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ABSTRACT

PARENTAL VALUES AND CONCERNS ABOUT PARTICIPATION IN
PHYSICAL ACTIVITY BY PERSONS WITH INTELLECTUAL DISABILITES

By
Bomjin Lee

The purposes of this study were: (a) to examine parental values and concerns
about participation in physical activity by children (including adults) with intellectual
disabilities; and (b) to identify determinants of physical activity participation by children
with intellectual disability. The main focus of parental values and concerns was the
influence of disability-related factors and demographics on parent’s perceptions of likely
benefits, important benefits, and concerns related to physical activity participation by
their children with intellectual disabilities. The hypothesized correlates of children’s
physical activity included parental values and concerns, parents’ age, parents’ disability,
parents’ physical activity, children’s BMI, severity of children’s disability, and multiple
disability.

The participants were 193 parents of children with intellectual disabilities who
were in attendance at the state games of Special Olympics. Parents aged in range from
27- 76 years (the mean age of children was 17.59 years). About 60% were school-aged
children and 62% were male children. About 37% of children had multiple disability.
Regarding severity of children’s disability, 73% were moderate disability, 15% were
severe disability, and 12% were mild disability.

A newly developed survey, Physical Activity Values and Concerns Survey, was
distributed to parents to obtain information about their perceptions of physical activity

benefits, barriers, physical activity participation, disability information, and



demographics. Given a small sample size, factor analyses and MANOVA analyses were
performed for reducing the number of dependent and independent variables to fit into the
data analysis. To identify determinants of children’s physical activity, a multiple
regression analysis was used.

The results of MANOVA revealed that there was a significant main effect of
severity of disability on likely benefits and important benefits of parental values, but not
for other independent variables. Parents of children with mild and moderate disability
rated psychosocial benefits (including self-acceptance) and winning significantly higher
than parents of children with severe disability. No significant main effects were found in
parental concerns. Overall, parental values were rated relatively high; whereas, parental
concerns were rated relatively low. A multiple regression analysis revealed that
children’s physical activity was significantly correlated to severity of children’s disability,
parents’ age, and parents’ physical activity.

Overall, parents of children with intellectual disabilities seem knowledgeable
about physical activity benefits and value their children’s participation in physical
activity. Due to psychomotor problems, parents of children with severe disability may not
value children’s physical activity as much as parents of children with mild/moderate
disability. Despite low means and no significant main effect, barriers such as nature of
program and staffing may be parents’ concerns. In addition, children’s physical activity
can be best predicted by severity of disability, parent’s age, and parent’s physical activity.
This study provides valuable information about parental influence on physical activity

participation by children with intellectual disabilities to several stakeholders.
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CHAPTER 1
INTRODUCTION
Overview of the Problem

Persons with intellectual disabilities are sedentary in comparison to the general
population due to physical and mental limitations (Pitetti, Rimmer, & Fernhall, 1993).
According to a report of the Surgeon General (U.S. Department of Health and Human
Services, 1996), persons with disabilities including intellectual disability are less likely to
participate in regular physical activity than those without disabilities. In addition, the data
on prevalence of physical inactivity indicates that approximately 50% of persons with
mental retardation have little participation or no participation at all in the leisure time
physical activity (Draheim, Williams, & McCubbin, 2002). The same data also show that
only 1% of men and women with mental retardation are engaged in vigorous leisure time
physical activity 3 or more times a week.

The consequences of physical inactivity can be well described by the cycle of
sedentary lifestyle (Figure 1). This sedentary lifestyle can lead to a poor level of physical
fitness (Chanias, Reid, & Hoover, 1998; Fernhall, 1993; Fernhall, Pitetti, Rimmer, et al.,
1996; Graham & Reid, 2000; Montgomery, Reid, & Seidl, 1988; Pitetti et al., 1993,
Pitetti & Tan, 1991; Rimmer & Kelly, 1991; Schurrer, Weltman, & Brammell, 1985). As
a result of poor physical fitness, persons with intellectual disabilities become more
susceptible to acute illnesses and encounter a high risk of chronic disease (Fernhall et al.,
1996; Pitetti, Yarmer, & Fernhall, 2001).

Poor motor skills, as a result of physical inactivity, result in lack of prerequisites

for participating in an advanced form of physical activity such as sports (Dummer,
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Figure 1. The Cycle of Sedentary Lifestyle.



Haubenstricker, & Stewart, 1996). Research has shown that persons with intellectual
disabilities have difficulty in fundamental motor skills, compared to those without
disabilities (Berkeley, Zittel, Pitney, Nichols, 2001; Maraj, Li, Hillman, Jeansonne, &
Ringenbach, 2003; Welsh & Elliott, 2001; Woodard & Surburg, 20015. Persons with
intellectual disabilities who have difficulty in motor skills are more likely to have lack of
success in physical activity participation; thus, they are less encouraged to participate,
resulting in the continued sedentary lifestyle.

A sedentary lifestyle also reflects fewer opportunities for socialization, fun,
improving psychological well-being and the level of independence in persons with
intellectual disabilities. Literature shows evidence that persons with intellectual
disabilities have a poor level of self-concept compared to those without disabilities
(Hosley, Hooper, & Gruber, 1998; White & Zientek, 1991). Also, Weiss and Duncan
(1992) suggest that less participation in physical activity equates to fewer socialization
opportunities, which in turn, impede the development of self-concept and self-esteem in
people without disabilities.

Even if motivated, people with intellectual disabilities are often unable to reverse
trends in the cycle of sedentary lifestyle because they rely upon parents or caregivers for
support. In general, parents have a significant impact on their children’s physical activity
behaviors in many ways. For example, parents’ attributes such as parental beliefs,
attitudes, and values are an important guideline for their decision making to enroll their
children to participate in a physical activity program (Brustad, 1993; Dempsey, Kimiecik
& Horn, 1993; Kimiecik & Horn, 1998). Also, research has frequently shown that

parents’ physical activity, as a role model, is closely associated with their children’s



physical activity (Anderssen & Wold, 1992; Dempsey et al., 1993; Kimiecik & Horn,
1998; McMurray, Bradley, Harrell, Bernthal, Frauman, & Bangdiwala, 1993; Moore,
Lombardi, White, Campbell, Oliveria, & Ellison, 1991). For persons with intellectual
disabilities, parental influence would be even greater due to life dependency on their
parents. However, the influence of parents on the physical activity of children with
intellectual disabilities has not been explored in the research literature; therefore that is
the goal of this study.
Significance of the Problem

As a result of lack of physical activity and low levels of physical fitness, persons
with intellectual disabilities have a considerable health risk and decreased work capacity,
which may contribute to the decreased quality of life in this population. Fernhall et al.
(1996) suggest that persons with mental retardation have a high risk of chronic disease
due to sedentary lifestyle and low levels of physical fitness. For this reason, persons with
intellectual disabilities encounter more illness and days lost from work and school than
those without disabilities. Researchers also suggest that sedentary lifestyle is associated
with restricted functional ability in persons with intellectual disabilities; thus resulting in
lack of independence at home and work (Heath & Fentem, 1997). According to a report
of the U.S. Bureau of the Census (U.S. Department of Health and Human Services, 1997),
54 million citizens have a disability. Considering the facts that cognitive disabilities are
one of the most prevalent types of disability and prevalence of physical inactivity in this
population, the impact of physical inactivity on people with intellectual disabilities is
indescribable. For these previous reasons, sedentary liestyle is a significant problem for

persons with intellectual disabilities.



In addition to the effects of sedentary lifestyle on one’s own health, it also has
negative impact on others such as parents and caregivers. If a sedentary individual with
an intellectual disability becomes ill, it is obvious that she/he needs more physical care,
which may cost extra money (e.g., doctor visits, prescription drugs, and inpatient hospital
stays, going to doctors, hiring additional care providers, etc.). According to the National
Health Interview Survey on Disability (2002), the estimated lifetime cost for all people
with mental retardation is $51.2 billion dollars and about 90% of the cost are spent for
medical supplies and insurance for job-related problems (losing jobs, limitation in type
and amount of work, etc.). Therefore, sedentary lifestyle has a significant impact on
economics not only for persons with intellectual disabilities but also for others (e.g.,
parents, care providers, insurance companies, social agencies, etc.).

The significance of physical inactivity is even greater for young children with
intellectual disabilities due to the fact that physical activity habits of adults are likely to
begin at early ages. As a result of being more sedentary, less fit, and less skilled than their
peers, children with intellectual disabilities may be less prepared to participate in school
and community activities, and may experience fewer benefits when they do participate.
For this reason, children with intellectual disabilities who are sedentary are likely to
encounter lack of psychological and social skills, which have a negative impact on
quality of life. In addition, poor physical fitness can also lead to greater immediate and
long-term risk for chronic disease in children with intellectual disabilities (Pitetti et al.,

2001).



Statement of the Problem

The purposes of the present study are to: (a) examine parental values and
concerns about physical activity participation by children (some include adults) with
intellectual disabilities; and (b) identify determinants of physical activity participation by
children with intellectual disabilities. This study used a survey approach to evaluate
parental values and concerns and used self-report data to determine physical activity
participation by parents and their children with intellectual disabilities.

Need for Study

Many attempts have been made to examine the parental influence on physical
activity participation by children without disabilities (Anderssen & Wold, 1992; Brustad,
1993; Dempsey et al., 1993; Folsom-Meek, 1984; Kimiecik & Horn, 1998; Kimiecik,
Horn, & Shurin, 1996; McMurray et al., 1993; Moore et al., 1991). The main research
question of these previous studies is how children’s physical activity is influenced by
parental attributes such as beliefs, attitudes, and physical activity. However, none of the
previously published research has focused on parents of children with intellectual
disabilities. Therefore, a study focusing on parents of children with intellectual
disabilities is needed for better understanding of parental influence on children’s physical
activity participation.

Parental belief systems are comprised of many factors such as the value parents
place on physical fitness for their children, perception of their children’s physical
competence, definitions of success, and reasons for children’s participation (Kimiecik &
Horn, 1998). However, parental values and concerns about physical activity participation

by their children with disabilities have not been explored in depth. It is important to



investigate parental values and concerns because they reflect reasons why parents
encourage their children with intellectual disabilities to participate in physical activity
(Lee & Dummer, 2003). Thus, a study is needed to explore parental values and concerns
about physical activity participation by children with intellectual disabilities.

Also, researchers need to know the influences variables such as disability-related
factors and demographics on parental values and concerns about physical activity
participation by children with intellectual disabilities. Although it is clear that disability
factors (e.g., type, severity, and multiple disability) are likely to limit one’s physical
ability to participate in physical activity, their influence on parents’ perceptions of
children’s physical activity participation is not known. In addition, the influence of
demographics (e.g., children’s and parents’ age, as well as gender) on parental values and
concerns has not been investigated. Therefore, a study is needed to examine the influence
of disability and demographic variables on parental values and concerns to further
document parental influence on physical activity participation by children with
intellectual disabilities.

Research Questions
1. What are parental values related to physical activity participation by their children
with intellectual disabilities?
a. Do parental values differ as a function of parents’ disability?
b. Do parental values differ as a function of children’s age?
c. Do parental values differ as a function of children’s gender?

d. Do parental values differ as a function of severity of children’s disability?



€.

f.

Do parental values differ as a function of children’s primary intellectual
disability types?

Do parental values differ as a function of children’s multiple disabilities?

2. What are parental concerns related to physical activity participation by their

children with intellectual disabilities?

a.

Do parental concerns differ as a function of parents’ disability?

Do parental concerns differ as a function of children’s age?

Do parental concerns differ as a function of children’s gender?

Do parental concerns differ as a function of severity of children’s
disability?

Do parental concerns differ as a function of children’s primary intellectual
disability types?

Do parental concerns differ as a function of children’s multiple

disabilities?

3. What are determinants of physical activity participation by children with

intellectual disabilities?

What is the relationship between parents’ age and children’s physical
activity?

What is the relationship between parents’ physical activity and children’s
physical activity?

What is the relationship between children’s age and their physical

activity?



d. What is the relationship between children’s multiple disabilities and their
physical activity?

e. What is the relationship between severity of children’s disability and their
physical activity?

f.  What is the relationship between children’s BMI and their physical
activity?

g. What is the relationship between parental values and children’s physical
activity?

h. What is the relationship between parental concerns and children’s physical
activity?

Limitations

e The participants of this study were parents whose children with intellectual
disabilities had participated in Special Olympics or other physical activity
programs. Therefore, the sample of this study may not be representative of all
parents of children with intellectual disabilities. Parents of children with
intellectual disabilities who never participated in Special Olympics or physical
activity programs may have different perceptions of parental values and concerns
about children’s physical activity participation than the parents of this study.

e Physical activity information for parents and children with intellectual disabilities
was obtained without the intensity of physical activity participation. Therefore,
the accuracy of physical activity levels may not be guaranteed. There are two
problems here: (a) the use of self-report data on the amount and nature of physical

activity participation and (b) the absence of intensity data. The absence of



intensity data may not be a significant problem because this study focuses only on
physical activity participation, not fitness.
Surveys were distributed to parents at different sites of Special Olympics
(parent/family tailgate party, opening ceremonies, parent reception, and sport
competition venues). Parents completing surveys in these places may be
influenced by a lot of distraction (e.g., food, special events, competition, etc.).
Therefore, the investigator could not guarantee that parents would complete the
survey without distraction.
In this study, the influence of hypothesized variables on parental values and
concerns was tested with only two independent variables to fit into a MANOVA
analysis. The influence of other variables on parental values and concerns was not
tested due to a small sample size. This may cause power of research
overestimated, which makes it difficult to interpret the results of the data analysis.
Assumptions

The following assumptions pertaining to the participants and instrument were

made to draw conclusions from the results.

The participants of this study were representative of other parents of children
with intellectual disabilities who have participated in a physical activity program,
including participation in Special Olympics.

Surveys were completed by a parent independently, without any influence by

others.
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Definitions

Adaptive skills. Adaptive skills, also called adaptive functioning, refer to an age-
appropriate skill in coping and dealing with common life demands (American Psychiatric
Association, 1994). The skill areas include communication, self-care, home living, social
skills, community use, self-direction, health and safety, functional academics, leisure, and
work. In this study, amount of help needed in adaptive skill domains is used to determine
the severity of an individual’s disability.

Children. In this study, children refer to both school-aged children and adult
children with intellectual disabilities. School-aged children include children and
adolescents (under the age of 18 years); whereas, adults children include adults (18 years
or older) who live with their parents.

Intellectual disability. Intellectual disability is a substitute term of mental
retardation. According to Special Olympics official general rules (Special Olympics
International, 2004), persons with intellectual disability (or mental retardation) have a
closely related developmental disability. A “closely related developmental disability”
means having functional limitations in both general learning (such as IQ) and in adaptive
skills (such as in recreation, work, independent living, self-direction, or self-care). In the
present study, intellectual disability includes mental retardation/Down syndrome,
autism/Asperger’s syndrome, and learning disability. Special Olympics International also
indicates that persons whose functional limitations are based solely on a physical,
behavioral, or emotional disability, or specific learning or sensory disability are not
eligible to participate in Special Olympics; therefore, these disabilities such as attention

deficit disorder (ADD)/attention deficit hyperactivity disorder (ADHD), cerebral palsy,
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hearing/vision loss, and brain injury are not classified as intellectual disability or mental
retardation.

Parental concerns. Parental concerns refer to obstacles or barriers to physical
activity participation perceived by parents of children with an intellectual disability (Lee
& Dummer, 2003).

Parental values. Parental values refer to benefits related to physical activity
participation as perceived by parents of children with an intellectual disability (Lee &
Dummer, 2003).

Physical activity participation. Performing any bodily movement produced by
skeletal muscles that result in an expenditure of energy (U.S. Department of Health and
Human Services, 2003). Both voluntary and involuntary movement could be included in
physical activity participation. In this study, the level of parents’ and children’s
participation in physical activity is determined by the total minutes of participation in
physical activity during the past week. However, the intensity of physical activity
participation is not included in this study.

Special Olympics International. Special Olympics International is an international
organization dedicated to empowering individuals with intellectual disabilities to be
physically fit, productive and respected members of society. Special Olympics at both
national and local levels provide year-round sport training and competition to children

and adults with intellectual disabilities.
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CHAPTER 2
REVIEW OF LITERATURE

This review of selected literature presents rationales of why physical activity is
important for persons with intellectual disabilities, as well as how parents influence
physical activity participation by their children with intellectual disabilities. In the first
section, literature on positive effects of physical activity and exercise on physical fitness
of adults with intellectual disabilities is reviewed to provide evidence of the importance
of physical activity for persons with intellectual disabilities. The effects of physical
activity participation on children and youth with intellectual disabilities are reviewed in
this section, as well.

The second section of literature review presents the conceptual models of this
study that help to describe and predict parental influence on physical activity
participation by children with intellectual disabilities. Two models are presented and
compared in this section. First, the family influence model proposed by Kimiecik et al.
(1996) highlights the importance of family environment, especially parents, related to
participation in physical activity by children without disabilities. This model provides
theoretical assumptions for the proposed model of the present study. The next model
proposed by the investigator describes how this model evolves from the family influence
model and how it guides this study, as a theoretical framework.

The third section presents literature on the parental influence on physical activity
participation by children both with and without disabilities. Information about parental
influence provides the rationales for why parents’ role is important in physical activity

participation by children with intellectual disabilities. Most studies reviewed in this
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section focus on children without a disability due to lack of research on children with
intellectual disabilities.

In addition, the final section of this chapter presents the synthesis of the review of
literature. This section provides the rationale for why and how independent and
dependent variables are selected for data analyses in this study.

Importance of Physical Activity Participation

This section presents positive effects of physical activity and exercise on physical
fitness and psychosocial domains of well-being for persons with intellectual disabilities.
Research on physical fitness and adults with intellectual disabilities followed by children
and youth with disabilities is reviewed in this section. The dimension of physical activity
exercise benefits for adults with intellectual disabilities is limited to improving physical
fitness benefits due to lack of research about other variables. For children and youth with
intellectual disabilities, the literature review focuses on fitness, psychological well-being,
social benefits, and improving skills related to motor functioning, sports, and leisure
activities.

Effects of Physical Activity Participation on Adults with Intellectual Disabilities

The criteria for selecting the studies reviewed in this section included: (a) an
intervention study of adults with intellectual disabilities (age of 18 years or older) and (b)
a study regarding physical activity and exercise effects on physical fitness components.
Research with a wide age range of participants (e.g., 16-50 years, 17-61 years, etc.) was
also reviewed if the main focus was on adults with intellectual disabilities. Physical
fitness components included cardiovascular fitness, muscular strength and endurance,

body composition, and flexibility. Table 1 presents a summary of research studies on the
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Table 1

Research on Effects of Physical Activity Participation on

the Physical Fitness of Adults with Intellectual Disabilities

Author (Date) Participants Variables Intervention Results
Andrew et al. 20 adults with  Physical fitness A 12-week An increase in
(1979) developmental  components supervised physical and

disabilities (age (cardiovascular exercise motor
14-34 years) fitness, exercise program functioning
duration, &
flexibility) and
motor skills
Beasley (1982) 30 adults with ~ Cardiovascular A 8-week Increased
fitness & work  jogging cardiovascular
retardation performance program fitness and
(age 16-50 work
performance
Croce (1990) 3 obese adult A 20-week Reduced body
men with severe composition cardiovascular  weight (7.73%)
training & diet  and body fat
retardation (age cardiovascular  program (19.31%)

Croce & Horvat
(1992)

24-30 years)

3 young adults
with mental
retardation (21-

Muscular
strength &

productivity

A 8-to-14-week
resistance
training
program

An increase in
isometric
strength (6.2-
10.9%)
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Table 1

Continued
Author (Date) Participants Variables Intervention Results
Fisher (1986) 17 adult women Change in A 8-week Positive
with mental weight and physical changes in body
retardation (20  tricep skinfold  activity weight
years or older)  thickness program plus
self-control
Montgomery et 171 adults with  Physical fitness A 10-month Increases in
al. (1988) mental components physical fitness most fitness
retardation (age (cardiovascular & exercise components
20-39 years) endurance, program (3 days
flexibility, body per week)
composition,
muscular
endurance &
strength)
Pitetti & Tan 12 adults with  Cardiovascular A 16-week Increased peak
(1991) mental fitness exercise VO, and peak
retardation (age training ventilation
22-28 years) program (2.5-
2.9 days per
week)
Rimmer & 24 adults with  Muscular A 9-week An increase in
Kelly (1991) mental strength and progressive muscular
retardation (age  endurance resistance strength and
23-49 years) training endurance
program
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Table 1

Continued
Author (Date) Participants Variables Intervention Results
Schurrer et al. 5 adults with Cardiovascular A 23-week Increases in
(1985) mental fitness & walk-jogging  VOimax (43%),
retardation behavior program reduction in
(mean age=25.2  patterns body weight and
years; SD=5.9) favorable
behavior
Skrobak- 10 adult men Physical fitness A 12-week A significant
Kaczynski &  with Down (weight control) circuit weight loss of
Vavik (1980)  syndrome (age & trainability training 1.3kg
16-31 years) program
Tomporowski  Study 1: 19 Development of A 18-week Adapted to
& Jameson institutionalized  exercise circuit increased
(1985) adults with behavior training workloads and
mental (adaptation to program produced
retardation (age  workloads) & substantial
17-39 years) cardiovascular improvements in
fitness cardiovascular
fitness resulted
Study 2: 19 Same as above A 18-week from both
institutionalized jogging studies
adults with program
mental
retardation (age
15-37 years)
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effects of physical activity participation on physical fitness of adults with intellectual
disabilities.

Cardiovascular fitness. Among the physical fitness components, the
cardiovascular fitness in adults with intellectual disabilities has been the most popular
research topic (Andrew, Reid, Beck & McDonald, 1979; Beasley, 1982; Croce, 1990,
Montgomery et al., 1988; Pitetti & Tan, 1991; Schurrer, Weltman, & Brammell, 1985;
Tomporowski & Jameson, 1985). The majority of participants in previous research were
persons with mental retardation including Down syndrome. Testing protocols for
measuring cardiovascular fitness included the Schwinn Air-Dyne ergometer (Pitetti &
Tan, 1991), treadmill protocol (Andrew et al., 1979; Schurrer et al., 1985; Tomporowski
& Jameson, 1985), Cooper 12-minutie Run/Walk test (Beasley, 1982), and Canadian
Standardized Test of Fitness (Montgomery et al., 1988). The durations of the physical
activity and exercise programs in previous studies ranged from 8 weeks to 10 months.
Also, most of these programs were given 2-3 days a week, except for Beasley’s study in
which the program was given 5 days a week. The results of previous research studies
were consistent, suggesting that persons with intellectual disabilities could improve their
cardiovascular fitness by participating in physical activity.

Despite the consistent results of training effects, most of these studies seem to
have shortcomings in methodologies which make it difficult to interpret their results. For
example, a small sample size can be problematic. A study conducted by Schurrer et al.
(1985) included only 5 adults with mental retardation. Such a small sample size may not
be appropriate for determining the statistical significance of the results (Fernhall, 1993).

Another problem is the absence of control groups as shown in some studies (Schurrer et

18



al., 1985; Tomporowski & Jameson, 1985). In a review article on physical fitness and
adults with mental retardation (Pitetti et al., 1993) suggested that the use of appropriate
control groups should be implemented to better design a research study regarding the
effects of physical activity on physical fitness of persons with mental retardation. The
next problem in previously published studies with adults with mental retardation is failure
to specifically describe the exact type of exercise, as well as the duration and intensity of
the programs (Andrew et al., 1979; Schurrer et al., 1985; Tomporowski & Jameson,
1985). For example, describing an exercise session as a series of “warm-up, strength
exercise, endurance training, and cool-down” is not helpful for professionals who attempt
to develop a fitness program for persons with intellectual dis<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>