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Straipsniu siekiama issiaiskinti epilepsija sergan¢iy asmeny ir jy Seimy funkcionavimo ir gy-
venimo psichosocialing situacija, remiantis jy paciy patirtimi. Pagrindinis akcentas — epilepsija ser-
ganciy asmeny (ESA) specialieji poreikiai ir nuostatos | ty poreikiy tenkinima. Tyrimo rezultatai pa-
rodé, kad epilepsija sergancius vaikus (ESV) auginancios Seimos yra santykiskai gerai prisitaike prie
ligos, o vaiko epilepsijos buklé paveikia tik atskiras Seimy gyvenimo sritis: Seimos laisvalaiki, ESV
santykius su draugais, ESV motiny darbo ir vaiko prieziiiros derinima. Tyrime dalyvave suaugusieji
ESA patiria sunkumy uzimtumo srityje, tarpasmeniniuose santykiuose, dazniau jaucia stigma. Daz-
niausiai epilepsija sergantys asmenys nurodé informavimo, psichologinés pagalbos, reabilitacijos,

savipagalbos grupiy poreikius.

Esminiai ZodZiai: epilepsija, subjektyvi gyvenimo kokybé, specialieji poreikiai, poreikiy ten-

kinimas.
Ivadas

Epilepsija lemia smegeny biikle, kuri api-
biidinama polinkiu generuoti epilepsijos priepuo-
lius (Schréder, 2011). Scambler (2010a) akcen-
tuoja tendencija pasikartoti generalizuotiems arba
(ir) daliniams priepuoliams, kadangi vienas epi-
lepsijos priepuolis dar néra traktuojamas kaip epi-
lepsija. Kita vertus, epilepsija néra vien tik centri-
nés nervy sistemos (Bromfield, Cavazos, Sirven,
2006) ar smegeny sutrikimas (Global Campaign
Against Epilepsy..., 2003), tai — biologiné, psicho-
loginé ir socialiné biiklé (Scambler, 2010b). Ser-
gant epilepsija, be sveikatos problemuy, asmenims
i8kyla daug socialiniy, psichologiniy ir ekonomi-
niy sunkumy. Jambaque, Lassonde, Dulac (2001)
nurodo, jog epilepsija daro poveiki beveik visoms
asmens gyvenimo sritims: asmens raidai, tarpas-
meniniams santykiams, santuokai, draugystei,
Seimos gyvenimui, kasdienéms veikloms, darbui,
mokyklai, poilsiui. Sergant epilepsija ne tik su-
trikdomos asmens kiino funkcijos, taciau ir as-
mens veiklos, ir dalyvumas, pvz., suaugusieji,
ypac jei epilepsija prasidéjo ankstyvame amziuje,
patiria sunkumy uzimtumo srityje (Svoboda,
2004; Baker, 2002; Lee, 2005), vaikai — mokyklo-
je (Global Campaign Against Epilepsy..., 2003;
From Prejudice to Hope, 2001), kyla sunkumy
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asmeniniy santykiy srityje (Baker, 2002). Aplin-
kos veiksniai, tokie kaip visuomenés nuostatos,
artimy asmeny poveikis, taip pat daro itaka ESA
funkcionavimui. Ypa¢ dideli poveiki asmeny
veikloms ir dalyvumui daro stigma, kuri neretai
paskatina asmeny socialing izoliacija.

Kol medicinos srityje gilinamasi i epilep-
sijos priezastis, sprendziami diagnozés isSukiai,
tikslinamos epilepsijos klasifikacijos, Siy asmeny
socialinis gyvenimas ir ju gyvenimo kokybé (GK)
(i8skyrus su sveikata susijusig gyvenimo kokybe,
tyrinéjamg mediky) yra nepakankamai tyréjy ana-
lizuojama tema. Tiesa, nors pastaraji deSimtmeti
susidoméjimas epilepsija Lietuvoje matomas ir
kitose srityse — visuomenés sveikatos moksluose,
socialiniame darbe, sociologijoje, GK tyrimai vis
dar turi medicininj atspalvi. Lietuvoje nedaug yra
tyrimy, nagrinéjané¢iy GK sritis ar su ja susijusius
veiksnius, pvz., psichologinius ir socialinius epi-
lepsijos veiksnius ar specialiuosius ESA porei-
kius, o ir atlikti tyrimai, kiek nors palieCiantys
minétus veiksnius, paprastai priklauso medicinos
mokslui. Lietuvoje, kiek autoriams zinoma, tirti
ESV auginan¢iy Seimy iSgyvenimai ir patirtis
(Butkevic¢iené, Gailiené, Endziniené, 2004), jauny
epilepsija serganCiy zmoniy gyvenimo visavertis-
kumas (Butvilas ir kt., 2010; Butvilas, 2010). Tai
bene vieninteliai tyrimai, iSsamiau nagringjantys
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veiksnius, susijusius su ESA gyvenimo kokybe.

Straipsnyje pristatomu tyrimu bandoma uzpildyti

Lietuvoje esama ziniy apie ESA poreikius spraga

ir iSrySkinti ESA funkcionavimui svarbias gyve-

nimo sritis.

Konkretesnis ir pagrindinis Sio darbo tiks-
las — iSsiaiskinti ESA specialiuosius poreikius ir
i8tirti juy nuostatas (pozidirius) i ty poreikiy tenki-
nima.

Tyrimo uzdaviniai:

1)  Istirti ir susisteminti ESA poreikius bei ju
tenkinimo laipsni;

2)  Istirti ESA gaunamos pagalbos $altinius;

3)  Nustatyti, kaip ESA vertina gaunama pa-
galbg;

4)  Istirti ESV Seimy bei ESA subjektyviai su-
vokiama aplinkiniy reakcijg { epilepsija ir
ESA;

5)  Palyginti ESV Seimy ir ESA specialiyjy
poreikiy specifika.

Tyrimo metodika

Tiriamieji ir tyrimo salygos. Epilepsija —
ivairiose amziaus grupése paplites sutrikimas. Sio
tyrimo dalyviai suskirstyti i dvi amziaus grupes:
71 vaikas (toliau jvardijami santrumpa ESV) ir
115 suaugusiyjy (toliau Zymimi santrumpa ESA).
Kai kuriais atvejais santrumpa ESA bus vartojama
ir apskritai jvardijant visus epilepsija sergancius
asmenis — tiek suaugusiuosius, tiek vaikus. Tai
bus matoma i§ konteksto. Apie ESV poreikius
anketas pildé motinos. Atsakymai gauti apie jvai-
raus amziaus ESV, ju amzius svyruoja nuo 6 mé-
nesiy iki 17 mety, o visos grupés amziaus vidurkis
yra 10 mety. ESA amzius buvo nuo 18 iki 79 me-
ty (vidutinis amzius 44,5 mety). Abiejuy tyrimo
dalyviy grupiy santykis pagal lyti buvo apylygis
(zr. 1 lentele). Didzioji dalis tiriamyjy nurodé gy-
venantys mieste (63 proc.), 17 proc. asmeny —
kaime, likusioji dalis asmeny gyvena rajono cent-
re arba miestelyje.

I viso tyrimo metu surinkta duomeny ap-
ie 186 jvairaus amziaus nuo 0,5 iki 79 mety am-
ziaus (vidurkis — 31,36 £20,46) ESA i§ jvairiy
gyvenamuyju viety (tiek miesto, tiek ne miesto).
Atliekant suaugusiyjy ESA tyrima bendradarbiau-
ta su Lietuvos epilepsija serganciyju integracijos
asociacija (LESIA).

Tyrimo instrumentai. Tyrimas atliktas
anketavimo metodu: buvo apklausti epilepsija
sergantys suaugusieji ir ESV motinos.

Anketa ESV motinoms. Duomenys apie
ESV bei Seimos poreikius buvo gauti apklausiant
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Siy vaiky mamas. Anketa sudaro trys klausimy
blokai. Pirmuoju klausimy bloku (54 klausimai)
buvo siekiama iSsiaiSkinti ESV sociodemografing
ir sveikatos situacijg (vaiko demografiniai, sveika-
tos ir ir ugdymosi duomenys).

Skalé skirta iSsiaiSkinti, kokie yra di-

Antrasis klausimy blokas (27 klausimai)
skirtas motinos ir visos $eimos socioeckonominei
situacijai ir ESV buvimo Seimoje poveikiui iSsi-
aiskinti: motinos vedybinis statusas, jos ir partne-
rio iSsilavinimas, uzimtumas, ar vaiko sutrikimas
turéjo itakos (ir kokios) motinos darbinei padéciai,
darbo ir ESV priezitros derinimas, ESV poveikis
branduolinés $eimos (tévy, broliy, sesery) gyve-
nimui — laisvalaikiui, visuomeninei veiklai, tarpu-
savio santykiams, taip pat mamy pozilriui ir su-
vokiamai aplinkiniy reakcijai { ESA atskleisti.

Treciasis klausimy blokas (53 klausimai)
skirtas ESV ir jy Seimy problemoms ir poreikiams
iSsiaiskinti. Skaliy tipo klausimai suformuluoti
pagal Socialiniy paslaugy kataloge (2006) bei
Neigaliyjy socialinés integracijos istatyme (Nr.
[X-2228, 2004; Nr. [-2044, 2011) i§vardytas spe-
cialiosios pagalbos priemones poreikiams tenkinti.
Motiny buvo klausiama, ar jos gauna specialisty
(gydytoju, psichology, socialiniy darbuotojy,
psichoterapeuty) pagalba ir ar patenkintos ta pa-
galba. Taip pat buvo klausiama apie vietines epi-
lepsija serganciyju draugijas. Grupelé treciojo
bloko atviry klausimy skirta didZiausioms pro-
blemoms ir sunkumams, su kuriais susiduria $ei-
ma, reikiamoms paslaugoms bei reikiamai pagal-
bai jvardyti.

Anketa suaugusiems ESA. Anketa suau-
gusiems ESA sudaryta panasSiu principu kaip ir
anketa ESV motinoms. Anketa sudaro du klausi-
my blokai. Pirmasis klausimy blokas (58 klausi-
mai) skirtas asmens sociodemografiniy ir sveika-
tos duomeny rinkimui: lytis, amzius, i$silavini-
mas, sveikatos biiklé, reabilitacinis gydymas,
psichologiné pagalba, Zinios apie epilepsija, jos
poveikio pazinimo ir kitoms funkcijoms vertini-
mas, patiriami sunkumai socialiniy santykiy ir
veikly srityse (Seiminiai santykiai, santykiai su
draugais, laisvalaikis, visuomeniné veikla ir pan.),
kity Zzmoniy nuostaty i ESA ir gaunamos pagalbos
vertinimas.

Antrasis klausimy blokas (55 klausimai)
skirtas ESA dél ligos kylan¢ioms problemoms ir
poreikiams iSsiaiskinti: kokie poreikiai tenkinami,
kokia gaunama specialisty (gydytoju, psichologu,
socialiniy darbuotojy, psichoterapeuty) pagalba,
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koks rysys su vietos ESA draugijomis, atviri klau-
simai apie didziausias problemas ir sunkumus, su
kuriais susiduria ESA, pageidavimai, pasitlymai,
kurie, ju nuomone, pagerinty Sia liga serganciy
asmeny situacija, taip pat praSoma iSvardyti rei-
kiamas / tritkstamas paslaugas, pagalbos biidus,
kurie nebuvo paminéti anketos uzdaruose klausi-
muose.

Duomeny apdorojimas. Tyrimo duome-
nims apdoroti taikyta statistiné kompiuteriné pro-
grama SPSS 12.0. Programinis paketas buvo nau-
dojamas aprasomajai statistikai skaiciuoti. Skai-
Ciuoti atsakymu vidurkiai, daznumas, sasajoms
tarp kintamyjy nustatyti buvo naudojami Stjuden-
to ir Chi-kvadrato kriterijai.

Tyrimo rezultatai

Sveikatos kintamieji. Remiantis tyrimo
duomenimis, pirmasis epilepsijos priepuolis vai-
kus vidutiniskai istiko apie ketvirtuosius ju gyve-
nimo metus (+4,23). Amzius, kuriame vaikus
iStiko pirmasis epilepsijos priepuolis, yra labai
[vairus — svyruoja nuo gimimo ar keliy ménesiy
iki 17 mety. Dazniausiai tiriamuosius pirmasis
priepuolis istiko iki vieny mety (22 proc.), nema-
zam procentui vaiky epilepsija prasidéjo iki 5 me-
ty amziaus (52,3 proc.). Didesnei daliai vaiky per
paskutinius SeSis ménesius nebuvo né vieno prie-
puolio (31 proc.), tatiau 21,4 proc. vaiky patyré
vieng ar kelis priepuolius per diena.

ESV motinos nurodé, kad didesné dalis
vaiky turi kity sutrikimy (apie 61 proc.; zr. 1 len-
telg); 27 vaikai sirgo tik epilepsija. I$ turinéiyju
kity nei epilepsija sutrikimy (didesnioji dalis vai-
ky turi po kelis sutrikimus) beveik 70 proc. vaiky
turi motorikos sutrikimy, apie 40 proc. — protini
atsilikima, apie 30 proc. vaiky — jutimy sutrikimy
(paprastai regos sutrikimy). Tarp turiniy ir netu-
rin¢iy sutrikimy vaiky ir amziaus, kada jvyko
pirmasis epilepsijos priepuolis, rastas statistiskai
reikSmingas skirtumas (p =0,02). Kuo ankstes-
niame amziuje prasidéjo epilepsija (iki 7 mety),
tuo dazniau buvo pastebimi ir kiti sutrikimai (39
vaikai tur¢jo kity sutrikimy, 5 — netur¢jo). Prie-
puoliams prasidéjus veliau (7-eriy mety ir vyres-
niame amziuje), sutrikimy turinéiy vaiky skai¢ius
mazesnis: 15 vaiky turéjo sutrikimy, 12 neturéjo.

Neijgalumo lygis nustatytas 40 vaiky (60
proc.). Beveik pusei tiriamyjuy nustatytas sunkus
nejgalumo lygis, apie 30 proc. tiriamyjy nustatytas
vidutinis arba lengvas nejgalumo lygis, taCiau
daugiau kaip 20 proc. vaiky nejgalumo lygis i8
viso nenustatytas.
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IS literatiiros analizés Zinome, kad dauge-
liu atveju ESA epilepsijai gydyti vartoja vaistus,
padedancius kontroliuoti priepuolius. Siame tyri-
me didziajai daliai (94 proc.) vaiky buvo paskirtas
gydymas vaistais, i$ jy 56 vaikams dél to sumaze-
jo priepuoliy, taciau 11-ai vaiky priepuoliy skai-
Cius gydant vaistais nuo epilepsijos nesumazéjo.
Nors gydymg vaistais gauna didzioji dauguma
ESV, kitokia situacija yra su reabilitaciniu gydy-
mu: Sio gydymo negauna 51 vaikas (tai sudaro 72
proc.). IS negavusiyjy reabilitacinio gydymo apie
70 proc. vaiky noréty, kad jis jiems biity paskirtas.
Sio tyrimo duomenis galima susieti su Dua ir kt.
(2006) atlikto tyrimo duomenimis, kuriame tiria-
mieji taip pat nurodé reabilitacinés pagalbos po-
reikj.

Tik 23 proc. ESV motiny dalyvavo savi-
pagalbos grupése. IS 77 proc. nedalyvavusiyjy
savipagalbos grupése daugiau kaip 60 proc. nuro-
dé norincios dalyvauti. Didzioji dalyvavusiy savi-
pagalbos grupése motiny dalis priklauso vietinéms
epilepsija serganciyjy draugijoms (apie 70 proc.).

Amzius, kuriame suaugusius ESA istiko
pirmasis epilepsijos priepuolis, labai skirtingas —
nuo gimimo iki 71 mety (vidurkis — 21,9 m.).
Vaikystéje ir pauglystéje (iki 16 m. imtinai) prie-
puoliai prasidéjo 39,1 proc. tiriamyjy, nuo 17 m.
iki 60 m. pirmasis priepuolis iStiko 56,4 proc.,
vyresnius nei 60 mety — 4,5 proc. tiriamyjy. Lite-
ratiroje (MOSES, 2006; From Prejudice to Hope,
2001) teigiama, jog didziausias ESA skai¢ius pas-
tebimas amziaus grupéje iki 20 mety. Tai i$ dalies
atspindi ir §io tyrimo duomenys: pirmasis epilep-
sijos priepuolis iki 20 mety (imtinai) iStiko dau-
giau nei pusg (54,7 proc.) tiriamyjy. Net 10 (8,7
proc.) tiriamyjy pirmaji epilepsijos priepuolj paty-
ré biidami 20 mety. Didzioji suaugusiyjy dalis
(32,2 proc.) nepatyrée priepuoliy per paskutinius 6
ménesius, panasus skaicius respondenty (29,6
proc.) nurodé, jog jiems pasireiSké vienas ar keli
priepuoliai per ménesi.

40 proc. suaugusiyjy nurodé, kad, be epi-
lepsijos, turi ir kitokiy sutrikimy. Dazniausi vege-
taciniy ir somatiniy funkcijy sutrikimai (Sirdies,
kraujo apytakos, sanariy ligos) — 56,5 proc. Ne-
maza dalis (beveik 22 proc.) turi psichikos sutri-
kimy. Epilepsija sergantiesiems taip pat budingi
jutimy sutrikimai (15,2 proc.), skausmas (13
proc.). Suaugusiy ESA nuomone, labiausiai epi-
lepsija sutrikdo atminti (beveik 82 proc.), démesi
(78 proc.), mastyma (76 proc.), emocijas (73
proc.).
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Beveik visi tiriamieji (97,4 proc.) nurodeé,
jog yra gydomi vaistais, taciau i$ juy 22 proc. vais-
tai nesumazino priepuoliy pasireiSkimo. Reabili-
tacini gydyma gauna tik apie 10 proc. responden-
ty, o noréty gauti 67 proc. jo negaunanciy. Nedi-
delé dalis tiriamyjy dalyvauja savipagalbos grupe-
se (15,7 proc.), 52 proc. nedalyvaujanciyju noréty
naudotis $ia pagalba. Beveik visi savipagalbos

grupése dalyvaujantys asmenys (93,3 proc.) yra
vietiniy ESA draugijy nariai.

Darbingumo lygis nustatytas 75-iems
(apie 66 proc.) tiriamiesiems, i§ ju daugiausia 30—
55 proc. darbingumo lygi turinéiy asmeny (61,3
proc.), maziausiai — auks$c¢iausia darbingumo lygi
(60-100 proc.) turin¢iy asmeny (12 proc.).

1 lentele
ESA ir ESV pagrindiniai sociodemografiniai ir sveikatos duomenys
Kintamieji Absoliutus skaicius Procentai
Moterys 60 52
Lytis Vyrai 55 48
Berniukai 32 45
Mergaités 39 55
Miestas 116 63
Gyvenamoji vieta Kaimas 32 17
Rajono centras 21 11
Miestelis 17 9
Turi kity sutrikimy Suaugusicji 46 40
Vaikai 44 62
Neigalumo / Darbingumo lygis
Nenustatytas 39 34
Suaugusic Taip (0-25 %) 21 18
Taip (30-55 %) 46 40
Taip (60—100 %) 9 8
Nenustatytas 13 243
Vaikai Sunkus 26 48,6
Vidutinis 17,1
Lengvas 5 10
Gydymas vaistais
Suaugusieji 112 97,4
Sumazéjo priepuoliy 25 22
Vaikai 67 94.4
Sumazéjo priepuoliy 56 78,9

UZimtumas. Tyrimo metu buvo analizuo-
jama ESA darbiné situacija ir kaip bei kokie klini-
kiniai ir socialiniai veiksniai yra susij¢ su asmeny
uzimtumu. Nustatyta, jog didzioji dalis epilepsija
serganciy tiriamyjy néra isitrauke nei i darbo rin-
ka, nei | Svietimo sistema.

I§ tiriamyjy (suaugusiy ESA) tik 19 proc.
nurodé¢ dirbantys, i§ ju daugiau nei pusé¢ (54 proc.)
dirba aptarnavimo sferoje, kiti yra darbininkai
arba turi savo versla. Kad nedirba dél sveikatos,
nurodé 65 asmenys (beveik 57 proc.), 7 tiriamieji
teigé negaunantys darbo. Likusieji tiriamieji nuro-
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dé, kad mokosi (7 proc.) arba yra senatvés pensi-
ninkai (7,8 proc.). Vyry ir motery uzimtumo situ-
acija pavaizduota 1 pav.
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Rastas statistiSkai reik§mingas skirtumas
tarp suaugusiyju ESA iSsilavinimo ir uzimtumo
(p = 0,034): dazniausiai dirbo aukstaji ir aukstes-
njji i8silavinima turintys asmenys, daugiausia ne-
dirbanciy tarp vidurini ir Zemesni iSsilavinima
turin€iy tiriamyjy. Analizuojant duomenis pagal
lytis, tampa aiSku, kad tokia bendra tendencija
nulémé motery iSsilavinimo ir darbo santykis.
Nors bendra uzimtumo situacija tarp vyry ir mote-
ry yra labai panasi, taciau i§ motery yra beveik du
kartus daugiau dirbanciy. Dirbancios moterys
dazniausiai yra igijusios aukstaji (35,7 proc.) uni-
versitetini ir aukStesniji (50 proc.) iSsilavinima.
Apie 65,5 proc. visu dirbanciy vyry buvo igije
vidurinj i$silavinima.

Lee (2005) nurodé, kad vienas i§ Zema
isidarbinima lemianciy veiksniy yra priepuoliy
daznumas. Analizuojant miisy tyrimo duomenis,
buvo rastas statistiskai reik§mingas skirtumas tarp
uzimtumo ir priepuoliy pasireisSkimo daznumo
(p =0,000): asmenys, patyr¢ maziau priepuoliy,
dirba dazniau. Dazniausiai dirbo per paskutinius
puse mety priepuoliy nepatyrusios moterys (55
proc.). Idomu tai, jog per pus¢ mety nepatyre
priepuoliy vyrai buvo maziau linke dirbti: i§ ju
dirbo 30 proc. Amzius, kuriame prasidéjo epilep-
sija, néra susijes su asmeny darbine situacija: tarp
tiriamuyjy, tiek epilepsijai prasidéjus iki 16 mety,
tieck 16 m. ir vyresniems, daugiausia buvo nedir-
banciy asmeny (po 60 proc.), tarp dirbanciy Siose
grupése skirtumy taip pat nebuvo (dirbo mazdaug
po 30 proc. tirlamyjuy).

ESA ne tik yra maZai uzimti, bet ir nerodo
noro dirbti: tik 34 asmenys iSreiské nora dirbti,
kiti (57 asmenys) teigé dirbti nenorintys.

Suvokiamos nuostatos j epilepsija ir
ESA. Vienas i$ tyrimo uzdaviniy buvo istirti ESA,
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ESV ir ju Seimy juntamg aplinkiniy reakcija i epi-
lepsija ir sergancius ja. Analizuojant ESV motiny
atsakymus apie stigma, nepastebéta, kad jos justy
didelg epilepsijos stigma.

Baker ir kt. (1999) teigia, jog vieni i§
stigmos lygi lemianciy veiksniy yra amzius, ku-
riame prasid¢jo epilepsija, patiriamy priepuoliy
daznumas ir kiti. veiksniai. Masy atliktame tyrime
tarp patiriamy priepuoliy daznumo ir stigmag ma-
tuojanciy teiginiy nerasta statistiSkai reikSmingo
skirtumo. DaZniausiai motinos mané, kad visi su

Motinos, kuriy vaikus pirmasis epilepsijos
priepuolis iStiko vyresnius nei 7-eriy mety am-
ziaus, dazniausiai mané, kad kiti Zmonés daznai
arba visada bijo ESA. Skirtumas statistiskai
reikSmingas (p = 0,04). Toks rezultatas gali biiti
nulemtas keliy veiksniy: pirma, tikétina, kad kuo
ilgiau vaikas serga epilepsija, tuo labiau tévai pri-
sitaiko prie vaiko ligos ir nebejaucia tokios dide-
Iés stigmos, antra, ankstyvame amziuje prasidéjusi
epilepsija dazniau yra susijusi su kitais sutrikimais
(p =0,002), todél motinos, tikétina, dazniau yra
panasioje i ju Seima aplinkoje. Tai gali biiti prie-
zastys, dé¢l ko jaunesniy vaiky motinos reciau nu-
rodé, kad kiti Zmonés bijo ESA.

Motinos, kurios nurodé¢, kad ju ESV ne-
reikalingas skiriamasis Zenklas, dazniau mané, jog
kiti zmonés daznai arba visada bijo ESA (22 mo-
tinos, 56 proc.). Motinos, kurios nurodé, kad ski-
riamasis zenklas ju vaikui reikalingas, dazniau
buvo linkusios manyti, kad kiti Zmonés kartais
arba vidutiniskai bijo epilepsija serganciyjy (17
motiny, 68 proc.). Toks motiny poziiiris gali biiti
susijgs su stigmatizavimo baime, gali buti, jog
motinos mano, kad skiriamasis zenklas gali su-
stiprinti vaiko stigmatizavima.

Suaugusieji ESA teiginius apie epilepsi-
jos stigma dazniausiai vertino kaip tinkamus. La-
bai retai tiriamieji nurodé, jog skalés teiginiai vi-
sai netinka. ESA mané, kad kai kurie Zmonés ne-
nori bendrauti su epilepsija serganciuoju (lygi
dalis tiriamyjy ivertino atsakymais ,kartais, vidu-
tiniskai tinka* ir ,,daznai, visada tinka“ — po 45,5
proc.). Didzioji dalis epilepsija serganciyju nuro-
dé, kad jiems nereikalingas nei $almas (apsisaugo-
ti nuo suzeidimy priepuoliy metu), nei skiriamasis
zenklas (atskirti epilepsija sergantiji gatvéje) (75,7
proc. ir 65,2 proc.). Suaugusieji, pazyméjg, jog
jiems Salmas néra reikalingas, dazniau mané, kad
kiti zmonés jaucCiasi nepatogiai Salia serganciojo
epilepsija, tarp S$iy teiginiy rastas statistiSkai
reik§mingas skirtumas (p = 0,02); taip pat dazniau



SPECIALUSIS UGDYMAS 2012 1 (26)

nurodé, jog kiti Zzmonés epilepsija serganc¢iuosius
laiko menkesniais (skirtumas statistiSkai reiks-
mingas p=0,03) ir bijo epilepsija serganciyju
(p = 0,03). Tokie tyrimo rezultatai rodo, kad ESA
jaucia epilepsijos stigma.

Suaugusiyjy buvo klausiama, ar artimi
zmoneés (draugai, bendradarbiai) zino apie jy su-

trikima. Didzioji dalis tiriamyjy (76 asmenys)
pazymeéjo, jog apie liga zino tik artimiausi draugai
(2 pav.). Tarp stigma matuojanciy teiginiy ir apsi-
sprendimo atskleisti aplinkiniams savo diagnoz¢
statistiSkai reikSmingo skirtumo nerasta.

Nezino né vienas;
11,4

Zino artimiausi
draugai; 66,7

Kita; 8,8

Nezino tie, su
kuriais maziausiai
bendrauju; 20,2

Zino bendradarbiai;
7,9

CEEE T 0N

2 pav. ESA pasiskirstymas procentais pagal atsakymus i klausima, ar kiti asmenys Zino apie jy epilepsija

Didzioji dalis tiriamyjy mang, jog apie li-
g4 suzinoj¢ svarbilis asmenys nustoty su jais ben-
drauti (35 proc.), taip pat nemaza dalis nurodé,
kad apie diagnoz¢ suzinoj¢ asmenys nekreipty {
tai démesio (31 proc.). Suaugusieji, kurie mano,
jog kiti zmonés epilepsija serganciuosius laiko
menkesniais, dazniau pasirinko atsakymo varianta
,hustoty bendrauti, tarp §iy teiginiy rastas statis-
tiskai reikSmingas skirtumas (p=0,01). Galima
daryti i8vada, jog suauge ESA jaucia stigma, ta-
¢iau stigmos jutimas nesusijes su priepuoliy daz-
numu ir jy pasireiskimo pradzia, uzimtumo situa-
cija ar gyvenamaja vieta.

Specialieji poreikiai ir ju tenkinimas.
Vienas i§ tyrimo uzdaviniy buvo i$analizuoti, ko-
kie yra ir kaip tenkinami ESA poreikiai. Dazniau-
siai ESV motinos nurodé negaunancios pagalbos.
Vienintele pagalba, kuria ESV mamos dazniau
nurodé gaunancios, buvo ,,informavimas apie epi-
lepsija ir jos gydyma‘ (85 proc. tiriamyjy), taciau
net 37 proc. motiny, gaunanciy §ia pagalba, ja yra
nepatenkintos. Motinos taip pat dazniau nurodé
gaunancios paslauga ,,tarpininkavimas sprendziant
sveikatos problemas® (56 proc.), ja patenkintos
nurodé 80 proc. tiriamyjy.
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Nors negaunanciyjuy pagalbos procentas
smarkiai vir$ijo gaunanciyjy bet kokia pagalba
procenta, i$ dalies motiny, kurios gauna paslaugas
ir jomis naudojasi, iSsiskyré¢ kelios paslaugos:
,pagalba ieskant darbo ir iSlaikant darbo vieta™,
,,darbiniy igidziy ugdymas®, ,stacionari trumpa-
laiké globa®, ,pirties paslaugos®, kuriomis res-
pondentés nurodé esg vienareikSmiskai patenkin-
tos. Paslauga ,,savipagalbos grupés™ nurodé gau-
nanc¢ios 8 motinos (11 proc.), tatiau tik pusé ju
nurode, kad pagalba jas tenkina.

Suaugusieji dazniausiai nurodé negaunan-
tieji pagalbos. Vienintelé pagalbos riisis, kuria
sergantieji epilepsija nurodé gaunantys dazniau —
informavimas. Informavimg apie epilepsija ir jos
gydyma gauna 57,4 proc. tiriamyjy, informavima
apie organizacijas, teikiancias pagalba ESA, gau-
na 45,2 proc. Apie trecdalis tiriamyjy, gaunanciy
informacija apie epilepsija ir jos gydyma, yra ne-
patenkinti Siomis paslaugomis.

Rastas statistiSkai reikSmingas skirtumas
tarp mieste ir ne mieste gyvenan¢iy ESA naudo-
jimosi konsultavimo paslaugomis. Mieste gyve-
nantys asmenys sudaro 20,6 proc. visy konsulta-
vimo paslaugas gaunanciyjy, gyvenantys ne mies-
te asmenys sudaro 6,4 proc. (p = 0,04).
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StatistSkai reiSmingas skirtumas taip pat
rastas tarp naudojimosi tam tikra pagalba ir prie-
puoliy daznumo: asmenys, kurie nepatyré prie-
puoliy arba patyré 1-5 priepuolius per 6 mén.,
dazniau naudojosi psichologine pagalba emociniy
problemy iveikimo srityje nei asmenys, patyre
daugiau kaip 5 priepuolius per 6 mén. (p = 0,02).
Kito asmens lydéjimu laisvalaikio metu, priesin-
gai, dazniau naudojosi daugiau kaip 5 priepuolius
per 6 mén. patyr¢ asmenys (p = 0,01).

Paslaugy poreikis. ESV motinos daz-
niausiai nurodé informavimo ir konsultavimo po-
reikius (,,informavimas apie epilepsijg ir jos gy-
dyma* (80 proc.), ,,apie organizacijas, teikiancias
pagalba epilepsija sergantiesiems (56 proc.), ,.tei-
sinis informavimas, susijgs su epilepsija™ (58
proc.), ,.konsultavimas® (64 proc.)). Nors ,,infor-
mavimas apie epilepsija ir jos gydyma‘“ buvo nu-
rodomas kaip dazniausiai gaunama pagalba, i§ jos
negaunanciy apie 80 proc. nurode, jog §i pagalba
jiems yra reikalinga. ESV auginancios motinos
daugiausia nurodé nezinancios, kur gauti reikiama
pagalba.

Suaugusieji dazniausiai nurodé psicholo-
ginés pagalbos, informavimo, maitinimo organi-
zavimo poreikius. Kaip pacias reikalingiausias
paslaugas tiriamieji iSskyré informavima apie epi-
lepsija ir jos gydyma (43,8 proc.), psichologing
pagalba emociniy problemy jveikimo srityje (37,4
proc.) ir atminties lavinima (37,4 proc.). Taip pat
reikalinga psichologiné pagalba tarpasmeniniy
santykiy srityje (30,6 proc.), efektyviy problemy
sprendimo btidy mokymasis (34,8 proc.), démesio
sukaupimo lavinimas (31,5 proc.). Maitinimo or-
ganizavimg ir labdarg kaip svarbius poreikius nu-
rodé daugiau kaip 33 proc. tiriamyjy. DidZioji
dalis suaugusiyju nezino, kur jiems gauti reikia-
mas paslaugas. Suaugusiems ESA maziausiai rei-
kalingos techninés pagalbos priemonés ir specia-
liosios paslaugos.

Informavimas apie epilepsija reikalingas
ne tik patiems ESA, nes ir ju Seimos nariai nepa-
kankamai Zino apie §i sutrikima. Daugiau nei pu-
sés tiriamyjy nuomone (64,4 proc.), ju Seimos
nariai apie §ig liga Zino nepakankamai. Didzioji
dalis serganciyjy (61 proc.) taip pat mano nepa-
kankamai Zinantys apie epilepsijq ir gyvenima su
ja. Asmenys, kurie gauna informavimo apie epi-
lepsija ir jos gydyma paslaugas ir yra jomis paten-
kinti, dazniau teigé, jog apie epilepsija zino pa-
kankamai arba visiSkai pakankamai, tarp Siy teigi-
niy rastas statistiSkai reik§mingas skirtumas
(p =0,000). ESV motiny ir suaugusiyju ESA is-
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reikStas poreikis informacijai patvirtina literattiro-
je (Coleridge Kendall, March, 2001; Prinjha et al.,
2005; Smithson, Hukins, 2006; Wallace, Solo-
mon, 1999; Long et al., 2000) pateikiamus duo-
menis.

Aplinkos pritaikymas. Aplinka jvardi-
jama kaip vienas i§ funkcionavimo ir negalumo
proceso komponenty, nulemianc¢iy asmens funk-
cionavimo lygi ir laipsnj (Tarptautiné funkciona-
vimo..., 2004). Aplinkos pritaikymas itin svarbus
ESV. Kadangi vienas i§ svarbiausiy vaiko veikly
ir poreikiy yra dalyvavimas ugdymo procese, ana-
lizavome ne tik ESV namy, bet ir mokyklos ap-
linkg bei jos pritaikyma (ar poreiki pritaikyti)
ESV.

Kad ESV mokyklos aplinka néra pritaiky-
ta, nurod¢ 80 proc. tiriamyjy. Labiausiai motinos
noréty, kad ju vaikas mokykloje bty saugus —
nurodé tiek fizinés aplinkos pritaikymo (pvz.,
,kad vaikas biity apsaugotas nuo suzalojimy®,
,kad klas¢je buty kusete, kur biity galima pagul-
dyti po priepuolio®, kad biity ,,mazesnés klasés*),
tiek specialisty priezitiros poreiki (pvz., biity rei-
kalinga ,,mokytojo pad¢jéja“, ,,daugiau atsakingy
darbuotoju®, ,.kad vaika stebéty medikai®, ,,sesu-
tés mokykloje ir pan.). Sergan¢iy vaiky namuose
situacija Siek tiek kitokia — nors daugiau nei pusé
motiny pazyméjo, kad aplinka namie néra pritai-
kyta, taiau dauguma nurodé, jog namie ju vaikas
yra saugus (,,minksti baldai®, ,kilimai, ,,minks§tos
grindys®, vaikas prizitrimas kity Seimos nariy);
didelé problema yra tik erdvés trilkumas.

Transporto paslaugos. Tik 11 proc.
(N = 8) visy ESV grupés tiriamuju naudojasi spe-
cialiuoju transportu — Siems priklauso beveik visi
mokyklg lankantys vaikai. Specialiojo transporto
poreiki nurodé 37 proc. tiriamyjy — $is skaicius
yra didesnis nei poreiki nurodziusiy ugdymo istai-
ga lankancius vaikus auginanciy motiny skaicius.
Tai gali biiti susij¢ su tuo, kad specialusis trans-
portas reikalingas ne tik vaikui vezti { mokykla ir
i$ jos, bet ir kitur, pvz., pas gydytoja.

Finansiné parama. DaZniausiai ESV mo-
tinos nurodé gaunancios neigalumo iSmokas (nu-
rodé 63 proc. tiriamyjy), taciau net 32 proc. teige
negaunancios jokiy iSmoky, taip pat motinos daz-
niausiai nurodé negaunancios lengvaty (negauna
72 proc.) ir kompensacijy (negauna 85 proc.). I$
gaunanciyjy kompensacijas ir lengvatas dalies
dazniausiai buvo minimos kompensacijos vais-
tams ir transporto lengvatos.

Nejgalumo iSmokas dazniausiai gauna

ey —
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sergantj vaikg (53 proc.), taip pat motinos, kuriy
vaikams nustatytas sunkus neigalumo lygis (64
proc.).

Didzioji dalis suaugusiy ESA tiriamyjy
(79,8 proc.) nurodé negaunantys jokiuy iSmokuy,
iSskyrus pensija. 41,8 proc. suaugusiyju gauna
kompensacijas, Siek tiek mazesné¢ dalis (37,4
proc.) gauna lengvaty. Dazniausiai minimos kom-
pensacijy ir lengvaty rasys yra kompensacijos uz
vaistus ir vieSojo transporto lengvatos.

Specialisty pagalbos vertinimas. Tiria-
myjy buvo praSoma jvertinti gaunamg specialisty
pagalba (gydytojuy, psichologuy, psichoterapeuty,
socialiniy darbuotojy). ESV auginanc¢ios motinos
labiausiai yra patenkintos gydytoju pagalba (i§ 71
motinos tik 9 nurodé esancios nepatenkintos).
Nors epilepsija yra jvardijama kaip biikle, suke-
lianti psichosocialiniy problemy tiek patiems
ESV, tiek juy Seimoms, tacCiau daugiau kaip pusé
tiriamyjy negauna nei psichologo (42 motinos),
nei psichoterapeuto (46 motinos), nei socialinio
darbuotojo (38 motinos) pagalbos. Gaunancios
minétas pagalbas motinos dazniausiai jomis yra
nepatenkintos.

Suaugusieji nurod¢ dazniausiai gaunantys
gydytoju pagalba (89,6 proc.); psichoterapeuty ir
socialiniy darbuotojy paslaugas gauna maza dalis
tirlamyjy (27,8 proc. ir 28,7 proc.). Suaugusieji
dazniausiai teigé, jog gydytoju, psichology ar so-
cialiniy darbuotojy teikiama pagalba jie yra ,,pa-
tenkinti* / ,tikrai patenkinti“. MaZiau patenkinti
yra psichoterapeuty paslaugomis.

Plancitités ir Dambrauskaités (2004) atlik-
to tyrimo rezultatai parod¢, jog socialinis darbuo-
tojas beveik nedalyvauja epilepsija serganciuju
socialinéje integracijoje. Miisy tyrimo rezultatai
taip pat patvirtino §i fakta. Tik apie trecdalis su-
augusiy ESA gauna socialinio darbuotojo paslau-
gas. Nepaisant to, kad apie pusé ESV auginanciy
Seimy gavo socialinio darbuotojo pagalba, dazniau
ja buvo nepatenkintos, o tai rodo, kad socialinio
darbuotojo pagalba ESA ne tik yra nepakankama,
bet ir nekokybiska, netenkinanti ESA ir juy Seimy
poreikiy.

Pagalbos Saltiniai. Vienas i§ tyrimo uz-
daviniy buvo istirti ESA ir ju Seimy gaunamos
pagalbos Saltinius. ESV motinos ir suauge ESA
nurod¢, jog dazniausiai pagalba gauna i§ neforma-
liy paramos $altiniy, t. y. dazniausiai padeda Sei-
mos nariai, kartais — draugai. Kitas didziausias
pagalbos Saltinis yra sveikatos specialistai. Pa-
bréztina, kad ESA dazniausiai nurodé nesulau-
kiantys jokios kitos formalios pagalbos: nei i$
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socialinés rupybos specialisty, nei i neigaliuyjuy
organizacijy, taip pat dazniausiai nesulaukiama
pagalbos ir i§ religiniy organizacijy, savipagalbos
grupiy ar kity asmeny, serganciy epilepsija.

Socialiné aplinka. Dazniausiai ESV auga
dvieju vaiky Seimoje (apie 50 proc. tiriamyjy),
dazniau yra pirmagimiai — 59,2 proc. (Siam skai-
¢iui jtakos tur¢jo tai, jog 17 Seimy i$ viso turéjo
tik po viena vaikg). Didziausia dalis apklausty
ESV motiny (juy vidutinis amzius sieké 36,48 mety
ir svyravo nuo 24 iki 51 mety) nurodé gyvenan-
¢ios mieste (67 proc.), kitos gyvena rajono centre
(14 proc.), miestelyje ir kaime. Paprastai ESV
auga pilnose Seimose — dazniausiai motinos nuro-
dé esancios iStekéjusios (57 motinos), tik 9 yra
i§siskyrusios.

ESV auginan¢ios motinos yra jgijusios
gana auksta iSsilavinima: aukstesnjji arba aukstaji
i$silavinima turin¢ios nurodé 69 proc. motiny.
Vidurinij i$silavinima turéjo 28 proc. motiny.

Tarp dirbanciy ir nedirbanc¢iy ESV augi-
nan¢iy motiny didelio skirtumo néra: apie 45 proc.
motiny nurodé nedirbancios ir apie 44 proc. dirbo.
Dazniausiai motinos nedirba, nes prizilri epilepsi-
ja serganti vaika (43 proc. visy tiriamyjy).
Rosenzweig ir kt. (2002) tyrimo rezultatai parodé,
jog tévams, auginantiems nejgaly vaika, kyla sun-
kumy uzimtumo srityje, derinant darba su vaiko
priezitra. Sio tyrimo rezultatai panasiis — $eimoje
gimus ESV, 57 proc. tiriamyjy pasikeité darbiné
situacija (motinos nurod¢, kad nuo to laiko jos
nebedirba). Tikétina, kad epilepsija sergancio vai-
ko gimimas tévo situacijos darbo rinkoje nepavei-
kia — beveik visi tévai yra dirbantys. Naudojant x>
kriterijuy rastas statistiSkai reikSmingas skirtumas
tarp priepuoliy daznumo ir patiriamy sunkumy
derinant darbg su serganCio vaiko priezitra
(p =0,017). Motinos, kuriy vaikai per paskutinius
pus¢ mety nepatyré né vieno priepuolio, dazniau
nurodé nepatirian¢ios sunkumy minétoje srityje, o
motinos, kuriy vaikai per paskutinius pus¢ mety
patyré daugiau nei 5 priepuolius, dazniau nurodé
patiriancios dideliy ir labai dideliy sunkumy de-
rindamos darbg su vaiko prieZzitira.

Tiriamosios dazniau nurode, jog dél vaiko
sutrikimo nepatiria sunkumy dalyvaudamos vi-
suomeninéje veikloje (38 proc. tiriamyjuy), taciau
trecdalis tiriamyjy patiria dideliy ir labai dideliy
sunkumy leidziant Seimos laisvalaikij. Kalbant
apie tarpusavio santykius Seimoje, auginancioje
ESV, motinos nurodé, jog epilepsija sergancio
vaiko santykiuose su motina, tévu, broliais ir sese-
rimis, taip pat motinos ir partnerio santykiuose bei
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kity vaiky santykiuose su draugais sunkumy daz-
niausiai nekyla arba kyla nedideliy sunkumy.
Nors epilepsija nedaug paveikia tarpusavio santy-
kius Seimos viduje, taciau dideliy sunkumy kyla
sergancio vaiko santykiuose su draugais ir ben-
draamziais (nurodé trecdalis tiriamyju).

Dauguma suaugusiy tiriamyjy gyvena
mieste (68 asmenys), taip pat nemazai gyvena
kaime (24 asmenys), kiti nurodé gyvenantys rajo-
no centre (11 asmeny) arba miestelyje (12 asme-
ny). Daugiausia tiriamyjy gyvena su savo Seima
(46,1 proc.) ir su tévais (29,6 proc.). Su tévais
dazniau gyvena asmenys, kuriems epilepsija pra-
sidéjo iki 16 mety, skirtumas statistiSkai reiks-
mingas (p = 0,04).

Tarp epilepsija serganciy suaugusiyjy vie-
nisi (nesusituoke, iSsiskyr¢ ar nasliai) yra 52,7
proc. vyry ir 50 proc. motery; poroje gyvena 47,3
proc. vyry ir 50 proc. motery. Jalava, Sillanppa
(1997) atliktas tyrimas rodo, kad epilepsijos pra-
dzia jaunesniame amziuje mazina ESA galimybe
susirasti partnerj ir susituokti. IS 49 musy tiriamy-
ju, kuriems epilepsija prasidéjo iki 16-os mety, 31
buvo nesusituokes, 14 susituoke ir 3 iSsiskyre.
Grup¢je, kurioje epilepsija pasireiské amziaus
tarpsnyje nuo 17 iki 80 mety, prieSingai, buvo
beveik dvigubai daugiau gyvenanciy poroje nei
vienidy. Sioje grupéje taip pat buvo daugiau iSsi-
skyrusiy asmeny (15,2 proc.). Neaisku, ar didesnis
i8siskyrusiy asmeny skaiCius $ioje grupéje susijes
su epilepsijos pasireiSkimu vedybinio gyvenimo
metu: apie skyrybu laika ir priezastis anketoje
nebuvo klausiama.

Daugiausia epilepsija sergan¢iy motery
yra igijusios vidurini ir aukstesnijji iSsilavinima
(30 proc. ir 25 proc.). Vidurinj i$silavinima turin-

¢iy vyry taip pat yra apie 30 procenty, taciau dide-
lé ju dalis turi nebaigta pagrindini (25,5 proc.) ir
pagrindinj (18,2 proc.) i$silavinima.

Vyry, kuriems epilepsija prasidéjo iki 16
mety, i§ viso buvo 45,5 proc., motery — 40 proc.
Siai grupei priklausantys vyrai daZniausiai yra
igij¢ nebaigtag pagrindini (18,2 proc.), vidurini
(10,9 proc.) ir pagrindini (9,1 proc.) i$silavinima.
Vyrai, kuriems priepuoliai prasidéjo vyresniems
nei 16-os mety amziaus, dazniausiai turi vidurini
iSsilavinimg (18,2 proc.). Moterys, kurioms epi-
lepsija prasidéjo iki 16-os mety, dazniausiai turi
vidurinj (13,3 proc.) arba specialyji (10 proc.)
iSsilavinima. AukStesnjji iSsilavinimg yra igijusi
didzioji dalis (23,3 proc.) motery, kurioms epilep-
sija prasidéjo vyresnéms nei 16-0s mety.

ESA nurodé patiriantys maziausiai sun-
kumy santykiy su artimais §eimos nariais srityje:
atsakyma ,,sunkumy néra“ pasirinko beveik 37
proc. tiriamyjy. Kitose srityse (santykiai su drau-
gais, laisvalaikis, visuomenin¢ veikla) didzioji
dalis tiriamyjy pazyméjo patiriantys dideliy ar
labai dideliy sunkumy. Pacios problemiskiausios
sritys — ,,sugeb¢jimas dirbti apmokama darba“ ir
,ateities planavimas*.

Problemy laukas. Motinos didZiausiomis
savo problemomis jvardijo ESV sauguma ir prie-
ziurg (Zr. 2 lentelg), santykius ir bendravima su
epilepsija serganciu vaiku, fiziologines ir psicho-
loginés vaiko bukles. ESV auginanc¢ioms Seimoms
nemazai problemy kelia vaistai ir jy vartojimas,
taip pat kyla sunkumy leidziant Seimos laisvalaikj.
Seimos dazniausiai nurodé kity nei sveikatos prie-
zitros specialisty poreiki: psichologo, socialinio
darbuotojo, socialinio pedagogo, taip pat psichote-
rapeuto ir slaugytojo poreiki.

2 lentele
ESV auginanciy Seimy nurodytos problemos ir poreikiai (atsakymai procentais)
DidZiausios problemos, sunkumai ir poreikiai Berniukai Mergaités IS viso
Santykiai ir bendravimas su ESV 19 43,3 33
ESV psichologinés savybés 238 20 21,6
Vaistai ir jy vartojimas 19 233 21,6
Seimos laisvalaikis 19 20 19,6
ESV saugumas ir prieziiira 52,4 53,3 52,9
Aplinkiniy nuostatos 4,8 10 7,8
Fiziologinés ESV biuklés 28,6 233 255
Materialinés problemos 9,5 13,3 11,8
Psichologinés pagalbos Seimai poreikis 23,8 6,7 13,7
Kity (ne sveikatos) specialisty pagalbos poreikis 14,3 3,3 7.8
Kita 38,1 333 35,3
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Mergaic¢iy motinos dazniau nei berniuky
nurodé¢ bendravimo su vaiku, vaisty vartojimo,
aplinkiniy nuostaty, vaiko prieziiros problemas,
berniuky motinoms sunkumy dazniau kelia fizio-
loginés vaiko biiklés, taip pat joms dazniau reikéjo
specialisty (tiek psichologuy, tiek kity specialisty)
pagalbos.

IS literatiros zinome, kad nemazai pro-
blemy kyla dé¢l sunkiai prieinamos ir nekokybis-
kos medicinos pagalbos (tai patvirtino ir Sio tyri-
mo rezultatai). Motiny buvo klausiama, kokiais
budais bty galima pagerinti situacija, kad medi-
cinos pagalba galéty kokybiskiau tenkinti ju po-
reikius. Daugiausia motiny (67 atsakymai) mang,
jog medicinos pagalba pageréty, jei neurologo
pagalba biity prieinama bet kuriuo metu, Siek tiek
maziau motiny teigé, kad tévus reikia itraukti i
sprendimy apie vaiko epilepsijos gydyma priémi-
ma (42 atsakymai), nemaza dalis motiny nurodé,
jog medicinos pagalba pagerinty geresné komuni-
kacija tarp specialisty (29 atsakymai).

Dazniausiai motinos nurodé, kad reikéty
didesnés specialisty pagalbos, taip pat reikéty spe-

cialiy istaigy, kurios teikty paslaugas ESV augi-
nanfioms Seimoms. Motiny manymu, reikalin-
giausios yra vaiko priezitros paslaugos, ypac
atostogy metu ar iSvykus. Nors $is tyrimas parodeé,
jog ESV auginancios Seimos nesijaucia labai
stigmatizuojamos, ta¢iau vienas i§ motiny pateikty
siilymy, galin€iy pagerinti serganciyjy situacija,
buvo visuomenés Svietimas apie epilepsija.

Nemaza dalis motiny taip pat nurodé¢, kad
situacija galéty pagerinti didesné finansiné pagal-
ba (dazniausiai nurodé iSmoky didinima), geresnis
medikamenty pricinamumas (t. y. didesnis vaisty
pasirinkimas, pigesni ar kompensuojamieji vais-
tai), taip pat techninés pagalbos priemonés (nuro-
dé motinos, kuriy vaikai, be epilepsijos, dar turéjo
kity sutrikimy, $i grupé taip pat nurod¢ ir didesnés
specialisty pagalbos poreiki).

Kaip didziausias problemas (zr. 3 lentelg)
suauge ESA jvardijo kasdienio gyvenimo, finan-
sinius, materialinius sunkumus, psichologines
problemas, sveikatos priezitros paslaugas ir ju
kokybe. Nemaza dalis tiriamyjuy nurodé jsidarbi-
nimo ir darbo poreikius.

3 lentelé
Suaugusiy ESA nurodytos problemos ir poreikiai
Didziausios problemos, sunkumai ir poreikiai Vyrai Moterys IS viso
Bendravimo ir santykiy 16,7 3,8 10,0
Pazintiniy funkcijy 4,2 11,5 8,0
Psichologinés savijautos, baimés 29,2 34,6 32,0
Materialinés, finansinés problemos 333 26,9 30,0
Isidarbinimo ir darbo poreikiai 20,8 19,2 20,0
Sveikatos prieZitiros paslaugy poreikis ir geresné kokybé 25,0 38,5 32,0
Pagalba namuose — 11,5 6,0
Kasdienio gyvenimo problemos 50,0 38,5 44,0
Kita 16,7 6,9 22,0

Salia anketoje nurodyty paslaugy dau-
giausia tiriamyjy iSreiské kokybiskesniy sveikatos
prieziiiros paslaugy (16 tiriamyju), darbo (5 tiria-
mieji) bei pagalbos namuose (5 tiriamieji) porei-
kius. ESA nuomone, pagerinus sveikatos priezit-
ros paslaugy kokybe, teikiant daugiau informaci-
jos apie epilepsija bei finansing padéti, pageréty ir
ESA situacija.

Rezultaty aptarimas
Atlikto tyrimo duomenys parodé, kad
ESA (tiek vaiky ir jy Seimuy, tiek suaugusiy asme-
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ny) funkcionavima lemia neuroepilepsiniy ir
psichosocialiniy veiksniy saveikos (De Souza,
Salgado, 2006).

ESA kyla nemazai psichologiniy proble-
my. ESV motinos psichologinémis problemomis
ivardijo tiek pazintines (pvz., bloga atmintis, dé-
mesys), tiek emocines problemas (priepuoliy
baime, nerima, kompleksavima dél ligos, daznai
kintan¢ia nuotaika). Nepaisant to, kad motinos
nurode, jog vaiko psichologinés savybés kelia
nemazai problemuy, jos neisreiské didelio poreikio
psichologo ar psichoterapeuto paslaugoms.
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Suaugusiems ESA taip pat kyla psicholo-
ginés savijautos ir pazintiniy funkcijy problemuy.
Kadangi didzioji dauguma ESA vartoja vaistus
epilepsijai gydyti, pazintiniy funkcijy sutrikimai ir
psichologinés problemos gali biti susij¢ su Saluti-
niu vaisty poveikiu. Literatiroje (Reynolds, 2002;
Olsson, Campenhausen, 1993) kaip viena didziau-
siy psichologiniy problemy ivardijama baimé.
Misy tyrimo rezultatai parodeé, kad suaugusieji
ESA daznai bijo patirti priepuolius viesoje vietoje
ar susizeisti priepuolio metu. Tuo tarpu ESV mo-
tinos tokios problemos stipriai neakcentavo. ESV
motinos dazniausiai pabrézé psichologines pro-
blemas, kurios susijusios su ugdymusi, taip pat su
vaiko aukléjimu ir priezitra (teigé, kad vaikas
uzsispyres, nervingas, sunkiai valdomas ir pan.) —
Sios problemos ESV motinoms tikriausiai buvo
aktualesnés nei vaiko patiriama baimé. Lieka ne-
aiSku, kaip jauciasi patys ESV, tadiau tai gana
sunku pamatuoti ne tik dél ju jauno amziaus, bet ir
del to, kad dauguma vaiky, be epilepsijos, turi kity
sutrikimy, pvz., protinj atsilikima.

Analizuojant literatira apie ESV ir ju
Seimas, paaiskéjo, kad ESV paveikia visos Seimos
funkcionavima; teigiama, kad vaikas sukelia te-
vams daug streso, o tévy reakcijos | vaiko liga
veikia paties vaiko prisitaikymg prie epilepsijos.
Misy tyrimo rezultatai neparod¢ didelio ESV
poveikio Seimai, tac¢iau kyla problemy tam tikrose
ESV Seimos gyvenimo srityse, pvz., sergan¢iam
vaikui bendraujant su draugais. Seima ir ben-
draamziai veikia vaiko socializacijg ir saves suvo-
kima. Problemiski ESV santykiai su bendraam-
ziais gali paveikti jo psichologing savijauty (vai-
kas gali jaustis atstumtas, tai taip pat gali paska-
tinti socialing izoliacijg) ir prisitaikyma prie epi-
lepsijos. Neaisku, kokie kintamieji daro ESV ir
bendraamziy santykius problemiskus: ar vaiko
epilepsija kaip tokia, ar priepuoliy pasireiSkimas,
vaiko charakteris, ar kiti veiksniai. Sia tema reike-
ty iSsamesniy tyrimy.

Suauge ESA atviruose ir uzdaruose klau-
simuose kaip psichologines problemas (be pati-
riamos baimés) daZniausiai iSskyré sutrikusia
emocine biikle, asmeniniy santykiy sunkumus.
Apie 60 proc. tiriamyjy patiria didesnes ar mazes-
nes problemas tarpasmeniniy santykiy srityje.
Suaugusiems ESA sunkumy gali kilti bendraujant
ne tik su Seimos nariais, bet ir su bendradarbiais
(dirbantiems ESA), kaimynais ir t. t. Literatiroje
(Baker, 2002; Schachter, 2004) teigiama, jog ESA
kyla sunkumy asmeniniy santykiy srityje, uzmez-
gant ir palaikant intymius santykius. Tyrimo re-
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zultatai parodé¢, kad suauge ESA dazniausiai yra
netekéje / nevede, tai susije su amziumi, kuriame
prasid¢jo epilepsija. Asmenys, kuriems epilepsija
prasidéjo vyresniame amziuje, dazniau gyveno
poroje, taip pat Sioje grupéje pastebimas didesnis
i$siskyrusiyjuy procentas.

Apibendrinus tiriamyjy atsakymus apie
didziausius sunkumus, iSsiskiria ESA priezitiros
problema. Vaizdziai ESA Seimy situacijg iliust-
ruoja pora tiriamyjy. Pirmas tiriamasis, pazyme-
jes, jog ji priziuri zmona, teigé, kad jo partnerei
(zmonai) kyla daug problemy dél epilepsija ser-
ganCio vyro prieziliros, jos néra kam pakeisti.
tina taip pat neturi laisvo laiko ir néra kito zmo-
gaus, kuris galéty ESA prizitiréti vietoj jos. Dau-
guma ESA iSreiské specialisty (tiek sveikatos
priezitros, tiek kity) poreiki. Tikriausiai panasiy
problemy kyla ir kitose Seimose, kur ESA yra
prizilirimi partnerio (vyro, zmonos) ar tévy. Ne-
maza dalis tiriamyjy nurod¢ gyvenantys su tévais
(30 proc.). Tikétina, jog ateityje ESA gali prarasti
partneriy (skyrybos, mirtis ir pan.) ar tévy priezit-
ra (del globojancio asmens sveikatos pablogeéjimo,
amziaus ar mirties). Tokiu atveju negalintiems
savimi pasiripinti asmenims gali prireikti stacio-
narios ilgalaikés globos paslaugy, todél Sias pa-
slaugas teikiancios istaigos turéty i tai atsizvelgti
ir pritaikyti pagalbg specifini sutrikimg turinciy
klienty poreikiams.

ESV auginancios Seimos maziau nei su-
augusieji ESA junta epilepsijos stigmg. ESV Sei-
my maziau juntama stigma galima sieti su tuo,
kaip vaikas suvokia savo sutrikima. Nordli (2001)
nurodé, jog vaikai dazniausiai nesuvokia stigmos,
nejunta jos poveikio ir nesureikSmina priepuoliy.
Tai, kad ESV motinos nurodé mazesni stigmatiza-
cijos lygi, taip pat gali bti susije tiek su patirto-
mis aplinkiniy reakcijomis i epilepsija, tiek su
paciy tévy pozitriu. I§ vienos pusés, ESV motiny
nurodytas mazesnis stigmos lygis gali biti susijes
su ju paciy pozitriu i vaiko sutrikima. Tévy po-
Zilris, remiantis miisy tyrimo rezultatais, yra susi-
jes su epilepsijos pradzia: vélesniame amziuje
prasidéjus epilepsijai ESV motinos dazniau nuro-
dé stigmos jutima. Gali biiti, kad kai ankstesniame
amziuje prasideda epilepsija, tévai greiCiau susi-
taiko su vaiko sutrikimu, greiciau iSmoksta gyven-
ti su ESV ir nebejunta didelio stigmatizacijos po-
veikio. Epilepsijai prasidéjus vyresniame amziuje,
psichologiniy problemy kyla ne tik tévams, kurie
turi susitaikyti su ligi tol buvusio sveiko vaiko
sutrikimu, bet ir patiems ESV — ypac paauglystéje
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vaikui yra svarbus pritapimas prie bendraamziy, o
epilepsija gali riboti dalyvavimg ivairioje veikloje,
vaikas gali biiti {vardijamas kifokiu. I$ kitos pusés,
galima manyti, kad aplinka ESV yra draugiskesne
nei suaugusiems ESA: aplinkiniams jie dazniau
sukelia uzuojauta ir gailestj, néra atstumiami ir
nuvertinami.

Suaugusieji ESA junta stigma nepriklau-
somai nuo neuroepilepsiniy (priepuoliy daznumas;
amzius, kuriame prasidéjo epilepsija) ir sociode-
mografiniy veiksniy (lytis, uzimtumo situacija,
Seiminé padétis, gyvenamoji vieta). Atrodo, kad
epilepsija visiems ESA wuzZdeda vienodq Zyme.
Priepuoliy pasireiskimo daznumas, laikas, kuria-
me prasidéjo epilepsija, ir kiti veiksniai néra tokie
svarbiis kaip pats faktas, jog asmuo serga epilepsi-
ja. Svarbiausia tai, kad priepuoliai i§ viso pasi-
reiskia.

Kaip rodo literatiros analizé, epilepsija
veikia jvairias asmens ir §eimos gyvenimo sritis:
ugdyma, uzimtuma, laisvalaikio veiklas. Vaiko
prisitaikymas prie epilepsijos susijes ne tik su
Seima, bet ir su ugdymu. Literatliros Saltiniuose
(Koponen et al., 2007; From Prejudice to Hope,
2001) ugdymas nurodomas kaip viena problemis-
kiausiy ESV sri¢iy ir didziausiy poreikiy. Misu
tyrimo rezultatai labai dideliy problemy Sioje sri-
tyje neparodé. Tiesa, tokius rezultatus galéjo saly-
goti tai, kad nebuvo tirtos visos su ugdymu susiju-
sios sritys, o buvo orientuojamasi tik { ESV porei-
kius mokykloje. Joje vaikas paprastai praleidzia
didele savo laiko dalj, todél labai svarbu, ar mo-
kyklos aplinka yra pritaikyta. ESV motinos daz-
niausiai nurodé, kad aplinka mokykloje néra pri-
taikyta. Tiriamosios nurodé fizinés ir emocinés
aplinkos pritaikymo poreikj. Aplinkos pritaiky-
mo poreikis yra susijgs su ESV turimais kitais
sutrikimais — kity sutrikimy turintiems vaikams
dazniau reikéjo aplinkos pritaikymo. Nors pagal
TFK (2004, p. 18) skiriamos trys aplinkos: ,,fiziné,
socialiné ir nuostaty®, motinos dazniau akcentavo
fizinés aplinkos pritaikymo techninémis pagalbos
priemonémis poreiki. Gali buti, jog aplinka ESV
motinos dazniausiai ir supranta tik kaip fizing
aplinka, todél kity veiksniy, pvz., kity zZmoniy
nuostaty, poveikio asmeniui nei$skiria kaip svar-
biy arba kity aplinky pritaikymo poreikio i$ tikry-
ju néra. Keisti fizing aplinkg ir pritaikyti ja prie
vaiko poreikiy yra lengviau, nei nuostaty ar socia-
ling. Nuostaty aplinkos keitimo poreikio nebuvi-
mas taip pat gali biiti susijes su nedideliu stigmos
jutimu: néra poreikio keisti nuostatas, jei jos dau-
giausia yra teigiamos.
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Mokykloje apie epilepsija vaiko mokyto-
jai ir (ar) auklétojai dazniausiai buvo informuoti.
Galbtt, zinodami apie specifing vaiko bikle ir
dazniausiai jam kylanc¢ias problemas, mokytojai ir
auklétojai daugiau démesio skyré individualiam
ESV konsultavimui ir mokymui. Didzioji dalis
tévy, informavusiy mokytojus, buvo patenkinti
ESV gaunama pagalba mokykloje, taciau stigo
kity specialisty (socialiniy darbuotoju, specialiyju
pedagogu, logopedy, kineziterapeuty) paslaugy
arba netenkino $iy paslaugy kokybé. Neaisku, dél
kokiy priezas¢iy (dél informacijos, finansy triku-
mo ar pan.) kiti specialistai nejsitraukia | pagalbos
ESV procesa. Kadangi nebuvo tirta vaiko moky-
mosi rezultatai ir pazintiniai geb¢jimai, o gilintasi
tik 1 pagrindinius vaiko poreikius mokykloje, ne-
galima pasakyti, ar ESV ugdymasis yra biitent ta
sritis, kurioje kyla daugiau problemy, nei kitose
ESV ir jo Seimos gyvenimo srityse.

Kita ESV Seimy probleminé sritis yra mo-
tinos uzimtumas. Dazniausiai ESV motinos nu-
rodé, jog ju situacija darbo rinkoje po ESV gimi-
mo pasikeité — nuo to laiko didzioji ju dalis nebe-
dirba, nes prizitri ESV, kitos motinos nurodé tu-
réjusios ieskotis naujo darbo su laisvesniu darbo
grafiku ar keisti savo kvalifikacijg. Vaikui
susirgus epilepsija, ypac jei, be epilepsijos, jis dar
turi ir kity sutrikimy, didziausia atsakomybé tenka
motinai. Ji paprastai turi pasirlpinti serganéiu
vaiku, o tai neretai smarkiai apriboja jos karjeros
galimybes, motinos daznai turi palikti savo darbo
vieta. Nepaisant to, kad nemazai motiny nedirbo ir
prizitréjo ESV, didzioji dauguma jy nurodé dir-
bancios, tai rodo ESV auginanciy Seimy ir paties
sutrikimo specifiSkuma.

Suaugusieji ESA nurodé, jog patiria labai
dideliy sunkumy sugeb¢jimo dirbti apmokama
darba srityje. Didzioji dalis ESA néra jsitrauke
nei | darbo rinka, nei | Svietimo sistema, taciau
moterys dirba dazniau. Didesnis dirbanc¢iy motery
skaiCius gali biti susijes su tuo, jog moterys turéjo
aukstesni iSsilavinimg negu vyrai. Neaisku, kodél
epilepsija sergancios moterys igijo aukstesni iSsi-
lavinimg (vyry ir motery ligos charakteristikos
mazai skyrési), tai gali biiti susij¢ su bendra vyry
ir motery situacija Svietimo sistemoje: paprastai
moterys dazniau igyja aukstaji ir aukstesniji iSsi-
lavinima (Daukantiené, 2006).

Reikia pasakyti, jog pagalbos ieskant dar-
bo, islaikant darbo vietg ar keiciant kvalifikacija
poreiki nurodé tik maza dalis tiriamyjy. ESA daz-
niausiai nenori dirbti. Kaip parodé tyrimo rezul-
tatai, noras dirbti néra susijg¢s su darbingumo lygiu
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ar gaunama finansine parama, lengvatomis. Neno-
ras dirbti ir mazas pagalbos uzimtumo srityje po-
reikis gali biiti susijes su aplinkiniy (ypa¢ darbda-
viy) ir paciy ESA poziiriu { epilepsija. Tikétina,
kad ESA svarbiausia ne darbui reikalingi igtidziai,
kuriy jie turi ar neturi, o pati epilepsijos diagnoze.
ESV motinos ir ESA nurodé daug dél epilepsijos
kylanc¢iy problemy ir sunkumy (santykiai ir ben-
dravimas, darbas ir Seimos laisvalaikis), taciau
nurodytos pagalbos poreikis daznai buvo nesusijes
su didziausiomis ju problemomis. Tikétina, kad
tiriamieji nesuprato anketoje iSvardyty paslaugy
reik§més; gauta pagalba praeityje jie yra nusivylg
arba mano, jog Sios paslaugos nepadés iSspresti ju
problemuy.

ESV motinos dazniausiai nurodé negau-
nancios specialiosios pagalbos priemoniy porei-
kiams tenkinti’, taip pat nenurodé didelio poreikio
joms, taciau atviruose klausimuose apie pagrindi-
nes problemas ir poreikius jvardijo visa aib¢ sun-
kumy ir poreikiy, pradedant tiek vaikui, tiek Sei-
mai kylanciomis psichologinémis problemomis,
psichologinés pagalbos poreikiu ir baigiant spe-
cializuoty dienos centry poreikiu. Dazniausiai
ESV motinoms reikéjo paslaugy, kurios paleng-
vinty vaiko bukle ir priezitra (didesné ir kokybis-
kesné¢ specialisty pagalba, dienos centrai ESV,
geresnis vaisty pricinamumas ir vartojimas) bei
sumazinty Seimoje dél epilepsijos kylancius sun-
kumus (pagerinty Seimos laisvalaikio praleidimo
galimybes, dalyvavima visuomeningje veikloje).
Anketos skalése ESV motinos nejvardijo, kad ju
Seimoms kyla sunkumy minétose srityse, taciau
atviruose klausimuose $ios problemos ir sunkumai
iSryskéjo. ESV motiny atsakymy dviprasmisku-
mas gali buti siejamas, pirmiausia, su negebé&jimu
ivardyti savo problemas ir poreikius, antra, su
nenoru jas jvardyti — retai norima parodyti ki-
tiems, kad Seimoje dél vaiko epilepsijos kyla pro-
blemy ne tik su paciu ESV, bet ir tarp Seimos na-
riy ar tam tikrose Seimos veiklose.

ESV motinos ir suauge ESA nurodé ge-
resnio sveikatos prieziliros prieinamumo bei
reabilitacinio gydymo poreikj. ESA daznai nu-
rodé psichologinés pagalbos, maitinimo organi-
zavimo ir labdaros poreikius, tac¢iau ESV moti-
nos re€iau nurodé $iy paslaugy poreiki. ESA nu-
rodytas maitinimo organizavimo ir labdaros po-

* Tiriamiesiems anketoje pateikta skalé, kurioje i§vardytos
specialiosios pagalbos priemonés poreikiams tenkinti. Skalé
sudaryta remiantis Socialiniy paslaugy katalogu ir Nejgaliyju
socialinés integracijos istatymu.
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reikis gali rodyti sunkia ESA materialing padéti.
Gali biiti, jog ESV Seimos gyvena geriau ir turi
keleta pragyvenimo $altiniy (pvz., dirba ESV mo-
tina ir jos partneris, vaikas gauna iSmoka), o ESA
dazniausiai gyvena tik i§ pensijos.

ESA pagalbos dazniausiai sulaukia i§ ne-
formaliy pagalbos Saltiniy: Seimos nariy ir draugy.
Sveikatos specialistai taip pat labai daznai teikia
pagalba tiriamiesiems ir yra didziausias formalios
pagalbos Saltinis. Seima yra pagrindinis pagalbos
Saltinis ESA nepriklausomai nuo to, kokie tar-
pasmeniniai santykiai susiklostg tarp ESA ir Sei-
mos nariy ir nuo ESA psichologiniy problemy
pobuidzio. Labai nedidelé dalis tiriamyjy sulaukia
formalios pagalbos (iSskyrus gydytojus). Lieka
neatsakyti klausimai, ar $ie asmenys kreipési ir
nesulauké pagalbos, ar jiems Sios pagalbos nerei-
kia, ar nezino, kur kreiptis? Idomi situacija yra su
savipagalbos grupémis ir reabilitaciniu gydymu.
Didzioji savipagalbos grupése dalyvaujanciy as-
meny dalis priklauso vietinéms epilepsija sergan-
¢iyju draugijoms. ESA ir ESV motinos nurodo
savipagalbos grupiy poreikj, taciau labai retai
jose dalyvauja. Tai gali biiti susij¢ su paciy ESA ir
ju Seimy aktyvumu, tikétina, kad tiek patys ser-
gantys, tiek vaiky motinos nenori atskleisti asme-
niniy psichologiniy problemy. I§ kitos pusés, apie
savipagalbos grupes Lietuvoje pradeéta kalbéti
palyginti neseniai, todé¢l dauguma dar nezino $io
termino reik§més. Savipagalbos grupés néra jpras-
tas pagalbos biidas, nes dazniausiai ESA ir ESV
motinos pagalbos sulaukia i§ Seimos nariy; arba
tiriamieji tiesiog nezino, kur gauti tokia pagalba.

Labai retai tiriamieji nurodé gaunantys
reabilitacijos paslaugas, nors Sios pagalbos po-
reikj iSreiské. Kaip minéjome kalbédami apie da-
lyvavima savipagalbos grupése, tai gali biiti susij¢
su paciy ESA ir ESV motiny neaktyvumu ieSkant
Sios pagalbos. Kita vertus, nepatenkintas reabilita-
cijos ir kity reikiamy paslaugy poreikis gali buti
siejamas su vis dar besitgsianc¢iu pereinamuoju
epilepsijos kaip neurologinio, o ne psichikos su-
trikimo traktavimo laikotarpiu. Pagalba, kuri ESA
buvo teikiama prie$ keliolika mety, kai epilepsija
buvo priskiriama psichikos sutrikimy grupei, i§
esmes pasikeite, todél ESA tur¢jo biti pritaikytos
paslaugos, tinkancios neurologiniy sutrikimy tu-
rintiems asmenims.

Nepaisant to, kad epilepsija sukelia asme-
nims ir juy Seimoms psichologiniy ir socialiniy
problemy, socialinis darbuotojas, psichologas ir
psichoterapeutas | pagalbos Siems asmenims
teikimo sistema isitraukia labai retai, o gaunantys
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Siy specialisty paslaugas ESA dazniausiai yra jo-
mis nepatenkinti. Kadangi pagalbos sistema ESA
yra dar tik idéjy ir bandymy jas igyvendinti lyg-
menyje — vienas i§ tokiy bandymy yra Lietuvos
epilepsija serganciyjuy integracijos asociacijos
ESA integracijos modelis, — gali biiti, jog néra
visiskai aiSku, kokiais biidais socialiniai darbuoto-
jai ir psichologai turi isitraukti { pagalbos procesa,
o ir patys ESA, tikétina, nezino, i kokius specialis-
tus gali kreiptis pagalbos.

Tyrimas padéjo giliau pazvelgti { ESA ir
ESV Seimy problemas, sunkumus ir poreikius.
Gauti rezultatai rodo, kad ESA ir jy Seimy porei-
kiai vis dar néra konkreciai apibrézti ir struktiiruo-
ti. Tam reikalingi iSsamesni tyrimai §ioje srityje su
didesne tiriamyjy imtimi. Vienas i§ tyrima apsun-
kinusiy veiksniy buvo sunkus ESA prieinamumas,
del didelio negrizusiy ankety skaiCiaus sumazéjo
tiriamyjy imtis ir rezultaty reprezentatyvumas.

ISvados

1.  ESV dazniausiai lanko ugdymo istaiga. Vai-
kai, epilepsija susirge vyresni nei 7 mety,
reciau turi kity sutrikimy nei susirge budami
jaunesni. Pirmieji dazniau lanko bendrojo
lavinimo mokykla, o susirge jaunesniame
amziuje — specialiaja mokykla.

2. ESV auginanCios Seimos yra gana gerai
prisitaikiusios prie epilepsijos. Epilepsija
ESV Seimas veikia tik tam tikrose Seimos
gyvenimo srityse: leidziant Seimos laisva-
laiki, ESV santykiuose su draugais, taip pat
ESV motinoms derinant darba su ESV prie-
zitra. Santykiy Seimos viduje epilepsija
stipriai nepaveikia.

3.  Epilepsija silpnai veikia tévo (motinos part-
nerio) darbing veikla, bet stipriau — motinos
uzimtumg. Po ESV gimimo Seimoje daznai
pasikeicia motinos darbiné situacija — ji ne-
bedirba ir riipinasi ESV priezitira namuose.

4.  Suaugusieji ESA sunkiai jsitraukia | darbo
rinkg. Daugelis ESA néra uzimti, dazniau-
siai Sie asmenys nedirba de¢l sveikatos, ta-
¢iau daugiau nei pusé ju dirbti nenori. ESA
uzimtumas yra susijes su patiriamy priepuo-
liy daznumu ir i$silavinimo lygiu — aukstes-
njji ar aukstaji iSsilavinima turintys bei retai
priepuolius patiriantys asmenys buvo daz-
niau uzimti.

5. Amzius, kuriame asmuo susirgo epilepsija,
yra susijgs su jo Seimos statusu. Ankstes-
niame amziuje (iki 16 m.) prasidéjusi epi-
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10.

lepsija yra problemy asmeniniuose santy-
kiuose rizikos veiksnys: Sioje grup¢je ESA
dazniau biina vienisi, palyginti su tais, ku-
riems epilepsija prasidéjo po 16 m.
ESA dazniau nei ESV motinos nurodé jau-
Ciantys neigiama aplinkiniy poziiiri | ser-
ganciuosius epilepsija, o stigma stipriau nei
pati epilepsija gali paveikti ESA gyvenimo
kokybe. ESA grupéje statistiskai reikSmingo
skirtumo tarp stigmatizacijos jutimo ir epi-
lepsijos pradzios, priepuoliy daznumo, $iy
asmeny uzimtumo situacijos ar gyvenamo-
sios vietos nerasta. Tai rodo, kad stigma yra
juntama de¢l epilepsijos kaip tokios ir daz-
niausiai néra susijusi su neuroepilepsiniais
ar sociodemografiniais veiksniais. ESV mo-
tinos maziau nei ESA juto stigmg arba rea-
liai buvo maZziau stigmatizuojamos.

Galima isskirti tokius didziausius bendrus

(ESV ir jy Seimy bei ESA) poreikius: in-

formavimo, psichologinés pagalbos, reabili-

tacijos, savipagalbos grupiy poreikiai.
Kai kurie ESV Seimy ir ESA poreikiai
skyrési:

a)  ESV motinos nurodé¢ poreikius, kurie
dazniausiai buvo susij¢ su vaiko ug-
dymusi, mokykla ir vaiko prieziiira,
pvz., mokyklos aplinkos pritaikymo,
specialisty — socialiniy darbuotojy,
logopedy, masazuotojuy — pagalbos
poreikis;

b)  ESA poreikiai dazniau susij¢ su mai-
tinimo organizavimo paslaugomis ir
labdara.

Galima i$skirti du pagrindinius ESV motiny
ir ESA pagalbos Saltinius: Seima ir sveika-
tos specialistai. I$ kity pagalbos $altiniy (ne-
igaliyju organizacijy, socialinés riapybos
specialisty, savipagalbos grupiy, religiniy
organizacijy) motinos nurodé negaunancios
pagalbos arba jos sulaukiancios retai. Tai
rodo, kad formalios pagalbos teikimas yra
nepakankamas ir turi biiti tobulinamas.

ESA ir ESV Seimos negauna socialiniy dar-

buotoju bei psichologu pagalbos ir nurodo

Sios pagalbos poreiki. ESV motiny gaunama

i§ socialiniy darbuotojy pagalba (skirtingai

nuo ESA) dazniausiai netenkino. Tokie re-

zultatai rodo nepakankama ir nekokybiSka

Siy specialisty teikiama pagalba.

Finansinés paramos, geresnés ir kokybis-

kesnés specialisty pagalbos, informavimo

(tick ESA ir ESV Seimy, tiek visuomenés),
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ESV priezitros poreikius rodo tiriamyjy nu-
rodyti budai, galintys pagerinti ESA situaci-
ja: a) finansinés padéties gerinimas; b) di-
desné specialisty pagalba, geresnis sveika-
tos paslaugy prieinamumas; c) geresnis in-
formacijos prieinamumas ir sklaida; d) vi-
suomenés Svietimas apie epilepsija; e) spe-
cialiy istaigy ESV sukiirimas (pvz., specia-
lizuoti dienos centrai ESV); f) techninés pa-
galbos priemoneés; g) medikamenty priei-
namumas.
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The article seeks to elucidate the psychosocial life effects experienced by people who have epi-
lepsy and their families. It focuses on their special needs and their attitudes as to the satisfaction of
those needs. The findings showed that the families of children who have epilepsy were relatively well-
adapted to epilepsy, and the child’s condition affected only some areas of family life. These areas
were in family leisure, in the child’s relationships with friends, and in the harmonisation of the
mother’s employment with her child’s care. Adult participants experienced difficulties in the areas of
employment and interpersonal relation and they were aware of inherent stigma. There was a generally
specified need for information, psychological assistance, rehabilitation, and self-help groups.

Keywords: epilepsy, subjective quality of life, special needs, satisfaction of needs.

Introduction

Epilepsy is accounted for by a condition
of the brain which is characterised by an inclina-
tion to generate epileptic seizures (Schroder,
2011). Scambler (2010 a) stresses the condition of
epilepsy is diagnosed where there is a tendency
towards repeatedly generalised or (and) partial
seizures because one epileptic fit is not adequate
to indicate the condition as epilepsy. On the other
hand, epilepsy is not only a disorder of the central
nervous system (Bromfield, Cavazos, Sirven,
2006) or the brain (Global Campaign Against Epi-
lepsy ..., 2003). Epilepsy is a biological, psycho-
logical and social condition (Scambler, 2010 b).
In addition to health problems those who experi-
ence epilepsy encounter many social, psychologi-
cal and economic obstacles. Jambaque, Lassonde,
Dulac (2001) indicate that epilepsy affects almost
every area of personal life, such as personal de-
velopment, interpersonal relations, marriage,
friendship, family life, everyday activities, work,
school and recreation. Epilepsy is not only ac-
countable for the impairment of personal bodily
functions, it has a disruptive influence on personal
activities and participative capacity. For example,
adults who have suffered an onset of epileptic sei-
zures early in their lives face difficulties in the
area of employment (Svoboda, 2004; Baker, 2002;
Lee, 2005), while children encounter difficulties
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at school (Global Campaign Against Epilepsy ...,
2006; From Prejudice to Hope, 2001). The rest are
exposed to troubles in the area of personal rela-
tions (Baker, 2002). Environmental factors, such
as social attitudes or the effect produced by family
and friends also influences the functioning of
those who experience epilepsy. Stigma has a sig-
nificant effect on activities and participative ca-
pacity. It often encourages social isolation.
Although medical science delves thor-
oughly into the causes of epilepsy, improving the
procedures of diagnosing and adjusting classifica-
tions, the social life of the people and the quality
of their lives (QL) (except the health-related qual-
ity of life that is scrutinised by medicine) remains
insufficiently explored. Indeed, over the past dec-
ade a growing interest in epilepsy has been ob-
served in many other non-medical areas in
Lithuania, such as social health sciences, social
work, and sociology. Nevertheless, QL studies
have preserved their medical bias. Few Lithuanian
studies examine QL areas or relevant factors, such
as the psychological and social factors of epilepsy
or the special needs of those experiencing it.
Other research involving these factors to some
degree belongs generally to medicine. To the au-
thors’ best knowledge, in Lithuania the following
subjects have been explored: the experience of
families of children who experience epilepsy
(Butkevic¢iené, Gailiené, Endziniené, 2004), and
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the vitality for life of young people who experi-
ence (Butvilas et al., 2010; Butvilas, 2010). Seem-
ingly, these are the only studies investigating
thoroughly into factors related to the quality of
life of those who experience epilepsy. The present
article seeks to fill the knowledge gap that exists
in Lithuania about these needs and bring into fo-
cus the areas of life important to enable those who
experience epilepsy to enhance their ability to
function.

More specifically and definitely, the pre-
sent work purposes to determine the special
needs of people who experience epilepsy and ex-
plore their attitudes (views) to the satisfaction of
these needs.

Targets of the research:

1) To examine and systematize these needs and
the degree of their satisfaction;

2) To explore the sources of assistance received
by people who experience epilepsy;

3) To determine how they are able to appraise
the assistance received;

4) To inquire of the families’ of children and
people who experience epilepsy as to their
subjective awareness of other people’s reac-
tion to epilepsy and to people who experience
epilepsy;

5) To compare the specific characteristics of
needs exhibited by the families of children
and people who experience epilepsy.

Research methodology

Participants and research conditions.
Epilepsy is a disorder distributed among various
age groups. Participants of this research are di-
vided into two age groups: 71 children (referred to
in the text as CSE) and 115 adults (referred to in
the text as PSE). In some cases the abbreviation
PSE will be used to refer generally to people suf-
fering from epilepsy — both adults and children.
The sense will be clear from the context. Mothers
filled in questionnaires on CSE needs. Responses
cover a wide range of CSE in terms of age: from 6
months to 17 years; mean age of the group is 10
years. PSE age ranged from 18 to 79 years (mean
age of the group is 44.5 years). Group ratio in
terms of gender was almost equal (see Table 1).
The greater portion of participants stated that they
lived in a city (63 %), 17 % — in the country, the
rest lived in a district centre or in a small town.

In total, data on 186 PSE whose age
ranged from 0.5 to 79 years (mean -
31.36 +20.46) and who lived in various places
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(both town and non-town residents) was gathered.
Co-operation with the Lithuanian Association of
People Suffering from Epilepsy (LESIA) facili-
tated the research of adult PSE.

Research instruments. Research was
carried out by means of a questionnaire survey:
people who experience epilepsy and CSE mothers
were surveyed.

Questionnaire form administered to
CSE mothers. Data on CSE and family needs
was elicited by surveying the mothers of these
children. The questionnaire is composed of three
question units. The first one (54 questions) was
designed to elucidate the socio-demographic and
health situation of CSE (socio-demographic,
health and education data concerning the child).

The scale purposes to find out the major
sources of assistance for CSE care.

The second question unit (27 questions)
was designed to make clear the socioeconomic
situation of the mother and entire family, and the
effect of the presence of CSE in the family: mari-
tal status of the mother, her and her partner’s edu-
cation level, employment, whether the child’s im-
pairment produced any influence (what type of
influence) on the mother’s employment situation,
on the harmonisation of her work and CSE care,
the effect produced by CSE on the nuclear family
(parents, brothers, sisters) life — leisure, social
activities, personal relations, mothers’ attitude and
the perceived reaction of surrounding people to
CSE.

The third question unit (53 questions)
seeks to identify the problems and needs of CSE
and their families. Scale-type questions were
formed drawing upon special assistance measures
for the satisfaction of needs specified in Socialiniy
paslaugy katalogas (Catalogue of Social Services)
(2006) and the Law in the Integration of Disabled
People (No IX-2228, 2004; No 1-2044, 2011).
Mothers were asked if they received any profes-
sional assistance (from physicians, psychologists,
social workers, and psychotherapists), if they were
satisfied with the assistance. Also, they were
asked about local associations of people experi-
encing epilepsy. A small portion of third unit
open-end questions was designed to elucidate ma-
jor problems and difficulties faced by families as
well as with the identification of necessary ser-
vices and assistance.

Questionnaire administered to adult
PSE. Composed on a similar principle as the pre-
vious one, this questionnaire form consists of two
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question units. The first one (58 questions) seeks
to gather personal socio-demographic and health
data, such as gender, age, education level, health
condition, rehabilitation treatment, psychological
assistance, information about epilepsy, appraisal
of its effect on cognitive and other functions, dif-
ficulties faced in the area of social relations and
activities (family relations, relations with friends,
leisure, social activities, etc.), appraisal of other
people’s attitude to PSE and assistance received.

The second unit (55 questions) is designed
to find out the problems and needs emerging in
connection with the condition: what needs are sat-
isfied, what professional assistance (doctors, psy-
chologists, social workers, psychotherapists) is
received, what type of relations with local PSE
associations is maintained. Open-ended questions
were asked concerning major problems and diffi-
culties encountered by PSE, wishes and sugges-
tions which in the respondents’ opinion, may im-
prove the situation of people experiencing epi-
lepsy; additionally participants were asked to list
the services they needed or desired and other
types of unspecified assistance in the closed ques-
tions of the questionnaire.

Data processing. The statistical comput-
erised program SPSS 12.0 was applied for the
processing of data. The program package was
used for the computation of descriptive statistics.
The means and the frequency of replies was calcu-
lated; for the determination of relations with vari-
ables Student and y* criteria were computed.

Findings

Health variables. As is indicated by the
findings, on the average, children suffered their
first seizure approximately at the age of four years
(£4.23). The range of age at which the children
had their first epileptic seizure is wide — fluctuat-
ing between the child’s birth, several months of
age to 17 years. Usually, the first seizure occurred
when the child was under one year (22 %). A sub-
stantial portion of the children had suffered the
onset of epilepsy by the age of five years
(52.3 %). A greater number of the children had
not had any seizure over the past six months
(31 %). However, 21.4 % of children suffered one
or more seizure per day.

The mothers of children who experienced
epilepsy stated that a large number of the children
suffered from other disorders (about 61 %; see
Table 1); 27 children suffered only from epilepsy.
Among the children suffering from other disorders
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besides epilepsy (the greater portion of children
suffered from several disorders) almost 70 % had
motor impairment, about 40 % — mental impair-
ment, and about 30 % — sensory impairment (usu-
ally, impaired vision). Statistically significant dif-
ference (p = 0.02) was found between the children
having / not-having impairment and the age at
which the first epileptic seizure occurred. The
sooner the onset of epilepsy (by 7 years), the
greater is the frequency of other disorders (39
children had other disorders, 5 children did not). If
the onset of epilepsy occurred later (at the age of 7
or later), the number of children with disorders
was smaller: 15 children had disorders, 12 chil-
dren did not).

40 children (60 %) were appraised as hav-
ing some level of disability. Almost half of par-
ticipants had their disability level specified as se-
vere, about 30 % — as moderate or mild. However,
more than 20 % did not have their disability level
determined at all.

An analysis of the literature shows that in
many cases people who experience epilepsy use
medication to control epileptic seizures. In the
present research the larger number of children
(94 %) was prescribed medication. This accounted
for a reduction in the number of seizures in 56
children. However, medication failed to help 11
children: the number of seizures was not reduced.
Although the larger number of children experienc-
ing epilepsy receive medication, the situation with
rehabilitative treatment is different: 51 children
(72 %) fail to receive this type of treatment.
Among the children who did not receive any re-
habilitative treatment 70 % wished this treatment
could be prescribed. The data of this research may
be related to the data from the study by Dua et al.
(2006). Participants of that study also indicated
the need for rehabilitative assistance.

Only 23 % of the mothers of children who
experience epilepsy were self-help group mem-
bers. Out of 77 % of non-members more than
60 % stated that they wished to participate. The
largest portion of mothers wishing to get involved
in the work of self-help groups belonged to local
societies of people suffering from epilepsy (about
70 %).

The age at which adults experienced their
first epilepsy seizure is extremely wide, ranging
from the date of their birth to 71 years (mean —
21.9 years). 39.1 % of participants stated that they
suffered their first seizure in childhood or adoles-
cence (younger than 16 years inclusive). 56.4 %
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of participants — in the interval between 17 and 60
years. 4.5 % of participants — when they were
over 60. Literature (MOSES, 2006; From Preju-
dice to Hope, 2001) shows that the largest number
of people experiencing epilepsy is observed in the
age group under 20. To a certain degree this is
reflected in the findings of this study: more than a
half (54.7 %) of participants had their first seizure
when they were younger than 20 (inclusive). In-
terestingly, as many as 10 (8.7 %) participants had
their first seizure at 20. The larger number of
adults (32.2 %) stated that they had not suffered
any seizures over the past 6 months; a similar rate
of respondents (29.6 %) indicated that they suf-
fered one or several seizures per month. 40 % of
adults stated that they had other disorders in addi-
tion to epilepsy. These usually included the disor-
ders of vegetative or somatic functions (heart, cir-
culation, joint diseases) — 56.5 %. A significant
proportion of participants (almost 22 %) suffered
from mental disorders. Sensory disorders (15.2 %)
and pain (13 %) is characteristic of epilepsy. In

the opinion of adults who experience epilepsy, it
mostly accounts for impaired memory (almost
82 %), attention (78 %), thinking (76 %), and
emotions (73 %).

Almost all participants (97.4 %) stated
that they received medication. However, medica-
tion failed to relieve seizures in 22 % of them.
Only about 10 % of respondents received rehabili-
tative treatment, although 67 % of non-receivers
wished to. A small portion of respondents partici-
pated in the work of self-help groups (15.7 %).
52 % of non-participants wished to make use of
this type of assistance. Almost all self-help group
participants (93.3 %) were local PSE society
members.

75 (about 66 %) participants of this study
had their employability level officially deter-
mined. Among them, persons with 30-55 % em-
ployability level prevailed (61.3 %); the highest
employability level (60—100 %) was given to the
smallest rate of participants (12 %).

Table 1
PSE and CSE basic socio-demographic and health data
Variables Absolute number %
Women 60 52
Men 55 48
Gender
Boys 32 45
Girls 39 55
City 116 63
Place of residence Village 32 17
District centre 21 11
Small town 17 9
Has other disorders Adults 46 40
Children 44 62
Disability / employability level
Not determined 39 34
- 0
Adults Yes (0-25 %) 21 18
Yes (3055 %) 46 40
Yes (60-100 %) 9 8
Not determined 13 24.3
Children Severe 26 48,6
Moderate 17.1
Mild 10
Medication
Adults 112 97.4
The number of seizures was reduced 25 22
Children 67 94 .4
The number of seizures was reduced 56 78.9
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Employment. The present research
sought to analyse the employment status of adults
who experience epilepsy in order to see how and
what clinical and social factors are related to their
employment. It was found that a large proportion
of adult who experience epilepsy was not in-
volved in either the labour market or the system of
education.

Among the participants (adults) only 19 %
indicated that they were employed; out of them
more than half (54 %) worked in the sphere of
service provision, the rest were workers or busi-
ness owners. 65 persons (almost 57 %) indicated
that they did not work because of their poor
health, 7 participants stated that they could not
find work. The rest indicated that they studied
(7%) or that they were old-age pensioners
(7.8 %). The employment status of men and
women is given in Fig.1.
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40
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28,3
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0

Working /
studying

Unemployed

Fig. 1. PSE employment in %

A statistically significant difference be-
tween the education and employment of adults
was found (p =0.034); people with a higher or
college-type education were usually employed.
The highest rate of unemployed people was ob-
served among participants with a secondary or
lower level education. The analysis of data in
terms of gender clearly shows that the general
tendency has been determined by the ratio of
women’s education to employment. Although the
general employment situation among men and
women is very similar, there are twice as many
working people among women. Working women
usually have a higher (35.7 %) university or col-
lege-type (50 %) education. About 65.5 % of all
employed men had secondary education.
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Lee (2005) indicated that one of the fac-
tors accountable for the low level of employment
is the frequency of seizures. The analysis of our
findings revealed a statistically significant differ-
ence between employment and the frequency of
seizures (p =0.000): people who suffered a
smaller number of seizures were more frequently
employed. Most often employed were the women
who have not had any seizure over the past six
months (55 %). Interestingly, the men who have
not had any seizure over the past six months were
less inclined to work: out of them only 30 % were
employed. The age at which the first seizure oc-
curred is not related to the person’s employment
status: among participants with a history of epi-
lepsy starting before 16, at 16 or later the rate of
unemployment was the greatest (60 % respec-
tively). Among the employed participants belong-
ing to the above groups we also did not find any
difference (about 30 % of participants were em-
ployed).

Adults are not only underemployed, they
do not show any wish to work: only 34 people
expressed their desire to work, the rest (57 %)
stated that they did not want to work.

Perceived attitudes to epilepsy and
PSE. One of the goals of this study was to explore
the reaction of surrounding people to epilepsy and
to those who experience epilepsy from the point
of view of the adults, the children and their fami-
lies. Having analysed the childrens’ mothers’ re-
sponses about stigma, we did not notice any sug-
gestion that the mothers suffered huge stigma.

Baker et al. (1999) states that stigma is
accounted for, among other factors, by the age at
which the seizures started and the frequency of
seizures, etc. In our study we did not find any sta-
tistically significant difference between the fre-
quency of seizures and the stigma-measuring
statements. Generally, the mothers thought that all
statements connected with stigma applied to them
to a medium degree.

The mothers whose children suffered their
first seizure when they were older than 7, gener-
ally thought that other people were often or al-
ways afraid of PSE. The difference is statistically
significant (p =0.04). This finding may be ac-
counted for by several factors: firstly, it is likely
that the longer the duration of the child’s condi-
tion, the easier is the parents’ adaptation, making
them immune to stigma. Secondly, an early onset
of epilepsy is more often connected with other
disorders (p = 0.002), so it is likely that the moth-
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ers have a chance to experience similar situations
more often. These may be the reasons why the
mothers of younger children indicate that other
people are less afraid of adults who experience
epilepsy.

The mothers who stated that their child
did not need a distinctive mark (for example a
helmet or something to distinguish them as some-
one who has epileptic seizures) were more often
inclined to think that other people were often or
always afraid of adults who experienced epilepsy
(22 mothers, 56 %). The mothers who stated that
their child needed a distinctive mark were more
often inclined to think that other people were
sometimes afraid of those who had epilepsy or
that the level of fear was medium (17 mothers,
68 %). Such a view may be related to the stigma-
tization through fear; possibly, the mothers think-
ing that a distinctive mark may strengthen the
stigmatization of their children.

Adults who experienced epilipsy usually
appraised statements concerning the stigma of
epilepsy as plausible. Very rarely they stated that
the statements of the scale were unreasonable.
They thought that some people did not wish to
communicate with an someone who had epilepsy
(equal portion of participants marked the options

“sometimes, true on the average”, “often, always

true” — 45.5 % respectively). A greater number of
adults with epilepsy stated that they did not need
either a helmet (for the protection against injury
during the seizure) or a distinctive mark (for the
distinguishing an epileptic on the street) (75.7 %
and 65.2 %). The adults who stated that they did
not need a helmet were more often inclined to
think that other people felt awkward when finding
themselves next to someone who experiences epi-
lepsy. A statistically significant difference was
found between the two statements (p=0.02).
They also indicated more often that other people
regarded those who had epilepsy as inferior be-
ings (statistically significant difference p =0.03)
and that they were afraid of epileptics (p = 0.03).
Such findings show that adults who have epilepsy
feel the stigma of epilepsy attached to them.

Adults were asked whether the surround-
ing people (friends, colleagues at work) knew
about their condition. The larger number of par-
ticipants (76 persons) stated that only their closest
friends knew about their condition (Fig. 2). We
did not find a statistically significant difference
between the stigma-measuring statements and the
determination to let the diagnosis be known to the
surrounding people.

Not a single person
knows ; 11,4

My closest friends
know; 66,7

Other; 8,8

Those with whom

my communication

is most limited do
not know; 20,2

My colleagues at
work know; 7,9

Fig. 2. Adults who experience epilepsy — distribution by responses to the question whether other people
know about their epilepsy

The larger number of respondents thought
that important persons, having learned about their
condition, would stop communicating with them
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(35 %). A significant portion of respondents indi-
cated that people, having learned about their diag-
nosis, would not pay any attention to it (31 %).
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The adults who thought that other people regarded
epileptics as inferior beings were more often in-
clined to choose the option: “would stop commu-
nicating”. A statistically significant difference was
found between these statements (p =0.01). It is
possible to conclude that the adults feel a stigma
attached to them. However, the feeling of stigma
is not related to the frequency of seizures, the time
of their onset, the employment status or the place
of residence.

Special needs and the level of their sat-
isfaction. One of our targets was to identify the
needs of adults who experienced epilepsy and to
find out how they were satisfied. The mothers of
children who experienced epilepsy usually indi-
cated that they did not receive any assistance. The
only assistance, which these mothers indicated
that they received, was “information about epi-
lepsy and its treatment” (85 % of respondents
stated that they received this particular assis-
tance). However, a large number (37 %) of moth-
ers receiving this assistance was not satisfied with
it. The mothers also indicated that they often re-
ceived the following service: “mediation for the
purpose of solving health problems” (56 %). 80 %
of respondents stated that they were satisfied with
this service.

Although the rate of non-receivers ex-
ceeded dramatically that of the receivers of some
type of assistance, the following services may be
distinguished among the ones indicated by the
mothers who received and took advantage of ser-
vices: “assistance in looking for and keeping a
job”, “development of working skills”, “institu-
tional short-term care”, “bathing services”. Re-
spondents stated that they were definitely satisfied
with the above-named services. 8 mothers (11 %)
stated that they received the so-called “self-help
group” service. However only a half of them indi-
cated that this type of assistance satisfied them.

Adults usually stated that they did not re-
ceive any assistance. Information was the only
type of help which they specified as the most fre-
quent assistance received by them. Information
about epilepsy and relevant treatment was re-
ceived by 57.4 % of participants; information on
organisations providing assistance to adults was
received by 45.2 %. About one third of partici-
pants receiving information about epilepsy and
relevant treatment were not satisfied with these
services.

In terms of taking advantage of consulta-
tion services, a statistically significant difference
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was found between adults residing in the city and
those residing in the country. The rate of city
dwellers amounted to 20.6 % of the total number
of service receivers consulted, while those living
in the country to — to 6.4 % (p = 0.04).

A statistically significant difference was
also found between those taking advantage of
some type of assistance and the frequency of sei-
zures: persons who had not experienced a single
seizure or had experienced 1-5 seizures over the 6
months, took advantage of psychological assis-
tance in the area of coping with emotional prob-
lems compared to persons who had experienced
more than 5 seizures over the 6 months (p = 0.02).
In contrast, persons who had experienced more
than 5 seizures over the 6 months took advantage
of a leisure time accompanying service more often
(p=0.01).

Need for services. Mothers of children
who experienced epilepsy usually indicated the
need for information and consultation (“informa-
tion about epilepsy and relevant treatment”
(80 %), “about organisations providing service to
epileptics” (56 %), “legal information connected
with epilepsy” (58 %), “provision of consulta-
tions” (64 %)). While “information about epilepsy
and relevant treatment” was stated as the assis-
tance most often received, about 80 % of non-
receivers indicated that this type of assistance was
desirable. Mothers generally stated that they did
not know where they should apply for the assis-
tance they needed.

Adults usually indicated the need for psy-
chological assistance, information and catering.
As the most urgent one they listed information
about epilepsy and relevant treatment (43.8 %),
psychological assistance in coping with emotional
problems (37.4%), and memory training
(37.4 %). Psychological assistance in the area of
interpersonal relations (30.6 %), training for the
effective solution of problems (34.8 %), and train-
ing in concentration skills(31.5 %) was also men-
tioned as desirable. More than 33 % of partici-
pants indicated the organisation of catering and
charity as important needs. A larger number of
adults did not know where they should apply for
the services they needed. Means of technical as-
sistance and special services were indicated as the
least desired ones by adults who experienced epi-
lepsy.

Information about epilepsy is necessary
not only to adults but also to their family members
whose knowledge about this condition is insuffi-
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cient. In the opinion of more than half of partici-
pants (64.4 %), their family members did not have
enough information about this condition. The lar-
ger number of respondents (61 %) also thought
that their knowledge about epilepsy and its effect
upon life was insufficient. People who received
information about epilepsy and a relevant treat-
ment service mostly stated that their knowledge
about epilepsy was sufficient or definitely suffi-
cient. A statistically significant difference was
found between these statements (p = 0.000). The
need for information exhibited by childrens moth-
ers and by adults who experienced epilepsy is cor-
roborated by the data provided by literature
(Couldridge, Kendall, March 2011; Prinjha et al.,
2005; Smithson, Hukins, 2006; Wallace, Solo-
mon, 1999; Long et al., 2000).

Adjustment of the environment. In de-
termining the level and degree of personal func-
tioning, environment is defined as one of the main
components. (Tarptautiné funkcionavimo ...,
2004). Adjustment of the environment is espe-
cially important to children. Since a child’s par-
ticipation in education is one of his/her most im-
portant activities and needs, we analysed not only
the domestic environment of each child but also
their school environment and the extent to which
they made adjustments, or recognised the need for
adjustment, for the child.

80 % of participants indicated that the
school had not made appropriate adjustments to
accommodate the child. Mostly, mothers desired
safety at school — they stated the need for the ad-
justment of both the physical environment (e. g.
“that the child be protected against injury”, “that
classrooms have a couch installed for the child to
lie down after a seizure”, “that the classes have a
smaller number of pupils”) and the provision of
professional supervision (e.g. “teacher’s assis-
tant”, “the number of responsible workers ought
to be increased”, “medical supervision”, “medical
nurse at school”). The situation at home is a little
different — although more than half of mothers
stressed that their home environment was not ad-
justed, the greater number of respondents stated
that their child was safe at home (“soft furniture”,
“carpets”, “soft floor”, “the child is looked after
by other members of the family”); the lack of
space is the only big problem at home.

Transportation services. Only 11 %
(N=28) of all the children’s group participants
used special means of transportation — these chil-
dren were mainly school attenders. 37 % of re-
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spondents stated the need for special transporta-
tion — this rate exceeds the one representing the
mothers of children attending some educational
institution who have indicated such a need. This
may be connected with the following circum-
stance: special transportation is needed not only
for the children’s delivery to school and back but
also for other purposes, e.g. in visiting the doctor.

Financial support. Usually, the chil-
dren’s mothers indicated that they were paid dis-
ability benefits (63 % of respondents), however a
large number of them (32 %) stated that they did
not receive any benefit. What is more, mothers
commonly indicated that they did not have any
privileges (72 %) or that they did not receive any
compensation (85 %). The ones who did receive
compensation or enjoyed privileges specified that
this was usually for medication or a transporta-
tion privilege.

Disability benefits are usually received by
mothers who do not work because they looked
after a child suffering from epilepsy (53 %) or
because their child was severely disabled (64 %).

A larger number of adults (79.8 %) stated
that they did not receive any benefits, except their
pension. 41.8 % of adults were paid compensa-
tion; a smaller number (37.4) enjoyed some type
of privilege. Among the most usually specified
types of compensation or privilege were for medi-
cation and public transport privileges.

Appraisal of professional assistance.
Participants were asked to appraise assistance
provided to them by professionals (physicians,
psychologists, psychotherapists, and social work-
ers). The children’s mothers were mostly satisfied
with the assistance provided by physicians
(among 71 mothers only 9 stated that they were
not satisfied). Although epilepsy is defined as a
condition causing psychosocial problems both to
the children themselves and their families, more
than half of the participants did not receive any
help from a psychologist (42 mothers), psycho-
therapist (46 mothers) or social worker (38 moth-
ers). Those mothers who received such assistance
were usually satisfied with it.

Adults stated that they received assistance
usually from doctors (89.6 %); a small portion of
participants received help from psychotherapists
or social workers (27.8 % and 28.7 %). Adults
generally stated that they were “satisfied” / “really
satisfied” with the assistance granted by physi-
cians, psychologists or social workers. They were
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less satisfied with the assistance offered by psy-
chotherapists.

The findings of Plancittée and Dam-
brauskaité (2004) showed that social workers
were almost uninvolved in the social integration
of those who experienced epilepsy. The findings
of our research also corroborate this fact. Only
about one third of adults received services pro-
vided by a social worker. Although about one half
of children’s families took advantage of social
worker’s services, usually, they were not satisfied
with them. This shows that social worker’s assis-
tance provided to adults is not only insufficient
but also of low quality, and unable to satisfy the
needs of the adult who experiences epilepsy and
his/her family.

Sources of assistance. One of the goals of
this study was to examine the sources of assis-
tance received by adults and their families. Chil-
dren’s mothers and adults who experience epi-
lepsy indicated that they usually received assis-
tance from non-formal sources, which means that
family members, and sometimes friends helped
them usually. Another usual source was health
professionals. It must be stressed that adults usu-
ally stated that they did not expect any formal as-
sistance: either from social welfare professionals
or from the organisations of disabled people; reli-
gious organisations, self-help groups or other per-
sons suffering from epilepsy usually failed to of-
fer any assistance.

Social environment. Usually, children
lived in a family with two children (about 50 % of
participants), more often they were firstborns —
59.2 % (this rate was influenced by the circum-
stance that 17 families had only one child). The
larger number of the children’s mothers (mean
age of mothers was 36.48 ranging from 24 to 51
years) indicated that they lived in a city (67 %),
the rest of them — in a district centre (14 %), a
small town or in the country. Generally, the chil-
dren grow up in a complete family — mothers usu-
ally stated that they were married (57 mothers),
only 9 mothers were divorced.

The level of the mothers’ education is
rather high: 69 % of mothers indicated that they
had a higher or college-type education. 28 % of
mothers had secondary education.

The difference between the employed and
unemployed amongst the children’s mothers is not
large: about 45 % of mothers stated that they were
unemployed, and about 44 % — that they were
employed. Mothers usually do not work because
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they take care of the child who has epilepsy (43 %
of the total number of respondents). The findings
of Rosenzweig et al. (2002) showed that parents
with a disabled child encounter difficulties in the
area of employment when trying to harmonise
their work with the child’s care. The findings of
this study are similar — upon the birth of the child
who experiences epilepsy the employment situa-
tion of 57 % of participants changed (mothers
stated that they had stopped working since that
moment). It is likely that the birth of a child suf-
fering from epilepsy does not affect the father’s
situation in the labour market — almost all fathers
were employed. With the help of y* criterion a
statistically significant difference was found be-
tween the frequency of seizures and the difficul-
ties experienced when harmonising work with the
care for the child experiencing epilepsy
(p =0.017). Mothers whose children had not had a
single seizure over the past six months indicated
more often that they did not face any difficulties
in this area, however the mothers whose children
had had more than 5 seizures over the past six
months indicated more often that they faced large
and very large difficulties in harmonising their
work with the care provided to their child. Partici-
pants stated more often that the child’s condition
did not bring any difficulties in the area of social
activities (38 % of participants) however one third
of participants experienced large and very large
difficulties in the area of family leisure. Concern-
ing interpersonal relations in the family, mothers
stated that generally there were no difficulties or
that there were minor difficulties in their child’s
relationships with his/her mother, father and sib-
lings, and in the mother’s relations with her part-
ner or other children’s relations with their friends.
Although epilepsy affects interpersonal relations
within the family only slightly, major difficulties
emerge in the child’s relations with friends and
peers (this was indicated by one third of partici-
pants).

A larger number of adult participants live
in a city (68 persons), and a significant portion of
them in the country (24 persons), the rest stated
that they lived in a district centre (11 persons) or
in a small town (12 persons). A larger part of par-
ticipants lived with their families (46.1 %) and
with their parents (29.6 %). Those who suffered
their first seizure younger than 16 lived with their
parents more often; the difference is statistically
significant (p = 0.04).
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Among single (unmarried, divorced or
widowed) adults who experienced epilepsy,
52.7% were males and 50 % were females;
47.3 % of males and 50 % of females lived in
couples. Research carried out by Jalava, Sillanppa
(1997) shows that an early onset of epilepsy re-
duces the chances of adults to find a partner and
marry. Out of our 49 participants whose first sei-
zure occurred when they were under 16, 31 were
not married, 14 — married and 3 — divorced. In
contrast, in the group in which the onset of epi-
lepsy ranged between 17 and 80 years, the number
of people living in couples was twice as big as the
number of singles. In this group the number of
divorced participants (15.2 %) was also greater. It
is not clear whether the greater number of di-
vorced people in this group is related to the mani-
festation of epilepsy in married life: the question-
naire did not provide any questions about the date
and causes of divorce.

Females suffering from epilepsy mostly
had secondary or college-type education (30 %
and 25 % respectively). The rate of males with
secondary education also amounts to about 30 %.
However, a big portion of males have incomplete
basic (25.5 %) and basic (18.2) education.

The rate of males who experienced the
onset of epilepsy before 16 amounts to 45.5 %,
while the rate of such females is 40 %. Males be-
longing to this group usually have incomplete ba-
sic (18.2%), secondary (10.9 %) and basic

(9.1 %) education. Males who suffered the onset
of epilepsy after 16 usually had secondary educa-
tion (18.2 %). Females with the onset of epilepsy
before 16 usually have secondary (13.3 %) or spe-
cial (10 %) education. The larger number of fe-
males (23.3 %) with the onset of epilepsy after 16
had college-type education.

Adult who experience epilepsy indicated
that their interaction with the family members
who were close to them was least complicated:
almost 37 % of respondents chose the option “no
difficulties”. However the larger number of par-
ticipants stated that in other areas (relations with
friends, leisure, social activities) they faced large
and very large difficulties. The most problematic
areas included “ability to get a paid job” or “plan-
ning of one’s future”.

Field of problems. The biggest problems
identified by mothers included that of the safety
and care of their child (see Table 2), relations and
interaction with the child, physiological and psy-
chological conditions of the child. Families with
of children who experience epilspsy encounter
quite a lot of problems connected with medication
and the application of medicines, also there are
problems with family leisure. Families generally
specified the need for professionals other than
health care specialists, such as psychologists, so-
cial workers, social pedagogues, psychotherapists
Oor nurses.

Table 2
Problems and needs specified by families with a child who experiences epilepsy (CSE)
(responses in %)

Major problems, difficulties and needs Boys Girls In total
Relations and interaction with child (CSE) 19 433 333
CSE psychological characteristics 23,8 20 21,6
Medication and application of medicines 19 233 21,6
Family leisure 19 20 19,6
CSE safety and care 52,4 533 52,9
Attitudes of the surrounding people 4.8 10 7,3
CSE physiological conditions 28,6 233 25,5
Material problems 9,5 13,3 11,8
Family’s need for psychological assistance 23,8 6,7 13,7
Need for other (non-medical) professional assistance 14,3 3,3 7,8
Other 38,1 333 353

Girls’ compared to boy’s mothers, speci-
fied more frequently such problems as the interac-
tion with the child, application of medication, atti-
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tude of the surrounding people, child care. Boy’s
mothers more often stated that they encountered
problems due to the child’s physiological condi-
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tion; they also more often needed professional
assistance (from both psychologists and other pro-
fessionals).

Literature indicates that a number of prob-
lems arise due to the insufficiently available and
low-quality medical services (this was corrobo-
rated by the findings of this study). Mothers were
asked how to the existing situation could be im-
proved so that medical assistance could answer
their needs better. The highest rate of mothers (67
responses) thought that the quality of medical as-
sistance would improve if neurologists were
available at any time; a slightly lower rate of
mothers stated that parents ought to be involved in
the decision making procedure concerning the
treatment of their child’s epilepsy (42 %); a sub-
stantial rate of mothers indicated that better com-
munication among professionals could improve
the quality of medical assistance (29 responses).

Generally, mothers specified that they
needed more intense professional assistance and
specialised institutions providing services to the
families of children who experience epilepsy. In
their opinion, child care services are the most

needed ones, especially during the holidays or
when travelling. Although the present research
showed that such families did not feel stigma at-
tached to them too much, one of the suggestions
given by mothers for the purpose of improving the
situation of children with epilepsy was some edu-
cation of the general population in the area of epi-
lepsy.

A substantial proportion of mothers stated
that the situation could be improved by means of
more generous financial assistance (larger benefits
were usually specified), better access to medica-
tion (i. e. wider range of medicines, cheaper or
compensatory medicines), technical aids (speci-
fied by mothers with children suffering from other
disorders apart from epilepsy; this group of re-
spondents also indicated the need for more intense
professional assistance). The greatest problems
(see Table 3) identified by adults included every-
day life, financial, and material difficulties, psy-
chological problems, health care services and their
quality. A substantial portion of participants
specified the need for employment and paid work.

Table 3
Problems and needs specified by adults who experience epilepsy (PSE)
Major problems, difficulties and needs Males Females In total
Interaction and relations 16.7 3.8 10.0
Cognitive functions 4.2 11.5 8.0
Psychological condition, fears 29.2 34.6 32.0
Material and financial problems 333 26.9 30.0
Need for employment and work 20.8 19.2 20.0
Need for health care services and their quality 25.0 38.5 32.0
Assistance at home = 11.5 6.0
Everyday life problems 50.0 38.5 44.0
Other 16.7 6.9 22.0

In addition to the services provided in the
questionnaire participants specified their need for
a wider range of high-quality health care services
(16 respondents), work (5 respondents) and do-
mestic help (5 respondents). In the opinion of
adults their situation would improve with the fo-
cused distribution of information about epilepsy
and financial situation.

Discussion

The findings showed that the functioning
of people who experienced epilepsy (children,
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their families and adult persons) was determined
by the interaction between the effects of epilepsy
and social factors (De Souza, Salgado, 2005).
Adults encountered numerous psycho-
logical problems. Mothers of children who ex-
perience epilepsy identified psychological prob-
lems including both cognitive (e. g. bad memory,
attention) and emotional problems (fear of sei-
zures, anxiety, complexes concerning the condi-
tion, frequent mood fluctuations). Although moth-
ers stated that the child’s psychological character-
istics accounted for a number of problems, they
did not express any urgent need for psychological
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or psychotherapist services. Adults also encoun-
tered problems relating to their general psycho-
logical condition or cognition. Since the greater
number of adults used medication against epi-
lepsy, impaired cognitive functions or psychologi-
cal problems may be connected with the side ef-
fects produced by medicines. Literature (Rey-
nolds, 2002; Olsson, Campenhausen, 1993) speci-
fies fear as one of the greatest psychological
problems. Our findings show that adults are afraid
to experience seizures in public or get injured dur-
ing the seizure. Children’s mothers, however, did
not stress this problem very much. Mothers gener-
ally stressed psychological problems related to
development, education and care (they stated that
the child was obstinate, nervous, difficult to con-
trol, etc.) — evidently, these problems, compared
to the fear experienced by the child, seemed to be
more urgent to the mothers. How children who
experience epilepsy feel themselves remains un-
clear. However, it is not easy to measure the feel-
ings due to their young age and also to the fact
that a greater number of the children also experi-
ence other disorders besides epilepsy.

An analysis of literature about children
with epilepsy and their families reveals that it af-
fects the functioning of entire family; it is stated
that the child brings a lot of stress to parents, and
that parents’ reactions to the child’s condition af-
fect the child’s adaptation to epilepsy. Our find-
ings did not demonstrate any large effect pro-
duced by the child on his/her family, however,
problems emerged in definite areas of their fam-
ily, e. g. the child’s interaction with friends.
Family and peers affect a child’s socialisation and
self-awareness. Problem-ridden relations with
peers may affect the child’s psychological condi-
tion (the child may feel rejected, this in turn may
invite social isolation) and adaptation to epilepsy.
It is not clear what variables make a child’s inter-
action with peers problematic: epilepsy per se, or
the manifestation of a seizure, or the child’s char-
acter, or other factors? This issue ought to be stud-
ied more thoroughly.

When giving their responses to open- and
closed questions adults who experience epilipsy
generally specified impaired emotional condi-
tion and difficulties in personal relations as their
psychological problems. About 60 % of partici-
pants encountered larger or smaller problems in
the area of interpersonal relations. Adults may
face problems not only in the interaction with
their family members but also with their col-

56

leagues at work (employed adult), neighbours, etc.
Literature (Baker, 2002; Schachter, 2004) states
that such adults face problems in the area of per-
sonal relations, in establishing and keeping inti-
mate relationships. The findings of this research
showed that such adults were usually unmarried
which is related to the age at which they experi-
enced the onset of epilepsy. Persons with a later
onset more often lived in couples; in this group
the rate of divorced persons was also higher. Re-
sponses about the greatest difficulties point to the
problem of care given to adults who experience
epilepsy. Two participants may serve as a good
illustration of the adult’s family situation. The
first participant, having stressed that his wife took
care of him, stated that she faced many problems
connected with the provision of care to him, her
epileptic husband, and that there was nobody else
able to act as her substitute. The second respon-
dent said that his mother who looked after him
also did not have any spare time and that there
was nobody else able to take care of him. The lar-
ger number of such adults stressed the need for
professional assistance (health care or other). Evi-
dently, other families within which adults are
looked after by partners (husband or wife) or par-
ents, encounter similar problems. A significant
proportion of participants stated that they lived
with their parents (30 %). It is likely that in future
such adults may lose the care provided to them by
their partners (divorce, death, etc.) or parents (due
to the carer’s failing health, ageing or death). In
such a case persons unable to take care of them-
selves may need institutional long-term care ser-
vices. So, institutions providing such services
ought to take this possibility into account and ad-
just their assistance to the needs of clients with
this specific disorder.

Families of children, compared with
adults, feel the stigma of epilepsy less acutely.
This may be connected with the way in which the
child understands his/her disorder. Nordli (2001)
argued that children were generally unaware of
the stigma, did not feel its effect and did not at-
tach too much importance to the seizures. The fact
that mothers stated a lower level of stigmatisation
may be connected with the reaction of surround-
ing people towards epilepsy and with the attitude
of parents. On the one hand, a lower level of stig-
matisation stated by mothers may be related to
their own attitude to the child’s disorder. Parents’
attitude, judging from our findings, is connected
with the onset of epilepsy: Mothers whose chil-
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dren experienced the onset of epilepsy later in
their lives more often stated the feeling of stigma.
Possibly, an early onset helps parents to reconcile
themselves to the child’s condition, they learn to
live with the child and condition, and become
immune to stigma more readily. If the onset of
epilepsy occurs later in life, problems are faced
not only by parents who cannot resign themselves
to the thought of their previously healthy child’s
disorder but also by the children themselves — it is
especially important to join a group of peers in
adolescence. However epilepsy may limit the
child’s participation in such activities and he/she
may earn a label saying “different”. On the other
hand, it is possible to assume that the social envi-
ronment is friendlier to such children than to an
adult: they experience compassion and pity more
often and they are less often rejected or devalued
by surrounding people.

Adults feel stigma attached to them re-
gardless of neuroepileptic (frequency of seizures;
age at which the onset of epilepsy occurred) and
sociodemographic (gender, employment status,
marital status, place of residence) factors. It seems
that epilepsy sticks an identical label on each and
every adult. The frequency of seizure occurrence,
the age at which the seizures started and other fac-
tors are less important compared to the fact of epi-
lepsy. The most important thing is the presence of
seizures.

An analysis of literature shows that epi-
lepsy affects various areas of personal and family
life, such as education, employment, and leisure
activities. A child’s adaptation to epilepsy is con-
nected not only with his/her family but also with
education. Literary sources (Koponen et al., 2007;
From Prejudice to Hope, 2001) define education
as one of the child’s most intense problem- and
need-ridden areas. Our findings have not shown
any large problems in this area. Clearly, our find-
ings could have been determined by the fact that
not all areas connected with education have been
examined: we have oriented ourselves only to the
child’s needs at school. In this particular environ-
ment the child spends a great portion of his/her
time, so the adjustment of the school environment
is very important. The children’s mothers gener-
ally stated that the school environment was not
adjusted. The mothers specified the need for the
adjustment of the physical and emotional envi-
ronment. The need for environmental adjustment
is underpinned by the child having other disorders
— children suffering from other disorders needed
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an environmental adjustment more often. Al-
though, according to 7FK (2004, p. 18), there are
three types of environment: “physical environ-
ment, social environment, and the environment
made up of attitudes”, the mothers stressed more
often the need for the adjustment of the physical
environment through technical assistance aids. It
is possible that the mothers generally see only the
physical aspects of the environment. If so, they
may not point out other factors, such as the impor-
tance of the attitudes of other people; on the other
hand, the need for the adjustment of other types of
environment may be absent. To change the physi-
cal environment or to adjust it to the child’s needs
is easier than to modify attitudes or the social en-
vironment. The absence of the need to change atti-
tudes may be related to the weakly expressed feel-
ing of stigma: there is no need to change attitudes
if they are mostly positive.

At school the child’s teachers and (or)
educators were usually informed about epilepsy.
Possibly, being aware of the specific condition of
the child and his/her problems, the teachers and
educators paid more attention to the individual
child’s need for consultation and training. The
larger number of parents were satisfied with the
assistance received by their child at school.
However, they stated that they still needed assis-
tance from other professionals (social workers,
special pedagogues, speech therapists, Kki-
nezitherapists) or that they were dissatisfied with
the quality of these services. It remains unclear
why (due to insufficient information, funding,
etc.) other professionals fail to get involved into
the provision of assistance to the children. Since
we did not inquire into the academic attainment or
cognitive abilities of the children, limiting our-
selves only to the examination of the child’s basic
needs at school, we cannot give a definite answer
to the question as to whether such a child’s educa-
tion actually is the particular area in which the
bulk of problems arise, compared to other areas of
the child’s interaction in their family lives.

Mother’s employment is another prob-
lem area. Generally, the children’s mothers stated
that their labour market situation changed follow-
ing the birth of the child — since then a large num-
ber of mothers had not worked because they
looked after their child; other mothers indicated
that they had to search for a new job with a more
flexible working hours schedule or to change their
qualification. When the child falls ill with epi-
lepsy, especially, if the condition is accompanied
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by other disorders, the largest burden of responsi-
bilities goes to the mother. She usually takes care
of the sick child, and this often limits her career
chances. Mothers often have to leave their job.
Although a substantial proportion of mothers were
not employed due to having to look after their
child, a large number of mothers stated that they
were employed. This draws attention to the spe-
cific character of both the families, their children
and epilepsy as a particular condition.

Adults stated that they experienced very
great difficulties in the area of their ability to get a
paid job. The a large number of adults were not
involved in the labour market or in the system
of education. However, women were employed
more often. The greater number of employed
women may be related to the fact that the level of
women’s education was higher than the men’s. It
is not clear why epileptic women have acquired
higher education levels (females did not differ
much from males in terms of epilepsy characteris-
tics). This may be connected with the general
situation of men and women in the system of edu-
cation: generally, women acquire higher or col-
lege-type education more often than men (Dau-
kantiené, 2006).

It must be noted that only a small fraction
of participants specified the need for assistance in
searching for or maintaining a job. Adults usually
do not want to work. Our findings show that a
wish to work is not connected with the employ-
ability level, benefits or privileges. Unwillingness
to work and a small need for assistance in the area
of employment may be related to the attitude ex-
hibited by the surrounding people (especially em-
ployers) and by the adults themselves. It is likely
that the most important thing to the adult is not the
working skills which she or he may or may not
possess but the diagnosis of epilepsy. The mothers
of children and adults who experience epilepsy
specified many problems and difficulties arising
out of epilepsy (relations with colleagues at work,
employment, and family leisure). However the
need for assistance was often unrelated to the ma-
jor problems faced by respondents. It is likely that
participants failed to understand the importance of
services listed in the questionnaire: they are dis-
appointed in the assistance they have received or
they think that the listed services will not help
them to solve their problems. Children’s mothers
generally indicated that they did not receive any
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special aids for the satisfaction of their needs’,
they also did not show any great need for them,
however in their responses to the open-ended
questions about basic problems and needs they
specified numerous difficulties and needs ranging
from psychological problems encountered by the
child and the family, including the need for psy-
chological assistance, to the need for specialised
day centres. Mothers mostly needed services to
help with their child’s condition and care (more
extensive and better professional assistance, day
centres, better access to medication and in the
administration of medicines) and to reduce the
amount of difficulties arising in the family due to
epilepsy (improvement of family leisure chances,
participation in social activities). Mothers did not
rate such problems on the scales provided in the
questionnaire, however their answers to open-
ended questions revealed the presence of such
problems and difficulties. The vagueness of the
mothers’ responses may be related firstly to the
inability to word the problems and needs, and,
secondly, to the unwillingness to word them. Peo-
ple are rarely inclined to show others that due to
the child’s epilepsy the family experiences prob-
lems relating not only to the child himself/herself,
but also among family members or in the definite
areas of family activities.

Mothers and adults who experience epi-
lepsy specified the need for better access to
health care and rehabilitative treatment. The
adults often specified the need for psychological
assistance, organisation of catering and charity.
However, mothers specified the need for such ser-
vices less often. The need for the organisation of
catering and charity may indicate the hard mate-
rial situation of adult. Possibly, the material situa-
tion of families is better, they may have several
sources of subsistence (e.g. the mother or her
partner is employed, the child has been granted a
benefit), while adults usually rely only on their
pensions.

Adults are assisted only from non-formal
assistance sources, such as family members or
friends. Health care professionals often help par-
ticipants, representing the major source of formal
assistance. Family is the main source of assistance
to adults in spite of the character of relationships

" The questionnaire form provides a scale for the participants
to rate their need for definite special assistance measures. The
scale is created drawing on the Catalogue of Social Services
and the Law on Social Integration of Disabled People.
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that the adult may have within the family, or the
character of psychological problems faced by the
adult. A very small fraction of participants receive
formal assistance (except the assistance given by
medical doctors). Thus, answers are needed to the
following questions: Have they applied for assis-
tance but were rejected? Was the assistance actu-
ally necessary to them? Do they know where they
ought to apply? The situation with self-help
groups and rehabilitative treatment is interesting.
A large number of self-help group participants
belong to local societies of people who experience
epilepsy. Adults and the children’s mothers spec-
ify the need for self-help groups; however they
are rarely involved in them. This may be related to
the level of activity demonstrated by adults them-
selves or their families. It is likely that both the
epileptics and the children’s mothers may be un-
willing to reveal their personal psychological
problems. On the other hand, self-help groups are
still a relatively novel idea in Lithuania. This may
explain why the majority of people do not know
what this term means. Self-help groups represent
an uncommon type of assistance because adults
and the children’s mothers usually rely on their
families. Also, participants may simply be un-
aware of how to obtain such assistance.

Very rarely participants stated that they
received rehabilitation services although they
had expressed their need for such type of assis-
tance. As has been mentioned in the previous dis-
cussion of self-help groups, this may be connected
with the adult’s and children’s mothers’ inactivity
in searching for this type of assistance. On the
other hand, the unsatisfied need for rehabilitation
or other necessary services may be connected with
the transitional period of regarding epilepsy as a
neurological, not a mental disorder. Assistance
provided to adults several years ago when epi-
lepsy was classified among the group of mental
disorders, has changed essentially. Accordingly,
adults had to be offered services applicable to per-
sons suffering from neurological disorders.

Although epilepsy accounts for psycho-
logical and social problems faced by those who
experience it and their families, a social worker,
psychologist or psychotherapist is very seldom
involved in the support system. Adults who re-
ceive such services are often unsatisfied with their
quality. Since the system of assistance given to
them is still on the level of ideas and attempts to
implement them — one of such attempts is the
adult integration model worked out by the Lithua-
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nian Association of People Suffering from Epi-
lepsy — possibly, it is not clear in what ways social
workers and psychologists ought to be involved in
the process. Adults, likewise, may not know
which professionals they ought to address for as-
sistance.

The present study gave us a better insight
into the problems, difficulties and needs of adults
and children who experience epilepsy and their
families. The findings show that the needs exhib-
ited by adults and their families are still undefined
and unstructured. More thorough inquiry involv-
ing a larger cohort of participants is needed to
elucidate these issues. There were a large number
of unreturned questionnaires from adults in the
survey. This meant that the representative sample
dwindled and the representative character of our
findings was reduced.

Conclusions

1. Children who experience epilepsy generally
attend some educational institution. Chil-
dren with an onset of epilepsy after 7 years
of age, compared to those with an earlier
onset, suffer from other disorders less often.
The former attend a general-type educa-
tional institution more often, while the latter
— a specialised school.

2. The families of these children are rather
well-adapted to epilepsy. Epilepsy affects
families only in definite areas of family life,
such as family leisure, their child’s relation-
ships with friends, and the harmonisation of
the mother’s career with the care of her
child. Epilepsy does not affect internal fam-
ily relations very much.

3. Epilepsy affects the father’s (mother’s part-
ner’s) career less strongly than the
mother’s. Following the birth of the child
with epilepsy, the employment status of the
mother often changes — she often her job
and takes care of the child at home.

4. Adults who experience epilepsy get in-
volved in the labour market with difficulty.
Many young people are not employed, they
generally do not work because of their poor
health, however more than a half of them
do not want to work. Adult employment is
connected with the frequency of seizures
suffered by them and the level of their edu-
cation — persons with infrequent seizures
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and college-type or higher education were
employed more often.
The age at which the onset of epilepsy oc-
curred is connected with the family status.
An early onset (by 16 years) is a risk factor
predicting problems in personal relations:
Adults belonging to this group are single
more often, compared to those with an on-
set of epilepsy after 16.
Adults compared to the children’s mothers,
stated more often that they were aware of
the surrounding people’s negative attitude
to epilepsy; stigma can affect the quality of
the adult life more than epilepsy itself. Sta-
tistically significant differences were found
between the awareness of stigmatisation
and the onset of epilepsy, the frequency of
seizures, the employment status and the
place of residence of the adults was not
found within that group. This indicates that
stigma is felt due to the epilepsy itself, and
that most often it is not connected with
neuro-epileptic or socio-demographic fac-
tors. The children’s mothers, were less
aware of stigma, or were actually less stig-
matised compared with the adults.
The greatest common (shared by CSE, their
families and PSE) needs include the need
for information, psychological assistance,
rehabilitation, and self-help groups.

Some needs expressed by children’s fami-

lies and adults differed:

a) Mothers specified the needs which

were usually connected with the child’s education,
school and care, e. g. adjustment of environment
at school, the need for professional assistance
from social workers, speech therapists, masseurs;

b) Adult needs were more often related to

the organisation of catering and charity.

8.

It is possible to specify two basic sources of
assistance used by mothers and adults.
These are the family and health profession-
als. Speaking of other sources of assistance
(organisations of disabled people, social
welfare professionals, self-help groups, re-
ligious organisations) the mothers stated
that they did not get any assistance from
them or that they seldom received such as-
sistance. This shows that the provision of
formal assistance is inadequate, and that it
should be elaborated.

Adults and the children’s families did not
receive any assistance from social workers

60

10.

and psychologists, they specified their need
for this type of help. Assistance received
from social workers by mothers (in contrast
to adults) was usually unsatisfactory in the
mothers’ opinion. Such findings indicate
that services offered by these professionals
are inadequate and low-quality.

The need for financial support, high-quality
professional assistance, information (pro-
vided to OSE, families, and general popula-
tion), and adult care is indicated by the
ways in which, according to participants, it
is possible to improve the situation of
adults: a) improvement of financial situa-
tion; b) more extensive professional assis-
tance, better access to health care services;
¢) better access to information, and the dif-
fusion of information; d) general popula-
tion’s education on epilepsy; e) creation of
specialised institutions for children who ex-
perience epilepsy (e.g. specialised day-time
centres); f) technical assistance aids; g) bet-
ter access to medication.
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