YACTO 3AOABAEMbIE BOMNPOCHI

Mo Bcew BennkobputaHum Bbino NnpoeeaeHo nUccnegoBaHne, YTobbl M3y4nTb, Kak pak
MOIOAbIX NtoAel BNMSeT Ha Ux Brnarononyyne, KA4YeCcTBO XU3HU U NOTPEBHOCTU, a Takke Ha
nx poauTenen, bpaTbeB U cecTep 1 ONeKyHoB.

BmecTte Young Lives vs Cancer, Teenage Cancer Trust, Children's Cancer and Leukaemia
Group u Ellen MacArthur Cancer Trust 3anyctunum aToT onpoc B COTPYAHUYECTBE C
Dartington Service Design Lab.

Llenbto gaHHbIX BONPOCOB ONpoca Nony4vmTb Kak MOXHO OonbLue MHdopmaumm o BallemM
340poBbE, 00pase XM3HM 1 TEKYLLMX NOTpebHOoCTAX. Mbl Takke cobupaem
COOTBETCTBYKOLME Aemorpadmyeckme gaHHble, 4TOObl NONyYnTb NPEeACTaBeHne o rpynnax
1 coobLecTBax, 3aTPOHYTbIX pakoMm.

OcCHOBHas uefnb 3TOro AOKyMeHTa - yoeauTbCA, YTO NoTeHUManbHble Y4aCTHUKN
ocBefoMIeHbI O KIlo4YeBOM MH(popMaLumu 06 y4yacTum B 3TOM UCCriefOBaHUU U O TOM,
KaK 3anofiHUTb onpoc.

Pooxep bynnok, npeacenatens Komuteta no atuke LieHTpa coumnanbHOW NONUTUKA, N3YHNN
1 ogo6pwun uenn n MmeToaonoruto nccnegoBanunsa. Mapk BepHeTT, COBETHUK MO 3aLuTe
AaHHbIX Hope & May, n meHepxep no 3awmuTe gaHHbix B Young Lives vs Cancer
paccMmoTpenu npoueaypbl, MCNosnb3yemMble B UCCnegoBaHumn Ana cbopa AaHHbIX, a Takke
YCHOBMWS XpaHEHWS, UCMONb30BaHUS N yaaneHns nepcoHanbHbIX JaHHbIX.

B uensx cogenctensa ncecrnenoBaHMaM, aHanmay v pasButmio YCnyr n ux NpeaocTaBneHunto
opraHusaumen Young Lives vs Cancer n napTHepamu no NpoekTy cOop AaHHbLIX Ans onpoca
onpaBAaH Ha TOM OCHOBaHWUW, YTO OH HEOBXO0A4MM ANs BbINOSTHEHWUSI NOCTABMNEHHbIX LEnen.
Ycnosuem o6paboTkn gaHHbIX 0COBON KaTeropumn, rae 3To YMeCTHO, IBNSeTCs To, UTO 3TO
Heo6xoQuMO ANna uenen Hay4HbIX UM UCTOPUYECKUX UCCreAoBaHNA B O6LLIECTBEHHbIX
nHTepecax. Npu ncnonb3oBaHMM NEPCOHANbHbIX AAaHHbLIX Mbl ByAeM nonaraTbCa Ha
«nonoxeHusi 06 nccnegosaHmsax» Obwero pernameHTa BenukobputaHum no sawmrte
AaHHbix (UK GDPR). Ecnu y Bac ecTb BOMpOCHI, CBSI3aHHbIE C OMPOCOM, MoXarnyncTa,
CBSXXUTECH C pykoBoanTenem npoekrta Hentom LLinyem no anekTpoHHOM noyTe:
Nathan.sheach@dartington.org.uk.

KakoBa uenb aHHOro MnccnegoBaTenbCKOro npoekTa?

Young Lives vs. Cancer n Dartington Service Design Lab 06beanHnnuceh gnsi nposegeHus
nccneaoBaHuin, YTobbl NyYlle NOoHATb OnbIT 6oNbHLIX pakom B TedeHne 10 neT nocne
3aBepLUEHUs NnevYeHus.

PecnoHaeHTbl AOMmKHbl BbITb cTapLue 14 neT u AOMkKHbl BbITb pe3ngeHTamm
BenukobputaHum. Mbl xoTenum 6bl ycnbilwaTb MHEHWE CReayoLWwmX rpynmn:

1. Juua, KoTopble NeYnnUChL OT paka B Te4eHUe nocneaHnx AeCATU NeT U Y KOTOPbIX
Obln AMarHoCTUpPOBaH paK B Bo3pacTe A0 25 nerT.

2. PopuTtenu, onekyHbl unu 6paTbA U cecTpbl NauueHTa, KOTOPbIX Nosyyvyan nevyeHue
OT paKa B Te4YeHue nocneaHux AecATy net (pak obin AMarHocTMpoBaH B Bo3pacTte
ao 25 ner).



Llenbto nccnenoBaHust ABRSieTCA NOHMMaHME AONTOCPOYHOIrO BO3AENCTBUSA paka Y MOSoabIX
nogen Ha Gnaronony4yme, Ka4eCTBO XU3HU U NOTPEBHOCTU B pasnMYHbIX rpynnax u Ha
pasHbIX CTaaMsiX NOCne NoCTaHOBKM AMarHosa. OTo UccregoBaHMe NOMOXKET YNyylnTb
neyeHne MoroAbIx Nioaen oT paka B byayLiem.

Yro KOHKpPEeTHO n0Tpe6yeTc;| OT MeHA AnA y4acTus B 3TOM nccnenoBaHun?

Bawe ydacTtue B nuccrieaosaHmun 6yp,eT BKMOYaTb B ce0S 3anonHeHue onpoca Ha
KOMMblOTEPE UITN MOBUIBHOM yCTpOI7ICTBe, Haxo4siCb B 0OCTaHOBKe KOHCbVI,EI,eHLI,VIaJ'IbHOCTI/I,
4YTOObl OTBETUTL Ha BOMNPOCHLI nccnenoBaHu4.

Onpoc pasgeneH Ha LWeCTb pasaenos: AeMorpaduyeckme Bonpochkl O Bac, CKPUHMHIOBbLIE
BOMPOCbI, KacaloLMecs AMarHo3a, TeKyLLEero CaMmodyBCTBUS, TEKYLLIETO KauecTBa XU3HU,
TEKyLLUX NOTPeGHOCTeN 1 Noaaep Kku, NoNyYeHHON BO BPEMS feveHus.

Ecnu Bam Hey,El,06H0 oTBe4aTb Ha BOMPOCHI, Bbl BCerga Moxete Bbl6paTb BapnaHT
«npeanoynTaro He roBopUTb» U OCTaBUTb MeCTa AJ1d OoTBeTa NMyCTbIMU.

3anonHeHne aHKeTbl 3aHMMaeT NPMMeEPHO 15 MUHYT. MocKonbKy OnNpoc NPoOBOAUTCS
AHOHMMHO, BXOA B cUCTEMY He TpebyeTcsa. OTo 03HaYaeT, YTO HEOBX0AMMO 3aKOHYMTb
OnpoC 3a OAHY CECCUIO.

Mepsble 500 pecnoHaeHTOB nonyyaT ceptudukaT (Bayyep) Onedall B kayecTBe onnathl 3a
ydacTtue B onpoce; MHCTpyKuum o TOM, kak nodaTb 3asiBKy, BKITHOYEHbI B CChISIKY Ha OMpoc.

KakoBbl Mou npaBa, ecnuv s npumy yyactme?

By,u,eTe J11 Bbl yH4acTBOBaTb U1 HET, NOJTHOCTbIO 3aBUCUT OT BacC. Ecnu Bbl HaYHeTE onpoc c
oTBeTa «Aa» Uin «HeT», 3TO HUKOIo He O6VI[J,VIT, He NOBNUSAET Ha Bac, N0AeN, KOTOPbIX Bbl
3HaeTe, U Ha ycnyru, KOTopblie Bbl nony4vyaeTe.

Hawe yBegomneHme o kKoHhuageHumManbHOCTM Onpoca CoaepXmT nogpobHyo MHopMaLmIo
O TOM, KaK Mbl Byaem obpabaTbiBaTb BalLn NepCcoHarnbHble AaHHbIE, BKIOYasa Baly npasa
Ha 3alnTy OaHHbIX.

Mocne Toro, kak Bam 6yaeTt npepoctaeneH 0630p BONPOCOB, M3y4YaeMbIX B KaX40N YacTu
onpoca, y Bac ecTb cBobofa Bblbopa, kako 06beM UHPOpMaLnK Bbl packpbiBaeTe B 3TOM
pasgene, B TOM 4ucrie genaTb 9T0 UMK HeT.

Ecnun Bam HyXXHa noaaepkka, pykoBoaCTBO UK J1l0O60M Apyron coBeT No noBoay
paka unum 3To Heo6xoAMMO KOMY-TO, 3a KOro Bbl HeceTe OTBETCTBEHHOCTb MO yxoay, -
obpaTuTechb Hanpsamyto B Young Lives vs Cancer:

» TenedoH: 0300 303 5220 (c noHegenbHUKa no natHuuy, ¢ 09:00 go 17:00)

=  OneKkTpoHHasA nouTta:_GetSupport@younglivesvscancer.org.uk

* Bbl TaKke MOXeTe NoNy4YuTb AOCTYN K OHNMAaNH-KOHCYNbTaLMAM NO Cneaylowmnm
kaHanam: www.younglivesvscancer.org.uk/contact-us/

Kak 6yayT cobupatbcs, nepegaBaTbCA UM UCNOMb30BaTbCA MOU «AAHHbLIe» UIN
nHdopmauma?

[aHHble onpoca 6yayT cobupaTbCsi C MOMOLLBIO OHNanH-NnaTdopmbl Qualtrics. Tonbko
uccrnegosaTenbckun nepcoHan Young Lives vs Cancer 1 uccrniegosatenbckas rpynna u3



Dartington Service Design Lab, koTopble 3akntoumnu cornawieHne o6 obmeHe gaHHbIMK,
OyayT MMeTb 4OCTYN K AaHHbIM, COBpaHHbIM 1 XpaHsawmmes B cooTeeTcTBum ¢ GDPR.

UTtobbl noMoYb BriaroTBopuTENBLHBIM OpraHM3aumnsam, KoTopble 0bCryKuBatT geTen n
MonoApIX Nogen, 60MbHbIX PakoM, yy4dLMTb Ka4eCTBO NPeaoCTaBEHNS YCAyr U
paspaboTtaTb OyayLLyto CTpaTerio, XpaHeHne 1 aHanua AaHHbIX Ans uccnegosaHusa 6yayT
ncnonb3oBaTbCs AN NpeaocTaBreHns OTYEeTOB Kak AnAa o6LWeCTBEHHOCTH, Tak U Angd
©naroTBOPUTENBHOM OpraHM3aLumum.

KakoBa uenb o06paboTku Monx AaHHbIX/MHGoOpMaumn?

= C uenbto npuBreYeHns gobpoBobLEB K MCCIEA0BaHUIO.

=  AgmMuHuCTpauua onpoca.

= C6op nHpopmauum OT y4aCTHMKOB B COOTBETCTBMM C LIENsIMU U MeTof4aMu
nccnengoBaHus.

MbI LeHnM Balle BpeMA 1 TepneHne, oteBedad Ha BOMpPOChI, a Tak XXe naen, KotopbiMu Bbl
aenntecb, U Mbl LEHUM, 4YTO Bbl pacCMaTpmuBaeTe BO3SMOXKHOCTb y4aCTuA B 3TOM
nccecnegoBaHun.

Mebl 66111 Bk pagbl, ecnv 6bl Bbl MO NOAENUTLCS ONPOCOM C APYTMMU NOTEHLMAaNbHBIMN
y4yaCTHUKaMu, KOTopble MOrnn Bbl cooTBETCTBOBaTbL TpeboBaHnAM oT6opa, NOCKOMbKY Mbl
Hageemcs OXBaTUTb LUMPOKMIN Kpyr 6ONbHbIX pakoM no Bcen Bennkobputanmm. 3to moryT
ObITb YneHbl Ballen coBCTBEHHOW ceMbk nnn Bonee KpynHOW rpynmbl UM CETU, K KOTOPON
Bbl Y)K€ NpUHaanexuTe.

Ecnu Bbl pelunTe NpuHATL yyacTve B UCCNeAoBaHWM, NoxanynucTa, nonyyYMTe 4ocTyn K
ONpocCy MO CCbINKE HUXE:

= bit.ly/cancer-needs-survey
= OTa ccbinka byget goctynHa ¢ 20 ceHTa6pa 2023 roga. [laHHble onpoca 6yayT
XPaHUTbCA B TEYEHUE LLIECTU NET Nocne ero 3aBepLUeHuns.



bit.ly/cancer-needs-survey

