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SUNUM IiCERIGI

= EBMT HAKKINDA
= YENi KULLANICI KAYDI
= HASTA /DONORLERIN VERI TABANINA KAYDI
» TEKNIK GEREKLILIKLER

= VERi GUVENLIGI
= YAPILAN HATALAR, COZUMLER, SISTEM UYARILARI VE BILDIRIMLER




EBMT
(European Society for Blood and Marrow Transplantation)

= Kurulus 1974

= Hematopoetik kok hucre nakli ve hiicresel tedavi alanlarinda
calisan saglik profesyonellerinin olusturdugu bir birlik

= Amaci; merkezlerin tedavi uygulamalarini izlemek ve verileri
bilimsel arastirmalar icin kullanmak



https://www.ebmt.org/
https://www.ebmt.org/
https://youtu.be/COyRlW1DgYI
https://youtu.be/COyRlW1DgYI

VERI GIRIiSI NICIN ONEMLI?




Peki, bu bilgileri nasil giriyoruz?
Hasta kaydi
Tanisi

Nakil oncesi tedavisi

Nakil streci ve sonrasinda diger tedavileri




EBMT Kayit Defteri Kullanici Hesabi istek Formu

registryhelpdesk@ebmt.org

EBMT egitimini (EMBT Training Course)

Kullanicinin bu egitimi basariyla tamamlamasi gerekir

(20 sorudan 17 tanesinin dogru cevaplanmasi gerekli)
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Congratulations, you can now access the
EBMT Registry!

Dear Mehtap,

Thank you for completing the training and obtaining the certificate. You can now access the
EBMT Registry with your registered email:

N
0 Al
. 'ﬁ &a
eemt Registry

This is to certify that

sbektas@kuh.ku.edu.tr

Please, remember to use the same username and password you used to access the
EBMT Registry training (DEMO) environment. Alse, ensure that you use the same Multi-
Factor Authentication (MFA) that you used during your training for the EBMT Registry.

RegisM

If you need to change your username, email address or previously set up MFA, please
contact the EBMT Reqistry Helpdesk, quoting your CIC number and current username.
Please do not cc other people in your communications with the Registry Helpdesk
regarding your user account or MFA

Please ensure that you abide by the EBMT Registry Conditions of Use at all times. Your
User account will be deactivated if you are found to be incompliant with the EBMT Regisiry
Conditions of Use

If you have any questions or issues, please do not hesitate to contact the EBMT Registry
Helpdesk.

Mehtap Bektas

has passed the course:

EBMT Registry Training: Data Editor Role

consisting of 5 hours

Weaednesday, 25 October 2023

AN M%_

Anmna Sureda Mirjarm Steinbuch
EBMT President EEMT Executive Director
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TEKNIK GEREKSINIMLER

Web tabanl bir uygulama oldugu icin
sabit internet baglantisina sahip bir
JIEEVES

Kurumsal bir mail adresi

Akilli telefon, tablet veya bilgisayar
icin MFA ( ulti actor uthenticator
Uygulamasi
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ULLANICI KIMDIR?

yapan, veri giren, disa aktaran kisilerdir

endi verilerine erisebilirler, kullanabilirler;
izin almalarina gerek yoktur ve EBMT'ye
bildirimde bulunmalari gerekmez.

My profile details

llanici ID: Yedi basamakli

Image 12, the user ID in the EBMT Registry




PROFIL AYRINTISI KUTUSU

ir bilgi degistirilemez .
gistirilmesi gerekirse — Registry help desk

My profile details

To edit your prafile details, please contact the Regisyy Helpdesk by sendng an emasl 1o

RS kit grg .
|—;, — ﬁ

Image 20: My profile details modal window




ROLLER

Tum veri girisinden sorumlu olan kisi (Principal
Investigators)

Veri girisinden sorumlu kisi (Data Managers)
Veri goruntuleyici (Data Viewer)

Veri diizenleyici (Data Editor)

Yonetici (Administrator)

Veri izleyicisi (Data Monitor)

Sorgu yoneticisi (Query Manager )

Calisma yoneticisi (Study Manager)




DIKKAT!!

Veri Goriintuleyici (Data Viewer)

e En azislevsellik / daha az uzmanlik
e Hasta/donor verilerine erisebilme

e Daha dnce girilmis olan verileri gbzden
gecirip, analiz edebilme

e Verileri yazdirabilip, disa aktarabilme
e \eri sorgularini

Veri Diizenleyicisi (Data Editor)

e Hasta veya donor verilerine erisebilme,
degistirme ve sisteme girme, verileri
yazdirma ve disa aktarabilme

e Ayrintilara ve dogruluga ylksek
dizeyde dikkat etmelidirler

e Daha gelismis egitime ihtiyac duyarlar




- NAVIGASYON MENUSU

MNMawvigation menu
Mawvigation menu is always displayed in the application on the left side of the screen. It includes the
following navigation buttomns:

Mame (in full view) lcon Description
| Dashboard . A button to go to the dashboard, which is the homepage of the
~_| EEMT Registry (see Dashboard).
—] Fatient re@ P A button to open the patient's owverwview list in the user’s current
T context (see Patient registry).

Donor outoomes A button to open the donors overview list in the wuser’'s current
~— context {see Donor outcormes).

A button to open a registry of treatments for non-consenting
patients.

-
Annnymnus@
\

—

< WA ki @ A button to open Wiki portal.

User profile A button with the user name or initials to open Afy profile details.
Sign out = A button to sign out (log out) from the EBMT Registry.
AL A button to switch from Mawvigation menu full view to compact view.
- A button to switch from Mavigation menu compact view to full wview.

Table 1, icons used in the EBMT Registry and their descriptions



DASHBOARD (PANO)

Giris sayfasi
Sag ustte Kullanici adini/rolind iceren bir kutucuk

zamanda kaydedilen hastalar/donorler hakkinda genel bilgilerin, uyarilar R T
ata editor

y (6rnegin hatali hasta kayitlari)

B 943 - Koc University Hospital =
Data editor

(= Registry  Dashboard
i e,

welcome to Koe University Hospital (943)

B Patient registry

B Donor cutcomes

& A . Weekly updates Patients Donors Anonymous events
nonymous events
11 new events in last 7 days e@ = [z »] = [+ | ] =
! Exports
E Data queries
Patient registry Donor outcomes Studies
B studies
Events that require your attention
( il, MicroStrategy )
( @ ) Event name Event date Last modified Sheort Patient 1D Registration centre name Registration CIC UPN Date of birth Sex
Wiki
HCT Annual/Unscheduled Follow up v2 2024-12-06 2024-12-24 2e69dr5 Koc University Hospital 943 32068677 1961-03-15 Female
Autologous HCT 2020-10-31 2023-07-30 a501m9 Koc University Hospital 943 31158674 1947-08-09 Male
Allogeneic HCT 2018-01-17 2023-07-30 6fd266a Koc University Hospital 943 31308150 1974-05-07 Male
HCT Annual/Unscheduled Follow up v2 2023-08-21 2024-09-09 8bd8daz Koc University Hospital 943 31297929 1953-04-02 Female
Allogeneic HCT Day 0 v2 2024-06-12 2024-08-20 bafc82b Koc University Hospital 943 31450101 1957-06-29 Female
Immunosuppressive Treatment Day 100 2024-02-24 2024-02-28 bd7577d Koc University Hospital 943 32516807 1992-05-15 Male

Mehtap Bektas
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]
o
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HASTALAR VE DONORLER



Patient Registry

PATIENT REGISTRY (HASTA KAYIT)
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Image 13, patient registry overview



DEMD ENVIROMBMEMNT

PATIENT REGISTRY /
BH 2000 - demo cenire 9000 ~

Patient bbbed78| © e

A Hide sum W

EBMT =hort ID dabe Reg. centre CH: Initials Date of Dirth Sex al birth FroMiESe ID
-05 8000 MO 1968-07-16 Female T

asta kimligi (Short ID): Uzun EBMT hasta kimliginin kisaltilmis versiyonu

UPN (Unique Patient Number) Nakil merkezi tarafindan verilen protokol numarasi (DUZELTI

4

ONEMLI: Sistem hastalarin eski ProMISe kimlik kayitlar halen tutuyor. Yeni hastalar icin bu al

www.ebmt.org/registry/ebmt-data-collection



http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
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http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
http://www.ebmt.org/registry/ebmt-data-collection
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PATIENT REGISTRY /

Patient 2eb7978 e

- Hide summary

EBMT short 1D Event date Reg, centre CIC Initials Date of birth Sex at bitn uPN ProMiSe 1D
2eb7978 2023-08-08 9000 EQ 1961-08-13 Female 9888 !
2022 ‘
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- B SO0eT - cermen oenine SOl =
Patient bbbed78 |2 | & D samer
. Hche susTeTEETE
EERT St G o chada Pisg. caridea SR e Chatsin o e S il iy ur Feaarse B0
sihecTd PO I-0n T -Des AL .o 1RER-ET-18 Fermake Srasa r
- — AT LA died. P08 T o i omar Sy
o wess .
HCT Day 100 - Y ———
el ey B S eI e - 13- 0 -
= i
TrarsE-mrd s oo us i o
DT SOl Fadnlegaus HET -
oy 1060 Folow up — T e Jmty
Samrdorpsies HCT - 30221117 -
Fam el infcrmiateain
Best Fesposse
(R e i
SRty [N e
M e B g g e
Aesowery (Flaksiel neco ol Cosmibresed Corm pbeie resTession (ISR -
AT R R el
= —— =
S rEaTEs o ST HO0OE 2 T4
LS U o e e ey |
e L -y

Patient page



PATIENT EVENT (HASTA OLAYI)

Hastanin tibbi durumuyla ilgili olaylar, tibbi ge¢misin belgelenmesi ve izlenmesi,
hastanin saglk durumunun ve tedaviilerlemesinin veya sonucunun raporlamasi

imkani sunar.

® Teshis: Tedavi icin bir endikasyon olan birincil tani formlarini ve tedavinin
sonucunu dogrudan veya dolayli olarak etkileyebilecek diger endikasyon

olmayan tanilari igerir

e Tedavi: Tedaviye 6zel formlar (Otolog HCT, Allojenik HCT, Hiicresel tedavi, Gen
Terapisi, immunsupresif Tedavi) ve HCT / CT / GT / IST’deki hastalik durumunu

icerir

e Takip: Tum takip (FOLLOW UP) formlari, 6rnegin HCT Day 100 FU, HCT Yillik ve
planlanmamis FU, CT FU, GT FU, vb.

e Diger: Calismaya 6zel formlar, vb.




Onceden sistemde kayitli olan bir hastanin olasi bir ko
oldugunu isaretlemek icin

Mevcut ve yeni hasta ayni merkezde ayni UPN'ye sahipse
bir kopya olarak degil, tam bir kopya olarak kabul edilir, b
nedenle sistem, karsilik gelen hatayi gosteren bir kopyanin
kaydedilmesine izin vermeaz.

Hasta sistem tarafindan GECICi olarak isaretlenmisse, anca
merkezi bu hastanin EBMT Kayit Defterine hi¢ kaydedilme
benzersiz YENI bir hasta oldugundan eminse, merkez (kull
bu hasta icin belirsiz durumun kaldiriimasini hizlandirmak i
EBMT Kayit Yardim Masasina hasta kisa kimligini ve merke
belirten bir e-posta gonderebilir.
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Image 22, Patient registry overview: registered patients versus tentative patients
Image 30, view of a tentative patient



Danor Outcome Registry
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Image 16, Donor Outcome Registry overview



sovonorcot s
Donor 4d3el8b|©

# Hide Surmmry

1. EBMT uzun dondr kimligi: Sistem tarafindan otomatik olusturulur
2. EBMT kisa donor kimligi (short ID) - bagisci kimliginin kisaltilmis versiyonu

3. Donor Kimligi (Donor number) - Toplama merkezi tarafindan dondr
numara

GRID no var ise bos olabilir.
GRID no akraba olmayan donorler icin kullantlir.

GRID atanmamis donorlericin ; bu veri alani bos kalir



ASTA/DONOR MENUSU

asta ayrintilarini diizenle bolimu (bas

fler, dogum tarihi, cinsiyet, kan grubu, Rh

Donor ayrintilarini diizenle boélimd, (bas
harfler, dogum tarihi, GRID, cinsiyet vb.)

Merkezleri yonet bolimu (Hasta/verici
hangi merkeze bagli/degisti ise yeni merkez

Onayi yonet bolumi (hasta/bagisci onam
arihi

= Calismalari yonet bolimu (hastanin dahil
oldugu hem EBMT disi/hem de EBMT
alismalari

otlari giincelle bolimu (hasta/bagiscl
nerhangi bir yorumu diizenlemek veya
ulemek

Patient bbbed78

Image 46, patient menu

[}

Edlt patient detalts

Manage cenies

Manage consent

Manage sludies

Upde nites

Donor 4d3e18b

Eait donar defalls

Manage centies

Manage consent

Update notes

Image 47, donor menu



HASTA/DONOR OZETI

Hasta/Bagisci hakkinda Ozet bilgileri gosterir

FATIENT REGSTRY I m

HE 3000 - deEmr cenfe SO00 +

Patient bbbed78 © Dt pasar
A Hide B T T

EEBAT choes ID Eegnti o3k Ao canirg O \GiRdE Daie of B Son @l Gath P4 ProdfiSe 1D

bbbedTE 202303 =05 S00o MO 186E:07-158 FeEmale aS98E I

SO 2 o

Image 48, patient summary full view

Patient/donor summary can be shown (in full view) as in image 48 or hidden as in image 49 to leave more
screen space for the event form. Hide summary and Show summary are toggle buttons to switch between
these two modes.

B 2000 - dema cenire SO -

Patient bbbed78 © ===

20M& . _E ﬂ + ADD HEW EVEMT

Image 49, patient summary hidden




et o TR
Patient bbbed78 &

B D . e e 0
s gt

/DONOR ZAMAN CIZELGESI

ulologous HCT
011-04-07

Status at HCTICTAST
2011-04-07

HCT Day 100
2011-07-06

Image 52, example of an event form summary

th olaylarin bir 6zeti, tim tibbi gecmisi ve zaman icindeki hasta/donor olaylari

gore, kronolojik sirayla renkli daireler olarak gosterilir (6rnegin hastalar
| tarihi, takip tarihi vb.)

kinliklerin listesini gormek icin grup cemberine tiklanir mE——

3 2023-02-05

4 Created at 2023-09-05
S Last updated on 2024-03-15

‘ Image 51, example of a summary information of an event



Active Save changes button signifies that there were some changes done in
SAVE CHANGES the currently opened event form by data editor.
If the user clicks the button, the changes will be saved to the database.

SAVE CHANGES (DEGISIKLIKLERI KAYDET)

Veriler kaydedilmezse kullanici oturumu sona erdiginde

tim veriler silinir I I

SAVE CHANGES

Inactive Sove changes button signifies that the user role does not allow
editing event form and saving changes (e.g. data viewer); or

there were no changes done in the currently opened event form by the data
editor.

Inactive button cannot be clicked.

Table 17, views of the save changes-button




ANONYMOUS EVENTS / 1

Anonymous event|e640c4a

Minimal Essential Data ~

202303417

Minimal essential data

SAVE CHANGES

Last update 20230317 15:03

3

ANONYMOUS EVENT (ANONiM OLAY)

rmeyen hastalar/minimum temel veriler girilir

B cic-1 - Auto-TestTTeixhpdegs
Dala ediicr

Minimal essential data

year

Year of diagnosis

Miain classification of diagnosis

Subdassification of diagnosis

Year of reatment

Type of treatment

Chronologic order of treatment of this type for this patient

Autogenic or allogenic

Image 19, Anonymous events data entry fields

Her anonim olay, EBMT Kayit
tarafindan otomatik olarak ol
essiz bir tanimlayiciya (7 bas
sahiptir.



EXPORT (DISA AKTARIM)

ONEMLI: Veri disa aktarimi cesitli nedenlerden dolayi basarisiz olabilir . Hata durumunda,
denenmelidir. Sorun devam ederse yardim masasina basvurulmalidir.

ONEMLI: ﬁga aktarilan veriler (MicroStrategy raporlari/dosyalari/tablolari dahil) hassas veril
sinden uygun guvenlik onlemleri alinarak yetkisiz erisime ve/veya kullanima karsi korunmal

= Kullanicilar;
a aktarma dosyalarinin indirdikten sonra sifreli olarak bilgisayarlarinda saklamaya
hangi bir bulut depolamaya veya harici strticiye otomatik olarak yedeklememeye

3. Tum dosyalari, calismalari bittikten sonra derhal silmeye dikkat etmelidirler.

ONEMLI: Tum kullanicilari, EBMT Kayit Defteri Kullanim Kosullarina, her bir {ilkede mevcut olan
Koruma yasalarina uymalidir,

nnnnnnn



o

Veri sorgusu bir hasta/donér olayindaki belirli bir alanla ilgili bir konusma

AT/
QU ERY Belirli bir hastaya erisimi olan tim veri diizenleyicilerinin ve tiim veri monitorlerinin/sorgu

- i SO RG USU) yoneticilerinin bu goriismeye katilabilmesi 6nemlidir.

® Girilen alan degeriyle herhangi bir tutarsizliga karsi bir veri diizenleyicinin dikkatini cekmek

¢ Bilgilerin sahada eksik olduguna dair bir veri editoriiniin ekstra dikkatini cekmek

e Bir hata oldugunu belirtmek ve diizeltiimesini istemek

e Girilen bilgilerin kaynak belgeye karsilik gelmemesi durumunda degerin dizeltiimesini talep etmek
e Dogrulama kontrolii icin gerekli olan bazi ek bilgileri talep etmek icin olusturulur



@ cic-2 - FAKEcentre-2 «

Data queries Ot ok

Patient Donce

Patient shotID  Regietration centre CIC Event type

G

Initiator Last reaponder Intlated on Updated at Stalus

0

Field
Q@ 0 O 0 O

1S

Jad7a7 cic-2 Remote FiaidDemo  Numbeg G2d0ed8  62d2e4l 20230613 20230613  ( Open
3ad7d? cic-2 Remote Fisid Demo  Select & search 62d2c48  62d2c48 20230613 20230613
2622521 ic-2 Haemoglobinopathy ~ Haemoglobinopathy - Classification ~ 416b1e3 0659150 2023-06-09  2023-06-09
¢953352 cic-1 Autologous HCT Reason for this HCT 0adad93 0659150 2023-0508  2023-05-08
1a59cd7 cic-2 Test event Text field 0a3addd  You 20230508 20230719
125%¢cd7 cic-2 Test event Partial date 0a3ad93  62d2cd8 20230508  2023-05-08

1-Tolf7

7 results lems per page




Data Query Sf4d35h

IHITIATOR 3438734, Daka Mormod

satirda herhangi bir ssorrae zezar.r 1as0

Wl 0 (orested af: IO 06-31, 10:51)
ahigh

J4HTIE FOFI0O7-17, 14°E8
a0 (orested @t 20230551, 10.51)

veri sorgusu penceresini ro
onusmayi okuyabilir
ondsma sirasinda alanin
éerinin gu ncellenip Data query icons next to a data field Meaning
stiincellenmedigini gorebilir pe— ] There is no query on this data field.

veri sorgusunun ha ngl veri P |5 |There is an open query on this data field. The

A v TN ' conversation between the data monitor/query

iNina ba§VurdUguna Ill§k|n manager and data editor started and has not
ileri de gorebilirler. fnished yet

o Joe There is a resolved (closed) data query on this

field.

Table 6, data query icons and their descriptions



OSTRATEGY

Il, MicroStrategy

Verilere erisim ve grafik ve tablo olarak cikti ali
boylece kullanicilara, verilere yetkisiz erisimi onl
mUmkuin olan tim guvenlik 6nlemlerinin alinmasi
hatirlatilir

BT ekibi tarafindan yonetilir.
Raporlar ve veriler her gece guncellenir.

EBMT ekibi, kullanici isteklerine gore duzenli
tablolar/raporlar ekler



Kullanicilarinin veri gi
WIKI D duyabilecekleri yararl

bulabilecekleri bir platfo

Veri topl f
EBMT Registry Kullanim eri lopici f)rmlarlna.
tamamlama yonergelerin
Kilavuzu

referans olabilir

Kullanicilar konular
Sik Sorulan Sorular h anahtar kelimele
etiketler aracil



= 3. MFA'yi ayarlayin

DEMO ORTAMI

Sadece egitim amacli bir egitim ortami/sistemin kopyasi

Kullanicilar gergek sisteme erigim izni verilmeden 6nce demo
ortamina erisilebilir

Gerfek hasta veya dondr verileri girilmemeli, sadece sahte
veriler girilmelidir.

Surec:
1. Web tarayicilarinda https://demo.registry.ebmt.org/ acin.
2. Kaydolun (kullanici adi ve sifre olusturun)

ONEMLI: EBMT ye kaydolurken kullandigimiz adres veya kullanici
icin yazdigimiz mail adresini kullanin.

Not: Demo ortami, gercek EBMT Kayit Defteri ile ayni sistem
sirimune sahiptir, ancak olaylar ayri olarak yapilandirilir. Demo
ortamina %irilen sahte veriler, MicroStrategy analitik araciligiyla
disa aktarilamaz veya ayiklanamaz.



< C % demouregistry.ebmtorg/client/dashboard?patientType=patient T ) =5 o

DEMO ENVIRONMENT

@ Registry Dashboard & 9000 - demo cegtar;zgi?‘g -

Hi Mehtap,

welcome to demo centre 9000 (9000)

@ Patient registry

B Donor outcomes

Anonymous events Weekly updates —_ Donors Anonymous events
14 new events in last 7 days O 66 S B > a7 >
i Exports
S Demo ortami, kullanicilarin gergek sistemle karistirmasini dnlemek icin agikca isaretlenmistir:

B studies 1. Ust kisimda bir etiket DEMO ENVIRONMENT vardir (sistemin tiim bolimlerinde gériniir).

Events that require your attention

l: i, MicroStrategy :I

Ve ~ Event name Event date Last modified Short Patient 1D Registration centre name Registration CIC UPN Date of birth Sex

|\ @ wiki }|
Cellular therapy (CT) Day 0 v2 2019-05-01 2025-03-31 87casgb demo centre 9000 9000 DemoTest1234 1989-02-03 Male
Lymphomas v2 2023-09-06 2024-11-22 9364418 demo centre 9000 9000 585865 2012-01-02 Male
Immunosuppressive treatment (IST) Day 0 v2 2024-11-27 2024-11-25 b232788 General test 1234 1234567 1936-10-05 Male
HCT Day 100 v2 2023-12-31 2024-1218 28097e0 demo centre 9000 9000 57568 1990-02-03 Female
HCT Annual/Unscheduled Follow up v2 2024-11-28 2024-11-28 9364478 demo centre 9000 9000 585865 2012-01-02 Male
Acute Leukaemias v2 2025-01-01 2025-01-14 c01978f demo centre 9000 9000 123 2022-04-04 Female

Mehtap Bektas
Cellular therapy (CT) Day 0 v2 2024-06-24 2025-01-14 Tlacce6 demo centre 9000 9000 6517455555 2013-01-01 Female
Gene Therapy autologous hematopoietic (GT) 2022-03-16 2025-04-10 55d9d7b demo centre 9000 9000 99999999999990 1985-02-17 Male
«

Immunosuppressive treatment (IST) Day 0 v2 2022-03-15 2025-04-10 55d9d7b demo centre 9000 9000 99999999999990 1985-02-17 Male




Gerekli verileri bulmak, aramayi daraltmak veya beli
karsilayan hastalarin veya bagiscilarin listesini tanimla
kullanihr.

2 TUR FILTRE VARDIR

. Sistem filtreleri

‘ Kisisel filtreler




FILTRELERI

Tum kullanicilari icin aynidir.

Kullanicilarin ihtiyacglarina gore gunluk isle
kolaylastirir

EBMT tarafindan Hasta Kayit Defteri ve Donc
kaydi icin ayri ayri kullanilir

Kullanicilarin herhangi bir sistem filtresini diiz
mumkun degildir. Kullanicilar sistem filtrelerin
filtreleri olarak kaydedebilir ve daha sonra ge
gibi dlizenleyebilir



- equal 1o - rB

Image 37, example of a filter criteria (includes parameter, condition and value)

Filtre kriterlerini tanimlamak icin kullanicinin G¢ temel bilesen belirtmesi gereki
Parametre, Kosul ve Deger




= Kullaniciya ozel

= Kullanici tarafindan olusturulabilir/uygulanabilir/dizenlenebilir
silinebilir

R

= Kullanicilar filtrelerini kaydedebilirler

A& Dashboard Y FiLTERS v Custom filter (1 condition defined) /' EDITFILTER

e Patlent registry

B Donor outcomes

Short Patient ID Registration CIC Registration centre name UPN Date of birth Sex at birth Created at Date of last event Last modified /

892040 943 Koc University Hospital 32568724 1973-01-14 Male 2024-10-04 2025-01-01 2025-04-16 e
B Anonymous events

¥ Exports 1 result Ilemsperpage: 1-10f1 1< < > 3l

B Data queries

g studies

( il MicroStrategy )
(@ Wiki )




Craate a population filter

Bnoctgroe g - squal 1o - o

= Suid canddiien

ARD Comehtion relaied 10 Diagrosis | Flasmss Cell Discrdens. (PO D) bncl, Multiple My alcsma [ReWT]

Ewani ype [Sny) - -
Ak 2

Diate ol disgresis - belons -

= S s o

ann A0 COMDITION, RELATED TO

s Faliort ks Troabmont [ D sy s i o b ¥ TouErmg

Condiion related 1o PMML >

Daie of brth - belone - Fayl - Flzanily

!----':- L.-\:—:--.u- m

Image 41, example of a complex filter in the EBMT Registry



VERI ALANI GIRIS SECENEKLERI

R MENU iﬁ_:{;ﬁ;::::::i:::::i::'?t’.'.”‘ "
ADIO BUTONLARI
CHECK KUTULARI —
'ARiH PENCERESI

METIN KUTUSU

ESAPLAMA ALANLARI

11111
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Urdcrawes ©

Image 66, removing the ‘unknown’ status

© For fields marked as Not evaluaoted, data editor users should open the data field menu and click
MNMaork as Normafl to remove the Not evaluated status and enable editing, and then enter field
value if needed.

Not evattoted ©

I Mark &5 Nosrmnad I

Image 67, removing the ‘not evaluated’ status

Ongoing status may be indicated for some date fields, as shown in the image below:
Uats of 80w s) resaiutSon B D Dot St

Oy ST -
43«»'&»90&»9 ooirg

Image 68, ongoing status on a data entry fieid

Depending on a data entry field, ongoing may also be a regular answer option as shown in the image
belows:

Cosease S120us - PIasrmd cell necpiassss (PCN)

e e -

Cormeetes oedy Poe SO P Dhossasses SRamtoem
(&) VYe= rao
Sraeted by Tes Solaue s Eraw bl (@) Owpohed SIcE Dronionss Sl <ad

() Y= ) Ve

Image 69, ongoing as an answer option for a data entry field



STUDIES
(CALISMALAR)

-\

EBMT calismalarinda hasta kaydi ile ilgili bilgiler;
EBMT personeli tarafindan yonetilir ve
merkezlerden veya Ulusal kayitlardan kullanicilar
tarafindan eklenemez veya diizenlenemez.
EBMT personeli, EBMT c¢alismasiyla ilgili her bilgiyi
ekleyecektir (Orn. Calisma grubu; Calisma ad;
Calisma numarasi; Calisma sekli; Hasta kimlik

numarasi).

EBMT Kayit Defterinin amaclarindan biri, EBMT
Uyelerine calismalar yapmalari icin bir veri hav

saglamaktir.

Kullanilan bu calismalarin bazilari igin ¢ekir
ve/veya genisletilmis veri seti araciligiyla to
veriler yeterlidir, ancak bazi gahsmalar igi

toplanmasi gerekmektedir.




Studies (3 S5 Giovanni e Paolo ~

|:| Patsznt ID Sineert itk Status Cratex of Exirgh Days until desdlins

O s2e4027 QR Long term outcome AML _Awaiting return..., ) 1579-08-12 2
E oﬂ oqu'-r. Consegquetss &g e 10? ; o et
D 3Las9 50 i Fugial consaguetur | Anwaiting retarm._. ) 187T8-0H-12 ] =
.| 00Z3ITHS . Nutritional care in HSCT (" Awaiting return... | 1979-08-12 14 -
O 0023795 . Amimus amat ( Submitted ) 1979-08-12 43
[]  s9s0314 . Machine leaming based comomidity score | Submitios 1979-08-12 54
| SETO012 . Mutritional cans in HSCT |:: S uben ftad ;'| 1979-08-12 12
0O 98BEI4E . Long term autcome AML " Submitied ) 1979-08-12 3
0O 7855400 . Machine learning based comorbidity score (" Submitted ) 1979-08-12 7
[  osszzess . Mutritional care in HSCT ( Submitied ) 1979-08-12 23 -
O 9ETTTIZ . Animus amat (_ Submittad ) 1875-08-12 (Study ended) -
| 98E3446 . Fugial consaguelurs { Submitted ) 1979-08-12 (Study ended)
] SBEIA46 . Long term aulcome ANL If Sulsmitted __fl 1979-08-12 (Study ended)

1023 Resulls Shiow D = Hama 1 — 13 of 1623 |
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Image 60, study-related event form in a patient timeline: 1 study event form, 2 study candidate search
form

Data entry field

Data entry field (data field) has the following elemeants:
1. Label describes in short what data should be provided in the data field. Label design differs

slightly depending on the data entry field type.

Sl anl B |
LA o L = -

2020-02-05 |

= LIS L L O 3 P POTe = L i ETTLEA JUr ol e ram s o

Mo ) ves

B Tl A gie %y

Bone P armosasw

Cord Bloaod

[(] Feriphneral Blooo
]
]

T

Iln.-:l-:,a‘. aon di=gnosis

Image 61, labels in an event for data entry
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= Dataentry held types (1)
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= Aeld a Patient/Danor

= Edit Patlent/Donor detalls
Edit PatientDonor consant

— Edit Patient shudies

 COMOLUSION

= Conclusion

CONTINUE




VERI GIRISINDE SIK
APILAN HATALAR

Zorunlu alanlarin bos birakilmasi
Nakil tarihleriyle takip tarihleri arasinda celis
Tani kodlarinin yanhs girilmesi

Oliim nedeni veya takip bilgilerinin eksikligi
UNUTMAYALIM ..

Veri kalitesi EBMT ve JACIE tarafindan diizenli ol:
denetlenir.

Merkezler arasi tutarlilik da izlenir.



SISTEM UYARILARI/HATALARI




A9

Eger MFA kodu gelmiyorsa; RESET MFA!!
eDaha once kullanilan MFA cihazi guvenli
degil veya kayboldu ise RESET MFA!!

NOT: MFA ayarlarinin sifirlanmasi;

Kullanicinin hem EBMT Kayit Defteri parolasini
degistirmesini hem de MFA'yi bir kez daha
kurmasini gerektirir.



ALAN HATA UYARISI

Girilen alan degerinde bir hata oldugunu veya eksik bir alan degeri
bildirir

1. Altinda hatayi aciklamak icin bir mesaj metni var
2. Soru grubunun sag ust kosesinde daire icinde bir Ginlem isareti goste

Patient status
Status at HET/CTIST ~
N-03-05 SOI0LNI05
£ (D Patient stabues .
- ity Incles: () Sk () DHed afes conditioning Bl Batong imain ineatment
\_"'u Died afier apheress bul betore mfuson of celula therassy ) Died
Cosmarbicity Index: - Intm Ermors of kemaanity only -
SZars-Cow- 7 Asaked Cueshons
(@) Kamofsky ([ Lansky () B3 [ Wol Evalssted
Aruie Lsuks=mias
Chronic Leukasmeas - Chrons Mysiogenous Leskssmia BD

Chitfes Léukairmas - Chomes LysghocyBs Leuksesid
BO

gl il mililior: of HCTICTIST
Ve CHis 1 | Pustisrd hesght st irstistion of HCTICTAST 5
2 #ros Paosst haag canrcs e wealss foen 30 o et bagger chan 300 o
Lias? mipiane ZE3-07-31 138D

Image 107, example of a field error




Combined Myelodysplastic Syndro.. v

2022:08-01
4 A Combined Myelodyspiastic Syndrome/Myeloproliferativ...
Combined Myelodysplastic Syndrome/Myeloproliferative Neopla...
Chromosome Analysis

Molecular Marker Analysis

2023-08-07 15:12

Combined Myelodysplastic Syndrome/Myeloproliferative Neoplasm

s Dake of dhagnonis

2022-08-01

e MDSMPN transformed info Acule Leukaensa and HCTICTAST wan done for Acube | eukaemia?

1] One @ ves

2 wamning: Compiete Acute Leukaemia indication diagnosis form in addibon to the current form.

Combined Myelodysplastic Syndrome/Myeloproliferative Neoplasm - Classification

Cantbend Myslodysgtaste 5pndromaMyrinptoiferatne Neaplsam Classfic abon

MDSMPN unclassifiable

Thetagyeiated NDSMPN

@ No O Yes, disease relaled lo prior exposure lo therapeutic drugs or radiation




Status at HCT/CT/IST v
2020-02-05
4 @ Patient status
Comorbidity Index
Comorbidity Index - inborn Exrors of Immundly only
Sars-Cov-2 Related Questions
Acute Leukaemias
Chronic Leukaemias - Chronic Myelogenous Leukaemia
Chronic Leukaemias - Chronic Lymphocyfic Leukaemia

SAVE CHANCES

2023-07-3110:10

Patient status

= Dalé Of HCTICTAST

2020-02-05

= Survival satus & RCTICTIST

@ Ave () Died after conditioning but before main treatment

O Died after apheresis but before infusion of cellular therapy O Died

= PRIOMMANCE Slatus 3 InSation of RCTITTAST

@® Kamotsky () Lansky () ECOG (0) NotEvaluated

~ Kamotey/Langky Scom

80

~ Palient waight a Infiabon of HCTICTAST

80

Patient height at iniation of HCT/CTAST

2 estor. Patient height cannot be smaller than 20 em nor bigger than 300 em.




NEW VERSION SUCCESFULLY CREATED
(BASARI BiLDIRIMLERI)

/4
Status at HCT/CT/IST ~

— DOl B HCTASTAST
202040205 0205
Patiem stalus — Sarival ik @ HCTICTIEST

(@) Alwe () Deed afer condloning bul before main treatment
Comortidity Inacs:

() Died afler apheresis but before infusion of cellular thevapy () Died
Comorbedity Inidex - Inbom Emmors of Immunity only

PinTir s Sl o rilieon of HC DL TAST

Sars-Cov-2 Relaled Cuestions B
(@) Wamofsky () Lamsky () BCOG (7)) Mot Evaluaed
Aefuite Leuk ssrmia
— B ETrly o
Chionic Laukasmias - Chrones Mysogendius Leuksemia &0
Ci i 1 i a5 - Chronic L s Sc Leukasmia — P wemphl B milipior of RCTATEST
Bo
FaE mese e
170
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aketsizlik nedeniyle kullanici oturumunun otomatik ola

7

sonlandirilmasina iliskin uyari

= ONEMLI: Kullanici hicbir islem yapmaz
ise oturumu 20 dakika sonra
kapatilacaktir. Bu nedenle verilere
yetkisiz erisimi dnlemek icin oturumu
kapatma islemini kullanmalari ve
bilgisayar ekranini kisa sireligine bile
olsa kilitlemeleri 6nerilir.

= EBMT Kayit Defteri, bir kullanici
sisteme 3 veya daha fazla ay girmez ise
sonra oturum acmaya calistiginda,
kullanici hesabini otomatik olarak ACTIVE
‘den INACTIVE’ e degistirecektir.

= Hesaplarini yeniden etkinlestirmek icin
registryhelpdesk@ebmt.org e-posta
gondererek EBMT Kayit Defteri Yardim
Masasi ile iletisime gecmelidir.

Signing out in... 56

For securty rasons, you will ba automatically signed out aftar 20 minules
of imactivity

SIGH CUT

REMAIN SIGNED IN

Leavesite!

Changes i e m ot e v

m il

Image 103, Watning on automtlc ermination ofthe ser sesson due o nactivty(f the EBMIT Regitry
WeD page 5 not open nthe userseeen, but none ofte browsertab)

il :
Hi Hi username !

You are logged in to EBMT Registry, but unfortunately theee is no active account inked
o your emall addkess ( useremall ).t you belleve this to ba a mistake,

mmmmwmm@w&m@mmmm
m

You are logged in fo EBMT Registy, but you do not have access lo any conlext at this

moment. Plaase contact the Regiskry Helpdask (reqistryhelpdesk(@ebmt org) o verity
JOur a0ess rights

Logout Contact heipdesk

Logout Contact holpdosk
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\/ Image 99, example of a schedulaed maintenance notification banner

W

e o - AR . A A R e RS- RenEeR M T ARy . LA & | S e Ao o Mo eI R S SR8 -—CeRA_ e TR e e e i

By

“Planl bakim bildirimi
) = Kullanici araylzinun ust kisminda gosterilir

= EBMT ayrica kullanicilari web sitesi araciligiyla; planli
bilgilendirir.

Page unresponsive

The EBMT Registry is a web application and if it takes too long to load the webpage, the system may show
the notification as in the image below.

Page Unresponsive

Wou can wait for it to become responsive or exit the: page.

fm  EBMT | Besgistry

Exit page

Image 101, notification on the EBMT Registry page unresponsive



GERI DONULEMEZ EYLEM UYARISI

Irreversible action on dependenit fields

‘ Changing this fiedd valee will automatically remove any entersed dala
from the depsndent fields and groups of fields listed below. Chck the
"Submit chamnge” button ¥ youw wani to procesd. Please noba that thi

————t ail-be yndong

Groups that will be empiied

7

= Precursor Lymphoid Meoplasms

CaMCIEL SBMIT CHAMGE

Kullanicilar once girilen verileri dizenlerlerse bu uyariyi alabilirler.

Kullanici, iptal digmesine tiklamayi ve verilerin silinmesine yol acan eylemi iptal etm
secebilir veya devam etmek icin Degisikligi gonder digmesini tiklayabilir.



OLASI DUPLIKASYON

C;“_ PATIENT REGISTRY / DUPLICATE
@ 1234 - UK 1est VR -

Possible duplication Dta edtr

¥

A\ Possible duplication

Lorem ipsurm dokor sit amel, consecteur adipiscing efil. Eliam rhoncus purus sapien, vikae maximes
metus tincidunt eget. Mullam sit amet turpis urna.

L.
e |
B

NEW PATIENT

- Hide summany

EBMT shorl ID Reg. cantre CIC Invitials Dl of birih Sew at birth UPH ProbiSe ID
! i AA 15974-01-01 Male ! !

PATIENT - Oflde4c

= Hide summarny

EBMT shor ID Flag. cantra CIC Initssts Drate of birth Sex at birth UPM FroMiSe 1D
ofidedc i AR 1974-01-01 Male ! !

5 WIEW PATIENT PAGE




PATIEN

UPN ALREADY EXISTS e -

© UPN ALREADY EXISTS /
Lorem ipsurm dokor sit ame, consecietur adipiscing =it Eliam mopous T

"JET. RN i1 amiet U

MEW PATIENT

~ Hide summary

EEMT short ID Reg. canve CIC Intials Data of bith Sax a1 birtn UFN FroMISs 10
AR 1874011 Female I !

Cancelcreation | Edit

Intisls San o
Oftdeds I A 1874-01-01 Male

Yeni hasta kayit islemi yapildiginda; yeni hasta bilgileri girildiginde

= OlasI kopyalar olmamasi agisindan; Uygulama, girilen verilerle yakindan eslesen kayitlar bul
bir uyari mesaji goruntuler. Mikerrer eslestirme kriterleri sunlari icerir:

= e Dogum tarihi; @ Cinsiyet; ® Kan grubu; e Rh faktoru;



SISTEM HATASI BILDIRIMI

hey Nadiia!

. g You are logged in to EBMT Registry, but you do not have access to this context at this moment. Please contact the Registry
’ / Helpdesk {registryhelpdesk@ebmt org) to verify your access rights.

CONTACT HELPDESK BACK TO HOMEPRAGE

= Kullanicinin, bir hastanin verilerine erismeye calismasi gibi bir eylem basari
oldugunda gorintulenir. Genellikle sorunu aciklayan bir metin iceren kalici
penceredir.




OLASI DUZENLEME CAKISMASI

& Possible editing conflict

This form was opened by Snoiher ta eior In e a0 15 minules. MUBphe USENS can not sl 8 event sirulanesusty. IT you Secie 1 procesd, yiu might be viswingseaiting e
i Ul werSion O e ewent Tomm of overwiiling new Chamnges.

FIRLAT aharfl 113 1wl ot ey Cemiie 30 ot Ciobe ol Bt Se sl balh W Pk 11

BEea96f 2016-06-01 1001 ! 1985-011-02 Male 12233

e @ ©0 EX=ITa

Plasma Cell Disorders (PCD) In.. Pisemm Pl Kiecrdoss (PCH) inal. Saiiiyle Mysiom S0

i of o3 grank
2016-06-01 2016-06-01 =
Piaama Cill Discrders (PCD) incl Multipse Myeioma (M)
Plasma Cedl Disorders (PCO) Nl Multiple Myeéoma (M ~ ~ i i
Plasma Cell Disorders (PCD) Incl. Multiple Myeloma (MM) - Classification
SIaging M diagnosss ersenes (e Dismsacines, (Y )
Sysiemic AL Amwiloidos
Estramech fiary disease (EMD) e -

Chromosome Analysis
() nm; heavy chain and light chain (C) man: ghe chain onty

() ma; non-secretory

Last updaba S0RI-06-14 13:06

Staging at diagnosis

= iki veya daha fazla kullanici ayni anda veya 15 (on bes) dakika farkl
herhangi bir hasta veya dondr olay formunu agcmasi durumun
belirir.




ONAY BILDIRIMI

Are you certain?

ﬁ You have unsaved changes. Press CANCEL to go back and save these changes, or CONFIRM to lose
y/ these changes.

Kullanicidan eylemi onaylamasini / iptal etmesini isteyen bir mesaj
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Count of Pending Follow-Up
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Distribution of Pending Follow-Up by Treatment
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Her olay icin bir rapor mevcuttur.




From: | 2/23/2017120000AM i

Context (All)

context longld

943 00087682-9f21-
centre 4777-069f
B2d663453439
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centre 4777-b69f
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Distribution of Best Response

eventType
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patientEventid
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Feld (All)

patientEventDate  createdAt
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Distribution of Non-infectious complications

Yes (7.35%)

L No (92.65%)

HCT Day 100 FU report | Chapter 1/ Page 1

v
HCT Day 100 FU data table
updatedAt groupField fieldid
11-09 Survival status b9be809-a9%d-
2024 4a06-a67a
439bceabBbdb
11:09 Patient 33e7c0aa 3d04-
2024 Information 409d-bed2-
871f5e2613d
11-08- Patient 41803240314
2024 information 47f3-b656-
88e14324590d
11:09- Patient 40016/90-86e1-
2024 information 4beb b6 7f
1aRNAAA 500
qob\
C

Search valuelabe

field unigueLabel value valueLabel
Date of followup HCT Day 100 v2|Survival status| Date of follow- 20240810 2024-09-10

up
Diagnosis for which this treatment HCT Day 100 v2| Patient information | Diagnosis f39ecedf.6141-47ca f39ecedf-6141-47ca
was given for which this treatment was given 8d6a-fdb2896e0bef 8d6a-fib2896e0bef
Classification of diagnosis for which ~ HCT Day 100 v2|Patient 7 7
treatment was given Information | Classification of diagnosis for which

treatment was given
Diagnosis for which this treatment HCT Day 100 v2| Patient information | Diagnosis 8 Solid tumours
was given for which this treatment was given

Distribution of Survival status
Lost to follow up (0.23%)
Dead (13.35%) |

\. Allve (86.42%)

Distribution of Infectious complications

Yes (6.06%)

O

L No (93.94%)
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izinlerdeki veya yeni kullanicilardaki degisikliklerin
MicroStrategy'de yenilenmesinin 24 saat kadar

suirebilecegini unutmayin.

E GIRDIGIM M
ERILER
RUNMUYOR!

Bir is glinu icinde eklenen veriler MicroStrategy'de

’a 1emen gorlinmeyecektir.
=’ web sayfasini yenileyin.

Sorun devam ederse, liitfen ertesi glin rapora veya
veri tablosuna erismeyi deneyin.

Hata devam ederse REGISTRY HELP DESK ekibiyle
iletisime gegin.




U HATASI GORUNUYOR!

ata, internet sorunlariyla ilgili olabilir

im ederse, lutfen Kayit Defteri
asasi ekibiyle iletisime gecin.

— &

Server Error

The server is currently unreachable.

b Show details

Try Again




15.05.2025
05 MAYIS 2025 PERSEMBE
15.5
15.5.25
15.05.25
15 MAYIS
15 MAYIS 25

HER BiLGISAYARDA KULLANILAN DIiLE
YADA PC FORMATINA BAGLI OLARAK
TARIH YAZIM SEKLi FARKLI OLABILIR, BU
DA FILTRELERDE GORUNTULENEN TARIH
BICIMIiNi ETKILER.




RAPORDA UPN’i BULAMIYORUM !!

m raporlarda hasta UPN'si yoktur.

PN bazi uzun formath raporlarda yer almamaktadir ve gelecekte eklenmeyecektir

nnnnnnn




S

4 ' = QOzetle, EBMT veri kaydi; hasta

/ yonetiminde ve bilimsel arastirmalarda
blaylk bir rol oynuyor. Verileri eksiksiz
ve dogru girmek, hem hastalarimiz hem
de saglk calisanlariicin isleri
kolaylastiriyor.

= EBMT veri tabani, yuzlerce yayinin
temel kaynagi. Merkezimize ait veriler
yayinlara katki sagliyor

SORULARINIZ iCiN

sbektas@kuh.ku.edu.tr
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