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Oz
Giris: Bu arastirmanin amaci yetigkinlik doneminde olan zihin engelli bireylerin birinci derecede bir yakinimi

kaybettiginde 6lim kavramini algilama bigimleri, yas siireci deneyimleri ve yasanan kayiptan sonra hayati nasil
anlamlandirdigina dair goriislerini incelemektir.

Yontem: Bu arastirma nitel arastirma yontemlerinden fenomonolojik desenle yapilmais, veriler yar1 yapilandirilmis
goriigmeler kullanilarak toplanmis ve betimsel analiz kullanilarak analiz edilmistir. Katilimcilar 6l¢iit 6rneklem ve
kartopu 6rneklem stratejisiyle belirlenmistir. Arastirmaya katilan bireyler 21-65 yas araliginda olan 10 yetigkin
zihin engelli bireylerden olugmaktadir.

Bulgular: Elde edilen sonuglar 5 temada toplanmistir. Bu temalar 6liim kavrami, 6liim haberi, 6lim kelimesinin
hissettirdigi duygular, cenaze téreni ve mezar ziyareti, yas siireci ve yasananlardir. Bulgulara bakildiginda bir
katilimc1 6liimiin bes bileseninin tiimiinii dogru anladigini gosteren ifadeler kullanmigtir bununla birlikte diger
katilimcilarin biiyiik ¢ogunlugu Sliimiin bazi alt bilegenlerini anliyor gibi gériinmektedir. Katilimcilarin hepsi
cenazeye katilmis ve yas siirecinde yogun olarak {iziintii yasadiklarini ifade etmislerdir. Yas siirecinde biiyiik
¢ogunlugu tasindigini, psikolojik yardim aldigini ve yalniz kaldigin diisiindiiklerini bildirmislerdir.

Tartisma: Elde edilen sonuglara bakildiginda yetiskin zihin engelli bireylerin 6liimii tiim boyutlariyla olmasa da
bazi boyutlariyla anladigi sonucuna ulagilmistir. Yaganilan kiiltiiriin ve dini inanislarin etkisiyle kurulan teselli
climlelerinin onlarin 6liim anlayiglarini sekillendirdigi goriilmektedir. Bu durum goz oniine alindiginda dogru bir
6liim anlayis1 igin zihin engelli bireylere 6liim egitiminin uygulanmasi gerekmektedir.

Anahtar sozciikler: Yetiskin zihin engelli bireyler, 6liim kavrami, 6liimiin bilesenleri, zihin engelli bireylerde yas
slireci, cenaze ve mezar.

Anf'igin: Candeger, A., & Taymaz-Sari, O. (2025). Yakinlari 6len yetiskin zihin engelli bireylerin 6liim kavrami
gelisimi ve yas siireci. Ankara Universitesi Egitim Bilimleri Fakiiltesi Ozel Egitim Dergisi, Erken
Gériiniim. https://doi.org/10.21565/0zelegitimdergisi.1503010
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Giris
Oliim hayatimizin ayrilmaz bir pargasidir ve tim insanlarin yiizyillar boyunca ilgilendigi, anlamaya
galistig1 bir konu olmustur (Tanhan & Inci, 2009). Yetiskinlik doneminde bireyler, biitiin canlilarin 6lecegini,
Olimiin hayatin son basamagi oldugunu, 6liimden kagilamayacagini ve 6liimiin geri dondiiriilemez oldugunu,
6liimiin sebebinin viicudun isleyisindeki bir bozulmadan kaynaklandigini kabul eder (Slaughter, 2005). Cocuklar

iginse 6liim kavramini anlayabilmek kisa siirede ve kolay bir sekilde gergeklesmez. Bu kavram ¢ocugun zihinsel
ve duygusal gelisimiyle birlikte yavas yavas sekillenmeye baslar (Dunning, 2006).

Oliimiin alt bilesenlerinin sayis1 yapilan ¢aligmalarda cesitlilik gosterse de bu kavrami arastiran
aragtirmacilarin ¢ogu 6liim kavraminin bilesenlerinin asagida agiklanan bes yoniiniin 6nemini kabul etmektedir:

1. Kacinilmazlik: Yasayan tim canlilarin mutlaka 6leceginin kabul edilmesi, 6liimden kacilamayacaginin
anlasilmasi.

2. Evrensellik: Diinyada olan tiim canlilarin ve kendisinin leceginin kabul edilmesi
3. Geri doniilmezlik: Olenlerin tekrar yasama geri gelmeyeceginin kabul edilmesi.

4. Sonlanma: Oliimiin, hayatimizin son basamagi oldugunun, yasam fonksiyonlarinin durdugunun kabul
edilmesi.

5. Nedensellik: Oliime bedenin isleyisinde olusan bir bozulmanin sebep oldugunun kabul edilmesi
(Slaughter & Griffiths, 2007).

Oliim olayin1 anlayabilmek herkes igin zor bir durumken zihin engelli kisilerin &liimii nasil algiladig
merak uyandirmaktadir (McMaugh vd., 2017). Maureen Oswin, 70°1i yillarin baglarinda The Empty Hours isimli
kitab1 i¢in arastirma yaparken, zihin engelli bireylerin yakinlarinin 6liimiiniin ardindan yas siireci deneyimleri ile
ilgilenmeye baslamistir. Oswin'in c¢aligmalari, birgok arastirmacinin bu alanla ilgilenmesine onciiliik etmigtir
(Balackmann, 2008). Yapilan ilk caligmalarda aragtirmacilar, zihin engelli bireylerin 6liim kavramini anlama
diizeylerini biligsel gelisimleriyle iliskilendirmistir (Wadswarth & Harper, 1991). Bihm ve Elliott (1982) zihin
engelli bireylerin oliim algilariyla Piaget’in gelisimsel asamalari arasindaki iliskiyi incelemisler ve biligsel
diizeylerinin 6liim kavrami gelisimleriyle iligkili oldugu sonucunu bulmuslardir. Bihm ve Elliot’un acgikladigi
sonuglarin aksine Oxford (1985), Piaget’in bilissel gelisim asamalariyla 6liim kavrami geligimi arasinda bir iliski
bulamamis ancak zihin engelli bireylerin Oliimle ilgili inanglarinin daha Once yasadiklart &limle ilgili
deneyimleriyle iliskili oldugunu bulmustur (Wadsworth & Harper, 1991).

Chow ve digerleri (2017), zihin engelli 110 katilimcinin oldugu bir aragtirmada 14 katilimcinin 6liimiin
alt bilesenlerinin hepsini bildigi, katilimcilarin yarisindan ¢ogunun geri doniilmezlik ve sonlanma alt bilesenini,
ticte birinin ise evrensellik ve nedensellik alt bilesenini bildigi saptanmistir. En diisiik puani alan bilesen ise
kaginilmazliktir. Yas, cinsiyet ve 6z bakim becerisinin bes bilesen ile iligkili olmadig: ancak daha 6nce yaganan
yas deneyimi ve biligsel diizeyin 6liimiin alt bilesenleriyle iliskili oldugu saptanmistir. Rodriguez ve digerleri
(2015) zihinsel engelli 380 kisinin %85 inin 6liim kavramini ve nedenlerini, %81 inin 6liimiin geri doniilmezligini,
%77 sinin sonlama bilesenini ve %76’sinin evrensellik bilesenini bildigi tespit edilmistir. Bunun yaninda 6liim
kavramini anlama ve yasla bas edebilmenin zihinsel engel diizeyiyle anlamli bir iliskisi oldugu saptanmustir. Elde
edilen bagka bir bulgu da 6liimiin anlagilmasinin 6liim olayinin iizerinden zaman gegtikce (yani 6liimden bir yil
sonra) arttigidir. McRitchie ve digerleri (2014) zihinsel engelli bireylerin ilk yas deneyimleri siirecinde iiziintii,
kaygi, yalniz hissetme, inkar etme, caresiz kalma ve kacinma gibi farkli duygusal tepkileri yasadiklarimni
bildirmislerdir.

Saglik hizmetlerine ulagim ve yasam tarzlarindaki olumlu degisimler sebebiyle zihinsel engelli bireylerin
yasam siirelerinde bir artis oldugu gozlenmektedir (Coppus, 2013). Bunun sonucunda hayati boyunca en az bir kez
yas deneyimi yaganmasi beklenmektedir (Blackman, 2013). Zihin engelli bireyler genellikle diger aile tiyeleriyle
birlikte yaslarini yasayamazlar. Bu davranis daha ¢ok bireyi koruma amagl yapilir ancak boyle davranildiginda
¢ok daha biiyiik sorunlar olabilir (Blackman, 2008). Bu gibi durumlarda zihin engelli bireyler “unutulmus insanlar”
olma riski altindadir (Boyden, 2010). Kitching (1987) yaymladig1 bir vaka ¢alismasinda kirk yasinda zihin engelli
bir bireyin annesinin kanser tanisi aldiktan sonra bireyin bu durumu anlamadig diisiiniilerek annesinin ziyaretine
gotiiriilmedigi ve bir siire sonra annesinin dldiigiinii ifade etmistir. Annenin 6liim haberine basta tepki vermedigini
ama 10 ay sonra 6fke patlamalar ve fiziksel agrilarla psikiyatri servisine yonlendirildigi ve yas terapisinden sonra
sorunun ¢ozildigl bildirilmistir. Yayinlanan benzer bir ¢aligmada 6liimii dogru bir sekilde anlamlandirmamis
zihin engelli bireylerin yakinlarmin dlimiinden sonra yasadiklar1 problemleri (fiziksel agrilar, kaygi bozuklugu,
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aglama krizleri) dile getirmistir (Kloeppel & Holllns, 1989). Bu nedenle zihin engelli bireylerin 6liim kavramini
dogru bir sekilde anlamasi gerekir. Zihin engelli bireyler cogu durumda, yetiskinlige kadar ebeveynleri tarafindan
evde bakilir. Bir ebeveynin 6liimiiyle zihin engelli bireyin hayatinda bagka kayiplar (ev degistirme, yeni insanlara
aligma) da yasanabilir. Yeni ortamdaki yeni insanlar yakin zamanda yasanan kayiplardan dolay1 gosterdikleri keder
ifadelerini gézden kagirarak bunlarin daha ziyade engellerinin belirtileri oldugunu diisiinebilirler (Dodd vd., 2005).
Zihin engelli bireylerin yas tepkilerinin ne oldugunun belirlenerek yakinlarinin bilgilendirilmesi hem yeni
hayatlarina alismaya ¢alisan zihin engelli bireyler hem de yakinlar1 agisindan dnem tagimaktadir. Oliim kavrami
ve yas siireciyle ilgili iilkemizde yapilan arastirmalar incelendiginde bu konu ile ilgili az sayida ¢alismaya
rastlanmistir. Uluslararasi yapilan arastirmalara bakildiginda normal gelisim gdsteren ¢ocuklarin 6liim kavrami
gelisimiyle ilgili kapsamli bir alanyazin bulunmaktayken zihin engelli bireylerin 6liim kavrami gelisimiyle ilgili
nispeten daha az calisma yapildig: goriilmektedir. Bu arastirmada zihin engelli bireylerin 6liimiin alt bilesenlerini
nasil anladig, yas siirecinde yasadiklari, yaslarini ifade edis sekilleri belirlenmeye calisilmistir. Bu arastirmayla
zihin engelli bireylerin sosyal destek agi igerisinde olan yakinlarina ve uzmanlara cenaze ve yas siireclerinde nasil
bir yol izleyeceklerine dair yol goéstermesi beklenmekte ve caligmanin alana bu yoniiyle katki saglayacagi
diistiniilmektedir. Bunun yaninda bu ¢aligmada zihin engelli bireylerden yas siirecine iligskin yapilmasi gerekenler
hakkinda onerileri alinmistir ve bu 6nerilerin 6liim deneyiminden sonra ortaya ¢ikabilecek sorunlarin ¢6ziilmesine
katki saglayacagi diisiiniilmektedir. Bu bilgiler dogrultusunda bu arastirmada yetiskin zihinsel engelli kisilerin
ebeveyni ya da kardeslerinden biri 6ldiigiinde 61iim olayini nasil anladigi, yas doneminde yasadigi deneyimleri ve
6liimden sonra hayatinda olan degisimler ve bu degisimleri nasil anlamlandirdigina dair goriiglerini incelemek
amaglanmigtir. Bu amag dogrultusunda asagidaki sorular olusturulmustur:

1. Birinci derece yakini 6len zihin engelli kisilerin 6liim kavrami ve alt bilesenlerine iligkin bilgi ve goriisleri
nelerdir?

2. Yetiskin zihinsel engelli kisilerin birinci derecede bir yakini dldiikten sonra deneyimledikleri duygulara
iligkin goriisleri nedir?

3. Birinci derece yakini 6len yetiskin zihinsel engelli kisilerin cenaze ve mezarlik ritiiellerine katilim
saglamaya ve cenaze siirecinde deneyimlediklerine iliskin goriigleri nelerdir?

4. Birinci derece yakini 6len yetiskin zihinsel engelli kisilerin yas donemine iligskin duygu, diislince, goriis
ve Onerileri nelerdir?

Yontem
Arastirma Yontemi

Bu arastirma nitel arastirma desenlerinden fenomonolojik desen kullanilarak yapilmistir. Nitel olarak
yapilan ¢aligmalar gdriisme, gozlem, dokiiman analizi gibi ¢esitli yontemlerin kullanildigi, aragtirmaya katilan
bireylerin bakis acilarini, olayla ilgili algilarini ve yaganilan durumlarin dogal ¢evre igerisinde gergekgei ve biitiinciil
bicimde ortaya konmasini hedefleyen arastirmalardir (Yildirim & Simsek, 2016).

Fenomenoloji deseninde hedef olgularin kisilerin {istiindeki etkilerini anlamaya ¢alismaktir. Bu sebeple
hipoteze dayali nicel yontemlerin tersine fenomenoloji, yasanilan deneyimin altinda yatan anlami ortaya ¢ikarmay1
amaglamaktadir (Wertz, 2005). Arastirmacilar, kisisel yasantilar sonucunda ortaya ¢ikan igsel diinyasini1 anlamak
icin her bir katilimcinin yasam diinyasina ulagmaya calisirlar. Yasam diinyas: ile kastedilen kiginin yasam
deneyimi, bilinci, hisleri ve i¢ konusmalaridir (Christensen vd., 2015). Arastirmacilar, belli bir fenomenin ne
anlama geldigini, temelinde ne oldugunu ortaya ¢ikarmaya ¢alistiklarinda fenomenoloji desenini kullanmaktadir
(Edmonds & Kennedy, 2017). Bu aragtirmada yakimlarin1 dlen bireylerin yasadiklari deneyimden sonra 6lim
kavrami ve alt bilesenlerine yonelik algilar1 ve bilgileri, yasadiklar1 olayin ardindan hissettigi duygulari, yaslarini
nasil yagadiklar1 ve 6liim olayindan sonra yaganilan deneyimin onlar i¢in ne ifade ettigi belirlenmeye caligilmistir.
Bu nedenle bu arastirmada fenomenoloji deseni kullanilmustir.

Calisma Grubu

Bu aragtirmada amaclhi 6rnekleme yontemlerinden olan dlgiit drneklem stratejisi kullanilmis ve kartopu
orneklem yontemiyle katilimeilara ulagilmistir. Bu arastirmaya katilacak bireylerin birinci derece yakini dlmiis
olmasi, yetiskinlik doneminde olmasi ve 6liim olayini iizerinden en az bir yil gegmis olmast 6lgiit olarak
sunulmustur. Alanyazinda yapilan aragtirmalara bakildiginda (Kitching, 1987; Kloeppel & Holllns, 1989) zihin
engelli bireylerin 6liim olayma verdikleri tepkilerin {izerinden bir seneye yakin bir siire gectikten sonra ortaya
ciktig1 goriilmektedir. Oliimiin geri doniilmezlik bileseninin anlagilabilmesi iginde bazi zihin engelli bireylerin

Candeger & Taymaz-Sari ERKEN GORUNUM



YAKINLARI OLEN YETISKIN ZIHIN ENGELLI BIREYLERIN OLUM KAVRAMI GELISIMI VE YAS SURECI 4

biraz zamana ihtiya¢ duyacaklar diisiiniilmektedir. Ayrica annesi veya babasi yeni 6lmiis bir bireyle goriisme
yapip bu sorularin yoneltilmesinin yas siirecinde onlar1 olumsuz etkileyecegi diisiiniilerek 6liim olayinn {istiinden
en az bir yil gecmis olmasi 6l¢iit olarak belirlenmistir. Kartopu ornekleme yontemi g¢alisma igin kaynak
olusturacagi diisiiniilen bireyler vasitasiyla diger insanlara ulagilmast ve boylece daha fazla kisiye ulagilarak
¢aligma grubunun giderek biiylimesi seklinde tanimlanmaktadir (Kiimbetoglu, 2015). Bu arastirmada gériismelere
baslanirken yapilan duyurular araciligiyla olgiite uyan bir katilimciya ulasilmistir. Sonraki alti katilimciya bu
katilimeinin yakini araciligiyla ulasiimastir.

Arastirmaya katilan bireyler, yetiskinlik déoneminde olan zihinsel yetersizlige sahip, yaslar1 21-65 yas
araliginda degisen on bireyden olugmaktadir. Katilimcilarin ebeveynlerinden biri veya her ikisi Olmiistiir.
Katilimeilarin 6liim deneyimini yasamasinin listiinden en az bir y1l gegmistir. Katilimcilar analiz stirecinde K1 ve
K10 arasinda kodlanmigtir. Katilimcilarin demografik 6zellikleri Tablo 1’°de aktarilmustir.

Tablo 1
Katilimcilarin Demografik Ozellikleri

B:(Ii?e Yas Cinsiyet Kardessayist  Meslek Anne;ﬂgyatta Baba:nrgyatta Kiminle yastyor? gﬁ:ﬁ&ydl}; %lililzses;l
K1l 38 E 3 Isci Evet Hayir Annesi Evet Hafif
K2 45 K 6 Calismiyor Hayir Hayir Ablalar1 Evet Hafif
K3 55 K 6 Calismiyor Hayir Hayir Ablalart Evet Orta
K4 65 E 4 Emekli Hayir Hayir Ablasi Evet Orta
K5 54 E 2 Calismiyor Hayir Hayir  Abisinin alt katinda tek Evet Orta
K6 24 K 2 Caligmiyor Evet Hayir Annesi Evet Orta
K7 21 E 2 Caligmiyor Hayir Evet Ninesi Evet Hafif
K8 35 K 4 Caligmiyor Evet Hayir Annesi Evet Hafif
K9 40 E 2 Calismiyor Hayir Hayir Amcast Evet Orta
K10 48 K 3 Calismiyor Hayir Hayir Tek Evet Hafif

Veri Toplama Araclan ve Siireci

Bu arastirmada veriler yar1 yapilandirilmis goriismeler, demografik bilgi formu ve arastirma giinliigii
kullanilarak elde edilmistir. Fenomenolojik desenle calisilan aragtirmalarda yaygin olarak kullanilan teknik
goriigmedir (Greasley & Ashworth, 2007). Fenomonolojik desenle galisilan arastirmalarda veriler aragtirmanin
hedefledigi fenomeni tecriibe eden ve bu fenomeni disa yansitabilecek bireyler ya da gruplar i¢inden elde edilir.
Olgularla alakali tecriibeleri ve bu tecriibelerin ne anlama geldigini belirleyebilmek icin goriigmeler yapilir
(Bliyilikoztiirk vd., 2013). Yart yapilandirilmis goériismeyi segmekteki amag, zihin engelli bireylerin yakininin
olimi nasil deneyimleyip ne sekilde disa aktardigii 6grenmek i¢in ek sorular sormaya ve agiklamalarda
bulunmaya firsat verecek bir teknige gereksinim duyulmus olmasidir. Gérligme formu olarak hazirlanan formda
13 goriisme sorusu bulunmaktadir. Sorularin hazirlanma siirecinde rehberlik ve psikolojik danigmanlik
boliimiinden iki, 6zel egitim bolimiinden ii¢ farkli uzmanin goriigiine basvurulmus ve sorularin son sekli
verilmistir. Belirlenen goriisme formu agik uglu ve kapali uglu olmak iizere iki soru tiiriinden olusmaktadir. Kapali
uclu sorular (6r.; Bir insan dldiigiinde yiyeceklere ihtiyaglart var mi1? vb.) dzellikle 6liimiin alt bilesenlerine dair
bilgi diizeylerinin ortaya ¢gikabilmesi i¢in kullanilmistir. Goriismeler sirasinda bu soru dncelikle goriisme formunda
olan ilk haliyle (Oldiikten sonra insanlarin viicudunda nasil degisimler oldugunu diisiiniiyorsun?) sorulmus ancak
katilimcilarin tamamina yakinindan cevap alinamadigi ig¢in hazirlanan kapali uglu sonda sorularla bilgiye
ulasilmaya calisilmistir. Goriismeler sirasinda sadece bilgi diizeylerinin ne oldugunu belirlemeye ¢alisirken kapali
uglu sorular kullanilmis daha sonrasinda duygulari, goriigleri, 6nerileri ve deneyimlerini ortaya ¢ikarabilmek igin
acik uglu sorular (Yasadigin kayiptan sonra yagaminda olan degisimler hakkinda neler sylersin? /diigiincelerin
nelerdir?, Yakminin 6ldiigiinii sana nasil sdylediklerini anlatir misin? vb.) kullanilmistir.

Uzmanlardan gelen oOneriler arasinda goriigmelerin psikolojik danigman esliginde gercgeklestirilmesi
goriigii yer almaktadir. Aragtirmacinin kendisi lisans siirecinde ¢ift anadal yapmis ve hem 6zel egitim hem de
psikolojik danigmanlik ve rehberlik bdliimiinden mezun olmustur. Bu sebeple arastirmaya ikinci bir psikolojik
danigman dahil edilmemistir. Goriismeler sirasinda higbir zorluk yasanmamis aksine bazi katilimcilar bu durumu
konugmaktan hoslandiklarini dile getirmistir.

Aragtirmaci giinliigii; kisa notlar, fikirler, gézlemler, dogrudan alintilar ve izlenim gibi farkli verilerinden
olugmaktadir (Johnson, 2005). Arastirmaci, bu calismaya bagladig1 glinden itibaren siirecin sonuna kadar her

Candeger & Taymaz-Sari ERKEN GORUNUM



YAKINLARI OLEN YETISKIN ZIHIN ENGELLI BIREYLERIN OLUM KAVRAMI GELISIMI VE YAS SURECI 5

asamada giinliik tutmustur. Arastirma boyunca yaptiklarini, goriigme sorularinin hazirlanmasini, katilimcilarin
belirlenmesini, goriismeleri ve analiz asamasini kisacasi tiim siireci yaninda olan deftere kaydetmistir. Gorligmeler
sirasinda ise goriismeye baslamadan 6nce, gorligme sirasinda ya da goriismeden sonra gerekli gordiigii durumlari,
hissettiklerini, gozlemlerini ve ona anlatilanlari not almigtir. Aragtirmaci sonrasinda bu notlar1t Word dosyasinda
hazirladig1 giinliik sablonuna aktarmistir. Goriigmeler boyunca toplam 41 sayfa giinliik yazilmistir. Béylece tim
stireg net bir sekilde goriilebilmektedir. Arastirmaci giinliikleri betimsel detaylar1 yansitmasinin 6tesinde, nitel
arastirmalarda dnemli olan “inandiricilik” kavraminin saglanmasinda da ¢ok dnemli bir veri kaynagidir (Findiklh
& Saygin, 2023). Bu arastirmadan elde edilen verilerin inandiriciligini arttiracagi diisiiniilen giinliik verisi
arastirmaya dahil edilmistir. Dahil edilen giinliik verisinin yasanilan durumu farkli bir bakis agisiyla gérmemizi
saglayacagi diisiiniildiigiinden arastirmacilarin ortak karariyla arastirmaya dahil edilmesine karar verilmistir.

Demografik bilgi formunda goériisme yapilan bireylerle ilgili ve aragtirmanin igerigine katki saglayacak
bilgiler bulunmaktadir. Bu formdaki sorular katilimcilara ayr1 ayri sorulmus ve cevaplari elle yazilmistir.

Veri Toplama ve Analizi

Veri toplama asamasina Marmara Universitesi Egitim Bilimleri Enstitiisiiniin 09.09.2022/07-23 tarihli ve
371159 sayili karart ile etik kurul izni alinarak baglanmistir. Goriismelere gegildiginde ilk olarak hem katilimcilara
hem de ailesinden bir kisiye arastirmaya katilmaya goniilli olduklarimi bildiren katilimci onam formu
imzalatilmistir. Tiim goriismeler yiiz yiize olacak sekilde gergeklestirilmistir. Bu ¢alismada veriler 11.10.2022 -
13.01.2023 tarihleri arasinda toplanmig ve goriismeler 13-45 dakika arasinda yapilmistir. Hazirlanan formda
bulunan sorular yoneltilmis ve Android iki telefon ile kayit altina alinmistir.

Bu arastirmada veriler betimsel analiz yoluyla analiz edilmistir. Betimsel analizde amag, elde edilen
verileri agiklayabilecek kavramlara ve baglantilara ulagsmaya ¢aligmaktir. Betimsel analiz dort basamaktan olusur.
Bunlar; konuyla ilgili bir ¢erceve olusturma, bu gerceveye gore verilerin iglenmesi, bulgularin tanimlanmasi ve
yorumlanmasidir (Yildirim & Simsek, 2016). Bu arastirmada goriismeler tamamlandiktan sonra ses kayitlar
betimsel veri tablolarini kullanarak yaziya dokiilmiistiir. Katilimcilara K1-K10 arasinda kodlar verilmis sonrasinda
elde edilen dokiimler tekrar tekrar okunmus ve kodlamalar yapilmigtir. Kodlama asamasinda iki aragtirmaci
birlikte calismistir. Son asamada birbirleriyle baglantili olan kodlar 6nceden belirlenen temalar altinda
toplanmustir.

Gegerlilik ve Giivenirlik

I¢ gegerliligin/inandiriciligin arttirilabilmesi igin uzun siireli etkilesim, belirlenen amag¢ dogrultusunda
derinlemesine veri toplama, uzmanlarin yaptigi incelemeler ve elde edilen ¢ikan iriiniin katilimcilar tarafindan
teyit edilmesidir (Lincoln & Guba, 1985). Bu arastirmada goriisme sorular1 olusturulduktan sonra 5 uzmandan
gorlis alinmig ve uzmanlardan gelen doniitlerle birlikte sorular son seklini almistir. Goriismeler sirasinda
katilimcilarin goriiglerinin dogru anlagildigindan emin olmak i¢in sik sik katilimcilara sdyledikleri ciimleler tekrar
edilmis ve dogrulugu teyit edilmistir. Dis gecerlilik i¢in elde edilen veriler oldugu gibi arastirmacinin goriisleri
katilmadan analiz edilmistir. Miles ve Huberman’a (1994) gére yapilan tanimlamalarin daha anlasilir olabilmesi
icin arastirmacilarin ayni veri seti iistiinde kodlama yaparak caligmasi gerekmektedir. Bdylece elde edilen kodlarin
ne anlama geldigi ve hangi veriyi kapsadigiyla ilgili ortak bir fikre ulagmak miimkiin olur. Degerlendiriciler arasi
giivenirlik verileri i¢in yansiz atama yoluyla belirlenen dort gériisme Eskisehir Osmangazi Universitesi’nde 6zel
egitim alaninda doktorasini yapan bir uzmana gonderilmistir. Arastirmaci ve uzman kodlamalar {istiinde ayr1 ayri
caligtiktan sonra karsilastirma yapilmistir. Degerlendiriciler aras1 giivenirlik “Gortis birligi / (Goris birligi + Goriis
ayriligi) X 100” formiilii kullanilarak yapilmig ve %100 olarak hesaplanmistir.

Bulgular

Bu aragtirmadan elde edilen bulgular 6liim kavrami, 6liim kelimesinin hissettirdigi duygular, 61iim haberi,
cenaze toreni ve mezar ziyareti, yas siireci ve yasananlar olmak iizere 5 temada toplanmustir.

Oliim Kavrami

Oliim kavrami temasinda ii¢ kategori olusturulmustur. Bunlar; &liimiin alt bilesenleri, dini bilgiler,
Olimiin tanimidir. Olusturulan kodlar Tablo 2’de gosterilmistir.
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Tablo 2
Oliim Kavrami Temasina Ait Kod Gosterimi

Kategori Kodlar
Evrensellik bileseninin farkinda olma

Geri doniilmezlik bileseninin farkinda olma
Nedeninin farkinda olma

Kaginilmazlik bileseninin farkinda olma
Sonlanma bileseninin farkinda olma
Nedeninin farkinda olmama

Geri doniilmezliginin farkinda olmama
Sonlanma bileseninin kismen farkinda olma
Oliimiin evrenselliginin farkinda olmama
Oliimiin kagmilmazhgmmn farkinda olmama
Sonlanma bileseninin farkinda olmama

Oliimiin alt bilesenleri

Dini bilgiler Dini bilgilere sahip qlma
Cennet/cehenneme gitme diisiincesi

Oliimiin anlamimi bilmemek

Uzaklasma seklinde tanimlama

Oliimiin tanimi Vefat etme olarak tanimlama

Kefen olarak tanimlama

Ecel olarak tanimlama
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Oliimiin alt bilesenleri kategorisinde 11 kod bulunmaktadir. Oliimiin alt bilesenleri kategorisi igin
olusturulan kodlar bes alt bilesenin (evrensellik, kaginilmazlik, geri doniilmezlik, nedensellik ve sonlanma)
farkinda olup olmama durumuna gére olusturulmustur. Bes alt bilesenin farkinda olup olmama durumu igin 11
kod olusmasinin sebebi sonlanma bileseni i¢in {i¢ kod olusturulmasidir. Bu kodlar bilesenin farkinda olma,
farkinda olmama ve kismen farkinda olmadir. Elde edilen bulgulara bakildiginda katilimcilarin ifadelerinden
hareketle yogun olarak evrensellik ve geri doniilmezlik bileseninin farkinda olduklarini goésteren ifadeler
kullanmislardir. Bunlar1 nedensellik ve kaginilmazligin farkinda olma takip etmektedir. Katilimcilarin verdikleri
cevaplar dogrultusunda diger bilesenlere oranla daha az farkinda olduklari bilesenin sonlanma bileseni oldugu
goriilmektedir. Bilesenlerin farkinda olmalariyla ilgili goriisleri asagida aktarilmistir:

Katilimeilar yogun olarak evrensellik bileseninin farkinda olmayla ilgili goriislerini dile getirmistir.
Katilimcilardan bazilar1 “Cigekler ondan sonra. Evler 6lmez, ondan sonra bagka da bir sey gelmiyor. Giines, giines,
gilines 6lmez, bulut 6lmez ve hep yukarilarda dolasirlar” (K2); “Mesela doga 6lmez. Doga 6lmez, Agaglar.
Meseler” (K7) seklinde goriislerini belirtmistir.

Katilimcilara “Oldiikten sonra tekrar diinyaya gelebilir miyiz?” diye sorulmus ve K2, K4, K7, K8, KO,
K10 geri dondiiriilemezlik bileseninin farkinda olduklarini belirtmistir. Geri doniilmezlik “Giden bir daha gelmez
yani” (K2) seklinde ifade edilmistir.

Altr katilimer (K1, K2, K3, K7, K9, K10) 6liimiin nedeninin farkinda olmayla ilgili goriislerini dile
getirmistir. Oliimiin sebebi soruldugunda “Kalp hastasiyd1. Kalbi degisti ondan 61dii” (K7). “Motur ¢at kirild yiiz
yukar1 diismiis” (K9) seklinde yanitlamislardir. Katilimcilar 6liimiin nedeni olarak hastalik ve kazalar1 dile
getirmektedir.

Dérdiincii kodumuz kaginilmazlik bileseninin farkinda olmadir. “Insanlarin hepsinin 6lebilecegini
diistiniince ne hissediyorsun?” ve “insanlarin hepsi 6lebilir mi?” diye sorulmus ve K1 “Benimm hissettigim ne
diyem bizim de zamanimiz gelcek diye ondan diisiiniiyom yani” seklinde goriislerini dile getirmistir.

Katilimeilar sonlanma bilegeninin farkinda olma kodu altinda diisiincelerini ifade etmislerdir. Katilimeilar
(K1, K5, K6 ve K7) sonlanma bilesenini dogru bir sekilde anladigini gosteren cevaplar vermistir. Katilimcilara
olimden sonra fiziksel ihtiyaglarin sona ermesine iliskin sorular (su igerler mi?, yemek yerler mi? vb.) sorulmus
“hissetmez ya da hayir” gibi kisa yanitlar vermislerdir. Katilimcilar sonlanma bileseninin kismen farkinda olmalari
ile ilgili diistincelerini belirtmislerdir. K4, K8, K9 sorulan sonda sorularmin bazilarma dogru yanit verirken bir
kismini yanlis cevaplamiglardir.

Katilimeilarin goriisleri incelendiginde bazi katilimcilar 6liimiin bilesenlerinin farkinda olmamayla ilgili
goriislerini dile getirmislerdir. Katilimcilarin goriisleri incelendiginde nedeninin ve geri doniilmezliginin farkinda
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olmama durumu digerlerine gére daha yogun olarak dile getirilmektedir. Bunlar1 evrensellik, kacginilmazlik ve
sonlanma takip etmektedir.

Katilimeilar (K4, K5, K6, K8) 6liimiin nedeninin farkinda olmadiklarini gosteren ifadeler kullanmislardir.
Oliimiin nedeni soruldugunda K5 “E giderler tabi giizel biz de gideriz” seklinde yanitlarken, digerleri bilmedigini
dile getirmistir. Bu kategoriye ait bir baska kod 6liimiin geri doniilmezliginin farkinda olmamadir. K1, K3, K5,
K6 geri dondiiriilemezlik bileseninin farkinda olmadigini gosteren ifadeler kullanmiglardir. Bilegenin farkinda
olmadigimi “Ya geliriz ya da gelmeyiz .... baska bedenle, baska bedenle olabilir ayni olmaz yani” (K1) seklinde
dile getirmistir. Bu kategorinin bir diger kodu kaginilmazlik bileseninin farkinda olmamadir. K8 insanlarin hepsi
6lebilir mi sorusunu su sekilde yanitlamistir; “Hmmm yok” (K8). Oliimiin evrenselliginin farkinda olmama kodu
icin goriismede sorulan “bana Slmeyen bir sey sOyler misin?” sorusunu K4 “Ben ben 6lmem” seklinde
yanitlamistir. Bu kategorinin son kodu sonlanma bileseninin farkinda olmamadir. Kisa cevapli sorular sorulmus
ve katilimcilar “Giderler tuvalete, nefes alirlar” (K3) seklinde goriiglerini dile getirmistir.

Oliim Kavram1 temasina ait ikinci kategori dini bilgilerdir. Bu kategoride iki kod olusturulmustur. Bunlar
dini bilgilere sahip olma ve cennet/cehenneme gitme diisiincedir. Arastirma sorularinda dini bilgilerle ilgili bir
sonuca ulagma amaglanmamustir. Ozellikle dliimiin geri déniilmezligi hakkinda goriislerini belirtirken dini bilgiler
ve cennet/cehennem kavramlarina yogun olarak deginmiglerdir. Dini bilgilere sahip olma kodu altinda katilimeilar
goriislerini “Namaz kilmayanlar ya cezasini gekecek ya da 6liip gidecekler” (K1) seklinde ifade etmistir. Ikinci
kodumuz cennet/cehenneme gitme diisiincesidir katilimer goriislerini “Babamm....Cennete gitmis olabilir ya da
cehenneme” (K1) seklinde belirtmistir.

Bu temanm son kategorisi oliimiin tanimidir. Bu kategoride olusturulan kodlar; 6liimiin anlamin
bilmemek, uzaklagma seklinde tanimlama, vefat etme olarak tanimlama, kefen olarak tanimlama, ecel olarak
tamimlamadir. Katilimcilarm tanimlamalar1 Tablo 2’deki sirastyla “Oliim  deyince sevdigin insandan
uzaklastyosun” (K2); “Oliim vefat etmek” (K7); “Ole &le 6le ke ke kefen” (K4); “Ecelin gelmesi” (K1) seklindedir.

Bu bulgular incelendiginde 6liimiin bilesenlerinden evrensellik ve geri doniilmezlik bileseninin farkinda
olmayla ilgili daha fazla goriis bildirdikleri goriilmektedir. En diisiik farkindaligin sonlanma bileseninde oldugu
goriilmektedir. Bu durumun sebebi ise bazi1 katilimeilarin bilesenin kismen farkinda olmasi durumudur. Ornegin;
oliller yemek yiyemez derken su igtiklerini dile getirmislerdir. Diger kategorilere bakilacak oldugunda 6lim
kavraminin gelisiminde dini kavramlarin etkisi oldugu séylenebilir. Katilimcilar 6liimiin tanimini yaparken yogun
olarak bilmediklerini ifade etmislerdir. Bunun yaninda yasadiklari kayip deneyimi sirasinda duyduklari,
hissettikleri ve gordiiklerinden yola ¢ikarak 6liimii tanimladiklart gériilmektedir.

Oliim Kelimesinin Hissettirdigi Duygular

Ikinci tema olim kelimesinin hissettirdikleridir. Bu temada sadece yakinmin 6liimiinden
bahsedilmemektedir. Genel olarak 6liim kelimesi ve 6lim hakkinda konusmanin hissettirdikleri belirlenmistir. Bu
kategoride olusturulan kodlar; iiziintii, korku, hicbir sey hissetmemek, sevinme, alisma, 6zlem, 6liim hakkinda
konusmaktan hoglanma, kendini iyi hissetmemek, erken 6lmenin iyi hissettirmedigidir.

Tablo 3
Oliim Kelimesinin Hissettirdigi Duygular Temasina Ait Kod Gésterimi

Tema Kodlar f
Uziintii 18

Korku 11
Higbir sey hissetmemek
Sevinme

7
6
Oliim kelimesinin hissettirdigi duygular Alisma 5
Ozlem 3
Oliim hakkinda konusmaktan hoslanma 3
Kendini iyi hissetmemek 2
Erken 6lmenin iyi hissettirmedigi 1

Katilimeilar iziintii ve korkuyu yogun bir sekilde ifade ederlerken, sevinme, 6zlem, kendini iyi
hissetmemeyi de dile getirmektedirler. Burada dikkat ¢eken bir bulgu 6liim hakkinda konugmaktan hoslanma ve
sevinmedir. Katilimeilarm hissettikleriyle ilgili ifadeleri Tablo 3° teki sirasina uygun sekilde aktarilmistir; “Biraz
tiziilityorum, yani ¢ok 6liimden bahsedince iiziiliiyorum yani” (K2); “Korkuyom” (K6); “Bir sey hissetmedim de
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bir sey yok etmeyoda getsen ifiiriip gelincen bir sey olmuyor” (K10); “Seviniyorum ben seviniyorum” (K8);
“Eveli korkuyordum simdi korkmuyom gari alistim” (K10); “Ozledigimden agladim” (K7); “Hi hi. Hosuma
gidiyi” (K5) “Tamam, sagol senden memnun kaldim sevindim” (K10); “Ben kendimi iyi hissetmiyon” (K9); “Ne
hissettim ... hani erken 6lmek iyi degil yani” (K1).

Oliim Haberi

Oliim haberi temasinda ii¢ kategori elde edilmistir. Bunlar; haberinin verilme sekli, 6liim haberine tepkisi
ve sOylenen teselli ciimleleridir. Bu temaya ait olusturulan kodlar Tablo 4’te gosterilmektedir.
Tablo 4
Oliim Haberi Temasina Ait Kod Gésterimi

Tema Kategori Kodlar
Kisa ciimlelerle agiklanmasi
Doktorun detayli anlatim1

Higbir agiklama yapilmamasi
Facebook’tan 6grenme

Oliim haberinin verilme sekli

Uziilme/aglama durumu
Oliim haberi Oliim haberine tepkisi Kimsesiz kaldigint hissetme
Aglamamak i¢in kendini tutma

Olenin sdylenenleri duymasi
Olenin kalbinde yasamas1

Dik durmasi gerektigi
Cennetin ¢iceklerle dolu olmasi

Soylenen teselli climleleri
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Oliim haberinin verilme sekli kategorisinde katilimcilar yogun olarak 6liim haberinin kisa ciimlelerle
anlatildigimi dile getirmislerdir. Bir katilimci doktordan 6grendigini, bir katilimecr ona higbir agiklamanin
yapilmadigini ve bir katilimei sosyal medyadan 6lim haberleri okudugunu dile getirmistir. Kisa ciimlelerle
anlatildigin1 dile getiren katilime1 durumu “Dedi yaa anne kardesim nerde dedi 61di gitti” (K8) seklinde ifade
ederken 6liim haberini doktordan 6grendigini belirten K1 “Hastanedeydi. Dediler 1 babaniz kanser dediler.
Tiimiir oldugu i¢in dediler sonraa 1 bir pargast kaldig1 i¢in yani kanser yayildigi i¢in zaten viicut iflas ediyor”
seklinde aktarmigtir. K10 ise 6liim haberini kimsenin anlatmadigini “Bir sey anlatmadi ben bir sey duymadim hi¢”
seklinde dile getirmistir. K7 baz1 kisilerin 6liim haberlerini Facebook’tan gordiigiinii séylemistir ancak burada
ebeveynlerinin 6liimiinden degil Facebook gruplarinda yayinlanan 6liim haberlerinden bahsedilmektedir. “Mesela
Facebook'ta ¢ikiyor. Tanidiklarimda {iziiliiyorum tanidik oldugundan” (K7).

Oliim haberi temasinin ikinci kategorisi 6liim haberine tepkisidir. Bu kategoride ortaya cikan kodlar;
tiziilme/aglama durumu, kimsesiz kaldigini hissetme, aglamamak i¢in kendini tutmadir. Katilimeilar en gok
liziildiiklerini dile getirmektedir. Uziildiigiinii “Cok iiziildiim. Annem babam igin {iziildiim” (K3) seklinde,
kimsesiz kaldigmi “Kimsesiz kaldigimi hissettim” (K2) seklinde, aglamamak igin kendini tutmay1 “Istemiyorum
yani aglamak istemiyorum, tiziilme...” (K1) seklinde ifade etmislerdir.

Ucgiincii kategorimiz sdylenen teselli ciimleleridir. Olusturulan kodlar; 6lenin sdyleneni duymasi, Slenin
kalbinde yasamasi, dik durmasi gerektigi, cennetin ¢iceklerle dolu olmasidir. Olenin sdylenenleri duymasi
kodunda K2 “Dedim ki annem bizi duyuyor mu Abla dedim. O da dedi ki annen sizi duyar simdi dedi. Duyunca
da ¢ok mutlu olur dedi. Oyle sdyledi” ifadelerini kullanmistir. Olenlerin kalbinde yasamasiyla ilgili goriislerini
dile getiren katilimer; “Cami hoca horda burda (kalbini gosteriyor) diyo” (K5). Teselli ciimleleri iginde kendisine
dik durmasi gerektigi sdylenen katilime1 durumu “Eve geldigimde neler oldu? Yani gelenler bas sagligina geldiler.
Ondan sonracim... Babaniz yok dedi hep kendinizi dik tutmaniz lazim dedi” (K1) seklinde aktarmistir. Cennetin
giceklerle dolu olmasi durumunu “Mesela cennette cennetin her tarafi ¢igeklerle doludur. O yiizden yani biz de
Olecegimiz zaman onlarla beraber oluruz” (K2) sozleriyle ifade etmistir.

Elde edilen goriislere bakildiginda zihin engelli bireylere 6liim haberinin genellikle 61dii, hastayd: gibi
kisa ciimlelerle soylendigi goriilmektedir. Oliim haberini duyunca en fazla iiziildiiklerini ve agladiklarim dile
getirmislerdir. Oliim haberini duyunca ikinci temaya benzer duygulara vurgu yapilmaktadir. Ikinci temada genel
olarak 6liim konusu gegince hissedilen duygulara vurgu yapilmistir burada ise yakiinin §liim haberine verilen
tepki anlatilmaktadir. Oliim haberi aldiktan sonra ve cenaze sirasinda ‘artik kalbimizde yastyor’ gibi cenazelerde
sik sik sOylenen ciimlelerin onlara da sdylendigi goriilmektedir.

Candeger & Taymaz-Sari ERKEN GORUNUM



YAKINLARI OLEN YETISKIN ZIHIN ENGELLI BIREYLERIN OLUM KAVRAMI GELISIMI VE YAS SURECI 9

Cenaze Toreni ve Mezar Ziyareti

Cenaze toreni ve mezar ziyareti temasina ait olusturulan ii¢ kategori su sekildedir; mezarlik ziyareti,
yakinlarindan beklentiler, cenaze toreninde yasadiklaridir. Cenaze téreni ve mezar ziyareti temasimna ait kod
gosterimi Tablo 5’te gosterilmistir.

Tablo 5
Cenaze Téreni ve Mezar Ziyareti Temasina Ait Kod Gosterimi

Tema Kategori Kodlar
Mezarliga gitme ve ziyarette yapilanlar
Oliilerin su istedigini diisiinme
Mezarliga hi¢ gitmeme
Mezarlarla ilgili merak ettikleri

Mezarlik ziyareti

Cenazede emredilmemesini isteme
Cenazede giiliismelerden rahatsizlik duyma
Naas1 yikamaya girmek isteme

Cenazeden sonra kalabalik isteme
insanlardan beklentisinin olmamasi

Bas sagligi dilenmesini bekleme

Cenaze tOreni ve mezar ziyareti .
Y Yakinlarindan beklentiler
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Cenaze torenine katilma
Cenaze toreni deneyimleri Naag1 gorme
Naag1 gbrmeyi istememe

=N

Mezarliga gitme kategorisinde mezarlik ziyareti yapip yapmadiklarini, ziyaret sirasinda neler yaptiklarini,
mezarlikla ilgili neleri merak ettiklerini dile getirmislerdir. Katilimcilar mezarliga gitme ve ziyarette yapilanlar
hakkinda goriislerini “Tepsik ¢ekiyom dua ediyorum anneme babama” (K3) seklinde aktarmistir. Hi¢ mezar
ziyareti yapmamayla ilgili “Hi¢ gitmedin. Belki giderin” (K10) seklinde, 6liilerin su istedigini diigsiinmeyle ilgili
gOriigiinii “Ya iste yani su bekliyorlar istiyorlar diye yani 6liiler su istiyor” (K2) seklinde belirtmislerdir.

Son kod mezarla ilgili merak ettikleridir. Anlatilmak istenenin tam olarak anlagilabilmesi igin
aragtirmacinin sorulartyla birlikte aktarilmigtir; “K3: Toprak annem babam konuldu i¢ine 1s ediyom A: Toprakta?
K3: Toprakta uzatiyorlar i¢lin uzatiyolar ya A: Uzatryorlar topraga hih1 K3: Uzatiyorlar iistii A: Bunu mu merak
ediyorsun? K3: bunu merak ediyorum icine A: i¢ine nasil koyduklarin1 m1 merak ediyorsun? K3: Evet”.

Ikinci kategorimiz yakinlarindan beklentilerdir. Bu kategoride katilimeilar farkli konulara deginmislerdir.
Bir konu iistiine yogunlagtiklar1 bir fikir ortaya ¢ikmamistir. Katilimeilardan bazilari onlari 6fkelendiren durumlara
deginirken bazilart kirildiklart durumlara deginmistir. Cenazede emredilmemesini isteme koduna ait goriisler
“Dedii git git bakkala, git boyle yap boyle yap boyle git yemekleri getir” (K8) seklindedir. Arastirmact bu durumun
kendisini nasil hissettirdigini sordugunda “Koti” demistir. Naas1 yikamaya girmeyi isteme koduyla ilgili K2 su
ifadeleri kullanmistir. “Babama ha Kadriye ablam yikamak istedi. O yiizden kadinlarin arasina baba anne sey
girdi...ablam girdi, kimseyi sokmadilar. Hatta girmek istediler de bu yalniz sokmadi kimseyi ben yikayacagim
dedi. O an yani sokmadi” Arastirmact “sen girmek ister miydin” diye sormus ve K2 “Evet girmek isterdim.”
Yanitin1 vermistir. Bag sagligi dilenmesini isteyen katilimcimiz su ciimlelerle ifade etmistir; “Var. Dayim mesela
bana basin sag olsun falan demedi. O iste benim zoruma gitti biraz” (K2). Bagkalarindan beklentinin olmamasi
kodunda katilimciya “insanlarm sana nasil davranmasini isterdin cenazede ya da sonra?” diye sorulmus ve “Fark
etmez” (K4) seklinde yanitlamistir.

Cenaze toreni deneyimleri kategorisinde katilimcilarin hepsi anne, babalariin cenazesine katildiklarini
dile getirmistir. Bunun yaninda naas1 gérmeyle ve naasi gérmek istememeyle ilgili goriislerini bildirmislerdir.
Naagt gérme durumunu “Gordiik iste ben ben annemin yiiziinii optiim seydeykene defnedilirkene yikanirken
yikandiktan sonra” (K2) ifadeleriyle dile getirmistir. Naas1 gormek istememe durumunu “Yengem git bak dedi
gitmem bakmam ben” (K5) seklinde aktarmistir.

Katilimeilarin hepsi cenazeye katildiklarini belirtmistir. Biiyiik ¢ogunlugu mezar1 ziyaret ettigini,
etmeyenlerinde kendi istegiyle ziyaret etmedikleri goriilmektedir. Ziyaret etmeyenler korktuklarini ya da gitmek
istemediklerini belirtmistir. Mezarda Sliilerin su istedigine inandiklar1 i¢in mezar1 suladiklarini ifade etmislerdir.
Cenaze sirasinda ve sonrasinda yakinlarindan, hissettiklerine paralel bir sekilde gesitli beklentileri olduklari
goriilmektedir. Cenaze defnedilmeden 6nce 6lenin naasini gorme durumu bireysel farkliliklarina gore degisiklik
gostermektedir. Bazi katilimeilar gérmek isterken bazilar korktugunu belirterek gérmek istememislerdir.
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Yas Siireci ve Yasananlar
Bu aragtirmada olusturulan son tema yas siireci ve yasananlardir. Bu temada 16 kod olusturulmustur.
Olusturulan kodlar Tablo 6’da gosterilmistir.
Tablo 6
Yas Siireci ve Yasananlar Temasina Ait Kod Gésterimi

Tema Kodlar
Yalniz kaldigini diisiinme

Psikolojik yardim alma
Tasinma
Istahinda azalma olmas1
Uykusuzluk yagama
Kendisini giivende hissetmeme
Mezarlik korkusu yagama

. Riiyalar

Yas siireci ve yasananlar .

Antidepresan kullanimi1
Intihar fikrini diisiinme
Anilar1 tekrar yagamay1 deneme
Insanlarm sevecen davranmasini bekleme
Yakinlarma yiik oldugunu hissetme
Yasaminda degisiklik olmamasi
Istahinda degisiklik olmamasi

P P P P NDNDNDNMNMNDNDWWWROOOO N N 0O

Ofkesinin artmasi

Katilimeilarin yogun olarak goriis bildirdikleri kodlar; yalniz kaldigini diistinme, psikolojik yardim alma,
taginma, istahinda azalma olmasi ve uykusuzluk yasamadir. Bunlari mezarliktan korkma, giivende hissetmeme,
riiyalar takip etmektedir. Digerlerine gore daha az vurgu yaptiklar1 goriisleri ise yiik oldugunu hissetme, intihar
diisiincesi, istahta degisiklik olmamast durumudur. Yalniz kaldigmi diisiinen katilimcimiz; “Evet. Tutunacak bir
dalim kalmadigini diigiinityorum” (K2). Katilimeilarin bityiik ¢ogunlugu ebeveyni 6ldiikten sonra tagindigini dile
getirmistir. Ebeveyni 6ldiikten sonra evin degisti mi diye sorulmus ve “Degisti degisti” (K4) seklinde yanitlamistir.
Psikolojik yardim almayla ilgili de goriis bildiren katilimcimiz “Yani 3 ayda bir seye gidiyorum, psikiyatriste
gidiyorum.” (K2) ifadelerini kullanmistir. istahinda azalma olmasin1 “Canin hi¢ yemek yemek istemedi” (K3)
ifadeleriyle aktarmistir. Ebeveynleri dldiikten sonra uykusuzluk yasadigimi ifade eden katilimer durumu “Uyku
gelmedi gozlerime goklere diktim gbzlerime hi¢ uyku gelmedi, herkes kipiriyo benim uykum gelmeyo” (K10)
seklinde agiklamistir.

Katilimeilarin Tablo 6’da belirtilen diger kodlara ait goriisleri sdyledir. Kendini giivende hissetmeyen
katilimer; “Evet kotl yola diiserim diye korkuyorum” (K2) diyerek; antidepresan kullanmaya basladigini dile
getiren katilimer; “Yok. Oliimden énce kullanmiyordum da. Sey, yani bunu (ilac1) éliimiin annemle babamin
dliimiinden sonra kullanmaya basladim” (K2) seklinde; mezarliktan korktugunu ifade eden katilimet; “I¢ime korku
geldi nene 6ldigiinde nisledim (ne yapacagimi sasirdim anlaminda kullaniyor) evin igine girdim korkmaya
bagladim elim ayagim sakiramaya bagladi. Bu kadar da olmana dedim i¢ime korku geldi” (K10) diyerek
diisiincelerini dile getirmistir. Riiyalar kodunda ise riiyalarmn icerigi “A: Ha riiyanda gdrdiin. Riiyanda gordiin
annen etek elbise giymis giizel geldi sevdi seni. K9: Kulag tutuyo, burnu tuyuyor. Giizel dur dedi kulama”
climleleriyle aktarilmistir.

Intihar fikrini diisiinen katilimei igin goriismelerden sonra yakini bilgilendirilmistir. K1 bu durumu sdyle
ifade etmistir; “Yani ... cokk... sey ettim de intihar sey yaptim da , ben ne yaptyom ya dedim. Allahin verdigi cam
mui 6ldiirmek isterin” Anilar1 tekrar yasamak isteme kodunda katilimeimiz “Yani hatiralar... babamin gittigi yerde
hatiralar ¢oktur. Gittigi yerlere gidiyon orda huzur buluyon” (K1) ifadelerini kullanmustir. Yakinlarina yiik
oldugunu hissetme kodunda K2 duygu ve diisiincelerini soyle agiklamaktadir; “He simdi, evet, bana
bakamayacaklarini diisiiniiyorum ve de kendi kocalarini zaten ¢ok zor bakiyorlar. Bir de ben eklendim, yanlarina”
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Tartisma

Bu arastirmadan elde edilen temalar, 6liim kavrami, 61iim haberi, 61liim kelimesinin hissettirdigi duygular,
cenaze toreni ve mezar ziyareti, yas siireci ve yasananlardir. Oliim kavrami temasinda ii¢ kategori olusturulmustur.
Burada alt temalarm hepsi bir arada tartisilacaktir ¢iinkii bu alt temalarin hepsi birbirini etkiliyor ya da birbirinin
sonucu gibi gdoriinmektedir. Katilimeilar en ¢ok 6liimiin evrenselliginin ve geri doniilmezliginin farkinda olma ile
ilgili goriis bildirmislerdir ve bunu 6liimiin kaginilmazliginin, nedeninin ve sonlanmasinin farkinda olma takip
etmektedir. Uluslararasi alanyazinda yapilan arastirmalar incelendiginde &liimiin alt bilesenlerinin kavrama
oranlarmin aragtirmalar arasinda farlilik olusturdugu goriilmektedir. Bazi aragtirmalarda kagmilmazlik en diisiik
puani alirken (Chow vd., 2017; McEcoy vd., 2012) bazi1 arastirmalarda sonlanma bileseninin digerlerine oranla
daha diisiik oranda anlagildigi bildirilmistir (Rodriguez-Herrero vd., 2015). Arastirmalarin farkli {ilkelerde
yapilmis oldugu g6z 6niine alindiginda i¢inde yaganilan kiiltiir, dini kavramlarin etkisi, cenazede olan kisilerin
tutumlar1 ve cenaze ritiielleri, Sliimiin ifade edilis sekli zihin engelli bireyin 6liimiin bilesenlerini hangi diizeyde
ve nasil anlamlandirdigini etkiliyor gibi goriinmektedir.

Kessell ve Merrick (2001) Musevilerin gergeklestirdigi cenaze ritiiellerine katilmanin zihinsel engelli
kisiler iistiindeki etkisini inceledigi makalesinde bu ritiiellerin zihinsel engelli yash kisilere Sliim gercegini
kabullenmelerinde yardimci oldugunu ve oldukga faydali oldugunu ifade etmistir. Burada ii¢iincii temanin iginde
yer alan sdylenen teselli climleleri kategorisine de deginmek gerekir. Bizim iilkemizde de cenaze ritiielleri ve
cenazede sdylenen teselli ciimlelerin (hepimiz dlecegiz, sira bize de gelecek vb.) zihin engelli kisilerin kendi
olimiinii fark edebilmesine yani evrensellik bilesenini daha ¢abuk anlamasina katkida bulundugu sdylenebilir.
Fakat o6len yakinmin cennette oldugunun dile getirilmesi ve cennetin giizelliklerinin tasvir edilmesi sonlanma
bileseninin dogru bir bigimde kavranmasini olumsuz etkiliyor gibi gérinmektedir. Bundan dolay1 dini inaniglarin
etkisi ile sOylenmis ciimlelerin zihin engelli kiginin 6liim anlayisini gelistirmesinde biiyiik bir etkisinin oldugu
diistiniilebilir. Ancak bazi aragtirmacilara gore bu tiir ifadeler her zaman 6liimiin yanlis 6grenildigini diisiindiirmez
bu duruma bazen farkli bir pencereden bakmak gerekir. Dusart (2008) yaptig1 caligmada zihin engelli kisilerin
bazen mezar ziyaretleri sirasinda 6len yakinlariyla konustugunu ya da basarilarini géstermek i¢in mezar ziyarete
gittiklerini bildirmistir. Dusart (2008) elde edilen bu bulguyu 6len yakiniyla i¢sellestirilmis bir iligkisinin olduguna
isaret edebilecegi seklinde yorumlamistir. Belki de cennette kendilerini izlediklerine inanmalar1 6liimii yanlis
anladiklar i¢in degil i¢sellestirdikleri iligkilerinin bir gostergesi olabilir.

Oliimiin alt bilesenleri kategorisinden elde edilen bulgular yakinlarindan birinin Slmesini
deneyimlemenin 6liim kavraminin gelismesinde etkili oldugunu gostermektedir. Ancak katilimcilarinin yaglarinin
onlarin 6liimiin alt bilesenlerini anlamasinda bir etkisi olmadig1 sonucuna varilabilir. Sadece bir katilimc1 (K7) bes
bilesenin tamamini anliyor gibi gériinmektedir ve K7 yasi en kii¢iik katilimcidir. Dort bileseni anlayan K1 ve K2’
nin yaslart da sirasiyla 38 ve 45°tir. Sadece bir alt bileseni anlayan katilimcimizda yast en biiyiik katilimcilardan
olan K5’tir. Bu durum engel diizeyleriyle iliskili gibi goriinmektedir. K1, K2 ve K7’nin engel diizeyi hafif, K5’in
diizeyi orta diizeydir.

Oliimiin kelime anlami soruldugunda vefat etmek, sevdigin insanlardan uzaklasmak, kefen, ecel seklinde
tanimladiklar1 goériilmektedir. Benzer sonuglar elde edilen nitel bir arastirmada Harper ve Wadsworth (1993)
O0liimiin kelime anlamini sormus ve “mezara girmek, cennete gitmek, hayatta olmamak, gérememek veya
duyamamak, hareket edememek, uykuya dalmak, hissedememek veya nefes alamamak™ yanitlarint aldigmi
bildirmistir. Bu aragtirmada katilimcilarin 6lim kavramimin alt bilesenlerine ait bilgi diizeylerinden,
deneyimlerinden ve cenaze sirasinda duyduklarmmdan hareketle bir tanimlamaya ulagtiklarini sdyleyebiliriz.
Oliimiin ‘kefen’ olarak tanimlanmasi gordiiklerinden, ecel olarak tanimlanmasi duyduklarindan, uzaklagmak
olarak tanimlanmasi hissettiklerinden yola g¢ikilarak yapilan tanimlamalar gibi goziikkmektedir. Bu da bize zihin
engelli bireylerin yakimlarinin cenazelerine katilmalarinin onlarin 6liim kavrami gelisimlerine etkisini
gostermektedir.

Ikinci temamiz 6liim kelimesinin hissettirdigi duygulardir. Elde edilen sonuglara bakildiginda en gok dile
getirilen duygular tiziintii, korku, sevinme ve hicbir sey hissetmemektir Yetiskinlik doneminde olan normal gelisim
gosteren bireylerle karsilastirildiginda {iziintii, korku, hissizlik gibi benzer duygular yasadiklar1 goriilmiistiir. Bu
sonuglardan dikkat cekici olan ise 6liim kelimesini duyunca sevindiklerini dile getirmeleridir. Benzer sonuglarin
¢ikt1g1 Pakistan’da yapilan bir calismada Haider ve Zaman (2024) bu durumu zihin engelli bireylerin bazen gergin
olduklarinda duygusal ifadelerini degistirebileceklerini ve gercekte hissettiklerinin tam tersini ifade edebilecekleri
seklinde agiklamaktadir. Buna benzer bagka agiklamayi Sinason'un (1992) dile getirmistir. Sinason engelli
bireylerin ger¢ek duygularini ‘engelli giiliimsemesinin’ arkasina sakladiklarini ve acilarii bu giiliimsemeyle
maskelediklerinin goriildiigiinii belirtmektedir. Bu durum belki de zihinsel engelli bireylerin duygusal ve
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psikolojik gereksinimlerinin varliginin kabul edilmesindeki ge¢ kalinmislhigin agiklanmasinda yardimci olabilir
(Blackman, 2008). Belki de burada sevinme kelimesini se¢melerindeki neden aslinda 6len ebeveyn hakkinda
konusuyor olmanim verdigi seving olabilir. Bu sonu¢ 6lim hakkinda konusmanin hosuna gitmesi kodunu
destekleyici nitelikte olabilir. Bu durum onlarin 6len ebeveynleri hakkinda konugmaya ihtiyag duyduklarim
destekliyor gibi goriinmektedir.

Ugiincii temamiz 6liim haberini almadir. Arastirmaya katilan bireyler 6liim haberinin verilme seklinin
¢ogu zaman kisa climlelerle kendilerine sdylendigini bildirmislerdir. Dokuz katilimer bu haberi bir yakinindan
aldigin1 belirtmistir. Sadece K1 oliimii bir doktordan &grendigini ifade etmistir. Bu durumun sonuglarina
bakildiginda goriisme sirasinda katilimcilara 6liimiin nedenleri sorulmus ve K1 ayrintili bir sekilde hastaligy, siireci
ve sonucu anlatmistir. K1 i¢in ayrintili bir ag¢iklamanin 6liimiin bilesenlerinden biri olan Sliimiin nedenini
kavramasina katki sagladig1 sylenebilir. K10 ise hicbir yakiinin ona bir agiklama yapmadigini ifade etmistir.
Bazen hi¢ kimse zihin engelli kigilere bu gibi dnemli olaylarin a¢iklamasini yapmak istemez. Bu gibi durumlarda
onlar bilgilendirilmezse bir yandan ebeveynleriyle ayrilmis olmasinin sebebini anlamaya ¢alisirken bir yandan da
rutinlerinin degisiminin sebebini diisiiniip durumu yanlis yorumlayabilirler ve ebeveynlerinden ayr1 kalmalarinin
kendi suglar1 oldugu duygusuna kapilabilirler. Bunun sonucunda yas siireci ve sonrast daha karmasik bir hal
alabilir (Read, 1998). Elde edilen bulgulardan bir tanesi 6liim haberini Facebook’tan 6grenmedir. Son zamanlarda
insanlar cenaze merasimlerine gitmek yerine bir sosyal medya araci olan Facebook’ta vefat eden kisileri haber
veren paylasimlar yapan hesaplari takip ederek bu yolla akrabalariin veya tanidigi kisilerin 61iimii hakkinda bilgi
edinmektedir (Canayaz, 2022). Telefon kullanimin artmasiyla birlikte zihin engelli bireylerde bu mecralara
rahatlikla erisebilmektedir. Zihin engelli bireyler i¢in risk olabilecek durum ise bu paylasimlarin altina yapilan
yorumlari, bas saglig1 mesajlarint okuyup, yanlis yorumlamasi olabilir. ‘Isiklar i¢inde uyu’ gibi yorumlart okuyup
yanhs bir 6liim kavrami gelistirebilir. Olen ebeveynin uykuda oldugunu diisiinmesi bir siire sonra uyamp geri
gelecegi diisiincesinin olugmasina sebep olabilir ve dlen kisi gelmedikce 6tkelenebilir ya da farkli problemler
olugabilir. Bu nedenle zihin engelli bireylere 6liim kavrami dogru bir sekilde dgretilmelidir.

Dordiincii temamiz cenaze toreni ve mezar ziyaretidir. Mezarlik ziyareti kategorisinde katilimeilardan
sekizi mezar1 ziyarete gittiklerini dile getirmistir. Katilimcilarin hepsi cenazeye katildigini ifade etmistir. Mezari
ziyaret ettiklerinde mezara su dokme, dua okuma, cicek dikme gibi ritiielleri gergeklestirdiklerini dile
getirmislerdir. Aragtirmaya katilan bir katilimer mezarliga gitmeyi sevdigini sdylerken baska bir katilimer mezari
ziyarete kendi istegiyle gitmedigini dile getirmistir. Bu temanin altinda katilimcilar arasi goriis ayriliklart olan
baska bir durum daha vardir. Bir katilimci ebeveyninin 6liisii yikanirken yanina girdigini ve oliistinii 6ptiigiini
sOylerken bagka bir katilimeiya 6liiniin yanina girmesi soylenmis ancak katilimer rityama girerler kaygisiyla
gormek istememistir. Aslinda bu iki durumda normal gelisim gosteren bireylerle benzerlik gostermektedir. Mezar
ziyareti yapma veya 6liiniin bedenini yikama durumu baz1 bireylere digerlerine oranla daha ¢ok act hissettirebilir.
Bu yiizden hem mezar ziyareti yapma durumunun hem de 6liiniin bedenini gorme durumunun kisinin istegine
birakilmasi, o kendisi tercih ettigi i¢in gitmek istemiyorsa buna saygi gésterilmesi, ziyarete gitmek ya da gérmek
istiyorsa da koruma i¢giidiisiiyle buna engel olunmamas1 gerektigi sonucuna varilabilir. Normal gelisim gdsteren
bireylerin kararlarina nasil saygi duyuyorsak zihin engelli bireylerin kararlarina da saygi gostermeliyiz. Zor olaylar
yasanirken bu durumdan etkilenecek olan bireyleri siirecin i¢ine dahil etmek (6rnegin; zihinsel engelli bireyin dlen
yakinina veda etmesi) ve aldig1 kararlara saygi gostermek ¢ok degerlidir (Read,1998).

Besinci temamiz olan yas siireci ve yasadiklari temasinda zihin engelli kisilerin yas doneminde ve sonraki
stiregte yasadiklariyla ilgili bulgular tartisilmistir. Bu arastirmada katilimcilar yogun olarak yalniz kaldig:
diistincesini, psikolojik yardim aldiklarini, tagindiklarini, istahlarinda azalma oldugunu ve uykusuzluk
yasadiklarini bildirilmistir. Zihin engelli bireylerin yas doneminin incelendigi baska arastirmalarda da zihinsel
engelli kisilerin, normal gelisim gosteren bireyler gibi lizlintli, 6fke, kaygi bozuklugu, yalnizlik duygularini
yasadigini, mod diistikliigii, bulant1 gibi fiziksel tepkiler verdiklerini ve uyku diizeninde bozulma, asir1 hareketlilik
gibi davraniglar sergileyebildiklerini bildirmislerdir (Cathcart, 1995; Read & Elliot, 2007). Agik¢a goriilmektedir
ki zihin engelli bireyler yasadiklar1 kaybin farkindadir ve yaslarini yasarlar.

Aragtirmaya katilan on katilimcidan sadece iki tanesi yakinlar1 61diikten sonra ayni evde yasamaya devam
etmigtir. Diger sekiz katilimc1 yakiminin dliimiinden sonra tasindiklarint belirtmistir. Gorligmeler sirasinda
aragtirmaya katilan bireyle goriisme tamamlanip ses kaydi kapatildiktan sonra katilimcinin yaninda yasamaya
basladig1 ablasi ile goriigiilmiistiir. Arastirma amaglari arasinda yakinlari ile gériisme olmadigi i¢in bu goériisme
ses kaydina alinmamustir. Ablanin anlattiklar1 kendisinin de onayiyla arastirmaci giinliigiine kaydedilmistir. Abla,
zihin engelli bireyin oncelikle baska bir kiz kardesinin evinde yasamaya basladigini ve bu evde pandemide
enistesinin tacizine ugradigini ve bu olay1 tim kardeslerin oldugu bir ortamda kisitli kelimelerle anlatmaya
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calistigini belirtmistir. Bu olaydan sonra bagka bir kardesin evine tagmmistir. Tagindig1 yeni evde katilimcimiza
kurallar konuldugunu ve bu kurallarin eve enistesi geldigi zaman odadan ¢ikmamak, aksam yemegini ve
kahvaltisin1 odasinda yapmak gibi kurallar oldugunu belirtmistir (Glinliik no 24, satir no 458-473; Kisisel
Goriigsme, 21.11.2022). Bu bulgu ses kayitlarinda yer almadigi i¢in ve katilimer bu durumu dile getirmedigi igin
bulgular kisminda sunulmamistir. Bu sebeple katilimcilarin ev ortaminin degismis olmasinin onlarin {izerinde nasil
bir etkisinin oldugu konusunda daha fazla arastirmaya ihtiya¢ duyulmaktadir. Yasadiklar1 6liim deneyiminin
iistiine taginma ve taginmanin olusturdugu stres eklenmekte ve tasinmanin yol agtig1 baska problemler ortaya
¢ikabilmektedir. Katilimcimizin yasadigi bu durumu dile getirmemis olmasi aragtirmacinin bu durumu yakinindan
6grenmis olmasi da ilerideki arastirmalar i¢in yol gdsterici olabilir. Zihin engelli bireyler bazen durumun farkinda
olmadiklar1 i¢in bazen de farkinda olsalar da dile getiremedikleri i¢in ¢esitli sorunlari gérmezden gelinebilir.
Bundan dolay1 hem zihin engelli bireyin hem yakinlarimin birlikte katilacagi aragtirmalara ihtiya¢ duyulmaktadir.
Tasinma durumuyla baglantili olabilecek baska bir kod ise yakinlarina yiik oldugunu hissetme kodudur.
Ebeveynleri kaybetmis olmanin hissettirdigi duygularin iistiine evlerini degistirmek zorunda kalmislar ve bu
duruma alismak mecburiyetinde birakilmislardir. Bu karmaganin igine yeni ortamlarinda kendilerini yiik gibi
goriiyor olmanin hissettirdigi olumsuz duygular da eklenmistir. Kayip, yas siireci, tasinma, alisma ve tiim bunlarin
hissettirdigi duygularin zihin engelli bireylerin istiindeki etkilerinin neler oldugunu belirleyebilmemiz igin bu
alanda yapilacak daha fazla aragtirmaya gereksinim duyulmaktadir.

Katilimcilarda bir tanesi yasadig1 kayiptan sonra intihar etme diislincesi oldugunu dile getirmistir. Lunsky
(2004), yaptig1 calismada 98 zihin engelli bireyin yirmi altisinin bazen, yedisinin ¢cogu zaman intihar1 diisindiigiini
saptamistir. Zihin engelliler i¢in 6zel olarak tasarlanmig bir intihar tarama araci olmadigi i¢in bu bireyler
belirlenemeyen intihar diisiinceleri ve davranislari bakimindan risk altindadir. K1 biligsel olarak hafif diizeydedir
ve yalnizca 6liimiin geri doniilmezligi bileseninin farkinda degildir. Bu durum ona intihar etme konusunda cesaret
veriyor olabilir. Bununla beraber intihar diisiinceleri oldugunu hi¢ ifade etmemis zihinsel engelli kisiler olabilir.
Bu sebeple iilkemizde bu konuyla ilgili yapilacak ¢ok sayida arastirmaya gereksinim vardir.

Yakinlarinin §liimiinden sonra giivende olmayacaklarini diisiindiiklerini dile getiren katilimeilarimizin
cinsiyeti kadindir. Baz1 katilimeilar goriismeler sirasinda bu kodu destekleyecek ifadeler kullanmuslardir. Ornegin;
cinsiyeti erkek olan katilimcilar carsiya bagimsiz olarak c¢iktiklarini dile getirirken, kadinlar disariya bir
yakinlartyla ¢iktiklarini ifade etmiglerdir. Yakinlarinin kadin katilimcilara daha korumaci bir tavirla yaklagiyor
oldugu goriilmektedir. Bu korumaci tavirla onlart digaridan gelecek kotiiliiklere karsi uyarmaya calisirken
kullandig1 ciimleler zihin engelli kadin bireylerde giiven duygusunu olumsuz etkilemis olabilir. Bu bilgilerden
hareketle yas siirecinde hissedilen duygular iizerinde cinsiyetin bir etkisinin oldugu diisiiniilebilir. Oliim
kavraminin anlagilmasinda cinsiyetin bir etkisi bulunmasa da yas siirecinde yasanan duygular iizerinde etkisinin
oldugunu soyleyebiliriz.

Sonug olarak yetiskin zihin engelli bireylerin ifadelerine bakildiginda 6liime iliskin bes bilesen arasinda
en fazla evrensellik ve geri doniilmezligin farkindadirlar. Oliim kavrami gelisiminde deneyimin, bilissel diizeyin,
dinin ve ¢evrenin etkisi var gibi gériinmektedir. Katilimeilar 6liim kelimesini duyunca en ¢ok iiziintii ve korku
hissettiklerini belirtmistir. Oliim haberinin kisa ciimlelerle kendilerine anlatildigin1 bildirmislerdir. Arastirmaya
katilan tiim bireyler cenazeye katildigini ifade etmistir. Yas doneminde en ¢ok yalniz hissettiklerini, psikolojik
destek aldiklarini, tasindiklarmi ve uykularimin diizensizlestigini dile getirmislerdir.

Oneriler

Bu arasgtirmada yetigkin zihin engelli bireylerin 6liim anlayis1 ve yas siireci incelenmistir. Arastirma
stirecinde yasanan deneyimlere dayanarak ileriye doniik yapilacak olan bagka arastirmalar i¢in 6liim olayinin
iizerinden en az bir en fazla ii¢ y1l gecmis olmasi dl¢iitiiniin getirilmesi dnerilebilir. Bunun yaninda zihin engelli
bireyler i¢in hazirlanacak bir 6liim egitimi programinin etkililiginin incelenmesi 6nerilebilir. Elde edilen bulgulara
bakilarak 6liim haberinin veren kisinin 6liimii net ifadelerle anlatmasi ve zihin engelli bireyin sorularini gergekgi
bir sekilde cevaplamasi &nerilebilir. Ozel egitim alaninda galisan gretmenlere yakini vefat eden dgrencilerine ne
sekilde davranmasi gerektigi, yas siirecinin yonetimi, ortaya gikabilecek problemlere nasil yaklasmas1 gerektigi
gibi konularda egitimlerin diizenlenmesi 6nerilebilir. Yetigkinlik doneminde olan zihin engelli bireyler i¢in yasini
daha kolay atlatabilecegi grup terapilerinin diizenlenmesi Onerilebilir. Elde edilen intihar diisiincesi bulgusundan
yola ¢ikarak zihin engelli bireylerde intihar diisiinceleriyle ilgili arastirmalar yapilmasi onerilebilir.
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Yazarlarin Katki Diizeyleri

Bu aragtirmada yazarlar ¢alismanin konusu, deseni, veri toplama ve analizi, ¢alismanin raporlanmasinda
is birligi icinde ¢aligmislardir.
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Abstract

Introduction: The aim of this study was to examine the perceptions of individuals with intellectual disabilities in
adulthood about the concept of death when they lost a first-degree relative, their experiences of the grief process
and their views on how they make sense of life after the loss.

Method: This study was conducted with a phenomenological design, one of the qualitative research methods. Data
were collected using semi-structured interviews and analyzed using descriptive analysis. Participants were
determined by criterion sampling and snowball sampling strategy. The individuals participating in the study
consisted of 10 adults with intellectual disabilities between the ages of 21-65.

Findings: The results were grouped under 5 themes. These themes are the concept of death, news of death,
emotions evoked by the word death, funeral ceremony and grave visit, grief process and experiences. The findings
suggest that one participant used statements indicating a full understanding of all five components of death.
However, the majority of other participants seem to understand only some of the subcomponents of death. All the
participants attended the funeral and expressed that they experienced intense sadness during the grief process.
Most of them reported that they moved, received psychological help and felt alone during the grief process.

Discussion: The results indicate that adult individuals with intellectual disabilities understand death to some
extent, although not in all its dimensions. It has been observed that the consolatory sentences formed under the
influence of the prevailing culture and religious beliefs shape their understanding of death. Given this, it is
necessary to implement death education for individuals with intellectual disabilities to promote a correct
understanding of death.

Keywords: Adults with intellectual disabilities, concept of death, components of death, grief process in individuals
with intellectual disabilities, funeral and grave.
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Introduction

Death is an integral part of our lives and has been a subject that all people have been interested in and
tried to understand for centuries (Tanhan & inci, 2009). In adulthood, individuals accept that all living things will
die, that death is the last step of life, that death cannot be avoided, that death is irreversible, and that the cause of
death is a disruption in the functioning of the body (Slaughter, 2005). For children, understanding the concept of
death does not occur quickly or easily. This concept gradually develops in parallel with the child's cognitive and
emotional growth (Dunning, 2006).

Although the number of subcomponents of death varies in the studies, most of the researchers who
investigate this concept recognize the importance of the following five aspects of the components of the concept
of death:

1. Inevitability: The acceptance that all living beings will inevitably die and the understanding that death
cannot be avoided.

Universality: The acceptance that all living beings in the world, including oneself, will die.
Irreversibility: The acceptance that once someone has died, s/he cannot return to life.

Finality: The acceptance that death is the final stage of life, and that life functions cease upon death.

o > 0D

Causality: The acceptance that death is caused by a failure or breakdown in the functioning of the body
(Slaughter & Griffiths, 2007).

While it is difficult for everyone to understand death, it is a matter of curiosity how people with
intellectual disabilities perceive death (McMaugh et al., 2017). While doing research for her book The Empty
Hours in the early 70s, Maureen Oswin started to be interested in the experiences of individuals with intellectual
disabilities in the grief process after the death of their relatives. Oswin's studies led many researchers to be
interested in this field (Balackmann, 2008). In the first studies, researchers associated the level of understanding
of the concept of death of individuals with intellectual disabilities with their cognitive development (Wadswarth
& Harper, 1991). Bihm and Elliott (1982) examined the relationship between the death perceptions of individuals
with intellectual disabilities and Piaget's developmental stages and found that their cognitive levels were related
to their development of death concept. Contrary to the results of Bihm et al. (1985) did not find a relationship
between Piaget's cognitive developmental stages and the development of death concept but found that the beliefs
of individuals with intellectual disabilities about death were related to their previous experiences about death
(Wadsworth & Harper, 1991).

Chow et al. (2017) conducted a study involving 110 participants with intellectual disabilities and found
that 14 participants knew all the subcomponents of death, more than half of the participants knew the irreversibility
and finality subcomponents, and one-third knew the universality and causality subcomponents. The component
with the lowest score was inevitability. It was found that age, gender and self-care skills were not related to the
five components, but previous grief experience and cognitive level were related to the subcomponents of death.
Rodriguez et al. (2015) found that 85% of 380 people with intellectual disabilities knew the concept and causes of
death, 81% knew the irreversibility of death, 77% knew the finality component and 76% knew the universality
component. In addition, it was found that understanding the concept of death and coping with grief had a significant
relationship with the level of intellectual disability. Another finding is that the understanding of death increases
over time, specifically after a period has passed since the death (i.e., one year after the death). McRitchie et al.
(2014) reported that individuals with intellectual disabilities experienced different emotional reactions, including
sadness, anxiety, loneliness, denial, helplessness and avoidance during their first grief experiences.

There is an increase in the life expectancy of individuals with intellectual disabilities due to positive
changes in lifestyles and access to health services (Coppus, 2013). As a result, they are expected to experience
grief at least once in a lifetime (Blackman, 2013). Individuals with intellectual disabilities generally cannot
experience grief with other family members. This behavior is often carried out with the intention of protecting the
individual, but it can lead to much bigger issues (Blackman, 2008). In such cases, individuals with intellectual
disabilities are at risk of being "forgotten people" (Boyden, 2010). In a case study published by Kitching (1987),
it was reported that a 40-year-old individual with intellectual disability was not taken to visit his mother after she
was diagnosed with cancer, under the assumption that he would not understand the situation. Later, his mother
died. It was reported that he did not react to the news of his mother’s death at first, but 10 months later he was
referred to a psychiatric service with anger outbursts and physical pain and the problem was solved after grief
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therapy. In a similar study, individuals with intellectual disabilities who did not make sense of death correctly
experienced various problems after the death of a loved one, including physical pain, anxiety disorders and crying
crises (Kloeppel & Holllns, 1989). Therefore, individuals with intellectual disabilities should understand the
concept of death correctly. In most cases, individuals with intellectual disabilities are cared for at home by their
parents until adulthood. With the death of a parent, other losses (changing home, getting used to new people) may
also occur in the life of a person with intellectual disabilities. New people in the new environment may overlook
their expressions of grief for recent losses and think that these are rather symptoms of their disabilities (Dodd et
al., 2005). Determining the grief reactions of individuals with intellectual disabilities and informing their relatives
are important for both individuals with intellectual disabilities who are trying to get used to their new lives and
their relatives. When the studies conducted in our country on the concept of death and the grief process are
examined, few studies on this subject are found. When international studies are examined, it is seen that there is a
comprehensive literature on the development of the concept of death in children with normal development, while
there are relatively fewer studies on the development of the concept of death in individuals with intellectual
disabilities. In this study, it was tried to determine how individuals with intellectual disabilities understand the
subcomponents of death, what they experience in the grief process and how they express their grief. This study is
expected to provide guidance on how the relatives and professionals within the social support network of
individuals with intellectual disabilities should deal with funeral and grief processes. It is believed that the study
will contribute to the field in this regard. In addition, in this study, suggestions were received from individuals
with intellectual disabilities about what to do about the grief process, and it is thought that these suggestions will
contribute to solving the problems that may arise after the death experience. In line with this information, this
study aimed to examine the opinions of adults with intellectual disabilities about how they understand the death
when one of their parents or siblings dies, their experiences during the grief period, the changes in their lives after
death and how they make sense of these changes. For this purpose, the following questions were formed:

1. What are the knowledge and views of individuals with intellectual disabilities about the concept of death
and its subcomponents after the death of a first-degree relative?

2. What are the views of adults with intellectual disabilities about the emotions they experience after the
death of a first-degree relative?

3. What are the views of adults with intellectual disabilities about their participation in funeral and grave
rituals, and their experiences during the funeral process after the death of a first-degree relative?

4. What are the feelings, thoughts, views and suggestions of adults with intellectual disabilities about the
grief period after the death of a first-degree relative?

Method
Method of the Study

This study was conducted using phenomenological design, one of the qualitative research designs. In
qualitative studies, various methods such as interview, observation, document analysis are used, aiming to reveal
the perspectives of the individuals participating in the study, their perceptions about the event and the situations
experienced in a realistic and holistic manner within the natural environment (Yildirim & Simsek, 2016).

In a phenomenological design, the aim is to understand the effects of phenomena on individuals.
Therefore, unlike hypothesis-based quantitative methods, phenomenology seeks to reveal the meaning underlying
lived experiences (Wertz, 2005). Researchers attempt to reach each participant's world of experience in order to
understand the inner world that emerges from personal experiences. The "world of experience" refers to the
individual's life experiences, consciousness, feelings and inner dialogues (Christensen et al., 2015). Researchers
use phenomenological design when they try to reveal what a certain phenomenon means and what it is based on
(Edmonds & Kennedy, 2017). In this study, the aim was to determine individuals' perceptions and knowledge of
the concept of death and its subcomponents after experiencing the loss of a relative, the emotions they felt
following the event, how they experienced their grief, and what the experience of the death meant for them.
Therefore, a phenomenological design was used in this study.
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Study Group

In this study, criterion sampling strategy, one of the purposeful sampling methods, was used and the
participants were reached by snowball sampling method. The criteria for participation in this study included having
lost a first-degree relative, being in adulthood, and having experienced the death at least one year prior.
Considering the studies conducted in the literature (Kitching, 1987; Kloeppel & Holllns, 1989), it is seen that the
reactions of individuals with intellectual disabilities to the death occur after a period of about one year. It is thought
that some individuals with intellectual disabilities may need some time to understand the irreversibility component
of death. In addition, it was determined that at least one year should have passed since the death event, as
conducting an interview with an individual whose mother or father has recently passed and asking these questions
might negatively impact their grief process. Snowball sampling method is defined as reaching other people through
individuals who are considered sources for the study and thus reaching more people and gradually growing the
study group (Kiimbetoglu, 2015). In this study, a participant who met the inclusion criteria was initially reached
through announcements made at the beginning of the interviews. Subsequent participants were contacted through
the relative of the first participant.

The individuals who participated in the study were adults with intellectual disabilities, aged between 21
and 65. One or both parents of the participants died. At least one year has passed since the participants experienced
death. Participants were coded between K1 and K10 in the analysis process. Demographic characteristics of the
participants are presented in Table 1.

Table 1

Demographic Characteristics of Participants

Was s/he in the

Document Number of . Is the mother Is the father  Who does s/he live .. Cognitive
Age Gender . . Profession . : - same house with
name siblings alive? alive? with? - level
the one who died?
P1 33 M 3 Worker Yes No Mother Yes Mild
P2 45 F 6 Not working No No Older sisters Yes Mild
P3 55 F 6 Not working No No Older sisters Yes Moderate
P4 65 M 4 Retired No No Older sisters Yes Moderate
P5 54 M 2 Not working No No Alon € in the flat be’low Yes Moderate
his older brother’s
P6 24 F 2 Not working Yes No Mother Yes Moderate
P7 21 M 2 Not working No Yes Grandmother Yes Mild
P8 35 F 4 Not working Yes No Mother Yes Mild
P9 40 M 2 Not working No No Uncle Yes Moderate
P10 48 F 3 Not working No No Alone Yes Mild

Data Collection Tools and Process

In this study, data were obtained through semi-structured interviews, demographic information form and
research diary. The technique commonly used in phenomenological research is interview (Greasley & Ashworth,
2007). In phenomenological research, data are obtained from individuals or groups who experience the
phenomenon targeted by the research and who can reflect this phenomenon externally. Interviews are conducted
to determine the experiences related to the phenomena and what these experiences mean (Biiylikoztiirk et al.,
2013). The purpose of choosing semi-structured interview is that a technique that will allow asking additional
questions and making explanations is needed to learn how the individuals with intellectual disabilities experience
the death of their relatives and how they externalize it. There are 13 interview questions in the interview form.
During the process of preparing the questions, the views of two experts from the Guidance and Psychological
Counseling Department and three experts from the Special Education Department were consulted, and the final
version of the questions was created. The interview form consists of two types of questions: open-ended and
closed-ended. Closed-ended questions (e.g., Does a person need food when s/he dies? etc.) were used especially
to reveal the level of knowledge about the subcomponents of death. During the interviews, this question was
initially asked in its original form on the interview form ("What do you think happens to the body of people after
they die?"). However, since nearly all participants were unable to respond, closed-ended follow-up questions were
used to gather the necessary information. During the interviews, only closed-ended questions were used to
determine what their knowledge levels were, and then open-ended questions (What can you say about the changes
in your life after the loss you experienced? /What are your thoughts? Can you tell us how they told you that your
relative had died? etc.) were used to reveal their feelings, opinions, suggestions and experiences.
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The opinion that the meetings should be conducted with the assistance of a psychological counsellor is
among the suggestions from the experts. The researcher herself did a double major during her undergraduate
education and graduated from both special education and psychological counselling and guidance departments.
Therefore, a second psychological counsellor was not included in the study. No difficulties were experienced
during the interviews; on the contrary, some participants stated that they liked to talk about this situation.

The researcher’s diary consists of different data such as short notes, ideas, observations, direct quotations
and impressions (Johnson, 2005). The researcher kept a diary at every stage from the day she started this study
until the end of the process. She recorded what she did throughout the research, the preparation of the interview
questions, the identification of the participants, the interviews and the analysis phase, in short, the whole process
in the notebook. During the interviews, she took notes of the situations, feelings, observations and what was told
to her before, during or after the interview. The researcher then transferred these notes to the diary template
prepared in a Word file. A total of 41 pages of diary was written during the interviews. Thus, the whole process
could be seen clearly. Beyond reflecting descriptive details, a researcher diary is also a very important data source
in ensuring the concept of "credibility", which is important in qualitative research (Findikli & Saygin, 2023).
Therefore, diary data, which is thought to increase the credibility of the data, was included in the study. It was
decided to include the diary data in the study by the researchers' mutual agreement, as it was thought to provide a
different perspective on the experienced situation.

The demographic information form contains information about the interviewees and information that will
contribute to the content of the research. The questions in this form were asked to the participants individually,
and their answers were written down by hand.

Data Collection and Analysis

The data collection phase was started by obtaining ethics committee permission with the decision of
Marmara University Institute of Educational Sciences dated 09.09.2022/07-23 and numbered 371159. When the
interviews started, firstly, both the participants and one of their family members signed a participant consent form
stating that they volunteered to participate in the study. All interviews were conducted face-to-face. In this study,
data were collected between 11.10.2022 and 13.01.2023 and interviews were conducted between 13-45 minutes.
The questions in the prepared form were asked and recorded with two Android phones.

In this study, the data were analyzed through descriptive analysis. The aim of descriptive analysis is to
try to reach concepts and connections that can explain the data obtained. Descriptive analysis consists of four steps,
creating a framework about the subject, processing the data according to this framework, defining and interpreting
the findings (Yildirim & Simsek, 2016). In this study, after the interviews were completed, the audio recordings
were transcribed using descriptive data tables. The participants were given codes between P1 and P10, and then
the transcripts were re-read and coded. Two researchers worked together at the coding stage. In the last stage, the
codes that were related to each other were grouped under predetermined themes.

Validity and Reliability

Long-term interaction, in-depth data collection in line with the determined purpose, examinations by
experts and confirmation of the product obtained by the participants are essential in order to increase internal
validity / credibility (Lincoln & Guba, 1985). In this study, after the interview questions were formed, 5 experts
were consulted, and the questions were finalized with feedback from the experts. During the interviews, to make
sure that the views of the participants were understood correctly, the sentences they said to the participants were
repeated frequently and their accuracy was confirmed. The data obtained for external validity were analyzed as
they were, without the researcher's opinions. According to Miles and Huberman (1994), researchers should work
on the same data set by coding in order for the definitions to be more understandable. Thus, it is possible to reach
a common idea about what the codes mean and which data they cover. For the inter-rater reliability data, four
interviews determined through random assignment were sent to an expert who has a PhD in special education at
Eskisehir Osmangazi University. A comparison was made after the researcher and the expert worked on the coding
separately. Inter-rater reliability was calculated using the formula “Agreement / (Agreement + Disagreement) *
100” and was calculated as 100%.
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Results

The findings obtained from this study were grouped under 5 themes: the concept of death, emotions
evoked by the word "death,", the news of death, the funeral ceremony and grave visit, the grief process and the
experiences.

The Concept of Death

Three categories were formed in the theme of the concept of death: Subcomponents of death, religious
knowledge, definition of death. The codes created are shown in Table 2.

Table 2
Codes of the Concept of Death Theme

Category Codes

Being aware of the universality component
Being aware of the irreversibility component
Being aware of the causality component
Being aware of the inevitability component
Being aware of the finality component

Subcomponents of death Being unaware of the causality component
Being unaware of the irreversibility component
Being partially aware of the finality component
Being unaware of the universality of death
Being unaware of the inevitability of death
Being unaware of the finality component

Having religious knowledge

Religious information The idea of going to heaven/hell

Not knowing the meaning of death

Defining as getting distant
Definition of death Defining as passing Away

Defining as shroud

Defining as end of life
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There are 11 codes in the category of subcomponents of death. The codes created for the category of
subcomponents of death were formed according to whether the participants were aware of the five subcomponents
(universality, inevitability, irreversibility, causality and finality). The reason why 11 codes were formed for being
aware of 5 subcomponents is that three codes were formed for the finality component. These codes are being aware
of the component, being unaware and being partially aware. The findings indicate that, based on the statements of
the participants, they frequently used expressions showing that they were aware of the universality and
irreversibility component. These are followed by being aware of causality and inevitability. In line with the
answers given by the participants, it is seen that the component that they are less aware of compared to other
components is the finality component. Their views on their awareness of the components are given below:

The participants intensively expressed their views on being aware of the universality component.
“Flowers after that. Houses do not die, nothing else comes after that. The sun, the sun, the sun doesn't die, the
clouds don't die, and they are always up there” (P2); “For example, nature doesn't die. Nature does not die, trees.
Oaks” (P7).

The participants were asked "Can we come back to the world after death?" and P2, P4, P7, P8, P9, P10
stated that they were aware of the irreversibility component. Irreversibility was expressed as “The one who is gone
will never come back” (P2).

Six participants (P1, P2, P3, P7, P9, P10) expressed their views on being aware of the cause of death.
When asked about the cause of death, he said, ‘He had a heart disease. His heart changed, and that's why he died
(P7); “The engine cracked the face fell upwards” (P9). Participants mentioned diseases and accidents as the cause
of death.

The fourth code is being aware of the inevitability component. "How do you feel when you think that all
people can die?" and "can all people die?" were asked and P1 answered as follows: “What | feel is that our time
will come too, that's why I think” (P1).
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The participants expressed their thoughts under the code of being aware of the finality component. The
participants (P1, P5, P6, and P7) gave answers that showed that they understood the finality component correctly.
The participants were asked questions about the cessation of physical needs after death (do they drink water, eat
food, etc.) and they gave short answers such as "they do not feel” or “no".

The participants expressed their thoughts about being partially aware of the finality component. While
P4, P8, P9 answered some of the follow-up questions correctly, they answered some of them incorrectly.

When the opinions of the participants were analyzed, some participants expressed their opinions about
not being aware of the components of death. When the opinions of the participants were analyzed, the situation of
not being aware of the cause and irreversibility was expressed more intensely than the others. These were followed
by universality, inevitability and finality.

The participants (P4, P5, P6, P8) used expressions showing that they were not aware of the cause of death.
When asked about the cause of death, P5 answered as "Well, of course they die, of course it's good, we will die
too”, while the others stated that they did not know. Another code of this category is not being aware of the
irreversibility of death. P1, P3, P5, P6 used expressions showing that they were not aware of the irreversibility
component. He expressed that he was not aware of the component as follows: “Either we come, or we don't...with
another body, it can be with another body, it will not be the same” (P1). Another code of this category is not being
aware of the inevitability component. P8 answered the question "Can all people die?" as follows “Well no”. The
answer of P4 to the question "Can you tell me something that does not die?" asked in the interview for the code of
not being aware of the universality of death is given “I won't die (P4)”. The last code of this category is not being
aware of the finality component. P3's answers to the short answer questions are as follows. “They go to the loo,
They breathe” (P3).

The second category of the theme of the concept of death is religious knowledge. Two codes were created
in this category: having religious knowledge and the idea of going to heaven/hell. The research questions did not
aim to reach a conclusion about religious knowledge. Especially while expressing their opinions about the
irreversibility of death, the participants mentioned religious knowledge and the concepts of heaven/hell
intensively. Under the code of having religious knowledge, the participants expressed their views as "Those who
do not pray will either be punished or die" (P1). The second code is the idea of going to heaven/hell and the
participants expressed their views as "My dad... He might have gone to heaven or hell" (P1).

The last category of this theme is the definition of death. The codes created in this category are not
knowing the meaning of death, defining it as getting distant, defining it as passing away, defining it as shroud, and
defining it as the end of life. The definitions of the participants in Table 2 are respectively as follows: ‘Death is
getting distant from the person you love” (P2); ‘Death is passing away’ (P7); ‘De de death sh sh shroud (P4); ‘The
coming of the end of live’ (P1).

When these findings are analyzed, it is seen that they reported more opinions about being aware of the
universality and irreversibility components of death. It is seen that the lowest awareness is in the finality
component. The reason for this is that some participants are partially aware of the component. For example, they
stated that the dead can drink water while saying that they cannot eat. When other categories are considered, it can
be said that religious concepts influence the development of the concept of death. The participants stated that they
did not know the definition of death intensively. In addition, it is seen that they defined death based on what they
heard, felt and saw during their loss experience.

Emotions Evoked by the Word Death

The second theme is the emotions evoked by the word "death.” This theme does not only address the
death of a relative; it also explores the general feelings associated with the word "death™ and talking about death.
The codes created in this category include sadness, fear, feeling nothing, joy, getting used to, longing, enjoying
talking about death, not feeling good, and not feeling good about dying early.
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Table 3
Code Representation of the Theme of the Emotions of the Word Death

Theme Codes

Sadness
Fear
Feeling nothing
Joy

Emotions evoked by the word death Getting used to
Longing
Enjoying talking about death
Not feeling good
Not feeling good about dying early
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While the participants express sadness and fear intensely, they also express joy, longing and not feeling
good. A noteworthy finding here is the enjoying talking about death and joy. The statements of the participants
about their feelings are shown in accordance with the order in Table 3; “I feel a little sad, I mean I feel sad when
you talk about death a lot”(P2), “I'm scared ”(P6), “I didn't feel anything. Nothing happens when you die”(P10),
“I am happy, I am happy”(P8), “I was scared before, now I'm not scared, I'm used to it ”(P10), “I cried because |
missed *’(P7), “Yes. I like it” (P5), “Okay, thanks, I’m satisfied with you, I’'m glad”(P10), “I don't feel good” (P9),
“How did I feel... I mean, it's not good to die early” (P1).

News of Death

Three categories were obtained in the news of death theme: the way the news was delivered, the reaction
to the news of death and the consolation sentences. The codes created for this theme are shown in Table 4.

Table 4
Codes for News of Death Theme

Theme Category Codes
Explanation in short sentences
Delivery methods of news  Doctor's detailed explanation
of death No explanation
Learning from Facebook

Sadness / crying
News of death Reaction to news of death Feeling left alone
Holding yourself back to not crying

The deceased hears what is said
The deceased lives in the heart
You must stand strong

Heaven is full of flowers

Consolation sentences
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In the category of the way the news of death was given, the participants intensively stated that the news
of death was told in short sentences. One participant stated that he learnt it from the doctor, one participant stated
that no explanation was given to him and one participant stated that he read death news on social media. One of
the participants stated that she was told in short sentences; “I said, 'Mom, where's my brother?' She said, 'He died,
he's gone” (P8). P1 stated that he learnt the news of death from the doctor; “He was at the hospital. They said, 'Uh,
your father has cancer.' They said it was a tumor, then, uh, because a part of it remained, meaning the cancer
spread, his body was already failing”. P10 stated that no one told the news of death. “Nobody told me anything, 1
didn't hear anything”. P7 said that he saw the news of some people's deaths on Facebook, but here, he is not talking
about the deaths of his parents, but about the deaths shared in Facebook groups. What is abbreviated as A here is
what the researcher said. In order to make the findings more understandable, the researcher's speeches were
included in the presentation of some findings. “For example, it shows up on Facebook. I feel sad for my
acquaintances because | know them” (P7).

The second category of the news of death theme is the reaction to the death news. The codes that emerged
in this category are feeling sad/crying, feeling left alone and holding oneself back from crying. The participants
expressed that they felt sad the most. They expressed that they felt sad as ‘I felt very sad. I felt sad for my mum
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and dad’ (P3), that they felt orphaned as I felt like I was left all alone’ (P2), and that they restrained themselves
not to cry as ‘I don't want to, I don't want to cry, don't be sad...” (P1).

The third category is the consolation sentences. The codes created are that the deceased hears what is
said, the deceased lives in the heart, you should stand strong, heaven is full of flowers. In the code of the deceased
hears what is said P2 said, “I said, "Sister, can my mum hear us?" She said, "Your mum will hear you now. When
she hears you, she'll be very happy. That's what she said” (P2). The participant expressed his/her views about the
deceased hearing what is said: “The imam at the mosque says, 'Here (shows heart)” (P5). The participant who was
told to stand strong in consolation sentences expressed the situation as follows: “What happened when you came
home? | mean, they came to pay their condolences. After that... They said that your father was gone and that you
should always stand strong” (P1). P2, who stated that heaven is full of flowers, conveyed the situation as follows:
“There are flowers all over heaven. That is, we will be with them when we die” (P2).

When the views are analyzed, it is seen that the news of death is usually told to individuals with
intellectual disabilities with short sentences such as "s/he died", "s/he was sick”. They expressed that they were
most upset and cried when they heard the news of death. Emotions like the second theme are emphasized when
they hear the news of death. In the second theme, the emotions felt when the subject of death is mentioned in
general are emphasized, and here, the reaction to the news of the death of a relative is described. After receiving
the news of death and during the funeral, it is seen that sentences such as 's/he lives in our hearts now', which are

frequently said at funerals, are also said to them.
Funeral Ceremony and Grave Visit

The three categories created for the theme of funeral ceremony and grave visit are visiting the grave,
expectations from relatives, and experiences during the funeral ceremony. The code representation of the Funeral
ceremony and grave visiting theme is shown in Table 5.

Table 5
Codes for Funeral Ceremony and Grave Visit Theme
Theme Category Codes f
Going to the grave and what is done during the visit 7
. Thinking that the deceased wants water 3
Grave visit .
Never going to the grave 3
Curiosity about the cemeteries 1
Asking not to be commanded at a funeral 1
F Being disturbed by laughter at a funeral 1
uneral ceremony . ’ L : .
. Expectations from Wanting to participate in body-washing 1
and grave visit ;
relatives Crowd request after funeral 1
No expectations from people 1
Expecting to be offered condolences 1
Funeral ceremon Attending the funeral ceremony 10
exDErIENnces y Seeing the body 2
P Not wanting to see the body 1

In the category of grave visit, they expressed whether they visited the grave, what they did during the
visit, and what they were curious about the grave. The participants expressed their opinions about visiting the
grave and what they did during the visit. “I’m reciting the prayer beads and praying for my mom and dad” (P3).
The opinion of P10 about never visiting a grave is quoted: “I’ve never gone. Maybe I’ll go”. Another code was
thinking that the dead asked for water. P2 expressed his views on the subject: “Well, you know, they are waiting
for water, | mean the dead want water (P2)”.

The last code is what they were curious about the grave. In order to fully understand what is wanted to be
told, it is conveyed together with the researcher's speeches. “P3: The ground, my mom and dad were placed inside,
I’m feeling it A: In the ground? P3: Yes, they lie within the ground A: They lie within the ground, huh P3: They
lie on top A: Is this what you're curious about? P3: I’m curious about this, inside A: Are you curious about how
they place them inside the ground? P3: Yes”.

The second category is expectations from relatives. In this category, participants mentioned various
topics. No single idea emerged on which they focused intensely. Some participants addressed situations that
angered them, while others mentioned situations that hurt them. The opinions related to the code “Not wanting to
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be commanded during the funeral” are shared below: “He said, 'Go, go to the grocery store, go do this, do that, go
bring the food (P8)” When the researcher asked how this situation made her feel, she answered briefly; “Bad”. P2
used the following expressions regarding the code of wanting to participate in body washing. “My sister Kadriye
wanted to wash it for my dad. That's why my father, mother, ... sister came in between the women, she didn't let
anyone in. Even though some wanted to come in, she didn't allow it, saying, T’ll wash him.' So, she didn't let
anyone”. The researcher asked, "would you like to enter" and P2 answered briefly; “Yeah, I'd like to.”. The
participant who asked for condolences expressed it in the following sentences. “Yes. For example, my uncle did
not say "I am sorry for your loss". That made me feel upset (P2)”. In the code of not having expectations from
others, the participant was asked ‘how would you like people to treat you at the funeral or afterwards?’ and
answered as "It doesn't matter" (P4).

In the category of funeral experiences, all participants stated that they attended the funeral of their parents.
They also expressed their opinions about seeing the body and not wanting to see the body.The participants
expressed the situation of seeing the body with the expressions®I kissed my mother's face while she was being
buried, while she was being washed, after she was washed” (P2). The situation of not wanting to see the body was
expressed as “My sister-in-law said go and look, I won't go and look” (P5).

All of the participants stated that they attended the funeral. It is seen that the majority visited the grave,
while those who didn't visit it did so by their own choice. Those who did not visit the grave stated that they were
afraid or did not want to go. They stated that they watered the grave because they believed that the dead asked for
water. During and after the funeral, it is seen that they have various expectations from their relatives in parallel
with their feelings. Wanting to see the body of the deceased before the funeral varies according to individual
differences. While some participants wanted to see it, some others did not want to see it, stating that they were
afraid.

Grief Process and Experiences

The last theme created in this study is the grief process and experiences. In this theme, 16 codes were
created. The codes are shown in Table 6.

Table 6
Codes for the Theme of Grief Process and Experiences

Theme Codes
Thinking that you're alone
Getting psychological help
Relocation

Decreased appetite
Experiencing insomnia

Feeling insecure

Fear of the grave

Dreams

Antidepressant use

Thinking about suicide

Trying to relive memories
Expecting people to be affectionate
Feeling like a burden to relatives
No change in life

No change in appetite

Increased anger

Grief process and experiences
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The codes that the participants intensely expressed their opinions are thinking that they are alone, getting
psychological help, relocation, decreased appetite and insomnia. These are followed by fear of the grave, feeling
insecure, and dreams. The opinions that they emphasized less than the others are to feel that they are a burden,
suicidal thoughts, and no change in appetite. Our participant who thinks that he/she is alone stated the following:
“Yes. I think I have nothing to hold on to” (P2). Most of the participants stated that they moved after their parents
died. When asked if the house changed after their parent's death, the following answer was given: “It changed, it
changed” (P4). The participant who shared his views on seeking psychological help said the following: “I go to a
psychiatrist every 3 months” (P2). The participant who reported a decrease in appetite said the following: “I never
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felt like eating” (P3). The participant who stated that he had insomnia after his parents died stated the following:
“I can’t sleep, I look at the sky, I can’t sleep, everyone is sleeping, But I can’t sleep” (P10).

The opinions of the participants regarding the other codes stated in Table 6 are given. The participant who
did not feel safe said: “Yes, I am afraid that I will get off the right path” (P2). The participant who mentioned that
he started using antidepressants said: “No, I wasn't using them before death. I mean, I started using (the medication)
after the deaths of my mom and dad” (P2). The participant who stated that he was afraid of the grave expressed
his feelings as follows: “A fear came over me when my grandmother died, I panicked (meaning I didn’t know
what to do). | went into the house, started getting scared, my hands and feet started shaking. I said, 'This is too
much,' fear came over me” (P10). In the dreams code, P9 conveyed what he saw with the following sentences: “A:
Oh, You saw her in your dream. In your dream, your mother was wearing a skirt and dress, she was beautiful. She
came and hugged you. P9: She held my ear, she held my nose. She said, 'Be good' to my ear”.

For the participant who thought of suicide, his relative was informed after the interviews. P1 expressed
this situation as follows: “I mean ... I mean ...  mean ... I tried to commit suicide. Then I said ‘what am I doing’?
Do I want to seize the God given soul?” (P1). In the code of wanting to relive memories, our participant stated the
following: “Well, memories... My father had a lot of memories where he went. I go to the places he went and find
peace there” (P1). In the code of feeling like a burden to his relatives, P2 explained his feelings and thoughts as
follows: “Well, I think they cannot take care of me. They can hardly take care of their own husbands. I added to
their burden” (P2).

Discussion

The themes obtained from this study are the concept of death, news of death, emotions evoked by the
word death, funeral ceremony and grave visit, grief process and experiences. Three categories were formed in the
theme of the concept of death. Here, all the sub-themes were discussed together because all of these sub-themes
seem to affect each other or seem to be the result of each other. The participants mostly expressed opinions about
being aware of the universality and irreversibility of death, followed by being aware of the inevitability, causality
and finality of death. When the studies in the international literature were analyzed, it was seen that the
comprehension rates of the subcomponents of death vary between the studies. While inevitability received the
lowest score in some studies (Chow et al., 2017; McEcoy et al., 2012), it was reported that the finality component
was understood at a lower rate than the others in some studies (Rodriguez-Herrero et al., 2015). Considering that
the studies were conducted in different countries, it seems that the culture in which the individual lives, the effect
of religious concepts, the attitudes of the people at the funeral, the rituals of funeral, and the way death is expressed
affect the level and how the individual with intellectual disabilities makes sense of the components of death.

Kessell and Merrick (2001), in their article examining the effects of participating in Jewish funeral rituals
on individuals with intellectual disabilities, stated that these rituals help intellectually disabled elderly individuals
accept the reality of death and are very beneficial. Here, the category of consolation sentences in the third theme
should also be mentioned. In our country, it can be said that funeral rituals and the consolation sentences spoken
at the funeral (we will all die, it will be our turn too, etc.) contribute to the people with intellectual disabilities to
realize their own death, that is, to understand the universality component more quickly. However, expressing that
the deceased relative is in heaven and describing the beauties of heaven seem to negatively affect the correct
comprehension of the finality component. Therefore, it can be thought that the sentences uttered under the
influence of religious beliefs have a great effect on the development of the person's understanding of death.
However, according to some researchers, such statements do not always suggest that death is learnt incorrectly,
and sometimes it is necessary to look at this situation from a different perspective. In his study, Dusart (2008)
reported that people with intellectual disabilities sometimes talk to their deceased relatives during grave visits or
visit the grave to show their achievements. Dusart (2008) interpreted this finding as it may indicate that they have
an internalized relationship with their deceased relatives. Perhaps their belief that they are being watched in heaven
may be an indicator of their internalized relationship rather than a misunderstanding of death.

The findings obtained from the subcomponents of death category show that experiencing the death of a
close person is effective in the development of the concept of death. However, it can be concluded that the age of
the participants had no effect on their understanding of the subcomponents of death. Only one participant (P7)
seemed to understand all five components and P7 was the youngest participant. The ages of P1 and P2, who
understood four components, were 38 and 45 respectively. The participant who understood only one subcomponent
was P5, who was the oldest participant. This seems to be related to the level of disability. The disability level of
P1, P2 and P7 is mild, while the level of P5 is moderate.
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When asked about the word meaning of death, it is seen that they defined it as passing away, getting
distant from the people you love, shroud, and the end of life. In a qualitative study with similar results, Harper and
Wadsworth (1993) asked the word meaning of death and received the following responses: "entering the grave,
going to heaven, not being alive, not being able to see or hear, not being able to move, falling asleep, not being
able to feel or breathe". In this study, we can say that the participants reached a definition based on their knowledge
of the subcomponents of the concept of death, their experiences and what they heard during the funeral. Defining
death as 'shroud’ seems to be the definitions based on what they see, defining death as ‘fate’ as what they hear, and
defining death as getting distant as what they feel. This shows us the effect of attending the funerals of the relatives
of individuals with intellectual disabilities on their death concept development.

Our second theme is the emotions evoked by the word death. The results indicate that the most frequently
expressed emotions are sadness, fear, joy and not feeling anything. When compared to individuals with normal
development in adulthood, it was observed that they experienced similar emotions such as sadness, fear and
numbness. What is remarkable among these results is that they expressed that they were happy when they heard
the word death. In a study conducted in Pakistan where similar results were obtained, Haider and Zaman (2024)
explained this situation as individuals with intellectual disabilities can sometimes change their emotional
expressions when they are nervous and express the opposite of what they actually feel. Another similar explanation
was expressed by Sinason (1992). Sinason stated that individuals with disabilities hide their real feelings behind
the 'disabled smile' and mask their pain with this smile. This may perhaps help to explain the delay in recognizing
the existence of emotional and psychological needs of individuals with intellectual disabilities (Blackman, 2008).
Perhaps the reason why they chose the word joy here may actually be the joy of talking about the deceased parent.
This result may be supportive of the code of enjoying talking about death. This seems to support that they need to
talk about their deceased parents.

Our third theme is receiving the news of death. The individuals who participated in the study reported
that they were told the news of death in short sentences most of the time. Nine participants stated that they received
this news from a relative. Only P1 stated that he learnt about death from a doctor. Considering the results of this
situation, the participants were asked about the causes of death during the interview and P1 explained the disease,
process and outcome in detail. It can be said that a detailed explanation contributed to P1's understanding of the
cause of death, which is one of the components of death. P10 stated that none of his relatives gave him an
explanation. Sometimes no one wants to explain such important events to people with intellectual disabilities. In
such cases, if they are not informed, while trying to understand the reason for the separation from their parents,
they may misinterpret the situation by thinking about the reason for the change in their routines and may feel that
it is their own fault for being separated from their parents. As a result, the grief process and its aftermath may
become more complicated (Read, 1998). One of the findings obtained is learning the news of death from Facebook.
Recently, instead of going to funeral ceremonies, people follow accounts on Facebook, which is a social media
tool, that post news about deceased people and thus learn about the death of their relatives or people they know
(Canayaz, 2022). With the increase in the use of mobile phones, individuals with intellectual disabilities can easily
access these channels. The situation that may be a risk for individuals with intellectual disabilities is that they may
read and misinterpret the comments and condolence messages under these posts. They may read comments such
as 'Sleep in the light' and develop a wrong concept of death. Thinking that the deceased parent is asleep may cause
the thought that he/she will wake up and come back after a while, and as long as the deceased person does not
come, he/she may get angry or different problems may occur. For this reason, the concept of death should be taught
correctly to individuals with intellectual disabilities.

Our fourth theme is funeral ceremony and grave visit. In the category of visiting the grave, eight of the
participants stated that they visited the grave. All the participants stated that they attended the funeral. When they
visited the grave, they stated that they performed rituals such as pouring water on the grave, reading prayers, and
planting flowers. While one participant in the study stated that he liked going to the grave, another participant
stated that he did not visit the grave voluntarily. Under this theme, there is another situation with differing
viewpoints among the participants. One participant shared that he entered the room while his deceased parent was
being washed and kissed the body, while another participant was advised to enter the room but chose not to,
expressing concern that the deceased might appear in his dreams, and he did not want to see her. In fact, these two
situations are similar to the reactions of typically developing individuals. Visiting the grave or washing the body
of the dead may make some individuals feel more pain than others. Therefore, it can be concluded that both the
act of visiting the grave and seeing the deceased's body should be left to the individual's choice. If s/he does not
wish to go because s/he prefers not to, this should be respected. Similarly, if s/he wants to visit or see the body, it
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should not be prevented by the instinct of protection. Just as we respect the decisions of individuals with normal
development, we should also respect the decisions of individuals with intellectual disabilities. While experiencing
difficult events, it is very valuable to include the individuals who will be affected by this situation in the process
(e.g. the farewell of an individual with intellectual disability to the deceased relative) and to respect their decisions
(Read, 1998).

In the fifth theme, grief process and experiences, the findings related to the experiences of people with
intellectual disabilities during and after the grief period were discussed. In this study, the participants reported that
they felt intensely lonely, received psychological help, moved, had decreased appetite and experienced insomnia.
In other studies, examining the grief period of individuals with intellectual disabilities, it has been reported that
people with intellectual disabilities experience sadness, anger, anxiety disorder, feelings of loneliness, physical
reactions such as low mood, nausea, and behaviours such as disruption in sleep patterns and hyperactivity like
individuals with normal development (Cathcart, 1995; Read & Elliot, 2007). It is clear that individuals with
intellectual disabilities are aware of their loss and experience their grief.

Only two of the ten participants continued to live in the same house after the death of their relatives. The
other eight participants stated that they moved after the death of their relatives. During the interviews, after the
conversation with the participant was completed and the audio recording was turned off, the participant's sister,
with whom they had started living, was interviewed. Since there was no interview with relatives among the
research objectives, this interview was not audio recorded. What the sister told was recorded in the researcher's
diary with her approval. The older sister stated that the individual with intellectual disability first started to live in
the house of another sister and that she was harassed by his brother-in-law in this house during the pandemic and
that she tried to explain this event with limited words in an environment where all siblings were present. After this
incident, she moved to another sister's house. She stated that rules were imposed on our participant in the new
house she moved to and that these rules were rules such as not leaving the room when her brother-in-law came
home, having dinner and breakfast in her room (Diary no 24, line no 458-473; Personal Interview, 21.11.2022).
Since this finding was not included in the audio recordings and the participant did not express this situation, it was
not presented in the findings section. For this reason, more research is needed on how changes in home
environment have an impact on the participants. The experience of loss, combined with the stress of moving and
other problems that may arise from the relocation, can have significant consequences. The fact that the participant
did not mention this situation, and the researcher learned about it from a close relative, may provide valuable
insight for future studies. Individuals with intellectual disabilities may sometimes be ignored because they are
unaware of the situation or, even if they are aware, unable to express them. Therefore, there is a need for research
in which both the individual with intellectual disabilities and their relatives will participate together. Another code
that may be related to the relocation is the code of feeling that they are a burden to their relatives. In addition to
the feelings of losing their parents, they had to change their homes and were forced to get used to this situation.
The negative feelings stemming from the perception of being a burden in their new environment were added to
this confusion. More research is needed in order to determine the effects of loss, grief process, relocation, getting
used to and the emotions these experiences evoke on individuals with intellectual disabilities.

One of the participants stated that he had suicidal thoughts after the loss he experienced. In his study,
Lunsky (2004) found that out of 98 individuals with intellectual disabilities, twenty-six sometimes and seven often
thought about suicide. Since there is no suicide screening tool specially designed for individuals with intellectual
disabilities, these individuals are at risk for unidentified suicidal thoughts and behaviors. P1 is cognitively mild
and is only unaware of the irreversibility component of death. This may have encouraged him to commit suicide.
However, there may be people with intellectual disabilities who have never expressed suicidal thoughts. For this
reason, there is a need for more research on this subject in our country.

The gender of our participants who thought that they would not be safe after the death of their relatives
was female. Some participants used expressions to support this code during the interviews. For example, while
male participants stated that they went out to the bazaar independently, women stated that they went out with a
relative. It is seen that their relatives approach female participants with a more protective attitude. The sentences
used while trying to warn them against external evils with this protective attitude may have negatively affected the
sense of trust in women with intellectual disabilities. Based on this information, it can be thought that gender has
an effect on the emotions felt during the grief process. Although gender does not affect understanding the concept
of death, we can say that it affects the emotions experienced during the grief process.
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As a result, when the statements of adults with intellectual disabilities are examined, they are most aware
of universality and irreversibility among the five components of death. Experience, cognitive level, religion and
environment seem to affect the development of the concept of death. The participants stated that they felt sadness
and fear the most when they heard the word death. They reported that the news of death was told to them in short
sentences. All individuals participating in the study stated that they attended the funeral. They stated that during
the grief period, they felt most lonely, received psychological support, moved to a new place and experienced
irregular sleep patterns.

Suggestions

In this study, the understanding of death and grief process of adult individuals with intellectual disabilities
were analyzed. Based on the experiences during the research process, it is suggested that future studies include a
criterion where the death occurred at least one and at most three years before. Additionally, it is recommended to
investigate the effectiveness of a death education program specifically designed for individuals with intellectual
disabilities. Based on the findings, it can be suggested that the person delivering the news of death should
communicate it clearly and use direct language and respond to the questions of the individual with intellectual
disabilities in a realistic manner. It can be suggested that teachers working in the field of special education should
be trained on how to treat students whose relatives have died, how to manage the grief process, and how to
approach the problems that may arise. It may be suggested to organize group therapies for adults with intellectual
disabilities to overcome their grief more easily. Based on the finding related to suicidal thoughts, further research
on suicidal thoughts of individuals with intellectual disabilities is also recommended.

Authors’ Contributions

In this study, the authors collaborated on the subject, design, data collection and analysis, and reporting
of the study.

Candeger & Taymaz-Sar1 ONLINE FIRST



DEVELOPMENT OF THE CONCEPT OF DEATH AND GRIEF PROCESS IN ADULTS WITH INTELLECTUAL DISABILITIES 15
WHO HAVE LOST RELATIVES

References

Alcedo-Rodriguez, M. A., Cristobal-Fernandez, L., Gomez-Sanchez, L. E., & Arias-Gonzalez, V. B. (2018).
Evaluating the characteristics of the grieving process in people with intellectual disability. Journal of
Applied Research in Intellectual Disabilities, 31(6), 999-1007. https://doi.org/10.1111/jar.12454

Bihm, E. M., & Elliott, L. S. (1982). Conceptions of death in mentally retarded persons. The Journal of Psychology,
111(2), 205-210. https://doi.org/10.1080/00223980.1982.9915359

Blackman, N. (2008). The development of an assessment tool for the bereavement needs of people with learning
disabilities. British Journal of Learning Disabilities, 36(3), 165-170. https://doi.org/10.1111/j.1468-
3156.2008.00514.x

Blackman, N. (2013). The use of psychotherapy in supporting people with intellectual disabilities who have
experienced bereavement (Publication No. 22999801) [Doctoral dissertation, University of
Heartfordshire]. University of Hertfordshire Research Archive.

Biiyiikoztiirk, S., Kilig-Cakmak, E., Akgiin, 0., Karadeniz, S., & Demirel, F. (2013). Bilimsel arastirma yontemleri
[Scientific research methods]. Pegem Akademi.

Canayaz, M. (2022). Sosyal medyada oliime yiiklenen anlam ve tutumlar: Bir 6liim sosyolojisi ¢alismasi [Meaning
and attitudes attributed to death in social media: A death sociology study] (Tez Numarasi: 722342)
[Yiiksek lisans tezi, Karabiik Universitesi]. Yiiksekdgretim Kurulu Ulusal Tez Merkezi.

Cathcart, F. (1995). Death and people with learning disabilities: Interventions to support clients and carers. British
Journal of Clinical Psychology, 34(2), 165-175. https://doi.org/10.1111/j.2044-8260.1995.th01452.x

Chow, A. Y. M., McEvoy, J., Chan, I. K. N., Borschel, M., Yuen, J. H. L., & Lo, J. Y. M. (2017). Do men and
women with intellectual disabilities understand death? Journal of Intellectual Disability Research,
61(12), 1130-1139. https://doi.org/10.1111/jir.12431

Christensen, L. B., Johnson, R. B., & Turner, L. A. (2015). Arastirma yontemleri desen ve analiz [Research
methods design and analysis] (A. Aypay, Trans. Ed., 3rd ed.). Am1 Yaymcilik. (Original book published
2014)

Coppus, A. M. (2013). People with intellectual disability: what do we know about adulthood and life expectancy?.
Developmental Disabilities Research Reviews, 18(1), 6-16. https://doi.org/10.1002/ddrr.1123

Dodd, P., Dowling, S., & Hollins, S. (2005). A review of the emotional, psychiatric and behavioural responses to
bereavement in people with intellectual disabilities. Journal of Intellectual Disability Research, 49(7),
537-543. https://doi.org/10.1111/j.1365-2788.2005.00702.x

Dodd, P., Guerin, S., McEvoy, J., Buckley, S., Tyrrell, J., & Hillery, J. (2008). A study of complicated grief
symptoms in people with intellectual disabilities. Journal of Intellectual Disability Research, 52(5), 415-
425. https://doi.org/10.1111/j.1365-2788.2008.01043.x

Dunning, S. (2006). As a young child’s parent dies: Conceptualizing and constructing preventive interventions.
Clinical Social Work Journal, 34(4), 499-514. https://doi.org/10.1007/s10615-006-0045-5

Dusart, A. (2008). Perceptions of death among adults with intellectual disability and awareness of their own
mortality. International Journal on Disability and Human Development, 7(4), 433-440.
https://doi.org/10.1515/IJDHD.2008.7.4.433

Edmonds, W. A., & Kennedy, T. D. (2017). An applied guide to research designs. Sage Publications.
https://doi.org/10.4135/9781071802779

Findikly, S., & Saygin, E. P. (2023). Nitel arastirmalarda aragtirmacinin rolii ve arastirmaci giinliikleri [The role of
the researcher in qualitative research and researcher diaries]. Turkish Journal of Marketing, 8(2), 64-74.
https://doi.org/10.30685/tujom.v8i2.184

Greasley, K., Ashworth, P. (2007). The phenomenology of ‘approach to studying’: The university student's studies
within  the lifeworld. British Educational Research  Journal, 32,  819-843.
https://doi.org/10.1080/01411920701656977

Harper, D. C., & Wadsworth, J. S. (1993). Grief in adults with mental retardation: Preliminary findings. Research
in Developmental Disabilities, 14(4), 313-330. https://doi.org/10.1016/0891-4222(93)90025-F

Candeger & Taymaz-Sar1 ONLINE FIRST


https://doi.org/10.1111/jar.12454
https://doi.org/10.1080/00223980.1982.9915359
https://doi.org/10.1111/j.1468-3156.2008.00514.x
https://doi.org/10.1111/j.1468-3156.2008.00514.x
https://doi.org/10.1111/j.2044-8260.1995.tb01452.x
https://doi.org/10.1111/jir.12431
https://doi.org/10.1002/ddrr.1123
https://doi.org/10.1111/j.1365-2788.2005.00702.x
https://doi.org/10.1111/j.1365-2788.2008.01043.x
https://doi.org/10.1007/s10615-006-0045-5
https://doi.org/10.1515/IJDHD.2008.7.4.433
https://doi.org/10.4135/9781071802779
https://doi.org/10.30685/tujom.v8i2.184
https://doi.org/10.1080/01411920701656977
https://doi.org/10.1016/0891-4222(93)90025-F

DEVELOPMENT OF THE CONCEPT OF DEATH AND GRIEF PROCESS IN ADULTS WITH INTELLECTUAL DISABILITIES 16
WHO HAVE LOST RELATIVES

Johnson, A. P. (2005). A short guide to action research. Pearson Education.

Kessel, S., & Merrick, J. (2001). The benefits of jewish mourning rituals for the grieving individual with
intellectual disabilities. Journal of Religion, Disability & Health, 5(2-3), 147-156.
https://doi.org/10.1300/J095v05n02_12

Kitching, N. (1987). Helping people with mental handicaps cope with bereavement: A case study with discussion.
Journal of the British Institute of Mental Handicap, 15(2), 60-63. https://doi.org/10.1111/j.1468-
3156.1987.tb00395.x

Kloeppel, D. A., & Holllns, S. (1989). Double handicap: Mental retardation and death in the family. Death Studies,
13(1), 31-38. https://doi.org/10.1080/07481188908252277

Kiimbetoglu, B. (2015). Sosyolojide ve antropolojide niteliksel yontem ve arastrma [Qualitative method and
research in sociology and anthropology]. Baglam Yaycilik

Lincoln, Y. S., & Guba, E. G. (1985). Naturalistic inquiry. Sage Publications.

Lunsky, Y. (2004). Suicidality in a clinical and community sample of adults with mental retardation. Research in
Developmental Disabilities, 25(3), 231-243. https://doi.org/10.1016/].ridd.2003.06.004

MacHale, R., & Carey, S. (2002). An investigation of the effects of bereavement on mental health and challenging
behaviour in adults with learning disability. British Journal of Learning Disabilities, 30(3), 113-117.
https://doi.org/10.1046/j.1468-3156.2002.00166.x

McEvoy, J., MacHale, R., & Tierney, E. (2012). Concept of death and perceptions of bereavement in adults with
intellectual  disabilities. Journal of Intellectual Disability Research, 56(2), 191-203.
https://doi.org/10.1111/j.1365-2788.2011.01456.x

McMaugh, P. J., Wiese, M. Y., & Stancliffe, R. J. (2017). The experiences of parents in supporting their son or
daughter with intellectual disability to learn about dying and death. Journal of Intellectual &
Developmental Disability, 42(3), 285-294. https://doi.org/10.3109/13668250.2016.1236367

McRitchie, R., McKenzie, K., Quayle, E., Harlin, M., & Neumann, K. (2014). How adults with an intellectual
disability experience bereavement and grief: A qualitative exploration. Death Studies, 38(3), 179-185.

Miles, M. B., & Huberman, A. M. (1994). Qualitative data analysis. Sage Publication.

Read, S. (1998). Breaking bad news to people with a learning disability. British Journal of Nursing, 7(2), 86-91.
https://doi.org/10.12968/bjon.1998.7.2.86

Read, S., & Elliott, D. (2007). Exploring a continuum of support for bereaved people with intellectual disabilities:
A strategic approach. Journal of Intellectual Disabilities, 11(2), 167-181.
https://doi.org/10.1177/1744629507076930

Rodriguez-Herrero, P., Izuzquiza-Gasset, D., & Herran-Gascon, A. D. L. (2015). Concept of death in young people
with intellectual disability: A contribution to the pedagogy on death. Siglo Cero, 46(1), 67-80.
https://doi.org/10.14201/scer020154616780

Slaughter, V. (2005). Young children's understanding of death. Australian Psychologist, 40(3), 179-186.
https://doi.org/10.1080/00050060500243426

Slaughter, V., & Griffiths, M. (2007). Death understanding and fear of death in young children. Clinical Child
Psychology and Psychiatry, 12(4), 525-535. https://doi.org/10.1177/1359104507080980

Tanhan, F., & Ari-Inci, F. (2009). Oliim egitimi [Death education]. Pegem Akademi.

Wadsworth, J. S., & Harper, D. C. (1991). Grief and bereavement in mental retardation: A need for a new
understanding. Death Studies, 15(3), 281-292. https://doi.org/10.1080/07481189108252431

Wertz, F. J. (2005). Phenomenological research methods for counseling psychology. Journal of Counseling
Psychology, 52(2), 167-177. https://doi.org/10.1037/0022-0167.52.2.167

Yildirim, A., & Simsek, H. (2016). Sosyal bilimlerde nitel arastirma yontemleri [Qualitative research methods in
social sciences]. Seckin Yayincilik.

Candeger & Taymaz-Sar1 ONLINE FIRST


https://doi.org/10.1300/J095v05n02_12
https://doi.org/10.1111/j.1468-3156.1987.tb00395.x
https://doi.org/10.1111/j.1468-3156.1987.tb00395.x
https://doi.org/10.1080/07481188908252277
https://doi.org/10.1016/j.ridd.2003.06.004
https://doi.org/10.1046/j.1468-3156.2002.00166.x
https://doi.org/10.1111/j.1365-2788.2011.01456.x
https://doi.org/10.3109/13668250.2016.1236367
https://doi.org/10.12968/bjon.1998.7.2.86
https://doi.org/10.1177/1744629507076930
https://doi.org/10.14201/scero20154616780
https://doi.org/10.1080/00050060500243426
https://doi.org/10.1177/1359104507080980
https://doi.org/10.1080/07481189108252431
https://doi.org/10.1037/0022-0167.52.2.167

