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(i) the sharing of information and skills.
(ii) the sharing of feelings and perceptions.
(iv) ashared process of decision-making.

(v) arecognition of respect for the ind:’\nujk)f families and of the child. Impicit in
this, is the criterion of "openness" on the part of both parties, but more so on the

part of the professionals/teachers.

IMPORTANCE OF PARTNERSHIP WITH PARENTS

B onfenbrenner (1977) has stated that ecological principles are increasingly important in
th: framing of services to children. The development of individual children can only be
widerstood in relation to the various environment in which they live and to the complex
ard continuous interaction which occur between them and the environment. Thus
clildren’s development and the en{fironment are interdependent and for any effective
irtervention or training to take place, it needs to take into account the diffsrent nested
levels of environment systems in which the child is a participant, namely parent-child

irteractions. the home, the extended family and the community.

O 'Dell (1974) suggested that utilising parents to deal directly with the learning problems
and skill deficits of their children may be seen as an area of preventive mental health.
Tae reasons being firstly, parents have an important influence in the formative
p:e-schocl years and are often in the best position to prevent the development of

pioblems. Secondly, the number of children in need of services and the shortage of



professionals mean that it is only parents who are available in sufficient numbers to help
with the problems. Thirdly, there is a growing amount of evidence which suggests that
individuals who wish to effe¢t long-term behaviour change must work in the pérson’s
natural environment (Tharp and Wetzel, 1969). Over the last fifteen years, an' increasing
number of studies have demonstrated that parents could be taught the skills to modify or

change the behaviour of their children (Heifitz, 1977).

Hobbs (1975) argues that in terms -of intensity, frequency and duration of contact,
parents have a very significant advantage over the professionals. Since the parents are
more available than professionals, the training of patents can be-seen as a way to bring
about desired outcomes in the children or as Cunningham (1985) puts it, as a way of
increasing the efficacy of parent-child interactions. Parents are also in an optimal
position to increase the probability that solutions which have been worked out in the
classroom cor in the therapists’ office will be transferred to the home and community
(Fredericks et. al., 1976). Parents can be taught to evaluate their children’s motivations
ard these evaluations can serve both as a source of information for the therapists and
teacher and as an extension of the therapist’s and teacher’s efforts (Altman and Mira.
14183). Parents can also learn to intervene in a systematic fashion and thus promote the
g« neralisation of behaviour learned in the clinical training setting to the home (O’Dell,
1"74). Furthermore, involving parents in the training of their intellectually disabied
clildren may focus attention on problems that may otherwise be overlooked when
therapeutic effort is invested mainly in treating the children with disability (Kravetz,

Katz and Katz, 1990).



Siudies by Zaman and Islam; 1988; Laski et.al;, 1988; Fukushi, 1988 and Howlin. 1989
huve shown that if parents are involved in teaching their disabled children at home, skills
acquisition would be achieved at a faster rate. This is only possible if parents know what
and how to teach. Hence, the need for professionals/teachers to include parents in the

training of such children.

Most societies assign to parents the role of socialisation agents of their children. Thus,
training parents and modifying parents® attitudes so that they can fulfill their role more
effectively and appropriately should be more harmonious with role expectations of
perents (social norms) than would be transferring a major portion of the parental role to
the professionals (Hobbs, 1975). Hence, for effective rehabilitation precess of the
intellectually disabled child to take place, the focus should not enly be on the child but

also on the parents.

In the Malaysian context, the rehabilitation/training of these children has been and still is

the responsibility of the professionals.

P.rents have the notion that the educational and training needs of the child are to be met
by the professionals and that as parents, they are in no capacity to do so. Yet studies
hive shown that effective rehabilitation can only take place if parents are active partners
in the whole process. This implies a two-way process whereby parents are given the
opportunity to discuss and share with the teachers/professionals their own fears and
arixieties as well as knowledge of their child’s strengths and weaknesses and their
problems in handling their child. This would reduce the anxiety and stresses of parents

which indirectly affect their coping capacity and their caregiving roles.



In this respect, professionals should also work with parents, not only in the area of skills
tramning bufalso on the social- psychological domain because the state of psychological
well- being and mental healih of the parents would influence the treatment of the
intellectual disabled child. To this end, the rehdbilitation of the intellectually disabled
child should focus on 3 imain components, namely the proBlem (that is the child’s
sp:cific skills development need ‘and accompanying teaching techniques), the social
environment and the psychdiogibal make-up of the parent. Figure 1 denotes the
friamework for partnership Wlth parents in the rehabilitation of'the intellectually disabled

child.

Based on this framework, a study was conducted on the feasibility of involving parents

(or care givers) in the rehabilitation process of the intellectually disabled child.

OBJECTIVES OF THE STUDY

The objective of the study is to examine the feasibility of partnership with parents in the
training of the intellectually disabled child, using 3 different interventive modes. The

niodes of training are:

i Made A: where the model of training included weekly demonstration sessions on
their child also known as role modelling sessions with verbal instructions, and
weekly home visits as follow-up by the researcher. The demonstration sessions
were centre-based to enable parents to interact and build a relationship among

themselves and in the course of it to derive support from one another. Home visits
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were carried out not only to ensure that parents were able to generalise the skills
but also to understand the shvsical. social and psvchological environment which
surrounds the child. The physical environment would refer to resources available
at the home which could be used for training and the actual space and set-up in the

home.

The sccial and psvchological environment would include family dynamics and its
effects especially on the parent trainer. This aspect would focus on the "person” in
the parent trainer, In short. this model of training did not only focus on skills
training of the child biit 4lso on the psyche-social support needed by the pérents in

their parenting roles.

Mode-B: where the training model consisted of the weekly demonstrations/role
modelling sessions with verbal instructions. These sessions were also centre-based

and individual parent practised on his/her child the skills agreed upon.

Mode C: whereby parents/caregivers were only subjected to the fortnightly
workshop or lecture sessions. These sessions were conducted at a designated
centre and each session lasted for 2 hours. Video tapes were also utilised as an

instructional aid where necessary.

METHODOLOGY

The study was conducted as a follow-up of an exploration on the characteristics and

situations of parents of the intellectually disabled children under study.



The sample for the: stady was taken from two centres for the intellectually disabled in
Penang. Island. Only those children who were intellectually disabled but not physically
disabled were considered. A total of forty seven children with ages of 6 to 15 years form

the sample.

Thi¢ study was quasi experimental study involving 3 treatment groups and a control
group. Parents were randomly selected into each of these groups. To ensure that there
was no contact among the four groups, a specific day of training was allocated for each
group of parents. Training lasted for 8 months. The Adaptive Behaviour Scale by the
American Association on Mental Deficiency (AAMD ) was modified and utilised to assess
the -hildren’s performance before and after the research period.

Anslysis of covariance using the pretest score as covariate and the posttest score as
depsndent variahle was utilised to determine if there was any significant effects on the
modes of training. Duncan’s Test was used to test the significance of the training modes.

Leval of significance was set at 0.05.

Disrussion.of Findings

At the end of the study, the number of subjects in Group A,C and Control remained at 12
each while the subjects in Group B dropped to 11. This was because one of the children
passed away after the second month of the research period. Thus the final results were
reflective of forty seven children.

Table 1-a shows the pre and posttest scores of the children'in independent functioning
while Table 1-b shows the ANCOVA of the groups. Table 1-¢ shows the results of
Dusican’s Test.



Table 1 (:1): Pre and Posttest Mean Scores of Groups A, B, C and Control Group

Variables Highest Group A (N=12) Group B (N=11) Group C (N=12) Control (N=
Scorc Renge  Pretest _ Posttest  Pretest  Posttest  Pretest  Posttest , Pretest  Po
Eating 17 8.25 13.75 10.64 12.64 9.92 10.33 533 5
Toilet use 10 3.58 9.25 3.64 5.00 3.75 3.83 267 2
Cleanliness 24 7.75 10.67 791 8.64 9.33 9.33 6.25 6
Appeararice 8 6.58 7.08 7.00 7.00 7:33 7.33: 6.33 6
Care of clothing: 4 0.58 3.00 1.27 1.55 133 1:.75 0.50 0
Dregsing & 14 492 10.67 573 827 575 6.25° 3.67 3
undressing 7 . .
Travel 3 1427 192 1:55 1.64 1.33 1.42 1.25 L
Other indzpendent 8 1.92: 217 1.82 2.09. 1.83 1.83 1.08 1
functioning _ '
INDEPENDENT 88 35:60 58.5¢ 39.55 4636 40;78 42.00 2753
FUNCTIONING \ / \ / "\ /

Increase of 23.50 6.81 1.25 0.30

Table 1 () ANCOVA for Overall Independent Functioning

Source . DF Sum of Squares _ Mean Square F Value "F Probability
Model 4 1614.232. 1903.558 184.69 ‘ 0.0001
Error 42 432975 10.301
Corrected Totat 46 8047:106

P Z5o8

Table 1 (¢): Duncan's Test for Overall Independent Functioning

Status. N T Posttest Means ‘Significance
Group A 12 .58.50 B, C, Control
Group B LL 46.36 A, C, Contml
Group C 12 42.00 A. B. Control
Contr:l 12 27.833 A B,C




Effects Of Training

The results showed that at the end of the research period, the posttest scores in
independent functioning of all children had increased (Refer Table 1-3). The highest gair.
of 23.5 points was recorded by the children whose parents had mode A of training. This
was foltowed by Group B children with a gain of 6.81 and Group C with a gain of 1.25.
This change could be atiributed to the fact that mothers who were previously ignorant of
the v/hole learning and developmental process of children with intellectual disability were
expesed to information and techniques of teaching and handling such children. Moreover,
the interaction among mothers during the training period and the exchange of information
indis 2ctly had given mothers the motivation to teach their children. In other words, the
psychological support derived from among themselves was also a contributing factor to
theh change in attitude regarding teaching their children at home. Another motivating
factur could be the individualised manner in which the training of the mothers was
coniucted and the availability and willingness of the researcher to listen to the many
prohlems of teing a parent of an intellectually disabled child and trying to work out

practical solutions to their problems together with them.

Out of the variables in independent functioning, the variables that recorded the highest
increase in the treatment groups were those pertaining to seif-help skills-such as ‘eating |
‘toi'et use’ end ‘dressing and undressing’. These skills were considered necessaryand
important by the parents for the development of their intellectually disabled children.
Hence, the concentration of parents’ efforts on training their children these skills.

Other variabies in independent functioning such as ‘care of clothing’, ‘cleanliness’,
‘travel’, and ‘other general independent functioning’ did not reveal a marked increase in
the posttest scores in any group. This could be attributed to a number of factors. Firstly,
the duration of 8 months was insufficient for all skills of ‘independent living’ to be dealt

with, The second factor was parents’ own assessment of the importance and necessity of
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such skills in the development of their children. Although the skills of ‘care of clothing’,
‘clearliness’, ‘travel” and ‘other general indeperident functioning’ are also self-help skills.
parents did not consider these skills as burdénsome  if they were to perform them. In
discussing with parents the importance of all the skills listed for :independent living,
parents had verbalised that the above four skills were not their priorities in training; what
they considered as priorities and of necessity were -skills pertaining to.management. of

perscnal need of their intellectually disabled children by themselves.

Fron the parents’ responses, it was found that although they come from different walks of
life and having different educational attainment, there was common consensus regarding
types: of skills needed by their intellectually disabled childrén for independent functioning,
Where this is concerned parents would spend time in training their children these skills ag
long as they have access to information on techniques of teaching these skills. Hence the

better gain scotes of these children in ‘eating’, ‘toilet use? and ‘dressing and undressing’.

It cin thus be said that skills which the parents considered as necessary for the
development of the children were motivating factors in parental involvement. in the training
of their disabled children. With information gained on how to handle their children and
demonstrations on the actual teaching techniques of specific skills, parents were able to
have positive interaction with their children. The individualised manner in which the
trairing was conducted and parents’ participation in the decision-making process
regirding the skills to be focussed enabled parents to be partners in the training of the
inte'lectually disabled children. Throughout the sessions parents’ opinions and comments
wer 2 solicited thereby elevating’ them from the position of passive recipients to aétive

partners in the whole rehiabilitation process.
Differential Effects of the Three Modes of Training

The results of the ANCOVA (Refer Table 1-b) denotes a significant difference in the

posttest mean scores of the children whose paretits underwent the three modes of training



whern compared to the control group. Duncan’s Test was conducted to determine which
'ofr the groups ‘was significantly different. Duncan’s Test (Refer Table 1-c) showed a
significant difference between ~ Group A and Group B as well as between Group A -and
Group C. Of the thtee modes of training, mode A was the most effective since the total
posttest meaii score registered by the children for indebendentﬁmctioning was the highest
(58.50) compared to GroupB (46.36) and GroupC (42.00). The score of the control

group, however, was 27.83.

The finding is important because out of the three modes of training, only mode A
considered the home environment of the child. Home environment is important because in
mosi cases the school situation is different from that in the home; yet skills learnt in the
school or centre had to be transferred to the home for generalisation to take place. This
woulid entail modification of techniques and materials used if the home situation is
different from the school setting. Focus on this is important so that parents could be
help=d to continue teaching their children even though the materials used and the physical
set-up were rot similar to that found in the training sessions. Besides -other family
menibers would also be exposed to training the disabled member in the family thereby

lessening the burden of the mother or father.

Another element in mode A of training is the focus on the well-being of the parent trainer,
in miost cases, the mother. In the regular meetings between the researcher and the
mothers, relationship-building was also focussed. The home visit feature of mode A had
the element of direct psychological support apart from purely imparting iteaching
techniques. Concern was made to relieve stresses faced by the parents and family as a
whele. During the home visits, parents were asked about their problems and in most cases
wer: able to confide their problems freely which they would not be able to do so in a
groip setting during the training sessions at the centre. The home visits would give the
parents the opportunity to vent their feelings, seek clarification and answers to the many
questions and problems faced by them and at the same time build a pdsitive attitude
towards disability of their child. For unless parents’ questions were answered, fears and

[



anxieiies allayed andproblémis-minimised; there was no way that thev. could be motivated

to be partners in rehabilitation.

 Thus we see that mode A of the training models,with its focus on the three main
components, namely; the problem, that is; the child’s specific skills development need and
‘accorupanying teaching techniques, the environment and tha psychalogical frame of the
parent trainer was effective in motivating parents to be involved in the training of their
disabled children. This model which had the element of teaching techniques for skills
" deveiopment of the child as well as the focu< on the “person” in the parent trainer, was
effeciive as it took into -consideration the ‘principle that development of fhekinte“ecflmﬂy
disatled child is only possible if the emvironmental factars, hoth physical and
“psydﬁiélogi'c'zil are also brought inta-play. It is safe to point out that the development of the
intellectually disabled varies propertionately with the parents’ attitude and uh&éré&hding
towzrds his/her disability. Parents can either mnm,mmfg the child’s performance.
Thu:: for partnership to take place, the development of a positive,‘menﬁi’l attitude in the
pareats is of paramount importance. Such attitude can be initiated through the
profossional’s sensitivity and understanding towards, parents’ feeling, fears, needs and
anxisties and naéefing them at their level. This is-possible when professionals meet parents

individually in their‘homes at a time convenient to them.

Apart from feaching parentsindividually at the centre and at home mnde A alen provides
a means for parefits in the same predicament to meet ane another and not feel alone.
Intécaction with onle another would provide support and eustain parents’ involvement in

the iraining of their children.

The results aiso showed that mode B of training conld he nsefil in terms of training
parents to teach skills whereby modification of the physical aspects of the environment of
the child does not ¢ome come into -play. Such skifls inchude ‘esting’, ‘dressing and
:unﬁr'essing"’ ss well as behaviour- modification techniques. As long gs techniques of

teaihing each skill wag shown: to parents and gppertunity for practice on their mdividual

an



child under the supervision of the professionals, paresits would be ableto train their child.
However, two factors have to be considered. These are parents motivation and sapport.
Since mode B of training was also held in a group setting parents were able to interact
and observe one another. Through this parents were ablé to derive. support and
encouragement to train their individual child. Thus the motivation to continue their
partnership. with the researcher in training their child despite - difficulties was continued

even though the researcher did not meet them in the privacy of their homes.

Tt can be deduced that the teaching of a skill whereby the main apparatus/equipment. used
remains the sare irrespective of the physical environment, the element of home visit.is not
crucial. As long as parents have exposure to demonstration of techniques of teaching
specific skills, role modelling and support, they would be able to teach their child. This
concurs with the study by Mash et.al. (1973) and other behaviour modification projects
conducted in the west ( see Howlin,1989:. Stevenson et. al..1982; Bidder et. al.1975;
Whelan et. al.. 1982).

Mode C of training was purely aimed at educating parents on the techniques of helping
their children to develop self-help skills. Parents were exposed to information of handling
their children during the lecture sessions. The results show that this mode had :minimal
effect on the skills development of the intellectually disabled children when compared to
the other two modes(see Tables 1-a and b ). This was because parents had to translate into
action what they had learned in the lectures. Help was only given in the form of task
analysing the skills to be covered but not on how these activities were conducted.
However, whether parents could do so or not very much depended on the parents own
will-power, their attitude towards training their child and their ability to individualise the
techniques discussed to suit their child and home situation. Hence the majority of the
paents in this mode of training (that is, worksop and lectures) did net. carry out
proghrammed teaching on their own as intended. This concurs with the findings of
Saizburg and Vilani (1983); Homby and Suiza(1984). Hence this form of training parents
for partnership role in training their intellectually disabled children is not .effective.



Conclusion

The results show:that parénts can be partners with professionals in the rehabilitation of
the intellectually disabled child. However, this is only feasible if relevant information and

trainiag are given to parents.

Knowledge of the techniques of teaching specific skills alone is not enough. Parents must
have positive attitude towards training their child. A focus on the psychological well-
being of the parents is important to facilitate and motivate parents to be partners in

rehabiilitation.

Practical and on-hand training through role-modelling is an effective mode in teaching

parenits to train their disabled child.

Parents’ participation on equal footing with the professional worker and an informal social
environment are considered crucial for the success of partnership in rehabilitation of the

intellectually disabled child

Hence, for partnership with parents to take place, the model proposed should comprise the
elemants of specific skills needed by the child, the demonstration of techniques tofthese
skille, a supportive and positive environment and the psycholegical well-being of the

parests.

In short, the model should have a combination of the emotional-supportive and
educational component, with emphasis, not only on dissemination of information but also
on individualised practical demonstration of techniques for acquisition of specific skills as
well as the emotional well-being of the parents. However it calls for considerable effort on

the part of the professionals and parents. afor smooth implementation to take place,
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consideration has to be made on the various elements underlying it. This would include
sensitivity of the professionals towards the parents or the parent-child system, mutual
respect, sharing of information and skills, sharing of feelings, sharing the. proocess of
decision-making and recognising the individuality of families and the uniqueness of the
intellectually disabled child. Only then could parents be effective partners in.the whole

rehabilitation process.
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