WNHTepBbI0 C AuMuTpUuocom
AbaHacuy

PacuunppoBKka aygumo3anucu

MeHs 30BYT [OuMmutpuoc AdaHacuy. Y Moero pebeHka MblueyHasd
onctpooua [HOwweHHa. A xe paboTaw 3aWMTHUKOM MNpaB NaAUMEHTOB C
bonesHbio [weHHa uM peokumyn 3aboneBaHuMsMUM B LesoM. YeTelpe ropga
Ha3af MoOeMy CblHYy AMarHocTupoBanu 3T0 pepkoe 3aboneBaHue —
MbllleYyHYyw pucTtpoduiw [OiwweHHa. OT Hee cTpapgawT TPU.. TpU C
MOMIOBMHON ThICAYN [OeTen, B OCHOBHOM Manb4yuku. CTONKHYBWUCbL C
OWarHo3oM, Mbl y3Hanu, 410 B [peunmnm poCTaTOYHO MHPoOpMauuum o
3aboneBaHnn, OQHAKO 3awMTa MpaB nNauUWeHTOB pa3BUTa He Tak
xopowo. [o>ToMy nepBoW 3apgavyen CTano co3gaHume B [peuyunu
OpraHMsauum poouTenen pgetenm C TakuMm xe 3aboneBaHWeM, U UMEHHO
C 3TOro A Hauan.

C TeyeHMeM BpPEMEHM CTaso MOHATHO, 4YTO MHe HeobxoOouMMO y4uuTbCSH.
MHe 6bin0 HyxHO 6onbwe MHPopMauum o 3abonesaHnn. MHe ObIIO HYXHO
bonbwe uHbPoOpMauuMuM O 3akoHopaTensax. MHe ObIO HyXHO Oonbuwe
nHpopMaumm o paspaboTke npenapaTtoB. [lo3ToMy s pewun NOAYy4YUTb
obpa3oBaHue, KoTopoe nomorso Obl MHe B Moeu paboTe. MHe noBe3no
nonacTtb B OOHY M3 neTHuUX wkon EURORDIS. Tam a nony4un OCHOBHble
3HaHua. MHe noBe3no ewe 6onbwe Hayvatb yyeby B EUPATI, u4To
3aHAn0 4YyTb 6onbwe BpemeHu. 06yyeHue 3aHaAno 18 MecaueB, B
TeYyeHne KOTOpPbIX f MOCTENeHHO npeBpawanca M3 HauBHOMO 3aWMTHUKA
npaB nauueHTOB B 3KcnepTa no paboTe C NauMmeHTamMu, 4TO
HEeBEpPOATHO NoMorno MHe B paboTe.

0byyeHue nNO3BONWUIO MHE YBUAETb 3aUHTEepecOoBaHHble CTOPOHLI.
Pa3obpaTtbCcs B COOTHOWEHWUM WX WUHTEPECOB UM B TOM, KakK WUX
COTPYAHMYECTBO Mno3BonseT fobutbcs obwux uenen UnAu noyemy >3TOro
He npoucxoauT. W MNOHSAThH, 4YTO TBOSA 3afaya KakK 3allMTHUMKA npas
nauMeHToOB COCTOMT B TOM, 4YT0oOb NOMOYb BCEM HaNAAUTHL
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COTPYAHMYecTBO, 6Onaropmaps KOTOPOMY Ha pblHKE MNOABATCH HOBbIE
npenapaTbl ONA Jle4YeHus pas3nuyHbiXx 3aboneBaHun.

9TO MNO3BOJIMI0O MHE 0CO3HaTb, KakKoe MeCTO S 3aHMMaKw B CJZIOXHOM
npouecce pa3paboTkun npenapatoB. A 3ateM oby4dyeHue no3BonseTr
YBUOETb, B KaKOW HUWe M B Kakou obnactum Tb MOXewb panble
pa3BuBaTbCA W KakK Tbl MOXeWb BAUATbL Ha npouecc. Kak MOXHO
YCKOPUTb M ONTUMM3UpOBATb pa3paboTky npenapata. Buibupatb u3
npenogasaeMoro EUPATI HyXHYyw WHPOpPMaALMI, KOHUEHTPUMPOBATLCH Ha
HeM u pgenaTtb AomMalwHwi paboty. OHO paeT Tebe BO3MOXHOCTb BECTHU
neperoBopbl CO BCEMM 3aMHTEPECOBAHHbIMM AMUAMM U ObITb NPU 3TOM
Ha paBHbIX. Bepgb 06bIMHO HEeOOCTAaTOK 3HaHWUW M OTCYyTCTBUE
NMOHMMaHUA npouecca CTaBMT 3aWMTHUMKOB MNpaB MaLMEeHTOB B HepaBHoOe
NosIOXeHue.

Henb34 HepooueHMBaTb o0Oy4vyeHuMe, Bedb OHO no3Bonset Tebe cTaThb
PaBHbIM MNapTHepoM. [lpyrue MOryT COMHeBAaTbCsd, HO €Cnu Tbl
NMPOXOAMWb XOPOWYKW MNOArOTOBKY, MOefaelWb AOMallHee 3afaHue MU
yynMwbCcs, TO TEeM CaMbiM Tbl [OKa3bBaelWlb, 4YTO C ToOOW
NEACTBUTENBHO MOXHO COTPYAHWYATH.

KAK Bbl CTAJIN 3AWLWTHUKOM NPAB NALWEHTOB?

CHavyana g NPUMCOEOMHMNCA K HauMOHaNIbHOW rpynne 3awuTbl MNpas
nauneHToB. 3aTeM BCTynua B rnobanbHylw opraHu3auuw no nopaepxke
6onbHbIX Muoguctpopmen [oweHHa — United Parent Project. byayuwu
4YyneHoM coBeTa paOupekTopoB TrsobanbHOM oOpraHMsauum MHe
npuxogunocb obwartbca C 3akoHopaTenaMu. MHe npuxoamnochb
obpawaTtbCs K HauMOHaNbHbLIM 3aKoHopaTensaMm u npepctasutenaMm EC, K
opraHaMm MTO, npepctasutensM d¢apMaueBTUYECKOM OTpaciaum #u
aKageMmyeckMMm kKpyram, 4To0Ob nNonyumTtb, TakK cKa3aTb, Oonee
3ppeKTMBHbBIE M OOCTYMNHbLIE nNpenapaTbl ONg Je4vyeHusa MumoauctTpodumn
OioweHHa. bnaropgaps npougeHHoMy obydyeHuiw u paboTe C peakum
3aboneBaHMeM g NOAy4yuMn BO3MOXHOCTb CTaTb 3KCNepToM no pabote ¢
naumeHTamMm B EBPOMNENCKOM areHTCTBE MO JieKapCTBEHHbIM CpefcTBaM.
N nony4yeHHble 3HaHMSA NoMOrnum MHe 6onee 3QPeKTUBHO BLINOSHATH TaM
cson obaszaHHocTM. C uMx nomowbw A MOr patb Oonee aBTOPUTETHYIO
OUEHKY KJIMHMYeCKOMY npoToKony. A MOr nydwe OULEHUTb, JNyduwe



NOHATb, KakK OencTByeT ucchenyembh npenapart.

MpM HanM4YMM COMHEHUW S BCerpga MOr BepHYTbCA K MOOYN0 U MNpwu
nOMOWM MaHeNM MHCTPYMEHTOB HauTu Bce Heobxogumoe. 3T0 6Obin
HE3aMeHMMbIN MNOMOWHUK B Moen paboTe, 6e3 KOTOPOro MHE CJI0XHO
6bino O6b CcnpaBMTbCHA, NO KpauWHen Mepe B chepe HaAyyHOro
KOHCY/NbTUPOBaHUA Npu Bbibope OM3anHa KIMHUYECKOro uccefoBaHus,
no KpawHeuW Mepe B paMkax 3abonesaHus, Ha KOTOPOM ¢
cneuynanusupyiwcb. MHe TpyaHO npeactaBuTb, 4YTO Morno 6ol ero
3aMeHUTb, N0 KpanHeh Mepe Ha €eBPOMNENCKOM YpPOBHE.

Korgpa s ToNbKO Havan 3awuwaTb NpaBa NauUWMeHTOB, S HUYEro He
3Han O KJIMHWYECKUX uccnepoBaHusax. 00ydvyeHue, yceppHas paboTta u
COTPYAHUYECTBO C [APYrMMM MauMeHTaMu MNO3BONUIM MHe pa3obpaTbcs
B 3TOW TeMe, W3y4yuTb obwMe Mooenu MX NPOBEOEHUSA U KaK OHMU
MOryT ObiTb afanTMpPOBaHbl K U3YYEHMWI MblleYHON OMCTpoduu [oWeHHa.

Nocne pnutenbHoro obyyeHums wn nocne TOro, Kak S cTan
0ENCTBUTENbHO pa3bupaTbCsa B KAMHUYECKUX MCCNEefoBaHMAX, 1 Bowen
B COCTaB YyNpaBNAWWEro KOMUTETa HOBOro npenapaTta, KOTOPbIN Mol
XOTenun BbIBECTU Ha PbHOK. W npu 3TOM Mbl XOTenun, 4YTOObI
KNMHWYECKOEe WUCCMefoBaHWe O0TBeYaNo WuHTepecaM MNaUUEHTOB.. ITO
OYeHb BaXHbIM MOMEHT, Befb C/UWKOM 4YacTO Heycnex KAMHUYECKOro
nccnepoBaHna obbsACHAETCA HenpaBuibHO MNogobpaHHbIM OU3AWHOM.
MosToMy, ecnu Mbl XOTWUM, 4TOOb nNpenapaTt cTan obwenoCcTynHbM, HaM
HYXHO C CaMOro Ha4yajlla MHTepecoBaTbCAd MHEHWEM MAUUEHTOB MU
npuMBneKaTb MX K y4yacTuw.

NMonyyeHne MHGOPMUPOBAHHOIrO COrflacus — OYEHb CJIOXHbLIA npouecc, W
Mbl OOJIXHbl ObITb MOSIHOCTbKW YBEPEHbl, YTO YYAaCTHUKU KIUHUYECKUX
nccnenoBaHuin, ocobeHHO OeTu, MOHUMAKT, Ha YTO OHM COrnawawTCcH.
3aWMTHUKM nNpaB MNauMeHTOB ypenswT 3ToMy Bonpocy ocoboe
BHMMaHMe. Mbl CcTapaeMcsi y4yaCTBOBaTb B CO3[QaHWM BcCceX ¢(OpM
MHPOPMUPOBAHHOIO COrnacus M cneauTtb 3a TeM, 4YToObl OHU ObisK
HanuMcaHbl OOCTYMHbBM $3bIKOM W COOEepXanu BCW HeobxoOouMmyilo
MHpopMauuiw. OOHAKO HaM, TakK Ha3biBaeMbiM MNpPopecCUOHANbHbLIM
3allMTHUKAM nNpaB MNaUMEHTOB, OYEeHb BaAXHO WMETb BO3MOXHOCTb
obpatTnTbCAa 3a noMmolbio B APYryw OpraHu3auuio, Hanpumep K APYruMm



BoiNyCKHMKaM EUPATI, Begb Mb He MOxXeM BCe BpeMs paboTatb B
oOouHOYKY. COTpyaHMYeCcTBO M OOMEeH ONMbITOM MOXET faTb BaXHOMW
TONMYOK B pa3BUTUM CBOero coobuwecTBa.

Tpu Cc nonoBWHOW ropa Ha3ap 9 cTan poauteneM pebeHka ¢
HEU3ne4ymMsiM peakuM 3aboneBaHWMeM, U 3a 3TU TPU C MOJIOBMHOM ropa
MHEe ypanoch cCo3faaTb, TaK CcKa3aTb, rpynnbs MO 3aliuTe Mpas
nauneHtoB B [lpeuun. CerogHs 9 BXOXY B COBET OUPEKTOPOB
rnobanbHon opraHusauun. Hay4yHbil KOHCYNbTAHT, 3KCNEpT, 3KCNepT
no paboTe ¢ nauuveHTamMum B EBpPOMENCKOM areHTcTBe no
NeKapCTBEHHbBM CpeacTBaM — BOT JiMllb HEKOTOPbIE U3 MOWUX pPONEN.
YT06b Yero-To A0OMTBLCS, HYXHO OEMUTbLCS CBOWU OMNbLITOM U CBOWUM
BPEMEHEM.

Hanocnepok xoTenocb Obl OTMETUTb, YTO Mbl CaMuU ONpepensem
FpaHuLUbl BO3MOXHOFrO, W HEeNb3d cCcApaBaTbCd, MNoka He Obypert
OOCTUrHYT Heob6XOOUMBIN NauMeHTaM pe3ynbTarT.



