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ABSTRACT Objective: Children with autism (CwA) often face chal-
lenges in social participation, which can impact their ability to form re-
lationships, engage in daily living activities, and develop important life
skills. The impact of these challenges is not limited to the CwA alone
but also extends to their parents or caregivers who assume the primary
responsibility for their care. Our study aims to examine the relation-
ship between the social participation of CwA and the quality of life
(QoL) of parents and caregiver burden. Material and Methods: 32
caregivers with children aged 5-12 years with autism spectrum disor-
der were included in the study. Children’s social participation was eval-
uated with the Child and Adolescent Participation Scale (CASP).
Parents” QoL was assessed with the WHOQOL-BREF and caregiver
burden with the Zarit Caregiver Burden Scale (ZCBS). Results: A
moderate negative significant correlation was found between CASP
and ZCBS (r=-0.593**, p<0.01), a low moderate positive significant
correlation between CASP and WHOQOL-BREF (r=0.374%*, p<0.05).
Conclusion: The findings of our study highlight the importance of pro-
moting social participation in CwA, not only for the benefit of the child
but also for the well-being of the parents and the family as a whole. In
this context, occupational therapy interventions to be applied to increase
the social participation of CwA are very important in reducing the bur-
den of care and increasing the QoL of parents.

Keywords: Autism spectrum disorder; social participation;
quality of life; caregiver burden

OZET Amag: Otizmli ¢ocuklar, sosyal katilimda genellikle iliski kurma,
giinliik yasam aktivitelerine katilma ve 6nemli yasam becerileri gelis-
tirme becerilerini etkileyebilecek zorluklarla karsilasirlar. Bu zorlukla-
rin etkisi yalnizca otizmli gocuklarla sinirli kalmayip, onlarin bakimi igin
birincil sorumlulugu iistlenen ebeveynleri veya bakim verenlerini de et-
kilemektedir. Caliymamizin amact, otizmli ¢ocuklarin sosyal katilimlart
ile ebeveynlerin yasam kaliteleri ve bakim veren yiikii arasindaki iliskiyi
incelemektir. Gere¢ ve Yontemler: Calismaya otizm spektrum bozuk-
lugu tanili 5-12 yas arasi gocuga sahip 32 bakim veren dahil edildi. Co-
cuklarm sosyal katilimi Cocuk ve Ergen Katilim Olgegi [Child and
Adolescent Participation Scale (CASP)] ile degerlendirildi. Ebeveynle-
rin yasam kalitesi WHOQOL-BREEF ile bakim veren yiikii Zarit Bakim
Veren Yiikii Olgegi ile degerlendirildi. Bulgular: CASP ile Zarit Bakim
Veren Yiikii Olgegi arasinda orta derecede negatif anlamli korelasyon
(r=-0,593**, p<0,01), CASP ile WHOQOL-BREEF arasinda diisiik orta
pozitif anlamli korelasyon (r=0,374%*, p<0,05) bulundu. Senug: Calig-
mamizin bulgulari, yalnizea gocugun yarari i¢in degil, ayn1 zamanda ebe-
veynlerin ve bir biitiin olarak ailenin iyiligi igin de otizmli ¢ocuklarin
sosyal katilimini tesvik etmenin 6nemini vurgulamaktadir. Bu baglamda
otizmli ¢ocuklarin sosyal katilimlarinin artirilmast amaciyla uygulana-
cak ergoterapi miidahaleleri ebeveynlerin bakim yiikiiniin azaltil- ma-
sinda ve yagam kalitesini artirmada oldukca dnem arz etmektedir.

Anahtar Kelimeler: Otizm spektrum bozuklugu; sosyal katilim;
yasam kalitesi; bakim veren yiikil
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Autism spectrum disorder (ASD) is defined as
“a neurodevelopmental condition characterized by
social and communication difficulties, restricted and
repetitive behaviours, and differences in sensory
sensitivity”. Individuals with ASD display re-
stricted, repetitive, and stereotyped behaviors, in-
terests, or activities that can significantly impact
their daily life. These symptoms typically emerge
during early childhood and can persist throughout
the individual’s lifespan.! Poor eye contact and the
inability to understand social cues from the envi-
ronment in children with autism (CwA) may impair
their communication skills. This may increase anx-
iety and lead to more obvious consequences of so-
cial participation such as social isolation and peer
bullying.?

Participation is the individual’s involvement in
life situations and is one of the important components
of health. A specific type of life situation, especially
behavior and experience involving interpersonal in-
teraction, is referred to as social participation.® Par-
ticipation in social activities can have a positive
impact on children’s communicative, intellectual,
emotional, and physical development.? However, the
participation of CwA in social activities with their
peers is often limited, especially when it comes to
group activities, and when they do, they are often re-
stricted either with their caregivers or within groups
of people with disabilities.*

CwA requires assistance with activities of daily
living (ADLs) throughout their lives. Providing con-
tinual assistance for ASD children who struggle to
execute ADLs can impact the caregiver burden on
their parents. Marsack-Topolewski et al., reported
that the caregiver burden increased when CwA
needed more help to complete their ADLs.’ In a study
conducted by Lin with mothers of individuals with
ASD, the relationship between the ability of individ-
uals with ASD to complete ADLs and caregiving bur-
den was investigated. The results of the study showed
that there is a negative relationship between the abil-
ity to complete ADLs and caregiver burden.® The
caregiver burden experienced while raising a CwA
can affect parents and the family as a whole, poten-
tially leading to a decline in the parent’s quality of
life (QoL).

&5

QoL is defined as an “individual’s perception of
their position in life in the context of the culture and
value systems in which they live and about their
goals, expectations, standards, and concerns”.” Sev-
eral studies have shown that parents of CwA have a
lower QoL than parents of typically developing chil-
dren.?? Although there is a large literature on the QoL
of parents of mentally retarded children, studies on
ASD are limited.'!! Existing studies suggest that par-
ents of children with ASD perceive the impact of
their child’s disability on their QoL higher than those
of children with typical developmental or other neu-
rodevelopmental disorders.!>"* In a study, it was em-
phasized that as the severity of ASD increases, the
burden of caregivers increases and the QoL de-
creases.'*

Considering the positive impact of social partic-
ipation of CWA on parents, it is important to help
CwA perform their daily tasks and increase their so-
cial participation.'® According to the literature, lim-
ited research has been done on the association
between the social participation of CwA and their
parents’ QoL and caregiver burden. Therefore, cur-
rent research aims to investigate the association be-
tween the social participation of CwA and parental
QoL and caregiver burden. The hypothesis of the
study:

H1: There is relationship between CwA’s social
participation and parents’ QoL and caregiver burden.

I MATERIAL AND METHODS
ETHICS COMMITTEE

This study was designed as a descriptive, cross-sec-
tional study to investigate the relationship between
CwA’s social participation parents’ QoL and care-
giver burden. The study was authorized by the Ethics
Committee of the University of Health Sciences
Tiirkiye (date: February 14, 2023; permission num-
ber: 2023/61). A signed informed consent form con-
taining the research protocol was obtained from the
individuals. The study was conducted in accordance
with the principles of the Declaration of Helsinki.
The sample calculation was made with the G*Power
(Version 3.1.9.7, University of Diisseldorf, Diissel-
dorf, Germany) program. Taking Type 1 error as 0.05
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and Power as 0.80, 30 sample numbers were ob-
tained.

The study was conducted with 32 mothers of
CwA. Inclusion criteria for the study are: 1) Being
over 18 years old; 2) Having a child diagnosed with
autism between the ages of 5-12; 3) Having a Mini-
Mental State Test score of 24 or higher; 4) Volun-
teering to participate in the study. The exclusion
criterion was having any additional chronic disease
that could affect the study.

The convenience sampling method was used in
this study. Demographic information form, Child and
Adolescent Participation Scale (CASP) to evaluate
children's social participation, Quality of Life Scale
(WHOQOL-BREF) to evaluate parents' quality of
life, and Zarit Caregiver Burden Scale (ZCBS) to
evaluate caregiver burden were used in the study.
Scales were collected face to face.

ASSESSMENTS

Demographic Question Form

This form includes demographic data of the caregiver
(e.g., age, education level, marital status) and chil-
dren (e.g., age, gender, age at diagnosis).

Child and Adolescent Participation Scale (CASP)

The scale, developed by McDougall et al., evaluates
children’s participation in various activities based on
information provided by families.'® The scale in-
cludes 20 items and uses a 5-point scale to grade par-
ticipation levels, with “Age appropriate” indicating
full participation and “Not applicable” indicating the
child is not expected to participate. The scale is suit-
able for children aged 5 and above, and a Turkish ver-
sion was evaluated for reliability and validity by
Atasavun Uysal et al. in 2018."7

Quality of Life Scale (WHOQOL-BREF)

WHOQOL-BREF-TR was developed by the World
Health Organization and consists of 26 questions and
a total of 4 sub-areas: physical health, psychological
health, environment and social relations.'® Since each
sub-domain indicates the QoL in its own field inde-
pendently of each other, domain scores are calculated
between 4-20. The total QoL score can vary between
a minimum of 27 and a maximum of 135. As the
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score increases, the QoL increases. Eser et al. inves-
tigated the scale’s validity and reliability in Tiirkiye."

Zarit Caregiver Burden Scale (ZCBS)

It was developed by Zarit et al. to evaluate the impact
of caregiving on an individual’s life.’ It is comprised
of 22 questions with Likert-type ratings ranging from
0 to 4 for never, seldom, sometimes, very frequently,
or virtually constantly. The scale has a score range of
0 to 88. A high grade on the scale indicates extreme
distress. Ozer et al. carried out validity and reliability
research for Tiirkiye.”!

ANALYSIS OF THE DATA

The data analyses were carried out using SPSS soft-
ware version 26 (IBM SPSS Statistics 26 software,
Armonk, NY: IBM Corp.). To summarize the char-
acteristics of the data, descriptive statistics such as
frequency, percentage, median, minimum/maximum
values, mean, and standard deviation were utilized.
The normality of the data was assessed using the Kol-
mogorov-Smirnov test, which indicated that the data
was non-normally distributed. To investigate the cor-
relation between variables, Spearman correlation
analysis was used, with a significance level of
p<0.05. Spearman’s correlation coefficient (r) values
were classified as indicating very weak (0.00-0.19),
weak (0.20-0.39), moderate (0.40-0.59), moderately
strong (0.60-0.79), and strong (0.80-1.0) relations be-
tween variables.”

I RESULTS

Thirty-two mothers with autistic children with a mean
age of 36.25+5.32 years were included in the study.
The mean age of the CwA in the study was 7.53+1.84
years. All mothers were married. In terms of educa-
tional background, 18.8% had completed primary
school, 21.9% had completed secondary school,
31.3% had completed high school, and 28.1% had
completed university. Table 1 provided further de-
tails on the demographic characteristics of the partic-
ipating mothers (Table 1).

When the participation levels of CwA are ex-
amined according to CASP; It was determined that
the highest participation was in home participation
(10.81£3.55), and the lowest participation was in
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TABLE 1: Demographic information of parents and children with autism.
Parents n %
Gender Female 32 100
Male - -
Education status Primary school 6 18.8
Secondary school 7 219
High school 10 31.3
University 9 28.1
Income status Low 12 375
Medium 13 40.6
High 7 219
Minimum-maximum X+SD
Age (year) 29-45 36.25+5.32
Number of children 1-4 2.06+0.91
Children with autism n %
Gender Female 10 3.8
Male 22 68.8
Minimum-maximum X+SD
Age (year) 5-12 7.53+1.84

SD: Standard deviation.

TABLE 2: The CASP, ZCBS, and WHOQOL-BREF scores.
Variables Minimum-maximum  X£SD
CASP-total score 21-44 27.4146.79
CASP-home participation 7-18 10.8143.55
CASP-neighborhood and community participation ~ 4-11 5.06+1.81
CASP-school participation 5-11 6.06+1.66
CASP-home and community activities 5-7 5.47+0.67
Zarit-total score 30-70 53.44+11.09
WHOQOL-BREF-total 60-105 84.34+11.63
WHOQOL-BREF-physical health 12-28 22.063.74
WHOQOL-BREF-psychological health 12-25 18+3.85
WHOQOL-BREF-social relationships 5-15 9.81+2.58
WHOQOL-BREF-environment 15-36 26.4445.13

CASP: Child and Adolescent Participation Scale; ZCBS: Zarit Caregiver Burden Scale;
WHOQOL-BREF: Quality of Life Scale; SD: Standard deviation.

neighbor and community participation (5.06+1.81).
CASP’s total mean score was found to be
27.41£6.79. ZCBS mean score was found to be
53.44411.09. The mean score from the WHOQOL-
BREF scale was 84.34+11.63. The participants’
CASP, Zarit, and WHOQOL-BREEF scores are shown
in Table 2 (Table 2).

In this study, the relationship between social par-
ticipation of CwA, caregiver burden of parents, and
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QoL was examined. A moderate negative significant
correlation between CASP-total score and ZCBS-
total score (r=-0.593", p=0.000), and a weak positive
significant relationship between CASP-total score
and WHOQOL-BREF- total score correlation was
found (1=0.374",p=0.035). When the relationship be-
tween CASP sub-dimensions and WHOQOL-BREF
sub-dimensions is examined; positive, moderate
(r=0.472, p=0.006) between CASP total subscale and
WHOQOL BREF-psychological health; A positive,
weak (r=0.365, p=0.040) significant relationship was
found between WHOQOL-BREF social relation-
ships. A positive, moderate (r=0.440", p=0.012) sig-
nificant correlation was found between CASP home
participation and WHOQOL-BREF psychological
health. There was a positive, poor level (r=0.368",
p=0.038) between CASP neighbor and community
participation and WHOQOL-BREF physical health;
There were positive, moderate (r=0.520", p=0.002)
correlations between WHOQOL-BREF psychologi-
cal health and positive, moderate (1=0.495",
p=0.004) relationships between WHOQOL-BREF
social relationships. There was no significant rela-
tionship between CASP school participation and
WHOQOL-BREF sub-dimensions (p>0.05). A posi-
tive, weak correlation (r=0.366, p=0.039) was found
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TABLE 3: The relationship between CASP, ZCBS, and WHOQOL-BREF.

WHOQOL-BREF- WHOQOL-BREF- WHOQOL-BREF- WHOQOL-BREF- WHOQOL-BREF-
social relationships

ZCBS-
total score

environment

physical health psychological health

total score

p value
0.894
0.955
0.703
0.592
0.851

p value rvalue p value rvalue

0.006
0.012

r value

p value
0.185
0.152
0.038
0.734
0.097

r value

p value
0.035

p value rvalue
0.053

0.000
0.000

r value

0.025
-0.010
0.070

0.040
0.053

0.365*
0.345

0.472*
0.440*

0.520**
0.288
0.266

0.240
0.259
0.368*

-0.593* 0.374*
-0.588**

-0.578**
-0.321

CASP-total

0.345
0.462**

CASP-home participation

0.004
0.258
0.039

0.495**
0.206
0.366*

0.002

0.008
0.133
0.114

0.001

CASP-neighborhood and community participation

0.098

0.110
0.140

0.063

0.272
0.285

0.073

CASP-school participation

-0.035

0.298

0.028

-0.388*

CASP-home and community activities

*p=<0.05; **p=<0.01; CASP: Child and Adolescent Participation Scale; ZCBS: Zarit Caregiver Burden Scale; WHOQOL-BREF: Quality of Life Scale.

between CASP home and community activities and WHOQOL-BREF
social relations (Table 3).

I DISCUSSION

In this study, the relationship between the social participation of CwA
and the caregiver burden of parents and QoL was examined. Results in-
dicate that social participation among CwA is associated with a bene-
ficial effect on the QoL of parents, while conversely to a negative effect
caregiver burden.

CwA are highly dependent on their parents for social activities.
Therefore, parental influence is an important factor in participation in
social activities. Germani et al. stated that the social participation of
preschool-aged CwA occurs most frequently between parents and their
children, not with their peers.?* In the current study, it was stated that
the burden of caregivers could decrease with the increase in the par-
ticipation of CwA in social activities. We think that with the increase
in the participation of CwA in social activities, their dependence on
their parents will decrease, and the burden of caregivers will decrease.

Participation in household chores is very important as it supports
many skills necessary for the development and independent living.**
The literature has limited information about CwA and their home par-
ticipation. Participating in household chores necessitates physical and
cognitive abilities such as muscle strength, attention, imitation, and in-
struction following. These are abilities that CwA typically struggles
with. In the current study, we found that the caregiver burden on par-
ents decreased with the increase in home activities participation of
CwA. We think that the continuous parental support required for CwA
to initiate, maintain and complete the desired activities limits the par-
ticipation of CwA and increases the caregiver burden. In this context,
occupational therapy interventions aiming to increase the participation
of CwA have an important place. In addition, a significant relationship
was found between the CASP-home participation dimension of CwA
and WHOQOL-BREEF psychological health of their mothers. It is fre-
quently stated in studies that the stress, depression and guilt experi-
enced by parents of CwA may negatively affect the psychological
health of the parents.?>? In this context, we think that when the child’s
home participation increases, this will positively affect the psycholog-
ical health of the parents.

According to the researchers, parents tend to avoid activities out-
side of the home due to their constant attention on their CwA, and the
perception that others do not comprehend the child’s behavior issues.?’
Research studies have consistently shown that CwA tend to participate
in fewer social and enjoyable activities compared to their typically de-
veloping peers. Often, the activities they engage in involve parents or
caregivers instead of same-aged peers.”® Parental QoL is adversely af-
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fected by the behavior of CwA and the judgmental
attitudes of others. However, the current study re-
vealed that an increase in neighborhood and commu-
nity participation among CwA correlates with an
increase in parents’ QoL and a decrease in caregiver
burden. Increased neighborhood and community in-
volvement of the CwA can provide informal support
from friends, family, and acquaintances, which can
significantly mitigate feelings of isolation and lone-
liness in caregivers. Therefore, increasing neighbor-
hood and community involvement may be an
impressive strategy to improve the QoL of parents
and reduce caregiver burden. In addition, in our
study, relationships were found between neighbor
and community participation of CwA and the physi-
cal health, psychological health and social relations
sub-dimensions of the mother’s WHOQOL-BREF.
In the study by Rizk et al., it was stated that the par-
ents of CwA had significantly poorer psychological
and physical health compared to the parents of nor-
mally developing children.”” CwA need constant care
and this can be physically and psychologically ex-
hausting for parents. At the same time, the social re-
lations of the parents decrease. In this context, as the
neighborhood and social participation of CwA in-
crease, the responsibilities of parents will decrease;
it has been deduced that the psychological, physical
health and social relations of the parents can be pos-
itively affected.

Several studies examining CwA’s participation
in school have found that these students experience
higher rates of absenteeism, are often excluded from
school activities, have limited interaction with their
peers, and need more support. It has been stated that
this situation may interrupt the educational progress
of CwA .32 These factors can negatively affect par-
ents’ QoL and caregiver burden. The analysis con-
ducted in our study did not show a significant
association between school participation of CwA and
parents’ QoL, QoL sub-dimensions, and caregiver
burden. This could be attributed to the fact that none
of the children included in our sample attended
school.

Attendance in activities at home and in the com-
munity, such as meal preparation and visiting neigh-
bors, provides structure for children’s daily lives and
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fosters their development and learning.** Research
stated that CwA participates in fewer personal care,
mobility, and leisure activities than their typically de-
veloping peers.** Additionally, Rizk et al. reported
that families of CwA experience a higher caregiver
burden and less frequent participation in religious
ceremonies and social activities. Our study found that
increasing the participation of CwA in home and
community activities can reduce caregiver burden.
The reduced participation in social activities reported
by families of CwA may be attributed to the chal-
lenges of taking the CwA out of the home environ-
ment. The WHOQOL-BREF social relationship area
includes parents’ personal relationships and social
support. Parents of CwA try to avoid social situations,
such as meeting friends and relatives, to avoid em-
barrassment. The family support system of parents is
also disrupted, as relatives and friends are often un-
aware of the child’s condition and avoid contact with
the family.?’ In our study, it was found that WHO-
QOL-BREF social relations of mothers increase in
participation of their children in CASP- home and
community activities. In this context, we think that it
is important to increase the social support of the par-
ents by increasing the community participation of
CwA.

Under the WHOQOL-BREF environment sub-
title, economic resources, physical security, access to
health and social services, home environment and
physical condition of the environment (pollution,
traffic, climate, noise) and transportation opportuni-
ties are evaluated. In our study, no significant rela-
tionship was found between the WHOQOL-BREF
environment and CASP subtitles. We think that this
may be due to the fact that our sample group con-
sisted of CwA who did not experience physical diffi-
culties.

The current study’s first limitation was the small
sample size, which necessitated careful data inter-
pretation. The second limitation is that all caregivers
are female. Fathers who work during the day may
have limited availability to participate in their chil-
dren’s services and interventions, as child therapies,
appointments and meetings often take place during
daylight hours. We could not reach the fathers be-
cause the data were collected in the special education
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and rehabilitation center during the daytime. There is
a need for studies in which male caregivers are also
examined. We think that it is also important to in-
vestigate the roles and effects of the father in care-
giving in different studies.

I CONCLUSION

To summarize, our study highlighted the positive im-
pact of social participation of their CWA on parents’
QoL and caregiver burden. Therefore, intervention
efforts should prioritize promoting social inclusion
among the CwA when identifying and addressing the
challenges faced by caregivers. In this context, we
think that occupational therapy interventions to be ap-
plied to increase the social participation of CwA are
very important. The findings could inform the devel-
opment of interventions aimed at reducing the bur-
den of caregiving and improving parents’ q.
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