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Sunus

Cok genis bir cografyay etkileyerek buyuk can kayiplarina ve sakatliklara yol agan,
yarattigl yikim ile sehirleri adeta haritadan silen 6 Subat 2023 depremi olagan dis!
durumlarda saglk hizmetlerinin devamliliginin saglanmasi konusunda yeterli
egitim ve organizasyonel alt yapiya sahip olmadigimizi gostermistir. Bunun en
bariz orneklerinden biri dogumsal kanama bozuklugu olan bireylerin afet
bolgesindeki tedavi ve tibbi slreclerinin yonetimi konusunda yasadigimiz
deneyimdir.

Elinizde tuttugunuz Uzlasi Raporu iste bu deneyimden yola ¢ikarak hazirlanmistir.
Depremden etkilenen bolgede yasayan hasta ve hasta yakinlari ile orada hizmet
vermekte olan hekimlere yapilan anketler yardimi ile 6ncelikle afet aninda ve
sonrasinda sahada karsilasilan guglukler ve aksakliklar tespit edilmis, sonra
dogumsal kanama bozukluklari konusunda uzman hekimlerden olusan bir
danismanlar heyeti deprem gibi olagan disi durumlarda benzeri sikintilarin
gelecekte yasanmamasi icin alinmasi gereken tedbirler, olusturulmasi elzem alt
yap! ve uyulmasi gereken kurallar hakkinda hasta, hekim ve kurumlara yonelik
Oneriler getirerek bu raporun olusmasini saglamistir.

Olagan disi durumlarda hemofili yonetimi konusunda olusturulmus bilinen ilk
uzlasi raporu olma 6zelligini de taslyan bu eserin tasarlanmasi ve yazilmasinda
blyuk emegdi gecen basta Prof. Dr. Ahmet Muzaffer Demir ve Calisma Grubu
Uyeleri Prof. Dr. Selin Aytac Eylipoglu ve Prof. Dr. Serap Karaman olmak izere katki
saglayan tum eriskin ve cocuk hematoloji uzmani 6gretim Uyelerine, hemofili hasta
derneklerine ve anketlere katilan hekim ve hastalara sonsuz tesekkurlerimi
sunarim.

Ayrica bu 6nemli belgenin ortaya ¢ilkmasi icin kosulsuz destek saglayan Novo
Nordisk Turkiye'ye ve tasarim/yazim asamalarina katki sunan Cortex 360 Saglik
lletisimi Hizmetleri Tic. A.S.'ye tesekkir ederim.

Turk Hematoloji Dernegi olarak destekledigimiz ve olusumuna katki verdigimiz bu
eserin tum ddnyaya ornek olmasi, hasta, hekim ve saglk kuruluslarina, saglik
politika belirleyicilerine olagan disi durumlarda yol gostermesi dilegiyle...

Dr. Muhlis Cem Ar

Turk Hematoloji Dernegdi Baskani






Onsoz

Dunyadaki sayili deprem bolgelerinden biri olan tlkemizde en son 2023
yillinda yasanan deprem felaketi sonrasi, diger olaganustd durumlarda oldugu
gibi, kronik hastaliklarin, 6zellikle de devamli faktor gereksinimi olan kanamali
hastalarin tedavilerinin strdurulebilir olmasini saglamakta bircok sorunla
karsilasildigl anlasiimistir. Deprem ve diger olagan disi durumlarda, afetlerin
dogasina 6zgu farkli sorunlar cesitlilik gostermekte ve alinabilecek énlemler
ve Oneriler de farkl olmaktadir. Deprem bdélgesinde felaketi yasayan hastalar
ve hekimlerle yapilan goértsmeler ve hasta derneklerinin cabalari ile elde
edilen deneyimlerden yola cikarak, tlkemizde hemofili ve benzeri hastaliklara
gonul vermis akademisyenlerin bir araya gelmesi ile sorunlari ve onerileri
iceren bir belge olusturma cabasina girilmistir.

Bu uzlasi raporu, olagan disi durumlarda hemofili hastalarinin
tedavilerinin aksamamasi ve gerekli acil tedavi desteginin saglanmasi
amaciyla hastalar ve hasta yakinlari, saglik calisanlari ve saglik
kurumlarina yonelik olarak hazirlanmistir. Ulkemizde, bu alanda yazilan
bu ilk uzlasi raporunun, olagan disi durumlarla karsilasan hasta ve

hasta yakinlarinin yasamlari ile hekim ve diger saglik calisanlarinin
pratiklerine katkida bulunacagini umuyoruz. Ayrica, bu raporun saglik
otoritesinin de dikkatine sunulmasini ve tlkemizdeki olagan dis!
durumlarda saglik yonetiminde, kanama bozuklugu olan hastalar basta
olmak Uzere kronik hastaligi olan hastalarin yonetiminin oncelikli alan
olarak belirlenebilmesini hedefliyoruz.

Uzlasi raporunun olusmasina katki veren akademisyen Uyelerimize,
derneklerimize ve Turk Hematoloji Dernegi'ne tesekkurd bir borg biliriz.

Saygilarimizla...
Ahmet Muzaffer Demir

Selin Aytag Eyupoglu
Serap Karaman . I






Kisaltmalar

AFAD: Afet ve Acil Durum Yonetimi Baskanhgi
STK: Sivil Toplum Kurulusu

TAMP: Turkiye Afet Midahale Plani
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VWH:  Von Willebrand Hastaligi






Giris ve Amac

Ulkemiz, dinyanin deprem riski yiiksek olan bir cografi bélgesinde yer
almaktadir; 6te yandan diger dogal afetlerin gelisme riskinin de artmis oldugu
bilinmektedir. Bunlara ek olarak diinyada jeopolitik ve finansal krizlerin siklig
da artmaktadir ve siber saldirilar gibi daha yeni olagan disi durumlarin saglik
sistemlerini de etkileyebildigi bilinmektedir.!

Hemofili ve kronik hastaliklar gibi strekli tibbi bakima ihtiya¢ duyan hasta
gruplarinin, afetlerle ilgili 6zel olarak bilgilendiriimesi ve afetler sirasinda
tedavilerinin strddrtlebilir olmasi icin 6nceden egitimli ve hazirlikli olmalari
gerekmektedir.

Afet ve acil durumlarda, saglik sistemi, ulusal ve yerel yonetimler, hastalar,
hasta yakinlari ve hasta dernekleri basta olmak Uzere egitim ve hazirlk
asamalarinda rolleri olan paydaslarin birlikte calismalari yasamsal éneme
haizdir.

Ulkemizde 6 Subat 2023'te meydana gelen depremin, bélgedeki hemofili
hastalarina yonelik saglk hizmetlerini derinden etkiledigi ve hastalarin
tedaviye erisimlerinin son derece guclestigi gortlmustir. Oysa hemofili
hastalarinin, acil durumlarda faktér konsantrelerine hemen erisebilmeleri
sarttir ve acil durumlarda inflzyon icin en yakin acil servise veya tibbi kurulusa
ulastinlmalari gerekir. Ne yazik ki, deneyimler hastalarin evlerinde yeterli
miktarlarda faktorleri olmayabildigini ve/veya afet durumlarinda faktorlerin
zarar gorebildigini agiga c¢ikarmistir. Olagan disi durumlar faktordn teminini,
ulasilabilirligini veya uygun kosullarda saklanabilirligini engelleyebilmektedir.
Faktore ulasamama ise, acil bir durumda hastay! ciddi ve surekli kanama
riskine sokmaktadir.>® Olagan disi durumlarla karsl karsiya kalan hasta ve
hasta yakinlari, yasamsal gereksinimlerini karsilamak durumunda kalmakta ve
acil olarak ilaca erisebilecekleri alternatif arayislara yonelmektedirler.?

TUum bu nedenlerle deprem gibi olagan disi durumlar icin bir acil durum
plani olusturulmasi ve olagan disi durumlara ve afetlere bir eylem plani
dahilinde hazirliklr olunmasi, 6ngértlemeyen durumlarin daha iyi

yonetilmesi icin cok dnemlidir.

ile hemofilili hasta ile hasta yakinlari, saghk
calisanlari ve saglik kurumlarinin karsilastigi zorluklar ve gereksinimlerin
ortaya konulmasi; olagan disi durumlara hazirlikli olmalarina yardimci
olmak Uzere hasta ve hasta yakinlari, saglk calisanlari ve saglik kurumlari
ile ilgili otoritelere yonelik onerilerin gelistirilmesi amaclanmistir.




Yontem

Uzlasi raporunun yazim asamalarinda gorev almak Uzere bir proje ¢alisma
grubu, bir de danisma kurulu olusturulmustur. Proje calisma ve danisma
gruplarina ulkemizin cati hemofili derneklerinin baskanlari, yasanan son
depremde afet bolgesinde calismis olan pediatrik ve eriskin hematoloji
uzmani hekimler, énceki yil yapilan ‘Kalitsal Kanama Bozukluklarinda Afet
Yonetimi’ sempozyumuna katiimis olan hekimler ile bilimsel ve akademik
olarak projeye katki saglamak Uzere sahada gorev yurtten hekimler davet
edilmis ve onaylarina gore calismaya dahil edilmistir. Bu proje Turk Hematoloji
Dernegi catisi altinda, hasta/hekim hemofili derneklerinin destekleri ile
yuruttlmastdr. Proje grubu tyeleri cevrim ici olarak bir araya gelerek calisma
yontemi belirlenmis, veri toplanmasi ve is bolumu yapilmistir.

Hatay'dan Adiyaman‘a kadar oldukca genis bir yerlesim alanini etkileyen 6
Subat 2023 Deprem Afeti sonrasi bolgede yasayan hastalarin ve hekimlerin
karsilastiklar  zorluklari, kriz dénemindeki ihtiyaclarini ve bu silrecte
gelistirdikleri ¢cozUmleri derinlemesine inceleyen calismada, Turk Hematoloji
Dernegi'nin destegiyle yapilan hekim ve hasta yakini anket calismasinin verileri
de kullanilarak uzman gorusu niteliginde yol gosterici bir metin olusturulmustur.

Elde edilen veriler sonucunda ortaya ¢ikan konu basliklari ve yanitlanmasi
gereken sorular dncelikle genel dnlemler ve 6zel durumlar ¢ergevesinde ele
alinmustir.#

Anket calismasi, hastalarin ve hekimlerin ihtiyaclarini ve zor zamanlarda saglk
hizmetlerinde yasanan sorunlari belirlemek icin tasarlanmis kesitsel bir
arastirma calismasidir. Bu amacla hastalar ve hekimlere yonelik olarak iki
anket hazirlanmis ve analiz edilmistir:

1. Hasta anketi: Hastalarin fiziksel sorunlari, doktora ve/veya tedaviye
erisimde yasanan zorluklar ve depolama sorunlariyla ilgili olan anket 26
sorudan olusmustur.*

2. Hekim anketi: Doktorlara yonelik olan ve 15 soru iceren anket,
depremin calisma kosullari Gzerindeki etkilerini ve hastalara dogru
tedaviyi sunmada yasanan sorunlari degerlendirmeyi amaglamistir.4



Calismada veriler analiz edilerek katilimcilarin deneyimleri dogrultusunda ana
sorun alanlarr belirlenmistir.*

Deprem bdlgesinden toplam 10 hasta ve 8 hekim anket calismasina dahil
edilmistir.#

TUumuU agir hemofili A veya B tanili hastalarin yas ortalamasi 31 yil olarak
bulunmustur. Hasta Anketi verilerine gore;

Hastalarin  hicbirinin - hemofili kinye ve/veya bilekliginin olmadig
saptanmistir.

Yalnizca bir hasta enkaz altinda kalmis, hastalarin dokuzu (%90) evden
¢lkarken ortopedik sorun yasamis, altisinda (%60) carpmaya bagli kanama
olusmustur. Hastalarin %80’ faktor temininde, %70 saglik kurumuna
ulasmakta, %601 kurumda tetkik ve tedavide, %70'i takipli oldugu doktora
ulasmakta sorun yasamistir.

Hastalar faktor temini icin eczanelere, eczaci odasina ve doktorlarina
basvurmustur.

Hastalarin faktorlerini depremden 6nce buzdolabinda sakladigi ve
%90'Inin  faktorlerini saklayabilecekleri 6zel bir c¢antalarinin olmadig
ogrenilmistir. Depremden sonra sadece %30'u faktorlerini buzdolabinda
saklamaya devam edebilirken, %10'u faktdr ¢cantasinda, geri kalanlar ise
korumasiz ortamda saklamislardir.

Hastalarin %70 eczaneden recetesiz faktor temin etmekte zorlanmistir.

flac temini sorunu disinda bir hasta, psikolojik sorun, bir diger hasta ise
kanamaya bagli 6lum korkusu yasadigini ifade etmistir.

Hastalarin %10'u sehir degistirmek zorunda kalmis; sehir disina ¢ikmak
zorunda kalan bir hasta ise gittigi yerde hekime ulasmakta sorun
yasamistir.

Hastalar depremin ilk glnlerinde yasadiklart en buytk zorluklarin;

e Hareket kisithhgi (1 kisi),
* {lkyardim cantasi olmamasi (1 kisi),
e Saglik kurumuna ulasim sorunu (3 kisi),

* llaca erisim gucluga (7 kisi) oldugunu belirtmislerdir 4




Bu surecte daha iyi yapilmasi gerekenler;
e Hizli ve verimli bir saglik destegi alinmasi (4 kisi),
e Doktor ve saglik kurumlarinin kendilerine ulasmasi (2 kisi),
* laca erisilebilmesi (2 kisi),
e Hastaliklarinin tim kurumlar tarafindan bilinmesi (1 kisi),
e TUm eczanelerde ila¢ bulunmasi (1 kisi),

Ik yardim cantasi bulunmasi (1 kisi) olarak belirtilmistir.*

Deprem sonrasl donemde istedikleri destek/yardimlar ise;
e Daha verimli tedavi (5 kisi),
e Daha hizli saglik hizmeti (1 kisi),
o lkyardim cantasi (1 kisi) seklindedir.4

Hekim Anketine katilan tum hekimleri bolgede calismakta olan pediyatrik
hematologlar olusturmustur. Hekimler calistiklari sehirler; Adana, Batman,
Elazig, Gaziantep, Hatay, Kahramanmaras, Mersin ve Sanhurfa'dir.#

Sekiz hekimden Ugunun calistigr bina hasarli degilken, bes hekimin ¢alistig
bina hasar gormus ve hekimlerin yarisi sehir degistirmek zorunda kalmistir.

Hekimlerin besi hastanin faktor eksikligi oldugunu kolayca, UcU ise
zorlanarak 6grenebilmistir.

Dort hekim en sik kanama nedeninin travma iliskili, iki hekim ise burun
kanamasi oldugunu belirtmistir.

Urin temininde en sik olarak hastane (tic hekim), diger hastalar (iki hekim),
farkli eczaneler, eczane odasi, helikopterle cevre iller ve firmalardan (birer
hekim) yararlanildigr dile getirilmistir.

Bes hekim hastalarinin sehir degisikligi yaptigini belirtmis; yeni hekimle
koordinasyon telefon yoluyla (¢ hekimle sesli, biri ile WhatsApp goérusmesi
ile) veya hasta kanaliyla (iki hekim) yapilabilmistir. Bir hekim hastasinin
gittigi sehirde 6nceden kaydi bulundugunu ifade etmistir.

iki hekim deprem déneminde yeni tani konan hastalarinin oldugunu, bir
hekim ise hemofili stphesine ragmen tetkik yapilamadigini belirtmistir.
Hekimlere deprem doneminde en ¢ok danisilan konular tedavi dizenlenmesi



olmus, bir hekim baska sehirlerde ikamet edip tanimadiklari hastalara
recete yazilmasinin gerektigini belirtmistir. Deprem dénemi (ilk gtnlerde)
yasanilan en buyuk eksiklik/zorluk olarak en sik belirtilen sorun, faktore
ulasamama olurken (t¢ hekim); hastanede yer problemi yasanmasi, hasta
yakinlarina ulasamama, hastalarin hastaneye gelememesi, kanamali
hastalarin ge¢ basvurmasi, tani ve izlemde gereken tetkiklerin yapilamaz
hale gelmesi, veri kayit sisteminin c¢alismamasi sonucu iletisim
kurulamamasi, tibbi personel yetersizligi, asiri calisma ve depreme bagl
psikolojik sorunlar olarak belirtmislerdir. Strecin daha iyi yonetilebilmesi
icin organizasyonun daha iyi yapilmasi gerektigi hastanelerde sahra
hastanesi kurulabilecek dtzenegin bulunmasi, etkilenmeyen sehirlerle
eslesme, hastanede yeterli ilag/faktdr depolanmasi gerektigi belirtilmistir.
Deprem sonrasi donemlerde éne c¢ikarilmasi gereken konular olarak; afet
plani olmasi, afet yonetimi egitimlerinin yapilmasi, afetlerde kanama
diyatezi yonetimi egitiminin  verilmesi (acil hekimlerine kanama
hastaliklarina yaklasim egitimlerinin verilmesi; her travmada ne kadar doz
ve slrede faktor verileceginin belirlenmesi, fasyotomi ve hemodiyaliz
islemlerinin nasil yapilacagl, kas crush veya kompartman sendromu
durumlarinda ortopedistlerin yaklasiminin ele alinmasi gibi), etkilenmeyen
illerden personel destedi saglanmasi, ¢alisanlara kalacak yer ayarlanmasi,
hastalarda yeterli miktarda faktor ve deprem cantasi bulunmasi, bélgedeki
kayith kanama hastasi sayisi kadar faktorin Bakanlk tarafindan
ulastinlmasli, kanama hastalarina hizla tedavi bilgilendirmesi yapilmasi,
enkaz altinda kalanlara tetanoz asisi uygulanmasi, VWH olan kizlarda
menstriel kanamalarda hijyen sartlarinin saglanmasi, topluma kan ve kan
drtnleri bagisi konusunda tesvik edici yayinlar yapiimasi ve duygusal
destek programlari saglanmasi hekim onerileri arasinda yer almstir.
Hekimlerin %75'i afet donemlerinde hemofili hastalarinin tedavisinde
uygulanacak bir kilavuz konusunda bilgi sahibi olmadigini belirtmistir.*



Olagan disi durumlarda hemofili
yonetiminde karsilanmamis
gereksinimler ve yapilmasi gerekenler

Hasta ve hasta yakinlarinin karsilastiklari zorluklar ve gereksinimleri

Deprem sonrasi hasta ve hasta yakinlariyla yapilan gorismelerde bildirilen
sorun ve gereksinimler asagidaki gibidir:*®

Hastalarin tedaviyle iliskili en buytk sorunu faktorlere erisim gugligu
olmustur. Yaralanmis hastalarin kanama kontrolu icin; profilaksi altindaki
hastalarin tedaviyi strdurebilmek icin faktor ihtiyaglari karsilanamamistir.

Faktorlerle iliskili diger zorluk; evlerde ve saglik kurumlarinda olusan
hasarlar ve elektrik kesintileri nedeniyle, uygun kosullarda saklanma
olanaklarr olamamistir.

Hastalarin tedaviyle iliskili diger buytk sorunu, saglik hizmetlerine erisim
glclagut olmustur.

Ozellikle bilinci kapali olanlar basta olmak Uzere hastalarin hemofili
kunyesi/bilekligi gibi bir bilgilendirici kullanmamalari, hemofili hastaliginin
dusunulmemesine/ispat edilememesine ve tedaviye erisimlerinin daha da
glclesmesine yol agmistir.

Yerel yonetimler (muhtarlik, belediye) ve AFAD gibi kurumlarda etkilenen
binalarin fiziksel ozellikleri ve binada ikamet eden hastalarin dijital
kayitlarinin bulunmamasi da hastalara ulasimi guclestirmistir.

Hareket kisithhgr olan, yarali veya gocuk altinda bulunan veya bilinci kapali
olan hastalara hizli tibbi erisim saglanamamistir.

Olaganustu durumlara hazirlk olarak hastalarin normal sartlar altinda iken
“acil durumlarda erisim onay!” vermesinin saglanmasi 6nerilmektedir.

Hekim, yardimci tibbi personel ve tip derneklerinin karsilastiklari
zorluklar ve gereksinimleri

Hekimlerin karsilastigi zorluklar ve gereksinimleri

Deprem sonrasl hekimlerle vyapilan goérusmelerde bildirilen sorun ve
gereksinimler asagidaki gibidir:

Hekimler kendileri ve aileleri de afetzede olmalarina ragmen, saglik
hizmetini kesintisiz devam ettirebilmek icin caba gostermislerdir.
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Hastanelere veya saglik hizmeti sunulan mekanlara ulasmalari guclesmistir.

Hekimlerin ve saglik calisanlarinin glvenli ortama alinmasinda ve guvenli
saglk hizmeti saglanmasinda gecikmeler yasanmistir.

Calisilan kurumlarin hasarlanmasi, ¢alisma kosullarini ve hasta takibini
zorlastirmistir.

Laboratuvar calismalarinin  aksamasi, hastalarin  faktor duzeylerinin
ogrenilmesini guclestirmis ve engellemistir.

Hastalarin, faktore ulasim gucligine ¢ozim bulma cabalari zorlayici olmus
ve sonugsuz kalabilmistir.

Sehir degistiren hastalara ulasmakta guclik cekilmis, takip mUmkin
olmamistir.

Hasta yakinlarina ulasmakta guclik cekilmistir.
Destek personelinin eksikligi, islemlerin daha da glclesmesine yol agmistir.

Olaganustu durumlarda hemofili hastalarin tedavi yonetimiyle ilgili kilavuz
eksikligi, tedaviye yonelik karar streclerini zorlastirmistir.

Depremlerin devam etmesi ve/veya yikicl etkisinin olusturdugu psikolojik
travmalarin ortaya cikardigi sorunlar yipratici olmustur.

Tip derneklerinin karsilastigi zorluklar ve gereksinimleri

Depremden sonra dernek mensubu hekimlerle yapilan goérismelerde
bildirilen sorun ve gereksinimler asagidaki gibidir:>®

Bolgede calisan hekimlerle iletisim kurulmasi gli¢ olmustur.

Hastalar ve saglik calisanlari arasinda erisilebilir olmak icin dijital
haberlesme gibi bir haberlesme sisteminin eksikligi yasanmistir.

Yakin illerden deprem bolgesine faktor tedarik ederek gotirmeye calisan
hekimler herhangi bir yetki belgeleri bulunmadigi icin ilgili merkezlere ve
hekimlere ulasmakta ciddi gucluk ¢cekmislerdir.

Olagan disi bir duruma karsi bir hazirlik olmadigr icin diger bolgelerden
deprem bolgesine organize bir sekilde destek verilmesi mudmkuin
olamamistir.



Hastanelerin karsilastiklari zorluklar ve gereksinimleri

Depremden sonra hekimlerle yapilan gérusmelerde hastanelerle ilgili olarak
bildirilen sorun ve gereksinimler asagidaki gibidir: ¢

Afet yonetimi icin ulusal ve/veya yerel protokol bulunmadigindan, egitim ve
hazirlik eksikligi bulunmaktadir.

Mezuniyet oncesi tip egitiminde afet yonetimi ve afetlere hazirlik konulu
kuramsal ve uygulamali derslerin eksikligi ile uzmanlk egitimi
mufredatlarinin bu konuda yetersiz olmasi, hekimlerin hazirliksiz olmasina
yol agmistir.

Hastanenin bir krizdurumuna hazir olmamasi, kaotik bir ortama yol agmis;
iletisim, lojistik ve koordinasyon sorunlari yasanmis, teknolojik yetersizlik ve
(elektrik ve gaz kesintileri gibi nedenlerle) enerjinin olmamasi sorun
yaratmistir.

Calisilan hastanenin ya da bir bolimundn hasar gérmesi durumunda
saglik hizmetinin nerede verilebilecegi onceden planlanmamistir.
Hastanelere yakin mekanlarda sahra hastanesi olusturulmasi igin otopark
gibi bos alanlar belirlenmemistir.

Hastane eczanelerinde afete hazirlikli olunmamasi nedeniyle veya afetten
etkilenme nedeniyle malzeme eksikligi yasanmistir.

Kan ve kan bilesenleri temininde sorunlar yasanmistir.
Laboratuvar hizmetleri verilememistir.

Faktorlerin temininde, saklanmasinda ve hastalarin faktorlere ulasiminda
sorun yasanmistir.

Sehirler arasi sevk sistemi 6nceden belirlenmemistir.



Olagan disi durumlarda hemofili
yonetimi icin oneriler

Hasta ve hasta yakinlarina yénelik éneriler

Olagan disi durumlarda aile yapisi kriz yonetiminde olduk¢a énemlidir. Aile
birey sayisi az olan cekirdek aile yapisi yaninda, iki-U¢ kusagin bir arada
yasadigi ailelerde kriz yonetimi blyUk sorun olusturabilmektedir. Ailenin
olagan disi durumlara yonelik hazirligi, aileye dahil olan tim bireylerinin
olagan disi bir duruma hep birlikte hazirlanmasi ve acil eylem planlarini
yapmaslyla mumkun olabilir. Bdyle bir hazirlik, bir afet durumunda siklikla
ortaya cikan gerilimin ve tehlikeli durumlarin azalmasini saglayacaktir. Eriskin
aile bireyleri planlamanin dnculdginu dstlenirken, ¢ocuk ve ergenlerin
planlama asamasina yaslarina uygun aktivitelerle katilmasi dnemlidir.”#

Ayrica deprem, heyelan, sel ve yangin gibi olagan disi durumlara yonelik genel
tedbirlerin alinmasi, ulusal ve yerel otoritelerin ve sivil érgutlenmelerin
gozetiminde ve denetiminde oldugu icin  burada ayrintili  olarak
bildirilmemistir. Sadece hastaliga 6zel durumlar, ilgili bashklarda belirtilmistir.

Genel 6nlemler:®*"

* Deprem veya heyelan anindaki mevcut riskleri daha da buyutecek yanlis
hareketleri yapmamak icin, dnceden Cok-Kapan-Tutun hareketi tatbikat
yapilmali;

* Deprem ve heyelan aninda cam, pencere, disarlya bakan duvar ve
kapilardan, aydinlatma tesisati veya armatirt gibi dusebilecek her tur
esyadan uzak durulmal;; merdivenlere, balkonlara ya da ¢ikislara dogru
kosulmamali ve sarsinti sirasinda binayi terk etmeye calismamali;

° Her evde veya calisilan kurumda, hastanin kolay ulasabildigi bélge veya
bélgelerde acil durum cantasi bulunmali;

* Depremden sonra sarsinti durdugunda, etrafa bakarak cevrenin ve kisinin
emniyetinden emin olunduktan sonra, afet ve acil durum cantasi alinarak
bina terk edilmeli ve toplanma bdlgesine gidilmeli;

e Sel uyarisi yapilirsa, acil durum cantasi alinarak yuksek bir bolgeye
cikilmalidir.

Olagan disi durumlara hazirlik asamasinda, 6zel gereksinimleri olanlar dahil
olmak Uzere, tum aile bireylerinin gereksinimlerinin dikkate alinmasi gerekir.
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Bu asamalara tum aile bireylerinin katilmasi, aile tyelerinin olagan disi bir
duruma hazir olmasini ve uygun sekilde davranmasini saglayacaktir. Olagan
disi durumlarin hangisinin ne zaman olacagi bilinemez. Bu nedenle olasi her
duruma uygun bir senaryo hazirlamak yerine, esnek bir planlama ve hazirlik
yapiimalhdir.'

Ailede hemofili olan bir cocugun varligi, olagan disi durumlara hazirlanirken ek
onlemler alinmasini gerektirecektir.®

Herhangi bir olagan disi durumda hemofili hastasi ile ailesi ayni yerde
bulunmayabilir. Bu nedenle, herhangi bir afetle karsilasmadan 6nce ailenin
acil durumlara yonelik eylem plani olmasi énemlidir.”

Aile Uyelerinin gunun hangi saatlerinde nerelerde olabilecegi ve nasil iletisim
kurulabilecegi 6nceden dusunulmeli; mobil telefonlarinin ¢alismama olasiligi
g6z onunde tutulmaldir. Telefonlar icin verici sinyalinin alinamadigi
durumlarda mesajlasma sistemlerinin calisabilecedi akilda tutulmali ve ailenin
mumkulnse tum Uyelerine nasil mesaj gondermeleri gerektigi dgretilmelidir.'*

Acil eylem plani; aile Uyelerinin nasil ve nerede bulusacagini, iletisimin nasil
saglanacagini, afet durumlarinda gerekli malzeme cantasini alarak bulunulan
bolgeden uzaklagsma planini icermelidir.”

Hemofili hastalarinin olagan disi bir durumda tedaviyi ayni sekilde
alabilmelerinin saglanmasinin ¢cok dnemli oldugu unutulmamalidir.’®

Ailenin acil eylem planini gelistirebilmesi icin, bazi sorularin yanitlarini bilmesi
gereklidir. Asagida ailenin eylem planini hazirlamasina yardimci olabilecek
sorular yer almaktadir:™

1. Yasadiginiz bélgede hangi olagan disi durumlarla karsilasabilirsiniz? Hangi
riskler mevcuttur?

2. Gereginde evinizden naslil uzaklasabilirsiniz? Hangi yollari kullanabilirsiniz?
3. Afet aninda evde degilseniz nerede ve nasil bulusabilirsiniz?

e Bulusmak icin iki ayri yer secilmelidir. Birincisi evin yakininda olmall,
ikincisi ise ev civarinda bulusmanin gtvenli olmayacagi durumlar igin
biraz uzak bir yerde olmalidir. Yerel yonetimlerin gostermis oldugu, eve
en yakin toplanma alanlarinda bulusulmasi uygun olabilir."®

4. Evden uzaklasirken yaniniza nelerin alinmasi gerektigi bilinmelidir:
e Gerekli esyalariiceren hazir bir acil durum ¢antaniz var mi?

e Acil durum ¢antasinin yerini evde yasayan herkes biliyor mu?



* Evi terk ederken acil durum cantasini almaktan kim sorumlu?
° Cantadan sorumlu yedek bir kisi var mi?

e Cantadaki gereclerin/ilaclarin = son  kullanim  tarihlerinin  dolup
dolmadigini kim kontrol ediyor?

5. Olagan disi durumda evde kalabiliyorsaniz, evde nelerin ne miktarlarda
bulunmasi gerekir?

6. Olagan disi bir durumda hangi kurum veya kuruluslardan yardim
isteyebilirsiniz?

7. Yakininizdaki yerel yoneticilerin (muhtar gibi) ve hastanenin, ailenizde
hemofilisi olan bir birey bulundugu ve afet durumlarinda yardima gerek
duyacagi konusunda bilgisi var mi?

8. Acil durumlarda iletisim kurulabilecek, bulundugunuz bélgenin disinda
yasayan bir kisi var mi? Hastanizin tedavisinden sorumlu olan hekim ve
kurum sizinle iletisime gecemedigi takdirde bu kisiyle iletisime gecebilir mi?

9. Acil eylem planinizi ¢cocuklarinizla paylastiniz ve tatbikat yaptiniz mi? (Bu
tatbikatin yasam mekani ve kosullari degistiginde [0rnegdin tasinma
olduysa] tekrarlanmasi 6nemlidir.)

10.Calistiginiz yerin ve/veya cocugunuzun okulunun acil eylem plani var mi?

11.0lagan disi bir durumda, tedavi icin gerekli ilact her zamanki kaynaktan
saglayamamaniz durumunda nasil alacaginizi biliyor musunuz? Bu konuyu
saglik hizmeti aldiginiz hekim ve/veya kurumla konustunuz mu?

Acil durum cantasi

Gerekebilecek malzemelerin el altinda bulundurulmasi hayati 6nem
tasimaktadir. Acil durum ¢antasinin evde yasam ucgeni olusabilecek yerlerde
korunmasi; cok katli evlerde her katta bulundurulmasi gereklidir.#'> Asagida
acil durum cantasinda her zaman bulunmasi gereken malzemelerin listesi yer
almaktadir. Islanirsa bozulacak olan malzemelerin su gecirmez sekilde
saklanmasi gerekir.’> Acil durum c¢antasl, mumkinse oda sicakliginda
saklanabilen ve otomatik siringa gibi uygulama kolayligi saglayan Urdnler
icermelidir.* Acil durum cantasinin her zaman gelistirilebilecegi unutulmamali
ve gerektiginde eklemeler yapilmalidir. Cantanin 6 ayda bir kontrol edilmesi
gereklidir; bu isleme cocuklarin da katilmasi, acil bir duruma hazirlkl
olmalarini destekleyecektir."* Ayrica, yedek bir acil durum cantasinin komsu
ve/veya yakin akrabalarda olmasi 6nerilir.4



Acil durum cantasinda bulunmasi gereken genel malzemeler'>"

Kanamayi durdurmak icin steril gaz bezleri ve bandajlar
Farkli boylarda yara bantlari

Bir ¢ift steril eldiven

Antiseptik solUsyon ve sabun

Pansuman i¢in kullanilabilecek yanik kremi gibi kremler
Ates Olcer

Surekli kullanilan ilaglar ve tibbi gerecler

Her bir kisiye t¢ gun yetecek kadar su ve kuruyemis, peksimet, konserve et
ve sebze ile uzun sure dayanikli sut gibi saklanabilir yiyecekler

Dis macunu, dis fircasi, i1slak mendil ve ped gibi hijyenik malzemeler
Asiri iklim kosullarinda kullanilabilecek cilt kremi ve merhemi
Duduk

Toz maskesi ve is eldiveni

Plastik ¢Op torbasi

El feneri ve pilleri

Cep telefonu sarj aleti

El radyosu ve pilleri

Kibrit

Her bir kisiye bir ceket, pantolon, uzun kollu tisort, sapka ve eldiven, uyku
tulumu veya battaniye

Acil durum ¢antasinda bulunmasi gereken, hemofilisi olan bireye 6zel
malzemeler:

Onemli telefon numaralari: Tedaviden sorumlu hekim veya kurum, varsa
evde bakim hizmeti veren kurum, acil durumda aranabilecek sehir disinda
yasayan bir yakinin veya hemofili tedavisiyle ilgili saglik calisaninin telefon
numaralari.’®

Onemli tibbi bilgiler: Hemofilisi olan bireyin tanisi, aldigi tedavinin adi ve
nasil uygulandigi, tedavi plani, varsa inhibitor durumu.®'®

Oda sicakliginda saklanabilen Grunler ve sulandirma islemi kolaylikla
yapilan flakonlar ve enjektorler.



Hemofiliye yonelik olarak kullanilan ilaclar (sogukta saklanmasi gerekliyse,
evden c¢ikmadan buzdolabindan alinarak buz akuleriyle birlikte cantaya
konmalidir) ve uygulama icin gerekli olan enjektor gibi tibbi gerecler.®
Hemofili tedavisinde kullanilan faktérin oda sicakliginda saklanabilir
olmasi ve kullanima hazir kalem seklinde veya kolay hazirlanan bir drtin
olmasi, olaganustud durumlarda tedaviyi kolaylastirabilir.

Hemofilisi olan kisilere ve ailelerine y6nelik 6neriler

Profilaksi alan hastalarin tedavilerini aksatmamasi cok onemlidir.
Hasta ve hasta yakinlari afet ve acil durum egitimi almalidir.

Hemofili oldugunu aciklayan bir bileklik veya kinye her zaman
takilmalidir.™

Evde mUmkuin oldugunca ¢ok miktarda faktor ve gerekli tibbi gerecler
bulunmalidir’® (en az iki hafta sureyle yetecek kadar veya orta siddette ve
agir hemofilisi olan hastalar icin %100 hemostaz saglayacak yedi ekstra
doz kadar bulunmali ve son kullanma tarihlerine goére bu Urdnler
yenilenmelidir).>®

Buzlukta ¢ok sayida buz akust bulunmalidir.’™

Evden cikildiginda faktor ve gerekli tibbi gereclerin alindigindan emin
olunmaldir.’™

Tedaviyi takip eden doktor, tedavinin yapildigi saglik kurulusu, hasta
dernegi gibi dnemli telefonlar evin bircok yerinde ve acil durum cantasinda
liste halinde bulunmalidir.™

Arkadaslar ve akrabalar gibi yakin cevredeki insanlara, hemofiliye yonelik
tedavinin nasil yapilacagr ogretilmelidir.'™

Tibbi bilgiler, tedavi uygulanma zamanlari, tedavinin nasil uygulanacag,
onemli telefon numaralari ile tedavi alinabilecek kuruluslarin listesini iceren
acil durum karti hazirlanmali ve surekli hastanin yaninda olmalidir.'#1
Ayrica bu kartta acil durumlarda ilk aranacak kisinin/kisilerin (mdmkuinse Ug
kisi) telefonu yazili olmahdir.*

Hastanin cep telefonunda hastalik ve tedavisiyle ilgili bilgiler yer almalidir.’

Acil durum cantasl hazir olmali ve ilaglarin son tuketim tarihleri kontrol
edilmelidir."

Cep telefonunda acil durumlarda aranacak kisi belirlenmis olmaldir.'®



Her hemofili hastasinin baska bir bolgede "ayni hastaliga sahip bir
kardesinin” olmasi ve gerekli bilgilerin ikisinde de karsilikli bulunmasi,
olagan disi bir durumda birbirlerine destek olabilmeleri acisindan ¢ok
yararli olacaktir.

Ulasim ve acil durumlar icin gerekebilecek miktarda nakit para
bulundurulmasi unutulmamalidir.’

flac erisim sorunlarini cézmek amaciyla dron kullanimi egitimi alinmasi
yararli olacaktir.#

Hemofili hastalari arasinda onceden bir iletisim agi kurulmus olmasi,
olagan disi durum sirasinda ve sonrasinda karsilikli olarak destek
alinmasini saglayabilir.#

lletisim merkezi olarak dernekler ve komsu il dernekleri, yani bélgesel
dernekler yararl olabilir. Bu nedenle hastalarin ve hasta yakinlarinin
derneklere Uye olmasi ve aktivitelere katilmasi yarar saglayabilir.*

Mahalle muhtari hemofili tanili kisiler hakkinda bilgilendirilmelidir;
muhtarlarin - mahalledeki kanamali hastalarin  sayisi ve ikametgahi
konusunda bilgisinin olmasi ve bu bilgilerin muhtarlk kayitlarinda da
bulunmasi gereklidir.4

Hemofili kamplarinda olaganustd durumlarda nasil davranilacagina dair
egitimler ve tatbikatlarin yapilmasi yararli olacaktir.

Deprem cantasinda neler bulunmasi gerektigi aciklanmali, bu ¢antanin
hasta ve yakinlari tarafindan hazirlanmasi saglanmalidir.

Genel 6nlemler

Telefonlar her zaman sarjli tutulmalidir.
Gocuklara acil bir durumda 112'yi aramalari gerektigi 6gretilmelidir.

Ailenin tim Uyelerinde acil durumlarda iletisime gecilmesi gereken
kisi/kurumlarin telefon numaralari ve adresleri bulundurulmalidir.

Cocugun o6gretmeni ve okul gorevlileri, hastalik ve tedavisi konusunda
bilgilendirilmelidir.

Olagan disi durumun surekli ikamet edilen sehrin disindayken olabilecegi
unutulmamall, tatil veya akrabalari ziyaret gibi herhangi bir nedenle sehir
disina gidildiginde acil durum c¢antasl alinmali ve gidilen yerde tedaviden
sorumlu olan doktor veya saglik kurumu bilinmeli ve bilgilendirilmelidir.™



Hekim, yardimci tibbi personel ve hasta derneklerine yonelik 6neriler

Bilindigi gibi Ulkemizde afet ve acil durum hizmetlerinin koordinasyonundan,
afet ve acil durumlara ydnelik egitim politikalarinin olusturulmasindan ve bu
konularda mevzuat dizenlemeleri yapilmasindan AFAD (Afet ve Acil Durum
Yonetimi Baskanh@i) sorumludur. Ulusal duzey calisma grubu planlarinin
hazirlanmasi ve uygulanmasindan calisma grubundan sorumlu ana ¢6zim
ortagi olan bakanlik, kurum ve kuruluslar asli sorumlu olmakla birlikte, calisma
grubu planlarinda goérevlendirilen destek ¢6zim ortag bakanlik, kurum ve
kuruluslar, 6zel sektor, sivil toplum kuruluslart (STK'lar) ve gercek kisiler de ayri
ayri sorumludurlar. Bakanlk, kurum ve kuruluslarda planlarin hazirlanmasi ve
uygulanmasindan en Ust yoneticiler; il afet mtdahale planlarinin hazirlanmasi
ve uygulanmasindan valiler; 6zel kuruluslarda ise isveren veya yetkili temsil
organlari sorumludur. STKlar ise vyapilan planlamalar ve afete hazirlik
protokolleri dogrultusunda afet bolgesinde ivedilikle yerlerini alarak
calismalara destek olacaklardir. Afet bolgesinde gorev almak isteyen STK'larin
ilgili olduklarr ulusal duzeyde, ulusal duzey calisma grubu ana ¢6zUm ortagi
tarafindan; yerel duzeyde ise, calisma grubunun servis koordinatoru
tarafindan koordine edilmeleri gerekmektedir. Bu bilgilerin 1siginda hemofili
ile ilgilenen tibbi derneklerin olaganutsty durumlarda AFAD ile is birligi
yapacak sekilde hazir olmalarinin yani sira AFAD’a konuyla ilgili énerilerini
iceren bir rapor sunmalari dogru olacaktir. Bu amaclarla AFAD Afet Saglik
Grubu ile iletisimde olunmasi gerekmektedir.?

Olagan disi durumlara hazirhk asagidaki asamalari icermelidir:42°

° Olagan disi durumlara yonelik olarak hazirhk egitimi, planlama ve
tatbikatlar yapilmalidir.

* Derneklerde bolgedeki tum hastalarin iletisim bilgileri bulunmali ve
olanaklar dahilinde diger derneklerle iliski icinde olmalidirlar.

* Hastalarla olagan disi durum plani Uzerinde goértsmeler yapilarak hasta
egitimi verilmelidir.

e Danisma ve destek zincirii Hematologlar arasinda ve hematolog-
ortopedist-cerrah arasinda bir olagan disi durum destek zinciri olmasi
yararli olacaktir.

* Olagan disi durumlarda hemofilisi olan hastalarin tedavi yonetimiyle ilgili
kilavuz hazirlanmasi gereklidir.4

e llac erisim sorunlarini ¢cézmek amaciyla derneklerde dron kullanimi
egitimleri verilmesi gibi planlama yapilmasi ve énlemler alinmasi yarar
saglayacaktir.



Etkilenmemis komsu eczaneler veya derneklerden faktor temini
saglanmasi amaciyla bir faktor erisim agi belirlenmelidir.* Sehirlerde
etkilenen bdlgelerin durumuna goére en az iki farkli toplanma bdlgesinde
faktorlerin ulasilabilir olmasi saglanmalidir. Depo edilecek faktorlerin son
kullanma tarihleri surekli kontrol edilmelidir. Depo edilebilir faktor
saglamak icin Saglik Bakanligrnin bir mevzuat degisikligi yapmasi
zorunludur. Afet bolgesindeki Eczaci Odalarr ile bu sorun ¢ozdlmelidir.

Toplumun genelinde yasanan psikososyal sorunlarin hasta, hasta yakinlari
ve saglik calisanlarina yansidigi dikkate alinarak, ilgili derneklerle birlikte
onlem olarak olagan disi durum hareket plani belirlenmelidir.4

Olagan disi durumdan sonra hekimlerin mesleki uyum sureclerini
desteklemeye ve saglik calisanlarinin magduriyetlerini gidermeye yonelik
planlamalar ve hazirlik calismalari yapilmalidir.#

Saglhik kurumu ve saglik otoritelerine yénelik éneriler

Hastane ve diger saglik kurumlari*t

Hastaneler ve diger saglk kurumlari kriz ortamina hazirlikli olmali; iletisim,
lojistik ve koordinasyon sorunlari yasanmamasi icin tedbir alinmalidir.

Calisilan hastanenin ya da bir bolimundn hasar gérmesi durumunda
saghk hizmetinin nerede verilebilecegi o©nceden planlanmali, her
hastanenin kendi acil kapasitesini karsilayacak 6l¢tde sahra hastanesi plan
ve organizasyonu yapilandiriimalidir.

Hastane ve saglik kurumlarinin olagan disi durum plani bulunmalidir (afet
egitim ve tatbikatlari, personel arasinda afette is bolimu plani gibi).

Olagan disi durumlarda hastane personelinin ulasimi, glvenli ortama
alinmalari saglanmali ve guvenli saglik hizmeti verilecek sekilde hazirlikli
olunmalidir.

Hastane eczanelerinde yeterli ila¢ ve faktor bulunmali; eczanenin hasar
gormesi durumunda ila¢ ve faktor temininin nasil yapilacad
planlanmalidir.

Saglik Bakanhgi*s

Olagan disi durum yonetimine yonelik ulusal ve/veya yerel protokoller
bulunmali, egitimler verilmeli ve gerekli hazirliklar yapiimalidir.

Kan ve kan Urunleri ile faktor gibi acil ilag gereksinimlerinin giderilmesine
yonelik planlama yapilmasi dnerilir.



Bolgelerin afet riskine uygun saglik kurumu ve saglik personeli yerlesim
planlamasi yapilmasi onerilir.

Olagan disi durum harici bolgelerden doktor ve yardimci saglik personeli
gorevlendirme planinin bulunmasi ve gerekli altyapinin  saglanmasi
onerilir.

Farkli kurumlardaki personeller arasinda is bolumu yapilarak vardiyali
sistem islerliginin saglanmasi 6nerilir.

Danisma ve destek zincirii Hematologlar arasinda ve hematolog-
ortopedist-cerrah arasinda bir olagan disi durum destek zinciri olmasi
yararl olacaktir.

Merkezi hasta kayit sistemi ile tUm hastalar kayit altina alinmali ve
gereginde ulasilabilmelidir.

Sehirler arasi hasta sevk sistemi belirlenmelidir.

Her sehrin/hastanenin baska bir bélgede sehir/hastane ile eslestirilmesi
(kardes hastane) onerilir.

Mezuniyet 6ncesi tip egitimine ve uzmanlik egitimi mufredatlarina afet
yonetimi ve afetlere hazirlik konulu kuramsal ve uygulamali dersler
eklenmesi Onerilir.

Yaygin olagan disi durum egitimleri verilmesi onerilir.

Hastalarla olagan disi durum plani Gzerinde gortsmeler yapilarak hasta
egitimi verilmesi onerilir.



Ekler

I
Ek-1: Hasta anketi

Yasadigril: - - o ___.
Hastalik tipi: [JHA [OHB [Diger:. - - - - - o ____.
Hemofili derecesi:  [TAgir [1Orta [ Hafif

Hemofili bilekliginiz var miydi? [] Evet [ Hayir

Enkaz altinda kaldiniz mr? [] Evet [ Hayir

Evinizden ¢ikmakta ortopedik sorun yasadiniz mi? [ Evet [ Hayir
Deprem nedeniyle carpmaya bagl kanamaniz oldu mu? [ Evet [ Hayir
Hangi bolgede kanamaoldu? - - - __________________.
Faktor temin etmek icin kiminle iletisime gegtiniz? .- - - - _________.
Faktor temin etmekte zorlandiniz mi?

o =20 0N AW

- O

[] Evet, zorlandim [ Hayir, zorlanmadim

N
N

Saglik kurumuna ulasimda sorun yasadiniz mi?

[] Evet, yasadim [ Hayir, yasamadim

13.| Kurumda tetkik ve tedavide sorun yasadiniz mi?

[] Evet, yasadim [ Hayir, yasamadim

14.| Takipli oldugunuz doktorunuza ulasmakta sorun yasadiniz mi?
[] Evet, sorun yasadim  [[] Hayir, sorun yasamadim

15.| Elinizdeki faktorleri deprem oncesinde nerede sakliyordunuz?

16.| Faktorleri tasimak icin 6zel bir cantaniz var mi?
[] Evet, var [Hayir, yok

17.| Elinizdeki faktorleri deprem sonrasinda nasil korudunuz ve nerede muhafaza
ettiniz? - L ________.

18.| Eczaneden recetesiz faktor temin etmekte sorun yasadiniz mi?
[] Evet, sorun yasadim  [] Hayir, sorun yasamadim

19.| Enjeksiyonunuzu kimyapiyordu? - - ____.

20.| Enjeksiyonunuzu su anda kimyapiyor? -~ .

21.| Tedaviyle ilgili ilag temini disinda bir problem yasadiniz mi?




22.

23.

24.

25.

26.

Deprem nedeniyle sehir degistirmek zorunda kaldiniz m?
[] Evet, kaldim ] Hayir, kalmadim

Gittiginiz yerde hekime ulasmada sorun yasadiniz mi
[] Evet, sorunyasadim  [] Hayir, sorun yasamadim

Deprem donemi (ilk gunlerde) yasadiginiz en buyuk eksiklik/zorluk neydi?



Ek-2: Hekim anketi

1.

10.

11.

12.

13.

14.

15.

Yasadigimizil: - - .
Calistiginiz kurumda hasar meydana geldi mi?

Afet donemlerinde kanama bozuklugu hastalarinin tedavisinde uygulanacak
bir kilavuz konusunda bilgi sahibi misiniz?
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Foreword

The earthquake of February 6, 2023, which devastated a vast geographical region,
resulting in substantial loss of life and permanent disabilities, and erasing entire
cities from the map, has demonstrated the inadequacy of existing training and
organizational infrastructure to ensure the continuity of healthcare services under
extraordinary situations. One of the striking examples of this inadequacy is our
experience in the management of treatment and medical procedures for
individuals in the disaster zone with congenital bleeding disorders.

This Consensus Report has been prepared based on this experience. Through the
questionnaires administered to patients and patient relatives living in the affected
zone and physicians working there, difficulties and deficiencies encountered
during the disaster and then in the field were identified; afterwards, a team of
advisory group consisting of physicians specialized in congenital bleeding
disorders compile recommendations for patients, physicians, and institutions
regarding the measures that need to be taken, the necessary infrastructure that
needs to be created, and the rules that need to be followed so that similar
problems would not be experienced in the future in extraordinary situations such
as earthquakes, and this report has been created.

I would like to express my endless gratitude to Prof. Ahmet Muzaffer Demir, M.D.
and Working Group Members Prof. Selin Aytac Eyupoglu, M.D. and Prof. Serap
Karaman, M.D. who worked with great efforts in the design and writing of this
report, which also has the distinction of being the first known consensus report on
the management of hemophilia in extraordinary situations, as well as to all adult
and pediatric hematology specialist faculty members, hemophilia patient
associations, and physicians and patients who participated in the surveys.

[ also would like to thank Novo Nordisk Turkiye for their infinite support in the
creation of this important document and Cortex 360 Saglik for their contribution to
the design and writing phases.

We hope that this work, which we support and contribute to as the Turkish Society
of Hematology, will set an example for the world and guide patients, physicians,
health institutions, and health policymakers in extraordinary situations..

Mubhlis Cem Ar, MD
President of the Turkish Society of Hematology






Preface

After the earthquake disaster experienced in 2023 in our country, which is
one of the significant earthquake regions in the world, it has been observed
that many problems have been encountered in ensuring the sustainability of
chronic diseases, especially the treatment of bleeding patients with constant
factor needs, as in other extraordinary situations. In earthquakes and other
extraordinary situations, problems specific to the nature of disasters vary, and
the measures to be taken and recommendations are also different. Based on
the interviews with patients and physicians who have experienced the
disaster in the earthquake region and the experiences obtained with the
efforts of patient associations, a real-world data has been created. Through
the convening of academicians in our country dedicated to hemophilia and
other beleeding disorders, national and international literature was reviewed,
data were analyzed, and efforts were undertaken to develop a consensus
report identifying key problems and proposing potential solutions.

This consensus report has been prepared for patients and their
relatives, healthcare professionals, and healthcare institutions in order
for the treatment of hemophilia patients not to be interrupted in
extraordinary cases and to provide the necessary emergency treatment
support. This report is the first consensus report written in this field in
our country. We hope that in extraordinary situations, it will contribute to

the healthy and safe maintenance of lives of patients and their relatives
and to the practices of physicians and other healthcare professionals. In
addition, we aim to bring this report to the attention of the health
authority and to determine the management of patients with chronic
diseases, especially patients with bleeding disorders, as a priority area in
health management in extraordinary situations in our country.

We would like to thank our academic members, associations, and the Turkish
Society of Hematology for their contribution to the creation of the consensus
report.

Best regards...
Ahmet Muzaffer Demir

Selin Aytac Eyupoglu . i
Serap Karaman ‘
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Introduction and Purpose

Our country is in a geographical region with a high earthquake risk. In
addition, it is known that the risk of the development of other natural
disasters in our region has increased. Moreover, the frequency of geopolitical
and financial crises is increasing in the world, and it is known that more recent
extraordinary situations such as cyber-attacks can also affect health systems.!

Groups of patients in need of permanent medical care, such as hemophilia
and chronic diseases, need to be trained and prepared in advance so that
they are specifically informed about disasters and their treatment is
sustainable during and after disasters.

In disasters and emergencies, it is vital that stakeholders, especially the health
system, national and local administrations, patients, their relatives, and
patient associations, who have a role in the education and preparation stages,
work together.

It was observed that the earthquake that occurred on February 6, 2023, in our
country deeply affected the health services provided to hemophilia patients in
the region and made it extremely difficult for patients to access treatment.
However, hemophilia patients must have immediate access to factor
concentrates in emergency situations and must be delivered to the nearest
emergency department or medical facility for infusion. Unfortunately,
experience has shown that patients may not have enough factor supply in
their homes and/or factors may be damaged in disaster situations.
Extraordinary circumstances may impede the factor supply, limit accessibility,
or compromise the appropriate storage conditions of the factor. Failure to
reach the factor puts the patient at risk of severe and continuous bleeding in
an emergency.>® Faced with extraordinary situations, patients and their
relatives must meet their vital needs and turn to alternative searches where
they can access the drug urgently.?

For all these reasons, it is very important to create an emergency plan for
extraordinary situations such as earthquakes and to prepare for disasters
within the scope of an action plan and to better manage unforeseen
circumstances. With the

, itis aimed to identify the difficulties and
problems faced by hemophilia patients and their relatives, health workers,
and health institutions and to develop recommendations for patients and

their relatives, health workers and health institutions and related authorities
to help them prepare for extraordinary situations.




Method

A project working group and an advisory board were established to take part
in the writing stages of the consensus report. Presidents of our country's
umbrella hemophilia associations, pediatric and adult hematologist
physicians who worked in the disaster area in the last earthquake, physicians
who participated in the ‘Disaster Management in Hereditary Bleeding
Disorders’ symposium held in the previous year, and physicians working in the
field to contribute to the project scientifically and academically were invited to
the project working and advisory groups and included in the study based on
their consent. This project was carried out under the umbrella of the Turkish
Society of Hematology with the support of patient/physician hemophilia
associations. Project group members came together online to determine the
working method, and the division of labor regarding data collection was
realized.

In the study, which examines the difficulties faced by patients and physicians
living in the region after the February 6, 2023 Earthquake Disaster, which
affected a very large settlement area from Hatay to Adiyaman, their needs
during the crisis period, and the solutions they developed in this process, a
guiding text in the form of expert opinion was created by using the data from
the physician and patient relatives survey study conducted with the support of
the Turkish Society of Hematology.*

The problems identified as a result of the data collected and the questions to
be answered were primarily addressed within the framework of general
measures and special situations.

The survey study is a cross-sectional research study designed to determine
the needs of patients and physicians and the problems experienced in
healthcare services in difficult times. To this end, two questionnaires were
prepared and analyzed for patients and physicians:

1. Questionnaire for patients: The questionnaire consisted of 26
questions about patients' physical problems, difficulties in accessing the
doctor and/or treatment, and storage problems.*

2. Questionnaire for physicians: The questionnaire, consisting of 15
questions, aimed to evaluate the effects of the earthquake on working
conditions and the problems experienced in providing the appropriate
treatment to patients.



In the study, the data were analyzed, and the main problem areas were
determined in line with the experiences of the participants.*

A total of 10 patients and 8 physicians who were in the disaster area in the
two-week period after the earthquake were included in the survey study.*

The mean age of patients who were all diagnosed with severe hemophilia A or
B was 31 years.

According to data from the Patient Questionnaire;

None of the patients were found to have hemophilia tags and/or
wristbands.

Only one patient was trapped under the rubble, nine (90%) of the patients
experienced orthopedic problems while evacuating the house, and six
(60%) had bleeding due to impact. 80% of the patients had problems in
supplying factors, 70% had problems in reaching the health institution,
60% had problems in examination and treatment in the institution, and
70% had problems in accessing the doctor they were followed up by.

Patients applied to pharmacies, the chamber of pharmacists, and doctors
for the factor supply.

It was found that the patients kept their factors in the refrigerator before
the earthquake, and 90% of them did not have a special bag where they
could keep their factors. After the earthquake, only 30% could continue to
store their factors in the refrigerator, while 10% stored them in the factor
bag, and the rest in an unprotected environment.

70% of the patients had difficulty in obtaining factors from the pharmacy
without a prescription.

Apart from the drug supply problem, one patient stated that he/she had a
psychological problem, and another patient stated that he/she
experienced a fear of death due to bleeding.

10% of the patients were compelled to relocate to another city; among
them, one patient who moved experienced significant difficulties in
accessing medical care at the new location.

Patients stated that the greatest difficulties they experienced in the first
days following the earthquake were;

* Restriction of movement (1 person),
e Lack of first aid kit (1 person),
° Problem of transportation to the health institution (3 people),

e Difficulty in accessing medication (7 people).*
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Regarding what needs to be done better in this process, patients'
responses were:

* receiving fast and efficient health support (4 people),

e reaching doctors and health institutions (2 people),

° access to medication (2 people),

* knowledge of their disease by all institutions (1 person),
e availability of drugs in all pharmacies (1 person),

e and the availability of a first aid kit (1 person). *

The support/aid they wanted in the post-earthquake period was stated as:
* More efficient treatment (5 people),
e Faster access to healthcare (1 person),

e First aid kits (1 person).*

All physicians participating in the Questionnaire for Physicians consisted of
pediatric hematologists working in the region. The cities where the
participating physicians worked were Adana, Batman, Elazig, Gaziantep,
Hatay, Kahramanmaras, Mersin, and Sanliurfa.*

Of the eight physicians, three were employed in facilities that remained
structurally intact, whereas the workplaces of five physicians sustained
damage; consequently, half of the physicians were obliged to relocate to
other cities.

Five of the physicians were able to readily recognize the patients’ factor
deficiency, whereas three encountered difficulties in making this
determination.

Four physicians stated that the most common cause of bleeding was
trauma-related, and two physicians stated that it was nosebleeds.

It was reported that hospitals (three physicians), other patients (two
physicians), different pharmacies, the chamber of pharmacists, surrounding
provinces and companies through helicopters (one physician) were used
most frequently in the supply of products.

Five physicians stated that their patients moved to other cities; coordination
with the new physician could be done by phone (voice communication with
three physicians, WhatsApp call with one) or through the patient channel
(two physicians). One physician stated that his patient had a previous record
in the city he moved to.
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Two physicians stated that they had newly diagnosed patients during the
earthquake period, and one physician stated that they could not be
examined despite the suspicion of hemophilia. The most consulted issue for
physicians during the earthquake period was the arrangement of
treatment, and a physician stated that he had to prescribe medicine to
patients residing in other cities, whom they did not know. While the most
common problem stated as the biggest difficulty experienced during the
earthquake period (in the first days) was not being able to reach the factor
(three physicians); other problems were lack of beds in hospitals, not being
able to reach the relatives of the patient, patients not being able to come to
the hospital, patients with bleeding applying to the hospital late, problems
related to necessary examinations for diagnosis and follow-up, not being
able to establish communication due to unfunctional data recording
system, lack of medical personnel, overwork and psychological problems
related to the earthquake. It was also stated that for the process to be
managed better, the organization should be better, there should be a
mechanism to establish a field hospital, matching should be done with
unaffected cities, and sufficient medication/factors should be stored in
hospitals. Regarding the issues that should be emphasized in the
post-earthquake period, physicians stated that there should be a disaster
plan, disaster management training should be provided (such as training
provided to emergency physicians on handling bleeding disorders,
determination of dose and duration of factors for each trauma case, how to
perform fasciotomy and hemodialysis procedures, orthopedists'
approaches to muscle crush or compartment syndrome), personnel
support should be provided from cities that are not affected by the disaster,
accommodation should be provided to healthcare professionals, patients
should have sufficient amount of factors and earthquake kit, the Ministry
should supply factors that would support all registered bleeding disorder
patients in the region, tetanus vaccination should be administered to those
trapped under the rubble, hygiene conditions should be ensured for girls
with VWH in menstruation period, broadcasting should be done to
encourage society to donate blood and blood products, and emotional
support programs should be organized. 75% of the physicians reported
that they had no knowledge about a guideline to be followed in the
treatment of hemophilia patients in disaster periods. 4



Unmet needs and actions to be taken in
the management of hemophilia in
extraordinary situations

Challenges faced by patients and their relatives and their needs

Problems and needs in the post-earthquake period reported by patients and
their relatives in the interviews are as follows:*®

* The biggest difficulty experienced by patients in relation to treatment was
access to factors. The factor needs of the injured patients for bleeding
control and the needs of the patients under prophylaxis to maintain
treatment could not be met.

e Another difficulty experienced in relation to factors was that patients did
not have the opportunity to keep the factors in suitable storage conditions
due to damage to health institutions and electricity cuts.

° Another problem experienced by patients regarding treatment was
difficulties in accessing healthcare services.

° Patients not carrying hemophilia tags/wrist bands, especially those who
were unconscious, led to a lack of considering hemophilia, which made
their access to treatment even more difficult.

e The physical properties of the damaged buildings belonging to institutions
such as the local authorities (mukhtar [neighborhood representative],
municipality) and AFAD and the lack of digital records of the patients
accommodated in these buildings made it difficult to access the patients.

° Rapid medical access could not be provided to patients with limited
mobility, who were injured or under the rubble, or unconscious.

In preparation for extraordinary situations, it is recommended to ensure that
patients give "access consent in case of emergency” while under normal
conditions.

Challenges faced by physicians, other healthcare professionals, and
medical associations, and their needs

Challenges faced by physicians and their needs

The problems and unmet needs reported in the interviews with physicians
after the earthquake were as follows:*®

e Despite being disaster victims themselves, along with their families, the
physicians endeavored to sustain the provision of healthcare services
without interruption.
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It became difficult for them to reach hospitals or places where health
services were provided.

There were delays in the transfer of physicians and healthcare professionals
to a safe environment and in the provision of safe healthcare services.

Damage to the institutions where they worked made working conditions
and patient follow-up difficult.

The disruption of laboratory studies complicated and impeded the
information about patients' factor levels.

The efforts of the patients to find a solution to the difficulty of accessing the
factor were challenging and remained inconclusive.

It was difficult to reach patients who moved to other cities, and follow-up
was not possible.

Difficulties were experienced in contacting the relatives of the patients.
The lack of support staff made operations even more difficult.

The lack of guidance on the treatment management of patients with
hemophilia in extraordinary situations made the treatment decision process
difficult.

The problems caused by psychological traumas resulting from the
continuation and/or destructive effect of earthquakes were devastating.

Challenges and needs faced by medical associations

The problems and needs reported in the interviews with the physicians
belonging to associations after the earthquake were as follows:>°

Maintaining effective communication with physicians working in the
region was considerably difficult.

There was a lack of a communication system such as digital
communication between patients and healthcare professionals in terms of
accessibility.

Physicians who tried to take factors from nearby provinces to the
earthquake zone did not have any authorization documents, so they
experienced serious difficulty in reaching the relevant centers and
physicians.

Since there was no preparation for an extraordinary situation, it was not
possible to provide organized support to the earthquake zone from other
regions.



Challenges faced by hospitals and their needs

The problems and needs reported regarding hospitals in the interviews with
physicians after the earthquake were as follows:*®

Since there were no national and/or local protocols for disaster
management, there was a lack of training and preparedness.

The lack of theoretical and practical courses on disaster management and
disaster preparedness in pre-graduation medical education and the
inadequacy of specialty education curricula in this regard caused
physicians to be unprepared.

The fact that hospitals were not ready for a crisis led to a chaotic
environment; communication, logistics, and coordination problems were
experienced, and technological inadequacy and power cuts (due to
reasons such as electricity and gas outages) caused problems.

It was not planned where the health service could be provided in case of
damage to the hospital building or a part of it. No vacant areas (e.g.,
parking lots) in close proximity to hospitals were designated for the
establishment of field hospitals.

Material shortages were experienced in hospital pharmacies due to lack of
disaster preparedness or being affected by the disaster.

There were problems in the supply of blood and blood products.
Laboratory services could not be provided.

There was a problem in the supply, storage, and access of patients to the
factors.

The intercity referral system was not predetermined.



Recommendations for the management

of hemophilia in extraordinary situations

Recommendations for patients and their relatives

In extraordinary situations, family structure is very important in terms of crisis
management. Unlike the elementary family structure with a small number of
family members, crisis management can be a major problem in families where
two or three generations live together. Preparation of the family for
extraordinary situations may be possible by preparing all members of the
family for an extraordinary situation together and making emergency action
plans. Such preparation will ensure that the tension and dangerous situations
that often occur in the event of a disaster are reduced. While adult family
members take the lead in planning, it is important for children and
adolescents to participate in the planning phase with activities appropriate for
their age.”®

In addition, taking general measures for extraordinary situations such as
earthquakes, landslides, floods, and fires is not reported in detail here, as itis
under the supervision and control of national and local authorities and civil
organizations. Disease-specific conditions only are specified under the
relevant headings.

General measures:*"'3

* In order not to take wrong actions that will further increase the existing
risks in the event of an earthquake or landslide, Drop, Cover, and Hold on
drills should be practiced in advance;

e In the event of earthquakes and landslides, glass, windows,
outward-facing walls and doors, all kinds of objects that may fall, such as
lighting installations or fixtures, should be avoided; during the tremor, one
should refrain from moving toward staircases, balconies, or exits, and
should not attempt to evacuate the building;

* Each home or working institution should have an emergency kit (go-bag)
in the area or areas easily accessible by the patient;

°* When the tremor stops, after making sure about the safety of the
environment and himself/herself by checking around, one should
evacuate the building and head for the assembly area by taking the
disaster and emergency kit;

e If a tsunami warning is issued, one should take the emergency kit, go to a
high-altitude area.




During the preparation stage for extraordinary situations, the needs of all
family members, including those with special needs, should be considered.
Participation of all family members in these stages will ensure that family
members are ready for an extraordinary situation and behave accordingly. It
is not possible to know which of the extraordinary situations will occur and
when. Therefore, instead of preparing a scenario suitable for every possible
situation, flexible planning and preparation should be made.™

The presence of a child with hemophilia in the family will require additional
precautions to be taken when preparing for extraordinary situations.®

During an extraordinary situation, the hemophilia patient and his/her family
may not be in the same place. Therefore, it is important for the family to have
an action plan for emergencies before facing any disaster.”

It should be considered in advance where family members can be at what
times of the day and how they can be contacted; the possibility of their mobile
phones not working should be taken into consideration. In cases where the
no signal for the phones can be received, it should be kept in mind that the
sms systems can work, and all members of the family should be taught how to
send messages if possible.™

The emergency action plan should include how and where family members
will meet, how communication will be established, and the plan to move away
from the area by taking the emergency kit in case of disaster.”'

It should be remembered that it is very important to ensure that hemophilia
patients can receive treatment in the same way in an extraordinary situation.

In order for the family to develop the emergency action plan, they need to
know the answers to some questions. The following questions are intended to
facilitate families in developing a structured action plan.’

1. What extraordinary situations might you encounter in your area? What
risks are there?

2. How can you get away from home when necessary? Which roads can you use?

3. Where and how can you meet if you are not at home at the time of the
disaster?

* Two alternative places should be selected to meet. The first one should
be near the house, and the second one should be a little far away for
situations where it would not be safe to meet around the house.'® It
may be appropriate to meet in the assembly points closest to the
house shown by local governments.

4. You should know what to take with you when you are getting away from
home:

* Do you have an available emergency kit with the necessary items?
e Does everyone living in the house know where the emergency kit is?
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° Who is responsible for picking up the emergency kit when leaving the
house?

e [s there a substitute person responsible for taking the emergency kit?

* Who checks that the supplies/medicines in the emergency kit are not
expired?

5. If you are able to stay at home in an extraordinary situation, what items
should be available at home in what quantities?

6. Which institutions or organizations can you ask for help in an
extraordinary situation?

7. Do the local administrators (such as the mukhtar) near you and the
hospital have information that there is an individual with hemophilia in
your family and that they will need help in disaster situations?

8. Is there a person outside your area who can be contacted in case of
emergency? If the physician and institution responsible for your patient's
treatment cannot contact you, can they contact that person?

9. Have you shared your emergency action plan with your children and
conducted drills? (It is important that this drill is repeated when the living
space and conditions change [for example, if you have moved].)

10.Does your place of work and/or your child's school have an emergency
action plan?

11.In an extraordinary situation, do you know how to obtain the medicine
needed for treatment if you are unable to supply it from the usual source?
Have you discussed this issue with the physician and/or institution from
which you receive health care?

Emergency kit (go-bag)

It is vital to have the necessary materials at hand. The emergency kit should
be kept in places where a triangle of life may occur at home; it should be kept
on each floor in multi-story houses.*™ Below is a list of supplies that should
always be in the emergency kit. Materials that will deteriorate if they get wet
must be stored in a waterproof manner.’ The emergency kit should contain
products that can be stored at room temperature if possible and provide ease
of application, such as an auto-injector.* It should be remembered that the
emergency kit can always be improved, and additions should be made when
necessary. It is necessary to check the bag every 6 months; participation of
children in this process will support them to be prepared for an emergency.™
Itis also recommended that a spare emergency kit be with neighbors and/or
close relatives.*



General supplies to be included in the emergency kit'>'”

Sterile gauzes and bandages to stop bleeding

Band-aids in different sizes

A pair of sterile gloves

Antiseptic solution and soap

Creams such as burn cream that can be used for dressing
Thermometer

Medications and medical supplies used on a regular basis

Sufficient water for each person for three days and storable foods such as
nuts, rusks, canned meat, vegetables, and long-life milk

Hygienic materials such as toothpaste, toothbrushes, wet wipes, and pads
Skin cream and ointment that can be used in extreme climatic conditions
A whistle

Dust mask and work gloves

Plastic garbage bag

Flashlight and batteries

Mobile phone charger

Handheld radio and batteries

Matchbox

A jacket, pants, long-sleeved T-shirt, hat and gloves, sleeping bag or
blanket for each person

Materials specific to individuals with hemophilia that should be
included in the emergency kit:

Important telephone numbers: The telephone numbers of the physician
or institution responsible for the treatment, the institution providing home
care services, if any, a relative living outside your city who can be contacted
in case of emergency, or a healthcare professional dealing with the
treatment of hemophilia.’®

Important medical information: Diagnosis of the individual with
hemophilia, name of the treatment received and how it is administered,
treatment plan, and inhibitor status, if any.®'®

Products that can be stored at room temperature and vials and syringes
that can be easily reconstituted.



Medications for hemophilia (if required to be stored in the cold, they
should be taken from the refrigerator before leaving the house and placed
in the emergency kit with cold packs) and medical supplies such as
injectors for administration.® The fact that the factor used in the treatment
of hemophilia can be stored at room temperature and that it is a
ready-to-use pen-shaped or easily prepared product may facilitate
treatment in extraordinary situations.

Recommendations for people with hemophilia and their families

It is of critical importance that patients receiving prophylactic treatment
adhere strictly to their therapeutic regimen without interruption.

Patients and their relatives should receive disaster and emergency
training.

A bracelet or tag explaining that the person has hemophilia should always
be worn.™

There should be as many factors and necessary medical supplies as
possible at home'™ (enough for at least two weeks, or up to seven extra
doses to provide 100% hemostasis for patients with moderate and severe
hemophilia, and these products should be renewed according to their
expiry date).?

There should be many cool packs in the freezer.’

When leaving the house, it should be ensured that the factor and
necessary medical equipment have been taken.™

Important phones such as the physician following the treatment, the
health institution where the treatment is received, and the patient
association should be listed and kept in many parts of the house and in the
emergency kit.”

People in one's immediate circle, such as friends and relatives, should be
taught how hemophilia treatment is performed.’™

An emergency card containing medical information, treatment times, how
to apply the treatment, important phone numbers, and a list of institutions
where treatment can be received should be prepared, and it should be
with the patient at all times.'*'> In addition, the phone number of the first
person/people to be called in case of emergency (three people, if possible)
must be written on this card.™

The patient's mobile phone should contain information about the disease
and its treatment.’

The emergency kit should be ready, and the expiry dates of the medicines
should be checked.™

The person to be called in case of emergency should be determined on the
mobile phone.™
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It will be very useful for each hemophilia patient to have a "counterpart
(buddy) with the same disease" in another region and to have the
necessary information in both, so that they can support each other in an
extraordinary situation.

It should be kept in mind that the amount of cash that may be required for
transportation and emergencies should be available.’

It will be useful to receive training on drone use to solve drug access
problems.*

A pre-established communication network between hemophilia patients
can provide mutual support during and after the extraordinary situation.*

Associations and neighboring provincial associations, i.e., regional
associations, can prove useful as contact centers. Therefore, it may be
beneficial for patients and their relatives to become members of
associations and participate in activities.*

The mukhtar (neighborhood representative) of the neighborhood should
be informed about people diagnosed with hemophilia; mukhtars should
have information about the number and residence of patients with
bleeding disorders in the neighborhood and they should keep it in the
mukhtar records.*

It would be useful to conduct training and drills in hemophilia camps on
how to behave in extraordinary situations.

It should be explained what should be in the emergency kit, and it should
be ensured that this kit is prepared by the patient and his/her relatives.

General measures™

Phones must be kept always charged.
Children should be taught to call 112 in an emergency.

All members of the family should have the phone numbers and addresses
of the persons/institutions to be contacted in case of emergency.

The child's teacher and school officials should be informed about the
disease and its treatment.

It should be remembered that the extraordinary situation may occur when
you are outside the city of your permanent residence. When you leave the
city for any reason, such as vacation or visiting relatives, an emergency kit
should be taken, and the doctor or health institution responsible for the
treatment in your destination should be learned and informed.™



Recommendations for physicians, other healthcare professionals, and
patient associations

AFAD (Disaster and Emergency Management Directorate) is responsible in
Turkiye for the coordination of disaster and emergency services, the creation
of training policies for disasters and emergencies, and the regulation of
legislation on these issues. Although the ministries, institutions, and
organizations, which are the main solution partners responsible for the
preparation and implementation of the national level working group plans,
are primarily responsible, the support solution partners such as the
ministries,  institutions and  organizations, the private  sector,
non-governmental organizations (NGOs) and people assigned in the working
group plans are also separately responsible. Top managers in ministries,
institutions, and organizations are responsible for the preparation and
implementation of the plans, governors are responsible for the preparation
and implementation of provincial disaster response plans, and employers or
authorized representative bodies in private organizations are responsible in
this regard. NGOs, on the other hand, will support the studies by immediately
taking their place in the disaster area in line with the plans and disaster
preparedness protocols. NGOs wishing to assume duties in the disaster area
should be coordinated at the national level by the main solution partner of the
national level working group and at the local level by the service coordinator
of the working group. In light of this evidence, it would be appropriate for
medical associations concerned with hemophilia to establish preparedness
for collaboration with AFAD during extraordinary situations, and to provide
AFAD with a formal report outlining their recommendations on the matter.
For these purposes, it is necessary to communicate with AFAD Disaster Health
Group.?®

Preparation for extraordinary situations should include the following
stages:#2°

* Preparatory training, planning, and drills should be carried out for
extraordinary situations.

* Associations should have the contact information of all patients in the region
and should be in contact with other associations as much as possible.

* Patient education should be provided by discussing the extraordinary
situation plan with the patients.

* Counseling and support chain: It would be useful to have a chain of
extraordinary situation support between hematologists and between
hematologists-orthopedists-surgeons.

e In extraordinary situations, it is necessary to prepare a guideline on the
treatment management of patients with hemophilia.#

e It will be beneficial to plan and take measures such as providing drone use
training in associations in order to solve drug access problems.*
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A factor access network should be identified to ensure the supply of
factors from unaffected neighboring pharmacies or associations.* In cities,
it should be ensured that the factors are accessible in at least two different
assembly areas depending about the affected regions. The expiry dates of
the factors to be stored should be regularly checked. It is mandatory for
the Ministry of Health to introduce a legislative amendment to provide
storable factors. This problem should be solved with the Chamber of
Pharmacists in the disaster area.

Considering that the psychosocial problems experienced in the society in
general are reflected on the patients, their relatives, and healthcare
professionals, an extraordinary situation action plan should be determined
as a precaution together with the relevant associations.

In the aftermath, plans and preparatory studies should be made to
support the professional adaptation processes of physicians and to
eliminate the grievances of healthcare professionals.*

Recommendations for the health institution and health authorities

Hospitals and other health institutions*®

Hospitals and other health institutions should be prepared for the crisis
environment, and measures should be taken to avoid communication,
logistics, and coordination problems.

In case of damage to the hospital building or a part of it, it should be
planned in advance where the health service can be provided, and the plan
and organization of the field hospital should be structured to meet the
emergency capacity of each hospital.

Hospitals and health institutions should have a contingency plan for
extraordinary situations (such as disaster training and drills, disaster
division of labor plan among personnel).

In extraordinary situations, it should be ensured that hospital personnel
are transported to a safe environment and prepared to provide safe health
services.

Adequate medication and factors should be available in hospital
pharmacies; in case of damage to the pharmacy, how to provide
medication and factor should be planned.

Ministry of Health*¢

There should be national and/or local protocols for extraordinary situation
management, training programs should be provided, and necessary
preparations should be made.

It is recommended to make plans to eliminate urgent drug requirements
such as blood and blood products and factors.
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It is recommended to plan the placement of health institutions and health
personnel in accordance with the disaster risk of the regions.

It is recommended to have a plan for the appointment of doctors and
other healthcare professionals from regions other than the disaster region
and to provide the necessary infrastructure.

It is recommended to provide shift system functionality by dividing the
work among the personnel in different institutions.

Counseling and support chain: It would be useful to have a chain of
extraordinary situation support between hematologists and between
hematologists-orthopedists-surgeons.

With the central patient registration system, all patients should be
recorded and accessed when necessary.

Intercity patient referral system should be determined.

It is recommended that each city/hospital be paired with the city/hospital
in another region (twin hospital).

It is recommended to add theoretical and practical courses on disaster
management and disaster preparedness to undergraduate medical
education and specialty training curricula.

It is recommended to provide extraordinary situation training to a wide
population.

Patient education should be provided by discussing the extraordinary
situation plan with the patients.



Appendices

Appendix-1: Questionnaire for patients

o N o s W=

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.
21.

Province of residence: . - _ _ . ________.
Disease type: [JHemophilia A [ Hemophilia B[] Other: . - - - - _ _____ _.
Degree of hemophilia [] Severe [ Moderate [ Mild

Did you have a hemophilia bracelet? [1Yes []No
Were you trapped under the wreckage? []Yes [1No
Did you experience orthopedic problems while leaving your home? [ Yes [[]1 No

Did you have any bleeding due to the impact resulting from the earthquake?
[JYes [1No

In what region did the bleedingoccur? . - -~ __________.
Who did you contact to obtain the factor? - _________________.
Did you have difficulty in obtaining factors?

[1Yes, 1did [1No, I didn't
Did you experience problems accessing the health institution?
[1Yes, 1did [1No, I didn't

Did you have problems related to the examination and treatment in the
institution? [ Yes, Idid [ No, Ididn't

Did you have problems reaching your doctor by whom you were
followed up? [ Yes, Idid  [JNo, I didn't

Where did you use to store your factors before the earthquake?

Do you have a special bag to carry the factors?
[1Yes, Idid [INo,Ididn't

How did you store the factors in your hand after the earthquake and where
didyou keepthem? . - - _ ..
Did you have trouble obtaining over-the-counter factors from the pharmacy?
[1Yes, Idid [1No,Ididn't

Who administered your injection before the disaster?

Who is administering your injection currently?

Did you have a problem with the treatment other than the supply of medication?



22.

23.

24.

25.

26.

Did you have to move to other city due to the earthquake?
[]Yes, I did [1No, I didn't

Did you have problems reaching the doctor in the city you moved to?
[1Yes, I1did [1No, I didn't

What was the biggest shortcoming/difficulty you experienced during the
earthquake period (in the early days)?



Appendix-2: Questionnaire for physicians

1.

10.

11.

12.

13.

14.

15.

Province of residence: -~ ________.
Was there any damage to the institution where you worked?

What was the biggest shortcoming/difficulty you experienced during the
earthquake period (in the early days)?

Do you know about a guideline for the management of patients with bleeding
disorders during disaster periods?
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