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Bu calismada Down Sendromlu ¢ocugu olan annelerin gereksinimlerinin belirlenmesi ve sosyal destek algilarina
yonelik goriiglerinin incelenmesi amacglanmistir. Calismanin katilimcilari Gaziantep ilinde yasayan Down
Sendromlu gocuga sahip 20 annedir. Nitel olarak desenlenen bu ¢alismada yar1 yapilandirilmig goriisme yoluyla
annelerden elde edilen veriler igerik analizi ile degerlendirilmistir. Calismada Down Sendromlu ¢ocuklarin ve
annelerinin toplumsal yasamlarinda sosyal kabul gérmek istedikleri tespit edilmistir. Anneler ¢cocuklarinin genel
egitim siirecinden yararlanmalarinin diigiik oldugunu belirterek 6zellikle yerel yonetimler, sivil toplum
kuruluslarindan destek beklediklerini vurgulamiglardir. Annelerin ¢ocuklarinin yetersizlik alanlar1 ve bu
yetersizliklere yonelik neler yapabilecekleri gibi konularda bilgiye gereksinimleri vardir. Down Sendromlu
cocuklarinin gereksinimlerini karsilamak ve daha iyi egitim olanaklarindan faydalanmak i¢in maddi gereksinimleri
oldugunu ifade etmislerdir. Anneler en ¢ok egitim ve sosyal beceri alaninda ¢ocuklarmin desteklenmeye
gereksinimleri oldugunu belirtmislerdir. Anneler, sosyal aktivitelerin diizenlenmesi i¢in yerel yonetimler ve sivil
toplum kuruluslarindan destek beklediklerini dile getirmislerdir.

Anahtar sézciikler: Down Sendromu, aile gereksinimleri, sosyal destek, aile iliskileri, kardes iliskileri.
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Aile, toplumun temelini olusturan bir kurumdur. Toplumsal diizenin ve isleyisinin olusmasinda bir¢ok
gorevi bulunan ailenin goérevlerinden biri de aile bireylerine sevme-sevilme, karar mekanizmalarimi kullanma,
belirli sorumluluklar: iistlenme ve sosyal rolleri yerine getirme niteliklerini kazandirmaktir (Kaytes, Durualp &
Kadan, 2015). Ailenin 6zellikleri, cocugun yetersizligi veya biyolojik risk faktorleri aile i¢i Oriintiileri etkilemekte,
bu ézellikler birleserek cocugun gelisiminde belirleyici olmaktadir (Ozmen & Cetinkaya, 2012).

Anne-babalar evliliklerini tamamlayict bir unsur olarak ¢ocuk sahibi olmay isterler (Varol, 2005). Ailede
var olan diizene yeni bir ¢ocuk eklenecegi zaman hazirliklar yapilmaktadir ve aileye yeni bir iiye katilimi ailede
degisiklik yaratmaktadir (Ozekes, Girli, Yurdakul & Sarisoy, 1998). Aileye yeni bir birey katildiginda, ebeveyn
rollerinin yeniden diizenlenmesi ve rutinlerin olugturulmasi gereklidir (Kaner, 2004). Ailenin bu siiregte beklentisi
diinyaya getirilecek ¢gocugun saglikli olmasidir. Aslinda dogal bir siire¢ olan bebegin diinyaya gelmesi hayallerle
birlikte kaygilart da beraberinde getirebilir. Higbir anne baba bu siiregte engelli bir bebege sahip olmaya
hazirlanmamaktadir, aksine bu diisiincenin varligi onlara rahatsizlik vermektedir (Ar1 vd., 2012). Engelli bir
bebegin dogacagini 6grenme ailede karmasiklik yaratmakta olup bu durum aile iiyelerinin beklentilerini
degistirmektedir (Yildirirm-Dogru & Arslan, 2016).

Icinde bulunulan bu olumsuz durumun en asgari diizeye indirilmesi, cocugun saghkl gelisiminin ve
ailenin ihtiyaclarinin en yiiksek diizeyde desteklenmesi aile gereksinimlerinin belirlenmesinin temel amaci olarak
ifade edilmektedir (Durualp, Kocabas, Arslan & Ozaydin, 2011; Kaytes vd., 2015). Engeli olan bir bebege sahip
olan ebeveynlerin kaygilandiklar1 ve problem yasadiklar1 konular, ¢ocuklarinin egitimi, okula ulagimi, cocugunun
engeli hakkinda akranlarina agiklama yapma, ergenlik déneminin nasil gegirilecegi, is ve meslek edinme durumu
ve ebeveynlerin 6liimii sonrasinda ¢ocuklarinin gelecegi olarak belirtilmistir (Karadag, 2014). Bu kaygilarin, aile
gereksinimlerinin belirlenmesi, ailenin gereksinimi olan hizmetlerin igerigi, tiirii, hizmetin ne sekilde yapilacagi,
hangi niteliklere sahip olacag gibi faktorler agisindan 6nemli oldugu ifade edilmektedir (Kaytes vd., 2015). Ayrica
aileler cocuklarinin kendilerine olan bagimliliklarinin ileriki donemlere nasil yansiyacagma dair kaygi
igerisindedirler. Bunun sonucunda aileler kendilerini tehdit altinda hissetmekte ve bu durum kendilik algilarimi
etkilemektedir (Ar1 vd., 2012; Yildirnm-Dogru & Arslan, 2016). Bu kaygilardan yola ¢ikarak aile gereksinimlerini
belirlemek ve bu gereksinimlere yonelik egitim programlari olusturmak aileleri bu programlara katilma konusunda
cesaretlendirmektedir (Bailey & Simensson, 1988).

Engelli ¢ocuga sahip ailelerin gereksinimlerinin, bilgi edinme gereksinimi, sosyal destek ve ekonomik
gereksinimleri alaninda yogunlastig1 goriilmektedir (Ak¢amete & Kargin, 1996; Bilal & Dag, 2005). Ailenin bilgi
gereksinimi, aile bireylerinde yasanan depresyon, ekonomik kaygilar potansiyel stres olarak aile i¢i Oriintiileri
etkiler. Bireyler aras1 uyumsuzluk, ¢cocugun kendini idare edememesi, ¢evresindeki destegin yetersizligi, cocugun
ailenin beklentilerine, isteklerine cevap verememesi, ¢evre ile olan iletisim ve ailenin problemlere ¢6ziim yolu
bulamamasi ve sosyal aktivitelere katilmamak ayni zamanda aileyi etkileyen stres kaynaklari olarak belirtilmistir
(Dyson, 1993; Ar1 vd., 2012). Stres kaynaklarina ek olarak, engelli ¢ocuklara bakim ve egitim veren kurumlarin
azlig1, bu konuda ailenin yakinlarinin destegine gereksinim duymasi ve yakinlariin destegini alamadiklarinda
kendilerini yalmz hissetmeleri sonucu stres ve kaygi diizeylerinin de arttigi vurgulanmistir (Ar1 vd., 2012).
Ebeveynlerin yagadiklar1 bu durum karsisinda gereksinimlerinin belirlenmesi ebeveynlerin endiselerini azaltmakta
ve ¢ocuklariin gelisimlerine katki saglamaktadir (Dinnebeil, 1999). Ebeveynlere yonelik yapilan danigmanlikta
cocuklarin egitim gereksinimlerinin belirlenmesinin ebeveynlerde olusan stresi ve endiseyi azaltip, uyum siirecini
kolaylastirdig1 goriilmiistiir (Cavkaytar, Ceyhan, Adigiizel & Uysal, 2012).

Birincil bakimui iistlenen ebeveynlerin anneler oldugu dikkate alindiginda, engelli cocuklari olan ailelerde
annelerin daha ¢ok stres yasadigi diisliniilmektedir. Bu konuda annelerin ne tiir desteklere gereksinimleri
oldugunun belirlenmesi ve bu gereksinimler dogrultusunda uygun destek hizmetlerinin saglanmasi énemli hale
gelmektedir. Kaytes ve digerlerine (2015) gore annelerin, eslerinden ve akrabalardan daha fazla gereksinimi
oldugu ortaya ¢ikmustir (Kaytes vd., 2015). Annelerin olumsuz olaylar1 eleyerek, yasantilar arasinda bas etmekte
glicliik ¢ektigi olumsuz olaylarla nasil bas edebilecegi konusunda bireylerin durumlar karsisinda daha iyi yonde
gelismesine katkida bulunmak, dayanma giiciinii artirmak ve cevredeki digsal faktorlere karst onleyici olarak
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bireylerin olumlu duygulara yonlendirilmesinde sosyal destegin tesvik edici oldugu goriilmektedir (House, 1981).
Bu dogrultuda ailenin yasadig: stresi azaltan destek hizmetleri arasinda ailenin sosyal destek gereksiniminin bir
adim 6ne ¢iktig1 sOylenebilir. Ailedeki ve ¢evredeki sosyal destegin; aile uyumunu kolaylastirici, saglikli yagami
tesvik edici, kisilerin moralleri ve olaylar ile basa ¢ikma becerileri iizerinde olumlu etkileri vardir (Allen,
Ciambrone & Welch, 2000). Sengiil ve Baykan (2013), zihinsel engelli ¢ocuga sahip ebeveynlerin, normal geligim
gosteren cocuklara sahip ebeveynlere gore daha cok psikososyal destege gereksinim duyduklarini dile
getirmislerdir.

Ailelerin ¢ocuklarinin engelli olduklarini kabul etme siirecinde; engelin tiirdi, siddeti, cocugun cinsiyeti,
engelli cocugun fiziksel goriiniis 6zelliklerinin olup olmamasi, ailenin tipi, ailedeki ¢ocuk sayisi, problemlerle bas
etme stratejisi, egitim diizeyi, ekonomik giicii, evlilik iligkileri, sosyal ¢evreden ve uzmanlardan aldiklart destekler
¢ok 6nemlidir (Ar vd., 2012). Cocugun yetersizliginin tan1 almasi ile basglayan bu siiregte aileler, engelli ¢ocukla
ilgili karmasik bir psikolojiye sahip olmakla kalmayip cocuklar i¢in kimden yardim alacaklarini, nereye
bagvuracaklarini ve ¢ocuklariyla nasil yasayacaklarini bilmemektedirler (Ar1 vd., 2012). Normal gelisim gosteren
cocugun dogumu ile birlikte annenin sorumluluklarinda ve is yiikiinde artis oldugu bilinmekte, engelli bir cocugun
dogumuyla birlikte ise bu sorumluluk ve is yiikii daha da artmaktadir ve bu durum da annenin yagamini
giiclestirmektedir (Atagiin, Devrim-Balaban, Atagiin, Elagoz & YllmaZ-OZpolat, 2011; Goren, 2015). Bu
baglamda, ¢cocugun icinde yasadigi aile ortaminin giiclenmesi ve ailenin ¢ocugun yasaminda daha etkin rol
almasin1 saglayan aile caligmalari ve igbirligi onemli goriilmektedir. Bu yiizden annelerin desteklenmeye
gereksinimi vardir. Anne ¢ocuk etkilesimi géz Oniine alindiginda, annelerin ¢ocukla gecirdikleri zamanin 6nemli
ve ¢cocugun gelisiminde etkili bir degisken oldugu goriilmektedir.

Alanyazinda; otizm (Das vd., 2017; Lin, Orsmond, Coster & Cohn, 2011; Weiss vd., 2013), zihinsel
yetersizligi olan (Duvdevani, 1996), gorme engelli (Lupon, Armayones & Cardona, 2018), isitme engelli (Raoelina
vd., 2016) ve fiziksel engelli (Akmese, Mutlu, & Kayhan 2013; Juhasova, 2015; Vega, Molton, Miro, Smith &
Jensen, 2018) cocuga sahip ailelerin sosyal destek algilar1 hakkinda ¢alismalarin yapildigi, fakat yapilan
calismalarin da sinirli sayida oldugu goriilmiistiir. Ayrica alanyazinda engelli kardese sahip bireylerin
gereksinimlerini ele alan ¢aligmalarin oldugu (Dunn, 1983; Goren, 2015; Pahl & Quine, 1987; Yavuz & Coskun,
2014) fakat bu calismalarda sosyal destek gereksinimlerine deginilmedigi goriilmektedir. Down Sendromlu bireye
annenin yogun stres ile basa ¢ikmasinda, ¢cevresinden elde ettigi sosyal ve psikolojik destek olarak tanimlanan aile
gereksinimleri ve sosyal destek diizeyinin son derece dénemli oldugu diisiiniilmektedir. Buradan hareketle, bu
caligmada yar1 yapilandirilmig goriismeler yoluyla Down Sendromlu ¢ocuga sahip annelerin aile gereksinimlerinin
belirlenmesi ve sosyal destek algilarinin derinlemesine incelenmesi amaglanmistir. Calismamizin, Tirkiye'deki
annelerin yasam deneyimlerine ve Down Sendromu algilarina yonelik bilgiler edinilerek bu konudaki alanyazina
katki sunmasi ve ¢aligmanin bulgularinin uygulama alaninda ¢alisan uzmanlara, ailelere daha etkin hizmet
sunmalar1 agisindan yol gosterici olacag diistiniilmektedir.

Yontem
Arastirma Deseni

Nitel aragtirma desenlerinden biri olan durum g¢aligmasi bu ¢alismanin desenini olusturmaktadir. Durum
calismasi; bir veya birden ¢ok durumu ortam, zaman, birey, olay, siire¢ gibi faktdrlerle kendi smirlari iginde
biitiinciil olarak analiz eder. Durumlar birbirinden farkli oldugu i¢in sonug¢larin genellenmesi s6z konusu degildir.
Ancak bir duruma iligkin olarak elde edilen sonuglarin benzer durumlarin anlasilmasina yonelik drnekler ve
deneyimler olusturulmasi beklenir. (Yildirim & Simsek, 2018).

Calisma Grubu

Calismaya Gaziantep ilinden 20 Down Sendromlu bireyin anneleri dahil edilmistir. Amagli 6rnekleme
yontemine uygun olarak ¢alisma grubu olusturulmustur. Amagh 6rnekleme c¢aligmanin amacina bagli olarak
zengin bilgiye sahip durumlarin segilerek ayrintili degerlendirilmesi siirecidir (Yildirim & Simsek, 2018).
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Annelerin belirlenmesinde tek kriter Down Sendromlu ¢ocuga sahip olmaktir. Down Sendromlu
bireylerin ve annelerinin yaslar belirlenirken herhangi bir simirlama koyulmanustir. Annelerin yas ortalamasi X =
46, cocuklarm yas ortalamasi ise X = 13’tiir. Kriterleri karsilayan annelere goriisme 6ncesinde galismanin konusu,
amact ve silire¢ hakkinda bilgiler verilmistir. Bu calisma goriismelere katilmayr onaylayan 23 anne ile
yiriitiilmiistiir. Calismada sorular1 yanitlamada gii¢lilk yasayan ii¢ anneden elde edilen veriler analize dahil
edilmemistir. Caligma verilerine 20 annenin goriisleriyle ulasilmigtir. Calisma grubuna katilan anne ve Down
Sendromlu bireylere ait demografik bilgiler Tablo 1’de verilmistir.

Caligsmaya katilan annelerin yag araligi 35 ile 64 arasinda degisirken Down Sendromlu bireylerin yas
araligi ise 1 ile 27 yag arasinda degismektedir. Annelerin egitim durumu dagilimlari bir anne ilkokul mezunu, alti
anne ortaokul mezunu, dort anne lise mezunu, yedi anne {iniversite mezunu, iki anne ise lisansiistii mezunudur.
Ailelerin gelir durumlarina bakildiginda ise 10 ailenin 1300 Tiirk Liras1 (TL) ve alti, sekiz ailenin 1300-3000 TL
ve 3000 TL iizeri olarak belirlenmistir. Annelere, yapilacak goriigmelerin bu ¢alisma kapsaminda kullanilacagina,
anne ve ¢ocuga dair 6zel bilgilerin paylagilmayacagina, isimlerin gizli tutulup kodlarin kullanilacagina dair gizlilik
onam formu imzalatilmistir. Gorligmeler annelerin kolayca ulasabilecegi bir rehabilitasyon merkezinde
gerceklestirilmistir.

Tablo 1

Calisma Grubunun Demografik Ozellikleri

Anne no Anne yas  Down Sendromlu birey yasi Anne egitim diizeyi Gelir durumu
Al 55 27 Universite 1300 ve alt1
A2 45 22 Ortaokul 1300-3000
A3 39 9 Universite 1300 ve alt1
A4 28 2 Lisansiistii 3000 ve tstii
A5 35 11 Lise 1300-3000
A6 35 7 Lise 1300 ve alt1
A7 64 26 Universite 1300-3000
A8 56 20 Ortaokul 1300-3000
A9 47 8 Ilkokul 3000 ve {istii
Al0 46 1 Ortaokul 1300 ve alt1
All 39 13 Universite 1300 ve alt1
Al2 37 9 Lise 1300-3000
Al3 48 18 Ortaokul 1300-3000
All 51 15 Universite 1300-3000
Al5 59 20 Lisansiistii 1300-3000
Al6 45 15 Universite 1300 ve alt1
Al7 47 17 Lise 1300 ve alt1
Al8 47 14 Ortaokul 1300 ve alt1
Al19 37 14 Universite 1300 ve alt1
A20 50 11 Ortaokul 1300 ve alt1
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Veri Toplama Araglar:

Calismada Down Sendromlu ¢ocuga sahip annelerin aile gereksinimlerinin neler oldugunu ve annelerin
sosyal destek algilarina iliskin goriislerini belirlemek i¢in yar1 yapilandirilmis goriisme teknigi kullanilmistir.
Stewart ve Cash (2014), goriismeyi, “Onceden belirlenmis ve ciddi bir amag igin yapilan, soru sorma ve yanitlama
tarzina dayali karsilikli ve etkilesimli bir iletisim siireci” olarak tanimlamistir. Yildirim ve Simsek’e (2018) gore,
nitel caligmalarda en c¢ok goriisme teknigini kullanilmaktadir. Goriisme teknigi bireylerin deneyimlerine,
tutumlarimna, goriislerine, sikayetlerine, duygularina ve inanglarina iliskin bilgi elde etmede oldukca etkili bir
yontemdir. Calismada goriisme tekniklerinden biri olan yar1 yapilandirilmis goriisme teknigi kullanmilmistir. Yari
yapilandirilmis goriisme teknigi, caligmada toplanilan verilerin hem sabit secenekli olmasini hem de istedigimiz
alanda derinlemesine ¢alisma yapmay1 hedefler (Biiytuikoztiirk, Kilig-Cakman, Akgiin, Karadeniz & Demirel,
2012).

Calismada annelerin sosyal destek algilarina iligkin goriislerini belirlemek amaciyla birinci aragtirmact
tarafindan yar1 yapilandirilmis sorulardan olusan goriisme formu alanyazin taramasi yapilarak olusturulmustur. Bu
tarama sonucunda 22 sorudan olusan havuz olusturulmustur. Sorularin acikligi ve netligi, ¢alisma amacina ve
konusuna uygunlugu doért alan uzmani tarafindan kontrol edilmistir. Uzmanlarin doniitlerine gore gerekli
diizenlemeler yapildiktan sonra sorularin katilimcilar tarafindan anlasilabilirliligini degerlendirmek ve sorularin
amaca uygunlugunu goérmek icin {i¢ anne ile goriigme yapilmistir. Bu gériisme sonucunda amaca uygun olmayan
sorular elenerek forma son sekli verilmistir. Asil uygulamada kullanilan goriisme formunda yedi soru yer
almaktadir. Formda yer alan sorular; annelerin ¢ocuklarimin Down Sendromlu olduklarint 6grendikleri andaki
stireci (ilk taniy1 kimin soyledigi, doktorlarin annelere nasil yonlendirmeler yaptiklari, yonlendirme yapmayan
doktorlardan kendilerine nasil davranilsa daha iyi hissedecekleri, annelerin haberi ilk duyduklarinda neler
hissettikleri), aile yasantilarini (¢ocuklarina bu durumu nasil anlattiklari, Down Sendromlu ¢ocuklarin kardesleri
tarafindan kabul edilip edilmedikleri, Down Sendromlu ¢ocuklarin kardesleri ile nasil paylasimda bulunduklari,
annelerin kendilerine zaman ayirip ayiramadiklari, annelerin diger ¢ocuklarina zaman ayirip ayiramadiklari,
annelerin Down Sendromlu ¢ocuklar: ile nasil zaman gegirdikleri), annelerin Down Sendromlu ¢ocuklar: ile
disartya ¢iktiklarinda yasadiklari sikintilara yonelik ¢evresindeki diger kisilerin kendilerine yonelik bakis, tutum
ve davranislarinin nasil oldugu, annelere yasantilarinda kimlerin destek oldugu, ¢ocuklarinin gelisim siirecinde
uzmanlardan, yonetimden ve egitimden beklentilerinin ne yonde oldugu, annelerin yasantilarinda degistirmek
istedikleri bir sey olsa neleri degistirmek isteyecekleri ve yeni Down Sendromlu bebege sahip olan veya olacak
olan annelere/ailelere neler tavsiye ettiklerine yoneliktir.

Verilerin Toplanmasi

Calisma verileri katilmaya goniillii olan 20 anneden elde edilmistir. Veri toplama siirecinde yari
yapilandirilmis goriisme sorularini uygulamak i¢in anneler ile goriiserek uygun giin ve saat belirlenmistir.
Gorligmeler bir rehabilitasyon merkezinde sessiz bir sinifta ger¢eklestirilmistir. Smnifta bir masa, iki sandalye, su
ve pegete bulundurulmustur.

Gorlisme sirasinda sonuglarin ayrintili bir sekilde aktarilmasi i¢in ses kaydi cihazi kullanilmigtir.
Annelere ses kaydi cihazi ile ilgili bilgi verilip kendilerinden gerekli izin alinmigtir. Sorular her anneye ayni sira
ile sorulmugtur. Annelerin sorulara verdikleri cevaplar bir bagka sorunun cevabini da igerdiginde ayni soru tekrar
sorulmamistir. Goriismeler ortalama 8 dakika ile 50 dakika arasinda siirmiistiir. Goriismeler annelere tesekkiir
edilerek sonlandirilmistir.

Verilerin Analizi
Anneler ile birebir gorligmeler tamamlandiktan sonra ses kayitlari bilgisayar ortaminda Word belgesinde
yaziya dokiilmiistiir. Goriismecinin ve katilimcinin sdyledikleri kelimeler imla ve dilbilgisi yoniinden higbir

degisiklik yapilmadan aynen aktarilmistir. Yaziya aktarilirken herhangi bir degisiklik yapilip yapilmadigini
kontrol etmek amaciyla ses kayitlar1 alanda uzman ii¢ kisi tarafindan tekrar dinlenilip kontrol edilmistir.

OZEL EGITIM DERGISI



656 MERIH TOKER-S.SENEM BASGUL-LATIFE OZAYDIN

Veriler yaziya doniistiiriildiikten sonra goriismeden elde edilen verilerin diizenlenmesi amaciyla annelere
Al’den A20’ye kadar kod isim verilmistir. Verilerin analizinde icerik analizi yontemi kullanilmistir. Yildirim ve
Simsek (2018) icerik analizinin temel amacini, toplanan verileri aciklamaya yardimci olacak kavramalara ve
iligkilere ulagsmak olarak ifade etmislerdir. Toplanan veriler kavramsallastirildiktan sonra ortaya ¢ikan kavramlarin
mantik gergevesinde diizenlenmesi ve veriyi agiklamayi saglayan temalarin belirlenmesi gerekmektedir. Paragraf
icerisinde kodlanan sozciikleri secerken anlami en iyi betimleyen sozciik bulunmaya calisilir. Kodlamalar
yapilirken verilerden cikarilan kavramlara gore yapilan kodlama bigimleri tercih edilmistir (Yildirim & Simsek,
2018).

Igerik analizinde birbirine benzeyen tema veya kavramlar bir araya getirilir ve okuyucuya anlasilir bir
sekilde var olan durum ifade etmeye ¢alisilir. Taslak temalar belirlenirken verilerden ¢ikarilan kavramlara gore
yapilan kodlama bi¢imi kullanilmistir. Bu kodlama bigiminde; arastirmaci tarafindan elde edilen transkript satir
satir okunur ve belirlenen amag ger¢evesinde 6nemli unsurlar belirlenir (Yildirim & Simsek, 2018).

Calismanin giivenirliligi belirlemek i¢in yaziya aktarilmig verileri kodlama ve alt temalara ayirmada
birden fazla kodlayicinin kararliligi olarak bilinen kodlayicilar arasi goriis birligi esas alinmigtir (Creswell, 2016).
Kodlayicilar arasi goriis birliginde dnemli noktalar; kodlarin, temalarin veya her iki unsurun nasil kodlanacagidir
(Creswell, 2016). Goriismeci annelerin sdylediklerini bir Word belgesinde ii¢ kodlayiciya sunmustur. Kodlayicilar
tarafindan soruya ait temalar bagimsiz olarak belirlenmistir. Kodlayicilar temalar1 belirledikten sonra kodlar
kargilagtirtlmistir ve fikir birligi ile temalar ve alt temalar belirlenmistir. Analizler devam ettik¢e temalarin tekrar
gelistirilmesi amaci ile ekleme veya ¢ikarilma yapilmigtir. Temalar arasi iligkilerin saptanilmasindan ve verilerin
organize edilmesinden sonra kodlamalara yardimei olmasi amaciyla MAXQDA programi kullanilmistir. Yaziya
dokiilmiis goriismeler MAXQDA programina aktarilmis ve belirlenen tema-alt temalar programa yazilmstir.
Annelerin goriislerinden elde edilen alintilar ilgili tema ile eslestirilmistir. Son olarak Maxqda programi yardimiyla
betimlenen veriler gorsellestirilmistir.

Bulgular

Down Sendromlu c¢ocugu olan annelerin gereksinimlerinin belirlenmesi ve sosyal destek algilart
hakkindaki goriiglerini incelemeyi amaclayan c¢alismada yapilan analizler sonucunda beklentiler, aile
gereksinimleri ve ailelerin sosyal destek algilar1 olmak {izere ii¢ ana temanin olustugu goriilmiistiir. Beklentiler
ana temasinda egitimden, uzmandan, yonetimden beklentiler ve egitim destegi olmak {izere dort alt temanin
olustugu; aile gereksinimlerinin gevreye agiklama gereksinimi, bilgi gereksinimi ve maddi gereksinim olarak ii¢
alt tema; sosyal destek algilart temasi ise bakici/komsu destegi, genis aile destegi ve aile destegi olmak iizere ii¢
alt temadan olugmustur. Caligsma bulgulari sonucunda ii¢ ana tema ve 10 alt tema elde edilmistir.

Annelere yoneltilen; “Cocugunuzun gelisimi siirecinde fiziksel, zihinsel, sosyal, duygusal, dil, 6z bakim
yoniinden uzmanlardan neler bekliyorsunuz? Ulkenin y&netim birimlerinden (devlet, belediye birimleri) neler
bekliyorsunuz?” sorusuna verilen cevaplar sonrasi olusan beklentiler temasinda annelerin beklentilerinin en ¢ok
egitim alaninda oldugu gorilmiistiir. Annelerin egitim beklentileri incelendiginde, bu konuda goriis belirten
annelerin de alinan egitim sonucunda ¢ocuklariin konugmasini istediklerini, akranlari ve sosyal ¢evre tarafindan
daha ¢ok kabul gérmelerinin desteklenmesine yonelik beklenti igerisinde olduklari; en az beklentinin ise okuma-
yazma ve verimli 6gretmen oldugu goriilmiistiir.

Anneler ¢cocuklarinin konusmasina yonelik beklentilerini;

Al7: “Cocugumun konusmasi, kendini ifade etmesi ¢ok onemli.”

A5: “Tek beklentim, ¢ocugumun konusmasi.”

A3: “Gelecekte ¢ocugumun konusmasini gérmek istiyorum.” seklinde ifade etmiglerdir.

Annelerin beklentilerinin ikincil olarak yonetimden oldugu goriilmiistiir. Annelerin yonetim beklentileri
incelendiginde, annelerin yonetimden en ¢ok sosyal etkinlikler sayica artirilmasidir; en az ise kendileri ile ayni
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durumda olan ailelerle goriismeler yapma beklentileridir. Anneler sosyal etkinliklerin artirilmasina yodnelik
beklentilerini;

AS: “Tiyatro sinema gibi seyler bir miizeye gitmeleri mesela bunlarda bir egitim yani yararh
olacak seyler.”

A4: “Mesela aktiviteler yapmiyor oziirlii cocuklar icin zaten senede bir aniliyorlar asla diger
zamanlar anilmazlar.” seklinde ifade etmislerdir.

Annelerin uzman beklentilerine yonelik goriislerine bakildiginda ¢ocuklarimin dil gelisimi agisindan
desteklenmeleri ve saglik- fiziksel gelisimlerinin takibi 6ne ¢ikmaktadir. Anneler tarafindan bu durum;

A12: “Dil becerisinin gelismesini istiyorum.”

A1S5: “Dil olarak daha iyi egitilmesini daha iyi konugmaswn istiyorum, her tiirlii konuda bilgi
almak istiyorum. Nasil gelisecek, ne olacak, ne yapacagiz, ne yapmamiz gerek.” seklinde
acgiklanmaktadir.

Ayrica anneler uzmanlardan ¢ocuklarinin saglik-fiziksel gelisimlerini takip etmeleri beklentilerini ifade
ederken; cocuklarinda goriilen davranig problemlerinden ve bu problemler ile basa ¢ikma konularinda ¢ocuklarina
nasil davranacaklari, yardim edecekleri konularinda da uzmanlardan beklentilerini dile getirmislerdir:

A16: “Zapt edemiyorum artik. Tek ¢tkaramiyorum oglumu, ablasi veya baba abisi olmazsa disart
¢tkaramryorum yani destek olmadik¢a ¢ikamiyorum tek. Bir misafir geldigi zaman rahatsizlik
verebilir bir misafirlige gittigim zaman rahatsizlik insanlara rahatsizlik verebilir, yani zaten
gétiirdiim ilag kullantyor hali yine oyle ila¢ kullantyorum ogluma ben psikiyatriye gétiirdiim ben.
Cilgn ¢ilgin hi¢ durmuyor hi¢.”

Egitim destegi olarak belirlenen diger alt temada ise annelerin en ¢ok beklenti i¢inde olduklar1 konu
¢ocuklarinin aldiklari egitimin giin ve saatlerinin yetersiz olmasidir. Anneler bu beklentilerini;

A15: “Saatleri eksik geliyor bana az geliyor egitim zamani az geliyor.”

Al7: “Haftada iki giin iki saat 10°da ders baslyor 12 de bitiyor. Okul gibi bes giin olsa mesela
haftanin bes giinii.” seklinde ifade etmiglerdir.

Goriismeler sonucu ortaya ¢ikan bir diger tema gereksinimlerdir. Annelerin en ¢ok gereksinim duydugu
konu ‘gocuklarinin durumunu gevreye agiklama’dir. Anneler bu gereksinimlerini;

A4: “Hastaligin ne sekilde oldugunu siirecin nasil ilerleyecegini anlattik.”

Al10: “Ya c¢ocuk hasta mu diyorlar hasta degil, degil diyoruz, hani bu hasta degil Down
Sendromlu ¢ocuk béyle davraniyor, ediyor dedik.” seklinde ifade etmislerdir.

Annelerin verdikleri cevaplar arasinda 6ne ¢ikan bir diger bulgu ise ¢ocuklarinin durumunu doktorun
anlattig1 gibi ¢cevredeki kigilere anlatmalaridir.

A16: “Anlattim iste, doktor bana ne séylediyse ben de aynisini anlattim.”

Annelerden bazilar1 ¢ocuklarinin Down Sendromlu oldugunu ilk basta sakladiklarini ve gevrelerine
anlatmadiklarini ifade ederken;

Al4: “Once hi¢ séylemedik. Bilmesinler gibisinden. Sonradan hasta, cok agir hasta oldugunu
haliyle ogrendiler.”

Bazi anneler ise ¢evresindeki kisilerin ¢ocuklarinin durumunu sormak icin cesaret edemediklerini su
sekilde dile getirmislerdir:
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A10: “Yani genellikle sormuyorlar uzaktan bakiyorlar sorma cesareti de edemiyorlar bazilari
diyor hastam var gegmig olsun diyorlar.”

Maddi gereksinimler annelerin goriislerinden elde edilen bir diger alt temadir. Annelerin bu gereksinime
yonelik goriisleri soyledir:

Annelerin maddi gereksinimlerine yonelik;

Al2: “Maddi durumumuz ¢ok fazla iyi degil bezi mendili ¢abuk tiikeniyor bir hafta on giin
siirmiiyor zor ulastirryoruz.”

Devletin kendilerine maddi destek yardimi yaptiklar: takdirde daha iyi egitim alacaklarina yonelik;

A16: “Devletin bize yardim etmesi lazim o yok bizde mesela yardim etse biz ¢ocuklarimizin daha
iyi bir yerde egitim almasw isteriz.”

Sosyal yasantilari igin ise;

A6: “Havuza gétiiriiyorum mesela, havuza gidiyor, mesela haftada bir giin gétiirecegime
atryorum iki giin gétiiriiriim. Yemege gotiirtiyorum disariya haftada bir giin gétiirecegime iki
gtin gotiiriiriim. Seyahat etmeyi ¢ok seviyor, mesela Ankara’ya ayda bir gidecegini iki ayda bir
gidecegine ayda bir giderim.” seklindedir.

Bilgi gereksinimi alt boyutunda ise anneler c¢ocuklarina nasil yemek yedirecekleri konusunda,
gelisimlerinin nasil takip edecekleri, dil gelisimi, ¢ocuklarina nasil davranacaklari, egitimleri, gocuklarinin egitimi
esnasinda uzmanlarin kendilerini de egitim programina dahil etmeleri ve diger aile iiyelerinin de bilgilendirilmesi
konusunda gereksinimleri oldugu belirtmislerdir.

A13: “Yemek falan yemiyor yani nasil yedirecegimi bilemiyorum.”

Al1S5: “Her tirlii konuda bilgi almak istiyorum. Nasil gelisecek, ne olacak, ne yapacagiz, ne
yapmamiz gerek.”

AS: “Uzman kigilerin bize nasil davranabilecegimizi, ne yapabilecegimizi bilgilendirilmesini
isterim.”

Ad: “Aileler hicbir sekilde bilgilendirilmiyor. Kendiniz bir sekilde arastirip oOgrenirseniz
ogreniyorsunuz tesadiifen bir yerden arastirmaniz kulaktan dolma yoksa hichbir haklarimi
bilemiyorsunuz ¢ocugunuzun hani boyle ailelere bir konferans yapip boyle bir bilgi verilmiyor
kesinlikle.”

Annelerin sosyal destek algisina yonelik goriisleri incelendiginde annelerin kendilerine en ¢ok yakin
akrabalarinin destek oldugunu, sonrasinda ise eslerinin ve cocuklarinin destek oldugunu ifade ettikleri
gorilmiistiir.

A18: “Bakiminda anneannesi, babaannesi hani bir yere en azindan sehir digina ¢ikilan bir yere
gidildigi zaman bwrakabiliyorum. Anneanneye, babaanneye, teyzesi var, teyzeleri var
birakabiliyorum, sag olsun onlar destek oluyorlar. Sonra biiyiik oglum destek.”

A10: “Kayinvalidem var, istedigim yere gidip gelebiliyorum.”

All: “Bana destek oluyor birinci destegim esim ikinci destegim bakicisi var iigiinciisii
kaymnvalidem ve annemdir. Herhalde sonra da oglum gelir kesinlikle.”
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Sekil 1. Down Sendromu tanisi alan ¢ocuklarin annelerin beklentileri ve sosyal destek algilari arasindaki tema ve alt temalar.
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Yapilan goriismeler sonrasinda elde edilen bulgular birlikte diisiiniildiiglinde Down Sendromu tanisi
almis cocuga sahip annelerin egitim beklentilerine bakildiginda beklentileri cocuklarinin egitim aldiklarini fakat
alian egitimin beklentilerini karsilamaya yetmedigi ve uzmanlardan destek gormek istedikleri yoniindedir. Egitim
aldiklar1 kurumdaki giin ve saat sayisinin yeterli olmadigin1 ve aldiklar1 egitim siiresinin artirilmasima yonelik
beklentileri oldugu goriilmiigtiir. Annelerin uzmanlardan beklentileri ¢ocuklarinin 6zellikle dil-konugma alaninda
desteklenmesi ve fiziksel geligimlerinin takip edilmesidir. Anneler cocuklarinin sosyal etkinliklere katilmalari i¢in
yonetimden destek beklediklerini bu konuda belediyelerin sivil toplum kuruluslariyla isbirligi i¢inde olmasi
gerektigini ifade etmislerdir. Annelerin ¢ocuklarinin Down Sendromlu olmalarini ¢evreye agiklarken ve gocuklari
icin neler yapabilecekleri konusunda bilgiye gereksinimleri oldugu ayni zamanda ¢ocuklarinin gereksinimlerini
kargilamak ve daha iyi egitim olanaklarindan faydalanabilmek i¢in maddi gereksinimleri oldugu sonucuna
ulagilmistir. Calismanin bulgularina gore sosyal destek algilari yiiksek olan anneler, kendilerini daha iyi
hissettiklerine, bir durumla karsilastiklarinda daha kolay ¢6ziim yollari bulduklarina deginmislerdir. Cocuklariin
hayatlarin1 bagimsiz bir sekilde siirdiirebilmesi ve gelecekteki gereksinimlerini bagimsiz karsilayabilmeleri
amaciyla annelere ne tiir destek gereksinimleri oldugu soruldugunda yogun olarak aile ve sosyal ¢evre desteginin
stirekli olmas1 gerektigi yoniinde goriis belirtmiglerdir (Sekil 1).

Tartisma ve Sonug¢

Bu caligmada Down Sendromlu ¢ocugu olan annelerin gereksinimlerinin belirlenmesi ve sosyal destek
algilarina yonelik goriislerinin incelenmesi amaglanmigtir. Bu amagla arastirma sonucunda elde edilen beklentiler,
aile gereksinimleri ve sosyal destek algilar1 temalar1 alanyazin kapsaminda degerlendirilmistir.

Aile beklentilerine yonelik bulgulara bakildiginda Down Sendromlu ¢ocuga sahip olacagini 6grenmekle
birlikte ailelerin ¢ocukla ilgili beklentilerinde degisiklik oldugu goriilmistiir. Bu durum karsisinda annelerin en
¢ok ¢ocuklarmin egitimi ve gelecekleri konusunda kaygilandiklar: goriilmiis ve bu kaygilar sonucu en ¢ok egitim
konusunda beklenti iginde olduklarini ifade etmislerdir. Anneler ¢ocuklarinin aldiklari egitimin sinirli giin ve saatte
oldugunu ifade edip alinan egitim siiresinin ve sikliginin artmast yoniinde beklenti iginde olduklarini
belirtmiglerdir.

Cocuklarinin dil gelisimi ve saglik durumlarinin belirli araliklarla takip edilmesi annelerin uzmanlardan
beklentileri arasindadir. Alanyazina bakildiginda; Go6ziin-Kahraman ve Cetin (2015) yaptiklar1 ¢alismada dort
annenin doktorlarin kendilerine iyi davranmasini, annelerden {igiiniin uzmanlarin kendilerini ve ¢ocuklarini evde
ziyaret etmelerini beklediklerini, iki annenin psikologdan yardim istediklerini ve iki annenin de uzmanlardan
bilgilendirilme yapmalar1 yoniinde istekleri oldugunu ifade etmislerdir. Géren (2015) ¢alismasinda annelerin,
¢ocuklarinin tanisini ilk 6grendiklerinde uzmanlar tarafindan sistematik olarak desteklenmeleri konusunda
beklenti igerisinde olduklarint belirtmistir. Ayrica annelerle yapilan goriismeler sonucunda, toplumun Down
Sendromlu ¢ocuklara karsi tutum ve davranislardan dolay1 cocuklarinin genel egitim kurumlarina kabul edilmedigi
ve bu durumun ¢ocuklarinin sosyallesmesi ve gerekli egitimleri almasinda bir engel oldugu sonucuna ulasilmistir.

Aileler ¢ocuklarinin sosyal aktivitelerden yoksun kalmalart sonucunda ev ortaminda rutini tekrarladiklari,
¢ocuklarinin ¢ok sikildigini ve zaman zaman problem davranislarla karsilagtiklarini belirterek yonetimden sosyal
aktivitelerin artirilmasima yonelik beklentileri olduklarini ifade etmiglerdir. Alanyazina bakildiginda Down
Sendromlu g¢ocuklarin sosyal, mesleki ve egitsel alanlarda yeterli Olciide desteklenmediginde ergenlik ve
yetigkinlik doneminde sorunlar yasadiklari ifade edilmistir (Karadag, 2014). Bahgivancioglu ve Akgin (2014)
yaptiklar1 ¢aligmalarda annelerin yonetimden engellilere 6zgii okullarin agilmasi ve egitim verecek uzmanin
gerekli donanima sahip olmasi, annelere maddi ve manevi destek saglanmasi, anne babanin 6liimii durumunda
¢ocuklara sahip ¢ikilmasi ve alanda uzman 6gretmenlerin yetistirilmesi gibi beklentileri oldugunu belirlemislerdir.

Aile gereksinimlerine yonelik bulgulara bakildiginda annelerin ¢ocuklarima Down Sendromu tanisi
konuldugunda c¢evrelerindeki kisiler tarafindan suglandiklari, geg¢mis yasantilarindan dolayr kendilerini
cezalandirilmig gibi hissettikleri ve hem ¢ocuklarini hem de kendilerini izole etme egiliminde olduklarini ifade
ettikleri goriilmiistiir. Down Sendromlu ¢ocugu olan annelerin g¢evrelerinden ¢ocuklarina yonelik olumsuzluk
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igeren bakis, tutum ve davraniglar karsisinda, kendilerini yalnizlastirmaya yonelik davraniglar gosterdikleri, bu
durumla basa ¢ikma stratejisi olarak ice kapanma ve toplumdan olabildigince uzaklagsma egiliminde olduklar
goriilmiistiir. Aileler, ¢ocuklariyla bir yere gittiklerinde yasadiklar sikintilar1 dile getirdiklerinde, normal gelisim
gosteren ¢ocuklarin engelli ¢cocuklarini gruba dahil etmemelerinden, diger insanlarin bakiglarindaki tutum ve
algilardan dolay1 rahatsizlik duyduklarimi ifade etmislerdir. Cocuklarimin Down Sendromlu oldugunu erken
kabullenen anneler ¢evresindeki insanlarin bu tutumlarmi artik umursamadiklarini dile getirmislerdir. Yildirim ve
Akcamete’nin (2014) caligmasinda annelerin ¢evrelerindeki insanlarin kendilerine aciyarak baktiklarmi bu
durumun g¢evreden kaynakli bir sorun oldugunu, bir anne ise yoneltilen sorularin fazla olmasindan dolay1
sikildigini, kendisine siirekli tavsiye verilmesinden usandigimi ve bu yilizden markete/bakkala bile gitmek
istemedigini belirtmistir. Goziin-Kahraman ve Cetin'in (2015) ¢alismasinda anneler en ¢ok ¢ocuklariin durumunu
bagkalarina agiklama konusunda sikintilar yasadiklarini belirtmislerdir. Annelerin ¢evresindeki bireylerin
kendilerine olumlu bir tutum sergilediklerinde onlarla birlikte daha rahat hareket edebildiklerini ve ¢ocuklarinin
durumunu paylastiktan sonra rahatladiklari sonucuna ulagilabilir. Annelerin ¢ocuklarinin Down Sendromu tanisini
kabul ettikleri agamaya kadar ¢evresindeki kisilerin annenin tepkilerine kars1 sabirlt olup problem ¢dzmeye yonelik
davraniglar gostermeleri gerektigi diisiiniilmektedir. Bu goriisler, annelerin ¢ocuklar ile ilgili yakin veya uzak
cevrelerine agiklama yapma siireci 6ncesinde desteklenmeleri gerektigi, bilgi ve sosyal destek gereksinimlerinin
karsilanmasi gerekliligini ortaya koymaktadir.

Calismada aile gereksinimleri temasinda 6ne ¢ikan bir diger bulgu ise ailelerin maddi gereksinimleridir.
Yapilan ¢esitli ¢alismalar incelendiginde G6ziin-Kahraman ve Cetin (2015) annelerin ¢ocuklarinin saglik ile ilgili
masraflarini kargilayacak maddi gereksinimleri oldugunu belirtmistir. Bailey ve Simeonsson (1988) ve Mert’in
(1997) yapmis oldugu caligmalarda ise, maddi gereksinimlerinin diizeltilmesi yoniinde yonetimden destek
bekleyen anneler, yasal haklariin hangi yonde olduguna dair de bilgi eksiklikleri olduguna deginmislerdir.

Ailelerin bilgi gereksinimlerine bakildiginda annelerin g¢ocuklarma nasil yemek yedirecekleri,
geligimlerini nasil takip edecekleri, ¢ocuklarina nasil davranacaklari konusunda bilgi gereksinimleri oldugu
ozellikle de uzmanlarin kendilerini de egitim programina dahil ederek bilgi gereksinimlerini kargilamalarin
istedikleri belirlenmistir. Cocuklarinin gelecegi igin neler yapabilecekleri ve g¢evresindeki kisilere ¢ocuklarinin
durumunu nasil agiklayacaklar1 yoniinde bilgi gereksinimleri olmasi alanyazin ile paralellik gdstermektedir
(Akcamete & Kargin, 1996; Karadag, 2009; Mert, 1997; Ozen, Colak & Acar, 2002; Oztiirk, 2011; Sola & Diken,
2008; Sucuoglu, 1995). Goziin-Kahraman ve Cetin’in (2015) caligmasinda kiigiik ¢ocugu olan annelerin,
cocuklarinin ileride hangi kurumlara gidebilecegi konusunda bilgiye gereksinimleri oldugu sonucuna ulagilmustir.
Ciftei (2015) zihinsel yetersizlik ile ilgili bilgiler, sahip olduklar1 yasal haklar, destekleyici ¢ocuk gelisimi,
cocugun egitimi, iletisimi ve sosyal aktivitelere katilim konularinda ailelerin egitim gereksinimlerini oldugu
sonucuna ulagmistir. Cavkaytar ve digerleri (2012) yaptiklari ¢aligmada aileler, ¢evresindeki kisiler tarafindan
saglanan sosyal destek, cocugun gelecekteki yasantisinin nasil olacagi, engelli ¢ocugun kisisel gelisim alani,
¢ocukla ¢aligma becerileri, davranis kontrolii/davranis degistirme ve sosyal beceri egitimi, 6zel gereksinimli
¢ocugu kabullenme siireci, gocugun saglik durumu gibi konularda egitime gereksinim duyduklarini belirtmislerdir.

Sosyal destek temasinda ise anneler en ¢ok yakin akrabalarinin, sonrasinda ise kendi eslerinin ve
cocuklarinin destek olduguna deginmislerdir. Aileler kendilerine bir sey olmasi durumunda ‘Cocuklarinin
gelecekte neler yapabilecekleri, gocuklari ile kim ilgilenecek, ¢ocuklar1 bagimsiz iglerini yapabilecek durumda
mi1?’ gibi sorularla yasantilarindaki destegi sorgulamaya baslarlar (Bilgin & Kii¢iik, 2010; Chang & McConkey,
2008; Koydemir & Tosun, 2009; Ustiiner-Top, 2009). Goren’in (2015) ¢alismasinda annelerin en énemli destek
kaynaklar1 esi, cocuklari, arkadaslar1 ve komsularidir. Alanyazina bakildiginda genis aile desteginin ¢ocugun
bakiminda 6nemli bir destek kaynagi oldugu goriilmektedir (Bailey vd., 1999; Duygun & Sezgin, 2003; Goren,
2015; Mese, 2013). Down Sendromlu ¢ocuga sahip olan annelerin ilk zamanlarda bu durumun kendilerini ¢ok
iizdiigiine ve yiprattigina; ancak zamanla ¢evredeki insanlarin veya ¢ocuklarinin olumlu tutum gelistirmesine bagl
olarak ¢ocuklarinin durumunu kabullendiklerine ve aile igi destek ile es desteginin ¢ok 6nemli olduguna dikkat
cektikleri gozlemlenmistir. Yapilan goriismeler sonucunda anneler, kardes destegi saglamak amaciyla Down
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Sendromlu kardese baktiklar1 takdirde emekli ayliklarin1 ve sahip olduklari maddi olanaklari normal gelisim
gosteren cocuga devredeceklerini ifade etmislerdir. Bu sonu¢ annelerin Down Sendromlu cocuklarinin
geleceklerini kiiciikken planlamaya basladiklarini ve geleceklerini garanti altina almak istediklerini gdstermistir.

Simirhliklar

Calisma Down Sendromu tanist bulunan c¢ocuklarin ebeveynlerinden yalnizca anneler ve annelerin

kendilerini agma diizeyleri ile sinirhidir. Bir diger sinirlilik ise 6rneklemi olusturan annelerin ve ¢ocuklarinin
yaslarinin genis bir aralikta olmasidir. Bu nedenle ¢ocugun yasina paralel olarak, annelerin yasadiklarini
hatirlamada giigliik ¢ektikleri goriilmiistiir.

Oneriler

1. Doktor ve diger saglik personellerinin Down Sendromlu ¢ocugu olan ailelere yonelik bilgilendirme
calismalar1 yapmalar1 saglanabilir.

2. Aile danisma merkezlerinde engelli bireylerin ebeveynleri i¢in uygun egitimler ve bireysel danisma
seanslar1 diizenlenebilir.

3. Bilgi verici danigmanlik merkezleri agilip Down Sendromunun 6zellikleri, neden oldugu, bu ¢ocuklarin
ne gibi gelisim ozelliklerine sahip oldugu, ¢ocugun gelecegi ve g¢ocugun gereksinimlerine yonelik
planlamalar yapilabilir. Benzer durumu yasayan ailelerle birlikte grup ortami yaratilabilir ve yagantilarini
birbirleriyle paylagmalari istenebilir.

4. Erken egitimin dneminin vurgulanmasi agisindan; ailelere ¢ocuklarinin hangi egitim kurumlarina devam
edebilecegi, hangi sartlara ve hangi haklara sahip olduklar1 konusunda bilgiler verilmelidir.

5. Down sendromlu gocuklari olan annelerin aile islevlerini algilamaya yonelik ve ailelerin aldiklar1 sosyal

destek diizeylerine yonelik ¢aligmalarin artirtlmasi gereklidir.
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Family is the institute that lays the basis of society and couples long for a baby to fulfill their marriage
(Varol, 2005). Preparations take place when a baby is to come to the existing order in the family and certain
changes are experienced after the participation of this new member (Ozekes, Girli, & Yurdakul, 1998). When a
new individual participates in the family it is inevitable to reorganize parental roles and establish routines (Kaner,
2004). During this process partners hope the expected baby to be hale and healthy. Giving birth, which is a
perfectly natural process, unravels some worries too in addition to dreams. Not any mother or father gets prepared
to have a baby with disability, on the contrary, even the very thought of it would annoy the expectant couple (Ar1
et al., 2012). Finding out the birth of a baby with disability creates chaos in the family setting and alters the
expectations of family members (Yildirim-Dogru & Arslan, 2016).

It has been reported that the primary aim in determining family needs is to minimize the negative aspects
of this condition, maximally support healthy development of the child and requests of the family (Durualp,
Kocabas, Arslan, & Ozaydin, 2011; Kaytes, Durualp, & Kadan, 2015). The issues that trigger anxiety and problems
among parents of a baby with disability are reported as education of their children, school transportation,
explaining about the child's disability to his/her peers, worries on the adolescence age, having a job and profession
and fate of the children when parents meet death (Karadag, 2014). Such worries indicate that determining the
family needs bear significance in terms of factors such as content and type of services that families demand, the
way service is provided and the attributes of provided service (Kaytes et al., 2015). Furthermore families worry
about the way children's dependency on parents would evolve as they get older in subsequent years. As a result,
families feel insecure which eventually impacts their self perceptions (Ari et al., 2012; Yildirim-Dogru & Arslan,
2016). In light of all these worries, determining the family needs and designing education programs to meet such
demands can hearten the families to enlist in designed programs (Bailey & Simensson, 1988).

It has been ascertained that needs of families with a child with disability center around information
demand, social support, and financial needs (Ak¢amete & Kargin, 1996, Bilal & Dag, 2005). Information demand
of families triggers depression among family members and financial worries also impact as potential stress
elements of the inner-family pattern. A few of the stress factors are interpersonal conflicts, incompetency of the
child for self-sustainment, inadequate social support, failure of the child to meet family expectations and demands,
communication with others, incompetency of family to solve problems, and failure to partake in social activities
(Dyson, 1993; An et al., 2012). In addition to these stress factors, inadequate number of care and education
institutes for children with disabilities, dependency on relatives for help and when they are unable to get the
expected assistance there is an elevated level of stress and anxiety due to feeling lonesome (Arn et al., 2012).
Identifying the needs of parents when facing this dilemma would alleviate their worries and contribute to the
development of children (Dinnebeil, 1999). It has been revealed that in parental consultancy, determining the
education needs of children could mitigate stress and anxiety on parents while facilitating the adaptation process
(Cavkaytar, Ceyhan, Adigiizel, & Uysal, 2012).

Considering that primary care-giver parent is mostly mothers it can be argued that among families with
children with disabilities, mothers are more vulnerable to stress. Determining the type of services needed in this
issue and providing applicable support services with identified needs gain more attention. According to Kaytes et
al. (2015), compared to fathers and relatives, mothers are in need of higher support (Kaytes et al., 2015). By helping
mothers to filter negative events and learn coping strategies against negative experiences could be helpful to
motivate their self-development. In addition, it has been revealed that social support plays a stimulator role in
enhancing their resistance power and inclination towards positive feelings as a safeguarding mechanism against
external factors around (House, 1981). In the same vein it is safe to claim that social support need of the family
takes one step ahead within the list of support services that can mitigate stress level of the family. Social support
in the family and its circle render positive effects in facilitating adaptation of the family, promoting a healthy
lifestyle, good spirits and coping skills of individuals in the face of adverse events (Allen, Ciambrone, & Welch,
2000). Sengiil & Baykan (2013) highlighted that parents with a child with intellectual disability compared to
parents with typically developing children, are in need of greater psychosocial support.

2019, 20(4)



DETERMINATION OF FAMILY NEEDS OF MOTHERS OF CHILDREN WITH DOWN SYNDROME
AND THEIR OPINIONS REGARDING SENSE OF SOCIAL SUPPORT 669

In the process of accepting the disability of their child a number factors play a vital role for the family;
type and severity of disability, child’s gender, physical outlook of the child with disability, family type, number
of siblings, coping strategies in the face of problems, education level, financial power, marriage relationship,
supports received from social circle and specialists (An et al., 2012). In this process that commences upon the
diagnosis of child’s disability, families not only experience complicated feelings for the child with disability but
also face challenges about whom to ask for support, where to apply for help and how to coexist with their child
(An et al., 2012). As known, birth of a typically developing child already brings exponential rise in the work load
and responsibilities of a woman while birth of a child with disability further increases this responsibility and
workload thereby complicating mother’s life (Atagiin, Devrim-Balaban, Atagiin, Elagéz, & Yilmaz-Ozpolat,
2011; Goren, 2015). Within that scope it can be stated that empowering family life of the child and family efforts
and cooperation among family members could help the child to lead a more active life. That explains the reason
to support mothers. Based on the interaction of mother and child, it can be attested that the time mothers spend
with their kid is a significant variable holding a critical role in any child’s development.

In relevant literature some studies analyzed social support perceptions of families having children with
autism (Das et al., 2017; Lin, Orsmond, Coster, & Cohn, 2011; Weiss et al., 2013), intellectual disability
(Duvdevani, 1996), visual impairment (Lupon, Armayones, & Cardona, 2018), hearing impairment (Raoelina et
al., 2016) and physical disability (Akmese, Mutlu, & Kayhan, 2013; Juhasova, 2015; Vega, Molton, Miro, Smith,
& Jensen, 2018) but their numbers are limited. In literature it can also be seen that certain studies dealt with the
needs of people who had a sibling with disability (Dunn, 1983; Goéren, 2015; Pahl & Quine, 1987; Yavuz &
Coskun, 2014) yet these studies did not mention social support needs. It has been reported that for a mother of a
child with Down Syndrome, family needs that refer to social and psychological support from their circle and the
level of provided social support seem to play a salient role in helping the mother to cope with intense stress. From
that viewpoint the aim of this study is, via conducting semi-structured interviews, to determine family needs of
mothers of children with Down Syndrome and elaborately analyze their sense of social support. It is suggested
that by gaining insights on life experiences of mothers in Turkey and perceptions regarding Down Syndrome, this
research could contribute to relevant literature and findings of the research could be a compass for field experts
while providing more effective services to families.

Method
Research Design

Case study, which is one of the qualitative research patterns, forms the pattern of this study. Within its
own limits a case study analyzes a single or multiple cases holistically with respect to environment, time,
individual, case, process and similar factors (Yildirrm & Simsek, 2018). Case studies underline that since each
case is different, results cannot be generalized; yet findings obtained in regards to a specific case could still offer
models and experiences to better comprehend similar cases.

Study Group

The study group comprised of mothers of 20 people with Down Syndrome in Gaziantep city, Turkey.
Study group was formed in accordance with purposeful sampling method. Purposeful sampling is, in line with the
aim of this study, a process of in-depth analysis on selected cases by providing a comprehensive background story
(Yildirnm & Simsek, 2018).

The sole criterion in selecting mothers was having a child with Down Syndrome. No limits were put in
the age range of individuals with Down Syndrome and their mothers. Mean age of mothers was X = 46, and mean
age of children was X = 13. Mothers who met the criteria were briefed before the interview about the scope,
objective, and process of the research. The study was conducted among 23 mothers having accepted the interview
process. Data collected from three mothers who had difficulty in answering the questions were excluded from the
total analysis. Data for this research were then formed on the basis of the opinions of 20 mothers.
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Age range of participant mothers varied between 35 and 64, age range of individuals with Down
Syndrome varied between 1 and 27. Distribution of education levels of mothers was such; 1 mother elementary-
education graduate, 6 mothers secondary education graduate, 4 mothers high-school graduate, 7 mothers college
graduate, 2 mothers postgraduate degree holders. Income level of families was such; 10 families earned 1300
Turkish Liras (TL) and below, 8 families 1300-3000 TL and above 3000 TL. Mothers were informed that
interviews would only be used for the aims of this research solely, confidential information of the mother and child
would not be shared, names would be kept confidential and codes would be used instead of names. Mothers were
asked to sign the non-disclosure consent form. Interviews were organized in a rehabilitation center convenient for
mothers.

Data Collection Tools

In this study semi-structured interview technique was administered to determine family needs of mothers
of children with Down Syndrome and mothers’ opinions regarding social-support perception. Stewart and Cash
(2014) defined interview such, ‘Based on question-asking and answering style, a mutual and interactive
communication process conducted for a predetermined and significant objective’. Yildirim and Simsek (2018)
claim that interview is the most popular technique in qualitative studies. Interview technique is quite an effective
method in gaining information about experiences, attitudes, opinions, complaints, feelings, and faiths of
individuals. In this study one of the interview techniques, semi-structured interview technique, was utilized. Semi-
structured interview technique aims that collected data in the research would not only have fixed alternatives but
also enable a comprehensive research in any given domain (Biiyiikoztiirk, Kilig-Cakman, Akgiin, Karadeniz, &
Demirel, 2012).

In this study, to determine mothers’ opinions regarding sense of social support the first researcher devised
an interview form with semi-structured questions after literature review. At the end of this review process a pool
was formed with 22 questions. Clarity and legibility of questions, applicability with the scope and objective of the
study were examined by four field experts. Upon performing required modifications based on their feedbacks a
pilot interview was conducted among three mothers in order to check the comprehensibility of questions for the
participants and to check the compliance of questions with the objective. At the end of this interview questions
incompliant with the objective were eliminated and the latest version of the form was thus set. In the interview
form catered for the actual implementation, seven questions existed. Questions in the form are as seen; the very
moment a mother discovers to have a child with Down Syndrome (who told the first diagnosis, how the doctors
guided these mothers, how the mother would feel better regarding the presence or absence of doctor guidance,
how mothers felt the very moment they heard the news), family lives (how they explained this condition to other
kids they have, if or not children with Down Syndrome were accepted by their siblings, how the communication
of children with Down Syndrome around their siblings was, if or not mothers could have some personal time, if
or not mothers could spend time with other kids they had, how mothers spent time with the Down Syndrome child
they had), regarding the problems mothers face when they go out with their Down Syndrome child, the attitudes,
opinions and behaviors of nonfamily members, supporting relatives of mothers, their expectations from specialists,
authorities and education system while raising the child, if there was one thing that could be changed, what would
be the choice of these mothers and what suggestions they could offer to mothers/families expecting a baby with
Down Syndrome or recently had a baby.

Data Collection

Research data were collected from 20 mothers who agreeded to participate. During data-collection
process mothers were asked about the suitable days and hours to ask questions in semi-structured interview.
Interviews took place in a quite classroom inside the rehabilitation center. In this classroom one desk, two chairs,
water and paper towel were placed.

While interviewing, a voice recorder was used to save all the results correctly. Mothers were informed
about the voice recorder and required permission was taken. Questions were asked to each mother by following
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the same order. Regarding the questions on mothers’ life, if the answers referred to other questions too, same
questions were not asked again. Interviews lasted approximately 8 to 50 minutes. Interviews ended after thanking
the respondent mothers.

Data Analysis

Soon after completing one-to-one interviews with mothers, voice recordings were scripted in computer
Word document. Words of the interviewer and participant were exactly recorded without changing any grammar
and spelling of the sentences. In order to ensure no changes were made during tapescript process, voice recordings
were relistened and crosschecked by three field experts.

Upon scripting the data, in order to organize collected data in the interview, mothers were registered with
codes from Al to A20. In data analysis content-analysis method was harnessed. Yildirim and Simsek (2018)
explained the key mission of content analysis as collecting the concepts and relations that could be useful in
interpreting gathered data. After the conceptualization of collected data it is essential to organize emergent
concepts in a logical framework and determine the themes that could shed light on data. During the process of
selecting coded words within the paragraph, the aim is to pick up the word that can best delineate the meaning.
While coding, the coding styles that were performed in line with data-relevant concepts were favored (Yildirim &
Simsek, 2018).

In content analysis themes or concepts that are identical are united and the aim is to explain to the reader
the existing situation the way it is. While choosing draft themes, coding styles that were performed in line with
data-relevant concepts were effectuated. In this coding style, transcript formed by the researcher is read line by
line and key points are thus determined within the context of a specific objective (Yildirim & Simsek, 2018).

Agreement among multiple coders also known as reliability of multiple coders in separating transcript
data into coding and subthemes were taken as the ground to measure the reliability of study (Creswell, 2016). In
the agreement among coders salient factors are how to code the codes, themes or both codes and themes together
(Creswell, 2016). Interviewer presented the sentences of mothers in a Word document to three coders. Coders then
independently identified themes relevant of the question. Once the coders identified the themes, obtained codes
were contrasted and themes and subthemes were selected coordinately. As the analyses progressed inclusions or
exclusions were performed to the end of developing the themes again. Upon determining the relations among
themes and organizing the data, MAXQDA program was used to assist the coding lists. Transcript interviews were
then transferred to MAXQDA program and detected themes-subthemes were scripted in the program. Quotations
taken from mothers' opinions were matched with relevant themes. During the final stage depicted data were
visualized via MAXQDA program.

Results

In this study that aimed to determine the needs of mothers having a child with Down Syndrome and unveil
their opinions regarding sense of social support, conducted analyses revealed that three main themes were visible;
expectations, family needs and families' sense of social support. Expectations main theme consisted of four
subthemes; expectations from education, specialists, authorities and education support; Family Needs main theme
consisted of three subthemes as the need to explain to others, information need and financial need; Sense of Social
Support main theme consisted of three subthemes as caregiver/neighbor support, extended family support and
family support. Findings of the research provided three main themes and 10 subthemes in sum.

Mothers were asked; "During the developmental process of your child (physical, mental, social,
emotional, linguistic, self-care) what do you expect from specialists? What do you expect from state authorities
(government, municipality offices)?' ‘and in line with their answers it was seen that regarding expectations theme;
mothers' expectations were mostly addressed to education.

Mothers' expectations for their children were reported such;
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Al7: “It is quite important that my kid can speak and express himself.”
A3: “I expect my kid to be able to talk in the future.”
In the 2nd place, mothers' expectations were from the authorities. These expectations were;

A5: “It would be nice for my kid to visit theaters or movie halls or museums and education in
these places could be useful.”

A4: "There are no activities for disabled children, they are remembered only one time during
whole year and always forgotten the rest of the year.”

Mothers' opinions on their expectations from specialists are such;
A12: “I want him to improve his linguistic skills.”

A15: “l want him to receive a good linguistic education to speak better and | want to be educated
in every aspect for his development. How will he grow, what will happen, what will we do, what
should we do?”

A16: 'l can no longer cope with him. | cannot take my son outside alone unless my daughter or
husband or his brother come with me. | cannot go outside on my own anymore with him.
Whenever | have a visitor he may be a trouble or when we go to a neighbor he may be a nuisance
for other people, | mean I have already consulted to a doctor, he is now taking medicine that the
psychiatrist prescribed. He is maniac, he is totally crazy.”

In education support subtheme, mothers' expectations mostly indicated that days and time for their
children's education were unsatisfactory. Mothers stated their expectations such;

A15: “I believe education given to my kid is very short in duration. ”

A17: “Two days in a week and only for two hours. Course starts at 10 and finishes at 12. | wish
it was like regular school education, for instance five days a week.”

Another pinpointed theme in these interviews is regarding their needs. Mothers' greatest need for help
was about ‘explaining their child's condition to others’. Mothers reported such;

A4: “We explain to other people about the problem and how this problem would progress in
later years.”

A10: “They ask if my kid has a disease and we explain it is not a disease but Down Syndrome.
That is why he acts differently.”

Another finding highlighted in mothers' answers is that they explain their child's condition to others
exactly the way doctors had informed them earlier.

A16: “I told them exactly what the doctor had told me earlier.”

Some of the mothers reported that at first, they concealed the child's Down Syndrome and kept it as a
secret from others;

Al4: “First we told no one. We did not want them to learn yet. But inevitably they soon
discovered how severe his aliment was.”

Some of these mothers reported that other people felt threatened to ask about the condition of their kid;

A10: “I mean they usually do not ask, they just gaze but feel discouraged to ask and others just
express their sympathy.”
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Another subtheme unraveled from mothers' opinions is financial needs and mothers' opinions were such
stated,;

A12: “We have limited financial means; he consumes diapers quickly and even one full package
of diapers can hardly last for a week or ten days maximum.”

They also reported that if government provided financial aid they could receive better education,

A16: “Government must help us, but they don't. If they helped, we could then send our kids to
the best educational institutes.”

Regarding their social lives;

A6: “For instance | take him to a swimming pool where he has fun. If government funded us |
would take him twice a week, not once a week, or | could take him to a restaurant not one time
but twice. He adores travelling so if government supported us financially, I could take him to
Ankara more often, once a month at least.”

Mothers' opinions on the subdimension of information need were as listed,;
A13: “He eats nothing, and | do not know how to feed him either.”

Al15: “l want to be educated in every aspect for his development. How will he grow, what will
happen, what will we do, what should we do?”

A4: “Families are not given training about anything. If you yourself search, somehow, you can
learn things coincidentally so it is all secondhand information. We do not know our rights, so
authorities should train families in conferences.”

As mothers' opinions on sense of social support are examined it is seen that immediate family members
offered them the greatest help and their husbands and children followed them.

A18: “I can take him to his grandmother, my mother in law and his aunts if | go outside the city.
Thank God his grandmother, my mother in law and his aunts take good care of him if I am not
home. After them, my elder son helps greatly.”

Al1l: “They really support me, my primary source of support is my husband. Then we have a
caregiver, then my mother in law and my mom help me. Then, I can say, my other son is the last
person to help me.”
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Figure 1. The theme and sub-themes between the expectations and the perception of social support of the mothers
with children who are diagnosed with Down Syndrome.
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As the findings of in these interviews are evaluated collectively, it is evident that; as for the education
expectations of mothers of a child diagnosed with Down Syndrome, although their children received education, that
education was below their expectations and they demanded further support from specialists. Mothers' expectations from
specialists centered around the need for supporting their children's linguistic-speech skills and monitoring their physical
development. Mothers also reported that they wanted authorities to organize social activities for their children and
municipalities needed to cooperate with nongovernmental organizations. Mothers also reported that they needed
information on how to explain their child's Down Syndrome to others and how to help more to their children and also
financial aid to offer them a better education (Figure 1).

Conclusion and Discussion

In this study it was aimed to determine the needs of mothers of children with Down Syndrome and their
opinions regarding sense of social support. To achieve that aim; obtained expectations, family needs, and sense of social
support themes were analyzed within the scope of relevant literature.

Findings on family expectations demonstrated that upon discovering to have a baby with Down Syndrome
certain changes occurred in families' expectations from the child. In that case, mothers reported to worry most about the
education and future of their children while these worries led them to cultivate highest expectations on education.
Mothers also stated that the time and days allotted for their children's education was limited, hence they demanded to
increase the frequency and length of provided formal education.

Among the expectations of mothers from specialists were regular monitoring of their children's linguistic
development and health condition. In literature studies it was emphasized in the analysis of G6ziin-Kahraman and Cetin
(2015) that four mothers requested doctors to treat them well, three mothers demanded specialists to visit them and
children in their house, two mothers demanded support from psychologists and two mothers asked for training offered
by specialists. Goren (2015) in his study demonstrated that when mothers found out the diagnosis of their children for
the very first time, they expected systematic training from specialists. Furthermore, interviews with mothers postulated
that due to society's attitude and behaviors towards children with Down Syndrome kids were not accepted to general
education institutes and that was a barrier for them to socialize and receive essential education.

Families stated that because their children were distanced from social activities they were forced to repeatedly
perform in-house activities which made them feel extremely bored. Since they occasionally faced behavioral problems
they expected authorities to multiply social activities. Literature studies manifest that when children with Down
Syndrome are not adequately supported in social, professional and educational domains they can face challenges during
their adolescence and adulthood age (Karadag, 2014). Bahgivancioglu and Akgin (2014) in their research reported that
mothers demanded the authorities to open special schools for children with disabilities and master teachers who had full
competence; providing them financial and moral support, taking care of their children when parents died and training
master teachers who had full competence in training children with special needs.

Findings about family needs indicated that when mothers discovered Down Syndrome diagnosis of their
children, they were blamed by other people around, felt like being punished due to their previous misdeeds and chose to
isolate both their children and themselves from the society at large. Mothers of children with Down Syndrome tended to
isolate themselves if they experienced negative attitudes, behaviors and views from others and as a coping strategy they
tended to withdraw from society and distance from others. Families' problems when they visit a place together with their
kids were reported such; exclusion of children with disabilities by typically developing children from the group, feeling
uncomfortable due to the judgmental looks and attitudes of other people. Mothers who reported to accept Down
Syndrome diagnosis of their children paid no attention to such negative attitudes. Yildirim and Ak¢amete (2014) in their
study postulated that mothers felt that people looked at them pitifully and that was a problem because of their self
conceptions. One mother said she felt tired of questions from people, repetitive advice given by others, so she even felt
uncomfortable to visit the market/buffet. In the research of Goziin-Kahraman and Cetin (2015), mothers reported that
they experienced the greatest problem in explaining their children's condition. It can thus be suggested that if people
around mothers behaved them positively they were more comfortable in cooperating and felt more comfortable after
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sharing their children's condition. It is also suggested that until the stage mothers can make peace with their Down
Syndrome condition of their child, other people should be patient against mothers' reactions and develop problem-solving
behaviors. These ideas reveal that before mothers inform their immediate and distant circle about their child's condition,
they should be supported and their knowledge and social support needs should be fully met.

In this study another finding that was pinpointed under family needs theme is families' financial needs. Several
studies underline that in the analysis of G6ziin-Kahraman and Cetin (2015) mothers reported that they needed financial
assistance to reimburse health costs of their child. Analyses of Bailey and Simeonsson (1988) and Mert (1997) show
that although mothers demanded the authorities to improve their financial state they lacked information on the specifics
of their legal rights.

As for the information needs of families are analyzed it is seen that mothers wanted to be trained about how to
feed their children, monitor their progress, behave to their children and they specifically demanded the specialists to
design education programs that also included mothers in need of information. Information need of mothers on what to
do for the future of their children and how to explain their children's condition to people draw parallelism with relevant
literature (Akcamete & Kargin, 1996; Karadag 2009; Mert, 1997; Ozen, Colak, & Acar, 2002; Oztiirk, 2011; Sola &
Diken, 2008; Sucuoglu, 1995). In the study of G6ziin-Kahraman and Cetin (2015) it was identified that mothers who
had young children demanded information about which schools would be appropriate for their children in future. Cift¢i
(2015) listed families' education needs such; mental disability, legal rights to exercise, supportive child development,
child's education, communication and participating in social activities. Cavkaytar et al., (2012) in their study revealed
that families demanded social support from others, future life experiences of their child, personal development area of
the child with disability, skills to study with the child, behavior control/behavior change and social skills training, process
of accepting the child with special needs, education on health condition of their child.

Under social support theme, mothers reported that they needed the greatest help from their immediate relatives,
then their husbands and other children they had. When families think about their death, they start to question ‘What
could their kid accomplish in the future, who would take care of their children and if their kids would ever be able to
independently perform some tasks?’ (Bilgin & Kiigiik, 2010; Chang & McConkey, 2008; Koydemir & Tosun, 2009;
Ustiiner-Top, 2009). In Géren’s (2015) study it was reported that mothers' greatest support came from their other kids,
friends, and neighbors. It has also been manifested in literature that support from extended family members offered a
huge aid in childcare (Bailey et al., 1999; Duygun & Sezgin, 2003; Goren, 2015; Mese, 2013). Mothers of children with
Down Syndrome child stated that in the very early stages they felt terribly sad, but as people in their circle or their kids
developed positive attitudes, they were more comfortable in accepting their child's condition. Thus they emphasized the
tremendous significance of inner family support and spouse support. Interviews unveiled that in order to acquire sibling
support mothers would transfer their pension and financial gains to their typically developing child who took care of
their brother/sister with Down Syndrome. This finding indicates that mothers start to plan the future of their child with
Down Syndrome since their childhood and hope to secure the future of their kids.

Suggestions

1. Doctors and other health care personnel should be encouraged to organize informative sessions for families of
children with Down Syndrome.

2. In Centers for Family Consulting appropriate trainings for the parents of individuals with disabilities and
personal consultancy sessions should be held.

3. Informative consultancy centers should be opened, and projects could be devised on the characteristics of Down
Syndrome, the underlying causes, developmental features of these children, future and needs of these children.
By meeting with families that have similar experiences a group setting can be designed, and they can be asked
to share their personal experiences with others.

4. Inorder to emphasize the gravity of early education families should be trained about which education institutes
are available for their children and which terms and rights they should abide by.

5. Itissuggested to increase the number of further studies on investigating the perceptions of mothers of children
with Down Syndrome regarding the functions of family and the level of social support that families receive.
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