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Objective: To understand the perception of children
with disabilities and their families regarding factors
that interfere with participation in leisure activities
in Brazil.

Methods: This qualitative study included 14 focus
groups, involving a total of 80 participants (40 child-
ren with disabilities and 40 family members). Discus-
sions were recorded and transcribed. Coding was ba-
sed on the International Classification of Functioning
Disability and Health, following linking rules.
Results: A total of 80 individuals participated in the
study. For parents and children the most-cited bar-
riers to participation in leisure activities were relat-
ed to environmental factors. For children, the main
barriers were the attitudes of their nuclear family,
acquaintances, and friends. Access to products and
technology for personal mobility were also important
obstacles. For them, support from immediate family
was both a facilitator and barrier. Other barriers
identified by family members were open-space plan-
ning services and assets. As facilitators, the atti-
tudes and support of people in positions of authority
also were reported by this group.

Conclusion: For parents and children, most disabling
barriers were related to environmental factors, such
as access to products and technology, support, and
attitudes. Some differences in perception were obser-
ved between comments from children and parents;
for example, regarding barriers due to immediate fa-
mily. Parents showed greater awareness of barriers
and facilitators to participation in leisure activities.
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Participation is defined by the International Clas-
sification of Functioning, Disability and Health
(ICF) as “the involvement of the individual in real-life
situations” (1). The main elements of this construct
are: “attendance”, defined as “being there” and mea-

(LAY ABSTRACT )
The aim of this study was to understand the percep-
tion of children with disabilities and their families re-
garding factors that interfere with participation in
leisure activities in a developing country. This qualitative
study included 14 focus groups, involving a total of 80
participants (40 children with disabilities and 40 family
members). Discussions were recorded and transcribed.
Coding was based on the International Classification of
Functioning Disability and Health (ICF), following linking
rules. For children, the main barriers to participation in
leisure activities were the attitudes of acquaintances,
friends or strangers. Lack of access to products and tech-
nology for personal mobility were also important obsta-
cles. For them, support from immediate family was the
both a facilitator and barrier. Other barriers identified by
family members were open-space planning services, and
assets. As facilitators, the attitudes and support of imme-
diate family also were reported by this group. In conclu-
sion, for children, the attitude of peers was the main bar-
rier to participation in leisure activities, while, for family

\members, the main barrier was the attitude of strangerSJ

sured as frequency of attending and/or the range or
diversity of activities; and “involvement”, defined as
the experience of participation while attending, which
includes elements of engagement, persistence, social
connection, and level of affect (2, 3).

Participation provides environmental exploration,
achievement and improvement of motor, cognitive, be-
havioural, and social skills, as well as improved physical
and emotional well-being (4). Assessment of participation
requires a careful description of significant activities that
frequently occur in the life of a child (5), such as involve-
ment in games, play and leisure activities, as well as social
and community interaction. These can be performed indi-
vidually or in groups and reflects the engagement levels
of children at home, at school or in the community (6).

Knowing the preferences of the children and the
family may be a key aspect for enhancing their partici-
pation (7, 8). Listening to their voices and understand-
ing their needs and choices are essential to offering
the best activity options (9). However, identifying the
involvement of the child during participation as well
as their needs is a challenge for researchers (10).
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The ICF biopsychosocial framework considers that
disabilities and environmental factors, such as the phys-
ical, social and attitudinal setting, may restrict partici-
pation in social and leisure activities (11, 12). Studies
conducted in high-income countries show that attitudes,
transportation, financial constraints, and support from
service providers are some of the barriers to partici-
pation in leisure activities (13). However, in low- and
middle-income countries, where environmental barriers,
such as public transportation and financial constraints,
are experienced by a large part of the population, it is
challenging to understand how environmental factors
hinder the participation of children with disabilities (14).

Most studies on the participation of children with
disabilities are based on caregivers’ perceptions (14,
15), but there is increasing interest in listening to the
voices of children with disabilities themselves. Includ-
ing these voices in research highlights the first-hand
perspective of those who participate in leisure activities
(16). The comparison between a child’s and caregiver’s
perceptions may underscore different viewpoints (17)
and better illustrate the situation.

Interventions focused on participation represent
a more recent outlook on rehabilitation (18) and,
for many children and families, achieving optimal
participation levels is the most anticipated and valued
outcome of the intervention. Thus, identifying barriers
that limit the performance of activities and restrict
participation, as well as the knowledge of facilitators,
will help guide health professionals, managers and
those responsible for children with disabilities (14, 19).

The aim of this study is to understand the perception
of children with disabilities and their families regard-
ing factors that interfere with participation in leisure
activities in Brazil. This is a pioneering study in Brazil,
which explores the topic in depth and places the most
important stakeholders at the centre of decision-making.

METHODS
Study design

This study used a qualitative research approach with a focus
group. Using this method, adults or children can share expe-
riences, perceptions, needs, problems and opinions on a given
subject (20). Focus groups, in particular, provide the potential
to explore subjective constructs and clarify points of view and
reveal dimensions of understanding that would be less easily
accessible in other data collection formats.

The project was approved by the Research Ethics Committee of
the Federal University of Rio Grande do Norte (UFRN), in accor-
dance with National Health Council Resolution 466/12 (protocol
number 1.659.780). The study was conducted at the Pediatric
Physiotherapy laboratories of the Federal University of Rio Grande
do Norte (UFRN — main campus and FACISA campus), Brazil.
All parents/legal guardians provided written informed consent and
audio-recording release forms, authorizing the child’s participation.

www.medicaljournals.se/jrm

Setting

Participants were recruited from the capital of Rio Grande do
Norte state (Natal) and 2 nearby municipalities. Most of the
children are followed at public rehabilitation services, including
residents of both urban and rural areas.

Subjects

Participants with important common characteristics were
purposely selected at Pediatric Rehabilitation Services in the
cities of Natal (UFRN- main campus, Potiguar University,
Heitor Carrilho, UniRN, and the Specialized Rehabilitation
Center of Natal), Macaiba (Anita Garibaldi) and Santa Cruz
(UFRN- FACISA campus) by members of the research team,
through active search via phone calls or direct personal contact.
The inclusion criteria for children were: displaying some form
of disability (physical, congenital or acquired); being between
6 and 18 years old, of both sexes; and able to understand ques-
tions and communicate (verbally or with the help of assistive
technology). Exclusion criteria were: non-attendance of the
family member or child on the date and time scheduled for the
focus group meeting; difficulty/inability to answer questions on
the topic during the discussion, or lack of participation during
the focus group. Family groups were formed by caregivers of
children who had some degree of kinship with them.

Data collection methods and instruments

Sociodemographic questionnaire. An evaluation form deve-
loped by the researchers was used to obtain and record the
personal data of children with disabilities and their families.

Focus group. To guide the focus groups and direct the discus-
sions, an interview guide was used (Table I). Focus groups
were conducted by a previously trained moderator. An assistant
helped run the group, identifying the participants, checking the
material to be used (charts and tape recorder) and subsequently
transcribing the statements.

Data collection procedures and saturation

The groups were scheduled in advance and, after signing the
agreement terms, the questionnaire was administered to family
members in order to collect sociodemographic data. Next, family
members and children were taken to different rooms, where the
focus groups were held. Each group was led by a moderator, who
was in charge of initiating and directing the discussion, using the

Table I. Guiding questions used in the focus groups

Focus group and guiding questions

Children with disabilities

1. Do you participate in leisure activities? Which ones?

2. In your opinion, what hinders your participation in leisure activities?

3. In your opinion, what facilitates your participation in leisure activities?

4. Is there any leisure activity that you would like to participate in but do
not?

Family members of children with disabilities

1. Does your child participate in leisure activities? Which ones?

2. In your opinion, what hinders your child’s participation in leisure
activities?

3. In your opinion, what facilitates your child’s participation in leisure
activities?

4. Is there any leisure activity that your child would like to participate in but
does not?
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question guide. To facilitate dialogue in the children’s group, in
addition to the interview guide, the moderator used cards with
images that illustrated children engaging in leisure activities
(playing in a park, going to the beach, going to the movies, play-
ing team sports). Each group consisted of 5-8 participants and
lasted a mean of 50 min (maximum 70 min, minimum 30 min).

After 8 sessions (16 groups), collections were finalized after
the saturation criterion was met. The concept of “saturation”
refers to the point during data collection when the linkages
among the qualitative data of 3 consecutive focus groups have no
more than 5% additional second-level ICF categories compared
with previous focus groups. Recent research has applied this
definition when analysing executive functioning in children with
cerebral palsy (CP) using qualitative methods (21).

Data analysis

The ICF model, the main framework for rehabilitation studies,
was used as a reference for data analysis, by linking qualitative
data based on the rules proposed by Cieza et al. (22). This
methodology has been updated twice and is widely disseminated
in the literature (23, 24). Five functioning categories are includ-
ed in the ICF model: Body Functions (b); Body Structures (s);
Activities and Participation (d); Environmental Factors (e);
and Personal Factors. These components are divided into the
subcategories shown in Table I1.

Table II. International Classification of Functioning, Disability and
Health (ICF) components divided into categories and subcategories

Category
(first-level classification)

Subcategory
(second-level classification)

Body Functions (b) Mental functions (b1)

Sensory functions and pain (b2)

Voice and speech functions (b3)

Functions of the cardiovascular, haematological,
immunological and respiratory systems (b4)

Functions of the digestive, metabolic and
endocrine systems (b5)

Genitourinary and reproductive functions (b6)
neuromusculoskeletal and movement related
functions (b7)

Functions of the skin and related structures (b8)

Body Structures (s) Structure of the nervous system (s1)
The eye, ear and related structures (s2)
Structures involved in voice and speech (s3)

Structure of the cardiovascular, immunological
and respiratory systems (s4)

Structures related to the digestive, metabolism
and endocrine systems (s5)

Structure related to genitourinary and
reproductive system (s6)

Structure related to movement (s7)

Skin and related structures (s8)
Activities and Participation (d) Learning and applying knowledge (d1)

General tasks and demands (d2)

Communication (d3)

Mobility (d4)

Self care (d5)

Domestic life (d6)

Interpersonalinteractions and relationships (d7)

Major life areas (d8)

Community, social and civic life (d9)

Environmental Factors (e) Products and technology (el)

Natural environmentand human made changes
to environment (e2)

Support and relationships (e3)
Attitudes (e4)
Services, systems and policies (e5)

Personal Factors This category does not support subcategories

All focus groups were audio-recorded and transcribed verba-
tim by an external research assistant and checked for quality by
2 members of the research team (JSM, ARL). Three ICF-trained
researchers (JSM, ERVPG, HNCF) read the transcripts several
times and the texts were collated to enable qualitative analysis,
using a content analysis approach (25). This analysis ensured
identifying narratives referring to the categories established in
the ICF. These findings were organized by ICF components and
linked to the ICF categories according to established linking
rules. The 3 ICF-trained researchers conducted this process
independently. Consensus between the 3 researchers was used
to decide which specific ICF category should be linked to each
concept. Disagreement between the researchers was resolved
by unanimous decision after discussion.

The parents’ and children’s perceptions were analysed sepa-
rately and then compared in order to determine the differences
and similarities between them regarding factors that influenced the
children’s participation in leisure activities. Based on the results,
a model was proposed to illustrate the barriers to participation.

For results related to the subjects’ characteristics (socio-
demographic data), descriptive statistics were used to show the
mean, median, standard deviation and frequency.

RESULTS

Fourteen focus groups were conducted, with a total
of 80 participants (40 children with disabilities and
40 family members). In terms of the family group,
mean age was 40.6 years (range 23—64 years) with a
standard deviation (SD) of 6.01 years (median 41.0
years). For the group of children, the mean age was
10.7 years (range 6—18 years), SD 3.5 years (median
10.5 years). Of the 14 children who used a wheelchair,
7 (17.65%) were able to manoeuvre it independently,
while 7 (17.65%) needed assistance. The remaining
sociodemographic characteristics of family members
and children are shown in Table II1.

The analyses revealed 3 main barriers and facilita-
tors to participation: Environmental Factors (e), Body
Function (b), and Body Structure (s). Environmental
Factors were the most responsible for restricting
participation in leisure activities, both in the group of
children with disabilities and family members. The
Body Function component identified in the statements
of children and family members was the second most
cited, and Body Structure the least mentioned. The
topics to follow present the main categories, based on
the ICF framework, to reveal the factors involved in
children with disabilities’ leisure activity participation
as well as discrepancies and similarities between par-
ents and their children. Fig. 1 summarizes the results,
illustrating the main barriers to participation.

Category 1 — Environmental Factors (e)

For both groups, Environmental Factors were a major
influence on leisure activity participation, either as a
barrier or a facilitator. In this category, attitudes (e4)

J Rehabil Med 53, 2021
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Table III. Characteristics of participants of the focus groups

Focus group and characteristics n %
Children with disabilities
Schooling
Child education 5 12.5
Elementary school 33 82.5
High-school 2 5.0
Studying currently
Yes 36 90.0
No 4 10.0
Siblings
Yes 23 57.5
No 17 42.5
Health condition
Spina bifida 9 22.5
Cerebral palsy 10 25.0
Autism/ADHD 9 22.5
Others 12 30.0
Locomotion
Walks without using devices 22 55.0
Walks with devices 4 10.0
Wheelchair 14 35.0
Communication
Fluent speech 26 65.0
Speak with difficulty/help 14 35.0
Object handling
Independent 30 75.0
Needs help 10 25.0
Family members of children with disabilities
Schooling
Incomplete elementary 9 22.5
Complete elementary 7 17.5
Incomplete secondary 6 15.0
Complete secondary 12 30.0
Complete university 6 15.0
Relation with the child
Immediate family (parents, siblings, grandparents) 37 92.5
Extended family (aunts, uncles, cousins) 3 7.5
Currently employed
Yes 10 25.0
No 30 75.0
Mean family income
1 minimum monthly wage (*USD 250.00) 19 47.5
2 minimum monthly wages 17 42.5
3 or more minimum monthly wages 4 10.0

ADHD: attention deficit hyperactivity disorder.

were highlighted by both children with disabilities
and their families as the main barrier. While children
reported support and relationships (e3) as the main
facilitator, family members emphasized attitudes (e4)
as the main motivators for children’s participation in
leisure activities. Next, the barriers and facilitators
mentioned by participants were underscored in relation
to the second-level classification. Table IV shows a
predominance of barriers related to subcategories and
the respective quotes.

Subcategory el — Products and technology. Both
groups cited products and technology as a barrier to
participation due to problems related to mobility and
transportation, buildings for public use, and assets.
Families and children also considered them facilitators
to participation, for making mobility and personal

www.medicaljournals.se/jrm

transport easier, encouraging culture, recreational
activities and communication. Parents and children
also believe in the importance of technologies and ar-
chitectural changes to facilitate mobility. When asked
about the leisure activities that their children engage in,
the families reported the use of technologies as being
important for participation.

“Although he studied at a model school, we also had some
difficulties ... it was necessary to make ramps...” (mother of
11-year-old boy, myelomeningocele)

Subcategory e2 — Natural environment and human-
made changes to the environment. This subcategory
was mentioned only in the family group. For some
mothers, the fear of their children becoming sick
because of poor air quality makes them restrict their
participation in leisure activities.

“I'was afraid of her going to the circus because of the dust”

(mother of 7-year-old girl, myelomeningocele).

Subcategory e3 — Support and relationships. Both
groups mentioned barriers classified in the immediate
family and personal care providers categories. Im-
mediately family, acquaintances, peers, colleagues,
neighbours, community members, personal care
providers and personal assistants were cited by
several children and their families as facilitators to
participation. Among the categories reported by the 2
groups, personal care providers and personal assistants
were mentioned by family members as facilitators to
children’s participation at school.

“Well, at school he participates in everything, I never had
any problems” (grandmother of 8-year-old boy, autism).

Subcategory e4 — Attitudes The most frequently cited
attitudinal barriers were immediate family members,
friends, acquaintances, peers, colleagues, neighbours,
community members, strangers and societal attitudes.
The negative attitudes of immediate family members
were identified in some of the parents’ quotes. The
overprotection exhibited by some families was also a
barrier to participation. Negative attitudes of friends
and colleagues from school and the community were
also reported by a number of children. The attitudes
of strangers and society in general were also related
by both groups as barriers to participation.

Some categories, such as attitudes of immediate
family members, friends, acquaintances, peers, col-
leagues, neighbours and community members, were
equally cited by families and children as facilitators to
participation, depending solely on the context where
they emerge in the children’s daily routine. Individual
attitudes of nuclear family members were widely re-
ported as facilitators in this domain, by both groups.
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Perception of children
with disabilities

* Individual attitudes of
acquaintances, peers colleagues,
neighbors and community
members (e425)

* Individual attitudes of
immediate family members
(e410)

* Individual attitudes of friends
(e420)

* Individual attitudes of strangers
(e445)

* Products and technology for
personal indoor and outdoor
mobility and transportation
e120)

* Immediate Family (e310)

* Extended Family (e315)

* Friends (€320)

* Individual attitudes of immediate family

members (e410)
* Products and technology for culture,
recreation and sport (e140)

FUTURE

Perception of parents of
children with disabilities

* Individual attitudes of strangers
(e445)

* Individual attitudes of
acquaintances, peers colleagues,
neighbors and community
members (e425)

* Open space planning services,
systems and policies (e520)

* Design, construction and
building products and technology
of buildings for public use (e150)
Assets (e165)

* Individual attitudes of immediate
family members (e410)

* Immediate Family (€310)

* Societal attitudes (e460)

* Design, construction and building
products and technology of buildings
for public use (e150)

* Health services, systems and policies
(e580)

Fig.1. Barriers and facilitators to participation in leisure activities according to the perception of children with disabilities and their family members

People in positions of authority and societal attitudes
were also mentioned by the families as facilitators.
“I never had any setbacks with the dune park security
guards asking me to get out of the toy.” (mother of 6 year-old
boy, cerebral palsy).

Subcategory e5 — Services, systems and policies.
Both children and families cited open-space planning,
transportation and general social support. One mother
found it difficult to leave the house with her son to
engage in leisure activities, due to the poor quality of
the public transportation system, and barriers related
to general social support in the neighbourhood were
also mentioned. Also, with respect to services, systems
and policies, the families reported barriers related to
architecture, construction, civil and legal protection,
social security and health.

In regard to facilitators, the families cited the health
services provided to the children as a facilitator to
participation. This group discussed the sub-topic in
greater depth, referring to aspects such as open-space
planning, civil and legal protection, and general social
support that could act as facilitators to the children’s
participation in leisure activities.

“My son is accompanied by a psychologist, participates in
swimming and an art workshop. * (father of 13-year-old boy,
autism).

Category 2 — Body Function (b)

Subcategory b7 — Neuromusculoskeletal functions
related to movement. Although they were not the main
barriers, musculoskeletal functions were cited by some
children and families. They mention musculoskele-
tal functions related to weakness, lack of voluntary
control, and involuntary movements as barriers to par-
ticipation. The children stated that the desire to perform
a leisure activity would be limited by functional and
structural aspects, such as balance and muscle weak-
ness. In addition, the families considered children’s
gait a relevant barrier to participation, whereas the
children did not.

“She really wanted to skate, but it’s complicated for her
to ride alone”. (father of 13-year-old girl, cerebral palsy)

Category 3 — Body Structure (s)

Subcategory s7 — Structures related to movement.
Although structural changes were less cited by both
groups, they reported that the structures related to
movement are a barrier to participation in leisure
activities. The children and families mentioned the
structure of the head and neck region and upper and
lower structures as barriers. However, these aspects
were only minimally reported.

J Rehabil Med 53, 2021
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Table IV. Examples of quotes ordered by International Classification of Functioning, Disability and Health (ICF) for Children and Youth

components

Question and ICF
component Subcategory

Quotes

Children with disabilities

In your opinion, what hinders your participation in leisure activities?

Environmental Subcategory el - Products and
Factors technology

Subcategory e3 - Support and
relationships.

Subcategory e4 - Attitudes

Subcategory e5 - Services,
systems and policies

Function and Body Subcategory b7 -

Structure Neuromusculoskeletal and
movement-related functions
Subcategory s7 - Movement-
related structures

Mobility, transportation, and buildings for public use: “When I go to the beach it is difficult because my
wheelchair does not ride on the sand” (boy, 7 years old, myelomeningocele).

Assets: "I wanted to go to the cinema, but you can’t go ... it's expensive” (girl, 7 years old, ADHD).
Lack of access to recreation and sports: “There is a playground close to home, I even go there, but it
is not adapted” (boy, 9 years old, autism).

Personal care providers: “There is some equipment in the playground that I can’t use and there is no
helper at my school” (girl, 10 years old, cerebral palsy GMFCS III).

The overprotection of some families was also identified as a barrier to participation: “She really wants
to ride a bicycle but I'm afraid and don't let her” (father of a 12-year-old girl, brain stroke).

About immediately family: "I really wish I could play ball, but my mom is afraid I'll hit my head” (girl,
12 years old, stroke).

Negative attitudes from friends: “most of them at school don’t allow me to play, they think I can't”
(boy, 11 years old, myelomeningocele).

Negative attitudes from schoolmates and community: “I can get hurt by some child hitting my chair
and it turns over” (boy, 13 years old, cerebral palsy).

Barriers related to general social support in the neighbourhood: "I used to swim, but I stopped
because it was too far” (girl, 15 years old, myelomeningocele).

Participation could also be facilitated if the space was more prepared to receive the child: “It would be
good to decrease the amount of sand to get to the beach... if it was compact and harder it would be
much better” (girl, 15 years old, myelomeningocele).

Barriers related to general social support in the neighbourhood were also mentioned: I used to swim,
but I stopped because it was too far” (girl, 15 years old, myelomeningocele).

Musculoskeletal functions, such as weakness, lack of voluntary control, involuntary movement or
movements and lack of balance were cited as barriers by some children and families “I can’t stay on
the playground ... I can’t stand ...” (girl, 6 years old, cerebral palsy).

For some of the children, problems related to lower extremity structure make it difficult to participate
in leisure activities: “If my foot was corrected, I could play ball” (girl, 8 years old, myelomeningocele).
Among the family members, a mother said: “I don’t think she has great difficulties, just her little arm
that gets in the way of playing” (girl, 8 years old, obstetric brachial palsy).

In your opinion, what facilitates your participation in leisure activities?

Environmental Subcategory el - Products and
Factors technology

Subcategory e3 - Support and
relationships

Subcategory e4 - Attitudes

Family members of children with disabilities

Importance of technologies and architectural changes to facilitate mobility: “It would be nice if bikes
were adapted for people with all types of disabilities because then they would be able to ride” (girl, 15
years old, myelomeningocele).

Immediately family was cited by many children as facilitating participation: “I have a painting that my
father bought for me to draw with this and that hand” (using both hands) (girl, 12 years old, brain stroke).
The extended family was also mentioned as a facilitator: “My grandmother, she always helped me.”
(girl, 15 years old, cerebral palsy).

Children also mention the importance of friends, support to facilitate and promote their participation in
leisure activities: “My friend helps me at recess. She invites me for lunch and takes me to play” (girl,

8 years old, cerebral palsy GMFCS 1V).

The attitudes of immediate family were mentioned by a child through experiences with siblings: “My brother
helps me play at school, with friendships... he protects me” (boy, 11 years old, traumatic brain injury).
Children realize the importance of having friends: “She is my friend. At recess she lunches with me,
and takes me out to play” (girl, 6 years old, cerebral palsy).

In your opinion, what hinders your child’s participation in leisure activities?

Environmental Subcategory el - Products and
Factors technology

Subcategory e2 - Natural
environment and human-made
changes to environment

Subcategory e3 - Support and
relationships

Subcategory e4 - Attitudes

Subcategory e5 - Services,
systems and policies

www.medicaljournals.se/jrm

About assets: “This income is not enough to do everything you want, because there are priorities”
(mother of 8-year-old girl, amniotic band syndrome).

About natural environment: “She has breathing problems and places that have dust are bad...so when
we go to the countryside, I'm afraid she’ll get sick” (mother of 8-year-old girl, ADHD).

This account was reinforced by her mother: “The school she studies at is well structured but there is
no one to provide support” (mother of 10-year-old girl, cerebral palsy GMFCS III).

Negative attitudes of immediate family members were identified in some statements by parents: “His
routine is intense, and he still has time for everything, the time for eating, bathing is different, so I
have to plan all this. Sometimes his leisure is on television because I need a shower, I need to eat ... *
(mother of 9-year-old boy, cerebral palsy).

The overprotection of some families was also identified as a barrier to participation: “She really wants
to ride a bicycle but I'm afraid and don't let her” (father of a 12-year-old girl, brain stroke).

Negative attitudes from friends were identified by a mother: “There is a boy who keeps other boys
from him ...” (mother of 9-year-old boy, autism).

Negative attitudes from neighbours and community members were reinforced by a parent: “The
neighbours keep gossiping that I have a special boy ...” (father of 13-year-old boy, ADHD).

Stranger and societal attitudes were also presented by families and children as barriers to
participation: “Drivers do not respect the accessibility ramps” (mother of 8-year-old girl, brain stroke).
One mother said it was difficult to leave the house with her son for leisure activities due to the quality
of the public transport system: “The transportation system where I live is poor, the buses are not
adapted” (mother of 14-year-old boy, cerebral palsy GMFCS 1V).

About general social support a mother reinforces that: “Pedestrian crossings also do not work, because
some stop and others do not, a traffic light should be installed soon” (mother of 9-year-old boy, autism).
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Function and Body
Structure

Subcategory b7 -
Neuromusculoskeletal and
movement-related functions

Subcategory s7 - Structures
related to movement

Family members recognized the health services offered to children as a facilitator for participation. An
aunt said: “Here participates in some activities, such as occupational therapy and physical therapy”
(aunt of 12-year-old boy, hydrocephalus).

“He doesn’t stand on his chair because of his balance” (mother of 6-year-old boy, myelomeningocele).
“She has a wheelchair, but she doesn’t do more things because she can’t walk” (mother of an 8-year-
old girl, cerebral palsy GMFCS-1V).

In your opinion, what facilitates your child’s participation in leisure activities?

Environmental
Factors

Subcategory el - Products and
technology

Subcategory e3 - Support and
relationships

Subcategory e4 - Attitudes

Subcategory e5 - Services,
systems and policies.

A mother believes that using the cell phone offers the child ease of communication, culture and
recreational activities: “Access to the cell phone allows her to learn many things” (mother of 6-year-
old girl, cerebral palsy).

Parents also believe in the importance of technologies and architectural changes to facilitate mobility:
“Although he studied at a model school, we also had some difficulties ... it was necessary to make
ramps ..."” (mother of 11-year-old boy, myelomeningocele).

The immediate family was quoted by a mother: "When I can’t go out with my son, my sister takes him
to the beach, to the mall... she just needs the opportunity” (mother of 13-year-old boy , ADHD).

Families also perceive the importance of friends to promote participation: “She ... has her friends.
Every night there are five or six at home to play with her ™ (mother of 12-year-old girl, brain stroke).

Positive attitudes of immediate family were cited by family members: “She wants to go to the cinema
alone, I stay at the mall, but I make her very comfortable” (father of 13-year-old girl, cerebral palsy).

Family members recognized that health services offered to children as a facilitator for participation:
“He participates in some activities, such as occupational therapy and physical therapy” (aunt of
12-year-old boy, hydrocephalus).

A good open-space planning service could favour participation: “It would be nice if there was better
accessibility at the beach” (mother of 16-year-old boy, brain tumour sequelae).

ADHD: attention deficit hyperactivity disorder; GMFCS: Gross Motor Function Classification System.

“if my foot was corrected, I could play ball” (girl, 8 years
old, myelomeningocele)

DISCUSSION

This study aimed to determine the perceptions of family
members and children with disabilities regarding the
problems, barriers, and facilitators to participation in
leisure activities. The results show that environmental
factors were the major restrictors, but were also regarded
as potential facilitators by both groups. To a lesser
extent, problems related to body structure and function
were also mentioned, but mostly by family members
rather than the children with disabilities themselves.

Environmental factors

Environmental factors, especially the social environ-
ment, may have a positive or negative impact on the
participation of children with disabilities in leisure
activities. In the present study, both groups considered
aspects related to the immediate family, personal care
providers and extended family and friends as barriers to
participation. Studies show that, to encourage children
with disabilities to participate in leisure activities, par-
ents need to be motivated, engaged and well informed.
Negative family attitudes, whether by negligence or
overprotection, may have an unfavourable impact on
the frequency and involvement of children in leisure
activities. In addition, the non-acceptance of their peers
at school and in the community leads children with disa-
bilities to isolation, distancing and exclusion (14, 26).
From the children’s point of view, family support
is an important facilitator. When they are in need, as-

sistance offered by members of the nuclear family is
very useful (27) and children feel they can participate
with their parents’ help (28). The support and attitudes
of'individuals within the nuclear family are considered
an important factor in facilitating the participation of
children with disabilities (14), given that they share a
large part of leisure activities with their families (29).

According to Heah et al. (30), the family has a pos-
itive influence on children’s participation in leisure
activities, and the involvement of parents in playing,
physical support, supervision and protection offered by
the family environment encourages children's partici-
pation in leisure activities (13). Thus, when they are
apart from their parents, their friends, colleagues and
neighbours may have the same emotional importance
for the involvement of children with disabilities in
school and community activities, acting as support for
socialization and social inclusion (16, 31).

For the children included in this study, some attitudes
of the nuclear family limit their participation in leisure
activities. Fearing falls, people’s reactions and even
child protection services, mothers and fathers deny
their children’s participation in leisure activities when
they cannot accompany them. According to Schiariti et
al. (32), this minimizes the opportunities for children to
be involved in motor, social, and emotional experiences
that are essential to the development process, as well
as socialization and leisure.

For family members, people in positions of authority,
such as teachers and school directors, may act as facil-
itators to children’s participation. According to Nathan
etal., (33) teachers and other school staff members are
key players in this process, especially since teachers
ill-equipped to deal with people with disability also
hinder participation.

J Rehabil Med 53, 2021
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With respect to services, systems and policies, accessi-
bility issues (including ramps and public transportation)
are important environmental barriers to participation. In
this study, limited accessibility due to the quality of the
services and systems offered (including transportation
and architectural adaptations of recreational spaces) was
identified as a barrier by all parents participating in the
sample. This may be due to the financial conditions of
low- and middle-income countries, which have limited
access for wheelchair users and a scarcity of appropriate
ramps and elevators in public buildings (14).

The physical environment (products and technology
used for mobility and transportation, architecture and
construction of buildings (entry, exit and facilities))
is a common barrier due to the lack of accessibility in
public places (34). According to Earde et al. (14), child-
ren who are unable to walk may find it more difficult
to access public spaces when other efficient mobility
options are not available. Studies involving people with
cerebral palsy (CP) and spina bifida showed that the
physical environment has a direct impact on locomo-
tor performance, thereby limiting the participation of
people with motor impairment (35). The physical en-
vironment was also cited by the families in the current
study as a facilitator to child participation. The parents
of children with CP and spina bifida reported personal
transport, culture, communication and architectural
modifications. Indeed, motorized mobility may benefit
children without a prognosis of normal self-directed
gait to improve autonomy, social interactions and
participation in general (36, 37).

Function and Body Structure

The Body Function and Structure categories were cited
less frequently by the parents and children and were
related to the upper and lower structures and head
region. Other studies that also used the ICF to assess
participation also obtained similar findings based on
the discourses of parents, that is, function and structure
impacting the participation of children in leisure
activities (16, 23). Both groups reported control of
voluntary movements, involuntary reactions and
muscle weakness as factors that affected participation
in leisure activities. This was also observed in a recent
study that interviewed children with CP (16), where
motor function was related to the participation in
leisure activities of children with CP in Spain.

It cannot be confirmed that enhanced motor function-
ing improves the participation of children with disa-
bility. Kanagasabai et al. (38) published a systematic
review that revealed a weak-to-moderate association
between motor functioning and participation in leisure

www.medicaljournals.se/jrm

activities. The study showed that the improvement in
children’s motor function was not the main facilitator
to participation. More recent studies have demonstrated
that focusing on participation and eliminating the
physical and social barriers of the environment may
have a positive impact on the functional and structural
components (3, 39). This fact should awaken the in-
terest of physiotherapists and occupational therapists
in interventions focused on the environment and the
involvement of children in leisure activities (40).

Clinical considerations

This study showed ways to improve the participation
of children with disabilities in Rio Grande do Norte
state, Brazil, considering the children and families
perceptions of themselves and enabling the children
to speak about their health condition and aspects that
facilitate or hinder participation from their point of
view. In addition, this study analysed whether there are
aspects of participation that only children can describe,
highlighting the trend to listen to the voices of child-
ren with disability. Given these results, rehabilitation
professionals should seek to identify which factors act
as barriers to participation of children with disabilities
in order to contribute to measures that can provide
more effective involvement of these children in leisure
activities. Facilitators should be encouraged, sought
after, and used in these action strategies. Understanding
the reality of children with disabilities, and involving
them directly in the research, enables the formulation
of better strategies to improve participation.

Study limitations

Despite being a pioneering study in Brazil, involving
the assessment of the perception of families and
children with disabilities, this study has a number
of limitations related to the participants, since all of
the subjects were recruited in rehabilitation services.
Children with disabilities who do not undergo reha-
bilitation may experience other barriers and facilitators
to participation. The focus groups were conducted in
2 cities and different contexts, but the sample was by
convenience, and thus may not be representative of a
wider geographical population. In addition, due to the
need for children to communicate, the study contained
few children with severe physical disabilities, which
may affect generalization of the findings. More stud-
ies are required, involving children and adolescents
with all levels of disability, who are receiving or not
receiving rehabilitation, in order to broaden our under-
standing of participation in leisure activities.
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CONCLUSION

Children with disabilities and their families agreed that
environmental factors interfere more with the partici-
pation of these children in leisure activities than do the
children’s structural and functional aspects. Listening
to children and their family members provided a more
complete picture of children’s participation. Parents
consider the extended family and friends as barriers
to participation, while children perceive the nuclear
family as a barrier to participation.

The authors have no conflicts of interest to declare.

10.

11.

12.

13.

REFERENCES

. World Health Organization (WHO). International Classifica-

tion of Functioning, Disability and Health version for Child-
ren and Youth. Geneva: World Health Organization; 2004.

. Imms C, Adair B, Keen D, Ullenhag A, Rosenbaum P, Gran-

lund M. “Participation”: a systematic review of language,
definitions, and constructs used in intervention research
with children with disabilities. Dev Med Child Neurol 2016;
58: 29-38.

. Imms C, Green D. Participation: optimising outcomes in

childhood-onset neurodisability. 1st edn. Imms C, Green
D, editors. London UK: Mac Keith Press; 2020.

. Piskur B, Beurskens AJHM, Ketelaar M, Jongmans MJ,

Casparie BM, Smeets RJEM. Daily actions, challenges, and
needs among Dutch parents while supporting the partici-
pation of their child with a physical disability at home, at
school, and in the community: a qualitative diary study.
BMC Pediatr 2017; 17: 12.

. Adolfsson M, Malmgqvist ], Pless M, Granuld M. Identifying

child functioning from an ICF-CY perspective: everyday life
situations explored in measures of participation. Disabil
Rehabil 2011; 33: 1230-1244.

.Imms C, King G, Majnemer A, Palisano R, Orlin M, Law

M, et al. Leisure participation — preference congruence of
children with cerebral palsy : a Children’s Assessment of
Participation and Enjoyment International Network des-
criptive study. Child Care, Heal Dev 2016; 32: 185-192.

. Shikako-Thomas K, Shevell M, Lach L, Law M, Schmitz N,

Poulin C, et al. Are you doing what you want to do? Lei-
sure preferences of adolescents with cerebral palsy. Dev
Neurorehabil 2015; 18: 234-240.

. Van De Velde D, Coussens M, De Baets S, Sabbe L, Van-

derstraeten G, Vlerick P, et al. Application of participation
in clinical practice: key issues. J Rehabil Med 2018; 50:
679-695.

. Skille E, Osteras J. What does sport mean to you? Fun and

other preferences for adolescents’ sport participation. Crit
Public Heal 2011; 21: 359-372.

Schlebusch L, Huus K, Samuels A, Granlund M, Dada S.
Participation of young people with disabilities and/or chro-
nic conditions in low- and middle-income countries: a sco-
ping review. Dev Med Child Neurol 2020; 62: 1259-1265.
Imms C, Froude E, Adair B, Shields N. A descriptive study
of the participation of children and adolescents in activities
outside school. BMC Pediatr 2016; 16: 1-11. [Accessed
2020 Jan 18] Available from: http: //dx.doi.org/10.1186/
512887-016-0623-9.

Anaby D, Korner-bitensky N, Steven E, Tremblay S,
Snider L, Avery L, et al. Current Rehabilitation Practices
for children with cerebral palsy: focus and gaps. Phys
Occup Ther Pediatr 2016; 1-15. [Accessed 2020 Jan
18] Available from: http: //www.tandfonline.com/loi/
ipop20%O0ACurrent.

Di Marino E, Tremblay S, Khetani M, Anaby D. The effect

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

of child, family and environmental factors on the partici-
pation of young children with disabilities. Disabil Health
J. 2018; 11: 36-42.

Earde PT, Praipruk A, Rodpradit P, Seanjumla P. Facilitators
and barriers to performing activities and participation
in children with cerebral palsy: caregivers’ perspective.
Pediatr Phys Ther 2018; 30: 27-32.

Longo E, Galvdo ERVP, Ferreira HNC, Lindquist ARR,
Shikako-Thomas K. Knowledge translation in pediatric
rehabilitation: expanding access to scientific knowledge.
Brazilian J Phys Ther 2017; 21: 389-390.

Longo E, Regalado ICR, Galvdo ERVP, Ferreira HNC, Badia
M, Baz BO. I Want to play: children with cerebral palsy
talk about their experiences on barriers and facilitators to
participation in leisure activities. Pediatr Phys Ther 2020;
32: 190-200.

Longo E, Badia M, Begofia Orgaz M, Gédmez-Vela M. Com-
paring parent and child reports of health-related quality
of life and their relationship with leisure participation in
children and adolescents with cerebral palsy. Res Dev
Disabil 2017; 71: 214-222.

Harris SR, Winstein CJ. The past, present, and future of
neurorehabilitation: from NUSTEP through IV STEP and
beyond. J Neurol Phys Ther 2017; 41: 3-9.

Longo E, de Campos AC, Palisano RJ. Let’s make pediatric
physical therapy a true evidence-based field! Can we count
on you? Brazilian J Phys Ther 2019; 23: 187-188.
Klagge J. Guidelines for conducting focus groups. 2018.
[Accessed 2020 Mar 23] Available from: https: //www.
researchgate.net/publication/327607001.

Schiariti V, Sauve K, Klassen AF, O’'Donnell M, Cieza A,
Masse LC. “He does not see himself as being different”:
The perspectives of children and caregivers on relevant
areas of functioning in cerebral palsy. Dev Med Child Neurol
2014; 56: 853-861.

Cieza A, Brockow T, Ewert T, Amman E, Kollerits B, Chat-
terji S et al. Linking health-status measurements to the
international classification of functioning, disability and
health. J Rehabil Med 2002; 34: 205-210.
Gleita-Rodriguez J, Garcia-Muro F, Rodriguez-Fernandez
AL, Lambeck ], Ferndndez-de-las-Pefias C, Palacios-Cefia
D. What areas of functioning are influenced by aquatic
physiotherapy? Experiences of parents of children with
cerebral palsy. Dev Neurorehabil 2018; 21: 506-514.
Schiariti, V, Fayed, N, Cieza, A, Klassen, A, O'Donnell
M. Content comparison of health-related quality of life
measures for cerebral palsy based on the International
Classification of Functioning. Disabil Rehabil 2011; 33
(15-16): 1330-1339.

Vargus-Adams JN, Majnemer A. International Classification
of Functioning, Disability and Health (ICF) as a framework
for change revolutionizing rehabilitation. J Child Neurol
2014; 29: 1030-1035.

Lindsay S, Mcpherson AC. Experiences of social exclusion
and bullying at school among children and youth with
cerebral palsy. Disabil Rehabil 2012; 34: 101-109.
Dahan-Oliel N, Shikako-Thomas K, Mazer B, Majnemer A.
Adolescents with disabilities participate in the shopping
mall: facilitators and barriers framed according to the ICF.
Disabil Rehabil 2016; 38: 2102-2113.

Lauruschkus K, Nordmark E, Hallstrém I. “It’s fun, but...”
Children with cerebral palsy and their experiences of
participation in physical activities. Disabil Rehabil 2015;
37: 283-289.

Kanagasabai PS, Mulligan H, Mirfin-Veitch B, Hale LA.
Leisure participation patterns of children with movement
impairments in New Zealand. Pediatr Phys Ther 2017;
29: 16-22.

Heah T, Case T, McGuire B, Law M. Successful participa-
tion: the lived experience among children with disabilities.
Canad J Occup Ther 2007; 74: 38-47.

Colver AF, Dickinson HO, Parkinson K, Arnaud C, Beckung
EVA, Marcelli M, et al. Access of children with cerebral palsy

J Rehabil Med 53, 2021



JRM

JRM

JRM

p. 10 of 10 J. S Marques et al.

32.

33.

34.

35.

36.

to the physical , social and attitudinal environment they
need : a cross-sectional European study. Disabil Rehabil
2011; 33: 28-35.

Schiariti V, Sauve K, Klassen AF, O'Donnell M, Cieza AML.
He does not see himself as being different’: the per-
spectives of children and caregivers on relevant areas of
functioning in cerebral palsy. Dev Med Child Neurol 2014;
56: 853-861.

Nathan N, Elton B, Babic M, McCarthy N, Sutherland R,
Presseau J, et al. Barriers and facilitators to the implemen-
tation of physical activity policies in schools: a systematic
review. Prev Med 2018; 107: 45-53.

Imms C, Reilly S, Carlin J DK. Diversity of participation in
children with cerebral palsy. Dev Med Child Neurol 2008;
50: 363-369.

Palisano RJ, Kang L, Chiarello LA, Orlin M, Oeffinger D,
Maggs J. Social and community participation of children
and youth with cerebral gross motor function classification.
Phys Ther f 2009; 89: 1304-1314.

Paleg G, Rodby-Bousquet E, Huang H-H. Go baby go! So-

www.medicaljournals.se/jrm

37.

38.

39.

40.

lutions for maximizing augmented mobility for children.
Physiotherapy 2015; 101: esl-es25. [Accessed 2019
Nov 12] Available from: http: //dx.doi.org/10.1016/j.
physio.2015.03.025.

Logan SW, Hospodar CM, Feldner HA, Huang HH, Galloway
JC. Modified ride-on car use by young children with disa-
bilities. Pediatr Phys Ther 2018; 30: 50-56.
Kanagasabai PS, Mulligan H, Mirfin-Veitch B, Hale LA. Asso-
ciation between motor functioning and leisure participation
of children with physical disability: an integrative review.
Dev Med Child Neurol 2014; 56: 1147-1162.

Anaby D, Avery L, Gorter JW, Levin MF, Teplicky R, Turner
L, et al. Improving body functions through participation in
community activities among young people with physical
disabilities. Dev Med Child Neurol 2020; 62: 640-646.
Anaby D, Vrotsou K, Kroksmark U, Ellegdrd K. Changes
in participation patterns of youth with physical disabilities
following the pathways and resources for engagement and
participation intervention: a time-geography approach.
Scand J Occup Ther 2020; 27: 364-372.



