernv'.s might re f le c t  the tendency 
o f  some fam ilies  to  .vo id  contacts w ith the outside world. Instead 
o f  outside contacts, th fam ily members develop very close in te r ­
re la tio n sh ip s  and tend to  sphaslzo the fam ily un ity around it s  
special task; caring fo r  a n irn -.illy  handicapped member.

Family c h a ra c te r is tic s  were also found to have an impact on 
parental w illingness  to  accept the c h ild 's  in fluence on the fam ily 
as a whole. Results o f th is  study ind ica te  tha t when the c h ild  is  
the second horn in  h is fa m ily , the parents perceive the impact of 
h is problem on the s ib lin g s  more s trong ly . According to Farber 
(I9 6 0 ), the degree o f fam ily in te g ra tio n  achieved p r io r  to  the 
in tro d u c tio n  o f the mentally retarded c h ild  is  a dominant fac to r 
determining what w i l l  happen to  the fa m ily 's  in te rre la tio n sh ip s  
a f te r  the b ir th  o f such a c h ild . Yet., more important facto rs  are the 
fam ily  b ir th  order and the a rre s t in  Ju. development r-f the fam ily 
l i fe c y c le ,  which is  due to  the fa c t th,^ the iw .n t.iliy  retarded 
c h i ld 's  dependency on h is parents continues I.- sp ite  u  his growing
age. When the retarded c h ild  is  the la s t  horn, the parents
experience the a rre s t in  th e ir  fam ily l i fe c y c le  more acute ly, since 
in  th e ir  advancing age they s t i l l  have to  care fo r a c h ild  whose 
needs, in  s p ite  o f h is  growing age, resemble the needs o f a baby. 
{Farber, 19t>b).

Results reveal tha i ".ides the order o f b ir th ,  d ifferences in 
parental leve l o f education create d if fe re n t opinions in  regard to 
the in fluence o f the c h i ld 's  problem on the fam ily ui. a whole. The 
parents whose leve l o f education was lovnr were strongest in  th e ir  
denial th a t the c h ild 's  problem impacted on th e ir  l i fe s ty le  and
fam ily  in te rre la t io n s h ip s . These re su lts  stress the great influence 
o f  education on parents ' views, as among the parents o f the older
ch ild re n  who were read ie r to  accept the c h ild 's  impact on the fam ily
as a whole, there were more lower educated parents. The higher
educated parents were more ready to  admit th a t the c h ild 's  problem
R ffe c tm  his s ib lin g s  and had a ce rta in  Impact on the fam ily
l i f e s t y le .  The fa c t th a t mental re ta rd a tio n  is  not viewed as a major 
d i f f ic u l t y  by fa m ilie s  o f lower socioeconomic status and education 
has already been mentioned In  past s tud ies. (Begab, 1963; fa rb e r, 
'968; Kurtz, 1977).
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Mercer (1966) found th a t the more h igh ly  educated parents 
preferred to keep th e ir  c h ild  in  an In s t i tu t io n ,  while  Fotheringham 

e t . a l . (1971) found th a t among the ch ild ren  in  In s t itu t io n s , more 
came from fam ilies  o f lower socioeconomic status and leve l o f 
education. A common view among researchers 1s th a t fo r  the lower 

socioeconomic and less educated fam ilies  I t  is  easier to accept the 
c h i ld 's  mental d is a b i l i t y ;  however, i t  is  much more d i f f i c u l t  fo r  
those parents, and esp e c ia lly  fo r  the mothers, to organize th e ir  

d a ily  a c t iv i t ie s  in  a way which would permit them to have an 
acceptable fam ily  l i f e .  (Farber, 1968).

Parental re lig io u s  background is  another fa c to r which was found 
to  have i t s  in fluence on the degree o f acceptance ot the e ffe c t of 
the c h ild 's  problem on the whole fam ily . Results o f tn is  study show 

th a t the Jewish parents more than the Catholics and the Protestants 

reported d iffe rences in  th e ir  l i fe s ty le  when comparing themselves to 

fa m ilie s  w ithou t a m entally retarded c h ild . This re s u lt is  probably 
influenced by the fa c t th a t among the o lder ch ild ren  there were more 
Jewish ch ild re n , and i t  has already been mentioned tha t more parents 
o f the o lder ch ild re n  were ready to acknowledge th a t the c h ild 's  
problem had an impact on the whole fa m ily . The fa c t th a t the Catho­
l ic s  more than the others tend to  deny the Impact o f the c h ild 's  
s itu a tio n  on the fam ily  as a whole, could be explained w ith  

reference to Zuk's fin d in g s  (1959) which revealed th a t Catholic 
mothers accepted the m entally retarded c h ild  as pa rt o f the fam ily 
more e a s ily . Such an a tt itu d e  probably helped the mothers to ignore 

the e ffe c t o f the c h ild  on the whole fam ily .

To conclude, tho find ings  o f th is  study reveal th a t many o f the

parents who were interviewed wore not prepared to accept th a t th e ir
c h ild  Influenced the nature o f th e ir  fam ily l i f e .  However, when
comparing themselves to parents o f "normal" ch ild re n , the parents 
were readier to  acknowledge the d ifferences in  d a ily  l i f e  which

arose from the burden o f care fo r a disabled c h ild . A comparison 

between mothers and fa thers  in  regard to the abovementioned issue, 
d id  not re f le c t  any o f the marked d ifferences In opinion which have

.wJIStiESu



been reported in  some past studies (Holroyd and McArtnur, 1976; 
Beckman, 1983).

The d iffe rences In parents ' opinions were due mainly to the 

c h i ld 's  age. The parents o f the younger ch ild ren  are more aware ot 
d iffe rences  in  patterns o f c h ild  rearing , mainly the need to  care 
fo r  a baby who never grows. The parents o f the o lder ch ild ren  tend 
to  describe more basic changes in  th e ir  l i fe s ty le  which re s u lt from 

the c h ild 's  special needs.

The in fluence  o f the c h ild  on parental re la tio n sh ip s  w ith  community 
support networks, w i l l  be discussed in  the fo llow ing  chapter.
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CHAPTER 4

FACING OUT; THE IMPACT OF THE WENTALU HANDICAPPED CHILD 
ON HIS PARENTS' RELATIONSHIPS WITH THE OUTSIDE WORLD

4.1 PERSPECTIVE FROM THEORY AND PAST RESEARCH.

4.1 .1  In troduc tion

Having a hahy is  usually an occasion fo r re jo ic in g  and much 
p u b lic  cong ra tu la tion . Tho new baby is  paraded 1n the pram, 
everyone lik e s  to  have a look and coo over i t ,  and the 
parents can glow w ith  pleasure and s a tis fa c tio n . A ll babies 
seem to  be b e a u t ifu l, a t le a s t to  th e ir  mothers and there Is 
the fe e lin g  o f having created something perfect, a sense of 
c o n tin u ity  and the b e lie f  th a t a b i t  of one's s e lf w i l l  l iv e  
on fo r  the fu tu re . There is ,  of course, another side to 
having babies: depression, a n ti-c lim a x , and loss o f freedom, 
but these are not the aspects th a t are accentuated.

In  "normal" fam ily l i f e ,  p a rt ic ip a tio n  in  friendsh ip  groups 
and in  w ider organizations outside the fam ily , o rd in a r ily  
supports the norms and values associated w ith  everyday l i f e .  
For the fam ily  in  c r is is ,  these ordinary community re la t io n ­
ships do not support norms and values pertinen t to  handling 
"the problem" (Farbor, 1975).

When the c h ild  is  montally handicapped th is  is  a tremendous 
blow to  the s e lf  esteem o f the parents. They feel th a t they 
have e ith e r fa ile d  or been singled out by fa te  (Hannam, 
1975).

I t  scorns th a t tho outside world represents a considerable 
th re a t to  tho parents. From the s ta r t  they have to  confront 
i t  in  tho shape o f p ro fess iona ls , re la t iv e s , and fr ie n d s . 
The p ro fess iona ls , according to  Anderson (1982), understand 
about these th ings and can see what is  coming, but the 
re la t iv e s  or friends may have mixed fee lings when they get 
the nows.

Although as Farbor (1975) notes, other ex tra -fam ily  c o a li­
t io n s  do a ss is t fam ily members in  handling the c r is is ,



sometimes people outside tho fam ily  fin d  1 t very d i f f i c u l t  to 
react h e lp fu lly .  Very often the re s u lt Is  e ith e r too much 
sympathy or a denial o f any sort of pri-blem. I t  seems tha t 
the parents themselves fear both reactions. Although they 
hope to  not be re jected  becaused of the c h ild , too much 
sympathy sometime*: makes them fee l as i f  there has been a 
"death in  the fa m ily " , r in g  constantly surrounded by people 
who arc "a w fu lly  nice" (Voysey, 197!i, p. 144).

Most stud ies show th a t the outside w orld 's  in i t ia l  reactions 
have great significance- in  determining the parents' a ttitu d e s  
towards other people and organizations in  the community, 
inc lud ing  tho services w ith  which the parents must have 
contact in  order to  be Iv lped  -r lth  th o ir  new s itu a tio n . Not 
on ly the f i r s t  reaction parents face, but other fa c to rs , 
a ffe c t paren ts ' openness to  accept help. Bayley (1973) 
describes two main reasons. According to  h is  find ings some of 
the fa m ilie s  want to  suppress the pain th a t they feel about 
th e ir  subnormal member, and not le t  the world know about I t .  
They do not want to foo l stigm atized. The second reason may 
be re la ted  to  the f i r s t  one, but Bayley did not fin d  c lear 
evidence th a t th is  is  so: there is  a great reluctance on the 
p a rt of the parents to  ro ly  on other people, and espec ia lly  
th e ir  other ch ild re n , to  imv fo r  the m entally handicapped 
c h ild .  In fa c t ,  according to  Voysey (197b) parents may report 
th a t they have to  manage o thers ' expressions o f sympathy and 
advice, and th e ir  a b i l i t y  to  accept such o ffe rs  depends on 
the already e x is tin g  relationship?, w ith  people outside the 
fa m ily .

There is  no doubt th a t tho a b i l i t y  of the parents to develop 
mutual e x tra -fa m ily  re la tio n sh ip s  w i l l  create a hea lth ie r 
atmosphere in  the fam ily  and help tho p.irontn in  ad justing  to 
th o ir  problem and its  Im p lica tions on th ri-*  day'to-day l i f e .

This section w i l l  doscHhe the ro les played by community 
support networks, and the rec iprocal social re la tionsh ips  
between these networks and the parents. I t  w i l l  be divided 
in to  two ports :
(a) Parents' re la tio n sh ip s  w ith  re la t iv e s , friends and 

neighbours;
(b) Parents' re la tio n sh ip s  w ith  p rofessionals.



Parents' ro U tio n s h lp s  w ith  re la t iv e s ,  friends and neighbours

One of the most consistent research find ings  described in  
the li te ra tu re  is  the lim ita t io n  on p a rtic ip a tio n  of parents 
o f mentally handicapped ch ild ren  in  e x tra -fam ily  re la t io n ­
ships such as organizational membership, recrea tiona l c lubs, . 
v is i t s  to  other people's homes and other kinds o f s o c ia l0  
a c t iv i t ie s .

Farbor (W -t'i) mentions th a t find ings  of various studies
suggest tha t fa m ilie s  w ith  mentally handicapped ch ild ren  
tend to  disengage themselves from community re la tionsh ips
and to  focus a tte n tio n  on problems w ith in  the fam ily .

l iz a rd  and Grad {19ol) havo defined three degrees o f social 
contacts which they found among fam ilies  o f m entally 
handicapped ch ild ren :

(a) Normal social contacts: When the fam ily  had good
re la tio n sh ip s  w ith  re la t iv e s , fr ie n d s , and neighbours, 
they were f r ie n d ly  and v is i t s  were exchanged. The
parents seldom went out together but each parent had h is  
own socia l a c t iv i t ie s .

(b) L iw itod  social contacts: The parents did not go out 
w ithou t the c h ild , i t  was d i f f i c u l t  to  take the ch ild  
out to  crowded places and because of th is  the parents 
never went out together.

(c ) Severely lim ite d  socia l con tacts ; F am lles who cut them­
selves o f f  completely from social in te rcourse , live d  in 
socia l is o la t io n , fru s tra te d  and unhappy.

liz a rd  and Grad's find ings (1961) reveal th a t out o f one 
hundred and f i f t y  one fa m ilie s  who p a rtic ipa ted  in  th e ir  
study, s ix ty  percent had normal socia l contacts, twenty 
seven percent had lim ite d  contacts and ton percent were 
severely lim ite d . Other studies ( l ik e  those o f H o lt, 1958;



Farber, 1968: Rowitz, 1974, Suelzle and Keenan, 1981),
repo rt s im ila r  f in d in g s . I t  Is  qu ite  obvious th a t many
parents o f m entally handicapped ch ild ren , when readjusting 
to  th e ir  new ro le s , have d i f f ic u l t y  in  re ly in g  on ex tra - 
fam ily  resources, more s p e c if ic a lly  on th e ir  socia l contacts 
w ith  re la t iv e s ,  friends  and neighbours. I t  seems from a few 
research stud ies th a t the parents do not always f in d  i t  easy 
to  accept help from these ou ts iders . (G lendinning, 1983).

Voysey (1975) reports th a t some parents who had very lim ite d  
soc ia l contacts asserted th a t they "d id  not re a lly  mind".
Such a reaction  raises the question o f whether these people
arc b a s ic a lly  less socia l and p re fe r to  spend more time in  
jo in t  fam ily  a c t iv i t ie s  or whether they become accustomed to  
a d if fe re n t kind o f l i fe s ty le  imposed on them by v ir tu e  o f 
having a ne n ta lly  handicapped c h ild . Some parents t r y  to  
emphasize the normal aspects of th is  way of l i f e  saying: 
" I t ' s  l ik e  when you have a baby, you stay a t home.” (Voysey, 
1975, p .146).

Some studies havo tr ie d  not only to  describe the nature of 
the paren ts 's  social re la tio n sh ip s , but to  f in d  out the 
reasons fo r  the development of such re la tio n sh ip s  between 
the parents and the outside w orld . The reasons which have 
boon described in  these studies can be divided in to  two main 
categories:
(a) Reasons which derive from the general socia l reaction to 

mental handicap, and from sp e c ific  reactions o f people 
in  the parents’ immediate community, who have d ire c t 
soc ia l contact w ith  them ( re la t iv e s , friends  and 
neighbours).

(b) Reasons which are re la ted  to  the parents ' behaviour, 
fe e lin g s , and expectations as a re s u lt o f having a 
m entally retarded c h ild .

(a) In a discussion o f the mentally handicapped c h ild 's  
impact on parental adaptation, Adams (1971) ind icates



th a t the c r i t ic a l  event may be of such a nature th a t the 
fam ily  problem is  labe lled  f i r s t  in the community and 
only afterwards w ith in  the fam ily . He suggests th a t 
rev is ions  o f fam ily  re la tio n sh ip s  w ith  outsiders may 
occur even while the fam ily s t i l l  denies the existence 
o f the problem. Farbor (1 9 /b l, in  considering th is  idea, 
ra ises the question o f adaptation and la b e llin g  and the 
outcome in  regard to those who are labe lled  (the ch ild  
and h is  fa m ily ) . Adapting Coffman's (1963) and 
llirenbaum's (1970) ■{doas, Farbor suggests tha t the 
exten t th a t mot'.crs o f retarded ch ild ren  are able to 
perform ro les s im ila r  to  those performed by mothers of 
normal c h ild re n  is  re la ted  to  the degree th a t these 
mothers are a f f i l ia te d  w ith  a stigmatized person. When 
the consequences o f the courtesy stigma th a t these 
mothers bear are manageable (which means tha t others are 
"considerate" in  accepting "the p lig h t of the fam ily 
w ith  a disabled c h ild " ,  or they " fo rg ive " fa ilu re s  i r  
ro le  performance w ithou t needing to  negotiate the basis 
fo r  con tinu ing the re l t io n s h ip ), then the fa ilu re s  are 
seen as impropo" but not o ffensive.

According to  Farbor (1976), in  such a s itu a tio n  one can 
view the s itu a tio n  to  be offensive when:
-  The fa ilu re s  arc no longer seen as unavoidable 

lapses.
-  The fa ilu re  i t s e l f  (regardless of basis) produces 

b i t t e r  disappointment, in te rfe re s  w ith  Important goals 
and is  viewed as a permanent sta te.

-  The demands on one's resources exceed one's a b i l i ty  to  
compensate fo r those fa ilu re s .

-  The costs o f carry ing a courtesy stigma outweigh the 
gains from m aintaining the re la tionsh ips .

In the foregoing conditions there is  a need to  ca ll fo r 
negotia tion  of the a llo ca tio n  of roles e ith e r d ire c tly  
o r through interm ediates (such as re la t iv e s , fr ie n d s , 
neighbours or p ro fess iona ls).



Thus, parents ' in te rp re ta tio n s  of so c ie ty 's  a ttitu d e  to 

them and to  th e ir  re ta rd ;< c h ild  w i l l  have a great 
impact on th e ir  a tt itu d e  to  social a c t iv i t ie s  in general 
and on th e ir  a b i l i t y  to  t ru s t  and accept help from 

people outside the fam ily . Uayli-y (1973) reports tha t 

according to  Ms fin d in g s  the support and acceptance of 
the neighbourhood was more d ire c t ly  re levant to  the 
l iv e s  o f the fa m ilie s  than the general to lerance and 
understanding, or lack of i t ,  of society a t large.

F arbor's fin d in g s  (IL i/b ) i l lu s t r a te  how important i t  is  
fo r  the parents to  feel accepted by th e ir  neighbours. He 
mentions th a t constant presentation of the handicapped 
c h i ld  to  persons outside the fam ily may be maintained in  

the neighbourhood and helps the neighbours to  get used 
to  the c h ild  and accept him and h is parents. But, when 
the neighbours refuse to  accept the parents and th e ir  
mode o f presenting the c h ild ,  i t  becomes a relevant 
fa c to r  in  change of residence.

I t  seems tha t the a b i l i t y  o f the parents to obtain some 

degree, of normal soc ia l In te ra c tio n  may be p a rt ly  a 
function  o f the degree of acceptance by the extended 
fam ily  and by the neighbours w ith in  th-: community. 

(T izard and llrad, t % l ;  (larsch, 19o8; Farbor, 1968). 
Drew e t . a l . (1984), suggest th a t parents of retarded 
ch ild re n  appear to  bo able to  maintain p o s itive  

re la tio n sh ip s  w ith  the neighbours although some of them 

have to  contend w ith  misperceptions and suspicions 
regarding retarded ch ild re n . I t  appears th a t successful 

in te g ra tio n  w ith  the extended fam ily , friends or neigh­
bours may w ell bo an outcome of educating people in the 
community towards acceptance o f the mentally handicapped 

c h ild  and h is fam ily.

Chinn e t . a l . (1978) emphasize th a t the parents' greatest 

nood Is  fo r  e ffe c tiv e  communication w ith
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others. E ffe c tive  communication im plies understanding 
and support, since tne parents need to  be understood by 
f r ie n d s , fam ily  and others and to  know th a t they have 

support from the people who care about them. Appropriate 

support may be in  recognizing the re a l i ty  o f the 
paren ts ' fee lings thereby helping them to  resolve 
problems w ithou t causing harm to  themselves or others.

I t  is  common to consider supportive community re la t io n ­

ships in  con trast to  is o la tio n , but i t  can be regarded 
also in  con trast to  nonsupportive community re la t io n ­
ships. In te rac tions  w ith  groups who do not support the 
conventional norms and values o f the parents, stim ulates 
types o f in te ra c tio n s  in  the fam ily tha t are d is rup tive  
.v i t s  in te rn a l organization and to the fa m ily 's  a b i l i t y  
to  s a t is fa c to r i ly  ad just to  the outcome of having a 
m entally handicapped member (Farbor, 1968). Such a 

s itu a tio n  causes the fam ily members to  adapt th e ir  roles 
and expectations o f each other and of the outside world. 

Evidence from studios demonstrates tha t the tendency to 

is o la te  themselves s o c ia lly  is  common among these 

fa m ilie s . In some cases, is o la tio n  causes the parents 
to  fee l th a t the socia l debt owed them may never be paid
o f f ,  or th a t the socia l in te re s t accruing in  th is  debt
is  not s u f f ic ie n t  to  compensate fo r  th e ir  sa c rif ic e s  
(Farbor, 1975).

Voysey (1975) notes th a t some parents feel th a t they

must t re a t  o ther61 responses as problem atic, so th a t 

parents develop s k i l ls  which enable them to  t ip i f y  
embarrassing s itu a tio n s  and p re d ic t o thers ' responses. 
This special competence plays an im portant ro le  in 
helping the parents to  develop th e ir  id e n tity  and
se lf-concep tion , and can avoid the tendency o f some 

fa m ilie s  to  give up and to  become an iso la te d  closed



To sum up, the general ideas and a ttitu d e s  o f society 
towards mental handicap and the way i t  is  presented to 
parents o f m enta lly handicapped ch ild ren  by th- , 
re la t iv e s ,  friends  or neighbours, w i l l  have a gra- " 
impact on the a b i l i t y  o f these parents to cope w it. 
th e ir  problems w ithou t the need to develop a unique and 
d if fe re n t  l i f e s t y le .  Choosing to is o la te  themselves as 
an a lte rn a tiv e  to  the attempt to handle the outside 
w o rld 's  reactions, w i l l  make the burden th a t these 
fa m ilie s  carry a heavier one.

(b) The tendency o f the parents o f m entally retarded 
c h ild re n  to  is o la te  themselves from the outside world 
serves not only to  avoid reactions o f other people. 
According tn Chinn e t .a l .  (1978), parents may choose to 
is o la te  themselves because o f th e ir  own fee lings o f 
shame and g u i l t .  They may thus un fo rtunate ly withdraw 
from fr ie n d s , re la t iv e s , neighbours and professionals 
and from any kind o f social contact or a c t iv i ty .  
However, Hewett e t .al ■ (1970) found in  th e ir  study th a t 
even those mothers who f e l t  iso la ted  were not cut o f f  
from a l i  social contacts, and th a t in  some cases mothers 
who had only a few social contacts did not feel lone ly . 
T he ir conclusion was th a t fee lings o f Iso la tio n  were 
much more a function o f the mother's personality than o f 
the presence o f a handicapped c h ild .

Iso la ted  parents or the ones w' choose to withdraw from 
soc ia l contacts, surround themselves w ith  a p ro tective  
b a rr ie r  against outside pa in, i f  not the hu rt in s id e . 
Staying away keeps the parents protected from the 
outside world but a t the same time impedes th e ir  a b i l i ty  
to  ask fo r help which is  so very needed, or even to 
receive help < , fered by people in  th e ir  community.

Voysey (1975), Hannam (1975) and Worthington (1982) have 
described the parents ' f i r s t  experience o f facing 
o the rs ' reactions (a f te r  te l l in g  them o f the problem or



tak ing  the c h ild  outside fo r  the f i r s t  time) as an 
im portant, In s tru c tiv e  event, which may in fluence th e ir  
a tt itu d e s  and a b i l i t y  to share the problem and to 
receive help from ou ts iders . According to Voysey (1975) 
the f i r s t  experience may c o n s titu te  a "tu rn ing  po in t" 
a f te r  which i t  may “ never be so bad again". Parents 
o ften  expect such events to be "the tes t" o f th e ir  
acceptance, (p .153).

In s im ila r  ve in , Worthington (1982) describes the 
mothers who could not t e l l  others about the ch ild  or 
take him o u t, and who cu t themselves o f f  from people, 
avoiding v is i t in g  fr is n d s  or neighbours. She notes th a t 
these mothers regre tted  th is  la te r ,  recognizing the 
p ric e  they had to  pay; becoming iso la ted  and not 
rece iv ing  emotional support and p rac tica l help from
people outside the fam ily . Worthington concludes by
s ta tin g : "Talk ing about the c h ild  is  harder fo r  some 
than fo r  others. The sooner the hurdle is  overcome the 
sooner i t  gets In to  p roportion . Having spoken about i t  
to  one person i t  becomes easier to  ta lk  about i t  to 
o the rs . I t  is  one step towards acknowledging the 
problem, in vo lv in g  others and u ltim a te ly  to  coping."
(p .68).

Hannam (1975) also mentions th a t i t  is essentia l fo r
parents to  be able to  openly express fee lings  o f 
h o s t i l i t y  or aggression towards the handicapped c h ild  in 
fro n t  o f other people. To some parents who have put on a 
cheerfu l f ro n t ,  i t  is  a great r e l ie f  to  admit th e ir  
negative fee lings  an i l l  be accepted by others. 
Anderson (1982) descriu^., the process tha t some parents 
go through when they have to  in te ra c t w ith the outside 
w orld . "There is  l ik e ly  to be a period when a small
in-group develops o f those who are in  the secret and the 
fam ily  becomes in -tu rn e d . Then, the f i r s t  steps back 
In to  contact w ith  the outside world may be acutely 
d i f f i c u l t  and p a in fu l."  (p .78).
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I f  the parents overreact to  some o f the comments made by 

other people and tu rn  back to  themselves, then every 
small commerce of d a ily  l i f e  can become very s tre s s fu l. 
As time goes on, these things f a l l  in to  a pa tte rn . The

s itu a tio n  is  known and the re la tiv e s , neighbours and
fr ie n d s  avoid contact or l im i t  i t .  Or, sometimes,

friendsh ips  may strengthen which makes i t  possible fo r 
socia l l i f e  to  continue in  sp ite  o f the d i f f ic u l t ie s .

When the parents fee l th a t they can re la te  to  the

outside w orld , they express two kinds o f major needs: 
the need to reduce th e ir  anxiety and to  obta in  emotional 
support;

the need to  minimize the burden Incumbent upon them and 
thus to  enable a greater fu lf i l lm e n t  o f th e ir  in d iv id u a l 
in te re s ts  and a c t iv i t ie s .

In regard to  these issues, Rappoport e t . a l . (1975) found 
th a t needs f e l t  most s trong ly  were those re la ted  to 

p ra c tic a l day-to-day aspects o f l iv in g .  Glendinning 
(1983) in  her study, asked parents to  describe the 
p ra c tic a l help and the emotional support they received 

from the extended fa m ily . Most of the parents f e l t  tha t 
they received very l i t t l e  p rac tica l assistance from 
th e ir  re la t iv e s , and th a t they would have like d  more. 

Although the parents wish to  receive more p ra c tica l help 
from th e ir  re la t iv e s  they accept d i f f ic u l t ie s  emerging 
from the c h ild 's  s itu a tio n  or the age o f the re la tiv e s . 

G enerally, the parents in G lendinning's study f e l t  tha t 

although the need fo r  p rac tica l help was great, they 
could not re ly  too much on others to get i t .

Nevertheless, Bayley (1973) found in  h is  study tha t 

re la t iv e s  were the source of a good deal of support. 
Sixteen out o f the f i f t y  three fam ilies  who took part 
had 'much' help from re la tiv e s ; another nineteen 
fa m ilie s  had 'average' amount o f help (a regu la r contact
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w ith  the re la t iv e s ) ,  In some cases the re la tive s  were 
l iv in g  fa r  from the fa m ily , but occasionally even when 
the re la t iv e s  liv e d  fu rth e r away they offered help.

According to  Farber's find ings  (1968), the a ttitu d e  of 
c e rta in  re la tiv e s  is  more s ig n if ic a n t fo r  the parents. 
He found th a t when the parents were in  frequent contact 
w ith  the w ife 's  mother, m arita l In te g ra tio : tended to  be 
h igh. However, when they were in  frequent contact with 
the husband's mother, m arita l in teg ra tion  tended to  oe 
low. The husband's mother generally blamed the w ife  fo r 
the retarded c h ild . O rd in a r ily , the w ife 's  mother showed 
considerable sympathy and understanding fo r  her 
daughter's s itu a tio n ; as Hewett e t . a l . (1970) note
"maternal grandmothers l iv in g  nearby are often a tower 
o f strength to  th e ir  daughters and even when they lived  
fa r  away were counted as supportive i f  they kept in 
constant touch, v is ite d ,  and often gave p rac tica l help" 
(p .118). I t  was im portant fo r  the parents to  feel tha t 
th e ir  c h ild  is  accepted by h is grandparents. Where th is  
d id  not occur, mothers f e l t  i t  very keenly and a few 
even f e l t  th a t they had to  f ig h t  th e ir  own parents whose 
views on what was best fo r  the ch ild  were contrary to 
th e ir  own (Hewett e t . a l . , 1970).

Extended fam ily  members do not always l iv e  nearby and 
the re fo re  are prevented by p ractica l d i f f ic u l t ie s  from 
p rov id ing  regu la r, inform al assistance. Neighbours and 
friends have an advantage over re la t iv e s  because 
genera lly they belong to  the parents' community, and 
there fo re  are more ava ila b le . Appel 1 e t .a l .  (1964), 
Bayley (1973), Glendinning (1983) and others found tha t 
parents generally f e l t  th a t the community accepted th e ir  
retarded c h ild  and th a t friends  and neighbours were 
w i l l in g  to  support them and offered p rac tica l help. In 
B ayley's study fourteen out of f i f t y  fam ilies  reported 
rece iv ing  ‘much support' from neighbours. Another 
twenty f iv e  fa m ilie s  had 'average support1. Glendinning
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states th a t even i f  friends  could not always give 
inform al p ra c tica l help, th e ir  in te re s t and concern was 
s t i l l  g rea tly  appreciated. Voysey (1975) found in  her 
study th a t i t  was easier fo r  the parents to  accept 
e th e rs ' o ffe rs  and advice in  time of c r is is ,  or in  the 
in te re s t o f the healthy ch ild re n . In a ll cases, accep­
tance o f help was premised on the assurance tha t the 
disabled c h ild  was sa fe ly  l e f t  in  another's care. 
According to  Anderson (1982), parents f e l t  th a t the 
people who are the most he lp fu l are those who can behave 
norm ally; p ick  up the baby and fin d  out what he or shs 
can do; ta lk  about th ings o f an everyday kind; do not 
have to  express p ity  or sorrow. I t  seems from most 
stud ies which have dea lt w ith  th is  subject th a t, as w ith  
re la t iv e s ,  parents wish to  get p rac tica l help and not 
only sympathy from friends  and neighbours. As Hannam 
(1975) concludes: "A fr ie n d  or a neighbour who takes the 
m entally handicapped c h ild  fo r  a walk w il l  do more good 
than one who o ffe rs  sympathy or compliments the fam ily 
on how w e ll they are coping" (p .183).

A lthough, as mentioned e a r l ie r ,  parents genera lly f e l t  
accepted by th e ir  neighbours and fr ie n d s , som'e
s itu a tio n s  remained unmanageable and parents had to  
learn to  d is tin g u ish  't ru e ' sympathy from mere 
c u r io s ity ,  or to  manage in te ra c tio n s  so th a t they are 
not simply a t  the 'mercy' o f o thers ' d e fin it io n s
(Voysey, 1975).

I t  seems th a t the c h i ld 's  behaviour and age has a lo t  to  
do w ith  the a b i l i t y  o f the neighbours and friends to  
accept him and h is  parents. Hewett e t .a l .  (1970), Bayley 
(1973), Hannam (1975), Anderson (1982) and Glendinning 
(1983) found in  th e ir  stud ies th a t even in  the lo c a lity
where the parents are known, there may be tensions and
embarrassments as a re s u lt o f the c h ild 's  behaviour. As 
the c h ild  grows o lder, h is behaviour Is be tte r known to 
the neighbours and fr ie n d s , but i t  may s t i l l  be acutely

d .  « * ju.



embarrassing when he makes pecu lia r gestures or approaches 
people in a p p ro p ria te ly . The m entally retarded c h ild 's  
behaviour, and the reaction of h is parents, can cause great 
embarrassment fo r  the neighbours and fr ie n d s . Yet, sometimes 
in  th e ir  e f fo r t  to  be h e lp fu l, neighbours t ry  to deny the 
problem by g iv ing  the parents (and also themselves) a fa lse
reassurance tha t the c h ild  "seems so b r ig h t"  or " is  doing
m arvellously" (Anderson, 1982, p .78). Unsympathetic neigh­
bours and friends  increase the stress in  the fam ily 
considerably. Sometimes, parents are made to  fee l th a t they 
have to  watch the c h ild  every minute of the day or to 
is o la te  him from the outside w orld . They also fee l tha t 
they must always be prepared to  deal w ith  o thers ' reactions 
and comments and, as Voysey (1975) mentions, "They fee l tha t 
they have to  be rude to  some people" (p .153). Parents' 
emotional fe e lin g s  in  regard to  other people's reactions are 
re fle c te d  in  th e ir  social re la tio n sh ip s . Their c irc le  of 
friends  is  small when new friendsh ips are looked upon as a
p o te n tia l source o f p a in fu l and embarrassing questions
(Begab, 1953).

S im ila r ly , find ings  from other studies (Bayley, 1973; Voysey, 
1975; G lendinning, 1963) have revealed th a t there are 
parents who choose to not have any contacts w ith  th e ir  
neighbours and fr ie n d s , e ith e r because they want to avoid 
embarrassment and c o n f lic ts  or because i t  is  too d i f f i c u l t  
fo r  them to  share th e ir  problems w ith  others. I t  should be 
remembered, however, th a t some parents are not so ‘ s o c ia l' 
to  begin w ith , and the lack o f social re la tionsh ips  is  due 
more to th e ir  p e rso n a lit ie s  than to  th e ir  mentally handi­
capped c h ild .

When the parents choose to  "keep themselves to  themselves" 
they l im i t  th o ir  opportun ities  to  get help from th e ir  
neighbours and fr ie n d s . The acceptance and friendsh ip  of 
neighbours is  also im portant fo r  the nen ta lly  handicapped 
c h ild .  For the c h ild , neighbours and friends are representa­
t iv e s  o f the community, and i f  h is parents choose to  avoid



socia l contacts and keen the fam ily  a close iso la ted  
u n ix , i t  w i l l  be almost impossible fo r  the c h ild  to  even 

t r y  to  f in d  his place in  h is community.

Parents' re la tio n sh ip s  w ith  professionals

Parents, faced w ith  the re a liz a tio n  th a t th e ir  c h ild  is  

mentally handicapped, usua lly  need much o f the help th a t is  

a va ilab le  to  them. Some parents are so bewildered when they 
encounter the handicap t.N t they may become unaware tha t 
they need help, and th a t heiv does e x is t. Other parents may 
re a liz e  th a t they need help, but they may not be aware of 
what typo o f resources e x is t or where to  fin d  the,4. (Chinn 
et . a l .  (197B).

Many studies which have tr ie d  to  describe the charac te ris ­
t ic s  o f fa m ilie s  o f m entally handicapped ch ild ren  mention 

th a t these fa m ilie s  have greater contact w ith  social and 
health  services, compared to  fa m ilie s  w ithout a nen ta lly  
handicapped c h ild . According to  Farber (1968) the long-term  
re lia n ce  on welfare agencies influences the parents' 

a tt itu d e s  towards th e ir  community and i t s  services and has 
also a marked impact on the fa m ily 's  l i fe s ty le .  Featherstone 

(1980) s ta tes : "Professionals play a big part in  the liv e s  
o f disabled people and th o ir  fa m ilie s . I t  often looks to 
parents as though outsiders hold the c h ild 's  fu tu re  in  th e ir  
hands" (p .177).

On the other hand, i t  is  not uncommon fo r these parents to 
fee l th a t they are a l l  alone w ith  th o ir  problem. Glendinning 
(1983) found th a t parents ' opinions on professionals and 

services wore mixed. The professionals received praise from 
some parents fo r  th o ir  conscientious concern and helpfulness 
but these favourable views were counter-balanced by accounts 
o f services which were considered unhe lp fu l, in se n s itive  and 
even neg ligen t.



In  th e ir  s tud ies, Fsrber 11968), Bayley (1973), Voysey 
(1975), Featherstone (1980) and Glendinning (1983) t r ie d  to 
f<nd out what creates the d ifferences in  parents' opinions, 

a t t itu d e s , and expectations o f the various kinds o f 

p ro fess iona ls  (physic ians, health nurses, social workers, 
e tc .)  and the services in  the community.
They found th a t the fo llow ing  factors could explain the 
d iffe re n ce  in  paren ts ' views:

I .  The way parents experience th e ir  f i r s t  In te ractions
w ith  p rofessionals.

I I .  The parents1 emotional reaction and th e ir  a b i l i t y  to
cope w ith  the c h ild 's  problem a t the various stages.

I I I .  Tho exten t to  which parents understand the various
p ro fe ss io n a ls ' ro les and what may be expected from the 
services.

IV . The pro fess iona ls ' general a tt itu d e  towards mental
handicap and to  the c h ild  end parents in  p a rt ic u la r .

V. The fam ily and c h ild  ch a ra c te ris tics .

I .  Parents in i t i a l  in te ra c tio n s  w ith  professionals

I t  seems th a t the parents' i n i t ia l  experiences w ith 
p rofessionals strong ly  Influences th e ir  fu rth e r
acceptance o f help offered to  them. The in i t ia l
in te ra c tio n s  between parents and professionals occur 

mostly when the parents learn about the c h ild 's  
problem. Such an experience is  a traumatic one fo r the 
parents, and th e ir  a b i l i t y  to re la te  to others in  an 

e ffe c tiv e  way is  sometimes lim ite d  by the shock. Hannam 
(1975) mentions: "A ll the parents f e l t  tha t they needed 
to  have more than one meeting w ith  whoever to ld  then o f 

the c h i ld 's  handicap" (p .51). Under shock +he parents 
sometimes feel th a t they are not ab1 . s t  what
they have been to ld . I f  they do J itio n a l

meetings w ith  professionals a t th is  sx fee lings

o f  d is s a tis fa c tio n  may grow and misunderstanding w il l
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be In e v ita b le . In the turm oil o f th is  period the 
parents are often not aware th a t they have been offered 
help or even tha t they were informed about the problem 
by p ro fess iona ls . Communication between the parents 
and the professionals is  almost Impossible sometimes 
because the parents are overloaded w ith  a ll kinds o f 
fe e lin g s , and in  a way they cut themselves o f f  from the 
outside w orld . Studies which have dea lt w ith  th is  is s .e  
reveal th a t fo r most parents, i t  was d i f f i c u l t  to 
re la te  to  professionals at th is  stage and they remember 
almost only tho negative fee lings  which surrounded 
these f i r s t  contacts.

As a re s u lt ,  some parents lose hope and refuse to
accept professional help. However, most of them sub­
sequently overcome the bad fee lings  and try  to  e n lis t  
the p ro fess iona ls ' help fo r the b e n e fit o f th e ir  c h ild .

I I ,  Parents' emotional reactions and th e ir  a b i l i t y  to  cope 
w ith  the c h i ld ’ s problems

A few studies t r ie d  to  deal w ith  the re la tio n sh ip  

between parents' reactions to th e ir  c h ild 's  handicap, 

and th e ir  a ttitu d e s  towards p ro fessiona ls. Hutt and
filbhy U9G5) describe "the d isgu is ing  parent" whose

modes o f behavio 'r attempt to  disguise the c h ild 's

c o n d itio n . They s ta te : "Not only ■<>*$ such attempts made 
In  order to  hide h is cond ition  , - a  other people but, 

more Im portant, they ore made in  order to  attempt to 
h ide i t  from the parents themselves1 (p .304). Even i f  

tho parents perceive to  some e x te '" th a t there is  
'something wrong' w ith  the c h ild , tnoy are unable to  

recognize or admit th a t he is  nen ta lly  handicapped.

These parents search very hard fo r  some re a l i ty  fa c to r 
to  which tho c h i ld 's  re ta rda tion  may be a ttr ib u te d . 
They 'shop' fo r  doctors and the c h ild  is  given one

medical examination a fte r  the other, each time w ith  the
hope th a t a sp e c ific  remedial cause w i l l  be discovered

and corrected.



When the p ro fessionals are unable to  f u l f i l l  such 
expectations, they disappoint the parents. The 
fru s tra te d  parent may place the blame fo r the c h ild 's  

cond ition  on tho p rofessionals. Negative fee lings  may 
be J u s t if ie d  in  some instances but n o t, o f course, fo r  
causing tho o rig in a l handicap.

According to Chinn e t .a l .  (1978), parents' attacks on 

pro fess iona ls  (mostly physicians) are a re s u lt not only 
o f  th e ir  emotional s itu a tio n , but o f poor communication 
fo r  which the professionals are responsible. Good 
re la tio n sh ip s  w ith  the fam ily  physician or other 

pro fessionals are essentia l to avoid the parents' 

tendency to  p ro je c t blame on professionals or to  become 
h o s t ile .  H o s t i l i ty  may lead to d is tru s t  tha t may impede 
the a b i l i t y  o f the parents to  accept p ro fess iona ls ' 

help in  the fu tu re .

Featherstone {1980) also emphasises how important 
pro fess iona ls  are fo r the parents when the diagnosis is  

made and immediately a f te r .  The parents want to  know as 

much as possible about the o rig ins  o f the d is a b il i ty  

and i t s  im p lica tions  fo r  th e ir  c h ild 's  l i f e .  U ntil the 
c h ild  goes to school where he w il l  probably have 
contacts w ith  p ro fessiona ls, i t  is  up to  the parents to 

what extent they w i l l  In te ra c t w ith  su"vices, Bayley 
U973) found th a t fo r the growing c h ild ,  the fam ily 
needed less reassurance from th o ir  dof.’ or about the 

core o f the handicapped c h ild . Ho found th a t only 
fourteen out o f f i f t y  three mothers th n u ^ t  th a t the 
general p ra c tit io n e r  was "a lo t  o f help r r f le e t in g  the 
amount th a t these mothers f e l t  tha t he ^  .u'vded.

I t  seems th a t when the parents feel th a t , hey can copo 

b e tte r w ith  the c h i ld 's  prtulems, th o ir  a ttitu d e s  to , 
and expectations o f professionals chong"?
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I I I .  Parents' understanding o f p ro fess iona ls ' ro les and 
th e ir  expectations o f help

Studies by Schwartz (19/U), Justice e t .a 1. (1971), 

Rappoport et . a l • (197S), Anderson (1982) and Glen­
dinning (1983) have a l l  described some of the gaps 
between the way p rofessionals tre a t mentally handi­
capped people and th e ir  fa m ilie s , and the expectations 
th a t parents have o f them. Anderson (1982), when try in g  
to  exp la in  the reasons fo r  parents' ambivalence about 

professional help, s ta tes : "This can happen w ith  any 
kind o f help but is  espec ia lly  l ik e ly  when the help 
invo lves handing over the care of the c h ild  to
strangers" (p .79). I t  seems th a t i t  is  hard fo r the 

parents to  t r u s t  strangers. Moreover, when they have to 

ask fo r  increasing amounts of help from professionals, 
they sometimes also abdicate re s p o n s ib ility  fo r  the 
c h ild .  This s itu a tio n  may lead to  re je c tio n , and
perhaps to ta l re s p o n s ib ility  is  therefore easier to 
accept than p a r t ia l.  The fa c t th a t strangers may be 

able to  copo be tte r w ith  tho c h ild  can be perceived by 
the parents as th e ir  fa ilu re  to  do so, which becomes 

pub lic  knowledge when professionals take over these 
re s p o n s ib il it ie s .  This 'a l l  or nothing' a ttitu d e  may 
create d i f f ic u l t ie s  fo r  the parents in  using profes­

sional help fo r th o ir  sake or th a t o f the ch ild .

Parents' fe e lin g s  th a t they do not receive the help

they nood might also create ambivalent a ttitudes
towards p ro fessiona ls. Sometimes the parents are not 
aware and have in s u ff ic ie n t  knowledge about what can be 
expected from pro fess iona ls . U n rea lis tic  expectations 

lead to  (loop disappointment on the part of the parents. 
Hewett e t . a l . (1970) found in  th e ir  research study tha t 

the fa m ilie s  were uncertain as to  who a mental welfare 
o f f ic e r  was, and who came from other departments. They 
also f e l t  th a t the p ro fess iona ls ' home v is its  were rare 
but fo r  some fam ilies  i t  was hard to  see any purpose



they could expect Front those v is its  made i t  d i f f i c u l t  
fo r  thorn to  fin d  them , ;o lp fu l. Bayley (1973) m otions 
th a t one o f the reasons th a t the physicians were 
considered more he lo fu l than the mental welfare 
o f f ic e rs  or the social workers was probably because the 
fa m ilie s  had a be tte r idea o f what tho doctor was fo r . 
In a d d itio n , professionals other than doctors are often 
not ava ilab le  when parents need them most, and some­
times when they are a va ila b le , they do not have the 
s p e c if ic  s k i l ls  and knowledge necessary. Schwartz 
(1970) mentions th a t oven when an early diagnosis is  
made, the way parents are informed about i t  does not 
help them to  got a c lea r understanding o f thy s itu a ­
t io n ,  an almost always no concrete help is  given about 
how to  handle the problem. In such a s itu a tio n  the 
parent can fee l th a t, "As regards your own c h ild ,
y o u 're  often a damned s ig h t b e tte r informed or aware c f 
tho c h ild  than the doctor is "  (G lendinning, 1983, 
p .142).

When the physician does not give a c lea r p ic tu re , the 
parents sometimes consider h is behaviour as a d is ­
respec tfu l one: " I  got very angry. One o f the doctors, 
a t le a s t, knew th a t I 'd  had nursing experience, and yet 
I was s t i l l  trea ted  as i f  I d id n 't  know anything" 
(G lendinning, 1983, p .142),

Schwartz (1970), Bayley (1973), Featherstone (1980), 
Glendinning (19B3) and others have t r ie d  to  sum up
parents expectations o f p ro fessiona ls, and mention the 
most Important aspects according to  parents's views:

-  Parents want to  havo clea r explanations o f tho 
c h i ld 's  problem.

-  They want to  be respected by p rofessionals.
- They want to  be informed about everything th a t has to

do w ith  th e ir  c h ild 's  problem and how to  handle i t .
-  They foe! a strong need to  get concrete help, and 

when they do got i t ,  they probably consider the 
p ro fess iona ls  as being more h e lp fu l.
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" I f  the social worker was unable to do anything about 
the fa m ily 's  most pressing needs and the parents seemed 
w ell adjusted and did not want to  ta lk  about 'problems' 
w ith  the mental welfare o f f ic e r  i t  is  not surpris ing  
th a t contact was dropped" (Bayley, 1973, p .304).

Ju s tice  e t . a l . 's find ings  (1973) support the above- 
mentioned ideas. They interviewed one hundred and s ix ty  
one parents o f m entally retarded ch ild ren , asking about 
p u b lic  and p riva te  helping resources used by parents. 
They found th a t the parents had not received assistance 
from pub lic  or p riva te  resources fo r most o f th e ir  
problems. Although the parents reported th a t the 
services w ith  which they had contact were h e lp fu l, they 
did not seem to  generalize the use o f these services to 
th e ir  other problems. A large p roportion o f these 
parents reported th a t they did not ‘•now o f any addi­
t io n a l services th a t might help w ith  th e ir  problem.
The re s u lts  o f the abovementioned study show how 
im portant i t  is  fo r  the parents to be informed about 
a va ila b le  services and re fe rra l procedures, which 
should re s u lt in  more e ffe c tiv e  de live ry  of services 
app rop ria te ly  timed to  the needs of the c h ild  and the 
fa m ily .

IV. P ro fessionals ' a ttitu d e s  to  mental re ta rda tion  and to 
the fa m ilie s  o f the disabled c h ild

As mentioned before, parents of nen ta lly  handicapped
c h ild re n  need to  fee l th a t they and th e ir  c h ild  are 
respected by p ro fessiona ls. They also search fo r 
competent services which can o ffe r  the help needed. 
Voysey (1975) re fe rs  to  a study which has shown tha t 
parents tend to  define the hospita l as an ir re le v a n t 
source o f help when they perceive th a t no medical
s k i l ls  can help th e ir  c h ild . No doubt the physic ian 's
frequent fe e lin g  o f helplessness and incompetence when 
confronted w ith  mental handicap, in fluences th e ir  
a tt itu d e s  towards the phenomenon and to  the parents of 
these ch ild ren  in  p a rt ic u la r .
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According to  Voysey (1975) 'breaking the news' is  there­
fo re  a problematic s itu a tio n  fo r  both sides. The 
physic ian fee ls  unhelpful and the parents fee l unhelped. 
In  order to  solve th is  s itu a tio n  the parents sometimes 
tend to  take a l l  the re s p o n s ib ilit ie s  upon themselves, 
and re je c t any kind o f medical help offered to  them. In 
an attempt to  help the parents, the physician is  
dependent on the parents fo r  in fo rm ation , since they are 
in  a be tte r pos ition  to  observe the c h ild 's  everyday 
behaviour. Yet, i t  is  hard fo r  the physician to  accept 
t h is  inform ation as re lia b le  fo r  medical purposes, and 
he may fee l lim ite d  in  h is a b i l i t y  to  o ffe r  professional 
he lp . He thus may sometimes re so rt to  verbal re ­
assurances l ik e :  "D on 't worry" or "Wait and see". Such 
reactions shake parents ' t r u s t  in  the physic ian 's 
competence in  regard to  th e ir  c h ild 's  problems. Hewett 
e t . a l . (1970) research find ings  have shown th a t only 
fourteen percent o f one hundred and eighty mothers who 
were interviewed in  th e ir  study received sp e c ific  help 
from general p ractioners; they therefore had to  obtain 
services from other agencies.

L ike physicians, socia l workers consider the 'special 
problem' o f the mentally handicapped as one th a t cannot 
be fundamentally a lte red  or even improved beyond certa in  
l im i ts .  Thus, social workers put an emphasis on helping 
th e ir  c l ie n t  to  cope w ith  the s itu a tio n  more e ffe c tiv e ly . 
In order to be able to do so, the parents need careful 
and s k il le d  social work help through a close, personal 
re la tio n s h ip  w ith  the worker. The social worker's roles 
are there fo re  defined around two major elements:
-  The supportive and counselling element.
-  The prov is ion  of concrete help.

Findings of some stud ies, such as those o f Bayley
(1973), Voysey (1975) and Glendinning (1983) reveal some
o f the d i f f ic u l t ie s  in  In te ra c tio n  between social
workers and parents which can be explained by the
parents ' u n re a lis t ic  expectations, or as a re s u lt o f the 
soc ia l workers' way o f performing th e ir  ro les .



For some parents I t  is  too d i f f i c u l t  to share th e ir  
fe e lin g s  w ith  a stranger: " I t  is  not d i f f i c u l t  to  see 
why an experienced married woman who has brought up a 
fani ly  and is  extremely busy looking a fte r  her subnormal 
c h ild ,  should be i r r i ta te d  by a young social worker who 
wants to  explore the mother's fee lings but has no 
experience o f bring ing up ch ild ren  and has no practica l 
help to  o ffe r"  (Bayley, 1973, p .306).

On the other hand, some parents appreciate p ractica l 
help, such as help received through tra in in g  centres. 
Such s tru c tu ra l help is  d ire c t ly  re levant to  the da ily  
ro u tin e  o f the c h ild  and h is parents and makes the 
burden easier to  bear. The social workers themselves 
fe e l more competent when they can o ffe r  p ractica l help 
together w ith  emotional support, although as Voysey 
{197b) mentions, p ra c tica l help may often serve a useful 
a n c il la ry  purpose tem porarily  in  re lie v in g  some minor 
pressures, while  the emotional burden is  not a ffected . 
M ateria l help In some cases may even be an i r r i t a n t  
because i t  does not touch the real issue.

I t  seems th a t some parents th in k  th a t having someone 
outside the immediate fam ily to  whom they can ta lk  from 
time to  time, would reduce th e ir  fee lings of is o la tio n  
and tens ion . These parents appreciated the social 
w orker's help, even though i t  does not always solve 
p ra c tica l problems.

To sum up', re la tio n sh ip s  between parents o f disabled 
ch ild re n  and professionals seem to  be unbalanced. An 
Ind iv idua l fam ily  needs a professional fa r more than the 
professional needs them. The professional enjoys higher 
sta tus than the parents, and has fa r  more power in  his 
hands. The parents' fe e lin g s  o f in fe r io r i ty  and th e ir  
re la t iv e  impotence allows welfare services to  tre a t them 
as p a tie n ts ; consequently a passive, powerless manner of 
behaviour is  almost expected by professionals. In th e ir



s trugg le  to  re a lise  th e ir  own power and a b i l i t y ,  parents 
sometimes pre fe r to  re la te  to  other parents o f mentally 

handicapped ch ild re n , instead of using professional 
he lp . These parents' organizations, the re fo re , can be a 

source o f emotional support as well as centres fo r 

in fo rm ation  dissem ination.

Parents involved in these groups are able to  share th e ir  
experiences and fe e lin g s . They give one another support 
w h ile  they are able to  un ify  th e ir  e ffo r ts  to  secure 

support fo r  programmes th a t a ffe c t th e ir  ch ild ren  (Chinn 

e t . a l . , 1978). In doing so, they gain the fe e lin g  tha t 
they are less dependent on the help of professionals and 
th a t they can use th e ir  own power and influence to  shape 
the services according to  th e ir  needs.

The impact o f fam ily and c h ild  ch a ra c te ris tics  on 
parents ' a ttitu d e s  toward professional help

Only a few research studies could be found which K 

described the impact o f fam ily and c h ild  c h a ra c te r is tic , 
on the parents' a tt itu d e s  towards services, and th e ir  
w illin g n e ss  to u t i l iz e  offered help. Ehlers (1964) found 

in  h is  study th a t working class and lower middle class 
fa m ilie s  did u t i l i z e  p u b lic ly  supported community 
services fo r  the evaluation and treatment o f th e ir
mentally retarded ch ild re n . In con trast, upper and
upper-middle class fa m ilie s  were more lik e ly  to make use 

o f p riva te  medical services; they were therefore able to 
have a w ider range o f options from which to  choose. 

Ehlers i  und also th a t the size of the fam ily , the
mother's leve l o f education, and re lig io u s  or ethnic
background are not facto rs  which determine the parents' 

w illin g n e ss  to u t i l iz e  professional help, or tho kind of 
professional help preferred by those parents.

Begab (1963) mentions tha t sometimes lower-class 
fa m ilie s  are be tte r known to  welfare agencies because of
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other problems beside the mentally retarded c h ild . 
However, among these fa m ilie s , he found reduced, a b i l i t y  
to  obtain d iagnostic , tra in in g  or therapeutic services, 
or to  purchase p riva te  re s id e n tia l care when public 
resources were not immediately ava ilab le . Sometimes, 
even when community resources were net immediately 
a va ila b le , Begab found th a t the lower class fam ilies  
d id  not have enough in form ation about agencies, or how 
to  obtain help fo r  th e ir  p a rt ic u la r problems. Begab 
(1963) and Ehlers (1964) also found th a t lower-class 
fa m ilie s , more than middle and higher class fa m ilie s , 
tended to  keep the c h ild  a t home. The la t te r  ones 
decide to  in s t i tu t io n a liz e  the c h ild  when his presence 
in  the fam ily  is  seen as an in te rru p tio n  to maintained 
or ra ised socia l s ta tus, while  fo r  the lower-class 
fa m ily , socia l depriva tion  is  a major fac to r deter­
mining in s t i tu t io n a liz a t io n .

To sum up: i t  seems tha t the social status a ffe c ts  the 
w illin g n e ss  o f the fam ily  to  use professional help, 
determines which kind o f help w i l l  be used (pub lic  or 
p r iv a te ) as well as i t s  purpose (to  keep the c h ild  at 
home or in s t i tu t io n a liz e  him).

There is  not enough evidence from past studies to  make 
general statements about the influence of the c h ild 's  
ch a ra c te r is tic s  on the parents' a ttitu d e s  towards 
p ro fess iona ls . However, Ehlers (1964) found tha t 
fa m ilie s  w ith  moderately and severely retarded ch ildren 
usua lly  s -̂ek out and receive services fo r  them before 
they are two years o f age. Bayley (1973) supports these 
fin d in g s . Among the fam ilies  who pa rtic ipa ted  in  his 
study, those who had the most severely disabled 
ch ild re n  could not re ly  only on the help of re la tiv e s , 
fr ie n d s  or neighbours. They had to u t i l iz e  formal 
professional help. While most studies emphasize the 
paren ts ' considerable need fo r  help when they f i r s t  
learn  about the problem, Condel1 (1966) found th a t 
la te r ,  when the c h ild  grows o lde r, parents s t i l l  seek

.  _  ii A #  i



In form ation and have to r. y on professionals when 

planning fo r  the c h ild 's  fu tu re . Condel!'s resu lts  
in d ica te  th a t the c h i ld 's  age has no impact on parents' 

w illin g n e ss  to use help and tha t in each stage of the 
c h i ld 's  l i f e  they need to know tha t professional help 
is  ava ilab le .

The find ings  o f the present research study in  regard to  the 

subjects discussed here, are presented in  the fo llow ing  
section  o f th is  chapter.

FINDINGS OF THE RESEARCH STUDY 

In V ld M im

The present section includes a presentation o f research 
study find ings  in  regard to  the impact o f the ch ild  on his 
paren ts ' re la tio n sh ip s  w ith  support networks. The section is 
div ided  in to  two parts ;

(a ) Parents' re la tio n sh ip s  w ith  re la t iv e s , friends  and 

neighbours;
(b) The reciprocal re la tionsh ips  between parents, community 

services and pro fessiona ls.

Parents' re la tio n sh ip s  w ith  re la t iv e s , friends and neighbours

Two out o f the f if te e n  QRS scales re fe r to  the impact o f the 
c h ild  on h is parents' socia l re la tio n sh ip s . The scales are: 
5, " lack o f Social Support" and scale 14, "Social Obtrusive­

ness". A comparison between the parents o f the younger 
ch ild ren  (Group A) and tho parents of the older ones (Group 
Bj is  presented in  Table 34.
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Table M

Means, SD, Df and pvobab lH ties fo r  Group A versus Group H

Group A Group B
SD Of P SD Uf P

5. Lack o f social 
support.

14, Social obtrusive-
4.0

2.3

1.1

1.0

91.1

108.3

0.01

0.04

3.3

1.9

1.6

1.1

108

110

0.01

0.04

N®58 N=54

Results o f the comparison between the parents o f the younger 
ch ild ren  {Group A) and the parents o f the o lder group (B) on these 

two scales show a s ta t is t ic a l ly  s ig n if ic a n t d iffe rence in  both

Group A parents score h igh te r in  "Lack o f Social Support" and also 
in  "Social "Obtrusiveness". Parents o f the younger ch ild ren  f e l t  to 
a greater extent than the parents o f the o lder group th a t the c h ild  
had on impact on th e ir  social l i f e .

A comparison o f the mothers versus fa thers  according to  the same two 
scales, d id  not show s ta t is t ic a l ly  s ig n if ic a n t d ifferences in  e ith e r 
sca le. (See Table S5A in  Appendix 4 ).

Results o f tho comparison between mothers of Group A and mothers o f 

Group B and between fa thers  o f Group A versus fathers o f Group B are 

presented in Table., 3ti and 36.



Means, SD, Df and p ro b a b ilit ie s  fo r  mothers in Group A and mothers 
in  Group B according to  scales S and 14 o f the QRS ( t  te s t)  ___ _

Group A Group tf
SD Df P SD Uf P

5. Lack o f social 
support. 4.0 0.9 45.5 0.1 3.4 1.7 58 0.1

14. Social obtrusive-l 
neS'i- „  . „ 2.4 1.2 58.0 0.1 1.9 1.2 58 0.1

N=58 N=54

Table 3G

Means, SD, Of and p ro b a b ilit ie s  fo r  fa thers in  Group A and fathers 
in  Group 8 according to  scales S and 14 o f the QRS ( t  te s t)______

Group A Group 11
SD Df P SD Uf P

5. Lack o f social
support. 4.1 1.2 43.3 0.05 3.3 1.5 48 0.04

14. Social ob trus ive-
2.3 0.9 46.0 0.1 1.9 1.0 60 0.1

N=,p,8 N=54

When mothers from Group A vsoro compared to  irothers from Group 8, the 
d ifferences were not s ta t is t ic a l ly  s ig n if ic a n t.  However, fathers o f 
Group A scored h igher than Group 1) fa thers in  "Lack o f Social 

Support"; the d iffe rence  being s ta t is t ic a l ly  s ig n if ic a n t.  Tn "Social 

Obtrusivonoss" the d iffe rence between the fa thers was not s t a t i s t i ­
c a lly  s ig n if ic a n t.  These re su lts  suggest th a t while  tho mothers in 
both groups had re la t iv e ly  s im ila r  opinions about the impact o f the 
c h ild  on th o ir  social l i f e  (according to  the two scales), the 
fa thers o f the younger ch ild ren  more than the others f e l t  the lack 

o f social support.
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Comparisons w ith in  each group (between mothers and fa thers 
oh the same group) ». • *<iing to  scales 5 and 14 o f  the QR5 
d id  not show s ta t is t ic s 1',-. 'J w i f le a n t  d iffe rences. Parents 
o f  each group seem to  w e  s im ila r  Ideas about "Lacx of 
social support" and the ch ild 's , "socia l obtrusiveness". (See 
Tables 56A, 57A in  Appendix 4 ).

To sum up: Results o f the two QRS scales reveal th a t  the 
c h i ld 's  age has an in fluence on parents' views about his 
Impact on th e ir  socia l l i f e .

In order to explore; in  ,noro de ta il the parents' re la t io n ­
ships w ith  th e ir  re la tive *., friends  and neighbours, they 
were asked to  m tim ate  the c h i 'd 's  impact on these 
p a r t ic u la r  socia l re la tio n sh ip s .

The d iffe rences bot.-.yen parents ' a ttitu d e s  to  those o f th e ir  
re l- it tv e s  according to c h ild 's  age arc presented In Table 
37.

Tab ln ji?

rrequet .ies or opinions about th e ir  re la tionsh ips
with__rv:ivt 1 y e s v  (.roups A H ( in  percentages)__________

Opinion A B
1. tie ,i.iv- no ro ia t lv c s  or no

ru la t i  ii'.h ips w ith  our
r o U t i  . T . 10.4 14.8

2. I t  u o o c r't . i f f f ic t  out*
re U tlc -n r .h ii 'G . 50.0 35.2

3. They -icccpteii the c h ild  and
helped ur.. 19.0 27.8

4. We Became close r. 10.3 1.9
G. Some re la tiv e s  cannot accept

the ch ild * 10.3 20.3
_  . J o t a l  _ , id b .o  1 100.0

N=5R N»54



Results show two meaningful d iffe rences In parents' opinions 

about th e ir  re la tionsh ips  w ith  re la t iv e s . Parents of the 
o lder ch ild ren  perceive the c h ild 's  impact on th e ir  
re la tio n sh ip s  w ith  re la t iv e s  nost s trong ly . They also 
mentioned th a t irare o f th e ir  re la t iv e s  could not accept the 
c h ild .  The parents o f the younger ch ild ren  had more p o s itive  
views about th e ir  re la tio n sh ip s  w ith  re la t iv e s .

A comparison between the parents of the younger and the 

o lder ch ild ren  a ttitu d e s  to  friends is  shown in  Table 38.

Table 38

Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  fr ie n d s , by Groups A & 8 ( in  percentages)____________

Opinion A B
1, He are not so so c ia l, have

not qot many fr ie n d s . 19.0 37.0
2, Some friends have l e f t  us

because of the c h ild . 19.0 3,7
3. I don’ t  l ik e  our fr ie n d s '

a tt itu d e  towards us. 3.4
4. I t  hasn 't a ffected our

re la tio n sh ip s . 36.2 31.5
5. They have accepted the c h ild . 22.4 27,8

Total 100.0 100.0
S3T8 N-54

The parents o f the older ch ild ren  to  a greater extent than
the parents of the younger ones p refer to  describe them­
selves as " ro t  so s o c ia l" . However, among the parents o f the 
younger ch ild re n , there were more who admitted losing 
friends as a re s u lt of th e ir  roentaUy retarded c h ild .

The d ifferences in  parents' views (according to Groups A and 
D) In regard to  th e ir  re la tio n sh ip s  w ith th e ir  neighbours 
arc presented in  Table 39.



Results show two meaningful d iffe rences in  parents' opinions 
about th e ir  re la tio n sh ip s  w ith  re la t iv e s . Parents o f the 
older ch ild re n  perceive the c h ild 's  imoact on th e ir  
re la tio n sh ip s  w ith  re la tiv e s  most s trong ly . They also 

mentioned th a t more o f th e ir  re la t iv e s  could not accept th i 
c h ild .  The parents of the younger ch ild ren  had more pos itive  

views about th e ir  re la tio n sh ip s  w ith  re la t iv e s .

A comparison between the parents of the younger and ths 
o lder ch ild ren  a ttitu d e s  to  friends is  shown in Table 36.

Table 38

Frequencies o f parents ' opinions about th e ir  re la tionsh ips 
wi th  fr ie n d s , by Groups A S B ( in  percentages)____________

Opinion A B
1. We are not so so c ia l, have

not qot many fr ie n d s . 19.0 37.0
2 . Some friends  have l e f t  us

because o f the c h ild . 19.0 3.7
3. I d o n 't l ik e  our fr ie n d s '

a tt itu d e  towards us. 3.4
4. I t  hasn 't a ffected  our

re la tio n sh ip s . 36.2 31.5
5. They have accepted the c h ild . 22.4 27.8

'T o t . 1 - 100.0

The parents of the older ch ild ren  to a greater extent than 
tho parents c f the younger ones p re fe r to  describe them­
selves as "not so s o c ia l" . However, among the parents o f the 
younger ch ild re n , there were more who admitted losing 
friends as a re s u lt o f th e ir  m entally retarded c h ild .

The d ifferences in  parents ' views (according to Groups A and 

8) in  regard to th e ir  re la tio n sh ip s  w ith  th e ir  neighbours 
are presented in  Table 39.
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Table 39

Frequencies o f pO'*enfs1 opinions about th o lr  re la tionsh ips 
w ith  th e ir  ne ighbours, by Groups A a B ( in  percentages)

Opinion A B
1. We have no re la tio n sh ip s  w ith

34.5 20.4
2. We have problems w ith  them. 3.4 25.9
3. They have got used to the

c h ild . 32.8 27.8
4. They have accepted us and are

h u lp fu l. 29.3 25.9
100.6 100.0

N=58 N=54
With regard to  th e ir  views about th e ir  re la tionsh ips  w ith  
the neighbours, there were two w 'ke d  d ifferences between 
the groups. Tho parents o f the younger ch ild ren  rore than 
tne others reported having no re la tionsh ips  w ith  th e ir  

neighbours. Parents o f the o lder ch ild ren  rare than the 
other group had problems w ith  th e ir  neighbours as a re su lt 
o f the ch'.ld.

A comparison between mothers and fa thers revealed th a t the 
fa thers experienced to  a lesser degree the c h ild 's  impact on 
th e ir  re la tionsh ips  w ith  re la t iv e s , compared to  the mothers. 
The fa the rs  had tho same fe e lin g  in  regard to  th e ir  neigh­

bours, as they fe l t  to a greater extent th a t the neighbours 
have got used to  the c h ild . (See Tables 58A, 59A in  Appendix 

*>.
The comparison o f the parents' views about the in fluence of 

the c h ild  on th e ir  social l i f e  eccording to the QRS and the 
in te rv iew  schodulo, reveals a disagreement according to the 
two research to o ls . In terms o f the QRS re su lts , the c h ild 's  
impact on the parents' socia l l i f e  is  experienced by the
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parents o f the younger ch ild ren  to  a greater extent than the 
o ther group. The fa thers o f the younger ch ild ren  score 

higher on "Lack o f social support" compared to  the fathers 

o f the o lder ones. Contrary to these re su lts , according to 
the in te rv ie w  schedule, the parents o f the o lder children 
describe m re  d i f f ic u l t ie s  in  th e ir  social l i f e  a ris ing  from 
the fa c t o f having a merrcally handicapped c h ild .  The 

d iffe rences between the re su lts  o f both too ls  is  also noted 
when fa the rs , compared to  mothers, re f le c t  a stronger 
tendency to  deny having d i f f ic u l t ie s  in  th e ir  social l i f e  as 

a re s u lt o f the c h i ld 's  problem. This paradox 1s fu rth e r 

discussed In Section 4.3.1 o f th is  chapter.

4 .2 ,2 .1  The impact o f c h ild  and fam ily  ch a ra c te ris tic s  on 
paren ts ’ opinions about the Influence of the c h ild  on 
th e ir  socia l re la tionsh ips

Parents' opinions about th e ir  re la tionsh ips  w ith 
re la t iv e s , friends and neighbours were compared in  regard 

to  the c h ild 's  sex. Results are presented in  Tables 40, 
41 and 42,

(When analyzing these re su lts , i t  must be noted tha t 
there are more males among the o lder ch ild re n ).

Table 40

Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  re la t iv e s , by c h i ld 's  sex ( in  percentages)__________ _

Male's Female's
Opinion Parents Parents

1. Wo have fO re la tive s  or no
re la tio n sh ip s  w ith  them. 13.6 10.8

2. I t  doesn't a ffe c t our
re la tio n sh ip s . 37.8 50.2

3. They accepted the c h ild  and
helped us. 22.7 23.9

4. We became close r. 3.2 10.8
5. Some re la tiv e s  cannot accept

the c h ild . 22.7 4.3
Total 100.0 100.0

N=66 N=46



Results show th a t parents o f females f e l t  markedly less 
negative impact o f th e ir  daughter on th e ir  re la tionsh ips 
w ith  re la t iv e s . Parents o f males were much more in c lin e d  to 

fee l th a t some re la tiv e s  could not accept th e ir  son.

Table 41

Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  th e ir  fr ie n d s , by c h i ld 's  sex ( in  percentages)_______

Opinion Parents
Female's
Parents

1. Me are not so soci a1,
haven 't got many friends . 34.8 17.3

2. Some friends  have l e f t  us
because o f the c h ild . 15.3 6.5

3, 1 d o n 't l ik e  our fr ie n d s '
a tt itu d e  towards us. 1.5 2.3

4. I t  h a sn 't a ffected  our
re la tio n sh ip s . 28.7 41.3

5. They have accepted the c h ild . 19.7 32.6
Total 100.0 100.6

N=66 N»46
I t  seems from the re su lts  th a t parents o f boys, more than 
parents o f g i r ls ,  consider themselves as "not being soc ia l" 
to  begin w ith . Nevertheless, females' parents seemed to  feel 
more accepted by th e ir  fr ie n d s , or a t le a s t th a t having a 
mentally retarded daughter did not change th e ir  
re la tio n sh ip s  w ith  fr ie n d s .

Table 42

Frequencies o f parents' opinions about th e ir  re la tionsh ips  
w ith  th e ir  neighbours, by c h ild 's  sex ( i n percentages)

Opinion Parents
Female's 
Parents

1. Wo have no re la tionsh ips  w ith
27.2 2&.3

2. We have problems w ith  them. 18.4 8.7
3. They have got used to  the

c h ild . 27.2 34.7
4. They have accepted us and are

h e lp fu l, 27.2 28.3
100.0 100.0
N=66 N=46



There are no mean4 g fu l d iffe rences between the opinions 

o f parents o f boys and g ir ls  about the Impact of th e ir  ch ild  

on th e ir  re la tionsh ips  w ith  neighbours. I t  seems th a t the 
c h ild 's  sex has a marked in fluence on parents1 re la tionsh ips  
w ith  re la t iv e s  and fr ie n d s , yet I t  does not g rea tly  a ffe c t 

th e ir  re la tio n sh ip s  w ith  neighbours.

When parents' views were compared according to  the cause of 

the c h ild 's  mental re ta rda tion  resu lts  revealed th a t parents 

o f ch ild ren  who s u ffe r from t/enetic disorders feei more than 
the others th a t they became closer to th e ir  re la tiv e s . 
Parents o f ch ild ren  w ith  b ra in  damage feel to a greater 
exten t th a t some o f th e ir  re la tiv e s  cannot accept the c h ild . 

{See Table GOA in  Appendix 4 ).

A comparison o f parents ' a ttitu d e s  to friends by cause of 

mental re ta rda tion  is  presented in  Table 43.

Table 43

Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  fr ie n d s  by cause o f mental re ta rda tion  ( in  percentages)

Opinion Unknowr
Genetic
Disorders Oamaqe

1. Me are not so soc ia l,
haven 't got many fr ie n d s . 55.5 14.6 22.4

2. Some friends have le f t  us
because o f the c h ild . 5.5 9.8 19.4

3. I  d o n 't l ik e  our fr ie n d s '
a tt itu d e  towards us. 4.8

4. I t  hasn 't a ffected our
re la tio n sh ip s . 27.7 24.3 56.5

5. They have accepted the c h ild . 11.3 46.3 2.7
Total 100,0 lo o . o 100.0

N*18



Results reveal some marked d ifferences between parents' 

a tt itu d e s  to  fr ie n d s , in  regard to  the cause of th e ir
c h i ld 's  mental re ta rd a tio n . Parents o f ch ild ren  who su ffe r 

from genetic disorders perceived greatest acceptance by 
th e ir  friends- Parents o f brain damaged ch ildren denied 
impact of the c h ild  on the re la tionsh ips  w ith friends while 
parents o f ch ild ren  w ith  unknown aetio logy to a greater
exten t than the others, described themselves as "not so 

s o c ia l" .  I t  seems from the resu lts  th a t when the reason was

unknown or i t  is  bra in  damage the parents had fewer
re la tio n sh ip s  w ith  th e ir  neighbours and In some cases they 

had problems as a re s u lt o f the c h ild .  The parents o f 
ch ild re n  who s u ffe r from genetic disorders had be tte r 
Relationships w ith  th e ir  neighbours. (See Table 61A in 
Appendix 4 ).

In  add ition  to  the cause o f nentdl re ta rd a tio n , the physical 
cond ition  o f the c h ild  seems to have a marked Impact on 

parental re la tio n sh ip s  w ith  neighbours, as can be seen in  
Table 44.

Table 44

Frequencies o f parents ' opinions about th e ir  re la tionsh ips 
w ith  th e ir  neighbours^ by c h i ld 's  physical condition 
(in  percentages)  _____ ______ ______________________

Opinion
Good physical 

cond ition
F a ir physical 

cond ition
1. Ne have no re la tionsh ips

w ith  them. 25.5 36.0
2. Wo have problems w ith

17.2 4.0
3. They have got used to

the c h ild . 27.5 40.0
4. They have accepted us

and are h e lp fu l. 29.8 20.0
to ta l 100.U 100.0

N=87 N=25



Results reveal tha t the c h ild 's  physical condition has a 

marked impact on his parents' re la tionsh ips  w ith th e ir  

neighbours. When the c h ild 's  physical condition was only 

f a i r ,  the parents seemed to  have fewer contacts w ith  th e ir  

neighbours. However, more of these parents f e l t  tha t the 

neighbours became eccustomed to the ch ild  and they had fewer 

problems w ith  thorn, compared to  parents whose c h ild 's

physical cond ition  was good.

A fte r analysing the Impact o f c h ild  ch a ra c te ris tic s  on 

parental views about th e ir  social re la tio n sh ip s , fu rth e r

analyses were performed in  regard to  some fam ily charac­

te r is t ic s .

The c h ild 's  b ir th  order seems to have a marked impact on 

parents ' re la tionsh ips  w ith  th e ir  neighbours. Parents of

f ir s t-b o rn  ch ild ren  were more l ik e ly  to say th a t th e ir  

neighbours became accustomed to the c h ild , however, when the 

c h ild  was th ird  or subsequently born, the parents f e l t  tha t 

i t  was easier fo r  the neighbours to  accept the fa m ily . (See 

Table G2A in  Appendix 4 ). ( I t  must be noted tha t there are 

more f i r s t  born ch ild ren  among the younger ch ildren and more 

second and th ird  born in  the group of the older ones).

Parents' leve l o f education is  another c h a ra c te ris tic  which 

seemed to  have some in fluence on the impact of the ch ild  on 

parental socia l re la tio n sh ip s . Table 45 presents parents' 

views about th e ir  re la tionsh ips  w ith  th e ir  re la tiv e s .



Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  re la t iv e s  by th e ir  leve l of formal education 
Mn percentages) ______ ________ _____ ________________

Opinion Under Matric
Matric and 

Post
1. We have no re la t iv e s  or

re la tio n sh ip s  w ith  them. 14,7 o.8
2. I t  doesn't a ffe c t our

re la tio n sh ip s . 37.7 49.2
3. They accepted the ch ild

and helped us. 29.8 15.6
4. We became c lose r. 4.9 7.8
5. Some re la tiv e s  cannot

accept the c h ild . 13.1 17.6
to ta l 100.0 100.0

Results demonstrate th a t while more h igh ly educated parents 
tended to sta te  th a t the c h ild  made no d iffe rence  to  th e ir  
re la t iv e s , lower educated parents were more inc lined  to 
re po rt support and acceptance from th e ir  re la t iv e s . Level of 
education had no marked Impact on the parents’ views in 
regard to  th e ir  re la tio n sh ip s  w ith  fr ie n d s . (See Table 63A 
in  Appendix 4 ). As to th e ir  re la tionsh ips  w ith the neigh­
bours, the h igh ly  educated parents f e l t  tc  a greater extent 
than the lower educated parents tha t the neighbours accepted 
them and wore h e lp fu l. (See Table 64A in  Appendix 4 } .  These 
re su lts  reveal th a t leve l o f education probably has a strong 
impact on the parents' perception of th e ir  social l i f e  as 
there are rore lower educated parents among the group o f the 
o lder ch ild ren  (B) which generally reported a greater impact 
o f  the c h ild  on th e ir  social re la tionsh ips.

In order to  explore the re la tionsh ips between parents' 
occupation and th e ir  opinion about how the ch ild  influenced 
th e ir  social re la tio n sh ip s , two analyses were performed. 
Working mothers were compared to  housewives and highly 
s k il le d  fa thers were compared to lesser s k ille d  ones.
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The most meaningful d iffe rences between working mothers and 
housewives were in  regard to  th e ir  re la tionsh ips  w ith  th e ir  
fr ie n d s . The housewives to  a greater extent than tiie  working 
mothers considered themselves as "not so s o c ia l" . The 
working mothers, although mentioning th a t they had lo s t some 
fr ie n d s  as a re s u lt o f the c h ild , generally f e l t  more 
accepted by th e ir  fr ie n d s . (Sec Table 65A In Appendix 4).

L ike the housewives, the lesser s k il le d  fathers f e l t  more 
than the h igh ly  s k il le d  ones th a t they are "not so s o c ia l" 
when describing the Impact o f the c h ild  on th e ir  re la t io n ­
ships w ith  fr ie n d s . However, more h igh ly  s k il le d  fathers did 
not perceive changes in  th e ir  re la tio n sh ip s  w ith  friends as 
a re s u lt o f the c h ild . (See Table 66A in  Appendix 4 ).

When parents' views about the impact of the c h ild  on th e ir  
socia l re la tio n sh ip s  were compared in  regard to  th e ir  
r e lig io u s  background, meaningful d iffe rences were found in  
th e ir  opinions about re la tio n sh ip s  w ith  friends and 
neighbours.

Table 46 presents parents ' opinions about th e ir  re la t io n ­
ships w ith  fr ie n d s , by th e ir  re lig io u s  background. ( I t  must 
be kept In  mind th a t there ara s l ig h t ly  more Jewish parents 
among the o lder ch ild re n ).

Table W

Frequencies o f parents' opinions about th e ir  re la tionsh ips 
w ith  friends  by re lig io u s  background (In  percentages)

Opinion Catholics Protestants Jews
1. We are not so s o c ia l, 

haven 't got many fr ie n d s . 42.2 26.7 11.1
2. Some friends  have l e f t  us 

because o f the c h ild . 10.5 11.2 11.2
3. I d o n 't l ik e  our fr ie n d s ' 

a tt itu d e  towards us. _ 2 .8
4. I t  hasn 't a ffected  our 

re la tio n sh ip s . 10.5 30 .9 72,2
5. They have accepted the 

c h ild . 3 6 .ti 28 .4 5.5
'"100". Cl" .tuu.o 10U.0

N=19 N=71 N-18

i n  •
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Results suggest th a t the Catholics among the parents 
considered themselves less social fchan the others. However, 
more o f then f e l t  th a t th e ir  friends accepted th e ir  c h ild . 
The Jewish parents to a greater extent than the others did 
not re po rt any d iffe rence  in  th e ir  social l i f e  as a re s u lt 
o f tho c h ild . However, fewer o f the Jewish parents f e l t  tha t 
th e ir  c h ild  was accepted by th e ir  fr ie n d s . The only narked 
d iffe rence  in  regard to  the Protestants was tha t they, lik e  
the Catholics and to  a greater extent than the Jewish 
parents f e l t  accepted by th e ir  neighbours. (See Table 6/A in  
Appendix A).

Having a m entally handicapped re la t iv e  in  the fam ily had 
some marked Influences on parental a ttitu d e s  towards the 
Impact o f the c h ild  on th e ir  social re la tionsh ips . The fact 
th a t there are more parents who have another mentally handi­
capped re la t iv e ,  In the group o f the o lder ch ild ren  (0) may 
have an in fluence on these resu lts -

Parents who reported having another m entally handicapped 
re la t iv e  in  th e ir  fam ily f e l t  to a greater extent than those 
who did n o t, th a t the c h ild  had no Influence on th e ir  
re la tio n sh ip s  w ith  re la tiv e s  and friends- More parents w ith ­
out a mantaVy handicapped re la t iv e  mentioned tha t some 
friends  had l e f t  them because o f the c h ild . As to  the neigh­
bours, the parents who had another m entally handicapped 
re la t iv e  f e l t  nost s trong ly  tha t the neighbours became 
accustomed to  the c h ild , while  the ones who did not have 
such a re la t iv e  tended to  report th a t the c h ild  was accepted 
by the neighbours. iSeo Tables G8A, 69A, 7QA In Appendix 4).

4 .2 .3  Parents re la tio n sh ip s  w ith  professionals and services

Mone o f the f if te e n  QRS scales deals s p e c if ic a lly  w ith  the 
Impact o f the m entally handicapped ch ild  on h is parents' 
a ttitu d e s  towards professionals and services. Therefore, the 
find ings  in  regard to th is  Issue were obtained so le ly from 
parents' reactions to  the In terview  schedule.
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Parents wera usked about tho stage a t which they started to 
seek professional help fo r  th o lr  c h ild . A comparison between 
tho parents o f tho younger (A) and the older ch ild ren  (D) is  

presented in  Tabli- 47.

h'cquoncier. of parnn t^’ i n i t i a l  contacts w ith  p rof sionals (I, MrrwtMM)____________
.............1,1?.“ . 9J J } ?;5 t CoOact A B
1, Km * b ir th ,  troia thu time I

m>w about tho problem. 32.7 33.3
li(‘ b 'in r l to  get holp but

c o u lf ln 't  gi‘ t  i t  iimnodi.itely. 20.6 12.9
toion tho c h ild  was I - ? ,  y rs  old. 15.5 1.8

4. hnon thf> c h ild  was 3-4 y rs  old . 25.8 25.9
i>. tiK* c h ilt i was b o r  nore

y e o l - ! . 5.1 20.3
b. v»v i-.wen' t  asked fo r  profos-

sitina l holp (only the day
5.5

100.0 100.0
N=5G N*54

.1 frc,n th is  t-ililo  revoals th a t the narents o f the younger 
itirt-n rce .il 1 sveking professional help a t an e a r lie r  
T  than the parents of the older group (8 ). D ifferences 
;’-irf>t»tr. 1 s a tis fa c tio n  w ith  the a v a ila b i l i ty  of services 
"in* community are presented In  Table 48.

V rs ru fn c ip i of paruntn' opinions about the a v a ila b i l i ty  of 
MTyii;i»n in  th p jr  community  by Groups A & B ( in  percentages)

Opinion A
" 1. Yt‘ f,, there arc enough 

sorvlccs. 75.8 51.8
X. No, there arc not enough 

r.urvities. 2Q.B 42.7
3. I do n 't know. . . 3.4 5.5

Total 100.0 100.0
N=58 N«54
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The parents of tht- younger ch ild ren  seem to bo much more 

s a tis f ie d  w ith  tho scrvlcos ava ilab le  in th e ir  coninunity. 
M m  asked about the kind o f services which arc needed in  

order to  help a parent o f a m entally handicapped c h ild , the 
parents of the o lder d i i l ' ln -n  f e l t  a «jrcatf?r naod for 
p rofessional help tw  tho family as a whole, and for 
m entally retarded odu its . (Set- Table 71A in  Aj<;'>ndix 4 ). 
Yet, when the parent1* were askt-ij i f  they h,v! actua lly  
ohtaineii p ro fes 'x itn iil io r  the fam ily ar, a v.1 't r;i- f '  , 

a p a r t ic u la r  tnomlh-r of thv fam ily , the parents 0? ‘.lie l - ' I v  
ch ild re n  to  a y m itv r  extent teinn the parent!, of t  y<: 
ones denied tne need in r  :,t»vh in-lp. (See To!). «•:
Aprcw iix 4 ).

Moreover, .«'> prfsenttv l in  Table -14, tho pa ret- tr>"
y o u w r  tn iV tn -r- x rre  w rt*  in c lin e d  to  adult tn:-?. ; i t
fo  tucy would uviny }.'’>/fessior-. > f.-v
the t .n i  ly  a «tn>lv m t ‘ -e iu tu re .

j.ipW?

n t ^ p in f - V i ' .w t - r - ,  ty  th i' < )uc,tnw  * 
fion'iM -p tr.ift') iiroH ’^snmal h«*lp fu r your fumi 1- " 
fo tu ro?" by '.rw ip ', A i’ h n  M 're e n ta ^ l

.............. .Opinion .............. A !
There w i l l  Up ns* m?cd.
I hope not. We w i l l  be helped
by the fam ily . b.9

I f  i t  in  needl’d. 27.ti : l .u
-le-i,. d e f in i t e ly  , . u . .  M W  l . r
' t l o l . i l ' '  ' , j q u , u  | . _ l i v , V

MWA
When mothers' views about professional help an;i r,i"v ices 
wore compared to tho f . i th e r i ' opinions m regard to  th is  
issue. I t  was found tha t pa m ints ' ideas ami a ttitu tiev. were 

s im ila r  ra the r than d if fe re n t.  Both parents roca lled  
s ta r t in g  to  u t i l i z e  professional help a t almost tho same
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tim e, however fathers more than mothers f e l t  tha t I t  was 

d i f f i c u l t  to  obtain help when i t  was nost needed. Both 
parents were generally s a tis f ie d  w ith  the services available 
in  th e ir  community (See Tables 73A, 74A in  Appendix 4 ). Both 
parents usua lly  did not feel the need fo r  professional help 
fo r  the fam ily as a whole. (Sec Table 75A In Appendix 4 ).

4 .2 .3.1 Tho impact o f c h ild  and fam ily cha ra c te ris tics  on parents' 
a ttitu d e s  towards professional help and services

In order to  explore the impact o f ce rta in  ch ild  and fam ily 
c h a ra c te ris tics  on parents‘ a ttitu d e s  toward professional 
he lp , fu r th e r nalyses were ca rried  out in  regard to c h ild 's  

sex, the cause o f h is mental re ta rd a tio n , and his physics! 
co n d itio n . Some Family c h a ra c te r is tic s , l ik e  the c h ild 's  
b ir th  order, parents' leve l o f formal education, th e ir  
occupation and re lig io u s  oackground, were al«o analysed.

D ifferences in  parents' opinions about the a v a ila b i l i ty  of 
e x is tin g  services and the need fo r  trove professional help In 

regard to  c h i ld ’ s sex are presented in  Table 50. (When 
analysing the re su lts  in  regard to  c h ild 's  :;ex, i t  must be 
noted th a t there are more males among the older ch ild ren ).

Frequencies o f parents' answers to  the question: " I f  there 
are not enough scrvicos, what kind of service should bo 
a va ilab le  in  order to  help you?" by c h ild 's  sex 
(in  percentages).

_ Answer . Parents
Female's
Parents

1. There are enough services. 40.4 58.7
2. There is  a need fo^ more 

in fo rm ation . 16.6 4.3
3. More schools and government

support are needed.
4. More re s id e n tia l services

18.4 15.4

fo r  adu lts . 13.6 10.8
5. More services fo r  parents. 3.0 10.8

Total 100.0 ;")0.0
N=56 N=45

. -a b lfc ltt i



Tills data reveals th a t females' parents seem more s a tis fie d  
w ith  the e x is tin g  services than males' parents. Males' 
parents fee l the need fo r  ro re  Inform ation about services In 
the community. Parents' views about the need fo r spec ific  
kinds o f professional help arc s im ila r , regardless o f th e ir  
c h ild 's  sex.

The find ings  reveal tha t when asked about th e ir  w illingness 
to  u t i l iz e  professional help fo r the fam ily  as a whole, 
parents o f males reacted more p o s itiv e ly  to the p o s s ib il ity  
o f doing so in the fu tu re . (See Table 76A , Appendix 4 ).

A comparison between parents according to  the cause o f the 
c h i ld 's  mental handicap reveals th a t when the cause was 
genetic disorders the parents sta rted  to  ask fo r  help 
e a r l ie r  than in  cases where tho c h ild  suffered from brain 
damage or when the reason was unknown. (See "able 77A in 
Apnendlx 4 ).

parents ' opinions about services in  the community and the 
need fo r  add itiona l professional help also d i f fe r  according 
to  the cause o f th e ir  c h i ld ’ s mental handicap. These resu lts  
are p re .'n te d  in  Table 51.

Frequencies o f answers to  the question: " I f  there are not 
enough cervices, what kind o f service should be ava ilab le  in  
order to  help you?" by cause f r *  c h ild 's  irental re ta rda tion  
( in  percenta g e s )   _____ __________ ___________ _

Opinion Unknown
Genetic

Disorders Damage
1. There are enough services. 72.3 51.2 4/'.2
2. There is  a need fo r  more

Inform ation. 22.2 7.3 8.3
3. More schools and government

support are needed. 5.5 12.2 27.7
4. More res id e n tia l services

fo r  f.dul ls . 17.1 11.3
5. More services fo r  parents. 12.2 5.5

Total 100.0 100.0 100.0
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Results suggest th a t parents whose c h ild 's  mental handicap 
was o f unknown cause were the most s a tis fie d  w ith  current 
services in  the community; they also reported the greatest 
need fo r more in fo rm ation . Parents of ch ild ren  who su ffe r 
from genetic disorders to  a greater extent than the others, 
asked fo r services fo r  themselves and not on •• fo r  the 
c h ild .  The le a s t s a tis fie d  group were the parents of brain 
damaged ch ild re n , who revealed the greatest need fo r  more 
schools and governmental support.
I t  seems from the re su lts  th a t most o f the parents do not 
perceive a need fo r  professional help fo r  the fam ily as a 
whole and do not intend to ask fo r  such help in the fu tu re . 
However the parents whose ch ild ren  su ffe r from brain damage 
seem to  consider using help in  the fu ture to  a greater 
exten t than the others. (See Table 78A in  Appendix 4 ).

In  add ition  to  the cause o f the c h ild 's  renta l re ta rda tion , 
an analysis was made o f the impact of h is  physical condition 
on parents' v i*  about professional services. Findings in 
regard to  th is  issue ind ica te  th a t the parents of ch ildren 
in  only a f a i r  physical cond ition  had th e ir  i n i t ia l  contacts 
w ith  services a t an e a r lie r  stage. (See Table 79A in  Appen­
d ix  4 ). Howevpr, thfcse parents were less s a tis f ie d  w ith  the 
e x is tin g  services and expressed the greatest need fo r  more 
schools and support from the government. (See Table BOA in 
Appendix 4 ). Paru ts ' opinions about the need fo r  profes­
sional help fo r  the whole fami iy  are presented in  Table 52.

! /  '

Table 52

Frequencies o f parents' answers to the question: "Would you 
consider using professional help fo r the fam ily in  the 
fu tu re? " by c h i ld 's  physical cond ition  (in  percentages).

Answer
Generally Generally 

Fa ir
1. There w i l l  be no need. 73.5 52.0
2. I  hope not. We w i l l  be

helped by the fam ily. 3.7 4.0
3. I f  i t  is  needed. .11.4 28.0
4. Yes, d e f in ite ly . 11.4 16.0

Total 100.0 100.0
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Parents of ch ild ren  in only f a i r  physical condition are more 
w il l in g  to  consider professional help fo r the fam ily as a 
whole I f  i t  seems to  be needed.

In add ition  to the foregoing, some other fam ily characte ris ­
t ic s  were also analysed in  order to  fin d  out i f  th is  appeared 
to  a ffe c t parents' a ttitu d e s  towards professional help. 
Results reveal th a t the c h ild 's  b ir th  order has no impact on 
parental opinions about the a v a ila b i l i ty  of services in  the 
community, as the d iffe rences are too small to be considered 
meaningful-. Yet, the parents o f the f i r s t  born ch ild  feel 
the need fo r  more inform ation to  a greater extent than the 
o thers. (See Table 81A in  Appendix 4 ). There were only 
s l ig h t  d iffe rences in  parents' opinions about the need fo r 
professional help fo r  the fam ily as a whole In  regard to  the 
c h ild 's  b ir th  o rder. The m a jority  o f the parents did not 
re p o rt th is  need. (See Table 82A in  Appendix 4).

When the re la tio n sh ip s  between parents' leve l o f formal 
education and th e ir  a ttitu d e s  to  services was analysed, i t  
was found th a t th is  fac to r l ik e  the b ir th  order of the ch ild  
had no marked impact on parents’ sa tis fa c tio n  w ith services 
or on th e ir  opinions about the need fo r spec ific  services. 
Yet, the higher educated parents are more aware of the need 
to  Improve the e x is tin g  services. {See Table 83A in  Appendix 
4 ). D ifferences in  regard to  parents' w illingness to  u t i l iz e  
professional help fo r  the whole fam ily are re flec ted  in 
Table 53.

Table 53

Frequencies of answers to  the question: "Would you consider 
using profsssional help fo r your fam ily in  the fu ture?" by 
parents ' le ve l o f formal education ( in  percentages)._______

Answer Matric
M atric and 

Post
1. There w i l l  be no need. 78.6 5(5.8
2. I hope not. We w il l  be

helped by the fam ily. 3.4 3.9
3. I f  i t  is  needed. 11.5 19.7
4. Yes, d e f in ite ly . 6.5 19.6

Total 100.0 100.0

N=61 It-M
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Results reveal th a t the higher educated parents are more 
prepared to  u t i l iz e  professional help fo r the fam ily as a 
whole i f  and when such help 1s needed.

In order to  explore the Impact of parents' occupation on 
th e ir  opinions about professional help and services, working 
mothers were compared to  housewives and h igh ly s k ille d  
fa the rs  were compared to  those who were less h igh ly s k il le d .

Results suggest th a t mothers' occupation had no marked 
in fluence  on th e ir  opinions about the services tha t are 
needed to  help them w ith  th e ir  problems. The d ifferences 
between the working mothers and the housewives were too 
small to  be considered meaningful. (See Table 84A in  Appen­
d ix  4 ). As to  th e ir  w illingness  to  u t i l iz e  professional help 
fo r  the whole fam ily  the working mothers seemed more 
prepared to  do so, although the differences are not meaning­
f u l .  (See Table 85A in  Appendix 4 ).

When h igh ly s k il le d  fa thers were compared to  lower s k ille d  
fa th e rs , there were no meaningful d ifferences in  regard to 
th e ir  sa tis fa c tio n  w ith  e x is tin g  services or in  expressed 
needs about sp e c ific  kinds o f professional help. (See Table 
86A in  Appendix 4 ) . Fathers' a ttitu d e s  towards u t i l iz in g  
professional help fo r  the fam ily  as a whole are presented in 
Table 54.

Table 54

Frequencies o f fa th e rs ' answers to the question: "Did you 
seek any professional help fo r  your fam ily?" by fa th e rs ' 
occupational category (in  percentages)._________________

Answer
Highly
s k il le d

Lower
s k il le d

1. No. Citi.6 80.1
2. There was no need. 6.7 3.3
3. We c o u ld n 't get help when

4.0
4. We were helped. 20.7 16.6

Total 100.0 100.0
N“ 36 N=12



Table 54 reveals tha t the h igh ly s k ille d  fathers were more 
prepared to  u t i l iz e  professional help fo r  th e ir  wnole fam ily 
and not only fo r  the c h ild .

'then parents were compared according to  th e ir  re lig ious  

background, I t  was found th a t the Catholics were the most 
s a tis f ie d  group w ith e x is tin g  services. The leas t sa tis fie d  

were the P ro testan ts. (See Table 87A. in  Appendix M . (Yet, 
when noting these re s u lts , I t  must be kept in  mind tha t 

there are sM g h tly  more Jewish parents of o lder ch ild ren ).

The d iffe rences in  parents' opinions about the need fo r 
professional help fo r  the fam ily as a whole or a p a rtic u la r 
member are re fle c te d  in  Table 55.

Table 55

Frequencies of answers to  the question: "Would you consider 
using professional help fo r  your fam ily in  the fu tu re?" by 
parents ' re lig io u s  background ( in  percentages).____________

Answer Catholics Protestants Jews
1. There w i l l  be no ne^d. 78.9 67,6 72.2
2. 1 hope no t. We w i l l  be

helped by the fam ily . 2.8 11.1
3. I f  i t  Is  needed. 10.6 15.4 16.7
4. Yes, d e f in ite ly . 10.5 14.2

100.0 100.0 100.0
N=19 N«71 N=18

The d ifferences revealed in  Table 55 are too small to be 

considered meaningful. Most o f the parents did not feel tha t 
they would consider using professional help fo r  the fam ily 
in  the fu tu re , re lig io n , there fo re  demonstrating no impact 

on th is  issue.



Having another mentally handicapped re la t iv e  had no 

in fluence  on most o f the parents' a ttitu d e s  towards services 
as the d ifferences between the parents who reported having 
such a re la t iv e  and the parents who did not have one are not 

meaningful. (See Table 88A In Appendix 4 ). Having a mentally 
retarded re la t iv e  had an impact on parents' w illingness  to 
u t i l iz e  professional help fo r  a p a rtic u la r member o f the 
fa m ily . (The parents who have such a re la tiv e  are more 
prepared to  do so). (See Table 89A in  Appendix 4).

A summary and a discussion o f the foregoing re su lts  is  
provided in  the fo llow ing  section o f th is  chapter.

4 .3  SUMMARY AMD DISCUSSION

The fa c t th a t having a m entally handicapped ch ild  has i t s  Impact 
on the nature o f parents’ a ttitu d e s  to  the outside world Is  
acknowledged in  the lite ra tu re  which covers th is  p a rtic u la r  area.

The focus of the present study, in  regard to  th is  issue4 was on 
two kinds o f parental re la tio n sh ip s  w ith  community support networks:

I .  Relationships w ith  re la t iv e s , friends and neighbor s.
I I .  Relationships w ith  professionals and services.

4 .3.1 Parents' re la tio n sh ip s  w ith  re la t iv e s , friends and 
neighbours________ _______________________________

In order to  explore to  what extent and in  what ways a 
m entally handicapped c h ild  influences his parents' social 
l i f e ,  the parents were askod to  react to th is  issue on two 

le v e ls . The QRS re fe rred  to  th e ir  social l i ' e  in  general, 
and to the d i f f ic u l t ie s  they face as a re s u lt of the c h ild 's  
problem. When responding to  the in te rv iew  schedule, they had 
to  re fe r to  more sp e c ific  aspects of th e ir  social re la t io n ­
ships - w ith  re la t iv e s , friends and neighbours. Thus, when



summing up the re su lts  one can form a p ic tu re  o f parents' 
general a tt itu d e  to th e ir  soda! l i f e  as well as th e ir  views 
on sow  o f th e ir  sp e c ific  re la tionsh ips  w ith others.

Results c f the study show tha t when asked about th e ir  
general a tt itu d e  to the outside world, the parents o f the 
younger ch ild ren  to  a greater extent than the parents o f the 

o ld e r ones, f e l t  the obtrusion o f the ch ild  on th e ir  social 
l i f e ;  they also f e l t  the greatest need fo r social support. 
Among the parents who partic ipated, in  the study, the fathers 
o f the younger ch ild ren  experienced the social obtrusiveness 

o f the c h ild  to the greatest degree and expressed the 
grea test need fo r  socia l support.

However, parents' reactions showed a contrary p ic tu re  in 
some respects when they were asked to  re fe r  to  th e ir  
s p e c ific  re la tionsh ips  w ith  re la tiv e s , friends or neighbours. 

In  regard to  th e ir  re la t iv e s , the parents o f the younger 
c h ild re n , more than the parents o f the o lder ones, had the 
fe e lin g  th a t they and th e ir  c h ild  were e a s ily  accepted. 
Among the parents o f the o lder ch ild ren , there were more who 

f e l t  th a t fo r  some o f th e ir  re la tive s  I t  was hard to  accept 
the c h ild . When asked &hout th e ir  fr ie n d s , the parents of 
the younger ch ild ren  were more inc lined  to report losing 
some friends  as a re s u lt of the c h ild , while the parents of 
the o lder ch ild ren  often preferred to  describe themselves as 

"not being s o c ia l" .  At tha t stage In th e ir  l i f e ,  i t  was 
d i f f i c u l t  fo r  these la t t e r  parents to d iscrim ina te  between 
th e ir  basic a tt itu d e  to  socia l re la tionsh ips  and the re a lity  

o f th e ir  social l i f e  which re su lts  from having a im n ta lly  
handicapped c h ild .

When summing up the parents' views about th e ir  re la tionsh ips 
w ith  th e ir  neighbours, two major differences between the 

groups o f younger and o ldar parents can be observed. The 

parents o f the younger ch ild ren  generally had less contact



w ith  th e ir  neighbours. The parents o f the elder ch ild ren , on 

the other hand, seemed to experience irore problems w ith  
th e ir  neighbours as a re s u lt o f the ch ild .

Results obtained from both research to o ls  concerning a 

comparison between mothers and fa thers were inconsistent 
w ith  each o the r. While the fathers o f the younger children 
were in c lin e d  to  feel the Impact of the c h ild  rore s trongly 
on th e ir  general socia l l i f e ,  when asked about th e ir  

s p e c ific  social re la tio n sh ip s , re su lts  reveal th a t compared 
to  the mothers, they f e l t  a lesser impact of the c h ild 's  
s itu a tio n  on th e ir  p a r t ic u la r  re la tionsh ips  w ith re la tiv e s , 
friends  and neighbours. Farber’ s stuefy (1968) re fe rs  also to 
the considerable s ign ificance  o f re la t iv e s ' a ttitu d e s  to the 
c h ild 's  problem, espec ia lly  fo r  mothers. I t  seems tha t the 
find ings  o f the present study ';onf1m  re su lts  from some 

former studies (Hewett e t . a l . ,  1970; Sayley, 1973) which 
also reveal th a t the reactions of the outside world and the 
re la t iv e s  in  p a r t ic u la r  have great Impact on irothers' views 
about the nature o f th e ir  contacts w ith  outsiders.

When considering the d ifferences between parents o f younger 
and o lder c h ild re n . I t  Is  Important to note th a t, as in some 
former research studios (Tizard and Grade 1961; Appel 1 e t . a l . 

Bayley, 1973; Voyscy, 1975), in th is  study many parents from 

both groups fe l t  th a t th e ir  social re la tionsh ips were not 
a ffected  by the c h ild 's  problem and th a t they were generally 
accepted by the community. A s ig n if ic a n t number of parents 
In  both groups f e l t  tha t they were able to maintain th e ir  
socia l contacts in  sp ite  o f the d i f f ic u l t ie s  they had 
because o f the c h ild .

The d iffe rences noted between the parents of younger and 
o lder ch ild ren  can be ascribed to  the process th a t the 

parents go through, over the years, in  regard to  th e ir  
social l i f e .

,1964;
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Somo researchers (Hanngm, 1975; Voysey> 1975; Chinn e t . a l . , 
1978) have already described the reactions of parents of
young ch ild re n , mentioning the Impact on th e ir  a ttitu d e  to

the outside world o f th e ir  d i f f ic u l t ie s  in  ad justing to  
having a m entally retarded c h ild .

The tendency c ith e r  to is o la te  themselves, and by so doing 
to  avoid o the rs ' reactions, or to put on a cheerful fro n t 
and deny any kind o f d i f f ic u l t y ,  helps the parents to run 
away not only from others ' reactions but also from a 
con fron ta tion  w ith  pa in fu l inner fee lings which they have 

d i f f ic u l t y  in  accepting. When running away, the parents
sometimes have to  pay the p rice  by fu e ling  e ith e r Isolated
or not s u f f ic ie n t ly  supported by others.

However, In  the long run, anti through a process of adapta­
t io n ,  <i change in  parental a ttitu d e s  to th e ir  social l i f e
can be noticed. The older c h ild  sometimes seems to create 
more d i f f ic u l t ie s  which prevent others from accepting him. 

Yet, a t th is  stage, the parents are no longer in  a s itu a tio n  
which enables them to  deny th e ir  problem. Thus, they p refer 
to  admit th a t they are sometimes lim ite d  in th e ir  social 

re la tio n sh ip s , ra ther than to  pretend th a t i t  is  not so. 
While many parents fee l th a t over the years they have found 
a way to  maintain th e ir  social re la tionsh ips and to overcome 
some d i f f ic u l t ie s  re su ltin g  from the c h ild 's  s itu a tio n , fo r  

others the outside w orld 's  reactions and th e ir  own fee lings
w i l l  have a great impact on the d ire c tio n  in which th e ir
social re la tio n sh ip s  are going to  develop. As has already 
been mentioned in Farbcr's (1975), Worthington's (1982) and 

some other research stud ies, the find ings o f th is  study also 
ind ica te  th a t fo r  some parents tho costs of carry ing a 
'courtesy stigma' outweigh the gains obtained from main­
ta in in g  socia l re la tio n sh ip s . They develop a s e lf concept 
which enables them to  deny tho need fo r  social contact. Such 

an a tt itu d e , when i t  becomes a pattern, w il l  have a great

MtĴ kilSLh
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Impact on the l i fe s ty le  o f the whole fam ily which might 
become a very closed u n it.

The study 's  find ings show tha t the nature of parents' social 

re la tio n sh ip s  is  shaped not only by the outside w orld 's  
reactions, but also by the degree o f parental acceptance and 
A b il i ty  to  share problems w ith  others. Moreover, some of tho 
c h ild  and fam ily cha ra c te ris tic s  are also important factors 
In fluencing parents' a tt itu d e  to  the outside world.

The d ifference? between parents according to  the c h i ld ’ s age 
have already been discussed. The present study, l ik e  some 
former studies (Hewett e t . a l■, 1970; Rayley, 1973; Anderson, 
1982 and Glendinning, 1983), c le a r ly  reveals th a t the 
c h i ld 's  age has an impact on the a b i l i t y  o f the re la tiv e s , 

friends and neighbours to  accept him and his p tren ts .
The find ings also show th a t c h ild 's  sex and the severity or 
the cause o f h is  handicap a ffe c t parental re la tionsh ips with 
o thers. Parents o f males fee l more s trongly than parents of 

females th a t i t  was hard fo r th e ir  re la tive s  to  accept them 
and th a t th e ir  re la tio n sh ip s  were thus affected . Parents of 
males also f e l t  more s trong ly  tha t they lo s t friends as a 
re s u lt of the c h ild , while parents o f females more fre ­
quently reported being accepted by th e ir  fr ie n d s .

No s p e c ific  evidence o f the impact o f the c h ild 's  sex on his 
parents' a ttitu d e s  to  social l i f e  could be found in  previous 

s tud ies. However, Qegab (1963), Farber (1968) and Glendinning 
(1983), amongst others, have mentioned tha t i t  is  harder fo r 
parents to acccpt a m sntally retarded male, and tha t males 
are looked upon as crea ting  more behavioural d i f f ic u l t ie s  
fo r  th e ir  parents.



D if f ic u l t ie s  1n accepting the male c h ild ,  and the burden of 
rearing him, can probably explain the d ifferences which were 
found between the a ttitu d e s  o f males1 and females' parents 
in  regard to  th e ir  social re la tio n sh ip s .

As mentioned e a r lie r ,  the c h i ld 's  behaviour Is an Important 

fa c to r in fluenc ing  parents' a b i l i t y  to  maintain th e ir  social 
re la tio n sh ip s . Findings o f the present study in regard to 
th is  issue are generally cons istent w ith resu lts  o f some 
past studies (Anderson, 1982 and Glendinning, 1933). The 
re su lts  o f the study reveal th a t the cause o f mental 
re ta rd a tio n  or the physical cond ition  o f the ch ild  ha:; no 
impact on parents ' velatSonsMps w ith  th e ir  re la tiv e s . 

However, i t  did a ffe c t parents' a b i l i t y  to  re la te  to  friends 
and neighbours. Parents o f ch ild ren  who su ffe r from brain 
damage fee l k s s  accepted by fr ie n d s , compared to parents of 
a Oowti's Syndrome c h ild . When the reason fo r  re ta rda tion  was 

unknown, parents o ' such ch ild ren  preferred to  describe 
themselves as not being so c ia l. The behaviour o f the Down's 
Syndrome c h ild  is  considered less problematic fo r  the 

parents to cope w i t i ,  and these ch ild ren  are known to be 
very sens itive  to  o thers ' reactions (Robinson and Robinson, 
19/6). This is  perhaps the reason why these parents f e l t  
th a t they could maintain th e ir  social re la tionsh ips more 
e a s ily . When the c h i ld ’ s behaviour creates severe 
embarrassment fo r  both sides (the parents and other people), 
the tendency o f parimts to  avoid social contacts w il l  
probably become stronger.

I t  seems from the re su lts  th a t the o lder male mtose 

behaviour is  strange and embarrassing as a re s u lt o f the 
seve rity  o f h is mental handicap, w i l l  probably create irore 
( j i f f ic u l t ie s  fo r  h is parents in  th e ir  e f fo r t  to maintain 
th e ir  social contacts especia lly  w ith  friends and neighbours.
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The find ings  also reveal th a t the lower-educated parents 
r e lt  more accepted and supported by th e ir  re la tiv e s , 
compared to  parents whose leve l o'* education is  higher. As 
to  th e ir  re la tionsh ips  w ith  friends , there were no (narked 
differences between parents according to th e ir  leve l of 
education. The fa c t th a t i t  is  easier fo r  fam ilies  o f lower 
socia l status and leve l o f education to  accept the c h ild  has 
already been Mentioned in previous research studies (Begab, 
19b3; Farbor, 196U; Farber, 1975; Chinn, e t . a l . , 1978), and 
can explain why the less educated parents f e l t  more accepted 

by th e ir  re la tiv e s .

When asked about th e ir  re la tio n sh ip s  w ith  the neighbours, 
the parents whose leve l o f education was higher f e l t  more

accepted by the neighbours. In order to  explain the
diffe rences in  opinions about re la tionsh ips  w ith  neighbours, 
i t  must be kept in  mind tha t among the parents o f the older 
ch ild ren  there arc a greater proportion w ith  a lower level 
o f education, and, as already mentioned, the o lder parents 
compared to  the younger ones f e l t  th a t they had more 

problems w ith  th e ir  neighbours as a re s u lt of the c h ild 's  
cond ition .

I t  seems front th is  study and from a few former research 

studies (Bayley, 1373; Anderson, 1982; Glendinning, 1983), 

th a t parents' re la tionsh ips  w ith  th e ir  neighbours are quite  
complicated. When the fam ily has been well known in  the
neighbourhood before the b ir th  of the mentally handicapped 
c h ild , i t  is  easier fo r  tho parei us to feel accepted by 

th e ir  neighbours. Yet, when the ch ild  matures, and the

neighbours arc confronted w ith  h is strange behaviour, they 
may change th e ir  a ttitu d e  toward tho c h ild  and h is  parents 
and e x h ib it mixed fee lings  towards the parents. The parents 
may fec i the need fo r help and support, but at the same 
time they may fear the neighbours' comments and the 
p o s s ib il ity  of being re jected (Voyscy, 1975),



7* sum up, three major aspects of study find ings have been 
described In an e f fo r t  to  understand the facto rs  which 
In fluence  parents' a ttitu d e s  and ideas about th e ir  social 
re la tio n sh ip s .

These factors were:

a. The re la tio n sh ip  between parents' adaptation to  the 
c h i ld 's  problem and th e ir  reaction to the outside world.

b. The outside w orld 's  reaction to the c h ild  and his parents.
c . Child and fam ily  c h a ra c te ris tic s .

A ttitu d e s  towards professional help and services

The fa c t th a t parents o f mentally handicapped ch ild ren  have 
more in tens ive  contacts w ith  social and health services, 
compared to  parents who do not ra ise such a c h ild , is  often 
mentioned in  the li te ra tu re  (Farber, 1968; Chinn e t . a l . , 
1978, S iendlnnlng, 1983). Many studies which have dealt with 
th is  issue have revealed th a t the way parents experienced 

th e ir  I n i t ia l  in teractons w ith  professionals had a consider­
able in fluence on th e ir  w illingness to ask fo r help and to 
u t i l iz e  I t  -  In la te r  years.

The find ings  o f th is  study ind icate th a t the parents of 

younger ch ild ren  recalled th a t they started to ask fo r  help 
a t an e a r lie r  stage, compared to the parents o f the older 
ch ild re n . Although among both groups (the younger and the 
o lder c h ild re n } many parents f o l t  tha t there are enough 
services in  th e ir  community to  help In coping w ith  th e ir  
problem, the parents o f the younger ch ild re n , who sta rted  to 
seek help a t an e a r lie r  stage, were much irore s a tis fie d  with 

the a v a ila b i l i ty  o f such services fo r  them. (Seventy f iv e  
percent o f these parents had p os itive  views about the 
a c c e s s ib ility  o f professional help, compared w ith  51.8 per­
cent of parents of the c’ der ch ild re n ).



In an e f fo r t  to  understand why the parents o f the younger 

ch ild ren  are m re  s a tis f ie d  w ith  social and health services, 
the fo llow ing  reasons can be suggested:

-  As mentioned before, I f  the I n i t ia l  experiences parents 
had w ith  professionals were constructive, I t  w i l l  help 
them to develop a irore p o s itive  a tt itu d e , in  general, 
towards professional help.

-  As a re s u lt o f the development o f the social and health 
services and the growth o f the professional body o f know­

ledge and experience, be tte r services are probably 
ava ilab le  today fo r younger parents.

-  The d iffe rence  In a tt itu d e  to services between parents of 
younger and o lder ch ild ren  can also be due to  the fact 
th a t fo r  the la t te r  group i t  was much more d i f f i c u l t  to 
re c a ll what happened when the ch ild  was s t i l l  young. The 
d i f f ic u l t y  o f reca ll can also be re la ted to some opinions; 

already mentioned in  e a r lie r  studies (Farber, 1968; 
Bayley, 1973; Voysey, 1975). When the parents f i r s t  learn 
about the c h i ld 's  problem, they are so emotionally 
stressed th a t th e ir  a b i l i t y  to  re la te  to  others and to 
ask fo r  and accept help is  l im ite d . In the long run, what 

they do recaVi is  th a t when they needed help most 
urgen tly , i t  was not o ffered to  them. These se lective 
memories can be viewed as a la te r  consequence o f fortnei 
traum atic periods (Featherstone, 1980; Glendinning, 1963).

In sp ite  o f the abovementioned differences between the 

parents o f the younger and the older ch ild ren , the fact that 
a s ig n if ic a n t m a jo rity  o f parents of both groups express 
sa tis fa c tio n  w ith  the services must be noted. In an attempt 
to  explain th is  phenomenon, one must keep in  mind tha t a ll 

the parents th a t took part In th is  study had th e ir  c h ild  in  
a day centre a t the time they were interviewed, and ro s t of 

them f e l t  fo rtuna te  a t being able to  have such an arrange­
ment fo r  th e ir  c h ild .



However, when asked i f  there are enough services in  th e ir  
community, the parents o f the older ch ild ren , to a greater 

exten t than the parents o f the younger ones, stated th a t 
there are not enough services and there is  a need fo r  more 
professional help. These find ings  might re f le c t  the concern 
o lder parents have in  regard to the fu tu re , when i t  w i l l  be 
impossible to  keep the ch ild  a t home or in  the day centre, 

and the need fo r  an a lte rn a tive  becomes urgent.

The find ings  o f th is  study cleat ly  reveal tha t the parents' 
f i r s t  p r io r i t y  is  to obtain help fo r  the c h ild . From th is  
p o in t o f view there were no marked d ifferences between 

parents o f younger and o lder ch ild ren  -  the m a jo rity  o f them 
d id  not observe the need fo r  help fo r  the fam ily  as a whole, 
although parents o f o lder ch ild ren  reported more frequently 
th a t a p a r t ic u la r  member o f the fam ily (beside the mentally 
retarded chi id ) was helped by professionals. I t  seems tha t 
these find ings strengthen the notion already mentioned by 
Jus tice  e t . a l • (1971), Bayley (1973), Voysey (1975) and 

Glendinning (1983), namely th a t there is  a gap between the 
way professionals view parents' needs and parents' expec­
ta tio n s  from services. While the parents express the need 

fo r  more p ra c tica l help around the day-to-day problems of 
caring  fo r  the c h ild ,  the professionals seem to  believe tha t 
the parents are in  such an emotional s ta te  tha t they need 
professional help fo r themselves in  order to be able to cope 
w ith  the c h ild 's  problem. The fa c t tha t the m a jority  o f the 
parents in  th is  study denied the need fo r professional help 
fo r  themselves can also be explained according to Voysey's 

(1975) views, Voysey suggests th a t parents tend to p re fe r to 
express th e ir  need fo r  p rac tica l help because o f th e ir  
d i f f ic u l t ie s  In charing th e ir  emotional problems w ith 
s trangers, and in  adm itting tha t they need professional 

help. Thus, they declare th a t th e ir  irost urgent needs are 
around p ra c tica l aspects of ra is in g  th e ir  c h ild .



When the parents were asked about th e ir  w illingness  to 
u t i l iz e  professional help fo r th "  family as a whole or fo r a 

p a r t ic u la r  member o f the fam ily in  the fu tu re , more parents 
o f the younger ch ild re n  f e l t  th a t W  v might do so, while 
the parents o f the o lder ch ild ren  were m>< • • inc lined  to  deny 
the need fo r  such help in  the fu tu re . I t  is  qu ite  c lea r tha t 
as the o lder parents are much irore worried about fu ture 

arrangements fo r  th e ir  ch ild ren , they f i r s t  and foremost 
fee l the need to  obtain inform ation and practica l help in 
order to solve th is  problem. A fte r many years o f ra is ing  
th e ir  m entally handicapped c h ild ,  i t  uews th a t the older 
parents feel th a t they have succeeded in overcoming c r is is  
s itu a tio n s  and are able to  face th e ir  emotional d i f f ic u l t ie s  
w ithou t the need fo r professional help. Voysey (1975) found 
th a t even when they ask fo r  help fo r  the c h ild , older 
parents sometimes fe e l th a t they are in  a be tte r pos ition  to 
observe the c h ild 's  behaviour and needs, th e ir  a b i l i t y  to 

accept professional advice therefore being lim ite d  and they 
p re fe r to  fin d  th e ir  own so lu tions rather than to re ly  cn 
p ro fess iona ls ' help.

Results o f th is  study demonstrate no meaningful d ifferences 

between mothers' and fa th e rs ’ a ttitu d e s  towards professional 
help. Only in  one area was a nicked d ifference found. 
Fathers to  a greater extent than mothers f e l t  th a t when they 
needed professional help i t  was not availab le fo r  them. The 
fa c t th a t most o f the burden o f caring fo r the mentally 
handicapped c h ild  fa l ls  on the mother is  mentioned in  the 
lite ra tu re .  Cummings {1976) in  a research study on fathers 
o f mente.Uy handicapped ch ild ren  described the need of 
fa tn e i:  to  be more Involved in  the c h ild 's  care. The fact 
th a t fa thers compared to  mothers f e l t  tha t i t  was d i f f i c u l t  

to  get professional help may re f le c t  th e ir  general fe e lin g  
o f lesser involvement in  the c h ild 's  care, and th e ir  wish to 
take an active  part In th is  task.



Findings o f the present study show th a t the c h ild  arid fam ily 
ch a ra c te ris tics  also have an impact on parental a ttitudes 

towards professional he lp . Among the c h ild 's  charac te ris tics  
the irost important ones are his age, sex and the cause of 

mental re ta rd a tio n  or the severity  of h is  handicap. The 
impact o f the c h ild 's  age has already been discussed. As fo r 
the c h i ld ’ s sex, i t  was found th a t the males’ parents were 
more s a tis f ie d  w ith  professional help. Moreover, males' 
parents were more ready to use such help fo r  the fam ily as a 
whole, in  the fu tu re . This d iffe rence  is  espec ia lly  marked 
as there are no re males among the older ch ildren and th e ir  

parents expressed less sa tis fa c tio n  w ith  services compared 
to  the parents o f the younger ch ild ren . The fa c t tha t 
parents o f males have more d i f f ic u l t y  in  ad justing to  the 
c h i ld 's  problem and f in d  i t  harder to  ra ise  the c h ild  has 
been mentioned by Begab (1S63), Farber (1968) and Glen­
d inning (1983). When the parents encounter more d if f ic u l t ie s  
In  th e ir  e f fo r t  to  ra ise  the c h ild , th e ir  dependence on 
p rofessional help increases. I t  is  Impossible fo r  them to 
re ly  on themselves, th e ir  re la t iv e s  or fr ie n d s , and they 
must u t i l iz e  social ana health services.

The find ings o f th is  study on the re la tionsh ip  between the 
s e ve rity  o f the c h ild 's  handicap and parental a ttitu d e s  to 

services lends fu rth e r weight to  the abovementioned view. 
When the c h ild 's  physical condition was good the parents 
f e l t  the need fo r  more services, less. Parents o f children 
in  only f a i r  physical cond ition  were not sa tis fie d  w ith  the 
e x is tin g  services. The same a tt itu d e  was expressed by 
parents who had a brain-damaged c h ild . I t  Is Important to 
note th a t parents of Down's Syndrome ch ild ren  f e l t  nast 

strong ly  the need fo r  help fo r themselves. I t  seems tha t 
although the Down's Syndrome c h i ld ’s behaviour Is often less 
problem atic, and thus the day-to-day care fo r  him represents 
less p ra c tica l d i f f ic u l t ie s  fo r  the parents, having such a 
c h ild  creates emotional stress fo r  the parents and they feel 

the need fo r  professional help fo r themselves.
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In add ition  to the abovementioned ch ild  ch a ra c te ris tic s , i t  
was found tha t some fam ily ch a ra c te ris tics  are also related 
to  parental w illingness  to  accept professional help. Only a
few past studies have dea lt w ith  th is  issue, Ehler (1964)
could not estab lish  any impact of the fam ily socioeconomic
status and level o f education, the size of the fam ily or i t s
re lig io u s  background on parental a ttitudes  towards profes­
sional help. However, re su lts  o f the present study show a 
marked d iffe rence  between parents' opinions in  regard to 
services according to  th e ir  level of education. The h ighly 
educated parents comparer* to  the lower educated ones started 
to  -sk fo r  help a t an e a r lie r  stage, they were less s a tis ­
f ie d  w ith  the e x is tin g  services and f e l t  xhe need fa r  the 
development and improvement o f these services. They were 
a lso more in c lin e d  to  consider u t i l iz in g  professional help 
fo r  the fam ily as a whole. When evaluating these re s u lts , i t  
must be noted th a t the parents of the younger ch ildren 
generally expressed sa tis fa c tio n  w ith  the services, and as 
there are more h igh ly  educated parents tn  th is  group, i t  
might throw l ig h t  on the strong impact tha t level of educa­
t io n  has on parents' views about services in  th e ir  community.

Another fa c to r which was found to  have i t s  a ffe c t on parents' 
a ttitu d e s  towards professional help was th e ir  re lig io u s  
background. The Catholics to  a greater extent than Protes­
tan ts  and Jewish parents seemed s a tis fie d  w ith  the ex is ting  
services, y e t, they expressed lesser w illingness to u t i l iz e  
professional help fo r  tho fam ily as a whole.

To conclude, c h ild  and fam ily  cha rac te ris tics  were found to 
have th e ir  in fluence on parental a ttitudes  towards using 
professional help fo r the c h ild . As fo r  u t i l iz in g  such help 
fo r  the fam ily as a whole, re su lts  reveal th a t the general 
a tt itu d e  of the parents was to  deny the need fo r such help, 
and fam ily ch a ra c te ris tics  had a minimal influence on th is

In the fo llow ing  chapter, parents’ a ttitu d e s  and plans in 
regard to  th e ir  mentally handicapped c h ild 's  fu ture w i l l  be 
til scusssd.
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