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Oz
Giris: COVID-19 salgin1 doneminde, kaynaklarin sinirlanmasi ve erigsimin giiclesmesi gibi nedenler 6zel
gereksinimli bireyler ve ailelerini salginmn olusturdugu risklere daha acik hale getirmektedir. Ozel gereksinimli
bireyler ve ailelerinin salgin siirecindeki deneyimlerini, yasadiklar1 zorluklar1 ve ihtiyaglarini anlamak ve kriz
etkilerini degerlendirmek siirece uyum saglamalari i¢in miidahaleler olusturmada hayati dnem tasimaktadir. Bu
caligmanin amaci 6zel gereksinimli ¢ocuga sahip ailelerde bakim yiikiini iistlenen annelerin COVID-19 salgini
stirecindeki deneyimlerini incelemektir.

Yontem: Calismada nitel arasgtirma ydntemlerinden fenomenolojik yontem kullanilarak, 6zel gereksinimli
¢ocuklari olan annelerle (n = 14) yar1 yapilandirilmig goriismeler gergeklestirilmistir. Veri analizinde Miles ve
Huberman modeli takip edilmis ve siirekli karsilastirma ve fenomenolojik indirgeme yontemleri kullanilarak
incelenen fenomeni yansitan kod ve kategoriler ortaya ¢ikarilmistir.

Bulgular: Caligmanin sonuglarina gore, annelerin yasamlarinin zorluklari bu siiregte artmis, salgma doniik
onlemler sonucu olusan kisitlanma algisi ve hizmetlere erisimin yetersizligi anneler arasinda kaygilarin
yiikselmesine neden olmustur. Ozel gereksinimli ¢ocuklarm ve ailelerinin destek kaynaklarinin kisitlanmas1 ve
ihtiyaglarin1 kendi kaynaklari ile karsilamadaki yetersizlikleri, annelerin kendilerini yorgun ve tiikkenmis
hissetmelerine yol agmustir. Yasadiklart zorluklarin yani sira anneler bu siirecte aile bireyleriyle verimli vakit
gegirebildikleri, dijital kaynaklar1 kullandiklart ve siire¢ sonunda kendilerini giiglii hissettikleri yoniinde goriis
bildirmislerdir.

Tartisma: Ozel gereksinimli cocuga sahip anneler arasinda goriilen kaygi, yetersizlik duygusu, yorgunluk,
kisitlanma gibi zorlayic1 deneyimler, bu annelerin COVID-19 salginindan olumsuz etkilenen kirilgan bireyler
arasinda yer aldiklarini1 gdstermektedir. Salgin siireci zorlayici olsa da anneler zorluklarla basa ¢ikabilmede direng
kazanmis ve siirece uyum saglamiglardir.

Sonuc ve Oneriler: Gelecekteki olasi salginlar igin 6zel gereksinimli iiyesi olan ailelerin deneyimleri temel
almarak bu bireylere yonelik bilgilendirme, savunuculuk, psikososyal danismanlik, giliglendirme odakl
¢aligmalarla birlikte ailede kriz yonetimini kolaylastiracak hizmetler sunulmalidir.

Anahtar sozciikler: Ozel gereksinimli cocuklar, dzel gereksinimli cocuklarin anneleri, COVID-19 salgini, salgin
deneyimleri.

Anficin: Ozmete, E., & Pak, E. (2023). Engelli cocuga sahip annelerin COVID-19 salgini siirecindeki deneyimleri.
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Giris

Ozel gereksinim, Diinya Saglik Orgiitii (DSO) tarafindan viicut islevleri veya yapilarindaki bozukluklari,

aktivite sinirlamalarini ve katilimdaki kisitlamalar1 yansitan bir kavram olarak tanimlanmaktadir (DSO, 2002).
Ozel gereksinimli bireyler, farkli diizeylerde sinirli zihinsel kapasite, davramigsal bozukluklar, ruh saglig
problemleri, bedensel ve ortopedik simirliliklar olmak iizere bir ya da birden fazla kapasite kaybina sahip
olabilmektedirler (Gorter vd., 2016). Dogustan ya da dogumdan sonra herhangi bir nedenle fiziksel, ruhsal ve
zihinsel kapasite ve islev kaybina bagli olarak ortaya ¢ikan yetersizlik diizeyine ve tiiriine bagli olmak iizere, 6zel
gereksinimli bireyler bakim ya da destege ihtiyag duyabilirler (Mitra vd., 2017). Ozel gereksinimli bireylere, basta
aile iiyeleri olmak iizere yakin ¢evreleri sosyal destek ya da bakim destegi saglarlar. Ailenin sundugu temel bakima
ek olarak, 6zel gereksinimli bireyler toplumsal yasama dahil olmak i¢in saglik hizmetleri, fizyoterapi ve yardimct

teknolojiler, egitim, rehabilitasyon, istihdam ve barinma destekleri ve ulagim yardimi, sosyal hizmetler gibi genis
kapsamli resmi hizmetlerle desteklenme ihtiyaci olan hassas bir niifus grubunu olusturmaktadir (DSO, 2015).

Diinyada ozel gereksinimli niifus orani %15 olup; bu kisilerin %80’i gelismekte olan iilkelerde
yasamaktadirlar (DSO, 2020). Ulkemizde saglik kurulu raporlarini esas alan "Ulusal Engelli Veri Sistemine"
kayitli ve hayatta olan 6zel gereksinimli birey sayis1 2.511.950 olarak belirlenmistir (Engelli ve Yaslt Hizmetleri
Genel Midiirliigii, 2021). Bu bireylerin aileleri de degerlendirildiginde 6zel gereksinim durumunun etkiledigi
niifus genis bir kitle olmaktadir.

Ozel gereksinimli gocuga sahip ailelerin, bakim siirecinde zaman zaman cocuklarinin problem
davranislariyla basa ¢ikmada sorunlar yasadiklari ve gocuklarina bazi beceriler kazandirmada giigliik ¢ektikleri
bildirilmektedir (Lafc1 vd., 2014). Ailelerin 6zel gereksinimli bir ¢ocuga sahip olmalari nedeniyle yasadiklari stres
ve duygusal kirilganliklar, sadece aile iliskilerinde degil sosyal etkilesim alanlarinda da sinirliliklara neden
olabilmektedir (Kiiciik & Alemdar, 2018). Aileler normal zamanlarda da saglik sorunlari, hizmetlere ulagma,
damgalanma, maddi sikintilar, sosyal izolasyon gibi zorluklar yagamaktadirlar (Walker vd., 2016).

Ozel gereksinimli bireylerin bulundugu ailelerde sorumluluklar ve aile ici rol dagilim
farklilagabilmektedir. Genellikle anne olmak {izere ailedeki kadinlarin bakim roliinii {istlendigi anlagilmaktadir
(Ziapour & Khosravi, 2020). Bu ailelerde anneler, 6zel gereksinimleri olan ¢ocuklarinin karmasgik ihtiyaglar
karsisinda siirekli bir miicadele halindedir. Dolayisiyla bakim siirecinde anneler; fiziksel, psikolojik ve sosyal
yonden zorlanabilmektedir (Courtney vd., 2018; Inan-Budak vd., 2018). Anneler zaman zaman ¢ocuklarina
bakmakta giiclik gekmekte, cocuklari i¢in endiselenmekte ve gelecege dair belirsizliklerle yasamaktadirlar (Kii¢iik
& Alemdar, 2018). Ozel gereksinimli ¢ocuga sahip annelerin diger annelere gére daha fazla zihinsel sorunlar
yasadiklar1 ve 6zellikle kaygi ve depresyon diizeylerinin daha yiiksek oldugu ifade edilmektedir (Gilson vd., 2018).
Ozel gereksinimli cocuklarmni yetistirirken anneler kisiler arasi iliskilerde ve sosyal deneyimlerde sorunlar
yasamakta, annelerde sugluluk duygusu, gelecek kaygisi, anne fedakarligi ve sefkat yorgunlugu, sosyal izolasyon,
sosyoekonomik yetersizlikler, damgalanma gibi zorlayict deneyimler yaygin olarak gozlemlenmektedir (Ziapour
& Khosravi, 2020).

Ozel gereksinimli bireylerin yetersizlikleri yalnizca kisiyi degil aile sistemini de etkilemektedir. Bu
aileler, artan bakim talebi, azalan kaynaklar veya diger saglik sorunlart nedeniyle destege ihtiyag
duyabilmektedirler (Lima-Rodriguez vd., 2018). Her yetersizlik durumunun bireyde olusturdugu simirliliklar,
ihtiyaglar ve yasanilan ¢evredeki farkliliklar 6zel gereksinimli bireye sahip olan ailelerin kendine 6zgii deneyimler
yasamasina neden olmaktadir (McConnell vd., 2014; Tétreault vd., 2014). Ozel gereksinimli bireye sahip olan aile
sistemi; yetersizligin tiirii ve diizeyinden kaynaklanan bakim gereksiniminden, bakim siiresinden, diger aile
tiyelerinin, akrabalarm ve komsularin destek verme durumundan, egitim ve saglik hizmetleri ile sosyal hizmetlere
erisilebilirlik diizeyi gibi sosyo-politik durumlardan etkilenmektedir (Gilson vd., 2018; Grossman & Magaiia,
2016). Cocugun yasi, yetersizliginin tiirii ve diizeyi gibi ¢ocuga iligskin degigkenler ile ailenin kendi i¢indeki
ozellikleri de aile sistemini etkilemektedir (Cuzzocrea vd., 2013).

Ozel gereksinimli bireye bakim siireci, tim aile bireyleri i¢in ayri bir stres faktdrii olarak
degerlendirilmektedir. Zihinsel, bedensel, fiziksel, gorme ve isitme zorluklarinin yani sira siiregen hastaliklar
nedeniyle 6zel gereksinimi olan bireylerin ailelerinin, kaynaklarinin ortaya konulmasi alanda calisan sosyal
hizmetler alaninin énemli sorumluluklart arasindadir (Cohen & Mosek, 2019; McConnell vd., 2014). Ozel
gereksinimli bireylere yonelik refah hizmetleri, bu bireyler ve ailelerinin temel haklarini korumak topluma
katilimlarmni saglamak igin sunulan hizmetler, yardime1 cihazlar veya destekler saglamaktadir (DSO, 2015). Bu
noktada; 6zel gereksinimli bireye sahip aileler bakim ve hizmetlere iliskin bilgilenme, duygusal destek, sosyal
destek, ekonomik destek, gelecegi planlama gibi konularda biitiinciil olarak gii¢lendirilmeye ihtiyag
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duymaktadirlar (Demirbilek, 2013). Giiglendirme, 6zel gereksinimli bireylerin yasamlarinin bir trajedi olarak
goriildigii hayirseverlik bakis agisindan, bireylerin ve ailelerin kaynaklarla ve sunulan firsatlarla desteklendigi ve
kapasitelerinin arttirildig1 bir perspektife gecisi yansitmaktadir (Barton, 2017). Bu ¢alismada 6zel gereksinimli
¢ocuklar ve annelerinin salgin siirecindeki deneyimleri incelenerek; hem sorunlara yonelik kaynaklar, hizmetler
ve diizenlemeler, hem de giigler vurgulanarak salgin ve acil durumlar i¢in bir bakis agis1 sunulmaktadir.

Krizler toplumsal yasantida pek ¢ok zorluk ve olumsuz deneyimler yasayan 6zel gereksinimli bireyleri
ve yakinlarmi etkilemektedir (Lee & Kim, 2020). Kriz durumlari toplumsal ve kurumsal yapilarda, kiiltiirel ve
giinliik yasam pratiginde kokli degisiklikleri beraberinde getirmektedir (Eskyte vd., 2020). Ulusal veya kiiresel
kriz durumlar1 6zel gereksinimli bireylerin ve ailelerinin yagamlari i¢in zorlayict deneyimler icermektedir. Bir halk
saglig1 sorunu olan COVID-19 salgini, ekonomik krizi beraberinde getirmis ve toplumsal sistemlerde degisimlere
yol agmustir. Bu degisikliklerden 6zel gereksinimli bireylerin aileleri yogun sekilde etkilenmistir (Jesus vd., 2021).

COVID-19 Salgin Déneminde Ozel Gereksinimli Bireye Sahip Ailelerin Yasantilar:

COVID-19 salgmi ile olasi enfeksiyon, hastalik, 6lim ve yakinlarin kaybr ile ilgili artan stres, siki
karantina ve mesafe kurallari ile kiiresel sosyal goriiniim degismistir (Ferguson vd., 2020). Tedbirler kapsaminda
sokaklarin ve kamusal alanin kullaniminin azaltilmasi ve toplumsal yasamin yeniden sekillendirilmesi igin
tasarlanmis 6nlemler 6zel gereksinimli bireylerin yasamlarini da etkilemistir (Eskyté vd., 2020). Kiiresel bir halk
saglig1 sorunu olan COVID-19 salgini 6zel gereksinimli bireyler ve aileleri i¢in biiyiik bir zorluk ve kriz déonemi
olarak degerlendirilmektedir (Jalali vd., 2020). COVID-19 salgini, diinya genelinde halk saglig1 alanin1 derinden
etkileyerek; yoksul, yaslt ve 6zel gereksinimli bireyler arasinda saglik hizmetleri ve sosyal hizmetlere erisimdeki
esitsizlikleri belirginlestirmistir. Tedbirler nedeniyle okullarin ve isletmelerin kapanmasi 6zel gereksinimli
bireylerin hizmetlerden mahrum kalmasina ve sosyal izolasyona neden olmustur (Lee & Kim, 2020). Ozel
gereksinimli bireylerin digerlerinden farkli ve ¢esitlenen saglik bakimi ihtiyaglarina yanit vermekte ge¢ kalinmigtir
(Kavanagh vd., 2020).

COVID-19 siirecinde yasanan izolasyon nedeniyle ¢esitli hizmetlerden yararlanamayan 6zel gereksinimli
bireyler, genel kisisel bakim ihtiyaclarini bagimsiz olarak gerceklestirmekte zorlanmis ve giinliik yasamlarinda
yardima ihtiya¢ duymuslardir (Jalali vd., 2020; Kuper vd., 2020; Lee & Kim, 2020). Salgin doneminde 6zel
gereksinimli bireye sahip ailelerde bakicilarin da hastalanabilecegi veya karantinaya alinabilecegi endisesi hakim
olmustur (Jalali vd., 2020). Kisitlamalar nedeniyle bakicilarin yoklugunda, 6zel gereksinimli bireyler banyo
yapma, giyinme, beslenme ve tuvalet ihtiyaglarini karsilamada zorluklarla karsilagsmislardir (Lee & Kim, 2020).
Ozel gereksinimli bireyin ihtiyaglarinin tamamen farkinda olan yedek bir bakici saglayan sistemlerin
olusturulmasina ihtiyag duyulmustur. Ayrica, getirilen sehir igi ve sehirlerarasi ulagim kisitlamalart nedeniyle pek
¢ok ozel gereksinimli bireyin ihtiya¢ duyduklari miidahalelere dogrudan erisimi kesintiye ugramistir (Jalali vd.,
2020).

COVID-19 bulagmasi durumunda, bazi 6zel gereksinim gruplar1 kendilerini daha yiiksek riske sokan
birincil ve ikincil saglik kosullarina sahiptir (Kavanagh vd., 2020; Lund vd., 2020). Bu gereksinim tiirleri olast
COVID-19 bulasma durumunda hastaligm agir seyretmesi agisindan risk faktorleridir (Sabatello vd., 2020). Ozel
gereksinimi olan bireyler, yalnizca kendi hayatlarimi kaybetmekten degil, ayni zamanda aile {iyelerini ve
yakinlarimi kaybetmekten de endise duymaktadirlar. Bu bireylere bakim veren anneler, hem ¢ocuklarmin hasta
olmasindan ve onlar1 kaybetmekten hem de kendileri hastalandiginda ¢ocuklarina kimin bakacagindan endise
etmektedirler (Lund & Ayers, 2020).

COVID-19 salgim1 doneminde ailedeki bakim verenlerin 6zel gereksinimli bireylere sagladigi gerekli
saglik bakiminin, sosyal bakimin ve giinliik hizmetlerin salgina ragmen siirdiiriilmesi ¢ok dnemli olmustur (Valles
vd., 2020). Diinya Saglik Orgiitiiniin, bu aileler igin yayinladig1 nerilere gore, 6zel gereksinimli gocuklarin oyun
oynamalarinin, kitap okumalarinin, yeni bilgi ve beceriler 6grenmelerinin desteklenmesi gerekmektedir. Ayrica,
bu ¢ocuklarin arkadaslariyla telefon, mesaj veya sosyal medya araciligtyla iletisime gegmeleri i¢in desteklenmeleri
tavsiye edilmektedir (DSO, 2020).

Diinya genelinde koruyucu ve Onleyici hizmetlere erisim, saglik ve bakim ihtiyaglarinin zamaninda
karsilanmas1 ve sosyal izolasyon gibi alanlarda toplumun geneline goére daha fazla zorluk yasayan o6zel
gereksinimli bireylerin ve ailelerinin (Sabatello vd., 2020) salgin déneminde ihtiyaglarinin tam olarak dikkate
alinmadig1 ve gereksinimlerinin kargilanmasi noktasinda yalniz birakildiklar1 goriilmistiir (Goggin & Ellis, 2020;
Sakellariou vd., 2020). Ornegin, salgin siirecinde dzel gereksinimli bireylerin, sosyal yasamlarmin ve bagimsiz
hareketlerinin kisitlandigi, maruz kaldiklar1 bilingsiz yardim etme davraniglarinin birtakim giicliikler ve riskler
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dogurdugu, cevrimici platformlar1 kullanimlarmin artmasina bagli olarak yasanilan erisilebilirlik sorunlarinin
oldugu degerlendirilmistir (Tek & Yilmaz, 2021).

Salgin siirecinde yasanan zorluklarin yaninda 6zel gereksinimli bireyler ve ailelerinin faydalandigi
kaynaklar da olmustur. Ornegin, Goggin ve Ellis’in (2020) gerceklestirdikleri calismada, dijital sosyal hayata
gecisin hizlanmasinin, salgin 6ncesinde de zamanlariin gogunu evde gegiren bu bireyler arasinda ortak dayanigma
hissine yol agtig1 belirtilmektedir. Ayrica, COVID-19 salgin1 doneminde giivenilir kaynaklardan agik ve dogru
iletisim, 6zel gereksinimli bireyler i¢in ¢ok 6nemli olmustur. COVID-19 siireci ile ilgili giinliik basin toplantilar
altyazili, bazen de isaret diline terciime edilerek sunulmustur. Sosyal medya ve diger medya araglari bu bireyler
icin bilgi alabilecekleri kolay erigilebilir bir iletigim bi¢imi olmustur (Goggin & Ellis, 2020).

Ulkemizde 6zel gereksinimli bireyler ve ailelerini salgin siirecinde desteklemek amaciyla diizenlemeler
yapilmistir. Tiirkiye’de kurum bakimi gergevesinde kritik onlemler alinmis, Milli Egitim Bakanligi ve Saglik
Bakanlig: isbirligi ile aileler icin rehberler ve videolar hazirlanmistir. Ayrica, Vefa Sosyal Destek Gruplar1 6zel
gereksinimli ve yasl bireyler basta olmak iizere ailelerin ihtiyag¢larini karsilama noktasinda destek saglamislardir.
Calisan 6zel gereksinimli bireylerin idari izinli sayilmasi olumlu bir 6nleyici adim olarak degerlendirilmistir
(Aydin, 2020). Bu hizmetler 6zel gereksinimli bireylerin ve ailelerinin yasamini kolaylagtirsa da salginin getirdigi
zorluklar distinildiigiinde hizmetlerin kapsaminin yeniden gézden gegirilmesine ihtiya¢ duyulmustur (Kurt &
Erden, 2020).

Ozetle, 6zel gereksinimli ¢ocu@a sahip aileler, genel yasamlarinda zorluklar yasayan gruplar olarak
COVID-19 salginmin getirdigi zorluklarla birlikte bu siiregten en ¢ok etkilenen hassas gruplar arasinda yer
almaktadirlar. COVID-19 salgininda 6zel gereksinimli bireylerin zorluklari, yasadiklari sorunlar ve ihtiyaglar
ihmal edilmis; bu bireyler ve ailelerinin perspektiflerini yansitan ¢dziim odakli bir hizmet sunumu olusturmada
zorluklar yagsanmistir. Bu noktada, bu ¢alismanin 6zel gereksinimli ¢ocugu olan annelerinin deneyimleri ve bakis
acistyla bir perspektif sunacagi ve salgin siireciyle basa ¢ikmada 6zel gereksinimli bireylere saglanacak sosyal
hizmetlere katki saglayacagi diisliniilmektedir. Salgindan sonraki doneme ve gelecek krizlere yanitlar olusturmak
icin 6zel gereksinimli bireylerin ve ailelerinin COVID-19 siirecindeki deneyimlerinin izlenmesi ve aragtirtlmasi
onemlidir (Sabatello vd., 2020). Salgin siirecinde bu bireylerin ve ailelerinin yagantilarini degerlendirmek, yasanan
sorunlar1 ve ortaya ¢ikan ihtiyaclar1 belirlemek gelecek kriz durumlarinda uygun sosyal hizmetlerin planlanmasi
ve sunulmasi agisindan yol gosterici olacaktir. Bu 6nemden hareketle, bu ¢alismanin amact 6zel gereksinimli
bireye sahip ailelerde birincil bakim veren olan annelerin COVID-19 salgin siirecindeki deneyimlerini
incelemektir.

Yontem
Arastirma Yontemi

Bu calismada nitel aragtirma yontemi kullanilmigtir. Nitel aragtirmalar nitel veri toplama tekniklerinin
kullanildigy, algilarin ve olaylarin dogal ortamda gercekei ve biitiinciil bir bi¢imde degerlendirilmesini amaglayan
aragtirmalar olup sosyal olgular1 bulunduklari ¢evre i¢inde arastirmay: ve anlamay1 dncelemektedir (Yildirim &
Simsek, 2003).

Calisma kapsaminda 0zel gereksinimli ¢ocuga sahip annelerin deneyimlerinin daha gergekei ve
derinlemesine incelenmesi amaciyla nitel aragtirma yontemlerinden fenomenolojik yaklagim benimsenmistir
(Khan, 2014). Bir grubun bir fenomen veya kavramla ilgili yasanmig deneyimlerinin ortak anlamini tanimlamay1
amaglayan fenomenolojik ¢aligmalar gerceklestirilirken bazi asamalar takip edilir (Flood, 2010). Oncelikle ¢alisma
kapsaminda incelenecek fenomen segilir ve ardindan fenomeni deneyimleyen kisiler belirlenir ve veriler toplanir.
Daha sonra aragtirmaci elde ettigi bilgiyi onemli ifadelere ve alintilara indirgeyerek bunlar1 kategoriler altinda
birlestirerek veriyi analiz eder. Arastirmaci kisilerin neyi deneyimlediklerini ve nasil deneyimlediklerini arastirir
ve deneyime iligskin genel bir 6ze ulagmaya ¢aligir. Fenomenolojik arastirmalar gerceklestirirken arastirmacilarin
kendi deneyimleri ile ilgili 6n yargilardan siyrilmalari, tekrarlanan ve belirsizlik igeren ifadelerin temizlenmesi,
olgu ile ilgili tim ifadelerin kay1t altina alinmasi, verilerin izerinden zaman gegmeden diizenlenmesi gibi noktalara
dikkat edilmesi gerekir (Moustakas, 1994).

Calisma Grubu

Bu c¢alismada katilimer grubunu olustururken, amagli 6rnekleme yontemi secilmistir. Kartopu 6rneklem
yontemi tercih edilmistir (Yildirm & Simsek, 2003). Oncelikle, calismanin gerceklestirilmesi igin Etik Kurul
Raporu arastirmacilarin bagh bulundugu {iniversitenin ilgili birimlerinden alinmistir. Bu silire¢ tamamlandiktan
sonra, Erzurum ilinde bulunan bir 6zel egitim ve rehabilitasyon merkezi personeli ile gdriismeler yapilarak
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personele arastirmanin amaci ve kapsami anlatilmistir. Merkez tarafindan hizmet sunulan 6zel gereksinimli
bireylerin annelerine ait telefon numaralari arastirmacilara saglanmustir. Ozel gereksinimli cocuklarm anneleri ile
randevu alinarak goniilliiliik esasina dayali olarak goriismeler gergeklestirilmistir. Goriismeler sirasinda
annelerden rehabilitasyon merkezi disinda Erzurum ilinde tanidiklari diger 6zel gereksinimli bireyler ve annelerine
ulagmak igin aracilik etmeleri istenmis ve boylece katilimci grubu kartopu ydntemi ile genisletilmistir. ilk
goriismelerde aragtirmacilar kendilerini tanitmis ve yapacaklari arastirmanin igerigi hakkinda kisaca bilgi
vermislerdir. Katilimcilardan arastirmaya katilmayi kabul ettiklerine dair gonillii beyanlari alinmis ve
kaydedilmistir. Calismaya dahil olma kriteri 6zel gereksinimli en az bir ¢ocuga sahip anne olmak seklinde
belirlenmistir. Bu siiregte ¢ekirdek aile icinde COVID-19 teshisi alma durumu sorgulanmis ve iiyelerinden bir ya
da birkacinin COVID-19 tanisi aldigi ailelerin deneyimleri farklilasabilecegi i¢in ¢calismanin disinda tutulmustur.

Calisma kapsaminda temas kurulan ve arastirmaya katilmalari i¢in davet edilen annelerin ¢cogunlugu (n
= 24) arastirmaya katilmak icin yeterli zamani ayiramayacaklarini ifade ederek katilim saglayamayacaklarini
belirtmislerdir. Toplamda 14 anne goriismelere katilmay1 kabul etmis ve arastirmaya dahil edilmistir.

Tablo 1

Ozel Gereksinimli Cocuga Sahip Annelerin ve Ailelerinin Ozellikleri

. Ozel Ozel . Annenin Annenin Evde
Sira Annenin gereksinimli gereksinimli V_A_nnerlln . medeni calisma toplam
yasi SoC L. egitim diizeyi
bireyin yast bireyin cinsiyeti durumu durumu kisi
1 58 23 Kadin Okuma Evli Calismiyor 5
yazma var

2 26 8 Kadin Lise mezunu Evli Calismiyor 3

3 28 10 Kadin Lise mezunu Evli Calismiyor 4
Ilkokul . cn

4 45 10 Erkek mezunu Evli Ciftei 3

5 27 7 Erkek Lise mezunu Evli Calismiyor 3
Tlkokul Esi vefat o

6 38 11 Kadin mezunu etmis Ciftci 4

7 32 8 Erkek lTkokul Evli Calismiyor 5
mezunu

8 27 3 Kadin Lise mezunu Evli Calismiyor 6

9 36 18 Kadin Ortaokul Evli Calismiyor 3
mezunu

10 56 21 Erkek Okuma Evli Calismuyor 4

yazma var

11 34 10 Kadin Lise mezunu Evli Esnaf 5

12 27 4 Kadm Universite Evli Calismiyor 3
mezunu

13 43 15 Kadin rﬂggﬁ;‘:} Bosanmis Ciftei 4

14 35 12 Erkek Lise mezunu Evli Calismiyor 3

Arastirmaya katilan 6zel gereksinimli ¢ocuklarin annelerinin yaslart 26-58 arasinda degisirken, 6zel
gereksinimli cocuklari yaslari ise 3-23 arasindadir. Ozel gereksinimli gocuklarin 5’i erkek, 9’u ise kiz cocugudur.
Annelerin 6’s1 lise mezunu iken, 4’iiniin ilkokul mezunu, 1’inin ortaokul mezunu oldugu; 2’sinin okuma yazmasi
oldugu ancak ilkokulu bitirmedikleri ve 1’inin tiniversite mezunu oldugu tespit edilmistir. Annelerin 12’si evli
iken, 1’inin esi vefat etmis, 1’1 ise esinden boganmistir. Annelerin biiyiik cogunlugunun aktif ¢aligma hayati yoktur.
Yalnizca 2 anne giftgilikle ugragsmakta ve 1 anne serbest meslek yapmaktadir (Tablo 1).

Ailedeki 6zel gereksinimli bireyin 6zel gereksinim durumu; ¢ogunlukla zihinsel yetersizlik (n = 8) olarak
belirlenmistir. Bunu cerebral palsy (n = 1), kas hastalig1 (n = 2), otizm (n = 3) gibi 6zel gereksinim durumlart
izlemektedir. Ozel gereksinimli ¢ocuklarin faydalandiklari hizmetler 6zel egitim ve rehabilitasyon merkezi (Milli
Egitim Bakanlig1) (n = 8), bakim ve rehabilitasyon merkezi (Aile ve Sosyal Hizmetler Bakanligi) (n = 2), 6zel
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gereksinimli bireyler i¢in aylik (n = 3) ve evde bakim aylig1 (n = 6) olarak belirtilmistir. Aileler en ¢cok 6zel egitim
ve rehabilitasyon hizmetleri ve evde bakim aylig1 gibi hizmetlerden faydalanmaktadirlar (Tablo 2).

Tablo 2
Cocuklarin Ozel Gereksinim Durumu ile Ilgili Bilgiler

Sira_ Ozel gereksinim durumu " Faydalanilan hizmetler
1 Zihinsel Ozel gereksinimli bireyler i¢in aylik
2 Zihinsel Ozel egitim ve rehabilitasyon merkezi, evde bakim aylig:
3 Zihinsel Ozel egitim ve rehabilitasyon merkezi
4 Serebral palsi Bakim ve rehabilitasyon merkezi
5 Otizm Ozel egitim ve rehabilitasyon merkezi, evde bakim aylig:
6 Zihinsel Herhangi bir hizmet almamaktadir
7 Otizm Herhangi bir hizmet almamaktadir
8 Kas hastast Ozel egitim ve rehabilitasyon merkezi, evde bakim aylig:
9 Zihinsel Ozel egitim ve rehabilitasyon merkezi, evde bakim ayligi
10 Zihinsel Herhangi bir hizmet almamaktadir
11 Kas hastas1 Bakim ve rehabilitasyon merkezi, 6zel gereksinimli bireyler igin aylik
12 Zihinsel Ozel egitim ve rehabilitasyon merkezi, 6zel gereksinimli bireyler igin aylik
13 Zihinsel Ozel egitim ve rehabilitasyon merkezi, evde bakim aylig:
14 Otizm Ozel egitim ve rehabilitasyon merkezi

Veri Toplama Araci

Calisma kapsaminda veri toplama teknigi olarak yari yapilandirilmis goriisme yoOnteminden
faydalamilmistir. Bu yontem, az sayida katilimcidan derinlemesine bilgi toplanmasini ve belirlenen fenomenin
farkli yonlerinin anlagilmasini saglamaktadir. Yar1 yapilandirilmig goriisme, bireylerin deneyimlerine, tutumlarina,
goriiglerine, sikayetlerine, duygularma ve inanglarna iligkin bilgi elde etmek amaciyla yaygin olarak
kullanilmaktadir (Yildirim & Simsek, 2003).

Nitel goriisme formu iki yazar tarafindan literatiir ¢aligmalar1 incelenerek hazirlanmistir. Goriisme formu
hazirlanirken, goriismelerin telefon araciligiyla yapilacagi géz oniinde bulundurularak miimkiin oldugunca kisa
tutulmaya caligtlmistir. Gériisme formuna son halini verirken 6zel egitim ve rehabilitasyon merkezinde ¢aligan iki
uzmanin ve sosyal hizmet alanindan 6zel gereksinimli bireyler {izerine ¢aligmalari olan aragtirma digindaki iki
Ogretim liyesinin goriisleri alinmigtir. Gorligme formu taslagi uzmanlar tarafindan degerlendirilerek, uygun goriilen
degisiklikler yapilmistir. Goriisme formunun anlasilirligini test etmek icin bir anne ile pilot goriisme yapilmis ve
bu goriisme sonunda formun uygulanabilirligine karar verilmistir. Literatiir ¢aligmalari ve uzman gorisleri
dogrultusunda hazirlanan ve pilot ¢aligmasi yapilan goriisme formu; (I) COVID-19 siirecinin nasil gegtigi, (II) bu
stirecte 6zel gereksinimli bir cocuga sahip olmanin getirdigi zorluklar, (III) bu siirecte 6zel gereksinimli bir cocuga
sahip olmanin ne hissettirdigi, (IV) 6zel gereksinimli bir ¢gocukla evde kapali kalmanin nasil bir deneyim oldugu,
(V) siirecin ailedeki diger bireyler igin nasil bir deneyim oldugu, (VI) bu siiregte hangi hizmetlerden
faydalandiklari, (VII) salginin zorluklariyla nasil basa ¢iktiklari, (VIII) hangi durumlarin destekleyici oldugu, (IX)
nasil bir destek bekledikleri, (X) bu siirecte gelisen ihtiyaglart sorularindan olusmaktadir. Katilimeilar: tanitici
bilgiler ve acik uglu sorular baglangic noktasini olusturacak sekilde derinlemesine yar1 yapilandirilmis goriismeler
gerceklestirilmigtir.

Verilerin Analizi

Veri analizi siirekli (constant) karsilastirma analizi teknigi kullanilarak gergeklestirilmigtir. Stirekli
karsilagtirma, her bir yorumlama ve bulgunun veri analizinden ¢ikan mevcut bulgularla karsilastirildig: veri analizi
yontemidir (Percy vd., 2015). Verilerin degerlendirme ve analiz agamasinda ilk olarak tiim goriismeler yaziya
aktarilmistir. ikinci olarak fenomenolojik indirgeme yontemi ile veriler fenomene (6zel gereksinimli cocuklarm
annelerinin COVID-19 salgini siirecindeki deneyimleri) uygunluk durumuna gore azaltilmistir (Sousa, 2014). Son
asamada katilimcilarin benzerlik gosteren goriisleri fenomenin 6ziinii olugturacak sekilde belirli kategoriler altinda
bir araya getirilmistir (Patton, 2002). Miles ve Huberman (1994) modeli nitel veri analizinin veri azaltma, veri
goriintiileme ve sonu¢ ¢ikarma/dogrulama olmak {izere es zamanli {i¢ aktivite akisindan olustugunu savunan bir
veri analizi modeldir. Bu ¢alismada Miles ve Huberman (1994) modeli takip edilerek veriler 6ncelikle kodlara ve
sonra kategorilere azaltilmigtir. Not alma ve veri kodlama islemleri ayn1 anda gerceklestirilmistir. Bu sekilde
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verilerde 6nemli bir kayba ugramadan azaltma ve diizenleme yapilmasi1 hedeflenmistir. Daha sonra iki arastirmaci
tarafindan ayr1 ayri hazirlanan verilerin liste seklinde sunumu yapilmis, karsilastirmalarin ardindan fikir birligi
saglanan kodlar ve kategoriler belirlenmistir. Calismanin giivenirligi i¢in Miles & Huberman (1994) modelinde
i¢sel tutarlilik olarak ifade edilen oran formiile gore hesaplanmis ve kodlayicilar arast goriis birligi %95 oraninda
yeterli bulunmustur [(Goris Birligi / Goriis Birligi + Goriis Ayriligl) X 100] (Miles & Huberman, 1994; Patton,
2002). Ayrica, goriismelerin transkriptleri diger arastirmacilarin degerlendirebilecegi sekilde raporlanmis ve
katilimcilardan dogrudan alintilar yapilarak aktarilabilirlik arttirilmastir.

Bulgular

Bu boliimde 6zel gereksinimli gocuklarin anneleri ile gergeklestirilen gériismeler sonucunda belirginlesen
kategoriler ve her kategori altinda dogrudan alintilar yer almaktadir. Ortaya ¢ikan kategoriler COVID-19 salgini
stireci ekseninde yorumlanmustir.

Tablo 3
Ozel Gereksinimli Cocuklarin Annelerinin COVID-19 Salginmi Deneyimlerine Iliskin Kodlar ve Kategoriler

Kategoriler Alt kategoriler Kodlar
Hizmetlere ulagmada yasanan sorunlar (n = 12)
Ozel gereksinimli ocugu oyalamayla ilgili sorunlar (n = 9)
Ozel gereksinimli gocugun gelisimini desteklemeyle ilgili sorunlar (n =7)
Eve kapanma (n = 12)
Kisitlanma/soyutlanma Sosyal temasin kesilmesi (n = 13)
Sosyal destegin azalmasi (n = 8)
Egitim hizmetlerine ulagmada sorunlar (n = 11)
Rehabilitasyon hizmetlerine ulagmada sorunlar (n = 9)
Fizik tedavi hizmetlerine ulagsmada sorunlar (n = 7)
Salgnla ilgili kaygilar (n = 13)
Sevdikleriyle ilgili kaygilar (n = 9)
Ozel gereksinimli gocuklarimin durumu ile ilgili kaygilar (n = 14)
Gelecekle ilgili kaygilar (n = 11)
Siirekli gabalama (n = 13)
Bag edememe (n = 8)
Sorumluluklarin artmasi (n = 10)
Destek hizmetlerinden yoksunluk (n = 12)
Sorumluluklara yetigememe (n = 11)
Yetersizlik duygusu Bag edememe (n = 8)
Kontrol kaybi hissi (n = 8)
Tiim aile bireylerinin evde olmasi (n = 9)
Birlikte vakit gegirme Aile bireyleri arasinda destek (n = 9)
Ozel gereksinimli cocuk ve diger aile bireyleri arasinda etkilesim (n = 8)
Cevrimigi egitim (n = 8)
Dijital temas Sosyal aglar/sosyal destek (n = 11)
Haber/bilgi kaynagi (n = 9)
Dayaniklilik (n = 9)
Giiglenme/sabir/tevekkiil ~ Sabretme (n = 10)
Siikretme (n = 11)

Zorluklarin
katlanmasi/artmasi

Hizmetlere ulasmada
sorunlar

Kaygilarin artisi

Olumsuz deneyimler

Yorgunluk/tiikenmislik

Olumlu deneyimler

Bu ¢alismada COVID-19 salgini siirecinde 6zel gereksinimli gocuga sahip annelerin deneyimleri olumsuz
deneyimler ve olumlu deneyimler olmak {iizere iki kategoride kiimelenmektedir. Olumsuz deneyimler;
“Zorluklarin katlanmasi/artmasi1”, “Kisitlanma/soyutlanma”, “Hizmetlere ulagsmada sorunlar”, “Kaygilarn artig1”,
“Yorgunluk/tikenmislik”, “Yetersizlik duygusu” alt kategorilerinden olusmaktadir. Olumlu deneyimler
kategorisi; “Birlikte vakit gegirme”, “Dijital temas”, “Giiglenme/sabir/tevekkiil” alt kategorilerini icermektedir.
Belirlenen kategoriler, alt kategoriler ve kodlar ve frekans degerleri Tablo 3’te goriilmektedir.

Kategori 1. Ozel Gereksinimli Cocuklarin Annelerinin COVID-19 Salgim Dénemindeki Olumsuz
Deneyimleri

Alt Kategori 1: Zorluklarin Katlanmasiy/Artmasi

Anneler salgin dncesi yasadiklari zorluklara salgin ile birlikte yeni zorluklarin eklendigini ve katlanarak
arttigin1 vurgulamiglardir. Annelerin artan zorluklarmin kaynagi olarak sosyal izolasyon ve evde kalma siireci
belirgin olarak ortaya ¢ikmaktadir. Ayrica, annelerin zorluklarinin artiginda salgin siirecinde saglik, bakim,
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rehabilitasyon hizmetleri gibi resmi hizmetler ve genis aile, komsular, arkadaslar gibi resmi olmayan sosyal destek
aglar1 ile temasin azalmasmin rol oynadigi gériilmektedir. Ozel gereksinimli ¢ocuga sahip anneler ¢ocuklarinmn
tim ihtiyaclarimi aile icinde ev ortaminda karsilamak durumunda kalmis ve uzun siire aile disindan bir destek
alamamuslardir. Ozel gereksinimli bireylerin oldugu ailelerin cogu zaman deneyimledikleri sosyal izolasyon
durumu COVID-19 siirecinde daha belirgin hale gelmistir. Annelerin yasamlarina; 6zel gereksinimi olan
¢ocuklarini siirekli evin i¢inde oyalamak, bu ¢ocuklarin problem davraniglarini kisitlt bir ortamda kontrol etmeye
¢alismak, onlar1 hastaliktan korumaya ¢alismak, gelisimlerini ve egitimlerini desteklemek i¢in gabalamak gibi yeni
sorumluluklar eklenmistir. Bu siirecte; anneler psikolojik destege ihtiya¢ duyduklarini siklikla dile getirmislerdir.

“Diger insanlarin bu siiregte yasadigi sikintilar1 yasadim tabi. Tamdiklarimla, komsularimla
goriisemedim. Kendi bagimizin caresine bakmaya calistik.” (K8, 27 yasinda).

“Salgin zorlayic1 ve engellere daha da engeller eklenerek gegti. Cocugum rehabilitasyona gidemedi.
Orada gecirdigi birkag saat bile ona cok iyi geliyor. Ogretmenlerini ¢ok seviyor. Egitimi de yarim kald.
Evde hep kendimiz ilgilenmeye, oyalamaya c¢alistik.” (K9, 36 yasinda).

“Psikolojik olarak ¢ok zordu. Bolca 6fke ndbetlerimizin oldugu bir déonem olarak hatirlayacagimiz
zamanlar gegiriyoruz. Zaman zaman psikolojik destege, yonlendirilmeye ihtiyag duydum.” (K3, 28
yaginda).

Alt Kategori 2: Kisitlanma/Soyutlanma

COVID-19 salgini boyunca uzun siireli evde kalma siireci, digar1 ¢itkamama ve sosyal yasamla temasin
kesilmesi annelerin sosyal gevreleri ile iletisimlerini kisitlamigtir. Toplum yasamindan kopma 6zel gereksinimli
¢ocugu olan anneleri ¢ocuklarmin egitim ihtiyaglariyla ilgilenmek ve onlar1 evde oyalamak gibi sorumluluklar
arasinda tek basina birakmistir. Kisitlamalar nedeniyle disar1 ¢ikamamak, sevdikleriyle beraber olamamak
annelerde soyutlanma hissine yol agmustir. Ayrica, ailelerin ve 06zel gereksinimli ¢ocuklarmn normal
yasantilarindaki rutinleri bozulmus, hizmet aldiklari kurumlarla temaslart sinirlanmistir. Sosyal soyutlamanin
yasandig1 bu siirecte 6zel egitim ve rehabilitasyon merkezlerinde anneler arasinda olusan karsilikli destek de
ortadan kalkmistir. Salgin siireci 6zel gereksinimli iiyesi olan ailelerinin zaten az sayida olan sosyal destek aglarini
ve etkilesim kanallarin1 daha da kisitlamigtir. Ayrica, bu salgin siirecinde 6zel gereksinimli cocuklar, tanidik esnaf,
komsular gibi kisa siireli de olsa temas kurduklari kisilerle herhangi bir etkilesim kuramamislardir. Ailelerin sosyal
¢evre kaynaklarinin daralmasi, ihtiyaglarin karsilanmasi ve sorunlarin asilmasinda siirliliklar; annelerde
ulasabilecekleri ve faydalanabilecekleri tiim kaynaklardan ve sosyal yasamdan soyutlandiklar1 algisina neden
olmustur. Sosyal desteklerin ve profesyonel hizmetlerin sinirli olmasi tecrit edilme duygusunu artirmistir. Anneler
cocuklartyla herhangi bir kisitlama olmaksizin agik havada yiiriiylis gibi bos zaman faaliyetlerini yapmaktan
mahrum kaldiklarint da belirtmislerdir. Annelerin kisitlanma/soyutlanma temas: altinda degerlendirilen
goriiglerine yonelik 6rnek anlatilar asagida yer almaktadir:

“Sevdiklerini gdrememek, onlara ulagamamak c¢ok zordu. Onlara sarilamamak c¢ok aciydi. Adeta
yasamdan soyutlanmis gibiydik. Sikintim oldugunda yanimda olabilecek ailem ve arkadaslarim yoktu.
Kendimi yalniz hissettigim ¢ok zaman oldu.” (K9, 36 yasinda).

“Evde vakit gegirmek, ¢ocugumu oyalamak ¢ok zordu. Hep rehabilitasyona gitmek istedi. Boyle bir
imkan yoktu tabi. Ozellikle ilk aylarda evde ¢ok sorun yasadik. Bu ¢ocuklar igin vakit gegirecek alanlar
olusturulabilirdi.” (K11, 34 yasinda).

“Normalde oldugu gibi hareket edemedik. Istedigimiz zaman istedigimiz yere gidemedik. Istedigimizde
disar1 ¢ikamadik. Ciktigimiz zaman da kimse olmuyordu. Biitiin yasamimiz ev oldu. Eve kapandik. Evde
oyalanmaya galistik. Kisitlamalar daha az olabilirdi” (K4, 45 yasinda).

Alt Kategori 3: Hizmetlere Ulasmada Sorunlar

Ozel gereksinimli gocuklarin anneleri salgin siirecinde ihtiyag duyduklar1 temel hizmetlere ulasmada
sorunlar yasadiklarini ifade etmislerdir. Ailelerin kendileri ve 6zel gereksinimli ¢ocuklart igin birincil 6neme sahip
olan 6zel egitim ve rehabilitasyon merkezlerine uzun siire ulagsamadiklar: goriilmiistiir. S6z konusu merkezlerin
sagladigi hizmetler faaliyete basladiginda dahi salgin kosullari siirdiigii i¢in kisa siireli ve doniisiimlii olarak
ilerlemistir. Anneler, ¢ocuklarinin bu hizmetlere ulasamamasi nedeniyle egitimsel kayiplar ve gelisimsel
gerilemeler yagayabilecegini diisiinmiislerdir. Ayrica, annelerin ¢gocuklarinin ikincil saglik sorunlari ve fizik tedavi
gibi diizenli bakim ihtiyaclar1 i¢in kullandiklar1 saglik hizmetlerinden de uzun siire faydalanamadiklari
anlagilmaktadir. Anneler saglik hizmetlerini kullanma noktasinda ¢ocuklariin saglik durumlarinin kétiillesmesi ve
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viriis kaparak hastalanma riski arasinda ikilem yasamiglardir. Ayrica, saglik sistemlerinin mesgul edilmemesi
yoniinde medyada yapilan yayimlarin baz aileleri yanlis yonlendirdigi ve ailelerin genelinin ¢ocuklarmin saglik
hizmetlerinden yararlanma haklar1 ve 6ncelikleri noktasinda farkindaliklarinin olmadigi da goériilmiistiir. Annelerin
hizmetlere ulagsmada yasadiklart sorunlari ifade eden bazi 6rnek anlatilar agagida yer almaktadir:

“Rehabilitasyon merkezi kapandi. Cocugum rehabilitasyon merkezine gidemedigi i¢in huzursuzlandi.
Uzun siire gocugu gotiiremedik. Simdi ¢ok kisa siire de olsa gidebiliyorlar. Onu sakinlestirmekte ¢ok
zorlandim. Orada rahatliyor ve iletisimi geligiyor.” (K6, 38 yasinda).

“Rehabilitasyona gidemedi. Ona iiziildi. Hep dilindeydi. Bu ¢ocuklar i¢in uygun sosyal aktiviteler
yapilabilirdi. Onun disinda hastaneye de uzun siire gidemedik. Fizik tedaviye gidiyordu. Uzun siire
erteledik. Hastanelerin, fizik tedavi merkezlerinin, rehabilitasyon merkezlerinin gerekli onlemler alinarak
hizmete devam etmesini isterdik. Fizik tedavimiz ¢ok yarim kaldi.” (K12, 27 yasinda).

“Hastanelere gotiirmek oldukca sikintili bir konuydu. Zaman zaman kontrole gitmemiz gerekiyor. Ama
hastaneye gidip riske de atmak istemedik. Arada kaldik. Zaten hastanelere acil bir durum olmadikca
gidilmemesi sdyleniyordu.” (K4, 45 yasinda).

Alt Kategori 4: Kaygilarin Artisi

Ozel gereksinimli gocuga sahip annelerin salgin siirecindeki belirgin deneyimlerinden birisinin de yogun
diizeyde yasadiklari kaygilar oldugu goriilmiistiir. Annelerin kaygilari salgin siireciyle ilgili ve belirsizlik kaynakli
genel kaygilar, kendileriyle ve sevdikleriyle ilgili kaygilar ve 6zel gereksinimleri olan g¢ocuklarinin gelecegi ile
ilgili kaygilar gibi alt alanlarda kiimelenmektedir. Salgin siireciyle ilgili endiseler, salgin siirecinin uzamasi
durumunda yasanacaklar, bu durumla nasil basa ¢ikacaklart gibi genel kaygilar siiregteki belirsizligin ve yeni
sosyal yasam tarzinin olusturdugu stresin bir yansimasi olarak ortaya ¢ikmistir. Annelerin kaygilari daha ¢ok 6zel
gereksinimli ¢ocuklarini hastaliktan korumak, ¢ocuklarimin ek rahatsizliklari nedeniyle hastalanmalart durumunda
agirlasabilecekleri endisesi, kendilerinin hastalanmasi durumunda ¢ocuklarina ne olacagi, salgin siirecinde
¢ocuklarinin problem davranislari, bakimlari, gelisimleri ve onlarla yeterli diizeyde ilgilenebilmek gibi konularda
yogunlagsmistir. Annelerin bildirimlerine gore bu siiregte 6zel egitim hizmetlerinden uzak kaldiklar1 i¢in 6zel
gereksinimli cocuk ve genglerin elde ettigi ilerlemelerin ve kazanilan becerilerin kaybolacagi endisesi hakimdir.
Diger taraftan goriismelerde annelerin kaygilarinin salginin ilk evrelerinde daha yiiksek olmakla birlikte sonraki
evrelerde kontrol duygusunun daha ¢ok hissedildigi goriilmiistiir. Annelerin salgin siirecindeki kaygilarini yansitan
ornek anlatilar agagida yer almaktadir:

“Hayatin yarinlar1 hep iyi ya da kétii siirprizlerle doluymus. Glivenebilecegimiz hi¢bir sey yok. Bana bir
sey olursa ona kim bakar? Ne hale diigser? Ilerisini diisiinmek beni kaygilandiriyor.” (K3, 28 yasinda).

“Boyle giderse ne yapacagim? Kizimin kronik hastaliklar1 da var. Viriis kaparsa ciddi olabilir. Onu
miimkiin oldugunca korumaya c¢alistyorum. Sonra bana bir sey olursa babasi bakamaz tek basina. Keske
devlet ¢ocuklarimizin gelecegi i¢in bir giivence saglasa.” (K8, 27 yasinda).

“Sosyallesmesi gereken bir donemde onu asosyallestirmek zorunda kaldik. Bu psikolojik olarak hepimizi
olumsuz yonde etkiledi. Durumu daha kétiilesecek diye endiselendik hep. Saglik hizmetleri disinda
psikolojik ve sosyal destek de saglanabilirdi.” (K5, 27 yasinda).

Alt Kategori 5: Yorgunluk/Tiikenmislik

COVID-19 salginmin gerektirdigi yeni sosyal kosullarda yasamak o6zel gereksinimli gocuga sahip
annelerde yorgunluga ve tiikkenmislik algisina yol agmistir. Ozel gereksinimli bir ¢cocuk ile birlikte evde kapali
kalmak, sosyal yasamdan kopmak ve hizmetlerden uzak kalmak bu uzun siiren siiregte zaman zaman annelerin
gliciinii yitirmesine neden olmustur. Ozel gereksinimli {iyesi olan ailelerin farkh ihtiyaclarini karsilamak igin
aldiklar1 hizmetler onlar i¢in hayati dneme sahiptir. Bu ¢ocuklarin egitim, rehabilitasyon, saglik ve bakim
ihtiyaglarmi karsilayan kurumlarin tedbirler nedeniyle kapanmasi ve ailelerin gerekli destegi alamamasi bu
ailelerde ve ozellikle bakim sorumlulugunu iistlenen annelerde asir1 bakim yiikiine yol agmistir. Anneler 6zel
gereksinimli ¢ocuklarini hastaliktan korumak i¢in davraniglarint siirekli kontrol altinda tutmaya ve hijyeni
arttirmaya caligmislardir. Ayrica, anneler ailede salgin siireciyle birlikte katlanan ev isleri, diger g¢ocuklarinin
egitimleri ve sorumluluklari, diger tiim aile bireylerinin uyum siirecleri gibi duygusal ve fiziksel daha pek ¢ok
yiikii tistlenmislerdir. Tiim giin 6zel gereksinimli ¢ocuklarinin bakimi ve egitimiyle ilgilenmenin zihinsel yiikii
uzun zamana yayildiginda anneleri zaman zaman tiikenme noktasina getirmistir.
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“Evde kapali kalmak normalden daha zordu. Cocugumla daha yogun olarak ilgilenmem gerekti. Onu
kontrol edemedikge, o 6fkelendikge telasa kapildim. Bir yandan onu hastaliktan korumak i¢in ¢abaladim
durdum. Siirekli endigelenmek ve cabalamak beni ¢ok yordu.” (K6, 38 yasinda).

“Hepimiz nasil davranacagimiz konusunda sikintilar yagadik. Hep ¢oziim bulmaya g¢aligtik. Siirekli
diisiinmek ¢are aramak bizi ¢ok yordu. Beklemek ¢ok yordu.” (K1, 58 yasinda).

“K&ti bir seneydi. Cok uzun siirdii. Hele ki yasaklarin oldugu aylar evde kapali kalmak ¢ok yorucuydu.
Hep giinliik ¢oziimler bulmaya ¢aligtik. Okulda yaptigi aktiviteleri uygulamaya galistik. Siirekli onun i¢in
ugrastik, kafa yorduk. Cok yorucu bir seneydi.” (K3, 28 yaginda).

Alt Kategori 6: Yetersizlik Duygusu

Sosyal izolasyon ve evde kalma siireclerinde 6ne ¢ikan bir diger alt kategori ise annelerin yasadigi
yetersizlik duygusu olmustur. Hizmetlere ulagamamak, sosyal destek aglariyla temas edememek, ¢ocuklarini
oyalama konusunda sikintilar yasamak ve cocuklarin tepkilerini kontrol altina alamamak, gelisimlerini
destekleyememek gibi deneyimler anneler arasinda ¢ocuklarinin yasamini kontrol etmek, ihtiyaclarini karsilamak
ve onlar1 desteklemek noktasinda yetersiz kaldiklar1 yoniinde bir algiya neden olmustur. Anneler ozellikle
cocuklarini evde oyalamak, tepkilerini kontrol edebilmek noktasinda kendilerini yetersiz hissettiklerini ifade
etmislerdir. Ozel gereksinimli bireye sahip aileler, cocuklari igin aile disindan ve &zellikle egitim, saglik, bakim
ve rehabilitasyon gibi profesyonel destege ve psikolojik, sosyal ve aragsal yonden yakin sosyal destek aglarimin
destegine ihtiyag duymuslardir. Zorluklarin ve kaygilarin arttigi ve diger yandan hizmetlerin ve kaynaklarin
azaldigi bu dénemde 6zel gereksinimli {iyesi olan ailelerin ihtiyaglari sorumlulugun ¢ogunu istlenen annelerin
basa ¢ikma kapasitesini zorlamistir. Annelerin yetersizlik duygusunu yansitan 6rnek anlatilara asagida yer
verilmistir:

“Ben degil ama o hep kapaliydi. Bu i¢imi daha ¢ok acitti. Sikilmasin diye elimizden geleni yaptik. Fakat
bazen yetersiz kaldik. Cok yetersiz hissettik.” (K5, 27 yasinda).

“Tek bagimiza kaldik. Bas etmekte ¢ok zorlandim. Huzursuzdu. Evde ¢ok bunaldi. Giiriiltii yapti. Bunaltti
bizi. Okuldaki aktivitelerini yaptirmaya calistik. Ama yeterli olmadi.” (K2, 26 yasinda).

“Herkes evindeydi tabi. Evde vakit gecirmek ¢ok zorladi. Onu kontrol altina alamadim. Kendimi yetersiz
hissettim” (K3, 28 yaginda).

Kategori 2. Ozel Gereksinimli Cocuklarin Annelerinin COVID-19 Salgim Dénemindeki Olumlu
Deneyimleri

Alt Kategori 7: Birlikte Vakit Gegirme

Salgin siirecinde evde kalma gibi tedbirler nedeniyle 6zel gereksinimli c¢ocuklarin ve diger aile
bireylerinin evde uzun siire vakit gecirdikleri belirlenmistir. Bu ailelerde ¢alisan bireylerin ¢ogunun ¢alismaya ara
verdigi, bir kisminin ise esnek ¢alisma saatlerini kullandig1 ya da evden c¢alisma sistemine gegtigi goriilmiistiir.
Cocuklar ise egitimlerini uzun siire evde ¢evrimigi egitim sistemi lizerinden stirdiirmiigtiir. Tiim aile bireylerinin
uzun siire evde kalmasi 6zel gereksinimli ¢cocuga sahip ailelerde birlikte vakit gecirme ve ortak paylagimlari
artirmistir. Bu siirecte, aile bireyleri arasindaki iligkilerin pekistigi, diger aile bireylerinin annelerin bakim yiikiinii
belirli diizeylerde paylastig1 ve bu deneyimlerin annelerin basa ¢ikma durumlarini kolaylastirdig: goriilmektedir.
Annelerin bir kismi genelde disarida olan aile bireylerinin ve 6zellikle eslerinin kendilerine daha empatik yaklagim
sergilediklerini; annelerin sorumluluklarini ve yiiklerini daha iyi anladiklarini belirtmislerdir. Bazi ailelerde diger
aile bireyleri ile 6zel gereksinimli ¢ocuk arasindaki etkilesimin arttigi ve olumlu paylagimlarin oldugu ifade
edilmistir. Ayrica, 6zel gereksinimli gocukla ilgilenme gabasi ailelerin bu noktaya odaklanmasini ve salginin genel
stresinden uzaklagsmalarini saglamistir. Ozetle, 6zel gereksinimli gocuga sahip ailelerin birlikte verimli vakit
gegirmesi bu aileler i¢in salgin siirecinin kazanimlari arasinda degerlendirilmistir.

“Yalniz degildim. Esim ve ¢ocuklarim da kizimla bire bir ilgilendiler. Her seyin online sisteme donmesi
ona daha gok vakit ayirmamiza yardime1 oldu. Giizel vakit gegirdik. Iyi ki bdyle bir ailem var.” (K8, 27
yasinda).

“Birbirini ¢ok seviyor olmak, ailemizin bir arada olmast beni ¢ok destekledi. Onlar igin de keyifli ve
giizeldi. Birbirimize vakit ayirdik. Bu kadar uzun siire vakit gegiremiyorduk. Ozellikle kizimla hepimiz
ilgilendik.” (K3, 28 yasinda).
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“Cocugumla daha fazla ilgilenme firsat1 buldum. Ben ve diger aile {iyeleri i¢cin zaman zaman bir nese
kaynag1 oldu bu siiregte. Biraz da onunla ilgilenmek bizi oyaladi.” (K9, 36 yasinda).

Alt Kategori 8: Dijital Temas

Pek ¢ok ailede oldugu gibi 6zel gereksinimli ¢ocuga sahip ailelerde de salgin doneminde yasam dijital
platforma taginmis ve teknoloji temel iletisim kaynagi haline gelmistir. Bu aileler i¢in ¢evrimi¢i sosyal aglar
yakinlartyla uzun siirelerle temas edebildikleri tek kaynak olmustur. Annelerin genis aileleri, akrabalar1 ve
tanidiklartyla sik stk goriintiilii goriismeler yaptiklari, bu goériigmelerde ¢ocuklarinin da mutlu olduklar1 ve
yakinlarindan manevi destek aldiklar1 goriilmiistiir. Bu sekilde 6zel gereksinimli ¢ocuklar aile disindan bireylerle
etkilesim kurabilmis ve iletisim becerilerinde 6nemli bir gerileme yasanmamustir. Dijital kaynaklar ve 6zellikle
sosyal medya ailelerin salgin siirecinde kesilen sosyal destegini telafi eden ve olumlu sosyal destek algisini
gelistiren, durumla basa ¢ikmalarini ve uyumlarini kolaylastiran, yiiz yiize iletisimin yerini alan ikame bir platform
olarak degerlendirilmigtir. Ayrica, internet ve telefon yakinlarla haberlesme, bilgi alma icin de islev gormektedir.
Diger taraftan sosyoekonomik diizeyi diisiik olan aileler zaman zaman teknoloji desteginden mahrum kalmislardir.

“Sanal alem bu siiregte elimiz ayagimiz oldu. Goriintiilii gériisme olmasa ailemizle, akrabalarimizla hig¢
goriisemeyecektik. Oglumu da akrabalarla, kuzenleriyle goriistiirdiik. Onlari gérmek biraz olsun
konusmak iyi geldi. Yoksa iyice igine kapanacaktt.” (K14, 35 yasinda).

“Hepimiz yakinlarimizla gériismeyi, kucaklasmay 6zledik. Bunu yapamadik ama teknolojiyi kullandik.
Goriintili gorlisme hayatimizi kolaylastirdi. Yalnizligimizi biraz dindirdi. Instagramda akrabalarima,
arkadaslarimi gérmek, diger insanlarin paylasimlart hepimize destek oldu bence.” (K12, 27 yasinda).

“Teknoloji olmasa kimseden haber alamayacaktik. Telefon elimiz ayagimiz oldu. Ama hep kullanamadik.
Paketlerimiz yettigi kadar kullandirdik.” (K11, 34 yasinda).

Alt Kategori 9: Gii¢clenme/Sabur/Tevekkiil

COVID-19 salgminin zorlayict ve kisitlt sartlarinda aileler kendileri i¢in giinliik ¢ézlimler iiretmeye
calismis, kontrolii birakmamiglar ve ayakta kalabilmiglerdir. Salgin siireci anneler tarafindan kendi baslarma
kaldiklar1, sabir ve giiclerini sinayan bir deneyim olarak degerlendirilmistir. Sonug olarak bu aileler yagamlarinda
karsilasabilecekleri ve onlari zorlayabilecek en kétii senaryolardan birisinde zorluklarin tistesinden gelebildiklerini
dile getirmislerdir. Bu siiregte anneler i¢in destek kaynagi olan noktalar ¢ekirdek ailenin bir arada ve saglikli
olmasi, dijital platformlar araciligiyla diger yakinlardan alinan manevi destek, tevekkiil i¢eren giiglii bir inang
yapisl, pozitif olma, dayaniklilik gibi bireysel &zellikler, evde bakim ayligi gibi nakdi yardimlar, hizmet veren
profesyonellerle iletisim kurma olarak siralanmistir. Aileler salgin siirecinde gelinen noktada biitiin zorlayict
kosullar karsisinda ve diisiik diizeyde destekle sartlara uyum saglayabildiklerini ve gelecekte olabileceklerle ilgili
de kendilerini giiclii hissettiklerini ifade etmislerdir. Ayrica, annelerin ¢ogu, normal yasantilarinda dahi
stikredilecek ve degerini bilmedikleri pek ¢cok olumlu nokta oldugunu kavradiklarini, bu siirecin tevekkiil ve sabir
diizeylerini artirdigini belirtmislerdir.

“Degerini bilecegimiz ne ¢ok sey varmis. Hep eksiklerden sikayet ederdik. Yok derdik. Bir viriis elimizi
ayagimizi bagladi. Meger siikretmek gerekiyormus.” (K9, 36 yasinda).

“Daha kétiisii ne olabilir bilmiyorum. Aklimiza gelmeyecek bir sey gercek oldu. Hayal gibi, film gibi. Bu
giiniimiize siikiir. Ama insan her kosulda yasamak i¢in ¢abaliyor. Aileme bir zarar gelmedi ya, benim igin
en 6nemlisi bu. Bir arada saglikli olalim her seyin {istesinden geliriz.” (K12, 27 yasinda).

“Bu diinyada her sey bizim igin. Bu ¢ocuklar da bizim i¢in imtihan. Sabretmek gerekiyor, ¢abalamak
gerekiyor. Cocugumun durumu olmasa belki daha ¢ok kurardim, tasalanirdim. Ona odaklandim hep, onu
korumaya. Maddi sikintilar oldu tabi. Ama sag olsunlar aldigimiz yardimlar bizi ayakta tuttu.” (K1, 58
yaginda).

Calismanin tim bulgulan birlikte degerlendirildiginde, 6zel gereksinimli ¢cocugu olan anneler igin
COVID-19 salgn siirecinin oldukga zorlayici bir deneyim oldugu goriilmektedir. Cocuklarinin 6zel gereksinimleri
ve yetersizliklerine ek olarak salgin siirecinin riskleri, belirsizligi, uzunlugu, gergeklestirilen onlemler ve
kisitlamalar, evde kalma ve sosyal izolasyon siirecleri etkenler pek ¢ok olumsuz algi ve duyguyu ortaya
¢ikartmistir. Bu olumsuz deneyimlerin de birbirinden tamamen bagimsiz olmadigi, karsilikli olarak birbirini
etkiledigi goriilmiistiir. Anneler siire¢ ilerledik¢e 6z kaynaklarini kullanarak kendi bas etme ydntemlerini
gelistirmis, bireysel ve aile diizeylerinde giiglii yonleriyle ilerleyen siireclerde onemli diizeyde dayaniklilik
gelistirmiglerdir.
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Tartisma

COVID-19 salgmi diinya genelinde tiim bireyleri, aileleri ve toplumlari etkilemistir (Ferguson vd., 2020;
Lee & Kim, 2020). Ancak, baz1 6zel gereksinimli bireyler temeldeki sosyal esitsizlikler ve kaynak ihtiyaclarinin
fazla olmasi nedeniyle salgmnin etkilerine daha agik hale gelmistir (Jalali vd., 2020; Sabatello vd., 2020). Ozel
gereksinimli bireylerin ve ailelerinin COVID-19 salgin siirecindeki yasantilar1 ve sorunlari dikkate alinmasi
gereken bir konu olmustur (Goggin & Ellis, 2020). Bu ¢aligmada 6zel gereksinimli ¢ocuklari ile yakindan ilgilenen
ve ailede bakim yiikiinii iistlenen annelerle COVID-19 salgin déneminde yasadiklari deneyimleri belirlemek
amaciyla derinlemesine goriismeler gergeklestirilmistir.

Calismadan elde edilen sonuglara gore, 6zel gereksinimli gocuga sahip annelerin COVID-19 siirecindeki
deneyimlerini agiklayan kategorilerin dncelikle “Olumsuz Deneyimler” ve “Olumlu Deneyimler” olarak ayristigi
goriilmektedir. Olumsuz deneyimlerin alt  kategorileri; “Zorluklarmm  Katlanmasi/Artmasi1”,
“Kisitlanma/Soyutlanma”, “Hizmetlere Ulasmada Sorunlar”, “Kaygilarin Artis1”, “Yorgunluk/Tiikenmislik”,
“Yetersizlik duygusu” olarak siralanmaktadir. Diger taraftan 6zel gereksinimli ¢ocugu olan annelerin salgin
stirecinde yasadiklari olumlu deneyimler; “Birlikte Vakit Gegirme”, “Dijital Temas”, “Gliglenme/Sabir/Tevekkiil”
olarak belirlenmistir. Kategoriler ve alt kategoriler birlikte degerlendirildiginde, olumsuz deneyimlerin daha
yaygin oldugu ancak annelerin ¢ogunlukla basa ¢ikma siirecinde direng kazandiklart ve uyum sagladiklar
degerlendirilmektedir.

Anneler evde 6zel gereksinimli bir ¢ocuga sahip olmanin salgin kaynakli zorluklar1 katladigini ifade
etmislerdir. Annelerin beyanlar1 arasinda salgin siirecine 6zgii olarak kendileri ve diger aile bireyleriyle ilgili
kaygilarin yani sira 6zel gereksinimli ¢cocuklarini evde kontrol altinda tutmak ve oyalamak, onlar1 hastaliktan
korumak, saglik, egitim ve rehabilitasyon hizmetlerine ulasamamak gibi kendilerine 6zgli zorluklar
belirginlesmektedir. Ozellikle yapisal diizenlemelere ve giinliik rutinlere bagl olarak yasamlarini siirdiiren bazi
ozel gereksinimli ¢ocuklarin kisitlamalar sirasinda egitim ve terapi hizmetlerinin olmamast nedeniyle problem
davranislarinin siddetinin veya yogunlugunun arttig1 belirtilmektedir (Cox vd., 2020). Hastaligin kendisinden
kaynaklanan riskler, rutin hizmetlere erisimin azalmasi ve kisitlamalarin sosyal etkileri ailelerinin yasamini
olumsuz yonde etkilemektedir (Shakespeare vd., 2021). Ayrica, 6zel gereksinimli bireyler hastalig1 kendileri i¢in
daha tehlikeli hale getiren saglik kosullarina sahiptir. Bu nedenle saglik hizmetlerine ulasamama, onlar1 daha
savunmasiz hale getirmektedir. Birlesmis Milletler, 6zel gereksinimli bireylerin saglik hizmetlerine erisiminin
onlindeki engellerin ortadan kaldirilmasi ve hizmet sunumunun gelistirilmesi gibi Onlemler Onermektedir
(Birlesmis Milletler, 2020). COVID-19 salgini ile birlikte 6zel gereksinimli ¢ocugu olan annelerin stres diizeyleri
ve bakim yiikleri de artmistir. Bu noktada, psikolojik danismanlik, uzaktan egitim, bu ¢ocuklarin kigisel bakimi
icin danismanlik gibi hizmetlerle aileler bakim siirecinde desteklenmelidir (Farajzadeh vd., 2021).

Salgin siirecinde kontrollii yagam sartlarinda 6zel gereksinimli ¢ocuklariyla evde kapali kalmak, sosyal
destek aglar1 ve resmi hizmetlerin sinirlanmasi annelerde kisitlanma hissine neden olmaktadir. Anneler bu siiregte
¢ocuklarinin sosyal ve duygusal islevselliklerinin azaldigint ve evde onlari kontrol etmenin zorlagtigini
belirtmislerdir. Anneler g¢ocuklarint normalde diizenli bir sekilde disar1 ¢ikardiklarini, bunun gocuklarini
rahatlattigin1 ancak salgin siirecinde bunu olagan sekilde yapamadiklari i¢in ¢ocuklarinin enerjilerini atamadigini,
artan bakim sorumluluklari nedeniyle profesyonel destege ihtiya¢ duyduklarini ifade etmislerdir. COVID-19
salgini 6zel gereksinimli bireylerin ve ailelerinin toplumsal yasama katilim firsatlarini kisitlamistir. Toplum iginde
yasayan ve giinliik yasam aktivitelerinde yardima ihtiyag duyan bir¢ok 6zel gereksinimli birey igin, temaslari
smirlandirmak oldukea zorlayicidir (Valles vd., 2020). Sosyal izolasyon 6nlemleri bu kisileri enfeksiyon riskinden
korurken, ailelerin, saglik, sosyal katilim ve sosyoekonomik ihtiyaglariin karsilanmamasi gibi istenmeyen bir
sonuca da gétiirebilmektedir (Jesus vd., 2021). Ailelerin arkadaslar, akrabalar, komsular, yerel topluluk tiyeleri
gibi sosyal destek kaynaklar1 dnemli diizeyde azalmaktadir (Wilner vd., 2020). Ozel egitim ve iliskili alanlardaki
profesyoneller, 6zel gereksinimli bireyler ve aileleri arasinda stres potansiyelinin farkinda olmali ve gerekli
diizenlemeler icin onlarla birlikte calismalidir (Lund vd., 2020). Bu noktada salgin doneminde DSO’niin &nerileri
ve Engelli ve Yash Hizmetleri Genel Miidiirligiiniin farkh tiirdeki 6zel gereksinim durumlar: i¢in hazirladig
rehberler mevcuttur (Engelli ve Yasli Hizmetleri Genel Miidiirligii, 2020). Ancak, ¢alisma kapsaminda annelerin
bu rehberlerden habersiz oldugu gozlenmistir. Ozel gereksinimli bireylerle galisan uzmanlarm aileleri sunulan
hizmetler ve alinan tedbirler gibi konular1 iceren bu tiir rehberlere yonlendirilmeleri 6nemlidir. Bu noktada, 6zel
gereksinimli bireyleri ve ailelerini bilgilendirmenin de 6nemli bir sorumluluk alani oldugu degerlendirilmektedir.

Annelerin COVID-19 salgmi siirecindeki olumsuz deneyimleri arasinda belirginlesen bir durum da
ihtiya¢ duyduklar1 hizmetlere ulagamamaktir. Rehabilitasyon hizmetleri uzun siire verilememis, sonrasinda ise ¢ok
kisa siireli ve doniisiimlii olarak saglanabilmistir. Bu dogrultuda anneler ¢cocuklarinin gelisimlerinin duracagindan
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ya da azalacagindan endise duymuslardir. Ozel egitim ve rehabilitasyon hizmetlerinden faydalanamamak bu
cocuklarin dgretmenleriyle, diger personelle ve arkadaslariyla iletisimini de koparmistir. Kisitlamalar nedeniyle
pek ¢ok 6zel gereksinimli bireyin ihtiya¢ duyulan miidahalelere dogrudan erigimi kesintiye ugramistir. Bu noktada;
0zel gereksinimli cocuk ve genglere yonelik evde 6grenme yaklasimlari gelistirilmeli, ebeveyn, akran veya kardes
egitimleriyle bu bireylerin gelisimleri desteklenmelidir (Mbazzi vd., 2020). COVID-19 salginmnin ilk dalgasinda,
rehabilitasyon hizmetleri ve yardime1 cihaz programlari daha smirli kapasite ile hizmet vermistir. Ornegin, bazi
bireylerin solunum cihaz1 kullanimlar1 kisitlanmistir. Fiziksel hareketsizlik veya bireysel rehabilitasyonun
azalmasi yeni 6zel gereksinim risklerine yol agabilmekte veya mevcut olanlar1 daha da kétiilestirebilmektedir
(Jesus vd., 2021; Majnardi vd., 2021). Bu dogrultuda tele-rehabilitasyon uygulamalari telafi edici nitelikte
olabilmektedir. Bu uygulamalar kapsaminda fizyoterapi ve rehabilitasyon destegi elektronik iletisim sistemleri
araciligiyla uzaktan saglanabilmektedir. Ornegin, Giiney Kore’de salgin éncesinde bazi merkezler tarafindan
zaman zaman yenilikci tele-rehabilitasyon yaklagimlarinin, tedavi, degerlendirme ve takip amacryla kullanildigt
uygulamalar mevcuttur (Lee & Kim, 2020). Bu arastirmadaki anneler hastane hizmetlerini yeterli
kullanamadiklarini da belirtmiglerdir. Saglik hizmetleri sisteminin normal giinliik taleplere yanit verme kapasitesi
COVID-19 salginmin acil durum ilan edilmesinden itibaren zayiflamistir. Ozel gereksinimli bireyler icin pek ¢ok
yardimci cihaz, arag, malzeme ve hizmetin saglanmasi bu diizenlemelerden etkilenmistir (Goggin & Ellis, 2020;
Jalali vd., 2020). Ayrica saglik hizmetlerine iliskin diizenlemelerle ilgili kritik bilgilerin eksikligi de 6n plana
¢ikmaktadir (Lee & Kim, 2020). Bu noktada ¢alismadaki annelerin ¢ocuklarinin saglik hizmeti ve bakim haklarina
yonelik farkindaliklarinin oldukga diisiik oldugu gozlenmektedir. Saglik ve egitim hizmetlerine erisimin
iyilestirilmesi i¢in alanda galisan uygulayicilar tarafindan savunuculuk roli iistlenilmesi de 6nemlidir. Ayrica, 6zel
gereksinimi olan bireyler ve ailelere yonelik acil ve acil olmayan saglik sorunlari ve bunlari nasil tanimlayacaklart
konusunda egitimler sunulmalidir (Lund & Gabrielli, 2021).

Annelerin salgin siirecindeki deneyimledikleri olumsuz durumlardan birisi de artan kaygilaridir. Anneler,
ozel gereksinimli ¢cocuklarinin hastalanmasi durumunda ek saglik sorunlari nedeniyle saglik durumlarinin daha
agir bir seyir alabilecegi yoniinde kaygilar yasamakta ve miimkiin oldugunca c¢ocuklarini korumak igin
cabalamaktadirlar. Ayrica, anneler kendilerinin hastalanmast durumunda ¢ocuklarina kimin bakacag ile ilgili
kaygilar yasamaktadirlar. Annelerin diger kaygilar1 siire¢ uzadiginda gocuklarmi evde kontrol edebilmek ve
oyalayabilmek ve egitimlerinin ve gelisimlerinin gerileyebilecegi endisesidir. Salgin siirecinde gerceklestirilen bir
calismada zihinsel olarak ozel gereksinimi olan ¢ocuklarina bakim veren ebeveynlerin diger g¢ocuklarin
ebeveynlerine gore daha yiiksek diizeyde kaygi deneyimledikleri ve kaygi diizeyinin salginin ilk dénemlerinde
anlamli diizeyde daha yiiksek oldugu degerlendirilmistir (Wilner vd., 2020). Ayn1 ¢aligmada, ebeveynlerin hem
profesyonel destek hem de sosyal destek diizeyinin diigiik olmasi bir risk olarak belirlenmistir. Ayrica, finansal
zorluklar ve problem davranislarin oldugu ailelerde kayg: diizeyi daha yiiksektir (Wilner vd., 2020). Hastalikla
ilgili verilerin artmasi, ast ¢alismalari, doniisiimlii kisa siireli rehabilitasyon hizmetleri gibi diizenlemelerin ve
kisitlamalarin esneklestirilmesiyle kaygilarin kismen azaldigi diisiiniilmektedir. Ailelerin bakim sorumluluklarinin
artmasi ile birlikte bakim yiikii ve kaygi diizeyleri de yiikselmektedir (Farajzadeh vd., 2021). Bu calismada
annelerin salgin siirecinde resmi hizmetlere erigmede zorlanmalari, sosyal destek algilarinin diigmesi ve bakim
yiiklerinin artmasi ile birlikte kaygilarinin yogunlastigi izlenimi edinilmektedir. Bdylece bu ¢alismanin nitel
bulgulari nicel ¢aligmalarla 6rtismektedir. Alanda galigan farkli disiplinlerden uygulayicilar 6zel gereksinimi olan
cocuklarina bakim veren annelerin ruh sagligina yonelik riskleri degerlendirebilmeli ve gerektiginde uygun ruh
sagligi hizmetlerine ydnlendirme yapabilmelidir. Ayrica, telefon veya c¢evrimigi erisim araciligiyla esnek
danigmanlik hizmetleri sunulmali ve bu tiir hizmetlere erigsimin saglanmasi igin internet erisiminde zorluk yasayan
aileler desteklenmelidir (Wilner vd., 2020).

Toplumsal hayattan uzak kalmak, annelerin sosyallesme ihtiyacinin karsilanamamasi ve annelerin
¢ocuklarinin tiim ihtiyaclari ile siirekli ilgilenmek durumunda kalmasi fiziksel ve zihinsel yorgunluga ve zaman
zaman tiikenmislik algisina neden olmustur. Ayrica, ¢ocuklarin enerjilerini atamamasi ve diizenlerinin
bozulmasiyla birlikte azalan iglevsellik durumu annelerin daha ¢ok gabalamak zorunda kalmasina yol agmustir.
Siirecin uzunlugunun da annelerin yorgunluk hissini pekistirdigi degerlendirilmektedir. Ozel gereksinimli aile
bireylerine bakmak normal kosullarda bile stresli bir siirectir ve bakim verenlerde zaman zaman tiikenmislige yol
acabilmektedir (Aktan vd., 2020). Bir ¢alismada 6zellikle sosyal destegin az oldugu kosullarda bakim veren
kisilerin ruh saglig1 hizmetlerine ihtiya¢ duyabildigi ifade edilmektedir (Wilner vd., 2020). Nitekim, salgin
stirecinde artan bakim yiikiine karsin resmi hizmetlere erismede zorluklarin olmasi ve sosyal destek kaynaklarinin
azalmasi ile artan sorumluluklarin annelerin fiziksel ve zihinsel olarak yorulmasina neden oldugu goriilmiistiir
(Lund vd., 2020). Literatiirdeki ¢aligmalarda salgin siirecinde 6zel gereksinimli ¢ocuga sahip annelerin normal
popiilasyona gore depresyon ve kaygi diizeylerinin yiiksek olmasi bunu dogrulamaktadir (Gilson vd., 2021).
Tiikenmisligi artiran bir diger olumsuz deneyim, annelerde goézlemlenen yetersizlik duygusudur. Kaynak
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yetersizliginin yasandigr bu siiregte 6zel gereksinimli ¢ocugun tiim ihtiyaclarii saglamaya caligmak ve
cocuklarinin ihtiyaglari ve talepleri noktasinda onlara yetememek annelerde yetersizlik duygusuna neden olmustur.
Anneler ¢ogu zaman karar vermede, ¢dziim iiretmede ve uygulamada yetersiz kaldiklarini ifade etmislerdir. Ozel
gereksinimli {iyesi olan ailelerde aile bireyleri mevcut kaynaklarinin diizeyine bagli olarak baski ve stres
deneyimleyebilmektedirler (Cohen & Mosek, 2019; McConnell vd., 2014). Bu noktada annelerin ve ailelerin uzun
siire yalniz kaldigi, ¢ocuklarint nasil destekleyebilecekleri hakkinda temas kurduklari hizmet birimleri tarafindan
daha spesifik ve dogrudan yonlendirmelere ihtiyag duyduklari goriilmektedir. Annelerin ruh saghg: ihtiyaglarim
kargilamak i¢in salgin olaylarinda bakimin siirekliligini desteklemek amaciyla aile merkezli tele-rehabilitasyon
programlarinin hayata gecirilmesi gerekmektedir. Bu programlar 6zel gereksinimli ¢ocuklar igin tele-
rehabilitasyonun yani sira aile danigmanligi ve psikolojik destek saglamalidir (Grumi vd., 2021).

Annelerin salgin siirecinde yasadiklar1 olumsuz deneyimlere ek olarak, olumlu deneyimlerinin de oldugu,
tim zorluklara ragmen salgin siirecinde yeni yasantilarina uyum sagladiklar1 ve dayaniklilik sergiledikleri
degerlendirilmektedir. Bazi anneler evde tiim aile bireylerinin birlikte daha verimli zaman gecirebildiklerini, aile
bireylerinin 6zel gereksinimli ¢ocuklarinin bakimi noktasinda destek sagladiklarini, 6zel gereksinimli ¢ocukla
etkilesimlerin arttigini, hatta aile i¢inde kendilerine yonelik empatik yaklagimin arttigimi belirtmislerdir. Bu
noktada yetersizligin tiirli, gocugun problem davranislari, bakim ve ilgi gerektirecek kosullarin diizeyi ailelerin
islevselligini etkileyen bir faktor olarak degerlendirilebilir (Meral, 2022). Ailenin uyum siireci ve islevselligi
ailenin yasam dongiisiinde hangi evrede oldugu, gocugun yasi, aile bireylerinin 6zellikleri, aile sisteminin
islevselligi gibi faktorlere baglidir (McConnel vd., 2014). Salgin 6ncesinde islevselligi yiiksek olan aileler
muhtemelen salgin siirecindeki zorluklara ragmen bu islevselligi siirdiirebilmektedir. Bu ¢alismada olumlu bir aile
ikliminin bu siiregte 6zel gereksinimli ¢ocugu olan annelerin en bilyiik giicli oldugu gozlenmektedir. Ayrica, aileler
bu siirecte dijital kanallar1 kullanarak yakinlariyla goriisebildiklerini ve bunun yalnizlik duygularini bir nebze
azalttigin1 ve manevi destek aldiklarini ifade etmislerdir. Bu noktada dijital temas birincil etkilesim araci ve sosyal
destek kaynagi haline gelmekte ve ailelerin uyumunu kolaylastirmaktadir. Ozel gereksinimli cocuga sahip
annelerin bu siiregteki olumlu deneyimleri arasinda giiclenme, sabir ve tevekkiil gibi yasantilar gézlenmistir.
Anneler salgn siireci gibi zorlayici kosullar iginde ayakta kalabilmisler ve kosullara uyum saglayabilmislerdir. Bu
noktada annelerdeki gili¢ ve dayanikliligin temelleri birbirine bagl bir aile, tevekkiil inanci gibi manevi dgeler,
olumlu bakig gibi bireysel 6zellikler olarak degerlendirilmektedir. Salgin gibi acil durumlarda aile iiyelerinin
birbirleriyle daha fazla zaman gecirdikleri diislinildiigiinde, aile islevselligini desteklemek aile bireylerinde
biliyiime deneyimlerini arttirabilir (Werner vd., 2022). Ayrica, 6zel gereksinimli birey olan ailelerde faydal
olabilecek belirli dini, manevi veya kiiltiirel ihtiyaglar ele alinmali ve ruh sagligi hizmetlerinin sunumunda
kullanilmalidir (Alexander vd., 2020).

Bu ¢aligma salgin doneminde hassas bireyler arasinda yer alan, ulagsmasti zor bir érneklem grubu hakkinda
veriler sunmaktadir. Ancak, ¢alismanin belirli sinirliklar1 bulunmaktadir. Bu ¢aligmanin en belirgin sinirliligi
goriigmelerin salgin donemindeki kisitlamalar nedeniyle telefon araciligi ile yapilmasidir. Bu da nitel aragtirmalar
acisindan 6nemli olan uzun siireli etkilesimin saglanamamasina yol agmistir (Lincoln & Guba, 1985). Salgin
stirecinde veri toplama agisindan uygun olan bu yontem yiiz ylize goriismeye gore giiven duygusunun olugmasini
ve annelerin kendilerini daha rahat ifade etmesini zorlastiran bir faktor olarak ele alinabilir. Telefonda zaman
kisitliligina bagli olarak goriismelerin hizli bir sekilde tamamlanmasinin goriismeleri etkiledigi, ayrica verilerin
iki-ic goriigmede toplanmasi nedeniyle zaman zaman gorigmelerin boliindigii gorilmiistiir. Annelerin
¢ogunlugunun arastirmaya katilmayr kabul etmeye gonillii olmamalari da arastirmanin  sinirliliging
olusturmaktadir.

Sonuc ve Oneriler

COVID-19 salgimi ve sosyal yasam iizerindeki etkileri aileler i¢in gelecek hakkinda yogun kayg1 ve stres
olugturmakta ve 6zel gereksinimli ¢ocuga sahip anneler salgin siirecinden yogun bir sekilde etkilenmektedirler.
Salgin dncesi normal yagamlarinda da zorlanmalar yagayan anneler arasinda bu siiregte kaygi, yetersizlik duygusu,
tiikenmislik ve kisitlanma algis1 gibi deneyimlerle zorluklarin katlandig1 goriilmektedir. Bu siiregte aileler kendi
kaynaklarmi olusturmak igin ¢abalamakta ve aile bagi, dijital iletisim ve bireysel diizeyde giiclii yonlerini
kullanmaktadirlar. Annelerin daha esnek hizmetlerle desteklenmeye ve psikolojik destege ihtiyag duydugu
anlasilmaktadir. Bu noktada, 6zel gereksinimli bireyler, aileleri ve hizmet sunucularin1 hedefleyen mikro, mezo
ve makro diizeylerde miidahale ve uygulamalar olusturulmasi ve gelecek kriz durumlari i¢in 6zel gereksinimli
bireyler ve aileleri gibi kirilgan gruplar1 hedefleyen 6nlemler alinmasi1 gerekmektedir.

Bu arastirmanin bulgularindan yola ¢ikilarak uygulamaya ve ileri arastirmalara yonelik baz1 dnerilerde
bulunulabilir. Ozel gereksinimli bireylerle ¢alisan profesyoneller salgin siirecinde ailelerin yasadiklar1 sorunlari

Ozmete & Pak 2023, 24(1)



ENGELLI COCUGA SAHIP ANNELERIN COVID-19 SALGINI SURECINDEKI DENEYIMLERI 89

¢ozmede ve ihtiya¢ duyduklar1 kaynaklar1 saglamada aracilik etmelidir. Ailelerin sorun yasadiklarinda dogrudan
bilgi alip yonlendirilebilecekleri telefon hatlart olusturulmalidir. Saglik, egitim, sosyal hizmet ve sosyal yardim
gibi alanlarda disiplinler arasinda koordinasyon ve is birligi saglanmali ve yerel yonetimlerde komisyonlar
olusturulmalidir.

Ozel gereksinimli gocugu olan annelere yonelik psikolojik danigsmanlik, ¢ocuklarin rehabilitasyon ve
egitimlerini evde desteklemeye yonelik bireysel danigmanliklar, kaynaklara yonlendirme gibi hizmetler
sunulabilir. Bu sekilde annelerin yetersizlik duygusu, soyutlanma gibi olumsuz duygularla ve ¢esitli kaygilariyla
basa ¢ikmalart ve yagsamlarini kolaylagtirabilmeleri i¢in destek saglanabilir. Annelerle krize miidahale yaklagimi
benimsenerek kisa siireli danismanlik hizmetleri sunulabilir. Danismanlik hizmetlerinin salgin kosullari nedeniyle
cevrimigi ve telefon gorligmesi yoluyla gerceklestirilmesi uygun olabilir. Bu hizmetler basa ¢ikma stratejilerinin
gelistirilmesi ve annelerin gii¢lii yanlarinin desteklenmesi ve ¢oziim odakli goriismeler seklinde sunulabilir.
Ayrica, 0zel gereksinimli bireylerle c¢alisan profesyoneller 6gretici, yonlendirici ve kolaylastirict roller
iistlenebilirler. Ozellikle saglik hizmetlerine ulasim acisindan hastanelerdeki tibbi sosyal hizmet birimleri islev
gorebilir.

Problemli davraniglarin anneleri zorladigi géz 6niinde bulundurularak, ailelerin rahatlayabilecegi mola
vakitleri olusturmak, oyunlar ve aktiviteler tasarlamak enerjilerini atmalarini ve etkilesim kurmalarini saglayabilir.
Bu noktada 6zel egitim ve rehabilitasyon merkezleri Engelli ve Yash Hizmetleri Genel Midiirliigi tarafindan
yonlendirilebilir ve aileleri kisa siireli hizmetlerle destekleyebilirler. Sivil toplum kuruluslar: ve goéniilliilerin de
bu tiir hizmetlere katilimi tegvik edilebilir. Ayrica, aileler 6zel gereksinimli ¢ocuklarin gelisimsel durumlarina gére
evde oyalanabilecekleri alternatif aktiviteler konusunda yonlendirilmelidir. Bu noktada DSO’niin énerileri ve
Engelli ve Yashi Hizmetleri Genel Miidiirliigii’ntin farkli tiirde 6zel gereksinim durumlar igin hazirladigi
rehberlerden yararlanilabilir.

fleri arastirmalarda anneler disinda diger aile bireylerinin de deneyimleri incelenerek aile sistemi
iizerinden bir degerlendirme yapilabilir. Ayrica, 6zel gereksinimli ¢ocuklarin ve bireylerin bu siirecte yasadiklart
somut kayiplarin degerlendirilmesi i¢in alanda ¢alisan uzmanlarin gézlemlerinin ve degerlendirmelerinin alinmast
alana katki saglayacaktir. Aragtirma siireclerinde nitel verilerin yani sira nicel dl¢limlerle annelerin yagadiklari
deneyimlerin degerlendirilmesinin bulgularin gesitliligini arttiracagi degerlendirilmektedir.

Yazarlarin Katki Diizeyleri

Yazarlarin her ikisi de ¢alisma konusunu belirleme, arastirma deseni, veri toplama, verilerin analizi ve
¢alismanin raporlanmasi gorevlerinde gorev almislardir.
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Abstract

Introduction: During the COVID-19 pandemic, conditions such as the limitation of resources and the difficulty
of access led to disabled individuals and their families to become more vulnerable to the risks posed by the
pandemic. Understanding the experiences, difficulties, and needs of individuals with disabilities and their families
during the pandemic, as well as evaluating the effects of the crisis, are essential in creating interventions to mitigate
these difficulties. This study has aimed to examine the experiences of mothers, who have the burden of care in
families with disabled children, during the COVID-19 pandemic.

Method: In the study, semi-structured interviews were conducted with mothers of children with disabilities (n =
14) using the phenomenological method, which is one of the qualitative research methods. In the data analysis,
Miles and Huberman model was followed, and the codes and categories reflecting the investigated phenomenon
were determined by using continuous comparison and phenomenological reduction methods.

Findings: According to the results of the study, the difficulties of the mothers' lives increased during the pandemic,
and the perception of restrictions resulting from the measures against the pandemic, as well as the inadequacy of
access to services, led to increased concern among mothers. The limited support for children with disabilities and
their families, as well as their inability to meet their needs with their resources, caused mothers to feel exhausted.
In addition to the difficulties they experienced, mothers stated that they had positive experiences as well, since
they could spend more productive time with their family members, use digital resources, and feel stronger at the
end of the process.

Discussion: Compelling experiences such as anxiety, feelings of inadequacy, fatigue, and restraint among mothers
with disabled children show that these mothers are among the vulnerable individuals adversely affected by the
COVID-19 pandemic. Although the pandemic period was challenging, mothers gained resilience in coping with
the difficulties and adapted to the situation.

Conclusion and Suggestions: Based on the experiences of families with disabled members for possible future
pandemics, services should be provided to facilitate family crisis management, education, advocacy, psychosocial
counseling, and empowerment-based studies.

Keywords: Special needs children, mothers of children with special needs, COVID-19 pandemic, pandemic
experiences.
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Introduction

Disability is defined by the World Health Organization (WHO) as a concept that reflects impairments in
body functions or structures, activity limitations, and limitations in participation (WHO, 2002). Individuals with
disabilities may have one or more capacity losses, including limited mental capacity at different levels, behavioral
disorders, mental health problems, as well as physical and orthopedic limitations (Gorter et al., 2016). Individuals
with disabilities may need care or support, depending on the level and type of disability that occurs due to the loss
of physical and mental capacity, as well as the loss of function for any reason at birth or after birth (Mitra et al.,
2017). Especially family members, and their close contacts provide social support or care to individuals with
disabilities. In addition, individuals with disabilities constitute a vulnerable population group that needs to be
supported by comprehensive formal services such as health services, physiotherapy, assistive technologies,
education, rehabilitation, employment, housing support, transportation assistance, and social services (WHO,
2015).

The ratio of the population with disabilities in the world is 15%, and 80% of these people live in
developing countries (WHO, 2020). The number of individuals with special needs who are registered and alive in
the national disability data system, based on the reports of the health board in our country, has been determined as
2,511,950 (General Directorate of Services for the Disabled and Elderly, 2021). When the families of these
individuals are also considered, the population affected by disability becomes a large body.

It has been reported that families of children with disabilities sometimes have problems coping with their
children’s challenging behaviors during the care process, and have difficulty in gaining some skills for their
children (Lafg1 et al., 2014). The stress and emotional fragility experienced by families due to having a disabled
child can cause limitations not only in family relationships but also in social interactions (Kiiciik & Alemdar,
2018). Even in normal times, these families also experience difficulties such as health problems, access to services,
stigmas, financial difficulties, and social isolation (Walker et al., 2016).

Responsibilities and role distribution within the family may differ in families with disabled individuals.
It is understood that women in the family, usually mothers, take on the role of care (Ziapour & Khosravi, 2020).
In these families, mothers are in a constant struggle against the complex needs of their children with disabilities.
Thus, mothers can be physically, psychologically, and socially challenged during the care process Courtney et al.,
2018; Inan-Budak et al., 2018). From time to time, mothers have difficulties providing care for their children,
worry about their children, and experience uncertainty about the future (Kiigiik & Alemdar, 2018). It is stated that
mothers with disabled children experience more mental problems than other mothers, and especially have higher
levels of anxiety and depression (Gilson et al., 2018). Furthermore, while raising their disabled children, mothers
experience problems in interpersonal relationships and social experiences, and they have compelling experiences
such as guilt, future anxiety, maternal sacrifice, compassion fatigue, social isolation, socioeconomic deficiencies,
and stigmatization (Ziapour & Khosravi, 2020).

The inadequacies of individuals with special needs affect not only the individual but also the family
system. These families may need support due to their increased demand for care, reduced resources, or other health
problems (Lima-Rodriguez et al., 2018). The limitations, needs, and differences in the living environment caused
by each inadequate situation cause families with special needs individuals to have unique experiences (McConnell
et al., 2014; Tétreault et al., 2014). The family system for families with an individual who has special needs can
be affected by the need for care arising from the type and level of disability, the duration of care, the support of
other family members, relatives and neighbors, and socio-political conditions such as the level of access to
education, health services, and social services (Gilson et al., 2018; Grossman & Magafia, 2016). The variables
related to the child, such as the age of the child, the type and level of disability, and the characteristics of the family
also affect the family system (Cuzzocrea et al., 2013).

The process of caring for a person with special needs in the family is considered as a separate stress factor
for all the family members. Besides the mental, physical, visual, and hearing difficulties, the additional special
needs due to ongoing diseases make it essential for the families to have their resources identified, which is among
the important responsibilities of social services (Cohen & Mosek, 2019; McConnell et al., 2014). Welfare services
for individuals with special needs provide services and assistive devices or support to protect the basic rights of
these individuals and their families to ensure their participation in society (WHO, 2015). At this point, families
with individuals with special needs need to be empowered holistically on issues such as information about care
and services, emotional support, social support, economic support, and future planning (Demirbilek, 2013).
Empowerment reflects the shift from a philanthropic perspective, where the lives of individuals with special needs
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are viewed as a tragedy, to a perspective where individuals and families are supported with resources and
opportunities, and their capacities are increased (Barton, 2017). In this study, the experiences of children with
special needs and their mothers during the pandemic process were examined. Moreover, the study presents a
perspective on pandemics and emergencies, emphasizing both resources, services, and arrangements for problems,
as well as strengths.

Crises affect individuals with special needs and their relatives, who experience many difficulties and
negative experiences in social life (Lee & Kim, 2020). Crisis situations bring radical changes in social and
institutional structures, and in cultural, and daily life practices (Eskyte et al., 2020). National or global crises
contain challenging experiences for the lives of individuals with special needs and their families. The COVID-19
pandemic, which is a public health problem, has led to an economic crisis and also to changes in social systems.
The families of individuals with special needs have been heavily affected by these changes (Jesus et al., 2021).

Experiences of Families with Disabled Individuals during the COVID-19 Pandemic

With the COVID-19 pandemic, the global social landscape has changed with the increased stress related
to a possible infection, illness, death, and loss of loved ones, as well as due to strict quarantine and distancing
measures (Ferguson et al., 2020). The measures designed to reduce the use of streets and public spaces and reshape
social life have also affected the lives of individuals with disabilities (Eskyté et al., 2020).

The COVID-19 pandemic, which is a global public health problem, is considered as a period of difficulty
for individuals with disabilities and their families (Jalali et al., 2020). The COVID-19 pandemic has profoundly
impacted the field of public health around the world. It has heightened the inequalities in access to health and
social services among the poor, elderly, and individuals with disabilities. The closure of schools and businesses
due to the measures has caused disabled individuals to be deprived of services and to become socially isolated
(Lee & Kim, 2020). Moreover, there have been delays in responding to the different and diversifying health care
needs of individuals with disabilities (Kavanagh et al., 2020).

Individuals with disabilities, who could not benefit from various services due to the isolation experienced
during the COVID-19 process, had difficulty in fulfilling their general personal care needs independently and
required help in their daily lives (Jalali et al., 2020; Kuper et al., 2020; Lee & Kim, 2020). During the pandemic,
the concern that caregivers could also get sick or be quarantined in families with individuals with disabilities
prevailed (Jalali et al., 2020). In the absence of caregivers due to restrictions, individuals with disabilities faced
difficulties in meeting their bathing, dressing, feeding, and toilet needs (Lee & Kim, 2020). It was observed that
there was a clear need to establish systems that provide a backup caregiver who is fully aware of the needs of the
individual with special needs. In addition, the direct access of many individuals with special needs to the
interventions they need, has been interrupted due to the restrictions on urban and intercity transportation. (Jalali et
al., 2020).

In some disability situations, individuals have primary and secondary health conditions that put them at
higher risk if they get COVID-19 (Kavanagh et al., 2020; Lund et al., 2020). These are risk factors for the severe
course of the disease in case of possible COVID-19 transmission (Sabatello et al., 2020). Individuals with
disabilities are worried not only about losing their lives, but also about losing their family members and relatives.
Mothers who care for these individuals are worried about both their children getting sick and losing them, and
also, about who will take care of their children when they get sick (Lund & Ayers, 2020).

During the COVID-19 pandemic, it has been very important to maintain the necessary health care, social
care, and daily care services provided by family caregivers to individuals with disabilities (Valles et al., 2020).
According to the recommendations published by the World Health Organization for these families, children with
disabilities should be supported in playing games, reading books, learning new knowledge and skills, and
communicating with their friends by phone, message, or social media (WHO, 2020).

During the pandemic period, the needs of the individuals with disabilities who have more difficulties in
areas such as access to protective and preventive services, timely coverage of health and care needs, and social
isolation (Sabatello et al., 2020), are not fully taken into account and they are left alone to meet their needs (Goggin
& Ellis, 2020; Sakellariou et al., 2020). For example, it has been evaluated that the social lives and independent
actions of individuals with disabilities are restricted during the pandemic process. Furthermore, the unsensible
helping behavior that they are exposed to can cause some difficulties and risks, and there are accessibility problems
due to the increase in their use of online platforms (Tek & Yilmaz, 2021).
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While there have been difficulties experienced during the pandemic, there have also been resources that
individuals with disabilities and their families can benefit from. For example, the acceleration of the transition to
digital social life has led to a sense of common solidarity among these individuals who spent most of their time at
home before the pandemic. Also, clear and accurate communication from reliable resources has been crucial for
individuals with special needs during the COVID-19 pandemic. Daily press conferences on the COVID-19
pandemic are presented with subtitles and sometimes translated into sign language. Social media and other media
tools have become an easily accessible form of communication for these individuals to obtain information (Goggin
& Ellis, 2020).

In our country, regulations have been made to support individuals with disabilities and their families
during the pandemic. Critical measures were taken within the framework of institutional care in Turkey, and guides
and videos were prepared for families in cooperation with the Ministry of National Education and the Ministry of
Health. Also, Vefa Social Support Groups provided support to meet the needs of families, especially individuals
with disabilities and the elderly. Furthermore, allowing working individuals with special needs to be put on
administrative leave is considered as a positive preventive step (Aydin, 2020). Although these services facilitate
the lives of individuals with disabilities and their families, the scope of services needs to be revised considering
the difficulties brought by the pandemic (Kurt & Erden, 2020).

In summary, families with disabled children are among the most vulnerable groups, which are most
affected by the COVID-19 pandemic. In the COVID-19 pandemic, the difficulties, problems, and needs of
individuals with disabilities have been neglected. There have been difficulties in creating a solution-oriented
service delivery that reflects the perspectives of these individuals and their families. At this point, this study will
provide a perspective on the experiences of mothers with disabled children and contribute to the spectrum of social
services that need to be provided to individuals with special needs in coping with the pandemic process. It is
important to monitor and research the experiences of individuals with disabilities and their families during the
COVID-19 pandemic in order to create responses for the period after the pandemic and for future crises (Sabatello
etal., 2020). Evaluating the lives of these individuals and their families during the pandemic, and identifying their
problems and emerging needs will guide the planning and delivery of appropriate social services in future crisis
situations. Based on this, the aim of this study was to examine the experiences of mothers who are primary
caregivers in families with disabled individuals during the COVID-19 pandemic.

Method
Research Method

The qualitative research method was used in this study. Qualitative research utilizes qualitative data
collection techniques and aims to evaluate perceptions and events realistically and holistically in the natural
environment, and prioritizes searching and understanding social phenomena in their environment (Yildirmm &
Simsek, 2003).

Within the scope of the study, a phenomenological approach, which is one of the qualitative research
methods, was adopted in order to examine the experiences of mothers with disabled children in a more realistic
and in-depth manner (Khan, 2014). While phenomenological studies aiming to define the common meaning of a
group’s living experience with a phenomenon or concept are realized, some stages are followed up (Flood, 2010).
After the phenomenon is examined, the people who have experienced the phenomenon are identified and data is
collected. Then, the researcher analyzes the data by reducing the information obtained to important expressions
and quotations and combines them under categories. The researcher investigates what people experienced and how
they experienced it, and tries to analyze the general core of the experience. While carrying out phenomenological
research, it is necessary to pay attention to points such as getting rid of prejudices about their own experiences,
cleaning up repetitive and ambiguous statements, recording all statements about the phenomenon, and arranging
the data quickly and efficiently (Moustakas, 1994).

Participants

A purposive sampling method was chosen while forming the participants in this study. Snowball sampling
method was preferred (Yildirim & Simsek, 2003). First of all, the Ethics Committee Report was obtained from the
university that the researchers were affiliated with in order to carry out the study. After this process, interviews
were held with the personnel of a special education and rehabilitation center in Erzurum, and the purpose and
scope of the research were explained. The telephone numbers of the mothers of the individuals with disabilities
who are served by the center were provided to the researchers. Interviews were held on a voluntary basis by making
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an appointment with the mothers of disabled children. During the interviews, the mothers were asked to reach
other mothers with disabled children in Erzurum, apart from the rehabilitation center, and thus the participant
group was expanded via the snowball method. In the first interviews, the researchers introduced themselves and
gave brief information about the content of their research. VVoluntary statements from the participants of the study
were obtained and recorded. The criterion for inclusion in the study was determined as being a mother with a
disabled child. In this process, the status of being diagnosed with COVID-19 in the nuclear family was questioned,
and families in which the members were diagnosed with COVID-19 were excluded from the study since their
experiences may differ.

Most of the mothers (n = 24) that researchers first contacted and interviewed to participate in the study
stated that they could not allocate enough time to participate in the study and they would not be able to participate.
In total, 14 mothers agreed to participate in the interviews and were included in the study.

Table 1
Characteristics of Mothers with Disabled Children and Their Families

No Mother Disabled child  Disabled child Mother Mother Mother working  Total people
age age gender education marital status status at home

1 58 23 Female Literate Married Not working 5

2 26 8 Female High school Married Not working 3

3 28 10 Female High school Married Not working 4
Primary .

4 45 10 Male school Married Farmer 3

5 27 7 Male High school Married Not working 3

6 38 11 Female Primary Widowed Farmer 4
school

7 32 8 Male Primary Married Not working 5
school

8 27 3 Female High school Married Not working 6

Secondary . .

9 36 18 Female school Married Not working 3

10 56 21 Male Literate Married Not working 4

11 34 10 Female High school Married Tradeswoman 5

12 27 4 Female College Married Not working 3

13 43 15 Female Primary Divorced Farmer 4
school

14 35 12 Male High school Married Not working 3

While the ages of the mothers of the children with disabilities participating in the study ranged from 26-
58, the age of the children with disabilities was between 3 and 23. 5 of the children with special needs were boys
and 9 of them were girls. While 6 of the mothers were high school graduates, 4 of them were primary school
graduates, and 1 of them was a secondary school graduate; also 2 of them were literate but did not finish primary
school, and 1 of them was a university graduate. While 12 of the mothers were married, 1 of them was widowed,
and 1 was divorced. The vast majority of mothers did not have an active working life. Only 2 mothers were engaged
in farming and 1 mother was a tradeswoman (Table 1).

The disability of the person in the family was mostly mental (n = 8). This was followed by disabilities
such as cerebral palsy (n = 1), muscle disease (n = 2), and autism (n = 3). Other data included services that children
with disabilities benefit from the special education and rehabilitation center (Ministry of National Education) (n =
8), care and rehabilitation center (Ministry of Family and Social Services) (n = 2), monthly payments for
individuals with disabilities (n = 3), and home care pension (n = 6). Families mostly benefited from services such
as special education and rehabilitation and home care pension (Table 2).
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Table 2
Information Regarding Children's Disability Situation
No  Disability situation Benefited services
1 Mental The monthly payment for individuals with disabilities
2 Mental Special education and rehabilitation center, homecare pension
3 Mental Special education and rehabilitation center
4 Cerebral palsy Care and rehabilitation center
5 Autism Special education and rehabilitation center, homecare pension
6 Mental Does not receive any service
7 Autism Does not receive any service
8 Myopathy Special education and rehabilitation center, homecare pension
9 Mental Special education and rehabilitation center, homecare pension
10 Mental Does not receive any service
11 Myopathy Care and rehabilitation center, monthly payment for individuals with disabilities
12 Mental Special education and rehabilitation center, monthly payment for individuals with disabilities
13 Mental Special education and rehabilitation center, homecare pension
14 Autism Special education and rehabilitation center

Measurement Tool

Within the scope of the study, an in-depth semi-structured interview method was used as a data collection
technique to obtain in-depth information from a small number of participants and to ensure that different aspects
of the phenomenon were understood. This method is widely used to obtain information about individuals'
experiences, attitudes, opinions, complaints, feelings, and beliefs (Yildirim & Simsek, 2003).

In order to prepare the questions for the interviews, first of all, the opinions of the two experts working
in the special education and rehabilitation center where data will be collected, and two faculty members from the
field of social work outside the research group were taken. The interview form was prepared in accordance with
the literature review, and expert opinions consisted of questions such as: (I) how the COVID-19 process went, (I1)
the difficulties of having a child with disabilities in this process, (I1) what it feels like to have a child with
disabilities during this process, (1) what it would be like to stay indoors with a child with special needs. (V) how
the process was experienced for other members of the family, (VI) what services they benefited from in this
process, (VI1) how they coped with the challenges of the pandemic, (V1I1) which situations were supportive, (1X)
what kind of support they expected, (X) what they need in this process. In-depth semi-structured interviews were
conducted with the participants, with introductory information and open-ended questions as the starting point.

Since the study was carried out in the context of the COVID-19 pandemic, telephone video interview was
preferred to reach the participants. A telephone interview is a method that is increasingly used in social science
research with the increase in social changes and technological developments (Carr & Worth, 2001). In telephone
interviews, researchers undertake responsibilities such as constructing and planning an interview, creating the
context of the interview with audio and video communication, meeting the participant, and defining the situation
in which the dialogue takes place (Taylor, 2002). The telephone interview is a cost-effective method that minimizes
interruptions and allows flexibility. On the other hand, this method is not suitable for individuals who cannot
physically reach the phone and make the call, and for those who have language and speech problems (Farooq &
Villiers, 2017). The phone interview also provides the parties with a perception of personal security since the
interview doesn’t happen in the same physical space (Carr & Worth, 2001).

Data Collection

Interviews with mothers, who have children with disabilities who voluntarily agreed to participate in the
study, were conducted via telephone. In the study, data were collected through interviews with 10 mothers twice,
and with 4 mothers three times. Total interview times were 35-50 minutes for each participant with an average of
45 minutes. In the first meeting, the researchers introduced themselves and gave brief information about the study.
The participants were informed about the average duration of the interviews, that the confidentiality of their
information would be protected and that the study could be terminated at any time, subsequently volunteer
statements were taken. Then, a suitable day and time interval were determined for the participants in order to
conduct in-depth interviews, and phone interviews were conducted by calling the participant again at the
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appointment time. During the interviews, voice recordings were taken, notes were taken simultaneously, and the
data were deciphered after the interview.

Data Analysis

All interviews were transcribed during the evaluation of the data. While analyzing the data, the continuous
comparison analysis technique was used. Continuous comparison is a data analysis method in which each
interpretation and finding is compared with the current findings from the data analysis (Percy et al., 2015).
Secondly, with the phenomenological reduction method, the data were reduced according to the phenomenon
(experiences of mothers of children with disabilities during the COVID-19 pandemic) (Sousa, 2014). In the last
stage, the similar experiences of the participants were brought together under certain categories to form the essence
of the phenomenon (Patton, 2002). The Miles and Huberman (1994) model is a data analysis model that argues
that qualitative data analysis consists of three simultaneous activity streams: data reduction, data display, and
conclusion drawing with verification. In this study, following the Miles and Huberman (1994) model, the data was
first reduced to codes and then to categories. Note-taking and data coding were performed simultaneously. In this
way, it was aimed to reduce and edit the data without any significant loss. Then, the data was prepared separately
by the two researchers, and after the comparisons, the codes and categories that were agreed upon were determined.
For the reliability of the study, the ratio expressed as internal consistency in the Miles and Huberman (1994) model
was calculated according to the formula, and the consensus among the coders was found to be 95% [(Agreement
/ (Agreement + Disagreement) X 100] (Miles & Huberman, 1994; Patton, 2002). In addition, transcripts of the
interviews were reported in a way that other researchers could evaluate, and transferability was increased by
quoting directly from the participants.

Findings

In this section, some categories became evident as a result of interviews with mothers of children with
disabilities and direct quotations under each category. The resulting categories were interpreted on the axis of the
COVID-19 pandemic process.

Table 3
Codes and Categories Related to COVID-19 Pandemic Experiences of Mothers of Children with Disabilities

Categories Sub-categories Codes
Problems in accessing services (n = 12)
Problems with distracting a child with disabilities (n = 9)
Problems supporting the development of the child with disabilities (n = 7)
Staying at home (n = 12)
Restriction/isolation Loss of social contact (n = 13)
Decreased social support (n = 8)
Problems in accessing education services (n = 11)
Problems in accessing rehabilitation services (n = 9)
Problems in accessing physical therapy services (n =7)
Concerns about the pandemic (n = 13)
Concerns about loved ones (n = 9)
Concerns about the situation of children with disabilities (n = 14)
Concerns about the future (n = 11)
Continuous effort (n = 13)
Inability to cope (n = 8)
Increased responsibilities (n = 10)
Lack of support services (n = 12)
Inability to keep up with responsibilities (n = 11)
Feeling of inadequacy  Inability to cope (n = 8)
The feeling of loss of control (n = 8)
Having all family members at home (n = 9)
Spending time together ~ Support among family members (n = 9)
Interaction between the child with disabilities and other family members (n = 8)
Online education (n = 8)
Digital contact Social networks/social support (n = 11)
News/information source (n = 9)
Resilience (n = 9)
Strength/patience/faith  Patience (n = 10)
Faith (n = 11)

Doubling/increasing
difficulties

Problems in accessing
services

Increased anxiety

Negative experiences

Fatigue/burnout

Positive experiences
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In this study, the experiences of mothers with disabled children during the COVID-19 pandemic are
clustered into 2 categories as negative experiences and positive experiences. Negative experiences consist of sub-
categories of “Doubling/Increasing Difficulties”, “Restriction/Isolation”, “Problems in Accessing Services”,
“Increased Anxiety”, “Fatigue/Burnout”, “Feeling of Inadequacy”. The positive experiences category includes
sub-categories of “Spending Time Together”, “Digital Contact”, and “Strength/Patience/Faith”. Identified

categories, sub-categories, codes, and frequencies are shown in Table 3.
Category 1. Negative Experiences of Mothers of Children with Disabilities during the COVID-19 Pandemic
Sub-Category 1: Doubling/Increasing Difficulties

Mothers emphasized that new difficulties were added to the difficulties they experienced before the
pandemic and increased exponentially with the pandemic. Social isolation and the process of staying at home are
clearly emerging as the source of the increasing difficulties for mothers. In addition, the decrease in contact with
formal services such as health care, rehabilitation services, and informal social support networks such as extended
family, neighbors, and friends play a role in the increase in the difficulties of mothers. Mothers with disabled
children had to meet all the needs of their children at home within the family and could not get any support from
outside the family for a long time. The social isolation situation, that families having individuals with special needs
often experience, has become more evident during COVID-19. New responsibilities have been added to mothers’
lives such as keeping children with disabilities at home, trying to control the challenging behaviors of these
children in a limited environment, trying to protect them from illness, and striving to support their development
and education. In this process, mothers frequently stated that they needed psychological support.

“Of course, I experienced the difficulties that other people had in this process. I couldn't meet with my
acquaintances and neighbors. We tried to take care of ourselves.” (K8, 27 years old).

“The pandemic has been challenging and has passed with more obstacles while adding to the existing
obstacles. My child could not go to rehabilitation. Even the few hours she spends there feel good to her.
She loves her teachers very much. Her education was also incomplete. At home, we always tried to take
care of ourselves and keep busy.” (K9, 36 years old).

“Psychologically it was very difficult. We go through times that we will remember as a period when we
had a lot of tantrums. From time to time, | needed psychological support and guidance.” (K3, 28 years
old).

Sub-Category 2: Restriction/lIsolation

During the COVID-19 pandemic, the long-term stay at home, the inability to go out, and the loss of
contact with social life limited the communication of mothers with their social circles. Breaking away from social
life has left mothers with disabled children alone among responsibilities such as taking care of their children's
educational needs and keeping them at home. Not being able to go out and be with their loved ones due to
restrictions caused mothers to feel isolated. In addition, the routines of families and children with disabilities have
been disrupted in their normal lives, and their contact with the services has been limited. The mutual support
between mothers in special education and rehabilitation centers has also disappeared. The pandemic has further
restricted the already few social support networks and interaction channels of families with disabled members.
Also, during this pandemic, children could not interact with people they are familiar with such as shopkeepers and
neighbors. The narrowing of the social-environment resources of the families, and the limitations in meeting the
needs, and overcoming the problems has caused mothers to perceive that they are isolated from all resources and
the social life that they can benefit from. Limited social support and professional services have increased the sense
of isolation. Mothers were also deprived of doing leisure time activities such as walking outdoors with their
children without any restrictions. Sample narratives regarding the views of mothers which have been evaluated
under the theme of restriction/isolation are given below:

“It was very difficult not to be able to see the loved ones, not to reach them. It was very painful not being
able to hug them. We were isolated from life. | didn't have family and friends who could be there for me
when I was in trouble. There were many times when I felt alone.” (K9, 36 years old).

“It was very difficult to spend time at home and keep my child busy. She always wanted to go to
rehabilitation. Of course, there was no such opportunity. We had many problems at home, especially in
the first months. Spaces could be created for these children to spend time.” (K11, 34 years old).
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“We couldn't move like we normally do. We couldn't go where we wanted when we wanted. We couldn't
go out when we wanted to. No one was there when we came out. Our whole life has been home. We're
stuck at home. We tried to linger at home. The restrictions could have been less” (P4, 45 years old).

Sub-Category 3: Problems in Accessing Services

The mothers of children with disabilities stated that they had problems in reaching the basic services they
needed during the pandemic. Families could not reach special education and rehabilitation centers, which are of
primary importance for themselves and their children, for a long time. Even when the services provided by these
centers began to operate, they operated only for a short time and in an alternating manner, as the pandemic
conditions continued. Mothers thought that their children might experience educational losses and developmental
regressions due to their inability to access these services. Also, it was understood that mothers cannot benefit from
the health services they use for their children's secondary health problems and regular care needs such as physical
therapy for a long time. At the point of using health services, mothers experienced a dilemma between the
worsening of their children's health conditions and the risk of getting sick by contracting the virus. In addition, the
news made in the media in order not to engage the health systems has misled some families, and the majority of
families were not aware of their children's right to benefit from health care services and their priorities. Some
sample narratives expressing the problems faced by mothers in accessing these services are given below:

“The rehabilitation center is closed. My child became restless because she could not go to the
rehabilitation center. We couldn't take the child for a long time. Now they can go, albeit for a very short
time. I had a hard time calming her down. There she relaxes and her communication improves.” (K6, 38
years old).

“She couldn't go to rehabilitation. She felt sorry. She always spoke about it. Appropriate social activities
could have been done for these children. Apart from that, we could not go to the hospital for a long time.
She was going to physical therapy. We postponed for a long time. We would like hospitals, physical
therapy centers, and rehabilitation centers to continue their service by taking the necessary precautions.
Our physical therapy was left unfinished.” (K12, 27 years old).

“Taking him to hospitals was a very difficult issue. From time to time, we had to go for a checkup. But
we didn't want to go to the hospital and risk it. We're in between. It was told to us not to go to hospitals
unless there was an emergency.” (K4, 45 years old).

Sub-Category 4: Increased Anxiety

It has been observed that one of the prominent experiences of mothers with children with disabilities
during the pandemic process was the intense anxiety they experienced. The anxiety of mothers is clustered in sub-
areas such as general concerns about the pandemic process and uncertainty, concerns about themselves and their
loved ones, and concerns about the future of their children with disabilities. Worries about the pandemic process,
general concerns such as what will happen if the pandemic process is prolonged, and how to deal with this situation
have emerged as a reflection of the uncertainty in the process and the stress created by the new social lifestyle.
Mothers' concerns mostly focused on issues such as protecting their children with disabilities from the disease,
worrying that their children might get worse due to their additional illnesses, what would happen to their children
if they got sick, and problem behaviors of their children during the pandemic, their care, development and being
able to take care of them adequately. According to the mothers' reports, there was a concern that the progress and
skills gained by children with disabilities would be lost since they stayed away from special education services in
this process. On the other hand, while the mothers' anxiety was higher in the early stages of the pandemic, the
sense of control was felt more in the later stages. Some sample narratives reflecting the concerns of mothers during
the pandemic process are given below:

“The future of life is always full of surprises, good or bad. There is nothing we can trust. Who will look
after her if something happens to me? What happens? Thinking ahead makes me anxious.” (K3, 28 years
old).

“What am I going to do if it goes on like this? My daughter also has chronic diseases. It can be serious if
she gets the virus. | try to protect her as much as possible. Then if something happens to me, her father
can't take care of her by himself. I wish the government would provide an assurance for the future of our
children.” (K8, 27 years old).
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“We had to make him asocial at a time when he needed to socialize. This has had a negative impact on
all of us psychologically. We always worried that his condition would get worse. Apart from health
services, psychological and social support services could have been provided.” (K5, 27 years old).

Sub-Category 5: Fatigue/Burnout

Living in the new social conditions caused by the COVID-19 pandemic has led to the perception of fatigue
and burnout in mothers with children with disabilities. Being closed at home with a disabled child, being
disconnected from social life, and staying away from services caused mothers to lose their power from time to
time in this long process. The services they receive to meet the different needs of families with disabled members
are of vital importance for them. The closure of the institutions that meet the education, rehabilitation, health, and
care needs of these children due to the measures, as well as the failure of the families to receive the necessary
support have led to an excessive care burden for these families, and especially for the mothers who usually take
care of children. In order to protect their children with disabilities from illness, mothers have tried to keep their
behavior under control and to increase hygiene. In addition, mothers have undertaken many emotional and physical
burdens such as housework in the family, education, and responsibilities of other children, as well as the adaptation
processes of all other family members. When the mental burden of dealing with the care and education of children
with disabilities all day spread over a long period, it sometimes brought mothers to the point of exhaustion.

“Staying at home was harder than usual. | had to take care of my child more intensely. As | couldn't
control her, when she got angry, | panicked. On the one hand, | tried to protect her from the disease.
Worrying and trying all the time made me tired.” (K6, 38 years old).

“We've all had problems with how to act. We always tried to find a solution. Constantly thinking and
searching for a solution made us very tired. It was very tiring to wait.” (K1, 58 years old).

“It was a bad year. It took too long. It was very tiring to stay closed at home, especially during the months
of prohibition. We always tried to find daily solutions. We tried to implement the activities she did at
school. We were constantly striving for her. It was a very tiring year.” (K3, 28 years old).

Sub-Category 6: Feeling of Inadequacy

Another prominent sub-category in the processes of social isolation and staying at home was the feeling
of inadequacy experienced by mothers. Not being able to reach services, not being able to contact social support
networks, having difficulties in distracting their children, not being able to control the reactions of children, and
not being able to support their development has led to the perception of mothers that they are inadequate in
controlling their children's lives, meeting their needs, and supporting them. Mothers stated that they felt
inadequate, especially in keeping their children at home and controlling their reactions. Families with disabled
individuals needed professional support for their children from outside the family, especially education, health,
care and rehabilitation, and the support of close social support networks in terms of psychological, social, and
instrumental aspects. In this period, where difficulties and concerns increase and services and resources decrease,
the needs of families with disabled members have strained the coping capacity of mothers who assume most of
the responsibility. Sample narratives reflecting mothers' feelings of inadequacy are given below:

“Not me, but he was always off. This hurt me even more. We did our best not to get bored. But sometimes
we fell short. We felt very inadequate.” (K5, 27 years old).

“We were left alone. I had a hard time getting started. She was restless. She was very bored at home. She
made noise. She overwhelmed us. We tried to get her activities done at school. But it wasn't enough.”
(K2, 26 years old).

“Everybody was at home, of course. It was very difficult to spend time at home. I couldn't control her. I
felt inadequate” (P3, 28 years old).

Category 2. Positive Experiences of Mothers of Children with Disabilities During the COVID-19 Pandemic
Sub-Category 7: Spending Time Together

It has been determined that children with disabilities and other family members spent a long time at home
due to Covid19 measures such as staying at home during the pandemic. Most of the individuals in these families
took a break from working, and some of them used flexible working hours or switched to working from their
homes. Children, on the other hand, continued their education at home through the online education system for a
long time. The fact that all family members stayed at home for an extended period of time has increased the time

Ozmete & Pak 2023, 24(1)



EXPERIENCES OF MOTHERS WITH DISABLED CHILDREN DURING THE COVID-19 PANDEMIC 85

spent together by families with disabled children. In this process, the relations between the family members were
strengthened, other family members shared the care burden of mothers at certain levels, and these experiences
facilitated the mothers' coping skills. Some of the mothers stated that family members, especially their spouses
who are usually outside, showed a more empathetic approach and understood mothers' responsibilities and burdens
better. In some families, the interaction between other family members and the disabled child increased, and there
was positive sharing between them. In addition, the effort to take care of the child with disabilities enabled families
to focus on this point and to get away from the general stress of the pandemic. In summary, the fact that families
with children with disabilities were able to spend productive time together has been evaluated among the gains of
the pandemic process for these families.

"I was not alone. My wife and children also took care of my daughter one-on-one. The fact that everything
turned into an online system helped us to spend more time with her. We had a great time. Good thing |
have such a family.” (K8, 27 years old).

“Loving each other very much and having our family together supported me a lot. It was fun and good
for them too. We made time for each other. We didn't get to spend that long. We especially took care of
my daughter.” (K3, 28 years old).

“I had the opportunity to take care of my child more. She has been a source of joy for me and other family
members from time to time. Dealing with her a little distracted us.” (K9, 36 years old).

Sub-Category 8: Digital Contact

As in many families, life in families with children with disabilities has been moved to the digital platform
during the pandemic and technology has become the main source of communication. For these families, online
social networks have been the only source of contact with their relatives for a long time. It has been observed that
mothers frequently make video calls with their extended families, relatives, and acquaintances, and their children
are also happy and receive emotional support from their relatives. In this way, children with disabilities were able
to interact with individuals outside the family, and there was no significant decline in their communication skills.
Digital resources and especially social media have been evaluated as a substitute platform that compensates for
the social support cut off by families during the pandemic, improves the perception of positive social support,
facilitates their coping with the situation, and replaces face-to-face communication. In addition, the internet and
telephone also function for communication with relatives and obtaining information. On the other hand, families
with low socioeconomic status were deprived of technological support from time to time.

“The virtual world has been our hands and feet in this process. Without the video call, we would never
be able to meet with our family and relatives. We also made my son meet with relatives and cousins. It
was good to see them and talk a little. Otherwise, he would have completely withdrawn.” (K14, 35 years
old).

“We all missed meeting each other and hugging our relatives. We couldn't do that, but we used
technology. Video calling has made our life easier. This relieved our loneliness a little. I think seeing my
relatives and friends on Instagram and other people's posts helped us all." (K12, 27 years old).

“Without technology, we wouldn't be able to hear from anyone. The phone became our hands and feet.
But we didn't always use it. We have used our (internet) packages as much as we can.” (K11, 34 years
old).

Sub-Category 9: Strength/Patience/Faith

In the challenging and limited conditions of the COVID-19 pandemic, families tried to produce daily
solutions for themselves, did not give up control, and were able to survive. The pandemic process was evaluated
by mothers as an experience where they stayed on their own and tested their patience and strength. As a result,
these families were able to overcome difficulties in one of the worst scenarios that they may encounter in their
lives and it was seen that this strengthened them. In this process, the supporting points were that the nuclear family
was together and healthy, there was emotional support from other relatives through digital platforms, as well as a
strong belief structure that includes faith, individual characteristics such as being positive and resilience, cash aids
such as home care pension, and regular communication with service professionals. Families stated that during the
pandemic process, they were able to adapt to all the challenging conditions with a low level of support, and they
felt strongly about what could happen in the future. In addition, most of the mothers stated that they realized that
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there were many positive points to be thankful for even during their normal lives and that they did not realize their
value at the time. Moreover, they stated that this process increases their level of trust and patience.

“There is so much we can appreciate. We have always complained about the shortcomings. A virus tied
our hands and feet. It turns out that we should be thankful.” (K9, 36 years old).

“I don't know what could be worse. Something we hadn't thought of has come true. It's like a dream, like
a movie. Thank you for this day. But human strives to live in any condition. No harm came to my family,
this is the most important thing for me. Let's be healthy together and we can overcome anything." (K12,
27 years old).

“Everything in this world is for us. These children are also a test for us. You have to be patient, you have
to try. If it wasn't for my child's situation, maybe | would worry more. | was always focused on her,
protecting her. Of course, there were financial difficulties. But thanks to the aid we received, it kept us
up.” (K1, 58 years old).

When all the findings of the study are evaluated together, it is seen that the COVID-19 pandemic process
is a very challenging experience for mothers with children with disabilities. In addition to the special needs and
inadequacies of their children, the risks, uncertainty, length of the pandemic, the measures and restrictions, staying
at home, and social isolation processes have revealed many negative perceptions and feelings. It has been observed
that these negative experiences are not completely independent from each other, but mutually affect each other.
As the process progressed, mothers developed their own coping methods by using their own resources, and
developed a significant level of resilience in the following processes with their strengths at individual and family
levels.

Discussion

The COVID-19 pandemic has affected all individuals, families, and communities worldwide (Ferguson
et al., 2020; Lee & Kim, 2020). However, some individuals with special needs have become more vulnerable to
the effects of the pandemic due to the underlying social inequalities and high resource needs (Jalali et al., 2020;
Sabatello et al., 2020). The experiences and problems of individuals with disabilities and their families during the
COVID-19 pandemic have been a subject to be considered (Goggin & Ellis, 2020). In this study, in-depth
interviews were conducted with mothers who take care of their children with disabilities and undertake the burden
of care in the family to determine their experiences during the COVID-19 pandemic.

According to the results obtained from the study, the categories describing the experiences of mothers
with disabled children during the COVID-19 process were primarily divided into “Negative Experiences” and
“Positive Experiences”. Subcategories of negative experiences were; ‘“Doubling/Increasing Difficulties”,
“Restriction/Isolation”, “Problems in Accessing Services”, “Increased Anxiety”, “Fatigue/Burnout”, and “Feeling
of Inadequacy”. On the other hand, the positive experiences of mothers with disabled children during the pandemic
were; “Spending Time Together”, “Digital Contact”, and “Strength/Patience/Confidence”. When the categories
and sub-categories are evaluated together, it was observed that the negative experiences are more common, but
mothers mostly gain resilience and adapt during the coping process.

Mothers stated that having a child with disabilities at home increased the difficulties caused by the
pandemic. In addition to the concerns about themselves and other family members specific to the pandemic
process, their specific difficulties such as keeping their children with special needs under control and distracting
them at home, protecting them from illness, and not being able to access health, education, and rehabilitation
services became evident. It is known that the severity or intensity of challenging behaviors increases due to the
lack of education and therapy services during restrictions, especially for some children with special needs who
continue their lives depending on structural arrangements and daily routines (Cox et al., 2020). The risks arising
from the disease itself, reduced access to routine services, and the social effects of restrictions negatively affect
the lives of their families (Shakespeare et al., 2021). Also, individuals with disabilities have health conditions that
make the disease more dangerous for them. Thus, the lack of access to health services makes them more vulnerable.
The United Nations recommends measures such as eliminating barriers to accessing health services for individuals
with special needs and improving service delivery (United Nations, 2020). The stress levels and care burdens of
mothers with disabled children have also increased with the COVID-19 pandemic. At this point, families should
be supported in the care process with services such as psychological counseling, distance education, and counseling
for the personal care of these children (Farajzadeh et al., 2021).
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Staying closed at home with children with special needs under controlled living conditions during the
pandemic, as well as the limitation of the social support networks and formal services have caused mothers to feel
restricted. Mothers stated that their children's social and emotional functioning decreased during this period, and
it became difficult to control them at home. According to mothers, who stated that they normally take their children
out regularly, which relieves their anxiety, but their children could not get rid of their excess energy during the
measures of the pandemic, and they needed professional support due to their increased care responsibilities. The
COVID-19 pandemic has limited the opportunities for individuals with disabilities and their families to participate
in social life. Limiting contacts is quite challenging for many individuals with disabilities who live in the
community and need help in their daily living activities (Valles et al., 2020). While social isolation measures
protect these people from the risk of infection, they can also lead to undesirable results such as not being able to
meet the health, social participation, and socioeconomic needs of their families (Jesus et al., 2021). Social support
resources of families such as friends, relatives, neighbors, and local community members had decreased
significantly (Wilner et al., 2020). Professionals in the field of special education and rehabilitation should be aware
of the stress potential among individuals with disabilities and their families, and must work with them to make the
necessary arrangements (Lund et al., 2020). At this point, there are the recommendations of WHO during the
COVID-19 pandemic as well as in the guides prepared by the General Directorate of Services for the Disabled and
Elderly for different types of special needs (General Directorate of Services for the Disabled and Elderly, 2020).
However, it was seen that the mothers were unaware of these guidelines within the scope of the study. It is
important that the professionals working with families of individuals with disabilities are directed to such
guidelines, which include the services provided and the measures taken.

Among the negative experiences of mothers during the COVID-19 pandemic, it has become evident that
the inability to access the services that they needed was at the forefront. Rehabilitation services could not be
provided for a long time, then they were provided for a very short period. Regarding this situation, mothers were
worried that their children's development would stop or decrease. Not being able to benefit from special education
and rehabilitation services also led to the communication of these children with their teachers, other staff, and
friends being cut off. Direct access to needed interventions for many individuals with disabilities was interrupted
due to restrictions. At this point, distance home learning approaches should be developed for children and young
people with special needs, and their development should be supported with parent, peer, or sibling education
(Mbazzi et al., 2020). In the first wave of the COVID-19 pandemic, rehabilitation services and assistive device
programs have served with a more limited capacity. Physical inactivity or reduced individual rehabilitation can
lead to new risks or worsen existing ones (Jesus et al., 2021; Majnardi et al., 2021). In this direction, tele-
rehabilitation practices can be compensatory. For example, in South Korea, there are practices where innovative
tele-rehabilitation approaches are used from time to time by some centers for treatment, evaluation, and follow-up
before the pandemic (Lee & Kim, 2020). The mothers in this study also stated that they could not use the hospital
services adequately. The capacity of the healthcare system to respond to normal daily demands has been weakened
since the COVID-19 pandemic was declared a state of emergency. The provisioning of many assistive devices,
tools, materials, and services for individuals with disabilities has been affected by these regulations (Goggin &
Ellis, 2020; Jalali et al., 2020). In addition, the lack of critical information about the regulations regarding health
services comes to the fore (Lee & Kim, 2020). At this point, the awareness of the mothers in the study about their
children's healthcare rights is quite low. It is also important to assume an advocacy role by practitioners working
in the field in order to improve access to health and education services. Furthermore, training on urgent and non-
urgent health problems and how to identify them should be offered to individuals and families with disabilities
(Lund & Gabrielli, 2021).

One of the negative situations experienced by mothers during the pandemic is their increasing anxiety.
Mothers are worried that if their children with special needs get sick, their health conditions may worsen due to
additional health problems, and they try to protect their children as much as possible. Also, mothers are concerned
about who will take care of their children in case they become ill. Furthermore, other concerns of mothers include
not being able to control and distract their children at home when the process is prolonged, and that their education
and development may decline. In a study, it was observed that parents who care for their children with mental
disabilities experience higher levels of anxiety compared to the parents of other children, and the level of anxiety
is significantly higher in the early stages of the pandemic (Wilner et al., 2020). In the same study, the low level of
both professional and social support of parents was determined as a risk. In addition, it was observed that the level
of anxiety is higher in families with financial difficulties and problem behaviors (Wilner et al., 2020). The concerns
have partially decreased with the flexibility of regulations and restrictions such as an increase of data on the
disease, vaccination studies, and alternating short-term rehabilitation services. The burden of care and anxiety
levels also increase with the increase in care responsibilities of families (Farajzadeh et al., 2021). In this study, it
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was observed that mothers' anxiety intensified with issues such as the difficulty of accessing official services
during the pandemic, the decrease in their perceptions of social support, and the increase in care burdens. Thus,
the qualitative findings of this study overlap with the quantitative studies. Practitioners from different disciplines
working in the field should be able to evaluate the risks to the mental health of mothers who care for their children
with disabilities and should be able to direct them to appropriate mental health services when necessary. In
addition, flexible counseling services should be provided via telephone or online access, and families who have
difficulties in accessing the internet should be supported to allow them access to such services (Wilner et al., 2020).

Being away from social life, not being able to meet the socialization needs of mothers, and mothers having
to deal with all the needs of their children all the time, have caused physical and mental fatigue and the perception
of burnout from time to time. In addition, decreased functioning due to the failure of children to release their excess
energies and their general disorganization caused mothers to experience more difficulties. The length of the
pandemic is also considered to reinforce the mothers' sense of fatigue. Caring for family members with disabilities
is a stressful process even under normal conditions, and it can sometimes lead to burnout in caregivers (Aktan et
al., 2020). In a study, it was determined that caregivers may need mental health services, especially where social
support is low (Wilner et al., 2020). Despite the increasing care burden during the pandemic, the difficulties in
accessing official services and the decrease in social support resources cause mothers to be physically and mentally
tired (Lund et al., 2020). The depression and anxiety levels of mothers with children with disabilities are higher
than the normal population during the pandemic (Gilson et al., 2021). Another negative experience that increases
burnout is the feeling of inadequacy observed in mothers. In this process where there is a lack of resources, trying
to provide for all the needs of the child with disabilities and not being able to meet all the needs and demands of
their children caused a feeling of inadequacy in the mothers. Most of the time, mothers stated that they were
insufficient in making decisions, producing solutions, and applying them. In families with members who have
special needs, family members may experience pressure and stress depending on the level of their available
resources (Cohen & Mosek, 2019; McConnell et al., 2014). At this point, mothers and families are left alone for a
long time and need more specific and direct guidance from the service units about how they can support their
children. In order to meet the mental health needs of mothers, family-centered tele-rehabilitation programs should
be implemented in order to support the continuity of care in pandemics. These programs should provide tele-
rehabilitation as well as family counseling and psychological support for children with disabilities (Grumi et al.,
2021).

Mothers had positive experiences in addition to the negative experiences they had during the pandemic,
and they adapted to their new lives and showed resilience during the pandemic despite all the difficulties. Some
mothers stated that all family members can spend more productive time together at home, that family members
provide support for the care of their children with disabilities and their interactions with these children increase,
and even that the empathetic approach towards mothers within the family increases. At this point, the type of
disability, the child's challenging behaviors, and the level of conditions that require care can be considered as
factors affecting the functioning of families (Meral, 2022). The adaptation process and the functioning of the
family depend on factors such as the stage of the family's life cycle, the age of the child, the characteristics of the
family members, and the general functioning of the family system (McConnel et al., 2014). Families with high
functioning before the pandemic are probably able to maintain this functioning despite the difficulties caused by
the pandemic. In this study, a positive family climate is the greatest strength of mothers with disabilities. In
addition, families stated that they were able to meet with their relatives using digital channels, which reduced their
feelings of loneliness and received emotional support. At this point, digital contact becomes the primary interaction
tool and source of social support, and facilitates the harmony of families. Among the positive experiences of
mothers with disabled children, experiences such as empowerment, patience, and submission were observed.
Mothers were able to survive and adapt to challenging conditions such as the pandemic process. At this point, the
foundations of strength and resilience in mothers are evaluated as having a connected family, spiritual elements
such as faith, and individual characteristics such as a positive perspective. Considering that family members spend
more time with each other in emergencies such as a pandemic, supporting family functioning can increase the
psychological growth experience of family members (Werner et al., 2022). In addition, certain religious, spiritual,
or cultural needs that may be beneficial in families having individuals with disabilities should be addressed and
used in the delivery of mental health services (Alexander et al., 2020).

This study presents some data on a hard-to-reach sample group among vulnerable individuals during the
pandemic. However, the study has certain limitations. The most obvious limitation of this study is that the
interviews were conducted via telephone due to the restrictions during the pandemic period. This has led to the
inability to provide long-term interaction, which is important for qualitative research (Lincoln & Guba, 1985). The
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limitation of just having a phone interaction can be considered as a factor that makes it difficult for mothers to
express themselves more easily and to create a sense of trust compared to face-to-face interviews. It was observed
that the rapid completion of the interviews on the phone due to time constraints affected the interviews, and the
interviews were sometimes interrupted due to the collection of data in 2-3 interviews.

Results and Suggestions

The COVID-19 pandemic and its effects on social life create intense anxiety and stress for families about
the future, and especially mothers with disabled children are heavily affected by the pandemic. Among the mothers
who had difficulties in their normal lives before the pandemic, the difficulties are multiplied by experiences such
as anxiety, feelings of inadequacy, burnout, and the perception of restriction. In this process, families strive to
create their own resources and use their strengths such as having a family bond, digital communication, and
individual strengths. Mothers need more flexible services and psychological support. At this point, interventions
and practices at micro, meso, and macro levels targeting individuals with disabilities, their families, and service
providers should be produced, and the necessary measures targeting these vulnerable groups should be taken for
future crises.

Based on the findings of this study, some suggestions for practice and further research can be made.
Professionals working with individuals with disabilities should mediate in solving the problems faced by families
during the pandemic and in providing the resources they need. Telephone lines should be established where
families can receive direct information and be directed when they have any problems. Coordination and
cooperation between disciplines should be ensured in areas such as health, education, social work, and social
welfare; and commissions should be established in local governments.

Services such as psychological counseling for mothers with disabled children, individual counseling to
support the rehabilitation and education of children at home, and referral to resources can be provided. In this way,
support can be provided for mothers to cope with negative emotions such as feelings of inadequacy, isolation, and
various anxieties and to help facilitate their lives. By adopting a crisis intervention approach with mothers, short-
term counseling services can be provided. Due to the pandemic conditions, it may be appropriate to provide
consultancy services online and via phone. These services can be offered in the form of developing coping
strategies, supporting mothers' strengths, and solution-oriented interviews. In addition, professionals working with
individuals with disabilities can take on roles such as teaching, guiding, and facilitating. Especially in terms of
access to health services, medical social service units in hospitals can function.

Considering that problematic behaviors cause various difficulties for mothers, creating break times where
families can relax, and designing games and activities can enable them to release their energy and create
interactions. At this point, special education and rehabilitation centers can support families with short-term
services. Non-governmental organizations and volunteers can also be encouraged to participate in such services.
In addition, families should be guided about alternative activities where children with disabilities can be
entertained at home according to their developmental status. At this point, the recommendations of WHO and the
guidelines prepared by the General Directorate of Services for the Disabled and Elderly for different types of
special needs can be used.

In further research, an evaluation can be made of the family system by examining the experiences of other
family members other than mothers. In addition, the observations and evaluations of professionals will contribute
to the field to evaluate the concrete losses experienced by children. In the research process, evaluating the
experiences of mothers with quantitative measurements as well as qualitative data will increase the diversity of
the findings.
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