AKTBHaA nyonn4yHaa nogaepkKa npu pake
(Cancer Advocacy)
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Ponb opraHusaumm oHKONMOrM4eCcKmMx naumeHToB

° OpFaHVI3aLI,I/IFIM OHKOJMIOrM4YeCKnx nauneHToB npnHaanexmnTt BaxHaq porsib

npeﬂ,OCTaBHeHI/Ie I/IHCbOpMaLI,VII/I, YTOObLI MOMOYbL NaLMeHTaM U TEM, KTO 3a HUMU
YXaXXmnBaeT, CrnpasnTbCA C TEM, 4HTO UM NPenCcTonT

[MomoLLb NauneHTam B peLleHnn KOHKPETHLIX Npobnem
ObecneyvyeHne aMoLNOHaNbHON NOAAEPKKN

[MpenocTaBneHne KOHCyNbTauMin MO NPUEMY NeKapcTB

[MomMoLLb NauneHTy B MPUHATUM PELLEHUIA BO BPEMS NleYeHNs
NHopmMmnpoBaHme naumMeHToB O HauNy4Lnx cnocobax neyveHus
Ob6ecnevyeHne CBA3N C APYrMMKU NaunueHTamm

I'Ipe,qCTaBneHme TOYeK 3peHnNd naumneHToB N TeX, KTO 3a HUMU YXaXnBaeT, nepen
pa3fiMvyHbiMMN CTOPOHaAMU






Mouemy s 3anHTepecoBanack BkntoyeHnem CancerBACUP

B CUCTEMY aKTUBHOM NYyOSNIMYHOMU NOAAEPXKKU NALUEHTOB

[o 1998 rona B BenukobputaHum BbI)XKMBAEMOCTb OHKOJTOrMYEeCKNX NaLneHToB Obina
HU3KOW.
* Ha oHkonornyeckyto NoMoLLb OKasbiBanu BInsHWe cneayowme pakropsi:

— HeopgnHakoBbIN OOCTYN K fie4eHunto (NponucbiBaHne Tepannuu Ha OCHOBE MecTa
XUTenbCcTBa Mo NoYTOBOMY MHOEKCY)

— [eduunt nepcoHana, UMmetowero NoAroToBKY No OHKONOMu
— [lpobnembl ¢ MHAHCUPOBAHUEM

— HexBaTtka pagnotepaneBTUYECKMX YCTAHOBOK

— HexBaTtka anarHoctnyeckoro obopyaoBaHus

« B CancerBACUP mblI exxerogHo otBedaem npumepHo Ha 35000 3BoHKoB cécTpam
— 3anucbiBanu Temy obpalleHus
— Cnywanu o npobnemax goctyna
— W o KnnHMuUMCTax, KOTopble HE XOTAT OTKPLITO BbiCKa3aTb CBOK TOYKY 3PEHUS

PAK HE BblJT1 MPUOPUTETOM AOJ1A MPABUTEJIbCTBA



KoHuenuusa akTUBHOM NyOJIMYMHOU NOAAEPXKKU

NHdopmauumns

Momoraet KOHKPETHbIM
nauneHTam rnoHATb,
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AKTMBHasa nybnuyHasa nogaepxka B 4eUCTBUN

YenoBek
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YenoBek

Npynna

YenoBek

[NomoLub oka3biBaeTcA
OAHOBPEMEHHO TOJIbKO
OLHOMY 4YerioBeky

[ToMoLLb OKa3bIBAETCS
HECKOSbKMM NoAsaAM, HO
MOXET ObITb HE OYEHb
agopeKkTUBHOM

[NomoLub oka3biBaeTcA
OAHOBPEMEHHO TOJSIbKO
OLOHOMY YenoBekKy

[ToMoLLb OKa3bIBaETCS
BCEW rpynne B LEfIoM



OTnUYHOEe Ka4yeCTBO M PaBEeHCTBO B OHKOJIOrM4eCcKoun

nomowun. KomnnekcHas cTtparterusi no paky

« CoBeplueHCcTBOBaHME NpodunakTukM paka

« ObecneyeHmne paBHOro AOCTyna K Hausmny4ylmnm ctaHgapTam
neyeHus

« OkasaHune 4yepes [[ocyaapCTBEHHYHO CIYyXXOy

sapasooxpaHeHusa (NHS) nomolum, HanpasneHvem
KOTOPOW ABNAETCA NaLneHT

* YBenun4yeHue cpencTtB, BblaendemMmblX NpaBUTENIbBCTBOM HA
HalMOHaJ1bHbIE€ NMPUOPUTETbLI B NCCI1IEA0OBAHUNAX MO PaKy

» PaspaboTka bonee coBeplLUeHHbIX CNOCODOB NeYeHnst n nx
bbiCcTpoe BHeApeHne



HeKkoTopble [OCTUXEHUA

« OpraHu3oBaHa napnamMeHTcKas rpynna no paky, Ha4ato npoBeaeHne
exxerogHoro cobpaHus «bputaHus NpoTMB paka»

° npeﬂ,'bFIBJ'leHbl Tpe6OBaHI/IF| Nno ynyvweHU OOoCTYyra K Jie4eHUNHo Nnpu
pake AN4YHUKOB W1, Aarnee, npm MHOrmx Apyrmx snaax paka

* [NlpaBnTENLCTBO ONPeaenuro pak npuopmTeTHon npobnemomn

— HaumoHanbHbIN NaH No paky
* YBenunyeHne pMHaHCUpOBaHUS
» bornbluee KONM4ecTBO CneunanmcToB
» bonbluee konm4yecTBo 060pya0BaAHUS
* HOpMbI BpEMEHM Ha ANMArHOCTUKY U Jfie4YeHune



I'pynnbl naumneHToB MOryT OKa3biBaTb BJIiIUAHUE

Ha PA3JIMYHbIX YPOBHAX

- Pabouas rpynna NocygapctBeHHOW cnyX0bl 3gpaBooxpaHeHunst (NHS) no
OKa3aHUK OHKOSI0rM4yeckon nomoLlm

* PykoBogswas rpynna NHS no nHgpopmunpoBaHuto rno Bonpocam OHKOMOrnu

« PykoBogswas rpynna NHS no paspaboTke noTpednTenbCckux NccrneaoBaHunim
B OHKOJOMnK

« OHnaunHoBas KoHcynbTaumoHHas rpynna NHS Direct
« Pabouas rpynna NHS

*  WcnonHutenbHbin komuTeT nporpammel COPES MexayHapoaHoro cotosa
NPOTUB paka

* [NogkomunteT no moniovHon xenese UKCCCR (B HacToswee Bpems — NCRI)
* YneH CoBeTa bputaHCKoM OHKOSIOrM4eckon accouuaumnm

« Obo3peBaTtens xypHanos “British Journal of Cancer” n “European Journal of
Cancer”



AKTnBHaa nyonun4yHas noaaepxka B

napfamMeHTe

YRy Ciolp *  QOcHoBaHHas B 1998 c uenbto
on Cancer graeds yaepxaHnsa npobnembl paka B
' 1211 CNUCKe NMPUOpPUTETOB MOSTMTUYECKOU

NMOBECTKN, MHOIFOCTOPOHHSASA rpynna
no paky (All Party Group on Cancer,
APPG) ob6beanHseT nosinTUKOB,
Statistics 4YTOObI NOMOYb YNYYLLNTb

Bulletin OHKOJTOMMY€ECKYH NMOMOLLIb

8 ¢ OuHaHCcMpoOBaHME OT MHOTUX
dhapmaLeBTUYECKMX KOMMaHWUIA

/CnpaBal:
MHOroCTOpoHHAA rpynna no paky.

Cratuctunyeckmnn bronneteHb. CeHTADPL
1998 ropa.




Onpocbl COTPYAHUKOB OPraHOB ynpaBrieHUus

3apaBooOXpaHeHueMm

°* Onpoc coTpyaHMKOB OpraHoB
yrnpaBreH1s 30paBoOXpaHEeHNEM

cancersacure
*  AHOHMMHO — HMKaKoM Ny6rIn4YHON
\ orsfiacku
LIVING WITH
OVARIAN CANCER ° PacnpocTpaHsieTcs cpean BeayLmx

pykoBoguTenen 3gpaBooxpaHeHus,
npeacenarenem KOMUTETOB U
napramMmeHTapmen

A CancerBACUP

Care Survey

/CnpaBa/: >Ku3Hb ¢ pakoM ANYHUNKOB

Onpoc oTHOCUTENBHO yXxoaa 3a
S e BONbHLIMKY, NPOBEAEHHLIN
PROFESSOR DAVID TAYLOR AND JEAN MOSSMAN -
opraHusaumen CancerBACUP



UHdhbopmMmmnpoBaHHOCTb U aencremne

“One 1n three authorities in

breach of cancer guidelines

ONE IN THREE health author-
ities has failed to commit itself
to paying for the best treatment
for ovarian cancer, in contra-
vention of official guidelines.

Research commissioned by
the cancer charity Cancer-
bacup shows that the authori-
ties have not included Taxol, a
drug originally derived from the
Pacific yew tree, for all women
who could benefit from it in
their cancer plans.

Taxol has been shown to
improve survival in women
with advanced ovarian cancer
by a year but many health au-
thorities have refused to pay the
£10,000 per head annual cost of
the drug until more evidence is
available. This led to a flurry of
reports of “postcode prescrib-
ing” with patients in one health
authority provided with the

BY JEREMY LAURANCE
Health Editor

drug while those in neigh-
bouring ones were denied it.

Guidance from the National
Cancer Guidelines Steering
Group issued last July recom-
mended that paclitaxel (Taxol)
combined with platinum should
be the first-line treatment for
ovarian cancer. The research by
Cancerbacup found all health
authorities were aware of the
guidelines but only two-thirds
were following them. The Na-
tional Institute for Clinical Ex-
cellence, the government body
responsible for issuing advice
on new treatments, is due to re-
port on Taxol and the other tax-
anes in the spring.

Jean Mossman, chief execu-
tive of Cancerbacup, said:

“Official guidelines and recom-
mendations must be updated
and implemented quickly to
avoid delays in access to innov-
ative treatments. The difficulties
NHS patients have experienced
in getting paclitaxel, or in the
provision of advanced radio-
therapy for lung cancer, typify
the problems that may otherwise
occur in the future.”

Professor Peter Selby, di-
rector of clinical research at the
Imperial Cancer Research
Fund, said: “We are pleased to
see that the Government has
made some commitments, but
cancer services need new
money to make a real differ-
ence. We must have high-
quality care available for all
cancer patients and that will,
without doubt, cost more than
we are currently spending.”



UHdhbopmMmmnpoBaHHOCTb U aencremne

Kaxabin TpeTun n3 opraHoB ynpaBrieHUs 34paBOOXpPaHeHUeM HapyLlaeT PyKOBOACTBO NO OHKONOrnu
Dxepemu JloypeHc, pegakTop pasgerna o 340poBbe

KAXObIN TPETUWN u3 opraHoB ynpaBneHus 34paBooXpaHeHneM, B HapyLieHne ouLmManbHOrO PYKOBOACTBA, He CMOT BbIMOSHUTL CBOU
obsa3aTenscTBa Mo onnate 3a Nyylwuin MeETo Tepanuu paka siM4HUKOB.

WccnenosaHue, NpoBedeHHOE Mo 3aKa3y NPOTMBOPAKOBOM GraroTBopuTenbHo opraHusaummn Cancerbacup, nokasarno, YTo yupexaeHus
30paBoOXpaHeHns He BKoYany Takcon, NekapcTBo, BblpabaTbiBaeMoe U3 TUXOOKEaHCKOro TUCa, B MiaHbl JIeYeHUs! BCEX KEHLLUMH, KOTopble
MOrnu 6bl MONYYMTb OT HEro Mosb3y.

Bbino nokasaHo, 4To Takcon NpoaneBaeT XU3Hb XXEHLMH C pacnpoCTPaHEHHbIM PakoM AVYHUKOB Ha OAWH rof, HO MHOMME OpraHbl yripaBneHus
3[1paBoOXpaHeHMeM OTKasanucb nNraTuTb 3a AaHHbIM npenapat no 10 TbicaY PYHTOB CTEPNMHIOB 3a OOHOro YernoBeka exerogHo, 4o Tex nop,
noka He ByaeT nony4eHo 6onee BeCoMoe NoATBEPXKAEHNE. DTO MPUBESIO K LUKBANY COOOLLEHMIN O «BbINUCKE MO reorpacmyeckomy npusHaKy»
("postcode prescribing"), korga nauneHTkn B chepe AeNCTBUSA OQHOMO OpraHa rno 34paBooXpaHeHWIo Nonyyanu nekapcTeo, B TO BpeMs Kak
naumeHTKam coceaHeln TeppuTopun BbINO OTKa3aHo.

PYKOBOACTBO, BbiNnyLweHHOEe B 1ioJe npoLwnoro roga PyKOBOﬂ,HLLI,eVI prl'll'lOVl no HauMoHarnbHbLIM PYKOBOACTBAaM MO OHKOJ10rMK, pekoMmeHaoBaro
naknuTakcen (TaKCOJ'I) B KOMOMHALMKM C NNaTUHOW B Ka4yecTBe nepBoﬁ NMHUKN Tepanun npu pake AN4YHMKOB. WccnenoBaHue, BbINONHEHHOE
Cancerbacup, NnoKagzarso, YTO BCe OpraHbl 34paBOOXpaHEeHNA 3HalM O pykoBOACTBE, HO TOJIbKO ABE TPETU crnegoBanun emy. HauunoHanbHbIN
MHCTUTYT NO Hamnyqu.leﬁ KITMHUYECKON NpakTuke, I'IpaBVITeJ'IbCTBeHHbIﬁ opraH, OTBETCTBEHHLIN 3a BbIMYyCK peKOMeHLI,aLl,I/IIZ Nno HOBbIM BUOam
Tepanun, AoImMKeH NoarotoBUTb BECHOW Aoknag no TaKcony 1 OpyrmmMm TakCcaHam.

IxeH Moccam, pykoBoautens Cancerbacup, ckasana:

«chmu,maanoe PYKOBOACTBO U pekoMeHOaunn OOIKHbI OOHOBNATLCS U BHEOpPATbCA 6bICTpO, 4YTOObI N30exaTb 3afepxek B 40CTyne K
MHHOBALMOHHbIM BMAaM Tepanuu. pr}J,HOCTM, KOTOpble ucnbltanu nauneHTbl B CUCTEME NHS B nonyvyeHnn naknutakcena, nnm B obecneyeHnmn
COBpeMeHHOIZ pagunoTepannn npun pake nérkoro, UNNKCTPUPYHOT I'IpO6J'IeMbI, KOTOpPbIE MOIyT NPOABUTLCA B 6yp,yu.|,eM B APYrnx OTHOLUEHUAX» .

Mpodpeccop Mutep Cenbu, AMPEKTOP MO KMMHUYECKMM UccnenoBaHmam bputaHckoro doHaa ncecnegoBaHuin paka, ckasan: « Mol
YAOBMETBOPEHbI TEM, YTO MPABUTENLCTBO NPUHANO Ha cebsa HekoTopble 06A3aTenbLCTBA, HO OHKOMorMdyeckas cnyxba TpebyeT HOBbIX AEHer,
4yTObbI CUTYaLINSt UIBMEHMIACh KOPEHHbIM 06pa3om. Mbl AOMKHBI UMETb BbICOKOKAY€CTBEHHYKO CUCTEMY OKa3aHWUs MEAMLIMHCKON NOMOLLN,
OOCTYMHOW ANd BCEX OHKONOMMYeCckux naumeHToB, kotopas byaeT, 6e3 coMmHeHus, TpeboBaTb BONbLUMX PacxofoB, NO CPABHEHUIO C TEMMU,
KOTOpble Mbl MMEEM B HACTOSILLIEE BPEMSY.



KamnaHum no nHgpopmupoBaHuio naLmMeHToOB

KamnaHuna CancerBACUP no
YyTOMNSAEMOCTU

Ha4anacb ¢ aByx OykneTos,
BbINYLLEHHbIX KOMMAHUSMKM OTpacnu

CancerBACUP BbicTynuna
pedakTopoMm n usgareriem oykneta
«CnpaBnsemca ¢ yToOMNsaemMoCTbo»
(‘Coping with Fatigue’)

byknet oOHOBNEH M NepecMOoTpeH

| OTO oanH N3 Hanbonee NonynaApHbIX
COPING WITH * 6y|(_|'|eTOB

'L /CnpaBa/: CnpaBnsiemcs ¢
o e e b | YTOMITSIEMOCTbIO. YTOMNAEMOCTb,
| CBSI3aHHas C pakoM: YTO 3TO U KaK C

L)
Vo : :
@BACUP _g = B @ '-f..? HEWn CrnpaBJiATbCA




YyacTtve B aKTUBHOU NyONIMYHOUN noanepx ke

NPOCTbIX Noaeun

* Oby4yeHue nauneHToB 1 NIDOEN, YXaXKNBAKOLLMX 32 HUMMN,
HaBblkaM YCMNeLLIHOro npeacTtaBuUTeNbLCTBa

- BoBneyeHune nx B MECTHbIE NMPOLECChI MPUHATUS PELLEHWUN
- KamnaHuns no HanMcaHuio Nucem
« O3HakoMIeHMe neYallero Bpaya ¢ fIMCTOBKOW

« Paccka3s o ceBoeu uctopum B mectHbix CMU



AKTMBHasa nyonuyHas nogaepkka CTaHOBUTCS

CUNnbHee: XXeHWUHbI B BennkobputaHum boprorca 3a
npaeo Ha lepuenTuH

-Herceptin campaigh to be raised with minister | @
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MPs join battle
for cancer drug
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D,OCTyngI MaTepualbl AnsAd KaMinaHUu

Pecypcbl ana Moayns 1:

= OBocHOBaHME HeobXoaMMOCTU N3MeHeHn B Balwuem
cny4ae B HoBbIX HNS

= [lTo66mpoBaHue 1 BrMSHUE Ha NUL, NPUHUMAKOLLMX
pelueHns

= [To66mpoBaHue 1 BIIMSAHUIO Ha NNL, NMPUHUMAIOLLMX
pelleHus (pa3gaToyHbIn MaTtepuan ang macrep-knacca)
* icnonb3oBaHue Baluero yneHcTBa (NpeseHTaumnsa ang
MacTep-knacca)

» [lepcoHann3npoBaHHas MeguumHa (npeseHTauusa ans
cemuHapa)

= KamnaHus no Bonpocam uccriegosaHns (6pmdmHr)

= Kamnanum B8 CMU (nporpammHoe obecneyeHune)

= [Tpobewn cebe gopory (cnangpl)

= [Tpoben cebe gopory (pasgaToyHbI MaTepuan gns
MacTep-knacca)

Celtyac, koraa Bbl 3annaHupoBanu, 4to Bl cobupaeTtech
caoenatb Ha crnefylolleM aTtane, Bocrnonb3ynTech

HeobxoammbiMy Bam cpegctBammn n pecypcammn B Mogyne 2:

BbICTPanBaHne B3aMMOOTHOLWEHUI ¢ Bawwnm genytatom 1 B
Mogayne 3: lNoBnuante Ha cuTyauuto ¢ nomoLlbo Baliero
OTYETa NOo KaMmnaHun

RESOURCES FOR MODULE 1:

Building your case for change in the new NHS (3626 kb) ﬁ

Lobbying and Influencing Decision Makers (1492 kb) 'E

Lobbying and Influencing Decision Makers workshop handout (22 Kt}}ﬂ
Mobilising your Membership workshop presentation (1573 kb) T
Personalised medicine seminar presentation (415 kb) T

Research Matters campaign briefing (285 kb) T

Social Media Campaigniners Toolkit (4199 ko)

Winning Ways Slides (1298 kb) B

Winning Ways Workshop handout (470 kb) T

Now you've planned what you're going to do next, get the tools and resources
you need fo make difference in Module 2 Building a Relationship with your MP
and Module 3: Make an impact with your Campaign Report.
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Ha4yano aktnBHou nyonn4yHon nogaepxku ang

OHKOJIOINr'M4eCKux nauymneHToB B EBpone

OtyeT o lNepBon mexayHapogHon KoHepeHunn «Cogencraene
naumeHTKam rnpu pake Mono4YHoU Xxenesbl — pakTop, obecrnevmnsaroLLmm
nameHeHus». 13-16 mapta 1997 roga, benbrus, bptoccernb

A REPORT ON THE

Furst World Conference On Breast (ancer Advocacy—
Influencing Change

March 13 - 16, 1997
Brussels, Belgium
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EBponenckun meca4yHuUK nHopmMmmpoBaHuna
O KonopektanbHoOM pake, 2008 roa
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N3Bne4vyeHHbIe YPOKU

* AKTUBHas ny6anHa;| nogaep>xXka — 3T1o MOLLHbIN MHCTPYMEHT

— B EBpone oH gan peanbHble N3MEHEHNS AN OHKONOrMYECKMX NaLMEHTOB U NN,
obecneunBatoLmnx yxoa

— 3aMMCTByﬁTe naen apyrunx rpyrnn OHKOJTI0rm4eckmnx naumneHTos, rpynn naumneHToB C
Aapyrmumm 3aboneBaHnaMn, naen n3 Aapyrmnx ccbep

— Cnepgute, uTO NOKpbIBaAeTCA KOMMeHcaunen

«  KamnaHuu TpebyloT aHeprum n aHTy3nasma
—  OHu HeoOxoanmbl Bam, 4Tobbl 3anHTEpPEcoBaTb APYrnx noaen

» [logroTtoBka — KMt K ycrexy
— TwaTenbHo NnaHupyunTe

« ObecneybTe HanNM4ne U roTOBHOCTb NPUMEPOB CIyYaeB W BbICTYNaOLLNX
— bBonblyo Nnonb3y NPUHOCKT opaTopcKasi MOAroToBKa

* He paBante ynuuutb cebs B YEM-NNOO
— [loarotoBbTeChb K HENPEABUOAEHHBLIM CUTYyaLUAM

« KamnaHum — gonrocpoyHblie MeponpusaTus



fonoc nauueHTOB OONagaeT cUNIOMU

«Kak bbIBLLINE NMALMEHTKU, NEPEHECLUME PaK MOSTIOYHOM
Xenesbl, Mbl 0bnagaemM camon nydwen no3nunen ans
6opbObLI 3a yryylleHne BO3MOXHOCTEN B CKPUHUHTE,
OVarHOCTUKE U NeYeHUn, a TakxKe 3a NpoaosmKeHne
nccriegoBaHum rno nouUCKy cpeacTs Ans nsneyeHus
nNaHHOro 3aboneBaHnay.

Cbro3aH Hokc

4

UcnonHumenesHbIlU dupekmop, opeaHulayusi “Europa Donna”



BbiBoAbI

* AKTUBHagd ny6anHas=| noaaep>Kka MoXeT NPNHECTH

peaJibHbl€é USAMEHEHUA CUTYaAaLlUN C OHKOJTIOTMYECKUMMU
NnauneHTamm

— OTO HEe USMEHEHUSA B Te4eHune 0aHOro OHS
* x Heobxogmmo nogrotaBnmBaTh
— MIMeTb YETKO NOCTaBfIEHHblE Lenu

— YyacTBoBaTb B COBMECTHOW AeaTenbHOCTU TaMm, rae Bbl
MOXeTe 3TO AenaTtb

* Y4ynTecb Ha onblTe APYrmx

— MHoOXecTBO NoaxoaoB, KOTopble Bbl MOXeTe ncnosb3oBaTb
* [NlpasgHynTe ycnex



