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Anotacija

Straipsnyje nagrinéjama globos patirtis motiny, auginanciy savo suaugusius vaikus,
kuriems diagnozuotas intelekto sutrikimas. Intelekto sutrikima turintys asmenys
stokoja savarankiSkumo, paZintiniy gebéjimy bei socialiniy jgudziy, todél visa
gyvenimg yra priklausomi nuo Kkity, dazniausiai tévy. Vis délto daugiausia laiko
intelekto sutrikimg turinciy vaiky globai skiria jy motinos. Straipsnyje pristatomas
tyrimas, kuriame dalyvavo 6 moterys (53-64 m., M = 59,5), globojancios intelekto
sutrikimg turincius suaugusius vaikus (28-36 m., M = 31,67). Taikant kokybinio
tyrimo metodg, buvo atskleisti motiny, turinciy tokiy vaiky, globos kasdienybés
aspektai ir savo patirties suvokimas viso gyvenimo, apimancio praeitj, dabartj ir ateitj,
kontekste. Taip pat iSrySkéjo motiny aukojimasis savo suaugusiam vaikui, turin¢iam
intelekto sutrikimg, bei sudétingas susitaikymo su vaiko negale procesas.

Esminiai ZodZiai: intelekto sutrikimq turintys Zmoneés, suauge vaikai, globos nasta.

Ivadas

SuZinojus, jog vaikui diagnozuotas intelekto sutrikimas, Seimos
gyvenimas netenka pusiausvyros (Bakk, Grunewald, 1997). Tévai patiria
jausmus, bidingus netekties atveju: Soka, neigimg, pyktj, viltj kad viskas
praeis, nusivylima, depresija (Kubler-Ross, 2001). Neretai sutuoktiniai kaltina
save ar vienas kit dél vaiko nejgalumo, patiria psichiniy bei dvasiniy
problemuy, jauciasi prislégti, susigéde, iSsigande (Bayat, Salehi, Bozorgnezhad,
Asghari, 2011). Taciau daugelis tévy sugeba sékmingai prisitaikyti prie
pakitusio gyvenimo aplinkybiy ir susitaikyti su skaudZia realybe (Ustilaité,
Kuginyté-Arlauskiené, Cvetkova, 2011).

Vaiko negalé paveikia visg Seimg, taCiau daugiausia laiko bei jégy
intelekto sutrikimg turincio vaiko aukléjimui bei prieziiirai skiria jy motinos
(Gupta, Kaur, 2010). Literatiiroje skelbiamy tyrimy (pvz., Cuskelly, 2006; Hill-
Smith, Hollins, 2002; Olsson, Hwang, 2001; Kim, Greenberg, Seltzer, Krauss,
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2003) rezultatai liudija, jog dél vaiko negalés motinos patiria gausybe
neigiamy jausmy bei padariniy asmeniniame gyvenime. Apmaudas dél laiko
neturéjimo asmeniniam gyvenimui, naStos jausmas, depresiSkumas,
pesimizmas, pyktis ir kalté, kaip atsakas dél jau¢iamo nusivylimo dél vaiko
negalés, paprastai kyla dél nesibaigianciy globos atsakomybiy bei negaléjimo
nieko pakeisti.

Motiny, globojanciy sutrikusio intelekto vaikus, patirties iSskirtinumas
susijes su globos trukme. Vaiko, turincio intelekto sutrikimg, globa tesiasi ne
vieng deSimtj mety (Kim, Greenberg, Seltzer, Krauss, 2003). Bégant metams
prieziiros poreikis ne tik nemazéja, bet ir sukelia didéjantj fiziniy sunkumy
krivj, beviltiSkumo jausma bei egzistencinj nerimg (Cuskelly, 2006). Taciau
neigiamos globos pasekmeés néra nei$vengiamos. Seimy reakcijos bei poziiiris j
vaiko negale laikui bégant kinta. Pyktj, apmauda, kaltés jausma Kkeicia
prisitaikymas bei susitaikymo jausmas. UZsienio autoriy atlikti tyrimai (pvz.,
Jones, Passey, 2004; Bostrom, Broberg, Hwang, 2009; Cuskelly, 2006) rodo,
kad neigiamos ir teigiamos emocijos sudaro skirtingas dimensijas, todél didelj
stresg ar globos naStg patiriantys tévai gali patirti ir teigiamus globos
aspektus, pvz., prisiriSima prie vaiko, Seimos rysio sustipréjima, asmeninj ir
dvasinj augima, dziaugsma dél galimybés ripintis savo vaiku ir suteikti jam
laimés. Su patirtimi didéja Zinios bei jgiidziai, motinos iSsiugdo globai bitinus
jgiidzius ir prisitaiko prie situacijos.

Dauguma tyrimy nagrinéja intelekto sutrikimg turinc¢iy vaiky globos
aspektus iki jiems sulaukiant pilnametystés. ISsamiis tyrimai, nagrinéjantys
suaugusiy intelekto sutrikimg turinciy asmeny globos ypatumus, jy senéjimo
poveikj globéjams, pradéti tik pries§ keletg deSimtmeciy. Vis daugiau démesio
atkreipiama j didéjantj vidutinio ir senyvo amZiaus motiny, globojanciy savo
intelekto sutrikima turin¢ius suaugusius vaikus, skai¢iy. Finansiniai sunkumai,
iSéjimas j pensija, silpstanti pac¢iy motery sveikata, nerimas dél vaiko globos
ateityje, kai ju nebebus, sukelia papildomy sunkumy bei nerimg globos
kontekste (Weeks ir kt., 2009). Dél to didéja poreikis spresti vyresnio amziaus
motiny, globojanciy suaugusius vaikus, turincius intelekto sutrikimg,
problemas. Deja, daugelis tyrimy, nagrinéjan¢iy globos ypatumus, yra
kiekybiniai - jie atskleidzia globos nastos socialinius aspektus, motiny
patiriamas finansines, buitines, psichoemocines problemas. Stokojama
kokybiniy tyrimy, kurie leisty atskleisti autenti$ka $iy motery patirtj. Siame
darbe visas démesys skiriamas vyresnio amziaus motinoms, turinioms
suaugusiy vaiky, kuriems diagnozuotas intelekto sutrikimas, kadangi tyrimai
liudija, jog motinos skiria daugiau laiko ir jégy globai nei tévai, be to, jos yra
paZeidziamesnés psichologiskai (Hill-Smith, Hollins, 2002). Vis délto triuksta
informacijos apie Siy motery asmeniska realybés patyrima, joms perkopus j
brandy amZiy. Siame straipsnyje pristatomas kokybinis tyrimas, kuriuo
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siekiama uzpildyti Ziniy apie intelekto sutrikimg turin¢iy suaugusiy asmeny
globos patirtj spraga. Kiekviena Seima yra skirtinga, kiekviena patirtis yra
autentiS$ka netgi panaSios situacijos ar aplinkos kontekste. Niekas geriau nei
motinos nezino, kg reiskia intelekto sutrikimg turin¢io vaiko globa.
Besimokydamos i§ savo paciy klaidy motinos iSmoksta, kaip geriausiai
ripintis intelekto sutrikimg turinciu vaiku, kas padeda ir kas apsunkina Sig
patirtj. Tyrimai, nagrinéjantys tévy, turinciy tokiy vaiky, globos procesa, mazai
démesio skiria analizei, kaip patys tévai supranta $j unikaly, visa gyvenima
trunkantj patyrima. Biitent asmeniné motery, globojanciy turincius intelekto
sutrikima suaugusius vaikus, patirtis padéty geriau suprasti jy problemas ir
ieSkoti pagalbos bei paramos galimybiy. leskant bidy, kurie padéty geriau
suprasti motiny, turinéiy tokiy suaugusiy vaikuy, realybe, Siam darbui buvo
pasirinktas kokybinis tyrimas. Kokybinis tyrimas leidZia i$ arti pamatyti, kaip
tyrimo dalyviai jprasmina savo patirtj.

Tyrimo objektas - motiny, auginanciy suaugusius vaikus, turincius intelekto
sutrikima, globos patirtis.

Tyrimo tikslas - atskleisti motiny, globojanc¢iy suaugusius vaikus, turin¢ius
intelekto sutrikima, patirtj ir iSryskinti teigiamas bei neigiamas Sios patirties
puses, siekiant geriau suprasti motiny iSgyvenimus ir realybe. Supratimas apie
globos patirtj leisty ieSkoti adekvatesnés psichologinés pagalbos formy tiek
suaugusius, tiek mazamecius vaikus, turinCius intelekto sutrikima,
auginan¢ioms motinoms.

Tyrimo klausimai

1. Kaip motinos, globojancios suaugusius vaikus, turincius intelekto
sutrikimg, apibiidina savo globos patirtj?

2. Kaip vertinama suaugusiy vaiky, turinciy intelekto sutrikimg, globos
patirtis viso savo gyvenimo kontekste?

3. Kaip motinos, turinc¢ios tokiy suaugusiy vaiky, apibiidina savo globos
patirties prasme bei tikslg?

Tyrimo metodika

Tyrimo dalyvés. Tyrime dalyvavo 6 Vilniaus mieste gyvenancios
moterys (53-64 m., M = 59,5), turincios sutrikusio intelekto suaugusiy vaiky
(28-36 m.,, M = 31,67). Tyrimo dalyvés atrinktos atsitiktinés tikslinés atrankos
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bidu. Svarbiausias atrankos Kriterijus buvo intelekto sutrikima turincio vaiko
amzius (pilnametyste) ir intelekto sutrikimo lygis (vidutinis arba sunkus).
Siekiant atrinkti kuo homogeniSkesne imtj, j tyrimg kviestos tik tos moterys,
kurios naudojasi socialiniy jstaigy dienos globos paslaugomis.

Lentelé
Tyrimo dalyviy demografiniai ir socialiniai duomenys
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Julija 64 Naslé Pensijoje Aukstasis Mot. 28
Ona 61 | Susituokusi | Pensijoje Aukstasis Vyr. 36
Dirba
3. Rita 53 | ISsituokusi visu Aukstesnysis Vyr. 32
etatu
Dirba
4. Laima 59 | Susituokusi visu Aukstasis Vyr. 28
etatu
Dirba
5. Kristina | 57 Naslé visu Aukstesnysis Vyr. 33
etatu
6. Genuté 63 | Susituokusi | Pensijoje | AukStesnysis Vyr. 33

Pastaba. * Tyrimo dalyviy vardai yra pakeisti.

Interpretaciné fenomenologiné analizé (IFA). Sio tyrimo objektas
yra zmogiSkasis patyrimas, todél pasirinktas kokybinis tyrimo metodas.
Tyrime buvo naudotas Smith (1996) sukurtas interpretacinés
fenomenologinés analizés metodas (IFA; angl. Interpretative phenomelogical
analyse). Fenomenologija nagrinéja fundamentaly filosofinj klausima: kas yra
tikra? Jos esmé slypi siekyje sugrazinti daiktams jy prasme - kaip jie buvo
realiai patirti, suprasti ir priimti kasdieniniame gyvenime (Berglund, 2005).
IFA tikslas yra iSsiaiskinti, kaip konkretus Zmogus jprasmina savo asmeninj ir
socialinj pasaulj (Smith, Osborn, 2003). Pasak Matulaités (2013), IFA leidZia
atskleisti Zmoniy patyrimus bei akcentuoja Zmogaus patyrimo
daugiasluoksniSkumg. IFA apima dviejy etapuy interpretacija - tyréjas,
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remdamasis jgidziais bei moksliniais terminais, stengiasi suprasti ir
interpretuoti kito Zmogaus bandymus suprasti savo patyrima. Tyréjas siekia
iSsiaiskinti, kg reiskia biiti tyrimo dalyvio pozicijoje, suprasti tiriama reiskinj
tarytum i$ vidaus. Démesio centre yra prasmeé, kurig Zmogus suteikia savo
patyrimui (Smith, Osborn, 2003).

Tyrimo eiga ir duomenuy analizé. Duomenys buvo renkami
individualaus pokalbio metu, naudojant pusiau struktiiruoto interviu metoda.
Remiantis literatiiros analize, IFA principais bei iki tyrimo atliktais pokalbiais
su moterimis, turin¢iomis suaugusiy vaiky, kuriems diagnozuotas intelekto
sutrikimas, buvo i§ anksto parengtas pusiau struktiruoto interviu planas,
kuris jtrauké SeSias pagrindines interviu temas: fiziné kasdienybé, santykiai,
jausmai, sunkumai, jveika, ateitis. Interviu metu nebuvo laikomasi grieztos
temy bei atviry klausimy pateikimo tvarkos bei sandaros. Interviu plano
tinkamumas tikrintas bandomojo tyrimo metu, kuris buvo atliktas su 50 mety
moterimi, auginancia 27 mety intelekto sutrikima turintj stiny.

Laikantis IFA principy, pradiniame analizés etape transkribuotuose
(perrasytuose) tyrimo dalyviy pasakojimuose buvo Zymimi fenomenologiniai
komentarai: tyrimo dalyvéms reikSmingi jvykiai, vartojama jy kalba,
asociacijos, panaSumai, prieStaravimai, pasikartojimai, pastiprinimai, jausmai
ir t. t. Fenomenologiniai komentarai pagal reikSme sugrupuoti j preliminarias
kategorijas, kurios geriausiai atskleidZia vienodas prasmes ir savybes, apie
kurias kalbéjo tyrimo dalyvés (Berglund, 2005). Véliau buvo ieSkoma rySiy
tarp kategorijy, grupuojant jas j pagrindines temas. Galutiniame visy atvejy
analiziy integracijos etape susijusios temos sugrupuotos j bendras sudétines
temas (kekes), kol atskleistos visas tyrimo dalyves liec¢iancios ir visas
susijusias temas apibendrinancios pagrindinés temos (metatemos) (Smith,
Osborn, 2003). Visame procese buvo nenutolstama nuo tyrimo dalyviy
pasakojimy ir remiamasi moksliniais terminais bei savirefleksija.

Rezultatai ir jy aptarimas

Atliktas kokybinis tyrimas, kuriame dalyvavo 6 moterys, turincios
suaugusiy vaiky, kuriems diagnozuotas intelekto sutrikimas. Pasirinktas
kokybinis tyrimo metodas, kadangi siekta atskleisti autentiska globos realybe
iS paciy motiny persektyvos, laikant jas Sios unikalios patirties ekspertémis.
Individualiy interviu metu, naudojant pusiau struktiruoto interviu metoda,
buvo atskleistos trys pagrindinés temos: ,Mano kasdienybé“, ,Savo patirties
atspindéjimas®, ,,Aukojimasis savo vaikui®.
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Mano kasdienybé

Tyrimo dalyvés savo kasdienybe pajaucia per globos keliamy
reikalavimy nasta, didéjantj psichologinj atsparuma ir poilsio poreikj.

Globos keliami Psichologinis Poilsio nuo globos
reikalavimai atsparumas poreikis /
Nesugebégjimas

atsitraukti nuo globos

[ Mano kasdienybé ]

1 pav. Pagrindiné tema ,Mano kasdienybé“ ir jg apibiidinancios sudétinés
temos

Globos keliami reikalavimai. Visy motery kasdienybé sukasi apie ju
stinaus ar dukros kasdienines rutinas ir poreikius. Pasak Beach, Schulz, Yee ir
Jackson (2000), globa apima daugybe potencialiy objektyviy ir subjektyviy
stresoriy. Tyrimo dalyvés skirtingai iSgyvena globos keliamus reikalavimus,
akcentuodamos asmeniskai suvokiamg nastg. Tai rodo asmeninés patirties
unikalumg ir autentiSkuma: ,Gyvenimas buvo nuo minutés iki minutés®, ,Visq
laikq stebi, kad kas neatsitikty“, ,Kelniy nemokam susisegti, viskas su gumom,
baty raisteliy nemokam susirist, viskas, na kaip pasakyt, viskas, viskas
smulkmenos, bet is ty smulkmeny ir susidaro gyvenimas.” Sio tyrimo dalyvés
pasakojo, jog bene sunkiausia kasdien matyti, kokj poveikj intelekto sutrikimag
turintis vaikas daro savo sveikiems broliams ar seserims: ,Ne tiktai mano
gyvenimas, bet suzlugdytas gyvenimas yra ir siinaus, kuris istisai turi man
padeét”, ,Turbiit budavo va tas skaudZiausia, pats tq skaudulj nuryji, bet kai tavo
vaikas dél to kencia, tai, tai sudétinga yra.” Kita vertus, kile globos sunkumai
moterims neleido sustoti. Motery istorijos atskleidzia, jog vidiné motyvacija
gyventi yra didesné uz negalés keliamus reikalavimus, o noras uzmegzti rysj
su vaiku yra stipresnis uz liga: ,Man, man, pavyzdZiui, Monika [vardai ir visos
identifikuojamos detalés Cia ir toliau pakeistos, siekiant uztikrinti tyrimo dalyviy
anonimiskumq] gerai miegojo, j lovg nepridaré, man gera (...) ryte dar atsikélé,
neverkia, viskas gerai, viskas Saunu, gyvenimas geras®, ,leskai kiekvienam tokiy
dalyky va, kaZkokiy tokiy metody, va kaip kazkq tokio padaryt, kad graZiuoju,
kad bity per jj [kalba apie siny], kad ne jam primesta.“

Psichologinis atsparumas. Globos patirtis néra vien nasta, ji apima
kur kas platesnj spektra tiek teigiamy, tiek neigiamy dimensijy. Pastebima, jog
artimojo globos patirtis prilygsta normaliam stresui, kurio pasekmé yra
asmeninis globéju augimas (Rungreangkulkij, Gilliss, 2000). Tyrime
dalyvavusios moterys sugebéjo nesugniuZzti ir ugdyti vidine stiprybe, globos
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sunkumai netgi skatino kovoti, davé impulsg buti stiprioms: ,Gal jau truputj ir

"

uzsigrudinau®, ,Ir dabar labai daug tokiy skaudZiy [ZodZiy] tenka iSgirsti, bet,
aisku, uzsiaugini odq per tq“, ,Sako, baimé Zlugdo, nieko panasaus, gal kartais ir
patempia.” Psichologinis atsparumas atspindi Zmogaus sugebéjimg efektyviai
funkcionuoti ir priimti sprendimus net stresinése situacijose. Manoma, kad
tokj Zmogaus polinkj sudaro trys tarpusavyje susije konstruktai:
jsipareigojimas gyvenimui, i$Siikio priémimas (jsitikinimas, kad poky¢iai, o ne
pastovumas, yra gyvenimo norma) ir suvoktas sugebéjimas kontroliuoti savo
gyvenimo aplinkybes (Kupferschmidt, 2009). Siame tyrime dalyvavusiy
motery psichologinis atsparumas atsispindi per Siuos minétus konstruktus:
moterys yra visiSkai jsipareigojusios savo kasdieninéms veikloms, jaucia

a

atsakomybe uz gyvenima (,,Reikia gyventi®, ,0 sako, uZ ko laikaisi? Neturiu uz
(,Nepasiduodu, kovoju”) ir jaucia kontroliuojanc¢ios globos kasdienybe
(,Kazkaip susitvarkai pats“, ,Mamos viskq jveiks“). Svarbu, kad globos
tyrimuose bei praktiniame darbe su Zzmonémis, besiriipinanciais létinémis
ligomis serganciais ar negale turinciais artimaisiais, bity pereita nuo neigiamy
globos aspekty ir globos nastos prie daugialypés, autentiskos globos patirties,
atkreipiant démesij ir j pozityvius globos aspektus, tokius kaip psichologinis
atsparumas, augimas, jveikos jgudziai.

Poilsio nuo globos poreikis. Tyrime dalyvavusios moterys atskleide,
jog poilsis nuo globos joms yra biitinas, jog nepaliiZty. Sios moterys jaucia, kad
ju gyvenimas gali buti ne vien globa. Jos sugeba atsitraukti nuo globos:
»Kartais norisi tos vienatvés, nors j tualetq, na tu uZsidarai, nes ramybés reikia“,
LAS jg isvedus galiu kaZkur truputj laiko sau turéti” Tac¢iau motinos daZnai
nepripazista, jog joms reikalingas poilsis nuo vaiko, turin¢io intelekto
sutrikima. Literatiiroje pateikiami duomenys taip pat liudija apie perdéta
motiny polinkj j vaiko, turinio negale, prieZiirg (Bakk, Grunewald, 1997).
Viena i$ tyrimo dalyviy pasakojo nesijaucianti iSvarginta globos. Taciau kartu
moteris jaucia neturinti pasirinkimo galimybés: ,Nemanau, kad as pavargstu jj
ziirédama, aisku, priklausoma esu, nes nepaliksi, vis tiek reikia Ziiréti.” Vis
délto tyrimo rezultatai rodo, jog motinos jgyja vis daugiau galimybiy atrasti
laiko sau. Tai ypac siejasi su dienos socialinés globos paslaugy gauséjimu
Lietuvoje.

Savo patirties atspindéjimas

Tema ,Savo patirties atspindéjimas” atskleidzia, kaip moterys iSgyvena
suaugusio vaiko, turincio intelekto sutrikimg, globos patirtj viso savo
gyvenimo kontekste. Temoje atsispindi, kaip tyrimo dalyvés mato save, savo
globos patirtj ir kaip jauciasi savo gyvenime.
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N Poveikis Susitaikymas Teigiama
Nerimas dél gyvenimui su savo patirties
ateities patirtimi / pusé
—_
Negalé&jimas N
Mes ir susitaikyti Savo
visuomené gyvenimo
-
suvokimas

[ Savo patirties atspindéjimas ]

2 pav. Pagrindiné tema ,Savo patirties atspindéjimas” ir jg apibiidinancios
sudétinés temos

Poveikis gyvenimui. RySkiis pokyciai tarp to, koks gyvenimas buvo
pries intelekto sutrikimg turinc¢io vaiko gimima ir po to, moteris priverté i
naujo jvertinti ir jprasminti savo gyvenima. Pasak Ustilaités ir kt. (2011),
Seimy, turinéiy nejgaliy vaiky, gyvenimo pokyciai susije su ,asmeninio
gyvenimo kryptingumo Kkaita, santuokiniy rysiy iSbandymu, naujy jgudziy ir
atsakomybés jgijimu“. Tyrimo dalyvés vis prisimena, ko joms teko atsisakyti
dél to, kad galéty rupintis vaiku, turinciu intelekto sutrikima: ,Jai gimus man
teko atsisakyti [darbo], a$ dirbau, turéjau normaly darbq, turéjau viskq®,
»Gyvenimas apsivercia aukstyn kojom.” Tafiau moterys jaucia, jog gyvenimo
pokyciai turi prasme: ,Paveiké ir a$ sakyciau, kad biitent i§ teigiamos pusés,
todél kad turéjom daug draugy, turéjom viskq, bet atsisijojo, paprasciausiai
atsisijoja tie visi draugai, todél kad yra, kurie priima, ir yra, kurie nepriima”“,
»,Gyvenam ir gyvensim, svarbu sveikatos biity, ¢ia pagrindinis dalykas.“

Susitaikymas su savo patirtimi. Tyrime dalyvavusios moterys
atskleidé, jog susitaikymas su realybe, kad lauktas sveikas vaikas turi intelekto
sutrikimg, ateina tik pamazu. Kartais tik po daugelio mety ir daug iSgyventos
Sirdgélos: ,Paskui su tuo susitaikai ir paskui jau gyvenimas darosi®
L»UZsigrudinau, ir tiesiog gyvename, susitaikéem.” Susitaikymo tema
neatsiskleidé tik vienos tyrimo dalyvés (Julijos) pasakojime. Moteris negali
liautis kélusi klausimo: ,Kodél va tokie vaikai gimsta?“ Julija jaucia praradusi
galimybe turéti didZiausig dZiaugsma gyvenime - sveikg vaika, taciau tiki, kad
jos patirtis bus pavyzdys kitiems: ,J] mus tokius turéty Zitiréti, kad va koks as
esu laimingas, kad a$ neturiu tokios problemos, kaip as galiu dZiaugtis, kad
mano vaikai sveiki.” Pasak Jegorovos-Marcenkienés, Jasonaités, Mikulénaités,
Lesinskienés ir Petrulytés (2012), Seima, auginanti vaika, turintj negale,
globos procesa patiria kaip krize, kurioje palaipsniui pasiekiama krizés
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uzbaigimo stadija. Tyrime dalyvavusios moterys nuteikia pozityviai - didéjanti
patirtis, globos jglidziai bei laikas yra susitaikymo su sunkia liga pagrindas.

Savo gyvenimo suvokimas. Visos tyrime dalyvavusios moterys
svarsto apie savo gyvenimg ir atspindi asmeninj savo gyvenimo patyrima per
globa: ,Mano gyvenimas yra jos gyvenimas.” Tyrimo dalyvés stengiasi gerbti
savo patirtj ir nesigrezioti atgal j praeitj: , Tai tiesiog tau skirtas gyvenimas, tu jj
gyveni ir gyveni.” Moterys svarstydamos apie visa savo gyvenima neatsiriboja
nuo intelekto sutrikimg turin¢io vaiko - jo pasaulis jtraukiamas j asmeninj
gyvenimo patyrimg. Tyrimo dalyvés jaucia, kad toks gyvenimas joms buvo
paskirtas auksStesniy jégy, o jy pareiga jj priimti. Savas gyvenimas ir asmeninis
vertingumas yra pajauciamas per veikla, darbg ir tikéjima.

Teigiama patirties pusé. Tyrimo dalyvés paliudija, jog artimojo globa
suteikia galimybe asmeniniam augimui (Rungreangkulkij, Gilliss, 2000).
Zvelgdamos j savo globos patyrima moterys pasakoja, kad joms buvo suteikta
galimybé pazinti ir suprasti intelekto sutrikima turincius Zmones: ,Gal bii¢iau
neZinojusi, kad yra tokiy Zmoniy, gal nebiiciau jiems teikusi jokios pagalbos.”
Moterys atskleidZia, jog globos patirtis buvo inspiracija asmeniniam augimui
(,Man taip lengva nuramint kitg*“), patirti asmeninio gyvenimo pokyciai leido
naujai suvokti save ir pasaulj, tapti geresniu zmogumi (,,Kitaip Zitiriu j pasaulj,
kitaip Zitriu | kitus Zmones, jie man visi yra mieli“). Globos patirtis neuzkerta
kelio aukstai gyvenimo kokybei: ,Puikiai jauCiamés su vaikais“ , ,Kai jinai
didelé, kai mes seni jau, tai kaZkaip jau nebesinori, kad ji ir btity kitur.”

Mes ir visuomené. Né viena tyrimo dalyvé nesijaucia gerai savo
socialinéje aplinkoje. Visos moterys patyré atstimimag, abejinguma bei
nesupratimg tiek i$ artimy Zmoniy, tiek visuomeneés dél to, kad jy vaikas néra
toks, kaip visi. Kalbédamos apie savo santykij su Kkitais, apie tai, kaip jauciasi
socialinéje aplinkoje, moterys daznai kalbédavo daugiskaita - ,mes“. Moterys
jaucia savo kitoniskuma, mato, kaip jy gyvenimas skiriasi nuo bendraamziy
(,Nepageidautini®, ,Lieka uzdarytos durys“). Tyrimo dalyvés akcentuoja, kad
tévai, turintys sutrikusio intelekto vaiky, sudaro uzdara bendruomene.
Remiantis motery patyrimu, tik maza visuomenés dalis supranta ir mato, ka
jos isgyvena: ,Zmonés, kurie mato, mate daug labai tokiy atvejy, kurie dirba su
tokiais atvejais, tik tie suprasdavo®, ,Gailét misy nereikia, bet reikty mus
suprast.” Tyrimo dalyvés Laimos (59 m.) santykis su visuomene iSsiskyré is$
kity motery: ,Nebijau jo leisti j visuomene, tai yra - jis turi pakovoti irgi uz
save.” Moteris jauciasi drasiai visuomenéje, pabrézia savo lygiavertiSkumg ir
skatina intelekto sutrikimg turincio siinaus savarankiSkumg. Manoma, jog
raidos procese savarankiSkumo ugdymas yra itin reikSmingas intelekto
sutrikima turintiems vaikams, kadangi jis tampa pagrindu sudétingesniems
jgiidziams vélesniame gyvenime (Vaicekauskiené, 2005).
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Nerimas dél ateities. Nepasitikéjimas visuomene, socialinés paramos
stygius sukuria pagrinda motery nerimui dél ateities. Tyrimo dalyvés suvokia
abipuse priklausomybe tarp intelekto sutrikimg turin¢io suaugusio vaiko ir
saves. Sios priklausomybés pripaZinimas daznai sukelia asmeninés laisvés
netekties jausmus ir nerimg dél vaiko ateities (Kim ir kt, 2003). Moterys
nerimauja, kas bus, kai jos nebegalés ripintis savo vaiku: ,0 kas bus, kai mes
iSeisim?”, ,Labai bijau numirt (...) visiSkai nenoriu savo stunui palikt jos, kad jisai
Salia savo ty ripesciy (...) kad jisai uZsidéty va tokiq nastq.” Moterys jauciasi
atsakingos uz savo vaiky ateitj, taiau suvokia, jog negali jos kontroliuoti.
UZsienio literatiroje randame prieSingy duomeny (Greenberg ir kt., 1999;
Griffiths, Unger, 1994; Krauss ir kt., 1996), teigianciy, kad intelekto sutrikima
turinciy asmeny tévai tikisi, jog po ju pasitraukimo i§ gyvenimo Kkiti jy siiniis
ar dukros toliau globos intelekto sutrikimg turintj brolj ar seserj (cit. i§ Weeks
ir kt, 2009). Tai rodo Lietuvoje gyvenanciy motery globos patyrimo
iSskirtinuma - moterys priima, jog tai tik joms paskirtas patyrimas, kurio
nevalia uzkrauti kitiems. Moterys drasiai aukojasi dél savo vaiko.

Aukojimasis savo vaikui

Tyrime dalyvavusios moterys jaucia savo globos patirties prasme bei
tiksla. Pasakojimuose iSrySkéja motinystés bei pareigos temos.

Globéjo Besalygiska Dviprasmiski jausmai
vaidmens meilé vaikui dél vaiko atsisakymo

jsisavinimas

[ Aukojimasis savo vaikui ]

3 pav. Pagrindiné tema ,,Aukojimasis savo vaikui“ ir jg apibiidinancios
sudétinés temos

Dviprasmiski jausmai dél vaiko atsisakymo. Zinia apie vaiko negale
motinoms sukélé vidiniy dvejoniy, ar jos yra pajégios biiti nejgalaus vaiko
motinos. Moterys pasakoja patyrusios daug skirtingy jausmy galvodamos apie
vaiko atidavima j globos jstaigas: ,As turéjau jrodinét, kad as negaliu atiduot to
vaiko, kad jis yra mano vaikas ir as jo negaliu atiduot”, ,Mums visi sitilé atiduot”,
»~Galvojom, kq daryt.” Tyrimo dalyvés drasiai atskleidzia, jog vaiko negalé
sukelia daugybe priestaringy jausmy. Tacdiau moterys pabrézia, kad
samoningai pasirinko auginti intelekto sutrikima turintj vaika.

Globéjo vaidmens jsisavinimas. llgainiui pagrindinis globéjas -
asmuo tiek kiekybiskai, tiek kokybiSkai teikiantis daugiausiai globos -
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susitapatina su savo naujuoju globéjo statusu bei vaidmeniu (Pickett, 2006).
Susitapatinimg su globéjos vaidmeniu patiria ir Siame tyrime dalyvavusios
moterys. Jos jauciasi vienintelés galinios ir turincios rupintis savo vaiku,
didZiuojasi savo kaip globéjy vaidmeniu. Moterys pabrézia, kad jy vaidmens
vaiko globoje negalima jsprausti j rémus ar apibendrinti, nes jis yra visa
aprépiantis: ,Brolis, sesuo - tai jau yra ne mama®, ,Konkreciai dél mano vaiko
esu as, jo rankos, jo kojos, jo viskas”, ,Nuo pirmy dieny as éjau su juo visur (...) iki
Siol mes einame.”

BesalygiSka meilé vaikui. Susitapatinimas su globéjy vaidmeniu
neiSstimé motiniSkumo jausmo, pirminio motinos ir vaiko santykio. Moterys
atskleidzia, kad motiny meilé savo vaikui yra didesné uz negale. Manoma, jog
sutrikusios raidos vaikus auginanc¢ioms motinoms biidingos atsiribojusios ir
maziau subalansuotos vaiko reprezentacijos, Sios motinos patiria daugiau
neigiamy jausmy nei normalios raidos vaiky motinos. Taciau intelekto
sutrikimg turin€iy vaiky motinos globos sunkumus bei nusivylima gali
kompensuoti per bendravima su vaiku (Pukinskaité, Praninskiené, 2008).
Siame tyrime dalyvavusios moterys patyré, koks svarbus ir gilus yra motinos
ir vaiko rysys, vaikas motinai vertas didziausios meilés, nepaisant nieko: ,Jinai
remiasi ir jinai Zino, kad ¢ia yra mama*, ,Vis tiek yra vaikas, yra savas vaikas, ir
ar jis su negale, ar jis be negaleés, yra toks, ir pripranti gyventi, ir kitaip, atrodo,
ir negali biiti.” Intelekto sutrikima turintis vaikas netgi tampa didZiausia
motiny paguoda ir atrama: ,Jis mane myli, jis apsikabina.” Moterys vertina ne
savo vaiko trikumus ir ribotumus, o didZiuojasi jo gebéjimais, mato ne vaiko
sutrikimg, o jo groZj.

k3kk

Tyrime dalyvavusios moterys, globojanc¢ios suaugusius vaikus,
turincius intelekto sutrikima, atskleidé, kad negale turincio vaiko globa yra jy
dabartis, neatsiejama gyvenimo dalis. Prisiminimai, praeitis, ateitis,
liikesciai - viskas siejama su suaugusio vaiko globa, kuri yra motery dabartis.
Lyginant Siame tyrime dalyvavusiy motery globos patirtj su keleto uzsienio
autoriy (pvz., Cook-Merrill, 2010; Tucker, Gomez, 2011) skelbiamais panasiy
kokybiniy tyrimy duomenimis, skirtingy S$aliy moterims, turincioms
sutrikusio intelekto vaiky, budingi panasus psichosocialiniai globos patirties
aspektai. Motiny jsipareigojimas vaiko kasdieniniams poreikiams, jgyto
meistriSkumo jausmas, globos poveikis asmenybei, gyvenimui ir pozitriui i
pasaulj, kitoniSkumo jausmas, nerimas dél ateities ir gebéjimas reflektuoti
savo patyrimg - vieni svarbiausiy unikalia globos realybe atspindinciy
aspekty. Motery globos patirtis yra unikali, taciau kartu pasiZzymi bendru, visa
apimanciu realybés patyrimu. Vis délto Lietuvoje gyvenanciy motery patirties
iSskirtinumas susijes su kompleksinés psichosocialinés pagalbos poreikiu bei
jos atmetimu. Siame tyrime dalyvavusios moterys néra linkusios ieskoti
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pagalbos dél nusivylimo specialistais, nepasitikéjimo visuomene bei politikos
sistema. Nerimas dél ateities atspindi svarbig tyrimo dalyviy patirties puse,
taiau moterys stengiasi vengti ateities temos, jos labiau akcentuoja
gyvenima, kuris vyksta ,c¢ia ir dabar”. Be to, tyrimo dalyvés iSsiskyreé pareigos
jausmo stiprumu, savo patirties priémimu, susitaikymu bei tikéjimu.
Atsiskleidé vyresnio amziaus motery gyvenimo prasmés patyrimas per
aukojimasi savo vaikui. Negale turincio vaiko ir motinos rysiui turéty biti
skiriamas ypatingas démesys tiek moksliniy tyrimy, tiek psichologinés
pagalbos plotméje. Reikalingi tolesni kokybiniai tyrimai, orientuoti j gilesnj
motiny ir jy sutrikusio intelekto vaiky santykiy lygmens supratima.

Tyrimo iSvados

1. Vyresnio amziaus motery, turinc¢iy suaugusiy vaiky, kuriems
diagnozuotas intelekto sutrikimas, globos patirtis yra daugiadimensiné.
Netgi sunkumai, su kuriais tenka susidurti moterims, néra Sabloniski,
jie patiriami ir suvokiami skirtingai. AtsiZvelgiant j skirtingos patirties
autentiSkuma, svarbu gilintis | Zmogiskajj globos patyrima bei procesus,
uzuot vertinus tik globos nastg ar kitas neigiamas globos dimensijas.

2. Vienas i$ psichologinés pagalbos moterims, globojan¢ioms vaikus,
turinCius intelekto sutrikima, tiksly galéty buti motery psichologinio
atsparumo ugdymas, kuris leisty ,atlaikyti“ globos keliamus sunkumus
ir sékmingai prisitaikyti prie esamos situacijos. Stiprinant motery,
auginanciy tokius vaikus, psichologinj atsparuma, visy pirma, svarbu
atkreipti démesj i jy kasdieniniy jgiidziy ugdyma, psichoedukacija ir j
problemy sprendima orientuoty jveikos strategijy mokyma.

3. Vyresnio amZiaus moterys, turincios tokiy suaugusiy globojamy vaiky,
yra tikrosios Sios patirties ekspertés, todél ju pasakojimai ir turimi
kasdieniniai jgudziai galéty padéti ir jaunoms motinoms,
susidurianc¢ioms su nezinomybe ir baime globojant negale turintj vaika.
Todél vienas i tinkamos psichologinés pagalbos biidy neabejotinai yra
savitarpio pagalbos grupés, kuriose dalyvauty tiek motinos, kuriy
suauge vaikai turi intelekto sutrikima, tiek dar neseniai vaiko diagnoze
suzinojusios jaunos moterys. Tai suteikty galimybe iSreiksti emocijas
saugioje aplinkoje, atpaZinti ir kontroliuoti kylan¢ius neigiamus
jausmus, gauti supratima ir palaikyma bei konkrecios informacijos, kaip
sékmingai tvarkytis buityje, kas padeda ir apsunkina kity motery
kasdienybe.
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Abstract

The paper analyses the caregiving experience of mothers of adults with intellectual
disability. People with intellectual disability typically have a lack of autonomy,
cognitive abilities and social skills. Therefore, these people usually remain dependant
on others, mostly their parent, for the rest of their lives. Mothers spend most of their
time caregiving the intellectually disabled child. Six women (range of age - 53-64,
mean - 59.5) who have adult children with intellectual disability participated in this
research. Applying the qualitative research method, we revealed the dimensions of
caregiving and participants’ perception of caregiving, in the context of their entire
lives, including the past, present and future. The results revealed the mothers’
dedication to their adult children with intellectual disability and the complicated
process of the acceptance of their child’s disability. Keywords: people with intellectual
disability, adult children, caregiving burden.

Introduction

After hearing a child’s diagnosis of intellectual disability the family undergoes
a crisis (Bakk, Grunewald, 1997). Parents experience feelings typical to
bereavement: shock, denial, anger, hope that will everything pass,
disappointment, and depression (Kubler-Ross, 2001). Married couples often
blame each other for their child’s disability, and may experience mental and
spiritual issues, feel depressed, ashamed, and scared (Bayat, Salehi,
Bozorgnezhad, Asghari, 2011). However, many parents are able to adjust
successfully to their changed life situation and to accept the painful reality
(Ustilaité, Kuginyté-Arlauskiené, Cvetkova, 2011).

A child’s disability affects all the family. However, most of time and energy
caring for and educating the child is taken from the mother (Gupta, Kaur,
2010). Research studies in scientific literature (eg: Cuskelly, 2006; Hill-Smith,
Hollins, 2002; Olsson, Hwang, 2001; Kim, Greenberg, Seltzer, Krauss, 2003)
declare that mothers experience lots of negative feelings and consequences in
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their personal life because of the child’s disability. Annoyance because of a
lack of time for themselves and also due to the, caregiving burden, depressive
mood, pessimism, anger and guilt as a reaction to disappointment of the
child’s disability. These feelings emerge because of the endless caregiving
responsibilities and the inability to change anything.

The experience of mothers’ caregiving for their adult children with intellectual
disability is exceptional because of its duration. The caregiving of a child with
an intellectual disability usually lasts for decades (Kim, Greenberg, Seltzer,
Krauss, 2003). Over the years the need for caregiving does not decline, on the
contrary it increases. It creates a growing strain of physical difficulties,
hopelessness and existential anxiety (Cuskelly, 2006). The negative
consequences of caregiving are not unavoidable. Parents’ reactions and
attitudes towards a child’s disability changes over time. Anger, annoyance, and
guilt are replaced by adjustment and acceptance. Foreign authors (eg: Jones,
Passey, 2004; Bostrom, Broberg, Hwang, 2009; Cuskelly, 2006) state that
negative and positive emotions constitute different dimensions. Therefore,
parents who experience great stress for the caregiving burden also can feel
positive aspects of caregiving, like attachment to the child, feelings of
coherence, personal and spiritual growth, happiness to raise their child and
opportunity to bring happiness to her/him. Over time the knowledge and
skills develop, mothers acquire the skills necessary for caregiving that help to
adjust to a changed life situation.

Most studies examine aspects of caregiving of children with intellectual
disability until adulthood. Extensive studies that explore aspects of caregiving
of such adults and the effect of aging for caregivers started only a few decades
age. More attention is paid to the growing number of middle-aged and elderly
mothers’ caring for their adult children with intellectual disability. Financial
difficulties, retirement, health issues, concern about the adult child’s future,
when mothers are no longer be able to look after them, causes new difficulties
and anxieties in caregiving (Weeks et al., 2009). Therefore, there is a growing
need to solve caregiving problems of mothers of adults with intellectual
disability. Unfortunately, most of the studies that examine aspects of
caregiving are quantitative. These studies reveal the social aspects of the
caregiving burden, financial, daily and psychoemotional problems that
mothers face in their daily life. There is a lack of qualitative research that
would help to reveal the authentic experience of mothers of adults with
intellectual disability. This article pays attention to older women who have
adult children with intellectual disability because research studies show that
these women spend more of their time and energy for caregiving compared
with fathers. Also, these mothers are more psychologically vulnerable (Hill-
Smith, Hollins, 2002). There remains a lack of information about womens’
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personal experience of caregiving reality after they get older. This article
presents qualitative research that aims to fill the gap of knowledge about the
caregiving experience of mothers of adults with intellectual disability. Every
family is different; every experience is authentic even in similar situations or
environments. Nobody knows better than mothers what it means to care for
an intellectually disabled child. While learning from their experience and
mistakes mothers acquire knowledge about how to raise child with
intellectual disability, what makes this experience easier and what makes it
harder. Studies that analyse caregiving process pay little attention to parents’
understanding about this unique experience that lasts a lifetime. Womens’
personal experience could promote a better understanding of their problems
and look for opportunities for help and support. In order to identify methods
that would help to understand the reality of these women a qualitative
research method was chosen. Qualitative research allows for a deeper
understanding of how research participants give meaning to their experience.

Object of research - caregiving experience of mothers of adults with
intellectual disability.

Aim of research - to reveal the caregiving experience of mothers of adults
with intellectual disability and highlight positive and negative aspects of this
experience in order to deepen understanding about mothers’ reality and
feelings. This better understanding would help to find more adequate forms of
psychological support for mothers who have an adult or younger children
with intellectual disability.

Research questions

1. How mothers of adults with intellectual disability describe their
caregiving experience?

2. How mothers value the caregiving experience in the context of their
entire lives?

3. How mothers of adults with intellectual disability describe the meaning
and purpose of their caregiving experience?

Methodology

Participants. The data was derived from interviews with six participants
(range of age - 53-64, mean - 59.5) who have adult children with intellectual
disability (range of age - 28-36, mean - 31.7). All participants were living in
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Vilnius city. Random sampling was based on two criteria - the age of children
with intellectual disability (adulthood) and severity of the intellectual
disability (mild and severe cases of disorder). In order to select a
homogeneous sample, invitations to participate in the research were given to
women who were using social services day care for their intellectually
disabled adult childern.

Table 1

Demographic and social characteristics of research participants

* L
2 - g g S &
g o | £3 z = 52 | o
No. = o0 o= g’ s g = 2
= < C = — = = '5 =
= = =) = o =
o g = < o
a
Julija 64 Widow Retired Higher education Female | 28
Ona 61 | Married Retired | Higher education Male 36
Advanced
3. Ruta 53 | Divorced | Full-time vocathnal Male 32
education and
training
4, Laima 59 Married Full-time | Higher education Male 28
Advanced
5. Kristina 57 Widow Full-time vocathnal Male 33
education and
training
Advanced
6. Genuteé 63 Married Retired vocathnal Female | 33
education and
training

* Note: Participants’ names are changed.

Interpretative phenomenological analysis (IPA). The object of this
research is the human experience. Therefore, the qualitative research method
- Interpretative Phenomenological Analysis (IPA; Smith, 1996) - was chosen.
Phenomenology deals with the fundamental philosophical questions: what is
real? Its essence lies in the objective to restore the meaning - how the
phenomenon or thing was actually understood and accepted in daily life
(Berglund, 2005). The aim of IPA is to explore how a particular person is
making sense of her/his personal and social world (Smith, Osborn, 2003).
According to Matulaité (2013), IPA promotes the revealing of human
experiences and emphasizes its multidimensionality. IPA involves a detailed
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examination of the person’s reality. Analysis involves a two-stage
interpretation process - the researcher, using her/his skills and scientific
terminology, is trying to make sense of the participant trying to make sense of
her/his world. The researcher aims to explore what it means to be in the
participant’s shoes, in other words, to understand the phenomenon from
inside. Attention is paid to the meaning that person gives to her/his
experience (Smith, Osborn, 2003).

Procedure and data analysis.

Qualitative data was obtained through interviews with participants, using the
semi-structured interview method. In conformity with scientific literature, the
principles of IPA and conversations with women having adult children with
intellectual disability, and a semi-structured interview plan was prepared
which consisted of six broad topics: physical routine/senses, relationships,
feelings, difficulties, coping, future. Interviews were not limited to strict order
but to a relaxed structure of themes and open ended questions. A pilot study
was conducted with a 50 year old woman who has a 27 year old son with
intellectual disability. The purpose of the pilot study was to check the
suitability of the semi-structured interview plan.

In accordance with IPA principles, in the initial stage of analysis,
phenomenological comments were marked in the transcribed stories of
participants: significant events, speech used by participants, associations,
similarities, contradictions, recurrences, reinforcements and feelings. All
phenomenological comments found in the texts, according to their meaning,
were grouped into tentative categories which illustrated the same meanings
and qualities that were expressed by participants (Berglund, 2005). After, the
connections between the emerging categories were traced in order to group
them into main themes. In the final stage all related themes were grouped into
major sub-themes (clusters) until key themes (meta-themes), that relate to all
topics, emerged. Through all this process it was important to stay close to the
original stories of the participants with reference to scientific terminology and
self-reflection.

Results and discussion

The qualitative research was performed with six women who have adult
children with intellectual disability. A qualitative research method was chosen
because the aim was to reveal the authentic reality of caregiving as seen from
the participants’ perspective. Participants were considered as experts of this
unique experience. During individual interviews, using semi-structured
interview method, three key themes were revealed: ,My daily life“, ,Mothers'
reflections on their experiences®, ,Mothers‘ dedication to their child“.
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My daily life

Research participants experience their daily life through caregiving demands,
growing psychological resilience, and need for rest in caregiving.

Caregiving Psychological Need for rest / Inability
demands resilience to step back from
caregiving

[ My daily life ]

Fig. 1. Key theme “My daily life” and sub-themes that describe the key theme

Caregiving damands. Womens’ daily lives revolve around routines and the
needs of their adult children with intellectual disability. According to Beach,
Schulz, Yee and Jackson (2000), caregiving involves many potentially objective
and subjective stressors where participants experience caregiving damands
differently. Women highlight a personal perception of the caregiving burden.
It shows a uniqueness and authenticity of personal experience: “The life was
from minute to minute”, “You look after all the time, that nothing would
happen”, “He doesn’t know how to do up trousers, everything have to be with
suspenders, doesn’t know how to lace up shoelace, everything, well how to say,
everything, everything is details, but life is comprised from these little things”.
Participants said that the most difficult thing was seeing the impact that a
intellectually disabled child had on his siblings: “Not only my life, but also son’s
life is ruined, he continuously has to help me”, “Probably that was the most
painfull, you overcome that sorrow, but when your child is suffering, that, that is
difficult”. On the other hand, caregiving difficulties don’t defeat these women.
Participants’ stories reveal that their inner motivation to live is greater than
damands of disability, and the intention to get in touch with the child is
stronger than the disease: , For me, for me, well, for example Monika [names
and other details that may identify participants here and further were changed
in order to certain confidentiality] slept well, didn’t urinate in her bed, so I feel
good (...) and if in the morning when she wakes up she doesn’t cry, so it’s great,
it’s just nice, life is good”, “You always look for some new ways, well some
methods, how to do something, that it would be in the right way, nicely, that it
would come from him [talks about her son], without enforcement”.

Psychological resilience. The caregiving experience is not only a burden.
This experience encompasses a much wider range of both positive and
negative aspects. It is noticed that the caregiving experience typically has a
normal amount of stress. And the consequences of this experience for
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caregivers is personal growth (Rungreangkulkij, Gilliss, 2000). Research
participants managed how not to fall apart and how to develop psychological
resilience. Challenges of caregiving even encouraged these women to fight,
and were a stimulus for them to be stronger: “Maybe I have already toughened
up a little bit", “Even when it happens I hear a lot of these hurtfull things, but of
course you get a thicker skin because of that”, “It is said that fear can disrupt
you, nothing like that, maybe sometimes fear even lifts you up”. Psychological
resilience reflects a human’s ability to operate and make choices effectivelly
even under stressful situations. This predisposition to psychological resilience
is thought to be comprised of three interrelated constructs: a commitment to
living, acceptance of life’s challenges (belief that change, rather than stability,
is life’s norm), and a belief that one has personal control over her/his life‘s
circumstances (Kupferschmidt, 2009, p. 13). Research participants reflected
their psychological resilience through these constructs. Women are commited
to their daily routines, they feel responsibility for their lives (,You must to
live®, “They ask, how do you hold on? I don’t have anything to hold on, so you
cling on air”), they accept the caregiving experience as a challenge of life (“I am
not giving up, I fight”), and feel like they have control over caregiving
(,Somehow you cope with it on your own"; ,Mothers will overcome everything”).
It's important that studies of caregiving and practical work with caregivers
should turn from the negative aspects of caregiving and burden to the
multidimensional, authentic experience of caregiving. It's crucial to pay
attention and emphasize the positive aspects of caregiving like psychological
resilience, personal growth and coping skills.

The need for rest. Research participants revealed that rest is necessary for
them, in order to prevent break down. These women feel that their lives can
be more than just caregiving. They are able to step back from it: “Sometimes
you want loneliness, you go to the toilet, well you shut yourself away, because
you need the rest”, “I can have some time for myself a little bit, when I take her
out”. However, mothers often can’t admit that they need the rest from the care
of their own child. Data found in literature evidence about mothers’
predeposition to exaggerated their caregiving of the disabled child (Bakk,
Grunewald, 1997). One of the participants of this research feels that she is not
exhausted by caregiving. At the same time she feels she has no other choise: “I
don’t think I get tired of caregiving, of course, I'm depended upon because you
can’t leave, and you need to look after”. Still, the results of the research show
that women get more and more possibilities to find some time for themselves.
This change is strongly associated with the increasing service of social day
care in Lithuania.
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Mothers‘ reflections on their experience

This key theme reflects how women see their caregiving experience from their
entire life’s perspective. It reveals how participants see themselves, their
caregiving experience, and how they feel in their lives.

- | ¢ on lif Positive
: mpact on life :
A“X'e;ytabOUt the } Conciliation with side of
uture your experience / careg!vmg
experience

Inability to accept

-

We and society ] /

Mother’s reflections on their experience ]

)

life

-
Perception of }

Fig. 2. Key theme “Mother’s reflections on their experience” and sub-themes
that describe key theme

Impact on life. Significant changes between their lives before the birth of
their intellectually disabled child and afterwards forced women to re-evaluate
their life and make a new sense of living. According to Ustilaité et al. (2011),
the lives of families with disabled children are associated with “changes of
direction in personal life, challenges in marital relationships, achievement of
new skills and responsibility”. Research participants still remember what they
had to give up because of caregiving: “When she was born I had to resign from
normal, I was working, 1 had a normal job, I had everything”, “Suppose that life
turns upside down”. However, women feel that life’s changes make sense: ,It
affects you I would say in a positive way, because we had a lot of friends, we had
everything, but that life faded away, all these friends, because there are those

who can accept and there are those who can’t”, ,We live and we will live, the only
important thing is health, it is the most important thing”.

Conciliation with your experience. Participants revealed that the
acceptance of reality that they have after they have a child with intellectual
disability comes slowly. Sometimes only after many years and sorrow:
“Afterwards you accept and then life goes on”, “I became tougher, we just lived
on, we conciliate”. But the conciliation theme was not present in one interview.
Julija can’t stop asking tha question: “Why children like this have to be born”?
Julija feels she has lost the opportunity to have the greatest joy in her life - a
healthy child. But she hopes that her experience can be an example to others:
“They should look to people like us that, hey, look how happy I am, I don’t have
this problem, I can be so happy that my kids are healthy”. According to N.
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Jegorova-Marcenkiené, A. Jasonaité, L. Mikulénaité, S. Lesinskiené and ].
Petrulyté (2012), a family with a disabled child experiences this process of
caregiving as a crisis in which they gradually achieve the resolution of the
crisis to become an altered way of living. Research participants’ stories
emphasised the experience, skills of caregiving and time that eventually lead
to their acceptance of the management of the difficulties of having a child with
intellectual disability.

Perception of life. Research participants think about their life and reflect
their personal life through the caregiving experience: “My life is her life”.
Participants respect the experience they have and try not to look back: “It is
the life you got, and you have to live it, and you live”. Thinking about their lives
women didn’t dissociate themselves from their intellectually disabled child -
the child’s life is included into their experience of personal life. Participants
feel that this life was sacred to them from superior powers, and it is their
obligation to accept it. Their own life experience and self-worthiness is felt
throught activity, work and faith.

Positive side of caregiving experience. Participants certify that caregiving
for a relative gives a chance for personal growth (Rungreangkulkij, Gilliss,
2000). Thinking about their experience the research participants said that
they had an opportunity to know and understand people with intellectual
disability: “Maybe, I wouldn't know that there are such people, maybe I
wouldn’t have been helping them”. Women reveal that the caregiving
experience was an inspiration for personal growth ( “It’s so easy for me to calm
down other”). Life’s changes they experienced gave one more opportunity to
make sense of themselves and the world, and to become better people (“I look
differently to the world, I look differently to other people, and they all look so
kind to me”). The caregiving experience doesn’t prevent a high quality of life:
“We feel great with the kids”, “When she is grown up, when we are already old,
somehow we don’t want anything would be different”.

We and society. None of the participants feel good in their social
environment. Participants experienced rejection, indifference and a lack of
understanding from people close to them and society because their children
are not like others. Speaking about their relationship with others, and how
they feel in society, women often used the plural pronoun “we”. Women feel
their otherness. They see how their lives are different from their peers ( “We
are unacceptable”, “You stay behind closed doors”). Participants emphasize
that parents of children with intellectual disability constitute a closed
community. According to the womens’ experience, only a small part of society
understands and sees what they are going through: “People who see, who saw
a lot of examples of such cases, who work with them, only they understood”, “We
don’t need your pity, but we need understanding”. Laima’s (59 years old)
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relationship with society was different from others: “I'm not afraid to let him
to society, I mean - he also has to fight for himself’. She feels brave in her
environment, she emphasizes her parity and encourages the autonomy of her
intellectually disabled son who is 28 years old. It is believed that autonomy
skills are significant for children with intellectual disability in development
process, because these skills form the basis for more advanced skills for later
life (Vaicekauskiené, 2005).

Anxiety about the future. Distrust of society and lack of social support
created the basis for women’s anxiety about the future. Women realize the
interdependence between themselves and their adult child with intellectual
disability. Recognition of this interdependence often stimulates feelings of lost
autonomy, and leads to concerns about the child’s future (Kim et al., 2003).
Women are concerned about the time when they won’t be able to caregive
anymore: “What will happen when we’ll be gone?”, “I'm so afraid to die (...) |
really don’t want to leave her for my son, that beside his own worries (...) that he
would get such a burden”. Women feel responsiblity for their children’s future,
but realize that they can’t control it. Contrary findings are found in foreign
literature. Authors (eg: Greenberg, Seltzer et al., 1999; Griffiths, Unger, 1994;
Krauss, Seltzer et al., 1996) notice, that parents of adults with intellectual
disability expect, that after they pass away, their sons or daughters continue to
care for their intellectually disabled brother or sister (oc. Weeks et al., 2009).
It shows how exceptional Lithuanian women'’s experience is - women accept
that this experience is assigned only to them, and it is forbidden to impose the
burden on others. Women courageously sacrifice their autonomy for their
own child.

Mothers‘ dedication to the child

Research participants feel meaning and purpose in caregiving. Feelings of
motherhood and responsibility are emphasized in the women stories.

Identification Unconditional Ambiguous feelings
with caregiver love for a child concerning child’s
role abandonment

[ Mothers* dedication to the child ]

Fig. 3. Key theme “Mothers‘ dedication to the child” and sub-themes that
describe key theme
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Ambiguous feelings concerning child’s abandonment. The child’s
diagnosis evoked inner apprehension for participants and thoughts about
being the mother of a disabled child. Women said they had experienced lots of
different feelings about making decision to raise the intellectually disabled
child or place her/him in a foster home: “I had to argue that I can’t give away

» o«

that child, that he is my child and I can’t give him away”, “Everybody suggested
us to give away”, “We didn’t know what to do”. Participants bravely reveal that
their child’s disability evokes a lot of ambiguous feelings. However, women
emphasize that they made the deliberate decision to raise their intellectually

disabled child themselves.

Identification with caregiver role. Eventually the primary caregiver -
person who provides most of caregiving (spends most time, devotes to
disabled relative etc.) - identifies with his or her new caregiver status and role
(Pickett, 2006). This identification was also seen among the research
participants. Women feel like experts of caregiving, the only ones who can
look after their child. They are proud of their role in child’s caregiving. Women
emphasize that the caregivers role can’t be confined or generalized, because

» o

this role is all encompassing: “Brother or sister - they just not mother”, “It is just

me for my child, his arms, and his legs, his everything”, “I was there for him from
the beginning (...) and now, we are still going together”.

Unconditional love for a child. Identification with the caregiver role didn’t
replace maternal feelings, and the primary mother-child relationship.
Participants revealed that the mother’s love for her child is greated than the
disability. Mothers of children with dysfunctional development typically have
dissociated and less balanced representations of the child, and experience
more negative feelings than women who have children with normal
development. However, it is noticed that mothers of children with intellectual
disability can compensate for the caregiving demands through communication
with their child (Pukinskaité, Praninskiené, 2008). Research participants
experienced how important and deep the relation is between mother and
child: “She leans on me, and she knows that here is mummy”, “Still a child, your
child, whether with disability or without disability, he is what he is, and you get
used to this, and even seems it can’t be differently”. Paradoxically the
intellectually disabled child can become the biggest support and consolation
for the mother: “He loves me, he hugs me”. Women don’t think about their
child’s weaknesses and limitations, but they are proud of their children’s
capabilities, they see the child’s beauty, rather than disability.

%k

Research participants revealed that caregiving for a disabled adult child is
their reality, their present, inseparable part of their lives. Women’s memories,
past, future and expectations - everything is associated with their present -
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caregiving for their disabled adult child. We compared the research results
with some similar qualitative research studies accomplished by foreign
authors (eg: Cook-Merrill, 2010; Tucker, Gomez, 2011). Women from different
countries share some analogous psychosocial aspects of the caregiving
experience. Maternal commitment to a child’s needs, feeling of gained mastery
in caregiving routines, impact of caregiving on the women’s personality, life
and their attitude towards the world, feelings of being different, anxiety about
the future and an ability to reflect on personal experience - these are the most
important aspects unique to the reality of caregiving. The caregiving
experience is authentic, but also shares common feelings of reality. However,
the experience gained through these research participants living in Lithuania
was exceptional because of the huge need for integrated psychosocial support
and the rejection of any help. Research participants do not tend to look for the
help because of past disappointments of specialists and distrust of society and
policy. Anxiety about the future reflects an important part of the womens’
experience. However, women try to avoid speaking about their future. They
emphasize the present, living here-and-now. Also, participants showed
exceptional responsibility, acceptance of their experience, conciliation and
faith. The sense of life that older women feel revealed through their dedication
to their child. More attention should be paid to the relationship between the
disabled child and mother in the field of psychological research and practice.
Further qualitative research is necessary for a deeper understanding about
mothers and their children with intellectual disability relationship.

Conclusion

1. The caregiving experience of older women who have adult children
with intellectual disability is multidimensional. The caregiving
challenges that women deal with aren’t stereotypical. Caregiving is
experienced and perceived differently. Considering an authenticity of
different experiences it is important to deepen knowledge about
caregiving experience and processes, instead of evaluating caregiving
only as a burden and other negative dimensions of caregiving.

2. One of the aims of psychological support for women who have children
with intellectual disability could be the development of psychological
resilience. It would allow to “buffer” caregiving challenges and foster
successful adjustment. It is important to pay attention to the
development of women'’s daily skills, knowledge inhancement and
training in coping strategies oriented to problem solving.

3. Older women who have adult children with intellectual disability are
experts in caregiving experiences. So, their stories and skills could help
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younger women who face uncertainty and fear in their caregiving
activities. One of the appropriate methods of psychological support is
through self-help groups that would include women who have adult
children with intellectual disability and those who just a short time ago
heard about their child’s diagnosis of intellectual disability. Self-help
groups would allow women to express their feelings in a safe
environment, to identify and have control over negative feelings, to
receive understanding and support and find specific information on
how to deal with daily demands, what makes this experience easier and
what burdens the daily life of other women.
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