CnunasbHast MbiieyHasi atpogus (CMA):
CJIANI 1
IIponacre
Mexny Opranusanueii nauuenToB u ['ocynapcrsom
MocT win nepenpasa?

CJAM 2

Kak po:kaaiorcst opraHu3aniu NauMeHToB ¢ peAKUMHU 3a00/1eBaHUsIMH ?

OrnpenenuM BHavyase MOHATUE PEIKOCTU

Penxast 601e3Hb - 00JI€3HB, KOTOPAst PEAKO BCTPEUACTCS B OOIICH MOMYJISIIUN HACEICHHUS, yTPOKACT
JKU3HM WA XPOHUYECKH MPOTPECCUPYET, HPHUBOJUT K CMEPTH WIM HHBaIUAHOCTH. [lo
YTBEPKJACHHBIM MEXIYHAPOIHBIM HOPMATHBAM IOPOT OTHECEHHUs TOTO HJIM WHOTO 3a00JIeBaHUS K
peakuM mpuxoauTcs Ha dactoTy MeHee 1 u3 2000 rpaxman (0100peHO MPOrpaMMoOM MO PeaKUM
3aboneBanusM 1999-2003, [Tpasunamu (EC) 141/2000) [1]. lanable mporpaMMHbI€ IIaryd MPUBEIH
K CO3JaHUI0 HamuoHalbHBIX KoHmemnimi «PEJIKHUX 3ABOJIEBAHUN» u COOTBETCTBYIOIIIUM
3aKOHaM, perjaMeHTHUPYIoOIUX MoNuTUKy rocynapcte EC B »stom Bompoce. Cremyer cpasy
OTMETHUTh, YTO JO HACTOSIIEr0 BPEMEHU, B YKpPauHe TAKHX 3aKOHOB HeT, KaK, BIIpo4eM, HEeT H
camoro omnpeaesjenust '"'peakux 3adoJsieBanuii'. akTuuecku, TEPMUHOIOTHS “‘peakue O0ne3Hu”
TOJIBKO BBIJIBUTAET Ha MEPBbIN IJIaH OCOOEHHOCTh PEIKOCTH CJIOXKHOM M pazHOOOpa3HOW MO3auKu
OMAaCHBIX JJIA JKU3HHU WIH TSKEJBIX YCIOBUN HECKOJBKO ThICSY 3a00jeBaHUN. JTa TEPMHUHOJIOTHUSA,
KOTOpasi TOJBKO TMOAYEPKUBACT PEAKOCTh, HEMEIJICHHO CO3/1aeT JHUCTAHIIMI0 MEXIYy ‘‘ClaObIMH
JTIOABMH, Y KOTO CIYYHJIOCh 4YTO-TO CTOJIb YXAacHOE” W OTPOMHBIM OOJIBIIMHCTBOM Tpa)</aH,
KOTOpBIE YYBCTBYIOT Ce€Os 3aIIMIICHHBIMH HH3KOH pPacpOCTPaHEHHOCTHIO PEIKHX 3a00JIEBaHUM.
PykoBOACTBYSICh NMPUHUMIIAMHA TYMAaHHOCTH, LIEHTPAJIBHOIO IMOJIOKEHHSI JIMYHOCTU B Pa3BUTOM
oO1iecTBe, ToCyJapCTBEHHAs! MOJIMTUKA JODKHA CTAaTh Ha 3allUTY HYKIAIOIIUXCS B TOMOIIIH.

CJAM 3

Yro cuuraor B YKpanHe?
B Ilpumeuanun k Ilpuxazy [2] MO3 or 28 pexadbps 2002 r. N502 «BpeMeHHBIX HOpPMaTHBOB
NPEAOCTAaBICHNS MEIUIIMHCKOM MOMOIIM JETCKOMY HACeJIEHHI0 B YCIOBHUAX aMOyJaTOpHO-
HNOJUKJIMHUYECKUX 3aBEJCHUN» (JeTCKas HEBPOJOIUsS M JeTCKas XUPYpPrHs) - rocylapCTBEHHOM
CTaTUCTUYECKOH OTUETHOCTH MOAJIEKAT CIIeAyIoe 00JIe3HN HEPBHOM CUCTEMBI:

e BocranurelbHbIe 3a00neBanusa [THC GO0, GO3, G04, G06, GO8, G09

e smuencusa G40 - G41

e 3a0oneBanus nepudepudeckoit HepBHoi cuctemsl G50 - G52, G54

e JIII: G8O.



CJAN 4

Yrto He cUHUTAOT B YKpauHe?
B 1o Bpems kak BcTpedaemocTh penkoro 3aboneBanus 1 ciydait Ha 2000 310pOBBIX TpakIaH
Ka)XETCSl HE3HAYUTENbHBIM YKCIIOM, MpPU HACUUTHIBAIOIIEMCS HaceleHUHW YKpauHbl B 46-47
MUJJIMOHOB I'PaXKAAaH 3TO MOIJIO Obl 03HA4aTh 235 yrojiel Ui Kaxa0i peakoi 00yie3HH (OCHOBAaHO
Ha koHuenmuu ‘“Rare Diseases: understanding this Public Health Priority” Eurordis, November
2005) [3]. Oty cratuctuka moaTBepxkaaeTca (Qaxkramu. [lo AaHHBIM OpraHu3alMi peaKux
HAlMEHTOB 3apErUCTPUPOBAHO UM MPOTHO3UPYETCS:

e CnunanbHast Mpimednas atpodus ot 100 go 300 marueHToB (1Mo 1aHHBIM 32 7 JIeT)

e  MyxoBucuugo3 10 500 manueHToB

e Mykononucaxapuaos okono 50 yenoBek

e Mpeimeunas auctpodus — menee 50 (dhukcanus gaHHBIX HauaTa ToJbKo ¢ 2010 roga)
YTO CcOrjacyeTcsi ¢ Ipor1o3om [3].

CJAMJ 5

ITo nannbiM MHCTUTYTA MONeKysspHOl Onostorun u renetuku HAH Ykpannel (JIupmmn JILA.)
e KoumuecTBo NpoaHaIM3UPOBAHHBIX CEMEN ¢ KIIMHUYECKUM noo3penneM Ha CMA 3a 5 ner
(c 2006 roma) - 285
e KonnuecTBo MpoaHaIM3UPOBAHHBIX CEMEH ¢ KIMHUYECKUM noao3peHuem Ha OKY
(penunkeronypus) 3a 5 et (¢ 2006 roxa) - 105
e KonnuecTBo npoaHanM3upoOBaHHBIX CEMEN ¢ KIMHUYECKUM MoJi03peHreM Ha MB
(mykoBucuno3) 3a 5 net (¢ 2006 roxa) - 235
YTO COTJIACYeTCs C MPOrHO30M [3].

CJAMNJ 6

(cpaBHUTe/ILHAA XapAKTEPHCTHKA)

YHomsHyThIE YKClIa 03HAYAIOT, YTO AK€ MPUTOM, YTO “00JIe3HH peAKH, MALMEHTHI ¢ PeAKUMH
00J1€3HSIMM - MHOTOYHCJIEHHBI”, TIO3TOMY “BechbMa O00bIYHO MMETh PeAKYI0 0ojie3Hb”. Penkue
00JIe3HN MOTYT 3aTPOHYTh JIFOOYIO CEMbIO, B JIF000€ BpeMs. DTO HE TOJBKO ‘“‘dTO-TO y’KacHOE, 4TO
CIydaeTrcsi ¢ JPYTMMH JIIOABMHU’, 3TO - OUYEHb >KECTOKas JIeMCTBUTEIBLHOCTh, KOTOpask MOKET
CIIYYHUTBCS C JIFOOBIM, UMEIOIIUM peOeHKa, UM B CBOCH COOCTBEHHOW KU3HHU.



CJIAM 7

OT YACTHOI'O K OBHIEMY U HAOBOPOT.

CMA oTHOCHUTCA K PEIKOMY TIe€HETHYECKOMY 3a00JIeBaHHIO, KOTOpOE BCTpedaeTrcss B oOmiei
MOMYJISIMU HaceJeHus ¢ yacTtoToi okoso 1 k 6000, k coxkaleHuIo, 3MUIEMHUOJIOTMYECKUE JJAHHBIE,
KOTOpBIE SIBJISIIOTCS JOCTYIIHBIMHU, HEa/leKBAaTHBI JIJIs1 OOJIBIIMHCTBA pEAKUX O0Je3Hel, yToObl 1aTh
TOYHYIO KapTHUHY. 3a4acTyl0 JlaHHbIE OTHOCHTEIBHO KOJIMYECTBA MAIMEHTOB C OMNpEleICHHOM
penkoii 00JIe3HBIO, HE OTPaKEHBI B 0a3axX JAaHHBIX, U, KaK CJICICTBUE, TPYAHO OIICHUTh KOJUYECTBO
JmoJiel ¢ penkol 0oJie3HbIO, KaK B YKpauHe, TaK U B MEXKIYHApPOJHOM CTATUCTUKE, HAJCKHBIM,
COTJIaCOBaHHBIM crtocoboM. B 6ubnuorpadudeckom 0030pe BCTpEUaeMOCTH PEAKUX 3a00IeBaHUN B
EBpone [4] Taxke OTMEYaeTcsi, 4TO TOYHOE 3HAYEHHE PACIPOCTPAHEHHOCTH KaXKJIOM peaxoi
OOJIE3HH TPYAHO OIICHUTh W3 JOCTYNHBIX HCTOYHHUKOB JIaHHBIX. B CBSI3M C HU3KHM YPOBHEM
HA/ISKHOCTU MEK/y UCCIICIOBAaHUAMU, HEMH()DOPMATUBHOM TOKYMEHTAIIMH UCTIOIB3yEMBIX METOJIOB,
U T.I., 9TH OLEHKH ONPEIENAIOT TOJIBKO OOIIYI0 PacipOCTPaHEHHOCTb, M, BO3MOXKHO, HE TOYHBI.
JlanHple, HampuMep, MOJBCKUX CIEIHAINCTOB, CBUAETENBCTBYIOT, YTO JAaHHAs OLIEHKA MOXET
OTJINYAThCS OT YCTAaHOBUBIIUXCS IMp B cooTHomeHnn omuH k 4900 [5]. B kakyrmo cTopoHy
OTKOPPEKTUpYETCs 3Ta IuPpa B YKpauHe elie NpeCTOUT YCTAHOBUTb.

CJIAMIS8-1

CMA - penkoe reHermyeckoe 3abosieBaHue, mopaxatouiee Kaxaoro 6000-ro HOBOPOKIEHHOTO.
Kaxnpiit 40-i1 xutenb SBISETCS HOCHUTENeM TIeHa, BbI3bIBatomiero CMA, KoTopas Mopaxaer,
HEB3Upas Ha TIO0J, HAIMOHAIBHOCTH M BO3pacT. TOJBKO KaXKIblii BTOPOM HOBOPOXKICHHBIMN,
JuarHoctupoBaHHblii co CMA, BCTpETUT CBOM BTOPOIl IEHb POKIACHUS.

CJIAMI 8 -2

B 2004 romy poaurensimMu OeTell ¢ pEeAKMM TeHeTHYeCKuM 3aboseBaHueM — CHHHAIBHON
Mpeimeunoit Atpodueit co3nan XappkoBckuiik ®oHa «/derm co cnMHANBHOW MBbIIIEYHOMH
aTpogueii», KOTOprIli 00BETUHIET pOAUTENEH co Bceil YKpauHbl, oOecrieunBas UX HE0OXOIUMON
uHpoOpManed W MopadbHOH mojaepkkoil. @OoHI BBICTYHaeT HMHUIMATOPOM OOecHeueHHs
IPUOPUTETA B 3APAaBOOXPAHEHHM M COLMAIBHOM XU3HU i1 mauueHTtoB co CMA. Beimonssas
npeaHazHauenue, @oH ABISETCS MOJTHONPABHBIM NTAPTHEPOM POAUTENLCKUX U IMPO(ecCHOHATBHBIX
opranuzauuii EBponst u CILA [6].

CJANT 9

Dona «/leTH co cIMHAJIBHOU MBbIIIEYHOH aTpodueii», CTPEMUTCS CBOMMU JICUCTBUSIMUA IPUBJICUD
BHUMaHHe OOLIECTBEHHOCTH, MELIEHATOB W TOCYJapCTBEHHBIX YMHOBHUKOB K IpoOJIeMe peIKuX
3a00JIeBaHMii, B YaCTHOCTH, CIIMHAJILHOM MbIIIEYHOH aTpoduu.



CJAMJI 10

3ayem Hy:keH PoHa?
0 Iloromy urto ecTh aeTu U B3pocibie co CMA, KOTOPBIM CPOYHO HYKHA TIOMOIIb;
a Iloromy uro MBI XO0THM pacmpocTtpanuTh uHbopmamuio o CMA cpenu pabGOTHUKOB
3paBOOXpaHeHUs1 U HaceseHus. MHbopmanus sBiseTcs KIIOYEBOW JUIS YIy4lIEHUs
YCJIOBUI U3HU MaueHToB co CMA;
o Iloromy uro OONBHBIE C pPEAKHMMHU 3a00JEBAaHUSAMH HYXIAIOTCA B (DMHAHCHPOBAHUH
OTEKU HaJl HUMH, JICYCHHS U HAYYHBIX MCCIIETOBaHUHN JJIS peAKHX Oose3Hel, KOTopble
JIOJKHBI CETOJIHSI CTaTh OJJHUM U3 IPHOPUTETOB JUIs 3PaBOOXPAHEHUS;
o [loTtoMy 4YTO HyXHa MEXIYHapOIHAs KOOPIWHAIMS JCUCTBUU KaK HAa HAIMOHAILHOM
YPOBHE, TaK U COBMECTHO B PA3JINYHBIX CTPAHAX;
o Iloromy uTOo peakue OONE3HHM — JOJDKHBI CETOAHSA CTaTh OJHUM U3 IPUOPHUTETOB IS
3/IpaBOOXPaHEHUSI.
W koHEYHO ke, MOTOMY YTO MBI JIOJDKHBI HECMOTPSI HM Ha YTO MPOJIOJKATh OOPOTHCA 3a MAIMEHTOB
C peIKUMH 3a00JICBaHUSIMU. . .
VY OonbHBIX peAkuMu 3a00JieBaHUSAMHU OOIIME MPOOJIEMBbI: OTCYTCTBUE (pa3paOOTaHHBIX WU
JIOCTYMHBIX 110 MPUYUHE JOPOTOBU3HBI) TUArHOCTHUKH, JICUCHHUSI, ICUXOJIOTMYECKON U COLMAIbHOM
MOJJIEP)KKU U peabmimmranuu. Ha exeromanon Bctpeue OOmiectBa MaTeprHCKO-OMOPHOHAIBHON
Menununsl B dpespane 2010 roga B Yukaro, mpeacTaBieH J0KJIaa 0 Hed(PGEKTUBHOCTH CKPUHHUHTA
Ha HocutenabcTBO CMA [7]. OroT OecnpenieIeHTHbIM pe3yiabTaT 0a3upoBaICs Ha SKOHOMHUYECKUX
pacuerax. CozepkaHue MalueHTa, posKISHHOTO C PEAKUM 3a00IeBaHUueM, 00XOIUTCS JeIIeBIIe, YeM
MPEIOTBPAIICHUE 3TOTO HHIUCHTA. AHAJIOTUYHBIN pe3yIbTaT OblT ody4YeH NHCTUTYTOM FeHETUKH
Pecny6nuku benapycs B 2005 roay. Otctona, 04eBHIHO, YTO “peakue 0osie3HH” AeNaloT MalueHTOB
U UX CEMbH 0COOEHHO M30JIMPOBAHHBIMU U YS3BUMBIMHU.

CJIAMJ 11

I[ManueHTHI ¢ peaKkuMU 3a00JICBaHUSMHU - JydllIde MAPTHEPHI IJIsl McciaenoBaTeneii - 0e3 ux
HETIOCPEJICTBEHHOTO YYacThsl B KIIMHUYECKUX HMCIIBITAHUAX, OM00aHKax, 0a3axX JaHHBIX U PEeCTpax,
uccliiejoBanne Obuto Obl HEBO3MOXXKHBIM. Kpome TOoro, 4roObl OBITH TPEIMETOM HCCIICIOBAHMUS,
MANMEeHThl SIBJSAIOTCA HACTOSIIMMH JKCHEpPTaMHu, 001ajiass HEOIICHHMMBIM OIBITOM — OHH U HX
CEeMBbH 3HAIOT MX OOJEe3Hb Jydile, yeM KTo-mubo eme. HemocrarouHOoCTh HAaydyHOTO 3HAHHUSA H
BBIHYK/ICHHAS! M30JISIIIUS TTAIIMEHTOB MIPUBOIUT K TOMY, YTO IMALIMEHTHI C PEAKUMH 3a00JIeBaHUSIMU U
X CEMbH, SBIIAIOTCA 00J€e OCBEIOMIICHHBIMHU, YeM PAaOOTHUKHU 37PaBOOXPAHCHUS, IMO3TOMY OHH
MOTYT OKa3aTh ITOMOIIIb B IIOUCKE KIFOYEBBIX MOMECHTOB JJIs TEPANIEBTUYCCKHUX BBITOJT U TPOJIBHTaTh
dbyHIaMeHTaNIbHBIC HccienoBanrsa. Opranu3anuu NaMeHTOB C PEIKUMH 3a00JICBAaHUSMH MOTYT
ObITh IEHHBIMH TAPTHEPAMHM B HAYYHO-HCCJIE0BATEJIbCKO padoTe, (QUHAHCHPYS TPYIIIBI
ucciesoBareiei, o0OopynoBaHHe, OOyYCHHWE WJIM OKas3biBas IIOMOINb, COCTaBJssl PEECTpHI,
OpraHM30BbIBas MOMOIIb B cOOpe Ouosiormyeckux oOpasnoB. IamMeHTHI 4acTo JCHCTBYIOT Kak
KATAJU3aTOPbI JUIA (0Jiee TECHOT0 COTPYAHHYECTBA CPeAu HCCJeqoBaTeleil, KIHHUIHCTOB U
MPOMBIIUICHHOCTH. WX JnelcTBHS yKe TapaHTHUPYIOT TPOJBIKEHHE HAyKH, 3ApaBOOXpPaHEHHUS,
obOecrieunBasi pa3BUTHE O0OpPabOTOK, IMOABEM OOIIECTBEHHOTO ITOHMMAaHUSl PEIKHX OOJe3HEH,
HEOOXOMMO TOJBKO CO3/1aTh MEXAHU3MBI, IIO3BOJISIIOIIME UCIIOIL30BaTh UX OSCIIEHHEIN OIbIT.



CJAN 12

Poab IN'ocynapcrBa B Bonpoce 0 peakux 3a00/eBaHUAX.

3a mpouuible HECKOJIBKO JIeT, MHOTHE rocyiapctBa EBponbl Haudaiau IJIaHUPOBaHHE U
pazButHe coOcTBeHHbIX [Iporpamm st Penxux bonesneit. Hekotopele w3 HHMX, Hampumep
Opannus, npuauMaroT yxke 2-10 peaakiuio (DOSSIER DE PRESSE Deuxiéme Plan Maladies rares
2011-2014). Yto moxeT nath Takas HamuoHajgbHas IIporpamma mo penkum 3abosieBanusm? Ee
MPUHATHE O3HAYACT, YTO JIUISI MAIMEHTOB OYIyT COOJIIO/ICHBI )KHU3HECHHO Ba)KHBIC TPUHIIUTIBI:
* rapaHTHs TOTO, YTO PEJIKHE OOJIE3HN COOTBETCTBEHHO KIacCU(DUIIMPOBAHBI
* yBeIMUYeH 00bEM UCCIIEIOBaHUN B 00JIACTH peIKUX OoJie3Hen
* onpenenensl LleHTpbl DKCnepTu3bl, X CBS3b M y4acTHe B HalmoHanbHOU 1 EBpomnetickoit Cetn
* MMO/JICP’KKA JUArHOCTUKU Ha €BPOTICHCKOM YPOBHE
* BOBJICUCHHIO MAIIMEHTOB M WX MPEICTaBUTENICH Ha BCEX CTAAMSIX MPOIlecca IPUHATHUS pelICHUN
* TapaHTHUsl YCTOWIMBOCTH HH(PPACTPYKTYP, PA3BUTHIX JJIs1 PEAKOTO 3a00JI€BaHUS.

CJAMJ 13

JlekjlapupoBaHie M  OCYIIeCTBJIIeHHE TOCYJapCTBOM MNpPaB MNANHEHTOB ¢ PeIKHUMH
3200J1€BAHUSIMH.

K coxaneHuro, mpu BBICOKOM YPOBHE JEKJIapallid TOCYJIAapPCTBEHHOW IMOJEPKKH HHBAIUIAM, K
KOTOPBIM aIllpHOPH OTHOCSTCS TAIMEHTHI C PEAKUMH 3a00JICBAaHHSIMH, PEAIbHOE OCYIICCTBIICHHUE
MOMOIIIM CBOJUTCS K OYCHb Y3KOMY KPYTY JIHII, KOTOPBIM IOJIOKEHA TTOMOIIIb, @ B MPeIeiax 3TOro
qrclia HaxOQUTCs elle OoJjiee orpaHHYEHHBIH HAOOp yciayr. XOTs CXOIHbIE MPOOJIEMBI SIBISIOTCS
obmmmu u st ctpad EC, criegyer OTMETHTb, YTO MAlMEHTaM C PEIKUMHU 3a00JeBaHHSIMHU
HEoOXOAMMa OT/AeTbHAs MPOoIeaypa A JOCTyMa K BO3MOXKHOCTSM TUArHOCTUKH, OOCTY>KUBAHMUS,
3a00Thl. B 3THX Bompocax, Kak OBUIO Y€ Ha NPOTSHKCHWHM MHOTHX JIET BHeapeHo B Empore,
rOCyJIapCTBOM CaMbIM TECHbIM 00pa3oM  3aJICHCTBYIOTCS ~ OOIIECTBCHHBIC OpraHU3aIUH.
Ponurenbckue opraHusanuu, OOBCIMHEHHS JIOJCH C PEAKUMH 3a00JCBaHUSMH CO3JIAIOTCS B
pe3yibTaTe, COOCTBEHHO, BOSHUKHOBEHHUS 00JIC3HH M HE(OPMAIBHOTO WX UCKITFOUCHUSI U3 CUCTEMBbI
3PaBOOXPAHCHUs, HECS, TAKUM O00pa3oM, Ipy3 3a00T, CBS3aHHBI C WX COOCTBEHHOW OO0JIE3HBIO
camocTrosTenbHO. HemocraTouHoe BHUMaHHME TMPAKTUYECKOTO 3PAaBOOXPAHEHUST K PEAKHM
0oJe3HsIM, CKYAOCTh BHUMAHHSA, KOTOPOE YJEISIOT MM Ha TOCYJapCTBEHHOM YpPOBHE, CTaBAT
MAIMEHTOB U POAMUTENCH B CUTYaIlHIO, KOT/Ia OHM CAMOCTOSITEIBHO 3aHUMAIOTCSI paClIpOCTPAaHECHHEM
TOW MH(pOPMALIUS OTHOCUTENHHO UX OOJIE3HH, KOTOpasi HAKAIUIMBACTCS MEXKTYHAapPOIHBIM OTIBITOM,
npuiaaras yCWiIus, 4ToObl MX Tojoca ObUIM YyCIHbIMIAaHBL. Takue JEHCTBUS YyKE TapaHTHPYIOT
MPOJBMKEHUE YCIYyT 37paBOOXPAHEHUS M COLMAIBHOH IOMOIIM, oOecreunBas MalMeHTOB
pasBuTtHeM 0OpabOTOK, MOJABEM OOIIECTBEHHOTO TMOHWMAaHHS peakux OomnesHedd. HeoOxommmo
TOJIBKO CO3aTh MEXAHU3MBI, ITO3BOJISIOIINE UCIIOJIB30BaTh UX OECIIEHHBIN OIIBIT.

IPEISATCTBUSA K Peaan3aluy —

F orcyrcTBHE KpUTEPHEB JUTS CBA3M MKy 3aMHTEPECOBAHHBIME OPraHU3aI[HIMHE MAI[EHTOB
Y MIOTEHIMAIbHBIMU UCIIOJHUTENISIMUA ITPOrPAMMBI,

F npuoputer 1uis MepCIeKTUBHOM pealin3aliy YCTaHOBICH Kak CaMblil HU3KHUH,

F sranoB peanuzanuy He IPEIyCMOTPEHO BOOOIIE



CJAN 14

ITouemy HeoOX0AUMBI HCCJICIOBAHUS PEAKUX 00s1e3HeH?

Cy1iecTByIOT HEOCHOPHMBIE MOpajibHble, Hay4YHbIC, SKOHOMHUYECKHE NPUYMHBI JUIsl MPOBEJICHHUE
HCCIIEJIOBAHUSI B pelKuX 3abosieBaHusX. [lanMeHTsl ¢ pelkuMu 3a00J1€BaHUSAMU HMEIOT TaKUe XKe
mpaBa, Kak ¥ JII0OOW Jpyrol MalueHT Ha 3JI0POBbE M HA PEaTUCTHYECKHE HAJCKIbl HA HOBEHIIee
JIeYeHue.

HccnenoBanusi B peAkux OO0JIE3HAX MOTYT NPHUBECTH K TEparneBTUYECKUM BBITOJaM Ul Oojee
o0mux Oonesneil. «Penkas bone3Hb» MOXET CIIyKUTh MOJENbIO Ui Ooiiee o0MMX YCIOBHUH, T.K
CIIOKHOCTh peAKuX Oone3Hed dacTto TpeOyeT MyJIbTUAMCHUIUTMHAPHBIX, WHHOBAIIMOHHBIX
noaxoa0B. HoBbIE HMHCTPYMEHTHI, METOJAbl W MEIUIIMHCKHE MPOAYKTHl YacTO pa3BUBAIUCH W3
UCCIIIOBAaHUI OTHOCHUTENBHO PEIKOro 3a00J€BaHUS M 3a4acTyl0 MPUMEHSUIUCh B ApPYroi, Oojee
o0eit 6os1e3HU, TAKUM 00pa30M 3/1eCh OUEBHIHA 0JIb3a U JUId 0ojiee MUPOKOro Kpyra MalueHTOoB.
Kak Tonmpko mpemapar J0Ka3bIBaeT HEHHOCTh MPOTUB OJHON OOJE3HU, OH MOXET OBITh MPOBEPEH
npoTUB Apyrux Oone3neidl. HekoTtopele penkue mnpemapatsl, kak «Gleevec», KOTOpbIi ObL1
NepPBOHAYATILHO 0100pEH 7S PeIKOil (OPMBI paKa KPOBH, MOPAKAIOIIETO TOIBKO HECKOIBKO THICSIY
YeJI0BeK B IO, 10Ka3ai 3((EeKTUBHOCTb MPOTUB MIECTH JPYTUX OMACHBIX JUIS *KU3HHU Oose3Hel. U,
KOHEYHO e, MCCIIeJI0BaHUs pelIKUX OoJjie3HEel ONaronpusTHBI Ui SKOHOMUKUA — OHM MOTIJIU OBl
COKOHOMUTH MUJUIMOHBI OI0JKETHBIX CPEJCTB B KOHEYHOM CUETe.

[MoTpedoHOCTH (PpHAHCUPOBAHUS.

HccnenoBaHne OTHOCUTENBHO peakux Ooine3Hell TpeOyeT HaJHAIMOHAJIBHYIO HHQPACTPYKTYpY,
JUTMTENIbHBIE TPOEKTHI M JUIMTENBHBIN Moaxon. B ycioBusx, Korma m3-3a peaxkocTH Ooje3Hei, u,
TakuM 00pa30M, OIPaHUYCHHOTO K HUM KOMMEPYECKOrO0 MHTepeca, MaJIOBEPOSITHO, YTO YACTHBIN
CIIOHCOp TPHHsUT Obl JIUTEIbHOE (PUHAHCHUpPOBaHHE, HEOOXOMUMOE XOTs Obl JJISI OJHOU pPeaKoid
6one3nu. [loaToMy Takue ucciaeaoBaHus, B TOM yucie, 0no06anku, 6a3bl TaHHBIX, PEECTPHI, TOIKHBI
JIOCTaTOYHO (PUHAHCUPOBATHCS B pPaMKax JOJTOCPOYHBIX HAyYHO-HCCIIEI0BATEICKUX pabdoOT Ha
roCyJIapCTBEHHOM yYpOBHE.

CJAMA 15

OnpiT W mnpodJjieMbl B3aHMOJEHCTBUS POIAUTEIbCKHX OpPraHu3anMii ¢ oOpraHamMu
31paBooXpaHeHusi, [ocyIapcTBeHHBLIMHM OpPraHaMM W WHTerpamuss B MeXKIYHAPOIHbIE
NMPOrpamMMmel

B yCloBusIX OrpaHMYCHHOTO JIOCTYIIA K HAYyYHBIM M3bICKaHUAM DOH/ BO3JlaraeT HaJIeXk bl B IEPBYIO
odepelb Ha TEPCIEKTHBHOEC MEXKIYHApPOJHOE COTpymHHYecTBO. CHTyanmus C peaKuMu
3a00JICBAaHUSIMH TIPUBOJUT K JIOTHYHOMY BBIBOAY, YTO TOJIBKO OOBEIUHCHHE MOXKET JaTh 3HAUMMBIH
pe3yJibTaT B CKOPOM OyAyIIeM, Bellb KaXK/IbIi JICHb JKU3HU JIJIS MAIUCHTA C PEIKUM 3a00JICBaHUEM,
CTaBUT TOJ] yTPO3y YXYALICHHUS COCTOSIHHUS U Jaxke ero cMeptr. O0benuHeHne B npeneiax EBporis
NPHUBEJI0O K TECHOM HWHTETpallMd POJUTEIBCKHX OpraHU3allMii B MEKIYHAPOIHYIO aCCOIHAIIHIO
EURORDIS.

CrnusiHue HAyYHBIX, POJAUTEIBCKUX OpPraHU3alui, (papMaIieBTHUECKOW MPOMBIIUICHHOCTH B paMKaXx
rOCYJIapCTBEHHOTO COTPYAHMYECTBA IO3BOJIHMIO CO37aTh CIUHYK) CETh 0 HEPBHOMBIIICYHBIM
3aboneBadusaM TREAT-NMD.



CJAN 16

HecMotpst Ha TO, uro Ykpauna He coctouT B EC, ®OHI CTpeMHUTCS NMPEACTABIATH YKPAaWHY Ha
MEXIyHApOJITHOM YPOBHE, YTO 3aJIOKUT MNEPCIEKTUBY B pelleHHEe BOMPOCOB B Oyaymiem. Jlns
MEXIyHApOJIHOTO COOOIIEeCTBa HET MOJUTHUYECKUX TPAHHUI,, BAXKEH KaKIbIH SJIEMEHT, KOTOPBI
MTOMOKET PEIIUTh II00AIbHYI0 MpobiemMy penkux 3adoseBanuid. [[ppymepoM Toro, Kak BO BHUMaHUE
MPUHUMAETCS KaX bl TOJ0C, MOKET CIIy X UTh «OTKpbITas KOHCYJbTals EBpokomuccun» B 2007
rofay, B koropoit oH1 NpUHUMAI HENOCPEICTBEHHOE yuacTue [9].

[TocrosiHHOE B3aMMOJAEHCTBHE TaKUX OpraHu3auuii ¢ EBpokoMuccHEW C€O31aeT COBEpPUICHHBIN
WHCTPYMEHT JIsi BO3ACWUCTBUSL Ha peAkue 3a00JieBaHUSI KaK B COLMAIbHOM, 3TUYECKOM, TaK H
HAyYHO-TIPaKTH4YeCKOM 1iaHe. Poib EBpokoMuccum MOXKeT OBITh paclIupeHa pEeKOMEHIaTeIbHBIM
CrocoOoM I COCeHUX CTpaH, KOTOphle MMEIT HemocpeacTBeHHoe BiusHue oT EC. Takum
o0pa3oM, Ipu CEPbE3HOM MOAIEPIKKE, UCXOASIIEH OT MEKYHAPOIHOTO COOOIIECTBA, TPYAHBIH Iy Th
K MTOMCKY JICUYEHHSI MOXKET OBITh 3HAUUTEIBHO 00JIeryeH.

CJIANJ 17

IlocTpoeHnne Hale)KHONM KOMMYHMKAIMU M COTPYJHHUYECTBA C TOCYJApPCTBEHHBIMU CTPYKTypamMu
TpeOyeT MHUIMATUBBI OT OPraHU3aIHil alueHTOB.

@OHAOM OCYUIECTBIIECHO:

Co3nanue ¢GyHKUHOHAJIBHOTO, JocTtoBepHoro u akryaibHoro PEECTPA mnaunueHTtoB C peakum
3a0oaeBanneM — CMA, MJ1/I.

CJAN 18

Tecnoe cotpyaaudectBo Ponna ¢ EBpornelickoli ceThio HepBHO-MbIIIIEUHbIX 3a00eBannii TREAT
NMD no3Boiuiio npuaaTh YKpauHCKOMY HalMoHallbHOMY Peectpy manuentoB co CMA u MJIJI
COTJIACOBAHHYIO CTPYKTYpPY, CTaB 4acThi0 MeXIyHapOoaHOTO peecTpa.

CJAM 19

Kak cnenctBue, ®OoHA HHULMUPOBAI HAydyHble MEpPCHEKTUBBI B «MeMopaHayme o
B3aMMONOHMMAHUW» MEXJy MEIULIUHCKUMU M TMalUEeHTCKUMHU OpraHu3aiusMu Y KpauHbl,
®pannun, BennkoOpuranuu, Hunepnanmos.

@OHJT CTPEMUTCS OBBICUTH 3HAHUE MTPAKTUYECKOTO 3/IpAaBOOXPAHEHHS U CTUMYJIMPOBATh MIPOLIECCHI
no npobieme CMA Ha rocyaapcTBEHHOM YpPOBHE 4epe3 OpraHbl 3ApaBooxXpaHeHus. B ceHtsOpe
2010 roma BeITTyIeHO HHGHOPMAIIMOHHOE TUCHMO «O HOBOBBEJICHUSIX B CUCTEME 37IPABOOXPAHCHUS
nipu coaeiicteun MO3 YkpauHsl.

C 2011 roma B YKpauHe peopraHu3oBaHa CHCTEMa KOHTPOJIS OOIIECTBEHHOCTH HaJ JACUCTBUAMHU
rOCyJIapCTBEHHBIX ~ OpraHoB — OOIIeCTBEHHbIE COBETHl  CO3JAIOTCS  NPU  OOJACTHBIX
AIMUHUCTPALUAX, TPOPUIBHBIX MUHUCTEPCTBAX. BX0Js B KOMHUTET MO BONpPOCAM COILIMAILHOTO
obecrieueHus: M OXpaHbl 310poBbsi, POHA TPHOOPETaeT MEPCIEKTUBY WHULMUPOBATH BOIPOCHI
peaKux 3a00JeBaHUi yKe MPH MOACPKKE CUIBHBIX OOLIECTBEHHBIX CTPYKTYD.



CJAMJI 20

MocT niu BpeMeHHas nepenpasa?

Ha kakom >xe sTamne ceiuac HaxoJsITCSl OpraHd3allMy MalleHTOB U ['ocyaapcTBO — MOCTPOEH U
HaJIC)KHBIA MOCT, WJIH TO-TIPEXHEMY KaXKJIbIH MOJIb3yeTCsl BpeMeHHOM nepemnpaBoii? Ckopee Bcero,
nociuenHee. MoOXHO KOHCTaTHPOBATh, YTO MPOLIECCHl MPOUCXOAIINE B YKpauHe, CBUJETEIbCTBYIOT
00 oTcTpaneHHOCTH ['0CcyapcTBa OT pOOJIEMBI PEAKHX 3a00JIeBaHU, XOTs Oaronapst HEYCTaHHOM
paboTe MalMEeHTOB W POJIUTENbCKUX OpTaHu3alfii, cuTyanusi MEUIeHHO, HO wu3MeHsiercs. Jlo
HEJJaBHEr0 BPEMEHH 3[paBOOXPAaHEHHE B 3HAUUTEIHHOW CTETNIEHH UTHOPHPOBAIHM PEIKHE OOJIE3HU.
Cerojusi, 1axe MPUTOM, YTO KOJIMYECTBO OMPEACTICHHBIX PEIKUX O0JIe3HEH, KOTOPhIE N3BECTHBI, BCE
€lIe OYEeHb OIPAaHUYEHO, MOKHO KOHCTAaTUPOBATh, YTO CUCTEMA 3APAaBOOXPAHEHUS NPEIPUHUMAECT
onpeJieleHHbIE MpaKTUYECKUe JEHCTBUSL. Onnako 3TH NeNCTBUs OCTaroTCs
HECKOOPJIMHUPOBAHHBIMU W OECCHCTEMHBIMH B YCIOBHSX OTCYTCTBHSI €IMHOW HAIIMOHAIBHOW
[Iporpammbl IO peIKUM 3a00JIEBAHHSIM.

[Tyte ®onna «/letn co CMA» u pekoMeHAanus Uil APYTHUX OpraHU3allHii, KOTOPhIE MOTYT OBITH
chopMHUpOBaHbI 10 HameMy oOpa3ily — ObITh Ha TepeHeM (POHTE BHUMAHHS, 3asIBISITH O cede,
WCKaTh OOBEIMHEHHUs, CO37aBaTh MPEANOCHUTKH, YTOOBI OBITh 3aMedeHHbIM. (OOuIecTBEeHHAS
AKTHBHOCTH NOMOKeT NOCTPOUTH MOCT, 2 He BpeMEHHYI0 Nlepenpany.

CJAMI 21
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