BIOJINIETEHD 8

N WFH

WORLD FEDERATION OF HEMOPHILIA

C60P KAYECTBEHHO MHOOPMALUN

3auem co6buparb nHopmauunio?

Vudopmanus, cobupaemas wienamn Beemmproit egepanmu remodunnu (BOI') B cBoux cTpaHax, sBIsieTCs
KpariHe BKHBIM MHCTPYMEHTOM ISl 3aIVITHI Y/IyYLIEHNs MEAULIHCKOTO OOCTY )XMBAHSI JIIOfElT ¢ HaPYIIeHMAMMI
CBepThIBaeMOCTH KpoBu. [ToydeHHbIe JaHHbIE MOTYT UCIOTIb30BATHCS B PAMKAX CAMOT'0 FOCYAApPCTBa, a

TaKKe HakarmmBarbcst B BOT, oTpakas rmobanpHylo KapTuay. ViHbopMarys nogreepania 3G HeKTMBHOCTD
PasBUTHS HALMOHA/IBHBIX IIPOTPAMM I IIPEOCTAB/IEHNS faXKe HEOOMBIIOro KOMMYeCTBa KOHIjeHTpara GpakTopa
JUISL YIIY4LIeHNS [IOKa3aTeniell COCTOSHMA 340poBbst. OHa MOXKET TaK)Ke MCIIO/Ib30BAThCS KaK apIyMEHT B

HOJIb3Y IIPOJO/DKEHIS YXOfa 38 OOIBHBIMY Ha CYIIeCTBYIOLINX
YPOBHIX (HarpuMep, eMOHCTPUPYs 3P PeKTUBHOCTD 3aTParT MK

9KOHOMMIO B JOITOCPOYHOIT IIEPCIEKTUBE), I/ GOpMUpOBaHNSI Touo
LieJIeHaIIPaB/IeHHOTO OXBaTa VM B IPUHATUYU PEelIeHUI O oTobpaxaer
CyLLecTByOLNiA
pacnpenenenny orpaHn4eHHbIX peCypcCoB. YpOBEHb OKa3aHua
MeANLUHCKON
KauectBennas nHpopManum JO/DKHA ObITH Ha/IeXKHOIL. nomowm

3Ha§{, 4TO y BaC €CTb BbICOKOKa49€CTBE€HHAs aKTYya/IbHaA

Copeiictyet

MH(bopMaul/m, BbI CMOXKEeTe YBEPEHHO eé MCII0/Ib30BaTh NpoBeAeHio
o nccneoBaHui, CnocobcTByeT
m1st 3¢ deKTUBHOI afBOKAL[UM, TPOBELEHIIsSI KOTOPbIE MOryT yAyuLUeHio
CcnocobcTeoBaTh MeauLMHCKON

HanpaBI€HHbIX I/[CC]'IC,[[OB&HI/H“/I, COOTBETCTBYIOLIETO

MNOBbILLEHNIO Kaye- nomoun
CTpaTern4ecKoro MIaHNPOBAHIS 1 YIIPaB/IeHUSI CTBa HU3HY BaLwEl KauecrBeHHas
OKa3aHMeM MeJUIMHCKOI IOMOLIN. 06uHbI MHd)Opmal.lI/lil

KpuTtepun KauectBeHHOI nHpopmayum

[1st o6ecriedeHNs BHICOKOTO KadyeCcTBa COOMpPaeMoit
BaMu MH(OPMALUY, KOTOPOI BB MOI/IN GBI YBEPEHHO
[OJIb30BAThCS, CJIEANTE 32 TeM, YTOOBI OHA OTBeYaIa
TaKUM TPeOOBAHISM, KaK:

OkasbiBaeT
NOAAEPXKKY MHUL M-
TVBaM, Kacalowmumcs
KNUHUYECKUX
BOMPOCOB U

ayouTa

CoBepLueHcTBYeT
npoLeccbl NPUHATUA
pelueHnii B BaLLen
opraHu3auum, B
Balllel CTpaHe 1 3a
eé npegenamm

= AKTyanbHOCTH U MOMHOTA. VHopManys fo/mKHa
COflep)KaThb BCe 9/IEMEHTBI, KOTOPble HeOOXOAMMBI /LT
OTBeTa Ha [TOCTABJIEHHDIIT Bompoc. Hanpumep, 4T065!1
crenathb BHIBOABI 06 9 HeKTMBHOCTY IPOPUIaKTUUECKOTO TeYeHNs], B OTYETe JODKHbI OBITh COOpaHHbBIE
[aHHBIE O BPEMEHU ero Hauajia, MHTEHCUBHOCTH, KOJIMIeCTBe (PaKTIIeCK) BBEJEHHDIX 103 U3 YMC/IA
IpeANICaHHBIX, a TAKXKe 00 oljeHKe (PYHKIMOHMPOBAHMS CYCTaBa MIN BIMSHNA JIEYEHNUS Ha KaueCTBO XKU3HIL

= HapexxnocTs. HboOpManus Ko/mKHAa, IO BOSMOXXHOCTY, MAKCHMA/IbHO OTPaXKaTh PeanbHyI0 CUTYaluio. B
HEKOTOPBIX CTy4YasiX OHA MOXKeT OBITb IIPMONMUSUTEIbHOIL, HO TOIBKO He IIPeronaraeMoii. BiusHme pasHbIx
YCIIOBMIL ¥ METOJIOB JIeYeH N, a TaKyKe IIPOMUCXOAAIE CO BpeMEHEM 3MeHEHN MOXKHO I3MEPUTD TONIbKO
IpY UCIIONIb30BAaHUM TOYHOI nHpopManueit. Hapumep, eciu B «PeecTpe mannueHTOB» He yIUTHIBACTCS
CMEPTHOCTD M/IM SMUTPALIN, TO 9TO MOXKET IPUBECTH K 3aBBIIIEHNIO PeaTbHOTO YMC/Ia NALMEHTOB U
HeBEPHBIM BBIBOZIAM O KO/MI4YecTBe (haKTOpa, PACXOyeMOTro Ha OHOTO MAalieHTa.

= CBOEBPEMEHHOCTH U ACHOCTH. CKOPOCTD (B CTydae OMHOKPATHBIX MICC/IE[OBAHIL) 11 PETY/ISIPHOCTD (1pu
IIOCTOSIHHOM c60pe MHpOpMaIy, HalipuMep, B peecTpax) cbopa nHOpMAaLUY JOIDKHBI COOTBETCTBOBATD
ee IpefIIoNaraeMoMy IpUMeHeHuo. Takxxe He0OXOLMMO UCIIOTIb30BATh CTAH/APTHYIO TEXHIIECKYIO
TepMuHoOIOruo. K Tomy ske BaKHO, 4T00bI MHGOPMALVs M3/1aranach Ha IIOHATHOM IIPeIoIaraeMbIM

IIOJIb30BATEIAM A3DBIKE.
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Kak co6mpaTtb KauecTBeHHYI0 nHpopmMaLuio?

MoxxHo cobupats nHGOPMALNIO O KAKOM-TNO0 cO001IecTBe (KOMMIECTBO MALMEHTOB, CTOMMOCTD €HUIIBI
¢dakTopa, 0b1IIee KOMMIECTBO MCIOMTB30BAHHOTO (PaKTOpa, KOMMYECTBO MALIEHTOB Ha IPOGIIAKTIIECKOM JIeIeHNIL,
OpraHm3aysi CUCTEMBI 3[paBOOXPAHEHS) WM O KOHKPETHBIX O0/IbHBIX (KOIMIECTBO KPOBOTEUEHMIT, TSKECTD
607111, YMCIIO IPOIYIEeHHBIX Y4eOHbIX WK Pabounux fHeit). VIHGOpMaIo 0 KOHKPETHBIX OOIBHBIX, CIEAyeT
cob6upaTh Ha GOTIBIION AYANTOPUI, & 3aTeM YCPERHATD, YTOOBI OTPAa3UTh MOJ/IVHHBIE TEH/IEHINN, & He eNHNYHbIe
CITyYan.

ITpexxze Bcero 4eTko chopMyImpyiite BOIPOC, Ha KOTOPBII XOTHUTE HOTYYNTh OTBET, U CIE[UTE 3a TEM, YTOObI
cobupaemas nHGOPMAILNSI COOTBETCTBOBAA IOCTABIEHHOI Len. [10 Bo3MoskHOCTH, Iyist cbopa nHbopmannn
HOJIb3YIITeCh IPOBEPEHHBIMI METOAAMI, T.€. TEMII, YTO Y)Ke ObUIM paHee OIrpOOOBAHbI I IPU3HAHBI HAJEXKHBIMIL.
CrapaitTech U3MepATH IPOCTbIe, 00bEKTUBHbIE, HOAAAMOIINECS KOIMYeCTBEHHOMY N3MEPEHIO XapaKTePUCTUKN
WV COOBITHS, A He CTIOXKHBIE MM CYO'BeKTUBHBIE IIPOLIeCChl (HAIIPYMEp, Y3HaBaliTe O KOMMYeCTBE HPOITyIieHHbIX
y4e6HBIX JHelL, a He 00 ypoBHe 06pa3oBaHmsi). MeToxbl M3MepeHMsI JOMDKHBI ObITh BOCIIPOM3BOANMBIMIL,

T.€. O3BOJLIIOLIVIMI Oy YNUTh AHATOTMYHBIE PE3Y/IbTATHI [IPY IIOBTOPHOM VICIIO/IB30BAHIN BAMY MU KeM-/160
APYTUM [Isl U3MEPEHVs TOTO JKe TapamMeTpa.

KoHcynbrupyiitecs ¢ Konmeramu, usy4daiire orny611KoBaHHble MCCIefoBaHys Win obpaiaiitech B BOT, uTo6s!
HOJTYYUTDb COBETBI O CTPATEINN U CPeCTBaX cbopa MHGOPMALINIL.

CeKkperT ycnewHoro c6opa KauecTBeHHoOI MHPopMaLn

= [lonyunre ogoOpeHme 1 IOAAEP>KKY OT PYKOBOCTBA U 3aTHTEPECOBAHHBIX CTOPOH (MUHMCTEPCTB
3paBOOXPAaHEHNs], Ie4eOHDIX LIEHTPOB, Bpadell I MAlMeHTOB) B OTHOIIEHNU OOI[ero BIAECHNA M TOCTAHOBKY
3ajiad, 001eOPraHN3aIIOHHBIX IIPOrPaMM PabOTBI M PECYPCOB /IS IO BBIIOTHEHNS.

= ObecreybTe HaIJIEKAILYIO IOATOTOBKY U MOAAEP)KKY COOpIIKaM MHPOPMALIIL;

= 3ammaHUpyIiTe TOPSOK IPOBEPKM KauecTBa U PACIPOCTPAHSIIITE OTIETHI C COOPaHHOI NHPOpMAILIelt C TeM,
4TOOBI OHA CITY>KV/Ia TOCTAB/ICHHDBIM Le/IAM.
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