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ABSTRACT

The aim of this study was to examine the caregiving burden of parents and activity participation of individuals with
disabilities during COVID-19 period. The study sample consisted of 20 individuals who were studying in a private
educational institution in Ankara. The study is a cross-sectional study. In the study, data were collected by face-to-face
interview method. Individuals and their parents were allowed to fill out the COPM and ZBO for the second time,
considering the same period of the year before the COVID-19 pandemic. The caregiving burden of the parents was
evaluated with the Zarit Burden Interview (ZBl). Individuals' activity performance and satisfaction levels of daily living,
productive activities, and leisure time activities were evaluated with the Canadian Occupational Performance Measure
(COPM). The individual-centered occupational therapy intervention was applied as two sessions per week for twelve
weeks. Post-intervention survey evaluations were made again. Wilcoxon paired two sample tests were used to compare
the differences before and after the occupational therapy intervention. The mean age of the individuals was determined
as 23.27+31.17 years. It was determined that 44.4% of caregivers had a medium level of care burden. When the care
burdens were compared before and during the COVID 19 period, a statistically significant difference was obtained
(p=0.008). The caregiving burden has increased during the COVID-19 term. In addition, there was a statistically
significant difference between before and after occupational therapy intervention in terms of Zarit Burden Interview,
activity performance and satisfaction scores (p=0.029, 0.002, 0.000, respectively). Activity performance and satisfaction
scores increased, and but care burden scores decreased. We suggest that individual-centered activity-based occupational
therapy interventions planned for individuals with disabilities during COVID-19 will increase the activity performance
of individuals. More studies including assessment and intervention approaches related to caregiving burden in caregivers
should be planned.
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COVID 19 DONEMINDE ENGELLI BIREYLERDE, BAKIM VEREN YUKU VE
ERGOTERAPI MUDAHALESININ INCELENMESI

0oz

Bu ¢alisma COVID 19 déneminde engelli bireylerde ebeveynlerin bakim veren ylikiinii ve bireylerin aktivite katilimini
incelemek amaciyla yapilmistir. Arastirmanin 6rneklemini Ankara'da 6zel bir egitim kurumunda 6grenim goren 20 birey
olusturdu. Caligma kesitsel bir ¢alismadir. Caligmada veriler yiiz yiize goriisme yontemiyle toplandi. Ebeveynlerinin
COVID-19 pandemi oncesi yilin aym1 dénemini diisiinerek, COPM ve ZBO ikinci kez doldurmalari saglandi.
Ebeveynlerin bakim verme yiikii, Zarit Bakim Yiikii Olcegi (ZBO) ile degerlendirildi. Bireylerin giinliik yasam, iiretici
aktivite ve serbest zaman aktivitelerine ait aktivite performans ve memnuniyet diizeyleri ise Kanada Aktivite Performans
Olgegi (KAPO) ile degerlendirildi. Birey merkezli ergoterapi miidahalesi 12 hafta boyunca 2 seans olarak uygulandi.
Miidahale sonrasi anket degerlendirmeleri tekrar yapildi. Ergoterapi miidahalesi 6ncesi ve sonrasi yapilan degerlendirme
sonuglarinin  karsilagtirllmasinda Wilcoxon eslestirilmis iki 6rneklem testi kullanildi. Bireylerin yas ortalamasi
23,27+£311,77 y1l olarak belirlendi. Bakim verenlerin % 44,4'iniin bakim yiikiiniin orta diizeyde oldugu belirlendi.
COVID 19 dénemi ve dncesinde bakim yiikleri karsilastirildiginda istatistiksel olarak anlamli bir fark elde edilmistir
(p=0.008). Bakim yiikii COVID 19 doneminde artmistir. Ergoterapi miidahalesi dncesi ve sonrasi Zarit Bakim Yiikd,
aktivite performasi ve memnuniyeti puanlari karsilastirildiginda istatistiksel olarak anlamli fark bulundu (p=0.029)
(p=0.002, p=0.000). Aktivite performasi ve memnuniyeti puanlar1 artmig, bakim yiikii puanlar ise azalmigtir. COVID
19 doneminde engelli bireyler igin planlanan birey merkezli aktivite temelli ergoterapi miidahalelerinin, bireylerin
aktivite performansini artiracagi diisiiniilmektedir. Bakim veren bireylerde bakim verme yiikii ile ilgili degerlendirme ve
miidahale yaklagimlarini igeren daha fazla ¢alisma planlanmasi gerekmektedir.

Anahtar kelimeler: Bakim veren yiikii, Ergoterapi, Serbest zaman aktiviteleri
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INTRODUCTION

Restrictive measures taken to prevent the
spread of pandemics caused individuals to
have difficulties in adapting their daily
routines, habits, working styles, and some
of their roles to this suddenly emerging
situation (1-3). This situation has put people
under more burden those with a family
member who needs care (4-6). The
difficulties experienced by family members
who take care of a person affected by any
disease in their family are generally defined
as "caregiver burden" (7, 8). Having a
person in need of continuous care in the
family has a significant impact on the
caregiver and other family members. It
affects the daily work of caregivers and
family members and may lead to conflicts
and problems within the family. In
particular, caregivers also face physical,
emotional, social and financial difficulties
(9-11). In addition, parents are also
concerned about the interruption of their
children's education in this process (12-14).

People with disabilities are those who are at
risk of chronic, physical, developmental,
behavioral or emotional diseases and in
need of health-related services. These
individuals have occupational performance
deficiencies due to their disabilities and
have difficulties in daily life occupations
(4,15-17). Therefore, the responsibilities of
caring for an individual with disabilities put
a serious burden on caregivers and cause
stress (18,19).

The concept of degree of use is at the focal
point of occupational therapy science and
person-centered approach. It includes all
activities that people do in their daily lives.
According to the latest classification of the
American Occupational Therapy
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Association (AOTA), there are nine areas of
occupation (20). These areas are activities
of daily living (ADL), assistive activities of
daily living (AADL), health management,
sleep and rest, education, work and
productivity, play, leisure time and social
participation (21).

People engage in many activities in many
areas of occupation throughout their lives,
and occupations are influenced by many
life-related factors such as personal
characteristics, environment, socio-cultural
level and financial status. Occupations are
linked to all roles of the person in life and
include all activities and tasks (20,21).
Occupational performance, on the other
hand, is the selection, organization and
realization of meaningful activities that the
person performs for self-care, enjoyment of
life, social and economic participation, and
that are appropriate for his/her age and
culture. An example of an occupational
therapy intervention is helping a child with
disabilities in school or social activities and
ensuring his/her adaptation to life. With
occupational therapy intervention,
individuals and their environment can be
well assessed and participation goals can be
achieved. =~ Communication,  mobility,
education, family life, leisure activities and
social relationships are determinants of
individual success in different life roles in
their environment (22, 23). The interaction
between the children’s emotional and social
skills, communication skills, physical
conditions, and cultural, physical and social
environments in their performance domains
can positively or negatively affect their
performance in occupations (22, 23).
Participation in recreational activities has
many benefits such as increasing health and
personal  independence, skills and
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productivity, community integration and
life satisfaction (24, 25).

Even if the COVID-19 pandemic ends in the
near future, it is inevitable to say that the
lives of individuals with disabilities will be
hindered in terms of both social
development and academic development,
and therefore the process will be most
negatively reflected on the parents who take
care of disabled individuals (26). The
number of research on difficulties
experienced by individuals with disabilities
and their parents due to COVID-19 is
limited. To the best of our knowledge, no
studies have investigated the relationship
between the caregiving burden of parents of
individuals with disabilities and the
children's activity performance. The
relevant literature shows that only the
occupational participation of mothers and
fathers and their caregiving burden related
to children with special needs are
mentioned (9, 27). Therefore, it is important
to reveal the difficulties experienced by
individuals with disabilities and their
parents. In this study, unlike other studies,
we aimed to determine the role of
occupational therapy intervention during
COVID-19 period on the caregiving burden
in individuals with disabilities and to
evaluate how it affects occupational
performance and to contribute to the
previously conducted and future studies on
individuals with disabilities.

Hypothesis  0:  Occupational therapy
intervention has no effect on caregiving
burden and occupational performance in
individuals with disabilities.

Hypothesis 1:  Occupational therapy
intervention has an effect on caregiving
burden and occupational performance in
individuals with disabilities.
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Materials and Methods

This was a cross-sectional study. Istanbul
Aydin  University ~ Non-Interventional
Clinical Research Ethics Committee
approved the study on June 2", 2021, with
number 2021/498. The study was carried
out between June 4™, 2021 and September
4™ 2021, in accordance with the Declaration
of Helsinki.

A total of 20 individuals, eight (40%) girls
and twelve (60%) boys attending a private
educational institution participated in the
study. Informed voluntary consent was
obtained from the participants. All
participants were informed about the
purpose and procedure of the study before
the evaluation. Before the study, all
individuals and their families were
informed about the study, and data were
collected by face- to-face interview method.
Socio-demographic information, including
age, gender, educational status of parents,
disability, economic status, and chronic
diseases of all individuals participating in
the study, were obtained.

The intervention was applied to the
individuals for 12 weeks, two days a week
for 40 minutes. At the end of the study, all
participants were asked to answer the
questionnaires again to determine the
changes in the individual.

Inclusion Criteria

1. To be between the ages of eight and
twenty-five,

2. To have a mild mental disability,
3. To accept the consent form,
4. To be able to communicate,
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5. To volunteer to participate in the study,

6. Having needs in terms of making use of
their daily occupation and free time,

7. comply with the instructions given
Exclusion Criteria

Individuals with a comorbid disease that
may affect the outcome of the study

Approaches and methods

During the research, the data were collected
face-to-face by an occupational therapist.

1. Socio-demographic information: For
this study, a demographic information form
was designed to collect socio-demographic
data, information about the participant's
daily routines, diagnosis, and information
about any psychological and physical
problems.

2. Surveys to be applied

1. Canadian Occupational Performance
Measure (COPM): COPM is a standard
measurement tool used to determine the
individual's activity performance problems
and to measure the individual's perception
of performance change and satisfaction.
There is also a Turkish validity and
reliability study conducted on individuals
with multiple sclerosis (28). Firstly, the
individual determines the problematic
activities in the areas of self-care,
productivity, and leisure time activities that
individuals do, wish to do, or are restricted
from doing in their daily lives. Secondly,
each activity in the areas determined by the
individuals is given an importance value
between 1-10 (1-Not at all important, 10-
Very important). Thirdly, the individual
chooses at least one and at most five
activities that are most important to him/her
and gives a performance and satisfaction
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score between 1-10 for each activity.
Finally, average performance and
satisfaction scores are calculated by
summing and dividing them by the number
of activities that the individual finds
important (28).

2. Zarit Burden Interview (ZBI): In
order to assess caregiver burden in relatives
of patients with dementia, the scale
developed by Zarit et al. was also used in
subsequent studies in families of patients
with schizophrenia (29). In the Turkish
validity and reliability study of the scale, in
which the original version is consisted of 22
items, three items were removed, and the
Turkish version consisted of 19 items.

The scale consists of the following
subscales: ‘Mental Tension and
Deterioration of Private Life', 'lrritability
and Restraint', 'Deterioration in Social
Relationships’, 'Financial Burden' and
'Dependency'. The scale consists of the
following subscales:

The scale has a Likert-type rating ranging
from 1 to 5, namely, "never,” "rarely,"”
"sometimes,"” "often,” or "almost always."
The minimum score that can be obtained
from the scale is 19, and the maximum is
95. A high score on the scale indicates a
high level of distress. For example, a score
between 0-20 indicates "no care burden,"
21-40 "light care burden," 41-60 "moderate
care burden,” and "61-88" indicates "heavy
care burden” (29).

3. The semi-structured interview
method was used for the assessments before
the occupational therapy intervention. The
information about the changes in activities
of daily living before and after COVID-19
was recorded. There were questions about
self-care skills, recreation and play
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activities, reading status, and ability to meet
literacy needs.

The following questions were asked in the
interviews:

1.What is the reason for the difficulty in
participating in the activity?

2.What are the factors that prevent you from
doing the same activities?

3.What other factors support or prevent you
from doing the leisure time activities you
mentioned?

4. What are the attitudes/behaviors of your
social circle, family, relatives, work, and
social circle during your participation in the
activity?

5. Which of these behaviors do you think
hinders or supports you?

6. What physical environmental factors
(such as physical conditions at home,
outside the home, transportation) support or
affect your participation in activities?
Indicate the positive and/or negative
factors.

Intervention: Our occupational therapy
intervention was organized with a person-
centered and holistic perspective. A
problem - oriented, person - centered,
problem — focused occupational therapy
intervention program was planned and
implemented by evaluating and analyzing
the participation of individuals in daily life
activities. Prior to the intervention, activity
priorities and activities in which the
individuals were restricted in participation
were determined according to COPM, and
the performance and satisfaction levels with
these activities were examined. The
intervention was planned based on the
activities that the individuals stated that
they were restricted according to COPM.
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We aimed to improve the occupational
performance of the individual through
activities of daily living and leisure time
performance. The interventions focused on
factors affecting activity performance:

Activity Training: Increasing the skills
required for activity performance

1. Activities of Daily Living (ADL)
Training: Intervention to the activity:
Individuals who were dependent to others
for ADL were trained on self-care, leisure
time, and productive activities. When the
problem areas in the activity performance of
individuals were identified according to the
COPM results, activity training was started.
In case of identifying the problematic
activity, activity training was given to
improve the performance of that activity.
Some individuals were dependent in two
activities such as dressing and feeding
activities, while others were dependent in a
single activity. Individuals who were
dependent in ADL were trained in activities
related to self-care activities which they
experienced problems. An example case:
Eating activity: In the first assessment of the
individual, he/she could not eat
independently. In the first sessions with the
individual, activities such as using a fork,
knife, spoon and cutting bread, which are
simple initial activity steps of eating
activity, were practiced. No changes were
made during the activity. The activity steps
were practiced separately in each session.
Then both steps were combined and the
patient was asked to remember the steps.
After each session, the duration was
reduced. The family was also asked to
encourage and support the individual.
Towards the end of the intervention, the
individual independently started,
maintained and completed the eating
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activity appropriately. The other individuals
were analyzed using the same methods.

Training for Parents: All parents received
information and awareness training. The
following steps were used in this approach:
Behavioral change: Parents were trained to
support their child in order to increase
his/her  independence.  Overprotective
approaches were replaced with behavioral
changes to improve independence. By using
the therapeutic goal setting, practices were
made on how parents should support their
child’s independent activities.

In our study, psycho-social approaches such
as awareness training on the capabilities of
individuals with disabilities, training on
coping with stress, awareness training on
the status of the individual with disabilities
were given to parents. Parent education:
The strengths of individuals, safety
precautions, harms of protective behavior,
the factors affecting activity performance,
the concepts of occupational performance
and social participation were explained to
families.

Psycho-social skills training: Motivational
interviewing: the aim of motivational
interviewing was to identify and highlight
intrinsic sources of motivation to achieve
therapeutic benefit, build collaboration
between the therapist, parent and
individual, discuss  alignment  of
expectations and goals, identify problem
areas hierarchically and generate solutions
in a step-by-step method. Parents who have
lost their role were trained for stress
management, coping and self-management
to prevent stress/depression caused by not
being able to fulfill their roles, habits and
routines. They were also trained to increase
awareness and skill-building on daily life
performance skills that need to be
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strengthened. In addition, they were trained
to reduce fatigue due to caregiving burden
(e.g., energy conservation techniques,
relaxation techniques, sleep hygiene
training). Another training was given on
patient transfer and joint protection
techniques to reduce pain due to
musculoskeletal ~ problems  following
caregiving burden.

Statistical analysis

All statistical analyses were performed
using the Statistical Package for Social
Sciences (SPSS) for Windows 22 (IBM
SPSS Inc., Chicago, IL). The conformity of
the variables to the normal distribution was
examined using visual (histograms and
probability graphs) and analytical methods
(Shapiro-Wilk tests). Descriptive analyzes
were given using mean and standard
deviation for normally distributed variables
and median and maximum- minimum or
interquartile range values for non-normally
distributed variables. The correlations
between normally distributed numerical
variables were evaluated with the Pearson
test, and the non-normally distributed
variables were evaluated with the Spearman
test. To investigate the efficacy of the
application, the results obtained from of the
two assessments were compared using the
Wilcoxon  Paired-Sample  Test. The
significance value was taken as 0.05.

According to the absence hypothesis, the
correlation coefficient was 0.7, the
correlation coefficient between the ZBI and
the activity participation was 0.548, the
sample calculation was made with the
correlation test at 80% power and 0.05
significance level, so that a total of 20
individuals were found to be sufficient for
this study.

Results
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A total of 20 individuals, eight (40%) girls
and twelve (60%) boys attending a private
educational institution participated in the
study. Those that developed a disability at a
later stage of their lives constituted 88.8%
of the participants and 55.6% of the
participants had mild mental disabilities.
The mean age of the individuals was 23.27
+ 31.1 As seen in Table 2, 39.2% of the
individuals were illiterate. Half of them
(50%) had intellectual disability, 15% had
dyslexia, 15 % had cerebral palsy, 10.0%
(15%), going to the movies (10%),
shopping (10%), visiting (10%), handicrafts
(10%), talking on the phone (10%)
,traveling (5%), worshiping (5%), doing
homework (5%), going to the party (5%),
dancing (5%) (Table 2).

During COVID-19 period, the most
preferred activities by children were
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"recreational activities” [watching TV
(55.6%), playing games (26.7%), doing
puzzles (22.2%), playing computer (22%)];
followed by "talent activities™
[music/painting/handicrafts (27.8%)],
pectively (Table 2). Most difficult activities
were stated as meeting with friends and
relatives (45%),had autism, 5% had Fragile
syndrome, 5% had experienced head
trauma. While the playing on a computer
(30%), taking a bath (25%), painting (25%),
music/painting/crafts  (15%), walking
weekly activity duration was 3.27 + 2.56
hours before COVID-19, it reduced to 2.77
+ 3.00 hours during the COVID-19 period,
howing that, the time devoted to activity has
decreased during COVID-19. The number
of activities decreased during COVID-19
period (from 3.55+0.92 to 2.44+1.14).

Table 1. Descriptive Characteristics of Individuals

n %
Gender
Woman 8 40
Man 12 60
Degree of intellectual disability
Mild intellectual disability(1Q 75-90) 9 45.0
Moderate intellectual disability(1Q 45-75) 1 5.0
Financial situation of the family
Good 2 5.6
Average 14 72.2
Poor 4 22.3
The reason for the difficulty inparticipation in the activity
COVID-19 pandemic 13 72.2
Financial difficulties 4 22.3
Difficulty accessing to the activity area 2 11.2
Lack of support of family to participate in activities 2 11.2
Inability to find the strength to do activities 2 11.2
Health problems 2 11.2
Lack of suitable places for activities 4 22.3
Using assistive device 2 11.2
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Table 2. Activities of Individuals

Recreational activities

Before COVID-19 Term

Painting

Making puzzles
Playing computer
Playing with toys
Playing games

B N =]

Watching TV 10
Taking a walk 1
Social activities

Going to the cinema 3
Going to a party 2
Getting together with 3
friends

Talking on the phone 3
Talent activities
Music/painting/crafts
Dancing

N O1

Self-improvement
Engaging in religious worship 2

Recreational Activities in the

COVID-19
% n %
22.2 4 22.2
22.2 4 22.2
22.2 4 22.2
16.7 3 16.7
229 4 22.2
55.6 10 55.6
5.6 1 5.6
16.7 0
11.1 0
16.7 3 16.7
16.7 3 16.7
27.8 5 27.8
11.1 2 11.1
11.1 2 11.1

The ZBI scores showed that the lowest
score for caregivers was four and the
highest was 35 before COVID-19, while the
mean score was 18.45+11.38. However,
during COVID-19, the lowest ZBI score
was six and the highest was 45, while the
mean score was 23.30 £12.01 (Table 2).
The results of pre-COVID-19 ZBI showed
that thirteen individuals scored between 0
and 21, and seven individuals scored
between 21 and 40. After COVID-19, nine
individuals scored between 0-21, and ten
individuals scored between 21-40. Only one
person scored above 41. The mean scores of
the caregiving burden items revealed that
the families adopted an overprotective
approach (Table 3).

The caregiving burden of the individuals
before and during COVID-19 period was
significantly different (p=0.008). The
caregiving burden showed an increment in
COVID-19 period (Table 3). While the
caregiving burden with a child with autism
was 34 points before COVID-19, it was 45

points during the COVID-19 period and had
the highest score compared to other
diagnostic groups.

The caregiving burden of the individuals
before and during COVID-19 period was
significantly different (p=0.008) (Table 3).

There  was  statistically  significant
difference between activity performance
and satisfaction scores before and during
the COVID-19 period (p=0.000) (Table 3).

The comparison of ZBI scores before and
after the intervention showed a statistically
significant difference (p=0.029) (Table 4).

There was a statistically significant
difference between activity performance
and satisfaction scores before and after the
intervention (p=0.002, p= 0.000). After
occupational therapy training, activity
performance scores for COPM performance
(COPMp) (p=0.002, t=- 3.584) and COPM
satisfaction (COPMs) (p=0.000 t=-19.00)
increased, and the difference was
statistically significant (Table 4).
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Table 3. Activity Performance, Zarit Burden Interview, Before and COVID-19 Term

Before During

COVID-19 Min-max COVID-19 Min-max p t

Mean (SD) Mean (SD)
ZBI 18.45(11.38) 4-35 23.30 (12.01) 6.00-45.00 0.008 -2.954
COPMp 7.10 (2.14) 8-10 6.20 (2.30) 2.00-10.00 0.00* -13.07
COPMs 6.30 (1.89) 6-10 5.35 (1.98) 2.00-9.00 0.00* -19.00

t: Paired sample t-test; COPM: Canadian Occupational Performance Measure; COPMp: COPM performance;

COPMs: COPM satisfaction

Table 4: Comparison of Activity Performance and Zarit Burden Interview Scores Before and After

Intervention

COVID-19 COVID-19

Pre- Post-

intervention intervention

Mean(SD) Min-max Mean (SD) Min-max p t

Minmin-max

ZBI 23.30 (12.01) 6.00-45.00 19.40 (10.98) 7.00-40.00 0.029 -2.367
COPMp 6.20 (2.30) 2.00-10.00 6.75(1.88) 3.00-9.00 0.002 -3.584
COPMs 5.35(1.98) 2.00-9.00 6.30(1.89) 3.00-9.00 0.000 -19.000

t: Paired sample t-test; COPM: Canadian Occupational Performance Measure; COPMp: COPM performance;

COPMs: COPM satisfaction

DISCUSSION

As a result of the study, we determined that
most of the caregivers perceived caregiving
burden at a moderate level. In addition,
individuals' ADL and leisure time
occupational performances increased after
the intervention. Many previous studies
have reported that caregivers of disabled
individuals perceive care as a moderate
burden (9, 30). These findings are in parallel
with the findings of our study. In addition,
some studies have reported that caregivers
had a light (31) and heavy (27, 29, 32-34)
perception of caregiving burden.

In the study in which light caregiving
burden was reported, it has been stated that
the support of family members to the
caregiver contributed largely. In a study
conducted in families with children with
Down syndrome, caregiving burden was

found to be at moderate level (35). In one
study (29), which was found to be high
compared to our study, most of the parents
tried to meet all the care needs of their
children with cerebral palsy without
allowing them to take responsibility. As the
responsibilities of the caregiver increase,
the caregiving process may become a one-
way, dependent and intense commitment
that puts the caregiver's life at risk. In
addition to the role of caregiver, the burden
of caregiving increases due to the woman's
inability to fulfill her other responsibilities
such as mother, wife, fiancée and child.

A recent study has found that self-esteem
decreased in mothers with children with
intellectual disabilities due to increased
caregiving burden (36). Sari et al., in their
article on the burden of parents with
children with intellectual disabilities,
pointed out that parents with children with
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intellectual disabilities were experiencing
emotional, social, financial and physical
burdens (37). Therefore, the presence of a
person with disability in the family affects
the relationship and life of the parents with
all family members. Regardless of the
disability of the child, psychological effects
of the parents, financial difficulties,
problems related to the care, treatment and
education of the child, changes in the
lifestyle of the parents (social culture and
leisure time activities, etc.), problems in
relations with the family and social
environment and concerns about the future
of the child create difficulties (38, 39).

In our study examining the effect of
occupational therapy intervention on
occupational performances in individuals
with disabilities, we observed that the
individuals ADL and leisure time
occupational performances increased. In
our intervention, which was applied with a
person-centered and holistic approach, we
examined the changes in occupational
performance, and showed that personal,
environmental and  occupation-related
factors  could  affect  occupational
performance. One previous publication has
stated that a one-point improvement in the
COPM offers a good level of development
and reflects a serious change in the views of
disabled people and their families (40).
According to the results of the COPM, there
was an increase of 0.40 and 0.95 points,
respectively, in individuals' occupational
performance and satisfaction scores after
the intervention. In our study, we showed
that effective change can be achieved in the
occupational performance and satisfaction
status of individuals with disabilities with
person-centered ADL and leisure time
occupation-based intervention approach. It
is an expected result that the physical
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burden of the family will decrease when the
individual starts to meet his/her eating,
personal hygiene, clothing and cleaning
needs independently. Previous reports have
emphasized that families experience
difficulties and need help in the areas of
food preparation and feeding, personal care
of the child, use of medications, body
hygiene, protection from danger and
prevention of harmful behaviors, dressing,
dental care, use of bathroom, diaper
changing, tantrums, use of stairs and
wheelchair  (36). Therefore, it was
determined that the burden of care would
decrease with the intervention made to the
parents. Similarly, it has been shown that
planned education led to a decrease in the
anxiety of caregivers and indirectly to a
significant decrease in the perceived
caregiving burden (41, 42).

In our study, we did not find any correlation
between individuals' daily life occupational
performance scores and  caregivers'
caregiving burden scores, whereas other
studies have found a weak and moderate
negative relationship. One study has
demonstrated a weak relationship between
children's daily life occupation level and
caregiving burden of parents (34), while
other studies have found a moderate
relationship, which does not support
previous finding. Based on these results, as
the performance levels of the individual
increase, the level of caregiving burden
experienced by caregivers decreases. As the
performance levels of individuals with
disabilities increase, they are able to fulfill
their own responsibilities better and
participate more actively in their activities,
thereby significantly reducing the burden of
caregivers. Many studies in the literature
support this finding (43, 44). Especially in
people with disabilities such as cerebral
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palsy, in which the person is severely
disabled, and the level of independence is
low, the burden of care becomes more of a
physical burden, whereas on the other hand,
it has been found that the burden of care is
higher in people with cognitive impairment
(44-46).

It has been reported that 84% of parents
were able to meet the physical mobility
demands of their disabled children before
the pandemic, and nothing had changed
during the pandemic, while 36% stated that
they were not able to meet the mobility
needs of their children when the pandemic
started (47). The COVID-19 pandemic has
limited the ability of many individuals,
especially children, to engage in physical
activity. Restriction of movement due to
COVID-19 has led to increased time spent
at home, and online education has restricted
the movement of children with special
needs, leading to problems such as the
development or progression of chronic
diseases and weakening of muscle strength
(48).

Previous studies have stated that
environmental factors, social groups and
occupation-roles that hinder occupational
performance have been identified as major
problems (29). Similarly, the indoor and
outdoor activities of 77.7% of disabled
children was affected during the COVID-19
period, and about 35.4% of the responses
showed that the child’s mobility was
affected more negatively. About 39.2% of
the children had problems in motor activity,
approximately one-third of children needed
help to move indoors and 36.2% of them
needed help to move outdoors.
Approximately half of the parents stated
that their child had mobility problems
outdoors during COVID-19 (49). In our
study, 72.2% of the children stated that their
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performance was limited in their
participation in occupation due to COVID-
19. We determined that the occupational
performance and social  occupation
participation of individuals with disabilities
decreased significantly during COVID-19.
Environmental factors that increase the
occupational performance of individuals
were found to require the most attention.
The care of a disabled person covers a very
wide area. This includes health care
(pharmacological treatment, rehabilitation),
education, and personal care (basic and
assisted activities of daily living). We
showed that a person-centered intervention
approach can provide effective change in
the performance of disabled people’s
activities of daily living and leisure time
occupation. In our country, the care
provided by family members and parents
often poses difficulties for the family (50).
The parents who participated in our study
reported different caregiving burden
problems. These findings are similar to the
psycho-social problems reported in the
literature. In our study, we applied psycho-
social approaches such as awareness
training about the capabilities of parents,
coping with stress, and the status of the
disabled person.

After the 12-week intervention, most of the
individuals showed a positive improvement
in their psycho-social status. We suggest
that the person-centered occupational
therapy intervention based on ADL and
leisure time occupational therapy and the
training given to caregivers improved the
psycho-social problems related to the
burden of care.

CONCLUSION
We found that training caregivers of

individuals with disabilities reduces the
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caregiving burden perceived by caregivers.
In other words, it is possible to prevent the
increasing pressure of parents under care
burden. In order to achieve this, parents
need to be supported in terms of care. As a
result, this study showed that the caregiving
burden of parents decreased as the child's
literacy performance increased. Further
socialization of individuals with disabilities
and the development of literacy
performance skills may be effective in both
reducing the caregiving burden of parents
and preventing chronic pain, depression and
fatigue that may occur in parents as a result
of caregiving burden. We believe that this is
a public health problem and research is
needed to raise awareness among parents.
Occupational therapists can suggest training
programs while assessing children with
disabilities, taking into account the needs of
parents. Within the scope of these
programs, parents can be more active and
motivated in the care and rehabilitation of
children with physical and mental
disabilities. Future studies that evaluate the
awareness of parents caring for children
with disabilities will contribute to the
literature.

Our study has some limitations. First, the
study was limited to parents and their
children who were educated in a private
educational institution in Ankara city
center. In addition, there was no specific
disease, the time elapsed after the disease
was not examined, the gender and education
level of the caregivers were not
investigated, the psychological status of the
caregiver parents was not evaluated and
environmental factors were not examined.
We suggest that, in future studies, the
treatment goals of the child and caregivers
should be examined in terms of specific
diseases and gender. We believe that it is
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necessary to include specific diagnoses and
disease-specific assessments of children
and to evaluate the degree of caregiving
burden according to the current physical,
psychological and mental levels of children.

We recommend:

- Occupational therapists should counsel
caregivers about providing social support to
alleviate the caregiving burden. They
should first assess the family, inform them
in line with their needs, provide support
when necessary and refer them for
professional help.

- Support systems should be increased by
raising awareness in the parents providing
home care services to reduce the caregiving
burden

- A holistic approach should be preferred in
the implementation of person-centered
treatment programs

- Family-centered trainings should be
organized that involve all family members
in care.

- Families should be informed, campaigns
should be organized to increase social
awareness, the level of knowledge of
caregivers about the disease should be
measured and then practical trainings
should be provided in order to provide early
education to minimize the child's
dependence level.

- During occupational therapy, the
importance of  socialization and
productivity coupling should be explained
to caregivers.

- In order to reduce the burden of caregivers,
treatment programs targeting development
of socialization in individuals with
neurological diseases should be organized
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- Families should be provided with regular,
systematic and continuous health care,
psychological and social support and these
families should be prioritized for services.

- Support programs should be organized in

such a way that families should care for
their children at home or in institutions on
certain days of the week so that families can
allocate time for themselves to socialize.

-For the intervention programs to be
prepared for the solution of the problems,
the strengths and weaknesses of the social
relations of the families should be
identified.

- The problems of individuals experiencing
caregiving burden should be identified, and
training programs can be organized for
them, which can be helpful for coping with
these problems.

- The experiences of parents due to
caregiving stress should be identified and
"coping with stress” trainings should be
provided to help them cope with stress

- Factors affecting the caregiving burden
should be studied in different populations
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