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[ToHATNE peakocTn 3aborieBaHUS

* yactota meHee 1 n3 2000 + CMA - pegkoe

OpnobpeHo lNpasunamu (EC) reHeTn4eckoe
141/2000 3aboneBaHue,

* B YKpaunHe HeT n camoro nopaxatoLlee Kaxgoro m3
onpeneneHnsa "peagknx 6000 HOBOpPOXAOEHHbIX.
3abonesaHuin". He Kaxxabinn 40 HocuTenb
CYLLECTBYET fieveHus ang reHa, Bbl3bIBaOLLLEro
6000-8000 P3, 75% CMA, KoTopas
KOTOPbIX 3aTparnmeatoT 3aTparnmBaeT, HeB3upad
naumeHToB AETCKOro Ha NOn, HaUMOHAarNbHOCTb

° BO3pacTa N BO3pacT
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Bapbepbl nepen nauMeHTamMm ¢ peaKknmMm
HepBHOMbILLEYHbIMU 3a00NeBaHUAMM,
NPenATCTBYIOLLME YYACTUIO B KITMHNYECKUX
UcnbiTaHUAX B YKpanHe

« OTcyTcTBME ANs OOMbLUMHCTBA PEeaKNX
3aboneBaHN COBPEMEHHBLIX PEECTPOB

« OTCyTCTBME peecTpa MeanuLIMHCKNX
yupexaeHunn, npoBogAaALLNX KIMMHUYECKNE
NCMbITAHUS
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PeecTpbl
TREAT-NMD (Newcastle University, UK)
®Ppanbypr (University of Freiburg, Germany)

* MEXOYHapOAHbIN peecTp NauneHToB COo
CMA n MbiweyHon Oductpodmen
[1toLeHHa

TREAT-NMD

Neuromuscular Network

CSMA
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- Orphanet Report Series
"—* =

UA - UKRAINE (1 rec

ENGLISH LABEL OF THE ACTIVITY COVERAGE INSTITUTION
Academic

Spinal muscular atrophy patient registry in Ukraine - part
of the TREAT-NMD network

ENGLISH LABEL OF THE ACTIVITY COVERAGE INSTITUTION
CMDIR: congenital muscular dystrophy international Global Academic

registry

International Friedreich Ataxia Research Alliance (FARA) Global Patient organisation
reqistry

International Morquic A registry Global Patient organisation
International Rare Genetic Steroid Disorders Consortium Global Academic

(RGSDC) registry

International reqistry for primary hyperoxaluria Global Academic

THAOS: transthyretin amyloidosis outcomes survey Global Private company
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Ponb OpraHusauuum naumeHToOB

» Cbop, cucrtematnsaymsi u XxpaHeHue
MHOpMaL K
* PasbdacHeHne Pogutenam (onekyHam)

BOMPOCOB O KITMHNYECKNX UCNbITAHUSAX C
ydyacTuem geteun
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ITUYECKUUN acnekKT
OTBETCTBEHHOCTU poauTenen
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ITUYECKUU aCNeKT
OTBETCTBEHHOCTU poauTenen

AprymeHTbl ém
"

o SR |

[\

ETHICAL CONSIDERATIONS FOR CLINICAL TRIALS ON MEDICINAL PRODUCTS WITH
THE PAEDIATRIC POPULATION
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ITUYECKUU aCNeKT
OTBETCTBEHHOCTU poauTenen

TepaneBTu4yeckas

BbIFON

N Hagexaa

S

ETHICAL CONSIDERATIONS FOR CLINICAL TRIALS ON MEDICINAL PRODUCTS WITH
THE PAEDIATRIC POPULATION
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ETHICAL CONSIDERATIONS FOR CLINICAL TRIALS ON MEDICINAL PRODUCTS WITH
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YyacTtue B MeXAyHapoAHbIX
NnpoeKTax

-KakoBa ponb opraHM3aumm naumeHToB B KITMHUYECKNX
NCMbITAHUAX? -

R g

*4T0 opraHmn3aTopbl KNMHNYECKUX UCTIBIT:
opraHmMsauum NauMeHToB JOMMKHbI 3Ha‘?r‘i§ﬂﬁ?i“o p,pyre
4YTOObI ObITb B COCTOSIHUM COTPYAHUYATb B KITMHUYECKNX
NCNbITaAHNAX? :

. _Www.patientpartner-europe.eu

Kakne nenc - YTOOBbI
obnerynTb COTPYAHMUYECTBO B KITMHUYECKNX
NCNbITaAHNAX?

CSMA
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B3anmogeuncreue ¢ MeaAULUMHCKUMU U
Hay4YHO-UccriegoBaTeNbCKUMU
yuypexneHussmu

AHanu3 n cuctemartmaauust cobpaHHbIX

OaHHbIX B Npeaernax opraHM3aumm
NnayMeHTOB,

Kak pe3ysbmam ...
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B3anmogeuncreue ¢ MeaAULUMHCKUMU U
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- CokpallueHue BpemMeHn Habopa nauneHToB Ans
NrIaHNPyeMbIX KITMHUYECKUX NCMbITaHNN

- IHpopmaums n3 KayeCTBEHHOro peecTpa npurogHa
ONs HOBbLIX UCCcneaoBaHUN
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OpraHmsauus nauueHToB
B KIIMHUYECKUNX UCNbITaHUAX

ao/7y4aem:
Bo3aMoOXXHOCTb BNnsAHUA Ha opMmnpoBaHne
MPOTOKOMNOB KNMUHUYECKUX UCTbITaHUN

daem:
Bbirogbl Ans opraHn3aTopoB KIMHUYECKNX
NcrnblTAHNU
&
CSMA
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[lepcnekTuBa coTpyaHM4yecTBa
OpraHM3aTopoB KNMUHUYECKUX UCNbITAaHUU C
opraHmsauusaMuv nauueHToB

duHaHcupoBaHmne n nHdopmauung

NHdopmaumna n duHaHcnpoBaHmne

3epKanbHble PaKkTopbl, KOTOpbIE
OOJTKHbI UCNONb30BaTbLCA B
NMPUBIEYEHUN OpraHn3aLmin NaueHToB
N B UX NOAAEPXKKE
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bnarogapto 3a BHUMaHUe

NeatenbHocTb PoHaa "detn CMA»
OCYLLEeCTBNAETCA Npu nogaepKke
Neuromuscular Network

VARM
A3

EURORDIS ENMC

Rare Diseases Europe

(CTREAT-NMD
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