
IMPROVING AWARENESS, KNOWLEDGE ND 
AWARENESS WITH EPILEPSY EDUCATI N L 
PROGRAMME FOR MALAYSI N PARENTS OF 

CHILDREN WITH EPILEPSY. 

DR. SEET YEE HONG 
MBBS (MAHE, INDIA) 

tl!RPUSTAKMN PBRUBATAN TJ. DANARA! 
UNIVBRsm MALAYA 

DISSERTATION SUBMITTED IN PARTIAL 
-FULFILMENT OF THE REQUIREMENTS FOR THE 

DEGREE OF MASTER OF PAEDIATRI 

FACULTY OF MEDICINE 
UNIVERSITY OF MALA YA 

KUALA LUMPUR 

2017 

1111flmr11~1~iilli1l~if ii Iii~ ~Him 1111 
A517050000 

(01 

Univ
ers

ity
 of

 M
ala

ya



UNIVERSITY OF MALAYA 

ORIGINAL LITERARY \YORK DE 'L.- R \TlO 

Name of andidatc: R. El::.T l~E 11 N 1 

I. /Passport No: 

Matric No: M I I I 000) 

Namc of DcgrccMx TER FPA-. lATRl 

Title of iss nation: lMPR lN R KNOWLEDGE AND 

L PROGRAMME FOR ATTITU WITH DU TI 

MALAY IAN PAR ~NT OF Hl DR N \r ITH EPILEPSY. 

Field of Study: PAEDIATlRCS 

I do solemnly and incerely declare that: 

(1) I am the sole author/writer of this Work; 
(2) This Work is original; 
(3) Any use of any work in which copyright exists was done by way of fair 

dealing and for permitted purposes and any excerpt or extract from 
reference to or reproduction of any copyright work has been di. I 
expre ly and sufficiently and the title of the Work and its auth rship hav 
been acknowledged in this W rk; 

(4) l do not have any actual knowledge nor do I ought rca sonably t kno that 
the making ofthi work constitutes an infringement of any opyri 1ht' rk; 

(5) I hereby a sign all and every right in the opyright to this W rk t th 
University of Malaya ("UM"), who henceforth shall be wn r f th 
copyright in this Work and that any reproduction r u e in any fl rm r b an 
means whatsoever is prohibited without the written c n nt f M hr ing 
been first had and obtained; 

(6) l am fully aware that if in the course of making thi W rk l hav infring d 
any copyright whether intentionally or otherwi e, I may b ubj t t I gal 
action or any other action a may be determined by M. 

andidate' Signature 

Subscribed and solemnly declared bcf re 

Witness's Si ate: so\ Iv· fl 

l ·si inution: 

Associate Professor Dr Fong Choong YI 
BMedScl (Nottm), BMBS (Nottm), PG Dip (Shell), CCT (UK), FRCPCH 

MMC Full Regl1tr.1t1on 56729 
Consult~nt In P~rdlotrics ftnd P dlatrlc Nmology 

P dlQtrlc D partm nt, University Malaya Medical Centre 

Name: 

II 

Univ
ers

ity
 of

 M
ala

ya



ABSTRA T 

Introduction: Good awarene s, know! educ and attitu i '~ ,fr ir nts if .hildren with 

Epilepsy ( W ) i important in mublin 1 WI~ to l ':\ i an inuul lite with .pil 'P'Y· The 

Interactive Animated pilcpsy Edu cation Pro irnmmc l \rH L' a rot mtial effective 

epilepsy educational tool that an h ·Ip improve \\ ircn 'SS, knowlcdg , attitude (AKA) 

of parents or WE. 

Primary Objectives: 

i) o a sc th bas line l of pi! p y AKA of Malaysian parents of 

children with epilepsy ( WE). 

ii) To assess the effectivenes of Interactive Animated Epilepsy Education 

Programme (IAEEP) on improving parents AKA, and whether these effects 

remained stable over time. 

Secondary Objectives: 

i) To evaluate epilepsy and parenteral characteri tics that arc asso 'int ·d with 

baseline level of epilepsy AKA in parents of WE. 

ii) To assess the effects of IAEEP on parent and hild cpil p y H alth-r lat d 

quality oflife. (HRQoL) 

Methodology: Prospective intervcntional tudy or all parent I W ag d -I 

years old with at least 6 months duration of cpilcp y minimum reading 1 I f 

primary school education Year I and att nding main tr am education. Inf rmati n of 

ci ii psy wa d .liv 'red t child and parent f W' using JAE P. Par nt mpl t d an 

AKA qu .stionnair b 'fore (TP I), imrn xliatcly aft r (TP 2) and r te t d - month ( P 

) after th· ·pil .ps information provisi n. Parents and W • mpl 'led par mt- r x 
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and child self- report of Health-Related Quality or Life Measurement for Childr n with 

Epilepsy (CHEQOL-25) questionnaire at TP I and TPJ. 

Results: A total of 78 pnrti cipnnls h )th p ircnt ml .hil ir .u) participated in the 

study. /\11 r IA· •P intcrv nti rn, th irc v is 1 si inifi nt in rem nt from TPl of total 

parental AKA, awarcncs , kn wl dg and nttirudc " r in both TP2 and TP3 (p value 

<0.001 ). None of the epilcp y r par ntal har t ri ti affected the baseline parental 

AKA levels. H Q L for par nts b t n TPl and TP3, showed significant 

increments in interpersonal/social and seer cy subscale scores. CHEQOL for CWE 

between TP 1 and TP3 showed significant increment in interpersonal/social and 

significant decrement in present worries subscale scores. At TP3, high parental total 

AKA scores were associated with higher CHEQOL scores for children, [p <0.00 I and r 

=+0.425(moderate correlation)]. 

Conclusion: Clinicians should use the IAEEP as part of the care of Malay ian W 

as IAEEP is an effective IT- based epilepsy educational t ol to raise the l cl A 

among parent with WE. After IA EP intcrv ntion there wa an improv ment in b th 

parents and child CH QOL interpersonal/ social ubs ale and parent H Q L 

subscale scores. Our study also howed a po itivc correlation between par nt' AKA 

and child's total HEQOL scores. hildren who receive the IA~ P h 

in level of worry, highlighting that W should rec i c ng ing upport as the 

under >Q a period or adju sun '11t when dealing with the information pr vided. 

IV 

Univ
ers

ity
 of

 M
ala

ya



ACKNOWLEDGEMENTS 

My colleagues, Dr Lim Wei Kang and Dr Chang Wei Mun who were essential for the 

recruitment of the children of my thesis. Miss Kong Ann Nie , Miss Amanda Lim and 

Dr Yap Wai Eng who were so helpful with my statiscal analysis. 

Heartfelt gratitude also goes to all the lecturers in the Department f Pacdiatri f 

University Malaya and Paediatricians in Hospital Raja Perrnaisuri Bainun Ip h ,, h 

have tirelessly overseen and contributed to my progress throughout th Mast rs f 

Paediatrics program. 

Lastly, this thesis owes its existence to the inspiration from my wi fc, r h w Rhu n 

Chiou and my family for being my pillar of str ngth through all the trying tim during 

my journey as a Paediatrician. 

r. .ct Y 'C I Ion ' 

Univ
ers

ity
 of

 M
ala

ya



TABLE OF CONTENTS 

Abstract iii 

Acknowledgements v 

Table of Contents vi 

L. ff" ... ist o igures vin 

List ofTables .ix 

List of Symbols and Abbreviations xi 

List of Appendices xii 

CHAPTER l: INTRODUCTION 13 

CHAPTER 2: LITERATURE REVIEW 15 

2.1 Epilepsy and stigmatization 15 
/1 

2.2 Awareness, knowledge and attitude of Epilepsy studies in Malaysia 16 

2.3 Awareness, knowledge and attitude of Epilepsy studies done globally 18 

2.4 Quality oflife of PWE and its association with A, K, A levels 19 

2.5 IAEEP as an educational tool 20 

CHAPTER 3: OBJECTIVES 21 

CHAPTER 4: METHODOLOGY 22 

4.1 Patient recruitment 22 

4.2 Data co11ection 23 

4.3 Sample size determination 26 

4.4 Statistical analysis 26 

VI 

Univ
ers

ity
 of

 M
ala

ya



CHAPTER 5: RESULTS 28 

5.1 Parents and children characteristics 28 

5.2 Awareness, Knowledge, Attitude and AKA levels throughout our study 28 

5.3 CHEQOL levels of parents and CWE throughout out study 29 

5.4 Correlation between AKA and CHEQOL of parents and CWE 30 

5.5 IAEEP feedback 30 

CHAPTER 6: DISCUSSION 52 

CHAPTER 7: CONCLUSION 63 

CHAPTER 8: LIMITATIONS AND STRENGTHS 64 

CH.APTER 9: RECOMMENDATION 65 
ii 

References · 66 

List of Publications and Papers Presented 71 

Appendices 72 

11 

Univ
ers

ity
 of

 M
ala

ya



LIST OF FIGURES 

Figure 4.1: Flow chart for our study 27 

Figure 5.2: Distribution of subjects based on place ofrecruitment (n=78) 32 

Figure 5.3: Distribution of ethnicities in our study (n=78) 32 

Figure 5.4: Distribution of age groups of our study population (n=78) 33 

Figure 5.5: Gender distribution in our study (n=78) 33 

Figure 5.6: Distribution of type of schooling of our CWE (n=78) 34 

Figure 5. 7: Marital status among parents/ caregiver of our study population (n=78) ..... 34 

Figure 5.8: Household income of our study population (n=78) 35 

Figure 5.9: Types of epilepsy among our study population (n=78) 35 

Figure 5.10: Duration of epilepsy among our study population (11=78) 36 
I/ 

Figure 5.11: percentage of subjects with nocturnal seizures (n=78) 36 

Figure 5.12: Frequency of seizures among our study population (n=78) 37 

Figure 5.13: Parents/ caregiver education levels 37 

Figure 5.14: Correlation between AKA scores of parents at TP3 with CHEQOL scores 
for children TP3 50 

Figure 5.15: Correlation between AKA scores of parents at TP3 with CHEQOL score 
for parents at TP3 · · · ·· ····· · · ···· 50 

VIII 

Univ
ers

ity
 of

 M
ala

ya



LIST OFT ABLES 

Table 2.1: Awareness, Knowledge, Attitude and AKA scores and interpretation of 
scores in Terengganu study 16 

Table 2.2: Awareness, Knowledge, Attitude scores and interpretation of scores in 
Kelantan study 17 

Table 2.3: G. Bryan study comparing with other countries 18 

Table 5 .1: Demographic representation of our study population 31 

Table 5.2: Risk factor analysis with AKA scores 38 

Table 5.3: Risk factor analysis with Awareness levels 39 

Table 5.4: Risk factor analysis with Knowledge levels .40 

Table 5.5: Risk factor analysis with Attitude levels .41 

Table 5.6: Awareness component of AKA questionnaires responses TPl, TP2, TP3 
(n=78) 42 

1, 

Table 5.7: Knowledge component of AKA questionnaires responses TPl, TP2, TP3 
(n=78) 43 

Table 5.8: Attitude component of AKA questionnaires responses TPI, TP2, TP3 (n=78) 
......................................................................................................................................... 44 

Table 5.9: Comparing AKA scores TPI, TP2 and TP3 .45 

Table 5.10: Scores and category of Awareness, Knowledge and Attitude (AKA) score 
comparing all three time points (n=78) .45 

Table 5 .11 : CHEQOL Parents comparing all 2 time points (n=78) .46 

Table 5.12: CHEQOL Children comparing all 2 time points(n=78) 46 

Table 5.13: Analysis of significant subcategories of CHEQOL parents .47 

Table 5.14: Analysis of significant subcategories of CHEQOL children .48 

Table 5.15: Comparison of Spearman's rho correlation Awareness, Knowledge, ......... .49 

Table 5.16: Levels of emotional distress based on Depression Anxiety Stress Scales 
(DASS-21) scores (n=78) 51 

IX 

Univ
ers

ity
 of

 M
ala

ya



Table 5.17: JAEEP feedback response for current study 51 

Table 6. 1: Comparing current AKA study with AKA study by Selamat et al (201 O) 5 
and PL Lua et al (2011) 8 58 

Table 6.2: Awareness and knowledge of epilepsy comparing current study (n=78) with 
Kolahi study (n=206) and Due Si Tran 6 study (n=83) 59 

Table 6.3: Canadian Epilepsy Questionnaire Survey by G. Bryan Young et al (2002) 37 
......................................................................................................................................... 60 

Table 6.4: Common questions done in current studies with other studies done (from G. 
Bryan Young) 37 ......•....•.............................. · ..........•....•..•..........................................•..... 61 

Table 6.5: Comparing current study and PL Lua et al 2013 32 study on IAEEP response 
......................................................................................................................................... 62 

x 

Univ
ers

ity
 of

 M
ala

ya



For examples: 

CWE 

PWE 

CHEQOL 

UMMC 

HRPB 

AKA 

IAEEP 

DASS 

TP I 

TP 2 

TP 3 

LIST OF SYMBOLS AND ABBREVIATIONS 

Children with epilepsy 

People with epilepsy 

Health Related Quality of Life Measure for Children with Epilepsy 

University of Malaya Medical Centre 

Hospital Raja Permaisuri Bainun 

Awareness, Knowledge and Attitude 

Interactive Animated Epilepsy Education Programme 

Depression Anxiety Stress Scales 

Time Point I 

Time Point 2 

Time Point 3 

P p-value 

SPSS Statistical Package for the Social Sciences 

XI 

Univ
ers

ity
 of

 M
ala

ya



LIST OF APPENDICES 

Appendix A: Flow Sheet.......................................................................... 77 

Appendix B: Data Perform a Sheet.......................................................... 78 

Appendix C: AKA Questionnaire (English)............................................... 80 

Appendix D: AKA Questionnaire (Malay)................................................ 82 

Appendix E: CHEQOL Parents (English)................................................. 84 

Appendix F: CHEQOL Parents (Malay)................................................... 86 

Appendix G: CHEQOL Children (English)................................................. 88 

Appendix H: CHEQOL Children (Malay).................................................. 90 

Appendix I: IAEEP Feedback Form (English)............................................ 92 

Appendix J: IAEEP.Feedback Form (Malay).............................................. 93 

Appendix K: DASS 21 Questionnaires (English)........................................ 94 

Appendix L: DASS 21 Questionnaires (Malay).......................................... 95 

XII 

Univ
ers

ity
 of

 M
ala

ya



CHAPTER l: INTRODUCTION 

EpjJepsy is the most common childhood neurological disorder. Children with epilepsy 

(CWE) are at greater risk of having emotional and behavioral problems, increased 

dependence on parents and reduced quality of life. 14 According to the World Health 

Organization (WHO) definition, "a diagnosis of epilepsy is reserved for those who have 

recurring seizures, at least two unprovoked ones." 5 The consequences of epilepsy in terms of 

morbidity, mortality, quality of life (QoL), and stigma differ around the world, depending on 

the cultural, economic, and community health background. 6 

Despite epilepsy being one of the most prevalent neurological pathologies, it is still 
,, 

surrounded by stigma and prejudice among the general population. 7 To improve the quality 

of life (QoL) of CWE, to enhance their level of acceptance into society, as well as to reduce 

he public's stigmatization, it is necessary that the general population has a high AKA of 

:pi1epsy. 8 Identifying the misconceptions on epilepsy and improving the awareness, 

nowledge and attitude (AKA) among the public including parents of CWE are useful steps 

1 decreasing stigmatization and improving QoL among CWE. 5' 8 9 

Often CWE are at a greater risk of having emotional and behavioral problems, increased 

sir dependence on their parents or caretakers and thus lower quality of life. 1-4 Health 

rcation programmes have been developed to provide information to families with chronic 

iditions such as asthma and diabetes mellitus. '0• 
11 Within the last five years, one of digital 
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CHAPTER l: INTRODUCTION 

Epilepsy is the most common childhood neurological disorder. Children with epilepsy 

(CWE) are at greater risk of having emotional and behavioral problems, increased 

dependence on parents and reduced quality of life. 14 According to the World Health 

Organization (WHO) definition, "a diagnosis of epilepsy is reserved for those who have 

recurring seizures, at least two unprovoked ones." 5 The consequences of epilepsy in terms of 

morbidity, mortality, quality of life (QoL), and stigma differ around the world, depending on 

the cultural, economic, and community health background. 6 

Despite epilepsy being one of the most prevalent neurological pathologies, it is still 

surrounded by stigma and prejudice among the general population. 7 To improve the quality 

of life (QoL) of CWE, to enhance their level of acceptance into society, as well as to reduce 

the public's stigmatization, it is necessary that the general population has a high AKA of 

epilepsy. 8 Identifying the misconceptions on epilepsy and improving the awareness, 

knowledge and attitude (AKA) among the public including parents of CWE are useful steps 

in decreasing stigmatization and improving QoL among CWE. 5• 8 9 

Often CWE are at a greater risk of having emotional and behavioral problems, increased 

their dependence on their parents or caretakers and thus lower quality of life. 
1·4 

Health 

education programmes have been developed to provide information to families with chronic 

conditions such as asthma and diabetes mellitus. 10• 11 Within the last five years, one of digital 
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tools that has become the choice of educational institutions to help students learn is the tablet 

computer. The reason for this popularity within a short period of time lies on its ability to 

capture the intuitive nature of people of all ages. 12 

In Malaysia, among the general public there is a lack of awareness and limited knowledge, 

accompanied by false beliefs and negative attitudes toward epilepsy. 5•8 At present to our 

knowledge there are no published studies on AKA among parents of CWE and there have 

been no studies to evaluate if an epilepsy educational programme can improve AKA and 

HRQoL among parents of CWE. 
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CHAPTER 2: LITERATURE REVIEW 

2.1 Epilepsy and stigmatization 

Epilepsy is one of the oldest known brain disorders 13, characterized by recurrent seizures, 

as a result of sudden excessive electrical discharges in the brain cells. World Health 

Organization (WHO) defines it as those who have recurring seizures, at least two unprovoked 

ones. 5 Despite it being one of the oldest and prevalent neurological pathologies, it still 

surrounded by stigma and prejudice among the general population. 7 Despite, the causes of 

stigmatization in epilepsy are complex, lack of knowledge about the disease is said to be an 

important factor in the negative attitudes towards people with epilepsy. 14 

Fisher and colleagues assessed the perceptions and subjective expenences in 1999, 

showing. that nearly a quarter (24%) of 1000 PWE reported element of social stigma in their 

lives as a result of the disease they had. 15 Another community based survey involving 165 

PWE, revealed 42% felt that the general public harbored negative feeling towards PWE and 

41 % felt that this belief negatively affected them. 16 

Study on public awareness, knowledge and attitude (AKA) towards epilepsy is useful in 

decreasing discrimination and stigmatization. 5 By identifying the misunderstandings and 

misconceptions on epilepsy among the public including parents of CWE, only then can steps 

be taken to help educate and improve the AKA among the public. 
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2.2 Awareness, knowledge and attitude of Epilepsy studies in Malaysia 

Malaysia like other countries also share the genuine lack of awareness and knowledge, 

accompanied by false beliefs and negative attitudes towards epilepsy. This is evident in a 

study done in the East Coast of Peninsular Malaysia, which reported that the levels of 

epilepsy awareness, knowledge and attitude among rural population was low. 5 To date, there 

were only two studies on epilepsy awareness, knowledge and attitude in Malaysia, one in 

Kelantan 5 and the other in Terengganu 8. 

Generally, AKA levels in the study population of Terengganu were moderate. Of the 

domains, Awareness was rated the poorest, Knowledge was moderate and Attitude was 

indifferent. 

Table 2.1: Awareness, Knowledge, Attitude and AKA scores and interpretation of 
scores in Terengganu study. 

Dornain AKA 

Mean so Median Range In erpretation 

Awar~nes:s 18.17 9.65 20.00 0.00-50.00 Low 
Knowledge 34.92 13.26 30.00 0.00-80.00 Moderate 
Attitudes 25.25 10.19 25.00 0.00-40.00 Indifferent 
Total AKA 18.33 23.10 80.()0 nee- 170.00 Mod~r~te 

The study in Kelantan in 2010, revealed AKA level of rural communities in Kelantan 

was in poor category. Among the tree domains, Attitudes was had the highest mean, followed 

by Knowledge and lastly Awareness. Based on the mean scores, the Kelantan study 

population showed low level of awareness and knowledge and sowed in different attitude 

towards epilepsy. 
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Table 2.2: Awareness, Knowledge, Attitude scores and interpretation of scores in 
Kelantan study. 

lbw 
lbw 
lndiffert?nt 
Potrr 

Comparing both studies, study population in Terengganu 8 were relatively better than the 

study population in Ke]antan 5. Studies have showed that not only the general public 17-19 had 

Jack of knowledge or negative attitude, specific subgroups like employers 20, students 21, 

family members 22 and even health care providers 23 themselves demonstrate similar findings. 

Negative attitude may be resulted as a result of lack of awareness, whereas incorrect 

knowledge is commonly reported in many Asian countries including Malaysia. 24 25-27 
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2.3 Awareness, knowledge and attitude of Epilepsy studies done globally 

When we compare Malaysian study population on Epilepsy AKA levels, globally AKA 

levels were generally reported to be higher except for a study done in Laos in 2007. A study 

done in Bandung involving general public, showed a high awareness about epilepsy, with 

97% of 959 subjects heard about epilepsy. 28 In Iran, a study conducted among mothers with 

CWE in a teaching hospital, showed good knowledge and positive attitude among Iranian 

mothers. 9 

p.,...n1 Aml:'riCllll O.irn:$1: l>.lmm Hnni$b lioli!l!l Taiwllllt:$C llnllcd Ar.ib 
$Wdy $!udy ~y st~dy study study l!ody f!mir1llCI $l11dy Wt$t0cmlan 

Questi(>Q from Tublc I 199!1-WOO 1985 1995 1m 1980 J98S 19!>5 1998 $1ody 1985 

Hwd or !Gld al>ont epilepsy (Q:) 9.1~ 9S% 93% 97'1. !'IS% 73'io 87\l> Wk 90\1, 

Knew scme""" with epilepsy (Q6) 5}% 63'A\ 11\1> 64<;!; 49% 61"' m 
Wilnt$S<:d an <pilq>lk: seizwt (Q7) 48% 63~ 12~ 64'A\ 45% .52~ 56% '.34% 
Call$¢ (Q!>) 

6% 25% l3inh tlefee1 32\ii 21% 10 14\'I. 
Menu! Ulnt>Jl 9% 2% 11% <I.~ 84 16~ 11% 
llcrediuey .$14% 9% 17% '.!?It. II 2811. 16% 

Traumll 25% 1% 10 12%. 

Tum<lr '.lO% 
Slrokio 26% 

\>i1>01 i.t a seizure (QIO) 
Con,'lll>i<>o 87% 61\l> 6111. 
Lo~ of' c(m~ciousness 49% 52~ 5211> 
Bchu>·iourul cbooi;e 2Jl% 19% 19% 
Mc:rmy di•turbJir.ce 29% 10% 1~ 
Oon't l<ncw 9% 13% 13% 

Altl!utk~ 77'k 
Children a.<!lociatint (QJZ) 95% 89% 43% 91'X. S8~ 93\l> 
M:lrr)'inl; dose rdtlvc (Qll) 95% 68'1> 13\l> 281,t, 
Ptm:>ns with cpHep!)' bavinJ; children (Q14) 84!\t 
tqual cmpkirmenl (Ql5) 84% 79% 47'N 89'.l- Sl'N 69<,t; ')()'JI> 80\lo 

Studle:<: CIUm::>e ODd T~iWlll'• M·Y Chuni: et al., 1995; Italy, Wtm Cenn;ny, and USA: Canscr ru-.d CcN'.agi;ia, 1985; Us.A; Cavcnc. ~r.d Gallup, 1980; Mnllnd: 
llvawtinen et al., 1980; Denmark: Jemen and 0J1.'l>, 1!)92; Au:slt'olla: Vimoo, !97S. 

Table 2.3: G. Bryan study comparing with other countries 

Based on G. Bryan study 1998-2000, and comparing with other studies in the world, 

subjects who heard or read about epilepsy range 73% to 97%. Percentage of subjects who 

witnessed an epileptic seizure range from 34% to 72%. Globally, study population believed 

in equal employment, percentages ranged 47% to 90%. 

Till date, there was a study in Laos done in 2007, indicate that epilepsy knowledge was 

generally low in Laos population as they had misbeliefs. 6 
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2.4 Quality of life of PWE and its association with A, K, A levels 

Most often, HRQoL of a PWE is determined mainly by the duration of disease and extend 

of epilepsy control, it is also affected by non-epileptic parameters like social factors such as 

social anxiety, employment and stigma. 20 29 Hence to improve HRQoL of PWE, to enhance 

their level of acceptance into society and reduce stigmatization, it is essential that the general 

population to improve their awareness, knowledge and also understanding of the impact of 

epilepsy on HRQoL and inculcate more positive attitude towards PWE. 8 

A Malaysian study 8 done in 2011, showed that awareness was not correlated to any 

HRQoL, which could be due to small sample size, and due to low levels of awareness in the 

study population. The knowledge component demonstrated almost no correlation with 

HRQoL due to general low education level of the study population. 8 Previous study have 

reported that knowledge relating to the HRQoL of PWE in Asian countries and developing 

countries like Malaysia is still sufficient 30 24 26 
. The same study however, showed that 

attitude domain was strongly associated with HRQoL. Similar results were found in Taiwan 

24 and Turkey 31. With improved attitude and minimized stigma, PWE would eventually 

experience better HRQoL. 8 
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2.5 IAEEP as an educational tool 

Just like epilepsy, other chronic illnesses affect children, such as bronchial asthma and 

diabetes mellitus. Studies have shown that education programme with regards to the 

respective disease, helped in providing information to children. 

A recent study done in Malaysia on Interactive Animated Epilepsy Education Programme 

(IAEEP) as an educational tool for CWE. The study showed that it is highly feasible, 

practical and acceptable among CWE and parents. It is believed that with continuous 

improvement and modification in keeping with ongoing CWE's needs, it is very likely that 

this newly-developed education programme could offer an alternate and effective solution to 

improve awareness, knowledge and cultivate more positive attitudes and hence improving 

their well-being. 32 
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CHAPTER 3: OBJECTIVES 

Primary Objectives: 

i) To assess the baseline level of epilepsy awareness, knowledge and attitude (AKA) 

of Malaysian parents of children with epilepsy (CWE). 

ii) To assess the effectiveness of Interactive Animated Epilepsy Education 

Programme (IAEEP) on parents AKA, and whether these effects remained stable 

over time. 

Secondary Objectives: 

i) To evaluate possible epilepsy and parenteral characteristics that are associated with 

baseline level of epilepsy AKA in parents of CWE. 

ii) To assess the effects of IAEEP on parent and child epilepsy Health-related quality 

of life. (HRQoL) 

21 
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CHAPTER 4: METHODOLOGY 

4.1 Patient recruitment 

This was a prospective interventional study of all parents of CWE aged 8-18 years old 

with at least 6 months' duration of epilepsy, minimum reading level of primary school 

education Year 1 and attending mainstream education. Information of epilepsy was delivered 

to child and parents of CWE using IAEEP. Parents completed an AKA questionnaire before 

(TP 1 ), immediately after (TP 2) and retested 3-6 months (TP 3) after the epilepsy 

information provision. This study was conducted at 2 tertiary hospitals: Hospital Raja 

Permaisuri Bainun (HRPB), Ipoh and University Malaya Medical Centre (UMMC) Kuala 

Lumpur. The parents of the patient were approached and given patient information sheet with 

verbal explanation. Informed written consent was obtained. A total of 78 subjects were 

recruited; 29 from UMMC Kuala Lumpur from September 2014 to June 2015 and 49 subjects 

were from HRPB-lpoh from June 2015 till March 2017. We analyzed each recruitment 

centers and together they yielded no significant differences. This study was approved by 

University Malaya Medical Centre ethic committee (MREC (8) dlm. KKM/NIHSEC/ P 14- 

506) and the Malaysian Ministry of Health ethic committee of National Medical Research 

Register. (NMRR-14-888-21585) 
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4.2 Data collection 

(i) Standard data performa form was used, obtaining 

- Clinical data, baseline demographic and sociodemographic data 

- Epilepsy history including seizure frequency, duration, nocturnal seizures, history of 

status epilepticus 

(ii) Awareness, Knowledge and Attitude(AKA) questionnaires 

A validated adult Malay AKA epilepsy questionnaire was used. 5 The questionnaire has 

three major dimensions regarding epilepsy in general are sampled by 20 items; Awareness, 

Knowledge and Attitude. Each response score ranges from 0 to 10. 

The first domain intends to detect Awareness level which contained 5 items with a total 

score range from 0-50. The scores are interpreted as follows: 0-10 =very low, 11-20 = low, 

21-3 O = moderate, 31-40 = high and 41-50 = very high. 

The second domain determines Knowledge level which contained 8 items with its total 

score ranging from 0 to 80. The interpretation is as such: 0-16 =very low, 17-32 =low, 33- 

48 = moderate, 49-65 = high and 66-80 = very high. 

The third domain measures Attitude level which is sampled by 4 items. The total score 

ranges from O to 40 and are grouped as follows: 0-9 =very negative, 10-19 =negative, 20-29 

=indifferent, 30-39 =positive and 40-49 =very positive. 
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Finally, the total AKA score is calculated via the summation of all three domain cores to 

give the General AKA level of all respondents. This cncral AK level 'an rang, from 0 to 

179 divided into categories between I :; very poor (total: 0-J. ), _ po )r {I )hl:. (-71), = 

moderate (total: 84-107), 4 =good (total: 110-14 ) nnd : 'X .cllcnt tl47-l7l) ·. 

The questionnaires arc given to pnr cnts only and nt three tim p ints, at first visit; as a 

baseline AKA before (TP 1) and i mm dint ly aft · (TP _ int ntion with Interactive 

Animated Epilepsy Education Programrn (IAEEP) and n cond visit 3-6 months later 

(TP3) 8 

i) CHEQOL-25 for HRQOL assessment 

CHEQOL-25 is the only epilepsy-specific QOL instrument that is able to measure both 

child's HRQOL and parent-proxy rating. Both the Malay and Mandarin version have been 

validated and showed good psychometric properties= 34 Either father or mother been 

reported similar with no significant differences. 35 

The use of the HRQOL questionnaire in Children with pilepsy (CHEQOL-25) author d by 

Dr. Gabriel Ronen et al, was made under license from McMaster University I lamilt n 

Canada. 

The CHEQOL-25 consists of: 

Twenty-five items that yield 5 subscales: Interpersonal/Social, Present Worrie and 

Concerns, Intra personal/Emotional, Epilepsy Secrecy, Quest for Nonna! i ty (chi Id only) or 

Future Worries and Concerns (parent only) 35 

Child self-report (CSR) and parent-proxy report (PPR); with ach item scored on a scale of 

I-4 and the sum of all items of the ubscale will give its total core (scores range between 5 

and 20). A higher score reflects a more positive perception in that domain. H nee a high r 

total CHEQOL-25 will indicate a better QOL. 
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(iv) DASS questionnaires 

Depression, Anxiety and Stress Scoring(DASS) qu .stionnnirc is a 1u mutative rnea sure, 

consisting of a set of questions consisting of 21 q u 'SI ions, addrcssi nu :1 ll t hrce .omponent - of 

mental health. This is used to ascertain whcth 'r h us inn lAI· FP t ' inu r we \1'.. , wh ether it 

has caused an increased level of depression, an )r stress. 

(v) JAEEP 

The Interactive Animated pil psy du ation Pr ) was pioneered in July 

2013 by University Sultan Zainal Abidin (UniSZA) and Ho pital Sultanah Nur Zahirah 

(Neurology and Paediatric departments) in Tcr ngganu Malaysia 32. In September 2014, the 

University Malaya (UM) Paediatric Neurology division further revised and improved the 

contents of IAEEP. It was used among Malaysian parents and CWE and shown to be easily 

understandable with a high positive feedback36. It is the first interactive and IT-based 

animated epilepsy programme in Malaysia which requires user participation. The lAE P an 

be installed with Windows software on laptops & tablets. Jt covers 9 topics f epil p 1 

("what is epilepsy", "safety tips", "medication", "school", "dealing with epilepsy', "first 

aid", "teenage years", "good life" and takes about 20 minutes to c mplctc32. 

Usefulness oflAEEP was assessed using 8 feedback questions from parents and child 3-. 
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4.3 Sample size determination 

Sample size calculation: Based on previous Mnl 1 si in AK\ stu I ' · among dults with 

awareness mean score of 18 and our objc tiv to potcntiull the score to another 

category by score increment of 10 points, w will n d a ample size of 77 (based on 

Power=0.8, alpha 5%) 

4.4 Statistical analysis 

Statistical analyses were performed using Statistical Package for Social Sciences (SPSS) 

for MAC version v22.0 (SPSS Inc., Chicago, IL., U.S.A.) To determine whether the study of 

distribution was normal or non-normal, the usage of Kolrnogorov- Smirnov test (K I' st) wa 

used. If the yielded a p value of less than 0.05, it means that it is not normally distribut d 

hence a non-parametric test, Wilcoxon Signed Rank Test, was used to compare time point 

and looking for significant p value (p<0.05). If the KS test yielded a p value >0.05, it 

indicates that data is normally distributed, hence the use of Pair d Sample T Tc t i u d to 

look for significance. Chi square test (Fisher's exact test) is used to look for relation betwe n 

categorical variables. Pearson linear correlation and Spearman rho wa u ed t d tcrrninc 

strength of association. P value of <0.05 was considered significant. 
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All parents of ONE a d CWE 

r----------------~ .tEETI CLUSIONCRITE I i-----1 ient re ds P ttcntinfo:rmnion I L-~--~-------------' I I D. : sheet I 
l , 

Inv igator: 
• Pill up informed consent/ . n t 
-Fill up DA TA PROFORMA 

m1E 

CHEQO -25 e d s • -feport 

Pare t of CWE: 
1) AKA - EPILEPSY 

2J DA.SS-21 
~) CHEOOL-25 parent p10xy 

roport 

I ' ER £ 101 Wt H 

11 lmmodia cly a ter Intervention 

IAEEP FEEDBACK FORM 

CHEQOL-25 ch!fd so t-ro ort 

n 

3-6 mo ns after 

Ouestlonn Ire (Parents): 
t) AKA - EP LEf>SY 

2) IAEEP FEEDBACK FORM 

J1 
1) AKA - EPILEPSY 

2) DASS·21 
3) CHEQOL-25 p3rlint proxy 

roport 

1~ igurc 4.1: Flow chart for our study 
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CHAPTER5:RESULTS 

5.1 Parents and children characteristics 

A total of 78 parents/guardians of WE w ire r ccruitcd. Am 'tl" th 'Ill, 4< of th cm were 

from I lospital Raja Pcrmaisuri Bai nun, lpoh and ( from Univc rsitv il 1y 1 M xlical Centre, 

Kuala Lumpur. The demographic rcprcs ntation is d cm )nstrnt 'dint bl .l. 

5.2 Awareness, Knowledge, Attitude and AKA levels throughout our study 

No specific risk factors were significantly a ociat d with parental awareness, knowledge, 

attitude, and total AKA scores (Tables 5.2, 5.3, 5.4 and 5.5). Table 5.6, 5.7 and 5.8 shows 

individual parent responses to the Awareness, Knowledge and Attitude questionnaires in our 

study. We found that at time point 1, only 64. l % of parents with CWE had heard or read 

about epilepsy, and the percentage increased to 97.4% to 100% at TP2 and TP3 of the 

awareness component. The percentages of parents with CWE witnessing a seizure remain 

constant at 91 % to 98. 7%. In the knowledge component, there was an increment f 

percentages at the 3 time points respectively on whether they knew the causes of pi I ps 

(33.3%, 80.8%, 76. 9%).0ur study also showed constantly low percentages (all le s than 7%) 

of subjects who thought epilepsy is infectious, a mental disease and caused by evil spirits. 

Other percentages in the attitude component that remain consistently high were whether .PWE 

could get married and have children, whether PWE can socialized in community and PW .. 

could participate in sports. 

During our study, a statistical significant incr ase in number of parents with v ry good to 

excellent AKA scores from Time Point 1 to both Time point 2 and 3 (Table 5.9). The number 

of parents with WE with good to excellent AKA score ha increased throughout the tim 

p ints. Table 5.10 shows the si mificant rise in category scores and also m idian s re in all 
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components of Awareness, Knowledge, Attitude scores alonu with K scores. all showing 

p<0.00]. 

5.3 CHEQOL levels of parents and \VE throughout out, tudy 

Looking into parent's proxy H --Q Ls or anal sis, it rev 'al d significant improvement 

in mean scores in Interpersonal/social ompon nt p=O.O 0) and Secrecy (p=0.039) 

component as showed in Table 5.11. The other ubcategories including Future 

worries/concern, Intrapersonal/emotional and total CHEQOL scores showed improvement 

however without non-significant p values (p >0.05). Table 5.13 shows the breakdown of 

questions asked in Interpersonal/ emotional and future worries/concern, showing there was 

significant increment in number the questions of whether CWE felt they were treated the 

equally like other children. (p=0.014) 

The CWE self-report CHEQOL score analysis, only showed significant irnprovcm nt in 

mean scores in Interpersonal/social component (p=0.020) and insignificant in r n cnt f 

Intrapersonal/emotional, quest for normality and total CHEQOL scores (p>0.05) a hown in 

Table 5.12. Our study also showed significant reduction in mean score of Present worri 

component (p=0.021 ). Table 5.14 demonstrates the breakdown of quc tions asked in 

Interpersonal/social which yielded no significant increment in each que tion. However 

analyzing the questions asked in Present worries for children, bowed that ther wa a 

significant increase (p=0.020) in children who were worried that would get injured when the 

had a seizure and si mi ficant incrcrn int (p 0.0 3) percentage rise in children wh think that 

their par Tits arc worried that they may hurt themselves. 

Univ
ers

ity
 of

 M
ala

ya



5.4 Correlation between AKA and CHEQOL of parents and C\Y°l':. 

Analyzing correlation of AKA level score with totnl Cl! F X l sc ire if .hildr in nt TP 

revealed significant correlation using P earson Lincnr .orr ·I 11i rn sienif .nnt 1t th' 0.0 I level 

(2-tailcd) as showed in Figure I. Using Spcarmnn Rho rrrclnti rn n showed at Table 5.15, 

showed significant correlation of high A war n ss, 1' nowl . g ttitudc and total AKA 

scores with CHEQOL score of children at TP3. In g n ml aJI had a strength of moderate 

correlation. Figure 2 show there i no significant on-elation between total AKA scores of 

parents with CHEQOL scores of parents at TP3. Table 5.15 also shows no significant 

correlation between AKA scores of parents with CHEQOL for children at TPl, CHEQOL for 

parents of both TP1 and TP3. 

5.5 IAEEP f ecdback 

Our study also showed no significant findings of increased emotional distress nft r 

intervention with IAEEP. (Table 5.16) and all participants showed very po itive response 

towards IAEEP. (Table 5.17) 
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Table 5.1: Demographic representation of our study population 

Participants from Participants from Total pnrti iipnnts, p_, aluc 

HRPB, N=49 UMMC, N=29 Nn 
- - 

Gender 
Male 29 (59.1 %) 19 (65.S'V.,) -18( 61.5" ,,) 0 .. ,' 1 

Female 20 (40.8%) 10 (34.S'Xi .\() .rn.:i" n) -- - 
Age (years) 

<10 12 (24.51%) 10 ( 4.5%) ( R.2''11) 0. 46 

~10 37 {75.5%1}2 19{65.5%2 !71.8°0) 

Ethnicity 
Malay 18 (36.7%) ll( 7. %) - (37.-(\fl 0.916 

Non-Malav 31(63.3%) 18(62. l %) 49 (6 .... 8~0) 

Marital status 
Married 47 (95.9%) 29 (100%) 76 (97.4% 0.273 

Others 2(4.1%) 0 (0%) 2 (2.6%) 

School 
Normal 48 (97.9%) 28(96.6%) 76 (97.4%) 0.706 

Others I (2.1%) 1(3.4%) 2 (2.6%) 

Seizure Type 
Generalised 38 (77.6%) 17 (58.6%) 55 (70.5%) 0.078 

Focal I 1 (22.4%) 12(41.4%) 23 (29.5%) 

Epilepsy 
Duration (years) 

17 (34.7%) 21(72.4%) 38 (48.7%) 0.001 

<5 32 (65.3%) 8 (27 .6%) 40 (51.3%) 

>5 

Seizure 
Frequency 10 (20.4%) 11(37.9%) 21 (26.9%) 0.094 

High (monthly or 39 (79.6%) 18(62.1%) 57 (73. l %) 

more) 
Low (1-4x/year) 
or seizure free 
Nocturnal 
seizures 9(18.4%) 9 (31.0%) 18(23.1%) 0.202 

Yes 40 (81.6%) 20 (69.0%) 60 (76.9%) 

No 
Household 
income 37 (75.5%) 17 (58.6%) 54(69.2%) 0.118 

<RM 4000 12 (24.5%) 12(41.4%) 24(30.8%) 

>RM 4000 
Level of 
education of 
caregiver 
Primary 24 (48.9%) 0 (0%) 24(30.8%) 0.000 

Secondary 17(34.7%) 22 (75.9%) 39(50.0%) 

Tertiary 8 (16.4%) 7 (24.1 %,) 15(19.2%) 
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Subject distribution based on location 
HRPB 
•uMMC 

Figure 5.2: Distribution of subjects based on place of recruitment (n=78) 

Ethinicity of subjects 
Malay 
Non Malay 

Figure 5.3: Distribution of ethnicities in our study (n=78) 
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Age distribution 
less than 10 
ye rs old 
•more than 10 

y , r old 

Figure 5.4: Distribution of age groups of our study population (n=78) 

Gender 
Oboy 
Ogirl 

Figure 5.5: Gender distribution iu our study (n=78) 
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100 
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... 60 c: 
Q) 
u ... 
Q) 
Q.. 

40 

20 

T 

normal schooling others schooling 
Type of schooling 

Figure 5.6: Distribution of type of schooling of our CWE (n=78) 

100- 

Marital status amonq parent/ careolver of CWE 

40 

..., Go- e: 
Q) 

~ :. 

20 

so- 

others 
marital status 

Figure 5.7: Marital status among parents/ caregiver of our study population (n=78) 
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60 

- c 40 
Cll 
~ 
~ 

Household Income of sub ects 

less than RM4000 more than RM4000 
Household Income 

Figure 5.8: Household income of our study population (n=78) 

Epilepsy types among our subjects 
Generalised 
Focal 

Figure 5.9: Types of epilepsy among our study population (n=78) 
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Duration of epilepsy among our subjects 
•iess th n S years 

mor th n S 
years 

Figure 5.10: Duration of epilepsy among our study population {n=78) 

Distribution of Nocturnal seizures among CWE 
•YEs 
ONO 

Figure 5.1 J: percentage of subjects with noctunrnl seizures {n=78) 
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Frequency of seizures 
high frequency 
of seizures 
low fr qu ncy of ns I ur or 
el ur fr 

Figure 5.12: Frequency of seizures among our study population (n=78) 

Parent/ caregiver education level 
Oprimary 
Osecondary 
DTertiary 

119.231 

Figure 5.13: Parents/ caregiver education levels 
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Table 5.2: Risk factor analysis with A KA scores 

Total participants, Number of participruus P-\alm: 
N=78 Very Poor- Go xi to ex .cllcut 

moderate AK/\ /\KA ·- Gender 
Male 48(61.5%>) 14 J.1. 0.49. 
Female 30(38.5%>) 11 \ l} -- Age (years) 

<10 22 (28.2%) 7 15 0.978 
?:I 0 56 {71 .8'Yo} 18 3R 
Ethnicity 
Malay 29 (37.2%) 10 I 0.723 
Non-Malay 49 (62.8%) 15 3-l 
Marital status 
Married 76 (97.4%) 25 51 0.325 
Others 2 (2.6%>) 0 2 
School 
Normal 76 (97.4%) 25 51 0.325 
Others 2 (2.6%) 0 2 
Seizure Type 
Generalised 55 (70.5%) 16 39 0.386 
Focal 23 (29.5%) 9 14 
Epilepsy 
Duration (years) 

<5 38 (48.7%) 14 24 0.377 
>5 40 (51.3%) 11 29 
Seizure 
Frequency 
High (monthly or 
more) 21 (26.9%) 9 12 0.215 
Low (J-4x/year) 57(73.1%) 16 41 
or seizure free 
Nocturnal 
seizures 
Yes 18 (23.1%) 5 13 0.658 
No 60 (76.9%) 20 40 
Household 
income 
<RM 4000 54(69.2%) 19 35 0.374 
>RM4000 24(30.8%) 6 18 
Level of 
education of 
caregiver 
Primary 24(30.8%) 5 19 0.220 
Secondary 39(50.0%) 16 23 
Tertiary 15(19.2%) 4 11 
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Table 5.3: Risk factor analysis with Awareness levels 

~ Total participants, Number or '):Hticipnnts P-Yalu' 
N=78 Very low- II igh to \l't high 

moderate n\ nrcness 
Awareness - - Gender 

Male 48(61.5%) . I. l ._79 
Female 30(38.5%) 17 1J - Age (years) 
<10 22 (28.2%) 14 c 0.957 
~IO 56(71.8%) 36 _o 
Ethnicity 
Malay 29 (37.2%) 16 I 0.206 Non-Malay 49 (62.8%) 34 15 
Marital status "' 
Married 76 (97.4%) 49 27 0.674 Others 2 (2.6%) I 1 
School 
Nonna! 76 (97.4%) 48 28 0.284 Others 2 (2.6%) 2 0 
Seizure Type 
Generalised 55 (70.5%) 39 16 0.053 Focal 23 (29.5%) 11 12 
Epilepsy 
Duration 
(years) 
<5 38 (48.7%) 26 12 0.438 >5 40 (51.3%) 24 16 
Seizure 
Frequency 
High (monthly 
or more) 21 (26.9%) 14 7 0.774 Low (1-4x/year) 57 (73.1%) 36 21 
or seizure free 
Nocturnal 
seizures 
Yes 18 (23.l %) 10 8 0.389 No 60 (76.9%) 40 20 
Household 
income 
<RM 4000 54(69.2%) 35 19 0.844 >RM 4000 24(30.8%) 15 9 
Level of 
education of 
caregiver 
Primary 24(30.8%) 17 7 0.707 Secondary 39(50.0%) 24 15 
Tertiary 15(19.2%) 9 6 
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Table 5.4: Risk factor analysis with Knowledge level 

Total participants, Number of oarticpants P-\ ulu 
N=78 Very low- II i i h to vcr high 

moderate K 11 rwlcdp ' 
Know! 'dg' ~~ Gender 

Male 48(61.5(X,) 6 ·I 0.1 l 
Female 30(38.5'~ 8 -- Age (years) 

<10 22 (28.2'X,) I 0. 4 
~10 56 (71.8%) 11 45 
Ethnicity 
Malay 29 (37.2%) 5 _4 0.900 
Non-Malay 49 (62.8%) 9 60 
Marital status 
Married 76 (97.4(Yo) 14 62 0.503 
Others 2 (2.6%) 0 2 
School 
Normal 76 (97.4%) 14 62 0.503 
Others 2 (2.6%) 0 2 
Seizure Type 
Generalised 55 (70.5%) 7 48 0.063 
Focal 23 (29.5%) 7 16 
Epilepsy 
Duration (years) 
<5 38 (48.7%) 8 30 0.486 >5 40 (51.3%) 6 34 

Seizure 
Frequency 
High (monthly or 21 (26.9%) 5 16 0.413 more) 
Low (J-4x./year) 57 (73.1 %) 9 48 
or seizure free 
Nocturnal 
seizures 
Yes 18 (23.1%) 3 15 0.872 No 60 (76.9%) 11 49 
Household 
income 
<RM 4000 54(69.2%) 10 44 0.844 >RM 4000 24(30.8%) 4 20 
Level of 
education of 

0.095 caregiver 
Primary 24(30.8%) I 23 
Secondary 39(50.0%) IO 29 
Tertiary 15(19.2%) 3 12 
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Table 5.5: Risk factor analysis with Attitude levels 

Total participants, Number of participants - P-,·1lu' 
N=78 Very ne iativc- Posi1i 'In \~I 

indifferent attitude osirive attitude - Gender 
Male 48(61.5%) 7 .i I 0.877 
Female 30(38.5%) 4 0 - Age (years) 

<JO 22 (28.2°/ci) 5 17 0.170 
~JO 56 (71.8%) 6 -o 
Ethnicity 
Malay 29 (37.2%) 3 - 0.463 
Non-Malay 49 (62.8%) 8 41 
Marital status 
Married 76 (97.4%) 11 65 0.562 
Others 2 (2.6%) 0 2 
School 
Normal 76 (97.4%) J J 65 0.562 
Others 2 (2.6%) 0 2 
Seizure Type 
Generalised 55 (70.5%) 7 48 0.063 
Focal. 23 (29.5%) 4 19 
Epilepsy 
Duration (years) 
<5 38 (48.7%) 6 32 0.677 >5 40 (51.3%) 5 35 
Seizure 
Frequency 
High (monthly or 21 (26.9%) 4 17 0.446 more) 
Low (l-4x/year) 57 (73.1%) 7 50 
or seizure free 
Nocturnal 
seizures 
Yes 18 (23.1 %) 3 15 0.722 No 60 (76.9%) 8 52 
Household 
income 
<RM 4000 54(69.2%) 8 46 0.786 >RM 4000 24(30.8%) 3 21 
Level of 
education of 
caregiver 
Primary 24(30.8%) 3 21 0.289 Secondary 39(50.0%) 4 35 
Tertiary 15(19.2%) 4 11 
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Table 5.9: Comparing AKA scores TPI, TP2 and TP3 

Very poor to ood to ix '~II .nt P-\ ulu · 
moderate AKA(%) Al A (0'o) 

Time point 'I 25 (32.1) 53 (67.9) TP! vs. TP2 
0.001 

Time point 2 9 (11.5) 69 (88 .. ) 

TPl VS. TP3 
0.016 Time point 3 14(17.9) 64 (8-.1) 

Table 5.10: Scores and category of Awareness, Knowledge and Attitude (AKA.) score 
comparing au three time points (n=78) 

Characteristics Median Category Category P-value (JQR) Interpretation Awareness 

Before intervention(TP I) 30.00 (10) 3.00 Moderate 0.000 After intervention (TP2) 50.00 (10) 5.00 Very high After intervention (TP3) 50.00 (IO) 5.00 Very high 0.000 
Knowledge 

Before intervention(TP I) 60.00 (20) 3.75 liigh 0.000 After intervention (TP2) 80.00 (20) 5.00 Very high After intervention (TP3) 80.00 (20) 5.00 Very high 0.000 Attitude 

Before intervention(TP I) 40.00 (10) 5.00 Very positive 0.000 After intervention (TP2) 40.00 (0) 5.00 Very positive After intervention (TP3) 40.00 (0) 5.00 Very positive 0.021 AKA levels 

Before intervention(TPl) 130.00 (30) 3.82 Moderate 0.000 After intervention (TP2) 160.00 (JO) 4.71 xcellent After intervention (TP3) J 60.00 _(33) 4.7) Excellent 0.000 TPl - Tune point 1 baseline before mtervention with IAEEP 
TP2- Time point 2 after immediately after intervention with IAEEP 
TP3- Time point 3, 3 months after intervention 
"Significant p-value (P<0.05) 
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Table 5.11: CHEQOL Parents comparinp all 2 time points (n=78) 

- Characteristic Mean SD Mean P-valu 
cl i Ifcrcn ' ' - Interpersonal/ social 

Time point 1 15.82 .02 o.so o.ozo 
Time point 3 16.62 2.99 
Present worries 
Time point 1 I J .95 2.38 -0.17 0. 19 Time point 3 11.78 2.26 
Future worries/ 
concern 
Time point l 12.88 2.67 0. 4 0.435 Time point 3 13.12 2.84 
Intra personal/ 
Emotional 
Time point 1 13.74 2.72 0.29 0.414 Time point 3 14.03 3.12 
Secrecy 
Time point 1 13.77 2.12 0.56 0.039 Time point 3 14.33 2.13 
Total 
Time point 1 68.17 8.32 1.70 0.071 Time point 3 69.87 9.20 

Table 5.12: CHEQOL Children comparing aU 2 time points(n=78) 

Characteristic Mean SD Mean P-value 
difference 

Interpersonal/ social 
Time point 1 15.46 2.90 0.8 0.020 Time point 3 16.26 3.06 
Present worries 
Time point 1 12.14 2.53 -0.78 0.021 Time point 3 11.36 2.16 
Intra person al/ 
Emotional 
Time point 1 14.33 3.02 0.25 0.444 Time point 3 14.58 3.48 
Secrecy 
Time point I 13.64 2.45 -0.14 0.592 Time point 3 13.78 2.24 
Quest for normality 
Time point 1 15.23 2.34 0.15 0.661 Time point 3 15.38 2.61 
Total 
Time point I 70.81 9.75 0.55 0.580 Time point 3 71.36 9.24 - 
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Table 5.13: Analysis of significant subcategories of CHEQOL parents 

Jnttrptr~onal/sodnl guc\tfonna1r_c pnr('n t. (Qt~ 
QS} ·pi=:0.020, 'ncr~mcnt 

l) Some CWE s. y other chi dren won't pla. 
with them. 
Other CW€ y other chi dren lw y pl lY 
with hem. 

ti (l4. ) 

61 ( ... 9 

2) Somo C~ · I:. 'thin they cannot d 
well other children. 
Other C [! th"nk they e n do hin s 
well. 

3) Some c~ 0 no ave m ny fri n 
Other CWE h e m ny friends. 

4) 

S) 

by others. 

65 (S .4 

u (14. ) 
67 (85.9) 

12 (lS.4) 

l- LA) 

6 -t6) 

u 14.1) 

67 (SS.9) 

7 (9.0) 
71 (9t.O) 

6(7.1) 

72 (91.0) 
7 (9.0) 
71(9LO) 

*().014 

0.157 

S.cer-tt\• Qn idonn:air putnt (OZ I~ Q 2S} 
p.:;0,039, lncrtmtnt 

2J) SomoCWE f Sl (67.9) 
people th th ha ·c th· ill es .. 
OthcrCWI! · e un omrortabl o cllot er 2S(32.1) 
people th t y a 'c th"s illness. 

-2) Some CW i! worry that \heir friend wm fmd 21 (26.9) 
out hat the)•' e epl cp y. 
OtbcrCWEdo otmindffthcirfricnd in 57(13.l) 
out (lbout heir illness. 

GO (17.G) 

18 (23.0) 

20 S.6) 

' s (74.4) 

23) SomeCWE rec cmbar~odofbcrns 
epileptic. 
Other C ~ d ne reel m arr sed f be· or, 54 (69 .2 
Epilcpti . 

s 74.4) 

ers S ( ) • .,) 

25 Some C ~fl:i wony 
do beuld thtf have 
away from h 
CWEtm:no w ied If nocn mow: vha t 20 25.6) 
do when th }' .l 'e seizure wh' e the · a e 

· y from home. 

14 ( .0) 

2.0) 0.157 

0.10 

0. 9 

0.2 

1. 0 
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Table 5.14: Analysis of significant subcategories of CllEQOL children 
Pl, n 1 
~} 

lntupe·r,sonal/.sodat qu~stlonnoln ~hlldrcn (QJ~ 
QS}- p.:0~010, lnc:rcm~·nt 

l) Som.c: CWE y other ehildr n won 't pl y H (14.l 
with them. 
Oilier CW{! 1y e her chi drcn. w. _ p 
with hem. 

1) Some c·~ E • nk hey cannot e h ·n~. 
well s other children. 
Other CWB th ·nk they ean do hing 
well. 

67 ( s. ) 
llll .n 

.9 

r, 0 

Q76l 

3) Some C~ do no b VC many friend . 
Other CWE have m ny fric:n • 

4) Some C £feel th.at they were trea cd 
differently s compared to other chi dren. 
Other CWB feel that they were tre .cd • n 
the same way 3 other children 

5) Some C . E oncn feel bullied by c he ., . 
Other CWE do not feel that hey ar bullied 
by other . 

p=O.O?I. durcm<enl 
6) Some C~ t alw • • have o think bout 

their Epilepsy before. they do son thing. 
Other CWB <!o no e o thin . beu heir 
•pi cpsy ore hey do scmetbing, 

1) Some C\\1£ thin. their pnrcnts worried 
th t they m y iurt themselves.. 
Other C E do not think their p rents ore 
worried bout them. 
Some C y no use the eompul.cr pl y 
compu er gnme~ go ~mping or do other 
sport cttvi i . . 
Other CWE m y use the computer, pby 
computer games go camping or do other 
sport ct'v*ti . 

64 (8:2.0) 

to c12.s) 
68 (87.2) 

13 (16.6) 

65 (83.4) 

11 (14.1} 
67 (SS.9) 

S2 66.6) 

26 (33.4) 

ti3 (SO. 

1S(l9.2 

9(1L6) 

9 ( 8.4) 

u (14.1) 
61 {85.9) 

(H).3) 

'70(89.7) 

8 (t0.2) 
10 (89.8) 

SS {74.3) 

20 25.7) 

' (?1.0) 

7 ( .0) 

l (19.2) 

63 ( 0.0) 

0.739 

, (U32 

0..366 

0.151 

-o.e 

0.IS7 

9) Some children worry about thin th t 
mig.ht happen if they forget to tn re their 
mcilic tion. 
Other ohitdren do not worry bout h n 
th t might h ppe • hey f orgol o l!.kc 
thtir medic lion. 

10) Some children worry thnt ey miJ?ht c 
hurt when th . c. pcricncc seizures. 
Othcrchitdtien re not womcd th •. t c 
,lit;ht get hurt when hey c ricn · 
cb~un: . 

54 (69.3) 

4 ( 0.7 

20 5.6) l. ( .0 

0 .• 01 

o.o_o 
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Table 5.15: Comparison of Spearman's rho correlation Awareness, Knowledge, 

Attitude, and AKA scores with total CHEQOL 

Time point 1 rs value (p-valuc) 
- 'I i m ' }] ) in I J rs v 1l~1 ' -value 

A K A AKA !\ K AKA 

Total -0.097 +0.079 +0.09 ·I 0.17 _ +o .. , 9 +0.JOO* +0.304* +0.425* 
CHEQOL (0.399) (0.599) (0.436) (0.132) (0.001) 0.00 ) (0.007) (<0.001) 
score 
children 

Total +0.034 +0.079 +0.047 +0.045 +0.107 +0.130 +0.007 +0.146 
CHEQOL (0.766) (0.493) (0.681) (0.695) (0.352) (0.258) (0.949) (0.203) 
score 
parents 

A-awareness, K- knowledge, A- attitude, AKA- awareness knowledge attitude 

*Correlation is significant at the 0.01 level (2-tailed) 
Positive moderate correlation (rs= 0.3-0.49) 
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Correlation is significant at the 0.01 level (2-tailed) 
Figure 5.14: Correlation between AKA scores of parents at TP3 with CHEQOL 
scores for children TP3 
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Figure 5.15: Correlation between AKA scores of parents at TP3 with HEQOL 
score for parents at TP3 
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Table 5.16: Levels of emotional distress based on Depression An. iery Stress Scales 
(DASS-21) scores (n=78) 

Tim Point I Tin.11..' P )int _, P value 
Depression 
Normal/mi Id/moderate 76 (97.4%) 7) (I 00. 0 o 0.157 
Severe/extreme] severe 2 2.6% 0 0. 
Anxiety 
Normal/mild/moderate 74 (94.9%) 74 %) 1.00 
Severe/extreme} severe 4(5. l %) 4 (5.1 %) 
Stress 
Normal/mild/moderate 77 (98.7%) 78 (100%) 0.317 
Severe/extreme! severe 1 1.3%) 0 (0.0%) 

Table 5.17: IAEEP feedback response for current study 

Questions Response (%) 

CWE Parents 
Yes No Yes No 

Do you think IAEEP is a good programme? 100 0 100 0 
Is the language used in IAEEP simple and easy to 100 0 JOO 0 
understand? 
Is IAEEP attracting your interest? 100 0 100 0 
Do you like IAEEP? 100 0 100 0 
Do you want to own the IAEEP? 100 0 100 0 
Do you think IAEEP is beneficial for you? 100 0 100 0 
Do you recommended that the IAEEP to be given 100 0 100 0 
to other patients and their parents? 
Do you want to receive such a programme in the 100 0 100 0 
future? 
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CHAPTER 6: DISCUSSION 

Although epilepsy is one of the most prevalent n mrolo iical dis ir i .r, patient, with 

epilepsy face prejudice among general population du ' to mis .once] ti )t1S and tigma 

surrounding epilepsy. 5 lrnprovin 1 public nwarcn 'SS, ittitu le ind kn wlcdgc towards 

epilepsy is a potential step in dccrcasinu dis rimiuution nnd stigmatization. 5 The study 

conducted by SW. Neni ct al in 2010, involving rural p spulntion East Coast Peninsular 

Malaysia showed a general low awareness, knowledge attitude and even total AKA scores. 

Another Malaysian study on AKA and quality of life con lations of the general population in 

Terengganu, showed a slight improvement in AKA scores compared to Kelantan population 

in SW. Neni study in 2010. 5 (Table 6.1) Our Malaysian parents of CWE yielded a higher 

baseline ·AKA when compared with these AKA studies among the Malaysian general 

population. The possible reason of the differences in baseline scores, could be attributed to 

the different demographics of population study and also due to the fact that parents of CWE 

would have a better AKA level when compared to the Malaysian general population at large. 

Our findings highlight the gap of epilepsy AKA among families with epilepsy and th 

general population re-emphasizing the need for greater Malaysian public awareness on 

epilepsy. 

What about epilepsy AKA levels in other parts of the world? When comparing 

percentages of subject who had read or heard of epilepsy with international group population 

in a review study done by G. Bryan Young et al37, as hown in Table 6.4 showed majority 

(73-95%) of general public from European countries, China, Taiwan and Arab had read or 

heard about epilepsy (73%). In comparison, our study shows that only 64% four parent 

with WE had rend or heard about epilepsy. This is a major concern as our Malay ian 
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parents despite having CWE, 36% of them do not have basic educational knowledge of 

epilepsy reiterating the need for clinicians to educate them about epilepsy. lAEEP i thus a 

potential invaluable educational tool for clinicians to us'. Our stud.' show .d thnt th 're was a 

higher percentage of parents with W < (91.0%), have s .cn cpilq ti' 1tt 1 .k. When comparing 

with other general pubic studies worldwide (G. Brynn ounc 't nl , ranging of 34-72%, had 

witnessed an epileptic attack which were lower ornpnrcd t our study population. (Table 

6.4) This is not surprising as our study population in ol cd par nts who ar caring for CWE, 

hence likelihood of witnessing an epileptic attack is higher. A study done by Due Si Tran 

published in 20076, involving Laos family members with CWE, also showed a high 

percentage, 96.4%, who witness an epileptic attack. (Table 6.2) 

ln 2016, Ali-Asghar Kolahi et al conducted a study with 206 Iranian mothers with CWE 9, 

when compared to our study showed similar percentage who thought epilepsy was treatable 

(85-88% agreed) and also whether patients with epilepsy are better not get married (91-9 % 

disagreed) as showed in Table 6.2. On the same note, Laos population in Due-Si Tran study 

showed 57.8% disagree that PWE are restricted from marriage. (Table 6.2) This attribut d to 

local beliefs and also community practices which influence the way of life of people such as 

marriage restrictions, in comparison to city population with contrasting beliefs. 

Local beliefs and taboos still runs deep in some rural communities which regards to 

epilepsy disease, causing reduction in awareness, knowledge and attitude levels in this 

communities. In Laos, a study involving families showed that nearly half of the tudy 

population involving family with WE, believed that epilepsy was aused by supernatural 
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forces ( 42.2%) and about 51.8% believed that epilepsy was contagious. (Table 6.2) Thi 

indicates that misconception of epilepsy often occurs in rural area wher knowledge of 

epilepsy is limited, and crippled by misbcl icfs, o In compnrisou, our stu iy show .d less than 

2% believed that epilepsy is caused by sup ernaturnl for .cs nnd thnt ~ ile] sv was contagious, 

indicating health related condition were less aff '1 db loenl b cli .Is in ur ommunity. 

One of the attributing factors that causes epilepsy stigmatization is its misconception of it 

being a psychiatric disorder. A study in Vietnam revealed that 25% of population viewed 

epilepsy as a mental disorder and according to the law, should be managed by a psychiatrist 

thus increasing the misconception among the Vietnamese community. 38 In contrast, our 

study showed only 6.4% believed that epilepsy is a mental disorder. This could be attributed 

to our health care system, where psychiatric illness and epilepsy are treated in separated 

departments of a health care center, hence reducing the false believe. 

Looking into job employment for PWE, comparing with the data of general public of G. 

Bryan Young et al study 37, showed higher percentages believe in equal employm nt for 

PWE, ranging 79- 90%( Canada, America, Denmark, United Arab Emirates and West 

German) Our study showed from parental proxy CHEQOL response at TP1 only 48.8% of 

parents with CWE, believed their CWE would have equal employment. Our percentages are 

almost comparable with other countries like China, Taiwan and Italy. This indicate that in 

developed countries, general population believe in equal employment for PWE, indicating 

that stigmatization is less in these countries compared to developing countries. A recent 

study done by Wo M et al in 2016, loo) cd into employability in PW , showed that only 
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about 64.3% of PWE had a high employability .The study also found that important factors 

affecting employability included education level, type of epilepsy, self-motivation and family 

overprotection. 39 Our findings reiterate the importnu .c of improving AK.A among parents of 

CWE to enable parents to adopt a parcntin 1 style of I 'SS overprotection ind consequently 

enable CWE to be more independent which will allow th 'mt) he cmplo -abl ... in udulthood.39 

In our study, when we correlated between AKA levels of parents and Quality of life of 

parents and Quality of life of children, in general there was a correlation of higher 

Awareness, Knowledge, Attitude scores and Total AKA scores of parents with higher quality 

of life of CWE as shown in figure 5.15 and Table 5.15 at TP3. When compared to the study 

done by P.L. Lua, both studies showed that good attitude is associated with better quality of 

life. These findings were in sync with those of a Turkish study in which the general attitudes 

of PWE themselves toward epilepsy were more positive and less derogatory. 31 A study 

carried out in Taiwan also suggested that HRQoL of PWE depends on positive attitude in 

addition to access to medical services, assistance from social security, and facilitative 

government regulations. 24 Consequently, positive alteration of patients' attitudes toward 

epilepsy may enhance mental health functioning, leading to improvement of self-concept or 

behavioral problems 40, which have been found to be linked to stigma. Therefore, patients' 

attitude changes could minimize negative perceptions, allowing stigma to gradually sub ide. 

A previous study has also demonstrated that positive attitude is associated with fewer 

behavior problems and better self-concept in PWE. With improved attitudes and minimized 

stigma, PWE would eventually experience better HRQoL. 8 A study done on effects of 

educational programme for Diabetes Mcllitus on knowledge, attitude and quality of life in 
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2016 showed that there was improvement in quality of life and also increased in attitude and 

knowledge as well. 41 

Our study shows that parental AKA had a relationship to th' child's H Q L. There are 

several possible reasons for this. It is possible that nn improv d par nt' s AKA will lead to a 

more positive parenting resulting in an improv d child' perc ption of HRQOL resulting in a 

higher CHEQOL score. Table 5.13 and 5.14 show components of CHEQOL for both parents 

and children which yielded significant results. If we look at Interpersonal/social component 

for parents there was a significance (p=0.014) in percentage rise in whether parents felt that 

children were treated equally. On the other hand, CHEQOL for children in Present Worries, 

showing significant decrement in scores both components of children thinking that their 

parents are worried about them hurting themselves during a seizure (p=0.033) and also 

children who are worried about hurting themselves during a seizure (p=0.020). This indicate 

that clinicians will need to be aware that CWE undergo a period of adjustment when d aling 

with the information provided for epilepsy. In particular clinicians will need to empower 

CWE with more information and basic first aid knowledge to minimize and allay any fears 

that they may in hurting themselves during a seizure. 

With regards to IAEEP intervention, our study population shown similar l 00% positive 

outcome compared to previous study done by P .L. Lua et al in 2013 as shown in Table 6.5. 

Being the first interactive and animated epilepsy education programme in Malaysia, the 

IAEEP was encouragingly very acceptable by all WE. That was probably because of its 

unique and attractive features which were successful in engaging WE during the learning 
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session. The respondents seemed to enJOY the JAEEP and were able to d v lop self­ 

awareness and instill confidence with their health issue. 3- It was also pr eviously found that 

more knowledge was gained and retained by using int era 'I iv' lcnrninu metho is .ornpared to 

the conventional ones. 42 Our results reiterate this showinu th it th' c lu ati mul impact of the 

IAEEP on the parents AKA remained stable over time after _,_ m nth of receiving the 

IAEEP. 
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CHAPTER 7: CONCLUSION 

Clinicians should use the lJ\EEP as part of the cure oft\ lnl tysi in C \\ E as l E P i 

an effective IT- based epilepsy cducatiounl tool to misc th' l 'WI K among parents 

with CW . After IA• •P intcrv mtion th 'r wns in inu rovcm nt in both parents and 

child CIJ ... QOL interpersonal/ social subs nl and parent H Q L secrecy subscale 

scores. Our study also showed a positive on lation b twc n parent's AKA and child's 

total CHEQOL scores. Children who receive the IAEEP show an increase in level of 

worry, highlighting that CWE should receive ongoing support as they undergo a period 

of adjustment when dealing with the information provided. 
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CHAPTER 8: LIMITATIONS AND STRENGTHS 

Time point 3 scores were reassessed after 3 months of - initial uss .ssment (Time 

point 1 - baseline, Time point 2 - after l/\EEP int .rvcntion) Th' function of Time point 

2 is to assess short term effects of l/\El:!P and th' id 'l :if Tim' point is to a se s long 

term effects of IAE ~ P. However, Time point . is limit ed al o by memories of our 

subjects, hence it may not reflect on true impli ati n f ff ct of IAEEP after 3 months 

of intervention. Our study could have included AKA questionnaires for children as well 

so that we could study correlation between AKA levels of children with CHEQOL of 

children. We were unable to assess if the improvement in the CHEQOL of children 

were attributed directly or by improvement in child's AKA, future studies also include 

assessment of CWE AKA level. We were not able to find a correlation between parental 

AKA with parental CHEQOL, however this could be attributed to small sample size of 

our population. During our evaluation of epilepsy and parental characteristics with 

baseline level of epilepsy AKA in parents of CWE, we found no significant p values in 

all characteristics due to small subject number indicating our study was under pow r t 

analyze this data. 

Our study being the first to in cooperate IAEEP as an educational tool to help 

improve Awareness, Knowledge and Attitude among Malaysian parents have yielded 

significant positive results. Based on our study, it was found about 64% of Malay ian 

parents have read or heard about epilepsy at time point 1, strengthening our notion to 

educate our Malaysian parents. Our study also has found an association between High 

AKA levels and children quality of life. 
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CHAPTER 9: RECOMMENDATION 

Provision for epilepsy education to families usin r l EFP shoul l form pnrt of cure of 

Malaysian CWE. Families in particular, WE should rec 'i\ ' onnoina support from the 

clinician following information provision ns th' uni 'T"O P iriod of adjustment when 

dealing with the information provided. 
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APPENDIX A: WORK FLOW 

c parents of CWE and CWE 

0 

NO 

------------~~·~----c_L_u_oE_o __ 

------------------------1 
MEET INCLUSION CRITERIA <-----: Pati nt reads Patient information I 

L._---------~---' I I 
I I 
1 sheet l 
I I 
L-----------------------~ Investigator: 

- Fill up informed consent/ assent 
-Fill up DATA PROFORMA 

~J,_ 
CWE 

CHEQOL-25 child self-report 

Parent of CWE: 
1) AKA-EPILEPSY 

2) DASS-21 
3) CHEQOL-25 parent proxy 

report 

INTERVENTION WITH 

ll Immediately after intervention 

Questionnaires: 

IAEEP FEEDBACK FORM 

Questionnaires: 

CHEQOL-25 child self-report 

ll 

3-6 months after 

Questionnaires (Parents): 
1) AKA- EPILEPSY 

2) IAEEP FEEDBACK FORM 

Questionnaires (Parents): 

1) AKA - EPILEPSY 

2) DASS-21 
3) CHEQOL-25 parent proxy 

report 

END OF STUDY 
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APPENDIX B: DATA PERFORMA SHEET 

A) Patient Particulars Subject code: Date: 

- 
Name l lospitnl R 
(Put sticker) 

D auc I rs 

Gender I. Male Phon 
2. Female (Home): 

(Mobile): 

Ethnicity lMalay 2.Chinese 3. lndian 4. Others (state}: 

School placement I.Normal class 2. Kelas Inklusif 3. Pendidikan Khas 4.0thers 

Level education: 
if known 
(standard I form) 
Co morbidities 
(specify if yes) 1. Nil 

2. Physical: ........................................... 
3. Behavioral I learning: ......................... 
4. Other medical conditions: ············ ........... 

B) Socioeconomic Factors 
1. Main caregiver 1. Mother 2. Relative (state) 3. Babysitter/maid 

2. Parental data 
Age in yrs Educational level in yrs Occupation 

Father 

Mother 

3. Total household income per month: RM . 
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C) Epilepsy background 
1. Epilepsy syndrome . 

2. Type of seizures (if a few types pleased 'S .ribc nil t vcs): 
Focal (motor, sensory, dyscognitive autonomi c): . 
Generalised (tonic, tonic-clonic, cloni ', abs me \ m o -\ ni ·): . 

3. Any ongoing nocturnal convulsive s izurcs: y s [] No[] 

If yes (please state frequency of seizures): . 

4. Age of onset of epilepsy: years or months 

5. Duration of epilepsy: years months 
<6 mths [] - 6-12mths [] - 1 - 3yrs [] - 3 - 5 yrs[] - >5yrs [] 

5. Anti-epileptic drugs (start with current, then previous AED treatment): 

AEDname Date started treatment & duration Any side effects 
(months) (only for current 

AEDs) 

6. Seizure frequency over the last 12 months : 
- Daily [] 
- At least once monthly or every other month [] 
- Seizure-free (] 

- At least once weekly (] 
- Maximal of 1-4 times I year(] 

7. History of convulsive status cpilcpticus (seizure more than 30mins): Yes/ No 
- If yes, estimate how many episodes over the past one year: . 
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APPENDIX C: AKA QUESTIONNAIRES (ENGLISH) 

QUESTIONNAIRE ON EPILEPSY 

We wo Id Uke to knaw about your awareness, o edge and attitude to ~ards epilepsy. 
Please <Circle your answer. There Is no •nght or "wrong• answer, please respond honestly. 

Thank you. 

(A) Awareness Towards Epilepsy 

1. Have you heard or read anything about "epilepsy"? 
2. Have you attended any seminar or lecture about •epilepsy"? 
3. Have you seen anyone having an •epilepsy attack"'? 
4. Have you given any emergency help for epilepsy ? 
5. Does any of your family member has •epilepsy"'? 

Y.e•S No 

1 2 
1 2 
1 2 
1 2 
1 2 

(B) Knowledge On Epilepsy 

Yes No Nol Sure 

6. Oo you know what causes "epilepsy"? 1 2 3 
7. Do you think •ep)Jepsy" is infectious? 1 2 3 
8. Do you think ~epilepsy" is an inherited disease? 1 2 3 
'9. Do you think •epilepsy" is a mental disease? 1 2 3 
10. Do you think •epilepsy" is caused by evil spitits? 1 2 3 
11. Do you think "epilepsy" can cause death? 1 2 3 
12. Do you think "eplleps)"' is curable? 1 2 3 
13. Do you know how to perform an emergency help, for "epilepsy"? 1 2 3 
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(C) Attitude Towards Epilepsy 

14. Do you think 'that "ep!lepsy• paUe t can participate 
In sporting activitites? 

15. Do you thlnk that "epllepsy" patient can drive? 
16. Do you think tha'I ·epilepsy" patient" can get mamed and 

have a famlly? 
17. Do you 'lhlnl< that "epilepsy- patient can socialise with 

the community? 

Yes No Not Sure 

1 2 3 

1 2 3 
1 2 3 

1 2 3 

(0) General 
18. In your opinion. what Is the .best treatme t for "epilepsy-? (ptoase tltk onty ONE 
answer) 

o Modem medicines n surgery 
o Traditional therapies { erbs etc.) a Shaman (spells/blessings) 
o Others. Please state: _ 

19. tr given a choice, what is your preference In obtaining information ab.out epilepsy? 
(p!oasc tici< only ONE answer) 

o Verbal exptanatlon from healthcare providers (doctors. nurses etc.) 
o Media {tv, radio, newspaper, magazines, brochures) 
o Postal information 
o tntemet {webSites) 
o Short message service (SMS) 
o Others. Please state:. _ 

20. If you I your family member has epilepsy, what Is the mode of transporta 'on which 
Is often used to travel to the hospital ror treatment? (p case cl< or •y ONE answer) 

o own ear n Bus o Taxi o Motorcycle o Bicycle 
o Others. Please state o No~ Relevant 
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APPENDIX D: AKA QUESTIONNAIRES (l\lALA Y) 

Ap~dlxA 

MALAY VERSION OF AKA EPILEPSY 
SOAL SEUOJK TENTANG PEt4YAKIT SA.WAN 

Kami lngln mongetahul l<esedarari,pcmgotahttan dan slkap an(U) 1erh&dap penyakit sawan. 
Sita bulatkan pltlhan anda. Tlada pllihan Jnwap..in yang betul atau salah.sila j3\\-ab dengan Jujur. 
Terlma kasill. 

(A) Kesedaran tertiadep penya1dt sawan 

1. Pernatikah anda lerdengar atav terbaca mengena p&nyakit "sa-.van'? 
2. Peroahkall anda menglledlrl seminar atau ceramah mengenat ,.sa'Nan"? 

3. Pemankah aMa met1het seseorang diwang penyaktt •sawan"7 
4. Pemal1l<ah anda melaksanakan perto!ongan cemas ~nyaklt ~sawari"? 
5. Adak.ah ah11 k-eluar9a anda yang me'ngh!dap penyakit "S<flltan"? 

Ya Tlda~ 

1 2 
1 2 
1 2 
1 2 
1 2 

(6) Pengcl~huan tcntnng penyaM sawon 

Ya Tldak T d pastl 

6. Adakah anda lahu pe:nyebab pcnyakit •sawan-? , 2 3 
7. Adakoh anda fiki penyaldt •sa:ivan• boleh be~a09kit? 1 2 3 
e. Adak.ah anda fikir penyakit ~ sa-.van" adalah salu penyal<it 1 2 3 

f(efun.man? 
9. Adakah anda f!kir ·sowan"ada!oh scjonls ponyakil mental? 1 2 3 
10. Adakeh anda fikir pcnyoki "sawan• odalah dlsebnbkan 1 2 3 

otoh 'SCmangtll /roh jahat? 
11. Adakeh aodn lik;r penyak1t ~sa~n· bo!eh menyebabkan 1 2 3 

kematinn? 
12. Adakah anda fildt penynkit ~sawan• boleh diubilti? 2 3 
13. Adakah anda taho bagalmana uni k metal<ukan rQwatan 2 3 

kticama&an penyakil sawan· ? 
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(C) Sl~t}p tcrhadap ponyakit sawan 

14. Adol«lh :mda fiklr pesaklt •saw•m• boleh meoyertal 

oklivitl s kan? 
16. Adokah nnda fiklt p&saklt "sowan" bot h memandu? 
16. A<Jo!<ah anda llldr posakh sawan" boleh mempunyal pasongan 

den berketuar,ga? 
17, Adakah anda fiklr pes.aklt •sawan• boteh bergaul mesra di dalam 

masyarol<&t? 

1 2 3 

3 

2 

2 3 

(D) omum 
18. Pada pendapal aooa apakah ra'Natan ert>a\k untuk mengubati pel"'fakit "s<N1&n"? {slla tan® 

SATO Jawapan sahnja) 
0 Ub3t•ubatan mod&n 
Cl Rawalan tra<lislonal (hetba dll) 

0 Pembedanan 
0 Pawang.ll)omoh (lampl serapah) 

D t.aln.taln.sna nyatakan: ~---· 

19. Jika t!iberl pi!illao. epakah car a yang ande mahvlum untuk rnendapatl<an 

maklcmat tentang penyakit sawan'? {sila tan<la SATU jawapan sahajt\) 
n Penerangan lisan <larl pihel< keslhatan (doklor. I rawat, don sebagainy<i) 

O Med.a (tv; radio, suratkhabar, maja\ah, rlsalah) 

0 Maktumat mc1al1JI kiriman pos 
0 Jn!en et (tamanweb} 
0 Sistem pesanan riogkos (SMS) 
lJ La n·lllln: saa nyatakan: ,. _ 

20. Sekiranya and'1!ahli keluarga menghidap penyakit "$&wan• apakah jenls 
pengang~utan yang scrltlg anda gunakan bagi mendapatkan rawaten d0fipada plhal< hospital? 
(Gllo taoda $>\TU jawapan snhaja} 

oeas OTeks O Motoslkal OBasi el 
0 ilda\.: berkenaan O Laln·laln: slla nyatakan _ 
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APPENDIX I: IAEEP FEEDBACK FORM (ENGLISH) 

Patlont's Namo: 
OOB: 
Dao: 

Person maktng tho evatuollon: Pa onl/ Poronl 

Vt.is No 

• Do you thln · the IAEEP Is a good programme? 
2. Is the fim9uago used the !AEEP simp~n and easy to U' dtttstand? 

3. Doe,s the fAEEP a tr'il~t yo r Interest? 
•t oo you 1 ke tile IAEEP? 
S. Do you think Ule lAEEP Is bene 1eial 'to you? 
6. , ~ould you recommend the IAEE.P to be given to other pa ants and the r parents? 

7. Do you 11,111 t o rece 11 such a pro ramme m the fut re? 

2 

2 
2 
2 
2 
2 
2 
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APPENDIX J: IAEEP FEEDBACK FORM (MALAY) 

Ptnf11bn Program IJ>t'mbtb)aran Anlmul l'rih:raktll Eplltp~I (JA£[P) 

Nnma Pesak\1: 

Tllrlkh Uiblr: 

Tarikh: 

lndividu yang rnclnkukan penit Ian: Pesakit I Jbubnpa 

Ya 

l. Adnknh andn mcrasal<an program IA£EP adal~ b:igus? 

2. Adtlkah b hasa y3nS dlgunakan d lam progr.im lAEEP icnang dan mu1bh ditnbami? 

3. Adakab program lAEEP b rjaya mcn11rik mi1m anda? 

-1. 1\dalceb and berminat dcngan program lABEP? 

S. Adnbh anda merasaken program IABEP ini. htrfatdah ktpada nda? 

6. J dakah and mcncadnns,kan progr. m tAEEP ini patut dibcrik o /di kongsUtGn 

dcngan pesakit dnn ibubapa yang lain? 

7. Adn.kab nda in,gin mcncrima program sep~m ini pada masa ur.m datang? 

2 

2 

2 

2 

.. 
2. 

l 2 
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APPENDIX K: DASS-21 QUESSTIONNAlRE (ENGLISll) 

DASS21 AME OATE _ 

Ple.a1.ll readeoch mtement and clrcle• numbcr 0, 1, 2 or 3 which Ind c•t~ hem much he t t m nt 1ppl tdto u 
Oller the pa'rtwe!l'!l.. lllC?rc are no right or wroogarnwer:s.. Oo rot spend toomuthtime on ar st•t~cnt. 
Thtt roting m;ltt Is os fctlows: 
O Did not applv to me. tall· NEVER 
1 Applied to me to some cfogrce, or some of the tlma- SOMETIMfS 
2 Applied to me to a con:UdC?rablc degree, or a good part o! time· OFTEN 
3 Applied to me very much, or most of th me· ALMOST Al WAYS FOR OFflC£ USE 

19 

I found It hard to wind down 0 1 2 3 

I was aware or dryness of my mouth 0 1 2 3 

I <euldn't seem to experience ;111y positive feeling at all 0 1 2 3 

I experienced brcathlng dltfitulty lea. excmNely rapid breathing, 0 1 2 3 
breathlenneu In the absence of physka1 l!Xertlon) 

I fo\Jnd it difficult to work up the Initiative to do thln&S 0 1 2 3 

I tended toover•react to situations 0 1 2 3 

I ~rll?nccd tremblll1¬  (eg, In the hands) 0 1 2 3 

I felt that I was ulllng a lot of nCT\'CUS energy 0 1 2 3 

I was worried lilbout 'Situations In whkh I might panic and m;ike a foot of 0 1 2 3 
m')'$4!1f 

I felt that I h;rd nothing to look fo~rd to 0 l 2 3 

I found myself gl'ttlngagltlltcd 0 1 2 3 

I found it diffltvlt t:o relax 0 1 z 3 

' I felt down-hearted and blue 0 1 2 3 

I was Intolerant of anvthllr6 that kl?p'l me from g11tl.ing on wlth what I was 0 1 z 3 
ticlng 

I foltl wa.s dose to panic 0 1 2 3 

I \YaS unable to b-ccomo ent:huslauk about anything 0 l 2 3 

I folt I wasn't worth much as a person 0 1 2 3 

I felt th.at I was rather toucliy 0 l 2 3 

I was aware or the actlon of my heart in the absenee of physkalcitertlon (cg. 0 1 2 3 
seMC of heart ra~ increase, heart missing .a beat) 

I felt scared without :my good rcilson 0 1 2 3 

I <?ltthat Ille w:is tnl'llnlnglnss 0 1 2 3 

N S 0 M D A s 

21 
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2 
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4 

s 
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8 

9 

10 

11 

13 

14 

15 
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20 

TOTAlS 
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APPENDIX L: DASS-21 QUESTIONNAIRES (MALAY) 

DASS21 Nomn: 
Si'a baea $Otlap kMytitoan d1 bowah d:ir1 bulatlttln patio nombot 0, 1,2 atau 3 ua mc1"109am • 
$Cpaniang mlnggu yang lalu. 1'1ada awapun yo g bot 1 etau so h.. J ngn mong , 1 masn 
imtJJk moajnwab mana-ma n konyataan. 

- SkoJa pomt111<Dhon tidoltJh s.oportT bcnk:Ot- 
o Tidal< longsung monggambark.M J<OadaM SD)>a 
1 Sodlldt atau jar.ang-jnrang mcnggambar'k n kondann sa;is. 
2 Banyak a tau korapknll menggamb~rk&n kcnda n saya. 
3 Songat banyak atau sangat kcrap monggambar1'onkcadannsa}"a 

1 2 a 
3- 

3-- 

1 2-3- 

0 2-3- 

0 1 2·-3- 

0-1-2 3 

-·2· 3 

2-3- 

2 3- 

-17 Siya. 

18 

19 

2 g 

-3- 

:l- 

12-3- 

20 Saya • rasa taku in pa Sil ab y.Mg muea aoa - - 

21- $~a hittup 1rii.tl(fo lforrna T 

0-1 - 2 -3 

0-1 2- 3 
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