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VAIKY, TURINCIUY NEGALIA, DISKRIMINACIJOS
RAISKA LIETUVOS SVEIKATOS PRIEZIUROS
SISTEMOJE

Ingrida Baranauskiené
Klaipédos universitetas, Lietuva

Anotacija

Siame straipsnyje siekta atsakyti j klausimus: kokia vaiky, turin¢iy negalig, ir jy tévy
situacija sveikatos priezitros sistemoje Lietuvoje? Ar jie yra diskriminuojami? Jeigu
$iy vaiky diskriminacija yra islikusi, tai kokia jos raiska? Ar galima jzvelgti rysj tarp
$iy vaiky diskriminacijos ir poZiiirio j tévus, auginancius vaikus, turinc¢ius negalig? Sie
ir kiti panaSis klausimai atspindi straipsnio moksline problema. Tyrimo klausimus
sukonkretina tyrimo objektas - vaiky, turinciy negalig, ir jy tévy diskriminacijos raiska
Lietuvos sveikatos prieziiiros ir su ja susijusiose sistemose. Tyrimo radiniai rodo, kad
pasitaiko atvejy, kai Sie vaikai patiria diskriminacija Lietuvos sveikatos prieZzitros
sistemoje. Vaiky, turin¢iy negalig, ir jy tévy diskriminacijos raiSka siejama su atviru
vaiko ir jo tévy ignoravimu, perauganciu j vaiko kaip asmens nuvertinima; kidikiy i$
vaiky namy nepriezitra ligoninéje; nevienodomis gydymo sglygomis skirtingg negalig
turintiems vaikams; vaiky, turin¢iy protine negalig, diskriminacija gaunant odontologinj
gydyma; neatsakingu vaisty skyrimu arba neskyrimu vaikams, turintiems negalia. Kartu
su vaikais diskriminuojamos ir jy mamos; teikiamos nekokybiskos, Zeidziancios vaiko
ir Seimos oruma paslaugos. Diskriminacija sveikatos priezitros sistemoje gali patirti ne
tik vaikai, turintys negalig, bet ir jy tévai.

Esminiai ZodZiai: vaikai, turintys negalia, ir jy tévai; sveikatos prieZiiiros sistema;
sveikatos prieZiiiros paslaugos; auksciausias jmanomas sveikatos lygis; diskriminacija.

Jvadas

Diskriminacijos savoka daZna, kai kalbame apie negalig tiek moksliniame,
tiek praktiniame, tiek buitiniame lygmenyse. Zodis vartojamas daZnai, ir jo su-
vokimas priklauso nuo skirtingy konteksty. Kas vienam yra diskriminacija, ki-
tas gali tai priimti kaip neiSvengiama kasdienybe ir net nesusimastyti, kad tai
yra diskriminacija. Analizuodama etnografinius pokalbius, pokalbiy epizodus
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j semantines potemes skirs¢iau remdamasi asmeniniu suvokimu. Tyrimo pra-
dZioje poteme ,diskriminacija“ jvardijau taip pat labiau intuityviai negu argu-
mentuotai. Siame tyrimo etape kaip nors ypatingai nesigilinau j savokos dis-
kriminacija filosofinius, teisinius, socialinius ir kt. rakursus, tiesiog savo suvo-
kima palyginau su trijy internetiniy Zodyny isaiSkinimais: Cambridge!; Oxford
Advanced Learner’s Dictionary? ir Lietuviy kalbos Zodynu?. Galima konstatuoti,
kad diskriminacijos samprata visuose trijuose iStekliuose yra vienoda, skiria-
si tik pateikimo forma, pavyzdziai ar akcentai. Kadangi analizuojama situacija
Lietuvoje, toliau remsiuosi Lietuviy kalbos Zodyno isaiSkinimu, kuris teigia, kad
»(lot. discriminatio - padalijimas, atskyrimas): 1. teisiy maZinimas arba atémi-
mas asmenims ar asmeny kategorijai dél rasiniy poZymiy, kalbos, religiniy ar
politiniy jsitikinimy, tautinés ar socialinés priklausomybés, turtinés padéties,
gimimo vietos; 2. priemoneés, kuriomis valstybé ar valstybiy sajunga sumaZzina
kurios nors valstybés, jos atstovy ar pilieciy teises; 3. Snek. engimas, nevieno-
das Zmoniy traktavimas; 4. ekon. d. kainomis - identisky produkty skirtingy
kainy nustatymas skirtingoms vartotojy grupéms“*. Galiu teigti, kad pirma ir
trecia Zodyne pateiktos reikSmés yra artimos mano suvokimui, todél pagal §j
suvokimg ir vykdZiau pokalbiy epizody atrankas. Daugiausia sunkumuy kilo
,bréziant ribas“ taip diskriminacijos ir etikos pazZeidimy ($i potemé bus ana-
lizuojama véliau). Ne vieng karta griZau prie minties, kad galbiit Sias potemes
biity racionalu sujungti j viena. Taciau véliau priémiau sprendima jas analizuoti
atskirai, tikédama, kad tai paskatins tolesnes tévy, mokslininky ir praktiky dis-
kusijas tiek apie diskriminacijos, tiek apie etikos paZeidimy raiSka kasdieniuose
vaiky, turin¢iy negalia, ir jy tévy teisés j sveikatg kontekstuose.

Siekdama iSsiaiskinti etikos pazeidimy raiska kasdieniuose vaiky, turinciy
negalia, ir jy tévy teisés j sveikatg kontekstuose, atlikau deSimties mety moks-
linés literatiiros analize situacijos Lietuvoje kontekste. Zmogaus teisiy aspektu
reikSmingi Ruskaus (2016, 2017 ir kt.) straipsniai, pristatantys Jungtiniy Tauty
nejgaliyjy teisiy konvencijg kaip reiskinj, darantj jtaka pasaulio, taip pat ir Lie-
tuvos, socialinei sampratai: ,Jungtiniy Tauty nejgaliyjy teisiy konvencija skelbia
iS esmés naujg pozilrj, jpareigojantj Salis kurti tokius jstatymus, kad asmenys,
turintys negalig, gauty tokig parama, kuri ne skatinty senas ar naujas diskrimi-
nacijos formas, o sudaryty konkrecias salygas nejgaliesiems dalyvauti Svietimo,
sveikatos, kultiiros, darbo rinkos ir kituose visuomenés sektoriuose ir organi-
zacijose, kad tai biity veikianti norma ir konkreti siekiamybé“ (Ruskus, 2014,
p. 145). Ruskus (2017) aktualizuoja jtraukios lygybés sampratg. Jveikiant kito-
niskumg, kaip resursus, tarp jy ir keiciant situacija Zmogaus teisiy aspektu, Rus-
kus (2016) pristato bendruomenés galimybes. Piiras (2017) analizuoja, kaip

! https://dictionary.cambridge.org/dictionary/english/discrimination

2 https://www.oxfordlearnersdictionaries.com/definition/american_english/discrimination
3 https://www.lietuviuzodynas.lt/terminai/Diskriminacija

* https://www.lietuviuzodynas.lt/terminai/Diskriminacija
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laikomasi Zmogaus teisiy medicinos praktikoje. Daugelis minéto mokslininko
straipsniy ir kity mokslo darby (kartu su bendraautoriais) yra skirti Zmoniy,
turinc¢iy psichikos negalig ar intelekto sutrikimq, ju Seimos nariy teiséms j ory
gyvemmq, jskaitant ir sveikatos prieZitirg (Sumsklene ir Puras, 2014; Puras ir
Sumskiené, 2012; Piras ir Sumskiené, 2015; Piiras, Sumskiené, Veniiteé ir kt.,
2013; Puras, Sumskiene ir Adomaityte-Subaciene, 2013). Kituose Piiro (su ben-
draautoriais) darbuose Zmoniy, turinciy proto ar psichikos negalig, teisés ana-
lizuojamos tarptautiniuose kontekstuose siejant su istorinémis, kultiirinémis,
ekonominémis ir kt. aplinkomis, atskleidZiant jy jtaka ir analizuojant kaitos ga-
limybes (Solantaus ir Puras, 2010; Puras ir kt., 2010). Su mano tyrimo lauku i$
dalies siejasi Sumskienés ir jos bendraautoriy darbai, jrodantys ir paai$kinan-
tys daugialypés motery diskriminacijos faktus sveikatos sistemoje (Sumskie-
né, Jonutyté ir Augutiené ir kt., 2015; Sumskiené, Augutiené ir Jonutyté ir kt.,
2014). Mokslo darbuy, kurie tiesiogiai sietysi su straipsnyje analizuojama tema,
Lietuvos mokslinéje erdvéje neaptikau.

Siame straipsnyje siekiu atsakyti j klausimus: kokia vaiky, turin¢iy negalia,
ir jy tévy situacija sveikatos priezilros sistemoje Lietuvoje? Ar jie yra diskri-
minuojami? Jeigu $iy vaiky diskriminacija yra islikusi, tai kokia jos raiska? Ar
galima jzvelgti rysj tarp Siy vaiky diskriminacijos ir poziirio j tévus, auginan-
¢ius vaikus, turincius negalia? Sie ir kiti pana$iis klausimai atspindi straipsnio
moksline problema. Tyrimo klausimus sukonkretina tyrimo objektas - vaiky,
turinciy negalig, ir jy tévy diskriminacijos raiska Lietuvos sveikatos priezitiros
ir su ja susijusiose sistemose. Norédama atsakyti j Siuos klausimus, analizavau
tyrimo ,Zmoniy su negalia, jy artimyjy bei nejgaliesiems teikianciy pagalba
specialisty patirtys, poreikiai ir isSiikiai Lietuvos sveikatos prieziliros sistemo-
je“ duomenis (iSsamiau apie tyrima Zr. Baranauskiene, 2020, p. 67-89). Pir-
minei duomeny analizei, remiantis teminés analizés principais, buvo atrinkti
keturiasdesimt trys pokalbiy epizodai. Po antrinés duomeny analizés radiniai
suformuoti remiantis atrinktais desSimt pokalbiy epizody, kuriy devyni - mamuy,
auginanciy vaika, turintj negalig, ir vienas - gydytojos odontologés, teikiancios
paslaugas vaikams, turintiems negalia. IS deSimties atrinkty epizody devyni
turi ryskia diskriminacijos semantika, vienas epizodas pateiktas kaip kontras-
tas diskriminacijai. Daugiau epizody su pozityvia semantika diskriminacijos as-
pektu tarp tyrimo duomeny neradau. Mamy ir gydytojos minimali charakteris-
tika pateikiama pristatant pasakojimo semantika. Pokalbiai yra uzkoduoti, kur
raidziy junginys Aar - reiskia mama, o S raidé - gydytojg (skaicius Salia raidziy
reiskia pokalbio davéjo identifikacinj numerij, kalba netaisyta).
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Tyrimo analizé ir rezultatai
Atviras vaiko ir jo mamos ignoravimas

Vaiky, turin¢iy negalig, diskriminacijos raiSka kasdieniuose teisés j sveikatg
kontekstuose apima jvairias sritis. Viena is jy — atviras vaiko ir jo mamos igno-
ravimas, peraugantis j vaiko kaip asmens nuvertinima. Atrinktoje analizei
mamos pasakojimo dalyje kalbama, kaip gydytoja nesiunté vaiko konsultuotis
pas specialistus. ISsilavinusi mama i$ mazo miestelio ne vienus metus bendravo
su Seimos gydytoja, kuri nesigilino j vaiko situacija, nemodeliavo perspektyvos,
niekur nesiunté konsultuotis, o paprasius siuntimo dar pasisaipydavo, kam jo
reikia, vis tiek niekas jums nepadés. Mamos teigimu, jai kitais biidais iSsirtpi-
nus konsultacija, mamos poziiriu, patycios tesdavosi:

Seimos gydytoja nesiriipino mumis, niekur nesiunté, as viskq ieskojau pati. Ir dar
gaudavau, nu, pasijuokdavo, pasisaipydavo, kam prasau siuntimo (...) Kam reikia,
Cia jums niekas nieko nebepadeés. Ir kai pradéjo augti, sausgyslés pradéjo susi-
traukti, buvo issuktos pédos | kitq puse, jo ir skausmai didZiausi ir as susiZinojau,
kad (...) yra toks gydytojas (...) ir iSvaZiavom tenai, jam buvo 8 metukai (Aar19).

Gydytojos atsisakymas duoti vaikui, turin¢iam negalig, siuntima, argumen-
tuojant, kam to reikia, kad niekas nepadés, vertintinas kaip vaiko teisés j auks-
Ciausiai jmanoma sveikatos siekimg atémimas. Juolab kad kitas, kontrastinis,
pavyzdys rodo, kad kitas gydytojas rado buidg ir galimybe vaikui padéti. Mama,
nesulaukusi i$ Seimos gydytojos supratimo ir siuntimo pas specialistus, kreipési
j gydytoja specialistg, kurj rekomendavo kitos mamos. IS karto sulauké profesi-
onalios pagalbos, kuri sistemingai tesési astuonerius metus (nuo vaiko 8 iki 16
mety), vaikui buvo suteikta ilgalaiké, nuosekli ir testiné medicinos pagalba, kuri
truko tol, kol viskas buvo padaryta, kas buvo jmanoma - suteikta auksciausia
jmanoma medicinos pagalba:

(...) susirinkau viskq, tai va ir isvaZiavom. Ir gydytojas apZiiiréjo, ir mumis pri-
émeé, ir uz poros dieny operavo. ISoperavo, buvo pirma operacija, Siaip turéjom
keturias tokias stiprias, sausgyslém tris, o pédy korekcijai, nu pédas atstaté, kore-
gavo. Tai buvo ketvirta, jam jau buvo 16 mety, paskutiné operacija (Aar19).

Radiniai: Mama su vaiku nesulaukdavo gydytojos démesio ir pagalbos. Gy-
dytoja nesiunté konsultuotis ir teigé, kad niekas nebepadés. Mama gydytojos
pasakymus, kad niekas jums nebepadés, priémé kaip pasiSaipyma. Gydytoja
mama ir vaika identifikavo kaip vieng problemg, sakydama, kad jums niekas
nepadés. Mama pagalbos savo vaikui ieSkojo savo iniciatyva, be gydytojos palai-
kymo. Vaiko auk$ciausiai jmanomas sveikatos lygis pasiektas mamos iniciatyva
ir kito gydytojo pastangomis.
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Kidikiy i$ vaiky namy neprieziiira ligoninéje

Antra sritis, kurioje iSryskéjo diskriminacija, - kiidikiy i$ vaiky namy ne-
prieziiira ligoninéje. Sis atvejis remiasi i$silavinusios, dirban¢ios vadovauja-
ma darbg mamos, gyvenancios dideliame mieste, pasakojimu. Mama guléjo di-
deléje, auksta reitingg turincioje ligoninéje kartu su savo dukra, turincia proto
negalia. Néra tiksliai Zinoma, kokia negalig turéjo kadikiai is ktidikiy namy, apie
kuriuos yra moters pasakojimas. Ir ar jg turéjo apskritai, taciau, pagal mano
suvokimg, Si socialiai pazeisty vaiky situacija yra iSskirtiné ir neatsiejama nuo
analizuojamos temos, juos vertinu kaip vaikus, esancius socialinéje negalios si-
tuacijoje. Siuo atveju svarbu tai, kad bronchitu ar plau¢iy uzdegimu sergantys
kadikiai nebuvo prizitrimi taip, kaip paprastai slaugomi tokio amziaus vaikai:
j ligonines jprastai jie neguldomi be artimyjy prieziiros. Analizuojamu atveju
kadikiai buvo palikti vieni ligoninés palatoje su epizodine prieziiira. Kaip tei-
gé mama, jie net maitinami buvo atmestinai, skubant, nepanesiojant, nepalau-
kiant, kol kudikis atsirtigs. Neapsikentusi jy verkimo, mama, palikusi savo vaika,
slaugé ir kiidikius, juos atraugindavo, nesiodavo, ramindavo:

() dukra (...) labai sirgo (...) paskui tai pakliuvome mes j palatq, kai yra blokai, tai
musy palatélé, jau nu sakau irgi jau sakau paZinojo medikai, tai ir mes dviese su
dukra guléjom, o ZodZiu, o tam kitam blokely keturi ar penki buvo léliukai iki dviejy
kad globos namai tai yra gerai, tai yra nesqmoneé. Va tai vaikai serga, kas ateina,
nu niekas (...) tai jy net neatrtigindavo, jsivaizduokit, ten ménesiy ar dviejy léliukas
paliktas, reiskia, juos visus, visi ten guldé, guli ten su plauciy uZdegimais arba bron-
chitais, tai pamaitina, net neatrugina, taigi jisai paskui Zviegia. Nu tai gerai ir as
nesiodavau, nu tai nu siaubas (Aar4).

Radiniai: Kudikiais i$ vaiky namy ligoninése ripinamasi nepakankamai.
Kidikiy maitinimo procesas trumpinamas, jie nepanesSiojami, kol atsiraugés.
Kidikiams verkiant, personalas prie jy neprieina, juos nesioja ir ramina savo
vaikus slaugancios mamos.

Nevienodos gydymo salygos skirtinga negalia turintiems vaikams

Diskriminacijos poZymiai ryskis ir kitame pokalbio su mama epizode, kuris
akivaizdZiai iliustruoja vieng i$ ZodZio diskriminacija sampraty ,priemonés, ku-
riomis valstybé (...) sumazina (...) jos atstovy ar pilieCiy teises“> kai toje pacioje
ligoninéje skiriasi dviejy skyriy, kuriuose skausmas yra neatsiejamas nuo kas-
dienybés, jrengimas ir komforto lygis. [Ssilavinusios ir socialinj statusa turincios
trijy vaiky (viena i§ mergaiciy turi sunkig negalig) mamos ZodZiais, neurologijos
skyrius, kur daZniausiai gydomi vaikai, turintys proto negalig, nuo vaiky onko-

5 https://www.lietuviuzodynas.lt/terminai/Diskriminacija
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logijos skyriaus labai skiriasi. Mama, gulédama su savo mergaite, turincia proto
negalig, neurologijos skyriuje, toje pacioje ligoninéje mato onkologijos skyriy,
kuris skiriasi kaip diena nuo nakties. Ten onkologine liga sergantiems vaikams
sudarytos geriausios salygos. O neurologijos skyriuje, kur gydomi daugiausia
vaikai, turintys proto negalig, salygos yra labai blogos. Mama teigia, kad gaila
onkologine liga serganciy vaiky, taciau ji jZvelgia diskriminacija, nes sudarytos
nevienodos salygos. Vaikai, turintys proto negalig, jauc¢ia nemaZesnj skausma, o
gydymo salygos ir aplinka yra nepalyginamai blogesnés:

() isivaizduokit, toj pacioj ligoninéj, pediatriniam tam skyriuj, yra tas neuro-
logijos skyrius, ane, ir vieno auksto Zemiau ar vienu auksciau yra véZziu sergan-
¢iam. Kaip diena ir naktis. Ten jeini kaip j kokj kosminj laivq, ten viskas ir, ir
vaikam tas, ir anas, ir ateini j $itq nieko néra, nu nieko néra. Nu ta prasme tai
tame as labai matau diskriminacijq, juo labiau paZitrékit, koks yra piaras da-
romas dél véZiu serganciy vaiky. Nors jeigu paZitréjot, kazkada Ziiréjau Pasau-
lio sveikatos organizacijos ataskaitq, kad ligos poveikis matuojamas ligos metais.
Deja, nu taip yra véZio metai yra trumpi, o tokiy va negaliy, nu tokiy ligy, proto,
ten psichikos jie yra ilgi. Ir bet tai paZitirékim | tq visq paramgq ir visi politikai,
kur eina fotografuotis, su véZinukais. Nu taip tai skauda, o, o kq su Sitais vai-
kais, lygiai taip pat tévams juk skauda. Nu ir as sakycCiau, tai yra visiskai ne-
adekvati politika (...) (Aar4).

Radiniai: Toje pacioje ligoninéje vaiky neurologijos ir onkologijos skyriai
skiriasi savo aplinka ir gydymosi sglygomis. Onkologinémis ligomis sergantys
vaikai turi kur kas geresnes salygas gydytis negu vaikai, turintys proto negalia.
Mamos teigimu, politikai nepalaiko vaiky, turin¢iy proto negaliag. Mama tai ver-
tina kaip diskriminacija ir neadekvacia valstybes sveikatos prieziiiros politika.

Diskriminacija teikiant odontologine pagalba

Suvokimg apie vaiky, turin¢iy proto negalia, diskriminacija gaunant
odontologini gydyma papildo pokalbio segmentas, kur apie situacija, kaip
gydomi vaiky, turinciy proto negalia, dantys, pasakojo jauna gydytoja, dirbanti
viename i$ didziyjy Lietuvos miesty, operuojanti vaiky odontologeé. Ji pasakojo,
kad vaikus, turincius proto negalig, gydyti yra sudétinga. Jie biina labiau apleisti,
ir pati operacija trunka ilgiau. [prastai proto negalia turintiems vaikams nesvei-
kus dantis traukia, nes jiems kanaly be narkozés nepagydysi. Gydytojos teigimu,
kanalai jiems ir negydomi, danties suplombuoti nejmanoma, todél dantys yra
traukiami. Jeigu vaikas turi dvideSimt danty, tai gydytoja juos visus ir iStraukia.
Tokia teikiama odontologiné pagalba vaikams, turintiems sunkia proto negalia:

(...) nes jie dazniausiai yra labiau apleisti. Ir pati operacija ilgiau trunka jo oj.
Viskas priklauso, kiek ten danty paZeisty buvo, ir dvidesimt danty buvo, ir taip kad

104



SPECIALUSIS UGDYMAS / SPECIAL EDUCATION 2021 1 (42)

as per vienq kartqg negaléjau visos burnos ertmés padaryti. As dariau tik po vieng
Zandikaulj. Virsutinj. Po keliy ménesiy jie atvaZiuodavo. Darydavau kitq. Apatinj.
Kitq Zandikaulj. Bidavo taip (...) jis atvaZiuoja. Pas ji dvidesimt danty. As visus
juos istraukiu. Visus. Nei vieno nepalieku. (...). Na jiems gi nepaprotezuosi ty
danty. Jiems kanaly nejmanoma pagydyti. Be narkozés nejmanoma. Bet jiems
ir negydome. Jei jo suplombuoti nejmanoma, tada tq dantj reikia traukti (S29).

Radiniai: Kadangi vaikams, turintiems sunkig proto negalia, be narkozés
negalima pagydyti danties kanaly, dantys yra ne gydomi, o traukiami. Odonto-
loginé pagalba vaikams, turintiems proto negalig, apribota danty pasalinimu.

Neatsakingas vaisty (ne)skyrimas

Diskriminacijos pozymiai, sakycCiau, peraugantys j nusikalstama veiklg, sieja-
si su neatsakingu medicinos darbuotojy poziiriu j zmogaus gyvybe ir sveikata.
,BaudZiamojo jstatymo saugomos vertybés: Zmogaus gyvybé, sveikata, laisvé,
nuosavybé, visuomenés saugumas ir kt. Viskas, kas pripazjstama visuomenés
vertybe, turi tam tikrg teisine apsaugg“ (Dzikas, 2020).

Analizuojami pokalbiy epizodai atskleidZia neatsakinga vaisty skyrima
arba neskyrima vaikams, turintiems negalig (Aar 10; Aar4). Siuose pokalbiy
epizoduose aprasytos skirtingos situacijos, bet jas vienija vienas pozymis: vai-
ko, turincio negalig, sveikata néra medicinos darbuotojy pripaZjstama kaip ver-
tybé. Vienu atveju, mamos teigimu, vaikui yra skiriami pertekliniai vaistai, kad
jis miegoty ir nekelty darbuotojams papildomy ripesciy (Aar 10), kitu - ma-
mos liudijimu, vaikui, turin¢iam negalig, dél slaugytojos aplaidumo neduodami
gydytojo paskirti vaistai, del ko vaikui suaktyvéjo traukuliai ir jis pateko j reani-
macija (Aar4). Minéti pavyzdZiai ne tik atskleidZia Siy vaiky diskriminacija, bet
ir iliustruoja daugialype diskriminacijg: kartu su vaikais diskriminuojamos
ir ju mamos.

Mama, priskiriama socialiai pazeidziamai Seimai, gyvenanti kaimo vieto-
véje, skundziasi, kad vaikas, parveztas i$ savaitinés ugdymo institucijos, pats
nepareina namo, jj reikia nesti, ir visa para miega. Nenori valgyti, tik miegoti.
Tévai jtaria, kad vaikui yra duodami stipris migdomieji, kad vaikas miegoty ir
auklytéms nereikéty jo migdyti. Mamos teigimu, ji namuose vaikg uzmigdo be
migdomyjy. Mama paskambino savaitinés institucijos mokytojai ir paklauseé,
ka jos vaikui duoda, kad jis taip miega. Mokytoja sako, kad vaikas institucijo-
je neuzmiega, todél skiriami migdomieji. Tévy nuomone, tai perteklinis vaisty
skyrimas, nes jeigu vaikg pamigdZzius - pakasius nugaryte, paskaicius knygu-
te, galima uzmigdyti be vaisty. Mamos nuomone, vaikg jmeta j lova ir nori, kad
uzmigty. Vaikui neuzmigus, skiriami vaistai. Pokalbio epizodas leidzia daryti
prielaidg, kad jeigu mama nebiity i$ socialiai pazeidZziamos aplinkos, medikai,
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skirdami vaistus jos vaikui, su ja konsultuotysi, tartysi. Dabar Siuo atveju, kaip
jtaria mama, vaikui duodami vaistai be tévy sutikimo:

Ai, per daug vaisty duoda, mes jau taip geriam depaking, klonezepamg. O jos
dar papildomai kazkokiy vaisty duoda, nes vaikas, kai griZzta namo, ant kojy
nestovi, ir eit netgi nuo kelio iki namy nedaeina, reikia neste nesti vaikg, val-
gyt vaiks net nenori grijZes, is karta miegoti. Visq parg iSmieg. Visq parq. Tik
parvaZiuoj, paguldau, uzmieg ir viskas jau be ryto jinai tikrai nepasikel. Po piety
kitq kartq nepasikel. Nu. NeZinau, kq ten dara, as pati matyt nemaciau tikrai. No-
réjau viengkart c¢ia pas daktares savo tyrimus padaryt, grjZta jinai tokiam stovy,
akys raudonas, raudonas, tie baltymai Zinai, kraujosruvas netgi jau. Ir (...) dar, ka-
roce, mana vyrs saka, vedam pas seimos gydytojq, tegu nustata, ko yra vaiks
pripumpuots. Nu ir, sakau, nu palaukim dar vienq kartq, sakau, jeigu dar tokiq
parves, tada tikrai eisim. Nu tai tada nevedZiau, bet as pasakiau, paskambinau
vienai mokytojai, pasakiau dar mana vaiks toks grijs, as pasidarysiu tyrimus,
kq jis ten dar duodat vaikui per do vaistus. Man pasaka, tai tu negali klonezepa-
mo nuimti, o nuo miega vaisty israsyti. Palaukit, sakau, jos tie vaistai nuo miego
neveikia, jau klonezepams yra ten kai narkotine medZiaga ane. Sakau, as negaliu,
jai nuo priepuoliy yra Sitie vaistai skirti. Nu jos matai pareiski. Saka, kad kokius dar
stipresnius vaistus iSrasyty, jau sakau vaiks tas taip narkotines medZiagas naudoj,
sakau dar jis norit, dar stipresniy, sakau, nu tai gal j kapus tada iSkart nuvarom
tq vaikq. Nu gerai, saka, jeigu jis tuos pasirenkat, mum jinai nemieg ir viskas
pasaki. Nu, nu. Nemieg, nu tai uzsimigdykit sakau, kad nemieg. Aisku, kaip mama
Zina, kaip vaika uZmigdyt yra, kur auklytes ane yra. Jai ten reik ir nugara pakasi-
nét, nu skaityk, nu taip as jq uzsimigdau. O jos, kq as$ Zinau, gal ten jmet | tq lovq ir
miegok tu sau (Aar 10).

Kitame pokalbio epizode kita mama, iSsilavinusi, turinti aukstg socialinj
statusg, gyvenanti dideliame mieste, pasakoja, kad iSleisdavo dukra j mokykla,
kur slaugytoja pagal gydytojo rekomendacijg turédavo pasiripinti, kad dukra
iSgerty paskirtus vaistus. Gali buti, kaip teigia mama, kad paZymoje gydytojas
neparasé doziy. Kita vertus, mamai atrodo, kad pazymos reikalavimas yra per-
teklinis, nes namuose mama pati atsakinga uz dukters vaisty vartojima. Kad pa-
Zyma galéjo biiti nekokybiSkai paraSyta, mamos niekas neinformavo, o neissa-
mi ir nepakankamai informatyvi paZyma tapo pretekstu dukrai neduoti vaisty.
Kaip teigia mama, dukra vaisty negaudavo, tiesiog slaugytoja jai jy neduodavo.
Dél to, kad dukra negaudavo jai paskirty vaisty, prasidéjo smarkis traukuliai
ir dukters sveikata vis blogéjo. Mama paskambino gydanciam specialistui, jis
pasaké, kad viskas turéty biuti gerai, nes kg tik mama su dukra guléjo ligoninéje
ir gydymas buvo patikslintas. Gydytojas pasitlé gultis iS naujo j ligonine. Kol
mama dvejojo ir sprendé, ka daryti, dukrai, bunant mokykloje, pasidaré visai
blogai, slaugytoja telefonu informavo mama apie situacija. Mama paprasé, kad
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slaugytoja kviesty greitajg medicinos pagalbg, o pati tiesiai i§ darbo nuvaziavo
j reanimacija:

Tiesiog visq laikq j tq mokyklg as turédavau pristatyti lapelj is mediky, kaip
vaistus gerti reikia. Nors man tai visqlaik iki dabar kirba, kodél biitent iS me-
diky, jeigu tu turi mama pasikliauti, nes man tai, as tai girdau vaistus, tai
tiesiog turi biiti pasitikéjimas. Nu ir dabar pareikalavo popieriaus, nu ir gerai, nu-
nesiau, bet ir ten, matyt, pediatras praleido ir neparasé doziy, tai jsivaizduokit,
ta slaugytoja ten to darzZelio, jinai neklausé manes doziy, nei atnesk kitq popie-
riy ar kaip nors. Ji tiesiog neduodavo vaisty ir jsivaizduokit, kad as matau, kad
situacija blogéja, jinai traukuliuoja, jau jinai istisai traukuliuoja, as skambinu
gydytojui (...), sako, bet Zinokit, nu viskas mtsy sustatyta, nu, sako as neZinau, kas
yra, nu nebent vél gult j ligonine (...). Nu ir kq, ir tada skambina man slaugyto-
ja, sako jisy vaikas ten traukiasi, niekas nepadeda. Sakau, nu gerai, kvieskit
greitajq (...) Iskvieté greitqjq, kadangi relaniumas nepadeda, sako, skambina man,
sako vezam j reanimacijq. Sakau, gerai, vezkit, as va, sakau, sédu j masing ir vaZiuo-
siu paskui (Aar4).

Reanimacijoje mama, pasakiusi, kokius vaistus dukté vartoja, iSgirdo klausi-
ma3, o kokius jis vartojate? Mamai atsakius, kad ji nevartoja jokiy vaisty, iSgirdo
pasaipy juoka, kad tokios mamos visos vartoja:

As nuvaZiavau j reanimacijq, sakau, kur ¢ia vaikq atveZé su traukuliais, tai gal sédi,
kur koridoriuj, sakau mano vaikas negali sédét, Sita...a nu tai ten. Gerai, nueinu ten,
sako, kokius vaistus vartojo? Pasakiau, o jiis kokius vartojat? As? Sakau, as, as ne-
vartoju. Tokios mamos visos vartoja, hi, hi hi, tai sakau ne, as nevartoju (Aar4).

Kita dieng paskambino kita slaugytoja ir pasaké, kad rado nepraimta vaisty
dézute. Taip paaiskéjo, kad jos kolegé dukrai vaisty neduodavo. Mama paskam-
bino atsakingai slaugytojai, ji prisipaZino, kad dukrai vaisty neduodavo:

() ir paskui tq paciq dienqg jau paskambino jau kita slaugytoja is ten, as ten,
sako, zZitriu, kad dézuté nepraimta vaisty, ir as tada supratau, kad jinai ne-
davé, ir as tada jai paskambinau, jis pasakykit, jis davét vaistus ar ne? Ne. (Aar4).

Radiniai: Savaitinéje institucijoje einama lengviausiu keliu - vaikui neuz-
miegant skiriami vaistai. Mama, btidama i$ socialiai paZeidZiamos Seimos, ne-
sugeba apginti vaiko. Vaikas ir Seima yra diskriminuojami ne tik dél vaiko nega-
lios, bet ir dél socialinés padéties. Kitu atveju - slaugytoja neduodavo mergaitei
vaisty, nes gydytojas pazymoje nebuvo nurodes doziy. Nei mamos, nei gydy-
tojo slaugytoja neinformavo, kad ji neduoda mergaitei vaisty. Negaunant vais-
ty, mergaités sveikata pablogéjo, mergaité pateko j reanimacija. Reanimacijoje
medikai paklausé mamos, kokius ji vartoja vaistus. Mamai pasakius, kad jokiy,
iSgirdo pasaipy juokg, kad tokios mamos visos vartoja. Kitg dieng paskambino
kita slaugytoja ir pasakeé, kad rado nepraplésta pakelj vaisty, taip paaiskéjo, kad
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slaugytoja vaisty mergaitei neduodavo. Mamai paskambinus atsakingai slaugy-
tojai, ji prisipazino, kad mergaitei neduodavo vaisty, nes pazZymoje gydytojas
nenurodé doziy.

Daugialypé diskriminacijos raiska: diskriminuojami vaikai, diskriminuoja-
mos mamos.

Nekokybiskos paslaugos ZeidzZia vaiko ir Seimos oruma

Vaiky, turinc¢iy negalia, diskriminacijos raiska apima ir nekokybiskas pas-
laugas, ZeidZiancias vaiko ir Seimos oruma. Mama nori, kad jos vaikas moky-
kloje biity prizitreétas ir tvarkingas, todél deda daug pastangy: jdeda j mokykla
serveteliy, kad vaikui biity nuvalomos seilés, jdeda Svariy riiby, kad vaikas bty
pervilktas, kad buty Svarus. Taciau darbuotojams mamos norai nesuprantami,
vaika ji randa apsiseiléjusj ir netvarkinga, neSvary. Nors mato, kad apskritai yra
sisteminiy pagereéjimy, bet yra daug dalyky, kurie ZeidZia vaiko, turin¢io nega-
lig, ir jo artimyjy oruma. Mama, norédama gauti paslaugas, nuleidZia nory kar-
tele ir, kaip ji pati teigia, lieka tik egzistuoti. Mama jaucia, kad jos vaikas yra dis-
kriminuojamas, ta¢iau, norédama gauti nors minimalias paslaugas, nepajégia
kovoti pries sistema, todél aukoja savo ir savo vaiko oruma:

Tegu Zitri, nu paimdavom kartais, viskas Cia uZsiseiléje, as gi pridedu ty serve-
téliy, tiesiog yra britku vaikq imt, pridedi rubuy, jie neparengia, nu bliamba, nu
jiem patiem gi nemalonu imti, ir taip vaikas su negalia, tai buty Svarus, tai dar. Tai
nu sakau, bet dabar as matau tikrai daug geresniy pageréjimy, nors va as gi dirbau
sitoj srity nu, sukandi dantis nes supranti, kad kitaip néra, nu vat tai. Nu tai va, tai,
sakau, nu tu suvoki, kad paslaugy néra, nu nusileidi iki kartelés kazkokios,
kad tiesiog tau bent kazkq suteikty, ir tada taip ir egzistuoji (Aar4).

Radiniai: Mama, nors deda daug pastangy, ideda vaikui j mokyklg servete-
liy, Svariy ruby, vaika randa apsiseiléjusj, murzing, netvarkinga. Mama, noréda-
ma gauti nors minimalias paslaugas, nuleidzia kartele, taip aukodama savo ir
savo vaiko oruma.

Rezultaty interpretacija ir diskusija

Vaiky, turinc¢iy negalig, ir jy tévy diskriminacijos raiska apima Sias potemes:
atvirg vaiko ir jo mamos ignoravima, peraugantj i vaiko kaip asmens nuvertini-
ma; kadikiy i§ vaiky namy neprieZitrg ligoninéje; nevienodas gydymo salygas
skirtingg negalig turintiems vaikams; vaiky, turinc¢iy proto negalia, diskrimina-
cija gaunant odontologinj gydyma; neatsakingg vaisty skyrima arba neskyrima
vaikams, turintiems negalig; kartu su vaikais diskriminuojamos ir jy mamos;
nekokybiskas, Zeidziancias vaiko ir Seimos orumg, paslaugas.
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Jungtiniy Tauty neigaliyjy teisiy konvencijos aspektu iSryskéjo, kad diskri-
minacijos raiSka neatsiejama nuo preambulés nuostaty apie lygias galimybes
visiems vaikams ignoravimo (pvz., kidikiy i§ vaiky namy neprieziira; skirtin-
gos gydymo salygos neurologijos skyriuje, j kurj guldomi dazniausiai vaikai,
turintys proto negalig, ir salygos onkologinémis ligomis serganciy vaiky sky-
riuje); Seimos dalyvavimo ir jsitraukimo svarbos nesuvokimo (pvz., atvejis, kai
nesitariama su mama dél raminamuyjy vaisty skyrimo ar ignoruojami mamos
prasymai skirti specialisto konsultacijg). Taip pat paZeidziama trecio JT nejga-
liyjy teisiy konvencijos straipsnio nuostata, kurioje iSreiskiama pagarba vaiko,
turinc¢io negalig, tapatybei (analizuotas pavyzdys, kai gydytoja nuvertina tokj
vaika, neprojektuoja jo ateities, nesiuncia pas specialistus, arba pasakojimai
apie neatsakinga vaisty skyrima, arba pavyzdZiai, atskleidZiantys nekokybiskas
paslaugas sveikatos prieziiiros sistemoje, kuriy raiSka ZeidZia vaiko ir jo Seimos
oruma). Taip pat paZeidZziamos septinto straipsnio nuostatos dél vaiky, turinciy
negalig, teisiy ir laisviy uZztikrinimo (pasakojimo epizodas apie odontologine
pagalba, kai vaikams, turintiems sunkig proto negalia, dantys yra ne gydomi, o
traukiami; taip pat su Sio straipsnio ignoravimu yra susijes ir neatsakingas vais-
ty skyrimas). Septinto straipsnio nuostatos paZeidimus dél vaiko interesy iSké-
limo galima jZvelgti vos ne visuose analizuotuose epizoduose: vaiko interesai
yra ne tik kad neiSkeliami, bet ir ignoruojami, neziarint tévy iSreiksty pastangy
ir reikalavimy. Tik vienas epizodas parodé, kad yra laikomasi Sios nuostatos
(plg. JT neigaliyjy teisiy konvencija, 2006). Tyrimo radiniai sutampa ir paais-
kina kity tyrimy, susijusiy su analizuojama situacija, iSvadas (plg. Nejgaliyjy ir
kity visuomenés nariy nuomonés apklausa, jvertinant Jungtiniy Tauty nejga-
liyjy teisiy konvencijos jgyvendinimo efektyvumg Lietuvoje, 2017; Asociacijos
,Lietuvos nejgaliyjy forumas* Teisés akty vertinimo (analizés) ataskaita, 2017;
Nejgaliyjy motery padéties analizé, jvertinant Jungtiniy Tauty nejgaliyjy teisiy
konvencijos nuostaty jgyvendinimo efektyvumg Lietuvoje, 2018; Nejgaliyjy
individualiy specialiyjy poreikiy tenkinimo tyrimas, jvertinant Jungtiniy Tau-
ty nejgaliyjy teisiy konvencijos nuostaty jgyvendinimo efektyvuma Lietuvoje,
2018; Nejgalaus vaiko teisiy uztikrinimo ir pagalbos Seimai tyrimas, jvertinant
Jungtiniy Tauty nejgaliyjy teisiy konvencijos nuostaty igyvendinimo efektyvu-
ma Lietuvoje, 2019).

Socialinio teisingumo aspektu galima teigti, kad Lietuvos sveikatos prieziii-
ros sistemoje vaikams, turintiems negalig, neuztikrinamos pamatinés laisvés ir
teisés, kad yra nelygybés pozymiy ir kad sveikatos prieZziliros sistema néra pa-
lanki tiek Siems vaikams, tiek jy tévams (plg. Rawls, 2002, p. 61).

Pagalbos Zmonéms, turintiems negalig, modelio aspektu galima teigti, kad
vyrauja medicininé pagalbos Siems Zmonéms paradigma (plg. J. Grue atliktg ne-
galios diskurso analize, kurioje pateikti ir aprasyti keturi teoriniai negalios mo-
deliai: socialinis, mazumos, atotrikio ir medicininis (Grue, 2011). Socialinis ir
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medicininis modeliai minétame straipsnyje analizuojami gal kiek i$ kritiSkesniy
pozicijy, negu mes Lietuvoje esame priprate, bet jy suvokimas panasSus kaip ir
miisy Salyje. Tyrimo duomenys ir suformuoti radiniai rodo, kad, nezitrint pasi-
taikanciy socialinio modelio poZymiy, dominuoja medicininis modelis. Tuo tar-
pudar 2002 metais Gerardo Quinno ir Theresios Degener iSkeltas Zmogaus oru-
mas Kaip teisiné norma ir pavartotas Zmogaus teisiy negalios modelio termi-
nas: ,Zmogaus orumas yra pagrindiné zmogaus teisiy norma. Kiekvienas asmuo
yra vertinamas kaip nejkainojama verté ir niekas néra nereikmingas. Zmonés
turi biti vertinami ne tik todél, kad jie yra ekonomiskai ar kitaip naudingi, bet
ir dél jiems biidingos savivertés. Zmogaus teisiy modelis orientuojasi j prigim-
tinj Zmogaus orumag ir tik jeigu reikia j asmens medicinines charakteristikas“
(Quinn, Degener, 2002, p. 14) misy analizuotuose atvejuose néra aptinkamas.

Saveikinio poziurio (angl. intersectionality) aspektu iSrySkéjo, kad sveikatos
priezilros sistemoje diskriminacijg patiria ne tik vaikai, turintys negalig, bet ir
ju tévai (gydytojai, skirdami raminamuosius vaistus, nesitaria su tévais, nesi-
gilindami j vaisty poveikj vaikui, jie diskriminuoja vaika, ignoruodami mamos
pastabas - diskriminuoja mama; vaikui patekus j reanimacijg, matydami susi-
jaudinusig mama, medikai paklausia, kokius ji vartoja vaistus. Mamai, pasakius,
kad jokiy, ji iSgirsta kikenimg, kad visos tokios mamos vartoja. Tokia situacijos
raiSka galima vertinti kaip sgveikinj pozitrj. Pateikti atvejai jrodo, kad uzimta
socialiné mediky pozicija sudaro prielaidas tiek vaiky, turinciy negalia, tiek jy
Seimos nariy diskriminacijai, kenkia tiek vaiky, tiek tévy sveikatai. Analizuoti
pavydziai rodo, kad net aukstas socialinis tévy, auginanciy vaika, turintj negalia,
statusas neleidzia iSvengti diskriminacijos (plg. Bauer, 2014).

ISvados

Straipsnyje aptarti radiniai rodo, kad tam tikra dalis vaiky, turin¢iy negalia,
patiria diskriminacijg Lietuvos sveikatos prieziliros sistemoje.

Vaiky, turinciy negalig, ir jy tévy diskriminacijos raiSka siejama su atviru
vaiko ir jo tévy ignoravimu, perauganciu j vaiko kaip asmens nuvertinima; ki-
dikiy i$ vaiky namy neprieziiira ligoninéje; nevienodomis gydymo salygomis
skirtingg negalig turintiems vaikams; vaiky, turinc¢iy proto negalig, diskrimina-
cija gaunant odontologinj gydyma; neatsakingu vaisty skyrimu arba neskyrimu
vaikams, turintiems negalig. Kartu su vaikais diskriminuojamos ir jy mamos;
teikiamos nekokybiskos, ZeidZiancios vaiko ir Seimos oruma, paslaugos.

Straipsnyje aptarti radiniai rodo, kad pasitaiko atvejy, kai diskriminacija
sveikatos prieziiiros sistemoje patiria ne tik vaikai, turintys negalia, bet ir jy
téval.
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Diskriminacija kaip reiskinj jrodo Jungtiniy tauty nejgaliyjy teisiy konvenci-
jos nuostaty pazeidimai: lygiy galimybiy visiems vaikams ignoravimas, Seimos
dalyvavimo ir jsitraukimo svarbos nesuvokimas, pagarbos vaiko, turin¢io nega-
lig, tapatybei trikumas, neuZtikrinamos tokiy vaiky teisés ir laisves, neiskelia-
mi vaiko interesai.

Vaiky, turinc¢iy negalig, ir jy tévy diskriminacijg sveikatos priezitros siste-
moje pagilina socialinio teisingumo principy ignoravimas, vyraujanti medicini-
né zmoneéms, turintiems negalig, paslaugy teikimo paradigma. Suformuoti radi-
niai leidZia diskriminacijg vertinti kaip daugialype ir turincia saveikinj poziirj.

Rekomendacijos:

e Lietuvos sveikatos prieZziiiros sistema turi tiek formaliai, tiek moraliskai
jsipareigoti vykdyti Jungtiniy Tauty nejgaliyjy teisiy konvencija.

e Mediky ir tévy teisinis Svietimas pagreitinty diskriminacijos kaip reiski-
nio nykima ir sudaryty salygas paslaugy teikimo modelio kaitai.

e Mediky ir téevy bendradarbiavimas yra neatsiejama salyga, siekiant vai-
ky, turin¢iy negalig, diskriminacijos sveikatos prieziiiros sistemoje, kaip
reiskinio, iSnykimo.

Padéka

Sj tyrimq finansuoja Europos socialinis fondas pagal 09.3.3-LMT-K-712 prie-
moneés veiklg ,Tyréjy kvalifikacijos tobulinimas jgyvendinant pasaulinio lygio
moksliniy tyrimy ir plétros projektus’
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VAIKU, TURINCIU NEGALIA, DISKRIMINACIJOS RAISKA
LIETUVOS SVEIKATOS PRIEZIUROS SISTEMOJE

Ingrida Baranauskiené
Klaipédos universitetas, Lietuva

Santrauka

Straipsnyje siekiama atsakyti j klausimus: kokia vaiky, turin¢iy negalig, ir jy
tévy situacija sveikatos prieZitiros sistemoje Lietuvoje? Ar jie yra diskriminuo-
jami? Jeigu $iy vaiky diskriminacija yra iSlikusi, tai kokia jos raiska? Ar galima
jzvelgti rysj tarp vaiky, turinéiy negalia, diskriminacijos ir poZitrio i jy tévus?
Sie ir kiti panasiis klausimai atspindi straipsnio moksline problema.

Tyrimo klausimus sukonkretina tyrimo objektas - vaiky, turinciy negalig, ir
ju tévy diskriminacijos raiska Lietuvos sveikatos priezilros ir su ja susijusiose
sistemose.
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Norint atsakyti j $iuos klausimus, analizuoti tyrimo ,Zmoniy su negalia, jy
artimyjy bei nejgaliesiems teikianciy pagalba specialisty patirtys, poreikiai ir
iSstkiai Lietuvos sveikatos prieZiliros sistemoje“ duomenys (iSsamiau apie ty-
rima Zr. Baranauskiené, 2020, p. 67-89). Pirminei duomeny analizei, remiantis
teminés analizés principais, buvo atrinkti keturiasdesimt trys pokalbiy epizo-
dai. Po antrinés duomeny analizés radiniai suformuoti remiantis atrinktais de-
Simt pokalbiy epizoduy, kuriy devyni - mamuy, auginanciy vaika, turintj negalig,
ir vienas - gydytojos odontologés, teikiancios paslaugas vaikams, turintiems ne-
galia. IS deSimties atrinkty epizody devyni turi ryskia diskriminacijos semanti-
ka, vienas epizodas pateiktas kaip kontrastas diskriminacijai.

Straipsnyje aptarti radiniai rodo, kad tam tikra dalis vaiky, turin¢iy negalia,
patiria diskriminacija Lietuvos sveikatos prieziiiros sistemoje. Siy vaiky ir jy
tévy diskriminacijos raiska siejama su atviru vaiko ir jo tévy ignoravimu, perau-
ganciu j vaiko kaip asmens nuvertinima; kiidikiy i$ vaiky namy neprieziiira ligo-
ninéje; nevienodomis gydymo salygomis skirtingg negalig turintiems vaikams;
vaiky, turinCiy proto negalig, diskriminacija gaunant odontologinj gydyma; ne-
atsakingu vaisty skyrimu arba neskyrimu vaikams, turintiems negalia. Kartu su
vaikais diskriminuojamos ir ju mamos; teikiamos nekokybiskos, ZeidZiancios
vaiko ir Seimos orumg, paslaugos.

Diskriminacija kaip reiSkinj jrodo Jungtiniy Tauty nejgaliyjy teisiy konvenci-
jos nuostaty pazeidimai: lygiy galimybiy visiems vaikams ignoravimas, Seimos
dalyvavimo ir jsitraukimo svarbos nesuvokimas, pagarbos vaiko, turinc¢io nega-
lig, tapatybei trikumas, neuztikrinamos vaiky, turinciy negalig, teisés ir laisvés,
neiSkeliami vaiko interesai.

Vaiky, turinc¢iy negalig, ir jy tévy diskriminacijg sveikatos priezitros siste-
moje pagilina socialinio teisingumo principy ignoravimas, vyraujanti medicini-
né zmoneéms, turintiems negalig, paslaugy teikimo paradigma. Suformuoti radi-
niai leidZia diskriminacijg vertinti kaip daugialype ir turincia saveikinj pozitri.

Autoriaus el.paStas susiraSinéjimui ingrida.baranauskiene@ku.lt
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EXPRESSION OF DISCRIMINATION AGAINST
CHILDREN WITH DISABILITIES IN THE
LITHUANIAN HEALTH CARE SYSTEM

Ingrida Baranauskiené
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Annotation

In the present article, [ aim to answer the questions: what is the situation of children
with disabilities and their parents in the healthcare system in Lithuania? Are they
discriminated against? If discrimination against children with disabilities persists, what
is its manifestation? Is it possible to see a link between discrimination against children
with disabilities and attitudes towards parents of children with disabilities? These and
othersimilar questionsreflectthe scientific problem ofthearticle. Theresearch questions
are concretized by the research object - expression of discrimination of children with
disabilities and their parents in the Lithuanian health care and related systems. The
findings of the research prove that there are cases when children with disabilities
experience discrimination in the Lithuanian health care system. The expression of
discrimination against children with disabilities and their parents is related to: open
disregard of the child and his/her mother, which escalates into an underestimation of
the child as a person; neglect of infants from children’s home in the hospital; unequal
treatment conditions for children with different disabilities; discrimination against
children with intellectual disabilities in access to dental treatment; irresponsible
administering or not administering medicines to children with disabilities; together
with children, their mothers are also discriminated against; low-quality services that
violate the dignity of the child and the family. Not only children with disabilities but also
their parents can face discrimination in the health care system.

Keywords: children with disabilities and their parents; health care system; health
care services; the highest possible level of health; discrimination.

Introduction

The concept of discrimination is common when it comes to disability, both
at the scientific, practical and domestic levels. The word is used frequently, and
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its perception depends on different contexts. What is discrimination to one may
be accepted by the other as an inevitable routine and not even thought to be
discrimination. Analysing ethnographic conversations, I divided the episodes of
conversations into semantic subtopics referring to my personal perception. At
the beginning of the research, I also named the subtopic “discrimination” more
intuitively than argumentatively. At this stage of the research, I did not delve
deeply into the philosophical, legal, social and other perspectives of the term
“discrimination” in any special way, I simply compared my perception with the
interpretations of the three online dictionaries: Cambridge!; Oxford Advanced
Learner’s Dictionary? and Lithuanian Language Dictionary?. It can be stated that
the concept of discrimination is the same in all three resources, differing only in
the form of presentation, examples or accents. Since the situation in Lithuania
is analysed, hereinafter [ will refer to the interpretation of the Lithuanian
Language Dictionary, which states that “(Lat. discriminatio - division,
separation): 1. reduction or deprivation of the rights of persons or categories
of persons on grounds of racial origin, language, religion or political beliefs,
national or social affiliation, wealth status, place of birth; 2. measures by which
a state or a union of states reduces the rights of some state, its representatives
or its citizens; 3. col. oppression, unequal treatment of people; 4. econ. d. by
prices - setting different prices for identical products for different groups of
consumers”*. [ can state that the first and third meanings given in the dictionary
are close to my perception, therefore, referring to this perception, I carried out
a selection of the episodes of conversations. The biggest difficulties were in
“drawing the line” between discrimination and ethical violations (this subtopic
will be analysed later). [ would repeatedly come back to the idea that perhaps it
would be rational to combine these subtopics into one. However, I later decided
to analyse them separately, believing that this would lead to further discussions
between parents, researchers and practitioners about both discrimination and
ethical violations in the everyday contexts of the right to health of children with
disabilities and their parents.

In order to find out about the expression of ethical violations in the daily
contexts of the right to health of children with disabilities and their parents, |
performed an analysis of ten years of scientific literature in the context of the
situation in Lithuania. From the point of view of human rights, the articles of
Ruskus presenting the United Nations Convention on the Rights of Persons
with Disabilities as a phenomenon influencing the social concept of the world,
includingLithuania, are significant: “The United Nations Convention on the Rights
of Persons with Disabilities proclaims a fundamentally new approach, obliging

! https://dictionary.cambridge.org/dictionary/english/discrimination

Zhttps://www.oxfordlearnersdictionaries.com/definition/american_english/discrimination
3 https://www.lietuviuzodynas.lt/terminai/Diskriminacija
* https://wwwlietuviuzodynas.lt/terminai/Diskriminacija
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countries to develop such legislation to ensure that persons with disabilities
receive support that does not encourage old or new forms of discrimination,
but creates specific conditions for the participation of persons with disabilities
in the sectors and organizations of education, health, culture, the labour market
and other sectors and organizations of society, to make it a working norm and
a specific aspiration” (RuSkus, 2014, p. 145). Ruskus actualizes the concept
of inclusive equality (Ruskus, 2017). Overcoming otherness, Ruskus presents
the opportunities of the community as resources, including changing the
situation in terms of human rights (Ruskus, 2016). In his article (Piras, 2017),
Piras analyses how human rights are observed in medical practice. Many of
the researcher’s articles and other research papers (together with co-authors)
are devoted to the rights of people with mental or intellectual disabilities and
their families to a dignified life, including health care (Sumskiené & Piiras,
2014; Piras & Sumskiené, 2012; Piiras & Sumskieneg, 2015; Piras, Sumskieng,
Veniuté, et al., 2013; Puras, Sumskiene, & Adomaityte-Subaciene, 2013). In
other works by Piras (with co-authors), the rights of people with intellectual
or mental disabilities are analysed in international contexts in connection with
historical, cultural, economic and other environments, revealing their influence
and analysing the possibilities of change (Solantaus & Puras, 2010; Khandelwal,
Avodé, Baingana, (...) Puras, et al,, 2010). The works of Sumskiené and her co-
authors, proving and explaining the facts of multidimensional discrimination
against women in the health care system, is partly related to the field of my
research (§umskiené, Jonutyté, Augutienég, et al,, 2015; Sumskiene, Augutiené,
Jonutyté, et al, 2014). I did not find any scientific works in the Lithuanian
scientific space that would be directly related to the topic analysed in the article.

In the present article, I seek to answer the questions: what is the situation
of children with disabilities and their parents in the healthcare system in
Lithuania? Are they discriminated against? If discrimination against children
with disabilities persists, what is its manifestation? Is it possible to see a link
between discrimination against children with disabilities and attitudes towards
parents of children with disabilities? These and other similar questions reflect
the scientific problem of the article. The research questions are concretized by
the research object - expression of discrimination of children with disabilities
and their parents in the Lithuanian health care and related systems. To answer
these questions, I analysed the data of the research The Experiences, Needs, and
Challenges of People with Disabilities, Their Relatives, and Professionals Providing
Assistance to People with Disabilities in the Lithuanian Health Care System
(more about the study, Baranauskiene, 2020, p. 67-89). Forty-three episodes of
conversations were selected for primary data analysis based on the principles
of thematic analysis. After the secondary analysis of the data, the findings were
formed on the basis of ten selected episodes of conversations, nine of which were
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by mothers raising children with disabilities and one by the dentist providing
services to children with disabilities. Of the ten episodes selected, nine have
clear semantics of discrimination, one episode is presented as a contrast to
discrimination. I did not find any more episodes with positive semantics in
the aspect of discrimination among the data of the research. The minimum
characteristics of mothers and the doctor are given in the presentation of the
semantics of the narrative. Conversations are coded, where the combination of
letters Aar means mother and the letter S means doctor (the number next to the
letters indicates the identification number of the respondent).

Research analysis and results
Open disregard of the child and his/her mother

The expression of discrimination against children with disabilities in the
everyday contexts of the right to health covers various areas. One of them is
open disregard of the child and his/her mother, which escalates into an
underestimation of the child as a person. The part of the mother’s narrative
selected for analysis talks about how the doctor did not send the child to consult
with specialists. An educated mother, from a small town, for several years had
been in contact with a family doctor, who did not delve into the child’s situation,
did not model the perspective, did not refer for a consultation anywhere, and
after asking for a referral she even mocked, why do you need it, no one will
help you anyway. According to the mother, when she got a consultation in other
ways, from her point of view, the bullying continued:

The family doctor didn’t care about us, didn’t refer us anywhere, I was looking for
everything myself. And I still got it, she laughed, mocked at me why [ was asking for
a referral (...) Why do you need it, nobody will help you both any more in any way.
And when he started to grow, the tendons started to shrink, the feet were twisted
to the other side, and he had biggest pains, and I found out that (...) there is such a
doctor (...) and we went there, he was 8 years old (Aar19).

The doctor’s refusal to give a referral to a child with a disability, giving
arguments - why do you need it, that no one will help, should be seen as depriving
the child of the right to the highest attainable standard of health. All the more
so that the following - contrasting - example shows that another doctor has
found a way and opportunity to help the child. The mother, without getting
understanding from the family doctor and a referral to specialists, contacted
a specialist doctor, who was recommended by other mothers. She immediately
received professional and continuous medical care, which systematically lasted
for eight years (from 8 to 16 years of the child’s age), the child was provided
with long-term, consistent and continuous medical care, which lasted as long

120



SPECIALUSIS UGDYMAS / SPECIAL EDUCATION 2021 1 (42)

as everything possible was done - the highest possible medical assistance was
provided:

() 1 gathered everything, and so we left. And the doctor examined and accepted us
and performed a surgery after a couple of days. The surgery was performed, it was
the first surgery, all in all we had four, such strong ones, three for the tendons, and
for foot correction, well, the feet were restored, corrected. It was the fourth, he was
already 16 years old, the last surgery (Aar19).

The findings: The mother and her child would not receive the doctor’s
attention and help. The doctor did not refer for a consultation, and said no one
would help them any more. The mother accepted the doctor’s statements that
no one would help you any more as a mockery. The doctor identified the mother
and child as one problem, saying no one would help you both. The mother
sought help for her child on her own initiative, without the support of the doctor.
The child’s highest possible level of health was achieved by the initiative of the
mother and the efforts of another doctor.

Neglect of infants from children’s home in the hospital

The second area where discrimination has emerged is neglect of infants
from children’s home in the hospital. This case is based on the narrative of
an educated mother with a managerial job living in a big city. The mother was
in a large, high-ranking hospital with her daughter with a mental disability. It
is not known exactly what disability the infants from the infants’ home, about
whom the woman’s narrative is, had. And whether they had it at all, however, in
my understanding, this situation of socially vulnerable children is exceptional
and inseparable from the topic under analysis, I consider them as children in a
social disability situation. In this case, it is important that infants with bronchitis
or pneumonia were not cared for in the same way as children of this age are
usually cared for: they are not usually hospitalized without the care of relatives.
In the case under analysis, the infants were left alone in a hospital ward with
episodic care. According to the mother, they were even fed with neglect, in a
hurry, without carrying them, without waiting for the baby to burp. Unhappy
with their crying, the mother, leaving her child, cared for the babies as well,
made them burp, carried them, soothed them:

() my daughter (...) was very ill (...) then we got to the ward where there are bloc-
ks, this is our ward, I already say also I already say the doctors knew us, I and my
daughter slept together, and so to say, in another block there were four or five ba-
bies under two years of age from children’s home. Well, who cares for them, nobody
does. Nobody, and when somebody is explaining to me that a care home is good,
it’s nonsense. So, the children are sick, who is coming, well, nobody is coming (...)
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they didn’t even make them burp, imagine a baby of a month or two is left there, it
means they all, everybody was left there, lying there with pneumonia or bronchitis,
they feed them, don’t even make them burp so they scream then. Well okay, I would
carry them as well, well it’s horror (Aar4).

The findings: Infants from children’s home are not cared for sufficiently in
the hospital. The process of feeding babies is shortened, they are not carried
until they burp. When the babies cry, the staff does not come up to them, the
mothers caring for their children carry them and soothe them.

Unequal treatment conditions for children with different
disabilities

Signs of discrimination are also evident in another episode of the
conversation with the mother (Unequal treatment conditions for children with
different disabilities), which clearly illustrates one of the concepts of the word
“discrimination” - “measures by which a state (...) reduces the rights of (...) its
representatives or its citizens” (https://www.lietuviuzodynas.lt/terminai/
Diskriminacija), when in the same hospital, the equipment and level of comfort
of two units, where pain is inseparable from everyday life, differ. According to
the educated mother of three children (one of the girls has a severe disability),
who has a social status, the neurology unit, where children with intellectual
disabilities are most often treated, differs from the children’s oncology unit
as night and day. The mother staying with her girl with a mental disability
in the neurology unit sees an oncology department in the same hospital that
is different as day and night. Everything has been done there to ensure that
children with oncology are in the best conditions. Meanwhile, in the neurology
unit, where children with intellectual disabilities are treated the most, the
conditions are very bad. The mother says it is unfortunate for children with
oncological diseases, however, she sees discrimination because of unequal
conditions. Children with intellectual disabilities experience no less pain, but
the conditions and environment of treatment are incomparably worse:

() imagine in the same hospital, in this pediatric unit, there is that neurology unit,
isn’t there, and one floor below or one above it is for the cancer patients. As day
and night. You enter there as into a spaceship, there is everything for children, and
this and that, and you come to this one, there is nothing, well there is nothing. Well,
in that sense, I really see discrimination in that, even more, look what PR is done
for children with cancer. Although if you looked, I once looked at a World Health
Organization report that the impact of a disease is measured in the years of the
disease. Unfortunately, yes, the years of cancer are short, and for such disabilities,
well, such diseases, intellectual, or mental they are long. And but let’s look at that
whole support and all the politicians who go to take photographs with children
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with cancer. Well, it hurts, and, and what about these children, it hurts the same for
parents. Well,  would say, this is a completely inadequate policy (...) (Aar4).

The findings: In the same hospital, paediatric neurology and oncology units
differ in their environment and treatment conditions. Children with oncological
diseases have much better treatment conditions than children with intellectual
disabilities. According to the mother, policy makers do not support children with
intellectual disabilities. The mother sees this as discrimination and inadequate
state health policy.

Discrimination in the provision of dental care

The perception of discrimination against children with intellectual
disabilities in receiving dental treatment is supplemented by a segment of
the conversation, where a young dentist working in one of the major Lithuanian
cities, a paediatric dental surgeon, told about the situation of treating the teeth
of children with intellectual disabilities. She said that treating children with
intellectual disabilities is complicated. They are more neglected, and the surgery
itself takes longer. Children with intellectual disabilities usually have unhealthy
teeth removed because it is not possible to cure canals without anaesthesia.
According to the doctor, the canals are not treated for them anyway, it is not
possible to fill the tooth, therefore the teeth are extracted. If a child has twenty
teeth, the doctor will extract them all. Such dental care is provided to children
with severe mental disabilities:

(.-.) because they are usually more neglected. And the surgery itself takes longer oh
yes. It all depends on how many teeth there were damaged, and there were twenty
teeth as well, and so that I couldn’t do the whole oral cavity in one go. I only did one
jaw at a time. The upper one. A few months later they would come. I would do ano-
ther one. The lower one. Another jaw. It was like this (...) he comes. He has twenty
teeth. I pull them all out. All. I leave none (...). Well you can’t prosthetize those teeth
for them. The canals cannot be cured for them. It is impossible without anaesthesia.
But we don’t treat them either. If it is not possible to fill it, then that tooth should
be extracted (S29).

The findings: Because the tooth canals for children with severe mental
disabilities cannot be cured without anaesthesia, the teeth are not treated but
extracted. Dental care for children with intellectual disabilities is limited to
tooth extraction.

Irresponsible (not) administering medicines

Signs of discrimination, [ would say, turning into criminal activity, are linked
to the irresponsible attitude of medical professionals towards human life and
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health. “Values protected by criminal law: Human life, health, freedom, property,
public safety, etc. Everything that is recognized as a public value has some legal
protection” (Dzikas, 2020).

The conversation episodes analysed reveal irresponsible administering
or not administering medicines to children with disabilities (Aar10; Aar4).
These conversation episodes describe different situations, but they are united
by one feature: the health of a child with a disability is not recognized as a
value by medical staff. In one case, according to the mother, the child is given
excess medication to keep her asleep and not to cause additional troubles for
the staff (Aar10), in another case - according to the mother’s testimony, the
child with a disability due to the negligence of the nurse, is not given medication
prescribed by a doctor, as a result of which the child’s seizures intensified and
the child was admitted to the intensive care unit (Aar4). These examples not
only reveal discrimination against a child with a disability, but also illustrate
multiple discrimination: together with children, their mothers are also
discriminated against.

A mother belonging to a socially vulnerable family, living in a rural area,
complains that her child brought from a weekly educational institution does not
come home herself, needs to be carried and sleeps around the clock. She does
not want to eat, just sleep. The parents suspect that the child is given strong
sleeping pills to keep the child asleep so that the nannies would not need to
put her to sleep. According to the mother, she puts the child to sleep at home
without sleeping pills. The mother called the teacher of the weekly institution
and asked what they were giving the child if she was sleeping that way. The
teacher says that the child does not fall asleep in the institution, so sleeping pills
are prescribed. In the opinion of the parents, this is an excessive prescription of
medicines, because making the child fall asleep - rubbing her back, reading the
book, the child can fall asleep without medication. The mother thinks the child
is thrown into bed and they want her to fall asleep. Medications are given when
the child does not fall asleep. The episode of the conversation suggests that if
the mother were not from a socially vulnerable environment, the doctors would
ask her and consult with her when prescribing medication to her child. Now
in this case, as the mother suspects, the child is given medication without the
parents’ consent:

Oh they give too much medicine, we already take Depakine, Clonazepam. And they
give some extra medicine, because the child does not stand on her feet when she
returns home, and does not even go from the road to the house, it is necessary to
carry the child, the child does not even want to eat when she returns, to sleep imme-
diately. She sleeps around the clock. Around the clock. As soon as she comes home, [
put her to sleep, she falls asleep and that’s it, she doesn’t get up until the morning.
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Sometimes she doesn’t get up in the afternoon. So. I don’t know what they’re doing
there, I haven't seen it for sure myself. | wanted to do a test here once at my doctor’s,
she came home in that state, her eyes red, red, these whites you know, even blo-
odshots already. And (...) also, so to say, my husband says, let’s take her to the family
doctor to find out what the child is pumped with. Well, I say let’s wait another time,
I say if they bring her again like this, then we will definitely go. Well, I didn’t take
her then, but I said, I called one of the teachers, I said if my child comes back like
that once again, I'll do a test, what kind of other medicine are you giving the child
there. They tell me you can’t take away Clonazepam and prescribe sleeping pills.
Wait I say, those medicines don’t work for her as sleeping pills, already Clonazepam
is there like a drug, isn’t it. I say I can’t, she has these medications for seizures. They
said, you see, big deal. They say, some stronger medicines should be prescribed, |
say, the child uses drugs already, and you want even stronger, I say well maybe let’s
take that child to the grave at once. Okay, they say, if you choose this one, for us she
doesn’t sleep and that’s it, they said. Well, well. Doesn't sleep, so put her to sleep,
if she doesn'’t sleep. Of course, the mother knows how to put her child to sleep, and
where are the nannies. You also need to rub her back, well think that’s the way I put
her to sleep. And they, I don’t know, maybe they throw her into bed and sleep for
yourself (Aar 10).

In the next episode of the interview, another mother, educated, of high social
status, living in a large city, says that she would send her daughter to a school
where the nurse, according to the doctor’s recommendation, had to arrange
for her daughter to take the prescribed medication. It may be, as the mother
states, that the doctor did not write the doses on the reference note. On the
other hand, it seems to the mother that the requirement for a reference note
is excessive because at home the mother is responsible for administering her
daughter’s medication herself. No one informed the mother that the reference
note could have been written in poor quality, meanwhile the incomplete and
insufficiently informative reference note became a pretext for not giving
medication to her daughter. According to the mother, the daughter would not
receive the medication, the nurse simply would not give it to her. As a result of
the daughter not receiving the prescribed medication, severe seizures began
and the daughter’s health was getting worse and worse. The mother called the
treating specialist, he said, everything should be fine because the mother and
daughter had just been in hospital and the treatment had been adjusted. The
doctor suggested staying in the hospital again. While the mother was hesitating
and thinking what to do, her daughter became quite ill while at school, the
nurse informed the mother about the situation by telephone. The mother asked
the nurse to call an ambulance and went straight from her work to the intensive
care unit:
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Just all the time [ had to deliver a leaflet from the doctors to that school on how to
take medication. Although I'm still thinking all the time so far why exactly from the
doctors, if you have to trust the mother, because for me this, I give this medicine, it
just has to be trust. Well, now they also demanded the paper, well, okay, I brought it,
but apparently the paediatrician omitted there and didn’t write the doses, imagine
that nurse there at that nursery, she didn’t ask me for the doses, nor bring another
paper or somehow. She just wasn’t giving medication and imagine that I see that
the situation is getting worse, she’s having seizures, she’s already having seizures
all the time, I'm calling a doctor (...), he says, but you know, we have arranged eve-
rything, well, he says I don’t know what’s going on, unless you stay in the hospital
again (...). And what's next, and then a nurse is calling me, she says your child is in
convulsions there, nothing helps. I say, well, call the ambulance (...) They called the
ambulance because relanium doesn’t help, she says, calls me and says we're taking
her to the intensive care unit. I say okay, take, I say I'll get in the car and follow you
(Aar4).

In the intensive care unit, the mother, after saying what medications her
daughter was taking, heard the question, and what are you taking? When her
mother replied that she was not taking any medication, she heard a mocking
laugh that such mothers were all taking medicine:

I went to the intensive care unit, I say where is the child who was brought here with
seizures, maybe is sitting somewhere in the corridor, I say my child can’t sit, this
one... well she’s there. Okay, I go there, they say what medications did she take? |
said, and what are you taking? Me? I say I'm not taking. Such mothers, they are all
taking, ha, ha ha, so I say, no, I'm not taking (Aar4).

The next day, another nurse called and said she had found an unopened
medication box. It turned out that her colleague was not giving her daughter
medication. The mother called the responsible nurse, she admitted that her
daughter was not being given medication:

(...) and then on the same day already another nurse from there called, she says |
see there that there is an unopened box of medication and I then realized that she
did not give it to her and I then called her, tell me did you give medication or not?
No (Aar4).

The findings: The weekly institution chose the easiest way — to administer
medication if the child does not fall asleep. The mother, being from a socially
vulnerable family, is unable to protect the child. The child and the family
are discriminated against not only because of the child’s disability but also
because of their social status. In another case, the nurse would not give the
girl medication because the doctor had not stated the dose on the reference
note. The nurse did not inform either the mother or the doctor that she was not
giving the girl medication. Without medication, the girl’s health got worse and
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the girl was taken to the intensive care unit. In the intensive care unit, doctors
asked the mother what medications she was taking. When the mother said that
any, she heard a mocking laugh that such mothers all do. The next day another
nurse called and said she had found an unopened packet of medication, that
way it turned out that the nurse was not giving the medication to the girl. When
her mother called the responsible nurse, she admitted that she had not given
any medication to the girl because the doctor did not state the doses on the
reference note.

Multiple manifestations of discrimination: children are discriminated
against, mothers are discriminated against.

Poor quality services violate the dignity of the child and the family

Discrimination against children with disabilities also includes low-quality
services that violate the dignity of the child and the family. The mother
wants her child to be cared for and tidy at school, so she puts a lot of effort
into it: puts some napkins for the school to clean the child’s saliva, puts clean
clothes for changing for the child to be clean. However, the mother’s wishes are
not understandable for the employees, she finds the child drooling, untidy and
dirty. Although she sees that there are systemic improvements in general, there
are many things that violate the dignity of children with disabilities and their
relatives. The mother, in order to get the services, lowers her standards and,
according to her, remains only to exist. The mother feels that her child is being
discriminated against, but in order to receive at least minimal services, she is
unable to fight against the system, thus sacrificing her and her child’s dignity:

Let them watch, well we took sometimes, everything is in drool here, I put those
napkins, it’s just repulsive to take the child, you put clothes, they don’t dress, well
come on, well it is unpleasant for them to take themselves, and it’s already a child
with a disability, if he were at least clean, it would be still. I say that, but now I see
really much better improvements, although I was working in this field, so you bite
your teeth because you understand that there is no other way, well that’s it. Well,
that’s it, 'm saying, well, you realize that there are no services, well, you lower your
standards somehow so that they could just give you at least something, and then
you exist this way (Aar4).

The findings: Although the mother puts a lot of effort, puts napkins, clean
clothes for the child to the school, she finds the child drooling, dirty and untidy.
The mother, in order to get at least minimal services, lowers her standards, thus
sacrificing her and her child’s dignity.
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Interpretation of results and discussion

The expression of discrimination against children with disabilities and
their parents includes the following subtopics: open disregard of the child
and his/her mother, which escalates into an underestimation of the child
as a person; neglect of infants from children’s home in the hospital; unequal
treatment conditions for children with different disabilities; discrimination
against children with intellectual disabilities in access to dental treatment;
irresponsible administering or not administering medicines to children with
disabilities; together with children, their mothers are also discriminated
against; low-quality services that violate the dignity of the child and the family.

In the aspect of the United Nations Convention on the Rights of Persons
with Disabilities, it has become clear that the expression of discrimination is
inseparable from the disregard for the provisions of the preamble on equal
opportunities for all children (for example, neglect of infants from children’s
home; different treatment conditions in the neurological unit, where children
with intellectual disabilities are usually admitted, and conditions in the unit
for children with oncological diseases); lack of awareness of the importance of
family participation and involvement (for example, the case when the mother
is not consulted with about prescribing sedatives or disregard for the mother’s
requests to refer for specialist consultation). It also infringes Article 3 of the UN
Convention on the Rights of Persons with Disabilities, which expresses respect
for the identity of the child with a disability (the analysed example when a
doctor underestimates a child with a disability, does not plan his future, does
not send him to specialists or the narratives about irresponsible administering
of medicines, or the examples revealing poor quality services in the health care
system, the expression of which violates the dignity of the child and his or her
family). The provisions of Article 7 on guaranteeing the rights and freedoms of
children with disabilities are also violated (the episode of the narrative about
dental care, when the teeth of children with severe intellectual disabilities are
not treated but extracted; irresponsible administering of medicines is also
linked to disregard for this article). Violations of the provision of Article 7
regarding the promotion of the interests of the child can be seen in almost all
the episodes analysed: the interests of the child with a disability are not only
not promoted, but also disregarded, despite the efforts and demands expressed
by parents. Only one episode showed compliance with this provision (cf. UN
Convention on the Rights of Persons with Disabilities, 2006). The findings of
the research coincide with and explain the findings of other studies related
to the situation under analysis (cf. Survey of the opinion of people with
disabilities and other members of society, assessing the effectiveness of the
implementation of the United Nations Convention on the Rights of Persons
with Disabilities in Lithuania, 2017; Association “Lithuanian Disability Forum”,
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Legislation Evaluation (Analysis) Report, 2017; Analysis of the situation of
women with disabilities, assessing the effectiveness of the implementation of
the provisions of the United Nations Convention on the Rights of Persons with
Disabilities in Lithuania, 2018; Research on meeting individual special needs
of people with disabilities, assessing the effectiveness of the implementation of
the provisions of the United Nations Convention on the Rights of Persons with
Disabilities in Lithuania, 2018; Research on ensuring the rights of the child with
a disability and assisting the family, assessing the effectiveness of implementing
the provisions of the United Nations Convention on the Rights of Persons with
Disabilities in Lithuania, 2019).

In the aspect of social justice, it can be stated that the Lithuanian health care
system does not guarantee children with disabilities fundamental freedoms and
rights, that there are signs of inequality, and that the health care system is not
favourable for both children with disabilities and their parents (cf. Rawls, 2002,
p.61).

In the aspect of the model of care for people with disabilities, it can be said
that the medical paradigm of care for people with disabilities is predominant
(cf. Jan Grue’s analysis of disability discourse, which presents and describes
four theoretical disability models: the Social Model, the Minority Model, the
Gap Model, and the Medical Model (Grue, 2011)). The Social Model and the
Medical Model in the aforementioned article are analysed from perhaps a bit
more critical positions than we are used to in Lithuania, but their perception
is similar to that in our country. The research data and the formed findings
prove that despite the occurring features of the social model, the medical model
dominates. Meanwhile, human dignity emphasized as a legal norm and the
term Human Rights Model of Disability used already back in 2002 by Gerard
Quinn and Theresia Degener: “Human dignity is the anchor norm of human
rights. Each individual is deemed to be of inestimable value and nobody is
insignificant. People are to be valued not just because they are economically or
otherwise useful but because of their inherent self-worth... The human rights
model focuses on the inherent dignity of the human being and subsequently, but
only if necessary, on the person’s medical characteristics” (Quinn & Degener,
2002, p. 14) have not been detected in the cases we analysed.

In the aspect of intersectionality, it has become clear that not only children
with disabilities but also their parents face discrimination in the healthcare
system (doctors do not consult with parents when prescribing sedatives, by
ignoring the effects of medications on the child, they discriminate against the
child, by ignoring the mother’s remarks - they discriminate against the mother;
when the child is admitted to the intensive care unit, seeing that the mother is
agitated, the medical staff members ask what medicine she was taking. When the
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mother says any, she hears the giggles that all such mothers take medicine. Such
an expression of the situation can be seen as intersectionality. The presented
cases prove that the social position taken by the medical professionals creates
preconditions for discrimination against both children with disabilities and
their family members, and harms the health of both children and parents. The
examples analysed show that even the high social status of parents raising a
child with a disability does not prevent discrimination (cf. Bauer, 2014).

Conclusions

1.

The findings discussed in the article prove that a certain part of children
with disabilities experience discrimination in the Lithuanian health care
system.

The expression of discrimination against children with disabilities and
their parents is related to open disregard of the child and his/her mother,
which escalates into an underestimation of the child as a person; neglect
of infants from children’s home in the hospital; unequal treatment
conditions for children with different disabilities; discrimination against
children with intellectual disabilities in access to dental treatment;
irresponsible administering or not administering medicines to children
with disabilities; together with children, their mothers are also
discriminated against; low-quality services that violate the dignity of the
child and the family.

The findings discussed in the article prove that there are cases when not
only children with disabilities but also their parents face discrimination
in the health care system.

Discrimination as a phenomenon is proven by violations of the
provisions of the United Nations Convention on the Rights of Persons
with Disabilities: disregard for equal opportunities for all children, lack
of awareness of the importance of family participation and involvement,
lack of respect for the identity of a child with a disability, the rights and
freedoms of children with disabilities are not guaranteed, the interests of
the child with disabilities are not promoted.

Discrimination against children with disabilities and their parents in
the health care system is exacerbated by the disregard for the principles
of social justice, the prevailing medical paradigm for the provision of
services to people with disabilities. The findings formed make it possible
to view discrimination as multiple and as intersectionality.

130



SPECIALUSIS UGDYMAS / SPECIAL EDUCATION 2021 1 (42)

Recommendations

1. The Lithuanian health care system must make both a formal and moral
commitment to implement the UN Convention on the Rights of Persons
with Disabilities.

2. Legal education for medical professionals and parents would accelerate
the disappearance of discrimination as a phenomenon and allow for a
change in the model of service provision.

3. Cooperation between medical professionals and parents is an integral
condition for the elimination of discrimination against children with
disabilities in the health care system as a phenomenon.
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EXPRESSION OF DISCRIMINATION AGAINST CHILDREN WITH
DISABILITIES IN THE LITHUANIAN HEALTH CARE SYSTEM

Ingrida Baranauskieneé
University of Klaipéda, Lithuania

Summary

The concept of discrimination is common when it comes to disability, both at
the scientific, practical and domestic levels. What is discrimination to one may
be accepted by the other as an inevitable routine and not even thought to be
discrimination. Analysing ethnographic conversations, I divided the episodes of
conversations into semantic subtopics referring to my personal perception. At
the beginning of the research, I also named the subtopic “discrimination” more
intuitively than argumentatively. At this stage of the research, I did not delve
deeply into the philosophical, legal, social and other perspectives of the term
“discrimination” in any special way, I simply compared my perception with the
interpretations of the three online dictionaries: Cambridge; Oxford Advanced
Learner’s Dictionary and Lithuanian Language Dictionary. It can be stated that
the concept of discrimination is the same in all three resources, differing only in
the form of presentation, examples or accents. Since the situation in Lithuania
is analysed, hereinafter I will refer to the interpretation of the Lithuanian
Language Dictionary. I can state that the first (“(Lat. discriminatio - division,
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separation): 1. reduction or deprivation of the rights of persons or categories
of persons on grounds of racial origin, language, religion or political beliefs,
national or social affiliation, wealth status, place of birth) and third (col.
oppression, unequal treatment of people) meanings given in the dictionary
are close to my perception, therefore, referring to this perception, I carried out
a selection of the episodes of conversations. The biggest difficulties were in
“drawing the line” between discrimination and ethical violations (this subtopic
will be analysed later). [ would repeatedly come back to the idea that perhaps it
would be rational to combine these subtopics into one. However, I later decided
to analyse them separately, believing that this would lead to further discussions
between parents, researchers and practitioners about both discrimination and
ethical violations in the everyday contexts of the right to health of children with
disabilities and their parents

In the present article, I aim to answer the questions: what is the situation
of children with disabilities and their parents in the healthcare system in
Lithuania? Are they discriminated against? If discrimination against children
with disabilities persists, what is its manifestation? Is it possible to see a link
between discrimination against children with disabilities and attitudes towards
parents of children with disabilities? These and other similar questions reflect
the scientific problem of the article.

The research questions are concretized by the research object - expression of
discrimination of children with disabilities and their parents in the Lithuanian
health care and related systems.

To answer these questions, I analysed the data of the research The
Experiences, Needs, and Challenges of People with Disabilities, Their Relatives, and
Professionals Providing Assistance to People with Disabilities in the Lithuanian
Health Care System (more about the study, Baranauskiené, 2020, p. 67-89).
Forty-three episodes of conversations were selected for primary data analysis
based on the principles of thematic analysis. After the secondary analysis of
the data, the findings were formed on the basis of ten selected episodes of
conversations, nine of which were by mothers raising children with disabilities
and one by the dentist providing services to children with disabilities. Of the
ten episodes selected, nine have clear semantics of discrimination, one episode
is presented as a contrast to discrimination. [ did not find any more episodes
with positive semantics in the aspect of discrimination among the data of the
research. The minimum characteristics of mothers and the doctor are given in
the presentation of the semantics of the narrative.

The findings discussed in the article prove that a certain part of children with
disabilities experience discrimination in the Lithuanian health care system. The
expression of discrimination against children with disabilities and their parents
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is related to open disregard of the child and his/her mother, which escalates into
an underestimation of the child as a person; neglect of infants from children’s
home in the hospital; unequal treatment conditions for children with different
disabilities; discrimination against children with intellectual disabilities in
access to dental treatment; irresponsible administering or not administering
medicines to children with disabilities; together with children, their mothers
are also discriminated against; low-quality services that violate the dignity of
the child and the family.

The findings discussed in the article prove that there are cases when not only
children with disabilities but also their parents face discrimination in the health
care system.

Discrimination as a phenomenon is proven by violations of the provisions
of the United Nations Convention on the Rights of Persons with Disabilities:
disregard for equal opportunities for all children, lack of awareness of the
importance of family participation and involvement, lack of respect for the
identity of a child with a disability, the rights and freedoms of children with
disabilities are not guaranteed, the interests of the child with disabilities are
not promoted.

Discrimination against children with disabilities and their parents in the
health care system is exacerbated by the disregard for the principles of social
justice, the prevailing medical paradigm for the provision of services to people
with disabilities. The findings formed make it possible to view discrimination as
multiple and as intersectionality.
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