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Straipsnyje analizuojama, kaip Seimos, auginancCios vaikus, turinius sunkig negale,
reprezentuoja socialinj darbuotoja valstybinéje paramos sistemoje. Si sistema apibréZiama kaip
parama medicinos, socialiniame ir Svietimo sektoriuose, kuriuos reglamentuoja Lietuvos
Respublikos jstatymai. Socialinis darbas gali bdti vadinamas nauju reiskiniu, palyginti trumpai
gyvuojanciu praktikoje.

Seimy, auginanéiy nejgalius vaikus, tyrimas svarbus tuo, kad nebuvo siekiama pateikti
objektyviy rezultaty, nes Sis tyrimas orientuojasi j Seimy subjektyvios nuomoneés atskleidima.
Nuomonés apie valstybine paramos sistemg tyrimas atskleidé, jog parama vertinama kaip
nepakankama Seimoms susiddrus su sunkumais. Pozityviausia Seimy nuomoné buvo apie
Svietimo sektoriy, maZiausiai pozityvi — apie medicinos. Palyginti su Kkitais sektoriais,
pedagoginis sektorius buvo apibldintas kaip atviriausias bendradarbiavimui su Seimomis.
Pagrindinés Seimy minimos problemos medicinos sektoriuje buvo Sios: neigiamas poZidris j
»Kitokj“ vaika, etiketizavimas ir nesidalijimas informacija su tévais. Ypatingos reikdmés
socialiniam darbuotojui sistemoje Seimos nesuteiké, taCiau jos kalbéjo apie egzistuojantj
ilgalaikés paramos poreikj. Seimy jsivaizdavimu socialinis darbuotojas galéty biti ilga laika

palaikantis rySius su Seima specialistas.

Esminiai Zodziai: socialinis darbas, paramos sistema, negalé, Seima.

Jvadas

Atkarus nepriklausomybe Lietuvoje 1990
metais, socialinio darbo ir negalés savoky
aiSkinimas jgavo naujy prasmiy. Bucinsko (2009)
teigimu, Siuo periodu pokycCiai palieté visas
kasdienio gyvenimo sritis. Keitesi ne tik negalés
diskursas, bet ir teisiné bazé — buvo priimti nauji
jstatymai.

Vienas esminiy jstatymy, Kkuris tapo
postlmiu poZidrio j nejgaliuosius visuomenéje
kaitai, buvo Nejgaliyjy socialinés integracijos
jstatymas, jsigaliojes nuo 2005 mety. Sio jstatymo
priémimas atveré naujas galimybes nejgaliems
Zmonéms. Lietuva, priimdama §j jstatyma,
reglamentavo interpretatyvistinj negalés supra-
timg. ISpléstas negalés supratimas neapsiribojo
vien biologiniais aspektais kaip anksCiau. Miné-
tame jstatyme pristatomos naujos sgvokos, nu-
bréZztos gairés veikianCiai socialinés integracijos
sistemai trijuose pagrindiniuose valstybiniuose
sektoriuose: medicinos, socialiniame ir Svietimo.
Socialinés apsaugos ir darbo ministerijos' teigimu,
Sio jstatymo priemimas reiSké teisinj nejgaliyjy
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integracijos modelio priartinimg prie Europos
Saliy konteksto?. Gudzinskienés ir Jurgutienés
(2010, p. 21) manymu, svarbiausia, jog Siame
jstatyme naujai jvertinama Zmogaus negalé ir jam
atsiveriancios galimybeés.

Socialinés apsaugos ir darbo ministerijos
duomenimis, Lietuvoje vaiky, turinCiy negale,
skaiCius kasmet auga. Deél Sios prieZasties yra
realu kalbéti ir apie didejantj paramos poreik].
Guscia, Harries, Kirby, Nettelbeck ir Taplin
(2006) tyrimas parodé, jog Zmonéms, turintiems
kompleksiniy sutrikimy, parama yra ypac svarbi.
Kreivinienes (2007, 2011), VaicCekauskaités
(2009) teigimu, paramos batinybé iSkyla, nes
nejgalieji yra labiau pazeidziami dél visuomenés
socialiniy poky€iy. Siy autoriy (Kreivinieng,
Vaicekauskaité, 2010) nuomone, tokios Seimos
situacija yra sudétinga, todél parama turi bati
orientuota j Seimos stabilizavimg ir harmoni-
zavima.

2 |statyme numatyta nuolatinés paramos galimybé. Taip pat
teigiama, jog negale bdtina suvokti i§ gyvenimo
perspektyvos, t. y. pastebint ne tik gydymo galimybes, bet ir
nejgaliyjy gyvenimo kokybe.
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Seimai negalés situacijoje tenka bendrauti
su daugybe profesionaly, taCiau socialinis
darbuotojas galéty bati artimiausiu specialistu,
teikianCiu  parama  visos  sistemos  lygiu
(Kreiviniene, 2011). Socialinio darbuotojo vaid-
muo Seimy, esancCiy negalés situacijoje, poZiariu
nepakankamai iStyrinétas dél paties reiSkinio
naujumo. Daugumoje tyrimy siekiama duomenis
objektyvizuoti, todél subjektyvi respondenty
patirtis ir iSgyvenimai lieka neatskleisti.
M. Foucault (cit. Cannella, 1999) teigimu, ilgus
metus nejgalds zmonés nebuvo tyringjami, nes jy
nuomone laikyta nesvarbia. Moksliniy studijy,
tyringjanciy Seimy, auginanciy nejgalius vaikus,
ar zmoniy, turiniy negale, poziurj j valstybine
paramos sistema, néra daug (pvz., AliSauskiené,
2007; AliSauskiene, AliSauskas, Gerulaitis,
Meliené ir kt., 2008; Navaitis, 2007; Skeryté-
Kazlauskiene, Barkauskieng, 2010). Menkai
tyrinétas ir Seimy negalés situacijoje poZzidris |
socialinj darbuotojg sistemoje (pvz., Butkevicieng,
Majeriene, Harrison, 2006).

Tyrimai, orientuoti j socialiniy darbuotojy
pagalbos Seimoms negalés situacijoje analize,
rodo, kad egzistuoja skirtingos nuomonés.
Pavyzdziui, Varazinskienés (2009, p. 129)
teigimu, teisiné bazé, reglamentuojanti socialinj
darbg sistemoje, dar formuojasi, o socialinio darbo
jgyvendinimas praktikoje yra trumpas istoriskai.
ButkeviCienés, Majerienés ir Harrison (2006)
tyrimas parodé, jog Seimos negalés situacijoje vis
dar susiduria su daugybe problemy paramos
sistemoje. Makstutytés ir Naujanienés (2008)
tyrimas atskleidé, kad socialiniams darbuotojams
tenka vadovautis ir klinikiniu modeliu, o
Ivanauskienés ir VarazZinskienés (2007) tyrimas
liudija, jog socialinio darbo profesijos supratimas
pacioje visuomenéje dar nesusiformaves. Bitino,
Guogio, Migun ir Vazgytés (2010) tyrimas
atskleidé, kad socialiniai darbuotojai susiduria su
daugybe problemy praktikoje. Tuo tarpu Prakapo
(2007, p. 14) teigimu, situacija yra prieSinga. Jo
teisinés bazés analizé leidZia daryti prielaida, jog
visi reikalingi jstatymy tobulinimai jau atlikti bei
sékmingai jdiegti socialinio darbo praktikoje.

Tobulinant pagalbos sistemg Seimoms,
auginan¢ioms nejgalius vaikus, batini ne tik
objektyvizuoti tyrimai, taCiau batina jsiklausyti ir
j subjektyvias Seimy nuomones, t.y. tirti paciy
Seimy, kurios naudojosi paslaugomis, subjektyvig
nuomone apie valstybing paramos sistemg bei
socialinio darbo praktika sistemoje.

Tyrimo Kklausimai: kokios yra Seimy
subjektyvios nuomonés apie parama valstybi-
niuose medicinos, Svietimo ir socialiniame
sektoriuose? Kaip Seimos supranta socialiniy
darbuotojy parama sistemoje?

32

Tyrimo tikslas — iSanalizuoti Seimuy,
esanCiy sunkios negalés® situacijoje, nuomone
apie valstybine paramos sistemg, pabrézZiant
socialinj darba.

Reprezentacijy konceptualizavimas

Reprezentacijy (angl. representation)
analizé tyrimo tikslui suteikia asmeniSkumo.
Tyrimo dalyje subjektyvios nuomones apie
valstybine parama buvo analizuojamos kaip
iSgyventa socialiné realybé, t.y. Seimos jausmu
(cit. Gabb, 2009, p. 37).

Souza-Filho ir Beldarrain-Durendagui
(2009, p. 772) teigimu, reprezentacijos yra
analizuojamos, siekiant tam tikry  tiksly,
pavyzdziui, siekiant atskleisti pokyCiy poreikj
praktikoje. Nuomoniy apie valstybine paramos
sistemg analizé yra tarsi priemoné ir jrankis
pokyCiams inicijuoti (Moscovici, cit. Gillespie,
2008, p. 377).

E. Durkheimas buvo pirmasis, kuris
pavartojo sgvoka reprezentacijos (cit. Gillespie,
2008, p. 375), ji véliau buvo iSplétota Moscovici
(ten pat, p. 375) kaip socialinés reprezentacijos
sgvoka. PrieS Moscovici kiti autoriai taip pat
vartojo Sig savoka: Lévy-Bruhl (1927) kalbéjo
apie ,kolektyvine sielg”, Vygotski (1962) rasé
apie kolektyvines reprezentacijas, o Piaget (1932)
minéjo sgvoka socialiné reprezentacija (Orfali,
2002, p. 399).

Siame straipsnyje reprezentacijy suprati-
mas artimiausias Gillespie (2008) alternatyviy
reprezentacijy (angl. alternative representations)
sampratai. Sig savoka jis isplétojo pagal Mosco-
vici socialiniy reprezentacijy idéja, priskirdamas
subjektyvumo savybes. Tuo remiantis, nuomones
apie valstybine paramg yra analizuojamos kaip

subjektyvios reprezentacijos, kurias pateikia
Seimos, kalbédamos apie specialistus  bei
valstybine paramos sistema.

Seimy subjektyvios nuomonés yra

suprantamos kaip tam tikry nuomoniy specia-
listams priskyrimas (skirstant j kategorijas jie visi,
jie yra ir pan.) ir jvairiy situacijy valstybinéje
paramos  sistemoje  turinio  atpasakojimas.
Seimoms kalbant apie specialisty asmenines
savybes, darbo modelj, poZilrj j vaikg bei Kitus
kokybinius aspektus ir yra iSrySkinamas jy
subjektyvus paramos supratimas.

® Pagal taikomg LR sveikatos apsaugos ministro, LR
socialinés apsaugos ir darbo ministro ir LR Svietimo ir
mokslo ministro 2005 m. kovo 23 d. jsakyma Nr. VV-188/A1-
84/ISAK-487, ,,Dél nejgalumo lygio nustatymo kriterijy ir
tvarkos apraSo“.
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Sunkios negalés supratimas

Tyrime, siekiant apibrézti sunkig negale,
buvo susidurta su etikos dilema. Kadangi buvo
siekiama atskleisti nuomones Seimy, kurioms teko
naudotis medicininémis, socialinémis ir Svietimo
paslaugomis, vienas i$ respondenty atrankos kri-
terijy buvo paremtas vaiko medicinine diagnoze.
Viluckienés (2008, p. 51) teigimu, negalés
paradigmy kaitos problema slypi biologiniy ir
socialiniy aspekty suprieSinime. Vis délto
formuojant negalés supratimg per socialinius
aspektus, taciau nepamirstant ir biologiniy, galima
atskleisti jvairiapuse Seimos situacija.

Dél Sios priezasties straipsnyje sunki
negalé yra suprantama kaip sukonstruota prasme
(Bruner, cit. Swartz, 2009) konkreCiai situacijali,
t. y. Siam tyrimui.

Sgvoka negalé (negalia) yra panaSiai
apibréZiama daugelio Siuolaikiniy Lietuvos tyréjy
(Rudkus, 2001; Kreiviniené ir Vaitekauskaiteé,
2010; Alisauskas, AliSauskiené, Gerulaitis, Melie-
né, Milteniené ir kt., 2009; bei kt.) — orientuojantis
ne tik j medicininius faktorius, taCiau zidrint
pladiau — kaip j konstrukta, kylantj iS asmens ir
aplinkos saveikos. Viluckiené (2010, p. 116) net
sitilo vartoti Bury biografinio l0zio sgvoka, kai
negalé Zenkliai lemia gyvenimo pokycius.

Straipsnyje remiamasi Morrow, Quine ir
Craig (2006, p. 529) isskiriamais biologiniais
ypatumais, t. y., jog vaikai, turintys sunkia negale,
gali kentéti nuo biologiniy, fiziologiniy ir
funkcionavimo sutrikimy, tokiy kaip nekoor-
dinuotas rijimas, gastroenteritas ir chroniskos
plauciy ligos, padidinanCios sergamumo bei
mirtingumo rizikas. Taip pat tyrime | negale
Zilréta ir per interpretatyvisting prizme, Kai
negalés supratimas formuojamas per asmens ir
aplinkos sgveikos prizme (Ruskus, 2001).
Reprezentacijos Siuo atveju atveria galimybe
priartéti prie ,.tikrojo Seimos subjektyvumo®, t. y.,
kaip, badamos ypatingoje situacijoje, jos suvokia
valstybine paramos sistema.

Respondenty atranka
Tyrime dalyvavo desimt Seimy’, augi-
nanCiy vaikus, kuriems diagnozuotas cerebrinis
paralyZius. Nejgaliyjy socialinés integracijos
jstatymas (2005) numato parama per medicinos,
socialinj ir Svietimo sektorius, todél atrankos
kriterijai buvo:
o Seima, auginanti vaika, sergantj cerebriniu
paralyZiumi (atrinktos Seimos, kuriy vaikai
turéjo kompleksine negale).

4 Atrinkti respondentai buvo i§ Birzy, Elektrény, Klaipédos,
Palangos, Kauno, Mazeikiy, Vilkaviskio, Plungés, Kupiskio
ir TelSiy miesty.

33

. Vaiko amzius 4-15 mety.

. Pilna Seima: mama, tétis ir bent du vaikai.
Vienas i$ vaiky, sergantis cerebriniu paraly-
ziumi, antrasis ir kiti — neturintys negaliy.
Tyrime buvo siekiama sudaryti kuo pana-
Sesniy respondenty grupe, todél batent Siuo
pilnos Seimos supratimu ir buvo remiamasi.

. Nejgalus vaikas lanko ugdymo jstaiga.

Tyrimo procesas ir duomeny analizé

Tyrimo duomenys buvo surinkti pusiau
struktdruoty giluminiy interviu su Seimomis metu.
Kiekvienas interviu truko nuo vienos iki trijy
valandy, su keturiomis Seimomis buvo susitikta
papildomiems tyrimo duomenims surinkti. Seimos
buvo uzkoduotos, priskiriant skaiCiy nuo 001 iki
010. Interviu su vis kita Seima buvo planuojamas
kas dvi savaites. Interviu temos apémé visus
sistemos sektorius: medicinos, socialinj ir Svie-
timo. Interviu metu Seimos buvo praSomos laisvai
kalbéti apie visus paramos sistemos aspektus.

Kokybinio tyrimo duomenys buvo apdo-
roti turinio (content) analizés badu. Naudotas
atviras kodavimas. Elo ir Kyngas (2008, p. 109)
atvirg kodavimg apibldina kaip teksto skaityma,
pasizymint antraStes. Veéliau antrastés buvo
susistemintos | kategorijas. Tyréjas po kiekvieno
interviu susiraSydavo Seimy temas, mintis, idéjas,
kurios i§ naujo buvo aptarinégjamos su Seima
kitomis dienomis ir tokiu bddu kartu buvo
kuriamos kategorijos.

Tradiciné turinio analizé yra atliekama
skaiCiuojant Zodzius, todel iSkyla rizika, jog
respondento iSgyvenimai bus analizuojami atsietai
nuo bendro konteksto, apie kurj buvo kalbéta
(Angelique ir Culley; Brabant ir Mooney;
Krippendorff; Milburn, Carney ir Martinez, cit.
Baker ir Stahl, 2004). Dél Sios prieZasties tyrime
buvo analizuojamos Seimy frazés kaip kokybinés
prasmés. Tokia fraziy analizé leido susidaryti
visuminj vaizda apie Seimy matoma paramos
sistemg Lietuvoje. Frazés buvo skaiCiuojamos,
skliaustuose pateikiant jy skaiCiy, pvz., (5).
Skaicius rodo, kiek Seimy pasakojo apie panaSius
iSgyvenimus ar net vartojo tuos pacius zodzius.

Tyrimo dalyviai buvo jtraukti j kategorijy,
subkategorijy ir pirmo lygmens subkategorijy
konstravimo procesa. Pirmo lygmens sukate-
gorijos buvo iSskirtos j tokias subkategorijas:
specialisty apibadinima, poZidrj j vaika, darbo
modelio apibldinima ir intervencijos rezultaty
apibrézima. Seimos Sias subkategorijas priskyré
medicinos, Svietimo ir socialinio sektoriy
kategorijoms (Zr. lentele).
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Lentelé

Tyrimo duomeny analizés sritys medicinos, Svietimo ir socialinio sektoriaus kategorijose

Subkategorijos

Medicinos sektoriaus
pirmo lygmens
subkategorijos

Svietimo sektoriaus pirmo
lygmens subkategorijos

Socialinio sektoriaus
pirmo lygmens
subkategorijos

Paramos teikéjai:

abejingi

palaikantys

neteisingai juos suprantant

specialistai nesirdpinantys
pripaZjstantys tik cheminius | netenkinantys kaip egzistuojantis
preparatus pavadinimas
perkeliantys atsakomybe metodologai profesionalai
Paramos teikimas: poZidris | etiketizuojantis iSrySkinantis vaiko empatiskas
j vaika eksperimentinis stiprigsias puses
nelygios lygybés iSrySkinantis vaiko kaip j nasta

silpnasias puses

prisitaikantis kaip j nastg pasigailétinas
Paramos teikimas: taikomas | palaikantis individualus uzrasinéjimo
darbo modelis iSharstytas

apribojantis informacinis
aiSkus medicininis joks
kitas Hau reikia“
Paramos teikimas: teigiamas suvokiamas kaip vaiko dalijimasis informacija
intervencijos rezultatas neigiamas vystymasis netenkinantis
neutralus ribotas jsivaizdavimas rety susitikimy

Tyrimo patikimumas

Kimberlin ir Winterstein (2008) teigimu,
tyréjas gali sukurti tyrimo patikimuma ir jj pagrjsti
apraSydamas. Tyrimo patikimumas buvo sukurtas
apsisprendziant dél:

. Respondenty atrankos. Tyrime dalyvavu-
sios Seimos buvo kruopSciai atrinktos pagal
jau minétus kriterijus: socialinés situacijos
panaSumg, vaiko diagnoze ir jo socialinj
dalyvavima.

. Seimy jtraukimo. Habermas (cit. Moilanen,
2000, p. 384) raso, kad, kuriant atgalinj rysj
su respondentais, turi vykti natdralus
dialogas, kurio metu jie vertina ir pagrindzia
savo teiginius. Dél Sios prieZasties po
kiekvieno interviu su Seimomis buvo
susitinkama papildomai, siekiant suprasti jy
pasisakymy ,tikrajg reikSme“. Taip pat
Seimos dalyvavo kuriant kategorijas.

Tyrimo rezultatai

Tyrimo rezultatai pateikiami atskirai,
pristatant Seimy subjektyvia nuomone apie
kiekvieng sistemos sektoriy: medicinos, Svietimo
ir socialinj. Sios kategorijos analizuojamos per
keturias subkategorijas: specialisty reprezenta-
vima, specialisto poZilrj j vaikg, taikoma darbo
modelj ir intervencijos rezultata.
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Valstybiné sistema  medicinos
sektoriuje
Medikai

Analizuojant nuomones apie specialistus,
buvo isskirtos juos apibadinancios pirmo lygmens
subkategorijos: abejingi, nesirGpinantys, pripa-
Zjstantys tik cheminius preparatus, perkeliantys
atsakomybe.

Visos Seimos, dalyvavusios tyrime,
kalbéjo apie konkreCias asmenybes, sutiktas tam
tikrose institucijose. Bent kartg neigiamai
jvertinusios  susitikimg su mediku, Seimos
pasakojo apie suformuotg neigiama nuomone viso
medicinos sektoriaus atzvilgiu. Pusé Seimy (5)
minéjo, jog jiems teko sutikti abejingus medikus.

Labai panasi pirmo lygmens subkategorija
buvo iSskirta apibadinant medikus  kaip
nesirpinancius (3). Seimos pasakojo apie
empatiSkumo stokg ypatingiesiems poreikiams.
Taip pat jos minéjo apie patirtg segregacijg
lankantis ligoningje su kitokiu vaiku. Seimos 007

paramos

atvejis:  Medikai, matydami vaiko negale,
specialiai nesirapina’.
Beveik visos Seimos (8) apibldino

medikus, pripaZjstanCius tik cheminius prepa-
ratus. Si pirmo lygmens subkategorija apibdina
gydytojus, kurie, siekdami pagerinti situacija,
pasidle tik medikamenting pagalba. Seimy
teigimu, vaiko negalé yra neiSgydoma, todél
vaikas turi bati priimamas kaip asmenybé, turinti

® Respondenty kalba netaisyta. — Red. pastaba.
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negale. Seimos 004 atvejis: Kiek sutikome
gydytojy, visi jie sitlé tik chemines intervencijas.
Seimos 010 atvejis: Mes nepripazjstame cheminio
gydymo. Visi tévai minéjo bijantys cheminés
intervencijos dél turimos ankstesnés nesekmingos
patirties.

Seimos, kalbédamos apie pirmo lygmens
subkategorija  perkeliantys atsakomybe (9),
minéjo, kad susitikimy metu gydytojas atrodo
siekiantis  perkelti kam nors atsakomybe,
pavyzdzZiui, linkes pabrézti tévy atsakomybe uz
vaiko gydyma. Seimos 007 atvejis: Gydytojas man
pasake: ,,AS GALIU isradyti, jei JUS to norite*
<...>. Tokie pasakymai man sukélé siaubg <...>
Jei AS NORIU — a3 juk ne mediké <...>.

Pozitris j vaikg

Pozidris j vaikg buvo iSskirtas j pirmo
lygmens subkategorijas: etiketizuojantis, eksperi-
mentinis, nelygios lygybés ir prisitaikantis.

Etiketizuojantj (10) pozidrj iliustravo
Seimos 010 atvejis: Mes pasijutome ten visiSkai
<...> nuzeminti. Etikete buvo priskiriama ne tik
vaikui. Seimos pasakojo apie tai, jog toks pozidris
buvo naudojamas platesniame kontekste, t.y.
parodant, kad negale turi visa Seima. Dél Sios
priezasties tévai, pasakojantys apie tai, kaip
gydytojas apzilréjo vaika, kalbéjo jvardzZiais mes
vietoje jis (ji). Seimos gydytojo abejinguma
suprato kaip etiketizavima.

Seimos buvo labai nusivylusios sutiktu
medicinos personalo eksperimentiniu (5) poZil-
riu. UZuot sulaukusios patarimo, jos pasijuto tarsi
dalyvauty eksperimente. Seimos 010 atvejis:
Vaikas buvo kaip eksperimentinis triusiukas <...>
jam suparalyZiavo kojytes dél ty medicininiy
bandymy <...> ir iStirpo dantukai.

Nelygios lygybés poZilris buvo iSskirtas
pagal Seimy pasakojimus apie susitikimus su
abejingais medikais. Seimy teigimu, nejgalumo ir
darbingumo nustatymo  komisijos  gydytojai
nevengia isreiksti galios santykiy. Seimos 003
atvejis: Kai ateiname dél nejgalumo <...> mes
turime bati pasiruoSe susidurti su nesiskaitymu,
laukimu ir sédéjimu <...>.

Paskutinioji pirmo lygmens subkategorija
buvo jvardyta kaip prisitaikanti (6). Seimos 007
atvejis apie gydytojo ZodZius: ,,Mama, Jas
nesureikSminkite vaiko diagnozés, dabar jau nieko
nebepakeisite, jis laimingas, kad gimé tokioje
Seimoje** <...> Manau, gydytojas turéjo omeny ne
asocialioje Seimoje <...> ir dél to a$ turiu sédéti
ir stebéti vaiko merdéjimg? Seimos nuomone,
gydytojas apie mirsStantj vaikg kalbéjo kaip apie
tam tikrg daikta, kurj galima pakeisti.
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Taikomas darbo modelis

Taikomo darbo modelio subkategorijoje
iSskirtos Sios pirmo lygmens subkategorijos:
palaikantis, iSbarstytas, apribojantis, aiSkus
medicininis ir kitas.

Seimos (3) palaikantj modelj apibadino
kalbédamos apie konkrety gydytoja, kuris buvo
patyres specialistas ir iSreiSké norg bendradar-
biauti su tévais. Pozityviausiai jos apibadino
medikus, kurie suteiké Seimai erdvés, taCiau
kritingje situacijoje buvo Salia kaip ekspertali,
pasirenge suteikti pagalba. Jdomu tai, kad Seimos,
kalbédamos apie gydytojy palaikyma, kur kas
labiau vertino profesionaly indélj gydymo procese
nei galutinj gydymo rezultata. Seimos 010 atvejis:
AS kalbuosi ir konsultuojuosi su savo neurologe.
Jai priimtina tai, kad a$ skaitau ir domiuosi
vaistais. Ji, be jokiy abejoniy, manimi pasitiki ir
Zino, kad as savo vaikg stebiu.

Modelj kaip iSbarstytg (9) minéjo Seimos,
kalbédamos apie gydyma: kurio tévai nesuprato,
kuris buvo neefektyvus arba kurio nesuprato patys
medikai. Seimy nuomone, sunkiai sergantis vaikas
yra pats didZiausias Sirdies skausmas. Mamos
pasakojo skirtingas situacijas, kurias lydéjo pana-
Sus beviltiSkumo jausmas matant, jog gydytojas
blaSkosi, nezinodamas, kokj gydyma taikyti.

Kita pirmo lygmens subkategorija buvo
pavadinta apribojanciu modeliu (10). Sis modelis
glaudZiai siejosi su gydytojo poZidriu j vaika.
Visos Seimos teigé susidarusios su tokiu modeliu.
Seimos 008 atvejis: Jei gydytojas neturi erdves
suvokimo, kad vaikas yra ilgas, o lova pernelyg
maZa <...> mes abu su vaiku dvi naktis miegojo-
me toje maZoje lovoje. Mamos pasakojimu, ji
pajuto pacios ir vaiko vertinimg kaip riboty
Zmoniy vien dél sunkios negalés.

Kita pirmo lygmens subkategorija buvo
reprezentuojama kaip aiSkus medicininis (9)
modelis. Sis modelis neturéty bati painiojamas su
klinikiniu-korekciniu modeliu, turinCiu neigiama
atspalvj. PrieSingai, dauguma Seimy §j aiSky
medicininj modelj vertino labai teigiamai.

Seimos buvo labai patenkintos sutiktais
gydytojais ekspertais, kurie mielai dalijosi
informacija su 3eimos nariais. Seimos labai
teigiamai jvertino gydytojy parodyta supratinguma
bei pagalba: sutvarkeé visus reikalingus popierius.

Medicininis modelis kaip kitas (10) buvo
reprezentuojamas priskiriant Siuos apibddinimus:
nejautrus, reikalaujantis pinigy ir inicijuojamas
tévy. Seimos 008 atvejis: Gydymas buvo organi-
zuojamas IS luby <...> kadangi negalia jau vis
tiek buvo diagnozuota. Seimos pasakojo, jog
sunkios negalés diagnozé tarsi paslepia Kkitas
sveikatos problemas. Tokj modelj taikantys
medikai buvo apibadinami kaip nejautrds, nes jie
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nejsiklausé j tévy Zodzius. Tévy nuomone, jie yra
esminis ziniy apie vaika Saltinis.

Intervencijos rezultatas

Intervencijos rezultatai buvo iSskirti |
pirmo lygmens subkategorijas: teigiamas, neigia-
mas ir neutralus.

Seimos, teigiamai (8) vertinangios inter-
vencijos rezultatus, kur kas dazniau vartojo frazes
masy gydytojas kalbédami apie konkreCig klinika
ar sanatorija, kurioje buvo suteikta pagalba.

Intervencijos rezultatg kaip neigiama (7)
paminéjo dauguma tyrime dalyvavusiy Seimy. Jos
neigiamai jvertino gydyma, jei teko susidurti su
nedraugiSka medicinos jstaigy aplinka, pavyz-
dziui, nebendravimu, nepagarba ir nepriezidra.

Neutralus rezultatas (4) buvo minimas
beveik pusés Seimy. Intervencijos rezultatg Seimos
vertino neutraliai, jei negaléjo nieko konkreCiai
papasakoti, kaip pakito vaiko baklé apsilankius
jstaigoje. Seimos 002 atvejis: Labai sunku
pasakyti <...> jis truputj kitoks, gal stipresnis,
laiko pats galvyte <...> supranta <...> mes
manome, kad jis supranta.

Valstybiné paramos sistema Svietimo sektoriuje
Pedagogai

Analizuojant Seimy subjektyvias nuomo-
nes apie Svietimo sektoriaus pagalbg, pedagogai
buvo i8skirti j Sias pirmo lygmens apibadinancias
subkategorijas: palaikantys pedagogai, netenki-
nantys pedagogai ir pedagogai kaip metodologai.

Seimos apibudino palaikangius pedago-
gus (8) kaip profesionalus, kurie gali sukurti
saugig aplinka vaikams. Seimos pasakojo, jog
supranta, kad jy vaikus ugdyti sudétinga, todél
labai teigiamai vertino pedagogy indélj, kad
vaikas jaustysi laimingas mokyklos aplinkoje.
Seimy nuomone, bendraujant su pedagogais labai
svarbu sukurti tarpusavio pasitikejima.

PrieSingai vertinama situacija, kai tévai
pedagogus apibudino kaip netenkinancius (4).
Seimos 002 atvejis: A$ nesu patenkinta auklyte
<...> ji nuolat skundziasi, jog vaikui reikia keisti
sauskelnes, o ji neturi tam laiko.

Beveik pusé tyrime dalyvavusiy Seimy
apibadino pedagogus kaip metodologus (4).
Jdomu tai, jog medicinos sektoriuje 3eimos
labiausiai vertino informavimg, o Svietimo
sektoriuje  informacijos  suteikimas  buvo
maziausiai svarbus. Seimos 003 atvejis: A$ einu
ten, pabendrauju, pabdnu <...> parodau
pedagogams, kaip jg nuraminti, suZadinti
aktyvuma ir parodau, kg galima su ja veikti.

Seimos Svietimo sektoriy apibdino kaip
saugy, nes pedagogai rapinasi vaiko vystymusi,
kuris vyksta visg gyvenima. Pozityviausiai Seimos
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jvertino pedagogus, kurie maloniai bendrauja,
suteikia informacijos, siekia bendradarbiauti ir
nebijo paklausti tévy nuomonés.

Pozilris j vaikag

Pozidris j vaikg buvo iSskirtas j iSryski-
nantj vaiko stiprigsias puses, iSrySkinantj vaiko
silpnasias puses ir poZzidrj j vaika kaip j nasta.

Jei pedagogai, nepaisydami vaiko negaleés,
iSrySkina vaiko stiprigsias puses (5), Seimos
pasakojo pamirstancios diagnoze, apribojimus ir
patys ima jzvelgti vaiko galimybes. Seimos 007
atvejis: Jie pasakoja, kad mano vaikas bendrau-
jantis <...> Kitiems vaikams jis labai patinka
<...>. Jokiy problemy, jokiy aSary.

Seimos perfrazavo tokj pedagogy pasaky-
ma j: Matote, koks Jasy vaikas socialus, visiems
jis patinka. Labiausiai tévai bijojo matyti savo
vaikg vienisg ir apleist. Tevai, gaudami infor-
macija i pedagogy apie vaiko bukle, kuri yra
arGiau normalumo nei negalés, jauté palengveé-
jima. Inkliuzinj ugdymg tevai siejo su vaiko
tobuléjimu.

Carpenter (2005, p. 180) teigimu, pana-
Sios inkliuzinés strategijos jtraukia Seimas ir jos
pasijunta vertinamos.

Seimos pateiké ir kitokj poZidrj, kai
pedagogai buvo linke iSryskinti vaiko silpnasias
puses (4). Seimos pasakojo istorijas, kai vietoj
palaikymo ar individualios programos sukarimo
vaikui jos sulauké pedagogy nuomonés, kas bty
geriausia Seimai jy sudétingoje situacijoje. Seimos
003 atvejis: Darzelio direktoré man pasidlé tiesiog
atsisakyti Sio vaiko.

PoZzidrj, kai vaikas pedagogy suvokiamas
kaip naSta (3), pateiké trecdalis 3eimy. Seimos
003 atvejis: Jie drebéjo i§ siaubo nuo mano
dukters, nes ji tokia sunki <...> McLaughlin ir kt.
(2006) teigia, jog toks etiketizavimas pedagogikos
sektoriuje egzistuoja daugelyje pasaulio Saliy.
Blogiausia, kad etiketizavimas susijes su neigiamy
stereotipy,  ekspektacijy  susiformavimu ir
segregacija.

Taikomas darbo modelis

Seimy nuomoniy analizé idrykino vienin-
telj visy minétg darbo su vaiku modelj Svietimo
sistemoje - individualy (9). Kiluth, Biklen,
English-Sand ir Smukler (2007) raSo, jog net ir
inkliuzinis ugdymas susiduria su kliatimis:
segregacija, mokymosi turinio nepritaikymu
individualiems poreikiams, paramos trokumu,
paslaugy kokybe ir nepripaZinimu visuomenéje.

Beveik visos Seimos pabrézé, kad indivi-
dualus darbo su vaiku modelis reikalingas dél jo
ypatingyjy poreikiy (9). TacCiau ne visais atvejais
Sis modelis yra matomas teigiamai, Kartais jis gali
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reik§ti  segregacijos  principy jgyvendinima.
Seimos 006 atvejis: Po mano rasty valstybé leido
jai mokytis gesty kalbos <...> taCiau, galima
sakyti, kad mes pradéjome su vaiku bendrauti tik
tada, kai ji pradéjo lankyti mokykla.

Seima pasakojo apie savo situacija, kai jie
vieninteliai mazame miestelyje augino dukra,
turinCig klausos sutrikimy, kuriai buvo reikalinga
individuali mokymosi programa. Problema iskilo
tuomet, kai neatsirado né vieno specialisto,
galinCio vaikg ir Seimos narius iSmokyti gesty
kalbos: iki septyneriy aStuoneriy mety Seima buvo
priversta tarpusavyje bendrauti savo iSgalvota
Zenkly kalba.

Intervencijos rezultatas

Intervencijos rezultatas buvo iSskirtas j
pirmo lygmens subkategorijas: suvokiamas kaip
vaiko vystymasis ir ribotas jsivaizdavimas. Sei-
mos iSreiSké pasitenkinimg pedagogy darbu ir
institucija, jei rezultatas buvo matomas kaip vaiko
vystymasis, tobuléjimas. Jei pedagogai maté vaiko
tobuléjimo galimybes ribotai, tévai pasakojo apie
kilusj stresg ir nepasitenkinima.

Tévams labai svarbu jausti ilgalaikj
palaikyma pedagogikos sektoriuje. Pasakodamos
apie rezultatg kaip vaiko vystymasi (4), Seimos
paminéjo kelis svarbiausius aspektus: inkliuzinj
ugdyma, vaiko gebéjimy ir savarankiSskumo
vystymasi. Seimos 004 atvejis: Pragjusius metus
jis mokeési su sveikais vaikais mokykloje, jis buvo
vienintelis su negalia, todéel akivaizdziai matomas
nejtikétinas Suolis j priekj.

Jei pedagogai dirbo turédami ribotg jsi-
vaizdavima (3) apie nejgalaus asmens galimybes,
tai, Seimy teigimu, tikétis vaiko lavejimo yra
beprasmika. Seimos pasakojo, jog, pastebéjusios
tokj pedagogy pozZidrj, stengési vaiko j ugdymo
jstaiga nebevesti. Seimos 003 atvejis: Septyneriy ji
turi pradéti lankyti mokyklg. Situacija yra tragiska
ir sudétinga. Seima pasakojo apie tai, kad neturéjo
galimybes vezioti vaikg j mokykla, esanCig uz 200
kilometry nuo namy, o arCiau nebuvo tinkamos
jstaigos. Naujos ugdymo institucijos paieSkas
tévai suvokia kaip sudétingg ir tragiska situacija.
Valstybiné sistema  socialiniame
sektoriuje
Socialiniai darbuotojai

Sios tyrimo dalies rezultatai buvo labai
netikéti. Buvo manoma, jog Seimos, auginancios
vaikus, turinCius sunkig negale, per 4-15 mety
sutiko socialinio darbo specialista. TacCiau tyrimo
metu paaiSkéjo, kad beveik visos Seimos teigé
niekada nesutikusios socialinio darbuotojo. Kai
kurios i$ Seimy net negaléjo jsivaizduoti, kokiai
sferai Sis specialistas galéty priklausyti (3), kita
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pateikta tévy nuomoné buvo ta, jog socialinis
darbuotojas yra specialistas, kuris uZima (3) tévus
linksma veikla, kai néra ka veikti.

Socialinis darbuotojas buvo apibddintas:
neteisingai jj suprantant (bet jvardijant kaip
padedantj), kaip egzistuojantis pavadinimas ir
kaip profesionalas.

Seimos pasakojo apie sutiktus Kitus
specialistus, kuriuos mané esant socialiniais
darbuotojais. Taciau Siuos neteisingai suprastus
(3) specialistus jvertino teigiamai. Apibadindamos
socialinj darbuotojg, Seimos negaléjo pateikti
informacijos, kas yra socialinis darbuotojas, todel,
kalbant apie jy pagalbg, Seimos socialinius
darbuotojus painiojo su kitais specialistais.
Seimos 002 atvejis: Geri darbuotojai. Ateina
vaikui atlikti masaZo i$ tre€io auksto j pirma <...>
atsidave darbui.

Kai Seimos nezinojo, kaip apibudinti
socialinj darbuotoja, jos jsivaizdavo, jog socialinis
darbuotojas tikrai kazka daro, taCiau kg
konkreCiai, negaléjo pasakyti.

Seimos isreiské nuomone apie socialinj
darbuotoja kaip egzistuojantj pavadinimg (8), nes
Sio specialisto niekada nesutiko arba sutiko, taCiau
vis tiek nieko apie jj negaléjo pasakyti.

Kitas jdomus tyrimo rezultatas buvo Sei-
my teiginiai, kad jie niekada nesutiko socialinio
darbuotojo, o veliau, kalbédamos apie lankymasi
sanatorijoje, kai kurios i§ Seimy jau paminéjo
socialinj darbuotojg. Tokie teiginiai atskleidZia,
jog socialinis darbuotojas nejsivaizduojamas kaip
socialinés paramos teikéjas. Dvi Seimos pasakojo
apie neprofesionalig socialinio darbuotojo po-
zicija. Seimos 006 atvejis: Kai néra ka veikti, mes
einame pas socialinj darbuotojg ir geriame kava.

Seimos suprato supaprastinta socialinio
darbuotojo vaidmenj — kavos gérimg kartu ir
plepéjima. Seimos apibudino socialinj darbuotojg
kaip tam tikrg bendrajj specialista, asmenj, su
kuriuo galima praleisti laisvalaikj sanatorijoje ir
nieko daugiau. Seimos net nesitikéjo teisinés
konsultacijos. Tokia ideja Seimoms atrodé
nejtikétina. Socialinis darbuotojas buvo matomas
labai paprastai — draugystés santykiy kontekste.
Dél Sios priezasties socialinis darbuotojas buvo
suvokiamas kaip silpnas specialistas.

Profesionalais (10) buvo jvardyti sociali-
nio sektoriaus darbuotojai — socialiniai darbuotojai
ir specialistai, kurie rapinasi nejgaliyjy klausimais
valstybinése ir nevyriausybinése organizacijose.
Profesionalai, sutinkami nevyriausybinése orga-
nizacijose, buvo jvertinti pozityviai, valstybinése —
prieSingai. Kalbédamos apie valstybinj sektoriy,
Seimos vienareikSmisSkai sakeé, kad tokios Seimos
jiems nerQpi.
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Pozitris j vaikg

Pagal Seimy pasisakymus poziuris j vaikg
buvo iSskirtas j pirmo lygmens subkategorijas:
empatiSkas, naSta, pasigailétinas. Kalbédamos
apie visus analizuojamos valstybinés pagalbos
sektorius, Seimos kartojo, jog vaikas priimamas
kaip nasta.

Dvi Seimos apibadino pozidrj j vaika kaip
empatiska (2). Viena Seima paminéjo, kad toks
empatiSkas pozidris buvo parodytas ne tik vaikui,
bet ir visai Seimai. Seimos 007 atvejis: Socialinis
darbuotojas mane iSmoké myléti Sirdimi, tureti
nory, suvokti save ir nepalikti (vaiko). Tik kovoti,
kovoti ir viskas bus gerai.

Seimos empatidka socialiniy darbuotojy
poZiarj aiSkino kaip jy sudétingos situacijos
supratimg ir profesionalias konsultacijas, taip pat
ir poziarj, jog vaiko negalima palikti.

Beveik visos Seimos pasakojo, kad joms
teko susidurti su pozidriu j vaika, jog jis yra nasta
(9). Sis pozitris turi sasajy ir su kita nuomone, kai
ne tik vaikas, bet ir visa Seima buvo vertinami
kaip pasigailétini (7).

Seimos teigé su tokiu poZidriu susida-
rusios valstybinése institucijose. Vaikas buvo
suprantamas kaip naSta, deél kurios visa Seima
tampa pasigailétina. Seimos pasakojo, jog veZi-
méliai néra pakankamai pritaikyti specialiesiems
poreikiams, todél jie tarsi verCiami laukti labdaros
iS uZsienio ar priversti susikonstruoti patys.

Seimy teigimu, poZidris j 3eima kaip
pasigailéting (7) buvo sutiktas tik valstybinése
institucijose. Seimos 001 atvejis: Mes gavome
dvigubai daugiau pinigéliy, kai ji buvo namuose.
Dabar gauname perpus maZiau, nes ji pradéjo
lankyti mokykla. Sis pavyzdys iliustruoja, jog
mamos tarsi neturi kito pasirinkimo, kaip tik kuo
ilgiau namuose priziareéti vaika.

Seimy nuomone, pozilris | vaikg
socialiniame sektoriuje yra dazniau nepalaikantis
nei padedantis. Dauguma Seimy pasakojo apie
sunkias gyvenimo situacijas, kada pagalba buvo
gyvybiSkai svarbi, taCiau vien uzklausimai del
paSalpy jiems pasirodé keliantys papildomy
problemy specialistams.

Taikomas darbo modelis

Taikomo darbo modelio subkategorijoje
iSskirtos keturios pirmo lygmens subkategorijos:
uzrasingjimo, informacinég, jokia ir tau reikia.

UZraSinéjimo modelis (2) iSskirtas pagal
tévy pasakojimus, jog socialinis darbuotojas
nuolat pildé pacius jvairiausius dokumentus. Sei-
my nuomone, 8is nuolatinis uzraSinéjimas atitolino
bating pagalba, nes socialiniam darbuotojui
reikéjo surinkti kuo daugiau informacijos apie
vaikg. TaCiau veéliau Seimos pasakojo, kad
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socialinis darbuotojas pildé Siuos dokumentus
apklausai ar pan., taiau ne tam, kad panaudoty
duomenis pagalbai kurti.

Informacinis modelis (5) buvo minimas
ty Seimy, kurios teigé, jog sutiko socialinj
darbuotojg arba galéjo jj apibadinti. Seimos
reprezentavo §j modelj tiek teigiamai, tiek ir
neigiamai. Tam tikrais atvejais Seimos pasakojo,
kad socialinis darbuotojas tik atsakinéjo |
klausimus, be jokios asmeninés iniciatyvos.

Gana daZna Seimy minéta praktika -
pacioms Seimoms jgyvendinti informacinj modelj
savipagalbos grupése. Mitchell ir Sloper (2002, p.
74) teigimu, pastaryjy mety tyrimai rodo, kad
valstybinése jstaigose informacija néra sklandZiai
teikiama, dazniau nutylima nei ja pasidalijama.

Itin jdomas tyrimo rezultatai, jog Seimos
sieké gauti informacijos i§ kity tévy vietoj
kreipimosi j socialinj darbuotoja.

Seimos 3$ig informacine socialiniy darbuo-
tojy funkcija jgyvendino pacios (4). Seimy tei-
gimu, socialinio darbuotojo pagrindiné veikla
turéty vykti su tais Zmonémis, kuriems reikia
pagalbos. Viena Seima (001) paminéjo, kad jei
socialinis sektorius baty stiprus, turbat tévai taip
daZnai nebendrauty. Seimos mané, jog nevyriau-
sybinés organizacijos buvo jkurtos bendriems
klausimams spresti kaip atsvara silpnai valstybinei
paramos sistemai.

Kita pirmo lygmens subkategorija, kai
taikomas darbo modelis, apibldinamas kaip joks
(8). Seimos 001 atvejis: Visos tos socialinés
pasalpos buvo suorganizuotos musy neurologés
<...>. Sis darbo modelis paminétas Seimy, kurios
teigé, jog niekada nesutiko socialinio darbuotojo
arba beveik nieko apie §j specialisty negaléjo
pasakyti.

Modelis tau reikia (9) buvo reprezentuo-
jamas beveik visy tyrime dalyvavusiy Seimy, net
jei socialinis darbuotojas ir nebuvo sutiktas.
Seimos pasakojo, jog taikomas modelis tau reikia
verCia Seimas jaustis esant nuolatinio maldavimo
ar skolos situacijoje (3). Seimos 001 atvejis:
Tikrai bdty puiku turéti kazkokj Zmogy, kuris
pasakyty, jog mes turime teise j tai ir tai <...>,
priesingu atveju tu nezinai.

Tyrimo rezultatai parodé, jog tau reikia
modelis jpareigoja Seimas nuolat ieSkoti informa-
cijos i§ visy jmanomy 3altiniy. Seimos pasijuto
izoliuotos, nes visg laisva laika turi skirti naujai
priimty jstatymy paieSkai ir analizei.

Seimy subjektyvios nuomonés apie socia-
linius darbuotojus atskleidé, kad jie nevertinami,
kaip turintys ekspertizés gebéjimy. Taip pat, jog
jie néra stipras profesionalai, galintys tiek pat
padeti, kiek kity sektoriy profesionalai. Nuomoniy
analizé parodé, kad socialinio sektoriaus darbo
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modelis remiasi paciy $eimy iniciatyva. Seimos
pateiké situacijy, kuriose jos turéjo atlikti
tarpininko vaidmenj tarp vaiko ir specialisty.

Intervencijos rezultatas

Intervencijos rezultatas buvo iSskirtas |
tokias pirmo lygmens subkategorijas: dalijimasis
informacija, netenkinantis ir rety susitikimy.

Rezultatas kaip dalijimasis informacija
(9) buvo reprezentuojamas beveik visy Seimy. Tai
reiSké, jog, nepaisant Seimy pozidrio j socialinj
darbuotojg kaip svarbiausig specialista — infor-
macijos teikéjg, Seimos dazniausiai pasakojo, kad
informacija jas pasiekia i$ kity tévy. Véliau Sig
informacijg Seimos tikrina socialinés paramos
skyriuose.

Seimy teigimu, kitos $eimos, auginancios
vyresnius vaikus, yra labai svarbus paramos ir
informavimo Saltinis, nes joms teko susidurti su
panasiais sunkumais (3).

Kita pirmo lygmens subkategorija buvo
jvardyta kaip nepatenkinamas (10) rezultatas.
Seimos 004 atvejis: Visos priemonés tokiems
vaikams yra labai brangios. Mes negalime jy
jsigyti. Kai kurias i§ priemoniy galima naudoti tik
vaiky darzelyje.

Seimy supratimu, socialiniy lengvaty
schema, vienodai taikoma visoms Seimoms, yra
netinkama, nes jos sukuria nelygybe tarp vaiky. Jy
teigimu, vaikai yra itin skirtingi, todel bendra
formulé negali bati taikoma.

Sis tyrimas atskleidé, jog tévai suvokia
socialines paslaugas kaip pernelyg nespeciali-
zuotas, todél neatliepiancias individualiy vaiky
poreikiy. Kai kurios Seimos pasakojo, kad jy
vaikai negaléjo nei pasinaudoti jstatymy numa-
tytais resursais, nei gauti individualias paslaugas.

Dauguma Seimy minéjo, jog daZniausias
valstybinés paramos rezultatas yra Seimos pali-
kimas bédoje. Seimos 009 atvejis: A3 norégiau
pasakyti, kad socialinés paramos skyrius galéty
atsiysti broSidra, juk jie mus paZjsta <...> jei
keiCiasi jstatymas.

Pirmo lygmens subkategorija, kai rezulta-
tas suvokiamas kaip reti susitikimai (6), paaiskino
daugelj Seimy iSsakyty problemy. Sie reti susitiki-
mai jvardyti kaip inicijuojami tiek paciy Seimuy,
tiek ir specialisty.

Seimy nuomonés apie socialinj darbuotoja
Lietuvoje buvo siejamos su trumpalaike informa-
cine pagalba. Seimos nepasakojo apie ilga laika
juos pasiekiamg pagalbg ar socialinius darbuotojus
kaip atvejo vadovus. Socialiniai darbuotojai buvo
matomi Kkaip svarbids specialistai, kurie galéty
jgyvendinti daugelj jstatymais nustatyty veikly,
taiau Seimy paminéti kontaktai su Siais
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specialistais buvo tiek reti, jog Seimos vargiai
galéjo juos apskritai prisiminti.

Apibendrinimas

Seimy subjektyvios nuomonés apie
valstybine paramos sistemg tyrimas atskleide, jog,
joms susiddirus su sunkumais, parama vertinama
kaip nepakankama. Seimy nuomone, rysiai tarp
medicinos, Svietimo ir socialinio sektoriy yra
silpni, lengvai paZeidZiami. Kiekvienas sektorius
buvo matomas greiCiau kaip veikiantis pavieniui
nei priklausantis sistemai. Seimos pateiké ,,savo*
bldg, kaip bendrauja Siuose sektoriuose -
prisiriSant prie ,savo“ specialisto. Dél Sios
prieZasties, uzuot ieSkojusios ir kity specialisty
konsultacijos, Seimos labiau linkusios lankytis pas
vienintelj ,,savo* specialista, nes taip ,,saugiau”.

Nebuvo tikétasi, kad tyrime paaiskés toks
svarbus dalykas, jog kai kurios Seimos niekada
nesutiko socialiniy darbuotojy. Dar daugiau -
socialinio  sektoriaus interviu rémési Seimy
jsivaizdavimu kas, jei socialinis darbuotojas buty.
Seimos pasakojo, kad sistemoje egzistuoja po-
reikis atstovauti vaiko interesams. Seimos ne-
minéjo socialinio darbuotojo kaip svarbiausio
sistemos profesionalo, taiau, remiantis jy jsi-
vaizdavimu, tarpininkavimo funkcijos, vadova-
vimas atvejui ir palaikymas sunkioje situacijoje
galéty bati socialinio darbuotojo veiklos sfera.

Tyrimo rezultatai atskleidé, kad socialinio
darbuotojo nebuvima sistemoje Seimos suvokia
kaip Seimos suskaldyma j vaika, turintj negale, ir
mamg, kovojanCig del vaiko interesy. Goffman,
Jones ir kt. (cit. Carter ir Feld, 2004) tokj
fenomeng apibadina kaip neigiamag socialinj
démesinguma.

Atskleisti tyrimo duomenys kelia rapestj
dél Seimy siekio apibendrinti savo iSgyvenimus —
bent kartg iSgyvenusios neigiamg patirtj, jos
pasakoja bendrgja prasme, jog visas sektorius yra
blogas (ypac tai stipriai buvo iSreiksta kalbant apie
medicinos sektoriy). Taip pat ir Seimy pasisaky-
mai, jog jos netiki egzistuojancCios situacijos
pageréjimu ateityje.

Dauguma Seimy nuomoniy buvo pozity-
vios kalbant apie Svietimo sistemos personala.
Labiausiai patenkintos buvo tos Seimos, kuriy
vaikai lanko integruotas klases kartu su
»Sveikaisiais“. Esminé problema, kurig minéjo
Seimos — tai tinkamos mokyklos su inkliuzine
aplinka suradimas. Seimos teigé, kad pedago-
ginéje sistemoje svarbiausia — motyvuotas perso-
nalas. Remiantis Seimy nuomonémis, darbuotojai
suvokiami kaip pats svarbiausias paramos fak-
torius, kuris net padeda nepastebéti nepritaikytos
mokyklos aplinkos. Taip pat Seimos priskiria
personalui vaiko saugios niSos karéjo vaidmenj.
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Lyginant su kitais sektoriais, pedagoginis buvo
matomas kaip atviriausias bendradarbiavimui.

Nuomoniy analizé parodé, jog socialinio
darbo praktine veikla Seimos supranta kaip labai
siaurg ir neefektyvig. Dauguma subjektyviy nuo-
moniy atskleidé, jog socialiné parama sistemoje
dazniau teikiama Kity specialisty: gydytojy,
kineziterapeuty, pedagogy. Prie Siy specialisty
Seimos linkusios prisiristi.

Kalbédamos apie paramag socialiniame
sektoriuje, Seimos minéjo tik pavienius atvejus.
Kalbant apie Kitus sektorius — medicinos ir
Svietimo — jy paveikslas buvo aiSkus, o socialinj
sektoriy joms buvo sudétinga aiSkiai jsivaizduoti.

Seimos pasakojo, jog buriasi j savipa-
galbos ar paramos grupes socialinei pagalbai,
kurios neuZztikrina socialiniai darbuotojai. Todél
vienas ,,populiariausiy“ minéty socialinio darbo
modeliy buvo ,,i$ ldpy | IGpas”“ dalijantis
informacija tarp Seimuy.

Baigiant galima sakyti, jog Seimy pozilriu
valstybinéje sistemoje labai menkai jauCiamas
suderinamumas tarp sektoriy. Seimos dazniausiai
kalbéjo apie egzistuojancias problemas koordi-
nuojant iSteklius ir juos pasiekiant. Nuomonés
apie socialinj darbg buvo siejamos tik su infor-
mavimu, taiau ir jis jvertintas neigiamai.

Ypatingos reikSmés socialiniam dar-
buotojui sistemoje Seimos nesuteiké. Dar daugiau,
jos minéjo sunkumus, su Kuriais susidaré. Seimos
kalbéjo apie egzistuojantj ilgalaikés paramos
poreikj.  Seimy  jsivaizdavimu,  socialinis
darbuotojas galéty bati specialistas, ilgg laikg
palaikantis rySius su Seima. Labiausiai Seimoms
minéto specialisto poreikis iSkyla lankantis
medicinos sektoriuje, pavyzdziui, svarbu, kad kas
lankyty vaika, stebéty jo pokycius ir atstovauty
nejgalumo ir darbingumo nustatymo komisijose.

Negatyviausia Seimy nuomoné buvo apie
naujai iSleidZiamus jstatymus. Seimos teigé
nesuprantancios naujy jstatymy arba nezinancios,
kaip juos susirasti. Seimos pasakojo, jog jauciasi
atskirtos nuo teisinés resursy bazés. Dél Sios
prieZasties, kalbédamos apie socialinj darbuotoja,
Seimos teigé, jog tarpininkavimas tarp Seimos ir
jstatymy baty svarbiausia parama.
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This article reviews the representations of families who are raising children with severe
disability with social worker help in the lawful support system. This system consists of medical,
social and educational sectors that are organized by the government of the Republic of Lithuania.
Social work has a short history in Lithuania. Therefore, the study concerns the entire lawful support
system with a particular focus on social work.

The researchers are orientated towards revealing the subjective representations of families
rather than to present objective results; in other words their lived experiences of receiving support.
Families coping with severe disability reported that the support received was insufficient. The main
problems mentioned were that there was not enough cooperation between medical, educational and
social sectors. The most positively represented sector was educational and the least being within the
medical sector. The educational system was represented as the most open in collaboration with
families compared to other sectors. Problems mentioned in the medical sector were the negative
attitudes towards “different” children, often attributing labels to them and not sharing information
with their parents. Families did not give any special prominence to the social worker operating in the
system. However, families represented a great need for longitudinal supervision and in this role they
imagined that the most appropriate professional for such long-lasting interactions could be a social

worker.

Keywords: social work, support system, disability, family.

Background

Two new phenomena relating to social
integration were evident in Lithuania after
regaining independence in 1990: social work and
new disability understanding. Bucinskas (2009)
writes that in this period transformations affected
all areas of everyday life. These changes were not
only discursive but based also on new legislation.

The main law serving as a background for
changing social attitudes towards disability was
Nejgaliyjy socialinés integracijos jstatymas
released in 2005. This law opened new
possibilities for people with disabilities. In
enacting this law Lithuania approached a more
interpretative paradigm in disability meaning.
Disability was perceived more broadly than
previously; this new perspective on disability
involved not only biological but also social
aspects. The new law created new terms, and
portrayed a functioning system of social
integration with three main constituents of a
lawful support system: Medical, Social and

! The Law on Social Integration of the Disabled.

42

Educational, all being guaranteed by the state. The
Ministry of Social Security and Labour” states that
passing this law was a ““Legal act of our disability
model conforming to European context™*.
Gudzinskiené and Jurgutieneé (2010, p. 21)
mention the most essential point of the new law
was a newly evaluated disability concept and a
revealing of the possibilities for people with
disability.

Data from the Ministry of Social Security
and Labour show that the number of children with
disabilities is growing each year in Lithuania.
Therefore, increasing the need for support is
imperative. Research by Guscia, Harries, Kirby,
Nettelbeck, and Taplin, (2006,) showed that
people who suffer from multiple disabilities, need
the most intensive support. Kreiviniené (2007,
2011) and VaiCekauskaité (2009) state that

2 \www.socmin. It

® This law was important in the creation of a longitudinal idea
of social support construction. It was said that disability has
to be perceived in perspective of life circle emphasizing not
only treatment possibilities, but as new level in the context of
quality of life.


www.socmin.lt
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support is essential as people with disabilities are
more vulnerable because of social changes in
society. These authors (Kreiviniené, Vaicekaus-
kaité, 2010) write that the situation in families
where there is a disabled person is complicated;
therefore, support must be orientated towards
rebuilding stability and harmony.

Families caring for a disabled person are
involved in meeting many specialists, but the
social worker, in principle, could be the closest in
providing support within this multi-professional
system (Kreivinieng, 2011).

The role of the social worker from the
position of families has not been investigated
enough as a new phenomenon. The majority of
research seeks to “objectivise” the research results
in a quantitative methodology, therefore, the
“subjective” or qualitative experiences of
respondents remain hidden.

Foucault (quoted from Cannella, 1999)
notes that for ages people with disabilities were
not consulted as their representations were
considered meaningless. There are very few
scientific studies that analyse the views of families
raising children with disabilities or of disabled
people themselves into the area of lawful support
systems (see AliSauskiené, 2007; AliSauskiené,
AliSauskas, Gerulaitis, Meliené et al., 2008; Na-
vaitis, 2007; Skeryté-Kazlauskiene, Barkauskiené,
2010). There was little analysis of the family’s
view towards the social workintervention in the
system (see ButkeviCiené, Majeriené, Harrison,
2006).

Research orientated towards an analysis of
social work support for disabled families
demonstrates that there are diverse opinions. For
example, Varazinskiené (2009, 129) states that
legislation regulating social work practise in a
system is still developing and that social work
lacks an historical background in supporting
practice. Research presented by Butkevicieng,
Majeriené and Harrison (2006) showed that
families in disability situations face many
problems from within the supporting system.
Research by Makstutyté and Naujaniené (2008)
revealed that social workers apply clinical models
in their practice. Research made by lvanauskiené
and Varazinskiené (2007) brought to light that an
understanding of the purpose of the social work
profession in society is barely formed. Bitinas,
Guogis, Migun and VaZgyté (2010) state their
research revealed many practical issues that social
workers face in their practice. On the contrary,
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Prakapas (2007, 14), based on an analysis of the
legislative discourse, states that there have already
been many positive improvements implemented in
social work practice.

In developing supportive practices for
families raising children with disabilities, it is
crucial to be aware of both “objective” research,
and also to listen to the “subjective” opinions
given by families, i. e., there is a need to give
voice to the families as “service users” and to
represent the lawful support system including
social work practice from their own perspective.

Research questions of the study:

What are families’ subjective
representations on lawful support from medical,
educational and social sectors?

How do families perceive support from
social workers in the system?

The aim of this study was — to analyse
the representations of families who experience
situations of severe disability* within lawful
support focusing on social work Intervention.

Conceptualization of representations

The view on representations gives a
personal character to the research aim. The main
point in the empirical part was analysing the
subjective representations of perceived lawful
support as a social reality in the sense of family
(quoted from Gabb, 2009, 37).

Souza-Filho and Beldarrain-Durendagui
(2009, 772) write that particular goals can be used
in analysing the data for e.g., revealing the need
for a change in practise. An analysis of
representations on lawful support is seen as
mediums of exchange and instruments of exchange
(Moscovici, quoted from Gillespie, 2008, 377) in
dealing with system.

The original concept of representation
used by Durkheim (quoted from Gillespie, 2008,
375), was expanded later to include the tradition
of social representation by Moskovici (ibid, 375).
Before Moscovici, Lévy-Bruhl (1927) presented
similar ideas by speaking of “collective soul”,
Vygotski (1962) was writing about collective
representations, and Piaget (1932) mentioned the
term of social representation (Orfali, 2002, 399).

* Based on law of ministers of health, social security and
labour, and education and science of the Republic of
Lithuania (2005-03-23, No. Nr. V-188/A1-84/ISAK-487) of
the assessing criteria and order of disability level.
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In this study, the way to understand the
concept of representation is closest to Gillespie’s
(2008) term alternative representations. He
developed the concept whilst analysing Mosco-
vici’s concept of social representations and
addressed the feature of subjectivity to the
concept. On this basis, representations on lawful
support are analyzed as subjective representations
given by families to professionals and the support
system.

Subjective representations of families are
perceived as how they attribute views to
professionals (in using categorization they all, they
are etc.) and the plurality of contexts given to the
lawful support content. In evaluating supporting
contexts, families invoke representations of
professionals’ personal qualities, models of work,
perceptions of the child and other qualitative

aspects  attributing to  the  subjective
conceptualization.
Understanding of severe disability

There was an ethical dilemma in

conceptualizing severe disability. The research
idea was to reveal the representations of families
that used medical, social and educational services;
therefore one of the sampling criteria was based
on the child’s medical factors. (diagnosis).
Viluckiené (2008, 51) writes that the main
problem with the shift of paradigms lies in
contrasting biological and social aspects of
disability.

Therefore, this study uses the term of
severe disability as a social construction (Bruner,
guoted from Swartz, 2009) of the concrete
situation as a meaning, i.e. for this research.
However defining severe disability in both social
and biological aspects allows for the perception of
seeing the families situation as multi-faceted.

Nowadays the majority of researchers in
Lithuania similarly conceptualize disability
(Ruskus, 2001; Kreiviniené and VaiCekauskaite,
2010;  AliSauskas, AliSauskiene, Gerulaitis,
Meliené, Milteniené et al., 2009 and others) — with
the orientation being not only towards the medical
factors, but with a broader perspective — as a
construct drawn from the interaction of the person
with the environment. Viluckiené (2010, 116)
even suggests the use of Bury’s concept of
biographical disruption, when disability causes
changes that greatly impact on everyday life.

The ideas invoked by Morrow, Quine, and
Craig (2006, 529) stated that children with severe
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disability may encounter biological, physiological
and  behavioural  difficulties, such as
uncoordinated swallowing, gastro-oesophageal
reflux and chronic lung diseases which may lead
to a significant morbidity and mortality.
Additionally disability was posited as an
interpretative understanding and regarded as an
interaction between a person with disability and
their  environment (RuSkus, 2001). Such
representations open the possibility to approach
the “true subjective sense of the family’s view”
towards the lawful support system.

Sampling the respondents

Ten families® raising children with
cerebral palsy were sampled for this research. As
far as the Law on Social Integration of the

Disabled (2005) sees support via social, medical

and educational sectors, the selection was based

on the following criteria:

o Family raising a child with cerebral palsy
(families with children suffering from
complex disability).

. Age of child from 4-15 years.

) Full family: mother, father and at least two
children. One child suffers from cerebral
palsy, the second and following children do
not have a disability. The approach of
having the full family was formed in order to
have as homogenous group as possible.

o Child with disability attends educational
institution.

Research process and data analysis

Empirical data were gathered through
semi-structured in-depth qualitative interviews
with families. Each interview lasted from one hour
to three; four of the families were met repeatedly
in order to gather additional results. Families were
coded giving a number from 001 to O010.
Interviews were conducted with each family every
two weeks. The themes of the interviews
embraced three sectors of a system: medical,
social, and educational. In interviews, families
were asked to speak freely about all dimensions of
the support system.

Rigorous qualitative content analysis was
applied to the empirical data. Open coding was
used. Elo and Kyngas (2008, 109) describe open

® The respondents were from the following cities: BirZai,
Elektrénai, Klaipéda, Palanga, Kaunas, Mazeikiai,
Vilkaviskis, Plungé, Kupiskis and TelSiai.
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coding as putting notes and headings in the text
while reading it. Later headings were systemized
into categories. The researcher made notes on the
ideas and themes mentioned by the families after
each interview. These were newly discussed with
the family in the days following and categories
were constructed.

It was decided not to achieve an
uncoloured content analysis with naked words that
can lose the whole picture of the experienced
phenomena (Angelique and Culley; Brabant and
Mooney; Krippendorff; Milburn, Carney and
Martinez, all quoted from Baker and Stahl, 2004).
Therefore phrases given by the families were
analysed as to their meanings. Such a phrasal

analysis was more beneficial to get the picture of
the lawful support schema in Lithuania as
represented by the families. Phrases were counted
and the number was given in brackets (for
example (5) shows the number of cases that had
similar experiences or even used the same words).
Participants were involved in constructing
categories,  subcategories and  first-level
subcategories. First level subcategories of the
research were subsumed into subcategories:
professionals, representations towards the child,
applied model of work, and result of intervention.
Families constructed subcategories to medical,
educational and social categories (see Table).

Table

Empirical data analysis branches in categories of medical, educational, and social sectors

. First level subcategories | First level subcategories of First level subcategories
Subcategories . . .
of medical sector educational sector of social sector
cold-blooded . misunderstanding (but
Support - supportive .
o passive neglecters helping)
providers: —— —— -
: chemical interventors not-satisfying Title
professionals - - -
side takers methodologists Professionals
S“pp_oft ) Iabell!ng orientated towards the child’s strength Empathic
providing: experimental
attitude towards | unequal equality orientated towards the child’s weakness | Burden
child adjusting as burden expecting poor
supportive .
S:Jg)\ﬁzﬁl . puzzled red taping
providing: limitations individual Informational
applied  model -
of work clear medical None
other “you need” (needy)
S“pp.oft ) posmye seen as development of child word O.f mouth
providing: result | negative not-satisfactory
of intervention neutral limited representation rare meetings
Research credibility construct unforced dialogue so that

Kimberlin and  Winterstein  (2008)
mention that credibility can be constructed by
researchers and grounded in descriptions.
Research credibility was constructed on the
researchers’ decision on:

o Sampling the respondents. Families were
gathered very carefully taking into account
all mentioned criteria: similarities of their
social situations, the child’s diagnosis,
social participation of the child.

o Participation of families. Habermas (quoted
from Moilanen, 2000, 384) writes that in
gathering feedback it is meaningful to
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participants can evaluate and strengthen
their arguments. Therefore, after each
interview there were a few organized
additional meetings with each family in
order to ascertain their “true meaning” and
they participated in creating categories.

Research results

The research results will be presented for
each sector of the system individually
(categories): medical, educational and social.
These categories are analysed through four
subcategories: representations of professionals,
representations of professionals towards the child,
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applied model of work and the result of the
intervention.

Lawful support provided by medical sector
Medics

Describing medics, families shared first
level subcategories:  cold-blooded, passive
neglecters, chemical interventors, side takers.

The common feature of all the families
participating in the interviews pointed towards
specific medical personalities who were working
in particular institutions. Families tended to create
a generally-negative representation of the whole
medical sector. Medical professionals described as
cold-blooded (5) were mentioned by half of the
families.

A very similar first level subcategory was
raised picturing medics as passive neglecters (3).
Families represented medics as having no
empathy in understanding special needs. Also
families pointed to the experienced exclusion just
because they were in a hospital with a different
child. In the case of family 007 they recalled that:
Medics seeing a disabled child would tend to
neglect them.

Medics as chemical interventors (8)
occurred in almost all families. This first level
subcategory portrayed all medics as suggesting
that the only means for improving the situation
was to take drugs. Families represented that a
child’s disability is incurable and a child must be
accepted as a personality with a disability. Family
number 004 stated: As much as we met doctors,
they suggested only chemical interventions.
Family number 010 said: We do not acknowledge
chemical treatment. All parents mentioned they
were afraid of chemical intervention because they
had previous unsuccessful experiences.

The first level subcategory of medics as
side takers (9) reflected the understanding of
families that during each contact the medic
seemed to be taking someone’s side. For example,
doctors tend to stress the responsibility of the
parents. Family number 007 mention that: The
doctor said | CAN prescribe if YOU want it <...>.
Such sayings terrorized me... If | WANT IT — 1 am
not a medic...

Attitude towards the child

The attitude towards the child was split
into the first level subcategories: labelling,
experimental, unequal equality, and adjusting.
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The attitude towards the child as labelling
(10) was illustrated by Family number 010: We
felt discarded there...absolutely. Labelling was
not only put on the child. Families mentioned that
the attitude towards a child inherently spread to
the whole family - that the whole family were
disabled. So, when parents were saying how the
doctor observed the child, they quite commonly
used the word we instead of he, she as if the whole
family experienced the common stereotyping label
leading to neglect.

Families were greatly disappointed by
meeting an experimental attitude (5) from
professionals. Instead of receiving advice they felt
as if they were participating in an experiment.
Family number 010 stated: The child was in the
role of an experimental guinea-pig <...> various
medical trials caused crippled legs <...> and the
disintegration of teeth.

The unequal equality due to families
means facing indifferent medics. Families
represented that medics, being members of a
disability commission, tend to demonstrate high
power relationships over their patients. Family
number 003 said: When we come to get the
invalidity <...> we have to be prepared for
disregard, waiting, and sitting...

The end of first level subcategory was
adjusting (6). Family number 007 mentioned
about the doctor’s words: “Mother, don’t give
your child’s diagnosis prominence, nothing can be
changed now be happy he is in such a family”
<...> | think the doctor meant not in an asocial
family <...> and that | must sit and watch his
death-throes. The family was saying that the
doctor represented the dying child as some thing
that can be replaced.

Applied model of work

The applied model of work was shared
into the first level subcategories: supportive,
puzzled, limitations, clear medical, and other.

The supportive model (3) was described
by families as facing a concrete doctor with the
following features: experienced specialist, and
open to collaboration with parents. The best
doctors were named as those who gave the family
space but were able, in critical situations, to
provide expert help if required. Speaking about
the supportive model, some of the families noted
that the effort given by professionals far
outweighed the final result and had more
importance for them. Family number 010 said: |
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talk with and consult with my neurologist. She
accepts that | read up on and care about the
drugs. She by no means trusts me and knows that |
am observing my child.

The Puzzled model (9) was represented in
speaking of treatment that was not understood by
the families, organized inefficiently, or not
understood by doctors themselves. The families
pointed out that there cannot be any more
considerable heartbreak than seeing their own
child severely sick. Mothers were speaking of
their feelings of hopelessness occurring in
situations when they saw that the doctors were
puzzled and didn’t understanding what treatment
to apply.

Another first level subcategory was called
the limitations model (10). This model is very
closely related to the expressed doctor’s
representation towards the child. All families
mentioned this model’s prevalence. In Family
number 008: For example if a doctor does not
have the dimensional perception that a child is too
long for the bed and yet <...> we slept together
with a child in such small beds for two nights. The
mother felt that she was treated also like a child as
a deprived person just because of the severe
disability of her child.

Another  first level subcategory
represented by families was the clear medical (9)
model. This model should not be mixed up with
the clinical-corrective model having negative
features. On the contrary, the majority of families
saw this as a positive way of working.

Families were satisfied with meeting
sophisticated experts who shared information with
them. Families highly evaluated doctors who
conceived their complicated situations and who
made all necessary arrangements to help them and
their child: wrote all needed papers.

The medical model called other (10) was
described as: insensitive, bribery-required,
initiated by parents. Family number 008 stated
that: Treatment is organized from the ceiling
<...> in the same way that disability is diagnosed.
Families expressed the view that a diagnosis of
severe disability overshadows any other health
problems. Doctors were represented as insensitive
as they did not take into account the essential
parental expert knowledge about a child’s
condition.
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Result of intervention

The result of intervention was split into
first level subcategories: positive, negative and
neutral.

Families who represented interventions as
delivering a positive result (8) were more often
using the words our doctor or were speaking
about a particular clinic or sanatorium where
successful interventions had been made.

A Negative result (7) of interventions was
also mentioned by the majority of families.
Treatment was represented as negative when
families met within an unfriendly environment in
medical institutions where they experienced a
shocking lack of communication, poor supervision
and disrespectfulness.

Interventions as a neutral result (4) were
mentioned by about half of the families. A neutral
result was related to a family’s point of view that
they could not define the result achieved in one or
another institution. Family number 002 said: It is
difficult to say... he is a bit different, a bit
stronger, can hold his head a bit... understand...
we think he understands.

Lawful support provided by educational sector
Educators

Whilst analysing the lawful support in the
education sector, the educators were split into first
level subcategories: supportive educators, not-
satisfying  educators and  educators  as
methodologists.

A definition of the supportive (8) educator
was mainly based on the representations
describing professionals who were capable of
creating a safety niche for children. Families
conceived how it is complicated for an educator to
work with a child. Therefore they highly valued
educators were able to make the child happy in the
school environment. Families said they were
orientated towards creating trustful relationships
with educators.

A totally different situation was found if
the educator was represented as non-satisfying
(4). Family number 002 said: | am not very
satisfied with the nurse <...> she always
complains when the child has dirtied his nappies
and says they don’t have time to change them.

Educators as methodologists (4) were
described by nearly half of the families. If in the
medical sector information was the main
supportive mechanism, then in the educational
sector information on methodology was the least
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important thing for families. Family number 003
stated: | go there, communicate, stay <...> | show
the teachers how | calm her down, persuade her to
do an activity, and show the teachers what activity
could be organized for her.

Families perceived the education sector as
safer if the educator was working on the child’s
life skills development. If the educator was
perceived as communicative and willing to share
information with parents, they were highly valued.
The same assessment was noticed if the educator
tried to collaborate with or asked the parents’
opinion.

Attitude towards the child

The attitude towards the child was split
into first level subcategories: orientated towards
the child’s strength, orientated towards the
child’s weakness, and burden.

Despite severe disability when educators
use the attitude as orientated towards the child’s
strength (5) families said they tend to forget about
the diagnosis and limitations and focus on the
child’s strengths. Family number 007 noted: They
tell me that my child, is orientated, communicative
<...> other children like him very much <...>. No
problems, no tears.

Families heard appraisal in the words of
the educators: see what a socialised child you are
raising, everybody likes him. The biggest fear for
parents was to see the child alone and neglected.
Therefore, when educators gave an evaluation that
a child’s status, despite his/her disability, is closer
to normality than to invalidity, parents felt relief
and realised — the child is developing.

Carpenter (2005, 180) writes that such
inclusive strategies help family members to feel
involved, acknowledged and valued.

Families also represented the opposite
perceptions — orientated towards the child’s
weakness (4). Instead of supporting the family and
organizing an individual education programme
fitting this child’s capabilities, educators take
responsibility to share what best could be done in
their situation. Family number 003said: The head
of the kindergarten suggested | withdraw the
child.

An attitude towards a child as a burden
(3) was mentioned by one third of families.
Family number 003 mentioned: They got the
jitters from my daughter as she is too severe...
McLaughlin et al., (2006) write about such a
labelling process existing in many countries in the
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educational sphere. The most important point is
that labelling unfortunately leads to attaching
negative stereotypes, expectations and exclusion.

Applied model of work

Due to representations given by families,
model of work was apportioned only one - the
individual (9). Kluth, Biklen, English-Sand, and
Smukler (2007) write that quite often even
inclusive education is faced with a range of
obstacles, including educational segregation,
inappropriate curricula, lack of appropriate
support and services, and social rejections.

Almost all the families mentioned the
uniqueness of their children, therefore a need for
an individual model emerges (9). However, three
families mentioned that sometimes individuality
means segregation. Family number 006 said: The
government began teaching her sign language
after my writing <...> so | can say we started to
communicate with the child only when she started
to go to school.

The family spoke of the situation when
having the only child with hearing problems in a
small city means the child needs an individual
learning programme in order to communicate in
everyday life. The problem mentioned by parents
was that there was no specialist who could teach a
child and other family members. That meant up
until the child was seven or eight years the family
had to invent their own communication signs.

Result of intervention

The result of intervention was split into
first level subcategories: development and limited
representation. When the result was perceived as
a constant development, families expressed
satisfaction with educators and the institution.
When the result was developed on a limited
representation towards the person with disabilities,
it cumulated in more stress for families and
created a sense of dissatisfaction.

The result of longitudinal interventions by
educators was very important for parents. Seeing
the developmental results (4) families mentioned
a few of the main aspects as: inclusion, increased
the child’s abilities, and self-sufficiency. Family
number 004stated: The last year that he spent in
normal school; he was one among healthy
children so the unbelievable jump forward is
clearly seen.

When the result was perceived as limited
representation (3) to the person with disability it
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was perceived as closing all doors for
development. Families mentioned that in visiting
educational institutions such cases were expected
to fail. Family number 003mentioned: At the age
of seven she had to go to school. The situation is
dramatic and complicated. This family didn’t
have the possibility to take the child to a school
200 kilometres away from home, therefore the
situation of seeking education they called
complicated and dramatic.

Lawful support provided by social sector
Social workers

This part of the research was absolutely
not expected in its results. Families raising
children with severe disability should have met a
social worker during the 5-14 years of seeking
help. However it was a great surprise when during
the interviews almost all families said that they
never met with a social worker. Some of the
families could not explain what sphere of
specialist s/he should be (3), and it was
astonishing to hear that a social worker is a
specialist who entertains (3) parents with some
activities when there is nothing to do.

The social workers were split into the
following first level subcategories: misun-
derstanding (but helping), title, and professional.

The social worker as misunderstanding
(3) was mentioned by families who were confused
in giving a picture of social workers they had met.
Constructing the social worker’s image, some of
the families did not know what a social worker
was, therefore, were often confused describing the
social workers, and the descriptions clearly
showed that families are speaking about a social
worker who is definitely not a social worker.
Family number 002 said: Good workers. Come to
do massage from the third floor to the first <...>
really devoted to work.

When families did not know how to
describe the social worker, they started to recount
general ideas, like a social worker does something,
but we don’t know what.

A social worker was described as only a
title (8) due to the representations by families
They described the situation that they had never
met a social worker and could not say for what
this specialist was needed.

Another interesting finding in this
research was that the majority of the families
mentioned that they had never met a social
worker, but later speaking of sanatoriums some of
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them were describing the social worker. It shows
that families did not see the social worker as a
support provider. Two family cases gave
representations of an unprofessional social
worker. Family number 006 ssaid: When there is
nothing to do, we go to the social worker and
drink coffee.

Families perceived the social worker’s
role simplified to coffee drinking or chatting.
Therefore families represented the social worker
as some kind of general specialist, a person with
whom you can spend your spare time in the
sanatorium and nothing more. Families did not
even expect any lawful support Such ideas seemed
impossible for families to understand. The social
worker was perceived too simply, as if for creating
just friendship relationships. For this reason the
social worker was perceived as a weak specialist.

Social sphere workers as professionals
(10) were named as social workers and specialists
who took care of disability affairs in governmental
or nongovernmental institutions. Professionals
who came together and worked in NGO’s were
evaluated positively, however the governmental
sector were valued negatively. Of governmental
organizations, families mentioned the general
representation that the system does not take care
of such families.

Attitude towards the child

First level subcategory attitude towards
the child was split due to the representations given
by families: emphatic, burden, expecting poor. In
all the lawful support systems the same attitude
towards the child as a burden was repeatedly
indicated.

Two families mentioned examples that
were categorized into the empathic (2) attitude
towards the child. One family mentioned that an
empathic view was applied not only for the child,
but supportively for the whole family. Family
number 007 said: The social worker taught me
how to love from the heart, have a wish, and delve
deeply into myself and not to give up on the child).
Just fight, fight and everything will be okay.

An empathic attitude was perceived if the
social worker understood how difficult the
situation was and gave a professional consultation
demonstrating their view towards the child — not
to leave.

The attitude of a child being perceived as
a burden (9) was met by almost all the families. It
had a direct relationship with the next
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representation where not only the child, but rather
the whole family was perceived as having an
expectation of poor support.

Families said they met these attitudes in
governmental institutions. A child was perceived
as a burden putting his/her family into a beggar’s
position. Families said that wheelchairs were not
adapted for special needs therefore; families felt
they had to rely on charity from abroad or
construct the wheelchairs themselves.

There was an attitude towards the whole
family as expecting poor results (7) and this was
also met in governmental institutions. Family
number 001: We got twice as much money when
she stayed at home with me. Now she’s started to
go to school, so they cut the allowance by half
because | don’t keep her at home. Such examples
show that there is an expectation from government
that mothers should stay at home with the child.

Families thought that attitudes towards the
child in the social sector were more unsupportive
than helpful. The majority of families indicated
that lawful support was essential but that they
faced difficulties in getting this because they felt
as if they were raising additional problems for
specialists by asking for some benefits.

Applied model of work

The applied model of work was split into
four first level subcategories: red taping,
informational, none, and you need.

The red taping (2) model contained
representations by families describing some
documents that the social worker was constantly
filling in. Families thought that such red tape
caused delays in accessing lawful support because
the social worker needed more information about
the child. It transpired that social workers were
using their position in order to conduct surveys or
for other purposes, but definitely not for accessing
support for the child on the basis of the
information gathered.

The informational model (5) was
mentioned by all the families who said they had
met a social worker or could describe this
professional. Families said that the information
model can hold both positive and negative aspects.
In some cases families described the social worker
as a passive agent giving answers and showing no
initiative him/herself. It was quite common
practise for families to organise themselves
according to the informational model in mutual
help groups. Authors Mitchell and Sloper (2002,
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74) write that recent research shows families feel
that governmental institutions are more likely to
withhold information than to share it.

A fascinating finding in this research was
to find that families tend to look for information
amongst other families instead of asking a
professional social worker. Families tended to
implement the informational role of social
workers themselves (4). Families reflected that the
main role of the social worker was to provide help
for those who need it. One family mentioned
(number 001) that if the social sector were strong,
perhaps parents wouldn’t communicate so often. It
shows that the family thinks that the weakness of
the lawful support system forced them to meet
parents in NGO’s and deal with their questions
together.

Another first level subcategory of the used
model was none (8). Family number 001 stated:
All social benefits were arranged by our
neurologist <...>. Such a model was described
when families could not say anything about the
social worker’s model or that they had never met
him/her.

The model: you need (9) was represented
by the majority of families, even if they did not
meet the social workers. The you need model
makes families feel as if they are always begging
for something or are always in debt. Family
number 001 (3): It would be really great to have
some person who would say that you have rights
for this and this <...> otherwise you don’t know.

The research results showed that the you
need model made families seek information from
all possible sources. Families felt deprived in their
situation and had to spend all their spare time in
analysing new laws.

Representations by families showed that
social workers were not recognised as having any
expertise in making social assessments, and they
were not in a strong position to contribute on an
equal  basis  with  other  professionals.
Representations showed that families saw the
model of organized help only on the basis of
parental activity. Families spoke of situations
where they had to mediate between the child and
professionals in institutions.

Result of intervention

The result of intervention was split into
first level subcategories: word of mouth, not-
satisfactory and rare meetings.
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The word of mouth (9) was mentioned by
almost all families. It means that despite almost all
families having seen the main role of the social
worker as a provider of information, families said
they gained all the information they needed from
other parents and then checked it in social care
departments. Families said that self-help groups
were mainly responsible for filling in the gaps of
socially desolate families.

Other families raising older children were
seen as the most important source of useful
information because they had struggled with the
same challenges (3).

Another first level subcategory was
formulated as unsatisfactory (10) result. Family
umber 004 said: All tools needed for such children
are very expensive and we cannot afford to buy
them. Some of the tools are available to use only
in kindergartens.

Families saw that the system of benefits
was inequitable and created an unequal situation
for each child. Children were unique and there
cannot be a general formula for making them
equal.

This research revealed that general
services were perceived as too general not
responsive to individual cases of children with
particular severe disabilities. Some of the children
used neither the general guaranteed resources nor
had the possibility to get individual service.

The majority of families mentioned that
more often the results of their efforts were that
they were left alone in their struggle. Family
number 009: | would say that social care could
send a brochure as they know about us... if the
law was changed.

The first level subcategory describing the
results as rare meetings (6) covered some of the
issues already reviewed by families. Rare
meetings were supported by families, specialists
or circumstances.

Families represented the idea that social
work in Lithuania is seen as short-term
information providing. They did not see any
longitudinal supervision, or case management .
Social workers were perceived as essential
specialists that could implement many practises of
lawful support, but the meetings were so rare that
for some families it was challenging to remember
these specialists.
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Summing-up

The subjective representations of families
in discussing lawful support were described as
insufficient. It was reported that cooperation
between medical, educational and social sectors is
fragile. Each sector seemed to function separately
rather than as a one system. The families
subjective way of dealing within the sectors was
to make an attachment to “their” one specialist.
Therefore, instead of consulting with many
professionals they preferred to visit “their”
specialist with whom they felt “safe”.

The unexpected, and significant, result
was that some of the families never met social
workers. Consequently the responses were
constructed around families’ ideas about what if
there was a social worker. Families said that they
needed in a system to stand up for their children’s
rights. Families did not mention a social worker as
a key professional in a system but saw them as
having functions of mediation, of being able to
lead the case and give support when dealing with
issues. These were the roles parents ascribed to a
social worker.

The research results showed that in the
absence of a social worker in the system the
family can be divided often leaving the mother to
fight for her child’s rights Goffman and Jones et
al., (quoted from Carter and Feld, 2004) describe
similar phenomena relating to the negative side of
social concerns.

The results raised great concerns about
how through just one unfavourable contact within
the social support sector it is possible to make
generalizations (especially those strongly reflected
when speaking of the medical sector). It was also
discerned that families would tend to believe that
this situation would never change.

The majority of representations showed
that families were satisfied with the personnel
within the educational system. The most satisfied
families were those whose children were attending
integrated classrooms together with non-disabled
children. Considerable problems occurred in
finding a proper educational facility with an
inclusive environment. The most important aspect
of the educational system was staff motivation
Families represented personnel as the most
supportive and meaningful factor in subduing
unfriendly environmental factors. Also families
saw personnel as the most important factor in the
construction of a safety niche for the child. The
educational system was represented as the most
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open in collaboration with families compared to
other sectors.

Representations revealed that families
perceived social work practices as very narrow
and unlikely to be helpful. The majority of
representations showed that social support is more
often performed by other professionals: medical,
physiotherapist, educator in a system. Families
tend to attach themselves to these professionals.

In representing the social work sector
families spoke of isolated cases of support. Where
the picture of the medical and educational sectors
were clear, the social sector as not clear. The
research results showed that families represented
themselves or other parental support as a
substitute system of care for social work.
Therefore, the most “popular” social work model
as represented was by word of mouth, sharing
information among families who had disabled
children.

To conclude, families feel a great lack of
compatibility within a lawful support system.
Families spoke of being puzzled when dealing
with and coordinating resource access. Their
description of social work was connected with
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information providing, but even this access was
evaluated negatively.

Families did not give any special
prominence to social worker in the support
system. Instead, they spoke of the main issues that
they faced. First of all, families represented the
great need for longitudinal supervision. Families
imagined that such a professional in long-lasting
interactions could be a social worker. Their
greatest need for a care-taking person for the
family was represented as a medical professional ,

for e.g., visiting and checking the child’s
achievements, mediating with the disability
commission.

The most negative representations were
expressed in their lack of awareness of new
legislation and their inability to understand
existing legislation.. Families felt they were
deprived in accessing and receiving their lawful
resources. Therefore, families constructed the
need for a social worker to mediate on their behalf
between the law and themselves.
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