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NMpwTtotraBei¢ Avoooavetrapkeieg (MAA)

« O1 MpwrtomaBeic Avoooavemapkeieg (MAA) civar o
Baoikotepog Topéag TnG KAivikng Avoooloyiag Kai
AVTITTPOOWITELTIKOG OLVSETNG TNS EKPppaons “from bed to
bench & back to bed”.

AvnKouv OTa OTmavia VOONMATd av Kal onuepa
avayvepileral OTl gival TTOAD CLXVOTEQPA ATT’ OTI €0EWPEITO
TTaAaioTePQ.

MpokeiTal Yia €EKSNADOEC PULOIKDOS TPOVITAPXOVTOG
EANEIUHATOG TOL AVOOOTIOINTIKOL CULOTAMATOS, EAAEIYHA
TO omoio odényei oeg &iarapaxn TS ApLVAG KAl
ICOPPOTTIAG, TTOL O OPYAVIOHOG TTPOCTIAOEl va emITOXE YIa
TNV EMPI®OT TOL OTO £EVO KAl oLXVA £XOPIKO TTEPIPAAAOY,
HE ATTOTEAEOHA TNV EKSNAGDON VOO OUL. ?
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Movoeio KukAadikng Texvng - AGnva Naisiarpikf Avocoloyia

NMpwTtotraBei¢ Avoooavetrapkeieg (MAA)

 Eival onuavriko KepaAaio TnS larpikng Kai 1IS1aITEpe
NS Naidiarpikng.

« INUEPA E£XOLV avayvwploBe meploootepeg amo 300
MAA, eve avayvepilovral KaOnuepiva VEEg.

« Me faon Tov SIaTAPAYHUEVO AVOOIAKO MNXAVIOHO N TRV
EANEIPPATIKN TTAPAMETPO Silakpivovral o 9 ouadeg pe
LITOKATNYOPIEG, OTNV KAOg pia aAmo TIC OTIOIES
MEPINAUPAVOVTAI APKETEG AVETTAPKEIEG.
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i paed-anosia.gr
‘: atpikri Avocodoyia

Tagivounon NMpwrtotrabwyv AVOOOaVETTAPKEIWYV
« TOVOLAOHEVES avoooaVveTapKeleg T- Kal B- KOTTapwv
* AVTIOCWUATIKESG AVETTAPKEIES (TTPWOTAPXIKDG)
« TagpxS Kabopilopeva ovvépoua MAA
« Noonuara avooiakng SuvoAerovpyiag/dvopuvOuiag
e TUYYEVN EAAEIMUATA TGOV PAYOKLTTAP WDV
(cdG TPOG TOV APIBUO, f/Kal TN AsiTovpyia)
« EAAcippaTa TNG PLOIKAG/EPPLTNGS avooiag
« AvTOPALYpHOV@SEIG SiatapaxEg
* AVETTAPKEIEG CLUTTANPGHUATOG
« (daivoavriypagpay avoooaveTAPKEIWY

MnynA: Bousfiha, Ax et al. “?Ee 2015 IUIS Phenotypic Classification EPrimary Immunodeficiencies.” 4
Journal of Clinical Immunology 35.8 (2015): 727-738. PMC. Web. 16 Apr. 2016.
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NMpwTtotraBei¢ Avoooavetrapkeieg (MAA)

* H peAérn Touvg odnyei oTnv avamTuén onUAVTIKOV
oLYXPOV®V BI0OcpaTTEIRV.

* H avBpo1Tivn Y-ogpaipivn, N HETAOHOOXELON APXEYOV®DV
QIJOTTOINTIKAYV KLTTAPG®YV, N YoVISiakn Oeparreia Kal
APKETES ATTO TIG Oepareieg avooomapéupaons
(LOVOKAGVIKA AVTICWHATA, KOTTAPOKIVES KAl
YEVIKOTEQPA PBIOAoOYIKOI TapayovTeg) otnpeilovral OTIG
YV@OEIS TTOL ATTOKTOLHE Ao TOLS aoBeveic pe MAA.

* 'OuG, Tapd TN onNUAcia Tovg, AKOUN Kal IaTpoi d&v
gival EMApPK®S evaiodnromoinuévol otn diayveoon Kai
QAVTIMETDTTION TOLG.

5
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TOVETTEIES UN EYKaIPNGS Siayveong

H pn éykaipn Siayveoon Kai coTN AVTIHETOTTION TV
aoOevav e MAA £xel S oLVETEID

* TN Papia voonpotntaq,

* TIC TOAAATTIAEG ATTOLOIES ATTO TNV £PYATIA YIA TOLG
EVNAIKEG KAl TO OXOAEio yia Ta macxovra maidiq,

* TN oofapn Heioon TnG moloTnTag {WNS TV aoOeveVv
Kal TV OIKOYEVEI®V TOLG, KAl

* TO HEYAAO OIKOVOMIKO KOOTOG YIA TNV TTEPIOAAYN TV
aoOevaV TTOL oLYXVA gival Kal Bapia TTATXOVTEG.



)’ Xoumooio
MpwTomadseic AVvooOoaveTAPKEIES
Maidiarpikn Avoooloyia

21 - 22 AnpiAiov 2016
Movotio KukAadikng Téxvng - Aénva

EKPPAOUEVES KAl CLVAYOUEVES AVAYKES

* H yvooon 10V voonuarwy

* H yvooon 10V MEPIMTOOL®WY ava voonua

* H eykaipn Siayvewon

* H mpoAnyn

« O1 ovvOnkKeg voonAeiag

* H moiotnta Zwng 1V acOeV@V/OIKOYEVEIDV TOLG

* H mapakoAovOnon 1V acBevv Kal n OgparevTiKi
TOLG AVTIHETOTTION

- To k6oTOG/Samavn yia Tn Anpooia Yyeia
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To BApoOg TWV XPOVIWV VOO NHATWYV

* Av§avopevn ovxvoTnra diedvwg People with Chronic Conditions Account

— 20-40% TOoL TANBLOPOL TNC E.E for 78 Percent of All Health Care Spending
Avw TV 15 etV BewpeiTal OTI
TTACXEI ATTO £€VA N TTEPICTOTEQA 78,
XPOvIa voohuaTa o P it G
Conditions

« Ta xpovia voonuara evdovvovrai
. 22%
onpapq qu To: Health Care Spending

— 80% TV emokeWewy oTnyV MNPY for People without

; Chronic Conditions
— 60% TV VOOOKOUEIOKWY
EI0AYWYWV
— 60% TV GOVdTQ)V HOYKOO_IJiOOQ Source: Medical Expenditure Panel Survey, 1998.

Mnyn: EAeuBéplog Onpaiog, MD, M'evikog latpog — A/vtig EXY, Kévtpo Yyeiag Bapng,
WHO NCD/PHC Consultant, M'evikog Mpappatéag latpiki¢ Etalpeiag ABnvwv
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Ti xpelalopaoTe yia Tnv £ykaipn diayvoon;
Meploxec Apaong

- Emaypomvnon

« Ayoyn/Exkmaidevon, Evnuepwon kai
EvaioOnromoinon 1wv EmoTtnuovaey Yyeiag
avagpopika e TIC NMpwTomadeic AVvOooOAVETAPKEIES

« OAOKANPWUEVN PPOVTIOA ECTIAOHEVN OTOV A0OevN
Kal §pACcEIC CLVTOVIOHOL

* MapakoAoLONoN SeIKTWYV LYEIAS KAl TTAPAYOVT®V
KIVOLVOUL

« Epapuoyn NAEKTPOVIK®V IATPIK®V PAKEADV
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-anosia.gr Npwromabtig Avoooavemapkeeg | ¢
It A il . .

Movoeio KukAadikng Texvng - AGnva Naisiarpikf Avocoloyia

HAekTPOVIKOG laTpIKOC PAKENOG

Mntpoa Acdopeverv AoBevayv (patient registries): éva opyavowuévo
oLOTNPA CLANOYNG SESOUEVV (KAIVIKGYV N AAAWV), TIPOKEIUEVOL VA

afloAoyNoel CAPWS KABOPIOUEVES eKPATEIC VIO €vaY TTANBLOUO TTOL
TOOOCS8IOPICETAI ATTO Hid OLYKEKPIUEVN VOO O N KATAOTAON.

wWeb
registration

Specialist [ GE!-':E'-EI ]
=i _ Practitioners

€

___-'

- =

-

Patient oode, TheErapeutio
Plan and information for
the GP

Adverse drug
Follow-up reactlnn
End of
treatment

Mnyri: EAeuB£pLog Onpaiog, MD, Mevikog latpog — A/vtig EZY, Kévtpo Yyeiag Bapng,
WHO NCD/PHC Consultant, Mevikog Npappatéag latpikig Etatpeiag ABnvwv
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dopéag YAomoinong
Tunua AvoooAoyiac-lotoouupaToTnTag
Ei6iIkO Keévtpo & Kevripo Avagpopac yia
NowTommabeic Avocoavermapkeles — MNaidiaTpikn AVOCOAOYIa
Nocokoueio Maidwv «H Ayia Xopian

EmoTnuovikog YmevoOuvog
Mapia Kavapiov, FuvtovioTplia AlEbBLVvTPIa TUNUATOG

TvvrovioTpia Mpoypauuarog

[nvei Kaooapn, Biopnxavikog/Opyavwaoiakog WouxoAoyog,
YLOTNUIKOG AVOALTNG Alaxeipiong Epywv
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AnAoon vykaradeong

YNEY@YNO TMHMA

AHAQIH IYTKATAOEIHI

M Evijhikeg AoBeveis

MAnpodopies yia tov aoBevd kau Sihwan cuykatdBeang yia TV dOAatn Twv
@ o) i otnv nhextpovikr Baon Gebopéviov yia Tig
Npwronadeis Avocoavendpkeles (katdny evnuépwang)

Ninpodopieg yia toug aoBeveig

To Turipa

ouppeTéxel ot épeuva Tou Kévtpou Avadopds yia Mpwronadelq Avosoavemdpkeieg-
Naubratpikr Avooohoyia, TuRpua Avocoloyiag-lotooupBatdtnrag tou Neookopeiou Naibwy
«H Ayia Zodia» oe cuvepyasia pe v Eupwnaixh Etalpsia yia 11§ AVOCOQVEMAPKEIES
(Eurcpean Society for Immunod cies- ESID).

Npokewtat yua pia nAextpovikr eupwnaikl) Pacn Sefopéviov pe npoctateupéve kwbikd
npéofaong. Tn ouykekpyuévn Paon SeSopévwv tn guvtovifouv kat TN Suaxepifovral
eyKekpiuevol xpriotes. Ta otonela emwowwviag tou cuvtoviatr SwatiBevial oto téhog g
Se0teEpnc oehibac

Zkomog Tou épyou

IKOMOE TOU €pyou elval n SUAROYH KAWVLKWY KOl EPYacTnpLaKwy SeSopéviuy Twy agBeviy e
Npi B apkeia nou Ba foel Ty Eykaipn ke akpn Sudyvweon, v
tafwopuneon, v mpoAndin kal Tn Bepaneia Twv acBevwv.To Mpoypappa autd aToXelEL
oty kataypadh Twy aoBEviv WE OMOAVIEC AVOCOQVEMAPKEIES MapEéXovtag Ml Suvexd,

HakpompoBecun Tekpnpiwon kat wg cuvénewa SiSet tny Suvatdtnia otoug Bepdmovieg
atpols va ouykpivouy Ta atpwa SeSopéva aoBeviv pe v (Bla ondavia Sudyvwon og 6An

v EMaSa, hote va anoknBel yvion yia Toug aoBeveis oTn xwpa pag Kat oE cuvepyasia
e TV ESID va edappdlouy Th ywwon kol Ty epneipla ot Bepaneia twv aoBeviy Toug.

Qg ex TolTou, Ta wTpikd SeSopiva  Twv acBeviv mou ouMhéyovtay uAdagoval
HaKPOTPOBECHA KaL yia adPIOTO XPOVe 0T Béon Tou Twipatos. Ta Sebopéva autd wropel
va eivar BaBéoa, ka pévo We T SURGWYN YWHN Tou Sepdnovia ol oas, oe
EPEUVITUKG KEVTPT TTOU QVAKGUY 1] GXETI{OVIAL Ke.... AUTE WItopel Emiong va slvar Kévipa
nou eSikebovrar oty Bepaneia twy N R v, EpELVNTEG TOU

etetdlouy Tv armonaboyévaia Twy MAA A sménucAdyoL.

fe kapia mepl cag Ssbopdva Gev Ga oe achak
etaipeieg Anpoaisioei; Bacilopeves os qutd Ba sivat NAVTa aUOVURES

Ao Twy LaTpwey Gebopéviwy oag atnv Bdan Sedouévwy

Movo Bebopéva oxenfdpeva WE TV TPk oG Katdotacn (étog yéwnong [oxt
nMepopnvial, anotedéopata epyactnpiaxy efeTdoswy Kat KAwikd otoueia) oudhéyovtal
kew enefepyalovial autépata pe mAfen avwvupia. Méve o Bepdnwv watpdg éxer
BuvatdTnTa GUOXETIONG LOTAKWY KL MPOsWLkWY SESOMEVWY WOTE Va EMKALPONOLOEL T
oroigeia ouykekpuvou aoBevd. Emlang Ta oroysia mou sival mpoc emefepyacia
KkwiKkoRGOUVTaL, To omoio cnuaivel 6T ol TAnpodepies mou AauBdvovral ané v Bacn
SeSopévwv elval GVOVULES Yia TOUC EPEUVNTEC Mou Ta enmefepydlovtal H Tautomoinan
ouykekpuuévou aoBev eivan aduvatn.

E6ehovru oupuetoxr
H guppetoxn ety épeuva sivat eBehoviu] kat omowabinote oTiyur pnopel va anooupbei.

Mapakaholpe va evnpepucete Tov Bepanovia atpd cag oo npoavadepbév kévipo oe
mepintwon nou ahhdfets ywwpn. Evaii unopeite va jOETE GuECT ME TNV
opasa mou ifeL tn Pdon Bedopé oy 0 1 mou Slvetan - H

Gpvnar oupPPETOXE oac SEv GUVERAYETaL ST1 Ba YAGETE KATOL NS Ta TAEOVEKTAPATA Gag.
Edv amooupBeite and tnv épeuva ta otoueia oag Sev Ba duldyovtal mhéov xai Ba
Buarypidovtal and Ty Béan SeSoUEVWY KATOTLY aLTAETOR,

EuXapLoTOUpE yia TN GUpHETOY oag.
Erougela emowwviag

Mapia Kavapou

Zuvtoviotpia ALeuBivepla

Kévtpo Avadopag kaw Eibikd Kévipo ywa Mpwronabeis Avocoavendpkewes-Naubiatpirn
Avogohoyia, Tunpa Avesohoyiac-loTooupparotntag

Nogokopeio Nalbwy «H Ayia Zodian

OnPuv & Nannadiapavionoiiou, TK:11527, ABriva

Trk: +30-213-2013-762, Fax +30-213-2013293, E-mail: anosia@paidon-agiasofia.gr,

YNEY@YNO TMHMA

ed-anosia.gr
Avocohayia

AfAwon cuykataBeong

Exw evnuepwBel MAMPWE yu@ TNV MUCTIKOTNTO/EMTICTEUTIKOTNTA TWV 1QTPLKWY KOl
emSnuoAoYLKWY OTOLKEIWY POV, KUpiwE yia To Sikaiwpa va {ntnow mAnpodopisg ya mv
$Ohatn Twy SeSopEvwy pou,

Napakahi CNUEWWOTE TOUAGYLOTOV EVa GO TO MAPAKATW:

O Anlwvw om Sivw TNV ouykataBeon HOU yla TO OKOMO TOU EPEUVATIKOU

NpoypAuPaTas, WoTE va GUMAEXTOUV EWMIOTEUTIKG Ta LOTpLKd/emidniuoloyikd
SeGopéva pou mou oxetiloviar pe v (pwromadn Avocoavemdpkeid, va

py oUv Kal va elvet £ OTa EPELVATIKA WoTITolTa Mo oxetijovial
HE TNV oMW mepLypadeTal mapandavw.

Enuthéov Sivw tnv cuykatdBeon pou wote Ta wtpwa/embnuoloyika SeSopéva
pou va eivar SoBéowa ot GapUAKEUTIKES STAIPEiE], TOU OKOMO EXOUV va
BeATiwoouy TNV BEpaMEUTIKS aywyn.

Eniong Sivw tn ouykatdBean pou ya thv anolikeuon kal v emefepyacia Twy
LOTPLKWY SESOMEVWY VIO TLG VEVETIKESG UETAAMAEEL Tou MpokdAegay Tnv MAA.

Huepopnvia kat unoypadr tou acdevi

Huepopnvia kat untoypadn atpol
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About ESID News & Events

Working Parties Membership

Become an ESID member today!

Enjoy the following benefits:

Access the ESID network of PID

Reduced registration fees to the ESID biennial meeting

Eligibility to apply to the ESID Summer School

Eligibility to benefit from an ESID award

And much more...

more information

IN FOCUS >

ESID 2020 - Call for Bids

The call for bids for the ESID 2020 Meeting have
been closed. The board is currently...

2014/2015 Short-term fellowship report

NEWS >

ESID Junior Country Representative - Call for
nominations

Apr 11,2016

Deadline ends May 15, 2016

News@IPOPI - March 2016
Mar 15, 2016

{1 v in

m ESID members login ~

2016 CIS Annual Meeting

8th International Conference of Primary
Immunodeficiency Diseases (ICID)

3D

Newsletter

Affiliated Societies Become an ESID member ESID 17th Biennial ESID Online Registry

today!

Imprint & Disclaimer | ® 2016 by European Society for Immunodeficiencies (ESID). All rights reserved
Designed by Zwebb | powered by eZ Publish™

Meeting,
Barcelona, Spain
21 - 24 September 2016

Home About ESID Site Map Contact

El O [

Access ESID’s latest news
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%/ Working Parties
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= New ESID Registry New ESID Registry

Diagnosis criteria

Registry publications Home / Working Parties / Registry / Mew ESID Registry Dr.NizarMahlaoui
Studies Chairperson WP
Registry

Documents Link to ESID Registry -
Steering Committee New ESID Registry (click to go to ESID Registry login page) nizar.mahlaoui@nck.aphp fr
Documenting centers
0Old Regist -

gisty Application forms
ESID Database Statistics

New centers should fill in the Agreement between the center and ESID
Informed patient consent

and new users of the ESID registry the password application.
Contact info f#&gl il

User manual and FAQ
A concise guide fo the new ESID Registry, plus the latest FAQ!

Become an ESID member
today!

List of diseases and genes

This list gives an overview on the diseases in the Registry and available genes for

each disease.

Datasets

This section contains technical documents on the new ESID Registry; in particular,
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? HELP ~

Login

Username

Password
Loegin

Forgot your login or password?

The new E5ID Registry System V2.1 on Grails 2.3.2 - Application Version: 2.1 {Build #3 by ru 2016-04-04 14:40 - production)
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@ https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ O || @ The new ESID Registry Syste...

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 2540 unl At Logo

O Select patient = New patient # Account Settings 7 HELP «
All patients | Show patient names (@ (¢ (-]
ESID ID Year of Birth Living Status Sex PID Diagnosis Gene Last Date Of Docu Date of Last News Level 1 Complete
| [x | |x  [al v]x | [Al MER [x [x [x |x | [al v] x
335 1002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-11-17 2015-10-27 Yes
546 1885 Alive Male CGD GPO1-phox(CYEB) 2015-12-28 2015-06-02 Yes
547 2003 Alive Male CGD GP21-phox{CYBB) 2015-12-28 Yes
561 1988 Alive Male CGD P47-phox (NCF1) 2015-12-21 2015-11-10 Yes
562 1892 Alive Male CGD GP91-phox(CYBB) 2015-12-21 2015-02-05 Yes
573 2002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes
574 2002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes
575 1081 Alive Male Agamm aglobulinemia Btk. (x-linked) 2015-12-28 2015-12-19 Mo
576 1939 Alive Male Agammaglobulinemia Btk. (x-linked)
577 1989 Alive Male Agamm aglobulinemia Btk (x-linked)
578 1009 Alive Male Agammaglobulinemia Btk. (x-linked)
1448 1908 Alive Male Agammaglobulinemia 2015-12-28 2015-10-14 Mo
1742 1896 Alive Male ALPS CDO5 (germline - ALPS 18) 2015-12-28 Yes
1975 2005 Alive Male SCID Artemis 2014-10-26 Na
1976 1891 Alive Female ALPS CDO5 (germline - ALPS 14) 2015-12-28 2015-12-19 Yes
& PageDofﬁ . H View 1 - 15 of 85

Export: | CSV  EXCEL | ODS | (PDF || RTF /| XML

The new ESID Registry System V2.1 on Grails 2.3.2 - Application Version: 2.1 [Build #3 by ru 2016-04-04 14:40 - production)
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@ hitps:// coi-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ C || @ The new ESID Registry Syste...

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 2540 unl o Logom

O Select patient = New patient # Account Settings 7 HELP -
All patients | Show patient names (@ (¢ (-]
ESID ID Year of Birth Living Status Sex PID Diagnosis Gene Last Date Of Docu Date of Last News Level 1 Complete
[ [ER | x | [al v]x | [Al MER | x || | x || | x || |x | [al V] x
335 1992 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-11-17 2015-10-27 Yes
546 1885 Alive Male CGD GP21-phox{CYBB) 2015-12-28 2015-006-02 Yes
547 2003 Alive Male CGD GPO1-phox(CYBB) 2015-12-28 Yes
561 1888 Alive Male CGD P47-phox (NCF1) 2015-12-21 2015-11-10 Yes
562 1902 Alive Male CGD GPO1-phox(CYBB) 2015-12-21 2015-02-05 Yes
573 2002 Alive Male Agamm aglobulinemia Btk (x-linked) 2015-12-21 2015-07-21 Yes
574 2002 Alive Male Agamm aglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes
575 1981 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-28 2015-12-19 Mo
576 1089 Alive Male Agamm aglobulinemia Btk. (x-linked)
577 1939 Alive Male Agammaglobulinemia Btk. (x-linked)
578 1999 Alive Male Agamm aglobulinemia Btk (x-linked)
1448 1008 Alive Male Agammaglobulinemia 2015-12-28 2015-10-14 Mo
1742 1996 Alive Male ALPS CDO5 (germline - ALPS 14) 2015-12-28 Yes
1975 2005 Alive Male SCID Artemis 2014-10-26 No
1976 18091 Alive Female ALPS CDO5 (germline - ALPS 14) 2015-12-28 2015-12-19 Yes
& PageDofﬁ oo v View 1- 15 of 85

Export: | CSV  EXCEL | ODS | (PDF || RTF || XML

The new ESID Registry System V2.1 on Grails 2.3.2 - Application Version: 2.1 [Build #3 by ru 2016-04-04 14:40 - production)
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& https://mainzelliste-freiburg.gesakon.de/ESIDPatier O ~ & & I (& Enter personal data for a ne... *

Enter personal data for a new patient

Information

This web application manages and stores identifying patient data (IDAT) for the ESID Registry, consisting of the fields below.
It uses the data entered in these fields to find possible matches in the current list of entries. After you have submitted the data below, your web browser
will return to the main server pages. In case of a direct match, you will be redirected to the matching entry, in case this patient belongs to your centre.
Please make sure to read the messages displayed after returning to the main server.

= [ffirst or last name consist of multiple components, enter all components, separated by spaces or hyphens, in the appropriate field.
= In case of compound names, check if they are written as one word (like "Annalena") or separated ("Anna-Lena").
= Enter the birth name only if it differs from the last name.

= The fields marked with * are mandatory.

First name(s):
Last name :

Birth name :

Date of birth :

Personal data

|{e.g. Sansa)

|{e.g. Lannister)

|{e.g. Stark)

* (if different)

[YYYY-MM-DD |+

City of residence - [24DA42 ||(e.g. The Eyrie) |

(Postal code f City)

| Add patient || Cancel |

This service is operated by: ESID Online Registry coordination, CCI, University Medical Center Freiburg, Tel. +49 761 270 78171

Mainzelliste Copyright ® 2013-2015 Martin Lablans, Andreas Borg and Frank Uckert. Licensed under the GNU Affero General Public License (AGPLv3+). More information: hitp:/www mainzelliste de.
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8 hitps:// cci-esid-reg.unikdinik-freiburg.de/EERS/pati O ~ @ C || 29 The new ESID Registry Syste...

20 The new ESID Registry System

O Select patient = New patient

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

29%:40 until Auto-Logout

# Account Settings ? HELP - QUNEeloli}}

All patients = Show Wient names (-]
ESID ID PID Diagnosis Gene Last Date Of Docu Date of Last News Level 1 Complete

[ Jx || | x | [al vlx [al v]x || |2 || |2 || |2 || |x  [Al v x

335 1602 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-11-17 2015-10-27 Yes

546 1985 Alive Male CGD GP91-phox(CYBB) 2015-12-2§ 2015-06-02 Yes

547 2003 Alive Male CGD GPO1-phox(CYBB) 2015-12-28 Yes

561 1988 Alive Male CGD P47-phax (NCF1) 2015-12-21 2015-11-10 Yes

502 1982 Alive Male CGD GP91-phox(CYEB) 2015-12-21 2015-02-05 Yes

573 2002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes

574 2002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes

575 1981 Alive Male Agamm aglobulinemia Btk (x-linked) 2015-12-28 2015-12-19 No

576 1089 Alive Male Agammaglobulinemia Btk. (x-linked)

577 1080 Alive Male Agammaglobulinemia Btk. (x-linked)

578 1999 Alive Male Agammaglobulinemia Btk. (x-linked)

1448 1998 Alive Male Agammaglobulinemia 2015-12-28 2015-10-14 No

1742 1996 Alive Male ALPS CDO5 (germline - ALPS 14) 2015-12-28 Yes

1975 2005 Alive Male SCID Artemis 2014-10-26 No

1976 1981 Alive Female ALPS €005 (germline - ALPS 14) 2015-12-28 2015-12-19 Yes

i PageDDfﬁ »oe[is V] View 1 - 15 of 85

Export: | CSV || EXCEL || ODS RTF || XML
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 https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati © = @ & || 8 The new ESID Registry Syste... %

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

e The new ESID Registry System 2540wl A Lo

O Select patient = New patient # Account Settings 7 HELP - QeMEelelalily

1 ] ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17]v | Last news: 2015-10-27 © Follow up

Consent ¥ Studies | way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ Ig-Repl. ¥

Edit Patient
Patient Consent ? ® signed O Not applicable (deceased)
Date of birth ? Year: /1992 Maonth: 4
Country of Birth ® b Greece O currently unk. O Truly unk.
Country of current residence x| ? £ Greece O currently unk. O Truly unk.
Sex O Female ® Male O Currently unk. O Truly unk.
Familial Case ? ONo ®vyes O currently unk. O Truly unk.
Index patient ? show family list
Index patient is the patient's ?
This is the index patient ]
More than one index patient ? Il
Twin O No ® ves: identical O Yes: non-identical
 Yes, but heredity unknown O Currently unk. O Truly unk.
Consanguinity of parents ? C o * L
O currently unk. O Truly unk.
Documenting Centre Athens, Aghia Sophia Childrens Hospital

Save | Reset || Edit IDAT (name...)

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 (Build #3 by ru 2016-04-04 14:40 - production)
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@ https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ & || 59 The new ESID Registry Syste...

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 2552 il Ao Lo

O Select patient = New patient # Account Settings ? HELP ~ RUMEKeleolin]
| ]- ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17v | Last news: 2015-10-27 © Follow up
Patient ¥ m Studies | way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ Ig-Repl. ¥
Consent List - Click on a row to edit data or add a new entry: Add New -]
Date of signature Consent version Version unknown Research Option Pharma Option
Yes Yes Yes
] PageDofl 15 W View 1-1of 1

Export: | CSV | EXCEL |ODS |PDF | RTF || XML
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@ https:// cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ C || 29 The new ESID Registry Syste...

User: Maria Kanariou

E}ia Th e new ESID Reg istry System Centre: Athens, Aghia Sophia Childrens Hospital

29:52 until Auto-Logourt

O Select patient & New patient # Account Settings 7 HELP -~ UNEeleloli}y

:- ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17]v | Last news: 2015-10-27 © Follow up

Patient ¥ Consent ¥ Way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ Ig-Repl. ¥
Create Studies

Name of study
Date of Registration 2

Study Patient 1D

Save || Reset

The new ESID Registry System V2.1 on Grails 2.3.2 - Application Version: 2.1 [Build #3 by ru 2016-04-04 14:40 - production)



HAekTpovikn KaptéAa AcOevong

83 https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ C || 22 The new ESID Registry Syste.. *

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 253 unl Ao Logo

£ Select patient = New patient # Account Settings ? HELP ~ RVEEeleelif)

= + ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17[v | Last news: 2015-10-27 © Follow up

Patient ¥ Consent ¥ UL Way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ Ig-Repl. ¥

Edit Way to Diagnosis

Date of first clinical diagnosis of PID (% | ? Year: (1993 Month: 9 Day: 20 O currently unk. O Truly unk. O oOnly genetically diagnosed

First PID-related symptom(s) ? M Infection
[] Immune dysregulation ?
[ Malignancy
[] syndromal manifestations ?
[] Other ?

[] First symptoms currently unk. | 7
[ First symptoms truly unk.

Mo PID-related symptoms at all U

Date of onset of symptoms ? Year: /1993 Month: 2

Save || Reset

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 {Build #3 by ru 2016-04-04 14:40 - production)



HAekTpovikn KaptéAa AcOevong

83 https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ C || 22 The new ESID Registry Syste.. *

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 2551wl Ao ogou

£ Select patient = New patient # Account Settings ? HELP ~ RVEEeleelif)
= + ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17[v | Last news: 2015-10-27 © Follow up

Patient ¥ Consent ¥ Studies | way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ Ig-Repl. ¥

Current PID Diagnosis

Current PID diagnosis ? £ Agammaglobulinemia
Affected gene ? Btk. (x-linked) Search PID by Gene
Additional genes ?
Date of genetic diagnosis x| (? Year:|1997 Month:|9 Day: O currently unk. O Truly unk.
Lab that performed the genetic analysis (x| ? ? @ currently unk. O Truly unk.
S T 2 G ® Gene sequencing O Whole exome/genome sequencing ) Non-genetic definitive test
O currently unk. O Truly unk.
) ) ® Analysis following clinical diagnosis O Family screening O Prenatal diagnosis
Reason for genetic analysis x||?

O Diagnosis by neonatal screening O currently unk. O Truly unk.

Save || Reset | Add new entry

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 {Build #3 by ru 2016-04-04 14:40 - production)
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HAekTpovikn KaptéAa AcOevong

82 https://cci-esid-req.uniklinik-freiburg.de/EERS/pati O ~ @ & || a2 The new ESID Registry Syste.. ¥

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

e  The new ESID Registry System 2552 unil Ao Logou

£ Select patient & New patient # Account Settings 7 HELP ~ RUNEeleeliN)

: + ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17|v | Last news: 2015-10-27 © Follow up

Patient ¥ Consent ¥ Studies | way to Diagnosis ¥ PID Diagnosis ¥ Ig-Repl. ¥

Edit Status

Date of last news from patient | 2 2015-10-27 [INo news from patient since last documentation

This is the date of the ? ® last clinical visit (O last news (phone, letter etc) O Currently unk. O Truly unk.
Current status ? ® Alive O Deceased O Lost to follow-up ) Discharged after complete recovery
Changes to diagnosis ? ® No change (O PID diagnosis has changed O No PID after all

Current Ig replacement ? ®yes (ONo O currentyunk. O Truly unk.

HSCT ? COves @WnNo Ocurrentlyunk. O Truly unk.

Gene therapy ? Oves @No Ocurrentlyunk. O Truly unk.

Save || Reset

The new E5ID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 {Build #3 by ru 2016-04-04 14:40 - production)



HAekTpovikn KaptéAa AcOevong

m https:// cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ € || 29 The new ESID Registry Syste...

User: Maria Kanariou
Centre: Athens, Aghia Sophia Childrens Hospital

£3i0  The new ESID Registry System 2543w AutoLogou

£ Select patient = New patient

# Account Settings 7 HELP -~ [RVNEe/eelil]

: » ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Doc. date: 2015-11-17v | Last news: 2015-10-27 © Follow up

Patient ¥ Consent ¥ Studies

Edit Ig-Repl.
Current brand name x| [?

Current route of administration
Current place of administration 2
Patient’s current weight x [?

Current dose ?

Current dose (total amount) (% | ?

Dose unknown x (7
Interval for this dose ?

x
Interval unknown X [?
Current side effects ?

Save | Reset || Load previous data

Way to Diagnosis ¥ PID Diagnosis ¥ Status ¥ 1g-Repl. ¥

HyQvia / Baxter O currently unk. O Truly unk_
® subcutaneous O Intramuscular ) Currently unk. O Truly unk.

® Home O Hospital O Hospital: inpatient
O Hospital: outpatient O Both (home and hospital) O Office outpatient O Currently unk. O Truly unk.

85 kg O currently unk. O Truly unk.

412 mg/kg body weight ~ Dose per month:412 ?

3500 Ograms @ milliliters

O currently unk. O Truly unk.

select interval-type first: O every x weeks or days @ x time(s) per week, month or year
1 [time(s) per Oweek ®month O year

O currently unk. O Truly unk.
Oves ®No Ocurrentlyunk. O Truly unk.

The new ESID Registry System V2.1 on Grails 2.3.2 - Application Version: 2.1 [Build #3 by ru 2016-04-04 14:40 - production)
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Eicaywyn (Login) oto ESID Registry

- J = The new ESID Registry S x %
\

‘(— C M & https://cci-esid-reg.uniklinik-freiburg.de/El

|
[;‘ Suggested Sites &[] Imported From IE

£3i2 The new ESID Registry System

HELP

Login
Username

Password

Login

Forgot your login or password?

The new ESID Registry System V2.1 on Graile 2.5.2 - Application Version: 2.1 (Suild #9 by ru 2018-04-02 14:40 - production)
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AAN\ayn N\wooag

User:
Centre: Athens, Aghia Sophia Childrens Hospital

i The new ES'D Registry System 29:47 until Auto-Logout

) Select patient & New patient # Account Settings ? HELP . [EUMNeleielizp

Edit user data

Username

Change Password Change Password

Centre Athens, Aghia Sophia Childrens Hospital
Title

First name

Last name

Gender (sex) ® Female Male Currently unk. Truly unk.
Profession

Email

Alternative email address

Telephone +302132013762763

Fax number

Aghia Sophia Children s Hospital
Dept. Immunol & Histocompatibility
Thivon street, Goudi

Address
Z
Postal code 11527
Town Athens
Country of living O Greece

Affiliation (for publications)

Display names in list ? v
Cache patient list locally 2

Patient List size ? 30 v
Language ? | English v |
App Theme | English |

S5 | Greek |
Display animation ? : :

in info dialogs

Save Reset

[TatAoTe «Save»

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 (Build #8 by ru 2018-04-04 14:40 - production)



AAN\ayn N\wooag

User:
Centre: Athens, Aghia Sophia Childrens Hospital

E3i0 The new ESID Registry System e

Select patient & New patient

Edit user data

Username

Change Password Change Password

Centre Athens, Aghia Sophia Childrens Hospital
Title

First name

fsstiiana , [1a va epappoaTei N aAAayrn NG

Gender (sex) ® Female Male Currently unk. Truly unk.

YAWOOOG, TTPETTEI VO KAVETE €K
:T:::natwe email address VéOU Iogin O-TO ESID Registry

Fax number

Aghia Sophia Children “s Hospital
Dept. Immunol & Histocompatibility

270 TTAVW OECIA NEPOC TNC
oeAidag, KavTe KAIK 0TO «Logout»

Town Athens

Country of living Greece

Affiliation (for publications)

Display names in list ? L4 ZTr] O-UVéXEIG, KdVTg sK VéOU Login

Cache patient list locally 2

Patient List size ? 30 v

Language ? English v

App Theme English
. Greek

Display animation ? !

in info dialogs

Save Reset

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 (Build #8 by ru 2018-04-04 14:40 - production)



EAANVIKN ékSoon

B3 https:// cci-esid-reg.uniklinik-freiburg.de/EERS/pati 2 ~ @ C || @0 The new ESID Registry Syste... %

Xpriomc: Maria Kanariou
Kévipo:  Athens, Aghia Sophia Childrens Hospital

£3i0 The new ESID Registry System 2920 unil Ao ogon

£ Emihoyr aoBeviy & Néog aoBevrig # PuBpioeig Noyapioopod  ? BOHOEIA -

VAol ol aoBevEic | NMpopold ovopdrwy aoBevaw | @ ¢ (-]
ESID ID "ETog yEwnong Nopoloa KardoTaon biko Adryvwaon MAA Fovibio Hugpopnvia Teheutaiag ko1 Hpepopnvia teheuTtaiag £ Emimebo 1 ohokAnpupév

[ |x || |« | [al vlx (Al v]x | |x || |x || B |x  [al v x

335 1602 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-11-17 2015-10-27 Yes

546 1885 Alive Male CGD GP91-phox{CYEB) 2015-12-28 2015-06-02 Yes

547 2003 Alive Male CGD GP91-phox{CYEB) 2015-12-28 Yes

561 1888 Alive Male CGD P47-phox (NCF1) 2015-12-21 2015-11-10 Yes

562 1902 Alive Male CGD GPO1-phox{CYEB) 2015-12-21 2015-02-05 Yes

573 2002 Alive Male Agammaglobulinemia Brk. (x-linked) 2015-12-21 2015-07-21 Yes

574 2002 Alive Male Agammaglobulinemia Btk. (x-linked) 2015-12-21 2015-07-21 Yes

575 1981 Alive Male Agammaglobulinemia Btk. {x-linked) 2015-12-28 2015-12-19 Na

576 1989 Alive Male Agammaglobulinemia Bk, (x-linked)

577 1089 Alive Male Agammaglobulinemia Btk. (x-linked)

578 1009 Alive Male Agammaglobulinemia Bk, (x-linked)

1448 1008 Alive Male Agammaglobulinemia 2015-12-28 2015-10-14 No

1742 1984 Alive Male ALPS CDo5 (germline - ALPS 14) 2015-12-28 Yes

1975 2005 Alive Male SCID Artemis 2014-10-26 No

1976 1891 Alive Female ALPS CDO5 (germline - ALPS 14) 2015-12-28 2015-12-19 Yes

i PageDofﬁ > .. View 1 - 15 of 85

Export: | CSV || EXCEL || ODS | (PDF || RTF || XML
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83 https://cci-esid-reg.uniklinik-freiburg.de/EERS/pati O ~ @ C || 2@ The new ESID Registry Syste.. *

XpRomnc: Maria Kanariou
Kévrpo: Athens, Aghia Sophia Childrens Hospital

830 The new ESID Registry System 2547 il Ao Lo

£ Emhoyi aoBevy & NEog aabevrig # PuBpigeic hoyapiaopod ? BOHOEIA - UNSSLF
:- ESID ID: 335 - Diagnosis: Agammaglobulinemia - Year of birth: 1992 - Age: 24 / Hpepopnvia kataypagiic: 2015-11-17|v | TeAeutaia véa: 2015-10-27 © TMapakohoiBnon

T e Fuykardfeong ¥ Mehéteg | Tpomog Bidyvwong ¥ Mdyvwon MAA ¥ KardoTaon ¥ Ymokardotaon pe y-ogaipivy ¥

Emsgepyaoia Aobeviic
TuykardBeon AoBevolc ? @ signed (O Not applicable (deceased)
Hyepopnvia yewniozwg ? ‘Eroc: 1992 Mivag: 4
Xwpa yevijoswe *® £ Greece O currently unk. O Truly unk.
Xwpa mg Tpéyoucac Siapovig (x| 7 £ Greece O currently unk. O Truly unk.
Diko (O Female ®Male O Currently unk. O Truly unk.
Oikoyeveiakd 1aTopIke ? ONo ®ves O currentlyunk. O Truly unk.
Apyikdc AaBeviig ? Oeite Tnv olkoyEvEIoKij AioTa
= Iyfon pe Tov apyké aobevn ?
Autdg gival o apyikdg aoBevig O
More than one index patient ? O
Twin U No ® ves: identical O Yes: non-identical
O Yes, but heredity unknown O Currently unk. O Truly unk.
Consanguinity of parents ? - &z @l
O currently unk. O Truly unk.
Documenting Centre Athens, Aghia Sophia Childrens Hospital

Amofrikevon || Emavagopd | Emegepyacia IDAT (6vopa..)

The new ESID Registry System V2.1 on Grails 2.5.2 - Application Version: 2.1 {Build #3 by ru 2016-04-04 14:40 - production)
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)’ Xoumooio
MpwTomadseic AVvooOoaveTAPKEIES
Maidiarpikn Avoooloyia

21 - 22 AnpiAiov 2016
Movotio KukAadikng Téxvng - Aénva

TovoyilovTag....

To KaALTEPO epyaAcio yia TNV PeATIOON TS AYWYNS Kal TNV TPO0&0o
OTn O£PATTELTIKN AVTIHETOMION TOV acOevav pe MNpwromabdsic
AvVOOOAaVETTAPKEIEG, OTTG O& OAA TA OTTAvIa VOONHUATA, givai n
oLAAOYN §eSoUEVV O OXEoN ME TN SiIAyv®OoN, TA COUTITOMATA Kal
TNV £§ENIEN TOV APPRDOTWV.

H kataypa®pn OA®YV TGOV TEPICTATIK®YV, N aviaAAayn Seiypdartwy, ol
odnyicg yia Ta SiayvwoTiKa KpIiTnpla Kal pedodoloyieg Siayvoong
Kal Ogparmeiag amoteAovy BgpeAiIakovS AiBouvg yia TV MPoodo oTo
X®OPO TRV MNpodToTTadcmv AvoooavEeETAPKEI®WV.

Me TnVv Karaypagpn avtn EmMTOYXaveral n Snuiovpyia Hiag
Se€apevng/mNyNGg HEAETNG TGOV AITIOV, HNXAVIOH®YV, TOL YEVETIKOL
LITOCTPWHATOG KAl OEPATTEiag oTA CLYKEKPIMEVA Voo hUaTa.

EmmAgoyv, Ba £x&l G CLVEEIA TNV KAALTEPN TTapakoAovOnon, TN
YV@ON TN OLXVOTNTAG TOLGS OTN XWEA HAG, TNV TTPEAYHATIKN
EMITTOON TNS VOoOL oTn Anuooia Yyeia.
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21 - 22 AnpiAiov 2016
Movotio KukAadikng Téxvng - Aénva

Emaypoumvnon
'Eykaipn Siayveoon

ATTOTEAECUATIKN AVTIMETOTTION/Ogpareia



Bpspog nou yevvnOnke apxeg IouAiou 2010 o noAn skTog ABnvmv

Eionxbn os Movada Neoyvwv snapxiakoUu NoCOKOWEIOU KAl KaTonv
eNIKOIVWVIag Ue Tn ZuvTtovioTpia AicuBuvTpia Tou Tunparoc, K. Mapia
Kavapiou, peTepepBn Tov Auyouoto 2010 oro Noookopsio Maidwv
«H Ayia >o@ia»

Ao TO OIKOYEVEIAKO I0TOPIKO avayvmpioTNKE UNapEn OUYKEKPIPMEVNG
MAA kail oraABnke dsiypa yia Tautonoinon The vooou oTo Seattle
Childrens Hospital To Zentepppio 2010

AoBnkav 0dnyisg yia voonAsia kar Nnpo@UAAKTIKR aywyn Tou Bpe@oug

‘Eyive aitnon yia Mstapooxsuon ApxEyovmy AlponoinTikwv KutTapwyv
kair avalnTnon doTn

TauTtonoinon vooou, ZenTeuBpiog 2010
EUpeson dotn, NoguBpiog 2010
NMpayparonoinon HETApNOCXeUoNG, AekeuBpiog 2010

SAMEPa €ival uno napakoAouBnon kai N KAIVIKA Tou nopeia €ival noAU KaAn

To ZenTepPBpio 2011 . . | 2016
BanTioTnke... X o )
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TaSiarpikri Avocohoyia
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