Archives of

Rehabilitation

Review Paper a ‘ ‘1)‘
Treatment Priorities of Parents of Children With Cerebral Palsy: A Scoping
Review

Zahra Morovati' >, Saeid Fatorehchy! -, *Seyed Ali Hosseini?

1. Department of Occupational Therapy, Pediatric Neurorehabilitation Research Center, University of Social Welfare and Rehabilitation Sciences, Tehran, Iran.
2. Department of Occupational Therapy, Faculty of Rehabilitation Sciences, University of Social Welfare and Rehabilitation Sciences, Tehran, Iran.

Use your device to scan
and read the article online

[STETILTI] Morovati Z, Fatorehchy S, Hosseini SA. [Treatment Priorities of Parents of Children With Cerebral Palsy: A Scoping
Review (Persian)]. Archives of Rehabilitation. 2024; 24(4):458-471. https://doi.org/10.32598/RJ.24.4.3705.1

e | https:/doi.org/10.32598/RJ.24.4.3705.1

Received: 27 Jan 2023
Accepted: 06 Jun 2023

ABSTRACT

[T9TEAE Cerebral palsy is a group of movement disorders caused by damage to one or more regions of
the developing brain. Therapists use different treatment approaches for children with cerebral palsy. It is
important to pay attention to the priorities of the parents of these children because they spend most of
the time with their children and are fully aware of their needs. The present study aims to investigate the
treatment priorities of parents of children with cerebral palsy.

In this scoping review study, a search was first conducted in national and interna-
tional databases, including SID, PubMed, Scopus, Google Scholar, OT Seeker, and the Bank of Medical
Theses of the country. The articles focused on the treatment priorities of parents of children with ce-
rebral palsy and published in English or Persian from 2000 to 2022 were included. The review studies
published in other languages were excluded. After assessing the found articles based on the inclusion
and exclusion criteria, 12 articles were finally selected for the review.

(ST The parents of children with cerebral palsy have different priorities. Teaching elf-care skills to the
child was one of their most important priorities, which is not dependent on the age and level of gross
motor function in children. Other important priorities were mobility and having complete information
about treatment services. It seems that all the mentioned priorities are related to each other and paying
attention to each one requires checking other priorities.

[@TEITER The priorities of the parents of children with cerebral palsy are broad and unique. Not all of
these priorities are dependent on the age and severity of disability in the children, and can be different
per child. It seems necessary to pay attention to the treatment priorities of the parents of these children
in the rehabilitation process.
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Introduction

erebral palsy (CP) refers to a group of

non-progressive disorders in movement

and posture that occur after a nerve in-

jury and are accompanied by neurological

and motor deficits, deformities, and func-
tional limitations. In addition to movement and posture
defects, these children suffer from sensory, perceptual,
cognitive, communication, and behavioral problems, as
well as epilepsy, causing limitations in individual actions
and reducing participation in activities [ 1]. Occupational
therapists use different methods to treat these children,
such as neuro-developmental therapy, motor learning,
and skill acquisition [2]. Also, depending on the existing
needs, several approaches such as sensory integration
therapy, transfer training approach, behavior approach
(training and shaping behavior), forced restraint therapy,
therapy using horses, and the vital and integrated tantric
approach (VITA) method are used [3]. In most of these
methods, evaluation and intervention are done based on
the child’s abilities, but in some cases, the therapists do
not estimate these children’s abilities correctly [4]. On
the other hand, due to the full-time presence of the par-
ents with the children and full knowledge of the condi-
tion, it seems necessary to cooperate between the thera-
pist and the family and pay attention to the children’s
priorities and needs for their comprehensive develop-
ment. Also, the family’s participation in the evaluation
and treatment process makes them active in obtaining
useful information to improve daily life activities, par-
ticipation, play, and other areas. Transferring learning
from the treatment environment to the home and school
environment is also done more easily [5].

One of the approaches used in occupational therapy
is the family-centered approach, which encourages
therapists and families to identify meaningful therapeu-
tic goals and emphasizes a dynamic model of care that
follows changes in the context, needs, and priorities of
children and parents over time [6]. This approach en-
courages therapists and families to identify significant
treatment goals [7]. This comprehensive attention also
increases children’s satisfaction and improves their per-
formance; therefore, in family-oriented occupational
therapy, respect for clients and their participation in
decision-making are essential treatment factors [8].
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Another critical point is that parents have the most knowl-
edge about their child, and this issue can help to set treat-
ment goals in terms of functional levels that are more fo-
cused on the child’s participation and activity, facilitating
the child’s participation in society and independence in
everyday life [9]. Therefore, our study evaluates and com-
bines different documents in the field of priorities and fi-
nally reaches the needs of children with cerebral palsy from
the perspective of their parents in various age ranges and
based on their motor function level. Examining different
views of parents can encourage therapists to pay more at-
tention to the family-centered approach. It will also help
them find the area of work that needs the most treatment.
And finally, considering that no study has been done in this
field, it will help us to conduct more studies.

Materials and Methods

This scoping review method was compiled to obtain
helpful background information and fill the gaps in the
literature. In the current study, this method was used,
presented by Arksey et al. [10] in 5 steps as follows:

Identification of the research questions

The present research questions were as follows: How
many studies have been related to the treatment prefer-
ences of parents of children with cerebral palsy? What
are the priorities reported in these studies?

Identification of related studies

To find related studies in English, PubMed, Scopus,
OT seeker, and Google Scholar search engines were
used to search English keywords: “Cerebral palsy”,
“parents’ priority”, and “family needs”. The equivalent
Persian keywords were searched in the SID database
and the country’s medical sciences databases to search
for Persian studies.

Selection of studies

The inclusion criteria included articles whose main
topic was the treatment priorities of parents of children
with cerebral palsy, published between 2000 and 2022
in English and Farsi. Since this study examines the treat-
ment preferences of parents, considering the advance-
ment of technology in the last two decades and changes
in the process of education and treatment, examining
parents’ preferences in articles before 2000 is unproduc-
tive. Therefore, the previous 22 years were considered
as the search period. The exclusion criteria were review
studies in languages other than English and Farsi.
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Documents found based on
the keywords determined in
the mentioned databases: 104

articles
Exclusion of ]
duplicate studies: 22 v
St Exclusion of studies
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abstracts: 82
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related to the research J
t 8 articl
opic: 8 articles Remaining related
studies: 12 articles

Figure 1. Research process flow chart

Steps for selecting studies

After searching for relevant keywords, duplicate ar-
ticles and studies whose titles did not match the inclu-
sion criteria were removed. In the following step, the
remaining articles were examined in full text. In the end,
the studies that did not present an intervention or did not
describe the implementation of the interventions were
excluded.

Charting the data

At this stage, the flowchart of the research process was
set, and the number of studies and their reasons were
also discussed (Figure 1).

Summarizing and reporting the findings

After reviewing the full text of the articles in the results
section, the studies were described based on the type of
priorities and the factors that influenced them.

Results

In the review of the mentioned databases, 104 articles
were obtained, among which 12 studies matched the
desired criteria and were subjected to final review and
analysis (Table 1).

Occupational therapy employs different approaches;
some are bottom-up, and some are top-down. Bottom-
up approaches focus on body structures and body func-
tions, while top-down approaches emphasize activities/
participation [11]. Many occupational therapists do not

Archives of

Rehabilitation

prioritize top-down approaches to treatment and use
bottom-up approaches that focus on the structures and
components of disorders, while the primary goal of
rehabilitation is to promote the child’s participation in
essential contexts of life and treatment; steps should be
taken in this direction [5]. So, it is essential for therapists
to be aware of the child’s priorities and needs from the
parent’s point of view. The evidence shows the impor-
tance of therapists’ and families’ cooperation to identify
needs and coordinate their services [12]. The level of
gross motor performance of children with cerebral palsy
affects parents’ preferences. The level is determined by
the gross motor function classification system (GM-
FCS). It is divided into five levels, where level I denotes
the maximum independence and level V the minimum
independence [13]. In a study conducted by Palisano et
al. in 2009, it was found that the needs of families of
children with cerebral palsy are highest in levels IV and
V and lowest at levels I and II. In this research, more
than 50% of parents expressed the need for information
about the present and future of services, planning for the
future, help identifying and locating social activities,
and having more personal time [12]. Jalili et al. conduct-
ed a qualitative study to investigate work performance
priorities in children with cerebral palsy from parents’
perspective using the Canadian occupation performance
measure (COPM) in three areas: Self-care, productivity,
and leisure time. They measured the parents’ priorities,
indicating that regardless of the children’s gross motor
level and age, personal care is the first important prior-
ity of the parents. The second most important priority,
the only priority affecting the child’s gross motor func-
tion, is mobility. Both these priorities are in the field of
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Table 1. Summary of the results of the reviewed articles on the priorities of parents of children with cerebral palsy

Row Authors Year Purpose Research Type Results
- , Parents of children with diplegia were most
Investigating the parents’ concerns . .
. . . . concerned about standing and walking, but
for children with cerebral palsy andits ~ Retrospective . . . A
1 Knox [19] 2008 . Lo in parents of children with quadriplegia and
relationship with the type of cerebral study A . -
- athetoid, sitting, mobility, and communication
palsy, age, and level of disability o
were priorities.
Five topics that were significant in terms of
setting goals for parents were as follows:
1) Movement is a means for functional success;
2) The importance of physical health and
. Examining the experiences of parents Descriptive physical fitness as treatment goals;
2 e el 120 gt in the field of goals and setting goals. qualitative 3) The significance of having a happy life and
being accepted by others; 4) Creating a balance
between treatment and daily life needs; and
5) changing roles and responsibilities in setting
goals.
. b Ider.mﬁcahon.o.f parents pr |9r|hgs Parents in all age groups and GMFCS levels Il to
in the field of activity and participation . R o
. ) . V have the highest priority in daily activities.
Chiarello et al. of children with cerebral palsy, . .
3 2010 o " Cross-sectional Parents of school-aged children and young
[15] 2) Estimation of the difference based ) o
. people have the highest priority in terms of
on age and gross motor function roductivity
classification system (GMFCS) P '
Identification:
1) leferenc'es Infieaing il Family needs differ not by age but by GMFCS
Palisano et al of parents’ needs based on age and lovel
4 ’ 2010 GMFCS, Cross-sectional . - .
[12] . The need to have information was the main
2) the greatest need of the family, T
3) requirements that differ based on P ’
GMFCS level
Strength, walking patterns, use of hand/
Evaluation of important areas arm, and use of assistive technologies were
in therapeutic interventions for important in young people. Pain, function,
Vargus-Adam children with cerebral palsy using . mobility, social life, and participation were
> and Martin [21] 2011 the International classification of Cross-sectional identified in medical professionals. The
functioning, children and youth highest priority among parents included
(ICF-CY) motor function, communication, mobility, and
providing public services.
There is a difference between parents’ and
Uikt e children’s priorities. T.he p:drer?ts priority for
. both age groups was biological issues and tasks
6 Maggs et al. [16] 2011 parents and teenagers separately and  Cross-sectional
comparing their priorities related to adulthood. Teenagers gave the least
priority to personal identity, and the youth gave
the highest priority to physical activities.
No significant relationship was found between
the preferences of parents and therapists.
Physical structure and function, activity, play,
Comparing the views of parents and and being family-oriented were the most
LaForme Fiss et therapists in the field of occupational important priorities obtained for parents,
7 al. [17] 2012 therapy and physiotherapy services  Cross-sectional while self-care was the least important for
’ for their cerebral palsy children to help them. Also, therapists considered activity and
provide family-oriented services family-oriented the most important; however,
self-care and environmental modifications or
assistive technologies were the least prioritized
for them.
UDCEEETERITIE common All responses had at least one concern about
concerns of a group of people with . L
- . self-care. Other concerns included assistive
. dystonic cerebral palsy and their ; ) ) L
3 Gimeno et al. 2013 rimary caregivers and to examine Cohort devices, pain, dressing activities, tool use,
[22] primary careg and social participation. Priorities were

the relationship between concerns,
etiology, severity of motor disability,
and manual dexterity

independent of etiology and the level of motor
function and manual ability.
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Row Authors Year Purpose Research Type Results
Investigating the most common
nAeeds of the families of children The greatest need of families is to have
with cerebral palsy before school: . . )
iy ) ) information about services related to the
Identifying the difference in the type . . ,
. present and future of their children. Children’s
Bertule and and the number of priorities based . I
9 2014 . Cross-sectional GMFCS level did not appear to be a strong
Vetra [18] on the level of gross motor function .
A determinant of the total number of unmet
(GMFCS) and the communication ) . ) .
. e family needs, while social function level was an
function dlassification system (CFCS) indicator of communication abili
and the impact of these levels on the ty.
needs of the family.
Determining functional priorities
. . _— In all age groups and movement levels, the
Brandao et al. of parents of children with cerebral Longitudinal . L -
10 2015 . . . most important priority of parents is self-care
[5] palsy according to age and severity of  retrospective L L
o activities, followed by school and play activities.
disability
Examining work performance . L .
11 Jalili et al. [14] 2019 priorities in cerebral palsy children Descrlppve The priority of the f am'll'y, rggardless of age and
analytical level of disability, is self-care.
expressed by parents
The most important priority of parents was
Mohammadnia Identifying and prioritizing the needs Descriptive to worry about their children’s future. The
12 and Khanzadeh 2020 of parents of children with cerebral study of the following priorities were the concern about the
[23] palsy survey type treatment of the community members and the

family’s support to improve the child.

self-care [14]. In the study by Brandao et al., which was
conducted in 2014, the functional priorities of the par-
ents of 75 children aged 3 to 16 with cerebral palsy were
investigated. The data showed that, in general, the most
functional needs were in the field of self-care activities,
and only in the parents of children with severe motor
impairment (level V) was the greatest need in the field of
play [5]. Contrary to the mentioned studies, which were
the same in almost all functional levels and at different
ages, Chiarello et al. found that parents’ preferences for
children with cerebral palsy differed depending on the
level of gross motor performance and their age. Howev-
er, self-care was the most important priority in all move-
ment levels and ages. In particular, it can be stated that
the parents of children with gross motor levels I, II, and
111, as well as school-aged children and young people,
showed the highest priority in being productive. Levels
I to V also showed the highest priority in daily activities
[15]. Maggs et al. conducted a study to compare the pri-
orities of parents and their children, and regardless of the
age of their children, parents had the greatest need in the
field of life and tasks related to adults [16]. Although the
results of most articles show the importance of self-care
activities, in a study conducted by Fiss et al. in the field
of comparing the priorities of parents and therapists of
children with cerebral palsy in America, self-care activi-
ties were the least important factors for parents, while
physical structure and function, activity, play, and being
family-oriented were among the important priorities of
their children’s treatment [17]. Also, in Bertule and Ve-
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tra’s study, the information about their children’s current
and future services at all levels of movement was the
most critical factor for parents, and this amount of atten-
tion can be related to the age range of 2- to 7-year-old
children (before school). In the first years of diagnosis,
parents are confused and seek to receive information
mostly about their child’s recovery [18]. As a result, in
addition to the movement levels, the child’s age is one
of the factors influencing the parents’ priorities, which
Knox studied in more detail. In this study, two peaks
were recorded in the graph of parents’ concerns about
their children’s standing and walking, who were 2 to 4
and 6 years old. Also, at 6 years and older, there is more
concern for the deterioration of walking, which can re-
sult from increased muscle stiffness. In addition to age,
different diagnoses and disability levels would affect
priorities, showing each child’s uniqueness according to
his special characteristics [19].

Discussion

Children with cerebral palsy need help to master life
and meet their needs, and parents, as the first defenders
of their children, should provide the necessary oppor-
tunities to improve their conditions. Suppose the thera-
pists do not consider the parents’ priorities and needs.
In that case, the anxiety caused by their efforts to meet
the needs of their children will increase, which can af-
fect their self-esteem and hinder the achievement of
treatment goals [24]. Therefore, the present study was

Morovati Z, et al. Treatment Priorities of Parents of Children With Cerebral Palsy. RJ. 2024; 24(4):458-471.
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compiled to collect and summarize parents’ priorities
for children with cerebral palsy. In the review of related
articles, the highest priority raised by parents in all age
groups and with each level of gross motor function was
self-care activities. These personal care matters in child-
hood play a significant role in children’s independence
and are one of the most important challenges for chil-
dren with cerebral palsy and their parents [ 14]. Carrying
out care activities requires the child’s mobility, which
is one of the other obvious priorities of parents, and in
fact, these two priorities are interdependent [20]. On the
other hand, parents put forward complete information
on current and future services as their priorities. In this
regard, health professionals play a role in helping the
family prepare for the key periods in the life of children
with cerebral palsy [12].

Conclusion

Generally, based on the studies conducted in all age
groups with different disabilities, parents’ highest prior-
ity and concern was in self-care activities, which shows
the importance of independence and participation in in-
dividual life. Also, mobility is important for performing
daily activities and gaining individual independence, so
it is one of the most important priorities for parents, and
it has been proposed as a means for functional success.
Nevertheless, the concerns raised in assisting technolo-
gies and environmental reforms can indicate the desire
to have independence and not necessarily mobility. In
addition to the mentioned cases, parents need to be re-
assured about their children’s future, and in obtaining
information in this direction, they have tried to reduce
their level of concern. Due to this diversity in the re-
sults of different studies, therapists should pay attention
to the priorities of the parents of these children, which
are unique and reflect the needs of their children, to help
increase the quality of life of these children to achieve
appropriate treatment goals.
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1. Neurodevelopmental treatment
2. Motor learning

3. Skill acquisition

4. Sensory integration

5. Conductive education

6. Constraint-induced therapy

7. Hippo therapy

8. Vojta method
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14. The gross motor function classification system (GMFCS)
15. Canadian occupation performance measure (COPM)
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