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Problem and relevance of the research

It is common to mention epilepsy in the discourse of medical sciences using its terms.
However, looking beyond the limits of epilepsy definition, that are enlaced by the concepts
of neurobiology, epilepsy is perceived as psychological, social and biological phenomenon
(Scambler G., 2011). Looking deeper into this issue, it is possible to mention epilepsy as an
episodic and invisible disability (Jung K. E., 2002), as well as a wide range of psychosocial
problems (identity problems, depression, employment, relationship problems, driving
restrictions), that are connected to this health condition. Scientific research shows that these
problems are usually caused by symptoms and stigmas of epilepsy (seizures). Even though
epileptic symptoms do not appear, a lot of persons with epilepsy cannot lead a normal life
due to the stigma. Over the past decade in the foreign research on persons with epilepsy,
there has been noticed a tendency of growing attention for studies that analyzed patients’
psychological and social problems. A lot of research has been carried out to assess the
health related quality of life (HRQOL) in persons with epilepsy. Some of the most
prominent researchers and initiators focusing on psychosocial factors of persons with
epilepsy are medical sociologists P. Conrad, J. W. Schneider (1981, 1983, 1992), G.
Scambler (1993, 2005, 2010, 2010b, 2011), A. Jacoby, neuropsychologist G. Baker (1997,
2000, 2008, 2009). In Lithuanian academic discourse the research on epilepsy still prevails
by medical scientists (usually neurologists). The most prominent authors examining
epilepsy, are the neurologists epileptologists R. Mameniskiené (2002, Sakalauskaité-
Juodeikiené E., Mameniskiené R. 2013, Guk J., Mameniskiené¢ R., 2012), M. Endziniené
(Butkeviciené R., Gailiené 1., Endziniené M., 2004, Butvilas D. etc., 2010), quality of life
(QOL) of children with epilepsy has been studied by the neurologist J. Grigoniené (2002),
the plenitude of life of young persons with epilepsy has been evaluated by D. Butvilas
(2010). In Lithuania the research on people with epilepsy are usually carried out in the
medical field, while the social, economic and cultural fields of these persons have hardly
ever been analyzed. On the whole the studies of QOL of persons with epilepsy have been

neglected.



Foreign scientific literature is far more abundant with research of the HRQOL than in
Lithuania. The factors of HRQOL in persons with epilepsy have been researched at present.
The researchers mostly focus on the relations of HRQOL and physical functioning (see A.
B. Guekht etc., 2007; V. Senol, 2007; L. Canuet etc., 2009; V. Edefonti etc., 2011; E.
Brusturean-Bota etc., 2013 etc. authors’ articles). However, it is also a more frequent
tendency to discuss directly or indirectly the psychological functioning (see G. A. Baker,
2002; E. A. P. De Souza, P. C. B. Salgado, 2006; J. K. Austin etc., 2004; C. C. Schachter,
2006; J. McCagh, J. E. Fisk, G. A. Baker, 2009; Poeck K., Hacke W., 2013; Kwon O., Park
S., 2011; Yue L., 2011; J. Tracy etc., 2007; M. Endermann, F. Zimmermann, 2009) and
social functioning issues (see J. W. Schneider ir P. Conrad, 1980; R. S. Fisher etc., 2000; A.
Jacoby, 2002; G. Scambler, 2005, 2010, 2011; P. Rhodes etc., 2008; A. Jacoby, 2008; J. O.
Elliott, J. L. Moore, P. Lu, 2008 etc.). It is noticed that the psychological functioning is
more important than the biological functioning of a human (Phillips D., 2008; Scambler G.,
2010). However, it is a lack of the research performing a complex evaluation of the bio-
psychosocial functioning of persons with epilepsy.

Abundant foreign literature about the persons with epilepsy poorly describes the
situation in Lithuania, where sociologists, social workers or psychologists pay little
attention to the QOL and its factors in people with epilepsy. As it was mentioned, the
medical scientists usually carry out the research, which are very fragmented, and there is
very little information about the QOL of people with epilepsy. Speaking of it, there is not
only the problem of the studies, which are homogeneous and concentrate only in medical
field (emphasizing physical functioning and the influence of the disease factors on
HRQOL). It is important to pay attention to the fact, that scientists usually study HRQOL of
people with epilepsy, and it is sometimes considered the same as QOL. However, there exist
the essential differences of the terms. The dissertation emphasizes, that the HRQOL is only
a part of a broader concept of QOL. Although, there is difficult to define the QOL concept,
there is still an agreement on one thing - the QOL is multidimensional, covering different
personal areas of life, not only physical but also psychological, social, economical
functioning, and therefore it cannot be restricted to the narrower HRQOL concept.
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The use of HRQOL concept determines the choice of the research instrument.
Research instruments, that are used in HRQOL research (ESI-51, QOLIE-89, QOLIE-
31,Q0LIE-10, SHE, PESOS, WHOQOL100, SF-36 etc.), emphasize the assessment of
health condition, and are assigned for measuring the influence of the disease (disorder),
treatment or rehabilitation on persons’ life. Using the research instruments above, the data is
obtained on the effectiveness of treatment, personal views, attitudes to the disease, health,
and partly on their QOL — as much as it relates to health matters. Using HRQOL
measurement instruments causes one-sided assessment of the QOL, not only due to the fact
that it usually focuses on health assessment, and it does not cover other important domains
of QOL. Another important aspect of the assessment is that in HRQOL measurement
instruments the subjective indicators are used, and objective human condition is ignored.

Based on the above, the main research problem of the study: emphasizing the
physical functioning of persons with epilepsy, assessing their QOL and rather one-sided
understanding of QOL of persons with epilepsy, and its poor acknowledgement, determined

by the lack of complex research.

Research object: QOL of adult persons with epilepsy.
Research goal: to perform a complex assessment of QOL and its conversion factors in adult
persons with epilepsy, based on Amartya Sen capability approach.
To achieve the goal, the following objectives were set:
1. Analyze the psychosocial problems and distinctive conversion factors of persons with
epilepsy.
2. Study the theoretical conception of QOL and show the main assessment problems of
QOL in persons with epilepsy.
3. Justify the expediency to measure the QOL in people with epilepsy based on Amartya
Sen‘s application of capability approach.

4. Carry out a complex assessment of QOL in adult persons with epilepsy and its factors.



Theses to be defended in the dissertation

e The capabilities of people with epilepsy are similar, but their functioning level differs.

e People with epilepsy are influenced by various personal and disease conversion
factors, which cause their functioning differences.

e The capabilities of people with epilepsy in certain domains of QOL (health, education,
self-esteem and independence) are basic. If the functioning in these domains is
successful, it creates preconditions for the proper functioning of other domains.

e Together with the disease factors, stigma also plays an important role. Stigma of
epilepsy is one of the major factors restricting successful functioning of people with

epilepsy in various domains of QOL.

The novelty and significance of dissertation research

In Lithuania there are some studies that analyze groups of people with epilepsy and their
QOL factors (in children with epilepsy (Grigonien¢ J., 2002), families with epilepsy
(Butkeviciené R., Gailiené 1., Endziniené M., 2004), young people with epilepsy (Butvilas
D. etc., 2010; Butvilas D., 2010). However, the complex QOL research has not been carried
out for group of adults with epilepsy so far. In Lithuania the QOL research on people with
epilepsy are not comprehensive. Therefore, the dissertation supplements these studies in
Lithuania and provides a different approach to the QOL in people with epilepsy. This
dissertation aims to give a different perspective of a good life for people with epilepsy and
exceed the present study results of QOL. To explain the QOL, Amartya Sen’s concepts of
the capability approach are applied. The QOL is seen “outside the disease”, and the
functioning in different domains of QOL is being assessed, as well as the connection
between QOL and individual, disease and environmental factors. However, the capabilities
(alternative functioning) of people with epilepsy are being involved.

The suggested Amartya Sen’s capability approach and his supplemented model of

QOL assessment enable the complex analysis of such people functioning, capabilities and
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their conversion factors. The QOL research on people with epilepsy enables to involve its
multidimensionality, assess the weaknesses of their functioning and reveal the connections
of QOL factors with separate domains of QOL.

The research of the dissertation provides knowledge about potential (related to
capabilities) and actual (related to functioning) (dis-) conformity of disability of people with
epilepsy. It is likely that the results of the research in this dissertation will be beneficial not
only for the better perception of QOL of people with epilepsy and its factors, but also for

organizing the social assistance for these people.

Research methods

The methods of literature analysis, generalization and comparative analysis are used in this
dissertation. A. Sen‘s capability approach is chosen for the assessment of QOL in people
with epilepsy. The list of QOL domains and the research instrument (questionnaire) are
based on the methodology of this approach. The research is carried out in order to
empirically assess the QOL and its factors in people with epilepsy.

The data of the QOL research on people with epilepsy are analyzed using methods of
quantitative data analysis (Chi-square test was used, Spearman‘s rank correlation
coefficient, Student‘s t-test, Kruskal-Wallis Test were calculated, linear regression and
binary logistic regression analysis were applied). The general health indicator was formed.
Secondary data analysis of departmental (state) statistics is also applied in the dissertation,
which enables to compare the functioning trends of the people with epilepsy to Lithuanian

population functioning in various domains of QOL.



Conclusions

1)

(2)

©)

The theoretical analysis of QOL of people with epilepsy enabled to identify the

limitations of the traditional measurements of QOL. The HRQOL research on people

with epilepsy does not match a lot with the multidimensional conception of QOL. The

QOL covers more domains than it is assessed by traditional research instruments of

HRQOL in people with epilepsy, and health domain is integrated among other

domains of QOL.

The complex analysis of QOL in adult persons with epilepsy in this dissertation

revealed that those people malfunction in the domains of participation, health,

employment, mobility, social relationship, self-esteem and independence. The people
with epilepsy function slightly better in the domains of education, recreation and
leisure, feelings and emotions.

Person’s capabilities in the domains of health, knowledge and education, self-esteem

and independence (respectively capability to be healthy, educated and avoiding

stigma) are very important for the QOL of people with epilepsy. Well-functioning in
these domains had a positive effect on functioning in other domains of personal QOL.

Therefore, the capability of being healthy, educated and free from stigma may be seen

as basic capabilities.

a. A better general health have had an influence on a better functioning in the domains
of knowledge and education, mobility and employment (the assessment of the
health condition influence on functioning was based on the general health indicator,
that covers the indicators of subjective health, the activities restricted by epilepsy
and the last seizure time).

b. A Dbetter education of people with epilepsy influences their employment, the
expansion of capability to participate and capability to avoid stigma.

c. Stigma is related to the functioning of people with epilepsy almost in all the
domains of QOL. However, a deeper stigma especially impacts on the mobility,

emotional well-being and subjective health.
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(4)

()

(6)

(7)

(8)

The impact of personal conversion factors on the QOL in people with epilepsy is
strong, especially on education and age. According to the research findings, education
is one of those conversion factors that are mostly related to functioning in various
domains of QOL in people with epilepsy. Education is related to better functioning in
mobility, employment and participation domains, and it is also important when
building personal relationships and entering the labor market. Therefore, it is very
important for people with epilepsy to acquire at least the secondary education.

Beside the personal conversion factors, which traditionally influence on all the
population, the QOL of people with epilepsy is additionally influenced by disease
conversion factors, especially the history of seizure injury, seizure time and
comorbidities. Malfunction those people, whose disease is more obvious (the
combination of three disease conversion factors — frequent seizures, the history of
seizure injury and seizures that occur at anytime — are related to deeper stigma, other
people‘s disrespect, worse subjective health, weaker emotional state and limited
functioning in the domain of employment).

Disease and personal conversion factors are interrelated, therefore, it is not appropriate
to state that the influence of disease or personal conversion factors are stronger in the
case of epilepsy. When the disease symptoms are more obvious, the influence of
disease conversion factors is greater. When the disease symptoms are milder — the
greater become personal conversion factors.

The impact of stigma on QOL of people with epilepsy remains even if the epileptic
symptoms are not so visible. For instance, the stigma‘s impact on mobility remains
even in those cases, when seizures do not occur half a year or more.

The research results show, that there is a gap between capabilities and functioning of
people with epilepsy, especially in the domains of their mobility, participation and
employment. A worse functioning of some people is partly related to personal choice,

for instance, they do not operate due to the fear of seizures and lack of willingness.
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(9) The assessment of the domain of agency used in the research revealed, that people
with epilepsy are lack their personal perception, they do not perceive themselves as the
main agents in their lives.

(10) The subjective personal income is important for QOL of people with epilepsy (the
subjective personal income actually has been related to almost every domain of QOL),
and it determines the possibilities to have holidays, cultural self-education, and it

influences on interpersonal relations.
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Tyrimo problema ir aktualumas

Jau jprasta, kad apie epilepsija kalbama medicinos moksly diskurse ir vartojant medicinos
moksly terminus. Taciau pazvelgus uz neurobiologijos sgvokomis apipinto epilepsijos
apibrézimo riby, epilepsija suvokiama kaip psichologinis, socialinis ir biologinis reiskinys
(Scambler G., 2011). Zvelgiant dar platiau — apie epilepsija galima kalbéti kaip apie
epizoding ir nematoma negalig (Jung K. E., 2002), o kartu ir apie daugelj su Sia sveikatos
bukle susijusiy psichosocialiniy problemy (identiteto problemas, depresing bukle,
uzimtumo, santykiy problemas, vairavimo apribojimus). Moksliniai tyrimai rodo, kad $ios
problemos daZniausiai salygotos epilepsijos simptomy (epilepsijos priepuoliy) ir stigmos.
Taciau net ir nepasireiskiant epilepsijos simptomams, daugelis epilepsija serganciy asmeny
negali gyventi normalaus gyvenimo dél jau¢iamos stigmos. Pastargji deSimtmetj uzsienyje
atliekamuose epilepsija sergan¢iy asmeny tyrimuose galima jzvelgti vis didéjancio démesio
psichologinéms ir socialinéms serganciyjy problemoms tendencijg. Nemazai tyrimy
atlickama vertinant epilepsija serganc¢iy asmeny su sveikata susijusig gyvenimo kokybe
(angl. health related quality of life). Vieni zymiausiy ir, greiiausiai, vieni pirmyjy i
epilepsija serganciy asmeny gyvenimo kokybés (angl. quality of life) psichosocialinius
veiksnius démes] atkreipusiy tyréjy yra medicinos sociologai P. Conrad, J. W. Schneider
(1981, 1983, 1992), G. Scambler (1993, 2005, 2010, 2010b, 2011), A. Jacoby,
neuropsichologas G. Baker (1997, 2000, 2008, 2009). Lietuviskame moksliniame diskurse
vis dar dominuoja medicinos mokslo atstovy (dazniausiai neurology) darbai apie epilepsija.
Zymiausi epilepsija tyringjantys autoriai Lietuvoje — neurologés epileptologés R.
Mameniskiené (2002, Sakalauskaité-Juodeikiené E., Mameniskiené R. 2013, Guk J.,
Mameniskiené R., 2012), M. Endziniené (2004, Butvilas D. ir kt., 2010), neurochirurgas E.
Jarzemskas (1997), A. KrisCitinas (Butvilas D. ir kt., 2010); epilepsija serganciy vaiky
gyvenimo kokybe tyré neurologé J. Grigoniené (2002); jauny asmeny gyvenimo pilnatve
vertino D. Butvilas (2010). Lietuvoje epilepsija serganc¢iy asmeny tyrimai daZniausiai

atliekami medicinos srityje; socialin¢, ekonominé, kultiiriné §iy asmeny gyvenimo sritys yra
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vangiai nagrinéjamos. Tuo tarpu epilepsija serganiy suaugusiyjy asmeny gyvenimo
kokybés tyrimai apskritai yra apleista tyrimy Sritis.

Uzsienio mokslingje literatiiroje epilepsija sergan¢iy asmeny su sveikata susijusios
gyvenimo kokybés tyrimai nepalyginamai gausesni nei Lietuvoje. Tiriami epilepsija
serganéiy asmeny su sveikata susijusios gyvenimo kokybés veiksniai. Daugiausia tyréjy
démesio sulaukia su sveikata susijusios gyvenimo kokybés ir fizinio funkcionavimo sgsajos
(zr. A. B. Guekht ir kt., 2007; V. Senol, 2007; L. Canuet ir kt., 2009; V. Edefonti ir kt.,
2011; E. Brusturean-Bota ir kt., 2013 ir kt. autoriy straipsnius), tac¢iau vis dazniau tiesiogiai
ar netiesiogiai gvildenamos psichologinio funkcionavimo (zr. G. A. Baker, 2002; E. A. P.
De Souza, P. C. B. Salgado, 2006; J. K. Austin ir kt., 2004; C. C. Schachter, 2006; J.
McCagh, J. E. Fisk, G. A. Baker, 2009; Poeck K., Hacke W., 2013; Kwon O., Park S.,
2011; Yue L., 2011; J. Tracy ir kt., 2007; M. Endermann, F. Zimmermann, 2009) ir
socialinio funkcionavimo problemos (zr. J. W. Schneider ir P. Conrad, 1980; R. S. Fisher ir
kt., 2000; A. Jacoby, 2002; G. Scambler, 2005, 2010, 2011; P. Rhodes ir kt., 2008; A.
Jacoby, 2008; J. O. Elliott, J. L. Moore, P. Lu, 2008 ir kt.). Pazymima, kad psichosocialinis
funkcionavimas yra svarbesnis uz biologin] asmens funkcionavimg (Phillips D., 2008;
Scambler G., 2010), taciau tyrimy, kompleksiskai vertinanc¢iy biopsichosocialinj epilepsija
sergan¢iy funkcionavima, labai triiksta.

Gana gausi uzsienio moksliné literattira epilepsija sergan¢iy asmeny tema mazai kg
pasako apie situacija Lietuvoje, kur stebimas menkas, ypa¢ sociology, socialinio darbo
atstovy ar psichology, dom¢jimasis epilepsija serganciy asmeny gyvenimo kokybe ir jos
veiksniais. Kaip minéta, tyrimus dazniausiai atlicka medicinos moksly atstovai, jie yra labai
fragmentiski, informacijos apie epilepsija sergan¢iy suaugusiy asmeny gyvenimo kokybe
turima per mazai. O dél epilepsija sergan¢iy asmeny gyvenimo kokybés, tai Lietuvoje
egzistuoja ne tik tyrimy koncentravimosi medicinos srityje ir jy vienakryptiskumo
(akcentuojant fizinj funkcionavimg ir ligos veiksniy jtaka su sveikata susijusiai gyvenimo
kokybei) problema. Atkreiptinas démesys j tai, kad mokslininkai dazniausiai tiria epilepsija
sergan¢iy asmeny su sveikata susijusiag gyvenimo kokybe, ir pastaroji neretai prilyginama
gyvenimo kokybés sgvokai. Taciau egzistuoja esminiai Siy sgvoky skirtumai.
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Disertaciniame darbe pabréziama, kad su sveikata susijusi gyvenimo kokybé yra tik dalis
platesnés gyvenimo kokybés sgvokos. Nors egzistuoja gyvenimo kokybés sgvokos
apibrézties problema, taCiau sutariama dél vieno — gyvenimo kokybé yra daugiamaté,
apimanti jvairias asmens gyvenimo sritis: ne tik fizinj, bet ir psichologinj, socialinj,
ekonominj asmens funkcionavima, todél negali buti prilyginama siauresniam su sveikata
susijusios gyvenimo kokybés terminui.

Su sveikata susijusios gyvenimo kokybés savokos vartojimas lemia ir tyrimo
instrumento pasirinkima. Tyrimy instrumentai, naudojami epilepsija serganc¢iy zmoniy su
sveikata susijusios gyvenimo kokybés tyrimuose (ESI-51, QOLIE-89, QOLIE-31,QOLIE-
10, SHE, PESOS, WHOQOL100, SF-36 ir kt.), akcentuoja asmeny Sveikatos biiklés
vertinimg ir skirti ligos (sutrikimo), gydymo ar reabilitacijos poveikio asmeny gyvenimui
matuoti. Naudojant minétus tyrimo instrumentus, gaunami duomenys apie gydymo
efektyvuma, asmens pozilrj, nuostatas ] liga, sveikatg ir tik 1§ dalies apie jy gyvenimo
kokybe — tiek, kiek ji yra susijusi su sveikatos sritimi. Su sveikata susijusios gyvenimo
kokybés matavimo instrumenty naudojimas salygoja gyvenimo kokybés vienpusiska
jvertinimg ne tik dél to, kad paprastai pagrindinis démesys sutelkiamas j sveikatos srities
vertinima, todél neaprépiamos kitos svarbios gyvenimo kokybés sritys. Reik§mingas ir Kitas
tokio vertinimo aspektas — su sveikata susijusios gyvenimo kokybés matavimo
instrumentuose paprastai naudojami subjektyviis rodikliai ir ignoruojamos objektyvios
Zmoniy bukles.

Remiantis tuo, kas pabrézta, pagrindiné darbe keliama moksliné problema: epilepsija
serganc¢iy asmeny kuniskojo (fizinio) funkcionavimo akcentavimas, vertinant jy gyvenimo
kokybe, ir gana vienpusiSkas epilepsija serganciy asmeny gyvenimo kokybés supratimas bei
menkas gyvenimo kokybés veiksniy pazinimas, nulemtas kompleksiniy epilepsija serganciy

asmeny gyvenimo kokybés tyrimy stokos.
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Tyrimo objektas: epilepsija sergan¢iy suaugusiy asmeny gyvenimo kokybé.

Darbo tikslas: remiantis Amartya Sen pajégumy prieiga, atlikti kompleksinj epilepsija

serganciy suaugusiy asmeny gyvenimo kokybeés ir jos veiksniy vertinima.

Darbo tikslui pasiekti disertacijoje iskelti tokie darbo uZdaviniai:

1.

ISanalizuoti  epilepsija sergan€iy asmeny psichosocialines problemas bei
skiriamuosius tokiy asmeny gyvenimo kokybés veiksnius.

ISnagrinéti gyvenimo kokybés sampratg teoriniais aspektais ir parodyti pagrindines
epilepsija serganciy asmeny gyvenimo kokybés vertinimo problemas.

Pagrjsti Amartya Sen pajégumy prieigos taikymo epilepsija serganciy asmeny
gyvenimo kokybés matavimui tikslinguma.

Kompleksiskai jvertinti epilepsija sergan¢iy suaugusiy asmeny gyvenimo kokybe ir

jos veiksnius.

Ginamieji disertacijos teiginiai

Epilepsija sergan¢iy suaugusiy asmeny pajégumai yra panaSis, taciau jy
funkcionavimo lygis skiriasi.

Epilepsija sergan¢iy suaugusiy asmeny funkcionavimg veikia jvair@is individualiis ir
ligos veiksniai, kurie salygoja epilepsija serganciy asmeny funkcionavimo skirtumus.
Epilepsija serganiy suaugusiy asmeny pajégumai tam tikrose gyvenimo kokybés
srityse (pavyzdziui, sveikatos, iSsilavinimo, savigarbos ir nepriklausomybés) yra
baziniai. Jei Siose srityse gerai funkcionuojama, sudaromos prielaidos geram
funkcionavimui kitose srityse.

Be ligos veiksniy, svarbus vaidmuo tenka stigmai. Epilepsijos stigma yra vienas
svarbiausiy veiksniy, varzanciy epilepsija sergan¢iy suaugusiy asmeny sékmingg

funkcionavimg jvairiose gyvenimo kokybés srityse.
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Mokslinis darbo naujumas ir jo reik§mé

Lietuvoje esama keliy tyrimy, i§samiau nagrinéjanciy epilepsija serganciy asmeny grupiy
gyvenimo kokybe ir jos veiksnius ((epilepsija serganciy vaiky (Grigoniené J., 2002),
epilepsija serganciy Seimy (Butkevi¢iené R., Gailiené 1., Endziniené M., 2004), epilepsija
serganéiy jauny zmoniy (Butvilas D. ir kt., 2010; Butvilas D., 2010), ta¢iau kompleksinis
suaugusiy asmeny grupés gyvenimo kokybés tyrimas iki Siol nebuvo atliktas. Epilepsija
serganéiy suaugusiy asmeny gyvenimo kokybés tyrimai Lietuvoje yra itin fragmentiski,
todel disertacija uZpildo epilepsija serganciy suaugusiy asmeny gyvenimo kokybés tyrimy
spraga Lietuvoje ir pateikia kitokj pozidrj j ju gyvenimo kokybe. Siame darbe siekiama
nubrézti kitokig epilepsija sergan€iy suaugusiy asmeny gero gyvenimo supratimo
perspektyva ir perzengti jprastus epilepsija serganéiy asmeny gyvenimo kokybés tyrimo
rémus. Gyvenimo Kokybei aiskinti pasitelkiamos Amartya Sen pajégumy prieigos sgvokos, |
gyvenimo kokybe zilirima ,,uz ligos riby“, vertinamas ne tik epilepsija serganciy asmeny
funkcionavimas atskirose gyvenimo kokybés srityse, taCiau stengiamasi apciuopti jy
pajégumus (alternatyvy funkcionavimg), vertinama, kaip su asmens gyvenimo kokybe yra
susij¢ individualus, ligos, aplinkos veiksniai.

Disertacijoje naudojamas Amartya Sen pajégumy prieigos sililomas ir autores
papildytas gyvenimo kokybés vertinimo modelis suteikia galimybe atlikti kompleksine
epilepsija serganciy asmeny funkcionavimo, pajégumy ir jy veiksniy analize. Atliktas
epilepsija serganciy suaugusiy asmeny gyvenimo kokybés tyrimas sudaro galimybes
apCiuopti epilepsija serganciy suaugusiy asmeny gyvenimo kokybés daugiamatiSkuma,
jvertinti silpngsias epilepsija serganciyjy funkcionavimo sritis ir atskleisti gyvenimo
kokybés veiksniy sgsajas su atskiromis gyvenimo kokybés sritimis.

Disertacijos tyrimas suteikia Zziniy apie epilepsija serganciy suaugusiy asmeny
potencialios (siejamos su pajégumais) ir faktiSkos (siejamos su funkcionavimu) negalios
(ne-)sutapimus. Tikétina, kad disertacijoje pateikti tyrimo rezultatai pasitarnaus ne tik
geresniam epilepsija serganciy suaugusiy asmeny gyvenimo kokybés ir jos veiksniy

supratimui, ta¢iau ir organizuojant socialing parama Siems asmenims.

22



Tyrimo metodai

Disertacijoje taikyta mokslinés literatiiros Saltiniy analizés ir apibendrinimo metodai,
lyginamoji analizé. Epilepsija serganciy suaugusiy asmeny gyvenimo kokybés vertinimui
pasirinkta A. Sen pajégumy prieiga ir remiantis Sios prieigos metodologija sudarytas
gyvenimo kokybés sri¢iy sgrasas, paruostas tyrimo instrumentas (anketa). Siekiant
empiriSkai jvertinti epilepsija serganiy suaugusiy asmeny gyvenimo kokybe ir jos
veiksnius, atliktas tyrimas.

Epilepsija serganciy suaugusiy asmeny gyvenimo kokybés tyrimo duomenys
analizuojami naudojant kiekybinés duomeny analizés metodus (naudotas Chi kvadrato
kriterijus, skaiCiuotas Spirmano koreliacijos koeficientas, Stjudento t testas, Kruskalo-
Voliso testas, taikyta tiesin¢ regresine ir logistiné dvinaré regresin¢ analizés). Sudarytas
bendras sveikatos rodiklis. Disertacijoje taip pat taikyta Zinybinés (valstybinés) statistikos
duomeny antrin¢ analiz¢, kuri leido epilepsija sergan¢iy asmeny funkcionavimo tendencijas

palyginti su Lietuvos gyventojy funkcionavimu jvairiose gyvenimo kokybés srityse.

Pagrindinés iSvados

1) Epilepsija serganciy asmeny gyvenimo kokybés teoriné analizé leido identifikuoti
tradiciSkai naudojamy gyvenimo kokybés matavimy ribotumus. Epilepsija serganciy
asmeny SuU sveikata susijusios gyvenimo kokybés tyrimai mazai dera su daugiamate
gyvenimo kokybés samprata — gyvenimo kokybé apima daugiau sri¢iy, nei vertinama
tradiciniais epilepsija serganciy asmeny Su Sveikata susijusios gyvenimo kokybés
tyrimo instrumentais, o sveikatos sritis yra integruota tarp kity gyvenimo kokybés
sriciy.

2) Disertacijoje atlikta epilepsija serganciy suaugusiy asmeny kompleksiné analizé
atskleide, kad epilepsija sergantieji blogiausiai funkcionuoja dalyvavimo, sveikatos,
uzimtumo, mobilumo, socialiniy ry$iy bei savigarbos ir nepriklausomybés srityse.
Kiek geriau epilepsija sergantieji funkcionuoja issilavinimo, poilsio ir laisvalaikio,

jausmy ir emocijy srityse.
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3)

4)

5)

Asmens pajégumai sveikatos, ziniy ir i$silavinimo bei savigarbos ir nepriklausomybés
srityse (atitinkamai pajégumas buti sveikam, iSsilavinusiam bei pajégumas iSvengti
stigmos) yra ypaé svarbis epilepsija serganciy asmeny gyvenimo kokybei. Geras
funkcionavimas minétose srityse teigiamai veiké funkcionavimag kitose asmens
gyvenimo kokybés srityse, tod¢l pajégumas biiti sveikam, iSsilavinusiam bei laisvé
nuo stigmos gali buti traktuotini kaip baziniai pajégumai.

a. Geresné bendra sveikatos buiklé lemiamg reikSme turéjo geresniam funkcionavimui
ziniy ir iSsilavinimo, mobilumo, uzimtumo srityse (vertintant sveikatos buklés
poveikj funkcionavimui, remtasi bendros sveikatos buklés rodikliu, apimanciu
subjektyvios sveikatos, epilepsijos ribojamy veikly ir paskutinio priepuolio laiko
rodiklius).

b. Aukstesnis iSsilavinimas lemiamg poveikj daro epilepsija serganciy asmeny
uzimtumo, dalyvavimo pajégumo iSplétimui ir pajégumui iSvengti stigmos.

c. Stigma siejasi su epilepsija serganciy asmeny funkcionavimu faktiSkai visose
gyvenimo kokybés srityse, taciau rySkesné stigma ypac veikia asmeny mobiluma,
emocing savijautg ir subjektyvig sveikata.

Individualiy veiksniy poveikis epilepsija sergan¢iy asmeny gyvenimo kokybei yra
stiprus, ypac iSsilavinimo ir amziaus. Kaip rodo tyrimo rezultatai, iSsilavinimas yra
vienas dazniausiai su epilepsija serganciy suaugusiy asmeny funkcionavimu jvairiose
gyvenimo kokybés srityse susijusiy veiksniy. AukStas iSsilavinimas susijes su geresniu
funkcionavimu mobilumo, uzimtumo, dalyvavimo srityse, taip pat svarbus formuojant
asmeninius santykius, jsitraukiant j darbo rinka. Todél svarbu asmenis kuo ilgiau
i8laikyti Svietimo sistemoje, kad jie igyty bent vidurinj i$silavinima.

Be individualiy veiksniy, kurie tradiciskai veikia visus gyventojus, epilepsija serganciy

asmeny gyvenimo kokybe papildomai veikia ligos veiksniai, ypa¢ susizalojimo

priepuolio metu istorija, priepuoliy laikas ir gretutiniy ligy buvimas. Blogiau

funkcionuoja asmenys, kuriy liga yra labiau matoma aplinkiniams (trijy ligos veiksniy

derinys — daznesni priepuoliai, susizalojimo priepuolio metu istorija ir bet kuriuo paros

metu patiriami priepuoliai — siejasi su ryskesne stigma, jauciama Zemesne Kkity
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6)

7)

8)

9)

pagarba, blogesne subjektyvia sveikata, prastesne emocine savijauta ir blogesniu
funkcionavimu uzimtumo srityje).

Individualts ir ligos veiksniai yra susije, todél negalima vienareik§miSkai teigti, kad
individualiy ar ligos veiksniy poveikis sergant epilepsija yra stipresnis. Esant labiau
iSreikStiems ligos simptomams, rySkesnis yra ligos veiksniy poveikis, kai ligos
simptomai pasireiskia silpniau, — rySkesni individualiis veiksniai.

Stigmos poveikis epilepsija serganciy suaugusiy asmeny gyvenimo kokybei iSlieka net
esant maziau iSreikStiems epilepsijos simptomams, pavyzdziui, stigmos poveikis
mobilumui ilieka net tada, kai priepuoliai nepatiriami pus¢ mety ir ilgiau.

Tyrimo rezultatai rodo, kad tarp epilepsija serganciy asmeny pajégumy ir
funkcionavimo, ypa¢ mobilumo, dalyvavimo ir uZimtumo srityse, Yyra spraga.
Epilepsija sergantieji turi panaSius pajégumus, taCiau reikSminga dalis epilepsija
sergan¢iy asmeny funkcionuoja blogiau nei likusieji asmenys. Prastesnis kai kuriy
individy funkcionavimas i§ dalies yra sietinas su asmeniniu pasirinkimu, pavyzdziui,
veiklos neatlickamos dél baimés patirti priepuolj, noro stokos.

I tyrimg jtrauktas veiksnumo srities vertinimas parode, kad epilepsija sergantys suauge

asmenys stokoja saves, kaip pagrindinio savo gyvenimo veikéjo, Suvokimo.

10) Subjektyvios asmeninés pajamos neabejotinai svarbios epilepsija serganciy asmeny

gyvenimo kokybei (subjektyvios asmeninés pajamos siejosi faktiSkai su visomis
asmens gyvenimo kokybés sritimis), 0 lemiamg vaidmenj atlicka asmeny galimybéms
atostogauti, kultiirinei savisSvietai, taip pat reikSmingai veikia asmeny tarpasmenius

santykius.
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