AmMcTepaamMcKum yctaB A NaLMeHTOB B paMKax

BCeMUpPHON 6opbOLI C pakoM noyku (anpenb 2014 r.)

MepeBeneHHas Bepcus (PyCCKUN A3bIK)

MexayHapoaHbIv ycTaB A NauMeHTOB C pakoM NoYku 6bin n3gaH MexayHapoaHom
accoumaumeini no 6opbbe ¢ pakom noyku (IKCC) gns Toro, 4Tobbl HONee ogHOro MUNIMOHA
naLMeHTOB C pakoMm Noykun no scemy mupy (338 000 crnydaes amMarHOCTMKM TONbKO 3a 2012 .,
http://www.wcrf.org/cancer_statistics/data specific cancers/kidney cancer statistics.php)
MO NoflyyaTh Haumny4llee fevyeHune, yxon, MHGOopMaunto 1 Nogaepxky.

Hawew uenbto aBNAeTCS NOMOLLb OpraHu3aunsiM, OCyLLECTBNSAIOLWUM NOAAEPXKKY NALNEHTOB
C pPaKkoM MOYKM U UX CEMEN NO BCEMY MUPY, B NpegocTaBneHnn nHgpopmaumm, Heobxoammon
ONA NPUHATUA aKTMBHOMO Yy4acTusi B JleYEeHWW paka MoYKM W nonyveHns OGornbluero
KonunyecTBa CBEAEHMI O TOM, Yero MOXHO OXugaTb B pesynbTaTe npoueayp no yxogy M
neyeHuto.

HacToswmn yctae Obin paspabotaH B anpene 2014 r. B Amctepaame, Hugepnangbl, Ha
co3BaHHOM IKCC cobpaHuM 3alMTHUKOB WHTEPECOB noden, BONMbHbIX PakoM MOYKKU, U3
pasnuyHbIX reorpadunyecknux permoHoB.

B TeuyeHne 4 netr IKCC wucnonb3oBana MHGPOPMaUNOHHO-NOUCKOBbIE CUCTEMbI B CETU
NHTepHeT 1 yacTHble ceTn Ansa obpalleHnsa B pacrnosfioXeHHble No BCEMY MUPY OpraHm3auunm
no 3awuTe nHTepecoB 60MbHbIX, B KOTOPbIX yOENAeTCa BHUMaHNe paky novkn. B Heckonbkunx
CTpaHax ecTb TOMbKO oOpraHudauum no 6opbbe c pakoMm B UenoM wunu no 6opbbe ¢
3aboneBaHMaAMM NOYeEK, BKMKOYalLWMe MoApasgeneHne Unu KOHTaKTHOe nuuo, KOTopoe
3aHMMaeTCsa pakoM MOYKWU; OOHAKO BO MHOrMX cTpaHax, B 4yactHoctu B KaHage, CLUA,
Benuko6putaHuu, HwupgepnaHgax, [epmaHum un [aHe, CywWeCcTBYOT He3aBUCUMbIE
opraHvsauum, cneumanm3upyrolmnecs Ha okasaHuM NoaaepXku naumeHTam C pakoM MOYKMK.
Bbonee 40 opraHunsauui 3aknouunnm gorosop ¢ IKCC n nony4ymnu npurnaweHmne npuHnuMaThb
yyactme B exerogHblx cobpaHuax. Ha cobpaHum B AmMcTepaame npucyTcTBOBanu
34 npencraButens rpynn nauneHToB 3 20 cTpaH, pacnosioXKeHHbIX Ha LeCTU KOHTUHEHTaX.
OHun onpegenunn TpygoHOCTWU, C KOTOPbIMU CTankuMBaKTCA NauMEHTbl C PakoM MOYKU MO
BCEMY MUPY, U pa3paboTanu yHMBepcanbHble CTaHAapTbl yxo4a 3a nauMeHTamu C uenblo
NpeaoCcTaBneHnss MM BO3MOXHOCTM  CTaTb  aKTUBHbIMKW,  MH(OPMUPOBAHHBIMU 1
YNOMHOMOYEHHBIMM  y4aCTHMKaMKM KaXaoro artana cobCTBeHHOro neyeHus. B ycrase
3asBMEHO, YTO TEKYLLYIO CUTyauuio MOXHO YNy4YLWNTb NPU YCIOBUW, YTO LA, BOBNIEYEHHbIE
B npouecc ob6CcnyxnBaHusa u nedyeHms nauneHTos, 6yayT cnegoBaTh NPUMHUMNAM, YKa3aHHbIM
B ycTaBe, No BCeEMY Mupy. HacTosAwmin yctaB MOMHOCTbIO COCTaBeH OpraHu3auvsamMmu no
3almTe nHTepecoB BOMbHbBIX 1 NPU3BaH NOAYEPKHYTb BCEMUPHYIO NOTPEBGHOCTL B paBeHCTBE
npaB Ha NonyyYeHne yxoaa n JOCTYN K cneunanbHbIM 3HaHUSAM.



Lokymenm Amsterdam Patient Charter for Global Kidney Cancer Care (Amcmepdamckuli
ycmae 1o ecemupHol 6opbbe ¢ pakom no4ku) ornybnukoeaH makxe 8 xypHane EUROPEAN
UROLOGY 0302-2838/Ne 2014 Esponelickoli accoyuayuu yposozos.

Onyb6rnukosaHo u3zdamesnbcmeom Elsevier B.V. [lpocbkba pasmewampb OaHHy0O cmamblo 8
rnedyammdbix u3daHusix ¢ ykasaHuem crnedyrouwux daHHbIx: Giles RH, Maskens D. Amsterdam
Patient  Charter  for  Global  Kidney  Cancer  Care. Eur  Urol  (2014),
http://dx.doi.org/10.1016/.eururo.2014.08.078.

BcemMupHoe coob6uecTBo No 60pb6e ¢ pakom MOYKU KonnernanbHo
3asBnseT, YTO NauueHTbl o6naaalT cneayWMMN NpaBaMu.

1. CBoeBpemeHHOe obcrnenoBaHve W TOYHas OuarHocTuka, NpoBOAMMAs MeAULMHCKUMM
cneumanucTamm ¢ onbITOM NeYEHUs paka NMoyKu.

2. Mony4yeHve aganTMpoOBaHHbIX ANs NauueHTa CBeAeHUn n y4ebHbIX MaTepmanoB 060 Bcex
BMAaX Ie4YyeHus, BKMYass WUCCrnegoBaHWE KayecTBa JXU3HW, YCTpaHeHUe MOoGOYHbIX
3P heKTOB, KOHTPOIb 32 GONEBLIMY OLLYLLIEHUSIMY U NannMaTUBHYO Tepanuio.

3. JocTyn K oNnTUMU3NPOBAHHOMY JIEYEHUI0 HA OCHOBE MMEILLUMXCHA NOKa3aHUM C y4eToM
pekoMeHAauMn MHOronpodunbHOW rpynnbl MeAMUMHCKUX CheuManucToB, obrnapatomx
crneynanbHbIMU 3HaHUSIMM B 06nacTu paka noYku.

4. PerynsipHoe nocnegytouiee HabniogeHne cornacHo HauuoHanbHbIM U MeXayHapoaHbIM
MosioXKeHVAM, BKITHOYasi Haanexallyto NCMXonorMyeckyto noaaepXKky C y4eTom KynbTYpHbIX
0COOEHHOCTEN.

5. [OocTyn K MeAWUMHCKOW [AOKyMEHTauuW, BKMoYas OTYETbl O MaToNOrMYeckom U
BM3yanu3aLuMoHHOM UcCcregoBaHUN.

6. CHabxeHne uHdOpMaumen o000 Bcex [OCTYMHbIX CUCTEMAX MNOALEPXKW, BKIOYas
WHCTPYMEHTbI MOAAEPXKKN MALMEHTOB M MECTHblE OpraHuM3auuMuM no MoAadepXxke M 3awuTe
WHTEpPeCcOB GOMbHbIX.

7. AKTMBHOe y4yacTve B Mpouecce MPUHATUS pelleHnin O rfevYeHUM UX OT paka MOYKM
(Hanpumep, nauuMeHTam credyeT Mo BO3MOXHOCTM npegnaraTb Ha BbIOOp BapuaHThbl
XVPYPrMYecKoro 1 TepaneBTUYECKOro NIeYeHUst paka noykm).

8. MNMony4yeHne cBeAeHU OTHOCUTENBHO BO3MOXHOCTU Y4aCTUs B KITMHUYECKMUX UCMbITAHUAX
B UX CTpaHe/pernoHe.
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International
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9. OcBe#OMNEHHOCTb O TOM, YTO paK MOYKM MOXET okasaTb [ONrOCPOYHOE BIUSIHUE,
BKIOYAs cepAeyHO-cocyaucThle 3aboneBaHusi U MOYEYHYK HeAOoCTaTOYHOCTb. [MaumeHTb
[AOIMKHbI nony4YaTe UH(OPMALMIO O COXPaHEHUU HOpMaribHON XU3HeAesATEeNbHOCTU, BKIOYas
MeAMLMHCKNE yKasaHUsl U peKoMeHAauuM OTHOCUTENbHO 06pasa XU3HU.

10. OcBegomneHHoCcTb O ToM, 4TOo A0 10 % Bcex pakoBbIX OMYXOSiEM MOYKU SABMSAOTCS
HacneACTBEHHbIMU U NAUUEHTaAM C Takon onyxonblo TpebyeTcst 0CoOLIN KOOPAUHUPOBAHHbIN
YXOA B TEYEHNE BCEN XMU3HMU.

Hacmosiwuii ycmae nodnucaH yyacmHukamu
Yemeepmoli exezodHol koHgepeHyuu IKCC EXPANDING CIRCLES (PACLUUPAS
KPYI') e AMcmepdame.

BnarogapHoctu. bnarogapum Oxynuio Bnak (Julia Black) u Mapkyca BapteHbepra (Markus Wartenberg) 3a
opraHusaumoHHyo nopaepxky. [lpoesg M pasmelleHMe Bcex YYacTHMKOB cobpaHus B AmcTepaame
OopraHu3oBaHbl NpW NOAAepKKe paBHoaoneBbix poHAOB oT koMnaHuii Bayer, GlaxoSmithKline, Pfizer n Novartis.

CTonKHOBEHUS MHTEepeCcoB OTCYTCTBYHOT.



