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Parental Participation
L] [ [ ]
in Intfervention Programs for Children
L]
with Cerebral Palsy:
A Review of Research

arental participation in intervention programs for children with physical disabil-
P ities has become an important issue in recent years, often emphasized by both
Marjolijn Ketelaar, . professi_ongls and parents. In this arti.cle, recent studies examining parental
Adri Vermeer, involvement in intervention programs for children with cerebral palsy are reviewed.

Paul J. M. Helders, and
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Parental participation in intervention programs for
young children with physical disabilities has been
increasingly emphasized in recent years (S. K. Campbell,
1991; Kohn, 1990). Surveys of both parents and profes-
sionals (King, King, & Rosenbaum, 1996; Milner,
Bungay, Jellinek, & Hall, 1996; Rosenbaum, King, &
Cadman, 1992) as well as scholarly writing (Kolobe,
1991; Peterson & Cooper, 1989) have suggested that
parental participation is crucial for improving perfor-
mance in children with physical disabilities.

A number of reasons have been suggested to sup-
port the inclusion of parents as participants in their chil-
dren’s intervention (e.g., P. H. Campbell, 1987; Levitt,
1995; Shepherd, 1995). First, children with disabilities
have difficulty transferring skills learned in one context
into another. Furthermore, one of the most critical require-
ments for motor learning to occur is practice. An effec-
tive therapy program should address both issues and
allow for frequent practice of clusters of related func-
tional skills in contexts where the skills would typically
be used (McCormick & Noonan, 1984). Therefore,
home-based programs of intervention that involve
parents and allow for the practice of skills in everyday

Only a few studies were found that were explicitly designed to study the effects of
parental involvement. Most of these studies reported positive results, especially regard- -
ing child-related outcomes. The effects on the parents were less clear, with positive and
negative results reported. One important variable distinguishing programs with posi-
tive effects was the degree to which parents were involved in setting goals for their chil-
dren’s programs. Recommendations for practice and future research are given.

situations in a natural environment should be more
effective than training by a professional in a therapeutic
setting. Second, it is assumed that daily home-based
physical therapy provided by the parents is more efficient
than physical therapy given by a therapist for a half
hour once a week (P. H. Campbell, 1987). Third, it is
assumed that the involvement of parents in intervention
programs may improve their understanding of their chil-
dren’s development and capacities and may help them to
develop appropriate expectations for their children’s fu-
tures (Palmer et al., 1988). Finally, it is assumed that, by
helping parents to acquire the skills to teach their chil-
dren, parents’ competence and confidence will increase,
benefitting the family as a whole (Barna, Bidder, Gray,
Clements, & Gardner, 1980).

Although these arguments may be accepted by many
professionals, it is important that the assumptions be
confirmed by thorough research. First, however, it is
important to realize that although the general concepts
related to the value of parent participation have been
accepted for some time, specific attitudes and practices
regarding the actual meaning of parental participation
are continuously changing. Attitudes and beliefs regard-
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s parental participation have evolved from very limited
parental involvement ii.e., the parents’ role was that of
cassive bystander) to the role of parents as cotherapists,
whereby therapists continued to make decisions regard-
g rreatment and parents were encouraged to carry out
sherapeutic acuvities with their children. In recent vears,
belicts regarding optimal parental participation have
avolved again, from parents as cotherapists to parents as
cqual partners with professionals in intervention pro-
crams tor children with physical disabilities (Bazvk,
1989; Simeonsson & Bailey, 1990,

For this article, parental participation is defined
troadly and refers to all forms of parental involvement
w programs, cxcept those forms in which the parent’s
role 1s one of passive recipient. Therefore, both programs
in which parents are viewed as cotherapists and pro-
crams in which parents and therapists collaborate as
cqual partners were considered as intervention programs
with parental participation.

One early intervention target population that has
received considerable attention in the literature is children
with cerebral palsy. The term cerebral palsy is a descrip-
tion, not a specific diagnosis, of the clinical sequclae result-
ing from a nonprogressive encephalopathy. Cerebral palsy
is characterized by sensorimotor dysfunction, which has as
its expression abnormal muscle tone and abnormal posture
and movement (Wilson, 1991). Nonprogressive implies
that the degree of the disorder does not change, but this
does not mean that the clinical picture does not change
during development or under the influence of therapy, edu-
cation, and training. Early intervention, in the form of
physical or occupational therapy, has been suggested to
facilitate skills required for activities of daily living. Over
the years, many systems of treatment for cerebral palsy—
such as Neurodevelopmental Treatment (NDT), Vojta, and
Conductive Education—have been developed, most of
them emphasizing the role of parents in the treatment of
their children (e. g., Scrutton, 1984).

Because attitudes and beliefs regarding parental par-
ticipation have been continuously changing and because
the need of parental involvement in the treatment of chil-
dren with cercbral palsy is being more and more empha-
sized (e.g., Levitt, 19955 Shepherd, 1995), it is important
to review recent research on this subject. In 1983, Parette
and Hourcade presented a review of the literature pub-
lished between 1960 and 1982, concermng parental in-
volvement in intervention programs for children with
cerebral palsy. They selected investigations in which
there was “at least minimal reference to parental involve-
et They found a total of only six studies and con-
<wided that there was a relative paucity of dara-based
‘ovarch supporting the presumed advantages of parental

Cargeipation,
Fhe purpose of this article is o review recent stud-
cexamming parental imvolvement i incery ention pro-

grams for children with cerebral palsy. Because of the
diversity in programs, the heterogencity of the research
questions, and the range of variables studied, we have
chosen not to conduct a meta-analysis. A variety of pro-
grams are contrasted with regard to the content, the role
of parents, and the child and family-related outcomes.
This comparative review may facilitate an understanding
of factors relating to the effectivencss of early interven-
tion programs for children with cerebral palsy in which
parents are involved.

METHOD

The present review is based on studies published from
1980 to 1996. Studies were selected on the basis of a lit-
erature scarch with Index Medicus (Medline) and
Psychological Abstracts (PsychLIT) using the key words
“cerebral palsy,” “parent(s) or family or home,” and
“intervention or treatment or management or therapy.”
First a selection of studies was made on the basis of the
abstracts. A number of studies focused on children with
different kinds of disabilities. All studies in which at least
one group of children with cercbral palsy under age §
years was involved were selected. Only studies in which
there was reference to parental participation in interven-
tion programs for their children with cerebral palsy were
included. Studies in which the effects of a specific pro-
gram were examined and in which parents were involved
were examined according to the following criteria:

1. Study sample: (a) total number of children

in the study, (b) inclusion of a control

group, (c) number of children with cerebral

palsy participating in the study, and (d) age

of children.

Program teatures: (a) content, (b) form,

(¢) intensity, and (d) duration of the program.

3. Role of parents: (a) extent and (b) nature of
the involvement of the parents in the pro-
gram,

4. Dependent variables and instruments:

(a) reported child- and parent-related

outcomes and (b} measurement of these

variables.

Methodology: 1a) design of the study and

tb) evaluation of the results.

6. Results: main results of the study.

b

el

ResuLrs

The hirerature search vielded o articles published from
1980 to 1996 in which there was reterence to parental
participation in the intervention program for children
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with cerebral palsy. The 16 papers cover 13 different
studies; some studies were reported in more than one
article. The key features of each study—including the
sample, a short description of the program, the role of
parents in the program, the dependent variables and the
instruments used, the method, and the most important
results—are provided in Table 1.

Of the 13 studies, only 7 (Barna et al., 1980; Gross,
Eudy, & Drabman, 1982; Hanzlik, 1989; Hinojosa,
1990; Sarimski & Hoffmann, 1993; Short, Schkade, &
Herring, 1989; Von Wendt, Ekenberg, Dagis, & Janlert,
1984) were explicitly designed to study the effects of
parental involvement. In the other studies, parents were
involved in the program, but this involvement was not
an independent variable. Because the seven studies that
manipulated parental involvement in their design are
most important to the purpose of this article, they are
described in most detail.

Studies Examining the Effects of
Parental Involvement

Three studies included direct comparison between
groups that differed in the degree of parental participa-
tion (Hanzlik, 1989; Sarimski & Hoffmann, 1993; Short
et al., 1989). In each of these studies both effects on child
outcomes and effects on parents were examined.

Hanzlik (1989) found that an “interaction inter-
vention,” which was focused on decreasing the moth-
er’s directiveness and constant physical contact and on
increasing the infant’s independent behavior, was suc-
cessful in modifying maternal and infant behavior.
Twenty mothers of infants with cerebral palsy were ran-
domly assigned to either the experimental or the control
group. Mothers in the experimental group received the
interaction intervention. Mothers in the control group
received instructions focusing on facilitating normal
muscle tone and developmentally appropriate posture
and movement patterns (NDT-based techniques). It was
found that mothers in the experimental group engaged
in less directive physical guidance and physical contact,
and more positive initiations, responses and face-to-
face than the mothers in the control group. Moreover,
infants in the experimental group were more responsive
to their mothers than infants in the control group. The
described changes in both maternal and infant behavior
are thought to be important for the child’s development
of independence (Hanzlik, 1989).

Sarimski and Hoffmann (1993) found that mothers
who were involved in the therapy were more overprotec-
tive toward their children, but did not consider them-
selves to be more burdened and did not consider their
children to be more difficult than mothers who were not
conducting therapy. However, these findings are difficult
to interpret because of the composition of the two

groups. The first group consisted of 25 mothers of chil-
dren with cerebral palsy who were doing intensive phys-
ical therapy with their children. The specific handling
techniques, according to the principles of Vojta and pro-
voking specific movement patterns, had to be performed
three times per day. The second group consisted of 25
mothers of children with mental retardation “who were
not under the stress of conducting therapy” (p. 109).
Thus, the groups differed in the extent of their involve-
ment in therapy as well as in the diagnoses of the chil-
dren. Therefore, the differences found between the two
groups cannot be explained only by the level of involve-
ment. In fact, it is more likely that differences could be
explained by the specific problems of the children.

Short et al. (1989) found that therapists working
with parents accomplished the goals of therapy in a
shorter time period than those working only with the
children. The effectiveness of a gait training intervention
was studied using two groups of nonambulatory children
with different physical disabilities. The method for assign-
ing children to groups was not reported. In the first
group, each child’s mother was available at all training
times (5 days, for about 4 hours per day). Except for
availability, the role of the mothers in the training pro-
gram was not described. In the second group, parents were
not involved. The children in the first group achieved their
walking skills more quickly than those who were trained
without parental involvement. In addition, some of the
parents in the first group noted that the greater involve-
ment increased their confidence and that they believed
they had learned better ways of coping with their chil-
dren’s resistant behaviors.

In the remaining four studies designed to examine
the effects of parental involvement, no direct compar-
isons were made between between groups that differed in
the degree of parental participation. As distinct from the
previously described studies, these four studies involved

a single group that participated in a program. In two

studies only effects on the children were studied (Barna

et al., 1980; Gross et al., 1982), and in the other two -
studies only parental perceptions of their involvement

were studied (Hinojosa, 1990; Von Wendt et al., 1984).
Barna et al. (1980) investigated gains in mental age
of children with different disabilities after training of

their parents based on the Portage Project. An important -

feature of this program was that parents were highly
involved in all stages of the program, such as problem-
definition, goal-setting, and evaluation. Parents were

trained to teach their children certain (not described)

skills, so “the child is being taught in his or her natural
environment and by the people who are able to provide
the greatest continuity of care” (p. 157). Positive effects
were found for all children, but there were large differ-

ences between the groups (e.g., children with Down syn--
drome, children with visual disabilities, children with .
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bral palsy, children with environmental deprivation,
children with nonspecific developmental delays™). These
results must be interpreted with care because the number
| ques of children in cach of the groups dittered largely
nd the conclusions were not based on statistical analyses.
The authors referred to a table with raw data, reporting
“It can be seen that .. .7 and “It is clear thac . . . "
\Morcover, because there was only one baseline measure-
ment and no control group, it is not clear which part of
the eftects can be attributed to the involvement of par-
ents and which part can be attributed to developmental
gains. Effects on parents and parental perceptions of
their im olvement were not reported.

Gross et al. (1982) found that when parents were
not involved in the therapy of their children with cere-
bral palsy during baseline, no gains in range of motion
of their children’s arms were observed. But after par-
ents were tramned “to develop appropriate movement of
specific joints of their child’s body” (p. 324), a proce-
dure the parents had to apply for 10 minutes daily, the
range of motion of the target arm of the child in-
creased. Parental perceptions of their involvement were
not reported.

Hinojosa (1990) and Hinojosa and Anderson {1991)
intervicwed eight mothers of children with cerebral palsy
to investigate the experiences of these mothers with the
(physical and/or occupational) therapy their children
were receiving and in which they were expected to par-
ticipate. There was no uniform program. The programs
that mothers had to implement at home were designed
by the individual therapists, so the nature and extent of
mothers’ involvement in the program varied. The most
important finding was that the programs as specified and
designed by the therapists were not being implemented
by any of the mothers. Mothers implemented only the
activities that were enjoyable and not stressful for the
child, the mother, or the family. They did activities that
were practical and easy to fit into daily activities, such as
playving with their children.

Von Wendt et al. (1984) used questionnaires, which
revealed that parents who were trained to perform daily
phvsical treatment of their children were not over-
strained by their high degree of involvement, as long as
close supervision and adequate economic and emotion-
al support were provided. Every child reccived a per-
sonal training program that subsequently was revised in
accordance with the child’s development. The physio-
therapists acted mainly as instructors and supervisors of
the trearment. Except for the statement that the instruc-
rons parents received “follow the principles of Bobath
and Vojra™ (p. 445), the authors did not describe in
derail what the nature and extent of parents’ involve-
muent was. However, thev referred to the therapy in rerms
of “training of walking, cycling on special bicycles,
crasvling and rising to stand,” and “contracture pro-

Jore

RIS

phvlaxis™ (p. 446). Effects on child outcomes were not
studied.

Other Studies

Although six studies were not specifically designed to
study the effects of parental involvement, they are de-
scribed briefly because a number of them reported inter-
esting findings with regard to the relationship between
parental involvement in therapy and child-related out-
comes. Law et al. (1991) found that parental compliance
was important as a predictor variable; children whose
parents felt comfortable with and were able to complete
the home program made more gains in hand function (as
measured with the Peabody Fine Motor Scales). Thus it
was concluded that parents seemed to be important in
promoting their children’s development and function.
Mayo (1981) also suggested that a higher degree of
parental compliance might have a positive effect on the
child’s development. Parette, Holder, and Sears (1984)
found that motor gains of the child, as assessed with the
Bayley Scales of Infant Development, were correlated
with parental hours of participation and their degree of
involvement, as reported in a questionnaire. Muir and
Milan (1982) rewarded mothers (with lottery tickets) for
their children’s progress in language skills. Muir and
Milan found that children made large gains in the “lot-
tery phases,” but in the baseline phases they made mini-
mal progress. Motivation of parents seemed to be an
important predictor variable. Finally, Palmer et al.
(1988, 1990) found differences in cognitive and motor
tunctioning between children who received 6 months of
infant stimulation followed by 6 months of NDT and
children who received 12 months of NDT. In both groups,
goals and procedures were reviewed with the parents and
parents were expected to administer the program daily at
home. The suggestion that the broader emphasis of the
infant stimulation curriculum would lead to improved
interactions and parents coping with their infants was
not supported; group differences in parenting were not
detected.

DiscussION

Parental participation in intervention programs for chil-
dren with cerebral palsy has become an important issue
{(S. K. Campbell, 1991; Kohn, 1990; Lord, 1984). Al-
though many professionals consider parental involvement
to be an essential component of the program, lirde
rescarch has been carried out to support this. It becomes
evident from this review that programs differed with
regard to content, objectives, nature, degree, and dura-
tion of parental participation. Furthermore, cach study
sclected unique combinations of child- or parent-related
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outcomes, which makes direct comparisons between
studies difficult. However, the studies that were explicitly
designed to examine the effects of parental involvement
as well as some of the other studies, showed a positive
effect of parental participation on child-related outcome
variables. The effects on parents themselves were less
clear, as both positive and negative results were reported.

Implications for Practice

This review points to several components that distin-
guished programs with positive parental effects from
programs with limited parental effects. One of these is
the degree to which parents were involved in decision
making. In the studies of Hinojosa (1990; Hinojosa &
Anderson, 1991) parents implemented only some of the
instructions and suggestions of the therapist in daily
life. The studies indicated that parents were not able
or were not motivated to participate in the way and to
the extent that the therapist expected. Allen and Hudd
(1987) stated that when parents are expected to carry
out a prescribed curriculum, they often feel uncomfort-
able and may become frustrated if the child does not show
progress.

Parents must not only be instructed in carrying out
a therapeutic exercise regimen, but also should be helped
to cope with all kinds of problems in daily life, such as
feeding (Denhoff, 1981). A second important component
is the degree to which parents’ problem-solving skills
and independence are promoted (Affleck, McGrade, Me-
Queeny, & Allen, 1982).

An active role of parents in all phases of the pro-
gram is preferable; parents must be included as integral
participants. First, the program must focus on the
child’s and family’s needs and priorities. It is important
to discover what parents and children want to achieve.
Levitt (1995) suggested that the therapist talk about a
typical day with the child and family. They should be
encouraged to tell which activities they would like to
improve further and which activities are most stressful
or time-consuming. Second, parents must be included in
goal-setting; these goals must be directed to the needs
and priorities of the child and family. This may prevent
unrealistic expectations and frustrations of both parents
and therapists. Third, the program must be adapted to
the family’s capabilities, situation, and daily schedule
{and not vice versa). The family must not be bombarded
with suggestions from the therapist and must be encour-
aged to find solutions and to think about activities they
can perform in daily life (Shepherd, 1995). It is the task
of the therapist to support the naturally occurring op-
portunities that exist at home or, for example, at school
to learn and practice daily skills. Finally, parents must
be given regular opportunities to evaluate and reformu-
late goals.

Implications for Research

In their review of the literature (1960-1982) concerning
parental involvement in intervention programs for chil-
dren with cerebral palsy, Parette and Hourcade {1985)
found only six studies, of which two used an experimen-
tal design. A comparison of our review to that of Parette
and Hourcade makes clear that, with regard to focus,
content, and design, research on parental participation in
intervention programs for children with cerebral palsy
has not changed much in recent years. Our review found
seven studies that examined the effects of parental
involvement, of which only three compared groups that
differed in the degree of parent participation. These stud-
ies reported positive effects of parental participation on
child-related variables. However, when parents are
involved it is important to look at effects on the child
and the parents and to look for relationships between
these outcomes (Harris, 1990). A shift in emphasis
is occurring in early intervention literature, from the
child’s impairments to the whole child, and from the
whole child to the family (Graves, 1995 ). Unfortunately,
this shift in literature has not yet been followed in
research.

Future research should focus on the effects of an
active role of parents in intervention programs, de-
signed to build upon and strengthen the abilities of fam-
ilies. Experimental designs should be used and the
effects of the program on the children themselves as
well as on their families should be measured. Coping
skills of the parents, parent—child interaction, and func-
tional outcomes, such as independence in self-care,
mobility, and communication of the child, should be
quantified and measured. Moreover, the interrelation-
ship between child and family outcomes should be
investigated (e.g., the relationship between parental
stress and the child’s progress).

Finally, long-term outcomes of programs should be
evaluated. In the majority of the reviewed studies, evalua-
tion only took place immediately after the intervention
or program. Kohn (1990), for example, pointed to the
positive effects of family involvement on the child’s long-
term performance and self-concept. In addition, inter-
ventions have been demonstrated to have powerful
effects on children’s later social competence or future
coping skills (Guralnick, 1989). Therefore, longitudinal
studies are needed to document changes and determine
whether generalization and maintenance of effects has
taken place.¢
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