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Assessment of parental understanding of epilepsy and effects of
educational programs in an epilepsy camp

Sung Min Cho, M.D., Soon Hak Kwon, M.D.", Doo Kwun Kim, M.D., Jun Sik Kim, M.D.T, Han Koo Moon, M.D.”,
Hye-Eun Seo, M.D.", Kye Hyang Lee, M.D.} Eun Ju Lee, M.D.", Jun Hwa Lee, M.D." and Nho Eun Kim"

Department of Pedlatrics, Dongguk University College of Medicine, Gyeongju, Department of Pediatrics’, School of Medicine,

Kyungpook National University, Daegu, Department of Peo’/az‘//cs
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Daegu Fatima Hospital, Daegu, Department of Ped/az‘f/cs Masan Samsung Hospital,
College of Medicine, Sungkyunkwan University, Masan, Graduate School of Social Welfare™,

Ewha Womans University, Seoul, Korea

Purpose : To assess parental knowledge and understanding of epilepsy including social stigma and evaluate the effects of

educational programs on parents in an epilepsy camp,

Methods : We conducted an epilepsy camp on August 23-24, 2008, at Gyeongsan, Twenty families with an epileptic child each
participated in the camp, We performed a survey before and after the camp to obtain data concerning parental understanding
of epilepsy and the effects of the camp-based educational programs on the parents, The data were analyzed with SPSS 140

using frequency analysis,

Results : The parents were sufficiently knowledgeable about epilepsy before the camp, and their knowledge and understanding
of epilepsy improved further after the camp. Both perceived stigma and enacted stigma against epilepsy were found in 30.0%
of the parents, The perceived stigma decreased to 15.0% after the camp,

Conclusion : This study suggests that social approaches such as epilepsy camps are effective in improving parental knowledge
and understanding about epilepsy as well as decreasing their perceived social stigma, (Korean J Pediatr 2009;52:549-556)

Key Words : Education, Epilepsy, Parents
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=02 30-39417}F 74 (35.0%) 0] 3L 50A o]/de] 261 (10.0)% ATt
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Table 1. General Characteristics of the Responders (N=20)

Factors Number (%)
Sex
Father 4 (20.0)
Mother 16 (80.0)
Age
30-39 7 (35.0)
4049 11 (55.0)
>50 2 (10.0)
Education
Middle school 2 (10.0)
High school 10 (50.0)
College 7 (35.0)
Graduate school 1 (50
Religion
Protestant 3 (15.0
Catholic 7 (35.0)
Buddhism 6 (30.0)
Absence 4 (20.0)
Occupation
Housewife 12 (60.0)
Sale/production 3 (15.0)
Office work/profession 3 (150
Others 2 (10.0)
Monthly income
<2 million Won 6 (30.0)
2-3 million Won 11 (B55.0)
>3 million Won 3 (150

Folrh = AHE F 61 (G00B) AT, FAA Ak TR Fol
7} 242} 360 (15.00) % WebsTh 7 obgo] thit m&7lee

53t 7} 144 (70.0%) =2 717 wo] vepsom, fobel -

x| Qo] 391 (15.0%), & - Aesturt 2¢91(10.0%) = et
4 ofgol tiste] el 7 elste el tiaiAlE dee]
2 o] 1290 (60.0%)Z 7V wekar, 1 tha o & oFzo] 54 5o
(25.0%), 7228 AP, AE ZA4 2 & ZAVE 47 14
6.0%)2] =22 YERETHTable 2).

3. Zbdel Wi Arep A4
bl gk # 4 o] w3t

et
|4

w8 Zad Ao

N
[d

A o] el Ztdolehs Aol tigh Fr g A4S o

N
=4

Table 2. Disease-related Characteristics of the Epileptic Child-
ren (N=20)

Characteristics Number (%) AveragedS.D.
Age (years) 9.20%2.66
Sex
Boy 12 (60.0)
Girl 8 (40.0)
Seizure type
Partial 4 (20.0)
Generalized 6 (30.0)
Unclassified 7 (35.0)
Don't know 3 (10.0)
Duration of treatment (years)
<1 5 (25.0)
12 2 (10.0)
2-5 5 (25.0)
>5 8 (40.0)
Seizure frequency
Daily 1 (5.0
Monthly 3 (15.0)
Y early 6 (30.0)
<1/Year 10 (50.0)
Numbers of antiepileptic drugs
1 11 B5.0)
2 5 (25.0)
>3 4 (20.0)
Combined disability
Mental retardation 3 (15.0
Other disabilities 3 (15.0
None 14 (70.0)
Education
None 1 (5.0
Kindergarten 3 (15.0)
Elementary school 14 (70.0)
Middle & high school 2 (10.0)
Concerns for patient's future
Drug toxicity 5 (25.0)
Sudden death 1 (5.0
Occupation 12 (60.0)
Marriage 1 (5.0
Others 1 (50
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Table 3. Source of Information about Epilepsy and Recognition
of Antiepileptic Drugs (N=20)

Factors Number (%)

Source of information

Words of mouth 1 (50
Doctor 11 (55.0)
Book 1 (50
Internet 6 (30.0)
Mass media 1 (50
Name and dosage of antiepileptic drugs
Don't know both 4 (20.0)
Know only the name 6 (30.0)
Know both 10 (50.0)

14 (5.0%) 0.7 ZAstda 10-508bE olghs S-H-& 47
oA 104 (50.0%) 0.2 Z7}etith(Table 4).

o AJEelA] Fhakzto] - wAstka AZtetEA &
F5E 9 318, &S FEshA A=A
3z A5 78 (35.0%) 14 1578 (76.0%)=, AHF °%—€ Ll
v s S 5 (25.0%) 1A 14U§ (70.0%) =, TV E=
Pe Wk SHS
o, ZAA gE2el A
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81 (40.0%) | A

Table 4. Parental Knowledge about Epilepsy (N=20)

114 (55.0%) 0. = %—ﬂsbi
Efart Be oigs e 169 (80.0%) 14 178 (85.0%) <.
2, 7% Aol w=EHS wihs S92 29 (10.0%00014] 53
@5.0%) 0.2, o] & wWits SHS 149 (70.0%)14 159

o
Kor=

(20.0%)

&
S

Questions

Before After
the camp the camp
Causes of epilepsy (duplicated answer)
Infection 0 0
Supernatural cause 0 0
Neurologic disease 15 16
Brain damage during delivery 2 4
Genetic 2 5
Mental disease 1 1
Etc. 1 1
Don't know 2 0
Is epilepsy a controllable disease?
Yes 13 15
No 1 1
Don't know 6 4
Is epilepsy a contagious disease?
Yes 1 1
No 19 19
Don't know 0 0
Is epilepsy a inheritable disease?
Yes 6 7
No 9 11
Don't know 5 2
Is epilepsy a mental disease?
Yes 1 1
No 15 19
Don't know 4 0
Is there a need to restrict
the physical activities
for epileptic child?
Yes 7 10
No 12 8
Don't know 1 2
How many are epilepsy patients
in Korea?
Don't know 9 1
Less than 10 thousand 1 1
10 to 100 thousand 5 7
100 to 500 thousand 4 10
More than 500 thousand 1 1
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Table 4. Parental Knowledge about Epilepsy (continued)

Questions

Answers

Before the camp After the camp

What is a precipitating factor of epileptic seizure?
Sleep deprivation
Violent exercise
Starvation
Exposure to photic stimuli such as TV or electronic game
Psychologic stress
Strong sunlight
Fever
Cough medication

How can you manage the child who are thrown into convulsion?

Draw the tongue

Put the sharp things away

Protect the head

Extend the head to keep respiration
Take the child to hospital without delay
Wait until the seizure ends

Put something into the mouth

Lay the child down

Undress the tight clothes

Hold the convulsing body

Pierce the fingers with a pin or needle

7 15
5 14
0 1
8 11
16 17
2 5
14 15
2 3
0 0
11 14
11 15
11 11
9 7
12 18
0 0
2 4
12 13
1 1
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Table 5. Disclosure of Having Epilepsy (N=20)

Factors Number (%)

Disclosure to relatives/neighbors
They doesn't know
Didn't notify, but they know
Did notify

Disclosure to teacher (N=19)
He/She doesn't know
Did notify
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Table 6. Social Stigma Score of the Parents before and after
the Camp (N=20)

Table 7. Positive Answers for Each Question about Social
Stigma (N=20)

Perceived stigma Perceived stigma Enacted stigma
before the camp after the camp  before the camp

Enacted stigma
before the camp

Perceived stigma
after the camp

Perceived stigma
before the camp

N % N % N %

0 14 70.0 17 85.0 14 70.0

1 5 25.0 2 10.0 3 15.0

2 0 0.0 1 5.0 3 15.0

3 1 5.0 0 0.0 0 0.0

4 0 0.0

Total 20 100 20 100 20 100
T ¥l vk SRtk A7k dels AAH Helg =
F me e o 15 delo] glrka $ue AE 0059, &
Fmoleh Gelo] gdrkn $HE A5 300%AHTable 6)
AL uke) o] AL FE Al 18e] it A7ke Hel

g
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ofolE é—fz Ao gk A drbehs gl disiAe 2
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= OlE, AFES g ololE edhd Ty sk A 2y
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