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Backg round. Understanding family priorities for children and youth with cere-
bral palsy is essential for family-centered service.

Objective. The purposes of this study were: (1) to identify family priorities for
activity and participation in children and youth with cerebral palsy and (2) to
determine differences based on age and Gross Motor Functional Classification System
(GMECS) level.

Design. Five hundred eighty-five children and youth with cerebral palsy and their
caregivers participated at regional children’s hospitals. The children and youth were
2 to 21 years of age; 56% were male, and 44% were female. Their caregivers,
predominantly mothers (80%), had a mean age of 40.3 years (SD=9.3). The Canadian
Occupational Performance Measure was administered to caregivers to identify their
priorities for their children. The priorities were coded into 3 categories (daily
activities, productivity, and leisure) and 13 subcategories. The GMFCS levels were
determined by assessors who met the criterion for reliability. Friedman and Kruskal-
Wallis one-way analyses of variance were used to examine differences in priorities.

Results. Parents of children in all age groups and GMFCS levels II to V identified
more priorities for daily activities. Parents of school-aged children and youth had
more priorities for productivity than parents of younger children. For parents of
children in all age groups and motor function levels, self-care was the most frequent
priority subcategory. Sixty-one percent of parents identified at least one priority
related to mobility.

Limitations. The study did not include qualitative analysis of priorities of parents.

Conclusions. Parents’ priorities for their children and youth with cerebral palsy
differed depending on age and gross motor function level; however, the most
frequent priority for all age groups was daily activities. Interviews with families are
recommended for identifying outcomes for activity and participation and developing
an intervention plan.
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Family Priorities and Needs of Children and Youth With Cerebral Palsy

nderstanding the priorities
l I and needs of children and

youth with cerebral palsy and
their families is essential for family-
centered service. A family-centered
approach embodies the belief that
processes and outcomes of health
care are optimized through services
that encompass the child, family,
and environmental settings in which
the child lives, learns, and plays.!-3
Cerebral palsy describes a group of
disorders of posture and movement
that occur as a result of a nonpro-
gressive disturbance in the develop-
ing fetal or infant brain and that of-
ten are accompanied by impairments
in sensation, perception, cognition,
and communication.* For children
with cerebral palsy, an interdiscipli-
nary, family-centered rehabilitation
approach is recommended to ad-
dress child and family needs.> In
the current health care system, ser-
vices need to be efficient and goal-
directed. Yet, little is known about
priorities and needs for activity and
participation among families of chil-
dren with cerebral palsy and how
these needs may differ based on the
child’s age and motor function.

Most studies exploring parents’ pri-
orities for their children have in-
cluded a heterogeneous sample of
children with various physical dis-
abilities and have not examined
whether priorities differ based on
the child’s age and severity of the
child’s condition. Parents of children
under 8 years of age referred for oc-
cupational therapy identified per-
sonal care, functional mobility, play,
and socializing most frequently as
their priorities.® Pollock and Stew-
art’” examined the needs of 92 young
school-aged children with physical
disabilities at school and in the
community. Parents identified mo-
bility most often as a priority and
expressed concerns about dressing,
toileting, socialization, play, and
written work. In a sample of 14 ad-
olescents with physical disabilities,

parents expressed the highest per-
centage of priorities for self-care, fol-
lowed by household management
and socialization.® Parents also were
particularly concerned about impli-
cations for the future. A qualitative
study with 15 families of adolescents
with physical disabilities showed
that parents were concerned about
nutrition and physical activity, social
life, future productivity, daily rou-
tines, and balancing their adoles-
cents’ need for independence with
safety and energy conservation.®

Three studies have examined par-
ents’ priorities for their children
with cerebral palsy. Through an in-
terview, parents of 12 young chil-
dren with cerebral palsy, 1 to 4 years
of age, identified self-care, mobility,
sitting and standing, and play as fo-
cused tasks for physical therapy and
occupational therapy intervention.3
Similarly, parents of 13 young chil-
dren with cerebral palsy, 2 to 4 years
of age, identified self-care, mobility,
play, socialization, strength, coordi-
nation, and balance as priorities for
rehabilitation.'® These studies did
not explore priorities based on the
child’s motor ability. Knox!! per-
formed a retrospective chart review
of parent concerns at the start of
rehabilitation therapy for 121 chil-
dren with cerebral palsy (with 57%
of the children having a poor prog-
nosis for independent walking). Par-
ents most often expressed priorities
for standing and walking, except for
parents of children with limited mo-
tor ability, whose most frequent pri-
orities were sitting, communication,
and floor mobility. Parents’ priorities
for standing and walking were most
prevalent when children were be-
tween 2 and 4 years of age or 6 years
of age and older; whereas floor mo-
bility was most prevalent when chil-
dren were under the age of 2 years.

It is difficult to generalize priorities
of families of children with physical
disabilities to families of children with

cerebral palsy. In addition, knowledge
of whether family priorities for their
children with cerebral palsy differ de-
pending on the children’s ages and
gross motor abilities has implications
for family-centered services. Most
important, to reflect contemporary
frameworks for rehabilitation practice
such as the International Classifica-
tion of Functioning, Disability and
Health,'? there is a need to under-
stand family priorities related to their
children’s activity and participation in
daily life. Research has focused pri-
marily on identifying parents’ goals
for their children’s therapy programs.
These findings may reflect parents’
perceptions of and experiences with
rehabilitation services but may not
fully reflect their priorities for their
children’s activity and participation at
home, in school, and in the community.

The primary purpose of this study
was to categorize parents’ priorities
for activity and participation of chil-
dren and youth with cerebral palsy
and identify differences based on
children’s age and gross motor func-
tion level. A secondary purpose of
the study was to examine whether
priorities for activity and participa-
tion are related to mobility. Mobility
is a primary focus of rehabilitation
services for children with cerebral
palsy, and information on the extent
to which priorities are related to mo-
bility will inform efforts to meet the
comprehensive needs of children with
cerebral palsy and their families.
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Method

A cross-sectional analytic design was
used. The participants were part of a
larger study of determinants of activ-
ity and participation of children with
cerebral palsy. Parents or guardians
and young people aged 18 to 21
years provided consent; children and
adolescents aged 7 to 17 years pro-
vided informed assent.

Participants

A sample of 585 parents or guardians
of children with cerebral palsy was
recruited from 6 Shriners Hospitals
for Children (Philadelphia, Pennsyl-
vania; Chicago, Illinois; Erie, Penn-
sylvania; Lexington, Kentucky; Sac-
ramento, California; Springfield,
Massachusetts) and Kluge Children’s
Rehabilitation Center, Charlottesville,
Virginia. All children with cerebral
palsy receiving services at 1 of the
7 sites were eligible for the study if
they did not have a concomitant ill-
ness or health condition (eg, cystic

fibrosis, cancer, a mental health dis-
order) that might affect participation.

Table 1 provides demographic infor-
mation on the participants and their
children. The participants were pri-
marily mothers (80%) and fathers
(11%). Other participants included
stepparents, foster parents, grand-
parents, and guardians. All will be
referred to as parents throughout
the article. Parents had a mean age
of 40.3 years (SD=9.3), 50% had ed-
ucation beyond high school, and
61% were employed. The children
and youth were 2 to 21 years of age,
with a mean age of 11.0 years
(SD=4.5); 56% were male, and 44%
were female. Table 1 provides demo-
graphic information of the children
and youth grouped by age: under 6
years, 6 to 12 years, and 13 to 21
years. Gross motor function varied
across Gross Motor Function Classi-
fication System (GMFCS) levels.

The Bottom Line

What do we already know about this topic?

rehabilitation programs.

Parents of young children with cerebral palsy have identified self-care,
mobility, standing or walking, and play as priorities for their children’s

What new information does this study offer?

Parents’ priorities for activity and participation differ based on age and
gross motor function level of the child. Priorities for daily activities,
particularly self-care, were identified more often than productivity or
leisure for children of all ages. Parents of school-aged children had more
priorities for productivity than parents of younger children. Parents of
children who were able to walk without limitations had a similar amount
of priorities for daily activities, productivity, and leisure.

If you're a patient, what might these findings mean
for you?

It is important for parents and children to share their priorities with their
therapist and advocate for support and resources for daily activities.
Physical therapists are encouraged to explore children’s interests in par-
ticipation in home, school, and community life.

Measures

The Canadian Occupational Perfor-
mance Measure (COPM), 3rd edi-
tion,'3 is an individualized, client-
centered measure designed to identify
and quantify a client’s priorities re-
lated to self-care, productivity, and
leisure. Occupational performance
refers to an individual’s experiences
in performing activities in daily life.
Self-care includes personal care,
functional mobility, and community
management. Productivity includes
paid or unpaid work, household
management, school, and play. Lei-
sure includes quiet recreation, active
recreation, and socialization. The
COPM is completed through a semi-
structured interview with a client or
caregiver. The COPM has been widely
used in research with children with
disabilities and demonstrates sound
reliability and validity.®-13.14

As the COPM is an individualized
measure, resulting in narrative state-
ments, for this study we developed
a coding system to categorize the
priorities identified by the parents.
The coding system was based on
the coding scheme developed by
Pollock and Stewart” and was refined
through literature review of studies
using the COPM and analysis of our
pilot data. The coding system con-
sisted of 3 categories and 13 sub-
categories: daily activities (self-care,
mobility, communication, and other
daily activities), productivity (house-
hold, school, community, and other
productivity), and leisure (social-
ization, community entertainment,
quiet recreation, physical recreation,
and other leisure). Self-care priorities
were further categorized into spe-
cific activities: eating, dressing, bath-
ing, toileting, and hygiene. Opera-
tional definitions of the categories
were developed to ensure reliable
use of the coding system. Because
the intent of the study was to iden-
tify the parents’ priorities related to
activity and participation of their
children, priorities were coded based
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Table 1.
Demographic Information on Children and Caregivers by Age Group (%)
Age Group
<6y 6-12y 13-21y Total
Variable (n=91) (n=296) (n=198) (N=585)
Child age (y)
X 4.4 9.6 16.2 11.0
SD 1.0 2.0 2.2 4.5
Range 1.9-5.9 6-12.9 13-20.9 1.9-20.9
Child sex
Male 57 (63%) 171 (58%) 100 (50.5%) 328 (56%)
Female 34 (37%) 125 (42%) 98 (49.5%) 257 (44%)
Child race/ethnicity
White (not of Hispanic origin) 66 (73%) 235 (79%) 135 (68%) 436 (74%)
African American or black (not of Hispanic origin) 8 (9%) 19 (6%) 19 (10%) 46 (8%)
Hispanic/Latino 4 (4%) 22 (8%) 20 (10%) 46 (8%)
Other 13 (14%) 20 (7%) 24 (12%) 57 (10%)
Caregiver age? (y) (n=506)
X 34.7 39.1 44.7 40.3
SD 9.3 8.1 9.0 9.3
Range 20-74 23-64 24-72 20-74
Caregiver’s relationship to the child? (n=579)
Mother 78 (87%) 230 (79%) 152 (77%) 460 (80%)
Father 5 (5%) 36 (12%) 25 (13%) 66 (11%)
Other 7 (8%) 25 (9%) 19 (10%) 51 (9%)
Caregiver’s educational background? (n=551)
Less than high school 5 (6%) 16 (6%) 11 (6%) 32 (6%)
High school 29 (35%) 132 (47%) 83 (44%) 244 (44%)
Associate’s/technical degree 23 (27%) 53 (19%) 55 (29%) 131 (24%)
Bachelor’s degree 17 (20%) 59 (21%) 29 (15%) 105 (19%)
Graduate degree 10 (12%) 18 (7%) 11 (6%) 39 (7%)
Caregiver’s employment status? (n=543)
Not employed 44 (53%) 99 (36%) 68 (37%) 211 (39%)
Part-time 13 (16%) 59 (22%) 38 (20%) 110 (20%)
Full-time 26 (31%) 116 (42%) 80 (43%) 222 (41%)
Caregiver’s family income? (n=509)
<$15,000 9 (12%) 30 (12%) 21 (12%) 60 (10%)
$15,000-$29,999 13 (17%) 30 (12%) 28 (16%) 71 (12%)
$30,000-$44,999 12 (16%) 60 (23%) 33 (19%) 105 (18%)
$45,000-$59,999 14 (18%) 37 (14%) 18 (10%) 69 (12%)
$60,000-$74,999 12 (16%) 38 (15%) 28 (16%) 78 (13%)
$75,000-$99,999 9 (12%) 37 (14%) 18 (10%) 64 (11%)
$100,000-$199,999 8 (10%) 26 (10%) 20 (12%) 54 (9%)
=$200,000 0 (0%) 1 (0%) 7 (4%) 8 (1%)

@ Caregiver demographic information not available for the complete sample.
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on the expressed functional activity.
As an example, “I would like my
child to have better motor skills so
that she can play an instrument”
would be coded as “Leisure, quiet
recreation.”

The GMFCS'> is a 5-level system to
classify gross motor function of chil-
dren with cerebral palsy 12 years of
age and younger. The preliminary
version of the 12- to 18-year-old age
band of the expanded and revised
GMFCS was used to classify partici-
pants over 12 years of age.'® The
classification of a child’s gross motor
function is based on current per-
formance during daily activities and
routines, with emphasis on sitting,
transfers, and mobility. The GMFCS
has evidence of content validity,
construct validity, and interrater
reliability. 1510

Preparation of Research
Assistants

At each hospital, data were collected
by 1 to 3 research assistants. The
majority of research assistants were
health care professionals experi-
enced in serving children and fami-
lies with cerebral palsy, and all were
selected to collect data based on
their positive interpersonal and com-
munication skills. Prior to data col-
lection, the research assistants re-
ceived a procedural manual, including
training videos, for the administra-
tion of the COPM, and attended a
2-day training workshop. Following
instruction in the GMFCS, interrater
reliability was examined using a vid-
eotape. Each assessor classified a
minimum of 11 children and demon-
strated a percentage of agreement of
greater than 80% with the criterion
levels. Following instruction and
role playing in administration of the
COPM, the research assistants com-
pleted a trial interview that was au-
diotaped and reviewed for proce-
dural accuracy by one of the authors
(L.A.C. or J.M.M.). Throughout the
study, an additional onsite meeting,

group teleconferences, and e-mail
and telephone communications were
used to provide additional guidance
and direction for the administration
and coding of the COPM. The pri-
mary issue requiring additional guid-
ance related to the challenge of fram-
ing parent priorities for children
with significant motor and cognitive
impairments, especially when prior-
ities were focused on health and ed-
ucational systems of care as opposed
to direct priorities for their children.

Procedure

As part of the larger study on activity
and participation of children with
cerebral palsy, the research assis-
tants observed the motor abilities of
the children and youth and deter-
mined their GMFCS level. The COPM
was completed with the parent us-
ing the procedure described in the
manual. The interview process con-
sisted of the following steps. First,
the parent was asked a series of
open-ended questions and prompts
to encourage identification of cur-
rent priorities and needs. Sample
questions included: Are you pleased
with what your child is able to do
now at home? and Are there activi-
ties that are difficult for your child
that you would like her or him to be
able to do better? Next, the parent
rated the priorities for their impor-
tance on a scale of 1 (“not important
atall”) to 10 (“extremely important”)
and selected up to 5 top priorities.
The length of the interviews ranged
from 5 to 60 minutes, with a typical
length of 20 minutes. Length of the
interviews varied based on the num-
ber of priorities expressed by the
parents and the depth of the discus-
sion. The research assistants coded
the priorities and entered the data
into a computer software program.

Data Analysis

The coding of the statements was
reviewed by the first author (L.A.C.).
The author concurred with the cod-
ing of 95% of the statements. The

author consulted with the research
assistants to modify the coding of
3.5% of the statements, and the con-
sensus of the first 2 authors (L.A.C.,
RJ.P.) was used to finalize coding of
the remaining 1.5% of the statements.

Statistical analyses were performed
using the SPSS for Windows software
program (version 15.0)." Descriptive
statistics were conducted to de-
scribe the demographic characteris-
tics of the participants and to sum-
marize parents’ priorities for their
children by categories and subcate-
gories. Priorities of parents were
grouped based on their children’s
age group (<6, 6-12, and 13-21
years) and GMFCS levels {, II/1II, and
IV/V). Forty-six parents (8%) did not
report any priorities and were ex-
cluded from the analyses. A higher
percentage of parents of children in
GMEFCS level I (13%) reported no pri-
orities compared with parents of
children in GMFCS levels II/III (6%)
and IV/V (7%).

In addition to general mobility prior-
ities that were coded as “Daily activ-
ities, mobility,” such as “I want my
child to be able to walk longer dis-
tances,” priorities were coded for
functional activities, such as “bath-
ing.” We were interested in exam-
ining whether parents’ priorities for
their children included an issue re-
lated to mobility, such as trans-
ferring into the bathtub. To deter-
mine whether parents’ priorities for
their children were related to mobil-
ity, 2 investigators (N.A. and L.-J.K.)
independently reviewed all the pri-
orities for each child to determine
whether mobility was an issue for at
least one of the priority activities.
The 2 investigators achieved interra-
ter reliability of 98.7%. When dis-
agreements were present, consensus
was reached through discussion with
the primary investigator (L.A.C.).

*SPSS Inc, 233 S Wacker Dr, Chicago, IL
606006.
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For each age group (<6, 6-12,
13-21 years) and GMFCS level sub-
group (I, II/II1, and IV/V), differences
in the number of priorities for each
category were examined using Fried-
man one-way analyses of variances
(ANOVAS). Post boc analysis of sig-
nificant effects was performed using
the Wilcoxon signed rank test. For
each category, differences in the
number of priorities between age
groups and GMFCS level subgroups
were analyzed using Kruskal-Wallis
one-way ANOVAs. Post boc analysis
of significant effects was performed
using the Mann-Whitney U test. Chi-
square tests were used to determine
whether the proportion of parents
with at least one priority related to
mobility differed by age group and
GMFCS level subgroup. A probability
of P=.01 was used for all analyses.
For each age group and GMFCS level
subgroup, the percentage of the
number of priorities among the total
number of priorities for each subcat-
egory was calculated. Differences
were not analyzed statistically.

Role of the Funding Source
Support for the study was provided
by Shriners Hospitals for Children,
Clinical Outcomes Study #9197. Shri-
ners Hospitals for Children did not
have a role in the design and conduct
of the study nor the interpretation
and dissemination of the findings.

Results

Effect of Children’s Age on
Parents’ Priorities

Table 2 presents the number of pri-
orities, percentage of the number of
priorities among the total number of
priorities, and median number of pri-
orities for each category by age
group. Parents’ priorities for each
category differed for each age group
(for the <6 vyears age group,
X°=104.04, P<.001; for the 6-12
years age group, X2=182.91, P<.001;
and for the 13-21 year age group,
X>=25.01, P<.001). Table 3 pre-
sents the z scores for post hoc anal-

Table 2.
Parents’ Priorities for Each Category by Age of Their Children and Youth
Age Group
<6y 6-12y 13-21y
(n=85) (n=276) (n=178)
Category n % Median % Median n % Median
Daily activities 220 70 3 649 59 2 284 44 1
Productivity 25 8 0 217 20 1 197 31 1
Leisure 68 22 1 228 21 1 161 25 1

yses of significant effects. Parents of
children aged <6 years identified the
most priorities for daily activities
(70%, median number=3) and the
least for productivity (8%, median
number=0). Parents of children
aged 6 to 12 years (59%, median
number=2) and youth aged 13 to 21
years (44%, median number=1) also
expressed the most priorities for
daily activities, but the number of
priorities for leisure and productivity
did not differ for either age group.

Parents’ priorities for daily activity
(x*=50.50, df=2, P<.001) and pro-
ductivity (x*=45.93, df=2, P<.001)
differed by age group (Tab. 2). Par-
ents of youth aged 13 to 21 years had
fewer priorities in daily activities
(44%, median number=1) than par-
ents of children aged 6 to 12 years
(59%, median number=2) and <6
years (70%, median number=3). Par-
ents of children aged 6 to 12 years
had more priorities in productivity

(20%, median number=1) than par-
ents of children aged <6 years (8%,
median number=0). Parents’ priori-
ties for leisure did not differ by age

group.

Table 4 presents the number and
percentage of the number of priori-
ties among the total number of pri-
orities for each subcategory by age
group. Parents expressed 25% to
42% of priorities for self-care and
11% to 17% of priorities for mobility
depending on their children’s age.
Parents of youth aged 13 to 21 years
expressed 14% of priorities for
socialization.

Table 5 presents the number and
percentage of the number of priori-
ties among the total number of self-
care priorities for each area of self-
care by age group. Parents expressed
30% to 39% of priorities for dressing
depending on their children’s age.
Parents of children aged <6 years

Table 3.

Effect of Age: z Scores for Post Hoc Analyses of Significant Effect?

Age Group
Category <6y 6-12y 13-21y
Productivity and daily activity —7.68 -11.23 —3.53
Productivity and leisure —4.41 NS NS
Leisure and daily activity —6.96 -11.32 —5.24
Age Group Daily Activity Productivity Leisure
<6 and 6-12y NS -4.96 NS
<6 and 13-21y -5.73 -6.56 NS
6-12 and 13-21y —6.26 —3.24 NS

@ P<.001 for all reported z scores. NS=

not significant.
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Table 4. expressed 28% of priorities for eat-
Parents’ Priorities for Each Subcategory by Age of Their Children and Youth ing and 22% for toileting. Parents of
Age Group children aged 6 ‘_[0 . 1.2 years .CX-
pressed 22% of priorities for toilet-
<6y 6-12y 13-21y .
(n=85) (n=276) (n=178) ing. Parents of youth aged 13 to 21
o L
cateary N % N % N % yealjs expressed 24% of pI‘.IOI‘ItICS for
hygiene and 20% for bathing.
Daily activities
Self-care 132 42 389 36 158 25 Effect of Gross Motor Function
Mobility 52 17 138 13 69 n Level of Children and Youth on
Communication 14 4 40 4 18 3 Parents’ Priorities
Other 22 7 82 7 39 6 Table 6 presents the number of pri-
— orities, percentage of the number of
Productivity o
priorities among the total number of
Household 2 1 61 6 67 10 s . .
priorities, and median number of pri-
School 17 5 123 1 62 10 orities for each category by chil-
Community 3 1 11 1 58 9 dren’s gross motor function level.
Other 3 1 22 2 10 2 The number of priorities for each
Leisure category differed for parents of chil-
Socialization 20 6 71 6 87 14 drgn and YOUth in levels 1/
- . (x*=132.42, P<.001) and IV/V
Community entertainment 1 1 8 1 4 1 (X2:167'25’ P<.001) but not for
Quiet recreation 14 4 28 3 14 2 parents of children in level I. Table 7
Physical recreation 33 1 117 11 54 8 presents the z scores for the post hoc
Other 0 0 4 1 2 0 analyses of significant effects. Par-

ents of children and youth in levels
II/II expressed more priorities for
daily activities (56%, median num-

Table 5. ber=2) than for productivity or lei-
Parents’ Priorities for Self-Care by Age and Gross Motor Functional Classification sure (22%, median number=1). Par-

Syst GMEFCS) Level of Their Child d Youth
ystem ( ) Level of Their Children and You ents of children and youth in levels

Age Group IV/V also expressed more priorities
<6y 6-12y 13-21y for daily activities (65%, median
(n=85) (n=276) (n=178) number=2) than for productivity
Activity n % n % n % (16%, median number=0) or leisure
Eating 37 28 55 14 20 13 (19%, median number=1). There
Hygiene 10 3 e " 18 24 WE.lS no difference 1n.tl.1f: numb.er of
— priorities for productivity and leisure
Toileting 29 22 85 22 22 14 .
. expressed by parents of children and
Bathing 8 6 58 5 31 20 youth in levels II/III or IV/V.
Dressing 48 36 150 39 47 30
GMEFCS Level Parents’ priorities for daily activity
1 n/m IV/V (X2:35.27, df=2, P<001), pI‘OdUC-
(n=118) (n=105) (n=172) tivity (X2=13.05, df=2, P =.001),
Activity n % n % n % and leisure (x*=11.86, df=2, P<.01)
Eating 3 7 36 " 68 3 differed based OIll their children’s
o . . w0 " " " gross motor function levels (Tab. 6).
lene . .
Y9 Parents of children and youth in
Toileting 16 1 74 22 46 21 level I had fewer priorities in daily
Bathing 14 12 59 17 24 11 activities (44%, median number=1)
Dressing 61 52 124 36 60 27 than parents of children and youth

in levels II/II (56%, median num-
ber=2) and IV/V (65%, median num-
ber=2). Parents of children and
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youth in levels IV/V had fewer prior-
ities for productivity (16%, median
number=0) and leisure (19%, me-
dian number=1) than parents of
children and youth in level I.

Table 8 presents the number and
percentage of the number of priori-
ties among the total number of pri-
orities for each subcategory by gross
motor function level. Parents ex-
pressed 28% to 35% of priorities for
self-care depending on their chil-
dren’s gross motor function level.
Parents of children and youth in lev-
els II/III and IV/V each expressed
14% of priorities for mobility. Par-
ents of children and youth in levels
II/I0 expressed 11% of priorities for
physical recreation. Parents of chil-
dren and youth in level I expressed
16% of priorities for physical recre-
ation, 13% for school, and 11% for
socialization.

Table 5 presents the number of par-
ent priorities for each area of self-
care by GMFCS level subgroup. Par-
ents’ expressed 27% to 52% of
priorities for dressing. Parents of
children in level IV/V expressed 31%
of priorities for eating. Parents ex-
pressed 10% to 22% of priorities for
hygiene, toileting, and bathing de-
pending on their children’s GMFCS
level subgroup.

Priorities Related to Mobility
Mobility was a component of at least
one priority activity for 358 parents
(61.2%). The percentage of parents
with priority activities related to mo-
bility did not differ by age group. A
greater percentage of parents of chil-
dren and youth in levels II/III
(68.7%) had priorities related to mo-
bility than parents of children and
youth in level I (54.2%, x*=7.25,
df=1, P<.01) and levels IV/V
(55.2%, x*=7.90, df=1, P<.01).

Discussion
Parents’ priorities for their children
with cerebral palsy differed depend-

Table 6.

Parents’ Priorities for Each Category by the Gross Motor Functional Classification
System (GMFCS) Level of Their Children and Youth

GMFCS Level
1 1/m Iv/v
(n=118) (n=249) (n=172)
Category n % Median % Median n % Median
Daily activities | 183 | 44 1 548 | 56 2 422 | 65 2
Productivity 114 | 27 1 220 | 22 1 105 | 16 0
Leisure 120 29 1 214 22 1 123 19 1

ing on their child’s age and gross
motor function level, however, the
most frequent priority for all chil-
dren was daily activities. This find-
ing is consistent with psychological
theories that purport that individuals
focus on meeting their basic daily
needs before pursuing personal
achievements and leisure.!” Families
of children with cerebral palsy want
their children to gain independence
and efficiency in self-care and mobil-
ity. Dressing was a frequent self-care
priority of parents. Dressing is a com-
plex task that requires considerable
time and for older children particu-
larly relates to their self-expression.
Eating was a self-care priority for par-
ents of children under 6 years of age
and the highest priority for parents
of children and youth in levels IV/V.
Self-feeding and nutrition were con-
cerns of families of young children
and children with severe motor lim-

itations and may reflect parents’ con-
cern for their children’s growth and
health status.'® These concerns are
consistent with literature that has
identified problems with growth and
nutrition of children with cerebral
palsy who have significant motor
impairments.'® Previous investiga-
tors also have reported that self-care
is a high priority for parents of young
children with cerebral palsy3-1° and
for young and school-aged children
with physical disabilities.®-7 A focus
on self-care for young children re-
flects developmental expectations.
The continued focus for older chil-
dren may reflect parents’ desire for
their children to be able to meet self-
care needs that not only would re-
duce the amount of caregiver assis-
tance but also enable socialization
with peers, participation in commu-
nity activities, and transition to inde-
pendent living.

Table 7.

Effect of Gross Motor Functional Classification System (GMFCS) Level: z Scores for

Post Hoc Analyses of Significant Effect”

GMFCS Level
Category 1 l/m Iv/v
Productivity and daily activity NS -9.12 (P<.001) -9.91 (P<.001)
Productivity and leisure NS NS NS
Leisure and daily activity NS —9.79 (P<.001) —9.59 (P<.001)
GMECS Level Category
Groups Daily Activity Productivity Leisure
I'and 1I/11l —4.46 (P<.001) NS NS
I'and IV/V —5.85 (P<.001) —3.36 (P=.001) —3.37 (P=.001)
1/l and IV/V NS NS NS

?NS=not significant.
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Table 8.

Parent’s Priorities for Each Subcategory by the Gross Motor Functional Classification
System (GMFCS) Level of Their Children and Youth

GMFCS Level
I /m Iv/v
(n=118) (n=249) (n=172)
Category n % n % n %

Daily activities

Self-care 117 28 342 35 220 34

Mobility 31 7 137 14 91 14

Communication 3 1 16 2 53 8

Other 32 8 53 5 58 9
Productivity

Household 30 7 78 8 22 3

School 55 13 92 9 55 8

Community 13 3 36 4 23 4

Other 16 4 14 1 5 1
Leisure

Socialization 45 11 78 8 55 8

Community entertainment 4 1 3 0 6 1

Quiet recreation 5 1 22 2 29 4

Physical recreation 65 16 108 11 31 5

Other 1 0 3 0 2 0

Mobility was a priority for parents of
children 12 years of age and younger
and parents of children and youth
who have limitations in mobility
(levels II/II and IV/V), signifying the
value parents place on their children
being able to move from place to
place in order to be active and par-
ticipate in daily activities. Parents’
priorities for mobility are consistent
with the perspectives of youth with
cerebral palsy. Self-sufficiency was a
theme that emerged from a qualita-
tive study of mobility experiences
of youth with cerebral palsy.2° Youth
viewed mobility as important for get-
ting from place to place without re-
lying on other people.

The greater focus on productivity by
parents of school-aged children and
youth is consistent with develop-
mental expectations. Parenting can
be characterized by 2 main tasks: nur-
turing to promote the child’s health,
function, and well-being and facili-

tating the child’s development to
become an adult.?! Priorities for pro-
ductivity reflect parental concerns
regarding school performance and,
for youth, transition to postsecondary
education or work. Parents of school-
aged children and youth had similar
numbers of priorities for productiv-
ity and leisure, suggesting that both
are equally valued and important. For
parents of adolescents and young
adults, the focus on socialization most
likely reflects awareness of the need
for their children to separate from the
family and engage in age-appropriate
activities with peers. Parents want
their adolescents and young adults to
engage with their peers, establish rela-
tionships, and have friends. Parents of
children and youth, particularly those
in levels IV/V, who have priorities for
daily activities may be at risk for spend-
ing less time on their children’s needs
for productivity and leisure.

For parents of children who walked
independently or with assistance,
physical recreation was another pri-
ority, suggesting that parents want
their children to participate in phys-
ical activities. Parents expressed that
it was important to them for their
children to play and be physically
active. Information about commu-
nity recreation programs is a com-
mon need expressed by families.??
Fifty-two percent of parents who
participated in the current study re-
ported a need for help in locating
community camps, sports, and rec-
reational, social, and leisure activities
for their children.?3

Implications for Practice

The parents’ priorities in daily activ-
ities, productivity, and leisure for
their children with cerebral palsy
have clinical implications for routines-
based intervention. Routines-based
intervention is an approach where
intervention methods are embedded
during children’s naturally occurring
learning opportunities.?* Therapists
implement strategies during the ac-
tivities and routines that are mean-
ingful to the child and part of daily
life. Interventions can be provided
during mealtimes to support parents’
ability to nourish their children,
teach young children self-feeding
skills, and assist families with adap-
tations and strategies for ease of care-
giving for children with significant
motor limitations. Physical therapists
have an important role in addressing
a variety of self-care tasks, including
dressing, toileting, and hygiene,
through their expertise in motor
function, positioning, transfers, and
assistive technology. It also is impor-
tant for physical therapists to collab-
orate with other health care profes-
sionals, teachers, child care providers,
and durable medical equipment pro-
viders to ensure that children with
cerebral palsy have comprehensive
supports for self-care.
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The finding that mobility was related
to at least one priority for 61.2% of
the parents has implications for
physical therapists. It is important
for therapists to support mobility
needs within the environments
where activity and participation oc-
cur. Interventions to support mobil-
ity will be different if the priority is
to be a member of the school band
versus being able to move around at
home. Physical therapists’ expertise
may be particularly needed for chil-
dren and youth in levels II and III
who are capable of walking but of-
ten experience difficulty keeping
up with peers, moving in crowds
and confined areas, and navigating
uneven or slippery terrain when
outdoors.

To promote physical activity, fitness,
and socialization with peers, physi-
cal therapists have a critical role to
advocate for sports and recreational
programs for children with cerebral
palsy. For children in level I, it is
important to examine and evaluate
endurance and gross motor skills
such as running, jumping, and bal-
ancing to support the competencies
they need to fully participate with
their peers in physical recreational
activities. For children who are un-
able to walk, therapists can address
needs pertaining to participation in
adapted wheelchair sports or physi-
cal recreation activities. Supporting
client priorities for socialization also
has implications for how physical
therapy services are provided.
Group therapy sessions and consul-
tation with community leisure, rec-
reational, sports, and social pro-
grams may provide children and
youth with opportunities to interact
with their peers. Therapists are en-
couraged to engage children and
youth in conversations to explore
their preferences for social participa-
tion and to identify physical barriers
to socialization that therapists can
address.

We believe that interviewing fami-
lies, listening to their priorities for
their children, and exploring the
meaning of these priorities for their
children’s participation in home,
school, and community life are es-
sential to guide service delivery
plans. Physical therapists need to be
responsive to family priorities and
support children’s self-care needs, as
well as promote opportunities for
productive leisure and social life ex-
periences. It is important for thera-
pists to engage parents and children
in stories and conversations, provide
families with options, and explore
possibilities to ensure that priorities
or opportunities are fully identified.
Additional research using qualitative
research methods may provide fur-
ther insights into our understand-
ing of parents’ priorities for their
children.
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