CHAPTER &

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

5.1
5.1.1

PERSPECTIVES FROM THEORY AND PREVIOUS RESEARCH

Introduct]

Tha future of aach individual ¥s a matter of great uncer-
tainty. Even parents of a normal child are worried about
what vi11 happen to their child if anything happens to them,
However, parents of normal children can rely on thelr
chitd's abidity to cope with his future roles. They know
that by giving the child the opportunity to get an education
or to be trained for a job, they can assure his chances of
becoming an independent, well adjusted aduit. Parents of
normal children may have dreams, hopes and expectations in
regard to their child's future and even if not all dreams
come true, there is still a hope that the child will play
his part in society successfully, and will thus enable his
parents to feel thatv they have succeeded in their parental
role by rearing a child who is equipped to deal with his
future.

When @ child has been diagnosed as mentally retarded, the
anxiety and the fear of the pavents is understandably
greater compared to the way parents of normal children feel
about their child's future.

"Family worries about the retarded child at home do net
cease even when *he family has successfully adapted fts
Tiving putterns or the individual has achieved a reasonabie
degree of social usefulness. For those who must always have
someone to look after their welfare and protect their
interests, the future seems full of uncertainty: 'Who shall
care fay my vetarded child after I am gone or am too 01d to
do so myself?’ (Begab, 1963, p.43).

Worthington (1962) notes that if there is one thing that
worries parents more than being told that they have a
mentally retarded child, it is the prospect of having &
mantally handicapped adult.
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Almost as soon as their young child is diagnosed, parents
ask themselves “what kind of adult are we going to he
responsible for?" Thay realize that the responsibitity wilt
Tast for the whole of their 1ives whether the child remains
at home or goes into residential care. What s certain is
that he will be unlikely to make his own way in the world,
Teaving home for a career and marriage as a natural process,
voluntarily and with their blessing. It is impossible not to
wonder what the future will be like.

Parents of mentally handicapped chiidren express their great
concern about the child's Fulure and as mentioned before, it
is an important issue for them. Yet, it seems that this
particular subject has not received enough attention fn the
past; 1ife expectancy of 1he mentally handicapped was fin
wmany cases short and they w.-e considered as having no
future. The prolonged 1ife expactancy of many severely
handicapped individuals today strongly suggests +that an
increasing number of parents will be faced with the anxiety-
proveking prospect that the retarded child may survive them
and will be dependant upon others for his continued well
being.

The studles which have dealt with the attitudes and
feelings of parents in regarc to their child's future have
described the nature of parents concern and the way they
plan for the future. However, the available information
goncerning the fmpact of child and family charactgristics on
parents' ability to plan for the future is insufficient. Yet,
1t seems that some of the child ant family characteristics
play an dimportant part fin understanding the nature of
parents' attitudes and their plans for the child's future.

This Section will concentrate on three subjects:

1. Parental concern for the child’s future,

11, Parents' plans fur the future: the various alternatives.

1IT. The influence of c¢hild and family charecteristics on
parents' attitudes and plans for the child's Future.




5.1,2  Parental Concern for the child's future

"A11 being well we would 1ike to die in ripe old oge,
knowing that our children are settled, happy and secure.
When there is a mentally handicapped child in the family
another dimension 1s added: If the child has survived into
adulthood, there is a good chance that he will outlive his
parents. There is also a possibility that by then the family
will no longer ha united or that one perent wil) already be
dead. One thing {s certain: when the parents die, someone
else will have to look after the child. We Vive from day-to-
day and manage &s best we can but we are always fearful that
there wight be a crisis when we would not be able to support
each other. 01d age and incapacity come to be doubly
draaded”  (Hannam, 1975, p.153). When the child is still
young, parents are often concerned about his future develop-
ment. They want to know how and when the child will develop
and what the prognosis is for the Yuture. In order to get
answers to these questions, the parents comstimes develop
“information seeking behaviour" which helps them to master '
thetr anxiety and feelings of helplessness (Chinn et.al.,
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The fear of the unknown {5 alse descrihed by Orew gt.al.
{1984). In his early years, the child usually lives at home g
and s usually entitled to attend public school until the
maximum attendance age 1s reathed. At this age tha retarded
individual way not function socially and {nte)lectvally as an |
adult, but the responsibility of the schools has ended. If i
vocational pehabilitation and owployment services are avail- :
able then thert is some further assistance. The mai» paren-
tal concarn contres around where and how the child's needs
will uitimately be met. The thought of ‘foreing® the child -
inte an institution, after spending a large number of years
in a community and family sotding, may be difficult for -
parenss to accept.

‘The long~term future of the child seems to worry the parents
even when the child is st{11 young. Glendinning (1983}
concluded her rescarch study on 17 families of disabled
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childen by mentioning that parents of both vounger and older
children were emphatically determined to continue caring for
thelr child at home as long as possible, in spite of the
strain and sacrifice. She suggests that despite having
practical assistance from family meabers, friends or neigh-
bours when the c¢hild wss young, parents nevertheloss cannot
avoid having concarns about the short and long term future.
According to Gumz and Gubium (1972} and Howard (1978}, among
other anxieties expressed by parents in regaed to their
child i5 the fear about the future, the child’s role in the
family and his ability for social adjustment. In a research
study on parental areas of concern 1n regard to the mentally
handicapped child, the third area mentioned by parents
(fifty families) deait with the child's future. There were
difforences botween mothers' and fathers® concerns about the
child's future. Mothers' main concern was that the child
should be accepted by others, protected from emotional
stress and be happy, regardless of academic or job success.
tost af the fathers, however, reporied being concerned about
the family budget and the cost of providing help for the
chitde Their next area of concern had to do with the child's
eventual role as a leader, his ability to be a breadwinner
and to assert himself outside the home. The fathers' concern
involved hopes that the child would bocome academically
successful, would have the ability to obtaln training for a
good job ard would be able to suppert himself.

Anderson (1982} describes the parents’ concern as relating
to their doubts about the abitity of their child to find kis
place in society. Planning for the future in many cases is a
crucial opportunity to test fantasy against reality. It is
also a time when the willingness of society to tolerate,
care for and recognize the child's Jimits {s put to the
tost. With the question "What happens when we have gone?",
the fu)1 meaning of mental handicap comes out more vividly
for the parents.

Eden's (1976) views give weight to the abovementioned ideas.
He suggests that apart from the fnmediate question of how %o
handle the baby, parents Face long term questions such as
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"How will he Tive?, Wit1 he be able to look after himself?,
W11 he be able to marry?". These various Kinds of questions
sometimes reflect the parents' difficulties fin accepting
reality, which in some cases also involves a reluctance to
think abeut the futnra. The difficulty of thinking about
the future is also described by Minde gt.al. (1972). Based
on information obtained in interviews, they report on the
changes in the general pattern of thinking among parents of
physically handicapped youngsters over an eight year span.
In the first interview the parents could not deal with
thoughts concerning the long term development of their
childran. Out of forty one, twenty five families avoided the
issue entirely and most of them believed that handicapped
children ran no higher risk of psychological difficulties
than normal children. Eight years later, sixty nercent of
the parents could not discuss the child's future occupation
and they assumed that their child did not think of it
either. Only four percent of the parents were concerned
about the ¢hild's future.

Gottlieb (1972) mentions that until circums’.nces force the
parents to think shout the future, they prefer to avoid
planning for the future. But at this stage when they begin
to worry about their health, advancing age, and eventual
death, this attitude changes and the sbility to live esach
day at a time is no longer an option for the parents.

For some parents, thinking about the fubure 3s such a threat
that one of the results may be that a very close emotional
relationship develops between the parents and the child. The
relationship sometimes §5 so close that % interferes with
the child’s independence. In such cases, it seoms that other
relatfonships are nonexistent for the parents and child,
aven to the exslusion of siblings. Moreover, it is very hard
for the parents to foresee the poscibility of their child
1iving outside the family, end it mpacts upon the parents'
abi1ity to consider the various alternatives for the chiild's
future. In meny cases the result 1s *hat even for the older
children, the parents prefer to postpone their decisions
apout the future, althaugh they cannot aveid being concerncd
about it.
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"How will he live?, Wi11 he be able to look after himself?,
Wil he be able to marry?". These various kinds of gquestions
sometimes reflect the parents' difficulties 1. accepting
reality, which fn some cases also involves a reluctance to
think about the future. The difficulty of thinking about
the future 15 also described by Minde et.al. (1972). Based
on information obtained in interviews, they report on the
changes in the general pattern of thinking among parents of
physicatly handicapped youngsters over an eight year span.
In the first interview the parents could not deal with
thoughts concerning the 1long term development of their
children, Qut of forty one, twenty five families avoided the
issue entirely and wost of them believed that handicapped
children ran no higher risk of psychological difficulties
than normal children. Eight years later, sixty percent of
the parents could not discuss the child's future occupation
and they assumed that their child did not think of it
either. Only four percent of the parents were concerned
about the child’s future.

Gottlien (1972} mentions that until circumstances force the
parents tc think about the future, they prefer to avoid
planning for the future. But at this stage when they begin
to worry about their health, advancing age, and eventual
deatt, this attitude changes ond the sbility to Vive each
day at a time is no longer an cption for the parents.

Faor some parents, thinking about the future is suth a threat
that one of the results may be that a very close emotional
relationship develops between the parents and the child. The
relationship sowetimes is so close that 1t fnterferes with
the child's {ndependence. In such cases, ft secms that other
relationships arc nonexistent for the parents and child,
even to the exclusion of sibiings. Moreover, 1% is very hard
for the parents to foresee the possibility of their child
1iving outside the family, and it impacts upon the parents’
ahi 14ty to consider the varicus alternatives for the child's
future. In many cases the result is that even for the older
children, the parents prefer to postpone their decisions
about the Future, although they ~>anot avoid being concerned
about 1t
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5.1.3  Parents' plans for the future: the various alternatives
Lurking in the back of parents' minds is the knowledge that
one day their son or daughter will probably have to go into
residential care - either during their 1ifetime, or after
they die. Most parents are adamant that their other children
should not be pressurised into taking over the care of their
handicapped brother or sister, so thay wish to meke other

‘ H provisions to aveid it {Worthington, 1982).

. ', The main decision for the parents is whether to place the
o young adult in a residential setting before trey become too
0ld, s. that when they become elderly or die he will not
have to be uprooted into a strange environment on top of the
Toss of his parents. Or, should they keep the child until PP .
o the end of their 1ives, so as not to deprive him of their v 3
! care any Jonger ti.n necessary.

According to Worthington (1982) the parents' decision will
be influenced by the following factors:

~ The perscaality and fhe behaviour of te child., I the W
child doss not present the parents with undue stress and i
his personality is pleasant, it will be harder for them to i
send him away. i

- ¥hen the child becomes an important part of the parents®
1ife or plays a key vole in the family, sowe pareits come
to depend on their mentaily retarded child as much as he
depends on them., Sometimes, the child keeps the parents
togather, and for some parents the eiild is thedr only and
the closest companion {especially 1Ff they are widowed).
The more able adult can be of pre<nical help in the house,
the less able can provide company and affection, and

I
«% perhaps most of all, can give the porent the assurance !
ﬂg‘ that he or she is sti11 needed and fmportant. Parents are
,ﬁ; ql inclined to feel guiity sbout a decision to tnstitutiona-
] ze thoir child, even when the case for this ¥s over-
J‘ whelming. In many cases, they feel that they must try to
> gl cope and that thay are sedfish in seeking to hand over the

U
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responsibility. Aftar years of adjusting their lives to
hi;1p the child, they fee) that they are giving up. Such
feelings interfere with their ability to plan and to ci v
out their planning to a logical or practical conclusica

- Parents’ decisfon to keep the child or to place him is
also influenced by the alternatives they have. In many
cases parents choose not to impose the responsibility and
care of their mentai:y retarded child on his siblings or
other members of the family. As Chinn et.al. (197%)
mention: it Js a choice of the family, of the normal
sibling(s) whether they want to care for the mentally
retarded brother or sister, and they should not be
condemned should they choose not to acnept this responsi-
bility. The other alternative is to institutionalize the
chitd. Lack of sufficient information. and the feeling
that their child will never get the affection, attention
and care he has had at home, make it hard for the parents
to decide to place their child in residential care. Some-
times, if the decision is not made at an earlier stage,
and the child remains at home, it becomes increasingly
harder over time for the parents to admit that they can no
Tonger care for the child and to seak other solutions. If
eventually a decision is made to institutionalize the
child, the trauma that is usua)ly dnvolved can be
curtatled through careful planning.

Chinn et.al, (1978) suggest tha. the whole family should be
involved in the decisjon-making, including the wentally
retarded person himself (if possibie).

A trend towards alternztive placement has lately developed
in some countries with the evolution of community based
group homes zod hostels. These solutions enable those
mentally retarded persons who can cope to stay in ‘the
community. The group home operates similarly to a family and
it is a good arrangement for the mentally retarded adult who
seeks some degree of independence from his family. At the
same time, such solutions assure parents that their son or
daughter wil) be adequately provided for.
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However, when parents have ideas and information about the
alternatives which are available to them, it seems that the
process of making a decision can cause a crisis in the
family, and raise a great deal of uncertainty and anxiety.
This is probably why most parents prefer to 1ive day-by-day,
and to plan enly on a short-term basis. Hannam (1975)
mentions that "Like making a wiTl we put of # the evil day of
doing sonething positive about the future because just as
the will reminds us of the inevitability of our death, so
doing something positive about the future of a wentally
handicapped adult s also a reminder of fmpending mortality,
of the relative helplessness of the handicapped and of the
need to look at other alternatives" (p.156).

Yet, Drew et.gl. (1984) suggest that it may be in the best
interest of the child if parents are able, befare it becomes
too late, to make necessary arrangements for conbinued
maintenance and other matters through carefully planned
provision.

Suelzle and Keenan {1981) found in a research study that
parents of older children were more Tikely to pian residen-
tial and occupational alternatives for their children.
Farber {1975) proposes that it becomes increasingly diffi-
cult for parents to cope with the retarded child as the
Yifecycle develops, and according to Bivenbaum (1870), as a
result of the increasing discrepancies in age - appropriate
behaviour, the parents of young adults become mere aware of
non-availabifity of many types of living alternatives within
their community. This situation indicates that extra fami-
1ial environmental factors are also an important considera-
tion in understanding pa: attitudes towards the child's
future and the difficulti. .ney have to face in the attempt
to plan in this respect.

Bayley {1873), when dealing with parents' attitudes and
plans for the future, concludes his findings by saying: "If
they could be given a sure knowledge that their sibnormal
child would be looked after in a way that would satisfy
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them, a great load would be 1ifted for them and they and
probably the subnormal child as weil, would be much
happier" (p.261).

The influence of child and family characteristics on

Only a few studies could be found that dealt with the impact
of child and family characteristics on parents' attitudes
and plans for the future, ihen dealing with child's charac-
teristics, most studies refer to child's age, the severity o
of his hondicep, and his behaviour as indicators inflvencing !
parents' attitudes ant ability to plan for the future. As to L A
family characteristics, tha socioeconomic status of the .
tawily and the health of the parents are commonly considered '_
to have an impact on the way parents feel sbout the future ‘l
of their child, and how they plan for it. ol

Child characteristics - age, the severity of the
nandicap and the nature of child's behaviour

Bironbaum (1970), Farber (1975), Suelzle and Keenan
(1961} and others found in their studies that when the
child is stil} youny, the parents, in spite of being
worried about his future, prefer to ive day-by-day
and avoid planning for his future. Yet, as the child
graws older, the parents are more willing to have
tentative plans either by thinking about placement or l
by finding occupationad and Tiving alternatives in the

commund ty.

fe
Nevartheless, Bayley (1973) found that even parents of "
otder children sti11 prefer to avoid thiaking about [
the future. As one mother said: "We just live from f
day~-today - you know - and don’t look too far into the
future, One year is much like another year" (P.258). :
Another commanted: "No, you can'‘t think of the future,
or you're punishing yourseif. As far as I am concerned,
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we've got faith in Gog and I've had help. If we
started worrying about wiat was going to happen to
Lilian, we'd worry ourselves stiff® (i.2h8).

Tizard and Grad (1961), in their study, also had
difficulties in ohtaining information about planc for
the future, becaunse many parents had not faced the
probYer of what would huppen to g sovercly mentelly
retarded child should he swrvive them. Twenty thtree
POreont ot the pothers e thedr Study w ve mad willing
ar dile to disenss this probles 6r did aob beow w.at
MEANT MAppOR.

o Bay) stady (M3 thirty tomr out of fifty
throe tamibion (ot rentally eeturded adults) oig pot
Paye any Chear aded atent what weeld hoppen to tneir
ehildven wnen teoy nesld po longoer be able to sl
sfror teer, It spern fren o resudts of seversd
Studien mat alvsoggn pIrents slart o worey aheat the
Yty tatore weom ween Sho vhild §n st youny, wnd
Tive sitn Moo woaeios gt e kack of (heir sings, At
Bl @ttieadt foe el el Wew 1 ke practiest
Stenn rar P datars amd they predir te woit untdl
Carcar e bevoe P ) eobe @ dugision,

Baylev's tinding, ot indisated 1hat some  parents
Begeel that tae ehilet wenld die botore thes, and ene
mother even taid: "I 1 ocame to be G311 ot § keew
corlan’t qet Letter, 1'0 give him a lottle of tahiets”
(g #585. Sasb an atbitwde retlects the difficaltios
parents have when they think and plan for the future
and they bave ta face the fact that futwre care for
thedr chiddeen in bound by a very limited range of
eptions, none of whivh otfers an atiractive o0 casy
solution. Thiy 1o why many pavents avoid thinking
ahesd, Therefors, sggeats Glendinning (38833, putting
oft planning for the future my nol be a votally
unrealistic  stratogy oven for the parents of &
mentally handicapped adult, since the atternative is a
determination to go on, doing what {s possible while
it is possible, motivated by deep-rooted concern.
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When considering the various alternatives for the
child, Drew et.al. (1984) suggests that the family is
viewed as a primary socializing agent, and there §s
evidence that the retarded child benefits if he is
able to stay within the family. Sometimes placement of
the ¢hild is Justified as heing a goed solution for
him and for the family as well.

According to a few previous studies (Tizard and Grad,
1961;  Fotheringham ct.al., 19715 Bayley, 1973;
Worthington, 1982), the severity of the child’s handi-
cap and his difficult behaviour can force the parents
to make decisions even before the child reaches adult-
hood. Sometimes the stress an the members of the
family becomes so great that it is impossible to keep
the child at home, and parents have to start consi-
dering residential care or other alternatives for the
child. Tizard and Grad (1961) mention that the main
reason for parents asking for placements 1{s their
feeling that they cannot cope with the child any
Tonger, mostly because of fTncreasing difficuities in
his behaviour,

Fotheringham et.al. (1971} found that finstitutiona-
lized children had more stressful characteristics
compared to children in the community. Although it is
difficult to tell whether the family's functioning
affects the child's behaviour, or whether the child's
behaviour affects the family functioning, these
results demonstrate the reciprocal relationship
between child and family functioning which sometimes
Teads to the child's placement.

Gottlieb (1972} suggests that as the gap between
physical and mental development widens, parents are
inevitably forced to rocognize limitations which were
not apparent earlier. This 1s because the young
retarded child 4s likely to be virtually insulated
from the outside worla, and his difficult behaviour
will interfere less with family 1ife. Howevar, when he
matures, his bizarre and strange behaviour may become
much more noticeable to athers.
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Chinn et.al, (1878) sum up this fissue by mentioning
that there are situations in which the presence of the
child may have such a disrupting influence on the
stability of the family unit that institutionalization

is the best solution for both the chitd and the family.

family characteristics - the socioeconcmic status of
the family, parents' age end health

The relationship between the socioeconomic status of
tha family and parents' feelings and plans for the
tuture is mentjoned in only a few previous studies.
According to Begab (1963), the low status families
have fewer expactations from their children and it is
easier for them to accept %he child as part of the
family. Hhen the child is considered part of the
family, and no other alternative exists, there is no
need to plan for his future, and many of the low
status parents vely on their relatives to care for the
chitd 1f something happens to them.

Tizard and Grad's findings (1961) support Begab's
idea, suggesting that families of low social status
are mest resourceful in creating roles for their
mentally retarded member, and  this  situation
inftuencas their plans for the child's future. In
these families, the best adjustments to the child and
to his handicap were due to low family expectations,
$0 that 1t seems easier for tham to face hardships as
they come. In & large family, the members wmay come to
take the task of caring for a mentally handfcapped
member for granted, and no one individual has to bear
the whole of the burden unaided.

However, in their studies, Tizard and Grad (1961) and
Fotheringham gt.al. {1971) could not establish
differences in respect to soclal c¢lass between
families of ingtitutionalized and noninstitutionalized
mentally retarded children.
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Begab {1963) when discussing the reasons for parents'
vecisions in regard to the child's future, mentions
thet Ffor wany high status parents placement of the
¢hild 1s accepted as a good solution for the other
Family members and for the child himself. He describes
the dilemma highstatus parents have when considering
the possible alternatives for their child's future by
mentioning that these parents, when they dedicated
their ‘ives to keeping the c¢hild at home, were
frequently reluctant to consider institutional place-
ment as the ultimate plan. They also hesitated to
impose the burden sf a retarded adult on their other
children, and they rcared relying on s*rangers whom
they felt may lack the personal inberes. and under-
standing needed. Thus, the alternative for these
parents was not to plan for the future untyl the time
came when decisions had to be taken, either zmaocause of
the child’s needs or because the famfly cuuld no
Tonger cope with the child at home.

Tizard and Grad's {1961) findings support this idea.
In their study, fifty one cut of one hundred and fifty
parents who were asked why they decided to place the
child sald that they could no longer cope with the
mentally rotarded child at home. The management
problems had usually been aggravated by death, 131-
ness, pregnancy, or housing difficulties. Other
reasons mentioned by parents weve the birth of another
child or a deterforation in the mother's health.
Bayley {1973} strengthens these findings by stating:
"The most 1%kely cause of the break-up of the
structure within which the sub- normal chile is cared
for, s the death or 1llness of the mother or person
Tooking after him*. (P.234). Under stch circumstances
a decision about the future musi be taken. However,
according to Bayley's findings, only in six out of the
fifty four famil{es who participated in his study was
the mentally retarded kept at home after the death of
the mother.

&
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To sum up, the social status of the family he1pé 1o
pradict how parents will feel and plan for the future
of their child. However, it seems that the child's
behaviour an. the severity of his handicap, together
with the age and health of the parents, are important
factors that may infiuence parents' attitudes and plans
in regard to the child’s future.

Although wost parents prefer to postpone thinking about
the future, the time comes when the combination of
incregsing  difficulties in the child's behaviour and
the deterforation fn the parents’ health, or their
advancing age, prevents further avoidance and forces
the parents to make decisfons.

The findings of the present research study in regard to the
ahovementioned {ssues are presented in the next section of
this chapter.

FINDINGS OF THE RESEARCH STUDY
Introguction

The present research study findings in regard to parents'
attitudes and their plans for the child's future Jis intro-
duced in this section. Firstly, there is a comparison between
the opinfons of parents of the younger and the older children
(Group A versus Group B). Secondly, there is & comparisen
between mothers' versus fTathers' views, regarding this issue.
Finally, there {s a presentation of resuli. on the impact of
child and family characteristics on parents' attitudes and
plans for the child's future.

A _comparison aceording to ehild's age (Group A versus Eroup B)

Two out of the fifteen QRS scales introduce items which probe
parents' opinions in regard to certain fruee oriented
aspects. The scales are: Scale 12t “Lack “ties" and
scale 13: “Occupational 1limitation mentally
retarded child).




A cumparisc{n »f parents' reactions to these scales, by Groups A
and B, is presented in Table 6.

Table 56

Means, SO, Df and probabilities for scales 12 and 13 of the QRS,
by Broups A & B (t test)

Group A
Seale D] _of P 4
12, Lack of
wetivities 89,5 0.002 0. 002
13. Cccupational
limjtation 102.5 | 5,003 0.002

§=58
Results of the comparison between the groups avcording to scales 12
and 13 of the QRS revea) statistically significant differences
between views held by parents of younger and older children. The
parents of the older children are nuch more worried about the lack
of activities and the occupational limitations of their mentally
retarded son or daughter, than the parents of the younger chitdren.

Parants‘ answers to a more direct question about their worries for
the child's future are presented in Table 57.

Table 87

Frequencies of answers to the question: "Are ..u worried about
your chiid's future®" by Groups A & B (in perceatages)

Answers A B

1. New 207 14.2
2. Sometimes, not vary much, 241 247
3. VYes. 55.2 61.1
Total 100.0 100.0

N=58 N=54
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The dffferences betwnen the groups are too small to be
considerad meaningful. However, it must be noted that many
of the parents fn both groups are worried about the child's
future,

Parents were asked to recal) at which stage they started to
become worried about their child's future. Resulis of the
comparison between parents according to Groups (A & B) are
presented in Table 88,

Table 58
Frequancies of answers to the question: “When did you first

become worrfed about the child's future?" by Groups A & B
{in percentages).

Answer [ A 8
1. 1 am not worried, 27.6 24.0
2. In the last few years. 3.4 65.6
3. STnce I knew about the

problem. 63.8 18.5

4, $ince 1 saw that the child's
development Was siow. 2.2 1:9
Tatal 1600 TG00
N=58 NaB4

It is of note that the frequencies of "I am #ot worried"
answers 1n the above table varies from those in the table
that preceded it. The reason {s that data for each of the
tabies was drawn from answers to different nuestions, in
this case, questions 25 and 25 of the -whedvle, (see
Appendix 2) respactively.

The findings {1lustrake iwo major diffarenrss batween the
parents of the younger and the older childvin. More of the
parents of the younger children recall befng =pyried about
the child's future from the time they leartl what he was
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mentally handicapped. However, the parents of the older o
children vrecall being worried only in the last few years. N - q
Parents' main worries in regard to their child's future are : s
f1lustrated in Table 59. R |

Table 59

Frequencies of parents' worries in regard to the child's
future, by Sroups A & B (in percentages).*

Parent's worry A B
17T am not worried. 28T 18.5
2. What will happen when we are
not able to care for the
child. 25.9 50,0
3. How is the child going to
develop and how are we going

to care for him. 41.4 1.9 i
4, That there will be a good .
place for nim. 8.6 13.0 ¢
5. W11 the child be able to
Teave home. - 7.4
&, Wi1 he/she be able to meke
a living. - 9.2} |
Total 100.0 160.0
N=58 N=64 y

* Based upon responses to question 28 of the interview
schedule {see Appendix 2).

fesults reveal two wmeaningful differences between the
parents of the younger and the older children. The main
worry of parents of the older children i uncertainty about
what wi11 happen to the child when they are not able to care
for him. Parents of the yaunger chitdren, on the other hand, R
still wonder how their child is going to develop over the ‘
years. “

E
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mentally handicapped. However, the parents of the older
chitdren recall being worried only in the last few years.

Parents' main worrias in regard to their child's future are
$1lustrated in Table 59.

Table 59

Frequancies of parents' worrles in regard to the child's
future, by Groups A & B (in percentages).*

Parent's worry A 8

17T am not worried. 241 18.5

. What will happen when we are
not ab’ ' to cara for the

chitd. 26,9 50.0

~

3. Haw {s the ¢hiid going to

develop and how are we going

to care for him. 41.4 1.9
4, That there will be a good

pace far him. 8.6 13.0
B. W11 the child be able to

Teave home. - 7.4
&, Wil he/she be able to make

a living, - 9.2

Total 00,0 00,0 |
N=58 N=54

* Based upon responses to question 28 of the interview
schodule (see Appendix 2).

Results reveal two meaningful differences between the
parents of the younger and the older childres. The main
worry of parants of the older children is uncertainty about
what will happon to the child when they are not able to care
for him. Parents of the younger children, on the other hand,
sti11 wonder how their chitd 1s going to develop over the
years.
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In addition to their worries, parents were also asked about
their specific plans, if any, for the child's future. A i
comparison between the parents of the younger and older
children is presented in Table GU,

Tablie 60

Frequencies of parents' plans for the child's future, by
Groups A & B {in percentages),

Parent's Plans A 8
1. No specific pians. 39.7 20.4 i
2. ¥ hope the child will be able i
to go to a “normal" school. a5 - .,
3. 1 want to keep the child at !
home. 31.0 13.0 H
4. 1 want my family to care for i
the child. 3.4 16.6 Pee
5, 1 want to place the child in |
2 "hone". 22.4 50.0 I ‘
Total 106.0 100.0 |
Ne58 N=54 }

Results reveal three marked differences between parents of

younger and older children; among the parents of the younger ;
children, there are more who have no specific plans. More of !
these parents also intend to keep the child within the
family. However, more of the parents of the older children
plan to place the child in a "home".

In vegard to planning, parents were also asked if they had
taken any practical steps. The majority of the parents of
both groups had not taken any practical steps for the
¢hild's future. As for the parents who mentioned taking
practical steps {such as saving money, putting the child’s

I

name on & waiting Yist for residential care), no differences b
: 2
could be found in respect of Groups A and B. (See Table 9CA o
in Appendix 4). Parents were also asked when they intended to .
8.
{

‘_\_a.uv”ﬂ,,‘
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{mplement any pléns that they might have for their child’'s
future. Results are illustrated in Table 6L.

Tahle 61

Frequencies of answers to tha question: "When do you intend
to take practical steps in vegard to your child's future?"
by Groups A & B (in percentages).

Answer A B

1. It is too early to teil. Bl1.7 9.3

2, When the child {s 7-8 years
old.

6.9 -
3. When it becomes impossible to

keep the child at home. 15.0 58.%
4. When the hostel (Hamiet} is

ready. - 13.0

&. We have already teken
practical steps. 22.4 18.8
Total 100.0 100.0
N=58 N=54

Results indicate that more parents of the younger children
felt that it was still too early for them to consider
actually taking practical steps for their child's future.
Many of the parents of the older children prefer to postpone
taking practical steps until they are no longer able to care
for the child.

A comparisen between mothers versus fathers

A comparison of mothers versus fathers according to scales
12 and 13 of the QRS is presented in Table 62.




Table 62

Means, SD, Df and probabilities for scales 12 and 13 of the QRS,
mothers versus fathers (¢ test)

Mathers Fathers
Scale Mean S0 OF [ P | Moad D] OF [ P
12. Lack of
activities L7)1 %1061 0.4 §1.4]10.5[107. 0.4
13, Occupational
Yimitatfong [3.901.11105.0] 0.9 |8.y]|2.1[100.7 0.9
N=60 Ne52

The dit:erences between mothers and fathers are not statistically
significant. However, both parent groups were sirongly aware of
thefr chitd's occupation Vimitations. When mthers of the younger
children were crmparsd to mnothers of the oider group according to
scales 12 anu 13 of the GRS, results were not statistically signifi-
cant. Howaver, a comparison between the fathers of the younger and
the older children according to the same URS scales {12,13) revealed
statisticaily significant differences. The fathers of the older
children were much wore worried about the lack of sctivities For
their son or doughter and thoir occupational limitations (see Tables
91A, 92 in Apyendix 4). A comparison between wothers and fathers
within each of the greups (A,B) in regard to scales 12,13 of the QRS
did not reveal any statistically significant differences between
them. Parents' opinions in regard to lack of activities of their
child and his occupational limitations scem to be similar for

mothers and fathers of the same group. {see Table 93A in Appendix 4).

Mothers and fathers were asked about their general concern for the
child's future. The differences in their opinfons sre §)lustrated in
Table 63.

2 o




Table 62

Means, SD, Df and probabilities for scales 12 and 13 of the QRS,
mothers versus fathers (t test)

Mothers
Scale bf P Df .
-
12, Lack of e
activities 106.1| 0.4 [1.4]1.5|107.0 0.4 :
13, Occupatienal
limitations 105.0¢ 0.9 j3.9[1.21100.79 0.9

N=60 N=52

The differences between mothers and fathers are not statistically
significant. However, both parent groups were strongly aware of
their chiid's occupation limitations. When wothers of the younger
children were compared to mothers of the older group according to :
scales 12 and 13 of the ORS, results were not statistically signifi-
cant. However, a comparison between the fathers of the younger -~
the older children according to the same QRS scajes (12,13) re . i
statistically significent differences. The Fathers of the
children were nuch more worried about the Tack of activities 1.y /
their son or daughter and their occupational limitations (see Tables )
91A, 92A in Appendix 4). A comparison between mothers and fathers |
within each of the groups {A,B) in regard to scales 12,13 of the QRS ‘\
did not veveal any statistically significant differences between - s

I

|

|

i

them. Parents® opinions fn regard to lack of activities of their
child and his occupational 1imitations seem to be similar for
mothers and fathers of the same group. {see Table 93A in Appendix 4).

Mothers and fathers were asked about their general concern for the
child's future. V' e differences in their opinions are illustrated in
Tab e 63,

il &
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Table 63

Frequencies of answers to the questior: "Are you worried
about your child's future?” for mothers versus fathers

{in percentages}*

Answers Mathers Fathers
1. Now 11.6 25.0
2. Sometimes, not very much. 25,1 23.1
3. Yes. 63.3 51.9
Total 100,0 100.0

§=60 N=52
* Based upon responses to question 25 of the interview
schedule {3ee Appendix 2).

Results reveal that mothers are more worried about their
child's future than are fathers.

A comparison was also made between the kind of worrfes
mothers and fathers have, as indicated in Table 64,

Table 64

Frequencies of answers to the question: "What are your
worries in regard to the child's future?” for mothers

versus fathers (in percentages)*

Answer Mothers Fathers
T am not worried. 16,8 26.9
. What will happen when we are
not able to care for the
chitd. 41,6 32.6

o

3. How ‘s the child geing to
develop and how are we going
to care for him, 23.3 21.4
4, That there will be a good
place for him. 10.2 11.5
B, Will the child be able to
leave home and us. 3.3 3.8
6. Wi11 he/she be able to make
a living. 5.0 3.8
Total 100.0 100,06
N=60 =52
* Based upon responses to question 28 of the interview

schedule (Appendix 2).

o
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Mothers seem to be most worried about the far future; what
will happen uo the child when the parents will no longer be
able to care for him.

When asked whether they had taken practical steps in regard
to the child's future, fathers more than mothers meniioned
saving money for the child's future. (See Table 94A in
Appendix 4).

The impact of child and family characteristics on parents'
attitudes and plans for the child's future,

Child's sex, the cause of his wmental handicap and his
physical condition seem to have an influence on parents’
attitude to his future, and on their ability to plan and
take practical steps in this regard.

The influence of the child's sex on parents' worries is
presented in Table 65. (It must be kept in mind that there
are more males among the older children).

Table b

Frequencies of answers to the question: "Are you worried
about, your child's future?® by child's sex. {in percentages}

MaTes' Females’

Ansyer Parents Parents

1. HNo. 18,2 17.3
2. Sometimes, not very much. 18.2 32.6
3. Yes. 63,6 90.1
Total 100.0 100,

=66 N=3g

Nales' parents seem to be more worried about their child's
future compared to females' parents.

Results also reveal that males' parents are readier fo
consider placement of the child as a solution For his future
while females' parents prefer to keep their daughter at
home for as long as possible (See Table 95A in Appendix 4),
The cause of the child's menta) retardation also seems to
have an impact on parents' plans for his future.

(See Table 68},




Table 66

Frequencies of parents’ plans for the chiid's future, by
cause_of child's mental retardation {in percentages)

Gepetic Brain
Papents' plan Unknown ; Disorders | Damage
1. No ‘specific pians. 44,6 4 30.5
2, I hope the chitd will be
able to go to a “normal
school™s - 4.8 -
3. 1 want o keep the child
at honic. 16.6 29.2 16.6
4. 1 want ay family to toke
care of the child. - 17.3 2.7
5. I want to place the child
in 2z “home". 38,8 26,8 50,2
Total 100,0 100,0 100.0
N=18 N=41 N=36

bata from Table 66 reveals that the parents whose child's
mental handicap is due to unknown causes have fewer specific
plans for the child's future. A child who suffers from
genetic disorders is move 1ikely to stay at home, Parents of
& brain damaged chiid are most Jikely to consider placement
as & solution for the child's future.

When the parents were asked when they fntended to take
practical steps for the child’s future, results show that
parents of children whose mental hondicap is due to unknown
causes felt that it was difficult to start taking practical
steps at the stage they were interviewed.

parents of children who suffer from genctic disorders or
brain damage wore most 1ikely to say that shey will take
practical steps only when it is fmpossible to keep the child
at home. (See Table 96A in Appendix 4).
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In addition to the cause of the child's mental retardation
his physical condition also influences parents' worries
about his future as can be noticed fn Table 67.

Table 87

Frequencies of answers to the question: ™Are you worried
about your child's future?', by child's physical condition

{in percentages),

Generally | Generally
Answer Gaod Fair
1. Mo, 19,8 12,0
2, Somgtimes, not very wuch. 26.4 16.¢
3. Yes. 54,1 72.0
Total . 100.0 100.0

N=87 N=25
Resuits reveal that when the rhild's physical condition is
only fair, parents fend to be more worried about his future.
Howaver, no differences according to c¢hild's physical
contition could be found in parents' willingness to take
practical steps for their chirtd's ,uiwre. (See Table 97A in
Appendix 4).

In addition to characteristics of the child, some family
characteristics seem to have an fmpact on parents’ worries
and plans for the child's future. The child's birth order
seems to influence parents' plans for his future. Parents of
the first born chiid plan to raise the child at howe to a
greater extent than the other groups. Parents of the third
or seq.entially born children more than the others prefer to
place the child 1in residential care. (See Table 98A in
Appendix 4). (It must be noted that there are more first
born children among the group of the younger children (A).
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Parents tendency o worry about the child's future is
influenced by the - level of formal education (See Table 681,

Table 68

Frequencicr of answars to the ouestion: "Are you worried
about your chiid's future?”, by parents' level of forma)
edycation (in percentages).

Under Matric
Answer Matric and post
T No. 279 ‘HEE-T
2. Sometimes, not very much. 21.8 1%.6
3. Yes. 49.3 68.6 |
Total 106.7 100.4
N=61 N=51

More of the highly educated parents seem to be worried about
the child's future. The difference is especiaily meaningful,
as there are fower highly educated parents among the parents
of the older children, and 1t was this latter group who were
found to be more worried about the child's future (see Table
57).

When aske whother they had taken practical steps to plan
for the :-niid's future, the majority of the parents
responded “No". However, among the lower educated parents
there were more whe had not taken any practical steps, while
mere oF the higher educated parents mentfoned that they save
money or that their child's name is already on a waiting
list tor an institution (See Table 99A in Appendix 4).

Results reveal that working mothers to a greater extent
“han housewives are worried about the child's future. (See
Table 100A in Appendix 4). Highly skilled fathers were
compared to lower skilled fathers in regard to their plans
for the child's future. Results are prasented in Table 63.

Y




Table 69

Frequencies of fathers' plans for the child's future, by

fathers® owcupational category (in percentages).

Highly Lower

Parents’ plan Skilled Skilled
1. No specific plans. 28,3 40.0
2, 1 hope the child wil) be abie
o go to & "normal" schaol. 2.7 -

3. 1 want to keep the child at

hotnie s 2.6 23.3

4. 1 want ny family to care for
the child. 5.6 16.6

5. 1 want to place the child in
a _homa. Al.8 20,1
Total 100.0 100.0
N=36 N=12

More of the lower skilled fathers have no specific plans for
thefr child's future while the higher skilled are going to
consider placement of the child in the future. In spite of
the abovementioned differences, 1t seems that the majority
of the fathers had not taken practical steps for the child's
Future, regardless of their occupational status {See Table
101A in Appendix 4).

Parents' religious background seems to have no noteworthy
impact on their worries about the child's future. Many of
them, regardless of rel{gious hackground, do worry. (Ses
Table 102A in Appendix 4).

However, when they were asked about their specific plans,
the Jewish parents were the most likely to consider
placement of the child as the best solution for his future.
(See Table 70).

A
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Table 70

Frequencies of parents' plans for the child's future, by
parents' religious background (in percent.ges}

Parents' answer Catholics| Protestantsi Jews
1. No specific plans. 26,3 30.9 33,3
2. I hope the child will be .
able to go to a "normal” &
school. - 2.8 - =
3. 1 want to keep the child
at home. 157 23.9 16.6
4. T want my family to take
care of the child, 21.2 8.6 -
5. 1 want to place the child N
in a “home". 36.8 33.8 50.1
Total 100.0 100.0 100.0 ,L)w
N=19 NeTl Ne18 “
When analyzing the resulis of Table 70 it must be kept in o
mind that there are slightly more Jewish parents of older |
children.

Baving another mentally retarded relative had no marked

infiuence on parents being worried about the child's future. |

{See Table 103 in Appendix 4). 1' &
;

A summary and a discussion of the aforementioned results is
presented in the following section of this chapter.
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6.3 SUMMARY AND DISCUSSION

khen a child is dingnosed as being mentally retarded many of his
parents’ worries seem to be velated to his future, and how they are
going to prepare the child and themselves for the unknown.

The fact that the majority of the parents who participated in
this study, from both groups (parents of younger and older children)
reported being worried about the future, clearly reveals that besides
the day-to-day concerns which the parents face during the years of
rearing the child, a constant worry about his future exists. S$imilar
results were also reported by previous studfes {Gottiieb, 1972;
Bayley, 1973; Eden, 1976; Worthington, 1982; Glendinning, 1983; Drew
etoal,, 1984}

It seems from the findings of the present study that the nature
of the parents' worries about the future changes during the years.
The main worry of parents of younger children is “how the child is
going to develop”, and among them there are some who still hope that
"the child will grow out of it". Over the years, a wore realistic
approach develops and it changes the nature of the worries. The older
parents fear “he moment when they will no longer be able ¢ care for
thefr son o. daughter, andg thus more of them are worried about his or
ner occupational Timitations and about the lack of activities for
their chitd. It was also found that parents of older children no
Tonger hold a helief that the child can be cured.

Anderson (1982}, when describing parents' worries, mentions that
parents' attitude toward the future {s related to the degree of
acceptance of the chiid's problem. Thinking about the future is an
oppartunity te tost fantasy against reality.

Results from some other studies (Minde et.al., 1972; Eden, 1976;
Chinn et.al., 1978; Howard, 1978) also describe the changes in the
nature of parents' worries about the future over the years. The
belief that the older parents are more realistic and thus more
pessimistic when they think about their child's future 1s common
among those researchers.
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In a comparison between mothers and fathers, it was found that
mothers more than fathers express their worries about the child's
future and that the most pessimistic are the mothers of the older
children. No marked difference could be found in regard to the kind
of worries that wothers and fathers within the same group expressed.
However, the fathers of the older children more than the fathers of
the younger onds had the ability to specify their concerns in regard
to their child's ability to find his place in society and to be able
to support himself. These findings lend weight to the idea which was
mentioned by Gottlieb (1972}, When the parents became older, cfrcum-
stances force them to change their attitude to their child's future.
The possibility of living each day separately is no longer an option
for them, and a more realistic approach raises practcal and
emotional difficulties.

Gumz and Gubrium's [1972) findings in regard to the differences
between mothers’ and fathers' worries about the future are in the
same direction as the findings oi this study. Mothers' worries are
Tess specific, mostly related to the child's ability to be accepted
by others. Fathers, generally, tend to be more practical when they
axpress their concern about their child's ability to suppart himself
in the future.

The research findings reveal that thinking about the future
often ingludes planning. Here again, some differences were found
between the groups. When the child is stil) young, the parents find
it very difficult to consider any other alternatives to the family,
even for the far future. Yet, as he matures, thinking about such
alternatives is unavoidable. Thus 1t was found that among the
parents of the older children there are more who search for a solu-
tion outside the family. Worthingtons' {1982) findings also indicate
that the older parents more than the younger ones think about the
possibility of placing the child when planning for the future.
According to her findings, when the parents become older, their main
diterma 1s whether to wait until the end of thelr life or to place
the ¢hild before, so that he will not be uprooted into a strange
environment on top of the loss of his parents.

wor il A‘
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The findings of this research study show that although many of
the older parents plan to find a solution for the child outside the
family, when they were asked if they had taken practical steps, no
marked differences could be found between them and the younger
parents. The younger parents reported that it was too emly for them
to take any kind of practical steps in regard to thefr child’s
future. The older parenis, although having tentative plans,
preferred to delay taking practical steps until the time that it is
impossible for them to care for the child.

Baylay's (1973} findings about parents of adolescents and adults
resenble the findings of this study. In his study thirty four out of
fifty three parents did not have practical plans and did not take
practical steps for the future. Hannam (1975) mentions that parents
tend to pet off the evil day of doing something positive about the
future because just 1ike a will, it reminds them of the inevita-
bility of death. Begab's (1963) ideas about this {ssue explain the
dilemma parents have to face when planning for the future. If they
dedicate their lives to keeping the child at home, they are
frequently reTuctant to think about any other alternative and thus,
even when they are theoretically aware that they have to find a
solution for the “uture, practical planning is too difficult for
them.

The literature containg mention (Farber, 1975; Howard, 1978;
Suelzle gt al., 1981; Worthington, 1982) of the idea that child and
family characteristics also have impact on parents' attitudes toward
the child's future and on their preparedness to plan and to take
practical steps in this respect. Beside the fact that there are
narked differences between the attitudes +f parents of younger and
older children, 1t seems that child's sex also has §ts effect on
parents' attitudes towards the child’'s future. Resylts of this study

-show that males' parents are more worried abaut the future, and that

more of them plan to place the child in an institution. Parents of
Fema'les‘ are less worried about the future and plan to keep their
daughters at home. These results are probably infiuenced by the fact
that the group of the alder children consisted of more males, while
among the younger children there were more females. However, Mercer

|
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(1966) and Farber (1568), when dealing with the same issue, nave
mentioned that males' parents seem to have more severe problems with
their children and that nales create wore stress for the whole
family. It seems that the child's behaviour and the severity of his
handicap wore than his sex per se influences parents' attitudes
toward the future. The study results show that parents of children
who have more physical problems are more worried about the child's
future. It was also found that when the cause of the mental
retardation is a genetic disorder, the parents of these children
prefer to keep their child at home and plan to continue to do so.
Yet, when the child is brain damaged, more parents prefer to “ind a
solution autside the family. Robinson and Robinson (1976} mention
that parents of Down's Syndrcme children usually face less severe
behavioural problems compared to parents of children who suffer from
brain damage, and this may partly comtribute to the foregoing
finding.

Tizard and Grad {1961), Fotheringham et.al. (1971), Bayley (1973)
and Worthington (1982) describe similar findings. When the stresses
on the members of the family are such that it is impossible to keep
the child at home the parents are forced to plan and to take prac-
tical steps in regard to his future.

It 3s important to note that the study's results about parents’
ability to plan for the child's future are consistent with past
studies, however, even in this study, most of the parents of
childran with severe physical problems and behavioural difficulties,
although having plans, had not taken any practical steps in reganr
to their ¢hild's future. .

According to some previous studies (Begab, 1963; Gottlieb, 1972;
Chinn et.al., 1978}, family character{stics also play an important
role in understanding the differences in parents' attitudes towards
their child's future. Findings of the present study indicate that
more of the highly educated parents express worpies about their
child's future. However, no differences between parents according to

¢




R A . ]

244

their Tevel of education were found in regard to parental ability ”co
plan and to take practical steps for the future. The highly educated
parents express their greater concarn for their chiid's Ffuture but
1ike the lower educated parents are not yet ready for practical
planning.

The common idea among researchers is that the lower educated
parents seem to have fewer expectations from their children, and
therefore it is easier for them to accept the child as he is and his
integration inte the Ffamily system often does not represent any
severe problems for the parents. The highly educated parcnts are
probably more aware of the impact of the child on the whole family.
The child is more of a threat to the family's social status and its
mobility, and his integration into the family system seems to be
impossible for many of these parents. Thus, finding a solution for
the child outside the family is essential (Begab, 1963; Bayley,
1973).

Findings of the present study are consistent with Begab's and
Bayley's results. They are contrary to Tizard and Grad's (1961) and
Fotheringham et.a}. {1971) Findings which do not show differences in
parents’ plans to place the child in regard %o thejr socioeconomic
status and level of education.

The ability of the parents to plan practically for the child's
future is also influenced, according to Worthington (1982), by the
altternatives they have. When parents were compared according to
their relfgion it was found that although reiigious background does
not differenticte between parents in regard to their worries about
the vuture, when it comes to practica)l planning, the Jewish parents
more than the others plan to place the ¢hild, are prepared to not
wait and to take practical steps in the short term future. This
difference can be explained by the fact that the Jewish parents have
& reliable alternative in their community (a Jewish hostel - "Selwyn
Segal Hostel®), and under such circumstances practical planning
becomes an easier task for the parents.

. & TN
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To sum upt the results of this study strengthen findings of
previous studies about the intensity of parental worries in regard
to their child's future. However, it was found that although the
majority of the parents express considerable concern about the
future, most of themn, even when they plan, are not yet ready to take
practical steps. The same trend is described in some other previous
studies. According te Chinn et.al. (1978) and Morthington (1982)
this may probably be explained by the fact that the decision to
search for a solution outside the family sometimes creates guilt and
feelings of failure which the parents cannot deal with. Therefore,
they prefer to delay their decision into the far future. The fact
that there are only a few and not always satisfactory alternatives
available in the community makes it even harder for parents to be
practical when planning for their child's future.

Child and family characteristics also seem to be related to
differences in attitudes towards the future. The results of this
study resemble the findings of some previous studies which clearly
reveal that the child's age and the severity of his handicap are
indicators which strongly influence parents’ views in regard to the
child's future and their preparedness fo plar for it.

Parents’ socioeconomic status and level of formal education were
found in this study, and in some others former investigations, to
have an ¥mpact on the degree of parental concern for the child's
future. However, according to the present study, the ability to plan
practicaily for the future does not always seem to be affected by
these factors.

It seems that parents’ attitudes towards the child's future and
their ability to plan for 1t are influenced by a combination of
varfous factors, which are related to some of the child's and family
characteristics as much as to parents’ personality, the way they
have adjusted to the fact of having a mentally handicapped child,
their general expectations of Tife and from thefr child in particular
and the alternatives that are available to them in the community.

T T VO




CHAPTER 6

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

6.1 INTRODUCTLON

This chapter will begin with a discussion of some methods and
models that may be used to detineate the long-term fmpact of the
mentally handicapped child upon his family.

Thereafter, an attempt will be made to discuss the dynamics of
parental process of adaptation by presenting the double ABCX Model
{Burr, 1982; Patterson and McCubbin, 1983},

The presentatien of the double ABCX Mpdel, which enables
analysis of stress and crisis situations in the family and high-
Tights the development of coping patterns.will create @ framework
for an understanding of the research findings with regard to the
various subjects discussed in the previous chapters.

Finally, the role of commnity supportive networks and the
impact on parental adaptation of reciprocal relationships between
axternal systems and the family will be discussed.

6.2 TYPES OF FAMILY ORIENTATION, PATTERNS OF PARENTAL BEHAVIOUR
AND THE STAGES MOUFL-AN OVERVIEW OF THE DIFFERENT APPROACHES
REGARDING THE IMPACT OF THE CHILD ON HIS FAMILY

Research on the impact which the mentally handicapped child has
on his family has had a long history, with social and behavioural
studies searching to understand the difficulties and the hardships
these families experience when rafsing the child at home.

White bearing in mind the idea that families' reactjons to
flaving a mentally handicapped child vary to a grest extent, and that
each family develops fts unique lifestyle, an attempt has bven made
to describe some typical reactions which are common among these
famiiies.

T
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The tendency of many past studies has been to stress the
differences between families of mentally handicapped children and
families without such a child.

The general trend in these studies was to ewphasize family
problems and difficuitics in adjusting to the situation and to
describing the child's negative fmpact on the various aspects of
family 1{fe, such as family inter-relationships, social contacts and
most commonly, the daily burden of care for a disabled child
(Farber, 1960; Tizard and Grad, 1961; Begab, 1963; Hutt and Gibby,
1965, Bayley, 1973, Howard, 1978, Chinn et.a)., 1978, MWorthington,
1982; Orew et.al., 1984).

Only a few previous studies have represented a contrary idea,
namely, that the child's probiem has its fmpact only on limited
aspects of family life, and that on the whole, differences 1in
Tifestyle between families of mentally handicapped children and
families without such a child are small due to the attempt of many
parents of mentally handicapped children to cope with their
hardships and to maintain a "normal" family lifestyle (Birenbaum,
1970; Hewett gt.al., 15703 Voysey, 1975; Featherstone, 1980).

The idea that in spite of many difficuities, parents of mentally
handicapped children seem to cope with their problems led to a more
recent tendency among researchens o concentrate their efforts upon
examining parents' patterns of coping, instead of describing the
problems and hardships placed upon them by the child's situation.
This tendency represents 2 more dynamic and optimistic atvitude
which emphasises people’s abilfty to cope with stressfu) 11fe events
and to adjust to such situations.

Among the first attempts to identify parents' attitudes to
having @ mentally handicapped child and to describe a few clusters
of typical reactions, is Farber's classification, which is based on
types of family ortentation (Farber, 1960).
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By using three types of family orientation {child oriented, home
oriented and the parent oriented family), Farber tries to explain
the differerces in the impact of a severely mentally retarded child
on the family, both as a whole and on particular members of the
family {each parent and the siblings}.

The three types of family orientation generate some basic ideas
which help 1in understanding the differences 1in parents’ basic
attitudes to life. Such attitudes probably have their impact on the |
nature of family 1{festyle and on parents’ ability to cope with

a stress and crisis situations placed upon them by the child’s i
B problems and special needs. l B
'?‘: " Hutt and Gibby's (1968) study represented another effort to .
x"! cluster parents' reactions and attitudes %o having a mentally e
5 handicapped child, They tried to classify the various reactions into ;
three patterns of behaviour, each one describing different typical «

parental reactions to the sitwation.

The three patterns of behaviour (the sccepting, the disguising
and the denying parent} vary according to the degree of parental
acceptance of the child's problem. Thus, each pattern represents a N
o parental reactiun to the stressful situation caused by the child, -
I and delineates the form of their adjustwment, (constructive or des- g

tructive). The advantage of Hutt and Gibby's patterns of behaviour .
approach over Farber's types of family orientatien, is in fits g
{ attempt not only to describe the problematic situation in the family
N‘K and the reactions of the parents o having a wentally retarded |
"‘ child, but also to classify these reactfons by focusing on the
i degree of parental adjustment as represented in thefr patterns of
l behaviour. o
|
|

! The tendency to focus on parental adjustment behaviour rather
; than on descriptions of the families' problems and hardships caused
| by the child, is represented alsc in many studies which have used
B the "stages model" when discussing the c¢hild's impact on the family.
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The contribution of the "stages model” to the understanding of
parents’ reactions to having a mentally retarded child lies in its
dynamic approach, which stresses the developmental aspects of the

process of parental adjustment. Coping with a mentally retarded j

1

{

|

|

J

4

member in the femily means coping with a Jong-tern problem which has
its on-going effects on the family throughout the various stages of
its lifestyle.

The “stages wodel" heips to clearly differe clate between the
crisis reactions which are typical of the initial pericd following
parents’ awareness of the child's probiem, and later on to the
reactions which represent different levels of parental adjustment to
the situation.

In his overview of the studfes which have tried to describe
parents' reactions to having & mentally handicapped child, Blacher

% 1
{1984}, using the various taxenomies mentioned in these studies, I
defines thrae main stages {the inftis1 crisis responses, continuing |
feelings and responses, and adjustment or acceptance). ﬂ

Although the basic tenet of such a wodel seems to be positive,
since the process which the parents go through leads to adaptation,
not all the reactions which are typical to each stage can be viewed °
as positive or adaptive. Blacher (1984) refers to evidence from some
studies {Wright, 1976; Sieffert, 1978) which view reactions like
shock, denfal or disbelief in a positive way, explaining that such
feelings are normal or typical to a crisis situation and therefore .
can be considered as nelping the parents to overcome the crisis. The !
abovementioned formuTation reveals another important contribution of J
the "stages madel" to the understanding of the process of adaptation. o .
By 1inking certain typica) reactions to each stage, one may identify
the differences between the stages, which illustrates the idea that
moving from stage to stage represents a noted change in parental
reactions.

-
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Overal), when compared to approaches that emphasize the types of
family orientation or the patterns of parents' behaviour, the great
advantage of the "stages model” is in its dynamic approach. Instead
of the idea that parents' ability to cope with the situation of
having a mentally handicapped child is related mainly to the nature
of the child's problem and some other family and child charac-
teristics, the "stages model" describes the parents' struggle %o
cope with the problem as a developing process comprising an ordered
sequence of discreet stages which the parents have to go through
until they reach a certain degree of adjustment that enables them to
respond to their child's special needs, and to minimize his rcgative
impacts on the whole family.

As already mentioned, a description of the stages in the process
of parental adaptation stresses the uniqueness of the long-term
impact of a mentally retarded member on his famil-. Such an on-gofng
impact creates new reactions at each stage of the lifecycle, but at
the same time, there appears to be a certain de
of earlier reactions typical to a former stage c
new one. The “stages model”, although referring to the different
periods of the lifecycle, concentrates on desi ing the direct
parental reactions to a defined stressor event-Uxing a mentally
handicapped child. However, beside the strasses anl strains ereate:
by the chitd's problem, the family oxperiences st:
which are part of the changes in the 1ifecycls of
the birth of a child, the {llness of a fam:’y mevber, ete.
{McCubbin et.al., 1982},

The double ABCX Model (McCubbin and Pattersce, 951y Patiersan
and McCubbin, 1983) provides a better unde.stanging o the different
sources of the on-going stress created by the <-istence of 3
mentally handicapped child, as well as tho additiaral 1ife events
and changes during the family 1ifecycle. The abovemntioned wodel
"orovides also a way of viewing family e17orts over time to adapt to
muitiple stressors through the use of various family resources and
perceptual factors as the components for a coping frocess aimed at
achiaving family balance" (Patterson and McCubbin, 1983, p.26). Thz
double ABCX is presented in the following section of this chapter.

i
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6.3 THE DOUBLE ABCX MODEL

The ABCX Model developed by Hil1 and later modified by other
res¢archers, can be seen as one of the major formulations in the
family crisis literature which helps in studying and examining the
process of adjustment that families hove to go through when facing a
crisis situation (Burr, 1982). By using the ABCX Model and fts
extended variation (The Double ABCX Model), an attempt can be made
to focus on aspects of family adjustment or ways of coping with
stress and crisls situations, rather thar merely describing the
diffifculties and hardships resulting from such a state.

The main idea in this model {s that a crisis situation (The X
factor) is influenced by several other phenomena. Burr (1982}, using
Hills' theory, tries to define crisis in order to examine the varia-
tions of the X factor. Hills' basic definition of crisis was “any
sharp or decisive change for which old patterns are {inadequate"
{Burr, 1982, p.6). Later investigators viewed crisis as a continuous
variable when suggesting that crises vary according to their
severity. In studies which viewed the family as a system, crisis was
defined as a "disruption in the routine operation of the family
social system. The less disrupted the system is, the Jess severe is
the crisis; the wore disruptive the system {s, the greater is the
crisis" {Burr, 1982, p.6)

Burr (1982} stressed the fmportance of the amount of crisis but
at the same time he states that even in situations when it seems
that no crisis exists, it does not mean that there are no stresses
or problems in the system. T merely connotes that the problems are
of a routine rather than unusual nature.

A sltuation of crisis results from a stressor event which
produces a change in the family system (The A factor). Anything that
changes an aspect of the system, such as boundaries, structure,
goals, processes, roles or values, can produce some amount of crisis
in the system and is called the "stressor event" (Burr, 1982). The
intensity of crisis is positively related to the degree of the
changes in the system resulting from the stressor event.
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Hill's model fdentifies another two variables which 1nfluence
the palationship between the stressor event and the intensity of the
crisis. The B factor refers to the crisis-meefing resources of the
family. Burr (1982) concludes that the B factor represents the
vulnerability of the family to stress infiuences, or the ability of
the family system to prevent a stressor event from creating some
crisis or disruptiveness fn the system. The degree of family vuiner-
ability to stress is positively related to the amount of crisis
caused by & stressor event.

The C factor is another variable which influences the relation-
ship between the stresscr event (A) and the nature of the crisis (X).
The C factor is defined as the family's crception of the stressor
event. Burr referring tc Hill's ideas, faghlights the di fferences 1n
the ways in which objective observers {professionals), the community,
and the family define and relate to a stressor event. The main
difference among these definitions seems to be whether the family
defines the change in the system as easy or difficult. When the
family defines the stressor event as a severe one it means that the
evenh creates a serious change in the svstem. Such a situation will '
probably be influenced by the family's vulnerability to stress, and
thus have 1its impact on the ability to cope with the crisis
situntion. The ABCX Model is summarized in figure 1:

The amount of change -

Amount of crisis
Stressor event in the family
— A

I—— |

a1

social system

Family's definition Family's vulnerability :
of the seriousness — to stress
of the change € B

Figure 1 The ABCX Model (Burr, 1982, p.10) i
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Hi11's model identifies another two variables which influence
the relationship between the stressor event and the intensity of the
crisis. The B factor refers to the crisis-meeting resources of the
'famﬂy. Burr (1982} concludes that the B factor represents the
vulnerability of the family to stress influences, or the ability of
the family system to prevent a stressor event from creating some
crisis or disruptiveness in the system. The degree of family vulner-
ability to stress is positively related to the ar nt of crisis
caused by a stressor event.

The C factor 1is another variable which influences the reiation-
ship between the stressor event {A) and the nature of the crisis {X).
The C factor is defined as the family's perception of the stressor
event. Burr referring to Hill's ideas, highlights the differences in
the ways in which objective observers {professionals}), the community,
and the family define and relate to a stressor event. The main
difference among these definitions seems to be whether the family
defines the change in the system as easy or difficult. When the
family defines the stressor event as a severe one it means that the
event creates a serious change in the system. Such a situation will
probably be influ-  sd by the family's wulnerabjlity to stress, and
thus have its impact on the ability to cope with the crisis
situation. The ABCX Model is summarized in figure 1:

The amount of change
Amount of crisis
Stressor event in the family
A social system
X

Family's defi n Family's vulnerabitityl
of the seriousness to stress
of the change  C B

Figure 1: The ABCX Model {Burr, 1982, p.10)
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Later investigators tried to identify some aspects of the two
variables (B and C) but, the most jmportant and major goal of these
studies has been to identify factors that are related to whether or
not the families recover from the disruptive effects of stress.

Burr (1982) adds further insight about the relationships between
the level or reorganization and various specific factors such as
amount of adaptability, integration or affection. Using Hansen's
definition Burr (1982) refers to the family's regenerative power as
a factor which will indicate the Tevel of reorganization which can
be achieved after a period of crisis. Another factor which according
to some studies seems %o have an influence on the nature of the
crisis and on crisis recovery is related to the extent to which the
stressor event can be anticipated. A sudden or unanticipated
stressor event seems to create greater disruptiveness in the family
system and therefore probably more difficuities in recovery.

The ABCX Model formulated a conceptual framework for studies
which were hasically designed in order to analyze the outcome of the
interactions hetween the stressor event, the nature of the crisis
and the factors which infiuence the family’s response to such a
situation. However, a more comprehensive paradigm was needed to
describe observations from Jongitudinal investigations of families
responding to a prolonged stressor (McCubbin and Patterson, 1982).
McCubbin and Patterson (1982), by the addftion of posterisis
variables to the original ABCX Model, facilitated the understanding
of the Teng-term impact of stress opn the family system and the
adaptation process to crises events.

The Dpuble ABCX Model is represented in Figure 2:
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Clinfcal observations and the data from Tongitudinal studies
revealed that the coping efforts that the family has to make in
order to adjust to Tong-term stress produces additfonal stressors.

In addition, such a family has to simuitaneously adjust to other
1ife changes that happen in families over tim. and occur indepen-
dently of the initial stressor which caused the crisis. In other
words, over time and in an effort to manage a crisis situation,
these families experience a pile-up of stressors as a result of {a)
the hardships inherent in the initial stressor which caused the
crisis, {b) normal change and development of family members and the
Tifecycle of the family and {c} the trial and error efforts to
manage the situation (McCubbin and Patterson, 1982). The pile-up of
the different stressors is represented in the Model by the double A
factor.

The double B factor stands for the two general types of family
resources. The first are those resources that are alrsady available
to the family before the crisis occurred and that minimize the
impact of the initial crisis or reduce the probability of the family
entering into crisis. The second are the coping resources (personal,
family and social} strengthened or developed in response to the
crisis situation. Such coping respenses were defined by McCubbin and
Patterson {1982) as "(a) self relfance and self esteem, (b} family
integration, (c) social sapport, and (d) collective group supports,
which include social action" (p.45).

Ancther factor which influences the family's ability to cope
with a long-term stressor is related to two different forms of
family perceptions. The first is the family's perception of the
stressor event (c) and tha second is the family's perception of the
crisis (C) which involves not only the initial view of the stressor
but also the pile-up of Tife events and the meaning that the family
attach to the total situation
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According to McCubbin and Patterson (1982) the family's percep~
tion postcrisis appears to involve "(a) religious belfefs (b) a
redefining of the situation and (¢} enclosing the situation with
meaning" (p.45).

When the initial stressor event has long-term impact on the
family {as in situations of chronic i11ness or handicap) the initial
crisis appears to be but one phase in the continuum of family
adjustment to stress over time. McCubbin and Patterson (1982) intro-
duce the cancept of “family adaptation" as one possible outcome for
the family course of adjustment following & crisis. “Adaptation
involves the processes of stimulus regulation, environmental control
and balancing to achieve the family system and member growth and
development. Balancing the various dimensions of family iife is a
difficult process involving assimilation, accommodation and com-
promise” (pp.45-46),

The main contribution of the double ABCX Model lies in fts
definitions of the various aspects which describe and explain
family's coping behaviour 1n terms of a process the outcome of which
is a certain degree of adjustment not only to the initial crisis but
also fo postcrisis prolonged stress events. By referring to pre-
crisis and postcrisis perfods the double ABCX Model provides a
formulation for improved understanding of the long-term effects of
stressful events on the family's life and a davelopmental approach
to the process of family adaptation to such events.

Thus, the double ABCX Model appears to have value in studies
which try to explore the impact of long~term stressful events on
family's reactions and ability to develop coping patterns in order
to adjust to the situation.

Patterson {1985) in a swudy on families of children with Cystic
Fibrosis introduced the "Family Adjustment and Adaptation Response
Model" (FAAR) which is another variation of the double ABCX Model.
The FAAR Model focuses on the family variables of demands, resources
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family perception and coping which interact over time to rasult in a
level of adjustment or adaptation.

The adjustment phase is characterized by family resistance to
move into a crisis. However, there are occasions when the demands
require major systematic family change or when the resources or
coping patterns are fnadequate or exhausted and the family moves
into crisis.

The crisis situation creates major systematic changes in the
family structure or interactions which call for new or additional
resources, perceptions and coping behaviour in order to restore
balance to the family system., Family adaptation, then, describes the
outcome of family efforts to achieve a new level of homeostasis
which was upset by the crisis (Patterson, 1985).

The advantage of the FAAR Model over the double ABCX Model is in
its more dynamic approach to the various stages of the process of
family adjustment and especially to the precrisis period, The basic
concept of the model stresses the family's struggle to avoid dis-
equilibrium in the system and, if it occurs, to achieve a new leve}
of homeostasis which can be viewed as family adaptation.

In the foliowing section an attempt fis made to discuss and
integrate the findings of the present study in the light of the
double ABCX Model and s previously mentioned variations.
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6.4 COPING WITH STRESS ~ THE PROCESS OF FAMILY ADAPTATION TC
HAVING A MENTALLY HANDICAPPED CKILD

When the parents first learn that thefr child is mentally handi-
capped they are also confronted with the nature of this phenomencn
and among other things they have to face the fact that basically
mental retardation is an frreversible, chronic  situation. Their
child may become better or worse at times but always will remain
less than a normal healthy child and wi1l be dependent on them to a
certain degree. Being mentally retarded, the timing by which the
child will move through different developmental stages will be
influenced by the level of his intellectual achievements, his
emotional reactions and his social relationships.

The birth of 3 mentally handicapped child is usually an un-
anticipated event which creates considerable disruption in family
tife. The extent of the First shock influences the nature of the
¢risis in these familiesi however, th: chronicity of the phencmenon
has a far-reaching impact on the whole family and calls for an
on-going process of adaptation creating differances in the lifestyle
of these families.

In order to understand the Tlong-term fimpact of the mentally
handicapped child on his family, a developmental approach is needed.
Such an approach provides a longitudinal follow-up through the
different stages of child development and family 1ifecycle. While
stressing the on-going accumulative impact of the child on the
family such an approach alse highlights the different reactions and
attitudes typical to each stage, and the general tendency of the
family to try to achieve at least a certain dagree of equilibrium
which will finally lead to adjustment, or acceptance of the mentally
handicapped child.

In order to illustrate the dynamics of the process of famity
adaptation to having a mentally retarded child and to facilitate a
further discussion of this issue the writer has developed a combina-
tion of Blacher's stages Model {1984) with McCubbin and Patterson's
double ABCX Model {1982} (See Figure 3).
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6.4.1

Phase 1 - The initial crisis response (abex)

As dlready mentioned, the birth of a wentally handicapped
child 1s in most cases unanticipated but, even hefore the
parents learn about the diagnosis of thelr ¢hild they often
start to suspect that something is wrong, usually as a
result of his slow development and abnormal behaviour or
appearance. Results of this study reveal that suspecting
that the child has a problem is a stressful situation in
itself, and that for some parents receiving the diagnosis
was a relief. The }onger the period between the time of
first suspicions and receiving the diagnosis, the greater
the initial stress, especially when it was hard for the
parents to obtain a definitive diagnosis of the child's
problem from professionals. "My feelings were changing from
day to day. Sgme days 1 looked at her and thought - there is
nothing wrong with her. The other day I was sick and I was
depresssed again" (A mother of a three year old daughter).
"When they ‘first told me, I was shocked and scared. Even
after 1 already suspected that something was wrong I used to
push it inko the back of my mind, but after I heard it from
the doctor I couldn't deny 1t and 1t was hard to accept® (A
wother of a four year old son). "The nost frustrating thing
was that they couldn't tel) what the cause was. Nothing was
definite" (A mother of a seventeen year old son).

The circumstances under which the parents were first
confronted with the diagnosis also have considerable fmpact
on the amount of stress they felt, and as a result on the
nature of the inftial crisis. As with some previous studies
{Bayiey, 1973; Voysey, 1978; Worthington 1982; Glendinning,
1983), results of the present study show how significant the
situation of initia) signs or indications of the child's
problem was for the parents and how much 3t influenced their
TeSPONses.
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The differences in parents’ initial experiences with
professionals which were found 1n this study show that
professionals today are much more aware of the traumatic
an-going influences of diagnosis for the parents, and they
try to create an atmosphere which will lelp the parents to
come to terms with the bad news. Although the parents’
reactions 1in both groups (the younger -and the older
children) were similar, the parents of the younger children
were more satisfied with the way in which they were told
about the problem, and also with the general attitude of the
professionals.

This is clearly illustrated from statements made by parents

of the older and younger children, The following are typical:

"They did not give me much hope. They even said that he wilt
probably die young. They did not te!l me anything about his
future only not to be tno optimistic” (A mother of a twenty
two year old son). "The doctor did some tests and then told
us that something is wrong with the chromosomes. He didn't
tell us what to do with her. Actually they didn't tell us
anything and 1 falt very bad. T didn't want to talk about it
with anybody at that time" (A father of a twenty five year
old daughter).

"Or. W. told us that he is mentally handicapped, his brain
i5 not functioning well and it fs early to tell how he wit}
develop. She said that his brain was damaged because he was
born premature and because of lack of oxygen during the
birth. It was not a surprise-I knew before that there were
problems but I was shocked!" fA mother of a three year old
son).

"I learnt a lot at the hospital. We had a Tot of information
from the doctor. She also told me about another wwther who
had a child with the same problem and 1 learnt a lot from
this mother. You hear it but you can't accept it} it is a
shock, 1 felt so upset" (A mother of & three year old
daughter).
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Yet, the stressful situation of learning about the child's
problem can only partially explain parents’ responses. When
facing such a problem a new period of family life starts for
the parents, and their abiiity to rely on already existing
internal and external resources, as much as their subjective
perception of the c¢hild's problem, fts impact on their own
Vife, and the family as a whole will determine how much of a
crisis such a situation will create.

Findings of the study show some marked differences between
parents in regard to their existing resources prior to the
occurrence of the stressor event. The differences in the
availabitity of external vesources were due to the child's
age (i.e. better and more services today).

Thare were fewer differences in parents opinions about the
initial reactions of their relatives. Relatives were
generally regarded by the parents as an available helping
resource, The existing internal resources did not receive
enough attention in this study as families' interrelation-
ships prior to the stressor event were not explored. How-
ever, some differences in internal resources can be related
to family eharacteristics like the parents' level of formal
education, their religious background and the mentally
handicapped child's birth order in the family which were
found to influence parents’ rections and probably to impact
the family's internal resources as well.

Chitd and family characteristics were found to he noticeably
related to parents' perception of the stressor event. This
study strengthens the findings of some past studies (Farber,
1960; Begab, 1963) concerning the differences in parents’
attitudes to the child's problem according to his sex, and
the nature of his handicap. Pifferences in parental subjec-
tive perception of the child's problem were found to be
related ajso to parents' level of education and religious

4
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background. A wide gap between parents' expectations and
chitd's performance created more disruption for the whole
family.

Altogether it seems that in spite of variations in existing
resources and subjective perception of the stressor event, a
crisis situation was unavoidable for these parents. The
dowinant emctional feeling of wost of the parents in the
initial phase was shock and disbelief, and even the older
parents, when recalling their finitial reactions, described
typical erisis responses.

These findings emphasise the uniqueness of the stressful
event caused by A mentally retarded member in the family.
The disruptive tmdact of such an event on family life is so
great that it is [mpossible to aveid a crisis situation.
The research findings clearly show that the majority of the
parents who participated in the study faced a crisis
situation during the initial period after learning about the
child®s problem. The dominant emotional reactions of these
parents were very similar regardiess of the differenias in
factors a, b and ¢ which were already mentioned. Although
most of the parents described similar emotional responses -
shock and disbelfef, the amount of stress and the nature of
parental coping patterns was related to the crisis intensity
and to the ability to over ome such a situation,

Phase 11 - Continuing feelings and responses (aAbBeG)

The following commonts by subjects of the study reflect the
events following the initial crisis.

"The first years were bad because she was sick many times.
She alse developed slower than a normel child. I used o go
to the doctor almost every waek. Vhen she was five she
started to go to the trainfng centre. It became easier to
manage her and I didn't have many problems. Now, that she is
an adolescent, I sometimes feel that I have less problems
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than sowe of my friends with normal giris. Yes, I accepted
the fact that she is limited but to me she is Tike a normal
child because she is so good and easy to manage" (Mother of
a seventeen year old daughter).

“When she was young we used to spoil her too much because we
thought that being as she is she needs more than other
children. She became hard to manage and it was very diffi-
cult to keep her at home. When she was six years old the
doctor told us to send her to the day centre. Since then it
has been much easier to manage her and she has improved a T
N Jot. You start to accept the ract that she is this way and
you Tearn to live with {it" (Father of a sixteen year old
daughter).

"During the first period I stil7 believed that he would
overcome 1t. He developed slowly but not too slow. The main
problem was and stil) is communication. It is hard €5 have a
baby who domsn't show any kind of affection. Stowly, slowly
1 started to accept the fact that my child has a problem. I
still can't use the words “mentally handicapped. When I was
advised to take him to the day centre I went there. When I T4
saw the place I couldn't put him there. Unly when I became i
pregnant again it wag hard to care for him and 1 felt that I
couldn't give him what he needs so I decided to put him in

the day centre" (Mother of a three year oid son). 8
B "The first ane and a half years 1 couldn't soewpt it. I :

didn't want to see anybody or to speak to anywody. I was

depressed and isolated. He was developing slowly but without T

tov many preblems. 1 was working with him all the time '
teaching and playing with him. I stili hopa that one day he J
will be able to go fnto a “normal” school, that will be N ‘J
enough for me" {Mother of a four year old son).

As already mentioned, having a mentally handicapped child
seems to be such an event that a crisis reaction by the
parents is unaveidable. The research findings show that as a 3
result of the child's problems many changes occurred in the - I
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family system. The parents had to reorga’n'ize their lives and 1
to devote a ot of their time to handling the child's needs. i 4
They had to give up recreational and social activities and
it seems as if the child's problewms and needs became the
focus of their Tives. Such a situation caused a pile-up of
strassors since at the same time many of the parents had not .
yet overcome the inftial crisis and were struggling with
their natural tendency to deny the situation, with guilt
feelings and general emotional disorganization.

A1l the above-described stressors were related to the
chitd's mental handicap. However, in coming to terms with
. mental handicap, the parents started to accommodate the idea
’ that the child's situation was not time-limited, and that
! during the coming years the growing child would probably
g - create more difficulties and hardships. As a baby the fact
that the child development was abnormal was not noticed to
N such an extent by the parents and others. However, in the
’ Tong run the gap between the physical and mental development
of the child became more &nd more evident, forcing the
parents to search for a solution suitable to the chitd's
? state.

The need to search and the difficulties involved in finding
an adequate solution at each stage of the child's develop-
ment zaused an additional on-going stress for the parents,
as it reminded them again and again that their child would
ahays remain "different”. ’ o

The findings of the study reveal that the conventional
tensions resuiting fram the changes in the 1lifecycle of
every family, or the stages f{n the development of all
childr 1, created much more intense stress for the parents
who vere interviewed, yet when they were able (s accept
their child’s special needs and could find a satisfactory
solution {a training centre or a workshop), the whole family
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felt relieved which enabled the developing of a more
positive attitude towards the child.

One of the important tu.dings of this study is the strong
dependence of the parents o various kinds of protessionals
and services. Although many past studies (Farber, 1960,
1968, 1975; Begab, 1963; Bayley, 1973; Featherstone, 1980;
Glendinning, 1983) have established that one of the charac-
teristics of families of mentally retarded children is their
intensive relationships with social and health services, it
was striking to confirm how {important thesa kinds of
external resources were for the parents. It seems that the
degree to which the parents could rely oh external resources
played an important part in their ability to cope with their
serious problems. For the parents of the younger children
(and especially th. mothers who were generally much more
satisfied with the existing services and iiw professionils'
attitudes), the idea that they could rely on such supportiva
networks helped to reduce the stresses and strains resulting
from the intensive burden of care for the young mentally
handicapped child.

For the parents of the older children, who were Tless
satisfied with the services in their communities and felt
that there was a need {ur more and better schools, day
centres and institutions, the fact that there were not
satisfactory solutions for their growing children created
additional stress and worries, especially when thinking and
planning for the child's future. For example:

"I am worried about his future. If he can stay at the work-
shop its 0.K. but I know that they are going to ask me to
take him out. Where to? I don't know, what we shall do? I
can't tell, I only know that it worries me all the time and
1 am «¥raid of the day ...." (Father of a twenty nine year
old son).
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"1 know that when I am not here my son will need care. What
is he going to do? I don't know , I don't like to think of
that. I believe in God, he wil) help us" (Mother of a twenty
five year old son).

It was quite obvious that the availability of external
resources helped the parents to develop internal resources
and to reduce the vulnerability of the whole family.
External resources included support and help which the
parents could get from ralatives, friends and neighbours.
For the parents of the younger children, and especially the
fathers who were still in an acute crisis situation, it was
very difficult to maintain their social reiationships.
kithough they had a great need for soctal support and help,
they had difficulties accepting it as a result of their
tendency to avoid social contacts and isolate themselves.

"I think that our friends can't understand what it is to
have such a child. Some of them say ‘Oh, what a burden it is
for you' and 1 don't like it" (Mother of a three year old
daughter).

"Most of our friends are very helpful, but we Tost some
friends because of him. Sometimes we have troubles with the
neighbours' kids. They want to play with his sister but they
do not come to the house because of him" (Mather of a four
year old son).

Results of the study show that while the parents of the
younger children still try to maintain their social contacts
in spite of the difficuTties they have to face when going te
visit other people or inviting friends to their home, the
parents of the older children seem to have fewer expecta-
tions from their friends and neighbourz. They consider
themselves being "not so social". Such an attitude stresses
agafn the relationships between external and 1internal
resources. The parents of the older children seemed to rely
on internal rather than on external resources (social and
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health services and friendship relationships). The facf that
they had ceased to be in an acute crisis helped them to

become more self-reliant, and therefore less dependent on o
external resources. "We nmust always take him when we go, N
that's why we don't go so much to visit friends. We stay at ,ﬁ

home, watch T.V. We are a very closed family, you know"
{Father of a ninetesn year old son).

The ability to overcome the crisis situtation, as already .
o mentioned, relies not only on the utilization of existirg "
: and new external and internal resources. It seems that the
" s subjective perception of the crisis and the various kinds of 2
stressor events also have an jmpact on the process of crisis
recovery. Subjective perception of the stressor events and
the crisis situation was found to be different for mothers
Ty and fathers. Results of the present study are consistent
L with findings of some past studies (Farber, 1968; Wolfens-
L berger, 1967; Cummings et.al., 1966, Cummings, 1976).

PR

3 Mothers seem to be more vulnerabla than fathers, it is much
harder for them to accept the diagnosis and their emotional
reactions are much more intense and deep~seated. But, the .
crisis they face 15 not only the "tragic" one (Farber, 1960).
e The nature of the crisis that the mothers have to face
3 : involves the need for role reorganization, and their crisis
o 8 resolution is dependant on the abilfty to cope with the i
burden of caring for a mentally handicapped child without i
giving up other life duties and activities. As a result of
) thetfr subjective perception of the stressor event, the
g mothers who participated in this study were found to be more
worried than fathers shout the impact of the child on family
. interrelationships and on the siblings. The mothers of the K
3 younger children seemed to be much more optimistic, or in
i other words, less realistic.
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By devoting a lot of their time and emergy to thechild
these mothers expected a significant, dramatic change fn his
situation. The growing child, although sti1l very much
dependant on his mother seemed to put less strain on her.
The experienced, less hopeful mother of an older child was
able to develop a more realistic approach to his situation.
Such an approach created a more pessimistic attitude towards
the child but at the same time heiped to reduce the stress
caused by the need to respond to the on-going special needs
of the growing child.

"In the first two years 1 refused to accept that something
might be wrong. Sometimes I felt that 1 could kil wyself
and the child. When the doctor told me that 1 have to do
something for her we started to ask, all over, what can be
done for her, but nobody helped us. At that time she was not
moving and it was easier to manage her. Now you have fo
watch her all the time when she is at home. In the day
centre she has improved a lot, but still 1 feel that our
whole attitude to ).fe changed because of her. I am worried
about her future" (Mother of a four year old daughter).

“The first years were hard because of wy husband. He could
not accept it. I was forty seven years old when the child
was born and my hushand said that we are too old. Then, when
he heard that the child was mentally retarded it was too
much for him. 1 also could not believe 1t and I used to send
him to private lessons and to a normal nursery school. Untit
he was ten and his heart was operated on, he was always very
sick. Wnen he skarted to go to a training centre I always
had the feeling that they were not duing enough for him. I
always felt that there must be a better suhool. But, when he
was there he improved a Met. My daughter and I accepted him
for what he was. We uzed to take him with us to sing in the
church choir and he enjoyed f{t very much. But, for my
husband it remained a problem, he couldn't accept 1t. He
wanted to put him in a “home", but I felt that I couldn't
leave him alone" (Mother of a twenty two year old son).
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As with some other previous studies (Wolfensberger, 1967;
Cummings, 1976} the findings of this study reveal some
differences between mothers' and fathers' subjective percep-
tion of the child's situation and {ts effect on the family.
Although as already mentioned the reactions of most of the
parents indicated that a erisis situation was unavoidable,
for the fathers the child’s problem created a 'value
conflict" (Farber, 1968), Accepting the disabled child was
contrary to their expectations and values. It was even
harder when the mentally retarded offspring was a male.
However, fathers were able to develop a more remote and
objective attitude to the situation. Such an attitude
enabled them to control tihefr emotional reactions and
develop a more realistic approach.

The changes 3n the tathers’ lifestyle were ot so marked as
for the mothers. biile the mothers in most cases were the
main carriers of the burden resulting from the child's
special needs, the fathers spent many hours outside the
house and their task as breadwinners enabled them to "run
away" from many of the hardships caused by the child's
situation. Day-to-day difficuities kept the mothers busy
struggling to waintain their different roles despite the
time-demanding care of a wmentaily hendicapped child. The
fathers, however, while developing a realistic approach and
a greater ability to control their emotional reactions, were
found to be more future-oriented, than the mothers.

In coming to terms with the child's situntion the fathers
felt "the burden" of responsibility for their child's future.
They were worried abouc the limited cpportunities to find a
satisfactory solution which would meet the child's needs and
at the same time minimize the value confiict for themselves.
"I hope that one day he will be able to work and make his
own }ving. 1 hate the fdea that he will spend tne rest of
his 1ife in a 'home' deing nothing" (Father of a twenty one
year o1d son}.
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“Maybe, she will get married one day, you nhever knaw ..."

(Father of a seventaen year old daughter). [
Thus, the fathers were nore aware than mothers of the ’
practical problems which the child caused for the family at g '4

each stage of his development. This practical attitude
enabled them to look forward and plan for the future. The
mothers' wain worries in regard to the child's fmpact on the
whole family cuncentrated around current family inter-
relationships and special reeds of particular family members. B

- Differences between mothers' and fathers' subjective percep~ “
: tion of the nature of the crisis (X) probably has its impact X
on the pile~up of stressor events for each parent (aA) and
the ability to use existing and new internal and external A
resources {b8). However, the research findings reveal that
beside the ahovementionad differences some of the parents'
reactions were similar. It seems that there was & general
“agreement" between parents (although Interviewed separately)
to avoid expressing extreme ideas or faelings which might be
contrary to the idsas or feelings of the spouse.

N L5 Overall, the second phase represents a new stage in the
Y g process of adaptation which starts with the trial of
recovering from the fnitial crisis and at the same time Lo
overcoming new stressor events caused by the "normal" and -
unfque changes 1in the development of the mentally handi-
capped child. The dynamies of the family’s ability to
utilize existing resources and 16 create new ones which will
ot meet the new stressors, and changes in basic attitudes to
the crisis and its outcomes, lead te the development of
adequate coping patterns. The recovery from the initial
; crisis and the development of coping patterns should be
- considered as a further step btowards adaptation. However,
the mixture of the domwinant emotional reactions typical of
this stage {anger, disappointwent, guilt feelings, denial,
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resentment and aggression} underscores the significance of
this intermediate phase in the developing process from the
initial erisis situation towards a certain degree of adapta-~
tion.

Phase 111 : Adjustment or acceptance (xX)

During the second phase, when the parents start to overcome
the initial crisis they realize that the child's problem is
not time-Timited and that {n order to cope with it some
basic changes in  the family system are needed.
Reorganization of roles, changes in family expactations ani
values and in the relationships with the outside worid
facititate the growth of coping patterns. "Coping includes
both the behavioural responses of family members as well as
the responses of the family unit in an attempt to manage the
situtation. Moreover, coping is their ability to acquire and
use the resources nreeded for family adsptaticon” (Patterson
and McCubbin, 1983, p.30). The development of coping
patterns has already been described in past studies as
creating some changes in the Tifestyle of those families
{Darling, 1979; Patterson and McCubbin, 1983). When summing
up parents’ reactions to the different fssues which were
inciuded in the research tools 1t became quite clear that a
unique lifestyle develops in the family as 2 result of
parents' attempts to cope with a Jong-ters phenomenen like
mental retardation.

Morgover, the various coping patterns were found tfo be
Tinked sequentially to each other. [Tach coping pattern
seemed to have its fmpact on a spectfic aspect of 1ifestyle.
Sumning up these various specific aspects flluminates the
unique 1festyle which typfcally develops fn families of a
mentally handicapped chiid. The fmpact of the development of
coping patterns on 1ifestyle characteristics in families of
mentally handicapped children is {1lustrated in Figure 4.




H
i

Coping patterns

273

Lifestyle characteristics

The development of a
realis®ic approach to
the situation,

:

General pessimistic and
melancholic attitude to
life - "Chronic Sorrow”

o}

whale, :

L
Awareness of the impact]
of the child's problem
on the family as a

Intensitied family inter-
relaticnships. Concern
for the well-being of
each family member.

o

Reorganization of roles
and division of labour
in order to meet

family's special needs.

V]
Modi fication in family
activicies and goals as a
result of the burden of
increased tasks and
commitments.

s

. Maintaining social
support and utilization
of supportive networks
adequately for the
child and family's
special needs.

i
i
2

F.:pendency on external
resources. Limitations on
geographical and social
mobility. Tendency to
become a closed unit.

l

P

. Developing future-
orientation. Planning
and taking practical
steps for the chitd's

future.

-y

Arrast in family 1ife-
cycle, separation
difficulties.

Figure 4: The fmpact of the development of coping patterns on the

Tifestyle of families with a mentally handfcapped child.
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The development of coping patterns and the changes in family
1ifestyle can be seen as an attempt of the family system to
create new balance in order to resr ad to the child's
special needs and at the same time to keep the family unit
functioning. McCubbin and Patterson (1982) use Piaget’s
concepts of cognitive development to describe three
additional processes which help the family to create and to
maintain a new balance, or in other words to adapt to the
situation. First, the family has to assimilate new
experiences or demands resulting from the situtation created
by havirg a mentally handicapped child. "Assimilation
inveives moking the “new" demands it existing family
structure and functioning" (McCubbin and Patterson, 1982,
p.42). Later on, the family accomodates to the demands by
changing its dynamics to ¢it to the new situation. "A
family's effort to balance assimilation and accommodation is
not a clear-cut course of action with predictable conflict-
free outcomes. Because the family faces a hust of competing
alternatives in what it assimilates and how 1t accomodates,
each of which brings on additional hardships, the best
solution is 1ikely to be a difficult one involving the
process of family compromise” {McCubbin and Patterson, 1982,
p.42).

1t seems from the study's results that the sequenttal coping
patterns (described in figure 4) represent the pavents'
affort to accomodate to the assimilated new demands forced
upon them by the child's situation. The changes in the life-
style of the family can be seen as a compromise which
facilitates the maintenance of a balance in the family's
1ife. This new balance may perhaps facilitate movement to
other coping patterns, but this must remain only a suspicion
since the findings of this study provide no direct evidence
in this respect. Findings of the study indicate that the
ability of the parents to develop a realistic approach is
connected to a certain degree of acceptance and understand-
ing of the nature of the child's problem (assimilation).
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In spite of the new realistic approach, results of the study
show how hard it was for the majority of the parents to
assimilate the possibility of the child's problem bhaving
great impact on the whole family. However, such an approach
at least facilitated a better understanding of the situation
and its influences on the family unit and each of its I
members.

The parents' ability to realistically assimilate the child's
. problem was found also to influence their attitude to th
outside world. The better adjusted (or more accepting}
parents felt more accepted by others (relatives, friends and
neighbours) and less dependant upon them (services and
professionals).

Assimila.ing the meaning of the child's problem and its P
irreversibility fnfluenced parents' general attitude to the
i future. Planning for the future was found to be more common
- among the better adjusted parents (mainly the pavents of the
oider children), However, taking practial planning steps
sewtied to create chjeciive and subjective difficulties for
the majority of the parents who participated in the study.
The objective difficulties result from the lack of adequate
facilitiss for mentally handicapped adults. The subjective
parental hesitations when planning for the child's future
K . will be explained further on, in relation to Ilifestyle
. characteristics. :
3 - As aiready mentioned, the development of a realistic 3
approach to the c¢hild’s protlem was found to influence
The degree to which the reality of the problem was assimi-
Tated influenced parental expectations from the outside

parents' ability %o recognize the possibility of its impact
on the whole family.

world and their attitude towavds the future. Reorganization
of roles with its accompanying division of labour (coping
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pattern No. 3 in figure 4) represents the process of paren-
tal accomodation fo the already assimilated changes and
demands. Changing of family dynamics, reorganization of
roles and the new attitude towards life goals swewad,
according to the study's results, to have a strong 1 »» = m

the nature of the lifestyle of the parents. The uniqueness
of parantal Tifestyle was found to develop paraliel to the
process of adaptation, and was also influenced by the
specific aspects 1f the child’'s different developmental
stages and the family iifaecycle.

The differences in attitudes and views of the parents of the
younger children (age 2-6) and the parents of older onhes
{age 16-30) in regard to the various subjects which were
studied in this research study, highlight the basic assump-
tion about the different stages (or phases) in the process
of parental adaptation.

The findings clearly reveal that among the parents of the
younger children some were still in an acute crisis situa-
tion. These parents had not yet assimilated the full meaning
of the child's problem and still expressed hopes that the
child would be cured.

Their optimistic attitude to the situation enabled them to
reject any differences in their lifestyle when comparing
themselves to families without a mentally handicapped child.
As they still did not assimilate the full meaning of the
child’'s problem they could not start the process of accomo-
dation to the new demands. .
The child’s future, for example, did not represent any
spacial preYlems for these parents as they belfeved that the
child would recover. Nevertheless, in the group of the
parents of the younger children there were parents whose
reactions were typical of the second phase {n the process of
adaptation (mainly the parents of the older of the younger
children).
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The fact that their child (age‘S-G) could not be considered
a baby any more strengthened their already changing attitude
to the situation. Now they were experiencing the difficul-
ties and hardships of the growing child to & greater extent,
and in their effort to cope they had to “pay the price" by
changing their 1lifestyle (modification in activities,
reduction of free time, etc.}. At this stage, it was still
hard for the parents to accept the impact of *he child on
the whole family or to accept that their family had special
problems or needs because of the mentally retarded child.
= However, they had to admit the differences in day-to-day
1ife when comparing themselves to families without a
mentally handicapped child.

Yet, these parents still believed that in the long run they
N would be able to maintain their family life without the need
to modify their activities, social relationships, goals or
expectations.

] £ "There are no differences at ali. We are more together maybe
than other families’ (Father of a two year old son).

“For my wife it created a lot of strain. She had to put
aside a lot of her activities because you must watch her and
help her more than with a normal child. She alsoc can't go to
°, @ normal school ... A friend left us because of her, 1 will
not consider him a real friend; but I must admit that I am
quite an isolated person and 1 used to be so before her"
(Father of a five year old daughter).

L "There are not too many differences in our daily life. I
R have to devote a Tot of time to him but I don't mind because
1 can see that he ps and I am sure that he will be
oa fine. He 1is not physically handicapped so there are no
' special needs” {Mother of a three year old son).

The fact that parents of young mentally handicapped children
make an attempt to maintain the "normal" appearance of i
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family lifestyle and to aveld changes in day-to-day life as
much as possible, has already be.n mentioned in some past
studies (Hewett et.al., 1970; Birenbaum, 1970; Voysey,
1975}, The findings of this study strongly support this
contention. Although Birenbaum (1970) notes that parents may
be unable to continue this "normal appearing round of 1ife"
when the retarded child reaches adolescence or adulthood,
results of this study indicate that even for the parents of
the oider children it was sti11 hard to admit that having
such a child created a problem for the whole family: the
tendency to focus on the child, and define the problems by
referring first and foremost to his special needs, was
generally maintained.

Yet, when comparing the reactians of the parents of the
older children with the younger ones, it becomes quite clear
that the former ones had already reached a further stage in
the process of adaptation. This situation enabled the
establishment of coping patierns needed 1in order to adjust
to the mentally retarded child's special problems and needs.
However, as already mentioned, the changes in day-to-day
tife which were essential in order to accomodate to the new
demands, had in the long run, an almost unavoidable fmpact
on the lifestyle of the family. The unique lifestyle which
was found to develop over the years should therefore be seen
as part of the process of family cowpromise {McCubbin and
Patterson, 1982) which, after all, facilitated parents'
ability to adjust to or accept their child and his problem.

As already mentioned, the gap between the child's mental
level and his physicel appearance hecame wore and more
obvious as he grew older. Thus, it created a pile-up of
additional stress for the parents of adolescents and young
adults. Moreover, after many years of rearing the child and
coping with past develipmental and specific hardships caused
by him, the parents seemed to feel much sore competent when
facing the problems of the mentally retarded adelescent or
young adult.
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It therefore seems from the research study results that many
of the parents of the older children almost "forgot" what it
means not to have such a child. They were no longer sur-
prised when repeatedly confronted with new problems, almost
expecting such events to occur. Such an attitude helped them
to better accept the possibility that the whole family will
have difficuities as a result of the child. Their attitude
to the outside world can also be seen as a "compromise”, as
their realistic approach led them to seek future-oriented
habtlitation programmes, although their expactati-ns after
many years of intensive relationships with services and
professionals tended to be Tow. Sustaining social contacts
seemed to create many more difficulties for the parents of
the older children, especially with friends. With regard to
family and neighbours, the fact that more “reaching out" was
done by these people helped the parents to feel more
accepted and “to maintain the contacts. Yet, to a certain
degree many of these parents felt socially isolated; but as
it had become such an established pattern of Yifestyle. they
‘tended to define themsejves “as not so social".

Among the marked differences between the reactions of
parents of younger and older children was their attitude to
the future. As was expected, the parents of the older child-
ren were much more future-oriented and their main concerns
were related to the child's future. However, it was striking
to find that even the majority of the parents of the older
chitdren did not {when interviewed) kave any specific plans
for the child's future neither had they taken any practical
steps in this regard. Moreover, the {dea that the "child"
would stay with them until they pass away was quite common,
and the arrest in the family 1ifecycle (Farber, 1968) which
avoided “"the empty nest® probably helped some of these
parents to maintain their mwarital relatiopship. In such
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cases, keeping the 'young adult at home served first and
foremost the parents' needs, and was not necessarily prima-
rily in the interests of the young adult. At this stage the
unique Tifestyle characteristics were so wel) established
that separation, maybe, seemed to be too much of a threat to
the already achieved balance.

"Yes, there are differences in our 1ife but 1 don't know {f
it 1s hecause of him. We live in a big house with a big
yard and we are wore like a community than a family. Each
one has his activities and the place is big so each one has
his corner. We haven't gone on a vacation for a long time
and we are too busy to get out of the house. We have become
much closer to each other, especially me and ny wife. It
enriched our family 1ife. Sometimes I think that we were
chosen to raise this child" (Father of a twenty three year
o1d son).

“1 haven‘t taken any practical steps yet. Maybe if my
husband dies or something happens to we, but I really can’t
think of it now" (Mother of a twenty six year old son).
"Sometimes I think about the future. Now that we have become
older and my wife is not feeling so well I worry what will
happen to him. I know that the children will take care of
him. I know that I don't want to put him in a 'home'. He
will stay with us - this is my plan" {Father of a iwenty two
year old son).

The reactions of the parents of the older children, already
described, strengthens the contentions of some other
researchers about the sub-stages of acceptance {(Blacher,
1984), or the differences in levels of adaptation which may
be found amoung these families.

Blacher (1984) emphasizes the variation in the timing,
duration, and behavioural characteristics of the stage of
adaptation. Turnbull and Turbull {1978) stress the 1ifelong
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need to make continual adjustment to having a mentally
handicapped c¢hild. Olshansky (1962) and Wikler et.al.
(1881), when mentioning the "chronic sorrow”, lend weight to
the contention that even the parents whose hehaviour and
abtitudes show a certain degree of adjustment to the
situation "pay the price" emotionally. The findings of this
study are consistent with this theory. The older parents
were found to have a much more pessimistic, melancholic
attitude to Tife. The sad atmosphere which was experienced
during the finterviews seemed to reflect common parental
emotional reactions.

When discussing the differences in parents' ability to reach
a certain degree of adaptation, two important factors must
be kept in mind.

1. The uniqueness of each family. In spite of the common
behaviour characteristics, attitudes and reactions which
have been described by many researchers as. typical of
parents of a mentally handicanped child, it is important
to be aware of the fact that each parent is an indivi-
dual and his reactions are influenced by his personality,
his past experiences and his future expectations. The
individuality of each family member and the combination
of these individuals fnto a family system also contri-
bute to variations which could be found in parental
reactions to having a mentally retarded child.

Child and family characteristics. The impact of child
and family characteristics on parental reactions and
attitudes to baving a mentally handicapped child has
already been discussed in previous chapters with regard
to the varfous subjects included {n this study., Taking
al}l factors into account, the child's age {s the most
important factor in determining the degree of parents
adaptation. The dynamic approach which was utilized in
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this study enabled clarification of the nature of the
process of adaptation, strengthening the relationship
batween ‘the chiid's stage of development and familial
phases in this process. Differences in parents' atti-
tudes, in regard to the various subjects were also found
to be related to the child's sex and the severity of his
handicap.

It seems that these factors have an fmpact especially on
parents’ reactions to the initial crisis whin they first
learnt about the child's prablem. The findings of this
study about the impact of socioeconamic status and level
of education on parental reactions to having a mentally
handicapped ¢r)1d are generally similar to the rersults
of previous stuat>s (Tizard and Graq. 1261; Farber, 1960,
1968, 1975; Begab, 1863 Kurtz, 1977; Chinn et.al., 1978;
Drew et.al, 1984).

However, findings in regard to the impact of parents'
religious background on their reactions were not always
consistent with the few past studies which hsve dealt
with this issue {Zuk, 1959)}. Unfortunately, as a result
of the small sample, further analysis on the inter-
relationships batween more than two variables coild not
be done. Such analysis could perhaps explain some of the
abovemnentioned differences between this study’ and
previous ones.

To sum upt

The combination of the double ABCX Model (MeGubbin and
Patterson, 1982) and the stuges Model (Blacher , 1984)
facilitates the dynamic examination of the prrses;: of
parental adaptation, and t1luminates the growth ot cewing
patterns during the pahses of the process. The sequential
nature of these phases a&lsc enables analysis of the
situation for each family of a mentally handicapped child
by “placing" 1t in the appropriate stage of the process
of adaptation. After analysing the findings of this
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study, 1t seems that bonadaptation of the parents to the
stressor event of having a mentally retarded child should
be considered to occur when the parents are able to cope
with the child's special problems and needs without too
many modifications in their Tifestyle. In other words
even when objectively it seems (to outsiders) that the
parents' lifestyle differs greatly from the 1ifestyle of
families  without a mentally handicapped child, the
subjective perception of the parents themselves seems
more important in terms of understanding the meaning and
the outcome of the process of adaptation.

In the following section of this chapter the role of
community supportive networks, and the interplay of
parental relationships on these external resources will
be discussed. The reciprocal relationships between the
parents and the outside worid were found to play an
important role influencing the nature of the process of
parental adaptation. A further understanding of the
meaning of these relationships way contribute to the
development and the improvement of services and
professional intervention programmes.

IHPACT OF SOCIAL SUPPORT NETWORKS AND ~COMMUNITY

RESOURCES ON PARENTAL ADAPTATION TO HAVING A MENTALLY
HANDICAPPED CHILD.

The availability of social and communi:' supportive networks is

an invaiuable resource for families of a mentally handicapped child.
"In communities whera there is greater tolerance for developmentally
disabled persons, families are expected to experience less stigmati-
zation than they would in communities which are less tolerant"
(Sherman et,al., 1984, p.99).
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Supportive social relationships are fmportant in wmost forms of
coping, and social support can attenuate the subjective perception
of a problem and act as a buffer once a situation has been defined
as disturbing ({Schilling et.al., 1984), The continuous burden of
care and the complexity of the problems created by the child's
situation forces parents' long-term relfance on social supportive
networks. According to McCubbin end Patterson (1982) the process of
family adaptation involves efforts to influence the type and quality
of the demands to which the family may be exposed and the ;esources
needed to facilitate adaptation. This process is motivated by the
family's desire for self direction and autonomy, and the akllity to
qchieve it may depend on the efficiency of the solutiops <that the
community provides. “To the extent that the community is inadequate
to the hardships these famildes face, family disruption may be
inevitable no matter fiow strong the family's interpersonal capaci-
ties. The sbility of families to maintain f{nterpersonal stability
and psychological comfort will depend therefore not only on their
cohesiveness and adaptability but also on the social supports
available or absent in the environment" (McCubbin and Patterson,
1982, p.40~41}. Schilling et.sl. (1984) define thres levels of
socia) support, nmamely: (1) nuclear family members; (i1) close
friends, relatives; and (ii1) other significant persons who are
often the most basic, enduring and fmmediate sources of social
support.

Indeed, findings of the research study demonstrated that for many of
the parents {of both the younger and wre older children), it was the
easiest to maintain their contacts wii: uis “first level persons™.
As fer the second and the third levels defined by Schilling et.al.
{1984} there were differences between paronts' tendency and ability
to maintain relationships, and to ask fi- and accept support and
teip, The parents of the younger children were sti11 struggling to
maintain contacts with more distant friends, wile many of the
parents of the older chiidren seemed to give up such contacts.




Kazak and Marvin (1984) suggest another three factors measuring
social networks and  participations and describing  their
characteristics ~ (a) network sfze; (b} network Jensity; and (c)
boundary density {p.69-70). As with some previous studies mentioned
by Kazak and Marvin (1984) the findings of this study indicate that
the socia) network size tends to become smaller over the ysars, as a
result of the parents' tendency to withdraw from social 1ife. As for
network density, results show that for many parents 1t was quite
difffcult to sustain Intensive soclal contacts with the outside
world. Yet, for the parents of the younger children it was hard to
admit losing friends as a result of the child, while the older
parents seemed to accept it as part of their unique 1ifestyle.

In order to 1luminate the differences in families' adaptation
in terms of system-environment fit", McCubbin and Patterson's
{1¢82) framework and concepts weve used. They define family
adaptation as "the degree to which the family system alters fits
internal functions (behaviours, rules, roles, perceptions) and/or
external reality to achieve a system environment “fit". Adaptation
is achiaved through reciprocal relationships where “{a) system
demands (or needs} are met by resources from the enviranment; and
(b) environmental demands are satisfied through system resources”
{McCubbin and Pattersen, 1982, p.38).

When this model was appTied by the writer te the findings of the
present study, a clear distinction could be 1dwtified between the
family/individual /community configurations of tamilfes with younger
and older retarded children, respectively., "nis 35 schematically
depicted in flgure 5,
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Results of the study show that the parents of the younger
children were much more able (compared with the parents of the older
children) to maintain the total "fit" between their family system,
aach individual member and the cnviropment. As already mwentioned,
they made a considerable attempt to maintain their social contacts
and they were more satisfied with the social and health services
available to them in their community. Their basic attitude to
professional help was generally positive and they were much wmore
prepared to use it in the future, if needed (mainly for the child,
but §f nacessary alsc for themselves}. The improvement of community
services {which may be seen as part of the community effort to
improve the "fit" in regard to the family's special needs) and the
resultant change in parents' attitude toward them may be attributed
to the foliowing factors:

As professionals became more aware of the 'stress and strains and
to the burden of care experienced by parents of mentally handicapped
children, they also became more aware of parents' reliance on commu-
nity supportive networks to cope with these hardships in an adaptive
fashion. In addition the trend to avoid institutionalization of the
child also led to a greater emphasis on the development of community
services. Moreover, the general preparedness of outsiders (rela-
tives, friends and neighbours) to sccept the young mentally retarded
child facilitated the achievement of a better degree of total family
“fit". According to McCubbin and Patterson (1982) minfmum discre-
pancy between the demands of the family unit and the externa)
resources creates the ability to achieve bonadaptation.

The fact that reactions of the parents of the younger children
to other issues inciuded in the study {degree of adjustment to
child's situation, preparedness to admit the impact on the whole
family, and planning for the future) indicated a lesser degree of
adaptation {when cotpared to their attitudes in regard to their
relations with the outside world), needs an explanatinn.

Firstly, as already mentioned, the improvement in social and
health services for young mentally handicapped children in the
community created better objective conditions for these parents.
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Secondly, in spite of the objective difficulties these parents
had to face in their trial to sustain their contacts with the
outside world, they were determined to maintain these relationships
and it was {important for them to retain the "normal" appearing
facade of their family.

Similar attitudes among young parents have also been reported by
some previous studies (Hewett et.al., 1970; Birenbaum, 1970; Voysey,
1975). “Our friends are very helpful and we go from time to time to
visit them or to play tennis. If I need help I can get it from the
neighbours but I haven't got relatives here [in Johannesburg) ... We
can get any professional help if it is needed, but now I don't feel
the need for much help for wyself. For him, there is physio and
speech therapy and the day centre” (Mother of a four year old son).
YT don't think that it had any influence on ocur friends, we take him
with us wherever we go, all our friends we had before he was born
are with us except for one couple. The neighbours like him, they
play with him, we ¢an Teave him there for a white ... There are many
services we can use - the hospital, physio and speech therapy, my
wife used to go to a wothers’ group in the Toy Library. At the
moment we are quite satisfied ... " {Father of a three year oid
son). "We want to be a normel family, we enjoy every moment with
him. He has his own habits and he is developing and for me this is
the main thing. Most of our friends were able to accept him. When
they do not accept him as part of our family they will cease to be
friends ... If we want to go out we can leave him with a babysitter.
We are now quite excited because he has started to go to the
“centre®. T am sure that they can heip him"... (Father of a two year
old son).

Differences in reactions of parents of younger and older
children vhich were found in this study, indicate iwo marked changes
in parental attitude which develop during the years of rearing the
child at home. These changes are clearly depicted fin figure 5. The
total "fit® between family, individuals and the community decreases
over the years while the degree of "fit" between individual members
and the family as a whole increases.
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These changes can be explained with regard to the objective
situation in the community and as a result of parents' subjective
reactions and feelings. Although it seems that in the last few years
there has been an improvement in services for the mentally retarded,
the need for more services for adolescents and adults 1is still
considerable. Results of the study show that the parents of the
older children expressed their concern about the lack of adequate
solutions in the community or in institutions for their growing sons
and daughters. Mo doubt, this situation led to their difficulties in
planning and taking practical steps for the child's future. The
parents of the olde children were sometimes distressed by the
difficulties which their relatives, friends and neighbours had in
accepting their adult son or daughter, whose behaviour seemed
strange and bizarre to them. Under such conditions it bacame harder
€ v the parents to rely on external resources which tended to become
Yess and less able to respond to the needs of the growing retarded
child.

However, together with the reduction in the avallability of
axterpal resources, a strengthening of the internal resources
accurred. The development of coping patterns, together with the
modifications in family Tlifestyle, faciliated the reliance on
internal resources. In some cases the cohesiveness amongst family
members even caused a withdrawal from the outside werld. Yet, a
total withdrawal seemed to be rare, although the general tendency to
rely on internal rather than external resources was quite common
among parents of olider children. "Yes, there are servi.es but they
are not given egually to everybody. They give speech therapy only to
the people who improve quickly and I think that they are wrong in
doing so” {Mother of a nineteen year old daughter).

"There is no club for social 11fe or a place that he can go for
a disco. T have to take him with me and he 1s too old to go with me
to a disco place .... Since my husband died only two of my friends
keep in touch with me. I am quite jonely ... I have nothing to
complain about members of wy family. We are close to each other
especially since my husband died” (Mother of a twenty four year old
son}.
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"Nobody can help us excep& ourselvas® (Father of a twenty five
year old son).

To conclude: findings of the vresearch study indicate that
parents' ability to achieve better adaptation improves during the
years of rearing the mentally retarded child at home. The constant
development of coping patterns emables the parents to rely on
internal vresources. However, the reduction in the community's
ability to meet the demands and needs of mentally handicapped
adolescents and adults and their families, together with the
tendency of outsiders to withdraw from maintaining social contacts
with these famijies, creates a deterioration in the reciprocal
relationships between the parents and the outside world. Under such
circumstances, the preparedness of the parents to ask for and to
accept social support and/or professfonal help s Jimited. Such an
attitude probably influences professionals' ability to intervene and
to offer assistance, treatment or support when needed, and thus a
vicious circle is created.
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6.6 CONCLUSIONS AND RECOMMENDATIONS

In this chapter an attempt was made to discuss the various
subjects included in the study by integrating the findings into a
model based on a combination of the Double ABCX Model (McCubbin and
Patterson, 1982) and the stages model {Blacher, 1984).

The main aims of this study were to establish the nature of the
iapact of Tlong term stresses caused by a mentally handicapped chitd
on his family’s Tifestyle, and how the family copes with the chroni-
city and the dirreversibility of the child's situation over the
years, when deciding to raise the child at home,

The fact that all the parents who participated in this study
preferred to keep the child at home (at least until the time of the
interview) and ratse him within the family, could in itself indicate
a certain degree of basic adjustment to the sftuation.

Tne parents' decision to try to cope with the child's problem
{which sometimes is a result of no other alternatives being avail-
able} shoutld therefore be considered as a first step in the process
of adaptation, because it {nvoives the preparedness to, at least,
start a life-long “mysterious voyage".

The abovementioned basic attitude of the parents who took part
in the present study probably had an influence upon their reactions
and feelings in regard to the various subjects which were explored
and thus may also have some impact on the conclusions. Keeping this
contention in mind, an attempt is made here to draw conclusions and
to identify the most important findings of the study.

i. A comparison between the parents of the younger and the
older children demonstrated that most of them had to face a
severe crisis after being confronted with the child's nentn
handicep. Even if this event occurred many years ago {as it
did for the parents of the older children) it was remembered
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as a most traumatic one. It seems that McCubbin and Patter-
son's theory about the surength of existing resources and
the abiiity to avold a crisfs s limited to certain stressor
events., Learning about the mental handicap of their ¢hild
was such a stressor event for most of these familles that
existing resources were totally insufficient to aveid the
traumatic crisis. Thus the intensity of parental reactions
when first learning about the problem, and also in the long ;
run, probably created high risk for the family's well-being j
and/or for particular members of the family.

1. Results of the study indicated differences between mothers' i
and fathers® subjective perception of the initjal crisis, i
which in turn influenced their subsequent reactions and

o attitude to the family situation resulting from the child’s b

probTem. Having a mentally handicapped child had much more E

. effect on mothers' 1ifestyle. In order to be able to cope

! with the situation, methers tended to give up many more of

their activities prior to the birth of the child (jobs, B

social and recreational activities, etc). Caring for the

child was found to be time-consuming even for the mothers of i

the older children, and a1 the wore so for the younger 7 g“

child. Thus the situation created a role organization crisis

for the mother and overcoming such a state was dependent on
the mocher's ability to modify her daily 1ife, as much as it
was on the dagree to which other family members were ready
for a new division of roles in order to meet the child and
o the family’s needs.

Moreover, 1t wus found that mothers' emotional vulnerability
A was greater, compared to fathers. Learning about the child's
! mental handicap created a tragic crisis for them, and it was
much harder for mothers to overcome the situation. The X
extreme rature of maternal inltial reactions had its long- H

3 } term impact on mothers' attitudas to the sftuation. They
Y J were found to be wore aware of the fmpact of the child on
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the well-being of the siblings and on the family' inter-
relationships. Their concerns in regard to the mentally
handicapped c¢hild were focused on day~to-day hardships while
considering the future seemed to create a lot of stress and
was generally avoided. Maternal initial emotional reactions
{mainly depression}, although becoming less intensive, in
the long run became chronic, thus influencing the general
atmosphere in the family.

For the fathers, the child’'s mental handicap created mainly
a 'value conflict" with its intensity dependent on the
nature of the gap between their expectations of the child
and his performance. Fathers® emotional reactions, aithough
Yess exprossed, showed that they also had to overcome a
crists situation. However, fathers' ability to repress
extreme emotional feelings and their lesser involvement in
the dafly care of the child, helped them to develop a
rerlistic approach to the situation, which in the long run
facilitated their ability to plan practically for Lhe
child's habititation.

The Tinkage between the dffferent but saquential coping
patterns which were found %o develop when assimilation of
the child's situation occurred has already been described in
detail. However, it must be noted that for the majority of
the parents of younger and older children, even when they
were adjusting to their situatfon it was hard for them to
accept that having an exceptional child made them an
exceptional family. Such an attitude can be seen as the
struggie of these families agatnst the labelling attitudes
of professionals and society, which ultimately stigmatizes
these people.

The dynamics of parental attitudes to social supportive
networks which were revealed in this research study can be
seen as one of the investigation's most fmportant outcemes.
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The tendency to prefer reliance on internal rather than
external resources, which develops over the years of rearing
the child at home, should be carefully examined by
professionals as 1t seems to result, at least partiaily,
fron the 1imited solutions which the community can offer to
a group of people who are in great distress, and who are
actually very dependent on externzl resources for achieving
a certain degree of adaptation.

The findings of the research study clearly reveal that most
of the parents were satisfied with the current sotutions
“hey had Tor thefr child (the three day centres). However,
when expressing their general concern for the child's future,
the majority of the parents in both groups {with younger and
older children} denied the need to plan practically and to
take steps for the future.

For the parents of the younger children who in many cases
had not yet assimilated the full msaning of the chiid's
preblem, and who still believed that he would be cured, it
was difficult to even think about his future in practical
terms. For the older parents, who had already developed &
much wore reatistic appr-ach *o ihe situation, and who,
compared fo the parents of the younger children, were
readfer to plan, it was stiil hard to take practical steps
for the child's future. These difficuities seem to be caused
by the lack of adequate facilities for wentally retarded
persons 1n the community and in the availability of residen-
tial care, as nuch as by the outcome of the lifelong impact
of the child an the parents 11festyle. For some parents,
avoiding taking practical steps served first and foremost
their own rather than their son's or daughter's needs.

Child and famitly characteristics seemed to generally create
differences in parents' reactions to the varfous subjects
included §n the research study. The findings findicate that
child and family characteristics have a recognizable impact

@
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on parents' |n1‘c1a1 reactions when first confronted with the
chitd's diagn » and thus influence the nature of their
process of ader: -*lon. Child's sex, the cause for his mentai
retardation and %»% severity of ffs handicap as much as
parental level o Jormal euccation, their occupation and
religious backgreana were also Found to have an influence on
general parvental attitudes to social support networks.
However, c¢hild and family characteristics had much less
influence on parents’ preparedness to ask for professional
help for the fawmily as a whole, and to take practical steps
for the child's future. In these areas, 1t seems that
parental ideas were greatly homogenous and even child and
Tamily characteristics had omly a small impact on parents’
attitudes and responses.

Recommendations

The following recommendations are based on the foregoing
conclusions of the Study.

{a) The implications of the impact of the wmentally
Fandicapped child on his family's 1ifestyle, and upon
ta» quality of 1ife at each stage of his development and

fanily's 1ifecycle, call for enhanced professfonal

ation in both quality and guantity.

As  mentioned, the services for young mentally
handicapped children and their families have improved
and developed in the last few years. The belief that
families with & mentally handicapped child should be
considered as being at a great risk, and the long-term
fmpact of the initial crisis on tha family system and on
particuTar members, have already been accepted by
professionals and have probably created the achieved
improvement in services for these families. However, the
focus seems to he wainly on developing professional
services for the handicapped child himself.
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The multiple nature of the child's handicap is met by
the development of social and health services such as
physiotherapy, speech and occupationa) therapy, the Toy
1ibrary, training centres and workshops. Thus, with the
emphasis on providing habilitation services for the
children, the parenis' needs seem to have been
neglected, and they have been Teft aside to struggle
with their own difficulties and with the burden of care
for the child ot home. From the parents’ reactions it @
becomes evident that professionals' preferences are I
. mainly to develop services for younger children, while 1‘
N ; the services for adolescents and adults and for their {
5" familfes are not sufficient to respond %o the growing |
’ needs of this population. The fack of adequate solutions !
Vi‘ {such as social cludbs, workshops, hostels and flats) for
t N mentally retarded young adults creates a pile-up of
stressors for the elderly parents who at this stage in
their 11fe need ever-increasing help to cope with their
A ’ own probiems, as well as to respond to the needs of
their mentally vetarded son or daughter. The development
. R and improvement of social and health services to meet
\ . these needs is essential and urgent and considerably

more public resources must be allocated for this
purpose.

The differences between mothers' and fathers' reactions
to having a mentally handicapped child wust be taken
into consideration  when planning professional
intervention programmes for the family as a whole or for %
individuals.

(b

The fathers' great nesd for an opportunity to express
and share their reprassed feelings was strongly felt
during the interviews, and had its impact on their ideas
about the fmpact of the child's problem on their Tives.
Mothers' reactions stress the need for more fintensive 1
professional {ntervention programmes inciuaing suppor-
tive treatment as much as practical guidance. ANl in
all, professionals wmust encourage parents to accept
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treatment for thewselves and to reach oul to those who
either ignore their difficuities or are afraid to be
stigmatized when becoming "a cltent".

D

(c) Reaching out towards parents o. wentally handicapped
chitdren nust become an important aim for professionals and
a variety of programmes should be offered in order %o
enable parents’' active participation in planning thefr
mentally retarded child's future. Such a situation could
aveid the present helpless attitude of the parents of
adolescents and adults towards the child‘s futurs, and the
tendency of some parents to avoid finding a solution for the
child's future because of their own needs. \’

X {d) Finally, the findings of this research study should be !
"y carefully examined because of the small number of parents ;
: who were interviewed, and because these parents could not be H
considered as representatives of the whole population of !

. il parents of mentally retarded children in South Africa or t
‘%7\ i even in Johannesburg, Thus, further studies which win C
“ . include more representative, bigger samples of the S
S population are needed in order to validate the findings of e

. this study. Special attention wust be paid to a deeper
‘ ’ expioration of the impact the mentally retarded young adult
Q has on his elderly parents, as the information in this
i specific area seoms to be very Jimited probably because of
i the short 1{fe expectancy of the mentally retarded In the
{ past. However, as a result of the prolongation of mentally
i retarded peaple’s 1ife expectancy in the last few years,
i more and more of these adults are still Iiving with their
§
!
l
I
i

o1d parents at home and the implications of this relatively
new situation on the family system, and on each particular
family member, should be studied in depth in tha future.

A further area which merits special attention in future
research 1s the possible relationships between famlly
1ifestyles generated by particular coping patterns, and
N N H whether or not a new 1ifestyle stimfates family movement 2
toward a new stage of coping capacity.
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APPENDIX 1

CURSTIONNATRE ON RESOURCES AND STRESS
E G k=t

demands that others do things for him/her more than is
necessary.

- understands the idea of time.
— is cared for aqually by all members of our family.
It will take us three years or wore to pay off our debt.

A muzber of my family has had to give up education lor a job)
basause of .

would not resent bei . left at home while the family
went on vacation.

Members of our family praise each other's accomplishments.
- has a pieasing personatity.
1 knov 's condition will improve.

Even if people don't look at
they might think.

I am always wondering what

1 take on responsibility for __ because I know how to deal
with him/her.

. has some unusual habits which draw attention.
In our house the whole famlly eats dinner together.

is a very capable, well functioning person despite

“hfs/her other problems.

j
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15. 1 always watch to make sure does not to physical harm to
himsel f/herself or others.

16. The special opportunities needed by are available in our
community.

17. Our house 1if comfortably arranged to meet 's needs
without making it difficult for other members of the family.

L; j,' 18. I feel that our family situation will get better.

I 19. Medicine does not have to be given to at a set time.

20. doesn’t cammunicate with others of his/her age group.

< [
. Y
21. Other members of the family have to do without things because of R
A E
™ % 22. 's problems or illness do not stand in the way of our i
family progress.
23. When others are around _ L cannot refax; I am always on J
i guard. : a
2
s 24, 1f were wore pleasant to be with, it would be easier to ‘} . }
: iy, 5 ]
care for him/her. =
1 26, Thinking about the future makes me sad. ‘
i ! L
z

26. Much of the time 1 think about dying.

27. If 1 knew when would die I wouldn't worry so wmuch.

28, Our family agrees on important matters.




,‘

29.

30,

31, Our family's income has dropped over the past 5 years.
32. The constant demands for care for Timit growth and
development of someone else in our Family.
33. feels that I am the only one who understands him/her.
34. In his/her own way brings as much pleasure to our family
as the other members.
36. I worry about what will happen to when 1 can no Jonger
take care of him/her.
36, I think in the future will take up more and wore of my
time.
37. I fear the day when other members of the family Teave home and I
am left alone with
38. It would be better for if our house could be remodelad.
39, A counselor or a teacher sees at Teast once a month.
40. 1 get out of the house tc do something interesting at least once
a week. !
41. 1 am very careful about asking to do things which might Y

When is not well, I can't go out.

1 am afraid that by limiting 's activities he/she wili

not develep on his/her own.

ba too hard for him/her.
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29, When is dot well, 1 can't go out.

30. T am afraid that by limiting 's activities he/she will

not develop on his/her own.
31. Our family's income has dropped over the past 5 years.

32. The constant demands for care for _ . timit growth and

development of someone else in our family.
33. feels that I am the only one who understands him/her.

34, In his/her own way brings as much pleasure to ow family

as the ather members.

35, 1 worry about what will happen to when I can no longer

take care of him/her.

36. 1 think in the future will take up rore and more of ny

time.

37. I fear the day when other members of the family leave home and I

an 1eft alone with

38, It would be better for 1f our house could be remodeled.

39. A counselor or a teacher sees at least once a month,

40, 1 get out of the house to do something interesting at least once
3 week.

41, 1 am very careful ahout asking to do things which might

be too hard for him/her.

e e ey
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42, The attitude of our family makes it impossible for to
Tive with us any lenger.

43. 1s Timited in the kind of work he/she can do to make a
1iving.

44. 1 have accepted the fact that might have to Jive out
his/her own 1ife in some special setting {i.e. hospital,
L institution, foster home}.

45, 1 have given up things 1 have really wanted to do in order to
care for .

46, My family argues about how to care for ~

E; k% 47, is able te fit into the family social group.
; R —

N A 48. Some members of my family don't 1ike the way I do things.

49, At times I fear will not be able to function in society
1f he/she {s out of our house.

50. It is difficult for me to stand back and watch ‘s
condition get worse.

51, In the future our family's social life will suffer because of
Al increased responsibilities and financial pressure.

52, It doesn't make any difference to _ 3T he/she is at home
or in a hospital.

63. One of us has had to pass up & chance for a job because
could not be removed from a clinic or a special school, ect.

54. Sometimes I aveid taking __ out in public.
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55,

&

56.

&

57.

60,

664

67,
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Many pecple simply don't understand what it is like to live with

Every member of our family has had to do without things because
of money spent on __

can feed himself/herself. .

I tend to do things for
herself.

that he/she can do himself/

As the time passes I think it will take more and more to care
for .

I belong to organizations which help with problems I have with

There have been serious emotional problems for someone in our
family.

. Our relatives have been very helpful.

It is easier for me to do something for than to (et
him/her do 1t himself/herself and make « mess.

1s easy to manage most of the time.

1 don't think that
members of the family.

depends too much on me or other

1 feel that I must __ _ from the remarks of children.

We can afford to pay for the care needs.

Just talking about problems with close friends makes 1ife easier.




M

69. 1t bothers me that will always be this way.

70. No one in our family drinks alcohal too much.

71, The community is used to people like

72. _____ has a handicap which prevents him/her from improving.
73. s sometimes too sexual.

74, ____ has a lot of pain.

76. 1 feel tense whenever I take _____ out in pubiic.
76, is easy to live with.

77. The doctor sees _______ at least once a year.

78, eats his/her meals with other members of the family.

79. An electricity failure would endanger _'s 1ife or healtn,

80. Caring for has been a financial burden for our family.

81. Some friends are very helpful when {t comes to s

82, 1 worry that
Tive,

may sense that he/she does not hava long to

83, will not do something for himself/herself if he/she
knows someone will do i% for him/her.

84. 1 can go visit with fricnds whenever I want.

B5, We enjoy more and more as a Person.

86, e have changed our house because of .




87,

88

89,

90,

g2,

93.

94,

305

Taking on a vacation spoils pleasure for the whole
family.

The family does as many things together now as we ever did.
knows his/her own address.
gets along very well with others.

— is aware of who he/she is (for example; male 14 years
old),

prevents any communication within our family,
Sometimes I need to get away from the house.
I get upset with the way my 1ife is going.
Sometimes 1 feel very embarrassed because of
Having to care for ______ has enriched our family Tife.
doesn't do as much as he/she should be able to do.

Our family has been on welfare.

We take along when we 3o out.

100. It makes me feel good to know 1 can take care of .

101, Others do for __ _ __ what he/she could do for himself/herself.

102. Because of _ . our family has never enjoyed 2 meal.

103. 1 hate to see tey to do something and fail.




tie s

104,

105.

106,

107.

08,

109, _

110,

1.

112,

3.

114,

1

oy

5.

118,

17,

1

=
o

119,
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is accepted by ocher members of the family,

1 fear might get hurt while playing games or sports.

It {s dirficult to communicate with because he/she has
difficulty understanding what {s being said to him/her.

spends time at a special day center or in special
classes at school.

is very anxious most of the time.
‘s health is not getting worse.
1 have no time to give the other members of the family.

There are many places where we can emjoy ourselves as a family
when _ comes aleng.

1t {s hard to think of enough things to keep _____ busy.
is overprotected.

Ou: family income is more than average.

Caring for _____ gives one a feeling of worth,

Ve have discussed his/her death with ___ .

1s able to take part in games or sports.

. One of us has had to pass a Job because could not be

Teft without someone to watch him/her.

has too much time on his/her hands.

|
|
!
i
3
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120, There 1s an organizatjon for families who share our probiem.

121,

=

1 am disappointed that does not lead a normal 1ife.

122, We spend up to 25 percent of our income on medisal care {or
care for ).

123.

P

Time drags for __ especially free t' e,

124, The part that worries me most about . 9oing on his/her
own i% his/her ability to make a living.

125, can't pay attention very long.

126, 1 warry about what will be done with when he/she gets
older.

127. 1 get almost too tirad to enjoy wyself.

128, _has things to entertain him/her (TV, radic) in his/her
room.

129, We owe a great deal of money.
130, ... is depressed most of the time.

If I were healthier, 1t would be easier to care for .

131,

=4

132, ... tan get around the neighbourhood quite easfly.

133, .__wants wore freedom than he/she has.

134, One of the things 1 appreciate about is his/her
confidence.

135. 1 don't mind when people ook at
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136, will naver be any brighter than now.

137, One of the things 1 appreciate about ___ s his/her ability v
to recognize his/her own Vimits. -
R
138. I believe _ should go places as often as others in the :
family. P
139. I am not embarrassed when others question me about _ 's
cond{tfon.
140, There i3 a lot of anger and resentment in our famiis.
e |
141, Qur family has managed to save money or make investments. - '
142, We own or are buying our home. :
143, Information and encouragement is availab’lc ta those who seek
it
144, Ve get special funds because of __ ‘s “roblem. :
. >
145, Dne of the things T enjoy about _ % his/her sen:: of
humour.
146, e can have no Tuxuries. ki
o
147, 1 have enough time to myself. i
‘
148, is able to go to the bathruom alane. ;
149. 1 am afrafd will not et the fndividua) attention,
affection, and care that he/she is used to if he/she goes some-
{

i
|
|
!

where else to Tive. [

150, 1 have too much responsibility. K

i
]
i
J
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181, cannot remember what he/she says from one momemt to the
next. S E

152, is better off in our home than somewhere else. ; i
183, can describe himself/herself as a person.

154, 1 am afraid that as gets older 1t will be harder to
manage him/her.

185.

&

It is easy to keep entertained.

L 186, It makes me feel worthwhile to help

157, _____ wans to do things for himself/herself.

188, In the future __ will be more able to help himself/herself.

" 1589, 1 have become more understanding in my velationships with
people as & reswlt of __ .

160. The constant demands to care for limit ny growth and H
development. |

161, . cannot get any better.

162. is very tense in strange surroundings. t

163. It is easy to cowmunicate with .

e B

184, 1 feel said when I think of _ .

” 185, 1 have had to give up a chance for a Job because of .

166. accepts himself/herself as a person.

S

- alls,



167,

168,

1

o

9.

170.

171,

172,

173,

175,

176,

177,

178.

179,

180,

181,

ig2.
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Outside activities would be easier without ____ .
1 enjoy church.
Cering for ___ puts a strain on me.

1 often worry about what will happen to when 1 no
Jonger can take care of him/her.

People can't understand what — tries to say.
1 feal that would pref : a professional (nurse, day
care helper, etc.) to care for Jm/her rather than a member of

our family.

Members of our family get to do the same kinds of things other
famities do.

uses the phone frequently.
has many things to keep him/her busy.
Sometimes the demands makes drive me out of my mind.
could do more for himseif/herself.
My family understands the problems I have.
It is ees.vv to do mueh for .

appreciates the interest others show in him/her.

It is easfer for our family to do things with people we know
than with strangers.

We can hardly make ends meet.

o

%




183. rarely has nightmarés.
184. Members of our family are able to discuss personal problems.
185, 1 am healthy as I ever was.

186. does not dress right.

187, Most of 's care falls on me.

188. It is fortunate how has adjusted to 1ife.

l 189. has his/her own room.

190. is very irritable.

e 191. We have lost most of our friends because of

; ;
N ' ¥ 192. has an atiractive, clean appearance. )
i
193, can ride a bus. ;

194, will always be a problem to us. *

195, is abiw t) express his/her feelings to others. 5

' 196. It 15 easy for me to relax.

197, has to use a bedpan or a diaper.

398, I rarely feel blue.

199. We have good laundry facilities at home.

200, can walk without help.

=N




201.

202.

203.

204.

208,

206.

needs help in the bathroom.

1 have chances to carry on interests outside the home.

I am worrfed much of the time.

One of the things 1 appreciate about
sensitivity to others.

is his/her

likes to follow the same schedule a)1 the time.

's needs come first.
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APPENDIX 2
A SGHEDULE FOR PARENTS OF MENTALLY HANDICAPPED OFFSPRING

When and how did you first suspect that there was something
wrong with your son/daughter?

A When was the first time you were told that your son/daughter is
- o mentally handicapped?

w

How were you told about your son's/daughter's problem?

4 b 4. MWhat were you told about your son's/daughter’s problem when the :
diagnosis was made? X

o

What was your rveaction when you were told about your son's/-
daughter's problem?

o

After you knew about your son's/daughter's problem, when was the
first time you spoke to a relative, a friend?

T 7. What was their reaction?

5 8. Can you recall the va) 'ous stages you have been through over the "
: years?
How did you fesl in each stage about your child?

{a) The period before your son/daughter went to nursery school.
N {b] Nursery school and the first school years.

1 (c) Adolescence,

b td) Aduithood.

9. If you didn't ask for professional help at the time when you h
were first told that your son/daughter was mentally handicapped
at what stage did you seek professional help?

10, How would you describe your feelings now? i




13.

@

1

S

P
&

1

=3

1

<

18,

22.

23.

@
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. Do you feel that there at;e enough services available to help a

parent of a mentally handicapped son/daughter?
If yes, which services have you used and why?

If not, what kind of services do you think should be available
in order to help you with your son/daughter?

Do you feel that your famity has special needs or problems
because of having a mentally handicapped member?

If yes, what are the special needs or problems?

If not, please give reasons for your answer.

Did you sesk any professional help for your family?

Is there any particular member(s) of your family who has been
specially effected by the fact of having & mentally handicapped

family member?

Has this member({s} had any professional help as a result of this
problem?

. If not, why?

Would you consider using professional help in the future for
this member{s) of your family or for the family as a whole?

Do you think that there are differences in everyday 1ife between
your family and families without a mentally handicapped member?

If yes, please explain the reason for your answer.




24.

=

2

o

2

@

27.

2

@

28,

o

30,

32,

33,
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Has having & mentally handicanped family member effected your
relationships with the followings:
{a) Your relatives, in the past, in the present
{b) Your friends, in the past, in the present,
{c) Your neighbours, in the past, in the present.
If s0, please explain how.
Are you aver worried about your son's/daughter’s future?

If yes, when did you first become worried about the future?

If not, do you think that later on you will become worried about
the future?

What are your worries for the future regarding your son/daughter?
Do you have any specific plans for your son's/daughter's future?

Have you taken any practical steps about your son's/daughter's
future?

If yes, what have you done?

If you have not yet taken any practical steps about your son's/
daughter's future, when do you think you will do so?

What are you going to do?




Information Sheet

-

JR T S .

Child's Noo ...

Child's birthdate «veevausnannss

SEX viaeveaneaon

Cause for mental retardation vesvrverensseriasercisesinnns
Child's place in the family covvivsunrsiisassrcarsnnas
No. of children in the family voiivenvnee
Mother's birthdate «vesvivinviiivsanns
Father's birthdate vecrnenvinnnniannns
Hother's formal education:

{3} Under matric

{B) Matric

{c} Post matric training

Father's formal education:

(a) Under matric

{b) Matric

{c) Post matric training

. Mother's OCCUDPBLION 1evseravraasnnrnasnoornns
. Father's 0cCUPation vevverseversnnanarinisens
S ReTIgION cevvniiiiiiiinion

Physical condition of the child:

(a} Generally good

(b) Generally fair

{¢) Generally poor

A mentally handicapped reiative beside the child Yes/No.

].
I‘
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APPENDIX 3
DIE OPLEIDINGSENTRUM
THE SAINING CENTRE
o1 100131 0001
Ridgewag 27 27 Ridge fosd
Parkiawn Parkiown
Johannasburg Johannasurg
2183
Tel. 642400478 Tel, 642:4624/5
Jonvary 19 1984
Dear My & Myg
Mrg Miriam Berson, wha is n social wnrke: in the field N

of Mental ¢ is project
with familias who I\ave a mentally rntnrdud child,

I would appraciate it if you would agree te having one
interview in the evening with Mrs Bexson, at your home.

she will 'phona you for an appointmant and wishes to
speak to hoth paronts.

IE you do net wish to co-oporate, pleuse lot me know
by phoning me.

Thank you for your Go-operation.

Yours, sineeraly,

{Mra}i6 Handlox
goalalj Worker

E
|
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12 (011) G10-517)

—Society for the_ .
Jewish Handicapped =~ =rzmss

208,

Fund Raising Act referonce no; 01 100 23000 &
DEVESS September 1983

Dear

Mrs. Mirlam Berson Is an Israeli social worker with
considerable experlence In the fleld of mentas)
retardation. At present, she Is undertaking & research
project in Scuth Africs about famlijes who have

"handlcapped chlldren. This study {s for her doctorate

in soclal work,

Mrs, Berson would [fke to meet with both of you at your
home, on an evenlng at a convenlent time, This should
take no more than one and a half hours of your tima.

! hope that you will be able to meet with Mrs, Berson.
Her work should make a contributlon to all of.us,

If you are NOT able to see Mrs. Bevson, please let me
know as soon as possible, otherwise, Mrs, Berson wil}
telephone you to make an appolntment.

Thank you for your co-operation,

Yours sincerely,

(Miss):D. BOWMAN,
SOCAL WORKER

?I‘I \V] N SI‘(.M, HOSTEL l\IIlIJUl‘? LUBN
ENUE

) I CHAML
JOUANNESBURG MIDRAN|

INCORPOR

NAT Il\\ z\ll IIO("‘I"
YO

K R
OLI.MN Jbbl- {)N”‘ IN
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APPENDIX 4
Table 1A

Frequancies of the children’s ages by groups {A & B)
{in percentages)

Child's Age Group A | Group B

2 - 3years 27.8
2. 4 - B&years 31,0
3. 6 - 7 years 41.4
4, 16 - 18 years ~
5. 19 - 21 years -
6. 22 - 25 years -
7. 26 - 30 years ~
| Total 706.0 700,58
Table 2A N30 N=30

It frequensias of child's place in the family by groups
(A & B) {in percentages]

n Child's place in the family Group A | Group B

rormm

. First child
Second child
Third child
. Fourth child
. Fifth child
Sixth child

oM s

P RE S
8l ww Ao

=

Total

Slo
-
S
o

; Table 3A

Frequencies of number of children in family by groups
{A &B) {in percantages}

ChiTd"s Age Group A | Group B

1. One

Yowiers

3. Three
4, Four
5. Five

momoo
@ e
Wi wo BB w

=
RT3

' 7 Seven
e 8. Eight - .
! Total 100.0 103,

] N=30 N=30

N




Table 4A

Frequencies of mother's birthdate by groups {A & 8)
{in percentages)

Mother's Age Group A | Group B
1. 20 - 25 years 6.9 -
2. 26 - 30 years 25.9 -
3. 31 - 35 years 32.8 -
4, 36 - 40 years 3.0 7.4
5. 41 - 45 years 3.4 14,8
6. 45 - 50 years - 31.5
7. Bl - BU years - 37.0
8. 81 - 71 years - 9.3
Total 100.0 100.0
Table 5A =30 H=30
Frequencies of father's birthdate by groups {A & B)
(in percentages)
Father's Age Group A Group B
1. 20 - 25 years - -
2. 26 - 30 years 14.3 -
3, 31 - 35 years 215 -
4. 36 - 40 years 38.7 -
5. 4L - 45 years 25.1 12.5
6. 46 - 50 years - 20.8
7. 61 - 60 years 3.6 50,0
8. 81 - 71 years - 16.6
Total 100.0 100.0
N=28 N=24
Table 8A
Frequencies of mother's formal education by groups (A & B)
{in percentages)
Mother's formal educatfon Group A | Group B
1. Under Matric. 41.4 68,6
2. Matric 4l.4 240
3. Post Matric training 17.2 7.4
Total 106.0 | _ 100.0
N30 N=30
“ i -

Y

NI e




Table 7

Frer - ncies of another mentally handicapped relative by
groups (A & B) {in percentagas)

Another mentally retarded relative Group A Group B

1. Yes 10.3 29,5
2. No 89.7 70.4 :
Total 160.0 0.9 o
=58 N=54 i
Table 82
B Frequencies of answers to the question: “When was the first !
i time you were told that your child is mentally handicapped?”
: by groups (A & 8) (in percentages)
‘ i Apawer Group A | Group B ?
™ 1. At birth, or a few days after. 25.8 16,6
n gl 2. Mhen the child was 4-8 months old. 32,7 27.7
. § 3. When thz child was 1-2 years old. 29,3 20.3
| 4. When the child was 3-5 years old. 6.8 1.1
5, ¥hen the child was & or more. 5.1 24.0
. Total [ T60.0 1 100.0
. N=58 N=54 :
B Table 98
.‘f‘ Frequencies of answers to the question: "How were you told about |
3 your child's problem?" by groups (A & B) (in percentages) i
i Answer Group A Group 8 i '
1. By a doctor or a specialist (without b
testing the child} 37.9 62.9 | N
2. By a doctor (after testing the child), 46,5 20.3 ;
3. By my wife/hushand 12.0 3.7 :
4. By a Psychologist, Physiotharapist, K
t_._Educator or Social worker 3.4 12,9 |
Total 100,0 100.0 .
N=58 N=54




Table 108
Frequencies of answers to the question: "After you knew about
your chitd's problem, when was the first time you spoke about it
o a relative or a friend"? by groups (A & B) (in percentages)
Answer Group A Group B is
T, They all knew already. 20,8 185
; 2, We told our relatives immediately
i after we knew about it. 63,8 59.3
7] 3. We only told our friends. 1.7 37 O
S 4. For a long time I didn't speak »
about it. 13.7 18.5 b
Total 100.0 100.0 " %
N=58 N=54 ( )
. .
' .
2 ’
7
\
B >’ Table 11A
N i Frequencies of answers to the guestion: "What were the reactions
Y . of relatives and friends when they heard about the child's
- . probiem”? by yroups (A & B) (in percentages)
y
|
! Faswer T Group A] Group B E
T. T didn't €alk about {t. X3 1N |
2. They didn't believe, didn't accept it. 22.4 14.8 ¥
N 3. Shocked, upset but learnt to accept it. 15.5 27,7 P
4 4. Told us to put the child in a home. 8.6 1.8 L
J 5. Accepted the child and wer:. supportive. 36.2 37.0 "{} i
- 6. Accepted the facts better than we did, 6.6 1.8 Iy
Total 100.0 100.0
N=58 Ne54
i ¢

.

h
b



Table 122
Means, SD, Df, and Probabilities for scales 1,2,3,4,6,7,11,15 of
the QRS, mothers versus fathers (t test)

Scales . Mothers Fathers
Mean | SD [ Df P _iMean| SP| Of
1. Poar Health/Mood 3.7 2.7 Lo, 0 0.2 3.1]2.37108.40.2
2. Excess time demands| 4.9 12.4 [106.0{0.08]| 4.1|2.4|103.§ 0.04
3. Negative attitudes

towards index case | 9.3 3.6 1106.0 0.8 9.1]3.0]106.d 0.8

4. Overprotection/ N
Dependency 5.8 12.4 |102.0 (0.8 6.712.3| 99.70.8 v
6. Overcomm tment/
Martyrdom 3.8 (0,9 1109.0 [0.2 361,11 96.40,2
7. Pessimism 3.612.1 |100,0 0.7 3.5)2.2] 94,2 0.7
11.Physical At
incapacitation 4.0 2.5 ]107.0 0.5 3.7|2.3| 106.7 0.5 l
15.0ifficult {
. i personality {
no cnaracteristics | 11.64.1097.0 0.9 |i1.5]4.2(93.3]0.9 [\
) f N=60 N=52 !
l Table 134 i
i
of Frequencies of parents' current reactions towards the child's
j handicap, nothers versus fathers (in percentages)
5 |
i Parents' reaction Mothers [ Fathers
1. The child will grow cut of it. 13.6 16,3
2, Have accepted 1t. The child will fmprove, 46.6 38,4
3. You have to accept it. 23.3 28.8
4. 1 am worried about the future. 13.3 13.7
- 5. It has changed my 1festyle. 1.6 -
6. 1t has enriched our Yamily life. 1.6 3.8
| Total 160.0 100.0
=60 N=52 K




Table 144

Frequencies of answers to the qu-stion: "After you knew about the
child's problem, when was the firu? time you spoke about it to a
relative or a friend"? mothers versu. fathers (in percentages)

Answer Mathers Fathers
1. They all knew already. 23.3 15,3
2. Wa told our relatives immediately
after we knew about it. 63.4 65.3
3. We only told our friends. - -
4, For a long time I cidn't speak ]
about ft. 13.3 19.4 ki
Tota) 100.0 100.0 ;
N=60 N=52 |
{ﬁ
!
Table 16 i

Frequencies of answers to the question: "What were the reactions
of relatives and friends when they heard about the chiid's

problem”? mothers versus fathers (in percentages)

Answer Mothers | Fathers
1. I'didn't talk about 7t. 11,6 13.4 j
2. They didn't believe, didn't a. -pt it. 18,3 19.2
3. Shocked, upset but learnt to accept it. 26.6 15.3 i
4, Totd us to put the child in a home. 5.3 5.7 s
§. Accepted the child and were supportive. 31.6 42.6 q
6. Accepted the facts better than we did. 6.6 3.8 |

Total 100,0 100,

N=60 N=52




Table 16A

Means, SD, Df, and Probabilities for fathers of &roup A versus
fathers of Group & according to scales 1,2,3,4,6,7,11,15 of the

QRS (t test)

Scales Fathers A Fathers B
Mean [ S0 § DF P Mean ; SO | Of P
1. Poor Health/Mood 2.9 (2.3 49,5 0.3 3.512.2150.0 0.3
2. Excess time demands| 4.5 2.4 147.010.2 3.6 2.4 48.0 0.2
3. Negatvive atiitudes
towards index case | 9.2 [3.0 (46,4 [0.7 9.0 3.0 |47.0 0.7
4. Overprotection/
Dependancy 5.6 12.1 {40.6 0.7 5.8 2.6 35,0 0.7
6. Overcommitment/
Martyrdom 3.6 1.1 47.5 0.6 3.511.1 49,0 5.8
7. Pessimis., 3.0.2 3.8 0.1 4.012.264.0 0,1
11.Physical
incapacitation 4,912,1 148.5 .0008 2.3 | 1.7 H9.0 0.000JJ
1B.Difficult
personality ‘
characteristics 13.114.5[38.8 0.01 [10.0]3.3143.0[0.01
N=28 N=24
Table 17A
Means, SD, DFf, and Probabiljties for mothers versus fathers in
Group A for scales 1, 2, 3, 4, 6, 7, 11, 15 of the GRS (t test)
Parents
Scdles Mothers A Fathers A
Mean | SD_1 Df P |Mean( SD| Df [d
1. Poor Heaith/Mood J 3.2 (2.3 185.0 %.5 2,91 2.3(53.2{0.5
2. Excess time demands] 4.7 2.7 $4.0 10,7 4.8;2.4)54.0|0.7
3. Negative attitudes
towards fadex case | 9.93.9 [54.0 b,;} 9.213.0453.0;0,4
4. Qverprotection/
Dependency 5.5 1.8 [51.0 P.Q 5.6)¢2.1147.010.9
&, Overcommt tment/
Martyrdom 3.710.8 $B5.0 0.6 3.6|1.1147.4]0.7
7. Pessimism 3.02.2 [49.0 [0.9} 3.0|2.2;48,2]|0.9
11.Physical
incapacitation 5.32.5 [54.0 0.5 4.9)2.1|53.6(0.5
18, 0§ fficult
personality
characteristics 13.3 4.1 W60 §0.8113.1)4.5]43.0(0.8
N=30 N=28

5
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Table 18A
Means, SD, Df, and Probabilities for mothers versus fathers in
Group B for scales 1, 2, 3, 4, 6, 7, 11, 1§ of the QRS (¢ test)

Parents
Scales Mothers B Fathers B
Mean | SD | Of P_[Mean] S| Df
1. Poor Health/Mood 4.1 3.0 52.0 0.3] 3.5{2.2(6..8]0
2. Excess time demands) 5.212.1 [80.0 10.04 3.6)2.4|45.¢]|0
3 3, Negative ottitudes
. towards index case | .6 3.1 50.0 ©.6) 9.0(3.0]48.0)0.6
H 4. Overprotection/
- : Oependancy 6.012.8 [49.0 0.7 5.8]2.6147.2]0.7
L 6. Overcommi tment/
o 0 Martyrdom 3.8 (1.0 82,0 [0.2| 3.5{1.1|46.4]0,2
E vy .+ Passimism 4.1 11,8 49,0 [0.8] 4.0]2.2{42,5|0.8
' 11.Physical
S incapacitation 2.6{.7 181.0 0.5] 2.3|1.7)49.3]|0,5
L 18.0iffcult
b , personality
7\ . characteristics 10,013.6 149.0 0.9110.0/3.3748.210.5
S N=30 N=24
o K Table 19A

Frequencies of pargnts' answers to the question: “What
wera you told about your child's problem when the

diagnosis was made?” by child’s sex {in percentages)

i Answer Males’ Females"
' é Parents Parents |
. : 1. The child is slow but witl ot
{mprove in the future. 3.3 4.3 )
5 P 2. We received many diagnoses
: before the final one. 13.6 17.3 ; J
. 3. The child {s mentally !
L I retarded. 25.7 43.7 ) k
4, The child wil) have to go "
10 a special school. 28.7 19.5 i
&, The ehild must go inko ta,
8 residential care. 7.8 6.5 k
® 6. The child has no future,
he will die early. 21.2 8.7
Total 100.0 100,0

1 I N=66 N=46




Table 20
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Frequencies of parents current reactions towards the child's
handicap, by child's sex (in percentages)

Parents’ reaction

Males' [ FemaTes®

1. The chitd will grow out of Tt.
2. 1 have accepted it. The child win

Parents | Parents
.5

23.9

Table 214

improve. 51.5 30.4

3. You have to accept it. 25.7 26.3
4. 1 am worried about the futuwre. 12.1 16.2
8. It has changed my 1ifestyle. - 2.1
|6, Tt has enriched our family 1ife. 3.2 2.1
Total 100, 100.0

N=68 N=46

Frequencies of answers to the question: "What were the peactions
of relatives and friends when they heard about the child’s

roblem”? by child’s sex (in percentages)

Table 22A

) Answer Males' | Females®
* Parents | Parents

5 TUTdidn™t etk about 187 13,6 10.8

2. They didn't believe, didn't accept it. 19,7 17.8

N 3. Shocked, upset but Tearnt to aceept {t. 16.6 28.2

: 4. Told us to put the child in a home. 9,0 -

N 8§, Accepted the child and wers supportive. 33.6 41.3

6. Accepted the facts better than we did, 7.5 2.1

Total 100.0 100.0

N=66 N=46

Frequgncies of parents' answers £o the question: "What made you
first suspect that there was something wrong with your child?" by

cause of the cnild's mental retardation (in pertentages)

Answer

Unknowny Genetic

I. Tdidn't suspect. T was told,

2. Something was wrong during the
pregnancy or at the birth of the
ehild,

3. The child's development was siow.

4. The child was sick and did not Yook
normal,

5.5

44,8

L dizorder:
[ 86,1

- 17.1 28.2
Total 100,07 100,00 TI00.0
N=18 N=41 N=36




Tablp 23A

Frequencies of parents’ answers to the questiont "What
were you told about your child's problem when the
diagnosis was made?” by the cause of the child’s mental

retardation (in percentages)

Answer I Genetic | Brain
Unknown , 4{sorders| Damage |
T, The Ghi1d 18 STow Ut A1) | ]
improve in the future. 22.2 - -
2. We received wany diagnoses
before the final one. 7.7 4.8 2.2
3. The child is mentally
retarded. i3 39.2 41.6
4, The child will have %o go
to a special school. 38.8 21.9 18.6
5, The child must go into
residential care, - 1z.2 8.3
6. The child has no future, °
he will die sarly. I 21.9 11,3
Total 1 100.0 100.0 100.0
N=18 Na4) N=36

Table 28A

Frequencies of answers to the question: "What were the reactions
of your relatives and friends when they heard about the child's

problem"? by the cause of the child's mental retardation

{in percentages)

Angwer Genetic | Brain
Unknawn | Biserders! Damage
T. T didn't talk about it, B M R I e
2, They didn't belfeve, dfdn't
accept it. 22.2 19.8 16,6
3. Shocked, upset but Tedrnt to
accept ft. 22.2 36,5 2.7
4. Told us o put the child in g
"home" . 5.8 2.4 8.3
8. Acerpted the child and were
supportiva. 33.5 26.8 44,4
&, Accepted the facts better than
we_did - 48
Total 106.9 100.¢ L0
[NE ] 236
o - TN
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Frequencies of parents' answers to the question: “"What made you
first suspect that there was something wrong with your child"? by
the child's physical condition (in perceatages)

Answer Good physicall Fair physical
condition sondition

. H 1. 1T didn’t suspect. 1 was told. 49,4 44,0
o o 2, Something was wrong during the
SERATI pregnancy or at the birth of

I the child. 1.3 12,0

: 3, The child's development was slow, 34.4 12.0
- 4. The child was sfck and did not

PR Yook normai. 4.9 32.0

. Totial 100.0 100.0

., Table 268 Ne87 N=25

’ Frequencies of parents' Initia) reactions to the child's

; i diagnosis by child's birth order (in percentages) "
3 7’\ Lo Farents Reaction First | Second| 3 - 6
S Sorn Born Born
N 1.1 koew that something was
wrong, and was upset. - 5.5 12.8
¥ 2. Shocked, couldn't believe if. 45,9 36.1 §3.8
B 3. Confused, felt bad about the
: way they told us. I was angry. 18,9 2R.2 7.6
4, Upset, but accepted it after £
- some time. 35.2 36.2 17.9 1
o 5, 1 was worrisd. - - 1.9 i
: Total 00,0 | 100,07 | 100.0 i
Table 274 H=37 Ne36  N=39
o Frequencies of parents current reactions towards the child's Q
H handicap, by the child‘s birth order (in percentarss) :
] A
Farents” reaction First | Second | 3 -6 N
Born | Born | BoOrn i
! 1, Tre child will grow out of i%. 13,6 22,5 1% is
H 2. 1 have accepted ft. The chitd =y
wi'll {mprove. 54,0 38.8 38,9 3
Y . 3, You have %o accept it. 18.9 30.6 8.2 .
4. T am worried about the future. 13,6 5.5 20,5 i
N 5, It has changed my 1festyle. - - 2,5 :
R 6. I¢ has enriched our family 1ife. - 2.7 5.3 i
Total 00,0 100.0 100.0 I

! N=37  Ne36  Ne3§
!
|
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Tabd

Frequencies of timing of parents’ first suspicions of the chiid's

problem, by the parents’ Jevel of formal education, (in percentages)

Answer Matric
Under Matric | and Post
1.7T d{dn"t suspect anything. 475 49,2
2. During pregnancy. 1.6 3.8
3. At birth, or a few days after. 11.4 17.6
4. After 4~ 8 months. 216 18.6
8, From 1 ~ 2 years. 14,7 5.8
6. From 3 ~ 4 years. 1.6 3.9
7. When the child had to go to
school, 5.6 -~
Total 100,90 1000
N-61 Ne51
Table 29A

Frequencies of answers to the question: “When was the first time
you were to)d that your child is mentaily handicapped?” by

parents' level of formal education {in percentages)

Answer Under Matric
Hatric and Post
1. At birth or a few days after. 4.7 29,4
2, When the child was 4-8 mths old. 2.5 313
3, When the chifld was 1-2 yrs old. 21.5 .29,6
4, ¥hen the child was 3-5 yrs old. il.4 5.8
§. Wien the child was & or more 21.3 3.9
years o1d, 1.6 -
Total 100.0 100,01
N=61 N=B1

=




Table 308

Frequencies of answers to the question: "What were the reactions of
your relatives and friends when they heard about the child's

problem?” by parents' level of forma) education (in percentages)

Yable 3A

Answer Hatric
Under Matric | any Post
T. T didn™t taik aboul it. 7.8
2. They couldn't believe it, didn't
accept it. 14.7 23.8
3. Shocked, upset, hut Jearnt to
accept 1%. 21.3 21.5
4. Told us to put the child in a "home™. 3.6 7.8
5. Accepted the child, were supportive 40,9 31.6
8. Accepted the facts better than we did. 3.2 1.8
Total 100,0 100.9
N1 Ne=51

Frequencies of mothers' answers to the question: “What made you
suspect that there was something wrong with your childi® by the

mother's occupation {in percentages)

Answer

Working

1. T dldn't suspect. 1 was told.
2. Something was wrong during the
pregnancy or at tha birth of

o

Mothers Housevives
§;

Table 324

the child. - 6.2

3. The child's devalopment was siow. 36,9 24.2
4. The child was sick and did not

1ook normal. 21,7 16.6

Total 100.0 0.0

N=23 N=33

Frequencies of mothers' current reactions towards the child's

bandicap, by the mother's occupation (in percentaqes)

2. 1 have accepted 1t. The child
will fmprove.
3. You have to accept it.
4. 1 am worried about the future.
8, It has changed wy 1ifestyle.
8. 1t has enriched our family 1ife. |
Total

Mother's reaction Horking
Mathers
1. The chiTd will grow out of Tt. 8.7




Table 33A

Frequencies of fathers' answers to the question: "When was the
first time you ware told that your chitd is mentall. randicapped?”

by the father's occupation {in percentages)

Answer High Low
skitled { Skilled
L. At birth or a few days after. 25.6 10,0
2. When the child was 4-8 mths old. 37.8 13,3
3, When the child was 142 yrs old. 21.6 30,0
4. When the child was 3-5 yrs old. 8.3 10,1
§, When the child was 6 or wore
years old. 6.7 36.6
Total 100.0 100.0
Table 344 =36 N=i2

Frequencies of fathers' in{tial reactions to the child's
diaynusis by fathers' occupation {in persentages)

Tabte 358

Father's Reactien High Low
Skilled Skilled
10T Knew that something was wrong,
and was upset. 8.1 3.3
2. Shacked, couldn't believe it. 44,5 36.6
3, Confused, felt bad about the way
they told us, 1 was angry. 14.8 23.3
4. Upset, but accepted it after some
time. 31.3 30.2
5. 1 was worried, 1.3 6.6
Total 100.9 100.0
N=36 N=12

Frequencies of timing of parents' first suspicions of the child’s
problem, by parents’ religious background {in percentages)

Timing of Suspicions CathoTfcsf Prates-] Jaws
ants

1.1 didn™t zuspect anything. 73.6 47.8 Hisi
€, Ouring pregnancy. 5.2 1.4 5.8
3, At birth, or a few days after. 5.2 19,7 5.5
4. After 4 - 8 months. 10.5 15,4 58.6
5, From 1 - 2 years. - 11.5 5.5

8, From 3 - 4 years. 6.5 2.8 -

{7, When the child had 1o go to school.l - 1.4 -
Total 100,0 100,0 0.0
<19 N7l Ne18
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Table 36A

Freguencies of parents® initial reactions o the child's diagnosis,

by the parents' relfgious background {in percentages)

Parents' reaction Catholicd Protes<| Jews
tants
1. T knew something was wrong, and
was upset. 10.8 5.6 5.6
2, Shocked, couldn't believe it. 63.1 43.6 27.7
3. Confused, felt bad about the way
they told us. I was angry. 5.2 18.3 22.4

4, Upset, but accepted it after some
i 21.2 8.3 44,4
- 4.2 -
Tota) 100.0 160.0 10G.0

N=19 Ne71 N=18

1M .
7. 1 was worried.

Table 37

Frequencies of parents’ current reactions towards the child's

hendicap, by parent ' religious background (in percentages)

Parents” reaction Catholicy Protes-| Jews
tants
1. The chiid will) grow out of {t. 26.3 11.2 8.5
2. 1 have accepted 1t. The child
wiil ‘mprove. 36.8 47,8 33.3
3. You have to accept it. 3.5 18.3 50,1
4. ( am worried about the future, - 8.3 1.1
5. It has changed my 11festyle. - 1.6 -
|6, It has enriched our family 1ife. 5.4 2.8 -
Totat 100,0 100,0 100.0}
N=19 N=71 N=18

Table 387

Frequenctes of answers to the quastion: "What were the reactions of
your relatives and friends when they heard about the child's

problem?® by the perents’ religfous background {in percentages) _

N=19 N=71 N=18

Answor Catha}ics| Protes Jews
tands
T Tdfdn"¢ talk about ¢, 21,0 7.3 27,7
2. They couldn't believe 1t, didn't
accept t. 26,6 6.9
3. Shocked, upset, but Tearnt to
accept 1t 15,7 29.5 -
4, Told us to put the child in a "home” - 4.2| 18.6
5. Accepted the child, were supportive. 36.8 36,61 33.3
8, Agcapted the facts better than we did - 5,61 11.3
Total 100,0 100,08 § 304,

Mo
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Table 39A

Frequencies of answers o the question: "What were the reactions of
tour relatives and friends when they heard about the child's
prohlem? by having a mentally handicapped relative (in mewcentages)

Answer AR
L rejative | .
1. 1T didn't taik about it. 27.2
’ 2. They couldn't believe it, didn't
B accept it. 13.6
3. Shocked, upset, but learnt to
It accept jt. 9.4
3 4 4, Told us to put the child in a "home". 4.5
I3 5. Accepted the child, were supportive, 36.3
g 6. Accepted the facts better than we did. 9.0 !”
o Total 160.0 [
J "
! Table 408 N=22 Fo
3 *
° Frequencies of parents’ answers to the question: "If you do not §(
° P have special problems or needs, give reasons for your answer?" i
_:\ ¢ by Groups A 4 B (in percentages) .
| . ?
{ Angwer A B [
1. ¥e have problems or needs. 311 48,2 }
i 2. We try to lead a normal 1ife. 37.% 20.4 i
3, It hasn't changed our }ife, we are i
\ Tike any other family. 24.1 314 |
i 4. Not yet, the child is still young, 6.9 - !
. f Total 100.0 100.0
o _ » .
| Tabl 418 Nes8 N=54
; Means, SD, Df, and Probabilities for mothers A versus mothers B ‘
i according to Scales 8, 9, 10 u:i the URS (t test) |
i Mothers A Mothers B :
H Scale Mean | SD of P IMean; SD! Df F !
B. Lack of family
integration. 2.8)2.6] 55.8) 0.4] 3.3}2.3| 56) 0.4
n 9. Limits o family
| opportunity. 1.000.1) s5.7) 0.7) L1)1.3) 67 0.7
10, Financial
problems. 3.9|2,4] 56.3{ 0.6( 3.4(2.91 68| 0.5
) N=30 N=30
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Table 424 "
Means, 5D, Of, and Probabilities for fathers A versus fathers 8
according to Scales 8, 9, .. of the ORS {t test)
Fathers A Fathers 8 i.
Scale Mean | SO Bf P |Mean| SD| Of P ;
8. Lack of family
integratio, 2.5 2.1{ 45,90 0.1 3.5}2.4] 49) 0.1
9. Limits on family
opportunity. 1.2|1.6| 47.9) 0.8} 1.1[1.5] 49 0.8 [
10. Financial H
problems, 3.212.2] 39.4] 0.8] 3.3{3.2| 50| 0.8 N
N=28 N=24
Table 43 :

Frequencies of parents' answers to the question: "Do you think that i
there are differences in everyday 1ife between your family and
families without a mentally handicapped child?" mothers versus
fathers (in percentages)

Answer
Mothers | Fathers
1. There are no differences. 25.3 32.6
2. Not very much, you have to devote more
time to the child. 3.3 15.3
3. Not now because the other children are
young or old. 5.6 5.7
4. Yes, its 1ike having a baby all the
time. 21.6 23.4
5. Outside activities are more difficult.
We are limited, isolated spend more
money on the child. 36.6 21.1
6. We are closer to each other. 8.6 1.9 |
S 700,071 700.0
Ne0  N=52




Table 443

Frequencies of parents' answers to the question: "Is there any
particuiar member of your family who has been affected?' by

groups A & B (in percentages})

Answer
A 8

1. No, 48.3 50.0
2, No. They are old enough or too young. 13.8 1.9
3. 1 was affected, 6.9 3.7
4. My husband/wife were affected. 3.4 3.7
5, It affected the siblings. 25.9 29.6
6. A family member left home. - 3.7

7. The ciblings became closer to each
L other or more responsible. 1.7 7.4
Total 1 100,0 100.0
N=58 N=54

Table 454

Frequencies of parents' answers to the question: "Da you think
that there are diffarences in daily 1ife between your family
and families without a mentally handicapped chiid?" by child’s

sex (in percentages)

Answer Male's |Female's
Parents | Parents
1. There are no differences. 25.7 32,0
2. Not very much, you have to devote more
time to the child. 12,2 4.3
3. Not now because the other children are
young oy old. 1.5 13.0
4, Yes, {ts 1ike having a baby all the
time. 19.7 26.5
5. Outside activities are more difficult.
We are imited, isolated spend more
money on the child. 37.8 17.3
6. We are closer to each other. 3.1 6.5
Total 100.0 1000 |
N=66 N=46

d
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Table

Frequencies of parents’ answers to the question:" If you do not have
special problems or needs, give reasons for your answer", by the
cause of child's mental retardation (in percentages)

Table 47A

Answer Unknown | Genetic Brain

disorders | damage

1. Wg have probiems or needs. 33.3 34.1 47.2

K 2. We try to lead a normal 1ife. 22.3 39.2 22.2

; 3. It hasn't changed our ife. 44.4 24.3 22.3
b 4. We are Tike any other family. - - -

p 5. Not now, the chitd {s still

b N young. - 2.4 8.3

. Total 100.0 100,0 100.0
i N=18 N=41  Ne36

: Frequencies of parents' answers to the question: “Do you think

i that there are differences in daily 1ife between your family and

K families without a mentally handicapped child?" by chitd's physical
i condition {in percentages)

Answer Generally] Generall
Good Fair
I3 1. There are no differences. 28.7 28.0
¥ 2, Not very much, you have to devete more
8 time to the child. 6.9 16.0
I 3. Not now because the other children are
i youny or old. 6.9 4.0
H 4. Yes, its like baving a haby all the
. tine, 20,6 28,0
5 5. Outside activities are more difficult,
we are l{mited, isolated spend more
money on the chiid. 3.2 24,0
l 6, We are closer to each othar, 5.7 -
! Total 100.0 100.0
. N87 N=24

RGN
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Table 46
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Frequencies of parents' answers to the question: "Is there any
particular member of your family who has been affected?” by child’s

physical condition (in percentagus)

Table 49A

Answer Generally ] Generally
Good Fair
1. No. 49,4 8,0
2. No. They are old enough or too young. 5.7 16.¢
3. 1 was affected. 5.7 4.0
4. My husband/wife ware affected. 2.3 8.0
B. It affected the siblings. 32.3 12.0
6. A Family member Teft home. 2.3 -
7. The siblings became closer to each
othgr or more responsibla, 2.3 12,0
- Total 177300.0 00,0 ]
N=87 N=25

Frequencies of parents’ answers to the question: “"Do you think

that there are differences in daily 1ife between your family

and families without a mentally handicapped child?" by chiid's

birth order {in percentages)

Answer First | Secand [ 3 - 6
Born | Born | Born
1. There are no differences. 27.00 3.6 25.5
2. Not very much, you have to devote more
time to the child. 13,6 5.6{ 7.8
3. Not now because the other children are
young or old. 13,5 5.5 -
4. Yes, 1ts 1ike hav.ng a baby all the
time. .90 18.4] 28,5
5. Qutside activities are more difficult,
we are Timited, isolated spend more
money on the child. 27,1 30.5( 30.7
6, We are closer to each gther. - 5,51 7.8
Total 700.0 ] 100,D | T00.0
N=37 N=36 N=39

P
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Table 508
Froquencies of parents' answers to the question: "Is there any i 4
particular menber of your family who has been affected?” by
child's birth ordsr {in percentages}
Answer First | Second [3 - 6 vy
Born ¢ Born { 8orn .
1o, 5.0 50,3 #3.5 4
2. No. They are old encugh or too young. 13,5 5.5 5.1 o
3. 1 was affected. 2.7 - 12.8 B
4, My husband/wite ware affected. - 2.7 7.8 I
§. It affected the siblings. 21.6 33.3) 28.5 §
6. A fanlly member left home. - 5.8 - P i
7. The siblings became closer to each :
other or more responsible. 8.1 2,7 2.5
Total 100.0 | 100.G [ 100.G .

N=37  N=3§  N=3D .

1
it
Table B1A I
i
Frequencies of parents' answers to the question: "Is there any H
particular member of your family who has been affected?" by '
parents’ Tevel of formal education {in percentages) _
Answer Under Matric an
Matric Post '
1. No. 55,2 7%
2, No. Thay are old enough or teo young. 4.9 1.7
3. T was affected. 4.9 5.8 a
4. My husband/wife were affacted. 1.6 5.8
4 8, I. affected the siblings. 22.9 33.3
] G, A family member left home. ~ 3.9
il 7. The siblings became closer to each ;
% other_or more responsible. 8.5 19 "
Total 100.0 100,0
=61 N=51
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Table 52A i
I i
Frequencies of mothers' answers to the question: "Do you think k
wnat there are differences in daily 1ife between your family ]
and families without a mentally handicapped child?" by mothers® i
occupation {in percentages) am
}
i i
L Answyer Working | House~ ! .
g i Vothers | wives [
« B 1. There are no differences. 394 21,2 i
° Iy 2. Not very much, you have to devote more
. time to the child. 4.3 1z.2 !
3. Not now because the other children are
_ young or old. 6.5 6.1
- 4, Yes, its 1ike +wing a baby all the
ZRNEENERN time, 17,3 26.7 i
§. Outsfde activities are more dffffeult, -
we are Timited, isolated spend more i
. money on the child. 2.7 34.8
\ , 6. We are cloger to each other. 10.8 - r
"N : __Tota) 100,0 | 100.0
. ; Ne23 N=33 .
. . Table 534 ‘
+ Frequencies of fathars' answers o the question: "If you do not )
have special problers or heeds, give reasons for your answer?"
by fathers' occupatior {{n percentages! .
f : :
i Answer igh Low i
S skilled | $killed J
* PR 1. We have prablems or needs. 40,8 40.0 w
! 2. We try to lead a norma) life. 35.1 16.7 P
h 3. It hasn't changed our 1ife, we are B 5
: like any other family. 18.9 43.3 B 2
4, Not yet, the child is stil) young. 5.5 4, . =
Total 1000« .0G,0 A
N=36 Awie )
I
! 1
1
i




Table 544

Frequencies of parants' answers to the guestion: "Do you think
that there are differences in daily life between your family
and famiTies without a mentally handicapped child?" by having a
mentally retarded relative (in percentages)

Answer ATM.RY No M.R.
i rejative | relative
H 1. There are no differences. 27,2 28.8
¥ 2. Not very much, you have to devete more X
! time to the child. 4.8 10.3
; 3, Mot now because the other children are $
: young or Qld. 9.3 §.5
¢ 4, Yes, its ke having a bahy all the I
i time. 22.7 22.2 }
: 5. Outsfde activities are more difficult. i
“ We are limited, isolated spend iwore
i money on the chiid. 36.3 27.7
6, We are closer to each other. - 5.5
- Tgtal 300.0 100.0 “
' A V=22 N=90 i
E Table 88A

Means, S0, Of, and Probabilities for motmers versus fathers =
. according to Scales §, 14 of the QRS {t fest)

Mothers Fathers
OF [ P |Mean| SU] Df

log{0.9] 3,7)1.4)104 (0.9

B La soctar

SURy L1
14, Soctal obtrusive-

110l0.8] 2.1(0.9]1109,210.¢

ness. .

N=60 N=52 ! !

oL Table 564 5 !
g feans, S0, OF, and Probabilities for wothers A versus fathers A I
according to Scales §, 14 of the GRS (t test) 3

I Mothers A Fathers A !

DF P _[Mean] SO OF | P ;

B, Lack of social 1 ;

)

support. 55) 0.7} 4.1[1.2) 48.6)0.7
14, Social obtrusive-
ness, 5610.6) 2.3/10.91 63.3]0.6
B N=30 N=30




Teble 574
Means, SD, Df, and Probabilities for mothers

343

B versus fathers B

according to Scales 5, 14 of the QRS (t test)

Mothers §
Df

Fathers 8
Sb)_Df

5. Lack "of socia

support. 811 0.7Y 3.311,5¢( s0.2(0.7
14. Social obtrusive-
ness. 5210.9¢ 1.9]1,0) 81.700.9
N=30 N=24
Table 8§84

Fraquencies of parents' opinions about their relationships with

relatives, by Groups A & B (in percentages)

Table 59A

Apiniop A B

1. We have no relatives or ne ralation-
ships with our relatives. 10.2 15.3
2. It doesn't affect cur relationships. 36.6 50.2
3. They accepted the child and heiped us. 28.3 17.3
4, Ve became closer. 8.3 3.8
8, Some relatives cannot accept the child. 16.6 13.4
Total 100,0 100.0
N=58 N=54

Frequencies of purents’ opinfons about their relationships with

their neighbodrs, by mothers ver-us fathers {in percentages)

Opinion

1. We have ne relatfonships with feem,
2. We have problems with them
3. They have got used to the chila.

4. They have accepted us nd arc helpful.
Tota]

=
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Takla §0A

Frequencies of parents’ opinions about their relationships with
relatives, by cause of mental retardation (in percentages)

Genetic | Brain
Opinion tnknownf Disorders| Damag:
1. We have no relatives or no relation-
F . ships with our relatives. 11.3 19.5 8.3
" B 2, It doesn't affect our relationships. 44.4 36.5 52.7
° A 3, They accepted the child and heiped usy B7.7 24.3 13.8
5 Il 4, We became closer. - 12.2 2.7
i : 5, Some relatives cannot sccept the child 16.6 1,5 ). 22.5
T Total 140,06 100.0
' N=18 Nad) N=38 X
. I
: Table 61A

Frequencies of parents' opiniuns about their relationships with ;

o, neighbours, by cause of mental retardation (in percentages)

Genetic

Opinion
1, ¥e have no relationships with them.
2, Me have problems with them,
3, They have got used to the child,
{4, They hove accegted us and pre heipful, |

N=41 N=36 '

Table 62A
rrequnncies of parents opinfons about their ralationships with

neighbours, by child's birth order (in pervantages)

First] Second) 3 -6

, Opinion Born | __Born Born
: 1. Ve Tave no relationships with them, 21T 26,3 20,5 |
2, We have problems with them. 8.1 13.8 20.5 |

3. They have got used to the child, 45.9 30,5 15,5
1

; 4, They have accegted us and are kelpfutd 18.9) 19.4 43.8 *
. Total 1 406.0) 100,39 | 100,G

N=37  N=3§  N=39




friends, housewives versus working mothers (in percentages)

[ Working
Opinion Mothers | Housewives
. We are not s0 social, have not gat 7
many friends. 19.8 33.3
2. Some friends have Teft us bacause
of the child. 17.8 7.5
3. [ don't ke our friends’ attitude
towards us. - 3.3
4. It hasn't affected our relationships. 32.6 34.8
§. They have accepted the child, 30.4 21,1
otal 100,0 100.0
N=23 §=33
a & R TN

| ]
18 i 3
Table §3A {x |
9
Frequencies of pavents’ opinfons about their relationships with :
friends, by their level of formyl educa4ion [in percentages) !
i .
Under | Matric and ! 4
Upinion Matric Post b
1. We are not so social, have i
not got wany friends. 3.1 23.5 |
2. Some friends have left us 8
bacause of the child. 8.2 15.8 N
3. Idon't 1ike our friends’ i
attitude towards us. - 3.9 i
4. It hasn't affected our L
relationghips. 36,2 g
5. They have accepted the child. 24.5 |
— Tota] 160, 0 L
Table 64A N6l !
Frequencies of parents’ opinions about their relationships N
with their neighbours, by their level! of forma) education l
{in percentages) &
Undar Mairic and %” .
Opinion Matric Pos: <
1. We have no refatfonshifps with them. 32.7 21,5 "‘
2. Ye have problems with them. 19.7 7.8 : f
3. They have got used to the child. 26.3 35.2 N (
4. They have gccepted us and are helpful J 21.3 35.5 ;
otal 100.0 100.0 :
=51 “=61
Table 854 ; ) l
3
Frequencies of mothers' apinions about their relationships with



Taple 58A

Frequencies of fathers’ opinions about their relationships with
friends, by their occupation (in percentages) s

Highly Lower .
Opinion Skitled criiled | i ’
1. We are not so social, have not got
many friends. 20.4 4.2
2. Some friends have Jeft us because ¢
of the child, 13.6 6.6
3, 1 don't ke our Friends' attitude |
towards us. 2.7 - |
4. It hasn't affected our relationships. 37.8 26.6 H
8, They have accepted the child, 25,6 26,6
Total 00,0 100,80
N=36 He12

Table 67A

Freque- jes of parents' opinions about their relationships with

their naighbours, by thelr religious background {in percentages)

Catho- | Protesd Jews ]

Opinion Ties | tants :
1. We have no :Tc—'l.atianshfps with them. WE] 26.7] 33.3
2. We have problems with them. 15.7 15,4 11,1
3. They have got used to the child. 26.3 28,4 4.4
4. They have accepted us and are helpful. 26.5) 29.61 11.2
Tota] 100,01 100.07100,0

Nel 7N
Table B8A <19 N=T1 N=18
Frequencies of parents' opinions about their relationships with
ralgtivas, by having anothor mentally retardad relative
(in_percentages)

Another MRl Ny M.R. |
Opinion Relative ) Relative i !
TV Tave 16 FEIatives oF no raiation- I |
ships with our relatfves. 8.0 13,6 3
2. It doesn't affoct our relationships. 63.6 371.7
3. They accepted the child and helped us. 9.3 26,6 *
4. de became closer, - 7.7 .
5. Some relatives cannot accept the childl  18.1 14,4 .
Total 100.0 100.0 )
N=22 N=90 1




N

Table 694

Frequencies of fathers' opinions about their relationships with

friends, by having anotner w-ntally retarded relative

{in percentages]

Another M.R{  No M.R.
Opinien Relative Relative
1. We are not so social, have not got
many friends. 22.7 28.8
2. Some friends have left us because
of the child. - 14.4
3. I don't like our friends' attitude
towards us. 4.5 1.4
4. It hasn't affected our relationships. 54.5 28.8
5. They have accepted the child, 18.3 26.6
Total 100.0 100.0
N=22 §=90

Table 76

Frequencies of parents' opinions about their relationships with
their neighbours, by having another mentally retavded relative

{in percentages)

Another M.R.| No M.R.
Opinion Relative Relative

1. We have no relationships with them. 22.7 28.8
2. We have probiems with them. 13,6 14.4
3. They have got used to the child. 50.1 25.8
4. They have acuepted us and are helpful. 13.6 31.3
Total 100.0 100.0

Table 71A N=22 N=90

Frequencies of answers to the question: "If there are not enough
services what kind of services should be available in order to

help your" by groups A & B {in parcentages)

Opinfon A B

1. Yes, there are enough services. 60.4 . 38.9

2. There is a need for more fnformation. 13.8 18.5
3. More schools and government suppart

are needed. 15.5 14.8

4. More residential services for adults. - 24,1

§. More services for parents, 10.3 3.7

Tota} {_i00.G 100.0

N=58 N=54




Table 728

Frequencies of answers to the question: "Did you seek any profes-
sional help for your family?” by groups A & B (in percentages)

! Answer A 8
't 1, No. 68.9 7.7
- i 2. There was no need, 10.3 - [
B 3. We couldn't get help when asked. - 5.6 i
) 4, We were helped. 20.7 16.7 ks
a Total 100.9 100.0 fe
h =58 M54 -
; Table 73A
PRI R Frequencies of parents' initial contacts with professionals
)8 i mothers versus fathers (in percentdges} :
9 ( i
L, {’ Time of First Contact Mothers | Fathers
b ¢ 1. From birth, from the time I knew “
N ] about the problem. 36.6 28.8 M
o 2. We tried to get heip but couldn't g
! get it immediately. 11.6 23.4
3 3. When the child was 1-2 yrs old. 10.2 7.6
4, When the child was 3-4 yrs old. 30.0 21.1
K 5. When the child was 6 or more years o0ld. 10.0 15.3
! 6, We haven't asked for professional help
{only the day centre] 1.6 3.8
Total 100.0 100.0 4
=60 N=52 .

Table 744

Frequencies of papents' opinions about the availability of services

in their community, mothers versus fathers {in parcentages)

g I
Opinion Mothers Fathers
1. Yes. Thera are enough services. 63.3 65.3
2. No. There are not enmough services. 31.6 30.9
3. 1 dop't know. 5.1 3.8
Total 100.0 100.0
N=60 N=52




A

Table 754

Frequencies of answers to the question: "Did you seek any
professional help for your family?" mothers versus fathers

{in_percentages)

| Fathers
68.3 78,

Table 76A

Answer Mothers
1. No. 8
2. Thera was no need. 6.6 3.8
3. We couldn't gel help when asked. 3.5 1.9
4. e were P-iped, 21.6 15.5
Total 1000 100.0
N=60 N=52

Frequencies of answers to the cquestion: Would you consider using
professional help for your family, in the future?" by child's sex

{in_percentages}

Table 77A

Males's | Female's

Answer Parents | Parents
1. There will be no need. 78,7 58,7

2. 1 hope not. We will be helped by the

* family. 3.2 4.3
3. If it is needed. 3.6 17.3
4. Yes, definitely. 7.5 9.7
Total 100.0 100.0
=66 N=46

Frequencies of parents’ nitial contacts with professionals by
cause for child's mental retardation (in percentages)

Gepetic Brain
Time of First Contact Unknown | O sorders | Damage
1. From birth, from the time I knew
about the probiem. 1.1 4.7 28.0
2. We tried to gat help bub couldn't
get it inmediately. 22.2 9.7 28,1
3. When the child was 1-2 yrs old. 16.6 7.3 1.1
4. wWhen the child was 3-4 yrs old. 38.8 24.3 27.7
5. When the child was & or more
years old. 1.3 12.2 1.
6. We haven’t asked for professional
help (only the day centre) - 4.8 -
Total 100.0 100.0 100,0 |
N=18 N=41 N=36




Table 787

Fraquencies of answers to the question: "Would you consider using
professional heip Yor your family, in the future?" by cause for
child's mental retardation (in percentages)

Genetic Brain

Answer Unknown { Disorders | Dainage
I 1. There will be ho need. 72.4 68,4 58.3
2. 1 hope not. We will be helped
o b by the family. 5.5 2.4 5.5
k 3. If 4t is needed. 16.6 9.7 27.7
A 7 4, Yes, dafinitely. 5.5 19,5 8.5
i Total 100.0 100.0 100.0
: - N=18 N=41 N=36
o § Table 794
g ! A
N Frequencies of parents' initial contacts with professionals by f
) 5 child's physical condition (in perceitages)
N 1 Generally | Generally o
e Time of First Contact Good Faiy ;
N h 1. Fram birth, from the time 1 Rnew about
- the problem. 27.5 52.0
i 2. We tried to get help but couldn't get
| it inmediately. 12,0 )
‘ Lo 3. When the child was 1-2 yrs old. . 4.0 o
b i 4. Mhen the child was 3-8 yrs old. 2 16.0 .
H 5. When the child was 6 or more years old, 1.4 16.0
H 6. We haven't asked for professional help
[ (lonly the day centre) 3.4 -
Total 100.0 100.0
Table 80A n-87 =25 H
X
b Frequencies of answers to the question: "If there are not enough :
g seryices, what kind of services should be available in order to ! Y
T help you?" by child's physical condition (in percentages) g
Generally | Generally 5 5
. | Opinion Gaod Fair
y 1 “Thare are enough services. 56.3 40.0
2. There is a need for more information. 9.3 0.4
3. More schoals and support from the
E government are needed. 12.6 32.0
4. tore residential services for adults. 14,9 4.0
5, More services for parents 6.9 4.0
. Total 160.0 0.0
N=87 N=26 4




Table 81A

Frequencies of answers o the question: "If there are not enough

services, what kind of services should be

available 1n order to

help you?* by child's birth order {in percentages) RO

Answer

First] Second] 3 -6
Born Born Born

1. There are enough services,
2. There 1s a need for more information.
3. More schools and support from the

585 50,0 48.7
22.7 16.7 15.6

govermment are needed. 24.3 13.8 12.8
4. More residential services for adults. 10.8{ 1.2 15.3 i
5, More services for parents 2.7 8.3 1.6
Total 100,01 100.0 100.0 :
N=37 N=36 §=39 :
Table 824 i
Freauencies of answers to the question: "Did you seek any profes- 3

sional help for your family?" by child's birth order {in percentages}

Answer

1. No.
2. There was no need.
3. We couldn't get help when asked.

4. Ve were helped.
Total

Table 834

|
Frequencies of answers to the question: "If there are not enolgh j\ K
services, what kind of services should be available in order %o i
help_you?" by parents' lavel of formal education (in percentages) i
il
Under Matric and H .
Opinion Matric Post ! b
1. There are enough services. 54,1 50.9 i
2. There is a need for more information. 11.4 1.7 ] ;
3. More schools and support from the
government are needed. 13.3 2..8
4. More residential services for adults. 16.3 8.1 . f
5. More services for parents 4.9 7.8 i N
Total 100.0 1000 !
N=61 Na51 : j
!
¢
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Table 84A

Frequencres of mothers’ answers to the question: "If there are pot
enough services, what kind of services should be available in order

to help you?® working mothers versus housewives {in percentages)

WorkTng
Answer Mothers | Housewives
1. There are enough services. 56,5 0
2, There 1s a need for more information. 10.8 12.2
3. More schools and support from the
B government are neaded. 13.2 19.7
4. More residentfal services for adults. 15.2 10.8
F 5. More services for parents 4.3 7.5
. 4 Total 100.0 100.0
i N=23 N=33
Table 854

Frequencies of wothers' answers to the question: "Would you
' consider using professional help for your family, in the future?"

working mothers versus housewives {in percenteges)

oA Working

{ Answer Mothers | Housewives

! 1. There will be no need. 7.7 §6.6

i 2. 1 hope not. We will be helped by the

i family. 2.3 4.5

i 3. If it 1s needed. 17.3 13.6

! 4. Yes, definitely. 8.7 15.3

4 Total 100.0 160.0
Table 86 N=23 N=33

Frequencies of fathers' answers to the question; "If there are not
enough services, what kind of services shou’d be available in order

| to_help you?" by fathers’ occupation {in percentages) -
"4 Highly Lower
) Answer Skilled Skitled
| 1. There are enough services. 54,2 50.0
; 2. There {s a need for mare information. 10.8 16.6 H
3, More schools and support from the N B
govarniient are nceded. 20,2 13.3 i !
4, More residential services for aduits. 9.4 10.1 ' A
5. More services far parents 5.4 10.0 ? i
Total 100.0 100.0 [
N=36 Ne12 Py
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Tanle g7

Frequencies of parents' opinions about the availability of services
in_ their community, by their religious background {in percentages]

Catho~ | Protes Jews
Opinfon lics | tants

1. Yes, there are enough services. 54,7 i
2. No, there are not enough services. - 40.8 ] 33,3 [$
3._1 don't know. 5.3 5.8] - N
R - _Total 100,0 (100,01 105.0 L
., 4 NS19  Ne71 N=18 5
! I
Table 88A i
a Y |
( Frequencies of answars to the question: “if there are not enough ;"‘
b services, what kind of services should be available in order to L
PR help you?" by having another mentally retarded relative Iy
B (in percentages) i
N i Another H.R. §No M.R. }
. . Answer relative relative ‘]
n 1. Therg are enough services. 50.0 53.6 ;j
: i 2. There is & need for more information. 22.7 8.8 N
: 3. More schoals and support from the is
: government are neaded. 18.1 16,6 i
! 4. More residential services for adults, 9.2 13.3 32
: 5. More services for parents - 7.7 it
Total 100,05 100,01 |
N=22 N=30 ]
. Table 89A Y(‘

| Frequencies of answers to the guestion: Mas a particular member
H of the family had any professional help"? by another mentally
: retardad relative {in percentages,)

Another M.R. | No MR, I

P Answer relative relative i

; T, No. Tt was not needed. 59.0 677 ;

2. We coutd help him by ourselves. 9.3 12.8 i

! 3. The other children are too young. 4.5 8.8 i

: 4. The member in need of help left home.) 4.5 2.2 i
\ 5, Yes. A particular member of the i §

i family had professional help. 22.7 8.8

i Total 100.0 100.0 ‘t

! N=22 N=80 s
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Jable 90A

Frequencies of answers to the question: "Dig you take any practical

steps for the child's future?" by groups A & 8 (in percentages)

Answer A B
1. No. "1 68.5
2. Ve are saving money for the child’s

future. 20.7 18,7

3. The child's name 1s on a waiting list
for a_'home". 5.2 14.8
L Total 100, 0 100.0
N=58 M54

Table 91A

Means, SD, DF, and Probabilities for scales 12, 13 of the QRS,
Mothers A versus Mothers B (% test)

Mothers § i
P {Meanl SO | DF P
0.J2.171.87 83.80.1

12, Lack of activities
13, Occupationa}

Yimitations 0.14,1(3.2] 57.0106.1 3

N=30 N=30 !

Table 924 i

Means, SD, OF, and Probabiiities For scales 12, 13 of the QRS, |
Fathers A versus Fathers B (% test) ! ,
¢ 4

Fathers A
Scale 0 ¢ !
18, Lack of activities zﬁ‘ '
13, Occupational I i
Timitations i i
{

i

i
; é
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Table 934

Means, SB, OF, and Probabilities for scales 12, 13 of the QRS; & comparison
between mother: d {atoers vithin groups A & B {t test)

&

Giup A H

Mothers Fathors B

Scale fieaf S0 0f ] P :

12, Lack of I

activities 0.9 | 1.0 £2,1 0,1 X

- 13. Decupational rf
' E Timitationd 3.7 | 1.d 54 0.4 3.5 (1,1 50.4 0.5 :
. i Ne30 N=28 15l
| Taple 948 I

i

s Frequencies of answers to the question: "Did you take any practical i,
steps for the child's future?" wothers versus fathers i

; {in_percentages) I

I t

. i b
N Answep Hothers | Fathers 1
T He. 76.6 65.3 i

{ 2, We are saving roney for the child's V

E i future. 13.§ 25.2 13
f 3. he child's name {s on a waiting list L
for a “home", 9.9 9.5 i

Total 00,0 100,0_] I

N=60 =52 :

Taple 953

Srequencies of parents' plans for the child's future by child's
sex {in percentages)

{ Male's | Female's

T i Parent's plan Parents | Parents
' 1, Un spacific plans. 28.7 32.6
i 2. I nope the child will be able to go N
to a “normal” school. 3.3 -
3, 1 want to keep the child at home. 16.6 30.4
4, T want my family to care for the child, 7.5 13.1
5. T want to place the child in a "home”. 43,9 23.9
Tuotal 100.0 100.0
Na66 N=46

i
il
i

=N ‘ s e ,\m S B m-_am‘a
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Table 96A

Freauencies of answers to the questimn: "When de you intend to
take practical steps in regard to your child's future?" by cause
OF child's mental retardation {in percentages)

Genetic | Brain
Answer Unknown | O1sorders | Damaga
T, 1£7s too early to tell. 44,4 317 25.0
2. When the child s 7-8 yrs. old. 5.5 - 13.8
3. When it becomes impossibla to
keep the child at home. 16.§ 41.6 36.1
4. When the Hostel {Hamlet) will be
ready. 22,2 4.8 -
§. We have aiready taken practfcal
steps. 11,3 2L.9 25,1
Total 100.0 100.0 1000

N=18 =61 §=36
Table 97A

Frequencies of answers to the questjon: "Did you take any practical
steps for the child's future?" by child's physica) condition

{in percentages)

Generally | Generally
Answer Good Fair
1. No. 70.2 76.0
2, We are saving money for the child's

future. 18.3 20.0

3. The child's name {s on a waiting list
for a_"home”. 11.5 4.0
Total 100.0 100,0
N=87 N=26

Table 964

Frequencies of parents' plans for the child's future by child's
birth order (in percentages)

First]Second {3 - 6

Parent's plan born | _born | born
1. No speaific plans. 32.5 41,61 17.%

2. 1 hope the child will be able to go

to a "normal® school. - - 5.3

3. 1 want to keep the child at home. 45,9 8.5} 12.8
4, 1 want my family to care for the child, 2.7 13.8) 12.8
5. 1 want to _place the child in a "home". i 18.9| 36.1) 51.2
Tatal 100,01 100,07 100.0

N=37 N=36 N=3g
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Table 994

Frequencies of answers to the question: "Did you take any practical
steps for the child's future?" by parents’ level of formal education
{in percentages)

Under Matric and
Answer L Matric Post
1. No. 80.3 60.7
2. We are saving money for the child's
futtire. 13.2 25.4
3. The child's name is on a waiting 1ist
for_a “home”, 6.8 13,9
Tota) 100.0 100.0_|
N=61 N=51

Table 200

Frequencies of wothers' answers to the question: “Are you worried
about your child's future? working mothers versus housewives

(in percentages)

Working
Answer. Hothars
1, ¥o. 10,
2. Sometimes, not very much. 39,1
3. Yes. 50,1
Tota] 00,8

tousewlves

Table 101A

fraquencies of fathers' answers to the questfon: "01d you take any
practical steps for your child's future?" by fathers' occupational

category {in percentages}

Highly Lower
Answer. Skilled Skilled
10 No. 70.2 70.0
2. We are saving money for the child's
future. 18.9 20.0
3. The child's name 15 on a waiting 1ist
for a "home". 10.¢ 10,0
Total 100.0° 100.0
N=36 N=12
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Table 1024

Frequencivs of answers to the question: “Are you worried about your
your child's future?’ by parents' religious background

{in percentages)

Catholics] Protes~ | Jews
Answer tants

1. Now 21.1 16.9 16.6
2. Sometimes, not very much. 21.1 25.4 22,2 i

i 3. Yes. 57.8 57.7 61.2

s Total 100,0 [ 100.9 100,08

ﬁ N9 N7l NeI8

E
|
i
. !
!
;
o Table 103A
N ! Frequencies of answers to the question: “Are you worried about yous

N child's future?® by having another mentally retarded relative 2
{in percentages) ¢
i
b
Another TR« | Wo MR, #
Answer. Relative Ralative \
7. No. 8.1 17.9 i
2. Sometimes, not very much. 27.2 23.3 :
3. Yes. . 54,7 58,8 |
Total 300.0 100.0 |
N=22 N=90 :
- b
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