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HauunoHanHo 3gpykeHne 3a NOMOLL U NoaAapLUKa Ha nuua
co myntunna ckneposa - HALUMOHAJIHO 30PY>XXEHWE 3A MC

AHAJIN3A HA PU3UK
BO obpaboTkaTta Ha nu4HUTE nogartoum npm paboTtata Ha HaunMoHanNHOTO 34pyXeHune 3a
NoMOLL M NoApLuUKa Ha nuua co mynTtunna ckneposa - HALLMOHAJTHO 30PY>XXEHUE 3A
MC Ckonje

CornaHo 3akoHOT 3a 3awTuta Ha nuMyHWM nogartoun, 6e3bepHocTa nogeOHAKBO M
ondaka [OBEPNMBOCTA, UHTErPUTETOT M AOCTANHOCTA Ha NIMYHUTE nogaTtoumn, n nctute Tpeba
Aa ce cornegysaat of npuctan 6asvmpaH Ha pusuKK, NpW LWTO Of HMBOTO HA PU3MK 3aBUCK U
CETOT Ha TEeXHUYKM M OpraHM3aumckm Mepkm koum HauuoHanHoTO 3apyXeHue 3a nomow 1
nogpwka Ha nuua co myntunna ckneposa - HAUMOHAIIHO 30PY>XXEHUME 3A MC Ckonje
Tpeba fa rv npeB3eme 3a Aa yrnpaByBa CO PU3UKOT.

1. O6paboTkaTa Ha NIMYHM nogaToum Cco Kom pacnonara HaumMoHanHoTo 34pyeHne 3a nomoLl
W nogpLuka Ha nuua co myntunna ckneposa - HAUMOHAJTHO 3OPY>XKEHUE 3A MC Ckonje
Ce N3BpLUYBa MUCKy4YMBO BO CEQULUTETO Ha 3apyXeHneTo. JInyHnTe nogaToumn ce yyBaaTt Ha
nocebeH ypen 3a 3a4vyByBake BO gurutanHa dopma (BupTyeneH drive) co yHuMKaTHa
NO3MHKa, OOCTanHa caMO Ha nuuaTa KoM umaaT oBnacTyBawe 3a obpaboTka Ha NUYHK
nogarouu, a gen oA nogatouuTe KouM ce odHecyBaaT 3hpaBcTBeHaTa coctojba OaHOCHO
paboTHMOT N NEH3UCKNOT CTaTyC ce YyBaaT BO XxapTueHa hopma Bo cedp/opmap CO KIyu.

AHanusa Ha pusnk —On3NYKU-oNUNNNBMUTE NOAATOLUM ce YyBaaT BO ce urm opmap co Kryu.
Bo 0BOj cnyyaj Kako pu3uk ce getektupa kpaxba unm rybere Ha Kny4eBu, Kage ce npoueHysa
HW30K pM3MK O4 MPUYMHA LWITO BO nocrnegHuTte 5 roanHn pabota Ha 3OpyXeHneTo gocera ce
HemMa CnyyeHo TakBo HewTo. Bo cny4yaj Ha rybere Ha nogaToum —McuTe ce NecHo SOCTanHu.

1. TpeTmaH Ha pusuK — 3apaam 3alTuTa Ha NUYHUTE nogaToum pusndkuTe maTepujanu ce
ce 4yyBaaT BO ced unu opmaHu CO KIyd, a AUrMTanHuTe nogartouu ce cknagupaHui Ha
BMPTYEneH OUCK A0 KOj NpucTan uma mnckny4mso lNpeTceqaTenoT kako OBnacTeHo nvue
3a ynpaByBake CO NMYHM nogatoun. Bo cnyyaj Ha ryberwe Ha nogaToumte ucute ce
NecHO JocTanHuM O4 W3BOPOT (CybjekTUTe Ha NWMYHU nogaTouM WM KOHTPOMOopU CO
NerMTMMHO MpaBo), Kako W pe3epBHa AurutanHa konuja backup. CeguwTeto Ha
30pyxeHneto e obe3beneHo Co Kyd 1 BO MctaTa umaat npucran camo ogpeneH 6poj
Ha nyre co NoTnuwaHa M3jaBa 3a TajHOCT U 3alTUTa Ha NMYHUTE nogatoun. 3apaau
3alWTMUTa Ha NNUYHUTE NoAaToUM XapTUEeHMTEe nogaToum UCTUTE ce YyBaaTt BO ced unu
OpMaHu CO KIy4, a Ha enekTPoOHCKUTE ypean (BMpTyenHaTa Memopuja) MMma JI03MHKN Kon
NnepvoanYHO Ce MeHyBaaT M ce JocTanHu camo Ha [Npetcegatenot Ha HaumoHanHoTo
34pY)KEHME 3a MOMOLL M MoApLuka Ha nuua co mynTtunna ckneposa - HAUMOHAITHO
3OPYXEHUE 3A MC Ckonje nnu nuue Koe Toj ke ro oBnacTu.

2. lMpudpakake Ha pusnmun — Pusmumte o HUM30K CTeneH ce npudatnuem  3a
HauunoHanHoTO 3gpyxeHue 3a NOMOLL M MOAPLUKA Ha fMua co MynTunna ckneposa -
HALUMOHAJTHO 30PY>XEHME 3A MC Ckonje.
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3. HuBOTO Ha BnMjaHMe Bp3 CyGjekTOT Ha NMYHM NodaTouu € HUCKO Kage CyDjeKToT Moxe
Aa Haumge Ha Manu HenpujatocTu, Koum ke bugaTt HagmumHatn 6e3 HukakoB npobnem
(Bpeme n3rybeHo 3a NOBTOPHO BHECYBaHE Ha NoAaToum, HEPBO3MW, UpUTaumMm 1 ap).

AHanwsmpal-be Ha 68368D,HOCHI/I pun3nun n aktTMUBHOCTU Ha 06p860TKa Ha JInM4YHNTEe nogatoun

1. HaumoHanHoTO 3gpyeHwe 3a NoMoW W MOoApLUKa Ha nvua co MynTunna ckreposa -
HAUWMOHAJHO 3OPY>XEHUME 3A MC Ckonje pacnoniara co fM4HU nogaTouun Ha nuua
BO OpraHuTe Ha ynpaByBawe — YneHosun Ha CobpaHneTo, YUneHoBun Ha M3BpLUHMOT ogdp
n MNMpeTcepgaten Ha 3apyXeHneTo.

2. Cnncok n NpUCTanHUUM Ha YNeHOBU Ha 3OpYyKeHMeTo [OOMEeHN CO HMBHA COrnacHOCT
(nme n npesnme, agpeca, TernedoHckM 6poj n e-mail agpeca) - cybjekTu Ha NUYHUTE
nogartoun, a no notpeba M nogaToum KoM oOpHecyBaaT 3ApaBCTBEHaTa cocTojba
OOHOCHO pabOTHMOT U NEH3UCKNOT CTaTyC

Llenta Ha obpaboTkaTa Ha NUYHMTE NOAATOLM Ce 3acCHOBA Ha NErMTUMHO NpaBo 3akoHOT
3a 3gpyxeHunja n doHgaumm un.21 - 26 3a nuuaTa BO opraHUTe Ha ynpaeyBamwe 1 CTaTyToT 3a
paboTa Ha HaumoHanHOTO 34pyXeHre 3a NOMOLL M MOAPLUKA Ha Nuua co MynTuna ckrneposa -
HAUWMOHAINHO 3OPYXEHWE 3A MC Ckonje. Ob6paboTkaTa Ha NWYHM nogaTouM CO KOu
pacrnonara 34pyXeHNeTO Ce U3BPLUYBA MCKIYy4YMBO BO CEOQULUTETO Ha 3apyKeHneTo. YyBarneTo
Ha nogaTouuTe € BO XapTueHa Wnu enekTpoHcka ¢opma (CD, USB). MNMogaTtounTte cO Kou
pacnonara 3gpyXeHnmeTo ce npeHecyBaaT Ha Apyru CcyGjeKkTn CornmacHo NpeTxo4HO HaBedeHUTe
3aKOHU (KHOroBOACTBEHO OMpO n apyrn cybjektn). CepuwiTeTo e ogaeneHo co Khyd kage ce
yyBaaT M NEepCoOHanHUTE KOMMjyTepu Aogeka NMYHUTe nogaTtoun BO AurMTanHa ce dyBaaT Ha
nocebeH ypea 3a 3advyByBake BO aurntanHa opma (BuptyeneH drive) CO yHMKaTHa JTO3UHKA,
AocTanHa camo Ha nuuaTta ko umaaT oBnacTyBawe 3a obpaboTka Ha nuMyHM nogaTtouu-
MpeTcegaTenoT co NOTNMWAHa M3jaBa 3a TajHOCT M 3alliTUTa Ha NMYHUTE nogatoun. 3apaawm
3alTMUTa Ha NUYHMTE NogaToumn U3NYKM ONUNANBUTE NOAATOLM Ce YyBaaT BO ced 1nn opmaHm
co knyy. Bo cnyyaj Ha rybewe Ha nogatouuTe UCUTE Ce FfEeCHO AocTanHuM of W3BOPOT
(cybjekTTEe Ha NUYHM MNOA4ATOUM MMM KOHTPOSIOpUM CO NErMTUMHO NpaBO) WUnu pes3epBHaTa
aurntanHa konuja- buckup.

Ce npoueHyBa HU30K PU3MK 3a HapyllyBake Ha [J0BEPNMBOCTA, WHTErpUTETOT WNK
[AOCTanHoCTa Ha NMYHUTE noaaToum of NpPUYMHa LITO 0 OCHOBaH-eTO Ha 3ApYKEHMETOo aocera
ce Hema cry4yeHO TakBO HewTo. Bo cnyyaj Ha ryGewe Ha nogatouuTe UCUTE Ce FeCHO
[AOCTarHu.

HnBOTO Ha BNujaHne Bp3 CyBjEKTOT Ha NMYHU NOAATOLM € HUCKO Kade CybjeKToT Moxe Aa Hanae
Ha Manu HenpujaTtocTn, Kou ke bugat HagMmHaTh 6e3 HuakoB npobrem (Bpeme msrybeHo 3a
NMOBTOPHO BHECYBak-€ Ha NnogaTtoum, HepBO3u, UpUTaLmm n ap)

npaLLIaJ'IHVIK 3a npoueHa Ha BJ'II/ljaHI/IeTO Ha HeoBNnacTeHO OTKpuMBaH-€
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op. MNpaware MNpoueHka

1 BrnnjaHneTo WTO HEOBNACTEHOTO OTKpPMBake MOXe Aa ro uma X Hucko
BP3 NMYHUTE NnofaToun Ha noeauHeuoT (ryberwe fgosepnueocT) [1CpeaHo
— BO KOHTEKCT Ha [erioBHata akTUBHOCT — W BNvweTe []Bucoko

COO0ABETHO MpoLeHKa
Mpumepu Ha rybewe 4OBEPNNBOCT
- Onpemata e dpneHa 6e3 pa ce yHawTaT
nogaTtoumuTe
- JlnyHnTe nogaToum ce NOrpeLlHo wucnpaTteHn [o
HeOBNacTEHN NpumaTenm
- KnueHTn moxaT ga npucranaT oo Tyrn nogartoum

LIMHory Bucoko

2 BrnivjaHneTo WTO HeoBNacTeHOTO MeHyBawe Ha nogatoumte X Hucko
MOXe fa ro uMMa Bp3 fMYHUTE nojatoun Ha noeauHeuoT [JCpeaHo
(ryberwse Ha uWHTErpuTeT) — BO KOHTEKCT Ha [AenoBHaTa [JBucoko

aKTMBHOCT — M BMMLIETE COOABETHAa NpoLeHKa
Mpvmepwn Ha ryGerse Ha UHTerpuTeT
- lMopaTtouute KoM ce OUTHM 3a TOYHOCTa Ha
nogaTouuTe Ha Cy0jekTUTe Ha NUYHUTE nogaToum

[LIMHory Bucoko

Cce CMeHeTW.
3 BnujaHneTo WTO HEOBNACTEHOTO yHULITYBakwe unu rybewe Ha X Hucko
NUYHUTE NofaToumn MOXe Aa ro uma Bp3 nuyHuTe nogatoun Ha [1CpepgHo
noeauHeuoT (rybewe Ha JocTanHocTa) - BO KOHTEKCT Ha  [JBucoko
AenoBHaTa akTUBHOCT — 1 BNULLETE COOABETHA NPOLeHKa CIMHOry BUCOKO
Mpumepn - [ocmeto Ha BpabOTEHMOT € usrybeHo u
noeguHeLOT Mopa Aa M AOCTaBu nogatouuTe MOBTOPHO Kaj
KOHTPOOPOT.

HajBVICOKaTa BpPeOHOCT Ce CMeTa 3a KOHEeYHa.

MpaluanHuk 3a NpoLeHKaTa Ha BepojaTHOCTa 3a NojaBa Ha 3akaHa

A) cpefcTBa Ha KOHTPOMOPOT
1. [ann HeoBnacteHn nuua MoXaT JiecHoO pfa dusndkata 6e36egHOCT e BaxeH
npucrtanaT Ao cpeactBata 3a oOpaboTka Ha acnekT, KOj [OKONKy He e

NMYHUTE nogaToumn? COOABETHO  3alUTUTEH, MOXe
CepuMo3Ho fa ja  3arposu
He 6e3benHocTa.
B) MocTtanku/npoueaypw noBp3aHu co obpaboTka Ha NUYHUTE NoAaToLm
2. [anu ynorute n ogroBopHOCTMTE Ha BpaboTteHute Moxe pga pesyntupa co

3a 3alTnTa Ha JIN4YHNUTEe noaaTouun ce HejaCHl/I mnn HeosnacTteHo npuctanysake w
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He ce jacHo gednHUpaHn?
He
[Oann e jacHo peduHupaHa ynoTpebata Ha

PU3NYKMNTE pecypcu Kaj caMmnoT KOHTponop?

aa

KOpUCTEHE Ha pecypcute U
3arpo3yBakbe Ha LerokynHata
©e30eHOCT Ha CUCTEMOT.

Kora ynotpebarta Ha pecycpcuTe
He e jacHO AeuHupaHa, Moxe
aa HacTaHaT 0e3begHOCHU
3aKkaHu nopaan Hedopasbupare
unu HamepHa 3noynoTpeba.

B) PaanunyHu cTpaHu 1 noegmHLum BKITy4eHM BO obpaboTkaTa Ha NMUYHUTE NogaToum

4.

[ann obpaboTkata Ha NUYHUTE NOAATOLM Ce BPLUK
o HegedmHnpaH 6poj Ha BpaboTeHN?

He

Hdann cTpaHuTe/noeanHUMTE KOU Ce BKIyYEHW BO
obpaboTkata Ha nMYHUTE NOAATOUM Ce jacHOo
MHAOPMMpPaHM 33 HUBHUTE 0GBPCKN?

aa

Hann BpaboTeHWTE KOM Ce BKIYY4EHM BO
obpaboTkata Ha nNu4HMUTE nogaToun ce oby4yeHwu,
OOHOCHO WMMaaT 3Haewe o obnacta Ha
ocurypyBate Ha 6e36e4HOCT Ha akTMBHOCTUTE Ha
obpaboTka?

aa

Kora npucrtanoT (n
noHaTamowHaTta obpaboTka) Ha
NMYHWTE nogaToumn € OTBOPEH 3a
ronem 6poj Ha BpaboTeHu, ce
3rofieMyBaaT  MOXHOCTMTE 3a
3noynotpeba on YOBEYKM
daktop. JacHo geduHupare Ha
npucTan 4o NMYHWUTE nogaTtoum u
orpaHuvyBawe Ha npuctanot
caMO Ha TMe fnMua Moxe Jda
npugoHece 3a 6GesbegHocTta Ha
NMYHWUTE NoaaTouMm.

Kora BpaboTeHuTe He ce jacHO
WHOPMUPAHN 38  HUBHUTE
06BpCKM, 3akaHWUTe Of Cny4vajHa
anoynotpeba, kako WTO ce
OTKpUBaHE UNN YHULLTYBaH-€ Ha
nogatoumMte  3Ha4uTENHO  ce
3ronemyBaar.

Kora BpaboTeHuTe He ce CBECHM
3a notpebaTta o npuMMeHaTa Ha

6e3begHOCHU MepKU, Ve
CnyyajHo MoxaTt aa
npetcraByBaat  [OMNOSNHUTENHWU

3akaHu 3a cuctemot. ObykaTa BO
ronema Mepa ke npugoHece 3a
ocBecTyBatbe Ha BpaboTeHuTe,
Kako 3a HuBHTME OOBpCKM 3a
3awTnTa Ha NUYHUTE ngoaTouw,
Taka M 3@ nNpuMeHa Ha
cneumdnyHn MepPKM.

HauuoHanHo 3apyxeHue 3a oMol u
OAApLUKa Ha f1ua co MynTunna ckrneposa
— HauuoHanHo 3gpyxeHue 3a MC

1000 Ckonje
P. C. MakegoHuja

yn. ®panknuH PyssenT 6p. 8/37

Ten. 071-870
msmakedonija@gmail.com
www.msmakedonija.eu.org

* MNonHonpaBHa yrneHka Ha EBponckata MC Mnatdgpopma (aHr. European Multiple Sclerosis Platfrom)

AcouujaTBHa UneHka Ha AnvjaHcaTta Ha naumneHTcku opraHmsauum (AMO)

MonHonpaBHa uneHka Ha CeeTckaTa anujaHca Ha naumeHTn (aHr. World Patient Alliance)



HauywnoHarnHo
34py)xeHue
3a

NG

HauunoHanHo 3gpykeHne 3a NOMOLL U NoaAapLUKa Ha nuua
co myntunna ckneposa - HALUMOHAJIHO 30PY>XXEHWE 3A MC

Hdann cTtpaHuTe/noeanHUMTE KoM ce BKIyYeHU BO
obpaboTkaTa Ha nuyHnTE nogartouu ro
3aHemapyBaaT 6e36e4HOTO cKnagupane/vyyBahe
Ha nogaToumuTe, Kako N YHULITYBaweTO Ha NUYHUTE
nogartouun?

He

M) OenoBHMOT npouec n obemoTt Ha obpaboTka

MHory HapyllyBaka Ha NU4HUTE
nogaTtoum ce cnydvyBaaT nopaau
HeJocTaToOK Ha  Mepks  3a
dm3nyka 3awTuTa, Kako LTO ce
OpaBu 1 6e30eaHOCHM cucTeMmn
33 YHULUTYBaH-E.

8.  [Hanwu aktmBHOCTUTE Ha 06paboTka ondakaart ronem Bugotr u ob6emoT Ha nn4yHUTE
o6eM Ha nu4HM nogaToum 3a cybjekTute? nogaTtoumM Moxe Aa rm Hanpasat
aKTMBHOCTUTE Ha obpaboTka

na NPUBAEYHN 3a Hanarayu.
9. [Janu nocrtojat nocebHn Hajoobpu npaktukm 3a CneundunyHn 0e30eaHOCHU

BALLMOT OENIOBEH CEKTOp kou He bune cooaBeTHO
cnepeHn?

He

Cnepejkn ro oBOj npwucTan, HMBOTO Ha BepojaTHOCT 3a
AedvHupa 3a cekoja og obnacTuTe Ha NpoLeHkKa, 1 Toa:

MEpPKM 3a CEeKTOpoT 0OMYHO ce
npunarogyBaaT Ha notpebute u
pusnuuTe Ha KOHKPETHMOT
CeKTop. HanountyBane Ha
COOABETHUTE Hajaobpn nNpakTukm
Moxe pa 6Ouae nokasaten 3a
noLuo yrnpaByBah-€ co
6e3begHocTa.

nojaBa Ha 3akaHa MOXe Oa ce

- Hucko: mana e BepojaTHOCTa Aieka 3akaHaTa Ke ce ocTBapy,
- CpepqHo: NocTou pasyMHa LuaHca 3akaHaTta [a ce ocTBapy,

- Bucoko: 3akaHaTa HajBepojaTHO Ke ce ocTBapwm.

Hwucko :_mana e BepojaTHOCTa 3a 3akaHa _

CpepgHo: X

Bucoko: X
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KoHeuHa eBanyauuja — npoLeHa Ha pusuK

BrnivjaHne X BepojaTHOCT 3a nojaBa Ha 3akaHaTa = HMBO Ha PU3MKK

g HHU30K PU3MK [:] CpefeH puank ~ BMCOK PU3UK

20.09.2021 roganHa MpeTcenaren,

AHa KapajaHoBa - [lumntpyLuesa
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www.msmakedonija.eu.org
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