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INenko3s! Bbibop, nepea KOTOPbIM Mbl CTOUM.

Kaxabin rog B EBpone seissnstoT nenkos y 100 000 nauuneHTos, a 8 CLUA
= okono 45 000 yenosek. OBLLECTBO TEPSIET MHOXECTBO XXU3HEN, U 3TO
emy 06xoamnTCcs o4eHb 4OpPOoro.

Heobxogumo peWwnTb CNOXHYH0 3a4a4vy NOBbIWEeHNA Bbl)KNBAEMOCTHU
nauyneHToB N HAy4YNTbCA Bblle4YnBaTb nemnkos.

ELN ®oHa nogaepkmBaeT eBPONENCKYH aHTUNENKO3HYO
accoumnauuio (European LeukemiaNet, ELN) B ee pessitenbHocTH,

* N0 yny4vlweHn oKka3aHNK NOMOLLN O0mbHbLIM NENKO3aMn B LIESIOM,
nB EBpone B YaCTHOCTMH,

* no obecneyveHunto / rapaHTMm BbICTPOro AoCcTyna K caMmblm
COBPEMEHHbIM NeKapcTBaM U MX MCNOMb30BaHUS,

¢ NO NOBbILLIEHNIO Ka4eCTBa U yBENMIM4EHNIO cpe,u,Heﬁ
npoAOJIKUTENBbHOCTU XNU3HN NAaLUMEHTOB C nernkosamu,

* no obecnevyeHnto Bpayen pekoMeHaaumsaMm, oTBevaoLwmmm
caMblM COBPEMEHHbIM TpeboBaHUSAM, N0 NIe4YEeHNI0 BCEX BUAOB
JIeKo30B,

* aTakxe ObICTPOMY pacnpoCTpaHeHUIo onbiTa U NyGnukaumm
HOBEWLLNX AaHHbIX, HAapsay ¢ NpoBeAeHneM obpasoBaTebHbIX
MEPONPUATUIA HA BCEX YPOBHSX.

[lomo2ume HaM usMeHUmMb cumyayuro
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NMpeancepatenn ELN ®oHpa

Hoporve apyses n napTHepsi!

Jleko3bl 3TO He NPocTOo cnoxHasa npobnema obliecTea, 3To
TakXe 3Ha4YnTENbHbIN PUHAHCOBLIN (haKTop, TaK Kak 3To
3aboneBaHue 3aTparMBaeTt BCe BO3paACTHbIE TPynnbl.

B Mmype n B EBponenckom cot3se B YaCTHOCTU CYLLEeCTBYHOT
3HauYuTenNbHblE Pa3nMyuns B BbiSIBIEHWUU, YPOBHE
CMEPTHOCTU U BbIKMBAEMOCTM BOJbHbLIX NIEAKO3aMMU.

CnepoBaTternbHO, cenyac Kak HMKorga BaXXHO o0beanHUTL
ycunusa B 6opbbe ¢ aTuM 3aboneBaHnem.

B HacTosiLee BpeMd JOCTYNHOCTb Jie4eHNA N Ka4eCTBO
NoMoLLM, OKasbiBaEMOWN NauneHTam, 3Ha4uTeNbLHO
pa3nn4yarTcA. BepOFlTHOCTb BblXXMBaHUS B O0ONbLLOM
cTeneHn 3aBuUCUT OT TOro, rae OHM poanITNCb U XKNUBYT, K
KaknMm coumnarnbHO-3KOHOMUYECKUM rpynnam npuHagnexar,
a Takxe OoT Buaa nerkosa.

ELN ®oHp - aTo 6GrnarotBopuTENnbHas HEKOMMeEpPYECKast
opraHusauus, kotopasi 6bina cosgaHa B noaaepxky ELN,
4YTOObI 06PATUTL BHUMAHWE Ha 3TW Pa3NUYNS U yNy4vlInTb
oKasaHue nomMoLum 6onbHbIM C neriko3amu u B EBpone 1 Bo
BCEM MUpE.

doHA npeanaraeT OCTYN K HALWLeMYy anbsaHCy
uccneposaTenemn, npeactaBmMTenen apmakonornyeckon
oTpacnu, NONUTUKOB, rPynmn NauMeHTOB U MeAULMHCKNX
pabOTHMKOB, YTOObI Ny4yLle NOHATL MPUYUHBI PA3BUTUST U
nporpecum nerkosa u cnocobcTeoBaTh pa3paboTke HOBbIX
cTpaTerum neyeHns 1 MeaukameHTOB.

doHa ByaeT ncknounTenbHO NpusHaTeneH u 6narogapeH
3a N6y NOMOLLb, KOTOPYH Bbl MOXETE OKa3aTb HaMm, Tak
Kak Ball BKnag v noaaepkka yBenuynT Haluu WaHchl B
nobene Hajg nenkosamu.

C yBaxeHuem,

(e

P. XenbmaHH.
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ELN ®oHp

ELN ®oHp aTo 6narotBopuTenbHas HekoMmepyeckas
opraHu3auus, kotopast 6bina cosgaHa Anst NoaaepxKA
ELN.

ELN — 310 coobLLieCcTBO, KOTOPOE K HACTOSILLEMY
BpemeHu 06beanHmno cabiwe 100 HaumoHarnbHbIX
nccneaosaTenbCKMX rpynmn v X MeXaMCLMNIIMHaPHBIX
napTHepoB. B ee cocTare 6onee 1000 Bpaver n
uccneposartenem us 169 yupexaeHnn B 33 ctpaHax Ha
YeTblpex KOHTUHEHTax: EBpone, CeBepHon Amepuike,
Asun 1 AscTpanuu.

Wx coBmecTHas AesATenbHOCTb BHeCa OonbLUION BKag,
B YBENMYEHUM BbPKMBAEMOCTU 1 MOBbILLEHUIO KavecTBa
XU3HN BOMbHBIX C NenKo3amu BO BCEM MUpe.

Muccusa ®oHaa

ELN ®oHg 6yaet ucnons3osaTb BO3MOXHOCTM ELN

KaK pa3BUTON 1 HAaOEXHOW CETU (HENPEB3OMAEHHOE
MacTepcTBO, YMEHMWE, UCKYCCTBO, COBEPLLEHCTBO, OMbIT)
[ONs pasBUTKS NapTHEPCTBA U HOBbIX MAEW, a TAKXKE
06beanHeHNs Bcex cun ans 6opbObl ¢ nevikozamu.

HE Yito mbl Nnpeanaraem?

ELN ®oHa npegnaraet MHayCcTpum UCNonb3osaTthb
NpPenMyLLEECTBO COTPYAHUYECTBA NyTEM NpeaocTaBneHns
[0oCTyna K HawweMmy anbsiHcy. OH o6beauHseT

HaLLy MeXayHapOAHYH0 CETb MEAULIMHCKOrO U
MEXAUCUMMIIMHAPHOTO Hay4HOrO OrbiTa B cdepe 60pbobI
C NenKo3amm 1 yupexaeHns 30paBooXpaHeHns, Kak
rocyAapCTBEHHbIE TaK U YaCTHbIE, KOMMEPYECKUE 1
HEKOMMEPYECKNE OpraHn3aLmn, UHOYCTpuIo,
NOMMTMKOB W rPynMbl MaUMEHTOB.
Llenbto o6beanHeHus siBnsieTcs
npoBegeHNne KIMHNYECKNX
nccneaosaHun n
yckopeHwve pa3paboTku

I Yem Mbl 3aHMMaeMmca?

Yro mbl penaem?

DestenbHocTb ELN ®oHaa

ELN ®oHp 6ynet nogaepxmsats ueny ELN: nonck
WCTOYHUKOB (pMHaAHCUPOBaHNS NS OCYLLECTBEHNS
nccneaoBaTernbCKMX NPOEKTOB MO pa3paboTke HOBbIX
METOA0B ANarHOCTUKN U TepaneBTUHECKUX Npoueayp Ans
NaLMeHTOB C Nenkemmen n yupexaeHus Esponenckoro
pervcTpa nauneHToB C NenkeMmnei, YTobbl TakuM 0GpasoM
Yry4LINTb KAYECTBO NeYEeHNs 1 ero pesynbraThbl A BcexX
BMOB NENKO30B.

Hawa uenb

Hawwa Lenb 3TO nepeaosble nccrnenoBaHns, KIMHUYECKUI
orbIT 1 0OMeH ny4ywnMn pesynsratamu, nonyy4yaembiMn B
mMupe, YTOObI Hay4nTbCA n3nednBaTtb BCe BUObI TNEenKo30B.

Hawwu 3agaum

* ObecneymnTb NMMAEPCTBO B Yry4LLEHUM MPOUNaKTUKK,
CKPUHWHIE U nNeYeHnn 3aboneBaHnsa pacnpocTpaHeHnn
onbITa B MMPOBOM macLuTabe.

* AKTVBU3NPOBaTb KINMHUNYECKWE UCTIbITaHNSt HOBbLIX
MeAMKaMeHTOB ANs NEYEHNNs NENKO30B 1 NpoBOAUTL
HornbLuee KONMYEeCTBO KIMHUYECKUX UCCIeJ0BaHUN B
Espone.

* MaumeHTsI Nonyyat Gornee GbICTPe JOCTYN K HOBENLLIUM
nekapcTBaM 1 6orbLUY0 BEPOATHOCTb UX MPUMEHEHVSI.

* YnyuLmTb CTaH4apThl NpoBeAeHUS
KITMHWUYECKMX UCTIbITaHWI, OKa3aHWsi
NomoLLY BoMbHLIM 1 06pa3oBaHUS.

* YupeOuThb perucTp

neKkapCTBEHHbIX CPeACTB
NPOTUB NENKO30B.
ELN ®oHg
np1coeamHUIcs

K MHMUMaTuBe
eBponenckomn
komucenu: «bopbba
¢ pakom» (“Action
Against Cancer”),
YTOObI YNyYLLINTb

NauveHTOB C Neriko3amm
B EBpone, 4TobbI

obecneymnTb KNMMHULMCTOB
TeKyLLen nHgopmaumen

* [oBbICUTL CpeaHIoo
NPOJOMKUTENBHOCTb U
Ka4eCTBO >KU3HU ThbiCSY

NaLneHTOB C Nerko3amm

ocBeOMITIEHHOCTb O
Neriko3ax 1 okasaTb

BO BCEM MUpPeE.

noaaepXKy nauueHTam,
npeaocTaBnss UM
nHopmaLmio 06 nx
3aboneBaHuu.
Hamepenue ELN ®oHaa coctonT B
MCMOSb30BaHNM MHOTMOHaLMOHAIbHOM
cet ELN B npoaswkeHnn nccnegosaHui
NENKO30B BO BCEM MMPE, YTOObI CMACTU XKM3HN 3a CHET
ynyuLLEHNs] MeAVLIMHCKOro 06ecneyeHmnst u onTmmsaumm
TeYeHust.

* [pegocTaBUTb YHUKAbHYHO
WHTErpupoBaHHyto Beb-
nporpammy "My ELN Leukemia
Space” Bepcum 2.0 ans ynyylueHus
CBS131 ¥ MHEPOPMALIMOHHBIX CTPYKTYP
ANs neiko3oB Ha 6a3e eBPONENCKOro onbITa;
MOMOYb B PAcMpoCTpaHeEHW NepegoBoro OnbiTa B
uccnegoBaTenbCckoi 1 0bpasoBaTenbHOW AesTENBHOCTY U
CoAencTBOBaTb YNyYLLEHMIO yX04a 3a NauneHTamu.
3

0 NneYeHun 3aboneBaHus.
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MpaBnenue ELN ®oHpa

B 2007 rogy naeqa cosgaHus poHaa
CcTOsina BO rnaBe NoBEeCTKU AHSA
pykoBogsLero kommteta ELN.

B 2008 rogy naoes npespaTtunach

B KOHLenumto, obin co3gad ELN

®oHA, TECHO CBSA3AHHbIN C LENAMU U
npuHUMnamu, ccbopmynmpoBaHHLIMMU B
nepBoHa4vanbHOM npegnoxeHun ELN
N pa3BMBaBLLMIACSA B COOTBETCTBUM C
TEKYLLMMWN MHHOBALMSAMW 1 NPOrPeECCOM B
JaHHon obnacTu.

B 2008 rogy Ha koHrpecce ASH
(AmepukaHckoro ObLecTBa
lematonoros) u B 2009 Ha cumnosnyme
ELN 6binn npeactaBneHbl 4OCTUXEHUS
no ycTon4ymBomy passutuio doHAa.

Psa 4neHOB pyKOBOASILLErO KOMUTETA
cornacunucb BOWTU B NpaBlieHne
®oHpa. Opyrue uneHsl ELN B3anu Ha
cebs1 OTBETCTBEHHOCTb MO NOAAEPXKKE
uenen ELN B 6yayliem, He3aBUCUMO OT
cybcnanpoBaHusi EBPOMENCKNM COHO30M.
Heobxoavmoe KonmyecTBo ydpeauTtenemn
co Bceu EBponbl 13 661110 AOCTUTHYTO
y>xe BecHon 2009 roga, 4eMOHCTpUpYS
Takum obpasom npusHaHme ELN

Cpeau ero YeHOB M UX JIUYHYHO
3anHTepecoBaHHOCTbL. B nioHe 2009 roga
BO BpeMms koHrpecca EHA (EBponeiickas
accoumaumsa rematonoros) B bepnuHe
BCE yuYpeauTenu nognucanm akTt
co3gaHna ELN n odmumnanbHo B3anm

Ha cebs obs3aTenbCTBa NoAAepPXKMBaTb
ELN B HOBOM topuamyeckom ctatyce. B
asrycte 2009 npaButenscTBO lepmaHum
y3akoHuno ®oHg ELN (http://www.rp-
karlsruhe.de/servlet/PB/menu/1111579/
index.html).

ELN ®oHa Havyan aesatenbHOCTb,

npeacTaBUB CBOU UAEN U KOHLIEMLINIO
B MMCbME, aipeECOBaHHOM BCEM,
3aMHTEpPECOBaHHbLIM B JIEMKO3aX.

Mpodeccop XenbmaHH

fokTtop Cayccene

Mpodeccop bakkapaHu

Mpodeccop CMMOHCCOH



Hawa crparerus

ELN ®onp 6yoeT npegnaratb 4OCTYN K BCEMUPHOMN
MeXaMCUUNIIMHAPHOW nccrenoBaTenbCkom CeTun
NEenKo30B.

OH BGygeT NnpefocTaBnATb MUHOPMALNIO O 3HAHUSX U
npakTU4YeCcKoM onbiTe B NpodunakTuke, ANarHocTuke,
neyYeHnn n pasBUTUKN, pasmeLLeEHNN N NPOBELEHUN PaHHNX
das KNMHNYECKNX nccrnegoBaHuin.

OH 6yneT npeanaraTb UHAPACTPYKTYPY AN GonbLINX,
MHOTOLIEHTPOBbIX KITMHUYECKUX UCCIEeA0BaHWA.

OH ByneT ncnonb3oBaTb 06pa3oBaTenbHY0 AEATENBHOCTb

C LUenbio pacnpocTpaHeHnd nepegoBoro onbiTa Ka4ecTBa
B MCCreoBaHUU NenkKo30B.

MupoBoe 6yaywee

ELN ®oHp sBnsieTcst MexancLumniMHapHon ceTblo no 6opbbe ¢ nenkosamm, o6xBaTbiBatoLLe BeCb Mup. Mol
npeacTaBnsgemM cobon Co3 IKCMePTOB, BKITHOYAIOLMI BpaYen, uccnegoBartenen, opraHM3aTtopoB 34paBOOXPaAHEHUS,
NPOMBbILUNIEHHOCTH, 06LLleCTBeHHbIX rpynn naumeHToB, KOMMEPYECKNX N HEKOMMeEepPYeCKNUX opranaauMﬁ N MNOJIUTUKOB.

Mebl 6ynem

pacnpocTpaHsTb

nepeaoBoN OMbIT B

neYeHnm Nenkosos,

ncnonbays

o6pa3oBatesibHyo

neaTenbHocTb. OHa

OyneT BkNoYaTb

Kypcbl 06y4eHus,

o6MeH MonoAbIMK

crneymanucTamu

MHOPMaLIMOHHbIE |

maTepuans! Ans A Mbl npecneayem Lenb 4o6UTLCS

EETE AT o ONTUMU3aLNM NEYEHNS Kaxaoro
OTAENbHOro naymeHTa nyTem
nyénukaumm pekomeHaaumm un
PYKOBOZCTB MO NIEYEHUI0 NENKO30B.

Mbl npegnaraem
nNpoBOAUTb AUCKYCCUM

3a KpyrnbiM CTONOM,
4TOGbI CNOCOGCTBOBATL
pa3BUTUIO HOBbIX
TBOPYECKMNX HanpaBneHWN
nccrnegoBaHui B obnactu
OMarHoCTUKM NenKo3oB, ee
nevyeHns U HabnaeHus,
ncnonb3ysi HoBewnwne
OOCTUXEHMS.
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Cyu.l,ecrsyer MHoOro cnocob6os KOTOpPbIMMU OTAE IbHbIE NnNrogm m
Kopnopauum MorytT BHeCcTu CBOM BKINnapg B Hawy peAaTesibHOCTb

. « [lpegnoxute cBOE BPeEMS, IHEPTUIO U ONbIT — MOXETe N Bbl NPUHATL
PP y4yacTtme B 0by4YeHUn/TpeHuHre u 1.4.7

*  WmetoTcsa nn y Bac nn4yHble KOHTaKThI, KOTOpblEe MOIMn Obl HAM NOMOYb?
* Morna 6bl Bawa opraHunsauuna npeaoCctaBUTb CBOUX COTPYOAHUKOB,

Hanpumep 6yxranTepOB, aaAMUHUCTPATOPOB, cneunanncToB no
MapKeTuHry n npogaxam v T.0.7

®
: R + [ymaeTe nu Bebl, 4To Bawa opraHusauusi morna obl ObiTb
0 p .o 3auHTEpPECcOBaHa B BO3MOXHOCTM COTPYAHMYECTBA C aHaNorMyYHbIMU
o ' o rpynnamu B pa3BuBatoLLMXCS cTpaHax?
00 O .
o0 [ ] Y )
000000 00000 *  MoxeTe nu Bbl npeanoxnTtb kakne-nmbo cxembl no cbopy geHer onsi
c9@0ooe ¢ 9000 o ELN ®oHpa?
000 (X XX XXX ]
" XY X
o@e
o

ELN ®oHp 6yaeT ypessbluaiHo bnarogapeH 3a nobyto oka3aHHy NOMOLLb.
Baw Bknaa v nogaepkka NoBbICAT HaLLK LWaHCkl B nobede Hag aTUM
paspyLumnTenbHbIM 3aboneBaHyem.

A

[Tomo2ume HaM usMeHuUmMb cumyayuro
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Hawmn pyKoBoasuwme npuHUMNbI

* [NpegaHHOCTb, YTOOLI HAYYMTbLCS U3neyYnBaTb
BCE BMAbl NIENKO30B.

* [MpodheccmnoHanbHas aTMKa, OTBETCTBEHHOCTb
N HE3aBUCMMOCTb.

* [Npeoponexue rpaHnL, U CTUMYNMPOBaHWE Pa3BUTUS
HOBbIX MCCNEeA0BATENLCKNX HanpaBieEHW 1 METOLOB
NeYeHns pasnnYHbIX BUOOB NENKEMUM U CXOLHbIX
3aboneBaHNin MEXANCLMNINHAPHBIMU
nccrnegoBaTenbCKUMM rpynnamu.

* YnyJweHune pe3ynsTaToB fIeYeHUs TIENKO30B B MUPOBOM
mMacLiTabe, UCNonb3ys UMELLMECS PECYPChI.

» PacnpocTtpaHeHue onbiTa B fIe4eHnI, NPOrHOCTUYECKUX U
ONarHoCTUYECKNX UCCIeoBaHNsIX U MHADPaCTPYKTYpPE.

» KoHcynbTauum n coTpygHMYecTBO C rpynnamm 60mbHbIX
neriko3amm BO BCEM MUPE.

* YBaXUTENbHOE OTHOLLEHWE K NIULIAM M OpraHmn3auusim,
nony4aroLLMM NOXePTBOBAHUS U IPaHTbI, Kak K LIEHHbIM
napTHepam.

* CTunb paboThbl - TBOpYECKUIA, 3hEKTUBHBIN,
OPUEHTMPOBAHHLIN Ha rMaBHYO 3agaqy.

BaHKOBCKMe aaHHble

HasBaHue 6aHka: Sparkasse Rhein Neckar Nord
Appec 6aHka: D1, 1-3, 68159 Mannheim, Germany
Bnapgeney cuyeta: ELN Foundation
Homep cueTta: 38 90 98 43
BLZ: 670 505 05
IBAN number: DE 68 6705 0505 0038 9098 43
BIC/Swift number: MANSDE 66XXX

Heobnaraembie Hanorom
no>xepTBoBaHUA

ELN ®oHpa 3apernctpupoBaH B [epmaHum kak
HekoMMepyeckas opraHu3aLms.

Xota ELN ®oHg 3apeructpmuposaH B lepmaHummn, oH
npefocTaBMT BO3MOXHOCTb BHOCUTb Heobnaraemble
Hanorom noXxepTBOBaHUS U3 NOOON CTpaHbl MUpa.

Mo peweHunto EBponeiickoro cyna (C-318/07) B EBpone
paspeLlueHo coBepLlaTb He obnaraemMble Hanorom
WHOCTpaHHble NOXepTBOBaHUS, HauynHasa ¢ 2009 roga.
MoxepTBOBaHNS 3 HEEBPOMENCKUX CTPaH

06bI4HO nocTynatT B epmaHuio yepes

accouunaumm cogencTBmSA UNn Tak HasbiBaeMble
«OpraHusauun-[ipy3bs», rnaBHble 0pUChl KOTOPbIX
pacnonoxXeHbl B CTpaHax, U3 KOTOPbIX MOCTynawT
NOXXePTBOBAHUS, U KOTOPbIE NEPEBOAAT B3HOCHI 3a
rpaHuLy B COOTBETCTBUMN C MECTHbLIM HarlOroBbIM
3aKOHOAaTENbCTBOM.

Mo Bawemy 3anpocy ELN ®oHg 6ynet pag obecneunTs
Bac noapo6Hoi nHdpopmaumen o BO3MOXHbIX
HanoroBbIX Nbrotax B Baluen cTpaHe.

CTpyKTypa m opraHu3aums
ELN ®oHpa

PykoBoacteo ®oHpa
Mpodeccop Pyaurep XenbmaHH,
lepmanus (MNpeacepartens)

Mpodeccop bakkapaHu, NTanusa
Mpodeccop bapbyu, NTanusa
Mpodeccop BioxHep, lfepmaHusa
Mpodeccop ae Butte, lonnaHans
Mpodeccop Mpumyana, BenvkobputaHus
Mpodeccop Muniot, PpaHuns
Mpodeccop Xoxxayc, epmaHus
Mpodeccop Xénbuep, MepmaHns
Mpodeccop Hupepsusep, lfepmanns
Mpodeccop OcceHkonnene, lonnaHavs
Ooktop Cayccene, lepmaHus
Mpodeccop CumoHccoH, LBeuunsa

Hayl-IHble KOHCYIJ1bTAHTbI:
Bce ELN WP pykoBoauTenu u mexayHapoHble napTHepbI

Uneusbl ELN
BkntoveHbl Bce YneHbl, cepTuduumnpoBaHHbie B HacTosiwee
BpeMsi, U 3aperncTpupoBaHHble Yepe3 EBponenckuii cotos.

Moneuuntenbckuu CoBer
Ooktop H. Xy6ep
YHuepcuTtet lerigensbepr

C6op peHer /| nonck comHaHCUpPOBaAHMUSA
Ooktop C. bpeanu

YnpaeneHue /| pykoBoaCcTBO
OokTtop M. WpoTu-KnHr

Mpurnawaem K KOHTaKTaM BCEX, UHTEPECYHOLLUNXCH
nenkeMmmnen:

KoHTaKkTHbIe faHHble

ELN Foundation Office

Dr. Petra Schrotz-King
Pettenkoferstrasse 22

68169 Mannheim

Germany - [epmaHuns

Fon +49-621-383-6966
Email: nmc@leukemia-net.org

ELN Foundation Fundraising Office
Dr. Colm Bradley

Lochside Cottage, West Glen Road
Houston,Renfrewshire, PA6 7GU
United Kingdom - BenunkobputaHus
Tel: +44-777-150-8405

E-mail: cbradley@leukemia-net.org
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