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Family Res

Risk factors

Condition Characteristics
e.g. - Symptom predictability
- Visibility
- Prognosis

Stress Within Family
- Parent or child depression
- Child behavior problems
- Disability hassles & strain
- Other life stressors

Stress from Community
- Policies restricting services
- Stigmaldiscrimination
- Loss of support

Adaptation Process
-Batancing family nceds
- Attributing meanings
- Coping with stress

Protective factom
Child Resources

- Intellectual ability

- Emotional health

Family Resources
- Cohesiveness
- Flexibility
- Commumcatlon skills
- Parent health
- Parent education
- Financial resources

Community Resources
- Sup?omve friendsirelatives

- Quality health services

- Quality Education Services

CHILD ADAPTATION

- Academic functioning

- Emotional functioning

- Social relationship functioning

- Parent mental & physical health

FAMILY ADAPTATION
- Family functioning
- Marital quality

- Temperament

ot

Figure 1. Family Resilience Model (Patterson, 2004; Choi et al., 2018)
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Family resilience: adaptation process

‘ Risk Factors ‘ Protective Factors ‘

+ lliness severity
. . . - R
* Time since diagnosis |~

Pec'llatrlc :> * Epilepsy knowledge :> Family
epilepsy bt adaptation
Adaptation = Communication

Parental depression | Process “d  gkills

4 Child’s temperament ‘

* Parent education
* Monthly income

Perceived stigma | -
Social support

Figure 2. A conceptual framework of this study
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Table 1. Components of variables

Number
Variables Tool of Cronbach
. a
Questions
lness Composite
. epilepsy 3 .70
severity .
Risk severity score
factor  Parental K—-BDI— I 21 93
depression
Stigma PSS? 5 .82
Family Child" s 5
Epileps Epilepsy
Protective PLEpPsY specific 9 .29
knowledge
factor knowledge
Co-mmumcatlon FPSCt 10 83
skills
Social support MSPSS® 12 .94
Sex, Age, Education type,
Religion, Marriage status,
General ; i
. Occupation, Family type, 13 n/a
characteristics . . .
Main caregiver, Monthly income,
Perceived health
Time since diagnosis,
Disease Treatment type, Comorbidity, 6 n/a
characteristics Medical expenses, Caregiving
time, Information routes
Family adaptation Family APGAR® 5 .90
Total number of items in the questionnaire 118

% 2%, Korean Beck Depression Inventory II
2] = Parents Stigma Scale

MR o} 71" A &, Revised Dimension of Temperamel?2 Survey
MEEA A A%, Family Problem—Solving Communication
A8l 8 X2 o d 2] %, Multidimensional Scale of Perceived Social Support Scale
7}% 715 £ A 47, Family Adaptability, Partnership, Growth, Affection and Resolve
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Table 2. Characteristics of participants

N=131
] Categories
Variables n(%) Mean£=SD
(range)
Sex Female 113(86.3)
Male 18(13.7)
Age 20—29 2(1.5) 41.79£5.77
30—39 41(31.3)
40—49 78(59.5)
=50 10(7.7)
Education level High school 23(17.5)
College 91(69.5)
Graduate school 17(13.0)
Religion Yes 65(49.6)
No 66(50.4)
Marital status Married 128(97.7)
Divorced 3(2.3)
Occupation Employed 59(45.1)
Unemployed 72(54.9)
Family type Nuclear family 110(84.0)
Extended family 21(16.0)
Main caregiver Parents 117(89.3)
Others 14(10.7)
Caregiving time <6hrs 41(31.3) 10.45x7.20
(hours/day) 6—12hrs 39(29.0)
>12hrs 52(39.7)
Monthly income Low (<4,000) 37(28.3)
(thousand KRW 1) Middle (4,000—6,000) 34(26.0)
High (>6,000) 60(45.7)
Total 4,410%1.28
Perceived health n/a (1-10) 6.16+2.24

TKRW: Korean won

27



Table 3. Characteristics of children with epilepsy

N=131
] Categories
Variables n(%) Mean£=SD
(range)
Sex Female 66(50.4)
Male 65(49.6)
Age 0—6 41(31.3) 9.19+4.94
7—12 52(39.7)
13—18 38(29.0)
Age of onset 0-6 116(88.6) 2.73£3.19
(years—old) 7—12 12(9.0)
13—18 3(2.4)
Time since diagnosis (months) 86.14£61
.6
Treatment type Medicine 123(75.5)
Ketogenic diet 24(14.7)
Operation 12(7.4)
Observation 4(2.4)
Comorbidity Yes 85(64.9)
No 46(35.1)
Other family member  Yes 9(0.1)
with epilepsy No 122(99.9)
Education level General education 44(48.4)
Mainstreaming 25(27.5)
Special school 22(24.1)
Information Routes Health care provider 101(51.5)
Internet 75(38.3)
Supportive group 20(10.2)

Medical expenses (KRW/month)

774,000£85.11

TMultiple responses

+Excluding children who are 0—6 years old
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Table 4. Risk and protective factors of family resilience

N=131
Variables Subcategory n(%) Mean £ SD Range
Risk Factors
Epilepsy severity Severe 54(41.2) 5.15£2.68 0-9
Moderate 46(35.1)
Mild 31(23.7)
Parental depression Severe 25(19.1) 17.3+11.64 0-63
Moderate 25(19.1)
Mild 25(19.1)
No depression 56(42.7)
Stigma 3.06+£0.83 1-5
Protective Factors
Child’ s temperament Total 85.08*t8.45 34—-136
General activity 18.21%£0.93
Approach—Withdrawal 15.78+0.82
Flexibility —Rigidity 17.30%£0.82
Mood quality 19.02%+1.01
Low distractibility 10.87%£0.76
Persistence 6.66+0.81
Epilepsy knowledge 55.39£18.33 0—100
Communication skills 28.21*+4.31 20-39
Social support Total 3.61+1.32 1-7
Family 3.97£0.99
Friends 3.57%+1.10
Significant others 3.27%£1.25
Family adaptation Total 7.53+2.58 0-10
Highly functional 84(64.1)
Moderately functional 38(29.0)
Dysfunctional 9(6.9)
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Table 5. Differences of family adaptation according to characteristics (cont” d)

N=131
Variables Categories n Mean=*SD t ?;)F Tukey
Children with Epilepsy
Sex Female 66 7.77%£2.50 1.101
Male 65 7.28+266  (273)
Age 0-6 41 8.12£2.47 1.849
7-12 52 7.10%t249  (162)
13—-18 38 7.47£2.75
Educational status Yes 114 8.74%*2.35 1.628
(.106)
No 17 7.39%£2.59
Comorbidity Yes 85 7.72£2.55 1.326
No 16 7.25+2.62 (.122)
Number of 1 99 7.55*2.55 1.427
treatment types 9 24 7.00+2.86 (.244)
3 4 9.25*£1.50
None 4 8.50%+1.73
Number of 1 56  7.54%2.27 731
information routes 2 62 7.35+92.93 (.483)
3 13 8.31%2.02
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Table 5. Differences of family adaptation according to characteristics

N=131
Variables Categories N Mean=*SD t ?;)F Tukey
Participants
Sex Female 113 7.77%£2.50 —-1.035
Male 18 7.28*2.66 (.302)
Age 20s 2 10.00%£0.00 1.286
30s 41 7.90+2.32 (.282)
40s 78 7.36£2.63
50s 10 6.80£3.19
Education level High school? 23 7.09£2.70 3.415 a<c
College” 91 7.36+t2.62  (.036")
Graduate school® 17 9.00*1.58
Religion Yes 65 7T.78%£2.47 1.137
No 66 7.27£2.68 (.258)
Marriage Married 128 7.50£2.59 =773
status Divorced 3 8.67*£2.31 (.441)
Occupation Employed 72 7.21£2.58 —-1.570
Unemployed 59 7.92%+2.55 (.119)
Family type Nuclear family 110 7.30£2.60 —2.645
Extended family 21 8.71%£2.17 (.013
Main caregiver Parents 117 7.30£2.60 —4.793
Others 14 9.43£1.40  (.000™)
Caregiving <6hrs? 41 8.24+2.38 3.606 c<a
time 6~12hrs" 38 7.68+t2.23 (030"
(hours/day) >12hrs© 52 6.851+2.83
Monthly Low? 37 6.62*£2.90 3.291 a<b<c
income Middle” 34 7.85t2.15  (.040"
High® 60 7.90£2.50

#p< .05, **p< 01 #»*p< 001
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Table 6. Correlations between family resilience risk factors, protective factors, and family adaptation

N=131
X1 X2 X3 X4 X5 X6 X7 X8 X9 X10 X11 X12 X13
X1 Epilepsy severity 1
X2 Parental depression .235™ 1
X3 Stigma 0.164 .409™ 1
X4 Child’" s temperament  —.248"  —.257" —.248" 1
X5 Epilepsy knowledge -0.166 -0.105 -0.105 0.143 1
X6 Communication skills -0.142 =477 -.197° .178 .243" 1
X7 Social support -0.131 —.624= —.433" 227" .266™ .535™ 1
X8 Perceived health -0.058 —.603= -—.281" 0.161 0.111 257" 499 1
X9 Time since diagnosis —-0.005 -0.018 0.079 -0.128 -0.017 -—0.098 -.207° 1
X10 Monthly income -0.023 -.219° -0.038 .197* 0.059 .380" .223* 0.137 -0.094 1
X11 Medical expenses .255" .218* .180" -0.148 -0.085 —0.022 —-0.043 -.255" —-0.101 -—0.001 1
X12 Caregiving time .363" .362™ 0.105 —-.287" -.282" -0.161 -—.202" -.220" -—.209* -—.315" .346" 1
X13 Family adaptation -0.157 —=.532™ -.259" 176" .253" .603™ 637 .383™ -.193*  .206" -0.0561 -.217" 1

#p<. .05, **p<.01 ***p<.001
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Table 7. Factors associated with family adaptation in family of children with

epilepsy
N=131
Variables B SE R t p

(Constant) 1.526  2.958 0.516  0.607
Risk Factors
Parental depression —-0.029 0.022 -0.133 —-1.358 0.177
Stigma 0.005 0.045 0.007 0.101 0.920
Protective Factors
Child’ s temperament —-0.004 0.021 -0.014 —-0.204 0.839
Communication skills 0.216 0.048 0.362 4.483 0.000**
Social support 0.070 0.024 0.280 2.933 0.004**
Characteristics
Time since diagnosis —0.006 0.003 -0.143 —2.038 0.044"
Caregiving time -0.020 0.027 -0.057 -0.739 0.461
Monthly income -0.164 0.150 -0.080 -1.091 0.278
Perceived health 0.049 0.094 0.042 0.516 0.607
Education Highschool -0.111 0.653 -0.016 —-0.169 0.866
fevel College ~0.314 0530  —0.056 —0.593 0.555

Graduate school

(ref.)
Family type Nuclear family 0.220 0.355 0.040 0.620 0.537

Extended

family (ref.)
Main caregiver Parents —-1.226 0.562 -0.147 —2.182 0.031"

Other than parents
(ref.)

R2=.743, .iR°=.520, F=11.086 (p<.001)

*p<0.05, *#p<0.01, »*+p<.001
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You have my permission to use the Parent Stigma Scale for your research. | have attached a copy of that scale for you.
In regard to the epilepsy severity scale that | used in the 1996 paper, | do not have a scale.

1 did publish an Epilepsy Severity Scale that parents completed for their children and have attached a copy of it.
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Dear Hyejun Kim,
Thank you very much for your interest in our study.

Please find attached the knowledge questionnaire used in the pilot study (9 items). The X signals the right or wrong
answer. An English translation does not exist, | will send you the original items. Please use the article you mentioned
earlier as reference.

A follow-up FAMOSES study was conducted with the knowledge scale and with twice as many items (18) including
the ones of the pilot study. I'm attaching the publication. In our main study, we also found that epilepsy-related
anxiety/fear is a relevant factor for parents that group classes/education can reduce.

If you have any other questions, please let me know.
| wish you the best of luck with your research!

Mit freundlichen GriBen
Margarete Pfafflin
Bielefeld, Germany
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You have my permission fo use the Multidimensional Scale of Perceived Social Support (MSPSS) in your research. |
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-2 5. STROBE checklist (von Eim et al., 2007)

STROBE Statement—Checklist of items that should be included in reports of cross-

sectional studies

Item No Recommendation Page No

Title and abstract 1 (@) Indicate the study’s design with a Vi -vii,
commonly used term in the title or the = 90-92
abstract
(b) Provide in the abstract an  vi-vii,
informative and balanced summary of  90-92
what was done and what was found

Introduction

Background/rationale 2 Explain the scientific background and 1-3,
rationale for the investigation being 6-12
reported

Objectives 3 State specific objectives, including any 4, 13-14
prespecified hypotheses

Methods

Study design 4 Present key elements of study design 14
early in the paper

Setting 5 Describe the setting, locations, and 23
relevant dates, including periods of
recruitment, exposure, follow-up, and
data collection

Participants 6 (a) Give the eligibility criteria, and the 15
sources and methods of selection of
participants

Variables 7 Clearly define all outcomes, exposures,  16-21

predictors, potential confounders, and

effect modifiers. Give diagnostic criteria,
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if applicable

Data sources/

measurement

8*

For each variable of interest, give
sources of data and details of methods
of assessment (measurement). Describe
comparability of assessment methods if

there is more than one group

16-21,
24

Bias

Describe any efforts to address

potential sources of bias

42

Study size

10

Explain how the study size was arrived

at

15-16

Quantitative variables

11

Explain how quantitative variables were
handled in the analyses. If applicable,
describe which groupings were chosen

and why

24

Statistical methods

12

(@) Describe all statistical methods,
including those used to control for

confounding

24

(b) Describe any methods used to

examine subgroups and interactions

24

(0 Explain how missing data were

addressed

24

(&) If applicable, describe analytical
methods taking account of sampling

strategy

24

(e) Describe any sensitivity analyses

N/A

Results

Participants

13*

(@) Report numbers of individuals at
each stage of study—eg numbers
potentially eligible, examined for

eligibility, confirmed eligible, included in

24
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the study, completing follow-up, and

analysed

(b) Give reasons for non-participation at

each stage

24

(c) Consider use of a flow diagram

N/A

Descriptive data

14*

(@) Give characteristics of study
participants (eg demographic, clinical,
social) and information on exposures

and potential confounders

26-28

(b) Indicate number of participants with
missing data for each variable of

interest

N/A

Outcome data

15*

Report numbers of outcome events or

summary measures

26-37

Main results

16

(@) Give unadjusted estimates and, if
applicable, confounder-adjusted
estimates and their precision (eg, 95%
confidence interval). Make clear which
confounders were adjusted for and why

they were included

37

(b) Report category boundaries when

continuous variables were categorized

35

(9 If relevant, consider translating
estimates of relative risk into absolute

risk for a meaningful time period

N/A

Other analyses

17

Report other analyses done—eg
analyses of subgroups and interactions,

and sensitivity analyses

N/A

Discussion

Key results

18

Summarise key results with reference to

44
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study objectives

Limitations 19 Discuss limitations of the study, taking 42
into account sources of potential bias or
imprecision. Discuss both direction and

magnitude of any potential bias

Interpretation 20 Give a cautious overall interpretation of ~ 42-43
results considering objectives,
limitations, multiplicity of analyses,
results from similar studies, and other

relevant evidence

Generalisability 21 Discuss the generalisability (external 43

validity) of the study results

Other information

Funding 22 Give the source of funding and the role N/A
of the funders for the present study
and, if applicable, for the original study

on which the present article is based

*Give information separately for exposed and unexposed groups.

Note: An Explanation and Elaboration article discusses each checklist item and gives
methodological background and published examples of transparent reporting. The STROBE
checklist is best used in conjunction with this article (freely available on the Web sites of PLoS
Medicine at http://www.plosmedicine.org/, Annals of Internal Medicine at http://www.annals.org/,
and Epidemiology at http://www.epidem.com/). Information on the STROBE Initiative is available
at www.strobe-statement.org.
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ABSTRACT

Family resilience factors affecting

family adaptation in children with epilepsy

Kim, Hye Jun
Department of Nursing
The Graduate School

Yonsei University

This cross—sectional study aimed to identify factors affecting family
adaptation in families with children with epilepsy, from the family resilience
perspective. Self—reported data were collected via a structured questionnaire
completed between 9 April 2023 and 25 May 2023 by parents of children with
epilepsy aged under 18 years who received outpatient or inpatient care at Y
University Hospital in Seoul, Korea.

The study explored factors affecting family resilience in terms of both risk
and protection. Risk factors that were examined included epilepsy severity, time

since diagnosis, parental depression, and stigma. Protective factors that were

analyzed included the child's temperament, epilepsy knowledge, and
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communication skills, as well as parental education level, household monthly
income, and social support. Correlations between respondents' and their children's
characteristics and family adaptation were also assessed. General characteristics
included the gender and age of the respondent and their children, as well as the
respondent's religion, marital status, economic activity, family type, main

caregiver, caregiving time and perceived health. The study evaluated these

factors' impact on family adaptation, based on the data of a total of 131 participants.

A total of 131 participants were analyzed using SPSS IBM 26.0 software for
descriptive statistics, independent samples t—tests, one—way analysis of variance,
Pearson's correlation coefficient, and multiple linear regression analysis. The
results are as follows:

1. Family adaptation varies according to parental education (F = 3.415, p
< .05) and family type (F = —2.645, p < .05).

2. Family adaptation exhibits a significant positive correlation with the

child's temperament (r = 0.176, p <05), epilepsy knowledge (r = 0.253,

p <.01), communication skills (r = 0.603, p <.001), social support (r =
0.637, p <.001), perceived health (r = 0.383, p <.001), and monthly
income (r=0.206, p<.05). In contrast, family adaptation showed negative
correlations with parental depression (r = —0.532, p <.001), stigma (r
= —0.259, p <.01), time since diagnosis (r = —0.193, p<.05), and
caregiving time (r = —0.217, p <.05).

3. The regression model to identify factors influencing family adaptation
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was statistically significant (F=11.086, p<.001), with an explanatory

power of 50.2%.
4. Family adaptation is affected by communication skills (p =.362, p<.001),
social support (B = .280, p <.01), time since diagnosis (B = —.143, p

<.05), and use of non—parental caregivers (B = —.147, p <.01).

Based on the research results, to improve adaptation in families with children
with epilepsy, it is advisable to improve communication proficiency within the
family, enhance parental perception of social support, and ease access to external
support services from non—parental caregivers. Moreover, the findings indicate
that a reduced illness duration has a beneficial impact on family adaptation.
Therefore, it is crucial to implement proactive measures to evaluate and care for
families with epilepsy who are anticipated to experience a lengthier illness
duration. Identification and management of these families can lead to improved
outcomes.

The factors this study has identified as influential in family adaptation can
serve as the basis for devising strategies to improve adaptation in families with

children with epilepsy in the future.

Keywords: Children with epilepsy, Family resilience, Family adaptation
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