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CHAPTER 5

PARENTS' ATTITUDES AND PLANS FOR THE MENTALLY HANDICAPPED
CHILD'S FUTURE.______________________________________________

5.1 PERSPECTIVES FROM THEORY AND PREVIOUS RESEARCH

5 .1 .1  In tro d u c tio n

The fu tu re  of each in d iv id u a l i s  a m atter of g re a t uncer­
t a in ty .  Even p a ren ts  of a normal c h ild  a re  w orried about 
w hat w ill  happen to  t h e i r  c h ild  i f  anything happens to  them. 
However, p a re n ts  o f normal ch ild re n  can r e ly  on th e i r  
c h i l d 's  a b i l i t y  to  cope w ith  h is  fu tu re  ro le s .  They know 
th a t  by g iv ing  th e  c h ild  th e  o pportun ity  to  ge t an education 
o r to  be t r a in e d  fo r  a jo b , they can assu re  h is chances of 
becoming an independent, well ad ju sted  a d u l t .  P a ren ts  of 
normal c h ild re n  may have dreams, hopes and ex p ec ta tio n s in 
reg a rd  to  th e i r  c h i ld 's  f u tu re  and even i f  not a l l  dreams 
come t r u e ,  th e re  i s  s t i l l  a hope th a t  th e  ch ild  w ill  play 
h is  p a r t  in  so c ie ty  su c c e s s fu l ly ,  and w ill  thus enable  h is  
p a re n ts  to  fee l th a t  they have succeeded in th e i r  paren ta l
ro le  by re a r in g  a c h i ld  who i s  equipped to  deal w ith  h is
fu tu re .

When a c h ild  has been diagnosed as r e n ta l ly  re ta rd e d ,  the 
an x ie ty  and th e  f e a r  of th e  p a re n ts  i s  understandably
g re a te r  compared to  th e  way p a ren ts  of normal ch ild ren  fee l 
about t h e i r  c h i ld 's  fu tu re .

"Family w o rrie s  about th e  re ta rd e d  c h ild  a t  home do not 
cease even when th e  fam ily has su c c e ss fu lly  adapted i t s  
l iv in g  p a t te rn s  or the in d iv id u a l has achieved a reasonab le  
degree of so c ia l u se fu ln e s s . For those who must always have 
someone to  look a f t e r  t h e i r  w elfa re  and p ro te c t  t h e i r  
i n t e r e s t s ,  th e  fu tu re  seems f u l l  o f u n c e rta in ty : 'Who sh a ll 
c a re  fo r  my re ta rd e d  c h ild  a f t e r  I am gone or am too o ld  to  
do so m y se lf?1 (Begab, 1963, p .43).

W orthington (1902) no tes th a t  i f  th e re  i s  one th in g  th a t  
w o rrie s  p a re n ts  more than  being to ld  th a t  they have a
m entally  re ta rd e d  c h i ld ,  i t  i s  the p rospect o f having a 
m entally  handicapped a d u lt .
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Almost as soon as t h e i r  young c h ild  i s  diagnosed , p a ren ts  
ask them selves "what kind of a d u lt  are  we going to  ho 
re sp o n s ib le  fo r? "  They r e a l iz e  th a t  th e  r e s p o n s ib i l i ty  w ill 
l a s t  fo r  th e  whole of t h e i r  l iv e s  w hether th e  ch ild  remains 
a t  home or goes in to  re s id e n t ia l  c a ro . What i s  c e r ta in  is  
t h a t  he w ill  be u n lik e ly  ti, make h is  own way in  th e  w orld, 
le av in g  home fo r  a c a re e r  and m arriage as a na tu ra l p rocess, 
v o lu n ta r i ly  and w ith th e i r  b le s s in g .  I t  i s  im possible not to  
wonder what th e  fu tu re  w ill be l ik e .

P a ren ts  o f m en tally  handicapped c h ild re n  express th e i r  g rea t 
concern about th e  c h i ld 's  fu tu re  and as mentioned b e fo re , i t  
i s  an Im portan t is su e  fo r  them. Yet, i t  seems th a t  th i s  
p a r t i c u l a r  su b je c t has not rece ived  enough a t te n t io n  in  the  
p a s t ;  l i f e  expectancy of th e  m en tally  handicapped was in 
many case s  sh o rt  and they  w ire  considered  as having no 
fu tu r e .  The prolonged l i f e  expectancy of many sev e re ly  
handicapped in d iv id u a ls  today s tro n g ly  suggests th a t  an 
In c re a s in g  number o f p a re n ts  w ill  be faced with the an x ie ty -  
provoking p ro sp ec t t h a t  th e  re ta rd e d  c h ild  may surv ive them 
and w ill  be dependant upon o th e rs  fo r  h is  continued  well

The s tu d ie s  which have d e a l t  w ith  th e  a t t i tu d e s  and 
fe e l in g s  o f p a re n ts  in regard  to  th e i r  c h i ld 's  fu tu re  have 
d esc rib ed  th e  n a tu re  of p a re n ts  concern and th e  way they 
p lan  fo r  th e  fu tu re .  However, th e  a v a ila b le  in form ation  
concern ing  th e  impact o f c h i ld  and fam ily c h a r a c te r i s t ic s  on 
p a re n ts ' a b i l i t y  to  p lan  fo r  the fu tu re  i s  i n s u f f ic ie n t .  Yet, 
i t  seems th a t  some o f th e  c h i ld  and fam ily c h a ra c te r i s t ic s  
play  an im portan t p a r t  in  understanding  th e  na tu re  of 
p a re n ts ' a t t i t u d e s  and t h e i r  p lans fo r  th e  c h i ld 's  fu tu re .

This S ec tion  w ill c o n c e n tra te  on th re e  su b je c ts :

I . P aren ta l concern fo r  th e  c h i ld 's  fu tu re .
I I .  P a re n ts ' p lan s  fo r  th e  fu tu re :  th e  various a l te r n a t iv e s .
I I I .  The in f lu e n c e  o f c h ild  and fam ily c h a ra c te r i s t ic s  on 

p a r e n ts ’ a t t i t u d e s  and p lans fo r  th e  c h i ld 's  fu tu re .



P aren ta l Concern fo r  th e  c h i l d 's  fu tu re

"All being well we would l i k e  to  d ie  in  r ip e  o ld age, 
knowing t h a t  our ch ild re n  a re  s e t t l e d ,  happy and secu re . 
When th e re  I s  a m en tally  handicapped c h ild  in  th e  fam ily 
ano th e r dimension Is  added: I f  the  c h ild  has survived in to
adu lthood , th e re  i s  a good chance t h a t  he w ill  o u t l iv e  h is  
p a re n ts . There i s  a lso  a p o s s ib i l i t y  th a t  by then th e  fam ily 
w il l  no longer he u n ited  or t h a t  one p a ren t w ill  a lready  be 
dead. One th in g  i s  c e r ta in :  when th e  p a ren ts  d ie ,  someone 
e ls e  w ill  have to  look a f t e r  th e  c h i ld .  We l iv e  from day -to - 
day and manage as b e s t we can but we are  always fe a r fu l th a t  
th e re  m ight be a c r i s i s  when we would not be ab le  to  support 
each o th e r .  Old age and in c a p a c ity  come to  be doubly 
dreaded" (Hannam, 19?5, p .153). When th e  c h i ld  i s  s t i l l  
young, p a re n ts  a re  o ften  concerned about h is  fu tu re  develop­
m ent. They want to know how and when th e  ch ild  w ill develop 
and what th e  prognosis is  fo r  th e  fu tu re .  In order to  get 
answers to  those  q u e s tio n s , th e  p a ren ts  sometimes develop 
" in fo rm ation  seeking behaviour" which helps them to  m aster 
t h e i r  an x ie ty  and fe e lin g s  of h e lp le ssn ess  (Chinn e t . a l . ,  
1978).

The f e a r  o f th e  unknown i s  a lso  d escribed  by Drew e t . a l ■ 
(1984). In h is  e a r ly  y e a r s ,  th e  c h ild  u sua lly  l iv e s  a t  home 
and i s  u su a lly  e n t i t l e d  to  A ttend  public, school u n til  th e  
maximum a tten d an ce  ago i s  reached . At th i s  age th e  re ta rd ed  
in d iv id u a l may not fu n c tio n  s o c ia l ly  and I n t e l l e c tu a l ly  a s  an 
a d u l t ,  but th e  r e s p o n s ib i l i ty  of th e  schools has ended. I f  
voca tio n a l r e h a b i l i t a t i o n  and employment s e rv ic e s  a re  a v a i l ­
ab le  then th e re  i s  some fu r th e r  a s s is ta n c e .  The m ai: paren­
t a l  concern c e n tre s  around where and how th e  c h i ld ’s needs 
w ill  u lt im a te ly  be n e t.  The thought o f 'f o r c in g ' th e  ch ild  
in to  an i n s t i t u t i o n ,  a f t e r  spending a la rg e  number of yea rs  
in  a community and fam ily s o t t in g ,  may bo d i f f i c u l t  fo r 
p a re n ts  to  accep t.

The long -te rm  fu tu re  of the c h i ld  seems to  worry the p aren ts  
even when th e  c h ild  i s  s t i l l  young. G lendinning (1983) 
concluded her re sea rch  study on 17 fa m ilie s  cf d isab led



cM lden  by m entioning th a t  p a ren ts  o f both vounger and o lder 
c h ild re n  wore em phatica lly  determ ined to  continue carin g  fo r 
t h e i r  c h ild  a t  home as long as p o s s ib le , in  s p i te  of the 
s t r a in  and s a c r i f i c e .  She suggests th a t  d e sp ite  having 
p ra c t ic a l  a s s is ta n c e  from fam ily meniber.i, f r ie n d s  o r neigh­
bours when th e  c h ild  w.is young, p aren ts  n ev e rth e le ss  cannot 
avoid having concerns about th e  sh o rt and long term fu tu re .  
According to  Gumz and Gubium (1972) and Howard (1978), among 
o th e r  a n x ie t ie s  expressed  by p aren ts  in  regard  to  th e i r  
c h ild  i s  th e  f e a r  about th e  fu tu re ,  th e  c h i ld 's  ro le  in  the  
Family and h is  a b i l i t y  fo r  so c ia l ad justm en t. In a research  
s tu d y  on p a re n ta l a rea s  of concern in  regard  to  the  m entally  
handicapped c h i ld ,  th e  th i rd  a rea  mentioned by p aren ts  
( f i f t y  f a m ilie s )  d e a l t  w ith th e  c h i ld 's  fu tu re .  There were 
d if fe re n c e s  between m o thers ' and f a th e r s ’ concerns about the  
c h i ld 's  fu tu re .  M others' main concern was th a t  th e  ch ild  
should  be accep ted  by o th e rs ,  p ro te c te d  from emotional 
s t r e s s  and be happy, reg a rd le s s  o f academic or job success. 
Most o f th e  f a th e r s ,  however, rep o rted  being concerned about 
th e  fam ily budget and th e  c o s t o f provid ing  help fo r th e  
c h i ld .  T heir nex t a rea  of concern had to  do w ith  th e  c h i ld 's  
even tua l ro le  as a le a d e r ,  h is  a b i l i ty  to  be a breadwinner 
and to  a s s e r t  h im se lf o u ts id e  th e  home. The f a th e r s ' concern 
invo lved  hopes th a t  th e  ch ild  would become academ ically  
s u c c e s s fu l,  would have th e  a b i l i t y  to  o b ta in  t r a in in g  fo r  a 
good job  ard would bo ab le  to  support h im se lf.

Anderson (1982) d e sc r ib e s  th e  p a re n ts ' concern a s  r e la t in g  
to  t h e i r  doubts about th e  a b i l i t y  of t h e i r  c h ild  to  f in d  h is  
p lace  in  so c ie ty .  P lanning fo r  th e  fu tu re  in  many cases i s  a 
c ru c ia l o p p o rtu n ity  to  t e s t  fan tasy  a g a in s t r e a l i t y .  I t  is  
a lso  a time when th e  w ill in g n e s s  of so c ie ty  to  to l e r a t e ,  
c a re  fo r  and recogn ize th e  c h i ld 's  l im its  is  put to  the 
t o s t .  With th e  q u estio n  "What happens when we have gone?", 
th e  fu l l  meaning of mental handicap conies out more v iv id ly  
f o r  th e  p a re n ts .

Eden 's 11976) views g ive w eight to  th e  abovementionod id eas . 
He suggests th a t  a p a r t  from the Immediate question  of how to  
handle  th e  baby, p a re n ts  Fare long term qu estio n s such as



W ill he be ab le  to  m arry?". These v arious kinds of questions 
sometimes r e f l e c t  th e  p a re n ts ' d i f f i c u l t i e s  in  accep ting  
r e a l i t y ,  which in  some cases a lso  involves a re lu c tan ce  to 
th in k  about th e  fu tu '-v . The d i f f ic u l ty  of th ink ing  about 
th e  fu tu re  i s  a lso  desc rib ed  by Minde e t . a l . (3972). Based 
on in fo rm ation  obta ined  in  in te rv ie w s , they re p o rt  on th e  
changes In th e  general p a t te rn  of th in k in g  among p aren ts  of 
p h y s ic a lly  handicapped you n g ste rs  over an e ig h t y e a r  span, 
in th e  f i r s t  in te rv iew  th e  p a re n ts  could not deal w ith 
though ts concern ing  th e  long term development of th e i r  
c h i ld re n .  Out of fo r ty  one, twenty f iv e  fa m ilie s  avoided th e  
is su e  e n t i r e ly  and most o f them be lieved  th a t  handicapped 
c h ild re n  ran no h igher r is k  of psychological d i f f i c u l t i e s  
than  normal c h ild re n .  E ight yea rs  l a t e r ,  s ix ty  p ercen t of 
th e  p a re n ts  could not d isc u ss  th e  c h i ld 's  fu tu re  occupation 
and they assumed th a t  t h e i r  c h ild  did not th ink  of i t  
e i t h e r .  Only fo u r pe rcen t o f the p aren ts  were concerned 
about th e  c h i ld 's  fu tu re .

G o ttl ie b  (1972) iren tions th a t  u n til  c ircum s'^nces fo rce  the 
p a re n ts  to  th in k  about th e  f u tu r e , they p re fe r  to  avoid 
planning  fo r th e  fu tu re .  But a t  t h i s  stage when they begin 
to  worry about t h e i r  h e a l th ,  advancing ago, and eventual 
d e a th , t h i s  a t t i t u d e  changes and th e  a b i l i ty  to  l iv e  each 
day a t  a tim e is  no longer an o p tion  fo r  the p a re n ts .

For some p a re n ts ,  th in k in g  about th e  fu tu re  i s  such a t h r e a t  
th a t  one of th e  r e s u l t s  may be th a t  a very c lo se  emotional 
re la t io n s h ip  develops between th e  p a ren ts  and th e  c h i ld .  The 
r e la t io n s h ip  sometimes i s  so c lo se  t h a t  i t  in te r f e r e s  w ith 
th e  c h i ld 's  independence. In such c a se s , i t  seems th a t  o ther 
r e la t io n s h ip s  a re  n o n ex is ten t fo r  th e  p a ren ts  and c h i ld ,  
oven to  th e  exc lu sio n  of s ib l in g s .  Moreover, i t  1s very hard 
fo r  the  p a re n ts  to  fo resee  th e  p o s s ib i l i ty  of th e i r  ch ild  
l iv in g  o u ts id e  th e  fam ily , and i t  impacts upon th e  p a re n ts ' 
a b i l i ty  to  co n s id e r th e  v a rio u s a l te r n a t iv e s  fo r  th e  c h i ld ’s 
fu tu re .  In many cases th e  r e s u l t  i s  th a t  even fo r  the  o lder 
c h i ld re n ,  th e  p a ren ts  p re fe r  to  postpone t h e i r  dec is io n s 
about th e  fu tu re ,  a lthough they cannot avoid being concerned 
about i t .



"How w ill he l iv e ? ,  Will he be ab le  to  look a f te r  h im se lf? , 
W ill he be ab le  to  m arry?". These various kinds of questions 
sometimes r e f l e c t  the p a re n ts ' d i f f i c u l t i e s  1. accep ting  
r e a l i t y ,  which in  some cases a lso  involves a re lu c tan ce  to 
th in k  about the  fu tu re .  The d i f f ic u l ty  of th in k in g  about 
th e  fu tu re  i s  a lso  desc rib ed  by Minde e t . a l . (1972). Based 
on in fo rm ation  obta ined  in  in te rv ie w s , they re p o rt on the 
changes in  th e  general p a t te rn  o f th in k in g  among p a ren ts  of 
p h y s ic a lly  handicapped y o u n g ste rs  over an e ig h t y e a r  span. 
In th e  f i r s t  in te rv iew  th e  p a ren ts  could not deal w ith 
th ough ts  concern ing  th e  long term development of th e i r  
c h i ld re n .  Out of fo r ty  one, twenty fiv e  fa m ilie s  avoided the 
is s u e  e n t i r e ly  and most o f them be lieved  th a t  handicapped 
c h ild re n  ran no h igher r i s k  of psychological d i f f i c u l t i e s  
th an  normal c h i ld re n .  E ight years l a t e r ,  s ix ty  pe rcen t o f 
th e  p a re n ts  could not d iscu ss  th e  c h i ld 's  fu tu re  occupation 
and they assumed th a t  t h e i r  ch ild  did not th ink  of i t  
e i t h e r .  Only fou r p e rcen t o f th e  p a ren ts  were concerned 
about the c h i ld 's  fu tu re .

G o ttl ie o  (1972) mentions th a t  u n t i l  circum stances fo rce  the 
p a re n ts  tc  th in k  about th e  f u tu r e ,  they p re fe r  to  avoid 
p lanning  fo r  th e  fu tu re .  But a t  t h i s  stage  when they begin 
to  worry about th e i r  h e a l th ,  advancing age, and eventual 
d e a th , t h i s  a t t i t u d e  changes ?nd th e  a b i l i ty  to  l i v e  each 
day a t  a tim e i s  no longer an o p tion  fo r the  p a ren ts .

For some p a re n ts ,  th in k in g  about th e  fu tu re  i s  such a t h r e a t  
t h a t  one of th e  r e s u l t s  may be th a t  a very c lo se  emotional 
r e la t io n s h ip  develops between th e  p aren ts  and the c h i ld .  The 
r e la t io n s h ip  sometimes i s  so c lo se  th a t  i t  in te r f e r e s  w ith 
th e  c h i ld 's  Independence. In such c a ses , i t  seems th a t  o th e r 
r e la t io n s h ip s  are  n o n e x is te n t fo r  th e  p a ren ts  and c h i ld ,  
even to  th e  ex c lusion  of s ib l in g s .  Moreover, I t  Is  very hard 
fo r  th e  p a re n ts  to fo resee  th e  p o s s ib i l i ty  of th e i r  c h ild  
l iv in g  o u ts id e  th e  fam ily , and i t  impacts upon th e  p a re n ts ' 
a M l i ty  to  c o n s id e r th e  v a rio u s a l te rn a t iv e s  fo r  th e  c h i ld ’s 
fu tu re .  In many cases th e  r e s u l t  i s  th a t  oven fo r th e  o ld e r 
c h i ld re n ,  th e  p a ren ts  p re fe r  to  postpone th e i r  d ec is io n s 
about th e  fu tu re ,  a lthough they  o n n o t  avoid being concerned 
about i t .
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5 - 1' 3 P a i n t s ' p lans fo r  th e  fu ture: th e , v arious al te rn a t iv e s

Lurking In th e  back of p a re n ts ' minds i s  the  knowledge th a t  
one day th e i r  son or daughter w ill probably have to  go in to  
r e s id e n t ia l  c a re  -  c i t h e r  during th e i r  l i f e t im e ,  o r a f te r  
they  d ie .  Most p a ren ts  a re  adamant th a t  t h e i r  o th e r  ch ild ren  
should not be p re s su r is e d  in to  tak in g  over th e  care  of th e i r  
handicapped b ro th e r  o r s i s t e r ,  so they wish to  make o ther 
p ro v is io n s  to  avoid i t  {W orthington, 1982).

The main d ec is io n  fo r  th e  p a ren ts  is  whether to  p lace the 
young ad u lt  in  a re s id e n t ia l  so t t in g  befo re  they become too 
o ld , Sv th a t  when they become e ld e r ly  o r d ie  he w ill not 
have to  be uprooted  in to  a s tran g e  environm ent on top of the  
lo s s  of h is  p a re n ts .  Or, should they  keep th e  ch ild  u n til 
th e  end of t h e i r  l iv e s ,  so as not to deprive him of th e i r  
c a re  any longer t ; n e c e s s a r y .

According to  W orthington (1982} th e  p a re n ts ' dec is io n  w ill 
be in flu en ced  by the fo llow ing  fa c to r s :

-  The p e rs o n a lity  and th e  behaviour of th e  c h i ld .  I f  th e  
c h i ld  does not p re se n t the p a ren ts  w ith undue s t r e s s  and 
h is  p e rs o n a lity  i s  p le a s a n t ,  i t  w ill be harder fo r  them to 
send him away.

- When th e  c h i ld  becomes an im portan t p a r t  o f th e  p a re n ts ' 
l i f e  o r p lay s a key ro le  in  th e  fam ily , some p a re i.ts  come 
to  depend on t h e i r  m en ta lly  re ta rd ed  c h ild  as much as he 
depends on them. Sometimes, th e  c h ild  keeps th e  p aren ts  
t o g e th e r ,  and fo r  some p a re n ts  th e  c n ild  i s  t h e i r  only and 
th e  c lo s e s t  companion (e s p e c ia l ly  i f  they a re  widowed). 
The irorr ablo ad u lt  con be of p ra c .ic a l  help in  th e  house, 
th e  le s s  ablo can provide company and a f f e c t io n ,  and 
perhaps most o f a l l ,  can give th e  p a ren t th e  assurance 
t h a t  he or she is  s t i l l  needed and Im portan t. P aren ts  are 
in c l in e d  to  fe e l g u ilty  about a dec is ion  to  in s t i t u t i o n a ­
l i z e  th o iv  c h i ld ,  even when th e  case fo r t h i s  i s  over­
whelming. In many c a se s , they fee l th a t  they must t r y  to 
copo and t h a t  they  a re  s e l f i s h  in  seeking to hand over the

* Am i



r e s p o n s ib i l i ty .  Aft-.jr y e a rs  of a d ju s tin g  th e i r  l iv e s  to 
h 'J p  th e  c h i ld ,  they f e d  th a t  they are  giving up. Such 
f e e l in g s  i n te r f e r e  w ith t h e i r  a b i l i ty  to  plan and to  cu v /  
o u t t h e i r  p lanning  to  a lo g ic a l o r p ra c tic a l conclusion

-  P a re n ts ' dec is io n  to  keep th e  c h ild  or to  p lace him is  
a lso  in flu en ced  by th e  a l te r n a t iv e s  they have, hi many 
ca se s  p a re n ts  choose not to  impose th e  r e s p o n s ib i l i ty  and 
c a re  of t h e i r  mental iy re ta rd ed  c h ild  on hi? s ib l in g s  or 
o th e r  members o f the fam ily . As Chinn e t . a l . (.197?) 
m ention: i t  i s  a choice of th e  fam ily , of th e  normal 
s ib l in g ( s )  w hether they want to  care  fo r  th e  m entally  
re ta rd e d  b ro th e r  o r s i s t e r ,  and they should n o t be 
condemned should they choose not to  accept t h i s  re sp o n s i­
b i l i t y .  The o th e r a l te r n a t iv e  i s  to  in s t i t u t i o n a l i z e  the  
c h i ld .  Lack of s u f f ic ie n t  in fo rm ation , and th e  fe e lin g  
t h a t  t h e i r  c h i ld  w ill never g e t th e  a f f e c t io n ,  a t te n t io n  
and care  he has had a t  home, make i t  hard fo r th e  p a ren ts  
to  decide to  p lace  t h e i r  c h ild  in  r e s id e n t ia l  c a re .  Some­
tim e s , i f  th e  dec is io n  i s  not made a t  an e a r l i e r  s ta g e , 
and th e  c h ild  remains a t  home, i t  becomes in c re a s in g ly  
h a rd e r over tim e fo r  th e  p a re n ts  to  admit th a t  they can no 
lo n g e r  care  fo r  th e  c h ild  and to  seek o th e r  s o lu tio n s .  If  
ev e n tu a lly  a d ec is io n  i s  made to  in s t i t u t i o n a l i z e  the  
c h i ld ,  th e  traum a th a t  i s  u su a lly  involved  can be 
c u r ta i le d  through c a re fu l p lann ing .

Chinn e t . a l ■ (1978) suggest t h a .  th e  whole fam ily should be 
invo lved  in  th e  decision-m aking , in c lu d in g  the m entally  
re ta rd e d  person h im se lf ( i f  p o s s ib le ) .

A tren d  towards a l te r n a t iv e  placem ent has la te ly  developed 
in  some c o u n tr ie s  w ith the ev o lu tio n  of community based 
group homes end h o s te ls .  These s o lu tio n s  enable those 
m en tally  re ta rd e d  persons who can cope to  s tay  in  the 
community. The group home ope ra te s  s im ila r ly  to  a fam ily and 
i t  i s  a good arrangem ent fo r  th e  m entally  re ta rd ed  ad u lt  who 
seeks some degree of independence from h is  fam ily . At the  
same tim e, such so lu tio n s  assu re  p a ren ts  th a t  t h e i r  son or 
daugh ter w ill  be adequately  provided fo r .



However, when p a re n ts  have id eas  and in fo rm ation  about the 
a l t e r n a t iv e s  which are  a v a ila b le  to  them, i t  seems th a t  the 
p ro cess  of making a d ec is io n  can cause a c r i s i s  in  the 
fam ily , and r a i s e  a g re a t deal o f u n c e rta in ty  and anx ie ty . 
T his is  probably why most p a re n ts  p re fe r  to  l iv e  day-by-day, 
and to  p lan only on a sh o rt- te rm  b a s is .  Hannam (1975) 
m entions th a t  "Like making a w ill  we put o f f  th e  ev il day of 
doing something p o s i t iv e  about th e  fu tu re  because j u s t  as 
th e  w ill  reminds us of th e  in e v i t a b i l i t y  of our death , so 
doing something p o s i t iv e  about th e  fu tu re  of a m entally
handicapped a d u lt  i s  a lso  a rem inder o f impending n o r ta l i ty ,  
o f th e  r e l a t i v e  h e lp le s sn e s s  of th e  handicapped and of the 
need to  look a t  o th e r a l te r n a t iv e s "  (p .156).

Yet, Drew e t . a l  ■ (1984) su g g est th a t  i t  m y be in th e  b e s t
i n t e r e s t  o f th e  c h ild  i f  p a re n ts  a re  ab le , befo re  i t  becomes
too  l a t e ,  to  make necessary  arrangem ents fo r  continued 
m aintenance and o th e r  m a tte rs  through c a re fu l ly  planned
p ro v is io n .

S u e lz le  and Keenan (1981) found in  a research  study th a t  
p a re n ts  o f o ld e r  ch ild re n  were more l ik e ly  to  p lan re s id e n ­
t i a l  and occupational a l te r n a t iv e s  fo r  t h e i r  c h ild re n . 
F a rb e r (1975) proposes t h a t  i t  becomes in c re a s in g ly  d i f f i ­
c u l t  fo r  p a ren ts  to  cope w ith th e  re ta rd ed  c h ild  as the 
l i f e c y c l e  develops, and accord ing  to  Birenbaum (1970), as a 
re su lt,  o f th e  in c re a s in g  d isc re p a n c ie s  in  age -  ap p ro p ria te  
b ehav iou r, th e  p a ren ts  o f young a d u lts  become irare aware of 
n o n -a v a i la b i l i ty  of many types of l iv in g  a l te rn a t iv e s  w ith in  
t h e i r  community. This s i tu a t io n  in d ic a te s  th a t  e x tra  fami­
l i a l  environm ental fa c to rs  a re  a lso  an im portan t co n sid e ra ­
t io n  in  understand ing  par a t t i tu d e s  towards the c h i ld 's
fu tu re  and th e  d i f f i c u l t i .  -.ney have to  face in  th e  a ttem pt
to  p lan in  t h i s  re s p e c t.

Bayley (1973), when dea lin g  w ith p a re n ts ' a t t i tu d e s  and 
p lan s fo r  th e  fu tu re ,  concludes h is  f in d in g s by say ing : " I f  
they  could  be given a su re  knowledge th a t  t h e i r  subnormal 
c h i ld  would be looked a f t e r  in  a way th a t  would s a t is fy
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them, a g r e a t  load would be l i f t e d  fo r them and they and
probably th e  subnormal c h ild  as w e ll ,  would be much
h app ier"  (p .2 b l) .

5 .1 .4  The In f lu en ce  of c h ild  and fam ily c h a ra c te r i s t ic s  on 
p a ren ta l a t t i t u d e s  and p lans fo r  th e  c h i ld 's  fu tu re

Only a few s tu d ie s  could be found th a t  d e a lt  w ith th e  impact 
o f c h i ld  and fam ily c h a r a c te r i s t ic s  on p a re n ts ' a t t i tu d e s
and p lans fo r  th e  fu tu re .  When d ea ling  w ith c h i ld 's  cha rac ­
t e r i s t i c s ,  most s tu d ie s  r e f e r  to  c h i ld 's  age, th e  s e v e r ity  
o f h is  handicap , and h is  behaviour as In d ic a to rs  in flu en c in g  
p a re n ts ' a t t i t u d e s  and a b i l i t y  to  p lan for th e  fu tu re .  As to  
fam ily c h a r a c t e r i s t i c s ,  th e  socioeconom ic s ta tu s  of th e  
fam ily  and th e  h e a lth  of the  p a ren ts  a re  commonly considered  
to  have an impact on th e  way p a re n ts  fee l about the  fu tu re  
o f  th e i r  c h i ld ,  and how they p lan  fo r  i t .

5 .1 .4 .1  C h ild  c h a r a c te r i s t ic s  -  age, the s e v e r i ty  o f th e  
handicap  and th e  n a tu re  of c h i ld 's  behaviour

Birenbaum (1 9 /0 ) , F arber (1975), S u e lz le  and Keenan 
U 9i$l) and o th e rs  found in  t h e i r  s tu d ie s  th a t  when the 
c h i ld  i s  s t i l l  young, th e  p a re n ts , in  s p i te  of being 
w o rried  about h is  fu tu re ,  p re fe r  to  l iv e  day-by-day 
and avoid  p lanning  fo r  h is  fu tu re .  Yet, as the  c h ild  
grows o ld e r , the p a ren ts  are  rrore w ill in g  to  have 
te n t a t i v e  p lans e i th e r  by th in k in g  about placem ent or 
by f in d in g  occupational and liv in g  a l te rn a t iv e s  in  the 
community.

N ev e rth e le ss , Bayley (1973) found th a t  even p a ren ts  of 
o ld e r  ch ild re n  s t i l l  p re fe r  to  avoid th in k in g  about 
th e  fu tu re .  As one mother sa id : "We j u s t  l iv e  from 
d ay-today  -  you know - and don’t  look too  fa r  in to  the 
f u tu r e .  One year i s  much l ik e  another year"  (P .258). 
A nother commented: "No, you c a n 't  th in k  of th e  fu tu re ,  
o r y o u 're  punishing y o u rs e lf .  As fa r  as I am concerned.



w e've got f a i th  in  God and I 'v e  had h e lp . I f  we 
s ta r t e d  w orrying about wiiat was going to  happen to  
L i l ia n ,  w e'd worry o u rse lv es  s t i f f "  (I'.Zbti).

T iza rd  and Grad ( 11161), In th e ir  study , a lso  had
d i f f i c u l t i e s  in ob ta in in g  inform ation  about p lans fo r
th e  fu tu re ,  because many p aren ts  had n o t faced  the 
problem  of what would happen to  a sev e re ly  m entally  
r e ta rd e d  c h ild  should he su rv ive them, twenty th ree  
p e rcen t ot tne nvrners in  tm -ir  study v, re  not w ill in g  
o r  a b le  fo dist.ws-; t h i s  prcMiva t r  d id  m l  knew hf.at 
mvint happen.

In l . iv le y ’s stw V  iV '-’H  t h i r t v  four o u t of f i f t y  
th re e  ta n i l i e s  Set r c n t .i l ly  re ta rd e d  a d u lts )  d ie  not 
h-ive irv c le a r  o iw .t v.h,n Mail•! hanpp'i to  t tw i r
ih i l i i r e n  wne.n -ncuIsS t=i> longer be ab le  to  Xjti
a f f r  f r p r .  It, ~x"r"- f i t . "  V-v r e s u l t s  of severa l 
stud ir,-. t e a t  a lte jw jn  r i r e r f ,  r t j r t  to  worry alw-ut the 
ch ild * ',  f s tn r e  v.-i-u the c h ild  is  s t i l l  young, urd
1 1V, W Itil w -’, r f . 'S  ,tt tr .e  b.!Cf Of t h e i r  n i r d S ,  i t

i< ,• T . i t i t f i i  eflt tv- a . s t  at lu--.', to  take
PS fuif V tf  -ted tS -v  j r f - i e i ' t o  wo i t  u n t i l

i‘s  e s  f c . n  t i l  Cuke ,) O e i i s io n .

tia y le v 's  S inciing-. a lso  W in  aU d  th a t  none p a ren ts  
hnpe-i th a t  tne c h i ld  would d ie  hr to n -  tlui-i, ami eise 
nznther even s a id : " i i  I c a re  to  be i l l  and 1 knew ! 
tou ldw 'f, ne t t e t t e r ,  I 'd  give him a b u t t le  of ta b le t? "  
(p .ybH ,. but,I) ,cj a t t i t u d e  r e f l e c t s  the  d i f f i c u l t i e s  
p a re n ts  have when they th ink  ami p lan fo r  the fu tu re  
iiivJ they have t»  face  the fa c t th a t  fu tu re  care  fo r 
t h e i r  ch ild re n  is  hound by a very lim ited  range of 
o p tio n s , none of which o f fe rs  an a ttra c tiv e  or easy 
s o lu t io n .  Ib is  i s  why many p aren ts  avoid th in k in g  
ahead . T h erefo re , suggests G lendinning (19IU), p u ttin g  
o f f  p lanning  fo r  th e  fu tu re  may not be a to t a l l y  
u n r e a l i s t i c  s t ra te g y  even fo r th e  p aren ts  of a 
m en ta lly  handicapped a d u l t ,  since  th e  a l te rn a t iv e  i s  a 
de te rm in a tio n  to  go on, doing what i s  p o ss ib le  w hile 
i t  i s  p o s s ib le ,  m otivated  by deep-rooted concern.
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When co n sid e rin g  th e  v arious a l te rn a t iv e s  fo r the  
c h i ld ,  Drew e t . a l . (1984) suggests  th a t  th e  fam ily is  
viewed as a primary s o c ia l iz in g  agen t, and th e re  is  
ev idence t h a t  th e  re ta rd e d  ch ild  b e n e fits  i f  he is  
ab le  to  s tay  w ith in  th e  fam ily . Sometimes placement of 
th e  ch ild  i s  j u s t i f i e d  as being a good so lu tio n  for 
him and fo r  th e  fam ily as w e ll.

According to  a few prev ious s tu d ie s  (T izard  and Grad, 
1961; Fotheringham  e t . a l . , 1971; Bayley, 1973; 
W orthington, 1982), th e  s e v e r ity  of the c h i ld 's  handi­
cap and h is  d i f f i c u l t  behaviour can fo rce  th e  paren ts 
to  make d e c is io n s  even befo re  th e  ch ild  reaches a d u lt­
hood. Sometimes the s t r e s s  on th e  members of the  
fam ily  becomes so g re a t th a t  i t  is  im possible to  keep 
th e  c h i ld  a t  home, and p a ren ts  have to  s t a r t  c o n s i­
d ering  re s id e n t ia l  c a re  or o th e r  a l te rn a t iv e s  fo r  the 
c h i ld .  T izard  and Grad (1961) mention th a t  the  main 
reason  fo r  p a re n ts  asking fo r  placem ents is  th e i r  
f e e l in g  th a t  they  cannot cope w ith th e  c h ild  any 
lo n g e r , m ostly  because o f in creasin g  d i f f i c u l t i e s  in 
h is  behaviour,

Fotheringham  e t . a l . (1971) found th a t  in s t i t u t i o n a ­
l iz e d  c h ild re n  had more s t r e s s fu l  c h a ra c te r i s t ic s  
compared to  ch ild re n  in  tho community. Although i t  i s  
d i f f i c u l t  to  t o l l  whether th e  fa m ily 's  fu nc tion ing  
a f f e c t s  the c h i ld 's  behaviour, o r w hether th e  c h i ld 's  
behaviour a f f e c t s  th e  fam ily fu n c tio n in g , these  
r e s u l t s  dem onstrate th e  rec ip ro ca l r e la tio n s h ip  
between c h ild  and fa m ily  fu n c tio n in g  which sometimes 
le a d s  to  th e  c h i ld 's  placem ent.

G o ttl ie b  (1972) su g g ests  th a t  as th e  gap between 
physica l and mental development widens, p aren ts  are  
in e v i ta b ly  forced  to  recognize lim ita t io n s  which were 
n o t apparen t e a r l i e r .  This is  because th e  young 
r e ta rd e d  c h i ld  i s  l ik e ly  to  be v i r tu a l ly  in su la te d  
from th e  o u ts id e  w orle , and h is  d i f f i c u l t  behaviour 
w ill  i n te r f e r e  le s s  w ith  fam ily l i f e .  However, when he 
m atu res , h is  b iz a r re  and s trange  behaviour may become 
much more n o tic e a b le  to  o th e rs .



224

Chinn e t . a l .  (1976) sum up th i s  issue  by m entioning 
t h a t  th e re  a re  s i tu a t io n s  in  which th e  presence of the 
c h i ld  may have such a d is ru p tin g  in flu en ce  on the 
s t a b i l i t y  of th e  fam ily u n it  th a t  in s t i tu t io n a l iz a t io n  
i s  th e  b e s t so lu tio n  fo r  both th e  c h ild  and the fam ily.

S .1 .4 .2  Family c h a r a c te r i s t ic s  -  the socioeconomic s ta tu s  of
th e  fam ily , p a re n ts ' age and hea lth

The r e la t io n s h ip  between th e  socioeconomic s ta tu s  of 
th e  fam ily  and p a r e n ts ’ fe e lin g s  and p lans fo r the 

f u tu re  i s  mentioned in  only a few prev ious s tu d ie s . 
According to  Begab (1963), th e  low s ta tu s  fam ilie s  

have few er ex p ec ta tio n s  from th e i r  ch ild ren  and i t  is  
e a s ie r  fo r  them to  accep t th e  c h ild  as p a r t  o f the 

fam ily . When th e  c h i ld  i s  considered  p a r t  of the 
fam ily , and no o th e r  a l te r n a t iv e  e x is t s ,  th e re  i s  no 

need to  p lan fo r  h is  fu tu re ,  and many of th e  low 
s t a tu s  p a ren ts  r e ly  on t h e i r  r e la t iv e s  to  care  fo r  the 

c h i ld  i f  something happens to  them.

T iza rd  and G rad 's  fin d in g s  (1961) support Begab's 
id e a ,  suggesting  th a t  fa m ilie s  of low so c ia l s ta tu s  

a re  most re so u rce fu l in  c re a tin g  ro le s  fo r th e i r  

m entally  re ta rd e d  member, and th i s  s i tu a t io n  
In f lu e n c e s  t h e i r  p lans fo r th e  c h i ld 's  fu tu re .  In 
th e se  fa m il ie s ,  th e  b e s t ad justm ents to  th e  c h ild  and 
to  h is  handicap were due to  low fam ily ex p e c ta tio n s , 
so  th a t  f t  s e e m  e a s ie r  fo r  them to  face  hardsh ips as 

they  come. In a la rg e  fam ily , th e  nembers may come to 
tak e  th e  task  of ca rin g  fo r  a m entally  handicapped 

member fo r  g ran ted , and no one in d iv idua l has to  bear 
th e  whole of the burden unaided.

However, in  t h e i r  s tu d ie s ,  T izard  and Grad (1961) and 
Fotheringham  e t . a l . (1971) could n o t e s ta b l is h

d if fe re n c e s  in  re sp e c t to  so c ia l c la s s  between 
fa m il ie s  of in s t i tu t io n a l iz e d  and n o n in s t i tu t io n a l iz e d  

m en ta lly  re ta rd e d  c h ild re n .
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tiegab (1963) when d isc u ss in g  th e  reasons fo r  p a re n ts ' 
d e c is io n s  in  regard  to  th e  c h i ld 's  fu tu re ,  mentions 
t h a t  fo r  many high s ta tu s  p a ren ts  placem ent of the 
c h i ld  i s  accepted as a good so lu tio n  fo r th e  o ther 
fam ily  members and fo r  th e  ch ild  h im se lf. He d escrib es  
th e  dilemma h ig h s ta tu s  p a re n ts  have when considering  
th e  p o ss ib le  a l te r n a t iv e s  fo r t h e i r  c h i ld 's  fu tu re  by 
m entioning th a t  th e se  p a re n ts , when they dedica ted  
t h e i r  l iv e s  to  keeping th e  c h ild  a t  home, were 
f re q u e n tly  r e lu c ta n t  to  co n sid er i n s t i tu t io n a l  p lace ­
ment as th e  u lt im a te  p la n . They a lso  h e s i ta te d  to  
Impose th e  burden i f  a re ta rd ed  ad u lt  on t h e i r  o th e r 
c h i ld r e n ,  and th ey  :v ared  re ly in g  on s tra n g e rs  whom 
they  f e l t  may lack  th e  personal in te r e iu  and under­
s tan d in g  needed. Thus, th e  a l te r n a t iv e  fo r  th e se  
p a re n ts  was no t to  p lan fo r  the  fu tu re  u n til  th e  time 
came when d ec is io n s  had to  be tak en , e i th e r  because of 
th e  c h i ld 's  needs o r because th e  fam ily could no 
lo n g e r cope w ith th e  c h i ld  a t  home.

T izard  and G rad 's  (1961) fin d in g s  support t h i s  id e a . 
In t h e i r  s tudy , f i f t y  one out o f one hundred and f i f t y  
p a re n ts  who were asked why they decided to  p lace the 
c h i ld  sa id  th a t  thsy  could  no longer cope w ith the 
m en tally  re ta rd e d  c h ild  a t  home. The management 
problems had u su a lly  been aggravated  by d ea th , i l l ­
n e ss , pregnancy, o r housing d i f f i c u l t i e s .  Other 
reasons mentioned by p a ren ts  were th e  b ir th  of another 
c h ild  or a d e te r io ra t io n  in  th e  m o ther's  h e a lth . 
Bayley (1973) s tre n g th e n s  th e se  fin d in g s by s ta t in g :  
"The most l ik e ly  cause of th e  break-up of the 
s t ru c tu re  w ith in  which tho  sub- normal c h ild  i s  c a r td  
f o r ,  i s  th e  death or i l l n e s s  of th e  im ther o r person 
looking  a f t e r  him". ( P .234). Under such circum stances 
a d ec is io n  about th e  fu tu re  must be tak en . However, 
accord ing  to  B ay lcy 's f in d in g s ,  only in  s ix  ou t of the  
f i f t y  four fa m ilie s  who p a r t ic ip a te d  in  h is  study was 
th e  m entally  re ta rd e d  kep t a t  home a f t e r  th e  death of 
th e  mother.



To sum up, th e  so c ia l s ta tu s  of the fam ily helps to  
p re d ic t  how p a re n ts  w ill  fee l and plan fo r  the  fu tu re  
o f t h e i r  c h i ld .  However, i t  seems th a t  th e  c h i ld 's  
behaviour an ; th e  s e v e r ity  of h is  handicap, toge ther 
w ith  th e  age and h ea lth  of th e  p a ren ts , a re  im portant 
f a c to r s  th a t  may in f lu e n c e  p a re n ts 1 a t t i tu d e s  and plans 
in  regard  to  th e  c h i ld 's  fu tu re .

A lthough most p a ren ts  p re fe r  to  postpone th in k in g  about 
th e  fu tu re ,  th e  tim e comes when th e  com bination of 
in c re a s in g  d i f f i c u l t i e s  in the  c h i ld 's  behaviour and 
tho  d e te r io ra t io n  in  th e  p a re n ts ' h e a lth , or th e i r  
advancing age, p rev en ts  fu r th e r  avoidance and fo rces 
th e  p a re n ts  to  make d e c is io n s .

The f in d in g s  of th e  p re se n t re sea rch  study in  regard  to  the 
abovementioned is su e s  a re  presen ted  in  the next sec tio n  of 
t h i s  ch ap te r .

FINDINGS OF THE RESEARCH STUDY 

In tro d u c tio n

The p re se n t re sea rch  study f in d in g s  in  regard  to  p a re n ts ' 
a t t i tu d e s  and t h e i r  p lans fo r th e  c h i ld 's  fu tu re  i s  in t r o ­
duced in  t h i s  s e c t io n .  F i r s t l y ,  th e re  i s  a comparison between 
th e  op in ions of p a ren ts  of the younger and th e  o ld e r ch ild ren  
(Group A v e rsu s  Group 8 ) .  Secondly, th e re  i s  a comparison 
between m others ' versus f a th e r s ' v iews, regard ing  th i s  is su e . 
F in a l ly ,  th e re  i s  a p re se n ta tio n  of r e s u l t ,  on th e  impact of 
c h i ld  and fam ily c h a r a c te r i s t ic s  on p a re n ts ' a t t i tu d e s  and 
p lan s fo r  th e  c h i ld 's  fu tu re .

A comparison accord ing  to  c h i ld 's  age (Group A versus Group B)

Two out o f th e  f i f te e n  QRS sc a le s  in tro d u ce  item s which probe 
p a re n ts ' op in ions in  regard  to  c e r ta in  o rien ted
a sp e c ts . The sc a le s  a re : S cale  12: "Lack ' t i e s "  and
s c a le  13: "O ccupational l im ita t io n  m entally
re ta rd e d  c h i ld ) .
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A comparison of p a re n ts ' re a c tio n s  to  th e se  s c a le s ,  by Groups A 
and B, i s  p resen ted  in  Table 56.

Table 56

Means, SD, Df and p ro b a b i l i t i e s  fo r sc a le s  12 and 13 o f th e  QRS, 
by Groups A & B ( t  t e s t ) ___________________________________________

Group A Group B
S cale SO Uf Mean SO Of P

12. Lack of
a c t i v i t i e s

13. Occupational
l im ita t io n

1.1

3 .6

1 .2

1.0

89.5

102.5

0 .002

0.003

2.1

4.2

1 .8

1.1

107

105

0.002

0.002
N*58 N*54

R esu lts  o f th e  comparison between th e  groups according to  sc a le s  12 
and 13 o f th e  QRS revea l s t a t i s t i c a l l y  s ig n i f ic a n t  d iffe re n c e s  

between views he ld  by p a ren ts  of younger and o ld e r c h ild re n . The 
p a re n ts  of th e  o ld e r  ch ild re n  a re  much more w orried  about the lack 

o f a c t i v i t i e s  and th e  occupational l im ita t io n s  of th e i r  m entally  
re ta rd e d  son or dau g h te r, than th e  p a ren ts  of th e  younger c h ild re n .

P a re n ts 1 answers to  a more d i r e c t  question  about th e i r  w orries  for 

th e  c h i ld 's  fu tu re  a re  p resen ted  in  Table 57.

Table 57

Frequencies of answers to  the  questio n : "Are - a  w orried about 
your c h i ld 's  fu tu re ? "  by Groups A & B (in  percen tages)_________

Answers A B
1. No. " 20.7 '1 4 .2
2. Sometimes, no t very much. 24.1 24.7
3 . Yes. 55.2 61.1

T otal 100.0 100.0
11=58 iFBT



The d if fe re n c e s  betwoen th e  groups are  too  small to  be 

co n sid ered  m eaningfu l. However, i t  must be noted th a t  many 

o f  th e  p a ren ts  in  both groups a re  w orried  about th e  c h i ld 's  
fu tu r e .

P a ren ts  were asked to  r e c a l l  a t  which stage  they s ta r te d  to 

become w orried  about th e i r  c h i ld 's  fu tu re .  R esu lts  o f the 
comparison between p a re n ts  according to  Groups {A & ii) are  

p re sen ted  in  Table 58.

Table 58

F requencies of answers to  th e  questio n : "When did you f i r s t  
become w orried  about th e  c h i ld 's  fu tu re ? "  by Groups A & B 
(in  p e rc e n ta g e s) .__________ _______ ____________________________

Answer A g

1. I am not w orried . 27.6 24.0
2. In th e  l a s t  fow y e a rs . 3 .4 55.6
3. Since I knew about the

problem. 63.8 18.5
4. S ince I saw th a t  th e  c h i ld 's

development was slow. 5 .2 1 .9
__ T o * ! lOb.ti 100.0

N=58 N=54
I t  i s  o f note th a t  th e  freq u en c ie s  of "I am not w orried" 
answers in  the  above ta b le  v a r ie s  from those In  th e  ta b le  
t h a t  preceded i t .  The reason i s  th a t  data  fo r each of the  
ta b le s  was drawn from answers to  d i f f e r e n t  q u es tio n s , in 

t h i s  c a se , q u estio n s 25_ and 26 of th e  -chedu le , (see 
Appendix 2) r e s p e c tiv e ly .

The fin d in g s  i l l u s t r a t e  two major d if fe ro n r -s  between the 

p a re n ts  of th e  younger and th e  o ld e r c h n d v:n.- More of the  
p a re n ts  of the  younger c h ild re n  r e c a l l  being vorried  about 
th e  c h i ld 's  fu tu re  from th e  tim e they lev,M l ;n a t he was



m enta lly  handicapped. However, th e  p aren ts  of the o lder
c h ild re n  r e c a l l  being w orried  only in  th e  l a s t  few y e a rs .

P a re n ts ' main w orries  in  regard  to  t h e i r  c h i ld ’s fu tu re  are  

i l l u s t r a t e d  in  Table 59.

Tab le  59

F requencies of o a re n ts ' w o rrie s  in  regard to  the c h i ld 's  
fu tu r e ,  by Groups A & B (in  p e rc e n ta g e s) .* _______________

P a re n t 's  worry A
1. I am n o t w orried . 24.1 18.5
2 . What w ill  happen when we are

not ab le  to  c a re  fo r  th*
c h i ld . 25.9 50.0

3 . How is  th e  c h i ld  going to
develop and how are  we going
to  c a re  fo r  him. 41.4 1.9

4 . That th e re  w ill be a good
p lace  fo r  him. 8 .6 13.0

5 . Will th e  ch ild  be ab le  to
leave home. 7.4

5. Will h e /sh e  be a b le  to  make
a l iv in g . 9 .2

Total 100.0 . 100.0
N=58 N=54

* Based upon responses to  q u estio n  28 o f th e  In te rv iew  
schedule  (sec  Appendix 2 ) .

R esu lts  reveal two m eaningful d iffe re n c e s  between the

p a re n ts  o f the  younger and th e  o ld e r  c h ild re n . The main 
worry of p a re n ts  of th e  o ld e r  ch ild ren  is  u n ce rta in ty  about 
what w ill  happen to  the  c h ild  when they are  not ab le  to  care  
fo r  him. P aren ts  of th e  younger c h ild re n ,  on th e  o th e r hand, 

s t i l l  wonder how t h e i r  c h ild  is  going to  develop over the



m entally  handicapped . However, th e  p a ren ts  of the o lder
c h ild re n  r e c a l l  being w orried  only in  the  l a s t  few y ea rs .

P a re n ts ' main w orries  in  regard  to  t h e i r  c h i ld '?  fu tu re  are  
i l l u s t r a t e d  in  Table 59.

Table 59

Frequencies of p a re n ts ' w o rrie s  in  regard  to  th e  c h i ld 's  
fu tu re ,  by Groups A 8 B ( in  p e rc e n ta g e s ) .* _______________

P a r e n t 's  worry A D
1. I am n o t w orried . 24.1 18.5
2. What w ill  happen when we are

not ab' ' to  c a re  fo r  the
c h i ld . 26.9 50.0

3 . How i s  th e  c h i ld  going to
develop and how are  we going
to  c a re  fo r  him. 41.4 1.9

4 . That th e re  w ill be a good
p lace  fo r  him. 8 .6 13.0

5. Will th e  c h ild  be ab le  to
leav e  home. 7.4

6. Will h e /sh e  be ab le  to  make
a l iv in g . 9.2

100.(1 100.0
N=58 N=54

* Based upon responses to  q u estio n  28 o f th e  In te rv iew  
schedule  (see  Appendix 2 ).

R esu lts  revea l two m eaningful d if fe re n c e s  between the

p a re n ts  o f the  younger and th e  o ld e r  c h ild re n .  The main 
worry of p a re n ts  of the o ldo r ch ild re n  i s  unce rta in ty  about 

what w ill  happen to  th e  ch ild  when they are  no t ab le  to  care  
fo r  him. P a ren ts  of the  younger c h ild re n ,  on th e  o th e r hand, 

s t i l l  wonder how th e i r  c h ild  i s  going to  develop over the



In ad d itio n  to  th e i r  w o rr ie s , p a re n ts  were a lso  asked about 
t h e i r  s p e c if ic  p lan s , i f  any, fo r the c h i ld 's  fu tu re .  A 

com parison between th e  p a re n ts  of the younger and o lder 
ch ild re n  i s  p resen ted  in  Table CO,

Table 60

Frequencies of p a re n ts ' p lan s  fo r  the  c h i ld 's  fu tu re ,  by 
Groups A 3 B ( in  p e rcen tag es).____________________________

P a r e n t 's  P lans A B
1. No s p e c if ic  pi a m . 39.7 20.4
2. I hope th e  c h ild  w ill be able

to  go to  a "normal11 sc h o o l. 3 .5
3. I want to  keep the c h ild  a t

31.0 13.0
4. I want my fam ily to  care  fo r

th e  c h i ld . 3 .4 16.6
5. I want to  p lace th e  c h ild  in

a "home". 22.4 50.0
Total 100.0 100.0

N=58 N=54
R esu lts  rev ea l th ree  marked d if fe re n c e s  between p a re n ts  of 

younger and o ld e r  c h ild re n ; among th e  p aren ts  of the  younger 
c h i ld r e n ,  th e re  are  more who have no sp e c if ic  p lan s . More of 
th e se  p a re n ts  a lso  in ten d  to  keep th e  c h ild  w ith in  th e  

fam ily . However, more of th e  p a ren ts  of the  o lder ch ild ren  

p lan  to  p lace  th e  ch ild  in  a "home".

In reg a rd  to  p lann ing , p a re n ts  were a lso  asked i f  they had 

taken  any p ra c t ic a l  s te p s .  The m ajo rity  of th e  p a ren ts  of 

both groups had not taken  any p ra c tic a l s tep s  fo r  the  
c h i ld 's  f u tu re .  As fo r  th e  p a ren ts  who mentioned tak ing  

p ra c t ic a l  s tep s  (such as saving money, p u ttin g  the c h i ld 's  
name on a w aitin g  l i s t  fo r re s id e n t ia l  c a re ) ,  no d iffe re n c e s  
could be found in  re sp e c t of Groups A and B. (See Table 90A 

in  Appendix 4 ) . P aren ts  were a lso  asked when they in tended  to



Implement any p lans th a t  they  might have fo r  th e i r  c h i ld ':  

f u tu re .  R esu lts  are  i l l u s t r a t e d  in  Table 61.

F requencies of answers to  th e  questio n : "When do you in tend  
to  take  p ra c t ic a l  s tep s  in  reg a rd  to  your c h i ld 's  fu tu re?"  
by Groups A & S (in  p e rc e n ta g e s) .____________________________

Answer A B
1. I t  i s  too  e a r ly  to  t e l l . 51.7 y .3
2. When th e  c h ild  i s  7 -8  y ea rs

o ld . 6.9
3. When i t  becomes im possib le  to

keep th e  c h i ld  a t  home. 19.0 58 .9
4 . When th e  h o ste l (Hamlet) i s

13.0
5. We have a lready  taken

p r a c t ic a l  s te p s . 22.4 18.8
100.0 100.0
N=58 N=54

R esu lts  In d ic a te  th a t  more p a re n ts  of th e  younger ch ild ren  
f e l t  th a t  i t  was s t i l l  too  e a r ly  fo r  them to  consider 

a c tu a l ly  tak in g  p ra c t ic a l  s te p s  fo r  t h e i r  c h i ld 's  fu tu re .  
Many of th e  p a re n ts  of th e  o ld e r  ch ild re n  p re fe r  to  postpone 
tak in g  p r a c t ic a l  s tep s  u n t i l  they a re  no longer ab le  to  care  

fo r th e  c h ild .

A comparison between mothers versus  f a th e rs

A comparison of mothers versus fa th e rs  according to  sc a le s  
12 and 13 o f the QRS i s  p re sen ted  in  Table 62.



Means, SD, Df and p ro b a b i l i t i e s  fo r sc a le s  12 and 13 of th e  QRS,
mothers v e r s u s  f a th e r s  ( t  t e s t ) ___________________________________

Mothers F a thers
S cale SD Of P SD Df

12. Lack of
a c t i v i t i e s 1 .7 ) S 106.1 0 .4 1.4 1.5 107.0 0 .4

13. Occupational 
l im ita t io n s 3 .9 1.1 105.0 0 .9 3 .9 1.1 100.7 0 .9

N=60 N«52

The d i l .c r e n c e s  between mothers and fa th e rs  a re  no t s t a t i s t i c a l l y  
s ig n i f ic a n t .  However, both p a ren t groups were s tro n g ly  aware of 
t h e i r  c h i ld 's  occupation  l im i ta t io n s .  When an thers  of the  younger 

c h ild re n  were ensipared to  mothers o f th e  o lder group accord ing  to  
s c a le s  12 anti 13 o f th e  QRS, r e s u l t s  were n o t s t a t i s t i c a l l y  s ig n i f i ­

c a n t .  However, a comparison between th e  fa th e rs  of th e  younger and 
th e  o ld e r ch ild re n  accord ing  to  th e  same QRS sc a le s  (12 ,13) revealed  

s t a t i s t i c a l l y  s ig n i f ic a n t  d if fe re n c e s .  The fa th e rs  of th e  older 
ch ild re n  were much more w orried  about th e  lack of a c t i v i t i e s  fo r  
t h e i r  son o r daugh ter and t h e i r  occupational l im ita t io n s  (see Tables 
91A, 92A in  Appendix 4 ) .  A comparison between mothers and fa th e rs  

w ith in  each of th e  groups (A,8) in  regard  to  s c a le s  12,13 of the QRS 

d id  not reveal any s t a t i s t i c a l l y  s ig n i f ic a n t  d iffe re n c e s  between 
them. P a re n ts ' o p in ions in  reg a rd  to  lack  of a c t i v i t i e s  of th e i r  
c h i ld  and h is  occupational l im ita t io n s  seem to  be s im ila r  fo r 
m others and fa th e r s  o f th e  same group, (see  Table 93A in Appendix 4 ).

Mothers and fa th e rs  were asked about th e i r  general concern fo r  the 
c h i ld 's  fu tu re .  The d if fe re n c e s  in  th e i r  op inions are  i l l u s t r a t e d  in 
Table 63.
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Table 62

Means, SO, Df and p r o b a b i l i t i e s  fo r  s c a le s  12 and 13 o f th e  QRS, 
mothers versus  f a th e r s  ( t  t e s t ) ____________________________________

S cale
Mothers F a thers

SO Df P SD Df P

12. Lack of
a c t iv i t i e s

13. Occupational
l im ita t io n s

1.7

3 .9

1.5

1.1

106.1

105.0

0 .4

0 ,9

1.4

3.9

1.6

1.1

107.0

100.7

0 .4

0 .9
N=60 N=52

The d if fe re n c e s  between mothers and fa th e rs  are  not s t a t i s t i c a l l y  
s ig n i f ic a n t .  However, both p a ren t groups were s tro n g ly  aware of 

t h e i r  c h i ld 's  occupation  l im i ta t io n s .  When mothers of th e  younger
c h ild re n  were compared to  mothers of th e  o lder group according to
s c a le s  12 and 13 o f  th e  QRS, r e s u l t s  were not s t a t i s t i c a l l y  s i g n i f i ­

c a n t .  However, a comparison between th e  fa th e rs  of the  younger 
th e  o ld e r  ch ild re n  accord ing  to  th e  same QRS sc a le s  (12,13) rc 

s t a t i s t i c a l l y  s ig n i f ic a n t  d if fe re n c e s .  The fa th e rs  of the
c h ild re n  were much more w orried  about th e  lack  of a c t i v i t i e s  ivi

t h e i r  son or daughter and th e i r  occupational l im ita t io n s  (see  Tables 
91A, 92A in  Appendix 4 ) .  A comparison between mothers and fa th e rs  

w ith in  each of th e  groups (A,B) in  regard  to  sc a le s  12,13 of the  QRS 
d id  n o t revea l any s t a t i s t i c a l l y  s ig n i f ic a n t  d if fe re n c e s  between 

them. P a re n ts ' op in ions in  regard  to  lack of a c t i v i t i e s  of th e i r  
c h i ld  and h is  occupational l im ita t io n s  seem to  be s im ila r  fo r 
m others a,id fa th e rs  o f th e  same group , (see Table 93A in  Appendix 4 ).

Mothers and f a th e rs  were asked about th e i r  general concern fo r the 
c h i l d ’s  fu tu re .  e d if fe re n c e s  in  th e i r  op inions are  i l l u s t r a t e d  in 

Tab '*  63.
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Tab le  63

Frequencies of answers to  th e  questio n : "Are you w orried 
about your c h i ld 's  fu tu re ? "  fo r  mothers versus f a th e rs  
(in  pe rcen tag es)* _______________________ __________________

Answers Mothers F athers
11.6 25.0

2 . Sometimes, no t very much. 25.1 23.1
63.3 51.9

100.0 100.0
N=60 N=52

* Based upon responses to  question  25 of the in te rv iew  
schedu le  Wee Appendix 2 ) .

R esu lts  revea l t h a t  mothers a re  ro re  w orried about th e i r  

c h i ld 's  f u tu re  than  a re  f a th e r s .

A comparison was a lso  made between th e  kind o f w orries  

mothers and fa th e r s  have, as in d ic a te d  in  Table 64.

Table 64

F requencies of answers to  th e  questio n : "What a re  you*- 
w orries  in  reg a rd  to  th e  c h i ld 's  fu tu re ? "  fo r  mothers 
v ersus f a th e r s  (in  p ercen tag es)* _______________

Answer Mothers F a thers
1, I am not w orried . 16.6 26.9
2 . What w ill  happen when we are

n o t ab le  to  c a re  for the
c h i ld . 41.6 32.6

3 . How 's  th e  c h i ld  going to
develop and how are  we going
to  c a re  fo r  him. 23.3 21,4

4 . That th e re  w ill be a good
p lace  fo r  him. 10.2 11.5

5. Will th e  c h ild  be ab le  to
leave home and us. 3 .3 3 .8

6. Will h e /she  be ab le  to  make
a l iv in g . 5.0 3 .8

Total 100.0 100.0
N=50 N=52

* Based upon responses to  q u es tio n  28 of th e  in te rv iew  
schedule  (Appendix 2).



Mothers seem to  be most w orried about the  fa r  fu tu re ; what 
w il l  happen uo the c h ild  when th e  p a ren ts  w ill no longer be 
ab le  to  care  fo r him.
When asked w hether they  had taken p ra c tic a l s te p s  in regard 
to  th e  c h i l d ’s fu tu re ,  fa th e r s  more than mothers mentioned 
sav ing  money fo r  th e  c h i ld 's  fu tu re .  (See Table 94A in 
Appendix 4 ) .

The im pact o f c h ild  and fam ily c h a r a c te r i s t ic s  on p a ren ts ' 
a t t i tu d e s  and p lan s fo r  th e  c h i l d ’s  fu tu re ._______________

C h ild 's  sex , th e  cause of h is  mental handicap and h is 
p hysica l co n d itio n  seem to  have an In fluence  on p a re n ts ' 
a t t i t u d e  to  h is  fu tu re ,  and on th e i r  a b i l i t y  to  plan and 
tak e  p ra c t ic a l  s te p s  in  th i s  regard .
The in f lu e n c e  of th e  c h i ld 's  sex on p a re n ts ' w o rrie s  is  
p resen ted  in  Table 65. ( I t  must be kept in  mind th a t  th e re  
a re  more males among th e  o ld e r c h ild re n ) .

Table 6b

Frequencies of answers to  th e  qu estio n : "Are you w orried 
about your c h i ld 's  fu tu re ? "  by c h i ld ’s sex , ( in  percen tages)

Answer P aren ts
Fem ales'

P aren ts
1. No. 18.2 17.3
2 . Sometimes, not very much. 18.2 32.6
3. Yes. 63.6 uO.l

Total io o .o 100.0
N=66 N=46

M ales ' p a re n ts  seem to  be more w orried  about th e i r  c h i ld ’s 
fu tu re  compared to  fem ales ' p a re n ts .
R esu lts  a lso  reveal th a t  m ales ' p a ren ts  are  re a d ie r  to  
c o n s id e r placem ent of the c h ild  as a so lu tio n  fo r h is  fu tu re  
w hile  f e m a le s ' p a re n ts  p re fe r  to  keep th e i r  daughter a t  
homo fo r  as long as p o ss ib le  (See Table 95a in  Appendix 4 ). 
The cause of th e  c h i ld 's  iitintal re ta rd a t io n  a lso  seems to  
have an im pact on p a re n ts ’ p lan s fo r  h is fu tu re .
(See Table 66).



Frequencies of p a re n ts ’ p lan s fo r  the c h i ld 's  fu tu re ,  by
cause o f  c h i l d 's  mental r e ta rd a t io n  {in percen tages)

P a re n ts ' plan Unknown
Genetic

D isorders
B rain

Damage
1. No s p e c if ic  p lan s. 44.6 21.9 30.6
2. I hope th e  c h ild  w ill  be

ab le  to  go to  a "normal
school 4 .8

3. I want to  keep th e  ch ild
a t  home. 16.6 29.2 16.6

4 . I want ny fam ily to  take
c a re  of th e  c h i ld . 17.3 2 .7

5 . I want to  p lace  the c h ild
in  s  "home". 38.8 26.8 50.2

Total 100.0 io o .b 100.0
H -l8 N=41 N=36

Data frnin Table 66 r e v e a ls  th a t  th e  p a ren ts  whose c h i ld 's  

mental handicap i s  due to  unknown causes have fewer s p e c if ic  
p lan s fo r  th e  c h i ld 's  f u tu re .  A c h ild  who su f f e r s  from
g e n e tic  d iso rd e rs  i s  more l ik e ly  to  s ta y  a t  home. P a ren ts  o f 
a b ra in  damaged c h ild  a rc  mobt l ik e ly  to  consider placem ent 

a s  a s o lu t io n  fo r  th e  c h i ld 's  fu tu re .

When th e  p a re n ts  were asked when they in tended  to  take
p ra c t ic a l  s to p s fo r  the c h i ld 's  fu tu re ,  r e s u l t s  show th a t
p a re n ts  of ch ild re n  whose mental handicap i s  due to  unknown
causes f e l t  th a t  i t  was d i f f i c u l t  to  s t a r t  tak ing  p ra c tic a l 
s te p s  a t  the  s tage  they wore in te rv iew ed .

P a ren ts  of ch ild re n  who s u f fe r  from gene tic  d iso rd e rs  or 
b ra in  damage wore most l ik e ly  to  say th a t  they w ill  take 
p r a c t ic a l  s to p s  only when i t  i s  im possib le  to  keep th e  ch ild  

a t  home. (See ta b le  96A in  Appendix 4 | .



In ad d itio n  to  th e  cause of the c h i ld 's  mental re ta rd a tio n  

h is  physical co n d itio n  a lso  in f lu en ces  p a re n ts ' w orries 
about h is  fu tu re  as can be no ticed  in  Table 67.

Table 67

Frequencies of answers to  th e  questio n : "Are you w orried 
about your c h i ld 's  fu tu re ? " ,  by c h i ld 's  physical co n d itio n  
(in  p e rc e n ta g e s) .____________________________________________

Answer
G enerally

Good
G enerally

F a ir
19.5 12.0

2. Sometimes, n o t very much. 26.4 16.0
3. Yes. 54.1 72.0

Tota'l 100.0 100.0

N=87 N=25
R esu lts  revea l th a t  when th e  c h i ld 's  physical co n d itio n  is  

only f a i r ,  p a re n ts  tend  to  be more w orried  about h is  fu tu re . 
However, no d if fe re n c e s  according to  c h i ld 's  physical 
co n d itio n  could be found in  p a re n ts ' w illin g n e s s  to  take 
p ra c t ic a l  s te p s  fo r  t h e i r  c h i ld 's  i« tu re . (See Table 97A in 

Appendix 4 ).

In ad d itio n  to  c h a r a c te r i s t ic s  of th e  c h ild , some fam ily 
c h a r a c te r i s t ic s  seem to  have an impact on p a re n ts ' w orries  
and plans fo r  th e  c h i ld 's  fu tu re .  The c h i ld 's  b ir th  order 
seems to  in f lu e n c e  p a re n ts ' p lans fo r  h is  fu tu re .  P aren ts  of 

th e  f i r s t  born ch ild  plan  to  r a is e  the  ch ild  a t  home to  a 
g re a te r  e x te n t than  th e  o th e r  groups. P aren ts of the th ird  
o r s e q u e n tia lly  born ch ild re n  more than the o th e rs  p re fe r  to  

p la c e  tho c h i ld  in  r e s id e n t ia l  c a re . (See Table 98A in 
Appendix 4 ) . ( I t  must be noted th a t  th e re  a re  more f i r s t  

born ch ild re n  among th e  group of th e  younger ch ild re n  (A).



P aren ts  tendency to  worry about th e  c h i ld 's  fu tu re  is  

In flu en ced  by the lev e l o f formal education  (See Table 681.

Table 68

Frequencies of answers to  t l v  q u es tio n : "Arc you w orried 
about y ou r c h i ld 's  fu tu re ? " ,  by p a re n ts ' level o f formal 
educ a tio n  (in  p e rc e n ta g e s) . ____________________________

Answer M atric
M atric 

and p o s t
1. No. Ml.9 11.8
2 . Sometimes, not. very much. 27.8 19.6
3 . Yes. 49.3 68.6

Total 100.0 100. u
N=61 N=51

More of th e  h igh ly  educated  porc-its seem to  be w orried about 
th e  c h i ld 's  fu tu re .  The d iffe re n c e  i s  e s p e c ia lly  m eaningfu l, 

a s  th e re  a re  few er h igh ly  educated p a ren ts  among th e  p aren ts  
o f th e  o ld e r c h ild re n ,  and i t  was t h i s  l a t t e r  group who were 
found to  be more w orried about th e  c h i ld 's  fu tu re  (see Table 

S7).

When asko whether they had taken p ra c tic a l s tep s  to  plan 
fo r  th e  :!ii i d 's  fu tu re ,  the m ajo rity  of th e  p aren ts
responded "No". However, among th e  lower educated p aren ts

th o rn  werr- more who had n o t taken any p ra c tic a l s te p s , w hile 
mere vf th e  h igher educated p a ren ts  mentioned th a t  they save 
money or th a t  t h e i r  c h i ld 's  name i s  a lready  on a w aiting

l i s t  to r  an i n s t i t u t i o n  (See Table 99A in  Appendix 4 ).

R esu lts  reveal th a t  working mothers to  a g re a te r  e x te n t 
‘ han housewives a re  w orried about th e  c h i ld 's  fu tu re .  (See 
Table 200A in  Appendix 4 ) . Highly s k i l le d  fa th e r s  were 
compared to  lower s k i l le d  f a th e rs  in  regard  to  th e i r  plans 

fo r  th e  c h i ld 's  fu tu re .  R esu lts  are  p resen ted  in  Table 69.
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T able  69

Frequencies o f f a th e r s ' p lan s  fo r  th e  c h i ld 's  fu tu re ,  by
f a th e r s 1 occupa tiona l c a tego ry  (in  p e rcen tag es).________

Highly
P a re n ts ' p lan S k ille d S k ille d

1. No s p e c if ic  p lan s. 28.3 40.0
2. I hope th e  ch ild  w ill  be ab le

to  go to  a "normal" schoo l. 2 .7
3. I want to  keep th e  c h ild  a t

21.6 23.3
4 . I want ny fam ily to  care  fo r

th e  c h i ld . 5 ,6 16.6
5. 1 want to  p lace th e  c h ild  In

a home. 41 .8 20.1
Total i m r 100.0

N=36 N=12

More of th e  lower s k i l le d  f a th e r s  have no sp e c if ic  plans fo r 

t h e i r  c h i ld 's  fu tu re  w hile  th e  h igher s k i l le d  a re  going to 
c o n s id e r placem ent of th e  c h ild  In the fu tu re .  In s p i te  of 
th e  abovementioned d if fe re n c e s ,  1 t  seems th a t  the m ajority  

o f th e  f a th e r s  had not taken  p ra c t ic a l  s te p s  fo r th e  c h i ld 's  
f u tu r e ,  re g a rd le s s  of t h e i r  occupational s ta tu s  (See Table 

101A in  Appendix 4 ) .

P a re n ts ' r e l ig io u s  background seems to  have no noteworthy 
Impact on t h e i r  w orries  about th e  c h i ld 's  fu tu re .  Many of 

them, re g a rd le s s  of r e l ig io u s  background, do worry. (See 

Table  102A In  Appendix 4 ).

However, when they were asked about t h e i r  s p e c if ic  p lans, 

th e  Jew ish  p a re n ts  were th e  most l ik e ly  to  consider 
placem ent of th e  c h ild  as th e  b e s t so lu tio n  fo r h is  fu tu re .  

(See Table 70).



Frequencies of p a re n ts ' p lan s  fo r th e  c h i ld 's  fu tu re ,  by
p a re n ts ' r e l ig io u s  background (in  percen tages)_________ _

P a re n ts ' answer C ath o lics P ro te s ta n ts Jews
1 . No s p e c if ic  p lan s. 26.3 30.9 33.3
%. I hope th e  c h ild  w ill  be 

ab le  to  go to  a "normal" 
s ch o o l. 2.*

3. I want to  keep th e  ch ild  
a t  home. 15.7 23.9 16.6

4. I want my fam ily to  take  
c a re  of th e  c h ild . 21.2 8 .6

5. 1 want to  p lace  th e  c h ild  
in  a “homo". 36.8 33 .8 50.1

Total 100. U 100.0 100.0

N » 1 9  N = 7 1  N = 1 8

When analyzing  th e  r e s u l t s  of Table 70 i t  must be kep t in 

mind th a t  th e re  a re  s l ig h t ly  more Jew ish  p a ren ts  of o lder 
c h ild re n .

Having ano th e r m entally  re ta rd e d  r e la t iv e  had no marked 
in f lu e n c e  on p a ren ts  being w orried  about th e  c h i ld 's  fu tu re .  

(See Table 103 in  Appendix 4 ) .

A summary and a d iscu ss io n  of th e  aforem entioned r e s u l t s  is  

p re sen ted  in  th e  follow ing  se c tio n  of t h i s  ch ap te r.



5 .3  SUMMARY AND DISCUSSION

khen a c h ild  1s diagnused as being m entally  re ta rd ed  many of Ms 
p a r e n ts 1 w o rrie s  seem to  be re la te d  to  h is  fu tu re ,  and how they are 
going to  prepare  th e  c h ild  and them selves fo r  th e  unknown.

The fa c t  th a t  th e  m ajo rity  of th e  p a ren ts  who p a r t ic ip a te d  in 
t h i s  study , from both groups (p a ren ts  of younger and o ld e r ch ild ren )  
r e p o rte d  being w orried  about th e  fu tu re ,  c le a r ly  rev ea ls  th a t  besides 
th e  day-to-day  concerns which th e  p a ren ts  face  during th e  yea rs  of 
re a r in g  th e  c h i ld ,  a co n s tan t worry about h is  fu tu re  e x is t s .  S im ila r 
r e s u l t s  were a lso  rep o rted  by prev ious s tu d ie s  (G o ttl ie b , 1972; 
Bayley, 1973; Eden, 1976; W orthington, 1982; G lendinning, 1983; Drew 
e t . a l ■, 1984).

I t  seems from th e  fin d in g s  of th e  p re se n t study th a t  th e  nature  
o f the  p a re n ts ' w o rr ie s  about th e  fu tu re  changes during the y ea rs . 
The main worry of p a re n ts  of younger ch ild re n  is  "how th e  c h ild  is  
going to  develop", and among them th e re  a re  some who s t i l l  hope th a t 
" the  ch ild  w ill grow out of i t " .  Over th e  y e a rs ,  a m re  r e a l i s t i c  
approach develops and i t  changes th e  n a tu re  of th e  w o rr ie s . The older 
p a re n ts  f e a r  the moment when they  w ill  no longer be ab le  to  c a re  fo r 
t h e i r  son o. d augh ter, and th u s  more o f them a re  w orried about h is  o r 
h er occupational l im ita t io n s  and about th e  lack of a c t i v i t i e s  fo r 
t h e i r  c h ild . I t  was a lso  found th a t  p a re n ts  of o lder ch ild ren  no 
lo n g e r hold a b e l ie f  th a t  th e  ch ild  can be cured.

Anderson (1982), when d esc rib in g  p a re n ts ' w o rrie s , m entions th a t  
p a re n ts ' a t t i t u d e  toward th e  fu tu re  i s  re la te d  to  th e  degree of 
accep tance of tho c h i ld 's  problem. Thinking about the  fu tu re  i s  an 
o p p o rtu n ity  to  t o s t  fan tasy  a g a in s t r e a l i t y .

R esu lts  from some o th e r s tu d ie s  (Minde e t . a l . , 1972; Eden, 1976; 
Chinn e t . a l . , 1978; Howard, 1978) a lso  desc rib e  th e  changes in  the  
n a tu re  of p a re n ts ' w o rrie s  about th e  fu tu re  over th e  y e a rs . The 
b e l i e f  th a t  th e  o ld e r p a ren ts  a rc  more r e a l i s t i c  and thus more 
p e s s im is tic  when they  th in k  about t h e i r  c h i ld 's  fu tu re  i s  common 
among those re se a rc h e rs .



In a comparison between mothers and f a th e r s , i t  was found th a t  
mothers more than  fa th e r s  express t h e i r  w orries about th e  c h i ld 's  

fu tu re  and th a t  th e  most p e s s im is tic  are  th e  mothers of th e  o lder 
c h i ld re n .  No marked d iffe re n c e  could be found in  regard to  th e  kind 

o f  w orries  th a t  mothers and fa th e rs  w ith in  th e  same group exp ressed . 
However, th e  f a th e rs  of th e  o ld e r  ch ild ren  more than th e  f a th e rs  of 

th e  younger onds had the a b i l i t y  to  spec ify  t h e i r  concerns in  regard 
t o  t h e i r  c h i ld 's  a b i l i t y  to  f in d  h is  p lace  in so c ie ty  and to  be able 
to  support h im se lf. These fin d in g s  lend  w eight to  the  idea  which was 
m entioned by G o ttl ie b  (1972). When the p a ren ts  become o ld e r , circum ­
stan ces  fo rce  them to  change t h e i r  a t t i tu d e  to  t h e i r  c h i ld 's  fu tu re .  

The p o s s ib i l i ty  of l iv in g  each day se p a ra te ly  is  no longer an op tion  
f o r  them, and a more r e a l i s t i c  approach r a is e s  p r a c f c a l  and 
em otional d i f f i c u l t i e s .

Gumz and Gubriutti's (1972) fin d in g s  in  regard  to  the d iffe re n c e s  
between m others ' and f a th e r s ' w o rrie s  about the  fu tu re  are  in  the 

same d ire c tio n  as th e  fin d in g s  of t h i s  s tudy . M others' w o rrie s  are  
le s s  s p e c i f ic ,  m ostly  re la te d  to  th e  c h i ld 's  a b i l i ty  to  be accepted 
by o th e rs . F a th e rs , g e n e ra lly ,  tend to  be more p ra c tic a l when they 
ex p re ss  th e i r  concern about t h e i r  c h i ld 's  a b i l i t y  to  support him self 

In  th e  fu tu re .

The resea rch  fin d in g s reveal th a t  th in k in g  about the fu tu re  

o f te n  inc lu d es p lann ing . Here a g a in , some d iffe re n c e s  were found 
between the groups. When th e  c h ild  is  s t i l l  young, th e  p a ren ts  f ind  

i t  very d i f f i c u l t  to  c o n s id e r any o th e r  a l te rn a t iv e s  to  the  fam ily, 
even fo r  the  fa r  fu tu re .  Yet, as he m atures, th ink ing  about such 
a l te r n a t iv e s  i s  unavoidable . Thus i t  was found th a t  among the 

p a ren ts  of th e  o ld e r ch ild ren  th e re  a re  more who search fo r  a so lu ­
t io n  o u ts ide  th e  fam ily . W orth ingtons' (1982) f in d in g s  a lso  in d ic a te  
t h a t  the  o ld e r  p aren ts  more than  th e  younger ones th ink  about the 

p o s s ib i l i t y  of p lac in g  th e  c h ild  when p lanning fo r  th e  fu tu re .  
According to  her f in d in g s , when th e  p a ren ts  become o ld e r , t h e i r  main 

dilemma i s  w hether to  w a it u n t i l  the end o f th e i r  l i f e  o r to  p lace 
th e  ch ild  b e fo re , so th a t  he w ill  not be uprooted in to  a strange 
environm ent on top  of th e  lo s s  of h is  p a re n ts .



The fin d in g s  o f t h i s  resea rch  study show th a t  a lthough many of 
th e  o ld e r  p a re n ts  p lan to  find  a so lu tio n  fo r  th e  ch ild  o u ts id e  the
fa m ily , when they were asked i f  they had taken p ra c tic a l s te p s , no

marked d iffe re n c e s  could be found between them and th e  younger 

p a re n ts .  The younger p a re n ts  re p o rte d  th a t  i t  was too e a r ly  fo r  them
to  take  any kind of p ra c t ic a l  s te p s  in  regard  to  th e i r  c h i ld 's

fu tu r e .  The o ld e r  p a re n ts ,  a lthough having te n ta t iv e  p lan s, 
p re f e r r e d  to  delay  tak in g  p r a c t ic a l  s te p s  u n til  th e  time th a t  i t  is  

im possib le  fo r  them to  care  fo r  th e  c h ild .

B ay ley 's  (1973) fin d in g s  about p a ren ts  of ado lescen ts  and ad u lts  
resem ble the fin d in g s  of t h i s  stu d y . In h is  study th i r ty  fou r out of 

f i f t y  th re e  p a re n ts  d id  not have p ra c t ic a l  p lans and d id  not take 
p r a c t ic a l  s tep s  fo r  th e  fu tu re .  Hannam (1975) mentions th a t  p aren ts  

tend  to  put o f f  th e  ev il day of doing something p o s i t iv e  about the 

fu tu re  because j u s t  l ik e  a w i l l , i t  reminds them of th e  in e v i ta ­
b i l i t y  of death . Begab 's (1963) ideas  about t h i s  issue  ex p la in  the 

dilemma p a ren ts  have to  face when p lanning  fo r th e  fu tu re .  I f  they 
d ed ica te  th e i r  l iv e s  to  keeping th e  c h ild  a t  home, they are  
f re q u e n tly  r e lu c ta n t  to  th in k  about any o th e r  a l te r n a t iv e  and thus, 

even when they  a re  th e o r e t ic a l ly  aware th a t  they  have to  f ind  a 

s o lu tio n  fo r  th e  * u tu re , p ra c t ic a l  p lanning i s  too d i f f i c u l t  fo r

The l i t e r a t u r e  co n ta in s  m ention (F a rb e r, 1975; Howard, 1978; 

S u e lz le  e t  a l ■, 1981; W orthington, 1982) o f  the  idea  th a t  c h ild  and 

fam ily  c h a r a c te r i s t ic s  a lso  have impact on p aren ts  1 a t t i t u d e s  toward 

th e  c h i ld 's  f u tu re  and on t h e i r  preparedness to  p lan and to  take  
p r a c t ic a l  s te p s  in  t h i s  re s p e c t .  Beside the f a c t  th a t  th e re  a re  

marked d iffe re n c e s  between th e  a t t i tu d e s  o f p aren ts  o f younger and 

o ld e r  c h i ld re n ,  i t  seems th a t  c h i ld 's  sex a lso  has i t s  e f f e c t  on 

p a re n ts ' a t t i tu d e s  towards th e  c h i ld 's  fu tu re .  R esu lts  o f  t h i s  study 

show th a t  m ales' p a ren ts  a re  more w orried  about th e  fu tu r e ,  and th a t 
more o f  them plan  to  p lace  th e  c h i ld  in  an i n s t i t u t i o n .  P aren ts  o f  

fem ales a re  l e s s  w orried  about th e  fu tu re  and plan to  keep th e i r  
daugh ters a t  home. These r e s u l t s  a r e  probably In fluenced  by th e  fa c t  
th a t  th e  group o f the  o ld e r  ch ild re n  c o n s is te d  o f more m ales , w hile 

among the younger ch ild re n  th e re  were more fem ales. However, Mercer



(1966) and F arber (1»68), when d ea ling  with the same is su e , nave 

m entioned th a t  m ales ' p a re n ts  seem to  have more severe problems with 
t h e i r  ch ild ren  and th a t  males c re a te  more s t r e s s  fo r th e  whole 

fam ily . I t  seems t h a t  th e  c h i ld 's  behaviour and the s e v e r ity  of h is  
handicap more than h is  sex £ e r  se  in f lu e n c e s  p a re n ts ' a t t i tu d e s  

toward th e  fu tu re .  The study r e s u l t s  show th a t  p aren ts  of ch ild ren  
who have more physica l problems a re  more w orried about the  c h i ld 's  
f u tu r e .  I t  was a lso  found th a t  when th e  cause of th e  mental 

r e ta rd a t io n  i s  a g e n e tic  d is o rd e r ,  th e  p a ren ts  of th e se  ch ild ren  
p re f e r  to  keep t h e i r  c h ild  a t  home and plan to  continue to  do so . 
Y et, when th e  c h ild  i s  b ra in  damaged, more p a ren ts  p re fe r  to " W  a 

s o lu t io n  o u ts id e  th e  fam ily . Robinson and Robinson (1976) mention 
t h a t  p a ren ts  of Down's Syndrome ch ild re n  u su a lly  face le s s  severe 
behavioural problems compared to  p a ren ts  of ch ild ren  who su f fe r  from 
b ra in  damage, and th i s  may p a r t ly  c o n tr ib u te  to  the  foregoing 

fin d in g .

T izard  and Grad (1961), Fotheringham e t . a l . (1971), Bayley (1973) 

and W orthington (1982) desc rib e  s im ila r  f in d in g s . When th e  s t re s s e s  
on th e  members of th e  fam ily a re  such th a t  i t  i s  im possible to  keep 

th e  c h ild  a t  home th e  p a ren ts  a re  fo rced  to  p lan and to  take p rac ­

t i c a l  s tep s  in  regard  to  h is  fu tu re .

I t  is  im portan t to  no te  th a t  th e  s tu d y 's  r e s u l ts  about p a re n ts ' 

a b i l i t y  to  p lan fo r  th e  c h i ld 's  f u tu re  are  c o n s is te n t w ith p a s t 

s tu d ie s ,  however, even in  t h i s  s tu d y , most of th e  p a ren ts  of 
ch ild re n  w ith severe  physical problems and behavioural d i f f i c u l t i e s ,  
a lthough having p la n s , had not taken any p ra c tic a l s tep s  in  regard 

to  t h e i r  c h i ld 's  fu tu re .

According to  some prev ious s tu d ie s  (Begab, 1963; G o ttlie b , 1972; 

Chinn e t . a l ■, 1978), fam ily c h a ra c te r i s t ic s  a lso  play an im portant 
ro le  in  understanding  th e  d iffe re n c e s  in  p a re n ts ' a t t i tu d e s  towards 
t h e i r  c h i ld ’s fu tu re .  F indings of th e  p re se n t study in d ic a te  th a t  
more of the h igh ly  educated p a ren ts  express w orries about th e i r  

c h i ld 's  fu tu re .  However, no d iffe re n c e s  between p aren ts  according to



t h e i r  lev e l of education  were found in  regard  to  p aren ta l a b i l i t y  to 

p lan  and to  take  p ra c t ic a l  s tep s  fo r  th e  fu tu re .  The highly  educated 
p a re n ts  express t h e i r  g re a te r  concern fo r  th e i r  c h i ld 's  fu tu re  but 

l i k e  th e  lower educated  p a ren ts  are  not y e t ready fo r  p r a c tic a l 
p lann ing .

The common idea  among re se a rc h e rs  i s  th a t  th e  lower educated 
p a re n ts  seem to  have fewer e x p e c ta tio n s  from  t h e i r  c h ild re n , and
th e re fo re  i t  i s  e a s ie r  fo r  them to  accep t the  c h ild  as he i s  and h is

in te g ra t io n  in to  th e  fam ily system o fte n  does not re p re se n t any 
severe  problems fo r  th e  p a re n ts . The h ighly  educated p a ren ts  arc 

probably  more aware of th e  im pact o f th e  ch ild  on th e  whole fam ily.
The c h ild  i s  more of a t h r e a t  to  th e  fa m ily 's  so c ia l s ta tu s  and i t s

m o b ili ty , and h is  in te g ra t io n  in to  th e  fam ily system seoms to  be 
im possib le  fo r  many of th e se  p a re n ts . Thus, f ind ing  a so lu tio n  fo r 
th e  ch ild  o u ts id e  th e  fam ily i s  e s s e n tia l  (Begab, 1963; Bayley, 
1973).

F ind ings of th e  p re se n t study a re  c o n s is te n t w ith Begab's and 

B a y le y 's  r e s u l t s .  They a re  co n tra ry  to  T izard  and G rad 's  (1961) and 

Fotheringham  e t . a l . (1971) fin d in g s  which do not show d iffe re n c e s  in  
p a re n ts ' p lans to  p lace  th e  c h i ld  in  regard  to  th e i r  socioeconomic 
s ta tu s  and lev e l of educa tion .

The a b i l i t y  of th e  p a ren ts  to  plan  p ra c t ic a l ly  fo r th e  c h i ld 's  

f u tu re  i s  a lso  in f lu e n c e d , accord ing  to  W orthington (1982), by the 
a l te r n a t iv e s  they have. When p a re n ts  were compared accord ing  to  
t h e i r  r e l ig io n  i t  was found th a t  a lthough r e l ig io u s  background does 
n o t d i f f e r e n t ia te  between p a ren ts  in  regard  to  t h e i r  w o rrie s  about 
th e  fu tu re ,  when i t  comes to  p ra c t ic a l  p lann ing , the Jew ish p aren ts  
more than th e  o th ers  p lan  to  p lace  th e  c h i ld ,  are  prepared to  not 

w a it  and to  take p ra c t ic a l  s tep s  in  th e  sh o rt term fu tu re .  This 
d if fe re n c e  can be exp lained  by the f a c t  th a t  th e  Jew ish p a ren ts  have 
a r e l ia b le  a l te rn a t iv e  in  th e i r  community (a Jewish hostel -  "Selwyn 
Segal H o s te l" ) ,  and under such circum stances p r a c tic a l planning 

becomes an e a s ie r  task  fo r  th e  p a re n ts .



To sum up: th e  r e s u l t s  o f t h i s  study s treng then  fin d in g s of 

p rev ious s tu d ie s  about the  in te n s i ty  of p a ren ta l w orries  in regard 
to  th e i r  c h i ld 's  fu tu re .  However, i t  was found th a t  although the 

m a jo rity  o f th e  p a re n ts  express c o n s id e rab le  concern about the 

fu tu re ,  most o f them, even when they  p lan , a re  not y e t  ready to  take 
p r a c t ic a l  s te p s .  The sane tre n d  i s  described  in some o th e r previous 
s tu d ie s .  According to  Chinn e t . a l ■ (1978) and W orthington (1982) 
t h i s  may probably be exp lained  by the f a c t  th a t  th e  dec is ion  to 

search  fo r  a so lu tio n  o u ts id e  the fam ily sometimes c re a te s  g u i l t  and 
fe e l in g s  o f f a i l u r e  which the p a ren ts  cannot deal w ith . T h erefo re , 

th ey  p re fe r  to  delay t h e i r  dec is io n  in to  th e  fa r  fu tu re .  The fa c t  
th a t  th e re  a re  only a few and not always s a t is f a c to ry  a l te rn a t iv e s  

a v a ila b le  in  th e  community makes i t  even harder fo r p a ren ts  to  be 
p ra c t ic a l  when p lanning  fo r  th e ir  c h i ld 's  fu tu re .

C hild  and fam ily c h a r a c te r i s t ic s  a lso  seem to  be r e la te d  to 
d if fe re n c e s  in a t t i tu d e s  towards th e  fu tu re .  The r e s u l t s  o f th i s  

study resem ble th e  fin d in g s  of some previous s tu d ie s  which c le a r ly  

rev ea l th a t  th e  c h i ld 's  age and th e  s e v e rity  of h is  handicap are  
in d ic a to r s  which s tro n g ly  in f lu e n c e  p a re n ts ' views in  regard  to  the  

c h i ld 's  fu tu re  and t h e i r  p reparedness to  p lar fo r i t .

P a re n ts ' socioeconom ic s ta tu s  and lev e l o f formal education  were 
found in  t h i s  stu d y , and in  some o th e rs  former in v e s t ig a t io n s ,  to 

have an impact on th e  degree of p a ren ta l concern fo r  th e  c h i ld 's  
f u tu r e .  However, accord ing  to  th e  p re se n t study , the a b i l i t y  to  plan 

p r a c t ic a l ly  fo r  th e  fu tu re  does n o t always seem to  be a f fe c te d  by 

th e se  f a c to r s .

I t  seems th a t  p a re n ts ' a t t i tu d e s  towards the c h i ld 's  fu tu re  and 

t h e i r  a b i l i t y  to  p lan fo r  i t  a re  in fluenced  by a com bination of 
v a rio u s f a c to r s ,  which a re  r e la te d  to  some of the  c h i ld 's  and fam ily 
c h a r a c te r i s t ic s  as much as to  p a re n ts ' p e rs o n a lity ,  th e  way they 
have ad ju s ted  to  th e  fa c t  o f having a m entally  handicapped c h ild , 

t h e i r  general e x p e c ta tio n s  of l i f e  and fhom t h e i r  ch ild  in p a r t ic u la r  
and the a l te r n a t iv e s  th a t  a re  a v a ila b le  to  them In th e  community.



r

246

CHAPTER 6

STRESS, CRISIS AND THE DEVELOPMENT OF COPING PATTERNS IN FAMILIES 
OF MENTALLY HANDICAPPED CHILDREN_____________________________________

6 .1  INTRODUCTION

This c h ap te r  wfH begin w ith a d iscu ss io n  o f  some methods and 
models th a t  may be used to  d e lin e a te  th e  long-term  Impact of the 

m en tally  handicapped c h ild  upon h is  fam ily .

T h e re a f te r ,  an a ttem pt w ill be made to  d iscu ss  the  dynamics of 
p a re n ta l p rocess of ad ap ta tio n  by p re sen tin g  the double ABCX Model 
(B u rr, 1982; P a tte rso n  and McCubbln, 1983).

The p re s e n ta tio n  o f th e  double ABCX Model, which enables 
a n a ly s is  o f s t r e s s  and c r i s i s  s i tu a t io n s  in  th e  fam ily and h igh­

l i g h t s  the  development of coping p a t te rn s ,w il l  c re a te  a framework 
f o r  an understanding  of the research  fin d in g s  w ith regard  to  the 
v a r io u s  su b je c ts  d iscussed  in  th e  prev ious c h ap te rs .

F in a l ly ,  th e  ro le  of convnunity sup p o rtiv e  networks and the 
im pact on p a ren ta l adap ta tio n  of rec ip ro ca l r e la tio n s h ip s  between 

e x te rn a l system s and th e  fam ily w ill be d iscussed .

6 .2  TYPES OF FAMILY ORIENTATION, PATTERNS OF PARENTAL BEHAVIOUR 
AND THE STAGES MODFL-AN OVERVIEW OF THE DIFFERENT APPROACHES 
REGARDING THE IMPACT OF THE CHILD ON HIS FAMILY

Research on th e  Impact which th e  m entally  handicapped ch ild  has 
on h is  fam ily has had a long h is to ry ,  w ith s o d  al and behavioural 
s tu d ie s  search ing  to  understand  th e  d i f f i c u l t i e s  and th e  hardsh ips 

th e se  fa m ilie s  experience  when r a is in g  tho c h ild  a t  home.

While bearing  In mind th e  idea  th a t  fa m il ie s ' r e a c tio n s  to 

having a m en tally  handicapped c h ild  vary to  a g re a t ex te n t, and th a t  
each fam ily develops I t s  unique l i f e s t y l e ,  an attem pt has been made 
to  de sc rib e  some ty p ic a l re a c tio n s  which are  common among these 

f a m ilie s .

*4.



The tendency of many p a s t s tu d ie s  has been to  s t r e s s  the  
d if fe re n c e s  between fa m ilie s  of m entally  handicapped ch ild re n  and 

fa m ilie s  w ithou t such a c h ild .

The general tre n d  in  th e se  s tu d ie s  was to  emphasize fam ily 

problems and d i f f i c u l t i e s  in  ad ju s tin g  to  th e  s i tu a t io n  and to  
d e sc r ib in g  th e  c h i ld 's  n eg a tiv e  im pact on th e  various a spec ts  of 
fam ily  l i f e ,  such as fam ily i n te r - r e la t io n s h ip s ,  so cU l  co n ta c ts  and 

most commonly, the  d a ily  burden of care  fo r  a d isab led  ch ild  
(F a rb e r, I960; T izard  and Grad, 1961; Begab, 1963; B u tt and Gibby, 

1965, Bayley, 1973, Howard, 1978, Chinn e t . a l . , 1978, W orthington, 

1962; Brew e t . a l . .  1984).

Only a few prev ious s tu d ie s  have rep resen ted  a con tra ry  id ea , 
namely, th a t  th e  c h i ld 's  problem has i t s  impact only on lim ited  

a sp e c ts  o f fam ily l i f e ,  and t h a t  on th e  whole, d iffe re n c e s  in  
l i f e s t y l e  between fa m ilie s  o f m entally  handicapped ch ild re n  and 

fa m il ie s  w ithou t such a c h ild  a re  small due to  the a ttem pt of many 
p a re n ts  of m en tally  handicapped ch ild re n  to  cope w ith  th e i r  

h a rd sh ip s  and to  m ain tain  a "normal" fam ily l i f e s ty l e  (Birenbaum, 
1970; Hewett e t . a l . , 1970; Voysey, 1975; F ea th e rs to n e , 1980).

The idea th a t  in  s p i te  o f many d i f f i c u l t i e s ,  p aren ts  o f m entally  
handicapped ch ild re n  seem to  cope w ith th e i r  problems led  to  a more 

r e c e n t tendency among re se a rc h e rs  to  c o n cen tra te  th e i r  e f f o r t s  upon 
examining p a re n ts ' p a t te rn s  of coping , in s te a d  of de sc rib in g  the 
problems and h ardsh ips  p laced  upon them by th e  c h i ld 's  s i tu a t io n .  
T his tendency re p re se n ts  a more dynamic and o p tim is tic  a t t i tu d e  
which em phasises p eo p le 's  a b i l i t y  to  cope w ith s t r e s s fu l  l i f e  events 

and to  a d ju s t to  such s i tu a t io n s .

Among th e  f i r s t  a ttem p ts  to  id e n t i fy  p a re n ts ' a t t i tu d e s  to 
having a m entally  handicapped c h ild  and to  describe  a few c lu s te rs  

o f ty p ica l re a c t io n s ,  i s  F a rb e r 's  c l a s s i f i c a t i o n ,  which i s  based on 
ty p es of fam ily o r ie n ta t io n  (F a rb e r, 1960).



By using th re e  ty p es of fam ily  o r ie n ta t io n  (ch ild  o r ie n te d , home 

o r ie n te d  and the p a re n t o rie n te d  fam ily ) , Farber t r i e s  to  explain  
th e  d iffe re n c e s  in  th e  impact o f a sev e re ly  m entally  re ta rd ed  ch ild  

on th e  fam ily , both as a whole and on p a r t ic u la r  members of the 

fam ily  (each p a ren t and th e  s ib l in g s ) .

The th re e  types of fam ily o r ie n ta t io n  generate  some basic  ideas 
which he lp  in  understand ing  th e  d if fe re n c e s  in  p a re n ts ' basic  

a t t i tu d e s  to  l i f e .  Such a t t i tu d e s  probably have th e i r  Impact on the 
n a tu re  o f fam ily l i f e s t y l e  and on p a re n ts ' a b i l i t y  to  cope w ith 

s t r e s s  and c r i s i s  s i tu a t io n s  p laced  upon them by the c h i ld 's  
problems and sp ec ia l needs.

H utt and G ibby 's (1965) study rep resen ted  another e f f o r t  to 
c lu s te r  p a re n ts ' re a c tio n s  and a t t i tu d e s  to  having a m entally  

handicapped c h i ld .  They t r i e d  to  c la s s i f y  th e  various re a c tio n s  in to  
th r e e  p a tte rn s  of behav iou r, each one desc rib in g  d i f f e r e n t  ty p ica l 

p a re n ta l re a c tio n s  to  th e  s i tu a t io n .

The th re e  p a tte rn s  of behaviour (the accep tin g , th e  d isg u is in g  
and th e  denying p a re n t)  vary according to  the  degree of paren tal 
acceptance o f the c h i ld 's  problem. Thus, each p a tte rn  rep re se n ts  a 
p a ren ta l re a c tio n  to  th e  s t r e s s f u l  s i tu a t io n  caused by the c h i ld ,  
and d e lin e a te s  th e  form of t h e i r  ad justm en t, (c o n s tru c tiv e  or des­

t r u c t iv e ) .  The advantage of H utt and G ibby 's p a tte rn s  of behaviour 
approach over F a rb e r 's  ty p es of fam ily  o r ie n ta t io n ,  i s  in  i t s  
a ttem p t not only to  describe  th e  problem atic  s i tu a t io n  in  th e  fam ily 

and th e  rea c tio n s  of th e  p a ren ts  to  having a m entally  re ta rded  

c h i ld ,  b u t a lso  to  c la s s i fy  th e se  re a c tio n s  by focusing on the 
degree of p a ren ta l ad justm ent as rep resen ted  In th e i r  p a tte rn s  of 
behaviour.

The tendency to  focus on p aren ta l ad justm ent behaviour ra th e r  
than  on d e sc r ip tio n s  of th e  fa m il ie s ' problems and hardsh ips caused 
by  the  c h i ld ,  is  rep re sen ted  a lso  in  many s tu d ie s  which have used 

th e  " s tag es  model" when d iscu ss in g  the c h i ld 's  impact on the fam ily .



The co n tr ib u tio n  of th e  "s tages  model" to  the understanding  of 
p a re n ts ' r e a c tio n s  to  having a m entally  re ta rd ed  ch ild  l i e s  in i t s  

dynamic approach, which s t r e s s e s  the developmental asp ec ts  o f the 
p rocess  of p a ren ta l ad ju stm en t. Coping w ith a m entally  re ta rd ed  

member in  the fam ily means coping w ith a long-term  problem which has 
i t s  on-going e f f e c ts  on th e  fam ily th roughout the various stag es  of 
I t s  l i f e s t y l e .

The "s tag es  model" helps to  c le a r ly  d i f f e r e  d a t e  between the 

c r i s i s  re a c tio n s  which a re  ty p ic a l o f the  i n i t i a l  period  follow ing  
p a re n ts ’ awareness of th e  c h i ld 's  problem, and l a t e r  on to  the 
r e a c tio n s  which re p re se n t d i f f e r e n t  le v e ls  of paren tal ad justm ent to  
th e  s i tu a t io n .

In h is  overview of th e  s tu d ie s  which have t r ie d  to  describe  

p a re n ts ' r e a c tio n s  to  having a m entally  handicapped c h i ld ,  B lacher 
{1984), u sing  the v arious taxonomies mentioned in  th e se  s tu d ie s ,  
d e f in e s  th re e  main s tag es  (th e  i n i t i a l  c r i s i s  responses, continu ing  
fe e l in g s  and resp o n ses , and ad justm ent or accep tance).

Although th e  b asic  te n e t  o f such a model seems to  be p o s i t iv e ,  
s in ce  th e  process  which tho p a ren ts  go through leads to  ad ap ta tio n , 
n o t a ll  the  re a c tio n s  which a re  ty p ic a l to  each stage can be viewed 

a s  p o s i t iv e  o r ad a p tiv e . B lacher (1984) re fe rs  to  evidence from some 
s tu d ie s  (W right, 197b; S i e f f e r t ,  1978) which view re a c tio n s  l ik e  

shock, den ial o r d is b e l ie f  in  a p o s itiv e  way, exp lain ing  th a t  such 

fe e l in g s  a re  normal or ty p ic a l to  a c r i s i s  s itu a t io n  and th e re fo re  
can be considered  as he lp ing  th e  p a ren ts  to  overcome th e  c r i s i s .  The 
abovementioned fo rm ula tion  re v e a ls  ano ther im portant c o n tr ib u tio n  of 

th e  "s tag es  model" to  th e  understanding  of the process of ad ap ta tio n . 
By lin k in g  c e r ta in  ty p ic a l re a c tio n s  to  each s ta g e , one may id e n tify  
th e  d iffe re n c e s  between th e  s ta g e s ,  which i l l u s t r a t e s  the idea  th a t  

moving from stage  to  s tag e  rep re se n ts  a noted change in  paren ta l 

re a c t io n s .



O v e ra ll,  when compared to  approaches that, emphasize th e  types of 
fam ily  o r ie n ta t io n  or th e  p a tte rn s  of p a r e n ts ’ behaviour, the  g rea t 
advantage of th e  "s tag es  model" i s  in  I t s  dynamic approach. In stead  
o f  the  idea th a t  p a re n ts ' a b i l i t y  to  cope w ith th e  s i tu a t io n  of 
having a m entally  handicapped c h ild  i s  r e la te d  mainly to  th e  na tu re  
o f the  c h i ld 's  problem and some o th e r fam ily and c h ild  charac­
t e r i s t i c s ,  the "s tag es  model" d e sc r ib e s  the  p a re n ts ' s tru g g le  to  
cope w ith th e  problem as a developing process  comprising an ordered 
sequence of d is c r e e t  stag es  which th e  p a ren ts  have to  go through 
u n t i l  they reach a c e r ta in  degree of ad justm ent th a t  enables them to  
respond to  t h e i r  c h i ld 's  sp e c ia l needs, and to  minim ize  h is  negative 
im pacts on th e  whole fam ily .

As a lready  m entioned, a d e sc r ip tio n  of th e  s tag es  in  th e  p rocess 
of p aren ta l adap ta tio n  s t r e s s e s  th e  uniqueness of th e  long-term  
Impact o f a m entally  re ta rd e d  member on h is  famil ■. Such an on-going 
im pact c re a te s  new re a c tio n s  a t  each stage  of th e  l i f e c y c le ,  bu t a t  
th e  same tim e , th e re  appears to  be a c e r ta in  den-sti o f co n tin u a tio n  
of e a r l i e r  re a c tio n s  ty p ic a l to  a form er s tag e  c . f l a p p in g  In to  the 
new one. The "s tages  m odel", a lthough r e f e r r in g  to  the  d i f f e r e n t  
periods of the  l i f e c y c le ,  co n c e n tra te s  on desc rib in g  th e  d ire c t 
p a re n ta l re a c tio n s  to  a defined  s t r e s s o r  ev en t-rav in g  a m entally  
handicapped c h i ld .  However, beside th e  s t r e s s e s  ar_l s t r a in s  create;: 
by the c h i ld 's  problem, th e  fam ily experiences s tv . - s fu l  l i f e  even1:;. 
which are  p a r t  o f th e  changes in  th e  l i f e c y c le  of _ ::h  fam ily  ( l i .  
th e  b i r th  of a c h i ld ,  th e  i l l n e s s  of a fam 'y  r c ib e r ,  e tc .  
(McCubbln e t . a l . ,  1982).

The double ABCX Model (McCubbln and P a t te r s c i ,  1^:2; P a tte rso n  
and McCubbln, 1983) prov ides a b e t t e r  u n d o .tlan d 'n g  o th e  d i f f e r e n t  
sou rces  of th e  on-going s t r e s s  c re a te d  by th e  c is te n c e  of a 
m entally  handicapped c h i ld ,  as w ell as th e  ad d itio n :.; l i f e  events 
and changes during th e  fam ily l i f e c y c le ,  Tho abovccsntloned model 
"provides a lso  a way o f viewing fa m ily  r? i .> r ts  over tim e to  adapt to  
m u ltip le  s t r e s s o r s  through th e  use of v arious fam ily reso u rces and 
p e rcep tua l fa c to r s  as th e  components fo r  a coping process aimed a t 
ach iev ing  fam ily balance"  (P a tte rso n  and McCubbln, 1983, p .26 ). Thu 
double ABCX i s  p resen ted  In  tho fo llow ing  se c tio n  of t h i s  ch ap te r.

- -  i
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6 .3  THE DOUBLE ABCX MODEL

The ABCX Model developed by H ill and l a t e r  m odified by o ther
re s e a rc h e rs ,  can be seen as one of th e  major form ulations in  the  
fam ily c r i s i s  l i t e r a t u r e  which helps in  studying and examining the 
p rocess  of ad justm ent th a t  fa m ilie s  have to  go through when fac in g  a
c r i s i s  s i tu a t io n  (B urr, 1982). By using the ABCX Model and i t s
extended v a r ia tio n  (The Double ABCX M odel), an attem pt can be made 
t o  focus on asp ec ts  o f fam ily adjustm ent or ways of coping with 
s t r e s s  and c r i s i s  s i t u a t io n s ,  ra th e r  than merely describ in g  the 
d i f f i c u l t i e s  and h ardsh ips  r e s u l t in g  from such a s ta te .

The main idea  in  t h i s  model i s  th a t  a c r i s i s  s i tu a t io n  (The X 
f a c to r )  i s  in flu en ced  by severa l o th e r phenomena. Burr (1982), using 
H i l l s ' th e o ry , t r i e s  to  define c r i s i s  in  o rder to  examine th e  v a r ia ­
tio n s  of th e  X f a c to r .  H i l l s ' basic  d e f in i t io n  of c r i s i s  was "any 
sharp  or d ec is iv e  change fo r  which o ld p a tte rn s  are  in ad eq u a te" 
(B urr, 1982, p .6 ) .  L a te r in v e s t ig a to r s  viewed c r i s i s  as a continuous 
v a r ia b le  when suggesting  t h a t  c r i s e s  vary according to  th e i r  
s e v e r i ty .  In s tu d ie s  which viewed th e  fam ily as a system, c r i s i s  was 
defined  as a "d is ru p tio n  in  th e  ro u tin e  opera tion  of the  fam ily 
so c ia l system. The l e s s  d is ru p te d  th e  system i s ,  th e  le s s  severe  is  
th e  c r i s i s ;  th e  more d is ru p tiv e  th e  system i s ,  the g re a te r  i s  the 
c r i s i s "  (Burr, 1982, p .6)

Burr (1982) s t re s s e d  th e  im portance of th e  amount of c r i s i s  but 
a t  th e  same tim e he s ta te s  th a t  even in  s i tu a t io n s  when i t  seems 
th a t  no c r i s i s  e x i s t s ,  i t  does not mean th a t  th e re  are  no s t re s s e s  
o r problems in  th e  system . I t  merely connotes th a t  the  problems are 
o f  a ro u tin e  ra th e r  than unusual n a tu re .

A s i tu a t io n  of c r i s i s  r e s u l t s  from a s t re s s o r  event which 
produces a change in  the fam ily system (The A f a c to r ) .  Anything th a t  
changes an a sp ec t of th e  system , such as boundaries, s t ru c tu re ,  
g o a ls , p ro cesse s , ro le s  or v a lu es , can produce some amount of c r i s i s  
in  the  system and i s  c a lle d  th e  " s tre s s o r  event" (Burr, 1982). The 
in te n s i ty  of c r i s i s  i s  p o s i t iv e ly  re la te d  to  the degree of the 
changes in  the system re s u l t in g  from th e  s t r e s s o r  event.
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H i l l 's  model id e n t i f ie s  another two v a r ia b le s  which in flu en ce  
th e  r e la t io n s h ip  between the s t r e s s o r  event and the in te n s i ty  of the 
c r i s i s .  The B fa c to r  r e f e r s  to  th e  c r is is -m e e tin g  reso u rces  of the 
fam ily . Burr (1982) concludes th a t  the B fa c to r  rep re se n ts  the 
v u ln e ra b i l i ty  of th e  fam ily to  s t r e s s  in f lu e n c e s , o r the a b i l i ty  of 
th e  fam ily system to  prevent a s t r e s s o r  event from c re a tin g  some 
c r i s i s  o r d is ru p tiv e n e s s  in  th e  system . The degree of fam ily v u ln e r­
a b i l i t y  to  s t r e s s  i s  p o s itiv e ly  r e la te d  to  th e  amount of c r i s i s  
caused by a s t r e s s o r  ev en t.

The C fa c to r  i s  another v a r ia b le  which in flu en ces  the r e l a t io n ­
sh ip  between the s t r e s s o r  event (A) and the n a tu re  of th e  c r i s i s  (X). 
The C fa c to r  i s  defin ed  as the fa m ily 's  o rcep tio n  of th e  s t re s s o r  
ev en t. Burr r e f e r r in g  tc  H i l l 's  id e a s , h ig h lig h ts  the d iffe re n c e s  in 
th e  ways in  which o b je c tiv e  observers (p ro fe s s io n a ls ) ,  th e  community, 
and th e  fam ily d e fin e  and r e la te  to  a s t r e s s o r  even t. The main 
d iffe re n c e  among th e se  d e f in i t io n s  seems to  be whether the  fam ily 
d e f in e s  the  change in  the system as easy or d i f f i c u l t .  When the 
fam ily  d e fin e s  th e  s t r e s s o r  event as a severe  one i t  imans th a t  the 
ev en t c re a te s  a s e r io u s  change in  th e  svstem . Such a s i tu a t io n  w ill 
probably  be in flu en ced  by the fa m ily 's  v u ln e ra b i l i ty  to  s t r e s s ,  and 
th u s  have i t s  impact on the a b i l i t y  to  cope w ith th e  c r i s i s  
s i tu a t io n .  The ABCX Modal i s  summarized in  f ig u re  1:

The amount of change

S tre s so r  event
Amount of c r i s i s  

J n  th e  family
"social system 
________________ X

"Fam ily 's d e f in i t io n  
of the se r io u sn e ss  
of th e  change C

F am ily 's  v u ln e rab ility ' 
to  s t re s s

B

F igu re  1: The ABCX Model (B urr, 1982, p . 10)
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c r i s i s .  The B fa c to r  r e f e r s  to  th e  c r is is -m e e tin g  reso u rces  of the 
fam ily . Burr (1982i concludes th a t  the B fa c to r  rep re se n ts  the 
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th e  fam ily system to  prevent a s t r e s s o r  event from c re a tin g  some 
c r i s i s  or d is ru p tiv e n e s s  in  th e  system. The degree of fam ily v u lner­
a b i l i t y  to  s t r e s s  i s  p o s it iv e ly  re la te d  to  the ait m t of c r i s i s  
caused by a s t r e s s o r  ev en t.

The C f a c to r  i s  another v a r ia b le  which in flu en ces  the r e l a t io n ­
sh ip  between th e  s t r e s s o r  event (A) and the n a tu re  of the c r i s i s  (X). 
The C fa c to r  i s  defined  as the fa m ily 's  p ercep tion  of th e  s t re s s o r  
ev e n t. Burr r e f e r r in g  to  H i l l 's  id e a s , h ig h lig h ts  th e  d iffe re n c e s  in 
th e  ways in  which o b je c tiv e  observers (p ro fe s s io n a ls ) ,  th e  community, 
and th e  fam ily d e fin e  and r e la te  to  a s t r e s s o r  even t. The main 
d iffe re n c e  among th e se  d e f in i t io n s  seems to  be whether the fam ily 
d e f in e s  th e  change in  th e  system as easy or d i f f i c u l t .  When the 
fam ily  d e fin es  th e  s t r e s s o r  event as a severe  one i t  means th a t  the 
ev en t c re a te s  a s e r io u s  change in the  system. Such a s i tu a t io n  w ill 
p robably be in flu - sd by the fa m ily 's  v u ln e ra b ili ty  to  s t r e s s ,  and 
th u s  have i t s  impact on th e  a b i l i t y  to  cope w ith th e  c r i s i s  
s i tu a t io n .  The ABCX Model i s  summarized in  f ig u re  1:

F am ily 's v u ln e rab ility !

S tre s so r  event

Fam ily 's d e f in i t io n  
o f th e  se rio u sn ess  
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The amount of change
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"social system



L a te r in v e s t ig a to r s  t r i e d  to  id e n tify  some a sp ec ts  of th e  two 

v a r ia b le s  (B and C) b u t,  th e  most im portan t and major goal o f these  

s tu d ie s  has been to  id e n t i fy  fa c to rs  th a t  are  r e la te d  to  w hether or 

no t the fa m ilie s  recover from th e  d is ru p tiv e  e f f e c ts  o f s t r e s s .

Burr (1982) adds fu r th e r  in s ig h t  about th e  re la t io n s h ip s  between 

th e  level o r re o rg a n iz a tio n  and v arious s p e c if ic  fa c to rs  such as 

amount of a d a p ta b i l i ty ,  in te g ra t io n  o r a f f e c t io n .  Using H ansen's 

d e f in i t io n  Burr (1982) r e f e r s  to  th e  fa m ily 's  reg en e ra tiv e  power as 

a fa c to r  which w ill  in d ic a te  th e  lev e l o f reo rg an iza tio n  which can 

be achieved a f t e r  a p eriod  of c r i s i s .  Another fa c to r  which according 

to  some s tu d ie s  seems to  have an in flu en ce  on th e  n a tu re  of the 

c r i s i s  and on c r i s i s  recovery i s  re la te d  to  the e x ten t to  which the 

s t r e s s o r  event can be a n t ic ip a te d .  A sudden or u n an tic ip a ted  

s t r e s s o r  event seems to  c re a te  g re a te r  d is ru p tiv e n e ss  in  the  family 

system and th e re fo re  probably more d i f f i c u l t i e s  in  recovery .

The ABCX Model form ulated  a conceptual framework fo r  s tu d ie s  

which were b a s ic a l ly  designed in  o rder to  analyze th e  outcome of the 

in te r a c t io n s  between th e  s t r e s s o r  even t, th e  na tu re  of the c r i s i s  

and the fa c to rs  which in f lu e n c e  th e  fa m ily 's  response to  such a 

s i tu a t io n .  However, a more comprehensive paradigm was needed to  

d e sc rib e  o b serva tions from lo n g itu d in a l in v e s tig a tio n s  of fa m ilie s  

responding to  a prolonged s t r e s s o r  (McCubbin and P a tte rso n , 1982). 

McCubbln and P a tte rso n  (1982), by th e  ad d itio n  of p o s tc r i s i s  

v a r ia b le s  to  th e  o rig in a l ABCX Model, f a c i l i t a t e d  th e  understanding 

of the leng -term  impact o f s t r e s s  on the fam ily system and the 

ad ap ta tio n  process to  c r i s e s  ev en ts .

The Double ABCX Model i s  rep re sen ted  in  F igure  2:
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C lin ic a l o b serva tions and th e  da ta  from lo n g itu d in a l s tu d ie s  

rev e a le d  th a t  th e  coping e f f o r t s  th a t  th e  fam ily has to  make in
o rd e r  to  a d ju s t to  long-term  s t r e s s  produces add itio n a l s t r e s s o r s .

In a d d itio n , such a fam ily has to  sim ultaneously  a d ju s t to  o ther 
l i f e  changes th a t  happen in  fa m ilie s  over tiiiL  and occur indepen­

d en tly  of th e  i n i t i a l  s t r e s s o r  which caused th e  c r i s i s .  In o ther 
w ords, over tim e and in  an e f f o r t  to  manage a c r i s i s  s i tu a t io n ,  
th e se  fa m ilie s  experience  a p ile -u p  of s t r e s s o r s  as a r e s u l t  o f (a) 

th e  hardsh ips in h e ren t in  th e  i n i t i a l  s t r e s s o r  which caused the 
c r i s i s ,  (b ) normal change and development of fam ily members and the
l i f e c y c le  of the  fam ily and (c ) th e  t r i a l  and e r ro r  e f f o r t s  to
manage th e  s i tu a t io n  (McCubbin and P a tte rs o n ,  1982). The p ile -u p  of 

th e  d if f e r e n t  s t r e s s o r s  i s  rep re sen ted  in  the Model by the double A

The double B fa c to r  s tan d s fo r  th e  two general types of family 
re so u rc e s . The f i r s t  a re  those re so u rces  th a t  are  a lready  a v a ila b le  

t o  th e  fam ily befo re  th e  c r i s i s  occurred  and th a t  minimize the 
im pact of th e  i n i t i a l  c r i s i s  or reduce th e  p ro b a b ili ty  of th e  fam ily 

e n te r in g  in to  c r i s i s .  The second a re  th e  coping re so u rces  (p erso n a l, 
fam ily  and s o c ia l)  s treng thened  or developed in  response to  the 
c r i s i s  s i tu a t io n .  Such coping responses were defined  by McCubbin and 
P a tte rso n  (1982) a s  "(a ) s e l f  re l ia n c e  and s e l f  esteem , (b) fam ily 
in te g ra t io n ,  (c ) so c ia l  su p p o rt, and (d) c o l le c t iv e  group supports, 

which inc lude  so c ia l a c tio n "  (p .45).

Another fa c to r  which in f lu en ces  the fa m ily 's  a b i l i t y  to  cope 
w ith  a long-term  s t r e s s o r  is  r e la te d  to  two d if f e r e n t  fo r m  o f 
fam ily  p e rcep tio n s . The f i r s t  i s  th e  fa m ily 's  p ercep tion  of the 

s t r e s s o r  event (c ) and th e  second i s  th e  fa m ily 's  percep tio n  of the 
c r i s i s  (C) which invo lves not only th e  i n i t i a l  view of th e  s t re s s o r  
b u t a lso  th e  p ile -u p  of l i f e  events and th e  meaning th a t  the  fam ily 

a tta c h  to  th e  to ta l  s i tu a t io n .



According to  McCubbin and P a tte rso n  (1982) the fa m ily 's  percep­

t io n  p o s tc r i s i s  appears to  Involve "(a ) re l ig io u s  b e l ie f s  (b) a 
re d e f in in g  of th e  s i tu a t io n  and (c ) enc losing  the s i tu a t io n  with 

meaning" (p .45).

When th e  i n i t i a l  s t r e s s o r  event has long-term  impact on the 
fam ily (a s  in  s i tu a t io n s  of chronic  i l ln e s s  or handicap) th e  i n i t i a l  
c r i s i s  appears to  be but one phase in  the continuum of fam ily 

ad justm ent to  s t r e s s  over tim e. McCubbin and P a tte rso n  (1982) i n t r o ­
duce the concept o f "fam ily ad ap ta tio n "  as one p o ss ib le  outcome fo r  
th e  fam ily course of adjustm ent follow ing  a c r i s i s .  "Adaptation 

invo lves the p rocesses  of s tim u lus r e g u la tio n ,  environmental contro l 
and balancing  to  ach ieve th e  fam ily system and member growth and 

development. B alancing the various dimensions of fam ily l i f e  is  a 
d i f f i c u l t  p rocess in v o lv ing  a s s im ila t io n ,  accommodation and com­
prom ise" (pp .45-46).

The main c o n tr ib u tio n  of th e  double ABCX Model l i e s  in  i t s  

d e f in i t io n s  of th e  v arious asp ec ts  which describe  and exp lain  
fa m ily 's  coping behaviour in  terms of a process the outcome of which 
i s  a c e r ta in  degree of ad justm ent not only to  the  i n i t i a l  c r i s i s  but 
a lso  to  p o s tc r i s i s  prolonged s t r e s s  ev en ts . By r e fe r r in g  to  p re- 
c r i s i s  and p o s tc r i s i s  p eriods th e  double ABCX Model provides a 
fo rm ula tion  fo r  improved understanding  of th e  long-term  e f f e c ts  of 
s t r e s s f u l  events on th e  fa m ily 's  l i f e  and a developmental approach 

t o  the p rocess of fam ily adap ta tio n  to  such even ts .

Thus, the  double ABCX Model appears to  have value in  s tu d ie s  
which t r y  to  exp lo re  th e  impact o f long-term  s tr e s s fu l  events on 
f a m ily 's  re a c tio n s  and a b i l i ty  to  develop coping p a tte rn s  in  order 

to  a d ju s t to  th e  s i tu a t io n .

P a tte rso n  (1985) in  a scudy on fa m ilie s  of ch ild ren  w ith C ystic  

F ib ro s is  in troduced  th e  "Family Adjustment and A daptation Response 
Model" (FAAR) which i s  another v a r ia tio n  of th e  double ABCX Model. 
The FAAR Model focuses on th e  fam ily v a r ia b le s  of demands, resou rces



fam ily  percep tio n  and coping which I n te r a c t  over tim e to  r e s u l t  in  a 

le v e l o f ad justm ent o r ad ap ta tio n .

The ad justm ent phase i s  c h a ra c te r iz e d  by fam ily re s is ta n c e  to  

move in to  a c r i s i s .  However, th e re  a re  occasions when the demands 

re q u ire  major sy stem atic  fam ily change or when the resou rces or 

coping p a tte rn s  a re  inadequate  or exhausted and th e  fam ily moves 

in to  c r i s i s .

The c r i s i s  s i tu a t io n  c re a te s  major sy stem atic  changes in  the 

fam ily  s t ru c tu re  or in te r a c t io n s  which c a l l  fo r  new or add itio n a l 

r e so u rc e s , percep tio n s and coping behaviour in  o rd e r to  re s to re  

balance to  th e  fam ily system . Family ad a p ta tio n , th en , d escrib es  the 

outcome of fam ily e f f o r t s  to  achieve a new level of hom eostasis 

which was upset by th e  c r i s i s  (P a tte rso n , 1986).

The advantage of th e  FAAR Model over th e  double ABCX Model i s  in 

i t s  nore dynamic approach to  th e  v arious s tag es of th e  p rocess of 

fam ily  ad justm ent and e s p e c ia lly  to th e  p r e c r i s i s  p e rio d . The basic  

concept o f th e  model s tr e s s e s  th e  fa m ily 's  s tru g g le  to  avoid d i s ­

eq u ilib riu m  in  th e  system and, i f  i t  occu rs , to  achieve a new level 

o f hom eostasis which can be viewed as fam ily ad ap ta tio n .

In th e  fo llow ing  se c tio n  an a ttem pt is  made to  d iscuss  and 

In te g ra te  the  fin d in g s  of th e  p re se n t study in the  l i g h t  o f the 

double ABCX Model and i t s  p rev io u sly  mentioned v a r ia t io n s .



6 .4  COPING WITH STRESS - THE PROCESS OF FAMILY ADAPTATION TO 
HAVING A MENTALLY HANDICAPPED CHILD

When the p a ren ts  f i r s t  le a rn  th a t  t h e i r  ch ild  1s m entally handi­
capped they are  a lso  confronted  w ith th e  natu re  of th i s  phenomenon 
and among o th e r  th in g s  they have to  face  the f a c t  th a t  b a s ic a lly  
mental re ta rd a t io n  i s  an i r r e v e r s ib l e ,  ch ron ic  s i tu a t io n .  Their 

c h i ld  may become b e t te r  or worse a t  tim es but always w ill remain 
le s s  than a normal h ea lthy  c h ild  and w ill  be dependent on them to  a 

c e r ta in  degree. Being m entally  re ta rd e d ,  the tim ing by which the 
c h i ld  w ill move through d if f e r e n t  developmental stages w ill  be 

in flu en ced  by th e  le v e l o f h is  I n te l le c tu a l  achievem ents, h is  
em otional re a c tio n s  and h is  so c ia l r e la t io n s h ip s .

The b ir th  of a m entally  handicapped ch ild  i s  u sua lly  an un­
a n t ic ip a te d  event which c re a te s  con sid e rab le  d is ru p tio n  in  fam ily 
l i f e .  The e x te n t o f th e  f i r s t  shock in flu en ces the n a tu re  of the  
c r i s i s  in  th e se  f a m ilie s ;  however, th e  c h ro n ic ity  of th e  phenomenon 
has a fa r-re a c h in g  impact on th e  whole fam ily and c a l l s  fo r  an 
on-going process of adap ta tio n  c re a tin g  d iffe re n c e s  in the  l i f e s ty l e  

o f  these  fa m ilie s .

In o rder to  understand  th e  long-term  Impact of the  m entally  

handicapped c h ild  on h is  fam ily , a developmental approach i s  needed. 
Such an approach provides a lo n g itu d in a l follow -up through the 
d if f e r e n t  s tag es  of c h ild  development and family l i f e c y c le .  While 

s t r e s s in g  th e  on-going accum ulative impact of the  ch ild  on the 
fam ily  such an approach a lso  h ig h lig h ts  th e  d if f e r e n t  re a c tio n s  and 
a t t i tu d e s  ty p ica l to  each s ta g e , and th e  general tendency of the 

fam ily  to  t ry  to  achieve a t  l e a s t  a c e r ta in  degree o f eq u ilib riu m
which w ill f in a l ly  lead  to  ad justm en t, o r acceptance of the m entally

handicapped c h i ld .

In order to  I l l u s t r a t e  tho dynamics of the  process of fam ily 

ad ap ta tio n  to  having a m entally  re ta rd e d  ch ild  and to  f a c i l i t a t e  a 
fu r th e r  d iscu ss io n  of th i s  is su e  th e  w r i te r  has developed a combina­
t io n  of t l la c h e r 's  s ta g e s  Model (1984) w ith  McCubbin and P a t te r s o n 's

double ABCX Model (1982) (Sec F igure 3 ).
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6 .4 .1  Phase I -  The i n i t i a l  c r i s i s  response (abcx)

As a lready  m entioned, th e  b ir th  of a m entally  handicapped 
c h i ld  i s  in  most cases u n an tic ip a ted  bu t, even before the 

p a re n ts  le a rn  about th e  d iag n o sis  o f th e i r  ch ild  they o ften  
s t a r t  to  suspect th a t  something i s  wrong, u su a lly  as a
r e s u l t  o f h is  slow development and abnormal behaviour or 

appearance. R esu lts  o f t h i s  study reveal th a t  su specting  
t h a t  th e  c h ild  has a problem i s  a s t r e s s fu l  s i tu a t io n  in 
i t s e l f ,  and th a t  fo r  some p a ren ts  rece iv ing  th e  d iagnosis 
was a r e l i e f .  The longer the period  between the tim e of 

f i r s t  su sp ic io n s and re ce iv in g  the d iag n o sis , the g re a te r  
th e  I n i t i a l  s t r e s s ,  e s p e c ia lly  when i t  was hard fo r  the
p a re n ts  to  o b ta in  a d e f in i t iv e  d iagnosis  of th e  c h i ld 's  

problem from p ro fe s s io n a ls .  "My fe e lin g s  were changing from 
day to day. Soaie days I looked a t  her and thought -  th e r e  i s  

no th ing  wrong w ith h e r . The o th e r  day I was sick and I was 
dep resssed  again" (A mother of a th re e  y ea r o ld daugh ter). 

"When they f i r s t  to ld  me, I was shocked and scared . Even 
a f t e r  I a lread y  suspected  th a t  something was wrong I used to 

push i t  in to  th e  back of my mind, but a f te r  I heard i t  from
th e  d oc to r I c o u ld n 't  deny i t  and i t  was hard to  accept" (A

niother o f a four y e a r  o ld son ). "The most f ru s tr a t in g  th ing  
was th a t  they c o u ld n 't  t e l l  what the cause was. Nothing was 
d e f in i te "  (A m other of a seventeen y ea r o ld  son).

The circum stances under which th e  p aren ts  were f i r s t  

con fron ted  w ith the d iag n o sis  a lso  have considerab le  impact 
on th e  amount of s t r e s s  they f e l t ,  and as a r e s u l t  on the 
n a tu re  of th e  I n i t i a l  c r i s i s .  As w ith soitie previous s tu d ie s  
(Bayley, 1973; Voysey, 1975; W orthington 1982; Glfindinnlng, 
1903), r e s u l t s  o f th e  p re se n t study show how s ig n if ic a n t  the  

s i tu a t io n  of i n i t i a l  s ig n s or in d ic a tio n s  of the  c h i ld 's  
problem was fo r  th e  p a ren ts  and how much i t  in fluenced  th e i r  
re sp o n ses .



The d if fe re n c e s  in  p a re n ts ' i n i t i a l  experiences w ith 
p ro fe s s io n a ls  which were found in  t h i s  study show th a t  
p ro fe s s io n a ls  today a re  much more aware of the traum atic  
on-going In fluences of d iag n o sis  fo r  th e  p a re n ts , and they 
t r y  to  c re a te  an atmosphere which w ill help th e  p aren ts  to 

come to  term s w ith  th e  bad news. Although the p a re n ts ’ 
r e a c tio n s  in  both groups (th e  younger and th e  o lder 

c h ild re n )  were s im ila r ,  th e  p a ren ts  of the younger ch ild ren  
were more s a t i s f i e d  w ith th e  way in  which they were to ld  

about th e  problem, and a lso  w ith the general a t t i tu d e  of the 

p ro fe s s io n a ls .

This is  c le a r ly  i l l u s t r a t e d  from sta tem en ts made by paren ts 
o f th e  o ld e r  and younger c h ild re n .  The fo llow ing  are  ty p ic a l:  

"They did no t g ive me much hope. They even sa id  th a t  he w ill 
p robably d ie  young. They d id not t e l l  me anything about h is 
fu tu re  only not to  be too  o p tim is tic "  (A mother of a twenty 

two y ea r o ld  son ). "The d oc to r did some t e s t s  and then to ld  
us th a t  something i s  wrong w ith the chromosomes. He d id n 't  

t e l l  us what to  do w ith  h e r. A ctua lly  they d id n 't  t e l l  us 
any th ing  and 1 f e l t  very bad . I  d id n 't  want to  ta lk  about I t  

w ith  anybody a t  th a t  tim e" (A fa th e r  of a twenty fiv e  year 
o ld  d augh ter).
"Dr. W. to ld  us th a t  he i s  m entally  handicapped, h is  b ra in  

i s  no t func tio n in g  well and i t  i s  e a r ly  to  t e l l  how he w ill 
d evelop . She sa id  th a t  h is  b ra in  was damaged because he was 
born prem ature and because of lack  of oxygen during the 
b i r t h .  I t  was not a su rp r is e -1  knew before th a t  th e re  were 
problems b u t I was shocked!" Ik  m other of a th ree  y ea r old

"I l e a r n t  a l o t  a t  th e  h o s p i ta l .  We had a lo t  of Inform ation 
from th e  d o c to r. She a lso  to ld  lie about another uwciier who 
had a c h ild  w ith th e  some problem and I l e a r n t  a l o t  from 
th i s  iro ther. You hear i t  but you can ’t  accept i t ;  i t  i s  a 

shock, 1 f e l t  so upse t"  (A mother of a th re e  year old 
d au g h te r).



Y et, th e  s t r e s s f u l  s i tu a t io n  o,B lea rn in g  about the c h i ld 's  
problem can only p a r t i a l l y  exp lain  parents* responses . When 
fac in g  such a problem a new period  of fam ily l i f e  s t a r t s  for 
th e  p a re n ts , and th e i r  a b i l i t y  to  re ly  on already  e x is tin g  

in te rn a l  and ex te rn a l re so u rces , as much as th e i r  su b jec tiv e  
p e rcep tio n  of th e  c h i ld 's  problem, i t s  impact on th e i r  cwn 
l i f e ,  and th e  fam ily as a whole w ill  determ ine how much of a 
c r i s i s  such a s i tu a t io n  w ill  c re a te .

F indings o f th e  study show some marked d iffe re n c e s  between 
p a re n ts  in  regard  to  th e i r  e x is t in g  resou rces p r io r  to  the 
occurrence of the s t r e s s o r  ev en t. The d iffe re n c e s  in  the 
a v a i l a b i l i t y  of ex te rn a l reso u rces  were due to  the c h i ld 's  
age ( i . e .  b e t t e r  and more se rv ic e s  to d ay ).

There were fewer d iffe re n c e s  in  p a ren ts  op inions about the 

i n i t i a l  re a c tio n s  of t h e i r  r e l a t i v e s .  R e la tiv es  were 
g e n e ra lly  regarded  by th e  p a ren ts  as an a v a ila b le  helping 
re so u rc e . The e x is t in g  in te rn a l reso u rces  did not receive 
enough a t te n t io n  in  t h i s  study as fa m il ie s ' i n t e r r e l a t i o n ­

sh ip s  p r io r  to  the  s t r e s s o r  event were not exp lo red . How­
e v e r , some d iffe re n c e s  in  in te rn a l resou rces can be r e la te d  
to  fam ily c h a r a c te r i s t ic s  l ik e  th e  p a re n ts ' level of formal 
e d u ca tio n , t h e i r  r e l ig io u s  background and th e  m entally  

handicapped c h i ld 's  b i r th  o rder in  th e  fam ily which were 
found to  in flu en ce  p a re n ts ' r e c tio n s  and probably to  impact 
th e  fa m ily 's  in te rn a l reso u rces  as w e ll.

C hild  and fam ily c h a r a c te r i s t ic s  were found to  be n o ticeab ly  
r e la te d  to  p a re n ts ' p e rcep tio n  of th e  s t r e s s o r  even t. This 

s tudy s tren g th en s  the find ing ;, of some p a s t s tu d ie s  (F arber, 
1960; Bcgab, 1963) concerning th e  d iffe re n c e s  in p a re n ts ' 
a t t i tu d e s  to  th e  c h i ld 's  problem according to  h is  sex, and 

th e  n a tu re  of h is  handicap. D iffe rences in  p aren ta l sub jec­
t i v e  percep tio n  of th e  c h i ld 's  problem were found to  be 
r e la te d  a lso  to  p a re n ts ' level o f education and re lig io u s



background. A wide gap between p a re n ts ' ex p ec ta tio n s and 
c h i l d 's  perform ance c rea ted  incite d is ru p tio n  fo r  the whole 

fam ily .

A lto g e th e r i t  seems th a t  1i s p i te  of v a r ia tio n s  in e x is tin g  
re so u rces  and su b je c tiv e  percep tio n  of the  s t r e s s o r  ev en t, a 
c r i s i s  s i tu a t io n  was unavoidable fo r  th e se  p a ren ts . The 
dominant em otional fe e lin g  of most of the  paren ts in the  

i n i t i a l  phase was shock and d is b e l ie f ,  and even the o lder 
p a re n ts ,  when r e c a l l in g  th e i r  i n i t i a l  re a c tio n s , described  
ty p ic a l c r i s i s  responses .

These fin d in g s  emphasise th e  uniqueness of th e  s t r e s s fu l  

even t caused by -a m entally  re ta rd e d  member in  the fam ily. 
The d is ru p tiv e  Imaact o f such an event on fam ily l i f e  i s  so 
g re a t th a t  i t  i s  Impossible to  avoid a c r i s i s  s i tu a t io n .

The research  f in d in g s  c le a r ly  show th a t  the  m ajority  of the 
p a re n ts  who p a r t ic ip a te d  in  the  study faced a c r i s i s  
s i t u a t io n  during the i n i t i a l  p eriod  a f te r  le a rn in g  about the  

ch ild '.*  problem. The dominant emotional reac tio n s  of these 
p a re n ts  were very s im ila r  re g a rd le s s  o f the  d if fe re n t as in 
f a c to r s  a , b and c which wtsre a lready  mentioned. Although 
most o f th e  p a ren ts  d escribed  s im ila r  emotional responses - 
shock and d is b e l ie f ,  th e  amount of s t r e s s  and the n a tu re  of 
p a ren ta l coping p a tte rn s  was re la te d  to  th e  c r i s i s  in te n s i ty  
and to  th e  a b i l i t y  to  ove: ome such a s i tu a t io n .

Phase II  -  C ontinuing fe e lin g s  and responses (aAbBcC)

The fo llow ing  comments by su b je c ts  of the study r e f l e c t  the 
even ts  fo llow ing  the I n i t i a l  c r i s i s .

"The f i r s t  yea rs  were bad because she was s ick  many tim es. 
She a lso  developed slow er than a normal c h i ld .  I used to  go 

to  the docto r alm ost every week. When she was f iv e  she 
s ta r te d  to  go to  th e  t r a in in g  c e n tre .  I t  became e a s ie r  to 
manage her and I d id n 't  have many problems. Now, th a t  she is  
an ad o le sc e n t, I sometimes fee l th a t  I have le s s  problems



than  some of my fr ie n d s  w ith normal g i r l s .  Yes, I accepted 

th e  fa c t  th ii t  she i s  l im ite d  but to  me she i s  'like a normal 
c h i ld  because she i s  so good and easy to  manage" (Mother of 

a seventeen y e a r  o ld d augh ter).
"When she was young we used to  spo il her too much because we 

thought th a t  beftig as she Is  she needs more than o th e r 
c h i ld re n .  She became hard to  manage and i t  was very d i f f i ­

c u l t  to  keep her a t  home. When she was s ix  yea rs  o ld the 
doc to r to ld  us to  send her to  the  day c e n tre . Since then i t  
has been much e a s ie r  to  manage her and she has improved a 

l o t .  You s t a r t  to  accept th e  fa c t th a t  she i s  th is  way and 
you lea rn  to  l iv e  w ith i t "  (F ather of a s ix teen  y ea r old 
d au g h te r).
"During th e  f i r s t  period  I s t i l l  b e liev ed  th a t  he would 

overcome i t .  He developed slowly but not too slow. The main 
problem  was and s t i l l  i s  communication. I t  i s  hard to  have a 
baby who d o e sn 't  show any kind of a f f e c t io n .  Slowly, slowly 
I s ta r te d  to  accep t th e  f a c t  th a t  my ch ild  has a problem. I 

s t i l l  c a n 't  use the words "m entally  handicapped". When I was 
advised  to  take  him to  th e  day c en tre  I went th e re .  When I 
saw th e  p lace I c o u ld n 't  pu t him th e re .  Only when I became 
p regnan t again i t  was hard to  care  fo r him and I f e l t  th a t  I 
c o u ld n 't  g ive him what he needs so I decided to  pu t him in 
th e  day cen tre "  (Mother of a th ree  y ea r o ld son).
"The f f r s t  one and a .ha) f  yea rs  I c o u ld n 't  f^ .vpc i t .  I 
d id n 't  want to  see anybody or to  speak to  anybody. I was 
depressed  and i s o la te d .  He was developing slowly but w ithout 

to o  many problem s. I was working w ith him a l l  th e  time 
teach in g  and p lay ing  w ith him. I s t i l l  hopa th a t  one day he 
w ill  be ab le  to  go in to  a "normal" sch o o l, th a t  w ill be 
enough fo r  me" (Mother of a fou r y ea r old son).

As a lready  m entioned, having a m entally  handicapped ch ild  
seems to  be such an event th a t  a c r i s i s  re a c tio n  by the 
p a re n ts  i s  unavoidable . The research  f in d in g s show th a t  as a 
r e s u l t  of the  c h i ld 's  problems many changes occurred in  the
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fam ily  system . The p a re n ts  had to  reo rgan ize th e i r  l iv e s  and 
to  devote a l o t  o f t h e i r  tim e to  handling the c h i ld 's  needs. 

They had to  give up re c re a tio n a l and social a c t i v i t i e s  and 
i t  seems as i f  th e  c h i ld 's  problems and needs became the 

focus of t h e i r  l iv e s .  Such a s i tu a t io n  caused a p ile -u p  of 
s t r e s s o r s  since  a t  the same time many of the  p aren ts  had not 

y e t  overcome th e  i n i t i a l  c r i s i s  and were s tru g g lin g  with 
t h e i r  n a tu ra l tendency to  deny th e  s i tu a t io n ,  w ith g u i l t  
fe e l in g s  and general em otional d iso rg an iza tio n .

All th e  above-described  s t r e s s o r s  were r e la te d  to  the  

c h i ld 's  mental handicap . However, in  coming to  terms w ith 
mental handicap , th e  p a re n ts  s ta r te d  to  accommodate th e  idea 
t h a t  th e  c h i ld 's  s i tu a t io n  was not t im e -lim ite d , and th a t  

during  th e  coming y e a rs  th e  growing ch ild  would probably
c re a te  mare d i f f i c u l t i e s  and h a rd sh ip s . As a baby th e  fa c t
t h a t  th e  c h ild  development was abnormal was not no ticed  to 
such an e x te n t by the p a ren ts  and o th e rs . However, in  the  
long run th e  gap between th e  physical and mental development 
o f  th e  c h ild  became more and ro re  ev id en t, fo rc in g  th e  
p a re n ts  to  search fo r  a so lu tio n  su ita b le  to  the  c h i ld 's

The need to  search and th e  d i f f i c u l t i e s  Involved in  f ind ing  
an adequate so lu tio n  a t  each s tag e  of the c h i ld 's  develop­

ment -reused an a d d itio n a l on-going s t re s s  fo r the p a re n ts ,
as i t  reminded them again and again th a t  th e i r  c h ild  would 
a h  ays remain " d if f e r e n t" .

The f in d in g s  of the study reveal th a t  th e  conventional 
ten s io n s  r e s u l t in g  from th e  changes In th e  l i fe c y c le  of 

every fam ily , o r the  s tag es  in  th e  development of a ll  
c h i ld r  i ,  c re a te d  much more in ten se  s t r e s s  fo r  tne p aren ts  

who were in te rv iew ed , y e t  when they were ab le  to  accept 
t h e i r  c h i ld 's  sp ec ia l needs and could find  a s a t is f a c to ry  
so lu tio n  (a t r a in in g  c en tre  or a workshop), the whole fam ily
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f e l t  re l ie v e d  which enabled th e  developing of a mure 

p o s i t iv e  a t t i t u d e  towards the c h ild .

One of th e  im portan t i n  d ings of t h i s  study i s  the  strong  
dependence of th e  p a ren ts  o>. various kinds of p ro fe ss io n a ls  
and s e rv ic e s .  Although many |u s t  s tu d ie s  (Farbur, 1960, 
1968, 1975; Begab, 1963; Bayley, 1973; F eathers tone , 1980; 

G lendinning , 1983) have e s ta b lish e d  th a t  one of the  charac­
t e r i s t i c s  of fa m ilie s  of m entally  re ta rd ed  ch ild ren  i s  th e i r  

in te n s iv e  r e la t io n s h ip s  w ith so c ia l and h ea lth  s e rv ic e s , i t  
was s t r ik in g  to  confirm  how im portan t thes*  kinds of 
e x te rn a l re so u rces  were fo r th e  p a re n ts . I t  seems th a t  the 

degree to  which the p aren ts  could r e ly  on ex te rn a l resou rces 
played an im portan t p a r t  in  th e i r  a b i l i ty  to  cope with th e i r  
se r io u s  problem s. For the  p a ren ts  of th e  younger ch ild ren  
(and e s p e c ia lly  th -  m others who were qonera lly  much more
s a t i s f i e d  w ith the e x is t in g  se rv ic e s  and Li.“ p ro fe s s io n .!!s1 

a t t i t u d e s ) ,  th e  idea th a t  they could re ly  on such supi^ortiv® 
networks helped to  reduce th e  s t r e s s e s  and s t r a in s  r e s u ltin g  
from th e  in te n s iv e  burden of care  fo r th e  young m entally  

handicapped c h ild .

For th e  p a re n ts  o f the  o lder c h ild re n , who were le s s  

s a t i s f i e d  w ith th e  s e rv ic e s  In th e i r  communities and f e l t  
th a t  th e re  was a neeu lu r  more and b e t te r  school:;, day

c e n tre s  and i n s t i t u t i o n s ,  th e  fa c t  th a t  th e re  wore not 
s a t i s f a c to r y  so lu tio n s  fo r th e i r  growing ch ild ren  c rea ted  
a d d itio n a l s t r e s s  and w o rrie s , e sp e c ia lly  when th ink ing  and 
p lann ing  fo r  the c h i ld 's  fu tu re .  For example:
"I am w orried  about h is  fu tu re .  I f  he can stay  a t  th e  work­
shop i t s  O.K. b u t I know th a t  they are  going to  ask tie to
take  him o u t. Where to ?  I d o n 't  know, what we sh a ll do? I
c a n 't  t e l l ,  I only know th a t  i t  w orries ire a ll  the  time and 
1 am a f r a id  of th e  day . . .  " (Father of a twenty n ine year 
o ld  son).

✓a
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"I know th a t  when I am not here tny son w ill need c a re . What 

i s  he going to  do? I d o n 't  know , I d o n 't  l ik e  to  th ink  of 
t h a t .  I b e lie v e  in  God, he w in  help us" (Mother o f a twenty 
f iv e  yea r o ld  son).

I t  was q u ite  obvious th a t  th e  a v a i la b i l i ty  of ex te rna l 
reso u rces  helped th e  p a ren ts  to  develop in te rn a l resources 
and to  reduce th e  v u ln e ra b i l i ty  o f th e  whole fam ily . 
External re so u rces  included  support and help which the 
p a re n ts  could  ge t from r e la t iv e s ,  fr ie n d s  and neighbours. 

For th e  p a ren ts  of th e  younger c h ild re n , and e sp e c ia lly  the 
f a th e r s  who were s t i l l  in  an acu te  c r i s i s  s i tu a t io n ,  i t  was 
very d i f f i c u l t  to  m ain tain  t h e i r  so c ia l re la t io n s h ip s .  

As though they  had a g re a t need fo r so c ia l support and he lp , 
they  had d i f f i c u l t i e s  accep ting  i t  as a r e s u l t  of th e i r  
tendency to  avoid so c ia l co n ta c ts  and i s o la te  them selves.

"I th in k  th a t  our f r ie n d s  c a n 't  understand what i t  i s  to 
have such a c h i ld .  Some of them say 'Oh, what a burden i t  is  

fo r  you ' and I d o n 't  l ik e  i t "  (Mother of a th ree  y ea r old 
daugh ter).
"Most o f our f r ie n d s  a re  very h e lp fu l,  but we lo s t  some 
fr ie n d s  because of him- Sometimes we have tro u b le s  w ith the 
neighbours ' k id s .  They want to  play w ith h is  s i s t e r  but they 

do not come to  th e  house because of him" (fa th e r  o f a four 
y e a r  o ld son).

R esu lts  o f th e  study show th a t  w hile th e  p aren ts  of the  

younger ch ild re n  s t i l l  t r y  to  m aintain th e i r  social co n tac ts  
| in  s p i te  of the d i f f f c u l t f e s  they have to face when going to
j v i s i t  o th e r people or In v itin g  fr ie n d s  to  th e i r  home, th e

’ ! p a ren ts  o f th e  o ld e r  ch ild re n  seem to  have fewer expec ta -
t lo n s  from th e i r  f r ie n d s  and neighbours. They consider 

| them selves being "not so s o c ia l" . Such an a t t i tu d e  s t re s se s

J again  th e  re la t io n s h ip s  between ex te rn a l and in te rn a l
j re so u rc e s . The p a ren ts  o f th e  o lder ch ild ren  seemed to  re ly
j on in te rn a l ra th e r  than on ex te rn a l resources (so c ia l and



h e a lth  s e rv ic e s  and f r ie n d sh ip  r e la t io n s h ip s ) .  The fa c t  th a t  

they  had ceased to  be in  an acu te  c r i s i s  helped them to  
become more s e l f - r e l i a n t ,  and th e re fo re  le s s  dependent on 

e x te rn a l re so u rc e s . "We must always take him when we go, 
t h a t 's  why we d o n 't  go so much to  v i s i t  f r ie n d s .  We stay  a t 

home, watch T.V. We are  a very c losed  fam ily , you know" 

(F a th e r of a n in e teen  yea r o ld son).

The a b i l i t y  to  overcome the c r i s i s  s i tu t a t i o n ,  as a lready  

m entioned, r e ' i e s  not on ly  on the  u t i l i z a t io n  o f  e x is tin g  
and new e x te rn a l and in te rn a l  re so u rc e s . I t  seems th a t  the  

su b je c tiv e  percep tio n  of th e  c r i s i s  and the various kinds of 
s t r e s s o r  even ts  a lso  have an Impact on th e  process of c r i s i s  
recovery . S ub jec tiv e  percep tio n  of the s t r e s s o r  even ts and 

th e  c r i s i s  s i tu a t io n  was found to  be d i f f e r e n t  fo r  ro th e rs  
and f a th e r s .  R esu lts  o f the  p re se n t study a re  co n s is te n t 
w ith  fin d in g s  of some p a s t s tu d ie s  (F arber, 1968; Wolfens- 
b e rg e r , 1967; Cummings e t . a l . , 1966, Cummings, 1976).

Mothers seem to  be more v u lnerab le  than f a th e r s ,  i t  1s much 
h a rd e r fo r them to  accep t th e  d iagnosis and th e i r  emotional 

r e a c tio n s  a re  much more in te n se  and deep -sea ted . But, the
c r i s i s  they face  i s  no t only the " tra g ic "  one (F arber, 1960).
The n a tu re  of th e  c r i s i s  th a t  th e  irothers have to  face
Involves th e  need fo r ro le  reo rg a n iz a tio n , and th e i r  c r i s i s  
re s o lu t io n  I s  dependant on th e  a b i l i ty  to  cope w ith the
burden of ca rin g  fo r  a m entally  handicapped c h ild  w ithout 

g iv ing  up o th e r l i f e  d u tie s  and a c t i v i t i e s .  As a r e s u l t  of 
t h e i r  su b je c tiv e  percep tio n  of the  s t r e s s o r  even t, the 
m others who p a r t ic ip a te d  in  t h i s  study were found to  be more 
w orried  than f a th e rs  about th e  impact of th e  c h ild  on family 
in te r r e la t io n s h ip s  and on the s ib l in g s .  The mothers of the 

younger ch ild re n  seemed to  be much more o p tim is tic ,  or 1n 
o th e r  words, le s s  r e a l i s t i c .



By devoting a l o t  of t h e i r  tim e and energy to t h e ' ch ild  
th e se  mothers expected a s ig n i f ic a n t ,  dram atic change in h is  

s i t u a t io n .  The growing c h i ld ,  although s t i l l  very much 

dependant on h is  mother seemed to  put le s s  s t r a in  on h e r . 
The experienced , le s s  hopeful mother of an o lder ch ild  was 

ab le  to  develop a more r e a l i s t i c  approach to h is  s i tu a t io n .  
Such an approach c rea ted  a more p es s im is tic  a t t i tu d e  towards 
th e  c h i ld  but a t  th e  same tim e helped to  reduce th e  s t r e s s  
caused by th e  need b> respond to  the on-going spec ia l needs 
o f the growing c h i ld .

"In th e  f i r s t  two yea rs  I re fu sed  to  accept th a t  something 
might be wrong. Sometimes I f e l t  th a t  I could k i l l  myself 
and th e  c h i ld .  When th e  doctor to ld  me th a t  I have to  do 

something fo r  her we s ta r te d  to  ask, a ll  over, what can be 
done fo r  h e r, b u t nobody helped us. At th a t  time she was not 
moving and i t  was e a s ie r  to  manage h e r . Now you have to
watch her a l l  th e  time when she i s  a t  home. In th e  day
c e n tre  she has improved a l o t ,  but s t i l l  I fee l th a t  our 

whole a t t i tu d e  to  i . t 'e  changed because of h e r. I am w orried 
about her fu tu re "  (Mother of a fou r y ea r old daugh ter).
"The f i r s t  yea rs  were hard because of my husband. He could 
n o t accep t i t .  I was fo r ty  seven y ears old when th e  ch ild  
was born and my husband sa id  th a t  we are  too o ld . Then, when 
he heard th a t  the c h ild  was n e n ta lly  re ta rd ed  I t  was too
much fo r  him. I a lso  could not b e liev e  I t  and I used to  send 
him to  p r iv a te  le sso n s  and to  a normal nursery schoo l. Until 
he was ten  and h is  h e a r t  was opera ted  on, he was always very 
s ic k .  When he s ta r te d  to  go to  a t r a in in g  cen tre  I always 

had the fe e lin g  th a t  they  were not doing enough fo r him. I 
always f e l t  th a t  th e re  must be a b e t te r  school. But, when he 
was th e re  he Improved a l o t .  My daughter and I accepted him 
f o r  what he was. We mted to  take  him with us to  sing  In the 

church c h o ir and he enjoyed I t  very much. But, fo r  my
husband I t  remained a problem, he c o u ld n 't accept i t .  He 
wanted to  put him in  a "home", but I f e l t  th a t  I co u ld n ’t  

leav e  him alone" (Mother of a twenty two y ea r o ld son).



As with some o th e r prev ious s tu d ie s  (W olfensberger, 1967; 
Cummings, 1976) th e  fin d in g s  of t h i s  study reveal some 
d if fe re n c e s  between m others ' and f a th e r s ' su b je c tiv e  percep­
t io n  of th e  c h i ld 's  s i tu a t io n  and I t s  e f f e c t  on th e  fam ily. 
A lthough as a lready  mentioned th e  rea c tio n s  of most o f the 
p a re n ts  In d ic a te d  th a t  a c r i s i s  s i tu a t io n  was unavoidable, 
fo r  the fa th e r s  th e  c h i l r i ’i  problem c rea ted  a "value 
c o n f l ic t "  (F arber, 1968). Accepting the d isab led  ch ild  was 
c o n tra ry  to  th e i r  ex p ec ta tio n s and v a lues . I t  was even 
h a rd e r when th e  m entally  re ta rd ed  o ffsp rin g  was a male. 
However, fa th e rs  were ab le  to  develop a more remote and 
o b je c tiv e  a t t i t u d e  to  th e  s i tu a t io n .  Such an a t t i tu d e  
enabled them to  co n tro l th e i r  emotional re a c tio n s  and 
develop a more r e a l i s t i c  approach.

The changes in th e  f a th e r s 1 l i f e s t y l e  were r ,i t  so marked as 
fo r  th e  m others. t< i le  th e  irothers in most cases were the 
main c a r r i e r s  o f th e  burden r e s u l t in g  from th e  c h i ld 's  
sp e c ia l needs, the  fa th e rs  spen t many hours o u ts id e  the 
house and th e i r  task  as breadw inners enabled them to  "run 
away" from m n y  o f  th e  h ardsh ips  caused by th e  c h i ld 's  
s i tu a t io n .  Day-to-day d i f f i c u l t i e s  kept th e  mothers busy 
s tru g g lin g  to  m ain tain  th o i r  d if f e r e n t  ro le s  d esp ite  the 
time-demanding care  of a m entally  handicapped c h i ld .  The 
f a th e r s ,  however, w hile developing a r e a l i s t i c  approach and 
a g re a te r  a b iH t?  to  co n tro l t h e i r  emotional re a c tio n s ,  were 
found to  be more fu tu re -o r ie n te d ,  than th e  m others.

In coining to  term s w ith th e  c h i ld 's  s i tu a t io n  th e  fa th e rs  
f e l t  "the burden" of r e s p o n s ib i l i ty  fo r th e i r  c h i ld 's  fu tu re . 
They were w orried  ahouc the lim ited  o p p o rtu n itie s  to  fin d  a 
s a t i s f a c to r y  so lu tio n  which would meet tho c h i ld 's  needs and 
a t  the same tim e minimize th e  value c o n f l ic t  fo r  them selves. 
"I hope th a t  one day he w ill  be ab le  to  work vid n ine h is  
own l iv in g .  I h a te  the  Idea th a t  he w ill spend tno r e s t  of 
h is  l i f e  in  a ' homo1 del rig no th ing" (Father of a twenty one 
yea r o ld son ).



"Maybe, she w ill g e t m arried one day, you never know . . . "  
(F a th er of a seventeen y ea r o ld  daugh ter).

Thus, the  fa th e rs  were more aware than mothers o f the  
p r a c t ic a l  problems which th e  c h ild  caused fo r the  fam ily a t 
each s tag e  of h is  development. This p ra c tic a l a t t i tu d e  
enabled  them to  look forw ard and plan fo r  the fu tu re .  The 
m others ' main w orries  in  regard  to  the c h i ld 's  Impact on the 
whole fam ily c(.r>centrated around c u rre n t fam ily I n te r ­
r e la t io n s h ip s  and spec ia l needs of p a r t ic u la r  fam ily members.

D iffe ren ces between m others' and f a th e r s 1 su b je c tiv e  percep­
t io n  of th e  n a tu re  of th e  c r i s i s  (x) probably has i t s  impact 
on th e  p ile -u p  of s t r e s s o r  events fo r  each p a ren t (aA) and 
th e  a b i l i ty  to  use e x is tin g  and new In te rn a l and ex te rna l 
reso u rces  (bB). However, th e  research  fin d in g s reveal th a t  
b eside  th e  abovementioned d iffe ren ces  some of the p a re n ts ' 
re a c tio n s  were s im ila r .  I t  seems th a t  th e re  was a general 
"agreem ent" between p a ren ts  (a lthough In terview ed sep a ra te ly ) 
to  avoid exp ressing  extreme Ideas or fe e lin g s  which might be 
c o n tra ry  to  th e  ideas  or f e e lin g s  of th e  spouse.

O v era ll, th e  second phase rep re se n ts  a new stage  in the 
process  of ad ap ta tio n  which s t a r t s  w ith th e  t r i a l  of 
recovering  from th e  i n i t i a l  c r i s i s  and a t  th e  same time 
overcoming new s t r e s s o r  events caused by th e  "normal" and 
unique changes in  th e  development of the m entally  handi­
capped c h i ld .  The dynamics o f  th e  fam ily ’s a b i l i ty  to  
u t i l i z e  e x is tin g  re so u rces  and to  c re a te  new ones which w ill 
meet th e  new s t r e s s o r s ,  and changes in basic  a t t i tu d e s  to 
th e  c r i s i s  and i t s  outcomes, lead  tc  the  development of 
adequate coping p a t te rn s .  The recovery from th e  I n i t i a l  
c r i s i s  and th e  development o f coping p a tte rn s  should be 
considered  as a fu r th e r  step  towards ad a p ta tio n . However, 
th e  m ix ture  o f  th e  dominant m o tio n a l re a c tio n s  ty p ica l of 
t h i s  s tag e  (angor, d isappoin tm ent, g u i l t  fe e lin g s ,  d e n ia l ,
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resentm ent and ag g ressio n ) underscores the s ig n if ic a n c e  of 
t h i s  in te rm ed ia te  phase in  th e  developing process from the 

i n i t i a l  c r i s i s  s i tu a t io n  towards a c e r ta in  degree of adap ta-

6 .4 .3  Phase I I I  Adjustm ent o r accep tance (xX)

During th e  second phase, when th e  p aren ts  s t a r t  to  overcome 

th e  i n i t i a l  c r i s i s  they r e a l iz e  th a t  the c h i ld 's  problem is  
n o t tim e-H m lted  and th a t  fn o rd e r to cope w ith i t  some 

b a s ic  changes in  th e  fam ily system a re  needed. 
R eorganization  of r o le s ,  changes in  fam ily ex p ec ta tio n s and 

values and In  the re la t io n s h ip s  w ith the o u ts id e  world 
f a c i l i t a t e  th e  growth o f coping p a t te rn s .  "Coping Includes 
both th e  behavioural responses of fam ily members as well as 

th e  responses of th e  fam ily u n i t  in  on attem pt to  manage the 
s i t u t a t i o n .  Moreover, coping i s  th e i r  a b i l i t y  to  acqu ire  and 
use the re so u rces  needed fo r  fam ily adap ta tion"  (P a tte rso n  
and McCubbin, 1983, p .30 ). The development of coping

p a tte rn s  has a lread y  been described  in  p a s t s tu d ie s  as
c re a tin g  some changes in  th e  l i f e s t y l e  of those fam ilie s
(D arlin g , 1979; P a tte rso n  and McCubbin, 1983). When summing 
up p a re n ts ' re a c tio n s  to  th e  d i f f e r e n t  Issues  which were
Included in  th e  resea rch  to o ls  i t  became q u ite  c le a r  that, a 
unique l i f e s t y l e  develops in  tho fam ily as a r e s u l t  of 

p a re n ts ' a ttem p ts  to  cope w ith a long-term  phenomenon lik e  
mental r e ta rd a t io n .

Moreover, th e  v arious coping p a tte rn s  were found to  be 

lin k ed  se q u e n tia lly  to  each o th e r .  Each coping p a tte rn  
seemed to  have i t s  impact on o s p e c if ic  aspect of l i f e s t y l e .  
Summing up th e se  v arious s p e c if ic  aspec ts i l lu m in a te s  the  
unique l i f e s t y l e  which ty p ic a l ly  develops In fa m ilie s  o f a 
m entally  handicapped c h i ld .  The impact o f the development of 

coping p a tte rn s  on l i f e s t y l e  c h a ra c te r i s t ic s  in fa m ilie s  of 
m en tally  handicapped ch ild re n  i s  i l l u s t r a t e d  in  F igure 4.



Coping p a t te rn s  l i f e s t y l e  c h a ra c te r i s t ic s

1. The development o f a 
r e a l i s e  approach to  
th e  s i tu a t io n .

General p e ss im is tic  and 
m elancholic a t t i tu d e  to  
l i f e  -  "Chronic Sorrow"

2. Awareness of the  Impact 
o f th e  c h i ld 's  problem 
on th e  fam ily as a 
whole.

In te n s if ie d  fam ily in te r -  
r e la t ic n s h ip s .  Concern 
fo r  the  w ell-being  o f  
each fam ily member.

si/
3. R eorganization  of ro le s  

and d iv is io n  of labour 
in  o rder to  meet 
fa m ily 's  sp ec ia l needs.

M odification  in  family 
a c t i v i t i e s  and goals as a 
r e s u l t  of the  burden of 
increased  ta sk s  and 
commitments.

,
4. M aintaining so c ia l 

support and u t i l i z a t i o n  
o f su pportive  networks 
adequately  fo r  the 
c h i ld  and fam fly 's  
spec ia l needs.

" >

'■•-•pendency on ex ternal 
re so u rc e s . L im ita tions on 
geographical and soc ia l 
m o b ility . Tendency to  
become a c lo sed  u n ft.

6 . Developing fu tu re -  
o r ie n ta t io n .  Planning 
and tak in g  p ra c tic a l 
s tep s  fo r  the c h i ld 's  
fu tu re .

—>
A rres t in  fam ily l i f e ­
c y c le , sep ara tio n  
d i f f i c u l t i e s .

4i The impact o f th e  development of coping p a tte rn s  on th e  
l i f e s t y l e  of fa m ilie s  w ith a m entally  handicapped c h ild .
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The development of coping p a tte rn s  and th e  changes in  fam ily 
l i f e s t y l e  can be seen as an attem pt of th e  fam ily system to 

c re a te  new balance In o rder to  r e s : ,id to  th e  c h i ld 's

sp ec ia l needs and a t  th e  same tim e to  keep the fam ily u n it
fu n c tio n in g . McCubbin and P a tte rso n  (1982) use P ia g e t 's  

concepts of co g n itiv e  development to  describe  th ree
ad d itio n a l p rocesses which help  th e  family to  c re a te  and to 
m ain tain  a new balance , o r In o th e r words to adapt to  the  
s i tu a t io n .  F i r s t ,  th e  fam ily has to  a s s im ila te  new

experiences or demands r e s u l t in g  from the s i tu ta t io n  c rea ted  
by having a m entally  handicapped c h i ld .  "A ssim ilation  
in v o lv es  making th e  "new" demands f i t  e x is tin g  fam ily 
s t ru c tu re  and fun c tio n in g "  (McCubbin and P a tte rso n , 1982, 
p .42 ). L a te r on, the fam ily accomodates to th e  demands by 
changing i t s  dynamics to  n ' t  to  th e  new s i tu a t io n .  "A 

fa m ily 's  e f f o r t  to  balance a s s im ila tio n  and accommodation is  
no t a c le a r - c u t  course of a c tio n  with p re d ic ta b le  c o n f l ic t -  
f r e e  outcomes. Because th e  fam ily faces  a h^st of competing 
a l te r n a t iv e s  in  what i t  a s s im ila te s  and how i t  accomodates, 

each o f which b rin g s  on ad d itio n a l h ardsh ips , th e  b e s t 
so lu tio n  is  l ik e ly  to  be a d i f f i c u l t  one invo lv ing  the 
process o f fam ily compromise" (McCubbin and P a tte rso n , 1982, 
p . 42).

I t  seems from th e  s tu d y 's  r e s u l t s  th a t  the sequen tia l coping 
p a tte rn s  (described  in  f ig u re  4) re p re se n t th e  p a re n ts ' 
e f f o r t  to  accomodate to  the a ss im ila ted  new demands forced  
upon them by th e  c h i ld 's  s i tu a t io n .  The changes In the l i f e ­
s ty le  of the fam ily can bo seen as a compromise which 
f a c i l i t a t e s  tho m aintenance of a balance in  the  fa m ily 's  
l i f e .  This now balance may perhaps f a c i l i t a t e  movement to 

o th e r  coping p a t te rn s ,  b u t t h i s  must remain only a susp icion  
s in ce  tho fin d in g s of t h i s  study provide no d ir e c t  evidence 
in  t h i s  re sp e c t.  F ind ings of th e  study in d ic a te  th a t  the  
a b i l i t y  of the p a re n ts  to  develop a r e a l i s t i c  approach is  
connected to  a c e r ta in  degree of acceptance and understand­
ing of th e  n a tu re  of th e  c h i ld ’s problem (a s s im ila tio n ) .
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In s p i te  of th e  new r e a l i s t i c  approach, r e s u l ts  cf th e  study 
show how hard i t  was fo r th e  m ajo rity  of the p aren ts  to  

a s s im ila te  th e  p o s s ib i l i ty  of th e  c h i ld 's  problem having 
g re a t Impact on th e  whole fam ily . However, such an approach 

at. l e a s t  f a c i l i t a t e d  a b e t te r  understanding  of the  s i tu a t io n  
and I t s  in f lu en ces  on th e  fam ily u n it  and each of i t s  

members.

The p a re n ts ' a b i l i t y  to  r e a l i s t i c a l l y  a s s im ila te  th e  c h i ld 's  
problem was found a lso  to  in flu en ce  th e i r  a t t i tu d e  to  th 

o u ts id e  w orld . Ihe b e t te r  ad ju sted  (or more accep ting ) 
p a re n ts  f e l t  more accepted by o th e rs  ( r e la t iv e s ,  fr ie n d s  and 
neighbours) and l e s s  dependant upon them (se rv ic e s  and 
p ro fe s s io n a ls ) .

A ssim ildv.ng th e  meaning of th e  c h i ld 's  problem and I t s  

I r r e v e r s ib i l i t y  in fluenced  p a re n ts ' general a t t i tu d e  to  the 
fu tu re .  P lanning fo r  th e  fu tu re  was found to  be more common 
among th e  b e t te r  ad justed  p a ren ts  (mainly th e  p aren ts  of the 

o ld e r  c h ild re n ) .  However, tak ing  p ra c tia l  p lanning steps 
scvnied to  c re a te  o b je c tiv e  and su b je c tiv e  d i f f i c u l t i e s  fo r 

th e  m ajo rity  of th e  p a ren ts  who p a r tic ip a te d  in  th e  study. 
The o b je c tiv e  d i f f i c u l t i e s  r e s u l t  from th e  lack of adequate 
f a c i l i t i e s  fo r  m entally  handicapped a d u lts .  The su b jec tiv e  

p a ren ta l h e s i ta t io n s  when planning fo r  the  c h i ld 's  fu tu re  
w ill  be exp lained  fu r th e r  on, in  r e la t io n  to  l i f e s ty l e  

c h a r a c te r i s t ic s .

As a lready  m entioned, th e  development of a r e a i i s t f c  
approach to  the c h i ld 's  proh’ sm was found to  in fluence  
p a re n ts ' a b i l i t y  to  rccognizc the p o s s ib i l i ty  of I t s  impact 

on the whole fam ily .

The degree to  which the r e a l i ty  of th e  problem was ass im i­
la te d  in fluenced  p a ren ta l ex p ec ta tio n s rrom th e  ou tside  
world and th e i r  a t t i tu d e  towards th e  fu tu re .  R eorganization 
of ro le s  w ith  i t s  accompanying d iv is io n  of labour (coping



p a t te rn  No. 3 in  f ig u re  4) rep re se n ts  the  p rocess of paren­
ta l  accomodation to  th e  a lready  ass im ila ted  changes and 

demands. Changing ov fam ily dynamics, reo rg an iza tio n  of 
ro le s  and th e  new a t t i tu d e  tow ards l i f e  goals 
accord ing  to  th e  s tu d y 's  r e s u l t s ,  to  have a strong  ii . >n 

th e  n a tu re  of the l i f e s t y l e  o f th e  p a re n ts . The uniqueness 
of p aren ta l l i f e s t y l e  was found to  develop p a ra lle l  to  the 

process o f ad a p ta tio n , and was a lso  in fluenced  by the 
s p e c if ic  asp ec ts  i f  th e  c h i ld 's  d i f f e r e n t  developmental 
stage-s and th e  fam ily l i f e c y c le .

The d iffe re n c e s  in  a t t i tu d e s  and views of the p aren ts  of the  
younger ch ild re n  (age 2 -6 ) and the p aren ts  of o ld e r  ones 

(age 16-30) in  regard to  the  various su b jec ts  which were 
s tu d ie d  in  t h i s  research  stu d y , h ig h lig h t the b a s ic  assump­

t io n  about the d if f e r e n t  stag es  (or phases) in  the  process 

o f  p aren ta l ad a p ta tio n .

The fin d in g s  c le a r ly  reveal th a t  among the p a ren ts  of the 

younger ch ild re n  some were s t i l l  in  an acu te  c r i s i s  s i tu a ­
t io n .  These p a ren ts  had not y e t  a ss im ila te d  the fu l l  meaning 

o f the  c h i ld 's  problem and s t i l l  expressed hopes th a t  the 
c h ild  would be cured.

T h e ir o p tim is tic  a t t i tu d e  to  th e  s i tu a t io n  enabled them to  

r e j e c t  any d iffe re n c e s  in th e i r  l i f e s t y l e  when comparing 
them selves to  fa m ilie s  w ithout a m entally  handicapped ch ild . 
As they s t i l l  did not a s s im ila te  th e  fu l l  meaning of the  
c h i ld 's  problem they could  not s t a r t  the  process o f accomo­
d a tio n  to  the new demands.
The c h i ld ’s fu tu re ,  fo r  example, d id not rep re sen t any 
sp ec ia l pr^Mems fo r  th e se  p a ren ts  as they be lieved  th a t  the  
ch ild  would reco v er. N everthe less , in  the group of th e  

p a ren ts  o f th e  younger ch ild ren  th e re  were p aren ts  whose 
re a c tio n s  were ty p ic a l of th e  second phase in  the process of 
ad ap ta tio n  (mainly the p a ren ts  of the o lder of th e  younger 

c h ild re n ) .
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The f a c t  th a t  t h e i r  ch ild  (age 6-6) could not be considered 

a baby any more streng thened  th e i r  a lready  changing a t t i tu d e  
to  th e  s i tu a t io n .  Now they were experiencing  the d i f f i c u l ­

t i e s  and hardsh ips of th e  growing ch ild  to  6 g re a te r  ex te n t,  
and in  t h e i r  e f f o r t  to  cope they had to  "pay the p rice"  by 

changing th e i r  l i f e s t y l e  (m od ification  in  a c t i v i t i e s ,  
red u c tio n  of f re e  tim e, e t c . ) .  At t h i s  s tag e , i t  was s t i l l  
h ard  fo r  th e  p aren ts  to  accept the  Impact of the c h ild  on 
th e  whole fam ily or to  accept th a t  th e i r  fam ily had special 
problems or needs because of the m entally  re ta rded  c h ild . 

However, they  had to  admit th e  d iffe ren ces  in day-to-day 
l i f e  when comparing them selves to  fam ilie s  w ithout a 
m entally  handicapped c h ild .

Y et, th e se  p a ren ts  s t i l l  be lieved  th a t  in  the long run they 
would be ab le  to  m ain tain  th e i r  fam ily l i f e  w ithout the need 
to  modify th e i r  a c t i v i t i e s ,  so c ia l re la t io n s h ip s ,  goals or 
e x p e c ta tio n s .

"There a re  no d iffe re n c e s  a t  a l l .  We are  more to g e th e r maybe
than  o th e r fa m ilie s "  (Father of a two year o ld son).
"For my w ife I t  c rea ted  a l o t  of s t r a in .  She had to  put
a sid e  a lo t  o f her a c t i v i t i e s  because you must watch her and 

he lp  her more than w ith  a normal c h ild . She a lso  c a n 't  go to
a normal school . . .  A f r ie n d  l e f t  us because of her, I w ill
n o t co n sid er him a rea l f r ie n d ; b u t I must admit th a t  I am 
q u ite  an is o la te d  person and I used to  be so before her"
(F a th er of a fiv e  y ea r o ld daugh ter).
"There are  not too many d iffe re n c e s  in our d a lly  l i f e .  I 
have to  devote a l o t  of time to  him but I d o n 't  mind because
I can see th a t  he ,-ips and I am sure th a t  he w ill be
f in e .  He i s  not p h y s ica lly  handicapped so th e re  are  no 

sp ec ia l needs" (Mother of a th ree  year old son).

The f a c t  th a t  p a ren ts  o f young m entally  handicapped ch ild ren  
make an a ttem p t to  m ain tain  the "normal" appearance of
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fam ily  l i f e s t y l e  and to  avoid changes in  day-to-day l i f e  as 
much as p o s s ib le ,  has a lready  be. o mentioned In some p ast 
s tu d ie s  (Hewett e t . a l . , 1970; Birenbaum, 1970; Voysey, 
1975), The fin d in g s of th i s  study s tro n g ly  support th is  
c o n te n tio n . Although Birenbaum (1970) no tes th a t  p a ren ts  may 
be unable to  continue th is  "normal appearing round of l i f e "  
when the re ta rd ed  ch ild  reaches adolescence or adulthood, 
r e s u l t s  of t h i s  study in d ic a te  th a t  even fo r  the p a ren ts  of 
th e  o ld e r ch ild ren  i t  was ’S t i l l  hard to  admit th a t having 
such a c h ild  c rea ted  a problem fo r  the whole fam ily : the 
tendency to  focus on the c h i ld ,  and define the problems by 
r e f e r r in g  f i r s t  and forem ost to  h is  spec ia l needs, was 
g e n e ra lly  m ain tained .

Y et, when comparing th e  re a c tio n s  of th e  p aren ts  of the 
o ld e r  ch ild re n  with th e  younger ones, i t  becomes q u ite  c le a r  
t h a t  the former ones had a lready  reached a fu r th e r  stage  in 
th e  p rocess of ad ap ta tio n . This s i tu a t io n  enabled the 
e s ta b lish m e n t of coping p a tte rn s  needed In o rder to  a d ju s t 
to  th e  m entally  re ta rd ed  c h i ld ’s spec ia l problems and needs. 
However, as a lready  m entioned, th e  changes in day-to-day 
l i f e  which were e s s e n tia l  in  order to  accomodate to  th e  new 
demands, had in  the long ru n , an alm ost unavoidable impact 
on th e  l i f e s t y l e  of th e  fam ily . The unique l i f e s ty l e  which 
was found to  develop over th e  yea rs  should th e re fo re  be seen 
as p a r t  of th e  process of fam ily compromise (McCubbin and 
P a tte rso n ,  1982) which, a f t e r  a l l , f a c i l i t a t e d  p a re n ts '
a b i l i t y  to  a d ju s t to  o r accep t th e i r  ch ild  and h is  problem.

As a lready  mentioned, th e  gap between th e  c h i ld 's  mental 
lev e l and h is  physical appearance became more and more 
obvious as he grew o ld e r . Thus, i t  c rea ted  a p ile -u p  of 
a d d itio n a l s t r e s s  fo r the  p a ren ts  of ado lescen ts and young
a d u l ts .  Moreover, a f t e r  many yea rs  of re a r in g  th e  c h ild  and
coping w ith p a s t developmental and sp e c if ic  hardsh ips caused 
by him, th e  p a ren ts  seemed to  fee l much more competent when 
fac in g  th e  problems of th e  m entally  re ta rd ed  ado lescen t or 
young a d u lt .

,



I t  th e re fo re  seems from th e  research  study r e s u l t s  th a t  many 
o f the p a ren ts  of the o lder ch ild ren  almost "forgot" what i t  
means not to  have such a c h i ld .  They were no longer su r­

p r is e d  when rep ea ted ly  confronted  w ith new problems, almost 
expecting  such events to  occur. Such an a t t i tu d e  helped them 
to  b e t te r  a ccep t th e  p o s s ib i l i ty  th a t  the whole family w ill 
have d i f f i c u l t i e s  as a r e s u l t  of th e  c h i ld .  T heir a t t i tu d e  
t o  the o u ts id e  world can a lso  be seen as a "compromise", as 
t h e i r  r e a l i s t i c  approach led  them to  seek fu tu re -o r ie n te d  

h a b l l f ta t io n  programmes, a lthough th e i r  ex p ec ta tio n s a f te r  
many yea rs  of in te n s iv e  re la t io n s h ip s  w ith se rv ic e s  and 
p ro fe s s io n a ls  tended to  be low. Sustain ing  social con tac ts  
seemed to  c re a te  many more d i f f i c u l t i e s  fo r the  p aren ts  of 
th e  o ld e r c h ild re n ,  e s p e c ia lly  w ith f r ie n d s .  With regard  to 
fam ily and neighbours, th e  fa c t  th a t  more "reaching out" was 
done by th e se  people helped th e  p aren ts  to  veel more 
accepted  and to  m ain tain  th e  c o n ta c ts . Yet, to  a c e r ta in  
degree many of th e se  p a ren ts  f e l t  s o c ia lly  is o la te d ; b u t as 
i t  had become such an e s ta b lish e d  p a tte rn  of l i f e s ty l e ,  they 
tended to  d efin e  them selves "as not so so c ia l" .

Among th e  marked d if fe re n c e s  between the re a c tio n s  of 
p a ren ts  o f younger and o lder ch ild ren  was th e i r  a t t i tu d e  to  

th e  fu tu re .  As was expected , the p aren ts  of the o ld e r c h ild ­
ren  were much more fu tu re -o r ie n te d  and th e i r  main concerns 

were re la te d  to  th e  c h i ld 's  fu tu re .  However, i t  was s tr ik in g  
to  f ind  t h a t  even th e  m ajority  of th e  p aren ts  of th e  older 
ch ild re n  d id no t (when in terv iew ed) have any sp e c if ic  plans 
fo r  the  c h i ld 's  fu tu re  n e i th e r  had they taken arty p ra c tic a l 
s te p s  in  t h i s  regard . Moreover, th e  idea th a t  th e  "ch ild" 

would stay  w ith them u n til  they pass away was q u ite  common, 
and the a r r e s t  in  th e  fam ily l i f e c y c le  (Farber, 1968) which 
avoided " the  empty n e s t"  probably helped some of these 
p a re n ts  to  m ain tain  th e i r  m arita l r e la tio n s h ip .  In such
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ca s e s ,  keeping the young ad u lt  a t  home served f i r s t  and 
forem ost th e  p a re n ts ' needs, and was not n e c e ssa r ily  prim a­
r i l y  in  th e  i n te r e s t s  o f the  young a d u lt .  At t h i s  stage the 

unique l i f e s t y l e  c h a ra c te r i s t ic s  were so well e s ta b lish e d  
th a t  s e p a ra tio n , maybe, seemed to  be too much of a th r e a t  to  
th e  a lready  achieved balance.

"Yes, th e re  a re  d iffe re n c e s  in  our l i f e  but I d o n 't  know I f  
I t  Is  because of him. We 11 ve In a big house w ith a big 

yard  and we a re  more l ik e  a community than a fam ily . Each 
one has h is  a c t i v i t i e s  and the p lace  i s  big so each one has 
h is  c o rn e r. We h a v e n 't gone on a vacation  fo r a long time 
and we a re  too  busy to  get o u t o f th e  house. We have become 
much c lo s e r  to  each o th e r , e sp e c ia lly  me and my w ife . I t  
en riched  our fam ily l i f e .  Sometimes I th ink  th a t  we were 
chosen to  r a i s e  t h i s  ch ild "  (F ather of a twenty th ree  year 
o ld  son ).

"I h a v e n 't  taken any p ra c tic a l s tep s  y e t .  Maybe i f  my 
husband d ie s  or something happens to  ire, but I r e a l ly  c a n 't  
th in k  of i t  now" (Mother of a twenty s ix  yea r o ld son). 
"Sometimes I th in k  about the fu tu re .  Now th a t  we have become 
o ld e r  and my wife i s  not fe e lin g  so well I worry what w ill 
happen to  him. I know th a t  th e  ch ild ren  w ill take care  of 

him. I  know th a t  I d o n 't  want to  put him in a 'hom e'. He 
w ill  s tay  w ith us -  t h i s  i s  nv plan" (Father of a twenty two 
y e a r  o ld son).

The re a c tio n s  of the  p aren ts  of th e  o lder c h ild re n , already  
d esc rib ed , stren g th en s th e  con ten tions of some o th e r 
re se a rc h e rs  about th e  su b -stag es of acceptance (S lacher, 
1984), o r th e  d iffe re n c e s  in  le v e ls  of ad ap ta tion  which may 
be found amoung th e se  f a m ilie s .

B lacher (1984) emphasizes th e  v a r ia tio n  1n th e  tim ing , 
d u ra tio n , and behavioural c h a r a c te r i s t ic s  of the s tage  of 

ad a p ta tio n . Turnbull and Turnbull (1978) s t r e s s  the  l ife lo n g



need to  make con tinua l adjustm ent to  having a m entally  

handicapped c h i ld .  Olshansky (1962) and W lkler e t . a l . 
(1981), when m entioning the "chronic sorrow", lend w eight to 
th e  co n ten tion  th a t  even the p a ren ts  whose behav iou r and 

a t t i tu d e s  show a c e r ta in  degree of ad justm ent to  the  
s i tu a t io n  "pay the p r ice"  em otiona lly . The f in d in g s of th is  
study are  c o n s is te n t w ith th i s  theo ry . The o ld e r p aren ts  
were found to  have a much more p e s s im is tic , m elancholic 

a t t i tu d e  to  l i f e .  The sad atmosphere which was experienced 
during  th e  in te rv iew s seemed to  r e f l e c t  common paren tal 
em otional re a c tio n s .

When d iscu ss in g  the d iffe re n c e s  In p a re n ts ' a b i l i ty  to  reach 

a c e r ta in  degree of ad a p ta tio n , two Im portant fa c to rs  must 
be kep t in  mind.

I .  The uniqueness of each fam ily . In s p i te  of the  common 
behaviour c h a r a c te r i s t ic s ,  a t t i tu d e s  and reac tio n s  which 
have been described  by many re sea rch e rs  as ty p ica l of 
p a re n ts  o f a m entally  handicanped c h i ld ,  i t  I s  Im portant 

to  be aware of th e  fa c t  th a t  each p aren t 1s an in d iv i­
dual and h is  re a c tio n s  a re  Influenced  by h is  p e rso n a lity , 
h is  p a s t experiences and h is  fu tu re  ex p e c ta tio n s . The 

In d iv id u a l i ty  of each fam ily member and the combination 
o f  these  In d iv id u a ls  in to  a fam ily system a lso  c o n tr i ­
bu te  to  v a r ia tio n s  which could be found in  paren tal 
re a c tio n s  to  having a m entally  re ta rd ed  c h ild .

I I ,  C hild  and fam ily c h a r a c te r i s t ic s .  The impact o f ch ild  

and fam ily c h a ra c te r i s t ic s  on paren ta l reac tio n s  and 
a t t i t u d e s  to  having a m entally  handicapped ch ild  has 

a lready  been d iscussed  In previous chap ters w ith regard  
to  th e  v arious su b je c ts  included in  th i s  study . Taking 
a l l  f a c to rs  In to  account, the c h i ld 's  age 1s the most 
im portan t fa c to r  in  determ ining the degree of p aren ts  
ad a p ta tio n . The dynamic approach which was u t i l i z e d  in



t h i s  study enabled c la r i f i c a t i o n  of the  na tu re  of the 
p ro cess  of ad a p ta tio n , stren g th en in g  the r e la tio n sh ip  

between the c h i’i d 's  stage  of development and fam ilia l 
phases in  t h i s  p ro cess . D ifferences in  p a re n ts ' a t t i ­
tu d e s , in  regard  to  th e  various su b jec ts  were a lso  found 
to  be re la te d  to  the  c h i ld 's  sex and th e  s e v e rity  of h is  
handicap .
I t  seems th a t  th e se  f a c to rs  have an impact e sp e c ia lly  on 
p a re n ts ' re a c tio n s  to  th e  i n i t i a l  c r i s i s  wh'n they f i r s t  
l e a r n t  about th e  c h i ld 's  problem. The f in d ^ g s  of t h i s  

study  about the impact of socioeconomic s ta tu s  and level 
o f  educa tion  on p a ren ta l rea c tio n s  to  having a m entally 
handicapped chMd are  gene ra lly  s im ila r  to  th e  r e r s u l t s  
o f p rev ious s tu d l- 's  (T izard  and Grad 1861; F arber, 1960, 
1968, 1975; Begab, 1963; K urtz , 1977; Chinn e t . a l . ,  1978; 

Drew e t . a l , 1984).

However, f in d in g s In regard  to  the  impact of p a re n ts ' 
r e l ig io u s  background on th e i r  re a c tio n s  were not always 

c o n s is te n t  w ith tho few p a s t s tu d ie s  which have d e a lt 
w ith  t h i s  is su e  (Zuk, 1959). U nfo rtunately , as a r e s u l t  

o f th e  small sample, fu r th e r  a n a ly s is  on th e  i n t e r ­
re la t io n s h ip s  between more than two v a riab le s  could not 
be done. Such a n a ly s is  could perhaps exp la in  some of the  
abovementioned d iffe re n c e s  between th i s  study and 
p rev ious ones.

To sum up:
The com bination of th e  double M1CX Model (McCubbin and 
P a tte rso n , 1982) and the s tag es  Model (Blacher , 1984) 
f a c i l i t a t e s  th e  dynamic exam ination of th e  prrrros,* of 
p a re n ta l a d a p ta tio n , and il lu m in a te s  the  growth or r is in g  
p a t te rn s  during tho  pahses of th e  process . The sequen tia l 
n a tu re  of those phases a lso  enables a n a ly s is  of the  
s i tu a t io n  fo r  each fam ily of a m entally  handicapped ch ild  
by "p lac ing"  i t  In the  a p p ro p ria te  stage  of the  process 
of ad ap ta tio n . A fte r an a lysing  the f in d in g s of th is
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stu d y , i t  seems th a t  bonadaptation  of the  p aren ts  to  the 

s t r e s s o r  event o f having a m entally  re ta rd ed  ch ild  should 
be considered  to  occur when th e  p a ren ts  are  ab le  to  cope 
w ith  t<e c h i ld 's  spec ia l problems and needs w ithout too 
many m o d ifica tio n s in  th e i r  l i f e s t y l e .  In o ther words 
even when o b je c tiv e ly  i t  seems (to  o u ts id e rs )  th a t  the 
p a re n ts ' l i f e s t y l e  d i f f e r s  g re a tly  from the l i f e s ty l e  of 

fa m ilie s  w ithou t a D en ta lly  handicapped c h ild , the 
su b je c tiv e  percep tion  of th e  p aren ts  them selves seems 
more im portan t in  te rn s  of understanding  th e  meaning and 

th e  outcome of the process of adap ta tio n .

In th e  follow ing  se c tio n  of t h i s  chap ter th e  ro le  of 
community supportive netw orks, and th e  in te rp la y  of 
p a re n ta l re la t io n s h ip s  on these  ex te rna l resources w ill 
be d iscu ssed . The rec ip ro ca l re la t io n s h ip s  between the 

p a re n ts  and th e  o u ts ide  world were found to  play an 
im portan t ro le  in flu en c in g  th e  na tu re  of the  process of 

p a re n ta l a d a p ta tio n . A fu r th e r  understanding of the 
meaning of th e se  r e la t io n s h ip s  may co n tr ib u te  to  the 
development and th e  Improvement of se rv ic e s  and
p ro fe ss io n a l in te rv e n tio n  programmes.

6 .6  THE IMPACT OF SOCIAL SUPPORT NETWORKS AND ' COMMUNITY
RESOURCES ON PARENTAL ADAPTATION TO HAVING A MENTALLY 
HANDICAPPED CHILD.

The a v a i la b i l i ty  of so c ia l and c o m m u n is u p p o r tiv e  networks is  
an inv a lu ab le  resou rce  fo r  fa m ilie s  of a m entally  handicapped ch ild . 
"In communities where th e re  i s  g re a te r  to le ra n c e  fo r  developmental ly  
d isab led  persons, fa m ilie s  a re  expected to  experience le s s  s tig m a ti­
z a tio n  than they would in  communities which are  le s s  to le ra n t"  
(Sherman e t . a l . ,  1934, p . 99).



Supportive so c ia l re la t io n s h ip s  a re  Im portant in m s t  forms of 

coping , and so c ia l support can a tte n u a te  th e  su b jec tiv e  percep tion  
o f a problem and ac t as a bu ffe r once a s itu a t io n  has been defined 
as  d is tu rb in g  (S c h ill in g  e t .a l  ■, 1984). The continuous burden of 

ca re  and the com plexity of th e  problems c rea ted  by th e  c h i ld 's  
s i tu a t io n  fo rce s  p a re n ts ' long-term  r e lia n c e  on social supportive 
netw orks. According to  McCubbin and P a tte rso n  (1982) th e  p rocess of 

fam ily adap ta tio n  invo lves  e f f o r t s  to  In fluence  the type and q u a lity  
o f  th e  demands to  which the fam ily may be exposed and th e  , asources 

needed to  f a c fM ta te  ad a p ta tio n . This process i s  m otivated by the  
fa m ily 's  d e s ire  fo r  s e l f  d ire c tio n  and autonomy, and th e  at 11 i ty  to 

achieve I t  may depond on th e  e f f ic ie n c y  of the so lu tio n s  th a t  the 
community p ro v id es . "To the e x te n t th a t  the community I s  inadequate 
to  the h ardsh ips  th e se  fa m ilie s  fa c e ,  fam ily d is ru p tio n  may be 
In e v ita b le  no m a tte r how strong  th e  fa m ily 's  in te rp e rso n a l capac i­
t i e s .  The a b i l i t y  of fa m ilie s  to  m aintain In te rpersona l s ta b i l i t y  
and psychological com fort w ill depend th e re fo re  not only on th e i r  

cohesiveness and a d a p ta b i l i ty  but a lso  on the so c ia l supports 
a v a ila b le  o r absent in  th e  environm ent" (McCubbin and P a tte rso n , 
1982, p .40-41). S c h ill in g  e t . a l . (1984) define th r e e  lev e ls  of 
so c ia l su p p o rt, namely: (1) nu c lea r fam ily members; (11) c lo se  
f r ie n d s ,  r e l a t i v e s ;  and ( i l l )  o th e r  s ig n if ic a n t  persons who are  
o f te n  th e  most b a s ic ,  enduring and immediate sources of social 
su p p o rt.

Indeed, fin d in g s  of t h t  research  study demonstrated th a t  fo r many of 
th e  p aren ts  (o f both th e  younger and tk -  M der c h ild re n ) , I t  was the 

e a s i e s t  to  m ain tain  th e i r  c o n tac ts  w i:' '. i s  " f i r s t  level persons" . 
As fo r  th e  second  and th e  th ird  k-ve?s defined  by S c h ill in g  e t . a l .  
(1984) th e re  were d iffe re n c e s  between p a re n ts ' tendency and a b i l i ty  
to  m aintain r e la t io n s h ip s ,  and to  ask f t  - end accept support and 

h e lp . The p a ren ts  of the younger ch ild ren  were s t i l l  s tru g g lin g  to 
m ain tain  c o n tac ts  w ith more d i s ta n t  f r ie n d s ,  v ^ lle  many of the 
p a re n ts  of th e  o ld e r ch ild ren  seemed to  give up such c o n ta c ts .



Kazak and Marvin (.1984) suggest ano ther th ree  fa c to rs  measuring 

so c ia l networks and p a r t ic ip a t io n s  and d escrib ing  th e i r  

c h a r a c te r i s t ic s  -  (a) network s iz e ; (b) network d e n s ity ; and (c) 

boundary d en s ity  ( p .69 -70 ). As w ith some previous s tu d ie s  mentioned 

by Kazak and Marvin (1984) th e  f in d in g s of th i s  study in d ic a te  th a t  

th e  so c ia l network s iz e  tends to  become sm aller over the y e a rs ,  as a 

r e s u l t  o f th e  p a re n ts ' tendency to  withdraw from so c ia l l i f e .  As for 

network d e n s ity , r e s u l t s  show th a t  fo r  many p aren ts  i t  was q u ite  

d i f f i c u l t  to  su s ta in  in ten s iv e  so c ia l co n ta c ts  w ith the o u ts id e  

w orld . Yet, fo r  th e  p a ren ts  of the  younger ch ild ren  i t  was hard to 

adm it lo sin g  fr ie n d s  as a r e s u l t  o f th e  c h i ld ,  w hile th e  older 

p a re n ts  seemed to  accep t i t  as p a r t  of t h e i r  unique l i f e s t y l e .

In o rd e r to  I llu m in a te  th e  d iffe re n c e s  in fa m il ie s ' ad ap ta tio n  

in  term s of "system -envlronm ent f i t " ,  McCubbin and P a t te r s o n 's  

(U ‘82) framework and concepts we-e used. They d efin e  fam ily 

ad ap ta tio n  as "the degree to  which the family system a l t e r s  I t s  

in te rn a l fu n c tio n s (behav iou rs , r u le s ,  r o le s ,  percep tio n s) and/or 

e x te rn a l r e a l i ty  to  achieve a system environment " f i t " .  Adaptation 

i s  achieved through rec ip ro ca l re la t io n s h ip s  where "(a ) system 

demands (o r needs) a re  met by resou rces from the environm ent; and 

(b) environmental demands a re  s a t i s f i e d  through system resou rces"  

(McCubbin and P a tte rso n , 1982, p .38).

When th is  model was app lied  by th e  w r i te r  to  the  fin d in g s of the 

p re se n t study , a c le a r  d i s t in c t io n  could be 1da;t.1 fied  between the 

fam ily /lnd iv ldual/co inm unity  c o n fig u ra tio n s  of h '-arlltes w ith younger 

and o ld e r re ta rd ed  c h ild re n ,  r e s p e c tiv e ly ,  "h is  i s  schem atica lly  

d ep ic ted  in  f ig u re  S.
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R esu lts  o f the study show th a t  th e  p aren ts  of th e  younger 
ch ild re n  were much more ab le  (compared with the p aren ts  of the  o lder 
c h ild re n )  to  m ain tain  th e  to ta l  " f i t "  between th e i r  fam ily system, 
each in d iv idua l member and the cnv1> jnm ent. As already  mentioned, 
they  made a con sid e rab le  attem pt to  m ain tain  th e i r  social co n tac ts  
and they were more s a t i s f i e d  w ith the so c ia l and hea lth  se rv ices  
a v a ila b le  to  them in  t h e i r  community. T heir basic  a t t i tu d e  to 
p ro fe ss io n a l help was g en e ra lly  p o s itiv e  and they were much more 
prepared  to  use i t  in th e  fu tu re ,  i f  needed {mainly fo r  the c h ild , 
bu t i f  necessary a lso  fo r  them selves). The improvement of community 
s e rv ic e s  (which may be seen as p a r t  of th e  community e f f o r t  to 
improve th e  " f i t "  in  regard  to  th e  fa m ily 's  special needs) and the 
r e s u l ta n t  change in p a re n ts ' a t t i tu d e  toward them may be a tt r ib u te d  
to  the follow ing  fa c to r s :

As p ro fe s s io n a ls  became more aware of the s t r e s s  and s t r a in s  and 
to  th e  burden of c a re  experienced by p aren ts  of m entally  handicapped 
c h ild re n ,  they a lso  became more aware of p a re n ts ' r e lia n c e  on commu­
n i ty  supportive  networks to  cope w ith these  hardsh ips in  an adaptive 
f a sh io n . In ad d itio n  th e  trend  to  avoid i n s t i t u t io n a l iz a t io n  of the 
c h i ld  a lso  led  to  a g re a te r  emphasis on th e  development of community 
s e rv ic e s .  Moreover, the  general preparedness of o u ts id e rs  ( r e la ­
t i v e s ,  f r ie n d s  and neighbours) to  cccept th e  young r e n ta l ly  re ta rd ed  
c h i ld  f a c i l i t a t e d  th e  achievement of a b e t te r  degree of to ta l  family 
" f i t " .  According to  McCubbin and P a tte rso n  (1982) minimum d is c re ­
pancy between th e  demands o f the fam ily u n it  and th e  ex ternal 
reso u rces  c re a te s  th e  a b i l i t y  to  achieve bonadaptation .

The f a c t  th a t  re a c tio n s  of th e  p aren ts  of th e  younger ch ild ren  
to  o th e r is su e s  included in  the study (degree of adjustm ent to 
c h i ld 's  s i tu a t io n ,  p reparedness to  admit th e  impact on the whole 
fam ily , and p lanning fo r  the  fu tu re )  in d ica ted  a le s s e r  degree of 
adap ta tio n  (when compared to  th e i r  a t t i tu d e s  in  regard to  th e i r  
r e la t io n s  w ith th e  o u ts id e  w orld ), needs an ex p lan a tio n .

F i r s t l y ,  as a lready  mentioned, th e  improvement in so c ia l and 
h e a lth  se rv ic e s  fo r  young m entally  handicapped ch ild ren  in  the 
community c re a te d  b e t te r  o b je c tiv e  co n d itio n s fo r these  p a re n ts .



Secondly, in  s p i te  of the o b je c tiv e  d i f f i c u l t i e s  these  p aren ts  
had to  face  in  th e i r  t r i a l  to  su s ta in  t h e i r  co n tac ts  w ith the 
ou ts id e  w orld , they were determ ined to  m ain tain  these  re la tio n sh ip s  
and i t  was im portant fo r them to  r e ta in  the "normal" appearing 
facade of th e i r  fam ily .

S im ila r a t t i tu d e s  among young p a ren ts  have a lso  been repo rted  by 
some previous s tu d ie s  (Hewett e t . a l ■, 1970; Birenbaum, 1970; Voysey, 
1975). "Our f r ie n d s  are  very he lp fu l and we go from time to  time to 
v i s i t  them o r to  play te n n is .  I f  I need help  I can get i t  from the 
neighbours but I h a v e n 't  got r e la t iv e s  here  (in  Johannesburg) . . .  We 
can ge t any p ro fe ss io n a l he lp  i f  i t  i s  needed, but now I d o n 't  fee l 
th e  need fo r  much help fo r  m yself. For him, th e re  i s  physio and 
speech therapy  and th e  day c e n tre "  (Mother of a fou r y ea r o ld  son). 
" I  d o n 't  th ink  th a t  i t  had any in f lu e n c e  on our f r ie n d s , we take him 
w ith  us wherever we go, a ll  our f r ie n d s  we had before he was born
a re  w ith us except fo r  one coup le . The neighbours l ik e  him, they
play  w ith him, we cm  leave him th e re  fo r  a while . . .  There a re  many 
s e rv ic e s  we can use -  th e  h o s p i ta l , physio and speech therapy , my 
w ife  used to  go to  a m others ' group in  the Toy L ibrary . At th e  
moment we are  q u ite  s a t i s f i e d  . . .  " (F a ther of a th re e  yea r old 
so n ). "We want to  be a normal fam ily , we enjoy every moment w ith 
him. He has h is  own h a b its  and he i s  developing and fo r  me th i s  is
th e  main th in g . Most of our f r ie n d s  were ab le  to  accept him. When
they  do not accep t him as p a r t  o f our fam ily they w ill cease to be 
fr ie n d s  . . .  I f  we want to  go o u t we can leave him with a b a b y s i t te r .  
We are  now q u ite  ex c ited  because he has s ta r te d  to  go to  th e
“c e n tre " .  I am sure th a t  they can help  him1' . . .  (Father of a two y ea r 
o ld  son).

D iffe rences in  re a c tio n s  of p a ren ts  of younger and o ld e r
ch ild re n  which were found in  t h i s  study , in d ic a te  two marked changes 
in  paren ta l a t t i tu d e  which develop during th e  years of rea rin g  the
c h ild  a t  home. These changes a re  c le a r ly  depicted in f ig u re  5. The
to ta l  " f i t "  between fam ily , in d iv id u a ls  and the community decreases 
over th e  yea rs  while the  degree of " f i t "  between ind iv idua l members 
and the fam ily as a whole in c re a se s .



These changes can be exp lained  w ith  regard to  the o b jec tiv e  
s i tu a t io n  in  the community and as a r e s u l t  of p a re n ts ' su b je c tiv e  
re a c tio n s  and fe e l in g s .  Although i t  seems th a t  in the  l a s t  few years 
th e re  has been an improvement in  s e rv ic e s  fo r  the m entally  re ta rd e d , 
th e  neM fo r  more se rv ic e s  fo r  ad o le scen ts  and a d u lts  i s  s t i l l  
c o n s id e ra b le . R esu lts  of the  study show th a t  the p aren ts  of the 
o ld e r  ch ild re n  expressed  t h e i r  concern about th e  lack  of adequate 
s o lu tio n s  in th e  community or in  i n s t i tu t io n s  fo r  th e i r  growing sons 
and daugh ters. No doubt, t h i s  s i tu a t io n  led  to  th e i r  d i f f i c u l t i e s  in 
p lanning  and tak in g  p ra c tic a l s tep s  fo r  the  c h i ld 's  fu tu re .  The 
p a ren ts  o f th e  o ld f  ch ild re n  were sometimes d is tre s se d  by the 
d i f f i c u l t i e s  which th e i r  r e la t iv e s ,  f r ie n d s  and neighbours had in 
accep ting  t h e i r  ad u lt  son o r daugh ter, whose behaviour seemed 
s tran g e  and b iz a r re  to  them. Under such co n d itions i t  became harder 
f  r  th e  p a ren ts  to  re ly  on ex te rna l reso u rces  which tended to  become 
l e s s  and le s s  ab le  to  respond to  th e  needs of th e  growing re ta rded  
c h i ld .

However, to g e th e r  w ith  th e  red u c tio n  in  th e  a v a i la b i l i ty  of 
e x te rn a l re so u rc e s , a stren g th en in g  of the in te rn a l resou rces 
occu rred . The development of coping p a t te rn s ,  to g e th e r  w ith the 
m od ifica tio n s in  fam ily l i f e s t y l e ,  f a c i l i a te d  th e  re lia n c e  on 
in te rn a l re so u rces . In some cases the cohesiveness amongst fam ily 
members even caused a withdrawal from th e  o u ts ide  w orld. Yet, a 
t o t a l  withdrawal seemed to  be r a r e ,  a lthough the general tendency to 
re ly  on in te rn a l ra th e r  than  ex te rn a l resou rces  was q u ite  common
among p a ren ts  of o ld e r c h ild re n .  "Yes, th e re  are  se rv ice s  bu t they
a re  not given eq u a lly  to  everybody. They give speech therapy only to 
th e  people who improve quickly and I th ink  th a t  they are  wrong in 
doing so" (Mother of a n ine teen  yea r o ld daugh ter).

"There i s  no club fo r  so c ia l l i f e  o r a place th a t  he can go fo r 
a d isco . I have to  take  him w ith me and he is  too o ld to go w ith m
to  a disco  p lace . . . .  Since my husband died only two of my frien d s
keep in touch w ith me. I am q u ite  lonely  . . .  I have nothing to 
complain about members of ny fam ily . We are  c lo se  to  each o ther 
e sp e c ia lly  s in ce  my husband died" (Mother of a twenty four y e a r  old



"Nobody can help us except o u rse lv e s '1 (Father o f a twenty fiv e  
y e a r  o ld son).

To conclude: fin d in g s  of th e  research  study in d ic a te  th a t  
p a re n ts ' a b i l i t y  to  ach ieve b e t te r  ad ap ta tion  improves during the 
y e a rs  of rea rin g  th e  m entally  re ta rd e d  c h ild  a t  home. The constan t 
development of coping p a tte rn s  enables the  paren ts to  re ly  on 
in te rn a l  re so u rc e s . However, th e  reduc tion  in the community's 
a b i l i t y  to  meet th e  demands and needs of m entally handicapped 
ad o le scen ts  and a d u lts  and t h e i r  fa m ilie s , to g e th e r w ith the 
tendency of o u ts id e rs  to  withdraw from m aintaining social co n tac ts  
w ith  these  fa m il ie s ,  c re a te s  a d e te r io ra t io n  in  the  rec ip ro ca l 
r e la t io n s h ip s  between th e  p aren ts  and the o u ts ide  w orld. Under such 
c ircum stances, th e  preparedness of the p aren ts  to ask fo r and to 
accep t so c ia l support and /o r p ro fe ss io n a l help  i s  l im ited . Such an 
a t t i t u d e  probably in flu en ces p ro fe s s io n a ls ' a b i l i t y  to  in te rvene  and 
to  o f fe r  a s s is ta n c e ,  trea tm en t or support when needed, and thus a 
v ic io u s  c ir c le  i s  c rea ted .



6 .6  CONCLUSIONS AND RECOMMENDATIONS

In th i s  ch ap te r an attem pt was made to  d iscuss  th e  various 

su b je c ts  inc luded  in  th e  study by in te g ra tin g  th e  f ind ings in to  a 
model based on a com bination of th e  Double ABCX Model (McCubbin and 
P a tte rso n , 1982) and th e  stages model (B tacher, 1984).

The main aims of t h i s  stuciy were to  e s ta b l is h  the natu re  of the 
impact of long term s tr e s s e s  caused hy a m entally  handicapped ch ild  
on fits fa m ily ’s  l i f e s t y l e ,  and how th e  fam ily copes w ith the ch ron i- 
c i t y  and th e  i r r e v e r s ib i l i t y  of th e  c h i ld 's  s i tu a t io n  over the 

y e a rs ,  when decid ing  to  ra is e  th e  c h ild  a t  home.

The f a c t  th a t  a l l  th e  p aren ts  who p a r tic ip a te d  in  t h i s  study
p re fe rre d  to  keep th e  ch ild  a t  home ( a t  l e a s t  u n til  the  time of the
in te rv iew ) and r a i s e  him w ith in  th e  fam ily , could in  i t s e l f  in d ic a te

a c e r ta in  degree of basic  adjustm ent to  th e  s i tu a t io n .

The p a re n ts ' dec is io n  to  t r y  to  cope with th e  c h i ld 's  problem 
(which sometimes i s  a r e s u l t  of no o ther a l te rn a t iv e s  being a v a i l ­
a b le )  should th e re fo re  be considered  as a f i r s t  s tep  in  th e  process
o f ad ap ta tio n , because i t  Involves the p reparedness to ,  a t  l e a s t ,

s t a r t  a l i f e - lo n g  "m ysterious voyage".

The abovementioned basic  a t t i tu d e  of the p a ren ts  who took p a r t  
in  the p re se n t study probably had an in flu en ce  upon th e i r  reac tio n s  
and fe e lin g s  in  regard  to  the  v arious su b jec ts  which were explored 
and thus may a lso  have some Impact on th e  conc lusions. Keeping th is  

con ten tio n  f i  irrfnd, an a ttem pt i s  made hers  to  dnw  conclusions and 
to  id e n tify  the most im portan t fin d in g s of the study.

I .  A comparison between th e  p a ren ts  of th e  younger and the 
o ld e r  ch ild re n  dem onstrated th a t  most of them had to  face a
severe  c r i s i s  a f te r  being confronted  w ith the c h i ld 's  i ie n t’.l
handicap . Even i f  th i s  event occurred many y ears ago (a? i t  
d id  fo r th e  p a ren ts  of th e  o ld e r c h ild re n )  i t  was remembered
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as a r o s t  trau m atic  one. I t  seems th a t  McCubbin and P a t te r ­
so n 's  theory  about the s tre n g th  of e x is tin g  resources and 
th e  a b i l i ty  to  avoid a c r f s f s  is  lim ited  to  c e r ta in  s t re s s o r  
ev e n ts . Learning about the mental handicap of th e i r  ch ild  
was such a s t r e s s o r  event fo r most of these  fa m ilie s  th a t  
e x is t in g  reso u rces  were to t a l l y  In s u f f ic ie n t  to avoid the 
trau m atic  c r i s i s .  Thus the In te n s ity  of paren ta l reac tio n s  
when f i r s t  learn ing  about th e  problem, and a lso  in  th e  long 
ru n , probably c re a te d  high r is k  fo r th e  fa m ily 's  w ell-being  
and/or fo r  p a r t ic u la r  members of the  fam ily.

I I .  R esu lts of th e  study Ind ica ted  d iffe ren ces  between m others' 
and f a th e r s ' su b je c tiv e  percep tio n  of the i n i t i a l  c r i s i s ,  
which in  tu rn  in flu en ced  t h e i r  subsequent re a c tio n s  and 
a t t i t u d e  to  th e  fam ily s i tu a t io n  re su ltin g  from th e  c h i ld 's  
problem. Having a m entally  handicapped c h ild  had much more 
e f f e c t  on m others ' l i f e s t y l e .  In order to  be able to  cope 
w ith  the s i tu a t io n ,  mothers tended to  give up many more of 
th e i r  a c t i v i t i e s  p r io r  to  th e  b ir th  of the ch ild  (jobs, 
so c ia l and re c re a tio n a l a c t i v i t i e s ,  e tc ) .  Caring fo r  the 
c h i ld  was found to  be time-consuming even fo r th e  mothers of 
th e  o ld e r c h ild re n ,  and a l l  the ro re  so fo r  the younger 
c h i ld .  Thus th e  s i tu a t io n  c rea ted  a ro le  o rg an iza tio n  c r i s i s  
fo r  th e  mother and overcoming such a s ta te  was dependent on 
th e  m other' s a b i l i t y  to  modify her d a ily  l i f e ,  as much as i t  
was on the degree to  which o th e r fam ily members were ready 
fo r  a new d iv is io n  of ro le s  in  order to ireet the  ch ild  and 
th e  fa m ily 's  needs.

Moreover, I t  was found th a t  iro thers ' emotional v u ln e ra b ili ty  
was g re a te r ,  compared to  f a th e r s .  Learning about the  c h i ld 's  
mental handicap c rea ted  a t r a g ic  c r i s i s  fo r  them, and i t  was 
much harder fo r mothers to  overcome th e  s i tu a t io n .  The 
extrem e n a tu re  of m aternal i n i t i a l  reac tio n s  had i t s  long­
term impact on iro thers ' a t t i tu d e s  to  the  s i tu a t io n .  They 
were found to  be more aware of the  impact of the ch ild  on



th e  w ell-b e in g  of the  s ib l in g s  and on the fa m ily 1 I n te r ­
re la t io n s h ip s .  T heir concerns in  regard  to  th e  m entally 

handicapped c h ild  were focused on day-to-day hardsh ips while 
co n sid e rin g  th e  fu tu re  seemed to c re a te  a l o t  of s t r e s s  and 

was g en e ra lly  avoided. Maternal I n i t i a l  emotional reac tio n s 
(mainly d e p re ss io n ) , a lthough becoming le s s  in te n s iv e , in 
th e  long run became c h ro n ic , thus in fluenc ing  th e  general 

atm osphere in  th e  fam ily.

For the  f a th e r s ,  the c h i ld 's  mental handicap c re a te d  mainly 
a "value c o n f l ic t"  w ith i t s  in te n s i ty  dependent on the 
n a tu re  of the gap between th e i r  expec ta tions of the  ch ild  

and h is  perform ance. F a th e rs ' emotional r e a c tio n s ,  although 
l e s s  exp ressed , showed th a t  they a lso  had to overcome a 
c r i s i s  s i t u a t io n .  However, f a th e r s ' a b i l i ty  to  rep re ss  
extreme em otional fe e lin g s  and th e i r  le s s e r  involvem ent in 
th e  d a ily  care  of th e  c h i ld ,  helped them to  develop a 
r e a l i s t i c  approach to  th e  s i tu a t io n ,  which in  th e  long run 
f a c i l i t a t e d  th e i r  a b i l i t y  to  p lan p r a c t ic a l ly  fo r the 

c h i ld 's  h s b i l i to t io n .

The linkage  between th e  d if f e r e n t  but sequen tia l coping 
p a tte rn s  which were found to  develop when a ss im ila tio n  of 
th e  c h i ld 's  s i tu a t io n  occurred has a lready  been described  in 
d e t a i l .  However, i t  must be noted th a t  fo r the m ajority  of 
th e  p a ren ts  of younger and o ld e r c h ild re n , even when they 
were ad ju s tin g  to  t h e i r  s i tu a t io n  i t  was hard fo r them to  
a ccep t t h a t  having an exceptional ch ild  made them an 
ex cep tio n a l fam ily , Such an a t t i tu d e  can be seen as the 
s tru g g le  of those  fa m ilie s  ag a in s t the  la b e l l in g  a t t i tu d e s  
o f p ro fe s s io n a ls  and s o c ie ty ,  which u ltim a te ly  s tig m atizes  

th e se  people.

The dynamics of p aren ta l a t t i tu d e s  to  social supportive 
networks which were revea led  in th i s  research  study can be 
seen as one of th e  i n v e s t ig a t io n 's  most Im portant outcomes.



The tendency to  p re fe r  r e lia n c e  on in te rn a l ra th e r  than 
ex te rn a l re so u rc e s , which develops over the  y ears of rea rin g  
th e  c h ild  a t  home, should be c a re fu l ly  examined by 
p ro fe s s io n a ls  as i t  seems to  r e s u l t ,  a t  l e a s t  p a r t i a l l y ,  
from th e  l im ite d  so lu tio n s  which th e  community can o f fe r  to 
a group of people who a re  in  g re a t d is t r e s s ,  and who are  
a c tu a l ly  very dependent on ex te rna l resources fo r achieving 
a c e r ta in  degree of a d a p ta tio n .

The fin d in g s  of th e  research  study c le a r ly  reveal th a t  most 
o f  th e  p a ren ts  were s a t i s f i e d  w ith the c u rre n t so lu tio n s 
'.hey had fo r  t h e i r  c h ild  (the  th re e  day c e n tre s ) . However, 
when exp ressing  th e i r  general concern fo r  the c h i ld 's  fu tu re , 
th e  m ajo rity  of the p a ren ts  in both groups (with younger and 
o ld e r  c h ild re n )  denied th e  need to  plan p ra c t ic a l ly  and to 
tak e  s tep s  fo r  the  fu tu re .
For th e  p a ren ts  of th e  younger ch ild ren  who in  many cases 
had not y e t  a ss im ila te d  the fu l l  m aning of the c h i ld 's  
problem, ana who s t i l l  b e liev ed  th a t  he would be cured , i t  
was d i f f i c u l t  to  even th ink  about h is  fu tu re  in  p ra c tic a l 
te rm s. For th e  o ld e r  p a re n ts , who had already  developed a 
much more r e a l i s t i c  a p p ra c h  to  ’*he s i tu a t io n ,  and who, 
compared to  th e  p aren ts  o f th e  younger c h ild re n , were 
r e a d ie r  to  p lan , f t  was s t i l l  hard to  take p ra c tic a l steps 
fo r  th e  c h i ld 's  fu tu re .  These d i f f i c u l t i e s  seem to  be caused 
by th e  lack  of adequate f a c i l i t i e s  fo r  m entally  re ta rd ed  
persons in  the community and in  the  a v a i la b i l i ty  of re s id e n ­
t i a l  c a re , as much as by the outcome of the  l i fe lo n g  impact 
o f  the c h ild  <m th e  p aren ts  l i f e s t y l e .  For some p a re n ts , 
avoid ing  tak in g  p ra c tic a l s teps  served f i r s t  and foremost 
t h e i r  own ra th e r  than th e i r  so n 's  o r d au g h ter 's  needs.

C hild and fam ily c h a ra c te r i s t ic s  seemed to  g en era lly  c re a te  
d if fe re n c e s  in  p a re n ts ' re a c tio n s  to  th e  various su b jec ts  
inc luded  in  th e  research  s tudy . The find ings in d ic a te  th a t  
c h i ld  and fam ily c h a r a c te r i s t ic s  have a recognizable  impact



on p a re n ts ' i n i t i a l  re a c tio n s  when f i r s t  confronted w ith the 
c h i ld 's  d iagno-r 's , and thus In fluence  the n a tu re  of th e i r  
p rocess  of a d a f  ■'Mon. C h ild 's  sex, the  cause fo r  h is  mental 
r e ta rd a t io n  and V.’1' s e v e r ity  o f h is  handicap as much as 
p a ren ta l level c  formal educa tion , th e i r  occupation and 
r e l ig io u s  bsckgrcxma k»rc a iso  found to  have an in flu en ce  on 
general p a ren ta l a t t i t u d e :  to  so c ia l support netw orks. 
However, c h ild  and fam ily c h a ra c te r i s t ic s  had much le s s  
in flu en ce  on p a re n ts ' preparedness to  ask fo r p ro fessiona l 
he lp  fo r  th e  fam ily as a whole, and to  take  p ra c tic a l steps 
f o r  th e  c h i ld 's  fu tu re .  In th e se  a re a s , i t  seems th a t  
p a ren ta l ideas  were g re a tly  homogenous and even ch ild  and 
fam ily  c h a r a c te r i s t ic s  had only a small Impact on p a re n ts ' 
a t t i tu d e s  and responses .

Recommendations

The fo llow ing  recommendations are  based on th e  foregoing 
conc lusions o f th e  study.

la )  The im p lica tio n s  of th e  impact of th e  m entally  
V jndicapped c h ild  on h is  fa m ily 's  l i f e s t y l e ,  and upon 
t:::1 q u a lity  of l i f e  a t  each stage  of h is  development and 
t r p  fa m ily 's  l i f e c y c le ,  c a ll  fo r  enhanced p ro fe ssio n a l 
a!.‘:o iition  in  both q u a lity  and q u an tity .

As m entioned, th e  se rv ic e s  fo r  young m entally  
handicapped ch ild ren  and th e i r  fam ilie s  have improved 
and developed in  th e  l a s t  few y e a rs .  The b e l ie f  th a t  
fa m ilie s  w ith a m entally  handicapped c h ild  should be 
considered  as being a t  a g rea t r i s k ,  and th e  long-term  
impact o f th e  I n i t i a l  c r i s i s  on th e  family system and on 
p a r t ic u la r  members, have a lready  been accepted  by 
p ro fe s s io n a ls  and have probably c rea ted  th e  achieved 
improvement in  s e rv ic e s  fo r th e se  fa m ilie s . However, the 
focus seems to  he mainly on developing p ro fessiona l 
s e rv ic e s  fo r  th e  handicapped ch ild  h im self.
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The m u ltip le  n a tu re  of th e  c h i ld 's  handicap Is  mat by 
th e  development o f so c ia l and hea lth  se rv ice s  such as 
ph ysio therapy , speech and occupational therapy , the Toy 
l i b r a r y ,  tr a in in g  c e n tre s  and workshops. Thus, with the 
emphasis on prov id ing  h a b i l l t a t io n  se rv ice s  fo r the  
c h i ld re n ,  th e  p a re n ts ' needs seem to  have been
n e g lec ted , and they have been l e f t  aside to  s trugg le
w ith th e i r  own d i f f i c u l t i e s  and with the burden of care  
fo r  th e  ch ild  o t home. From the p a re n ts ' re ac tio n s  i t  
becomes ev id en t t h a t  p ro fe s s io n a ls ' p re fe rences are 
mainly to  develop se rv ic e s  fo r younger c h ild re n , while 
th e  s e rv ic e s  fo r  ad o lescen ts  and a d u lts  and fo r th e i r  
fa m ilie s  a rc  not s u f f ic ie n t  to  respond to  the growing 
needs of t h i s  p o p u la tio n . The lack  of adequate so lu tio n s 
(such as so c ia l c lu b s , workshops, h o s te ls  and f l a t s )  fo r  
m en tally  re ta rd ed  young a d u lts  c re a te s  a p ile -u p  of 
s t r e s s o r s  fo r  th e  e ld e r ly  p a ren ts  who a t  th i s  stage in 
t h e i r  l i f e  need e v e r- in c re a s in g  help to  cope w ith th e i r  
own problem s, as well as to  respond to  the needs of 
t h e i r  m entally  re ta rd ed  son or daugh ter. The development 
and improvement of so c ia l and hea lth  se rv ice s  to  meet
th e se  needs I s  e s s e n tia l  and urgent and considerab ly
more p u b lic  reso u rces  must be a llo ca ted  fo r  th i s  
purpose.

(b) The d iffe re n c e s  between iro th e rs ' and f a th e r s ' re ac tio n s  
to  having a m entally  handicapped ch ild  must be taken 
In to  c o n s id e ra tio n  when planning pro fessiona l 
in te rv e n tio n  programmes fo r the  fam ily as a whole o r fo r 
In d iv id u a ls .

The f a th e r s ' g re a t need fo r  an opportun ity  to  express 
and share  th e i r  rep ressed  fe e lin g s  was s trong ly  f e l t  
during  th e  In te rv iew s , and had I t s  Impact on th e i r  Ideas 
about th e  impact, o f the c h i ld 's  problem on th e i r  l iv e s .  
M others' re a c tio n s  s t r e s s  the  need fo r  mare in te n s iv e  
p ro fe ss io n a l in te rv e n tio n  programmes inc lud ing  suppor­
t i v e  trea tm en t as much as p ra c tic a l guidance. All in 
a l l ,  p ro fe s s io n a ls  must encourage p aren ts  to  accept
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trea tm en t fo r them selves and to  reach out to  those who 
e i th e r  Ignore t h e i r  d i f f i c u l t i e s  o r a re  a f ra id  to  be 
s tig m a tized  when becoming "a c l ie n t" .

(c ) Reaching o u t towards p a ren ts  o, m entally  handicapped 
c h ild re n  must become an im portan t aim fo r  p ro fe ss io n a ls  and 
a v a r ie ty  of program**; should be o ffe red  in  o rder to 
enable p a re n ts ' a c tiv e  p a r t ic ip a t io n  in  p lanning th e i r  
m en tally  re ta rd e d  c h i ld 's  fu tu re .  Such a s i tu a t io n  could 
avoid th e  p re sen t h e lp le s s  a t t i tu d e  of th e  p aren ts  of 
ad o le scen ts  and a d u lts  towards th e  c h i ld 's  futui’G, and the 
tendency of some p a ren ts  to  avoid f ind ing  a so lu tio n  fo r the 
c h i ld 's  fu tu re  because of t h e i r  own neeas.

(d) F in a l ly ,  th e  fin d in g s  of t h i s  research  study should be 
c a r e fu l ly  examined because of the small number of paren ts 
who were in te rv iew ed , and because these  p aren ts  could not be 
considered  as r e p re s e n ta tiv e s  of the whole population  of 
p a re n ts  of m entally  re ta rd ed  ch ild ren  in  South A frica or 
even in  Johannesburg. Thus, fu r th e r  s tu d ie s  which w ill 
include more re p re s e n ta t iv e ,  b igger samples of the  
p opu la tion  are  needed in  order to  v a lid a te  the  f in d in g s of 
t h i s  stu d y . Special a t te n t io n  must be paid to  a deeper 
ex p lo ra tio n  of th e  impact th e  m entally  re ta rd ed  young ad u lt 
has on h is  e ld e r ly  p a re n ts , as the  inform ation  In t h i s  
s p e c if ic  a rea  seems to  be very lim ited  probably because of 
th e  sh o rt  l i f e  expectancy of th e  m entally  re ta rd ed  In th e  
p a s t .  However, as a r e s u l t  o f the prolongation o f  M entally 
re ta rd ed  p eo p le 's  l i f e  expectancy In th e  l a s t  few y ea rs , 
more and irore of th e se  a d u lts  are  s t i l l  liv in g  w ith th e i r  
o ld  p a ren ts  a t  home and th e  im p lica tio n s of th i s  r e la t iv e ly  
new s itu a t io n  on th e  fam ily system, and on each p a r t ic u la r  
fam ily member, should be s tu d ied  in  depth in  the fu tu re .
A fu r th e r  a rea  which m erits  special a t te n t io n  in  fu tu re  
resea rch  i s  th a  p o ss ib le  r e la tio n s h ip s  between fam ily 
l i f e s t y l e s  generated  by p a r t ic u la r  coping p a t te rn s ,  and 
w hether or not a new l i f e s ty l e  s tim u la te s  fam ily movement 
toward a new stage  of coping cap ac ity .
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APPENDIX 1

C’JgSTIONNAIRE ON RESOURCES AND STRESS

1. _________ demands th a t  o th e rs  do th in g s  fo r  him /her no re  than  1s

neccssary .

2. _______ understands th e  idea of tim e.

3  .  I s  cared fo r  equa lly  by a l l  members of our fam ily .

4. I t  w ill  take  us th re e  yea rs  or ro re  to  pay o f f  our debt.

5. A m u'ber of my fam ily has had to  g ive up education lo r  a job)

bacause o f  .

6 . __________would not re se n t bei v  l e f t  a t  home w hile th e  family

went on v aca tio n .

7. Members of our fam ily p ra ise  each o th e r 's  accomplishments.

8.  has a p lea sin g  p e rso n a lity .

9. I know _______ 's  co n d itio n  w ill Improve.

10. Even i f  people d o n 't  look a t __________I m  always wondering what
they  m ight th in k .

11. I tak e  on r e s p o n s ib i l i ty  f o r _______because I know how to  deal

w ith him /her.

12 .  has some unusual h a b its  which draw a t te n tio n .

13. In our house th e  whole fam ily ea ts  d inner to g e th e r .

14. ___________  Is  a very capab le , well fu nc tion ing  person d esp ite
" h is /h e r  o th e r problem s.



15. I always watch to  make sure ________ does not to  physical harm to

h im s e lf /h e r s e lf  o r o th e rs .

16. The sp ec ia l o p p o rtu n itie s  needed b y ________ are a v a ilab le  in  our

community.

17. Our house i f  com fortably arranged to  meet ___________ 's  needs

w ithout making i t  d i f f i c u l t  fo r  o ther members of th e  fam ily.

18. I fe e l  th a t  our fam ily s i tu a t io n  w ill ge t b e t te r .

19. Medicine does not have to  be given t o ________ a t  a s e t  tim e.

20. ________ d o e sn 't  communicate w ith o th e rs  o f h is /h e r  age group.

21. Other members o f th e  fam ily have to da w ithout th in g s because of

22. _________ 's  problems or i l l n e s s  do not stand  in  th e  way of our

fam ily p ro g ress .

23. When o th e rs  are  a ro u n d __________I cannot re la x ; I am always on

24. I f ________ were m re  p le a sa n t to  be w ith , i t  would be e a s ie r  to
care  fo r h im /her.

25. Thinking about the  fu tu re  makes me sad.

26. Much of th e  tim e 1 th in k  a b o u t________ dying.

27. I f  I knew when ________ would d ie  I w o u ldn 't worry so much.

28. Our fam ily agrees on im portan t m a tte rs .



29. When_______ i s  not w e ll,  I c a n 't  go o u t.

30. I am a f ra id  th a t  by l im itin g  _________'s  a c t i v i t i e s  he/she w ill
not develop on h is /h e r  own.

31. Our fam ily ’s income has dropped over th e  p ast 5 y e a r s .  ____

32. The co n s tan t demands fo r  ca re  f o r __________   l im it  growth and
development of someone e ls e  In our fam ily.

33. f e e l s  th a t  I am the only one who understands him /her.

34. In h is /h e r  own way _______  b rin g s  as much p leasu re  to  our fam ily
as th e  o ther members.

35. I worry about what w ill happen to  _________ when I can no longer
take  care  o f him /her.

36. I th in k  in th e  fu tu re  ________ w ill  tak e  up more and more of my

37. I f e a r  the  day when o th e r  members of th e  fam ily leave home and I 
am l e f t  alone w i t h _______ .

38. I t  would be b e t te r  f o r _______ i f  our house could be remodeled.

39. A counselo r or a te a c h e r  sees   a t  le a s t  once a month.

40. I ge t out o f th e  house to  do something in te r e s t in g  a t  le a s t  once

41. I am very ca re fu l about a s k in g ________ to  do th in g s which might
be too hard fo r  him /her.
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29. When_______ i s  riot w e ll,  I c a n 't  go o u t.

30. I am a f r a id  th a t  by lim itin g  's  a c t i v i t i e s  he/she w ill
not develop on h is /h e r  own.

31. Our fa m ily 's  Income has dropped over the  p a s t S y e a rs .  ____

32. The con stan t demands fo r care  f o r __________ lim ft growth and

development o f someone e ls e  in  our fam ily .

33. ________ f e e ls  th a t  I aw th e  only one who understands h im /her.

34. In h is /h e r  own w ay b rin g s as much p lea su re  to  ou> fam ily

as the o th e r  members.

35. I worry about what w ill happen t o _________ when I can no longer

take  care  of h im /her.

36. I th in k  in  the fu tu re  ________ w ill take  up m re  and more of my

37. I f e a r  the day when o ther members of th e  fam ily leave home and I 

am l e f t  alone w i t h _______ .

38. I t  would be b e t te r  f o r _______ i f  our house could be remodeled.

39. A counse lo r o r a te a c h e r  s e e s ________ a t  le a s t  once a month,

40. I g e t ou t o f th e  house to  do something In te re s tin g  a t  l e a s t  once 

a week.

41. I urn very ca re fu l about a s k in g _________ to  do th in g s which might
be too hard fo r  him /her.



42. The a t t i tu d e  of our fam ily makes i t  im possible fo r __________ to

l iv e  w ith us any longer.

43. ________ is  l im ite d  in  th e  kind of work he/she can do to  make a

44. I have accepted th e  fa c t  t h a t __________ might have to  l iv e  out
h is /h e r  own l i f e  In some spec ia l s e t t in g  { i .e .  h o s p i ta l ,

I n s t i t u t i o n ,  f o s te r  home).

45. I have given up th in g s I have r e a l ly  wanted to  do in  order to  
care  f o r ________.

46. My family argues about how to  care  f o r _______ ,

47. ________ i s  ab le  to  f i t  in to  the fam ily soc ia l group.

48. Some members of my fam ily d o n 't  l ik e  th e  way I do th in g s .

49. At tim es I f e a r ________ w ill  not be ab le  to  function  in  soc ie ty
i f  he/she i s  o u t o f our house.

50. I t  Is  d i f f i c u l t  fo r  me to  stand  back and w a tc h ____________ 's
c o n d itio n  ge t worse.

51. In the fu tu re  our fa m ily 's  so c ia l l i f e  w ill su f fe r  because of 
increased  r e s p o n s ib i l i t i e s  and f in a n c ia l p ressu re .

52. I t  d o e sn 't  make any d iffe re n c e  t o _________ i f  he/she i s  a t  home
o r in  a h o s p i ta l .

53. One of us has had to  pass up a chance fo r  a job because _______
could not be removed from a c l in ic  or a spec ia l schoo l, e c t .

54. Sometimes I avoid tak in g     o u t in  p u b lic .



55. Many people simply d o n 't  understand  what i t  Is l ik e  to  l iv e  with

56. Every member of ou r fam ily has had to  do w ithout th in g s  because 
o f money spen t o n _______ .

57. _______ can feed  h im s e lf /h e rs e lf .  ■

58. I tend to  do th in g s fo r  __________t h a t  he/she can do h im se lf /

h e r s e lf .

59. As th e  tim e passes 1 th ink  i t  w ill take  more and more to care

f o r  •

60. I belong to  o rg an iza tio n s  which he lp  with problems 1 have with

61. There have been se rio u s emotional problems fo r  someone in  our 

fam ily .

62. Our r e la t iv e s  have been very h e lp fu l.

63. I t  is  e a s ie r  fo r  me to  do something fo r  __________  than  to  ,e t
him /her do I t  h im s e lf /h e rs e lf  and make a mess.

64. _______  Is  easy to  manage most o f th e  tim e.

65. I d o n 't  th in k  th a t  __________  depends too much on me o r o ther
members of th e  fam ily .

66. I fee l th a t  I m u s t  from th e  remarks of c h ild re n .

67. Me can a ffo rd  to  pay fo r the  c a r e ________ needs.

68. J u s t  ta lk in g  about problems with c lo se  fr ien d s  makes l i f e  e a s ie r .
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69. I t  b o thers  me th a t  ________ w ill always be th is  way.

70. No one In our fam ily drinks alcohol too  much.

71. The community is  used to  people l i k e  .

72.  has a handicap which p reven ts him /her from Improving.

73. _______ is  sometimes too sexua l.

74. _______ has a l o t  o f pa in .

75. I fee l ten se  whenever I take    out in  p u b lic .

76. _______ i s  easy to  l iv e  w ith.

77. The doctor sees  _______ a t  le a s t  once a y e a r .

78.  e a ts  h is /h e r  meals w ith o th e r members o f th e  fam ily.

79. An e le c t r i c i t y  f a i lu r e  would e n d a n g e r    ’s l i f e  o r h ea lth .

80. Caring f o r   has been a f in a n c ia l burden fo r  our fam ily.

81. Some fr ie n d s  are  very helpfu l when i t  comes t o _______

8%. I worry t h a t  may sense th a t  he/she does not have long to
l iv e .

83. _________  w ill  not do something fo r  h im se lf /h e rse lf  i f  he/she
knows someone w ill do I t  fo r  h im /her.

84. I can go v i s i t  w ith  fr ie n d s  whenever I want.

85. We e n jo y   more and more as a person.

86. We have changed our house because of _______  .
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87. Taking 
fam ily.

i a vaca tion  sp o ils  p leasu re fo r  th e  whole

The fam ily does as many th in g s  to g e th e r  now as we ever d id .

_______ knows h is /h e r  own add ress .

 g e ts  along very well w ith o th e rs .

_______  i s  aware of who he/she is  ( fo r  example; male 14 yea rs
o ld ) .

92. ________  p rev en ts  sny communication w ith in  our fam ily,

93. Sometimes 1 need to  get away from the house.

94. I ge t upset w ith the way my "life i s  going.

Sometimes I fee l very em barrassed because o f  .

96. Having to  care  f o r    has enriched  our fam ily l i f e .

97. ________  d o e s n 't  do as much as he/she should be ab le  to  do.

Our fam ily has been on w e lfa re .

99. We t a k e  along when we go o u t.

100. I t  makes me fee l good to  know I can take  care  of ________  .

101. Others do f o r _______ what he/she could do fo r h im s e lf /h e rs e lf .

102. Because of _______  our fam ily has never enjoyed a m eal.

103. I hate  to  see ___  tr y  to  do something and f a i l .



104. _______  is  accepted  by o th e r members of the fam ily .

105. I f e a r _______  might get h u r t w hile p laying games or sp o rts .

106. I t  i s  d i f f i c u l t  to  comniunfcate w ith   ______  because he/she  has
d i f f i c u l ty  understanding  wi>at i s  being said  to  h im /her.

107. _______  spends tim e a t  a spec ia l day cen te r or in  special
c la s se s  a t  schoo l.

108 .  i s  very anxious most o f the tim e.

109 .  's  h e a lth  is  not g e ttin g  worse.

110. 1 have no tim e to  give the o th e r members of th e  fam ily.

111. There are  many p laces  where we can enjoy ou rse lves as a fam ily

w hen  ___ _ comes along.

112. I t  i s  hard to  th in k  of enough th in g s  to  keep ________ busy.

113. _______  is  o v e rp ro tec ted .

114. Ou.- fam ily income i s  more than average.

115. Caring f o r __  g ives one a fe e lin g  of w orth.

116. Vie have discussed  h is /h e r  death w i t h _______.

117. _______  is  ab le  to  take p a r t  in  games or sp o rts .

118. One of us has had to  pass a job because _______  could not be
l e f t  w ithout someone to  watch h im /her.

119. _______ has too much tim e on h is /h e r  hands.
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120. There 1s an o rg an iza tio n  fo r  fa m ilie s  who share our problem.

121. I am d isappo in ted  t h a t _______ does not lead  a normal V ife.

122. We spend up to  25 p ercen t of our income on medical care  (or 

care  f o r  )•

123. Time drags f o r ________ e sp e c ia lly  f re e  t* e .

124. The p a r t  th a t  w orries  me most a b o u t  going on h is /h e r
own i s  h is /h e r  a b i l i t y  to  make a l iv in g .

125. _______  c a n 't  pay a t te n t io n  very long.

126. I worry about what w ill  be done w ith ________ when he/she gets

127. I g e t alm ost too  t i r e d  to  enjoy m yself.

128. _______ has th in g s  to  e n te r ta in  him /her (TV, rad io ) in  h is /h e r

129. We owe a g re a t deal o f money.

130 . ________i s  depressed most of th e  tim e.

131. I f  I were h e a l th ie r ,  i t  would be e a s ie r  to  care f o r  .

132 . _______ can g e t around the neighbourhood q u ite  e a s i ly .

133.  wants more freedom than he/she has.

134. One of th e  th in g s  I a p p re c ia te  about____________  i s  h is /h e r

confldence.

135. I don’t  mind when people look a t  .



137. One of th e  th in g s  I a p p re c ia te  about _______  i s  h is /h e r  a b i l i ty

to  recognize h is /h e r  own l im its .

138. I b e l i e v e __________should go p laces  as o ften  as o thers in  the
fam ily.

139. I am not em barrassed when o thers  question  me about.  ________'s
co n d itio n .

140. There i s  a lo t  o f anger and resentm ent in  our fam il/ .

141. Our fam ily has managed to  save money or make investm ents.

142. We own or are  buying our home.

143. Inform ation and encouragement i s  ava ilaM v to those who seek 
i t .

144. We g e t spec ia l funds because of  's  "voblem.

145. One of the th in g s I enjoy about t h is /h e r  sen - ; of

humour.

146. We can have no lu x u r ie s .

147. I have enough tim e to  m yself.

148 .  i s  ab le  to  go to  th e  bathroom a lo n e .

149. I am a f r a i d    w ill  not uet th e  ind iv idual a t te n t io n ,
a f f e c t io n ,  and care  th a t  he/she i:. used to  i f  ho/she goes some­
where e ls e  to  l iv e .

150. I have too much r e s p o n s ib i l i ty .



151.  cannot remember what h e /she  says from one romemt to  the

±52. _______  Js b e t te r  o f f  in  our home than somewhere e ls e .

153.  can describe  h im se lf /h e rse lf  as a person.

154. I am a f ra id  th a t  as __________  g e ts  o ld e r i t  w ill be harder to
manage him /her.

155. I t  i s  easy to  k e e p __e n te r ta in e d .

156. I t  makes me fee l worthwhile to  he lp   ______.

157 . _______ wants to  do th in g s fo r  h im s e lf /h e rs e lf .

158. In the  f u t u r e ________ w ill  be more able to  help h im s e lf /h e rs e lf .

159. I have become more understanding  in  my r e la tio n s h ip s  w ith 
people as a r e s u l t  o f  .

160. The con stan t demands to  care  fo r  __________lim i t  my growth and

development.

161 .  cannot got any b e t te r .

162.  i s  very ten se  in  s trange  surroundings.

163. I t  i s  easy to  communicate w i t h ______

164. I fee l sa id  when 1 th ink  of

165. I have had to  g ive up a chance fo r  a job because o f ________ .

166. _______ accepts h im s e lf /h e rs e lf  as a person.



I 167. O utside a c t i v i t i e s  would be e a s ie r  w i th o u t  .

168. I en joy  church.

169. Caring fo r   p u ts  a s t r a in  on me.

170. I o f te n  worry about what w ill  happen to  ___________when I no
longer can take  c a re  of h im /her.

171. People c a n 't  understand  what   t r i e s  to  say.

172. I fe e l t h a t _________ would y re f  :• a p ro fessiona l (nu rse , day
c a re  h e lp e r , e t c . )  to  ca re  fo r m/her ra th e r  than a member of

our fam ily.

173. Members of our fam ily get to  do the same kinds of th in g s o ther 
fa m ilie s  do.

174. _______ uses the phone freq u en tly .

175 . _______ has many th in g s  to  keep him /her busy.

176. Sometimes th e  dem ands makes d riv e  m  out o f my mind.

177. _______ could do more for h im s e lf /h e rs e lf .

178. My fam ily understands the problems I have.

179. I t  i s  easy to  do much f o r ________ .

180. _______ ap p re c ia te s  the  In te r e s t  o thers  show in  h im /her.

181. I t  i s  e a s ie r  fo r  our fam ily to  do th ings w ith people we know 
than w ith s tra n g e rs .

182. Vie can hardly make ends meet.



183. _______ ra re ly  has nightm ares.

184. Members of our fam ily are  ab le  to  d iscu ss  personal problems.

185. I am h ea lthy  as I ever was.

186. ________ does not c re ss  r ig h t .

187. Most o f ________'s  ca re  f a l l s  on me.

188. I t  i s  fo r tu n a te  how ________ has ad justed  to  l i f e .

189. ________has h is /h e r  own room.

190. _______ i s  very i r r i t a b l e .

191. We have lo s t  most of our fr ie n d s  because o f  ___ .

192. _______ has a„ a t t r a c t i v e ,  c lean  appearance.

293. _______ can r id e  a bus.

194. _______ w il l  always be a problem to  us.

195. _______ is  abf« t j  express h is /h e r  fee lin g s  to  o th e rs .

196. I t  is  easy fo r me to  re la x .

197. _______ has to  use a bedpan or a d iap e r.

198. 1 r a r e ly  fee l b lue.

199. We have good laundry f a c i l i t i e s  a t  home.

200.  can walk w ithout he lp .

I
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201.  needs help in  the  bathroom.

202. I have chances to  carry  on in t e r e s t s  ou tside  th e  home.

203. I am w orried  much o f the tim e.

204. One of the th in g s  I a p p rec ia te  about ___________  i s  h is /h e r
s e n s i t iv i ty  to  o th e rs .

205.  l ik e s  to  follow  th e  same schedule a ll  the  tim e.

206. ________'s  needs come f i r s t .
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APPENDIX 2

A SCHEDULE FOR PARENTS OF MENTALLY HANDICAPPED OFFSPRING

1. When and how did you f i r s t  suspect th a t  th e re  was something 

wrong with your son/daughter?

2 . When was the f i r s t  tim e you were to ld  th a t  your son/daughter is 
m entally  handicapped?

3 . How were you to ld  about your s o n 's /d a u g h te r 's  problem?

4. What were you to ld  about your so n 's /d a u g h te r 's  problem when the 
d iag n o sis  was made?

5 . What was your re a c tio n  when you were to ld  about your s o n 's / -  
d a u g h te r 's  problem?

6. A fte r you knew about your s o n 's /d a u g h te r 's  problem, when was the
f i r s t  time you spoke to  a r e l a t i v e ,  a f rien d ?

7. What was th e i r  reac tio n ?

8 . Can you re c a l l  th e  v a i 'o u s  stages you have been through over the
y ea rs?

How did you fee l in  each s tag e  about your ch ild?

(a ) The period  before  your son/daughter went to  nursery school, 

(b! Nursery school and the f i r s t  school y ea rs .
(c ) Adolescence.
Id) Adulthood.

9. I f  you d id n 't  ask fo r  p ro fessiona l help a t  the time when you 
were f i r s t  to ld  th a t  your son/daughter was m entally  handicapped 
a t  what stage  d id you seek p ro fessiona l help?

10. How would you desc rib e  your fe e lin g s  now?

-A a ,  .
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11. Do j j u  fee l th a t  th e re  are  enough se rv ice s  ava ilab le  to  help a 
p a ren t of a m entally  handicapped son/daughter?

12. I f  y e s , which se rv ic e s  have you used and why?

13. I f  n o t,  what kind of se rv ice s  do you th ink  should be ava ilab le  

in  o rder to  help you w ith your son/daughter?

14. Do you fee l th a t  your family has special needs or problems 

because of having a m entally  handicapped member?

15. I f  y e s , what a re  th e  spec ia l needs or problems?

16. I f  n o t, p lease  give reasons for your answer.

17. Did you seek any p ro fe ss io n a l help fo r your family?

18. Is  th e re  any p a r t ic u la r  member(s) of your fam ily who has been 
s p e c ia lly  e f fe c te d  by th e  fa c t  of having a m entally  handicapped 
fam ily member?

19. Has th i s  member(s) had any p ro fe ssio n a l help as a r e s u l t  of th is  

problem?

20. I f  n o t, why?

21. Would you consider using p ro fe ssio n a l help in  the  fu tu re  for 
t h i s  member(s) o f your fam ily or fo r the  fam ily as a whole?

22. Do you th ink  th a t  th e re  are d iffe re n c e s  in  everyday l i f e  between 
your fam ily and fa m ilie s  w ithout a m entally handicapped member?

23. I f  y e s , p lease exp la in  th e  reason fo r your answer.
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24. Has having a m entally  handicapped fam ily msmber e ffe c te d  your 
r e la t io n s h ip s  w ith th e  fo llow ings:

(a ) Your r e la t i v e s ,  in  the  p a s t,  in  th e  p resen t.

(b ) Your f r ie n d s ,  in  the p a s t,  in  the  p re sen t.

(c ) Your neighbours, in  th e  p a s t,  in  th e  p re sen t.

I f  so , p lease  ex p la in  how.

25. Are you ever w orried  about your s o n 's /d a u g h te r ’s fu tu re?

26. I f  y e s , when d id  you f i r s t  become w orried about th e  fu tu re?

27. I f  n o t,  do you th ink  th a t  l a t e r  on you w ill become w orried about 

th e  fu tu re?

2ti. What a re  your w orries  fo r  the  fu tu re  regard ing  your son/daughter?

29. Do you have any s p e c if ic  plans fo r  your so n 's /d a u g h te r 's  fu tu re?

30. Have you taken any p ra c tic a l s teps  about your s o n 's /d a u g h te r 's  

fu tu re?

31. I f  y e s , what have you done?

32. I f  you have not y e t  taken any p ra c tic a l s teps  about your s o n 's /  
d au g h te r 's  fu tu re ,  when do you th in k  you w ill do so?

33. What are  you going to  do?



Inform ation Sheet

1. C h ild 's  No............................................

2 . C h ild 's  b ir th d a te  ..........................

3 . Sex  ................

4 . Cause fo r mental re ta rd a t io n  ..

5 . C h ild 's  p lace in  th e  fam ily . . .

6 . No. o f ch ild ren  in  the  fam ily .

7 . M other's b ir th d a te  ........................

8 . F a th e r 's  b ir th d a te  ........................

9 . M other's formal education :
(a) Under m atric
(b) M atric
(c ) P ost m atric  t r a in in g

10. F a th e r 's  formal education :
(a) Under m atric
!b) M atric
(c) P ost m atric  tra in in g

*

11. M other's occupation .

12. F a th e r 's  occupation .

13. Religion ......... ..............

14. Physical co n d itio n  of the  c h ild :
(a) G enerally  good
(b) Generally f a i r
(c) G enerally  poor

15. A m entally  handicapped r e la t iv e  beside the ch ild  Yes/No,

-  3
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APPENDIX 3

HAM LET O P L E ID IN G S E N T R U M  
T R A IN IN G  C E N T R E

01 100131 000 1
RidgowQo 2 7  2 7  R ldgo  Poad

2 1 0 3  2 1 0 3
T el. B 42 ..1694 /B  T el. 64 2 -4 6 9 -1 /6

Mrs Miriam Borsen,who is a social worker in the field 
of Mental Retardation, is undertaking a research project 
with families who have a mentally retarded child,

X would appreciate it if you would agree to having one 
interview in the evening with Mrs Borson, at your home.

She will 'phone you for an appointment and wishes to 
speak to both parents.

If you do not wish to co-operate, please lot mo know 
by phoning me.

Thank you for your co-operation.

Yours, sincerely,



*  70
f'liriil flotiiiy Act w/mnieo not 01100 231 '000 0 

S S e p te m b e r  1963
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©  (OJJJIH(M77J

Corm ipitnilm cclo:
©P.O. 0o«28fl8J 
S A N D R IN G H A M

M rs, M iriam  S e rs o n  I s  an I s r a e l i  s o c i a l  w o rk e r  w ith  
c o n s i d e r a b l e  e x p e r i e n c e  In  t h e  f i e l d  o f  m e n ta l 
r e t a r d a t i o n .  At p r e s e n t , sh e  I s  u n d e r t a k in g  a r e s e a r c h  
p r o j e c t  In  S o u th  A f r i c a  a b o u t  f a m i l i e s  who have  
hand I c a p p e d  c h i l d r e n .  T h is  s tu d y  I s  f o r  h e r  d o c t o r a t e  
I n s o d  a I w o rk .

M rs. B orson  w o u ld  l i k e  t o  m eet w i th  b o th  o f  you  a t  y o u r  
hom e, on an e v e n in g  a t  a c o n v e n ie n t  t im e .  T h is  s h o u ld  
ta k e  no m ore th a n  o ne  and  a h a l f  h o u rs  o f  y o u r  t  i me.

I hope t h a t  you  w i l l  be a b le  to  m eet w i th  M rs. B e r s o n . 
Her w ork  s h o u ld  make a c o n t r i b u t i o n  to  n i l  o f . u s .

I f  you a r e  NOT a b le  t o  s e e  M rs. B e r s o n ,  p l e a s e  l e t  me 
know as  soon  a s  p o s s i b l e ,  o t h e r w i s e ,  M rs. B erso n  w i l l  
te l e p h o n e  you t o  m ake an a p p o in tm e n t .

T hank you f o r  y o u r  c o - o p e r a t I o n ,

Y ours s i n c e r e l y ,

(M is s )  -D. BOWMAN, 
SOCIAL WORKER

sm v Y ,v .m iA U /o s ra .
G l 'm C E A V E m i E  
S A X D R L V G M W  
/0//A/V,YB/Simc

I  N  C  O  R  P  0  H  A  T  I N  L I,
K IB B U T Z  LU B N K R  
V A N  I l i m i E C K  R O A D  
O L IF A N T S F O N T E J N  
M IO R A N O

U A T IK V A II H O U SE  
I) Y O U N G  A V E N U E  
H O U G H T O N  
l o i i A N N K s n u n c



APPENDIX 4

F requencies of th e  c h i ld re n 's  ages by groups (A & D) 
(1n percentages)_______________________________________

C h ild 's  Age Group A Group B

2. 2 -  2 y siirs 27.6
2 . 4 - 5  y e a rs 31.0
3 . 6 - 7  yea rs 41.4
4. Iti -  18 y e a rs 27.8
5. 1 9 - 2 1  y e a rs 38.9
6. 22 -  25 yea rs 20.4
7. 26 -  TO years 12.9

100.0 100.0

Frequencies of c h i ld 's  p lace In the family by groups 
(A S B) (In  percen tages)______________________________

C h ild 's  p lace 1n th e  family Group A Group B

1. F i r s t  ch ild 46.6 18.5
2. Second ch ild 24.1 40.7
3. Third ch ild 22.4 16.7
4. Fourth ch ild 3.5 11.1
5. F if th  ch ild 3.4 9.3
6. S ix th  c h ild 3.7

Total 100.0 100.0

Frequencies of number of ch ild ren  In fam ily by groups 
(A S B) (In percen tages)_______________________________

C h ild 's  Age Group A Group B

1. One 19.0 3."’
31.0 11.1
34.5 38.9

4 . Four 12.0 33.3
5. Five 3.5 5.6
6 Six 3.7
7 Seven
8. E loht 3.7

Total 100.0 100,0



321

—

Frequencies of m o ther 's  b ir th d a te  by groups {A & B)
(In  percen tages)_______________________ _______________

M other's Age Group A Group B

1. 20 -  25 yea rs 6.9 _
2. 26 -  30 years 25.9
3. 31 - 35 yea rs 32.8
4. 3b - 40 yea rs 31 .0 7.4
b. 41 -  45 yea rs 3.4 14.8
6. 46 - 50 yea rs 31.5
/ . hi - 60 yea rs 37.0
a. b l - 71 y ears 9.3

100.0 100.0

Frequencies of f a th e r 's  b ir th d a te  by groups (A & B) 
(in  p ercen tages)__________________________________

F a th e r 's  Age Group A Group B

1. 20 -  25 yea rs
2. 26 - 30 yea rs 14.3
3. 31 - 35 yea rs 21.5
4. 36 -  40 yea rs 35.7
b. 41 - 45 y ea rs 25.1 12.5
6. 46 -  50 yea rs 20.8
V. bl - 60 yea rs 3,6 50.0

bl -  71 years 16.6
Total 100.0 100.0

N=28 N=24
Table 6A

Frequencies of m o ther's  formal education  by groups (A & Bi 
(in  percentages)____________________

M other's formal education Group A Group B

1. Under M atric . 41.4 68.6
2. M atric 41.4 24.0
3. P ost M atric t r a in in g 17.2 7.4

100.0 100.0

N=30
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Table 7A

Fre- n c ie s  of another m entally  handicapped r e la t iv e  by 
groups (A & B) fin  percentages)__________________________

Another m entally re ta rd ed  re la t iv e Group A Group B

1. Yes 10.3 29.6
2. Ho 89.7 70.4

Total 100.0 100.0
N=58 N-54

Table 8A

Frequencies of answers to  the  q uestion : "When was the f i r s t  
time you were to ld  th a t  your ch ild  i s  m entally  handicapped?" 
by groups (A & B) ( in  p ercen tages)____________________________

Answer Group A Group B

1. At b i r th ,  o r a few days a f te r . 25.8 16.6
2. When the c h ild  was 4 -8  months o ld . 32.7 27.7
3. When th e  ch ild  was 1-2 yea rs  o ld . 29,3 20.3
4. When the c h ild  was 3-5 yea rs  o ld . 6,8 11.1
5. When th e  ch ild  was 6 or more. 5.1 24.0

100.0 100.0

N=58 N=54

Table 9A

Frequencies of answers to  the  q u ^ 't io n : "How were you to ld  about 
your c h i ld 's  problem?" by groups (A S b) (in  percentages)_______

Answer Group A Group 8

1. By a doctor or a s p e c ia l i s t  (w ithout
te s t in g  the ch ild ) 37.9 62.9

2. By a doctor ( a f te r  te s t in g  the c h ild ) . 46.5 20.3
3. By my w ife/husband 12.0 3.7
4. By a P sy ch o lo g is t, P h y s io th e ra p is t,

Educator or Social worker 3.4 12.9
100.0 100.0

N=58 N=54
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Table 1QA

Frequencies of answers to  the q u estion : "A fter you knew about 
your c h i ld 's  problem, when was th e  f i r s t  time you spoke about i t  
to  a r e la t iv e  o r a f r ie n d " ?  by groups (A & B) (in  percentages)

Answer Group A Group B

1. they a ll  knew a lready . 20.8 18.5
2. We to ld  our r e la t iv e s  immediately

a f t e r  we knew about i t . 63,0 59.3
3. We only to ld  our fr ie n d s . 1.7 3.7
4. For a long tim e I d id n 't  speak

about i t . 13.7 18.5
100.0 100.0

N=58 N=54

Table 11A

Frequencies of answers to  the  q u estion : "What were the reac tio n s 
of re la t iv e s  and fr ie n d s  when they heard about the  c h i ld 's  
problem"? by groups (A & B) (in  percentages)_____________________

Answer Group A Group B

1. I d id n 't  ta lk  about i t . .8 .6
2. They d id n 't  b e lie v e , d id n 't  accep t i t . 22.4 14.8
3. Shocked, upse t bu t l e a rn t  to  accept i t . 15.5 27.7
4. Told us to  pu t the c h ild  in  a home. 8.6 1.8
5. Accepted the c h ild  and w er. supportive . 36.2 37.0
6. Accepted th e  f a c t s  b e t te r  than we d id . 8.6 1.8

100.0 100.0
N=58 N=54



Fable 12A
Means, SO, Df, and P ro b a b i l i t ie s  fo r  sca le s  1 ,2 ,3 ,4 ,6 ,7 ,1 1 ,1 5  of 
th e  QR5, mothers versus  fa th e r s  ( t  t e s t ! __________________________

Mothers F athers
SI) Df SO Of P

1. Poor Health/Mood 3.7 2.7 109.0 3.2 3.1 2.3 108.9 0.2
2. Excess time demands 4.9 2.4 105.0 3.08 4.3 2 .4 103.1 O.Of
3. Negative a t t i tu d e s  

towards index case 9.3 3.6 106.0 0.8 9.1 3.0 106.(J 0 .8
4. O verp ro tec tion /

Dependency 5.8 2.4 102.0 0.8 6.7 2.3 99.1 0 .8
b. Overcommitmcnt/ 

Martyrdom 3.8 0.9 109.0 0.2 3 .6 1.1 96.! 0 .2
1. Pessimi sm 3.6 2.1 100.0 3.7 3.5 2.2 94.2 0.7
1 1 .Physical

in cap a c ita tio n 4 .0 2.5 107.0 0.5 3.7 2.3 106.7 0 .5
1 5 .D if f ic u l t  

p e rso n a lity  
c n a r a c te r is t ic s 11.6 4 .1 97.0 0 .9 11.5 4.2 93.3 0 .9

Frequencies of p a re n ts ' c u r re n t re a c tio n s  towards the c h i ld 's  
handicap, mothers versus fa th e rs  (in  p ercen tages)____________

P a re n ts ' re a c tio n Mothers Fathers

1. The ch ild  w ill  grow out of i t . 13.6 15.3
2. Have accepted i t .  The c h ild  w ill  improve. 45.6 38.4
3. You have to  accep t i t . 23.3 28.8
4. 1 am w oiried  about the  fu tu re . 13.3 13.7
5. I t  has changed ny l i f e s ty l e . 1.6
6. I t  has enriched  our fam ily l i f e . 1.6 3 .8

100.0 100.0

&

- -  l & A  i



Table 14A

Frequencies of answers to  the  qu ';t io n : "A fter you knew about the 
c h i ld 's  problem, when was the f iru -  time you spoke about i t  to  a 
r e l a t i v e  or a f r ie n d 11? mothers v e r s u , f a th e rs  (in  percentages)

Answer Mothers F athers

1. They a ll  knew a lread y . 23.3 15.3
2. We to ld  our r e la t iv e s  immediately

a f t e r  we knew about i t . 63.4 65.3
3. We only to ld  our f r ie n d s .
4. For a long tim e I d id n 't  speak

about i t . 13.3 19.4
100.0 100.0

N=60 N=52

Table ISA

Frequencies of answers to  th e  question : "What were th e  reac tions 
of r e la t iv e s  and fr ie n d s  when they heard about th e  c h i ld 's  
problem"? mothers versus fa th e r s  (in  p ercen tages)________________

Answer Mothers F athers

1. I d id n 't  ta lk  about i t . 11.6 13.4
2. They d id n 't  b e lie v e , d id n 't  ur - n t  i t . 18.3 19.2
3. Shocked, upset b u t le a rn t  to  accept i t . 26.6 15.3
4. Told us to put the c h ild  in  a home. 5.3 5.7
5. Accepted the ch ild  and were supportive . 31.6 42.6
6. Accepted th e  f a c t s  b e t te r  than we d id . 6.6 3.8

100.0 100.0
N=60 N=52



Table 16A
Means, SD, Df, and P ro b a b i l i t ie s  fo r  fa th e rs  of Group A versus 
fa th e rs  o f Group 8 according to  sc a le s  1 ,2 ,3 ,4 ,6 ,7 ,1 1 ,1 5  of the 
QRS ( t  t e s t ) ______________________________________________________

S c . , . , F athers Fathers
SO Df SO Df

1. Poor Health/Mood 2.9 2.3 49.5 0.3 3.5 2.2 50.0 3.3
2. Excess tim e demands 4 .5 2.4 47.0 3.2 3.6 2.4 48.0 3.2
3. N egative a t t i tu d e s  

towards index case 9 .2 3.0 46.4 3.7 9.0 3.0 47.0 0.7
4. O verp ro tec tion /

Dependency 5.6 2.1 40.6 0.7 5.8 2.6 45.0 0.7
t . Overcommitment/

Martyrdom 3.6 1.1 47.5 0.6 3 .5 1.1 49.0 0.6
7. Pessimi s<. 3.0 2.2 43.8 J . l 4 .0 2.2 44.0 3.1
1 1 .Physical

in c a p a c ita tio n 4 .9 2.1 48.5 U.0001 2,3 1.7 19.0 0.0001
15.D if f ic u l t  

p e rso n a lity  
c h a ra c te r is t ic s 13.1 4.5 38.8 0.01 10.0 3.3 43.0 3.01

N=28 N=24

Table 17A
Means, SD, Df, and P ro b a b i l i t ie s  fo r  mothers versus fa th e rs  in  
Group A fo r  sc a le s  1, 2 , 3, 4 , 6, 7, 11, 15 of th e  QRS ( t  t e s t )

P aren ts
Mothers A F athers A

SD Df P SD Of

1. Poor Health/Mood 3.2 2.3 55.0 3.5 2.9 2.3 54.9 0 5
2. Excess tim e demands 4 .7 2 ./ 54.0 u.y 4.5 2.4 54.0 /
3. Negative a t t i tu d e s  

towards index case 9 .9 3.9 54.0 13,4 9.2 3 .0 53.0 0 4
4. O verp ro tection /

Dependency 5.5 1.8 51.0 p . 9 5.6 2.1 47.0 0 9
6. Qvercmmi tm ent/ 

Martyrdom 3.7 0 .8 55.0 0 .6 3.6 1.1 47.4 7
7. Pessimism 3 .0 2.2 49.0 0.9 3 .0 2 .2 48.2 0 9
11 Physical

in cap a c ita tio n 5.3 2.5 54.0 3.5 4 .9 2.1 53.6 0 5
15 .D if f ic u l t  

p e rso n a lity  
c h a r a c te r is t ic s 13.3 4.1 46.0 3.8 13.1 4.5 43.0 0 8



Table ISA
Means, SD, Df, and P ro b a b i l i t ie s  fo r mothers versus fa th e rs  in 
Group B fo r sc a le s  1, 2 , 3 , 4 , 6 , 7 , 11, 15 o f  th e  QRS f t  t e s t )

P aren ts
te th e rs  B Fathers B
SD P SD Df P

1. Poor Health/Mood 4.1 3 .0 5 2 .0 0.3 3 .5 2.2 51 .8 0 .3
z. Excess tim e demands 5.2 2.1 50.0 1.02 3.6 2.4 4 5 .0 0 .02
3. Negative a t t i tu d e s  

towards index case a . 6 3.1 5 0 .0 0.6 9.0 3 .0 4 8 .0 0.6
4 . O verp ro tec tion /

Dependency 6 .0 2.8 49 .0 0.7 5 .8 2.6 47.2 0 .7
b. Overcommitment/

Martyrdom 3 .8 1 .0 5 2 .0 0.2 3.5 1 .1 46.4 0.2
'/. Pessimi sm 4.1 1.9 49 .0 1.8 4 .0 2.2 42.5 0.8
1 1 .Physical

in c a p a c ita tio n 2 .6 1.7 51.0 10.5 2 .3 1.7 49.3 0 .5
15 .D if f ic u l t  

p e rso n a lity  
c h a r a c te r is t ic s 1 0 .0 3.6 4 9 .0 0.9 1 0 .0 3.3 4 8 .2 0.5

N=30 N=24

Table 19A

Frequencies of p a re n ts ' answers to  the  q u estion : "What 
were you to ld  about your c h i ld 's  problem when the 
d iagnosis was made?" by c h i ld 's  sex (in  percentages)

Answer Males'
P aren ts P aren ts

1. The ch ild  i s  slow b u t w ill 
Improve in  the fu tu re .

2 . We rece ived  many diagnoses 
before  th e  f in a l one.

3. The ch ild  i s  m entally 
re ta rd ed .

4. The c h ild  w ill have to  go 
to  a spec ia l sch o o l.

5. The ch ild  must go in to  
r e s id e n t ia l  c a re .

6. The ch ild  has no fu tu re , 
he w ill  d ie  e a r ly .

3.3

13.6

25.7

28.7 

7.5

21.2

4.3

17.3

43,7

19.5

6,5

8.7
... ioo . o , .. i “ -.p .
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Table 20A

Frequencies of p a ren ts  cu rre n t rea c tio n s  towards the c h i ld 's  
handicap, by c h i ld 's  sex (1n p ercen tages)____________________ _

P a re n ts ' re a c tio n
Parents

Fem ales' 
P aren ts

1. The ch ild  w ill grow out o f i t . 7.5 23.9
2. I have accepted i t .  The c h ild  w ill

improve. 51.5 30.4
3. You have to  accep t i t . 25.7 26.3
4. 1 am w orried about th e  fu tu re . 12.1 15.2
5. I t  has changed %  l i f e s t y l e . 2.1
G. I t  has enriched  our fam ily l i f e . 3.2 2 .1

100.0 100.0
N=66 N=46

Table 21A

Frequencies of answers to  th e  q u estion : "What were the reac tio n s 
of r e la t iv e s  and fr ie n d s  when they heard about the  c h i ld 's  
problem"? by c h i ld 's  sex (in  p ercen tages)________________________

Answer
P aren ts

Females'
Paren ts

1. I d id n 't  ta lk  about i t . 13.6 10.8
2. They d id n 't  b e lie v e , d id n 't  accep t i t . 19.7 17.6
3. Shocked, upset but l e a r n t  to  accept i t . 16.6 28.2
4. Told us to  put the c h ild  in  a home. 9.0
5. Accepted the c h ild  and were sup p o rtiv e . 33.6 41.3
6. Accepted th e  f a c t s  b e t te r  than we d id . 7.5 2.1

Total 100.0 100.0
N=66 N=46

Table 22A

Frequencies of p a re n ts ' answers to  th e  q u estion : "What made you 
f i r s t  suspect th a t  th e re  was something wrong with your ch ild?" by 
cause of th e  c n il d 's  mental re ta rd a t io n  (in  percentages)________

Answer Unknowr Genetic
d i'o rd e rs

Brain
Oamaqe

1. I d id n 't  su sp ec t. I was to ld .
2. Something was wrong during the

pregnancy or a t  th e  b ir th  of the 
c h ild .

3. The c h i ld ’s development was slow.
4. The c h ild  was sick  and d id not look

norm al.

55.5

44.5

56.1

7 .3
19.5

17.1

33.3

2.7
38.8

25 2
1U0.0 -
N=18 M l  N-36
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Table 23A

Frequencies of p a re n ts ' answers to  th e  q u estion : "What 
were you to ld  about your c h i ld 's  problem when the 
d iag n o sis  was made?" by th e  cause of th e  c h i ld 's  mental 
re ta rd a t io n  (in  percentages)_____________ _______________

Answer
Unknown

Genetic
d iso rders

Brain
Damage

1, The ch ild  i s  slow but w ill 
improve in  the fu tu re . 22.2

2 . We rece ived  many diagnoses 
b efore  th e  f in a l one. 27.7 4.8 22.2

3. The ch il d i s  mental ly 
r e ta rd e d . 11.3 39.2 41.6

4 . The ch ild  w ill  have to  go 
to  a spec ia l sch o o l. 38.8 21.9 16.6

5. The ch ild  must go In to  
r e s id e n t ia l  c a re . 12.2 8.3

6. The c h ild  has no fu tu ra , 
he w ill  d ie  e a r ly . 21.9 11.3

100.0 100.0 100.0

N=18 N=41 N=36

Table 24A

Frequencies of answers to  th e  questio n : "What were the reac tions 
of your re la t iv e s  and fr ie n d s  when they heard about the c h i ld 's  
problem"? by the cause of th e  c h i ld 's  mental re ta rd a tio n  
( in  percentages)______________ _____________________________________

Answer
Unknown

Genetic
D isorders Damage

1. 1 d id n 't  ta lk  about i t . 16.6 9.7 19.4
2. They d id n 't  b e lie v e , d id n 't

accept i t . 22.2 19.b 16.6
3. Shocked, upset but l e a rn t  to

accept i t . 22.2 36.6 2.7
4. Told us to put th e  c h ild  in  a

"homo". 5.5 2.4 8.3
5. Accepted the ch ild  and wore

supportive . 33.5 26.8 44.4
6. Accepted the fa c ts  h o tte r  than

we d id . 4.8 8,6
Total 100.0 100.0 1 W .0

N-l? N=41 N=36
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Table 25A

Frequencies of p a re n ts ' answers to  the q u estion : "What made you 
f i r s t  suspect th a t  th e re  was something wrong with your ch ild"?  by 
th e  c h i ld 's  physical co n d itio n  (in  percentages)___________________

Answer Good physica" F a ir  physical
cond ition cond ition

1. I d id n 't  su sp ec t. I was to ld . 49.4 44.0
2. Something was wrong during the

pregnancy or a t  the b i r th  of
tn e  c h ild . 1.3 12,0

3. The c h i ld 's  development was slow. 34.4 12.0
4. The ch ild  was s ick  and d id  not

look normal. 14.9 32.0
Total 100.0 100.0

Table 26A N=87 N=25

Frequencies o f p a re n ts ' i n i t i a l  reac tio n s  to  th e  c h i ld 's  
d iagnosis by c h i ld 's  b i r th  o rd e r (In  percentages)

P aren ts Reaction
Born

Second
Born

3 -  6 
Born

1. 1 knew th a t  something was
wrong, and was up se t.

2. Shocked, c o u ld n 't  b e liev e  i t .
5.5 12.8

45.9 36.1 53.8
3. Confused, f e l t  bad about the

way they to ld  u s . I was angry. 18.9 22.2 7.6
4. Upset, but accepted i t  a f te r

some tim e. 35.2 36.2 17.9
5. I was w orried . 7.9

Total 100.0 106.0 100.0

Table Z7A 11=37 N=36 N=39

Frequencies of p a re n ts  c u rre n t reac tio n s  towards the c h i ld 's  
handicap, by the c h i ld 's  b i r th  order (in  p e rc e n ta r is )

P a re n ts ' re a c tio n F i r s t Second
Born

3 -  6

1. The ch ild  w ill grow out of i t .
2. 1 have accepted i t .  The ch ild

w ill  improve.
3. You have to  accep t I t .
4 . I am w orried about th e  fu tu re .
5. I t  has changed my l i f e s t y l e .
6. I t  has enriched  our fam ily l i f e .

13.5

54.0
18.9
13.6

22.5

38.8
30.5 
5.5

2.7

7.6

35.9
28.2
20.5

2.5
5.3

Total 100,0 100.0 100.0

N=37 N=36 N-39
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Table 28A

Frequencies of tim ing of p a re n ts ' f i r s t  susp icions of the c h i ld 's
problem, by th e  p a re n ts ' lev e l o f formal educa tion , ( i n  p e r c e n t a g e s )

Answer
Under M etric

Matric 
and Post

1. I d id n 't  su spec t anything. ’ 47.5 49.2
2. During pregnancy. 1.6 3.9
3. At b i r th ,  or a few days a f t e r . 11.4 17.6
4. A fte r 4 - 8 months. 21.6 19.6
S. From 1 -  2 y e a rs . 14.7 5.8
6. From 3 - 4 y e a r s . 1.6 3.9
7. When th e  c h ild  had to  go to

sch o o l. 1.6
tw .o 100.0

N»61 N=51

Table 29A

Frequencies of answers to  the q uestion : “When was the f i r s t  time 
you  were to ld  th a t  your ch ild  i s  m entally handicapped?" by 
p a re n ts ' le v e l o f formal education  (in  percentages)______________

Answer Under
M atric

Matric 
and Post

1. At b i r th  o r a few days a f t e r . 14.7 29.4
2. When the ch ild  was 4-8 tilths o ld . 29.5 31.3
3. When th e  c h ild  was 1-2 y r s  o ld . 22.5 .2 9 .6
4. When the ch ild  was 3-6 y rs  o ld . 11.4 6.8
5. When the c h ild  was 6 o r  more 21.3 3.9

vears o ld . 1.6
Total 1U0.U

N=61 N=51

«. " i



Frequencies of answers to  the  qu estio n : "What were the reac tio n s  of 
your r e la t iv e s  and fr ie n d s  when they heard about the c h i ld 's  
problem?" by p a re n ts ' le v e l o f formal education (in  p e rc e n ta g e s )__

Answer
Under M atric anu Post

1. 1 d id n 't  ta lk  about i t . 16.3 7.8
2. They c o u ld n 't  b e liev e  1 t ,  d id n 't

accep t 1 t. 14.7 23.5
3. Shocked, u p se t,  but l e a rn t  to

accep t i t . 21.3 21.5
4. Told us to  put th e  c h ild  in  a "home". 3.6 7.8
S. Accepted the c h i ld ,  were supportive 40.9 31.6
6. Accepted the f a c t s  b e t te r  than we did 3.2 7.8

100.0 100.0

Frequencies of m others' answers to  th e  question : "What made you 
su sp ec t th a t  th e re  was something wrong with your ch ild?"  by the 
m o ther's  occupation |1n p ercen tages)  _____________________ _

Answer Working
Mothers Housewives

1. I d id n 't  su sp ec t. I was to ld . ,1.4 53.0
2. Something was wrong during the

pregnancy or a t  the b ir th  of
th e  c h ild . 6.2

3. The c h i ld 's  development was slow. 36.9 M .Z
4. The ch ild  was sick  and d id not

look normal. 21.7 16.6
Total 100.0 100.U

Frequencies of m others' c u r re n t re a c tio n s  towards the c h i ld 's  
handicap, by th e  m o ther 's  occupation (in  percentages}_______ _

M other's  re a c tio n Working
Mothers Housewives

1. The ch ild  w ill  grow out o f i t . 8.7 18.3
2. I have accepted i t .  The ch ild

w ill  improve. 34.7 48.4
3. You have to  accep t i t , 32.6 21.2
4. I am w orried about th e  fu tu re . 17.6 10.6
5. I t  has changed ny l i f e s ty l e . 2,1
6. I t  has enriched  our fam ily l i f e . 4 .3 1.5

Total 100.0 100.0

N=23 N=33
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Ia b ie J 3 A

Frequencies of f a th e r s 1 answers to  the  q uestion : "When was the 
f i r s t  time you wsre to ld  th a t  your ch ild  is  m ental!, landicapped?" 

the f a th e r 's  occupation {in percentages)________________________

Answer High Low
S k illed S k illed

1. At b i r th  o r s few days a f t e r . 26.6 10.0
2 . When the ch ild  was 4 -8  nvths o ld . 37.8 13.3
3. When the c h ild  was l-'d  y r s  o ld . 21.6 30,0
4 . When the ch ild  was 4-5 y rs  o ld . 8.3 10.1
5. When the c h ild  was 6 or more

years  o ld . 6.7 36.6
Total 100.0 100.0

Table 34A
N=36 N-72

Frequencies of f a th e r s ' i n i t i a l  re a c tio n s  to  the c h i ld 's  
d iagnosis by f a th e r s ' occupation (in  percentages)_______

F a th e r 's  Reaction High
S k ille d

Low
S k illed

1. I knew th a t  something was wrong, 
and was upse t.

Shocked, c o u ld n 't  b e liev e  I t .
8 .1 3.3

2. 44.5 36.6
3. Confused, f e l t  bad about the  way 

they to ld  ms. I was angry . 14.8 23.3
4. U pset, but accepted i t  a f te r  some

31.3 30.2
5. I was w orried . 1.3 6.6

Total 100.0 100.0

Frequencies of tim ing of p a re n ts ' f i r s t  susp icions of the  c h i ld 's  
problem, by p a re n ts ' r e llg fo u s  background U n percentages)_______ _

Timing of Suspicions C atholics J « s

1, I d id n 't  suspect anything. 73.6 47.8 27.7
2. During pregnancy. 5.2 1.4 5.8
3. At b i r th ,  or a few days a f t e r . 5.2 19.7 5.5
4, A fter 4 - 8  months. 10.5 15.4 55.5
!5, From 1 - 2  y e a rs . 11.5 5.5
G. From 3 - 4  y e a rs . 5.5 2.8
7. When th e  c h ild  had to  cio to  school. 1.4

Total 106.0 100.0 100.0

IM9 N«71 M 8

asU&SLt



Frequencies of paren ts*  i n i t i a l  reac tio n s  to  the c h i ld 's  d iagnosis, 
by th e  p a re n ts ' r e l ig io u s  background (in  percentages)_______________

P a re n ts ' re a c tio n C atholics P ro te s - j=ws

L  I knew something was wrong, and
was upse t. 10 .S 5.6 5.5

Shocked, c o u ld n 't  b e liev e  i t . *3.1 43.6 27.7
3. Confused, f e l t  bad about the  way

they to ld  us. I was angry. 5.2 18.3 22.4
4. Upset, bu t accepted  i t  a f te r  some

21.2 26.3 44.4
7. I was w orried . 4 .2

100.0 100.0 100.0

Frequencies of p a re n ts ' c u r re n t reac tio n s  towards the c h i ld 's  
handicap , by parent. ' r e l ig io u s  background (in  percentages)

P a re n ts ' re a c tio n C atholics P ro te s - Jews

1. The c h ild  v /ill grow out o f i t .
2. I have accepted i t .  The ch ild

26.3 11.2 s .s

w ill :mprove. 36.8 47.8 33.3
3. You have to  accep t I t . 3Z.5 18.3 50.1
4. f am w orried  about the  fu tu re . 18.3 11.1
5. I t  has changed my l i f e s ty l e . 1.6
li. I t  has enriched  our fam ily l i f e . 5 .4 2 .8

Total 100,0 100.0 100.0

Table 38A
N=19 N=71 N=18

Frequencies o f answers to  the  question ; "What were th e  reac tio n s  of 
your r e la t iv e s  and fr ie n d s  when they heard about th e  c h i ld 's  
problem?" by the p a re n ts ' re l ig io u s  background (in  percen tages) __

Answer Cathollcsl P ro te s - Jews

1. I d id n 't  ta lk  about i t . 21.0 7.3 27.7
2. They c o u ld n 't  b e liev e  i t ,  d id n 't  

accep t I t . 26.5 I d ,9 11.1
3. Shocked, u p se t,  b u t le a rn t to 

accep t i t 15,7 29.5
4. Told us to  put th e  ch ild  in  a "home'' 4 .2 16.6
b. Accepted the c h i ld ,  wore supportive. 3S.9 315.6 33.3
6. Aecaoted th e  f a c ts  b e t te r  than we die 5,6 11.3

Total 100.0 100.0 1 0 0 /



Table 39A

Frequencies of answers to  th e  q u estion : "What were the rea c tio n s  of 
ju r  r e la t iv e s  and fr ie n d s  when they heard about the  c h i ld 's  

problem"? by having a m entally  handicapped r e la t iv e  (in  "“^centage-O

Answer A M.R. f'.R.
r e la t iv e

1 . I d id n 't  ta lk  about i t . 27-2 8.8
2. They c o u ld n 't  b e liev e  i t ,  d id n 't

a ccept I t . 13.6 20.0
3. Shocked, up se t, b u t l e a rn t  to

accept I t . 9.4 24.7
4 . Told us to  put th e  ch ild  in  a "home". 4.5 5.5
S. Accepted the c h i ld ,  were supportive . 36.3 36.6
6. Accepted th e  f a c t s  b e t te r  than we d id . 9 .0 4 .4

Total 100.0 100.0

Table 40A N=22 N=90

Frequencies of p a re n ts ' answers to  the  qu estio n : " I f  ycu  do not 
have spec ia l problems or needs, give reasons fo r  your enswer?" 
by Groups A & B (in  p ercen tages)_________________________________

Answer A B
1. We have problems or needs. 31.1 <8.2
2. We try  to  lead  a normal l i f e . 37.9 20.4
3. I t  h a s n 't  changed our l i f e ,  we are

l ik e  any o th e r fam ily. 24.1 31.4
4. Not v e t,  th e  c h ild  i s  s t i l l  vounq. 6.9

100.0

Means, SO, Df, and P ro b a b i l i t ie s  fo r mothers A versus mothers B 
according to  Scales 8 , 9, 10 w  the QRS ( t  t e s t ) ________________

Mothers A Mothers B
SD Of SD Df P

8. Lack of fsm ily 
in te g ra tio n . 2.8 2.5 55.13 0 .4 3.3 2.3 56 0.4

9. Lim its r  family 
opportun ity . 1 .0 1.1 55.7 0.7 1.1 1.3 57 0.7

!U Financial
problems. 3.9 2.4 56.3 0.5 3.4 2.9 58 0.5

N=30 N=30
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Table 42A

Means, SD, Of, and P ro b a b i l i t ie s  for fa th e rs  A versus fa th e rs  8 
according to  S cales 8 , 9 , x . o f th e  QRS ( t  t e s t ) ________________

F athers  A Fathers
SD l)f P SD Of

8. Lack of family 
in te g ra tio n . 2 .5 2.1 45.9 0.1 3.5 2 .4 49 0.1

9. Lim its on family 
opportun ity . 1 .2 1.6 47.9 0.8 1.1 1.5 49 0 .8

10. F inancial 
problems. 3.2 2.2 39.4 0.8 3.3 3.2 50 0.8

N=28 N=24

Table 43A

Frequencies of p a re n ts ’ answers to  the q u estion : "Do you th ink  th a t  
th e re  are  d iffe re n c e s  In  everyday l i f e  between your fam ily and 
fa m ilie s  w ithout a m entally  handicapped c h i ld ? 11 mothers versus 
fa th e r s  (in  p ercen tages)_____________________________________________

Answer
Mothers Fathers

1 . There are  no d if fe re n c e s . 25.3 32.6
2. Not very much, you have to  devote more

tim e to  th e  c h ild . 3.3 15.3
3. Not now because the o ther ch ild ren  are

young or o ld . 5.6 5.7
4. Yes, i t s  l ik e  having a baby a ll  the

21.6 23.4
5. Outside a c t i v i t i e s  a re  more d i f f i c u l t .

We are  l im ite d ,  is o la te d  spend more
money on th e  c h ild . 36.6 21.1

6 . We are  c lo se r  to  each o th e r . 6 .6 2.9
100,0 100.0
N=60 N=52



F requencies of p a re n ts ' answers to  '.he q u estion : " Is  th e re  any 
p a r t ic u la r  member o f your family who has been a ffe c te d ? '1 by 
groups A & M i n  p ercen tages)_________________

Answer
A

1. No. 48.3 50.0
2. No. They are  o ld  enough or too young. 13.8 1.9
3. I was a ffe c te d . 6.9 3.7
4 . My husband/wife were a ffe c te d . 3.4 3.7
5. I t  a ffe c te d  th e  s ib l in g s . 25.9 29.6
6. A fam ily member l e f t  home. 3.7
7 . The ;ib l1 n g s  became c lo se r  to  each

o th e r  or more re sp o n s ib le . 1.7 7.4
100.0 100.0

N=58 N=54

Table 45A
F requencies of p a re n ts ' answers to  the  qu estio n : "Do you think 
th a t  th e re  are  d iffe re n c e s  in  d a ily  l i f e  between your fam ily 
and fa m ilie s  w ithou t a m entally  handicapped ch ild?"  by c h i ld 's  
sex (in  percen tages)________ . __________________________________

Answer M ale's
Parents

Fem ale's 
Paren ts

1. There are  no d iffe re n c e s . 25.7
2. Not very much, you have to  devote more

tim e to  th e  ch ild . 12.2 4 .3
3. Not now because th e  o ther ch ild ren  are

young or o ld . 1.5 13.0
4. Yes, i t s  l ik e  having a baby a ll  the

19.7 26.5
5. Outside a c t i v i t i e s  are  more d i f f i c u l t .

We are  l im ite d ,  iso la te d  spend more
money on th e  c h ild . 37.8 17.3

6. We are  c lo se r  to  each o th e r . 3.1 6.5
Total 100.0 100.0



Frequencies of p a re n ts ' answers to  th e  q u estio n :"  I f  you do not have 
sp ec ia l problems o r needs, g ive reasons for your answer", by the 
cause of c h i ld 's  mental re ta rd a t io n  (in  percentages)________________

Answer Unknown Genetic
d iso rders damage

1. We have problems or needs. 33.3 34.1 47.2
2. We try  to  lead  a normal l i f e . 22.3 39.Z 22.2
3. I t  h a s n 't  changed our l i f e . 44.4 24.3 22.3
4. We are  l ik e  any o thar fam ily.
5. Not now, the ch ild  i s  s t i l l

■ -

vounq. 2.4 8 .3
Total 100.0 100.0 100.0

N=18 N=41 N=36

Table m
Frequencies of p a re n ts ' answers to  th e  question : "Do you th ink  
th a t  th e re  are  d iffe re n c e s  in  d a lly  l i f e  between your fam ily and 
fa m ilie s  w ithou t a m entally  handicapped ch ild ?"  by c h i ld 's  physical 
co n d itio n  (in  p ercen tages)____________________________________________

Answer General ly General ly
F a ir

1. There are  no d if fe re n c e s . 28.7 28.0
2. Not very much, you have to  devote more

tim e to  th e  c h ild . 6 .3 16.0
3. Not now because th e  o ther  ch ild ren  are

young or o ld . 6.9 4.0
4. Zes, i t s  l ik e  having a baby a ll  the

20.6 28.0
5. Outside a c t i v i t i e 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 on th e  c h ild . 31.2 24.0

6. We a re  c lo se r  to  each o th e r . S. 7
Total .. 100. 0 .



Frequencies of p a re n ts ' answers to  the q u estion : " Is  th e re  any 
p a r t ic u la r  member of your fam ily who has been a ffec ted ?"  by c h i ld 's  
physical co n d itio n  (In p ercen tages)_________________________________

Answer G enerally G enerally
F a ir

1. No. 49.4 ',8.0
2. No. They a re  o ld enough or too young. 5.7 15.0
3. I was a ffe c te d . 5.7 4.0
4. ffy husband/wife were a ffe c te d . 2.3 8.0
5 . I t  a ffe c te d  th e  s ib l in g s . 32.3 12.0
6. A fam ily member l e f t  home. 2.3
7 . The s ib lin g s  became c lo se r  to  each

o ther o r more re sp o n s ib le . 2.3 12.0
100.0 m.o

Table 49A
Frequencies o f p a re n ts ’ answers to  the  qu estio n : "Do you think 
th a t  th e re  a re  d iffe re n c e s  in  d a ily  l i f e  between your fam ily 
and fam ilies  w ithou t a m entally  handicapped ch ild?"  by c h i ld 's  
b ir th  order (in  percen tages)_____________ _______________________ _

Answer Second 3 -  6
Born

1. There are  no d if fe re n c e s . 27.0 33.6 25.6
2. Not very much, you have to  devote more

tim e to  the c h ild . 13.5 5.5 7.6
3 . Not now because the o ther ch ild ren  are

young or o ld . 13.5 5.5
4 . Yes, I t s  l ik e  having a baby a ll  the

IP .9 13.4 28.5
5. Outside a c t i v i t i e 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 on the c h ild . 27.1 30.5 30.7

6. We are  c lo se r  to  each o th e r . 5.5 7.6
Total 100.0 100.0 100. U

N«37 N=36 N=39



Table 50A
Frequencies of p a re n ts ' answers to  the q u estion : " Is  th e re  any 
p a r t ic u la r  member of your fam ily who has been a f fe c te d ? 1' by 
c h i ld 's  b i r th  o rd e r (in  percen tages)____________________________

Answer
Born

Second
Worn

3 -  6 
Born

1. 54.1 50.3 43.5
2 . No. They are  o ld  enough or too  young. 13.5 5.5 5.1
3. 1 was a ffe c te d . 2.7 12.8
4. My husband/wife were a f fe c te d . 2.7 7.6
b. I t  a ffe c te d  th e  s ib l in g s . 21.6 33.3 28.5
6. A fam ily member l e f t  home.
7. The s ib lin g s  became c lo se r  to  each

5 5 •

o th e r or more re sp o n s ib le . 8.1 2.7 2.5
Total 100.0 100.0 100.0

N=3? N=36 N=39

Table 51A

Frequencies of p a re n ts ' answers to  th e  question : " I s  th e re  any 
p a r t ic u la r  member of your fam ily who has been a ffec ted ?"  by 
p a re n ts ' lev e l o f formal education  (?n percentages)____________

Answer
Matric

M atric anc

I .  No. 59.2 37,6
2. No. They a re  o ld  enough or too  young. 4.9 11.7
3. I was a ffe c te d . 4.9 5.8
4. Ity husbnnd/wlfe were a ffe c te d . 1.6 5,8
5. lv a ffe c te d  the s ib l in g s . 22.9 33.3
G. A fam ily member l e f t  homo. 3.9
7. The s ib lin g s  became c lo se r  to  each

o th e r o r more re sp o n s ib le . 6 .5 1.9
100.0 100,0
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Table 52A

Frequencies of m others ' answers to  th e  q u estion : "Do you think 
Vnat th e re  are  d iffe re n c e s  in d a lly  If  fa  between your fam ily 
and fam ilie s  w ithout a m entally  handicapped ch ild?"  by m others1 
occupation {fn p e rcen tages)____________________________________

Answer Working
Mothers

House-

1. There are  no di f fe ren ces . 39.4 21.2
2. Not very much, you have to  devote more

time to  th e  c h i ld . 4 .3 12.2
3. Not now because th e  o ther ch ild re n  are

young or o ld . 6.5 6.1
4. Yes, i t s  l ik e  - w ing a baby a l l  the

17.3 25.7
5. O utside a c t i v i t i e s  are  more d i f f i c u l t .

we are  l im ite d ,  Iso la te d  spend more
money on the c h ild . 21.7 34.8

6. We are  c lo se r  to  each o th e r. 10.8
to ta l 100.0 100.0

N=23 N=33

Table S3A

Frequencies of f a th e r s ' answers to  the q u estion : " I f  you do not 
have sp ec ia l p ro b lem  or needs, give reasons fo r  your anawer?" 
by f a th e r s ' occupation  (In  p ercen tages)_________________________

Answer High
S k ille d S k ille d

1. We have problems or needs. 40.5 40.0
2. We try  to  lead  a normal l i f e . 35.1 16.7
3. I t  h a s n 't  changed our l i f e ,  wo are

lik e  any o th e r fam ily. 18.9 43.3
4. Not y e t .  th e  c h i ld  1s s t i l l  .vounq. # 5

100.0 io o .o

N=3G N«12



Table 54A

Frequencies o f p a re n ts ' answers to  th e  qu estio n : "Do you think 
th a t  th e re  are  d iffe re n c e s  in d a lly  l i f e  between your family 
and fam ilie s  w ithou t a iren ta lly  handicapped ch ild ?"  by having 
m entally  re ta rd e d  r e la t iv e  (in  p ercen tages)____________________

Answer A M.R. 
re la t iv e

No M.R. 
r e la t iv e

1. There are  no d iffe re n c e s . 27.2 28.8
2. Not very much, you have to  devote more

time to  th e  c h ild . 4 .5 10.3
3. Not now because the o ther ch ild re n  are

young or o ld . 9.3 5.5
4. Yes, I t s  l ik e  having a baby a l l  the

22.7 22.2
5. Outside a c t i v i t i e s  are  more d i f f i c u l t .

We a re  l im ite d ,  is o la te d  spend more
money on th e  c h ild . 36.3 27.7

6. We are  c lo s e r  to  each o th e r . 5 .5
Total 100.0 100.0

Means, SD, Of, and P ro b a b i l i t ie s  fo r motners versus fa th e rs  
accordlng to  S ca les  5, 14 o f th e  QRS ( t  t e s t ) _______________

Mothers F athers
SD Df P SO Df P

S. ia< so c ia l
3.7 1.4 108 0.9 3.7 1.4 104 0.9

14. Social o b tru s iv e -
2.2 1.2 110 0 .8 2.1 0.9 109.2 0 .9

N=60 N=52

Table 56A

Means, SO, Of, and P ro b a b i l i t ie s  fo r o t h e r s  A versus fa th e rs  A 
according to  S cales 5, 14 of th e  QRS ( t  t e s t ) ___________________

Mothers A F athers A
SD Df SU Df 1 P

5. Lack of social 
support. 4 .0 0 .9 55 0.7 4.1 1.2 48.6 0.7

14. Social o b tru s iv e -
2.4 1.2 56 0.6 2.3 0.9 53.3 1 0.6

. d k

JS
l



Means, SO, Df, and P ro b a b i l i t ie s  fo r mothers B versus fa th e rs  8
according to  S cales S, 14 o f th e  CjRS ( t  t e s t ) ___________________

Mothers 0 F a thers  0
SD I Df SO Df P

S. Lack of social
support.

14. Social o b tru s iv e -
3.4 1.7 I 51 0.7 3 .3 1.5 50.2 0 .7

1.9 1 .2  | 52 0.9 1.9 1.0 51.7 0 .9

N=30 N=24

Table m

Frequencies of p a re n ts ' op inions about th e i r  r e la tio n s h ip s  with 
r e la t i v e s ,  by Groups A & d (In  p ercen tages)______________________

Opinion A B
1. We have no r e la t iv e s  or no r e la t io n ­

sh ip s  w ith our r e la t iv e ? . 10,2 15.3
2. I t  d o e sn 't  a f f e c t  our re la t io n s h ip s . 36.6 50.*
3 , They accepted th e  ch ild  and helped us. 28.3 17.3
4 . We became c lo s e r . 8 .3 3 .8
5. Some r e la t iv e s  cannot accept th e  c h ild . 16.6 13.4

100.0 100.6
N=58 N=54

Table 59A

Frequencies of p i-ren ts ' opinions' about th e i r  re la tio n sh ip s  with 
t h e i r  neighbours, by mothers v e ^ g s  fa tl ie rs  ( in  percentages)

Opinion Mothers F athers
1. We have no re la t io n s h ip s  w ith W m . 31.6 #3.2
2. We have problems w ith them. 16.6 11.5
3. They have got used to  the ch ild . 23.3 38.4
4. They have accepted  us ''nd a rc  h e lp fu l. 28.5 26.9

Total 100.0



Frequencies of p a re n ts ' op inions about th e i r  re la tio n sh ip s  with 
r e la t i v e s ,  by cause o f r e n ta l  re ta rd a t io n  (In p ercen tages)

Opinion Unknowr
Genetic

D isorders Dama.i
1, We have no r e la t iv e s  or no r e la t io n ­

sh ips w ith our r e la t iv e s .
2, I t  doesn’t  a f f e c t  our re la t io n s h ip s .
3, They accepted th e  c h ild  and helped us,
4 , Wo became c lo s e r .
5 , Some r e la t iv e s  cannot accept th e  ch ild

11.3
44.4
27.7

16.6

19.5
36.5 
24.3
12.2

7.5

8.3
52.7
13.8 

2.7
22.5

Total IOO.O 100. Cl

F requencies of p a re n ts ' op inions about th e i r  re la tio n sh ip s  with 
neighbours, by cause o f mental re ta rd a t io n  (in  percentages)

Opinion Unknow
Genetic

D isorders
Brain
Damage

1, We have no re la t io n s h ip s  w ith them.
2. Wo have problems with them.
3. They have got used to  the ch ild .
4, They have accepted us and are  h e lp fu l.

38.8
22.2
27.7
11.3

21.9
7 .5

41.4
29.2

27.7
16.6
30.5
25.2

Total lOOvOl 100.0 100.b

Table 62ft
Frequencies of p a re n ts ' op inions About W e ir  r e la tio n s h ip s  w ith 
neighbours, by c h i ld 's  b i r th  order (In  percen tages)_________ .

h*

Opinion
F i r s t

Born
Second 3 -  6

1. We have no r e la tio n s h ip s  w ith them,
2. Wo have problems w ith them.
3 . They have got used to  th e  ch ild .
ii. They have accepted  us and a re  h o li 'fu i.

" I T T T
8.1

45.9
18.9

26.3 
13.8 
30.5
19.4

20.5
20.5
15.5
43.5

Total.. 100.0 100.0 100.0

N-37 N-36 N=39



Frequencies of p a re n ts ' op inions about t h e i r  re la tio n sh ip s  w ith 
f r ie n d s , by th e i r  lev e l o f forim.1 e d u c t io n  (in  percentages.)

M atric and
Opinion Matric Post

1. We are  not so s o c ia l ,  have
not got many f r ie n d s . 31.1 23.5

2. Some fr ie n d s  have l e f t  us
because of the  c h ild . 8 .2 15.6

3. I don' f. l ik e  our f r ie n d s '
a t t i tu d e  towards us. 3 .9

4. I t  hasn’t  a ffe c te d  our
re la t io n s h ip s . 36.2 31.6

5. Thev have accepted  th e  c h i ld . 24.5 25.4
Total 100.0 100.0

Table 64A N=61 N=51

Frequencies of p a re n ts ' op inions about th e i r  re la tio n sh ip s  
w ith th e i r  neighbours, by th e i r  lev e l o f formal education 
(in  pe rcentages)____________________ ________________________

Opinion M atric
M etric and 

P ost
1. We have no re la t io n s h ip s  w ith them. 32.7 21.5
2. We have problems with them. 19.7 7.8
3. They have got used to  the ch ild . 26.3 35.2
4. Thev have accep ted  us and a re  h e lp fu l . 21.3 35.5

Total 100.6 100.0

Table 65A
N*61 ••=51

Frequencies of m others ' op in ions about th e i r  r e la tio n s h ip s  w ith 
f r ie n d s , housewives versus working mothers (in  percentages)

Opinion
Working
Mothers Housewives

1. We are  not so s o c ia l , have not got
many f r ie n d s . 19.5 33.3

2. Some fr ien d s  have l e f t  us because
o f the  ch ild . 17.5 7.5

3. I d o n 't  l ik e  our f r ie n d s ' a t t i tu d e
towards us. 3 .3

4. I t  h a s n 't  a ffe c te d  our re la t io n s h ip s . 32.6 34.8
5. Thev have accepted th e  c h i ld . 30.4 21.1

Total 100.0 100.0



Frequencies of fa th e rs  1 opfnfons about i;heir re la tio n sh ip s  w ith 
f r ie n d s ,  by th e i r  occupation (in  p ercen tages)___________________

Opinion
Highly
S k illed

1 . Wa are  not so s o c ia l , have not got
many frie n d s . 20.4 40.2

2. Som  fr ie n d s  have l e f t  us because
o f the c h ild . 13.8 6.(5

3 , I d o n 't  l ik e  our f r ie n d s ' a t t i tu d e
towards us. 2.7

4. I t  h asn ’t  a ffe c te d  our re la t io n s h ip s . 37.8 26.6
5. They have accepted  th e  c h ild . 25.6 26.6

Total iLW.U 100.D

F req u f < ie s  of p s re n ts ' op inions about th e ir  re la tio n sh ip s  w ith 
th e i r  neighbours, by t h e i r  re l ig io u s  background (In percentages)

Opinion l i e s ta n ts
Jews

1. We have no r e la tio n s h ip s  w ith them.
2. We have problems w ith them.
3. They have got used to  the ch ild .
4 . They have accepted  us and a re  h e lp fu l .

31.5 
15.7 
26.3
26.5

26.7
15.4
28.4 
29.6

33.3 
11.1
44.4 
11.2

100.0 100.0 100.0
N=19 N=71 N=18

Frequencies o f p a re n ts ' op inions about th e i r  re la tio n sh ip s  w ith
re la t iv e s ,  by having another m entally  re ta rd ad  re la t iv e
(in  percentages)_____________ ________________ ___________________

Opinion
Another M.R 

R elative
No M.R. 
R ela tiv e

1. We have no r e la t iv e s  or no r e la t io n ­
sh ip s  w ith our r e la t iv e s . 9.0 13.6

2. I t  d o e sn 't a f f e c t  our re la t io n s h ip s . 63.6 37.7
3. They accepted the ch ild  and helped us. 9 .3 26.6
4. We became c lo s e r . 7 .7
5. Some r e la t iv e s  cannot accept th e  c h ild . 18-1 14.4

Total 100.0 100.0

4

3
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T ab le  6 9A

Frequencies o f f a th e r s ' opinions  about th e i r  re la tio n sh ip s  w ith
f r ie n d s ,  by having anotner c rn ta l ly  re ta rd ed  re la t iv e
( in  percentages)__________________________________________________

Another M.R. No M.R. 
R ela tive

1. We are  not so s o c ia l ,  have not got
many f r ie n d s . 22.7 28.8

2 . Some fr ie n d s  have l e f t  us because
o f the ch ild . 14.4

3. I d o n 't  l ik e  our f r ie n d s ' a t t i tu d e
towards us. 4 .5 1.4

4 . I t  h a s n 't  a ffe c te d  our re la t io n s h ip s . 54.5 28.8
5. They have accepted  th e  ch ild . 18.3 26.6

1UO.O 100.0

Frequencies of p a re n ts ' op inions about th e i r  re la tio n sh ip s  w ith 
t h e i r  neighbours, by having another m entally re ta rd ed  re la t iv e  
( in  percentages)_______________________________

Opinion
Another M.R. 

R elative
No M.R. 
R ela tive

1. We have no r e la tio n s h ip s  w ith them. 22.7 28.8
2. We have problems w ith them. 13.6 14.4
3. They have got used to  the c h ild . 50.1 25.5
4. They have accepted  us and are  h e lp fu l . 13.6 31.3

Total 100.0 100.0

Frequencies of answers to  the  q u estion : " I f  th e re  are  not enough 
se rv ice s  what kind  o f  se rv ic e s  should be a v a ilab le  in  order to  
help you?" by groups A & B (in  p ercen tages)______________________

Opinion A B
1. Yes, th e re  are  enough se rv ic e s . 60.4 . 38.9
2. There is  a need fo r more inform ation . 13.8 18.5
3. More schools and government support

are  needed. 15.5 14.8
4. More re s id e n t ia l  se rv ice s  fo r a d u lts . 24.1
5. More se rv ice s  fo r  p a re n ts . 10.3 3.7

100.0 100.0
N=58 N=54

*



Frequencies of answers to  the q u estion : "Did you seek any p ro fes- 
s ional help fo r  your fam ily?" by groups A & U (in  percentages)

Answer A g

1. No. 58.5 77.7
2. There was no need. 10.3
3. We c o u ld n 't  g e t help  when asked. 5 .6
4 . We were helped . 20.7 16.7

100.0 100.0

N=58

Frequencies of p a re n ts ' i n i t i a l  co n ta c ts  w ith p ro fe ss io n a ls  
mothers versus f a th e rs  (in  p ercen tages)___________________ _

Time of F i r s t  C ontact Mothers F athers
1. From b i r th ,  from th e  time I knew

about the problem.
2. We t r ie d  to  get help but c o u ld n 't

get i t  imm ediately.
3. When th e  c h ild  was 1-2 y r s  o ld .
4. When the ch ild  was 3-4 y r s  o ld .
5. When the c h ild  was 6 or more y ears o ld .
6. We h av en 't asked fo r  pro fessiona l help

(only th e  day c e n tre )

36.6

11.6 
10.2
30.0
10.0

1.6

28.8

23.4
7.6

21.1
15.3

3.8
Total 100.0 i5 ° '»  .

Frequencies of p a re n ts ' op inions about the  a v a i la b i l i ty  of se rv ices 
in  th e i r  community, mothers versus fa th e rs  (in  percentages)________

0 , W m Mothers F athers
1. Yes. There are  enough se rv ic e s . 63.3 65.3
2. No. There are  not enough se rv ic e s . 31.6 30.9
3. I d o n 't  know. 5.1 3.8

100.0 100.0

I



Frequencies of answers to  the q u estion : "Old you seek any 
p ro fessiona l help fo r  your fam ily?" mothers versus fa th e rs  
tin  percentages)_____________________________________________

Answer Mothers F athers
1. No. 68.3 78.8
2 . There was no need. 6.6 3.8
3. We c o u ld n 't  get help  when asked. 3 .5 1.9
4. We were M p e d . 21.6 15.5

100.0 100.0

Frequencies of answers to  the  q u estion : "Would you consider using 
p ro fessiona l help fo r  your fam ily , in  the fu tu re?"  by c h i ld 's  sex 
( in  p ercen tages)____________________________________________________

Answer Paren ts
Fem ale's
P aren ts

1. There w ill be no need. 75.7 58.7
2. I hope n o t. We w ill be helped by th(,

' fam ily. 3.2 4.3
3. I f  I t  i s  needed. 13.6 17.3
4 . Yes, d e f in i te ly . 7.5 19.7

Total 100.0 100.0
IN=66 N=46

Table 77A

Frequencies of p a re n ts ' i n i t i a l  co n tac ts  w ith p ro fe ss io n a ls  by 
cause fo r  c h i ld 's  mental re ta rd a t io n  (in  percentages)_________

Time of F i r s t  Contact Unknown
Genetic

D isorders Damage
1. From b ir th ,  from the time I knew

about the  problem. 11.1 41.7 25.0
2. We t r i e d  to  qe t help butt c o u ld n 't

get i t  immediately. 22.2 9.7 25.1
3. When the ch ild  was 1-2 y rs  o ld . 16.6 7 .3 11.1
4. When the ch ild  was 3-4 y rs  o ld . 38.8 24.3 27.7
5. When the ch ild  was ti o r more

y ea rs  o ld . 11.3 12.2 11.1
6. We h a v e n 't asked fo r p ro fessiona l

help (only th e  day cen tre ) 4 .8
100.0 100.0 100.0
N-18 N=41 N=36
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Table 78A

Frequencies of answers to  the q u estion : "Would you consider using
p ro fe ssio n a l help  fo r  your fam ily, in the fu tu re?"  by cause for
c h i ld 's  mental re ta rd a t io n  (in  p ercen tages)_______________________

Answer Unknown
Genetic

D isorders Damage
1. There w ill be no need. 72.4 68.4 58.3
2. I hope n o t. We w ill  be helped 

by the fam ily. 5.5 2 .4 5.5
3. I f  i t  i s  needed. 16.6 9.7 27.7
4. Yes, d e f in i te ly . 5 .5 29.5 8 .5

Total 100.0
N=0 8 N=41 N=36

M d ± I »

Frequencies of p a re n ts ' i n i t i a l  co n tac ts  w ith p ro fe ss io n a ls  by 
c h i ld 's  physical co n d itio n  (in  p ercen tages)____________________

G enerally G enerally
Time of F i r s t  C ontact Faii-

1. From b i r th ,  from th e  time I knew about
the problem. 27.5 52.0

2. We t r i e d  to  ge t help but c o u ld n 't  get
i t  immediately. 12.0

3. When th e  ch ild  was 1-2 y rs  o ld . 4.0
4. When the ch ild  was 3-4 y rs  o ld . 2, 16.0
5. When th e  c h ild  was 6 or more years o l4 . 11.4 16.0
6. We h av en 't asked fo r  p ro fessiona l help

(only th e  day cen tre ) 3 .4
100.0

Frequencies of answers to  the  q u estion : " I f  th ere  are  not enough 
se rv ic e s , what kind o f  se rv ic e s  should be a v a ilab le  in order to  
help you?" by c h i ld 's  physical co n d itio n  (in  percentages)_______

Opinion
G enerally General ly 

F a ir
1 There are  enough se rv ic e s . 56.3 40.0
2, There 1s a need fo r more inform ation . 9 .3 20.0
3. More schools and support from the

government are  needed. 12.6 32.0
4. More r e s id e n t ia l  se rv ice s  fo r  a d u lts . 24.9 4.0
5. More se rv ice s  fo r  p aren ts 6.9 4.0

100.0 100.0
N=87 N=25
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Frequencies of answers to  the  q u estion : " I f  th e re  are  not enough 
se rv ic e s , what kind of se rv ice s  should be a v a ila b le  in order to  
help you?" by c h i ld 's  b i r th  o rder (in  percentages)___________ .

Answer
F i r s t Second

Worn
3 -  6 
Born

1. There are  enough se rv ic e s .
2. There I s  a need fo r  more inform ation .
3. More schools and support from the

government are  noedod.
4. More r e s id e n t ia l  se rv ice s  fo r a d u lts .
5 . More se rv ic e s  fo r  p aren ts

59.5 
22.7

24.3
10.6

2.7

50.0
16.7

13.8 
11.2

8.3

48.7 
15.6

12.8 
15.3
7.6

Total 100.0 100.0 100.0

Table 62A

F reouendes of answers to  the q uestion : "Did you seek any p ro fe s - 
Siotia'l help fo r  your fam ily?" by c h i ld 's  b i r th  order (in  percen tages)

Answer
F i r s t

8orn
Second

Born

2. There was no need.
3. ke c o u ld n 't  g e t help when asked.
4. We were helped.

70.2
8.2

2 1 .:

83.4

16.6

66.9
7.6
7.6

17.9
100.0 100.0 100.0

Frequencies of answers to  the  q u estion : " I f  there  a re  not enough 
se rv ic e s , what kind of se rv ice s  should be a v a ila b le  in  order to  
help  you?" by p a re n ts ' lev e l o f formal education  (fn percentages)

Under M atric and 
Post

1. There are enough se rv ic e s . 54.1 50.9
2. There is  a need fo r  more inform ation . 11.4 11.7
3. More schools and support from the

government are  needed. 13.3 2 . .  5
4 . More re s id e n t ia l  se rv ic e s  fo r  a d u lts . 16.3 8 .1
5. More se rv ic e s  fo r  paren ts 4 .9 7.8

100.0



Frequencies of m others ' answers to  the question:  " I f  th e re  a re  not 
enough se rv ic e s , what kind of se rv ice s  should be av a ilab le  In order 
to  help .you?" working mothers versus housewives (in  percentages)

Answer
Working
Mothers Housewives

1. There are  enough se rv ic e s . 56.5 50.0
2. There is  a need fo r more in form ation . 10.8 12.2
3. More schools and support from the

government are  needed. 13.2 19.7
4. More re s id e n t ia l  se rv ice s  fo r a d u lts . 15.2 10.6
5. More se rv ic e s  fo r p aren ts 4.3 7.5

100.0 100.0

Frequencies of m others ' answers to the questio n : "Would ycu 
consider using p ro fessiona l help fo r your fam ily, in  the fu tu re?"  
working mothers versus housewives (in  percen tages)________________

Answer
Working
Mothers Housewives

1. There w ill be no need.
2. I hope n o t. We w ill be helped by the

7).7 66.6

fam ily. 2.3 4 .5
3. If  I t  i s  needed. 17.3 13.6
4. Yes. d e f in i te ly . 8,7 15.3

Total 100.0 100.0

Table 86A
N=23 N=33

Frequencies of f a th e r s ' answers to  the question ; " I f  th e re  are  not 
enough se rv ic e s , what kind o f se rv ic e s  shou 'd  be av a ilab le  in  order 
to  help you?" by f a th e r s ' occupation (in  p ercen tag es)______________

Answer
Highly
S k illed S k illed

1. There are enough se rv ic e s . 64.2 50 .C
2. There is  a need fo r wore Inform ation. 10.8 16.6
3. More schools and support from the

government are  needed. 20.2 13.3
4. More re s id e n t ia l  se rv ic e s  fo r a d u lts . 9.4 10.1
5. More se rv ice s  fo r p aren ts 5.4 10.0

100.0 100.0
N=36 N=12



Frequencies of p a re n ts ' op inions about the avail a b i l i ty  of se rv ices 
in  th e ir  community, by th e i r  r e lig io u s  background (In percentages)

Ooinlon
Catho­

l i c s
Probes- Jews

1. Yes, th e re  a re  enough se rv ic e s .
2. No, th e re  are  not enough se rv ic e s .
3 . I d o n 't  know.

94.7

5.3

53.6
40.8

3.6

66.7
33.3

Total 100.0 100,0 100.0
N=19 N=71 N=18

Table 88A

Frequencies of answers to  th e  q u estion : " i f  th e re  are  not enough 
se rv ic e s , what kind of se rv ice s  should be a v a ilab le  in  order to  
help you?" by having another m entally  re ta rd ed  re la t iv e  
(in  percentages)___________________________________________________

Answer
Another M.R. 

r e la t iv e
No M.R. 
r e la t iv e

1. There are  enough se rv ic e s . 50.0 53.6
2. There i s  a need fo r more inform ation . 22.7 8.8
3. More schools and support from the

government are  needed. 18.1 16.6
4. More r e s id e n t ia l  se rv ic e s  fo r  a d u lts . 9.2 13.3
5. More se rv ic e s  fo r paren ts 7.7

100.0 100.0

N=22 N=90

Table 89A

Frequencies of answers to  the question : Has a p a r t ic u la r  member 
of the fam ily had any p ro fessiona l help"? by another m entally 
re ta rd ed  r e la t iv e  (in  p e rcen tag es .)______________________________

Answer
Another M.R. 

re la t iv e
No M.R. 
r e la t iv e

1. No. I t  was not needed. 59.0 67.7
2. We could help him by ou rse lv es . 9.3 12.5
3. The o ther ch ild ren  are  too young. 4 .5 8.8
4. The member in  need of help  l o f t  homo. 4.5 2.2
5. Yes. A p a r t ic u la r  member of the

fam ily had n ro fe ss io n a l he lp . 22.7 8.8
100.0 100.0

N=22 N=90
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Table 90A

Frequencies o f answers to  the  q u estion : "Did you take any p rac tica l 
step s  fo r th e  c h i ld 's  fu tu re?"  by groups A & B (In percentages)

Answer A B
1. No. 74.1 68.5
2 . We are  saving money fo r the c h i ld 's  

fu tu re . 20.7 16.7
3. The c h i ld 's  name Is  on a w aiting  l i s t  

fo r a "home". 5.2 14.8
Total 100.0 100.0

N=5B N=54

Table 91A

Means, SO, Df, and P ro b a b i l i t ie s  fo r sca le s  12, 13 o f the QRS, 
Mothers A versus Mothers B ( t  t e s t ) __________________

Mothers A Mothers B
SO 1 Df SD Df

12, Lack of a c t i v i t i e s 1.3 1.4 62.8 o.; Z .l 1.8 53.8 0.1
13. O ccu p a tio n ' 

l im ita t io n s ’ C | 53.8 0.1 4.1 1.2 57.0 0.1

N=30 N=30

Table 92A

Means, SD, Df, and P ro b a b i l i t ie s  fo r sca le s  12, 13 of th e  QRS, 
Fathers A versus F a th e rs  P ( t  t e s t ) _____________________________

F a th e rs  A F athers  li
iiU Df 1 P SL) Uf P

l«i. Lack of a c t i v i t i e s 0 .9 1.0 32.9 p . 000 t . l l . t i Iti.C 0.006
13. Occupational 

l im ita tio n s 3.5 1.1 16.0 |0.C'04 1.4 D.9 16,0 0.004

N=28 N=24



Means, SD, Df, P ro b a b i l i t ie s  fo r  s c a le s  12, 13 of the QRS; s comparison 
between mothers e d u t> e r s  '-U h fn  groups A & B ( t  t e s t ) ____________________

G.’oup A Group B
Mothers F athers Mothers F athers

Scale SD Di P SO Uf P SD 01 P SO Uf y
12. Lack of

a c t iv i t i e s 1.3 1.4 Sh 0.1 u .y l . ( 22.1 0.1 2.1 U 5( 0.< 2.1 1.8 47 0.5
13. Occupational 

lim ita tio n s 3.7 i .d 54 0.5 3.G 1.1 50,1 0.8 4.1 1.2 49 o . : 4.4 0.9 45 0.2

N=30 N=28 N=30 N=24

Table 94ft

F requencies of answers to  th e  q u estion : "Did you take any p rac tica l
s tep s  fo r  the c h i ld 's  fu tu re?"  mothers versus fa th e rs
( in  percentages)_______________________ ________________________________

Answer Mothers F athers
1. No. 76.6 65.3
2. We j r e  saving noney fo r  the  c h i ld 's

13.5 25.2
3 . "he c h i ld 's  name Is  on a w aiting  l i s t

fo r  a “home". 9.9 9.5
Total 100.0 100.0

-"requenties o f p a re n ts ' p lan s  fo r  th e  c h i ld 's  fu tu re  by c h i ld 's  
sex ( in  p ercen tages)_________________ _____________________________

P a re n t 's  plan
M ale's

Paren ts
Fem ale's
P aren ts

1.
a .

Uo sp e c if ic  p lan s.
I hope the ch ild  d i l l  be ab le  to  go 
to  a "normal" schoo l.

28.7 3 2 .5

3 .3
3 . I want to  keep th e  ch ild  a t  home. 16.6 3 0 .4
4 . I want my fam ily to  care  fo r  th e  ch ild . 7.5 13.1
5. I want to  p lace  th e  c h i ld  in  a "home". 4 3 .9 23.9

100.0 100.0

N=66 N=46



Frem iencies of answers to  the q u estion : "When do you in tend  
take p ra c tic a l s tep s  in  regard  to  your c h i ld 's  fu tu re?"  by ■ 
of c h i ld 's  mental r e ta rd a tio n  (in  percentages)______________

Unknown
Genetic 

01sorders
Brain

Damage
1. I t ' s  too early  to  t e l l .
2. When the ch ild  i s  7 B y r s .  o ld .
3. When i t  becomes Im possibly to

keep the ch ild  a t  home.
4 . When th e  Hostel (Hamlet) w ill  be

5 . We have already  taken p ra c tic a l

44.4
5 .6

16.6

22.2

11.3

31.7

41.6

4.8

21.9

T T o
13.8

36.1

25.1
100.0 .W 0..0 .. 100.0

Frequencies of answers to  the q u estion : "Did you take any p ra c tic a l
s tep s  fo r  th e  c h i ld 's  fu tu re?"  by c h i ld 's  physical condition
{in  percentages)______________________________________________________

G enerally General ly
Answer F air

1. No. 70.2 76.0
2. We are saving money fo r the c h i ld 's  

fu tu re . 18.3 20.0
3. The c h i ld 's  name i s  on a w aitin g  l i s t  

fo r a "home". 11.5 4.0
100. D 100.0

Frequencies o f  p a re n ts ' p lans fo r  th e  c h i ld 's  fu tu re  by c h i ld 's  
b ir th  o rder (in  p ercen tages)_____________________________________

P a re n t 's  d a n
F i r s t

born
Second 3 - 6

1. No sp e c if ic  p lan s.
2. I hope the c h ild  w ill  be ab le  to  go

to  a "normal11 schoo l.
3. I want to  keep the ch ild  a t  home.
4 . I want my family to  care  for the  ch ild .
5 . I want tu  p lace th e  c h ild  in  a "home".

32.5

45.9 
2.7

18.9

41.6'

8 .5
13.8
36.1

17.9

5.3
12.8
12.8
51.2

100.0 100.0 100.0

. v f c  S
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Table 99A

Frequencies of answers to  the question : "Otd you take any p ra c tic a l 
s tep s  fo r  the c h i ld 's  fu tu re?" - 'b y  p a re n ts ' level of formal education 
(In  p ercen tages) _______;___________________________________________

Answer M atric
M atric and 

Post
1. No. 80.3 60.7
2. We are  saving money fo r  the c h i ld 's

fu tu re . 13.2 25.4
3. The c h i ld 's  name i s  on a w aiting  11st

fo r  a "home". 6 5 13.9
Total 1QU.Q 100.0

N=61 N=51

T a b l e  10UA

Frequencies of mothers 1 answers to  the q uestion : "Are you worried 
about your c h i ld 's  fu tu re?"  working mothers versus housewives 
( in  percentages)____________________________________________________

Answer
Working
Mothers Housewives

10.8 22.7
2. Sometimes, not very much. 39.1 13.6
3. Yes. 50.1 63.7

Total 100.0 200.0
N=23 N=33

Table IQ1A

Frequencies of f a th e r s ' answers to  the question : "Old you take a ay 
p ra c tic a l s tep s  fo r  your c h i ld 's  fu tu re?"  by f a th e r s ' occupational 
category (In p ercen tages)___________________________________________

Answer
Highly

S k ille d S k illed
70.2 70.0

2. We are saving money fo r  the c h i ld 's
18.9 20.0

3. The c h i ld 's  name i s  on a w aiting  l i s t
fo r  a "home". 10.2 10.0

Total 100.0 100.0

N=36 N=12

a- —
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Frequencies of answers to  the question : "Are you w orried about your
your c h i ld 's  fu tu re?"  by p a re n ts1 re lig io u s  background
(in  p e rc e n ta g e s )________________________________________________

Answer
C atholics P ro te s ­

ta n ts
Jews

21.1 16.9 16.6
2 . Sometimes, not very much. 21.1 25.4 22.2

5 7 .B 57.7 61.2
100.0 100.0 100.0

Table 103A
Frequencies of answers to  the q u estion : “Are you w orried about you/ 
c h i ld 's  fu tu re?"  by having another m entally  re ta rded  r e la t iv e  
(in  percentages)_____________________________________________________

Answer
Another M.R. 

R ela tive
No M.R. 
R ela tive

18.1 17.9
2. Sometimes, not very much. 27.2 23.3
3. Yes. 54.7 58.8

Total 100.0 100.0
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