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To Turiua pag oto Nogokopsio IMpouTr68E0n Via TNV KaTaypagn Twv agBeviv €ivai n ouyKaTdBear Toug utroypdeovTag Tnv avrioTorxn SAWoN TUYKaTassonC;
N AfAwon guykardBsonc via svNikeC agBeveic
revikég MAnpogopieg AAWOn GUYKATABEONC Via TTaIBlaTpIKoUC aoBEVEiC (T Covéa — Foveic i Kndeudva &
MapatopT agBevolg aTo
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AHAQIH IYTKATAOEIHI

M Evijhikeg AoBeveis

MAnpodopies yia tov aoBevd kau Sihwan cuykatdBeang yia TV dOAatn Twv
- Bnpiooyiku otV nhextpovikn Baon ebopévwy yia Tig
NpwronaBeis AvocoavendpKeLes (KaTENW eviépwang)

Ninpodopieg yia toug aoBeveig

To Turipa

ouppeTéxel ot épeuva Tou Kévtpou Avadopds yia Mpwronadelq Avosoavemdpkeieg-
1\

Nauratpikr ia, Tuipa Aoyl pBatdtnrag tou Nosokopelou Naibwy
«H Ayia Zodia» oe cuvepyasia pe v Eupwnaixh Etalpsia yia 11§ AVOCOQVEMAPKEIES
(Europ Society for Immunod rcies- 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
Seltepng ceAiBag.

Zkomog Tou épyou

IKOMOE TOU €pyou elval n SUAROYH KAWVLKWY KOl EPYacTnpLaKwy SeSopéviuy Twy agBeviy e
Npi en A api 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,

in Te i KL wg 3 Siber v Suvardtnra otoug Bepamovieg
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.

0¢ ex Toltou, Ta wtpikd SeSoufva  Twv acBeviv mou cuMhéyovtal, uldocovtal
HOKPOTPOBECHA Kal yiat adpLoTo Xpove ot Paon Tou Tuipates. Ta Sebopéva autd unopel
va eivou SaBéowua, kol pove pe T oOpdwvn yviopn Tou Bepamovia watpol cag, of
EPELVITIKG. KEVTPE MOV avrikouv r oxetifovral pe... Auta uropei eniong va eivar KEvipa
nou v otnv Bepaneia twv N H WV, EPELVITEG MOU
eferdlovy Ty armonaoyévea Twy MAA § embnuokdyoL.

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

Acddy Twy wtpwy Sebopévwy oag oty Bdan Sedopévwy

Moévo Belopéva oxenidpeva pe TV TPk cag katdotaon (étog yéwwnong [Oxu
nMepopnvial, anotedéopata epyactnpiaxy efeTdoswy Kat KAwikd otoueia) oudhéyovtal
kew enefepyalovial autépata pe mAfen avwvupia. Méve o Bepdnwv watpdg éxer
Suvardtnta £ TPy Kat wv Gelope WOTE Va EMKALPONOLAOEL Ta
oroigeia ouykekpuvou aoBevd. Emlang Ta oroysia mou sival mpoc emefepyacia
KkwiKkoRGOUVTaL, To omoio cnuaivel 6T ol TAnpodepies mou AauBdvovral ané v Bacn
BeSopévwy elval auivupE Vi Toug EpeuVNTéC Tou Ta emefepydlovtal. H Tautonoinan

ouykekpygvou aoBevi eival aduva.

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 il GuECT HE 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 amd tv épeuva ta otouela oag Sev Ba duldyovtar mhéov xat Ba
Buarypidovtal and Ty Béan SeSoUEVWY KATOTLY aLTAETOR,

EuXapLoTOUpE yia TN GUpHETOY oag.
Itoela enikowwviag

Mapia Kavaplou

Zuvtoviotpia ALeuBivepla

Kévtpo Avadopag kaw Eibikd Kévipo ywa Mpwronabeis Avocoavendpkewes-Naubiatpirn
Avocohoyia, Tufua Avooohoyias-lstogupBarétnrag

Nogokopeio Nalbwy «H Ayia Zodian

Onpuv & Nannadiapavtonotiou, TK:11527, ABrAva

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

\\

AT AT 4 é
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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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= 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 {J.

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

£3id The new ESID Registry System 2580 il P Lo

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

£3i0 The new ESID Registry System L

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

£3i0 The new ESID Registry System T

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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User: Maria Kanariou

23D Th e new E s I D Reg iS try Sys tem Centre: Athens, Aghia Sophia Childrens Hospital

2952 until Auto-Logout

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 ¥ 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
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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)






