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A Qualitative Study on the Caring Experience of Primary Caregivers for
Adults with Developmental Disabilities Living in the Age of COVID-19

Kim, Eunjeong” - Park, Jaeyeon"™

ABSTRACT

[Purpose] This study was intended to explore in depth the caring experience of primary caregivers of
children with developmental disabilities in adulthood living in the era of COVID-19. The experience of
caring for children before COVID-19 the experience of caring for children after the COVID-19
situation, and what is most needed as a primary caregiver in the COVID-19 situation were explored.
This study examined in detail the experience of caring for children with developmental disabilities in
adulthood and the experiences that have changed since then compared to before the COVID-19
situation, and to seek ways to support adults with developmental disabilities and their primary
caregivers in the event of an infectious disease crisis. [Method] For this purpose, in this study, 9
primary caregivers who are taking care of children with developmental disabilities in adulthood living in
Gyeongsangbuk-do under the COVID-19 situation were selected as study subjects. The selected study
participants were interviewed in a 1:1 interview method using open-ended and semi-structured questions
for 5 months from October 2020 to February 2021. The interview was conducted while observing social
distancing and personal isolation rules. The extracted data were analyzed through Consensual Qualitative
Research (CQR). [Results] Total 3 domains, 12 categories, and 33 meaningful concepts were derived
through CQR analysis. The three areas from the analysis were ’‘experiences of daily life before
COVID-19°, 'we who are experiencing COVID-19 for the first time’ , and ’overcoming infectious
diseases, growth, and hope’. [Conclusion] Based on the results of this study, the practical and policy
measures that individuals and society should strive for are presented in relation to the care, study, and
career of children with developmental disahilities in adulthood in an infectious disease crisis.

Key Words : Children with developmental disabilities in adulthood, Primary caregiver, Caring experience COVID-19, COR
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<Table 1> Characteristics of study participants

type of Hld child’s child’s
child’s
relation , having  child’s school child's category  degree
no . age education . . current
ship ajob gender vyour chid | . | age of of
Institution . L
graduated disahility  disahility
high ) .
, special Day care  mid )
1 Mother 50s  school yes , Autism  Severe
school center 20's
graduate
high )
, special Day care  early )
2 Mother 40's  school yes M , Autism  Severe
school center 20's
graduate
Attended
Postgradu i )
, special special early )
3 Mother 40s ate or yes M , Autism  Severe
school school 20's
above )
major
. University general going to mid )
4 Father 50's . no F T , Autism Severe
graduation school university  20's
. Attended
high : .
, special special early .
5 Mother 40s  school no F , Autism  Severe
school school 20s
graduate )
major
high )
, special Day care  early )
6 Mother 50s  school no M , Autism  Severe
school center 30's
graduate
Attended
Postgradu )
, general special late )
7 Mother 40s ate or yes M , Autism  Severe
school school 10’s
above )
major
, University general Day care  early )
8 Mother 50's ) no M , Autism  Severe
graduation school center 30's
, University general going to mid .
9 Mother 50°s yes M Autism  Severe

graduation school university ~ 20°s
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<Table 2> Demographic characteristics of study participants

Developmental Disabilifies Living in the Age of COVID-19

(Unit: person, %)

Category study participants N %
. : Male 1 11%
Primary caregiver
ay g Female 8 89%
gender total 9 100%
40’s 4 44%
Primary caregiver age 50’s 5] 56%
total 9 100%
high school graduate 4 44%
Primary caregiver University graduation 3 33%
Education Postgraduate or above 2 22%
total 9 100%
Yes 5 56%
Do you have a job? No 4 44%
total 9 100%
Male 6 67%
Child’s gender Female 3 33%
total 9 100%
The type of school special school 5 56%
; general school 4 44%
your child graduated total 9 100%
going to university 2 22%
Child’s current Attended special school major 3 33%
institution Day care center 4 44%
total 9 100%
10’s 1 11%
- 20’s 6 67%
Child’s age 20 9 9%
total 9 100%
Child’s type of autistic disorder 9 100%
disability total 9 100%
Child’s degree of a person with a high degree of disability 9 100%
disability total 9 100%
2. 97 AEX|
E AT AT FRY AV dEde) AdY = #AdE FdES 1 #e
3, 229 4% & AAY) TR AUE E R o) 58 4¥e U=
ME AEd 9 7239 AEFE AEAE 7SI NdE dEAs gEA
b 93 AEVbe 2Ag wol msGon ol AT AR sEd YAstE o
T FAZNA JIEF A AZAE vl FEst YEe A o AEA
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<Table 3> Questions about the caring experience of the primary caregiver of a child
with developmental disabilities in adulthood

Question area Question Content

- How was the life of the child with developmental disabilities at home?

- As the primary caregiver for a child with developmental disabilities,
what kind of caring experience did you have at home?

() Experience of caring for
children before COVID-19 as
the primary caregiver for
children with developmental
disabilities in adulthood

- What was your experience as a primary caregiver regarding the
career path of a child with developmental disabilities?

- What was your experience of caring for children with developmental
disabilities in relation to social relationships (friends, teachers,
therapists, etc.)?

- What was the life of your child with developmental disabilities after
the outbreak of COVID-19?

- As the primary caregiver for a child with developmental disabilities,
what kind of caring experience did you have at home?

(2) Experience of caring for
children in the context of
COVID-19 as the primary
caregiver for children with
developmental disabilities in

adulthood

- What was your experience as a primary caregiver regarding the
career path of a child with developmental disabilities?

- What was your experience of caring for children with developmental
disabilities in relation to social relationships (friends, teachers,
therapists, etc.)?

- If the COVID-19 situation continues, what experience will you have as
a primary caregiver for children with developmental disabilities?

- What kind of help do you need the most as the primary caregiver of
a child with developmental disabilities as the COVID-19 situation
continues?

(3) As the primary caregiver
of children with
developmental disabilities in
adulthood, what is most
necessary if the COVID-19
situation continues or a new
infectious disease crisis is
re-experienced

- If you have to experience a new infectious disease crisis after the
COVID-19 situation, what do you think is the most necessary?

- Preparation at the personal and family level

- Support at the social level
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<Table 4> Experience of caring for primary caregivers of children with adult
developmental disabilities(Before and now with COVID-19)

Category Subcategory Meaningful Concept Frequency
in the process of Adaptation It’s nice to have a place to go to school, to
o i ] ) Generally(9)
(Daily life of children with  the center, and to my children.
developmental disabilities in  our child looking out Typical(4)
adulthood) unobstructed children’s space Typical(4)
When the child leaves the house, it is my time  Generally(9)
Persevering s a parent T:he reality qf }}avmg to give up my job Typ%cal(4)
Daily care I'm sorry I didn't fully understand you. Typical(4)
bef life for children Variant(2)
Coil[lo)rem A journey to find hope in  Abandonment of study and career Typical(6)
7 the midst of frustration and We need help from society. Typical(5)
limitations (in the field of o ) )
) . My child is special Variant(2)
special education)
Growth with friends and Qommcatlon, relatlon§mps - still a Generally®
neighbors (Efforts to fit in d]fﬁcult‘task fo.r. my child L ) ‘

. Everything familiar to your child is precious. Typical(3)
with the world A child who has endured silent violence Variant(2)
Disconnection from the The reality is that the house is like a prison ~ Generally(8)
world, a prison without bars Neglect Variant(1)
Depression in extreme All Qf this is annoying and depressing Genera]ly(S)

. Environment that drives you to death Typical(6)
circumstances (COVID-19 If you can not avoid it, you might as well Variant(@)

arian
‘ that fell on my shoulder) try and enjoy it.
We first - “1n7a time of pause, new Suspension of study and career Typical(7)
experienced growth attempts [ want to go to college. Variant(2)
in A sense of helplessness and
COVID-19  the challenge of
communicating with the world feeling powerless to do anything Generally(8)

(the feeling of helplessness in
front of the wall of the

world and the expectation Think of it as a door, not a wall Variant(1)
that we can do it too)
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<Table 4> Experience of caring for primary caregivers of children with adult
developmental disabilities(Before and now with COVID-19) (continued)

Category Subcategory Meaningful Concept Frequency
Me and my children Anxiety, worry, and confusion Generally(9)
standing on the edge of a o _ ) _
dife Feeling like standing on the edge of a cliff Typical(3)

Providing space for children to grow

We desperately need sl and ol Generally(8)
support and help from P ys1c‘ Y an emotionally )
; need financial help Typical(3)
Infectious soclety Longing for the warm gaze of society Typical(3)
Diseases,  Correct information on heglthy nest . Typical(6)
i infectious diseases and h It is necessary to provide correct Typical®)
ectious diseases and the i
Overcoming, i ) ol information on infectious diseases.
Growth, ~ need for environment Helping children with disabilities to improve Variant(D
i arian
and Hope improvement their environment
Urgent aid and medical and emotional )
Typical(4)
support are desperately needed
We are not alone, the hope Provision of an activity space for children Typicald)
ic
we create with developmental disabilities
Change demand for improvement of
ane P Typical(3)

disability awareness in society as a whole
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