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« Exyouue évav uakpU Kai
OKAnpO Opouo  HITPOOTA
uac, aAAa eyw koitalw Ttnv
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oev Ba 1rebaivel OTWC 0 YIoC
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O0TN yIa vd TOV OWOEl»

Shirley Nolan

ANTHONY
NOLAN

BE A MATCH, SAVE A LIFE

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv
Maventotnuiov Matpwv (KEAMOII)




&

w MNaykoéouia AAANAgyyun...

XQP1CE
Z

www.xarisezoi.gr

>30.000.000 d0T1¢eg
>1.000.000 £6cAovTIKEG DWPEEG
Mep. 35-40.000 aAAoyeveic HETAMOOXEUOEIG/ £TOG
Mep. 60% £0eAOVTIKEC DWPEEG

“\ BONE MARROW
DONORS WORLDWIDE
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Donors and Donations Worldwide

Number of donors and CBUs listed workdwide Unrelated HPC Marrow and HPC Apheresis shipped
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Donors in Worldwide Regions
Age and gender of the donors % of donors in each age category

1396% 29.04% 2335% 6.91% 0.04%
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Registries

DEFINITION of a registry pwena smnoang)-

Crganization responsible forthe coordination ofthe search for hematopoietic
stem cells from donors and/or cord blood units unrelated to the potential
recipient.

The 1= established Registry was ANTHOMNY MNOLAM / UK in 1974
Most Heqgistries were established, at first in western countries, between 1986
and 1992, Their number has increased over the vears in most countries

having developedthe unrelated stem cell transplantation.

In 2015 —= VY3 registries in 53 countries

In the ideal case, the Registryis the single point of access to allunrelated
Qonors ang Lous in a region or country. Reflecting its central role, it is often

designated as the (national) hub

Registries are developing and maintaining different data bases:
- The unrelated donors’ file

- The unrelated cord blood units’ file (optional)

- The patients’ file

Fegistries are working within a national network made of:
Conor Centres, Collection Centres and Transplant Centres.

They represent an active interface between allthese centres, both at
national and international level, for the facilitation of the patients’ search
process andforthe identification ofthe best matched donor/CBLU worldwide.




EU Directive

EU Directive 2004/23/EC (togetherwith 2006M7/EC and 2006/86/EC):
standards of quality and safety for the donation, procurement,
testing, processing, preservation, storage and distribution of human
fissues andcells

It defines standards for:

«  Accreditation, designation, authorisation orlicensing oftissue
establishments; tissue and cell preparation processes

« Inspections and control measures
«  Traceability, notification of serious adverse events andreactions

[t gives requirements for import/export of humantissues and cells
from EL countries and from countries outside EL

FOA (Food and Drug Administration)in USA defines similar standards
and requirements for human cells intended forinfusion

Import Requirements

According to EU regulations, all imports of cells from
third countries must be undertaken by tissue
establishments accredited and authorised for those
activities
In some countries, Registries are TE. In some
others, CBB and CCare TE

In similar way FDA establishes requirements for
importing HPC from cord blood and from peripheral
blood into USA

FDA requires the registration of apheresis CC
and CBB exporting into USA

MPOEAPIKO AIATATMA Y’ APIOM. 129



Role Of Various Organizations

WMDA : World Marrow Donor Association
BEMDW : Bone Marrow Donors Worldwide

EMDIS : European Marrow Donor Information System

EEBMT: European Group for Blood and Marrow Transplantation

WEBMT: Worldwide network for Blood and Marrow
Transplantation

Accreditation Promotes Quality

- Accreditation is a certification of competency,
based on standards, on-site audit

Cwmon
Registries WMDA
Transplant Centres FACT-JACIE
Cord Blood Banks MetCord-FACT
Collection Centres FACT-JACIE
HLA typing EFI, ASHI
Other testing: IDM, Various national organizations

blood group, etc.




Definitions

NETWORK EC Activities
Registry Appodia Apxn Procurement
Search Unit (standards, import, export, Testing

(International )Donor
Center

authorization)

16pupa lotwv Kuttdpwv

Preservation

Collection Center

Opyaviopocg MNpounBetag

Processing

Transplant Center

Movada Epappoync Kuttapwv

Storage

Distribution

Import

Export




NETWORK FUNCTION



Worldwide Unrelated Donor Search

Classic solutions /

° faX, email, mail Registry @
|

One searching /

patient \

Donor *
Centre /
CBB

One matching
unrelated donor/ CBU

Your
registry

On-line solutions
 EMDIS

BMDW }

SN RO

ZKRD | | FGM | | NMDP| | Your EGM
registry




WHAT DOES A DONOR CENTER
DO?



Joining the Registry

* Recruitment through
* Recruitment drive
* Internet
* Bloodbank

* Information
* Health questionnaire (eligibility check)
* HLA typing (blood sample or swab) and additional tests
* Registration in database
* Commitment— expectation perspectives

* Informed consent — written

| W

Informed consent

* Permission to conduct medical intervention

* Decision making
* Information
* Autonomy

* Legislation

..after the registration

* Donor identification
* Registration until age of 56-61 yr
* Additional HLA typing

* Registration in BMDW - donor is made available for
global transplant centers

BONE MARROW
’_ DONORS WORLDWIDE

* Waiting for a match!

Verification typing

* Donor is a ‘match’ - sample request for verification
* Donor is contacted ’

* Commitment & availability
* Counseling

* Health questionnaire
q €. D

* Informed consent
* Appointment for drawing of blood sample
* Additional tests by Donor Registry
* Sample shipped to transplant center
* Verification typing
* Additional tests




Donor suitability

* Physical examination

* Extensive medical history including

* Traveling
* Lifestyle

* Additional blood tests
* Donor’s health
* Product safety
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Donor Final Clearance

* Donor is declared suitable for donation

» Transplant center has to wait for Donor Final
Clearance before starting patient conditioning

* Collection of stem cells is scheduled
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Day of Collection

* Collection of
* Bone marrow
» Peripheral blood stem cells

* Prepare for transport
» Labelling
* Temperature
* Transport box

* Designated courier

Reporting of side effects
* Protect the donor’s health

* Serious Events and Adverse Reactions (SEAR)
* Reporting is anonymous

* Reporting is mandatory for WMDA accredited
registries

* All SEARs are reviewed by a panel of physicians
* Rapid alert system




Follow up

* Medical intervention

* Haematopoietic growth factors

* Short term complications

DONOR ASSESSMENT POST STEM CELL DONATION

* Long term events
* Syear OF1
« WMDA form =

The Donor Experience

* Intrinsic motivation

* Research
* Donor motivation
* Donor attrition
* Donation experience
* Bereavement
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www.xarisezoi.gr

EOM

Apuodia Apxn

Search Unit

EOvikd Mntpwo Aotwv

NpoocéAkuon- Tunonoinon
Alpodooieg
HLA epyaotripLla

Donor specific requests (CT, IDMS, Work-Up)
Coordination (Donor-patient Registry-Collection Center-Transplant Center)

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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Io@inTuwwélou AM: 1051752

v Aev ,7 Osha: 16. Ma otov Adyo dev Ba ywooaatav 56Tng; (oL anavtioelg propei va gival
137 TIEPLO0OTEPEC Ao 1)
(482 anavtroelg)

EMQUAAKTIK. . 104 (21,6%)
Ablagopia

®opog

v Aev yvwpila

Ayvoi 311 (64,5%)
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v' Aev Aepa TTWC Kal TTOU Va Yivw dOTNC
v ®ofoépouva Tnv dwped av Bpebw ocupBatdc
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Kévtpo Evnuépwonc kat MpocEAkuonc
EBeAovtwv Aotwv MuegloU twv Octwv
Naveniotnpiov Natpwv (KEAMOM)
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E vr)uépwar), npoas'AKuon Kol évrag‘n gdelovrwyv Sotwyv
UUEAOU TwV 00TWV UE OTO)XO0 va auénUei To EGVIKO UNTPWO
dotwv o€ >200.000 60TeC

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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5 Oeouiko MAaiocio

www.xarisezoi.gr

1 EBvikog Opyaviopoc Metapooxsvoswv (EOM)
(2201/30-12-2009, A EOM)
U Navermotipo Natpwv
(933/13-01-2010 Antodaon Mputavikov upBouliov)
(244/07-04-2009 Antodoaon Eldikov Emtapelolc Opyavou)
U Navermotnpioko MNeviko Nocokopeio Matpwv (MFNM)
(52/11-12-2008 anodoaon tou A tou MINM)
L Emtporn) BonBwknc Navemriotnpiov Natpwv
(32/27-05-2013 Anodaon Emttpornrc BionBikrc Mav Moatpwv)
O Apxn Npootaciog AedopEvwv
(ap. Ttpwt. TN/EIZ/905/13-05-2014 )
)

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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> CBMDP internationally

www.xarisezoi.gr

LUBMDW (Maykoouto As€apevn): Greece-CBMDP (GR2)
LWMDA (Naykoouwa Apxeio Aotwv): ION-1461

EMDIS (MNaykoopia nAektpovikr dtaocuvdeon): GR

FDA (US Food and Drug Administration), FEl no 3011414496

Cooperative Registry with
US National Marrow Donor Program NMDP
LUK registry Anthony Nolan
(JZKRD, Germany
L Cyprus registry Karaiskakio Foundation
L Group of European Medium Size (GEMS)
Among others

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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” APAZEIZ TOY KEAMOT

www.xarisezoi.gr

‘[IpoocéAkuon Ootwv: Evnuépwon TANBuopoU yia TRV OwPed MPUEAOU ME T XPHoN
TTOAAQTTAWY KAVOAIWYV ETTIKOIVWVIAG, opyavwaon dpacewy,

*Alaxeipion Mntpwou TuTtroTTOINON OEIYMATWY €0EAOVTWYV Kal €yypa®ry auTwyv oTo €OVIKO
(EOM) ka1 TTaykéouio (BMDW) untpwo dotwyv

*AvalnTRoeig cupBaTwy dOTWV Yia acBeveic atrd TNV EAAGDQ Kal TO ECWTEPIKO

[Mpopn0eia MooxeupdTwy yia aoBeveic oTnv EAANGDA Kal TO £EWTEPIKO

*EmioTnuoviké ‘Epyo: Avayvwpion amd 1a €0vikd kal diebvry forum, di1ebvy TTIoTOTIOINON,
EPEUVNTIKO £PYO, eKTTAIOEUON ETTAYYEAMATIWYV YYEIQGC.

Apdoeig xpnuaroddrnong (fundraising): avalitnon OTPATNYIKWY OCUPPAXWY YIa Tn

KAAUWN KAtd KUPIO AOYO Twv ££O0OWV TUTTOTTOINONG TWV VEWV DOTWV.

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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7 I2TOPIA KAl ZHMANTIKA ENITEYITMATA

www.xarisezoi.gr

2010 I6puon KEAMON

2013  Avayvwplon wg 6e€apevn Sotwv oto BMDW (GR2 Registry)

2013  1° oupPatoc dotng mou dwpllel

2014  >5.000 b0tec

2014  Avayvwplon wg de€apevn Sotwv oto WMDA (ION-1461)

2014  HAektpovikn dtaclvdeon pe ta peyaAutepa apxeia peocw EMDIS (GR)
2014  >10.000 60tec

2015  10° 86tng mou dwplilel

2016 > 30.000 d0teg

2016  28°560tn¢ ou dwpilel

2017  Avayvwplon w¢ cuvepyalopevo apxeio ano to NMDP-Be The Match
2017  >40.000 d0oteg,

03/2017 40°5 50tNnC mou dwpilel

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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18-50 xpovwv
Evnuépwon

AnAwaon eyypaeng
oml aipa r Aiyo c@Aio

X N X
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xaplosz Donor Recruitment
wWww.xarisezoi.gr/
Media ApAoEeLg

www.xarisezol.gr

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv
Maventotnuiov Matpwv (KEAMOII)
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> Donor recruitment: Outsourcing

www.xarisezoi.gr

2€ KOUBo Tou
KEAMOI‘I

e dpaon pog! Amno to omit!

Evnuepwoou oTo Www.xarisezoi.gr
Mida ue evav ouvepyatn uoc oto 2610-969164

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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Z Donor Typing

www.xarisezoi.gr

To KEAMON w¢ péAog tou GEMS (Group of European Medium Size)
Registries €xeL cuvayelL cupPoAaro pe tn etapeia Histogenetics
75->502><40 € £¢obda tunonoinong / 6otn= HLA-A, B, C, DRB1. DQB1 DPB1
(6 Tomouc) uPnAng avalvong NGS

H xpéwon ywa mtévte (5) HLA tonoucg o€ epyaotripla tng EAAadoc Oa

avepxotav o€ 210 Eupw/606tn

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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www.xarisezoi.gr
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Donors
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EyvEYPALHEVOL KOL TUTIOTIOLNHEVOL SOTEG ava £T0G

Jan-Febr Zog‘12357
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-

39494

38032

—+—cum TOTAL DONORS REGISTERED

—s—cum TOTAL DONORS HLA typed

2010 2011 2012 2013 2014 2015 2016 2017febr

Age and gender of donors in the registry to 31/12/2016.

CIUNK 18-250,12 %

@ FEMALE 18-2511,78 %
@ FEMALE 25-35 16,07 %

QUNK 2535049 % i

O3 UNK (UNK) 1,07 %

(O MaLE i 007 %]
—— [ FEMALE (UNK) 01 %
O FEMALE »55 04 %

00 MALE 35-45 1461 %
@ FEMALE 45-55 8,74 %|

O MALE 45-55 7,88 %

: 0 UNK 35-45 0,54 %

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)



)

XQP10E

o How many Donors do we need?

www.xarisezoi.gr

METANTYXIAKHAIMAQMATIKH EPTA2IA
« Extipnon ouyxvotntag twv HLA-A, -B, -DRB1 aAAnAopopdwv kat amAotunwy o€ cUvoAo debopévwy 5.131

EAAAVWYV €BglovTwv S0TwV HUEAOU TwV 00TWV Kol EGapUOYEC YL OTPATNYLIKO OXESLAOUO LNTPWOU SOTWV »
NMANATIQTHZ K. KOPMIMNAKH2

200.00 66tec—> muBavotnta kaOs ‘EAAnvac va Bpiokel 80t oto EAAnVKO apyxeio > 80%

MOANOTHTA IZTOZYMBATOTHTAZ

1,0

0.8

—ZENAPIO A - High A,B,DRB1
— ZENAPIO B - Low A,B,DRB1

0,6

p(n)

04 —ZENAPIOT - Low A,B & High DRB1

0.2

MATCHING PROBABILITY

0,0 T . .

MEFE©OZ MHTPQOY AOTQN (DRS)

Kévtpo Evnuepwonc & MNMpooéAkuong EdeAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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> Donor Registration

www.xarisezoi.gr

JO-451

BONE MARROW
DONORS WORLDWIDE o -
Centre ofBone Marow Donar Vlunters - Save e, Univeriy of Patas (Greece o

H istri _
Dh'”f . Stem Cell Donor Reglsl_nes .and Cord Blood Banks [ T 1
Vihats nen? participating in BMDW
om—— s Pt S e "
User Guide back sy FPas .NE":TI‘.’ZH’[IJE-%
Authorization 5 !
Seaurty University of Patras s
Downloads s
General Information Match codes: Greece-CBMDP [GR2] o

Documents Department of Medicine/Haematology Division TEL: +30-2610-362871 iz aiess 1';4][|;1[||¢]'g Sl oi e lhi\ih‘l!ﬂﬁ:mmﬁhin]!ﬁ.ia\mmﬁﬂlﬂnq"ﬂmm

Become a stem cell donor Bone Marrow Transplantation Unit TEL: +30-6577448977 .
For Patients Panepistimioupoli Patras FAX: +30-2610-399506 sy APt sty Caus-R rerbeesnifis g o
Div Haematology/ENT Unit 1045 )
Megtings & Events 26500 Patras s

Registry Information Greece i3
EUROPEAR MARECH CONOR INFORMATION STiTEM
Deadines for data delivery Email: chmdpatrasBupatias.ar e
omigsyes fuoaues 0 Date registered: 2013-03-12 o
File Format for Data Website: hito://weviupatras.ar '
Del
EEry The donor sesrch requasts shlltake lace throu: donorsestch @upatras.qr A
Processing Report g
Registry Fees
F——
HLA Information Spyridonidis Alexandros Email: zpyridonidis(iupatras.ar Fone sy
Head of BMT Unit - Contact person (File/HLA issues) TEL: +30-6577448577
HLA Links
Haplotype Frequencies I
Addresses Economopoulou Lamprini Email: chmdpatras@upatras.ar
TEL: +30-02610-327730 [
Participating Registrics Denor Informatien Event Manager i
Qther registries
Download Economopoulou Georgia Email: gogoulaB4@yahoo.ar e
Statistics Sample processing/Donor File Manager TEL: +30-2610-359110
QOverview per registry
Stem cell donor registries Petropoulou Georgia Email: chmdpatras@upatras.qr Tty Wamaton
Cord blood registries Accounting Representative TEL: +30-2610-327730
The Road to 21 millon U} 18
External Links back
TN nenesi -}
Contact us
BNt B

BMDW - Bane Marrow Donors Worldwide * Plesmanlaan 1b * 2333 BZ Leiden * The Netherlands

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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2 AwpeEc Mooyxeupatwy

www.xarisezoi.gr

r r
Awpeec MooxevpatTwyv
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e e
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2013 2014 2015 2016 2017feb TOTAL
m Graft Procurement TC-GR TC-International

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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www.xarisezoi.gr
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AwpeEc Mooxsvpatwy / Xwpa

Awpeég ava xwpa
(stand february 2017)

Serbia; 1

Poland; 1
ofan N Italy; 3

Israel; 1
Canada; 1

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv

Maventotnuiov Matpwv (KEAMOII)
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> Awpeec Mooxsupatwyv / Kévtpo ZuAAoyng

www.xarisezoi.gr

Awpeég ava Kévrpo ZuAAoyng
(stand february 2017)

Kévtpo Evnuepwonc & MNpooéAkuong EdsAoviwyv Aotwv MuegAou twv Ootwv
Maventotnuiov Matpwv (KEAMOII)
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xaploez” Ta AoyLa Twv dotwv tou KEAMOTN

www.xarisezoi.gr

«Orav é\afa 1o tnAspuwvnpa, éviwoa v idLa yapa mouv Eiya VIWOEL OTav 1
ou{uyog pou pou avaxoivwoe ottt frav Eykvog. H dtadikaoia frav amAn,
avwduvn Kat ywpic mapevépyetes. Edwoa Aiyo amo to ypovo pou Kat OTjuEPa
évag avBpwiog (et yapn ota kuttapa mou dwptoa. Asv yvwpiw motog eivat,
alda §Epw ot ot avBpwmot mou Tov ayamouv aywviovoav kabnuepiva va
Bpebei évag oupParog dotng yra va owbel. Kat Bpébnka eyw.»

ZtéALog Pwrakidng (etwv 32), §otng pooyevparog

amoteAsoua [ - ] OAn n otaoikaota Ba pou peivel aceyaotr). Tn
fzwpw opoonuo ot {wi pou. To idio moteUw Ba oyvosL kat

Anpncpng Nepukhomoulog (etwv 41), otng pooyevparog
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Ta AoyLla Twv aacBsvwv
Z

www.xarisezoi.gr
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