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Abstract
Objectives Families with a child on the autism spectrum face challenges to participating in physical activity in the community. Yet,
little research has examined these families’ experiences and perspectives on such participation.
Methods This phenomenological study used semistructured interviews to collect data from 13 families with a child on the autism
spectrum to understand their experiences as a family attempting to access physical activity opportunities.
Results Families discussed four overall themes related to participating in physical activity in the community: (1) safety outside
the home, (2) lack of acceptance, (3) behavior affecting the family participation, (4) and limited opportunity for activity.
Conclusions Evidence suggests that physical activity can provide tremendous opportunities to build better connections within the
community and improve quality of life, but the barriers discussed by parents in the present study suggest that families and their
children on the autism spectrum might not yet have the same opportunities for access or support.
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Autism spectrum disorder (ASD) continues to gain worldwide
attention and is well documented as one of the most prevalent
neurodevelopmental disorders in the USA (Fombonne 2009;
Lyall et al. 2017; Matson and Kozlowski 2011). According to
the Diagnostic and Statistical Manual of Mental Disorders
(DSM-5), ASD is characterized by deficits in social commu-
nication and repetitive and restrictive behaviors present from
birth (American Psychiatric Association [APA], 2013). The
most recent prevalence reports from the Centers for Disease
Control [CDC] (2018) estimate that 1 in 59 children in the
USA is diagnosed with ASD.

Although a wealth of research has examined populations
on the autism spectrum and various stakeholders, an area slow
to gain the attention of the broader ASD research community
is physical activity (PA). A growing body of literature con-
tinues to identify the health benefits of physical activity, and a

small swath of that literature has shown that exercise is an
evidence-based practice for individuals on the autism
spectrum (Dillon et al. 2017; National Professional
Development Center on Autism Spectrum Disorder
[NPDC], 2015). Still, few studies have conclusively ex-
plored whether the benefits of PA apply to populations
with ASD (Bremer et al. 2016; Lang et al. 2010; Sowa
and Meulenbroek 2011) or whether barriers might exist to
impede these populations’ access to PA. Strong evidence
exists on the determinants of PA among populations with-
out a disability (Meyer et al. 2014), but few studies have
focused on this issue for ASD populations (Ayvazoglu
et al. 2015; Pan and Frey 2005). Of research that has
included populations on the autism spectrum, the focus
has been on activity levels (Stanish et al. 2017), beliefs
about physical activity (Stanish et al. 2015), or patterns of
participation MacDonald et al. 2011). Although individ-
uals on the autism spectrum and their families might ex-
perience the same benefits of PA as most individuals, their
lived environment creates unique facilitators and barriers
to PA. Understanding these nuances will help policy
makers, program managers, and frontline workers provide
the most beneficial and successful services.
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The physical activity behaviors of families with a child on
the autism spectrum are just starting to be explored. In a rare
2005 study, Pan and Frey (2005) found that age and sedentary
behavior—not parent PA and support—were significant fac-
tors in the PA of youth on the autism spectrum. Their study
also found a significant, negative association between seden-
tary behavior and overall PA—suggesting those who spent
more time in sedentary behavior were less active than those
involved in active, leisure pursuits—most likely due to limited
opportunity (Pan and Frey 2005). Jones et al. (2017) identified
several potential BASD-specific^ correlates related to PA,
such as symptom severity, maladaptive behaviors, and psy-
chotropic medication. Although substantial evidence is not
yet available on these potential correlates, it is reasonable to
assume that a child’s behavior would affect her or his own PA
level and, given the heterogeneity among children on the au-
tism spectrum, it is likely that symptomology will have an
impact.

Stanish et al. (2017) provided further evidence to suggest
that adolescents on the autism spectrum spend higher amounts
of time in sedentary behavior and less time in PA than do peers
without a disability. The Stanish et al. (2015) interview data
indicated that most participants on the autism spectrum enjoyed
PA and recognized the benefits; however, they frequently
expressed that they were too busy to do PA, that PAwas boring,
they feared getting hurt, or that it was too hot or cold to do PA.
These findings provide insight into building programs to in-
crease PA among individuals on the autism spectrum, as overall
satisfaction and competence when participating in activities is
important for an individual’s mental health (Stacey et al. 2018);
however, more empirical evidence is needed to understand the
challenges, barriers, and potential facilitators of PA for individ-
uals on the autism spectrum, particularly because of the great
variance between individuals (Jones et al. 2017).

One important factor in understanding the facilitators and
barriers to PA is the influence of family members, especially
parents and siblings, as children are heavily reliant on these
individuals for everyday activities. These internal and external
influences can be explored using the socioecological model
(Bronfenbrenner 1977). Used in previous studies to under-
stand participation in physical activity by children with a dis-
ability (Blagrave 2017; Buchanan et al. 2017; Obrusnikova
and Miccinello 2012) and in a research policy brief
(Neumeier et al. 2017), this model identifies five barriers
and facilitators to participation in activity: interpersonal, insti-
tutional, community, public policy, and physical environment.
This model is unique because it focuses on the influence of
factors at a variety of levels (Joseph et al. 2014) and was used
in this study to explore influences on community physical
activity for families with a child on the autism spectrum.

Using a socioecological model to examine the factors
influencing afterschool PA, Obrusnikova and Miccinello
(2012) identified several barriers and facilitators for children

on the autism spectrum. Specifically, intrapersonal barriers,
such as lack of motivation or interest and impaired attention,
comprehension, and motor performance, and intrapersonal fa-
cilitators, such as enjoyment in PA, managerial strategies to
promote PA, and maximizing success and achievement, were
most commonly reported, as opposed to interpersonal or pol-
icy factors. Importantly, this evidence suggesting that poten-
tial social, motor, attention, behavioral deficits, and narrow
interests might contribute the greatest to physical inactivity
in children on the autism spectrum (Obrusnikova and
Miccinello 2012). Though these findingsmay center toomuch
on the parents’ report, as the greatest interpersonal barrier
reported was, BParents do not have time or energy.^ Some
parents did list the availability or lack of community programs
as influencing the child’s physical activity. The heavy focus
on the intrapersonal behaviors demonstrates a potential
hyperfocus on the child’s behaviors and disregards the poten-
tial ability that an accessible program designed to meet indi-
vidual needs can have on overcoming those behaviors.

In a mixed-method study, Ayvazoglu et al. (2015) gathered
evidence from six families with a child on the autism spec-
trum; each child’s PA was tracked through accelerometers,
then each family was interviewed to understand the determi-
nants and challenges of PA participation. Consistent with prior
research, their study found that children on the autism spec-
trum were engaged in PA below the recommended amount
and that most parents’ levels were also low. However, the
authors noticed a trend: As parents increased their PA levels,
so did the children, although the relationship was only mar-
ginally significant (Ayvazoglu et al. 2015). The Ayvazoglu
et al. findings also revealed several potential barriers to PA
in children on the autism spectrum, including understanding
PA, living with the child, and awareness in school and com-
munity settings. Regarding the first barrier, Ayvazoglu et al.
suggested that social deficits might play a role in limiting the
success in PA. Behaviors exhibited by the child, coupled with
caretakers’ attempts to Bmanage^ those behaviors, limit the
time available to engage in PA for all parties (Jones et al.
2017). Final ly, the awareness in the school and
community—or most directly, lack of acceptance in those
settings—creates limited opportunities to engage in PA.

A small body of literature has discussed, besides barriers,
the impacts that ASD has on the ability of a family to pursue
leisure and physical activities. Family activity can be affected
by the sensory needs of a child on the autism spectrum (Little
et al. 2015) and has been shown to increase as children gain
more independence (Haegele et al. 2017). These opportunities
for activities are vitally important because, when barriers are
reduced, PA provides an opportunity for tighter connections to
family outside the nuclear unit and to the broader community
(Ullrich-French et al. 2012). Family activities can also help
improve motor abilities, which are tied to adaptive daily living
skills (Schaaf et al. 2011; Travers et al. 2016) and may act as a
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moderator of core autism symptoms (Fulceri et al. 2018).
Further, evidence shows that families with children on the
autism spectrum have lower reported quality of life (Lee
et al. 2009) and that mothers experience higher levels of stress
(Giallo et al. 2011), areas shown to benefit from regular PA
engagement. Better understanding and improved support of
increasing family PA might provide opportunities to increase
quality of life and to improve health outcomes across the
lifespan of this population.

Although the literature has established lower levels of PA
for populations with ASD compared to peers without a dis-
ability, more information is needed to understand how to im-
prove the activity levels of individuals with ASD. Given the
increasing evidence of the benefits of PA for individuals on
the autism spectrum and their family members, and given the
emerging research on the barriers to PA faced by these fami-
lies, this study explored parents’ experiences participating in
community PAwith a child on the autism spectrum, to under-
stand factors influencing participation.

Method

Participants

All research activities were approved by a university institu-
tional review board. Purposive sampling was used to recruit
parents from a similar geographic region who shared the ex-
perience of raising a child on the autism spectrum. Participants
were recruited through emails sent to two local agencies who
serve children on the autism spectrum. Interested families
responded to the researchers by email or phone, and a
follow-up phone call was held to (a) discuss the general over-
view of the study, (b) answer potential questions, and (c)
schedule a day, time, and location for the interview.
Participants were not included for this study if (1) there was
more than one child on the autism spectrum in the family, (2)
the child on the autism spectrum did not have a formal diag-
nosis, (3) at least one biological parent or legal guardian could
not could not participate in the study, and (4) and the partici-
pant family could not meet in person for the interview. Parents
designated the setting for the interview, and all participants
had the interview in their home when their child on the autism
spectrum was not present. Families were encouraged to have
both parents available for the interview; yet, for a majority
(70%) of the families, only one parent participated; of single
parent interviews, eight were conducted with the mother-only
and one was conducted with the father-only. Four families
included both mother and father in the interview.

A total purposive sample of 13 families participated in this
study; family characteristics are listed in Table 1. All families
were headed by at least one biological parent. Eight (62%) of
the families had a child on the autism spectrum in their teens

(i.e., 13-16 years of age), and five (38%) families had a child
under age 10 on the autism spectrum. Eleven (85%) families
had more than one child in their family, although each family
had only one child diagnosed on the autism spectrum. No
siblings were considered at risk for ASD.

The families in this study spanned a wide range of educa-
tion and employment. All participants were over the age of 30.
Education and employment information was collected for all
participating parents in the interview. Ethnicity in this study
was predominantly Caucasian (n = 10), with a few families
who identified as Hispanic (n = 2) or mixed (n = 1) (Table 2).

Procedure

Limited research has examined the experiences of PA in com-
munity settings for families with a child on the autism spec-
trum. To understand the experiences of these families, a phe-
nomenological approach was used. The aim of phenomenol-
ogy is to understand the experience of participants within a
phenomenon and the meaning that the participants’ attribute
to that experience (Lewis-Beck et al. 2003). Hermeneutic
(interpreted by the researcher to gain insight into the experi-
ence) in approach, phenomenology is used to understand the
perceptions of a participant’s experience under a phenomenon
and to reduce a phenomenon to its essence (Sparkes and Smith
2014). Phenomenology helps the researcher to understand
what an experience is like and Bdiffers from almost every
other science in that it attempts to gain insightful descriptions
of the way we experience the world pre-reflectively, without
taxonomizing, classifying or abstracting it^ (Van Manen
1990, p. 9). To capture the essence of the experience of com-
munity PA, semistructured interviews were conducted with
the parent(s) of a child on the autism spectrum to collect

Table 1 Family characteristics

Family Parent(s) participating Age of child
(years)

Number of
siblings

F1 Mother 15 2

F2 Mother 15 1

F3 Mother 4 0

F4 Mother 13 1

F5 Father 7 1

F6 Mother and father 13 1

F7 Mother 9 3

F8 Mother and father 5 0

F9 Mother 13 1

F10 Mother and father 15 3

F11 Mother and father 15 1

F12 Mother 6 1

F13 Mother 16 1

Age of child = child applies to the child on the autism spectrum
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information on the family’s experiences. Each family com-
pleted one interview, and each interview lasted 30 to 40 min.
The first author asked follow-up questions if a participant
answered too briefly, helping to ensure that a depth of infor-
mation was garnered from the interview.

Participants were interviewed in person, and interview
questions were conducted in the same order for every family,
with follow-up questions used to elicit more detailed re-
sponses when needed. Member-check meetings were held
with five participants to ensure validity of the verbatim tran-
scripts of the interview and to assess the trustworthiness that
the themes derived from the data analysis were congruent with
how the families perceived their experience.

Semistructured interviews are the most frequently used
type of data collection method in qualitative research (Krogh
and Lindsay 1999). As advised by Bevan (2014) and Smith
et al. (2009), questions were broad, open-ended, and asked in
the vocabulary of the respondent to ensure access; follow-up
questions were asked to clarify or probe for further informa-
tion when necessary. The aim of these questions was to gain a
rich understanding of the experiences of these families and of
the barriers they thought affected their family’s participation
in physical activity. The interview questions are provided in
Table 3.

Data Analyses

Interviews were audio taped and transcribed verbatim for
analysis. Data were hand coded by the first author using a
first-cycle coding method, looking for exploratory categories
as described by Miles et al. (2013). Thematic analysis (TA)
was conducted following Braun and Clarke’s (2006) linear
approach: (a) familiarization with the data, (b) coding, (c)

searching for themes, (d) reviewing themes, (e) defining and
naming themes, and (f) writing up.

Frequencies of themes and subthemes are shown in
Table 4. The first author identified subthemes and themes,
and the second author reviewed these findings. Any differ-
ences in the interpretation were discussed and resolved.

Results

Families who had a child on the autism spectrum discussed
their experiences regarding physical activity in the communi-
ty. The following four themes to PAwere identified: (1) safety
outside of the home, (2) lack of acceptance, (3) behavior af-
fecting the family participation, and (4) limited opportunity
for activity.

Safety Outside of the Home

Safety outside the home was defined as anytime the family
described an incident, situation, or environment they per-
ceived as unsafe for their child and was a top concern across
all the families in the current study. Many parents in the pres-
ent study described the fear of their child running away or
taking off and the constant need to be vigilant when out in
public. Family 3 (F3) shared, BThere’s only certain parks we
can go to because either the equipment is unsafe for him be-
cause he wants to try it . . . or he’s an eloper so I have to go to
parks that can contain him.^ Even families whose child was
older at the time of the interview expressed concerns about
wandering and elopement, indicating that the issue still caused
anxiety: BHe was a wanderer, and so there were serious issues
in getting him to stay with us. So, there were just a lot of
stressors attached to it^ (F4).

Table 2 Family demographics
Family Income Education Employment Age Ethnicity Marital status

F1 $30-49,999 CC PT < 40 Caucasian Single

F2 > $90,000 BA FT(f)/FT(m) < 40 Caucasian Married

F3 $30-49,999 Bachelors Freelance/contract 30-39 Caucasian Single

F4 > $90,000 CC FT(f)/SH (m) < 40 Caucasian Married

F5 $30-49,000 AA/HS FT(f)/FT(m) 30-39 Hispanic Married

F6 > $90,000 Some college FT(f)/FT(m) 30-39 Caucasian Married

F7 > $90,000 BA FT (f)/FT(m) 30-39 Caucasian Married

F8 > $90,000 CC FT(f)/SH(m) 30-39 Caucasian Married

F9 $30-49,000 CC SH > 40 Mixed Single

F10 > $90,000 MA/MA FT(f)/FT(m) > 40 Hispanic Married

F11 > $90,000 MA FT(f)/FT(m) > 40 Caucasian Married

F12 $50-69,000 MA/BA FT(f)/SH(m) 30-39 Caucasian Married

F13 $30-39,000 HS SH 30-39 Caucasian Single

CC community college, BA Bachelor of Art, HS high school, AA applied associates, f father, m mother, PT part-
time, FT full-time, SH stay at home
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Families also commented on the constant need to be on
alert. F11 felt the need to Bover plan everything^ and Bto see
things from every angle.^ F9 reported,

Wherever we are at, that’s [safety] number one for me.
Because having a child that might always, you know,
see something or whatever—there he goes. I really do
worry. So, I pretty much have to stick with him like glue.

F8 shared a similar sentiment:

You have to pay attention at all times. So, I think the
safety aspect of physical activity—it’s different. So, you
know, when you have a son or daughter that’s 4 of 5 and
they’re typically developing, you can teach them things
like snakes and dogs and things like that. All these
things that I think people take for granted. Our child
doesn’t have the same built-in fear.

F5 shared a similar experience: BHe’s very—he’s very tough.
And I think sometimes he’ll just push the limits a little further
than he probably should.^

Learning new skills in public is challenging, and families
in this study expressed the special challenges they believed
are specific to their families because of their child on the
autism spectrum. F13 talked about the dangers associated
with trying to ride a bike on trails in the park. In particular,
although her son is capable and follows the park rules, if he
sees someone else breaking the rules he has been trained to
follow, it can be so overwhelming to him that it becomes a
safety hazard for others.Other families echoedconcernswith
biking safety. F1 stated that their child on the autism spec-
trum Bneeds to be supervised because she doesn’t pay atten-
tion. She just doesn’t have the—she doesn’t really have the
physical ability to, like, stay balanced, pay attention. So, it
really limits what we can do together physically.^ F12 also
expressed concerns about biking: BWe couldn’t all go for a
family bike ride, andknowhewould stay on the sidewalk and
be safe.^ F10 shared biking safety issues as well. F6 shared a
tactic that they have to employ to make biking safer for their
child on the autism spectrum: BOne of us has towalk because
she can’t be trusted in traffic. So, somebody iswalking along-
side with her. So even then it’s not a full-on family activity.
It’s difficult.^

One family (F7) described safety of physical activity dif-
ferently. The family’s response focused on the issue of safety,
or perceived safety, when the child on the autism spectrum is
interacting with typically developed (TD) children:

We went to the gym. We went 3 or 4 days a week
because it provided childcare, but then, when [our
son] tried to attend on the first and second try,
after the second time, they kicked him out because

Table 3 Interview schedule

1. We will be discussing physical activity within the context of your
family unit throughout the following questions. Can you please tell me
what the term Bphysical activity^ or Bbeing physically active^means to
you?

2. Opposite to that is being sedentary or physically inactive. Can you
please describe to us what that means to you as well?

3. Do you think that being physically active is important? If yes: why? If
no: why not?

4. What types of activities, physically active or sedentary, do you like to
participate in? The other members of your immediate family?

5. Would you describe the members of your family as mostly active or
mostly sedentary? Please explain your choice.

6. Do any members of your family participate in organized sports or
physical activities?

7. Do you have a gym membership? If yes: how frequently do you go to
the gym? If no: do you have a desire to attend?

8. In regard to family physical activity time, what activities does your
family engage in together?

9. What do you feel affects the type of activity you as a family engage in?

10. Do you feel that having a child with ASD affects the type of activities
your family can engage in together? If yes: how so?

11. (If other sibling/s) Do you feel having a child with ASD affect the type
of activity your other child/ren participate in?

12.What is your perception of your child with ASD’s motor skills? (Must
et al. 2015)

13 Does your child with ASD have siblings? If yes: how do you perceive
their motor skills in relation to their sibling? Better? Worse? Please
explain. (Must et al. 2015)

14. Are there physical activity experiences that you wish that your family
participated in that they do not? If yes: what are those activities & why
does your family not participate (time? Safety? transportation?) (Must
et al. 2015)

15. Have physical activity experiences been mostly positive, mostly
negative, or neutral throughout your life for you personally? Please
explain your choice and give examples.

16. Have physical activity experiences been mostly positive, mostly
negative, or neutral with your child with ASD? Please explain your
choice and give examples.

17. When your family engages in physical activities, what is the usual
level of vigor that you reach. For example, light sweat/slightly
increased breath, medium sweat/increased breath, heavy sweat/rapid
breathing.

18. As a family, do you feel as though you have adequate knowledge of
ways to be physically active in this community? If no: what
information do you feel is lacking? If yes: where do youmostly get this
information?

19. Do you, as a parent, use physical activity as either a) a reward for
performing an undesired task or b) punishment for not performing a
requested action/behavior? For example: being allowed to go for a bike
ride after completing nightly homework (reward) or being made to do
push-ups if your child does not eat his dinner.

20. Does your family participate in physical activity with your extended
family? Close friends? If yes: what types of activities do you perform
with these groups? If no: can you explain why?

21. Is there anything else you would like to share with me/us about your
experiences with physical activity?
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they said he was not safe. He fell on top of an-
other child; they felt he was aggressive because of
his autism. So, then we couldn’t go to the gym
anymore.

The issues described above were consistent across families
regardless of the age of the child on the autism spectrum.
The perceived barriers were just as much a concern for fami-
lies who had a 5-year-old as they were for families with a
young teenager. It is also important to note that this was con-
sistent across families regardless of the severity of ASD
symptoms.

Lack of Acceptance

Lack of acceptance was defined in this study as any time a
family member identified feelings of being left out or judged
by others. Families in this study described a general feeling of
judgment frommembers in the community who do not have a
child on the autism spectrum. Because of this perceived judg-
ment, families would often go to gyms or public places at
nonbusy times and avoid places where they thought their child
might act out. Family 5 said,

Table 4 Occurrence of identified
themes and subthemes Theme Subthemes Statement of subthemes by

family

Safety outside the home Supervision F1, F2, F3, F4, F5,
F6, F7, F8, F9,F10, F12, F13Fatigue/overheating

Staff training

Not good balance

Wanderer

Lack of acceptance Survival F1, F3, F5, F6, F7, F8, F9, F12,
F13No judgment

Programs for ASD (wanting)

Better training for staff

Extended family acceptance

Meltdowns

Kicked out of programs

Behavior affecting
the family participation

Overly verbal F1, F2, F3, F4, F5, F6, F7, F8,
F9, F12, F13High volume

Screaming

Hitting

Elopement

Waiting is hard

Meltdowns

Motivation

Limited opportunity for
activity

Only 1 day a week F2, F3, F5, F6, F7, F8, F9, F10,
F11, F12, F13Short duration

Issues with daycare

Activities not considered outings as outings
because of challenges

Crowded places

Challenges waiting/self-selecting out if
waiting

Time and availability

Support staff not available

Parents not allowed to help

Availability of programs

Programs not a fit for ASD as they
currently exist

Needing to rent the whole place to
accommodate

Only for typical sibling
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When you have a child with special needs and is very
outspoken and will be very verbal to a higher volume,
some people find it really annoying. So trying to find a
gym where people aren’t gonna—where you’re not go-
ing to disrupt everyone and management isn’t going to
come and say something where it’s going to offend the
parents. So often we’ll just self-select out of it.

F3 described an experience of judgment as well:

We used to go to the mall and play there. And my son
would do something and I’d have this group of moms
judging me and not even knowing why and it wasn’t
even—it’s not like he hit another kid or something like
that. It’s just like he might have screamed and thrown
himself down. And so, the judgment that’s out there, it’s
limiting. It’s hard to want to jump in and play when you
feel—when you have a judgment coming.

Families described a general longing for acceptance and want-
ing people to understand their experience. BYou just want to
have that feeling of like, getting it, rather than people staring at
your kid when your kid’s screaming in line^ (F8). Families
also said that acceptance in a setting (or hearing about it from
another family) determinedwhether theywould go to or return
to a business or setting. BDepending on where we go or how
people treat us while we’re there is a huge factor in whether
we’ll go by or try right away^ (F13). Family 9 has attempted
to do a lot of activities in the community despite their son’s
challenges. When on a soccer team for TD children, she de-
scribed her experience: BThere wasn’t a lot of support to have
kids [like him] on the soccer team. I was like, why do I do this
to him?^ Echoing the experience of safety in the previous
theme, the experience of acceptance and fear of meltdowns
was shared across family experiences regardless of age and
symptom severity.

Behavior Affecting the Family Participation

Behavior affecting the family participationwas defined as any
mention of a behavior by the child on the autism spectrum
deviating from the social norm or disrupting an environment
in a way that caused discomfort to the family or those in-
volved. All parents reported that their child on the autism
spectrum’s behavior affected the type of activity that their
family could participate in. This behavior could be related to
sensory concerns or behavior challenges commonly associat-
ed with the autism spectrum, such as a need for sameness and
routine (Miller et al. 2015) or problems with transition
(Cheak-Zamora et al. 2015; Williams 2015). F5 described
their experience with their child as:

[affecting] everything. You have to consider everything,
swings, animals—there is a lot that prevents us from
going places and doing things that other families would
just do on a normal basis. Just because . . . there’s a large
amount of screaming, and maybe if he’s hitting his head
or something . . . that may be something other people
find alarming.

F6 shared similar behavior experiences. Their family
discussed how they must manage going about visiting places
and the amount of effort it takes to make an outing with the
family successful.

[It’s] contingent on how she deals with it. Her safety and
behaviors. To the extent that, when we go to an amuse-
ment park, we have her in a wheelchair because she
could have a meltdown where we have to remove her
and if we’re at the back of an amusement park—having
to carry a kicking, screaming, biting child out 2 miles
just isn’t going to work.

This behavior also dictates the amount of planning that goes
into a family outing or the expectations before an event. F8
described their experience:

It’s definitely high stress. We’re constantly just trying to
keep him happy and in a calm place. Andwe really try to
do everything a typical parent does. But it’s a lot of
work, and you know, sometimes you leave happy and
sometimes you leave going, BMy goodness! Why did
we do that?^ Trying to do typical things and then [it] just
not, not working out—and it’s overwhelming to him.
And we think he should be interested in an animal at
the zoo, but that’s not what he’s interested in. So, things
like that can make it hard.

Waiting in lines is an event that can trigger behaviors as
well (F7, F8). Families described the hardship and stress
placed on the family when waiting in lines at the gro-
cery store, amusement park, and waiting to take a turn
in an athletic event with peers, such as baseball. The
fear of this behavior happening in one of these settings
is another barrier that will prevent families from partic-
ipating in Bnormal^ family functions and families de-
scribed the need to Bdivide and conquer.^ Often, parents
must split between the child on the autism spectrum and
their sibling (F6, F7). Because they could not attend the
gym with their child on the autism spectrum, F7 would
have the parents take turns working out, while the other
parent sat in the car with the kids. Other families
commented on outings and behavior as well; for in-
stance, F4 reported:
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It’s really hard for us to get him out there, and then once
we get out there we know we have to really restrict how
far we go in so that we can make it back out without it
being a negative experience for him and for all of us. So,
we mentally have to gear up to do that.

Family 7 shared similar feelings when siblings want to go to
the park and play, but the behavior of the child on the autism
spectrum is impacting how long the family can stay: BHe just
wants to run away [at the park], and we end up chasing him
and end up leaving, so it doesn’t really work out a lot of the
time.^ Finally, F3’s experience summarized plainly many
families inferred thoughts: BWe don’t go to places that have
too many people; he doesn’t do well in crowds.^ Although
this theme is not a direct reflection of physical activity, the
skills needed to participate in community PA are mentioned
by parents repeatedly. For example, waiting in line, walking,
and taking turns all require a minimal level of understanding
and function. It could be argued, for some of these families,
that basic day-to-day functions feel like physical activity and
that the notion of participating in anything more structured
would seem like a barrier to being active. To avoid potentially
biasing the participants’ responses, the researchers allowed the
families to explore their experiences through their own defi-
nitions of physical activity (see Table 5).

Limited Opportunity for Activity

Limited opportunity for activitywas defined as any mention of
programs or experiences not fitting the child’s needs and/or
the family itself being a challenge to participation or causing
the child to Bopt out.^ Families who have a child without a
developmental disability engage in PA more easily than fam-
ilies who have a child with a disability engage in leisure ac-
tivity (Solish et al. 2010). Parents of children without disabil-
ities report that their participation is associated with greater
health-related quality-of-life outcomes (Vella et al. 2014).
Although families in this study understood the importance of
being physically active and desired to do this in a community
setting, they reported many challenges attempted to engage in
PA. Family 13 shared the lack of programs for her 16-year-old
son and how often they, Bhave to go play at the gym when the
toddlers are playing,^ because there not appropriate programs
for his age group. However, families in this study frequently
participated in more individualized activities with their imme-
diate family in the community or activities that were sensory
in nature in their home, as shown in Table 6.

Families frequently discussed issues around availability of
programs as well as training of staff. These families often
participated in programs that were specific to individuals with
a disability and as such were offered within a larger program
for the public in a limited amount of time. Examples were an
aquatics program that only had one class per week for children

with a disability and a gymnastics program that only had one
slot per month. Also, families shared that, when they had to
choose between allowing their TD child to participate in an
activity or accommodating the child with autism, they

Table 5 Family definition of physical activity

Family Definitions

1 BMoving your body on a regular basis, daily basis for a
minimum period of time. 30 minutes to an hour or
whatever. Just being physically active.^

2 BAny sort of movement. Whether it’s walking the dogs,
going on a hike, going to the gym, if you have a mall
person walk in the mall, head to the city doing some
street walking pretty much any movement I consider
physical activity.^

3 BPhysical activity would be anything that is not sitting
on the couch. So anything outside, anything that gets
your heart rate up.^

4 BAny type of movement that stimulates your brain and
body.^

5 BPlaying, running, jumping. Any sort of I guess fast
paced movement.^

6 BAnything that gets you moving.^

7 BUp and moving. Outside, being active, not sitting. At
least that’s what it means to me.^

8 BMoving anything…usually outdoors. Anything where
your gross motor skills are moving.^

9 BBeing in shape and being physically able to carry out
your day. Not just sports or going to a gym, but being
able to carry out your day.^

10 BGetting out. Doing something consistent.^

11 BExercise, stress relief, enjoyment, fun things.^

12 BA certain number of minutes that gets your heart rate
up, it could be intense.^

13 BTo get exertion. To use energy.^

Table 6 Family activities

Family Reported activities

1 Swimming, walks, dancing (at home to music)

2 Archery, swimming, walking dogs

3 Trampoline, walking in park, hiking

4 Swimming, walking outdoors, scooter

5 Trampoline, walking outdoors, swimming

6 Swimming, biking, fencing

7 Swimming, trampoline

8 Walking in park, swimming, trampoline, bike riding, ball play

9 Walking in park, ball play, tag

10 Horseback riding, taekwondo, swimming

11 Bike riding, swimming, gym, baseball

12 Swimming, walking, trampoline

13 Swimming, biking, hiking
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frequently had to choose the latter, primarily because the
child’s behavior while waiting presented challenges. As de-
scribed by Family 6, BOur daughter [not on the autism spec-
trum] wanted to do swim team. We researched it and decided
we wouldn’t do it because there is no way our other daughter
[on the autism spectrum] could sit and observe by the pool and
not get in. She wouldn’t understand it. So, we didn’t do swim
team.^ Family 7 also reported discouraging their daughter [not
on the autism spectrum] from swim team, Bbecause it was one
more thing on top of what our son [on the autism spectrum]
needed, and he couldn’t understand just sitting and watching.^
Additionally, staff often lacked the training or awareness to
include the child on the autism spectrum in an activity with
TD children or children with other disabilities. Even when
their child on the autism spectrum could attend a session at a
program, then the difficulty became Bwhat to do with the TD
child?^ because there often was not a concurrently running
program for the TD child to attend.

Although individuals on the autism spectrum are reported
as being at higher risk for drowning than their TD counterparts
(Committee on Injury, Violence, and Poison Prevention
2010), 11 of the 13 (92%) families in this study used swim-
ming as a regular family activity. This activity frequently took
place at the home of either the immediate family or close
family friends. No families participating in this study reported
participating in organized swimming. It is important to under-
stand that, for the families in this study, even activities that
were listed as team sports, such as baseball, were usually a
home activity, such as playing catch or practicing pitching and
hitting with a family member. All families expressed a desire
to be more involved in PA with community groups but that,
under current conditions, expanding beyond the reported ac-
tivities (Table 6) would be too stressful or challenging. It is
also important to note that, although the participants’ commu-
nities offered organized sports for all of the ages—and that
some of these programs, such as T-ball, aquatics, or adapted
archery were specifically created for individuals with a
disability—the families still found the barriers to participation
too great to overcome.

Discussion

It is not enough to tell families who have a child with a dis-
ability that they need to be physically active; these families
need to be—and to feel—supported (Galpin et al. 2017). The
aim of the present study was to understand how parents of a
child on the autism spectrum experience participation in com-
munity PA. The results add to the growing understanding of
the potential barriers that families confront when attempting to
be physically activity in their own community. An overarch-
ing theme in the findings was that families that have a child on
the autism spectrum confront multiple barriers outside of their

own control to participating in community PA, specifically,
safety outside the home, lack of acceptance in the community,
behavior affecting the family participation, and limited oppor-
tunity for activity. This general finding is consistent with ex-
tant research on families that have a child with a disability in
general (e.g., Buchanan et al. 2017; Colombo-Dougovito
2017; Obrusnikova and Miccinello 2012) that have used the
socioecological model to understand factors influencing par-
ticipation in PA. While previous research has highlighted sev-
eral areas that may facilitate or limit physical activity, multiple
studies (Ayvazoglu et al. 2015; Jones et al. 2017; Obrusnikova
and Miccinello 2012) center the issue around the behavior of
the child as a predominant barrier. While one theme from this
analysis was centered on the behavior of the child, uniquely,
these results highlight other areas of concern, such as lack of
acceptance or limited program, that play an equal or more
significant role. In fact, many of the behavioral barriers
discussed, such as limited turn-taking and elopement, can be
counteracted by appropriate accommodations and understand-
ing staff.

Finding Acceptance

Overall, the predominant struggles identified by families in
this study appear to continue into adulthood for many individ-
uals on the autism spectrum. A systematic review of social
participation for adults on the autism spectrum (Tobin et al.
2014) identified limited access to social interaction and social
experiences as themes for this population. If these families
could receive support from the community to participate more
in PA, they would not only receive the health benefits of
exercise but also would likely strengthen their social relation-
ships within the community. The latter is important because,
among various other benefits, community connections are re-
lated to reduced stress, which has been shown to be particu-
larly high in families (Brei et al. 2015; Galpin et al. 2017) and
individuals on the autism spectrum (Simonoff et al. 2008).

Improved social connections and support might also help
families find acceptance from—and feel more accepted by—
community members, which may help to reduce the stigma of
autism that families and individuals encounter, either implicitly
or explicitly, in a variety of settings. Community support can
facilitate the adjustment to a new, potentially more satisfying
lifestyle (Stacey et al. 2018), with community activity leading
to greater competence and continued participation, in addition
to increased opportunity for social interaction and growth
(MacDonald et al. 2013). Additionally, acceptance within the
community might help abate other themes identified in the
present analysis, such as safety concerns and limited opportu-
nities for participation in community PA. Further, building
acceptance and understanding of autism by those not directly
impacted may allow for better programing development and
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decisions, thus reducing the impact of any singular behavior on
the family’s PA engagement within community settings.

Finding a Pathway to Engagement

Physical activity has the potential to provide a pathway to
community engagement and acceptance given the right sup-
port. Increasing opportunities for families to be active could
help children form habits that carry over to later years
(Haegele et al. 2017) and improve the likelihood of positive
life satisfaction (Franke et al. 2018). Increased accessible op-
portunities could also limit some of the barriers faced by
adults on the autism spectrum (Taliaferro and Hammond
2016), heighten engagement with community and other soci-
etal environments, such as school (Buchanan et al. 2017), as
well as limit potential individual barriers, such as sensory
issues. By creating strength-based supports and opportunities
for activity for children on the autism spectrum, families will
be less likely to feel socially isolated and have feelings of
reluctance to engage in physical activity (Marggraff and
Constantino 2018). Nichols et al. (2018) further demonstrate
the positive impact of accessible opportunities on engagement
in PA. Nichols et al. (2018) demonstrate that while accessible
programs do not extinguish all the barriers faced by individ-
uals on the autism spectrum, programs designed to meet the
needs of individuals (such as Special Olympics) can help re-
duce overall impact of any individual behavior or sensory
issue.

However, another finding of note in the present study was
that, even when programs were designed for children with a
disability, families of a child on the autism spectrum often
stated that they were still Btoo much^ for their children on
the autism spectrum. This finding provides preliminary evi-
dence of a need for purposeful, individual adaptations to pro-
grams for children on the autism spectrum, as opposed to
homogeneous disability or, even, Bautism friendly^ environ-
ments. For example, parents in the present study reported that
the water was too reflective for their child during the day, so
they had to bring their child swimming at peak times (e.g.,
mornings or evenings), which led to longer wait times, a par-
ticular challenge for parents of children on the autism spec-
trum. The busier times also made it more difficult to obtain
instruction and to receive attention from support staff who
were trained specifically for children on the autism spectrum.
Policy makers and program managers who are trying to make
their programs more disability friendly would do well to add
and even prioritize training for ASD because, too often, staff
lack adequate training and knowledge tomeet the needs of this
population (Dillenburger et al. 2016).

Although certain behaviors of the child were identified as
barriers to PA for families, it is often the lack of trained staff or
access to opportunities that amplify potentially problematic
behaviors. Despite its newness as a topic area in the literature,

exercise is continuing to emerge as a positive program and
intervention tool to encourage PA (Dillon et al. 2017) and
may provide a great amount of benefit (Healy et al. 2018)
for individuals on the autism spectrum and their families.
However, simply knowing the benefit of PA and the impor-
tance of engaging in PA is not enough for families to access
these benefits and, ultimately, it is not enough to have pro-
grams that are listed as disability or Bautism friendly,^ yet are
implemented without the input from families or individuals on
the autism spectrum. Families and individuals on the autism
spectrum must be included by program directors, managers,
and staff in the development process because, despite the often
unique needs of children on the autism spectrum, accessibility
is often the biggest hurdle to engagement. Systematic modifi-
cations, including feedback from all stakeholders, are needed
to ensure that the environment is friendly and accessible for
families and their child on the autism spectrum. Without re-
ducing the barriers for access, families will continue to strug-
gle to access community physical activity regardless of fre-
quency or severity of the behaviors of the child.

Limitations and Future Research

At the time of this writing, this study offers one of the few
insights into what impacts community PA engagement for
families that have a child on the autism spectrum. However,
several limitations to this study should be noted. First, small
sample sizes limit the generalizability of the findings to other
populations. However, qualitative data are meant to be thick in
description, and there are no concrete criteria to determine
saturation other than the researchers’ judgment. Measures
were taken to ensure saturation to the best of the researchers’
ability, including follow-up questions, uninterrupted interview
periods, and recruiting families until the same themes contin-
ued to reoccur with no new data being presented. Still, only
one main interview was conducted for each family. This could
have affected the type of information gathered by the re-
searchers. To increase the opportunities to capture more de-
tailed information from families, future researchers might find
it advantageous to conduct multiple interviews over several
sessions. Multiple data points would also avoid the burden of
a long single interview and would allow the researchers to
check for corroborative or contradictory information gained
from previous responses.

Furthermore, the experiences of these families might capture
a rather affluent perspective. The most recent statistics place the
poverty line in California at $24,000 (Public Policy Institute of
California 2017); however, all participants in this study were
well above this line. These families, arguably, had more re-
sources to access PA opportunities than their peers from socio-
economically disadvantaged backgrounds. Yet, despite their af-
fluence, families in this study still faced issues of access and
acceptance in the community. Future studies should aim to
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capture the experiences of a wider range of families, with a
focus on the experiences of families that face financial and other
challenges that could impact their ability to participate in PA.

Another limitation to this study is the absence of a minority
voice. Of all states in the USA, California has the third largest
Hispanic population, at 39% (Governor’s Budget Summary
2016). However, only 15% (n = 2) of the participants in the
study were Hispanic and only 23% (n = 3) of the participants
identified as not Caucasian. Evidence suggests that no signif-
icant racial variations exist in the prevalence of ASD (CDC,
2016), but minority populations are underrepresented in ASD
research (Hilton et al. 2010; Thomas et al. 2007). Future stud-
ies should aim to capture the voices of minority and other
underrepresented backgrounds because their experiences
might reveal unique experiences, challenges, strengths, and
solutions. This study also relied on the families to provide
their own definition of physical activity, and the researchers
never presented a definition to the families. This might have
influenced the participants’ interpretation of this key term
might differ from the overriding perspectives in the profes-
sional community; potentially limiting comparison to previ-
ous literature. How physical activity is defined should be con-
sidered in future inquiries, as there may be a lack of congru-
ence between the definitions of physical activity of families
and the academic community.

A final limitation of this study is that families in this sample
were from a rural community in Northern California, an area
that offers ample opportunities for families to participate in
outdoor activities, such as hiking, biking, and swimming.
The weather is also mild, with a long season of outdoor rec-
reational availability, with many lakes and rivers shaping part
of the region’s culture. Future studies should examine the
experiences of families on the autism spectrum in more urban
areas and compare this experience to their more rural counter-
parts. Also, preferences for activities can vary by culture, re-
gion, or both, and although the experiences of the families in
this study might be true for their area, families in other parts of
the country and the world are likely to have different experi-
ences with community PA.

Barriers to family participation in PA identified in this study
can be understood through the lens of the socioecological mod-
el. Safety in the community (physical environment), lack of
acceptance (interpersonal), behavior affecting family participa-
tion (interpersonal), and limited opportunity (community) each
layer on influences that can make accessing physical activity in
a community setting more challenging. If families are facing
barriers to participation when their child on the autism spectrum
is young, and this child does not have the same opportunities
for activity as their TD peers, these barriers may continue into
adulthood. Further, the physical activity environment around
the family has the potential to overcome individual barriers to
activity. For example, a program that exists in the community—
that is appropriately staffed and designed to include children on

the autism spectrum that also provides opportunities for TD
siblings—has the potential to overcome any behavior individ-
ually demonstrated by the child on the autism spectrum. By
increasing the understanding of barriers, policy makers, pro-
gram managers, and frontline workers might be able to begin
to improve inclusion in physical activity within community
settings at an earlier age, thus creating opportunities for families
and individuals to establish patterns that may continue into
adulthood, allowing individuals to lead potentially healthier,
more active, and independent lives.
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