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Mapkin A. I

PE3Y/IbTATV AOC/I/DKEHHS BHYTPILUHBOI HAAIAHOCTI YKPATHCbKOT
BEPCIi ONUTYBAJIbHUKA HAEMO-QOL

J1bBIBCbKMI HaUioOHaNbHUM Megu4HUI yHiBepcuTeT iMeHi JaHuna Manuubkoro

B 0OaHiti nybnikayii onucaHa npouedypa ma pesyrnbmamu 00CNIOKeHHSI 8HymMpiwHbOI HadiliHocmi yKpaiHCh-
Koi' gepcii onumysansHuka Haemo-QoL. Mema: docnidumu eHympiwH HadiliHicmb yKpaiHCbKOI 8epcii
onumysarnbHuka Haemo-QoL 0ns ouiHKu skocmi xumms, rnoe’ssizaHoi 3i 30opoe’am dimeli 3 2emoginiero.
Mamepianu i memodu. OuiHka skocmi xumms eu3Hayvanacb y 106 pecrioHOeHmig-y4yacHUKie O0CIOXKeHHS
(563 dumuHu 3 eemodpiniiero A ma 53 ix 6bambkig) KopecrnoHOeHMCbKUM MemMoOOM 3 8UKOPUCMAHHAM rifiom-
HOI MOBHOI yKpaiHCbKOI 8epcii onumyesansHuka Haemo-QolL. [JaHi aHkemyeaHHs rpoaHariizogaHi, 8UsHa4eHo
HadilHicmb onumysearnbHUKa 3a KpumepieM 8HympiuHbOi y3200KeHocmi Memodom obYUCTIEHHSI KoeiljieH-
ma a — KpoHbaxa. Pesynbmamu: BcmaHoeneHo, wo koegpiyieHm a — KpoHbaxa Ons wkan ycix eikosux
epyn cmarosume 8i0 0,849 0o 0,943. HalimeHwa y3200)KeHicmb MK 3anumaHHsAMU eusierieHa y epyni 10
(8i0 0,374 9o 0,852), modi sik dns ycix iHwux epyn a — KpoHbaxa cmaHosus 8id 0,732 do 0.95, 3 Halisuuju-
MU riokasHukamu y epyni IlI0. BucHoeku: [JogedeHo, w0 ykpaiHCbKka eepcis onumysarnbHuka Haemo-QoL
80s100ie docmamHbO 8HYMPILWWHBOK y3200XKeHIiCmio ycix eepcili oriumyearnsHuka. Lle do3eornsie Ham cmee-
poOXysamu, Wo 3a KpumepieM 8HympiwHbOi HadiliHocmi daHul onumyeasibHUK MOXHa 3acmocysamu 8
npakmu4Hiti ma meopemuyHiti meduyuHi. lNMepcrnekmuesu rnodanbuiux 00CnidxeHb: AOCTIOXKEHHST 8HymMpiLU-
HbOI HadiliHocmi gepcii onumysanbHuka Haemo-QoL dns dimel gikom 4-7p. Ha 6inbuwil subipui pecrioHde-
HmMie, 3any4eHux y docnioxeHHs. HeobxiOHUM 88axxaeMO maKoX rnpos8edeHHs] KOMI/IeKCHO20 aHarli3y rcu-
XOMempUYHUX Xapakmepucmuk daHo20 onumyearnbHuka Ons fne2imumMHoOi MOXueocmi ausHamu toeo ea-
niidogaHuUM.

Kntoyosi cnosa: remodinisi, NCUXOMETPUYHI XapakTePUCTUKN, AKICTb XUTTS, HAAINHICTL ONUTyBanbHUKa.

HaHa poboma € ppaemeHnmom HLP kagpedpu nediampii i HeoHamonoeii @O JIbeiecbko20 HayioHarbHO20 MeOUYHO20 yHigepcume-
my im. [J. lanuybkoz2o «Pe3ynbmamu docnidxeHHs eHympiwHbOi HadiliIHocmi yKpaiHcbKoi eepcii onumysansHuka Haemo-QoL», Ne
Oepx. peecmpauii 0114U000108.

Bctyn KMEHTY Yy nauieHTiB 3 remodpinieto [10;15;25]. 3
aHani3y OOCTynHOI niTepaTypyu MoXHa 3pobuTu BuU-
CHOBOK, WO Hanbinbw anpoboBaHUM Ta LUMPOKO
3aCTOCOBYBaHWUM IHCTPYMEHTOM 4115 ouiHkn AXKIM33
y nauieHTiB 3 remodinieto € onuTtyBanbHNK Haemo-
QoL [8;9;11;19;22;24,25;26;27]. Ha xanb, Ha Aaa-
HWUIA iICTOPUYHWUIA MOMEHT, HEMae BanifoBaHOI yKpa-
THCbKOI Bepcil gaHoro onutyeansHuka [2;17]. Bigcy-
THICTb aganToBaHWX [0 HaLioHanbHMX YMOB XBO-
pobo-cneundivyHnx onuTyBanbHUKIB ANA  OLiHKM
AXKM33 B YkpaiHi cTBOPIOE 3HaYHI OOMEXEHHS LLO-
00 MNOBHOLHHOMO MEHEL)XMEHTY TakuX MauieHTiB
[2]. 3rigHO MibkHapogHUX pekoMeHAaLii CTBOPEHHS
HOBOI MOBHOI Bepcii nepeabadyae npoBegeHHs npo-
ueaypv Banigauii onuTyBanbHUKa 3 MNigTBEPOKEH-
HSIM IOr0 NMCUXOMETPUYHUX XapaKTEPUCTMK B HOBO-
My eTHOMIHrBICTUMHOMY cepefoBuLli [5;8;13;31].
KynbTypHa Ta niHrBiCTMYHA aganTauis yKpalHCbKOI
TecT-BepcCii AaHOro onuTyBanbHWKa, OOCHILXKEHHS
noro BanigHocCTi, YyTNMBOCTI Ta HaZiMHOCTI Y Yaci
BXEe MPOBeOEeHO B OKpeMUX LochnigXkeHHaX. BiaTak,
aKTyanbHUM 3anulaeTbCs AOCMiAXKEHHS TaK 3BaHOI
BHYTPIiWHbOI HaginHocTi (BH), sika we Bigoma B 3a-
KOPOOHHIN niTepaTypi K BHYTPILIHA Y3romKeHiCTb
(B aHrnomoBHin niTepaTypi «internal consistency»
abo «homogeneity»). Nig HaginHicTIO onNuTyBanb-

CydacHa meguumHa 3 poky B pik Bce Binblie
3MiLLy€eTbCS 40 Tak 3BaHOI BioncuxocoLianbHoi MO-
Aeni, B SIKin Ha PiBHi 3 KNiHiko-MoponoriYyHMMK Xa-
pakTepUCTUKaMU B MEHEIKMEHTI Pi3HMX 3axBOPHO-
BaHb Bce BinblUy yBary npuginatoTb ncmxocouianb-
HUM KOMMOHeHTaMm [2]. Lle gae MoxnumBicTb po3rns-
JaTun nauieHTa Ak iHAMBIAa Ta MOro 3axBOPHOBaHHS
KOMMMEKCHO 3 MaKCUmarbHOK MepcoHidikalieto
MeauyHoi gonomorn. B cBiToBil niTepatypi iHCTPY-
MEHTU, AKi 3aCTOCOBYIOTBHCS A1 OLiHKWM MCUXOCOLi-
arnbHUX CKNagoBWUX 3axBOPIOBaHHS, OTpUManu Ha-
3BY «OLiHKM, AaHi nauieHToM» (B aHrMOMOBHIN ni-
TepaTypi «patient reported outcome» (PRO). Ce-
pea PRO cknagosBux y nauieHTiB 3 remodpinieto
KMIOYOBUM € BUKOPUCTAHHA Tak 3BaHUX XBOPO6O-
cneunivyHnX onNuTyBanbHUKIB. Taki oNnUTyBanbHUKN
003BONATL KiMbKICHO OUIHUTU Taky Cy6’eKTUBHY
CKNagoBy, K AKICTb XWUTTS, NOB’A3aHy 3i 340POB’'AM
(5PKM33). TeHgeHUia cyyacHOI MeguuMHU OEMOH-
CTPYE, WO MOHITOPUMHI Ta nokpawieHHs SKIM33
CTa€ OAHMM 3 KINIOYOBUX KOMMOHEHTIB MEeHedXMeH-
Ty AOiTeN 3 XPOHIYHUMW 3aXBOPIOBAHHAMMU, @ HAYKOBI
Ta MNpPaKTU4Hi pPo3pobKM CTOCOBHO NWUTaHb OOCHi-
DoxkeHHA SDKIM33 3anuwaroTbes npiopuTeTHUM Ha-
NPSMKOM cy4yacHoi meaununHun [3;4;6;28]. AHanoriy- ; ~ . _—_
HOM € i No3MLis HanbINbL aBTOPUTETHUX OpraHisa- HIKa PO3yMIIOTL MOTO 3AATHICTL AaBATU NP OLIHLI
Ui B €Bponi 3 NUTaHb MeHeaXMeHTY remodinii - AKOCTI XKUTTS (O?”K) MOCTINHI T& TOHHI MOKASHMKM.
World Federation of Hemophilia (WFH) Ta Mpun gocnigXeHHi HagiMHOCTI ONUTYBanbHUKIB, JOC-

European Haemophilia Therapy Standardization MIAHVKN 3a3BUalt - BUKOPMCTOBYIOTL [1Ba OCHOBHI

Board (EHTSB), siki BU3Ha4at0Tb AMHAMIYHMUIN KOHT- MeT_op,ono_rqui nip.>_<o;:|.|/1: BUSHA4EHHA BHyT.piLUHbOT
ponb $DKM33 OZHMM 3 OCHOBHUX 3aBAAHL MeHe- HafiMHOCTI Ta NOCTIMHOCTI (BiATBOPIOBAHOCTI) y Yaci
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AKTyaAbHi Ipo6AeMH Cy4acHOI MeAHIHHH

METOAOM «TecT-peTecT» (B aHrMOMOBHIN NiTepaTypi
«test-retest reliability»). OuiHka BH, sika xapakte-
pu3ye CTyMiHb Y3ro)KeHOCTi BignoBigen Ha 3anu-
TaHHA, MOXnuBa 6araTtbma MeToAuKamu, ane Ham-
OinbLU NOWNPEHUM METOAOM € BU3HAYEHHA Koedi-
uieHta a-KpoHbaxa. Came uen MeToa BMKOPUCTO-
BYIOTb GinbLWiCTb AOCNigHMKIB Npu aganTtauil onu-
TyBanbHUKIB 0O YMOB HOBOMO ETHOSIHIBICTUYHOIO
cepeposuLla [16;21;22;23;29;32;34]. [Ana rpynosux
JocniopKkeHb piBeHb HALIMHOCTI  OonuTyBarbHUKa
BBa)XAETbCA AOCTaTHIM (3aQ0BifbHUM), AKLO Koe-
diuieHT a-KpoHbaxa ctaHoBuTb = 0,70 [23;27;33].
OpfHovacHo crig 3a3HayuTK, Lo Taki HopMK € Oo-
BOMi YMOBHUMW, OCKIifbKW ANS Pi3HWUX iIHCTPYMEHTIB
OAX He Moxe OyTM €QuMHMX CTaH4apPTU30BaHUX
MEX Y3ro[PKEHOCTI MiXX MyHKTaMu onuTyBarbHUKa.
Tak, HenpaBoMipHO OYiKyBaTW Big LUKanu, npusHa-
YeHoi Ana aiarHoCTUKM MOTUBIB Ta €MOLN, Aki an-
piopi € AnHamivHUMK kpuTepiamm OAXK, Bucokor y3-
roP>KEHOCTI BiANOBI4EN Ha MYHKTK, NpuU3HadeHi ons
OLiHKN AaHux KOHCTpykTiB [1]. B Takomy Bunagky
koediuieHT a-KpoHbaxa 0,6 Byae xopoLunm nokas-
Hukom BH onutyBanbHuka [1]. Ans noBHOTM ornagy
JaHol npobnemn cnig TakoX AoJaTw, Lo OKpeMi
OOCMIOHUKA CKENTUYHO CTaBNATbCSA OO0 BUKOPUC-
TaHHsa a-KpoHGaxa B iHTepnipeTauii HaginHOCTI onu-
TyBanbHuKa [7;12].

BH onutyBanbHuka Haemo-QolL ouiHeHa Ta
npoaemMoHcTpoBaHa B pAai gocnigxeHb (Bullinger
M et al. 2002, von Mackensen S et al. 2004,
Mercan A. et al. 2010, Ferreira A.A. et al. 2013,
Anna Marie D Espaldon 2014) [14;18;22;27;34].
Pasom 3 TuM, BpaxoByoU4M BUMOrK Ta pekoMeHaa-
LiT Wwoao aganTauii onuTyBanbHUKIB 4O YMOB HOBO-
ro €THONIHrBICTUYHOrO CcepeaoBMLLa, AaHi 3akop-
OOHHUX JOoCnigpKeHb HE MOXYTb niggaBaTUCA MiX-
HaLjioHanbHOMY eKCTpanosoBaHHIO, a BiATaK CTBO-
peHHs1 HOBOI MOBHOI Bepcil nepepbavae pgocni-
OkeHHs BH onuTyBanbHuKa B ymMoBax LiNbOBOI No-
nynawii.

MeTa po6oTu

Jocnigutn BHYTPILWHIO HaAIMHICTL YKpaiHCHKOI
Bepcil onutyBanbHuka Haemo-QoL ans oujiHku
AXKM33 giten 3 remodinieto A; BU3Ha4UMTV npuaart-
HICTb 40 3aCTOCyBaHHA AaHOI BepCii onuTyBanbHU-

Ka 3a XapaKTepUCTUKOK BHYTPILIHBLOI Y3roaXeHOoCTi
B HOBOMY €THONIHIBICTUMHOMY CepeaoBuLL;.

Matepianu Ta meToau AocnimKeHHsA

B paHomy gocnigpkeHHi BUKOPUCTaAHO €THOIMIHT-
BICTUMHO afanToBaHy YKpaiHCbKy MOBHY BeEpPCito
onutyeansHuka Haemo-QoL. JaHuin onutyBanbHUK
po3pobneHo 3 ypaxyBaHHSIM BiKOBMX rpyn NaLieHTiB
Ta NpU3HavYeHUn Ons aHKeTyBaHHA AK camux nadie-
HTiB (B @HINMOMOBHIN niTepaTypi «self-reporty), TaK i
Ix 6aTtbkiB («proxy-report»). Came Tomy Ans gocni-
PKEHHSI BUKOPUCTaHO LWICTb BEpCin OnuUTyBarnbHU-
Ka: Tpu Bepcii onuTyBanbHUKa Ans giten: sepcisa 1a
(62)
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- ona giten sikom 4-7 pokis, llg - 8-12pokis, llig -
13-16 pokiB. AHanori4Hi Bepcii onutyBanbHWKa Ans
GaTbkiB giTen BignosigHux Bsikosux rpyn (16, 116, 1l-
I16); 106 6GnaHkiB BignoBigen pPeCNOHAEHTIB-
yyacHUKIB aHKkeTyBaHHs. Bepcii anga giten pisHux
BIKOBWX rpyn BigPI3HANMCA MixX cOBOI0 AK 3a Kinbki-
CTIO LUKan onuTyBarnbHKKa, TaK i 3a KiNbKiCcTo 3anu-
TaHb Y BignosigHMX wkanax. KinbkicTb 3anntaHb B
Wwkanax Bapitoe Big 2 oo 10 3anutaHb. CTpyKTypHE
HaBaHTa)KeHHS1 ONUTyBaribHWKa CTaHOBNATb Ans
Bepcii 1a/6 — 8 wkan / 21 3anutanHsa, Il o/6 — 10
wkan / 64 3anutanng, Il g/6 — 12 wkan / 77 3anu-
TaHb. [nsa |g 6ynu 3 BapiaHTu BignoBigen Ha KoXxHe
3anuTaHHs, Ang ycix iHwux, y Tomy vmcni 16 - 5 Ba-
piaHTiB Bignosigen. Bignosigi ouiHoBanuca 3a
WwKanot JlankepTa BUPaXKEHI KaTeropie 4acTtotu
(3 Ta 5 KOMNOHEHTHa Bi4NOBIQHO).

HocnigxeHHs BH ykpaiHcbkoi Bepcii onutysa-
nbHMka Haemo-QoL nposoawunocsa Ha 6asi LieHTpy
TpomMbo3y i remocTasy y giten K3 JIOP «3axigHoyk-
palHCbKMN creLlianisaoBaHUn  OUTAYUA  MeOUdHUN
LueHTp», M. JlbBiB. 3aranbHa KinbKiCTb YYaCHWUKIB
pocnigxeHHs cknana 106 ocib, 3okpema: rpyna lg —
14 piten (13%), 16 — 14 6aTbkiB (13%), llg — 24 own-
TUHU (23%), 116 — 24 GaTtbkiB (23%), Illg — 15 piten
(14%), 116 — 15 BatbkiB (14%). Yci obcTexeHi gitm
xnonyukn. Cepen pecrnoHaeHTiB-6aTbkiB: 42 pec-
noHAaeHTN maTepi nauieHTiB (79%), 11 6aTbkiB na-
uieHTiB (21%). KniHiko — Ho3omnoriyHa CTpyKTypa
obcTexeHnx Byna HaCTyNHO: AiTN 3 TsHKKoK hop-
moto remoapinii A (FVllic < 1 1U/dl) — 27 nauieHTiB
(51%), cepegHbo Tsxkkoto (FVIlie=1-5 1U/dI) — 18
nauieHTiBs (34%) Ta nerkoto cdopmoto (FVIlic=5-30
IU/dl) — 8 naujeHTiB (15%); 24 nauieHTn (45%) ma-
NN KPOBOBUIMBU Yy CYrnobu npoTarom 4 TUXKHIB Ha-
nepepodHi obctexeHHs, 29 nauieHTiB (55%) He
Manu cyrnobosux KpoBoBWNMBIB. [Ins nepesipku
BH onutyBanbHuKa BUKOPUCTOBYBanu koemilieHT o
— KpoHbaxa. Npu upomy, a — KpoHbaxa BusHavanum
AK AN 3aranbHol rpynu ycix obcTexeHux 3a Bigno-
BIJHUMMW LLKanaMu, Tak i OKpemMo Ons BiKOBUX rpyn
AiTen Ta 6aTbkiB, WO Aano 3Mmory npoaHanisysaTtu
HafiMHICTb KOXHOI BepcCii onuTyBarnbHMKa OKPeMO
3a KpUTEpiemM BHYTPILIHLOI Y3rogXeHocTi. B skocTi
pesynbTaTtiB npeacraBnanu koediuieHT a — KpoH-
Oaxa, kUK ouiHoBanu 3a wkanow — a < 0,5 — He-
poctatHe , 0,5 <a> 0,6 norane , 0,6 <a> 0,7 -
cymHiBHe, 0,7 < a > 0,8 - goctaTHe, 0,8 < a > 0,9
nobpe, a > 0,9 — ayxxe nobpe. [na ctaTUCTUYHOIO
aHanisy oTpMMaHux gaHux 6yno BMKopucTaHe npo-
rpamHe 3abesneyeHHsa SofaStat v.1.4.6. Kputepis-
MW BKIHOYEHHS Yy JOcnigxXeHHa 6ynu HacTynHi:  Aai-
TW, XBOpi Ha remodinito A (KOHUeHTpauia dakTopa
VIII sropTanHs kposi B nnasmi < 30 [U/dI) Ta ix 6a-
Tbkn (0OauH 3 B6aTbkiB); BiK nauieHTiB Big 4 0o 16
POKiB; BiACYTHICTb TSPKKMX aHaMHECTMYHO AiarHoc-
ToBaHuX ypaxeHb LIHC; HasBHicTb Bignoeigen Ha
6inbLe sk 50% 3anuTaHb B ONUTYBaNbHUKY.

TpuBanictb AocnigaXeHHa cknana 4 micaui. AH-



BICHHK BH3Y «YKkpaiHcbika mMeOuuHa Cmomamonoziuna axademisw

KeTyBaHHSA MPOBOAWMNOCH KOPECMOHOEHTCbKUM Me-
ToOooMm: y dpopMi iHamBigyanbHoro (84 pecnoHaeH-
TW, B TOMY 4ucni yci pecnoHgeHTu rpynu | a/6) Ta
€reKTPOHHOro (22 pecnoHAeHTa) iHTEpPB'OBaHHA.
Yci yqacHVKM JOCnigKeHHs BiflbHO BONOAINW ykpai-
HCbKOKO MOBOI, Oynu geTanbHO NPOIHPOPMOBaHI
npo MeTy Ta Xig AOCHIIKEHHS.

Pe3ynbTaTtn AocnimkeHHA Ta iX 06roBopeHHs
PiBeHb BHYTPIWHBOT Y3rofXXeHOCTi YKpaiHCbKOI
Bepcii onutyBanbHuka Haemo-QolL ninotHoro Tec-
TyBaHHS ouiHeHO Yy 106 pecnoHaeHTiB-yYacHWKIB
OOCnigXeHHs Anga ycix BikoBux rpyn. [ligcymkosi

OaHi gocnigxeHHs BH npepcraesneHi B Tabnuvui 1.

Tabnuys 1
BHaueHHs1 a-KpoHbaxa 0n1s1 gidnosioHux wkan ycix eepcili Haemo-QoL
pyna | pyna Il pyna lll
LWikana N* 4-7p. 8-12p. 13-16p. BaranbHa rpyna
(n=28) (n=48) (n=30) (n=106)
Ia (n=14) 16 (n=14) Il (n=24) 116 (n=24) g (n=15) 1116 (n=15)
diznyHe 300poB’st 106 0,834 0,949 0,925 0,95 0,950 0,938 0,94
CamonoyyTTs 106 0,609 0,915 0,875 0,877 0,900 0,867 0,88
CamooLjiHka 106 0,536 0,824 0,884 0,861 0,876 0,875 0,869
Cim'st 106 0,622 0,841 0,923 0,871 0,950 0,938 0,943
Opysi 106 H/B H/B 0,850 0,845 0,940 0,891 0,879
MigTprMKa OTOYYHOHMX 78 B/W B/W 0,892 0,877 0,881 0,919 0,883
IHWi Ntogu 106 0,374 0,885 0,878 0,921 0,810 0,815 0,874
CnopT Ta wkona** 106 0,852 0,888 0,899 0,911 0,941 0,935 0,912
XKutTs 3 remodpinieto 78 B/W B/W 0,854 0,836 0,908 0,732 0,856
JlikyBaHHs 106 0,700 0,809 0,864 0,837 0,926 0,903 0,916
ManbyTHe 30 B/W B/W B/W B/W 0,867 0,855 0,849
BigHocuHM 30 B/l B/l B/l B/l 0,895 0,871 0,874

lpumimku: *Kinekicmb npoaHarizogaHux ornumysanbHUKig 3a 8i0rnogiOHoOr wkKanot **[ns eepcii onumysansHuka 10/l6 aHanoe wkanu
«Jumsiquli cadok/OowkinbHUll 3aknad/wkona». «H/8» - a-KpoHbaxa He 8u3Ha4Yascsl 4epe3 HeOOCMamHIO K-mb MyHKMIe;

«8/W» - 8i0CymHsI wkarna y ei0rnoeioHiti epyri.

Ak BMAHO 3 NpeacTaBneHnx TabnuyHnx gaHux, y
3aranbHin rpyni, aky ccopmysanu yci 106 ydacHu-
KiB gocnigkeHHsi, koediuieHT a-KpoHbaxa ans 6i-
NbLUOCTI LUKan OUHIOETLCA Ha piBHI «gobpe» Ta
«gyxe oobpe» 3 HaMBULLMMWU NMOKA3HUKaMK Y LLUKa-
nax «®isnyHe 3gopor’sy Ta «CiM'sa», WO CBIAYNTb
Npo HambinblLy BHYTPILIHIO Y3romKeHiCTb BiaMnoBi-
Oeln Ha 3anuTaHHA 3a uMMn wkanamu. KonueaHHSA
nokasHukie 6yno Big 0,849 y wkani «ManbyTHeE»
0o 0,943 y wkani «CiMm'si». Y gaHomy BUNagky, Bu-
3HayeHHs npoBoaunoca 6e3 andepeHLUiloBaHHS
y4acCHWKIB OOCMIgXKEHHSA 3a BianoOBIAHMMW BiKOBUMMU
rpynamu Ta (popmamm 3axBoptoBaHHA. Takui nigxig
€ BUNpaBgaHuM i anpobosaHuUM Npu nogibHux goc-
NigXKeHHsX, OCKINbKW METOAOoMnoriss OLiHKA O-
KpoHbaxa nepepbayae noetanHy OLiIHKY B Mexax
OKpeMmoi LWKannm Afsi  KOXHOro  pecrnoHaeHTa
[14;22;27]. OpgHoOYacHO, OTpUMaHi OO0BOMi BUCOKI
MOKa3HWKM Crig aHanisyBatu 3 NEBHOK 0bepexHic-
THO, OCKINbKM B AOCHIQKEHHA BKIHOYEHi nauieHTn 3
pisHUMK chopmamm TSKKOCTI remodpinii A. Tak, na-
LieHTn 3 nerkoto dpopmoto remodinii B GinbLIOCTI
BMMNagKiB AaBany OAWHAKOBI BignNoBiAi Ha MYHKTU
onuTyBanbHMKA BiAMNOBIAHMX LKA Yyepes3 akTUdHy
BIOCYTHICTb KNiHIYHMX NPOSIBIB 3axBOptoBaHHSA. Ha-
npuknag, wkana «®disnyHe 300poB’si» nependavae
OLiHKY Cy6’€KTMBHOrO BiJHOLLEHHS pecnoHaeHTa 4o
OCHOBHUX KMiHIYHMX NPOSBIB 3aXBOPIOBaHHS (Hacki-
Nbkn TypbyBanu obmexeHHa MobinbHocTi, 6oni y
cyrnobax, Habpsiku Towo). BigTak, BigCcyTHICTE no-
OiGHUX KNiHIYHWMX NPOSBIB Y NauieHTiB 3 nerkow go-
pmoto remodpinii obymosuna GinblWicTb Bignosigen
«HiKONU» Ta, BiAMNOBIAHO Y3rOAXEHICTb MiX MyHKTa-
MU 3a a-KpoHbGaxa 6nunsbky 4o «1».

Ockinbkn, ronoBHMM 3aBAaHHsAM Oyno OuiHUTK

BH koxHOT 3 Bepcii onuTyBanbHUKa 3a KpuTepiem
BHYTPILUHBOI Y3ro4»KeHOCTi, HaM1 NPOBEAEHO aHa-
ni3 a-KpoHbaxa ans koxHoi 3 6 rpyn gocnigxysa-
HMUX, WO BigNOBIga€e BIKOBMM BepPCiAM OMUTYyBarb-
HUKa. 3 npoaHani3oBaHMX [aHMX CTano o4yeBud-
HUM, LLO HalMeHLUi nokasHukM o — KpoHbaxa cno-
cTepiraoTbea y rpyni 1g. 3okpema, 3HavyeHHs o —
KpoHbaxa < 0,7 BMABNEHO ANA YOTUPbLOX LLKarn
onuTyBanbHUKa B OaHii BiKOBIA rpyni. AKWO BHYT-
PiLUHIO Y3romKeHiCTb Yy  Wwkanax «CaMonovyTTs»
(0=0,609) Ta «Cim’a» (0=0,622) moxHa iHTepnpe-
TyBaTu SIK «CYMHiBHa», TO AN wkan «CamooLuiHka»
(0=0,536) Ta «lHwWi nogn» (a=0,374) y3rooxeHicTb
MK MYHKTaMU € «MNoraHow» Ta «He4OoCTaTHLOK»
BianosigHo. OgHak OO BMCHOBKIB LLOAO HaOiMHOCTI
TecTiB B Ll BiKOBIl rpyni cnig ctaButuca 3 obepe-
XKHICTIO, OCKifbKM (pakTUYHO NauieHTV BignoBinu
NUWEHb Ha 2-4 NYHKTW 3anuTaHb Y KOXHIN 3 Uux
Wwkan, wo, 6e3yMoBHO, MOINO BNIMHYTU Ha HU3bKY
Y3roaXeHicTb Ansg 6inblocTi 06CTexeHnX 3a Biano-
BigHMMU WKanamu. Taka KinbkicTb 3anutaHb 00Yy-
MOBMeHa X OpUriHanbHOK CTPYKTYpOK B ONWUTYyBa-
NbHWKY Ans BigNOBIAHOI BIKOBOI rpynu Ta He Morna
OyTn 3aMiHEHOO B AaHOMy AocnigxeHHi. OKpim Lbo-
ro, cnig 3asHayuTu, WO Yy pamKax MifoTHOro TecTy-
BaHHS opuriHanbHOT Bepcil onuTyBanbHUka Haemo-
Qol, npoBegeHomy y BenukobputaHii, Itanii, Hi-
MeudnHi, paHuil, HigepnaHgax ta Icnanii [27], Bu-
3Ha4YeHHs BHYTPILIHBOI Y3ropkeHOCTi NpOBeaeHo
nuweHb y Bepciax Ansg aiteu sig 8 go 16p. Nmosip-
HO, BUKIMIOYEHHS 3 OOCHIAXEHHSA BHYTPILUHbOI Ha-
OiVHOCTI pe3ynbTaTiB aHKeTyBaHHS PECMnOHOEHTIB
rpynu |a y eBponencbkomMy gocnigxeHHi obymosne-
He Marol KifnbKiCTIO MYHKTIB onuTyBarbHWKa Ans
BignosigHoro adanizy. OpgHak, MW npencTaBunm
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oTpumMaHi gaHi BH y rpyni |a, nepw 3a Bce, ans Ha-
OYHOrO MOPIBHSAHHA 3 MOKa3HUKaMW iHLIUX BiKOBUX
rpyn Ta cnpobu ix aHanisy 3a HasBHOI KifbKOCTI
OoTpuMaHux Bignosigen. PasoMm 3 Tum, 3 ypaxyBaH-
HAM BMLLEHABEAEHOro, MW BBaXaeMo Bepcito g
HadiNHOI 3a KPUTEPIEM BHYTPILLHLOI Y3ro»KEeHOCTI.

Ona iHwKnx rpyn (Bepcin onutyBarnbHKKa), Nnoka-
3HUKKM a - KpoHBaxa Bynu 3Ha4yHO BULLMMMK, 30Kpe-
ma: gna 16 Big 0,809 (wkana «JlikyBaHHA») [0
0,949 (wkana «®isnyHe 3g0poB’'s»), Ana llg Bia
0,850 (wkana «[Opysi») go 0,925 (wkana «®PisnyHe
3gopos’sy), anga 116 sig 0,836 (wkana «XXutta 3 re-
mModpinieto») go 0,95 (wkana «®PisnyHe 300poB’s),
ana g sig 0,810 (wkana «IHwWwi nogu») go 0,950
(wkana «®isnyHe 3gopor’a» Ta «Cim'a») ana 16
Big 0,732 (wkana «XXuttsa 3 remodinieto») go 0,938
(wkana «®PisndHe 3gopors’a» Ta «CiMm'a»). OTpumaHi
MOKas3HUKM AN AaHUX BiKOBWUX rpyn MOXHa iHTepn-
peTyBaTM SAK BHYTPILIHIO Y3roMKEHICTb Ha piBHi
«aobpe» Ta «gyxe nobpey.

OTpumaHi HaMmu AaHi OLiHKN BHYTPILWHBOI Y3ro-
DoKeHocTi onutyBanbHuMka Haemo-QoL meTogom
BMU3Ha4yeHHs o - KpoHbaxa € cxoxumu 3 gaHumu
aHanoriyHmMx OocnigpkeHb, MNpOBEeAEHUX B iHLINX
KpaiHax. Tak, gocnigxkeHHa A. Mercan et al. ge-
MOHCTPYE HaMMEHLLY Y3rofXeHiCTb 3a KoedilieH-
ToM a - KpoHbaxa Bepcii g [22]. Y pocnigxkeHHi M.
Bullinger et al. npogemMoHCTpoBaHO, WO HaWBMLLi
nokasHukn a - KpoHbaxa y 3aranbHin rpyni obcte-
XeHux (77 piten Bikom 8-16p.) BUABMEHI y LKani
«®isnyHe 3gopos’a» 0,84 [27]. Y Hawomy pocni-
DPKEHHI BHYTPILUHA Y3ropkeHicTb wkanu «®PisnyHe
300poB’'s» BuABMach suwoto (a=0,94), wo mMoxHa
MOSICHUTWU BIACYTHICTIO BKTHOYEHHSAM HaWMEHLLMNX
nauieHTiB (4-7p.) y gocnigxeHHsa M. Bullinger et al.

BucHoBkK

1. JoBeneHo, WO yKpaiHCbka Bepcis onuTyBa-
neHuka Haemo-QolL Bonogie gocTaTHbOI BHYTPILU-
HbOIO Y3rOAXKEHICTIO ANS YCiX BepCin onuTyBanbHu-
ka. Lle no3Bonsie HaMm cTBepaKyBaTH, Lo 3a Kpute-
pieEM BHYTPILLIHLOI HAaAIMHOCTI AaHWUI ONUTYBaNbHUK
MOXHa 3acToCyBaTW B MPaKTUYHIN Ta TEOPETUYHIN
MeaULMHI.

2. BucHOBOK npo 3aranbHy HagivHicTb Ta Banig-
HiCTb OaHOi Bepcii onuTyBanbHWKaA MOXHa pPoouTU
TNVLLIEHDb MiCNSA KOMMMEKCHOI OLiHKN MOro NCUXOMET-
PUYMHNX XapaKTEPUCTUK.

ﬂepcneKTMBy woao noganbLlnx gocnigxeHb

BbayaeMo y BMBYEHHI BHYTPILUHLOI HaQiNHOCTI
Bepcii onuTyBansHuka Haemo-QolL ans giten Bikom
4-7p. Ha BinbLin BMBIpLi pecnoHAeHTIB, 3any4eHnx
Yy OOCHIDKEHHA, WO [acTb MOXMIMBICTb 3pobutn
GinblW OBrpyHTOBaHI BUCHOBKM LLOAO BHYTPILUHLOT
Y3roAXKeHOCTi Ljiel Bepcil onuTyBanbHuKa. Nepcnek-
TMBHUM Ta HEOOXiAHMM BBaXXaeMoO TaKOX MpoBe-
OEHHSA KOMMNSIEKCHOTO aHarnidy NCUxXoMeTpu4HuX xa-
paKTEpPUCTUK AaHOro onuTyBarnbHWUKa AN neritmm-
HOI MOXITMBOCTiI BU3HATU MOro BasigoBaHUM.
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Pedepar
PE3YNbTATbI MCCNEOOBAHUA BHYTPEHHEW HAOEXKHOCTU YKPAUHCKOW BEPCU ONMPOCHUKA HAEMO-QOL

MapkuH A. U.
KntoueBble crioBa: FeMOCbI/IJ'II/IFl, ncuxomMeTpuyeckne XxapakTtepucTmkn, Ka4ecTtBo XU3HN, HaOEeXHOCTb ONPOCHUKa.

B gaHHOM nyBnukauum onucaHa npoueaypa u pesynbTaTbl UCCrefoBaHUS BHYTPEHHEN HaOEeXHOCTU YK-
pauHcKkor Bepcun onpocHnka Haemo-QoL. Lenb: nccnegosaTb BHYTPEHHIOW HageXHOCTb YKPaUHCKOW Bep-
CWM OMPOCHUKA OIS OLLEHKM KayeCcTBa >XM3HUW, CBA3aHHOro Co 340poBbeM, AeTen ¢ remodunumen Haemo-Qol.
Matepuanbl 1 Metoabl. OueHka kadectBa xusHu (OAXK) onpegensanace y 106 pecnoHOEHTOB-y4aCTHUKOB
nccneposaHusa (53 pebeHka ¢ remocounuven A n 53 ux poautenemn) KOPPECNOHAEHTCKUM METOAOM C UCMOMb-
30BaHWEeM MNUNOTHOW MOSHOWM yKpanHCKon Bepcum onpocHuka Haemo-QoL. [JaHHble aHKkeTMpoBaHUs npoaHa-
NN3MpoBaHbl, onpeaeneHbl HAAEXHOCTb OMPOCHUKA MO KPUTEPUIO BHYTPEHHEN COrnacoBaHHOCTU METOAOM
BbluMcneHnsa koadduumeHta a - KpoHbaxa. PesynbTaTbl: yCTaHOBNEHO, YTO kOadduumneHT a - KpoHbaxa
AN WKan OnpoCcHUKa BCex Bo3pacTHbIX rpynn coctaenseT ot 0,849 no 0,943. HaMmeHblias cornacoBaH-
HOCTb Mexay Bonpocamu obHapyxeHa B rpynne lg (o1 0,374 no 0,852), Toraa kak Anga BceX OcCTanbHbIX
rpynn a - KpoHb6axa coctaeun ot 0,732 go 0.95, ¢ cambiMu BbICOKMMU NokasaTenamum B rpynne lllg. BeiBogbi:
[HdokasaHo, 4TO ykpaumHckas Bepcus onpocHuka Haemo-QolL obnagaeT [ocTaToOuMHOM BHYTPEHHEN corraco-
BaHHOCTbIO BCEX BEPCUN OMPOCHUKa. ITO MO3BOMSET HaM yTBepXKOaTb, YTO MO KPUTEPUID BHYTPEHHEN Ha-
OEXHOCTU JaHHBIN ONPOCHUK MOXHO NPUMEHSATb B NPAKTUYECKON U TeopeTu4eckon meauunHe. MNMepcnekTushbl
AanbHenLwnx nccrieqoBaHuin: uccneaoBaHe BHYTPEHHEN HadeXXHOCTN Bepcun BonpocHuka Haemo-Qol ans
neten 4-7 p. Ha BGonee KpynHbIX BblIOOpKax pPecnoHAEHTOB, y4acCTBYOLWMX B UccriegosaHun. Heobxogmmo
paccMOTpeTb BOMPOC O MPOBeAeHUN BCEOOBbEMMIOLLErO aHannsa ncMxoMeTPUYECKUX XapakTepUCTUK 3TOro
BOMNPOCHMWKa ANs 3aKOHHOW BO3MOXXHOCTW NpU3HaTb ero BanuanpoBaHHbIM.

Summary
FINDINGS OF INVESTIGATION ON INTERNAL CONSISTENCY RELIABILITY OF THE UKRAINIAN VERSION OF HAEMO-QOL
QUESTIONNAIRE
Markin A. I.
Key words: hemophilia, psychometric characteristics, quality of life, reliability of the questionnaire.

This publication describes the procedure and results of the research on the internal reliability of the
Ukrainian version of the Haemo-QoL questionnaire. Objectives: to investigate the internal reliability of the
Ukrainian version Haemo-QoL questionnaire for assessing the health-related quality of life in children with
haemophilia. Materials and methods. The quality of life assessment was performed in 106 respondents (53
children with haemophilia A and 53 of their parents) by correspondent method using a pilot complete Ukrain-
ian version of the Haemo-QoL questionnaire. The findings obtained have been analyzed; the internal reliabil-
ity of the questionnaire has been determined by the method of calculating the Cronbach's a coefficient. Re-
sults: The Cronbach's a coefficient for the scales of all age groups has been established to be from 0.849 to
0.943. The least consistency between the questions has been established to be found in the group of chil-
dren, aged 4-7 years (from 0,374 to 0,852) while analyzing the internal consistency with differentiation in the
corresponding versions of the questionnaire. Then, a — Cronbach coefficient correspondes from 0.732 to
0.95 to all other groups, the highest values are observed in group of children aged 13-16 years. Conclu-
sions: The Ukrainian version of the Haemo-QoL questionnaire has been proved to have a sufficient internal
consistency of all versions of the questionnaire. It enables to assert that the criterion of internal reliability of
this questionnaire can be applied in practical and fundamental medicine. Prospects for further research: the
study of the internal reliability of the Haemo-QoL questionnaire version for children aged 4-7 with a larger
sample of respondents involved in the study. It is important to carry out a comprehensive analysis of the psy-
chometric characteristics of this questionnaire for the legitimate ability to recognize it as validated.
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