
http://www.diva-portal.org

This is the published version of a paper published in Autism.

Citation for the original published paper (version of record):

Arnell, S., Jerlinder, K., Lundqvist, L-O. (2020)
Parents’ perceptions and concerns about physical activity participation among
adolescents with autism spectrum disorder
Autism, 24(8): 2243-2255
https://doi.org/10.1177/1362361320942092

Access to the published version may require subscription.

N.B. When citing this work, cite the original published paper.

Permanent link to this version:
http://urn.kb.se/resolve?urn=urn:nbn:se:hig:diva-33261



https://doi.org/10.1177/1362361320942092

Autism
2020, Vol. 24(8) 2243 –2255
© The Author(s) 2020

Article reuse guidelines: 
sagepub.com/journals-permissions
DOI: 10.1177/1362361320942092
journals.sagepub.com/home/aut

Physical inactivity is considered one of the biggest public 
health problems of this century (Blair, 2009; Kohl et al., 
2012). Levels of physical activity decline and sedentary 
behavior increases before the child reaches adolescence 
(Basterfield et al., 2011; Blair, 2009; Findlay et al., 2009), 
leading to increased risk of impaired health (Biddle & 
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Abstract
The parents of adolescents with autism spectrum disorder have a vital and proactive role in encouraging healthy physical 
activity habits, and they possess important knowledge about the adolescents’ needs when it comes to enhancing 
participation in physical activity. But promoting healthy physical activity habits in adolescents can be difficult. The purpose 
of this study was thus to describe parents’ perceptions of their adolescent child’s participation in physical activity and to 
describe the parental role in promoting such participation. Twenty-eight parents of adolescents aged 12–16 years with 
autism spectrum disorder were interviewed. The interviews were analyzed using an inductive content analysis approach. 
The parents described how challenging participation in physical activities could be for their adolescents. Despite this, 
they wanted to see their children participate more in physical activity but found the promotion of physical activity 
to be an overwhelming task that was difficult to cope with on their own. The results reveal a need for support and 
collaborative efforts among different actors to give these issues increased priority in order to promote the adolescents’ 
physical activity participation.

Lay abstract
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Asare, 2011; Janssen & Leblanc, 2010). Children and ado-
lescents with autism spectrum disorder (ASD) generally 
have lower physical activity levels compared to typically 
developing peers, and their physical activity level 
decreases as they get older (Jones et al., 2017; McCoy & 
Morgan, 2020). Therefore, the physical activity habits of 
these adolescents need to be better understood and their 
participation in physical activities should be promoted. 
Parents are pivotal in this context, and they are an impor-
tant influence on their child’s physical activity habits, 
which are established throughout childhood and adoles-
cence (Cheng et al., 2014; Erkelenz et al., 2014; Trost & 
Loprinzi, 2011). Their role is particularly important when 
it comes to enhancing adolescents’ participation in physi-
cal activity because they possess unique knowledge about 
the adolescent’s behaviors, wishes, and needs.

Participation in physical activity can be a challenge for 
adolescents with ASD. In fact, these adolescents often 
report that physical activity is the recreational activity they 
like least (Potvin et al., 2013). This may be due to several 
different factors, since both physical impairments and 
socio-behavioral mechanisms affect their participation; for 
example, they often have difficulties with communication, 
limited social interaction, or delayed or impaired move-
ment skills (Damme et al., 2015; MacDonald et al., 2013; 
Obrusnikova & Cavalier, 2011; Staples & Reid, 2010). A 
previous study described adolescents’ perceptions of par-
ticipation in physical activity, revealing a conditional par-
ticipation in physical activity (Arnell et al., 2018). The 
adolescents in that study expressed a variety of individual 
conditions for participating in physical activity, which 
included perceived competence and confidence, motiva-
tion, adjustment to external demands, predictability of 
physical activity, and freedom of choice regarding type of 
physical activity, activity partner, or activity context. The 
expression of these distinctive person-specific conditions 
can be interpreted as a means for the adolescents to control 
their participation in physical activity and even the physi-
cal activity context. Thus, failure to recognize each indi-
vidual’s conditions and demands for participation in 
physical activity may negatively affect these adolescents’ 
ability and willingness to participate. Being aware of and 
recognizing these specific and individual conditions may 
be a key factor for promoting and establishing healthy 
physical activity habits.

In addition, parental support may be important for ado-
lescents with ASD, since they face more limited support 
outside the family, such as limited opportunities to partici-
pate in physical activities, a lack of peers as activity part-
ners, or a lack of trained instructors when they participate 
in organized or unstructured physical activities (Egilson 
et al., 2017; Gregor et al., 2018; Must et al., 2015). This 
need of parental support may continue into adulthood 
(Nichols et al., 2019). Thus, the support that the parents 
offer is often pivotal to the adolescent’s or young adult’s 
ability and willingness to participate in physical activities 

at all (Buchanan et al., 2017; Nichols et al., 2019; 
Obrusnikova & Cavalier, 2011). Parents’ efforts to encour-
age their adolescent child to participate in physical activi-
ties place high demands on their own involvement, which 
may affect the whole family’s physical activity habits 
(Ayvazoglu et al., 2015). This may impact the siblings’ 
participation in extracurricular activities (Wigston et al., 
2017), intensifying the parental stress. Previous research 
has primarily focused on parents’ perspectives on strate-
gies, barriers, and facilitators affecting their child’s partici-
pation in physical activity (Bowling et al., 2019; Buchanan 
et al., 2017; Nichols et al., 2019; Obrusnikova & 
Miccinello, 2012). There are, however, still only limited 
in-depth studies of parents’ perception of the parental role 
when promoting participation in physical activity among 
adolescents on the autism spectrum. The aim of this study 
was thus to explore parental perceptions of participation in 
physical activity among adolescents with ASD and to 
describe the parental role in promoting such participation, 
including the following research objectives: thoughts on 
adapting physical activity to the adolescent’s habits, the 
parents’ role in promoting physical activity habits, and fac-
tors affecting such efforts.

Method

Design

This study has a descriptive design using data from semi-
structured interviews focusing on promotion of participa-
tion in physical activity among adolescents with ASD 
from a parental perspective. We chose interviews in order 
to obtain a deeper understanding of parental perceptions. 
Semi-structured interviews are useful in this context since 
they allow themes relevant for the study to be covered, 
as well as providing flexibility in the question format 
(Brinkmann & Kvale, 2015).

Procedures and participants

Participants were recruited using convenience sampling by 
sending a letter of invitation with information about the 
study to all (n = 201) parents or legal guardians meeting the 
inclusion criteria: (a) caring for an adolescent, aged 12–
16 years, diagnosed with ASD (Diagnostic and Statistical 
Manual of Mental Disorders (5th ed.; DSM 5) 299.00) 
with no co-occurring intellectual disability according to 
confirmed diagnoses in medical records, and (b) the ado-
lescent attended the Child and Youth Habilitation Center in 
a county in the central region of Sweden. A follow-up 
phone call was conducted in order to answer any questions 
from the parents about the study. Parents who agreed to 
participate in the study submitted written consent. The par-
ents were informed that their participation was voluntary 
and confidentiality was guaranteed. They were assured 
that their identity would be handled confidentially in all 
reporting of the study. The study was approved by the 
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Regional Ethical Review Board in Uppsala, Sweden 
(approval number 2015/250).

Twenty-eight parents, 25 mothers, and three fathers of 
adolescents with ASD participated in this study. All the 
adolescents followed the national curriculum of the 
Swedish mainstream compulsory school but the school 
form varied (see Table 1).

The families had varying physical activity habits and 
preferences. Some parents described their families being 
physically active on a regular basis, up to several times per 
week, whereas others described a more sedentary lifestyle. 
Some families never participated in any physical activities. 
The physical activity habits within a family could also 
vary between the family members, depending on varying 
interests, available activity options in their local area and 
in the different seasons. However, for some adolescents 
with ASD, the parents reported that the mandatory physi-
cal education (PE) was the only occasion when the adoles-
cent was physically active.

The interviews

Twenty-seven semi-structured interviews were conducted 
in total. In one of the interviews, both parents of an 

adolescent participated, but otherwise the interviews were 
carried out individually. The interviews were based on a 
semi-structured interview guide, consisting of open-ended 
questions. The interview guide was developed to capture 
the parents’ perceptions regarding involvement in physical 
activity and the promotion of increased physical activity 
for adolescents with ASD. Topics regarding physical activ-
ity in general and the family’s physical activity habits, the 
adolescent’s participation in physical activity, and parental 
efforts when physical activity was enhanced were included 
(see Table 2). Prior to the study, two pilot interviews were 
performed in order to test and improve the construct valid-
ity of the interview guide. After the pilot interviews, the 
interview guide was revised and an open-ended question 
regarding responsibility for promoting healthy physical 
activity habits was added in order to better encompass the 
objectives of this study. The pilot interviews were not 
included in the study results.

The first author, who is experienced in the data col-
lection method, conducted all interviews. The interviews 
were carried out as a conversation between the parent 
and the interviewer, allowing follow-up questions to be 
posed in order to obtain rich descriptions. Before the 
interviews started, the participants were reminded that 

Table 1. Participant and child characteristics.

Characteristics  

Participating parent (n = 28)
 Age 33–54 years (M age: 43 years)a

 Married or cohabitating with the other biological parent 16 (57%)
 One child 3 (11%)
 Two children 10 (36%)
 Three children 8 (29%)
 Four or more children 7 (25%)
 More than one child with ASD 4b (14%)
 More than one child with other special needs 2 (7%)
Target child
 Boys 16 (57%)
 Girls 12 (43%)
 12 years 7 (25%)
 13 years 8 (29%)
 14 years 6 (22%)
 15 years 6 (22%)
 16 years 1 (3.5%)
School form
 Mainstream classroom education 14 (50%)
 Small group education (adapted school form) 9 (32%)
 Homeschooling 5 (18%)
Physical education
 Participated regularly 15 (54%)
 Participated occasionally 4 (14%)
 Did not participate 7c (25%)

ASD: autism spectrum disorder.
aOne parent did not report the age.
bOne parent had another adolescent aged 12–16 years, three had children with ASD older than 16 years.
cTwo of the adolescents did not, at the time of the study, participate in physical education for other medical reasons.
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their participation was voluntary, that it was possible to 
withdraw at any time without having to explain why, and 
that confidentiality was guaranteed.

In this study, a broad definition of physical activity was 
used and defined as all body movements produced by skel-
etal muscles that increase energy consumption (Caspersen 
et al., 1985). In the beginning of each interview, the termi-
nology and concepts that are commonly used in physical 
activity in general and in different physical activity con-
texts were discussed and defined together. It was clarified 
that the meaning of the concept physical activity included 
all kinds of physical activity, both organized activities such 
as PE and team sports but also solitary activities. The inter-
views took place according to the participants’ prefer-
ences: at the family’s home, at the parent’s place of work, 
or at the local habilitation center. The length of the inter-
views varied between 28 and 58 min. All interviews were 
digitally recorded and afterward transcribed verbatim by 
the first author.

Data analysis

The data were analyzed using qualitative content analysis, 
with an inductive category development approach (Elo & 
Kyngas, 2008). Each interview in its entirety was chosen 
as a unit of analysis. The latent content was analyzed in 
order to find the underlying meaning of the text. The tran-
scripts were read several times to provide an overall pic-
ture of the content prior to the analysis. Meaning units 
pertaining to the aim of this study were identified and con-
densed and thereafter assigned codes. The codes were 
compared and grouped based on the content, such that 
similarities and differences led to the development of sub-
categories and further to generic categories and major cat-
egories through abstraction.

The following measures were taken to achieve trust-
worthiness (Lincoln & Guba, 1985). Verification and cred-
ibility were obtained by peer debriefing among the authors 
throughout the analysis process. The credibility of the 
analysis was further ensured by first having one of the 
most comprehensive interview transcripts analyzed by 

each author independently, whereupon they together com-
pared and consolidated the codes, after which a coding 
process was agreed upon. Thereafter, the first author com-
pleted the analysis of the remaining interviews in close 
discussion with the other authors. The iterative process 
during the analysis enabled questioning of data from the 
researchers’ different perspectives and competencies 
within autism, promotion of physical activity, physiother-
apy, and education. Quotations from the parents will be 
presented in the “Results” section to illustrate the content 
of the inductive analysis and to enhance the confirmability 
of the results (Patton, 2002) as well as to achieve credibil-
ity (Graneheim & Lundman, 2004). In the representative 
quotations by the parents, filler words that are common in 
speech have been replaced with ellipses (. . .). The Nvivo 
11 software program (QSR International, 2015) was used 
during the analysis.

Results

Based on 776 statements that corresponded to the aim of 
this study, the inductive analysis resulted in three main cat-
egories: (a) difficulty handling the transition into adoles-
cence, (b) identifying obstacles to adolescents’ participation 
in physical activity, and (c) the parental burden of promot-
ing physical activity participation (Table 3). Descriptions 
of the parental burden generated the most statements (387) 
at the main category level.

Difficulty handling the transition into 
adolescence

Parents reflected on changes in their adolescents’ physical 
activity habits, as well as on successful or less successful 
strategies to promote their children’s participation in phys-
ical activity as they grew into adolescence. The transition 
into adolescence brought insights regarding other kinds of 
challenges and priorities among the adolescents.

“It was easier before.” As the children grew into adolescence, 
the physical activity options and demands changed, as did 

Table 2. The interview guide.

Topics Examples of questions

Thoughts on physical 
activity

How do you perceive your physical activity habits in your family? How do you perceive your 
adolescent’s participation in physical activity? (School and leisure time physical activity). Have 
your child’s physical activity habits changed over time and if so, how?

Promoting physical 
activity habits for their 
child/adolescent

Who is responsible for promoting participation in physical activity? How do you influence your 
child’s physical activity habits? How do you encourage your child to be physically active? What 
works well/less well? What positively/negatively affects your child's physical activity habits?

Support in the 
promotion of physical 
activity habits

What kind of support do you want for your child in a physical activity context? What kind 
of support do you want as a parent when promoting participation in physical activity for 
your child? What would the support look like? Have you received or been offered support in 
questions related to physical activity for your child?
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the adolescents’ activity preferences. The parents reported 
that, when their children were younger, their physical activ-
ity was more spontaneous. On the contrary, some parents 
observed that their child at an early age needed more struc-
tured physical activities and therefore they took the child to 
various organized activities. Although finding an activity 
was not always easy, there were more activities available for 
younger children than for adolescents. For instance, several 
of the adolescents participated in team sports when they 
were younger, but with increasing age, the demands for ath-
letic competence also increased and, as a consequence, the 
opportunities for organized physical activity decreased and 
so did their willingness to participate.

In addition, changes in interests led to less physical 
activity participation, which one mother described as 
follows:

it was easier when she was younger . . . but now it is a struggle 
even to get her outside at all . . . I don’t know if it has 
something to do with her age . . . and now she has discovered 
this thing about computers. (Mother, 2)

Thus, changed interests, especially for games on comput-
ers and smartphones, meant longer sedentary periods and 
consequently less physical activity. On the contrary, these 
games provided a valuable opportunity for social interac-
tion, and the parents recognized their adolescents’ chang-
ing needs and behaviors; they were aware that this required 
them to adapt their promotion of healthy physical activity 
habits:

. . . before he got so into computer games, he was outdoors 
much more . . . he went out on his bike more . . . but on the 
other hand he now has closer contacts with his classmates 
[through computer games] and that is of course also important 
. . . you have to live and compromise. (Father, 5)

Difficult to deal with a teenager with ASD. Promoting healthy 
habits in adolescents in general can be difficult but dealing 
with an adolescent with ASD may be an even greater 
challenge according to the parents. The parents were 
aware that, during adolescence, young people are expected 
to become more independent: “Somehow the children 

Table 3. The main categories, generic categories, and subcategories from the inductive analysis.

Main categories Generic categoriesa Subcategoriesb

Difficulty handling 
the transition into 
adolescence

It was easier before (23 (3%)) Other possibilities (10)
Other demands (2)
Other preferences (11)

Difficult to deal with a teenager 
with ASD (53 (7%))

Challenges related to adolescence (16)
Hard to find functioning strategies to promote physical activity (16)

Identifying obstacles 
to adolescents’ 
participation in 
physical activity

Physical and social challenges  
(102 (13%))

It is not just the activity itself (11)
Motor difficulties (20)
Difficulties with social interaction (12)
Difficulties with activity demands, rules, and regulations (17)

The unpredictable physical activity 
context (70 (9%))

Social surroundings (15)
Fear (12)
Sound & noise (7)
Weather, temperature, outdoor issues (4)
Unclear and unstructured activities (12)

The problem of finding a 
purposeful activity and getting the 
adolescent to participate in it  
(141 (18%))

The importance of meaningful & enjoyable activities (28)
The personal inner drive (20)
Feeling drained of energy (13)

The parental burden 
of promoting physical 
activity participation

Offering predictability (102 (13%)) Preparing the adolescent for participation in physical activity (22)
Planning (16)
Routines & logistics (16)

Advocating adapted participation 
(133 (17%))

Individualized activities (19)
Availability and access (9)
Someone the adolescent can trust—“a refuge” (13)
Shared activities (21)

Lack of resources to promote 
participation in physical activity 
(92 (12%))

Limited resources (25)
Knowledge of how to promote physical activity (12)

The need to give higher priority to 
physical activity issues (60 (8%))

Shared responsibilities and collaborative support (26)
Balancing the needs of the adolescent and the needs of the family (5)
Limited focus on physical activity (12)

ASD: autism spectrum disorder.
aNumber of statements (percentage of the total number of statements).
bNumber of parents represented in each of the subcategories demonstrating the “internal generalizability” (Maxwell, 2010).
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themselves are responsible, I suppose, once they start 
reaching that age . . . and they are certainly aware of the 
necessity to exercise, it’s just that some of them find it so 
hard” (mother, 19). Thus, although they expected changes 
in interests and more sedentary activities as the child grew 
older, it was harder to handle their adolescent with ASD, as 
described by one of the mothers: “The combination ASD 
and teenager can in itself . . . so when you then add physi-
cal activities it is definitely not so easy . . .” (mother, 25). 
Irritation and quarrelling were much more common as par-
ents tried to encourage their adolescents to be more physi-
cally active. Most of the parents described how they had 
tried various strategies, such as negotiation, nagging, 
praising, and rewarding, to promote their adolescent’s par-
ticipation, with varying results. Finding a reasonable level 
of encouragement was difficult and could instead create 
more performance anxiety in the adolescent: “come on, 
come on—that’ll just have the opposite effect” (father, 27). 
A more successful strategy could be to gently guide the 
adolescent:

I still have to stick to the light coaxing approach . . . that is to 
make her believe that it’s her own doing . . . although I know 
I sometimes have to sweep aside some obstacles first, which 
she might not even notice. (Mother, 12)

Identifying obstacles for adolescents’ 
participation in physical activity

Parents identified several challenges that adolescents with 
ASD face when they participate in physical activity. The 
challenges are multifaceted and related to physical and 
social challenges associated with ASD, and to organiza-
tional and environmental challenges related to the availa-
bility of activities that are meaningful to the adolescents.

Physical and social challenges. Participation in physical 
activity usually requires having the appropriate physical 
abilities, understanding the rules of the game or activity, 
and managing the social interaction in different contexts, 
which can be challenging for adolescents with ASD. 
According to the parents, the challenges in participating in 
physical activity were often due to difficulties related to 
the ASD per se. They frequently mentioned the adoles-
cent’s motor difficulties and uncertainty regarding physi-
cal skills, resulting in low athletic competence, but 
difficulties with social interaction during physical activity 
were also highlighted:

. . . Her autism affects her terribly much . . . that is, she has so 
many obstacles to tackle before she can actually join this or 
that activity . . . so it is a big process which is much harder for 
her to master than it is for anyone else . . . (Mother, 12)

The parents reported that their adolescents often chose 
not to participate in physical activities because they per-
ceived the demands as too high. The parents considered 

school-based physical activities, such as PE, important, 
but the majority reported that PE participation was a chal-
lenge for their adolescent: “. . . but in school it is all so 
much about performance . . . and she can’t really cope 
with that, with having to perform” (mother, 12).

Many challenges described by the parents were related 
to team sports and their associated social interaction 
demands:

[Team sports] did not work at all . . . I think it was a bit too 
mixed-up for her . . . many players on the field running to and 
fro . . . she didn’t grasp what she was supposed to do . . . no, 
that didn’t turn out well . . . (Mother, 12)

The physical activity itself could be within their capabili-
ties but demands linked to the activity made it difficult. 
“There was too much interaction with others and that 
turned out to be hard” . . . “not because of the activity 
itself, it is rather everything around it that feels disturb-
ing” (mother, 1). Team activities require an understand-
ing of and ability to follow rules and regulations. Some of 
the parents observed that their adolescents needed not 
only to understand and follow rules themselves but also 
to control other participants’ compliance with rules, 
which could impair their participation: “He was also 
pretty irritated when there were some rules and someone 
didn’t follow them . . . even that sort of thing didn’t go 
well” (mother, 20).

The unpredictable physical activity context. Different kinds 
of challenging demands commonly occur simultaneously 
in a physical activity context, and the adolescents have to 
adapt to these demands when they participate. Demands 
such as varying weather conditions or unclear expecta-
tions, as well as demands related to social surroundings, 
could be difficult for these adolescents to manage. The 
demands can vary and are not solely linked to the physical 
activity itself. According to the parents, the circumstances 
around an activity include the social environment, for 
example, who else participates or is nearby. These unpre-
dictable circumstances affected the adolescents’ willing-
ness and ability to participate, and they could be a reason 
for withdrawing from the activity. The challenges became 
particularly evident if the adolescent had sensory process-
ing difficulties or anxiety linked to social interaction, 
which were both frequently mentioned. The parents thus 
described a vulnerability in their adolescents that was 
linked not only to the physical activity itself but also to the 
different physical activity contexts. In particular, they 
mentioned physically exposed situations in dressing rooms 
before and after PE, but also activities during PE, which 
led to anxiety among the adolescents.

Equally, unclear and unstructured activities could con-
tribute to increased anxiety and avoidance. With regard to 
the adolescents’ need for clear guidance, parents explained 
that knowing what was expected of the adolescent was 
often a prerequisite: “He has his task on the field and 
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knows exactly what he is supposed to do and all that . . . he 
does though have certain problems with his team mates, 
but it’s OK” (mother, 10).

The problem of finding a purposeful activity and getting the 
adolescent to participate in it. Participating in activities 
requires a certain degree of inner drive and motivation, in 
which enjoyment and meaningfulness can be included. All 
of the parents reported that the adolescents had to find 
the physical activity meaningful and enjoyable in order to 
participate at all. They described how sometimes the ado-
lescent’s evident enjoyment of the activity could overcome 
some perceived discomfort:

There is a public bath just by the school so it is very 
convenient, and she likes that, you see, so she always tries to 
participate in that . . . and then she can even disregard a 
conflict . . . she finds it all that tempting . . . (Mother, 1)

Finding enjoyment and meaningfulness in an activity 
could even lead to accomplished participation in a specific 
sport at an advanced level due to the adolescent’s ability to 
focus and persist in practicing a skill. In this way, social 
difficulties were less evident:

I sort of don’t have any proof of this, but I do think that once 
she has found something she likes, it can be . . . rewarding 
. . ., that she can enter her own bubble . . . and practice by 
herself without thinking of other people around . . . (Father, 7)

However, parents more often described how difficult it 
was for the adolescents to find a purposive activity and 
how difficult it was to initiate that or any physical activity 
at all. The parents had to act as initiators most of the time 
because the adolescent lacked the motivation: “He needs 
someone to drag him out, someone he feels safe to be with. 
He doesn’t take any initiative of his own” (mother, 24). 
Another reason for low levels of commitment in physical 
activities was that the adolescent was drained of energy. 
This was especially evident during weekdays, when activ-
ity demands and social interaction demands in school were 
exhausting, leaving the adolescent little energy for leisure 
time activities:

It is a dilemma for us as parents, the fact that there is so 
terribly much that we as parents would like him to take part 
in—including physical activities that we are familiar with but 
don’t have the time to exercise, and he just hasn’t got enough 
energy, since he is so extremely exhausted after a day in 
school. (Mother, 26)

The parental burden of promoting physical 
activity participation

The parents’ concerns regarding the adolescent’s low lev-
els of physical activity led to parents taking an advocacy 

role. This highlights the parental burden, which includes 
various efforts such as offering predictability and actively 
advocating the availability of adapted activities to increase 
the adolescents’ sense of control in order to increase their 
participation in physical activity. It also highlights the par-
ents’ perceived lack of resources and their need for support 
from involved actors.

Offering predictability. Knowing what, where, why, with 
whom, how, and for how long are crucial questions that, 
for many of the adolescents, had to be resolved before they 
would consider participation. All of the parents’ narratives 
described a palpable need for the adolescents to be suffi-
ciently prepared prior to participation in activities. Being 
familiar with the physical activity and knowing how to 
perform it were described as elementary requirements to 
ensure the adolescent’s participation. Efforts such as offer-
ing predictability through rigorous planning and routines 
were frequently described by the parents as essential, since 
unpredictability could lead to anxiety, uncertainty, and 
unwillingness to participate at all. Insufficient predictabil-
ity could in some cases lead to challenging behaviors such 
as tantrums and aggression. Despite rigorous planning, it 
was still not guaranteed that the adolescents would even 
want to attend:

I think that a big hindrance is when he doesn’t know how 
things are going to be, and then he says no before even getting 
there, I mean just to know what it’s going to be like, how it 
looks, which people will be there . . . how it is all planned, 
and his own position in relation to everything else . . . and 
then it is just “no,” then it is a dead stop. That is the way it is 
with everything . . . that he’s just got to know. (Mother, 21)

Creating routines and planning could also be a chal-
lenge, since some parents reported a need for flexibility 
whereas others described how difficult it was for them to 
change plans that had already been set. The commitment 
to routines also inhibited spontaneity, which was seen as 
limiting for the adolescent but also for the whole family. 
Another strategy to provide more structure was to offer 
the adolescent logistical help, which, according to the par-
ents, was sometimes a prerequisite for attending the activ-
ity at all.

Advocating adapted participation. In the present study, the 
parents were asked about how they perceived their adoles-
cent’s participation in any kind of physical activity, which 
included both voluntary recreational activities and manda-
tory PE activities. The parents often had an advocacy role, 
which included finding adaptable, accessible activities and 
sometimes even accompanying the adolescent. Being able 
to meet the adolescent’s wishes or requests regarding type 
of activity, and to provide with opportunities in line with 
these requests, was important to the parents. They further 
stated that offering an opportunity to the adolescent to be 
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able to influence the level and manner of participation, 
such as how and to what extent to participate, may be an 
appropriate way of promoting participation in physical 
activity. However, several parents described how this need 
was not met, especially in mandatory PE. They considered 
it important that “everybody doesn’t have to do the same 
thing” (mother, 12) and that the adolescent should have an 
understanding teacher, because the degree of participation 
was influenced by the teacher’s responsiveness. Not 
being assured that participation in activities could be indi-
vidually adapted meant continuously fighting for the ado-
lescent’s right to participate in physical activities based on 
his or her individual needs. This led to an increased advo-
cacy burden at different levels:

but . . . it is hard, you know . . . are you supposed to phone 
around to all the leaders and ask: are you aware of the 
circumstances? How do you react if he refuses to take part in 
that or that? . . . is it OK or not? . . . how inflexible are your 
rules? Is everyone supposed to follow them to the letter? Well, 
are they aware of their needs? (Mother, 21)

According to the parents, the limited range of available 
and accessible physical activity programs, particularly in 
their neighborhood or local area, further reduced the pos-
sibility of choosing suitable physical activities. The avail-
ability of activities was often limited due to difficulties 
related to the symptoms of ASD:

We try to keep her going and doing things she likes to do and 
can do . . . but when you don’t want to . . . it is definitely 
linked to the autism . . . when you have problems connecting 
to other people . . . that is where it so much reduces the 
selection of available contacts. (Mother, 16)

These limitations resulted in the adolescents being 
largely dependent on their parents’ logistical support, also 
mentioned previously as a way of offering predictability. 
In addition to providing transport, the parents’ involve-
ment could also include explaining to activity leaders the 
needs of the adolescent in different activity contexts and 
giving information about how these needs and conditions 
for participation could be met. Therefore, the parents 
requested adapted physical activities that the adolescents 
could try out with knowledgeable leaders or coaches:

I wish there were more organized physical activities . . . to 
help testing different sports, because it is not so easy with all 
this investigating thing . . . as a parent . . . to check whether 
this or that club can do anything at all . . . (Mother, 26)

Another important aspect that affected the adolescents’ 
ability and willingness to participate in physical activities 
was the need for someone the adolescent knew and trusted 
who would attend or engage in the activities. As well as 
knowing the adolescent, this person should also be famil-
iar with how the adolescent may act or react in different 

situations. This trusted person could be an activity partner 
or a leader who offered clear guidance to the adolescent 
and provided them with a refuge from the demands and 
unpredictability of physical activities. Parents described 
how they sometimes even got involved as leaders or 
coaches in organized physical activities to facilitate their 
adolescent’s participation. However, the parents’ degree of 
commitment and involvement in physical activities varied 
greatly. Some actively participated in physical activities 
together with the adolescent and considered themselves 
role models, while others did not feel that they set a good 
example to their children when it came to physical 
activity.

Lack of resources to promote the participation in physical 
activity. The parents were all aware of the benefits of phys-
ical activity and considered it important for their children 
to be physically active, regardless of whether they were 
physically active themselves. They expressed the view that 
physical activity is important but a struggle and that trying 
to encourage their adolescent’s participation in physical 
activities was an overwhelming task. The parents often 
lacked the energy, time, or money to adequately engage in 
this issue: “. . . so as a parent I simply cannot cope . . . I 
don’t think . . . it is quite enough for us with all the rest in 
order to keep our everyday life going” (mother, 25).

As well as their limited personal and financial resources, 
they also indicated that a lack of knowledge was limiting 
the support they could offer their adolescents. They 
expressed a need for information and guidance on the best 
way to meet the adolescents’ needs when promoting their 
participation in physical activity. Lacking awareness of 
opportunities for physical activity was another issue. 
Sometimes they asked other parents in the same situation 
for advice, support, and hints because they found it bur-
densome to tackle this challenge on their own.

The need to give higher priority to physical activity issues.  
Almost all parents felt that they had a parental responsibil-
ity to promote good physical activity habits for their chil-
dren but that the burden should not rest on them alone. 
They believed that responsibility should be shared with 
others. The role of the school in particular and the respon-
sibility of society at large were raised:

. . . all sports contexts that they [adolescents with ASD] visit 
frequently, I mean school also has a responsibility. Well, just 
on different levels, so to say . . . it is society’s responsibility 
to provide resources for the kids to get plenty of sports 
activities in school. (Mother, 8)

External initiatives, such as a contact person, could pro-
vide support in the promotion of physical activity, but it 
did not always work optimally because the adolescent’s 
specific conditions influenced their behavior. The parents 
expressed a wish for additional support and collaborative 
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efforts in the promotion of physical activity in all its con-
texts, such as at school and in leisure time.

Having a child with ASD affected the whole family’s 
physical activity habits, leading to a need for adaptations 
and a greater parental and sibling involvement. Siblings of 
adolescents with ASD, who were often described by the 
parents as more physically active, were also described as 
attracting and motivating the adolescent with ASD into 
physical activity even if they themselves had different 
needs. Competing needs, such as the adolescent’s other 
treatments or therapies, as well as the obligation to meet 
the needs of other family members, also restricted the par-
ents’ ability to offer support.

Despite their awareness of the importance of physical 
activity, most parents said that they did not prioritize it. 
“We have never brought it up [the question of physical 
activity] since there have been other things that have been 
more urgent” (mother, 27). In families that engaged in 
regular physical activity, it was a result of conscious 
efforts:

We have struggled along quite well over the years . . . just as 
we struggle with our daughter, who has had some additional 
difficulties . . . like in her motor function . . . so it is just that 
the threshold to go outside . . . it is just not as easy for her as 
it is for others . . . (Mother, 8)

But, in general, the parents gave the promotion of physical 
activity a low priority.

The parents also perceived that the issue of physical 
activity support had rarely been prioritized within the edu-
cational system or in the health care service. In the few 
mentioned cases where physical activity issues had been 
raised and low physical activity levels had been pointed 
out, the responsibility for promoting good habits had been 
placed on the parents: “It was only that the nurse found it 
alarming that he didn’t take part in any [physical activity] 
. . . so the responsibility fell on me to fix it” (mother, 6). 
Which issues were given priority and which needs were 
highlighted could be perceived as unjust: “I suppose that 
those with more . . . what’s it called . . . physical disor-
ders, that they get more help with the motor issues . . . but 
I actually think they have forgotten the autistic children 
. . .” (mother, 20).

Discussion

The results of this study revealed the parents’ concerns and 
highlighted the parental burden, showing their ongoing 
efforts to increase the adolescents’ sense of control when 
participating in physical activities. There was a pre-exist-
ing awareness among the parents that their adolescents 
needed a variety of skills for proficient participation in 
physical activity but also about what challenges their ado-
lescents might face. The parents recognized to a large 
extent the individual conditions, needs, and wishes that 

their adolescents expressed and how that influenced the 
adolescent’s participation. Furthermore, the results partic-
ularly draw attention to the perceived lack of collaborative 
support from the relevant public services and how difficult 
parents found it to cope on their own.

The parents generally wanted their adolescents to par-
ticipate more in physical activity, which is in line with 
research findings focusing on patterns of participation in 
younger children with ASD (Simpson et al., 2018); this 
may be due to the high levels of sedentary behavior and 
low levels of physical activity in this population, lower 
than their typically developing peers (Corvey et al., 2016; 
Healy et al., 2017; Jones et al., 2017; McCoy et al., 2016). 
However, these parents’ recognition of their adolescents’ 
conditional participation in physical activities and their 
desire for the adolescent to participate more often entailed 
increasing their own involvement. The approaches and 
strategies they described in this study reflected previous 
research findings concerning how parents of children 
with ASD promote participation in physical activity 
(Obrusnikova & Miccinello, 2012) and how they manage 
problem behavior in these children (O’Nions et al., 2018). 
A strategy that was described was to accommodate the ado-
lescent by adapting activities and demands. Predictability 
was created through rigorous planning and routines, and by 
carefully choosing the most suitable contexts where physi-
cal activity was available. These descriptions confirm 
Blagrave and Colombo-Dougovitos’ (2019) findings 
where “over-planning” and safety considerations were 
addressed as important when participating in community 
physical activity. The parents recognized the need for 
predictability, but the adolescents’ inflexibility regarding 
routines placed high demands on them. The parents com-
mented that all these preparations could be both time-con-
suming and a financial burden, without always resulting in 
increased participation in physical activity. This is in line 
with previous research showing that the support given to 
adolescents with ASD may not be sufficiently effective to 
overcome the perceived barriers to participation in physi-
cal activity (Pan & Frey, 2005).

Parents who had several children observed that they 
could see that their adolescent with ASD needed more and 
extended support from them compared to the siblings 
without ASD when it came to physical activity participa-
tion. The adolescents with ASD could demonstrate an 
ambivalent attitude to extended parental support during 
adolescence, and thus the parental role was considered 
ambiguous, involving both being there and remaining dis-
creetly out of sight. The parents’ efforts to encourage par-
ticipation can be described as greater and more complex 
for adolescents with ASD compared to parenting demands 
with other populations. Gregor et al. (2018) refer to this 
as hidden labor, which includes taking on an advocacy 
role in order to enhance the adolescent’s participation in 
activities.
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Even though the parents in the current study clearly 
identified the mission to promote healthy physical activity 
habits as a parental responsibility, some found it burden-
some. This is in line with research showing that parents 
experience high levels of stress in connection with their 
efforts to meet the adolescent’s needs and demands associ-
ated with ASD, and to coordinate care and interventions 
with public services (Hoffman et al., 2009; Karst & Van 
Hecke, 2012). Parents of adolescents with ASD may thus 
find increasing the adolescent’s level of physical activity 
to be an overwhelming task. Fortunately, the parents in the 
current study also saw promotion of healthy physical 
activity habits as a shared responsibility between different 
actors, such as the parents, the school, community, and 
health care services, which has also been found in previous 
research (Licence, 2004). Nonetheless, a lack of available 
opportunities for physical activity and a lack of knowledge 
among activity leaders regarding ASD were reported to 
restrict the participation of these adolescents. This is con-
firmed by previous research showing that adolescents on 
the autism spectrum face more barriers to participation in 
physical activity compared to other adolescents, and their 
families report more challenges when attempting to engage 
them in physical activity (Blagrave & Colombo-Dougovito, 
2019; Must et al., 2015). PE, for example, is one of the 
primary contexts in which healthy physical activity habits 
are developed but, according to the parents’ interview 
responses in this study, only about half of the adolescents 
participated in PE, leaving a greater burden of physical 
activity promotion on parents. The perceived greater bur-
den on parents resulting from a lack of understanding from 
the community, different actors’ lack of knowledge and 
training about ASD, and a lack of adaptations to the indi-
vidual’s needs have also been reported in previous research 
(Ayvazoglu et al. 2015; Blagrave & Colombo-Dougovito, 
2019; Gregor et al., 2018). The need for strategies to sup-
port participation in physical activity is also highlighted in 
a recent systematic review (Ruggeri et al., 2020).

The results from the parental interviews clearly show 
that the promotion of healthy physical activity habits in 
adolescents with ASD needs to be prioritized, and that the 
support that is offered needs to be tailored to the adoles-
cents’ and the families’ needs. The parents stressed the 
lack of appropriate support, which was not clearly stated 
by the adolescents with ASD themselves when inter-
viewed in an earlier study (Arnell et al., 2018). This need 
for more family-centered support is in line with other 
studies that reported parents’ need for more support, 
direction, and guidance from experts (Galpin et al., 2018; 
Gregor et al., 2018). On the contrary, the parents’ willing-
ness to take control of their children’s physical activity, 
which brought both possibilities and problems, is also 
reflected in another study (Healy et al., 2018). In our 
study, it became evident that the parents’ expressed need 
for collaborative support was important due to the already 
high parental burden. Individually tailored collaborative 

efforts may be beneficial to increase participation in 
physical activity, especially since multicomponent inter-
ventions that include school, family, and community 
involvement have proven to have the potential to make a 
difference in typically developing adolescents’ physical 
activity habits (Van Sluijs et al., 2007).

Methodological considerations and limitations

While this study supports previous research and provides 
additional insights regarding physical activity participa-
tion in adolescents with ASD and the parents’ role in its 
promotion, methodological considerations and limitations 
have to be taken into account.

A qualitative approach was chosen in order to provide 
detailed descriptions of the parents’ situation and to better 
understand the different determinants that parents per-
ceived as affecting their adolescents’ level of participation 
in physical activity. By using semi-structured interviews, 
in-depth information was obtained, which could poten-
tially guide the development of more effective strategies to 
enhance physical activity that include the adolescents and 
their families. In order to minimize inconsistency during 
data collection and to strengthen the dependability, each 
decision made during every step of the research process 
was continuously logged. Other measures taken to ensure 
dependability were the consistent use of the same inter-
view guide as well as an open dialogue with the co-
researchers. In order to enhance transferability, descriptions 
of the setting, selection, and characteristics of the partici-
pating parents were included. Given the consensus among 
parents, it is reasonable to believe that the findings are 
transferable to other parents in similar situations and con-
texts; however, the convenience sampling procedure used 
in this study limits the generalizability of the findings to 
the population of parents with autistic children.

Even though this study had a relatively large number of 
parents (28), including parents with daughters and those 
with sons, and parents with several children and those with 
only one child, a limitation of this study was that only 
three of the parents were fathers. Thus, the results may not 
reflect the fathers’ experiences to the same extent as they 
reflect the mothers’ experiences. A further limitation is the 
lack of information about whether or to what extent other 
co-occurring impairments in addition to ASD may affect 
how parents perceive physical activity promotion. Only 
intellectual disabilities were excluded in this study.

Clinical implications and future research

This study highlights the need to recognize parental efforts 
in encouraging adolescents with ASD to participate in 
physical activity. It also reveals a need for increased col-
laborative support, which is in line with previous research 
that argues for such an approach (Gregor et al., 2018). In 
order to promote and support healthy physical activity 
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habits successfully, interventions thus need to be collabo-
rative and to include different socio-ecological levels, such 
as support at intrapersonal, interpersonal, organizational, 
and community levels (McLeroy et al., 1988).

Parental decision-making regarding what interventions 
to prioritize for their child with ASD is influenced by the 
available resources and the professionals they meet 
(Shepherd et al., 2018). Thus, an increased awareness 
among professionals of the kind of support that is needed 
in physical activity promotion for adolescents with ASD 
would benefit the development of healthy physical activity 
habits in this group. Support and collaborative work should 
not solely be directed toward the adolescent but also 
toward parental efforts, and it should include different 
actors at different socio-ecological levels. Future research 
should also incorporate other actors’ perspectives, outside 
the family context. The focus should be on how different 
actors within a socio-ecological system manage to recog-
nize the adolescents’ conditional participation in physical 
activity and the families’ need for support when promoting 
physical activity participation.

Conclusion

This study illustrates the need to recognize the individual 
conditions for participation in physical activity that ado-
lescents on the autism spectrum express. Their parents rec-
ognize these conditions to a great extent and take various 
steps to provide their adolescents with an increased sense 
of control over their participation. But, in order to enhance 
physical activity participation among adolescents with 
ASD, increased attention should be given to the issues 
raised in this study, and support should be provided to 
relieve the burden on the parents.
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