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BHUMATEJBHO MIPOUUTAUTE 3TOT JOKYMEHT NEPE/] HOANNMCAHUEM.

S, HWKemoamucaBIIuics(ascs), 03HaKOMHUBIIUCH ¢ TpeboBaHusiMu DenepanbHoro 3akona ot 27.07.2006 Ne
152-03 «O nepcoHanbHBIX AaHHBIX» U DenepanbHoro 3akoHa oT 21.11.2011 Ne 323-03 «OO6 ocHOBax OXpaHBI
310pOBbs TpaxaaH B Poccuiickoit Deneparnny, 1aw cBodoHOe, HHPOPMUPOBaAHHOE, KOHKPETHOE U SIBHOE
corjiacue Ha o00pabOTKy MOHMX TMEPCOHAJIBHBIX JAHHBIX Ha YCJOBHAX, YKa3aHHBIX HIDKE, B CBS3U C
HCIOJIb30BaHUEM NIpuiiokeHus «ALS-Monurop».

1. O npuioxeHnu

«ALS-MonuTtop» — MOOWIbHOE NPWIOXKEHHE M BeO-KaOMHET Ui JUCTAHIIMOHHOTO HAOJIOJEHUsS 3a
COCTOSTHHEM TMAIlHEeHTOB C OOKOBBIM amuoTpodmueckiuM ckiepo3oM (BAC) mexmy Busuramu K Bpady. S
CaMOCTOSITEIbHO BHOIIY B TPHUJIOKEHWE JIaHHBIE O CBOEM COCTOSSHMM, a MOW Jedanluii Bpad BHIUT UX

JMHAMUKY.

Hcnonb3oBanne NPUIOKEeHUS] He SIBJIsieTCsl Y4YyacTHeM B KJIMHMYECKOM HccleloBaHMU. MHe He
Ha3HA4aeTcsl HcciedayeMas Tepamus, He IIPOBOAATCS MONOJHMTENbHBIE MpOLEeXyphl W He OepyTcs
Ouonoruueckue obpasupl. Mo€ nedeHrne Ha3HayaeT Jedaluil Bpad B OOBIYHOM IIOpsIKE, HE3aBHCUMO OT
HCTIOJIb30BAHUS NIPUIIOKEHUS.

HpI/IJ'IO)KeHI/IC HE CTAaBUT JUATHO3 U HC 3aMCHICT OYHYIO KOHCYJIbTAIIUIO Bpada. Bce paC‘IéTLI " OLICHKH HOCAT
BCIIOMOTaTeNIbHbIN XapakTep U Npe€aHa3HAYCHBI AJId NHTCPIIPECTANHU JICHAlllUM BpadoOM.

2. lloaTBep:kaeHus: Cy0ObEKTA NePCOHATbHBIX JaHHBIX
* Sl — neecnocoOHOE (U3MUECKOE JTUIIO B Bo3pacte 18 jeT u crapie.

e 51 ocBemomnén(a) o cBoux mpaBax B coorBercTBHM ¢ P3-152 wu [lonuThkoil KOH(UICHIUAILHOCTH,
pasmeniéHHol mo aapecy https://als-monitor.com/privacy.

* S momHOCTRIO IpOYHKTajI(a) M IIOHUMAIO colepkanie HacTosmero Cormacus.
* 51 naro cornacue J0OpOBOJIBHO, 0€3 KAaKOTO-THOO0 MPUHYKICHYSL.

¢ Mue ObIIH JlaHbl OTBETHI Ha BCE MOU BOITPOCHI.

3. leau 00padOTKH MEPCOHAIBHBIX JAHHBIX

3.1. OcHOBHBIE L)
o JlucTaHIUOHHOE Ha0JI0JeHUe 3a cocTossHUeM. COOp CTPYKTypHpPOBAHHBIX JAHHBIX O MOEM COCTOSHUU
MEXTy BU3UTaMU M TIepefiada HX MOeMy JIedalieMy Bpady.
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* Pabora nudposoro accucrenta. OLieHKa IOJHOTHI BHECEHHBIX JTaHHBIX, OIIPEIEIEHUE KOHTPOJIBHBIX TOUEK
TedeHust 60JIe3HN, (POPMUPOBAHHE IUIaHA CIIEYIOIIETO BU3HTA.

o Casa3b ¢ JeyamumM BpadoM. [lepenucka B 3aIIUIIEHHOM YaTe TIPHUIIOKEHS, BKIIOYasl BIOKEHHBIE (DaiiIbL.

¢ Obecneuenne padoThl y4éTHOM 3anucu. Peructpanus, BXo/, BOCCTAaHOBJICHHE [1apOJIs, YBEIOMIICHHUS.

3.2. JlonogHUTENbHBIE LeJH (0TAEJBHOE COTIacHe, OTMETHTDH HYKHOE)
¢ [] Ucnonp3oBanre MOMX 00e3TM4eHHBIX TaHHBIX B HAYYHOM M CTaTUCTHYeCKOM aHanu3e o teme bAC.
o [ [yOnukanus pe3yabTaTOB TAKOTO aHAJIKM3a B HAYYHBIX U3JIAHUIX B 00€3THYEeHHOM BHJIC.

Otka3 ot JOINOJIHUTCIIBHBIX ].Ie.]'[eﬁ HC BJIMACT Ha BO3MOXXHOCTH IIOJIB30BATHCA IPHUIIOKEHUEM U Ha 00BEM

OKa3bIBaeMOi MHE MEIUIIMHCKOMN TOMOIIIH.

4. Kateropuu o0padarbiBaeMbIX NEPCOHAJbHBIX JAHHBIX

4.1. Jlannble y46THOI 3anucu

* aapec ANEKTPOHHOU MOYTHI;

* WM, YKa3aHHOE IIPHU PErUCTpaliu;

* poib (MalKeHT, POACTBEHHUK);

* TapoJib — XPAaHUTCS TOJIBKO B BHJIE HEOOPATUMOTO Xellla ¥ ollepaTopy He U3BECTEH;

* J1aTa CO3/aHUs YUYETHOU 3aUCH.

4.2. CnenuanbHasi KATErOpuA: JaHHbIE 0 COCTOSTHUM 3/10POBbS
51 naro siBHOe coriacue Ha 00pabOTKy CIETYIOIIUX JaHHBIX, KOTOPbIE BHOLITY JOOPOBOJBHO:
e aHKeTa ManueHTta: ¢amMuiIus, UMs, OTYECTBO, JaTa POXKIEHHs, MOJ, POCT, BEC, AUArHO3, JaThl AeOTa H

MIOCTAHOBKHM JHAarfo3a, ¢opma 3a00NeBaHWs, TaHHBIE O TEHETHYECKOM TECTHPOBAHUH, COIYTCTBYIOIIUE
3a0omneBaHus U (PaKTOPBI PUCKA;

* ¢ynknuonanpHas mkana ALSFRS-R, ucropus 3amonnenuit;
e korauTHBHAas orieHka ECAS u olleHKa moBeqeHIeCKNX HApYIICHHH;

* HEBPOJOTHYECKAas OIEHKA: MBIIICYHas CHJIA, pe3yJbTaT TecTa IMECTUMHHYTHOW XOABOBI, ITOKa3aTeib
pedeBoil pyHKUMY;

* JIBIXaTENbHBIE TIOKa3aTeNn: opIiika mo mkane mMRC, opTomHo), )KU3HEHHAsE EMKOCTD JIETKHX;
 mkansl genpeccun beka n ['amunpToHa;
* JHEBHMK MUTAHU: MPOLYKTHI, 00bEMBI, HyTPUEHTHBINA COCTaB;

e JaHHBIe akTUBHOCTH W3 Apple Health: konnyecTBo maroB, mpoiiieHHas TUCTAaHIUS, AKTUBHBIC KAJIOPHUH,
BpeMs aKTUBHOCTH, CPEJIHASI 4YaCTOTa CEPACUHBIX COKPAIICHU;

* TIEpETHCKa C JICYAIIUM BPauoM, BKIIFOUAS BIOKEHHBIE (haiiiIbl.

4.3. Texuu4eckue JaHHbIE
* TOKeH push-yBeJOMIICHHI YCTPOWCTBA U TUII IUTAT(OPMBI — TOJBKO €CITH S Pa3penIni(a) yBeIOMICHUS;
* TOKEHBI CECCUM Ul NOAEP)KaHUSA BX0/a B YUETHYIO 3aIIHCh.

[IpunoxeHrie He cOOHMPAET TeOJOKANHUIO, CITUCOK KOHTAKTOB, WICHTH(PHUKATOPHI JUII PEKJIaMbl U HUCTOPHIO
HCTIOJIb30BAHUS IPYTUX PUIIOKCHUH.

4.4. Yto ocTaércst TONBKO HA MOEM yCTpOlicTBe U HUKOIIa He nepeaaérces

* Ayamosamuch rosoca. 3amuch Ui OLEGHKH pedyeBOH (YHKIUU COXpaHsSeTCSd HCKIIOUUTENBHO B
3aIMMIIEHHOM XpaHWIWINE TPHIOKEHHS Ha ycTpoiictBe. Ha cepBep mepemaércs TONBKO HYHCIOBOM
MOKAa3aTellb, BBIUUCICHHBIN Ha ycTpoiicTBe. CaM 3ByKOBOH (hailn He mMOKuAaeT ycTpoicTBo.

* ®ortorpadpun ¢ kameppl. CHIMKH UI paclio3HaBaHUS IPOIYKTOB 00pabaTHIBAIOTCS HA YCTPOICTBE, HE
COXPaHSIOTCS U HE IepealoTcs.
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* Jlannbie Apple Health yurarorcs HanpsAMy0 U3 CUCTEMHOIO XpPaHMIMILA; B IPUIOKEHUU COXPaHSIIOTCA
TOJIBKO arperupoBaHHbIE CyTOUHBIE TIOKA3aTEIH, IEPEUHCICHHBIE B 1. 4.2.

5. Cnnoco0b1 00padoTKH

O06paboTka BenéTcs aBTOMATH3MPOBAaHHBIM CIOCOOOM C HCIIONB30BAHHEM KOMIIBIOTEPHBIX CHCTEM U 0a3
JaHHBIX, a TaKkXke 0e3 HMCIONb30BaHHSA CPEJCTB aBTOMATH3AIMK (MEIUIMHCKAs JOKYMEHTAalUs B KIMHHKE).
KonkpetHbie omnepainuu: cO6op, 3amuch, CUCTEMaTH3alMsl, HAKOIUIGHHWE, XpaHEHWE, YTOUYHEHHE, HU3BIICYCHHE,
WCTIONB30BaHUE, aHAIH3, TIPEJOCTABICHNE OCTYIIA JIeJaIleMy Bpady, 00e3IHINBaHNE, YIaTCHHE.

6. K10 uMeeT AOCTYII K JaHHBIM U IMepeaavya TpEeTbuM JIMIaM

6.1. Joctyn

o Jleyamuii Bpa4y, K KOTOpoMy s npuBs3aH(a). Bpau BUIUT mgaHHBIC TOJBKO TEX IAI[EHTOB, KOTOpPHIC
AKTUBUPOBAIM €ro Kojx xoctymna. CBsA3b C BpauoM S MOTY pa3opBaTh B JIIOOOH MOMEHT B HAacTpOMKax
MIPUIIOKEHMS], IIOCTIE YEro MPEKHUM Bpad TEPSET JOCTYI K MOMM JaHHBIM.

* TexHuueckuii mepcoHaJ oneparopa — B 00bEME, HEOOXOAUMOM JUI MOAJEPKAHUS PaOOTOCIIOCOOHOCTH

cepBuca.

6.2. BHeminue cepBuUCHI

Cepsuc Yro nepenaéres Ha3znauenne
Google Firebase Cloud Messaging | TOKeH ycTpoiicTBa, TEKCT yBEIOMJICHUsI | JocTaBka push-yBegomieHuii
Open Food Facts TOJIBKO IITPUX-KOA MPOTYKTa MOJTy9eHNEe COCTaBa MPOIyKTa

SAnnexc 360 (mouTOBBLH cepBUC) aZipec 3JIEKTPOHHOM MOYTHI OTIIPaBKa KOJOB IOATBEPKAEHHS U
BOCCTaHOBJIEHHUSI MAPOJIs

B Open Food Facts nepcoHanbHble JaHHBIE HE MEPEJAOTCS — YXOAMUT TONBKO IU(POBOH KOA C YIAKOBKU.
MeaunuHcKHe JaHHbIE He TlepeialoTcsl HH OJTHOMY M3 BHEIIIHMX CePBHCOB.

6.3. 'ocynapcTBeHHBIE OPraHbl

JlaHHBIE MOTYT OBITH NPEROCTABIECHBI YIIOJIHOMOUYCHHBIM T'OCYJapCTBEHHBIM OpraHaM B ciIydasx U o0béme,
IpsIMO IPEAYCMOTPEHHBIX 3aKOHOAaTenbcTBOM Poccuiickoit denepanyy, B TOM 4UCIE 10 MOTUBUPOBAHHOMY
3aIpocy cy1a UM IPaBOOXPAaHUTENBHBIX OPIaHOB.

7. XpaHeHMe H 3aLIUTA

* JIaHHBIE XpaHATCS Ha CEpBEpe ollepaTopa, PacloNiokKeHHOM Ha Tepputopuu Poccuiickoir denepanuu (T.
MockBa), 9TO COOTBETCTBYET TpeOoBaHuUIO 4. 5 cT. 18 d3-152;

* Tepemayda MeXIy IPHIIOKEHUEM 1 CEPBEPOM 3amuiieHa mudposanuem TLS;
* TIApONHY XPaHATCA B BHJE HEOOPATHMOrO XeIla,
* TOKEHBI JOCTYIa Ha YCTPOUCTBE XPAaHATCS B 3aIUIIEHHOM CUCTEMHOM XPaHUINILIE;

* JIOCTYII K CepBepy OIpaHUYEH U 3alUILEH aBTOpU3aLIUeH.

7.1. Cpoxku xpaHeHust
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Kateropust 1anHbIX Cpok xpaHeHust OcHoBaHue

JlaHHBIE Y4ETHOM 3aIMCH U TIOKa CYIECTBYET YYETHAs 3aIIUCh; ®3-152, cormacue cyOnexTa
MEIUIUHCKHE TaHHbBIC B yIAIAI0TCS NIpU €€ yAaleHuu

MIPUIIOKEHU T

O6e3muueHHbIe JaHHBIC JIJIS 10 ner pelieHue onepaTopa
Hay4HOTO aHajH3a (IIPU COTJIaCHHU

o 1. 3.2)

MeauumHcKast JOKyMEHTaIMs B B COOTBETCTBHU C TPEOOBAHHUSIMHU K ®3-323

KIIMHUKE MEIULUHCKON JOKYMEHTALUN

8. MoOn/ibHOe nNpuiI0:KeHHe U YBeOMJICHUs!
e [ 4 cornaceH(Ha) Ha UCTIOIB30BAHNE MOOMILHOTO IPUJIOKEHUS JJIsl HAOIFOICHUS 32 MOUM COCTOSTHHEM.

e [J 4 cornacen(Ha) Ha mony4deHue push-yBejoMIeHUH U TIHiceM, CBSI3aHHBIX C UCIIOIB30BaHUEM MPUIIOKEHHS
(HanmOMUHAHUS O 3aMOJTHEHUH, YBEIOMIICHUS OT Bpada).

YBeIOMIICHHUS MOKHO OTKITIOYHTH B HACTPOHKAX IMPHIIOKECHUS UM YCTPOUCTBA B MIOO0H MOMEHT.

9. Bo3mMo:kHas1 10132 M OTPAHUYCHHUSA

9.1. Bo3aMo:xHas1 moJyib3a

e JIeyallluil Bpad BUJUT JUHAMUKY MOETO COCTOSHUS MEXAYy BU3UTAMH, & HE TOJIBKO Ha OYHOM MPHUEME;
* W3MEHEHHMS COCTOSIHHS MOTYT OBITh 3aMEUCHBI PaHbIIIC;

* MOH JiaHHbIe COOPaHbI B OJTHOM MECTE U JIOCTYIIHBI Bpayy B CTPYKTYPHPOBAHHOM BHUJIC;

e Bkian B uzydenue teueHust bAC, ecnu st nan(a) cormacue 1o m. 3.2.

9.2. OrpannyeHusi 1 BO3MOXKHbIE Hey100CcTBa
* HCTOJIL30BAHKE IIPHIIOKEHHS TPEOYET PEryIsIpHOTO BpeMEHH Ha 3arloJHEHHE JaHHbIX;

* NPHIOXKEHHUE HEC 3aMCHACT OUYHYIO KOHCYJIbTaUIO U OKCTPCHHYIO MEIUIIMHCKYIO ITIOMOIIb, IIPU YXYIIICHUN
COCTOsIHUA CIICAYCT O6paHlaTI)C$I K Bpady OOBIYHBIM TOPSAAKOM;

* HECMOTpS Ha MPUHUMAEMBIC MEpHI 3aIIMTHI, HU OJUH CIOCOO Tepejavyd JaHHBIX MO ceTh VIHTepHEeT He
MOET OBITh TapaHTUpOBaHHO 3ammmEH Ha 100 %;

* TIpH yTEUKe JAHHBIX 5 OyIy yBeIOMIIEH(Q).

Hcnoan3oBaHue NPWIOKEHNS He BJIUsET HAa 00bEM M KAa4eCTBO OKa3hbIBAeMOH MHe MeTUIIMHCKOI
nmoMoIiu. OTKaS OT HMCIIOJB30BAHUA HIIU nperameHHe HCIIOJIB30BAHHUA HC HOBJ’IG‘]éT JUJIT MEHSI HUKAKHUX

HETaTHUBHBIX ITOCJICACTBUM.

10. Mou npaBa u Kak X peajn30BaTh
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IIpaBo

[Moxyuuts nHpOpMALHIO 00 00pabaThIBAEMBIX JaHHBIX
Y TOYHHUTE HETOYHBIC WIIN yCTapeBIIUC JaHHBIC
BEIrpy3uTh CBOM JaHHBIE

Ynanute y4€THYIO 3aICh U BCE IaHHbIE

OTo3BaTh coriacue

[onats xanody

Kak peannsoBatb

nucsMo Ha druzhininds@gmail.com

B [IPUJIOKCHUH HJIM Yepe3 JICYalllero Bpaya
(yHKIMS SKCTIOPTa OTYETA B IPHIIOKEHUN
pasnen «HacTpolku» B IPHUITOKEHUU

nucbMo Ha druzhininds@gmail.com unu ynanenue y4éTHon
3aIMCcH

PockomHanzop, https://rkn.gov.ru/

CpOK OTBE€Ta oreparopa — 30 KaJICHIapHBIX JIHEH ¢ JaThl MOJIy4CHHA 3a1poca.

11. OT3LIB coryacusi

e 5l Mory oTo3BaTh COIVIACHE M IPEKPaTUTb MCIIOJb30BaHUE IPWIOKEHUS B J1000ii MOMeHT M 0e3

00bsICHEHUS TPUYMH.

¢ OT3BIB coryiacus He BIIMSICT HAa 3aKOHHOCTD O6pa6OTKI/I, HpOHBBCI{éHHOﬁ J0 MOMCHTAa OT3bIBa.

* OT3BIB coOrJIacusl BJIEYET yAajdeHUe YYETHON 3aMUCH, TIOCKOIBKY 0e3 00pabOTKM TaHHBIX NPHIIOKEHHUE

(I)YHKIII/IOHI/IpOBaTL HC MOXCT. I[J'IH NanueHTOB U POJACTBCHHUKOB YIAJICHHUE HeO6paTI/IMOI BMECTC C y‘{éTHOﬁ

3alMMCBIO YIAIAIOTCA BCE MEIUIIMHCKUEC JAHHBIC, IIEPENHNCKA U CBA3b C Bpa4OM.

e O0e3IuYCHHBIC JNaHHBIC, paHee BKJIFOUEHHBIEC B HaYQHLIﬁ aHaJin3, HE MOIr'yT OBITE OTO3BaHbI, ITOCKOJIbKY HE

IIO3BOJIAOT MCHS I/IHCHTI/I(I)I/ILII/IPOBS.TL.

12. KoH(puaeHUNAJIbHOCTH U MyOJUKALUHA

* MOHM JJaHHBIE 00pabaTHIBAIOTCS KOH(HUICHINAIBHO, TOCTYI K HUM OTpaHHUCH;

* pe3yJbTaThl HAYYHOTO aHAJIM3a MOTYT OBITh OMYOJHMKOBAaHBI B HAyYHBIX M3JAHUSIX, €CIIU 5 Jai(a) corjiacue

mo . 3.2;

¢ pu ny6nm<au1/m HCIIOJIB3YIOTCS TOJIBKO 00e3TMYeHHEIC JAHHBIC,

* MOE UMS M KOHTaKTHasi HH(OpMaLus B ITyOJIMKAIUAX HE PACKPBIBAIOTCA.

13. 106poBOJILHOCTH

[ 4 nmaro cornacue J00POBOIBHO, O€3 MPUHYKICHHUS, TaBJICHUS WA O0CIaHu.

e [] Mue ObutH IIPEAO0CTABJICHBI BOBMOYXHOCTDb U BPEMS U1 U3YUCHUA JOKYMCHTA.

. MOTY 33/1aBaTh BOIIPOCHI Bpauy B JIIOOOH MOMEHT.
[J 4 mory 3a1aBaTh BOIIPOC a 10001 MOMe

e [J 4 nomyuy xonuto Hacrosero Coryacusi.

e [ 4 cornaceH(na) co BceMH yCIOBHIMH, YKa3aHHBIMH B HacTosieM Coriacuu.

14. Iloanucu
IMAIIUAEHT

damumnus, UMs, 0TUECTBO (TIEYaTHBIMHU OYKBaMH):

Hara poxaeHust:

Anpec 3JeKTPOHHOM MOYTHI:

TTonnuce:

Jara:

3AKOHHBIN MPEACTABUTEJIb (ecriu mpuMeRnMo)
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damunns, UMs, OTYECTBO:

OcHoBaHMe IpEeaACTaBUTEIIbCTBA:

TTonnuce: Jara:

JIEYAIIIAM BPAY

Sl moaTBepk a0, YTO pazbICHWII(a) MANMEHTY coepkaHue Hactosmiero Corjaacus ¥ OTBETHII(a) Ha BCE €T0

BOITPOCHIL.

daMuIHs, UM, OTISCTBO:

JlomKHOCTD:

TTonnucs: Jara:

Bazxno

¢ Coxpannre cBoi 3x3eMiuisip Coriacusi.
¢ [IpounTaiiTe TOKyMEHT MOIHOCTHIO JIO MOAMUCAHUS.
* 3azmaBaiiTe BOIIPOCH — BBl HIMEETE MPABO HA MONHYI0 HHPOPMAIHIO.
¢ Hukorna He NOOMKUCBEIBANTE IO JaBJICHHUEM.
* BrI BripaBe 0T03BaTh coriacue B 1000 MOMEHT.
Bepcus 1.0. {aTa: 20 aBrycra 2026 roaa.
JIOKyMEHT MTOATOTOBIIEH B COOTBETCTBUHU C:

o ®enepanbHbiM 3aK0HOM OT 27.07.2006 No 152-D3 «O nepcoHaNbHBIX TaHHBIXY;

o OenepanbHbM 3ak0HOM OT 21.11.2011 Ne 323-®3 «O06 ocHOBax OXpaHbI 30POBbs TpakaaH B Poccuiickoi
denepanuny;

* pelLIeHHEeM JIOKAIbHOTO 3THYECKOT0 KOMUTeTa, MpoToko Ne 324567 ot 02.03.2026.
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