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OuiHka nepebiry Ta HacifKiB OBEHI/IbHOro apTPUTy 3a roBiAOMIEHHSIMU
nawieHTiB Ta ixHix 6aTbKiB HabyBae Bce Bi/ibLLIOro 3Ha4YEHHS [J151 KePyBaHHS
JikyBasibHUM ripotiecom. 3 uieto metoto y 2011 p. cTBOpeHo aHkeTy bara-
TOMaKTOPHOro OLiHIOBaHHS CTaHy IOBEHI/IbHOro apTputy (Juvenile Arthritis
Multidimensional Assessment Report — JAMAR), ¢popma sikoi 3po3ymina
Ta 3py4Ha A1 BUKOpUCTaHHS 6aTtbkamu i aitbmuy. JAMAR Bkstoyae 15 pos-
AiniB i BDaxoBye YNCIIEHHI JOMEHM XBOPOOU /19 0AHOYACHOI Ta BU4EPITHOI
ouiHKkn nepebiry 3axBoproBaHHsl. JAMAR npornoHyeTbCsl BUKOPUCTOBYBAa-
TV SIK MPOKCI-OBIAOMJ/IEHHS Ta AJ19 CAMOOLIHKW naLjieHTa Bikom 7—18 po-
kiB. lMpouec couiokynbTypHOI aganTadii Ta Banigadii ykpaiHoOMOBHOI Bep-
cii JAMAR ripoBezieHO BiArnoBiaHO 40 MXKHapOAHUX pekoMeHaauin. Ykpa-
iHomoBHa Bepcia JAMAR mae HanexHui piBeHb HaaiviHOCTI Vi BanigHOCTI
Ta MOX€E BUKOPUCTOBYBATUCS Y PYTUHHIN neaiaTpUYHIv npakTuli 1a B Hay-
KOBUIX AOCJIAXEHHSIX.

3/ 340pOB’sIM.

OujHka nepebiry Ta HacnigkiB OBEHINLHOro ap-
TPUTY 3a pe3ynbTaTaMu MOBIAOMJIEHb NALLIEHTIB
Ta ixHix 6aTbkiB HabyBae BCe BiNbLIOro 3HAYEHHS
y KEpYBaHHi NikyBanbHNUM NPOLECOM. IxHa aymka
[a€e MOXUBICTb Kpawe 3p03yMiTu KJiHIYHI 1 Tepa-
NeBTUYHI TPYAHOLLI, NOB’A3aHi i3 xBopoboto, crnpu-
A€ aKTUBHIN y4acCTi Y NPUAHATTI CNiNbHUX Y3rogxe-
HUX i3 NliKapeM pilleHb, WO MOKPAaLLYE MPUXUIIbHICTb
nawuieHTiB 40 NikyBaHHA. BUKOpUCTaHHA onuTyBasb-
HWKIB OJ19 NaLUieHTiB Ta 6aTbKiB 3 METOIO OLLiHKW/ Ha-
cnigkiB xBopobu 3gaTtHe OOMNOMOrTM Nikapesi Kpa-
e BUSBUTU iHOMBIOYyaNbHI Npo6aeMn KOXHOro na-
LliEHTA i 30CcepennTun yBary Ha Ba>JIMBUX KIIHIYHUX
nuTaHHax [2, 12].

[0 Takmx onuTyBanbHUKIB Hanexartb BidyasbHi
aHanoroBi WKanm oss ouiHKM 3arasbHOro CTaHy ouTn-
HUW i cTyneHs 60110, a TaKOX aHKeTW ANS OLiHKU DYHK-
LLIOHANIBHOIrO CTaTyCcy Ta AKOCTI XUTTH, NOB’A3aHUX
3i ctaHom 3p0poB’a xBopux (The Child Health As-
sessment Questionnaire — CHAQ Ta Health-Related
Quiality of Life — HRQoL). 3a3Bunyaii Lj MeToam oLiHKN
aKTUBHOCTI Ta HacniakiB xBopobu y nauieHTis i3 HOIA
3aCTOCOBYIOTb NiJ, Yac NPOBEAEHHS Pi3HMX KIiHIYHNX
i TepaneBTUYHMX OOCIIKEHb. Y PYTUHHIN nepiaTtpuy-
Hili NpakTuLi PiAKO BUKOPUCTOBYIOTb ONUTYBaIbHUKN
OLLIHKM CTaHy XBOPOi ANTUHM Y 3B’A3KY 3i CKNagHic-
TIO @HKET Ta 3HAYHMMU 3aTpaTamMm HYacy A9 iXHbOro
3anoBHeHHs. OgHak BaX/IMBMM € NpOBeaeHHs bara-
TO(aKTOPHOTI O OLiHIOBAHHSA XBOPOOU 3 ypaxyBaHHAM

YNCNEHHUX AOMEHIB XBOPOOU O BUHEPMHOIT OLiHKM
nepeobiry 3axBoptoBaHHS. A caMme: 04HOYACHOI OLLiH-
KN PaHKOBOi CKYTOCTI, 3arajibHOro piBHS aKTUBHOCTI
3axBOPIOBaHHS, CTaHy xBopobu Ta ii nepebiry, ouiHKK
cyrnoboBux ypaxeHb i 103acyrnoboBnx CUMMTOMIB,
nobivHMx edekTiB nikapcbknx 3acobiB, CTyNneHs Te-
paneBTUYHOrO KOMMJIAEHCY Ta 3a40BOJIEHHS Bif, pe-
3ynbTaTy NikyBaHHA XBOpOOW, WO AaBano 6 BaxnanBy
iHpopMaLiio NpPOo BNIMB 3aXBOPIOBAHHSA Ta pe3ysibTa-
TiB MOro NikyBaHHS Ha 300POB’ 1 ANTUHW. 3a3BUYal iH-
dopmaLis oTpUMYETbLCS Nikapem y cnisbecini 3 6aTb-
KamMu Ta AiTbMU Nifg 4ac iXHbOro Bi3nUTY i QIKCYETbCS
Y KNiHiYHMX kapTax. Tomy 36ip UMX jaHux y cTaHaap-
Tn3oBaHy GOpMy A4aCTb MOXJIUBICTb NikapeBi OTpu-
MaTu PETENbHUN Ta CUCTEMATUYHUIA ONUC CTaHy na-
LiEHTA i WBNAOKO OLIHUTW MO0 HA MOMEHT Bi3UTY.

3 uieto meToto y 2011 p. 6yNno CTBOPEHO aHkKe-
Ty 6aratodakToOpHOro OLUiHIOBAHHSA CTaHy lOBEHIiNb-
Horo igionatnyHoro apTputy (KOIA) (Juvenile Arthritis
Multidimensional Assessment Report — JAMAR).

JAMAR NpoOnoHYeTbCS BUKOPUCTOBYBATU K
MPOKCi-NOBIAOMJIEHHSA Ta AJ19 CAMOOUHKX CTaHy na-
uieHTa Bikom 7—-18 pokie. Po3pobneHa dopma aH-
KeTu, fka 3p0o3yMina Ta 3pyyHa aas BUKOPUCTAHHS
6aTbkamMu i OiTbMn. Bignosiai Ha 3annTaHHa B aH-
KeTi NoTpebytoTb He BinbLue Hix 15 xB, a npodeciii-
Ha OLiHKa aHKeTW Nikapem TpuBae He BGinblie 5 xB.
3a gonomMoroto aHkeTn 6aratopakTOPHOro OLiHI0-
BaHHS CTAHY IOBEHIJIbHOr0 apTPUTY MOXHA OLIHUTK
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HanBaXJIMBILLI NPOSABM apTpPUTy, 30Kpema 3arasib-
HUI CTaH, PYHKLiOHANBHUA CTaTyC, SKICTb XUTTS,
NnoB’A3aHy 3i 340POB’AM, aKTUBHICTb XBOPOOMW, ii cTa-
Tyc i nepeoir.

AHkeTa 6aratodakToOpHOro OLiHIOBAHHS CTaHy toBe-
HINIbHOIO apTPUTY BKItOYaE Taki 15 poaainis [4]:

1. OuiHka ¢yHKLiOHaNbLHOro cTaTycy MOX/IMBOC-
Ten (PF) i3 BUKOpUCTaHHAM 15 3anuTaHb, y SKux 3pat-
HICTb OUTUHWN BUKOHYBATU KOXHE 3aBAAHHS OLHIOETb-
csa Tak: 0 — 6e3 TpyaHoLwis, 1 — 3 AesKuMn TpyaHo-
wamu, 2 — 3i 3Ha4YHUMM TPyOHOLAaMU, 3 — BUKOHAHHS
HEeMOXJMBE. 3arasibHa OuiHKa PYHKLLIOHAIBHUX MOXJIN-
BOCTeW konvBaeTbes Big, 0 4o 45 i Mae Tpy KOMMOHEH-
Tn: PF-HWXHI KiHuiBku (lower limbs) (PF-LL); PF-pyku
i 3an’acta (hand and wrist) (PF-HW) i PF-BepxHin cer-
MeHT (upper segment) (PF-US), ne KoXeH KOMMOHEHT
oujHioTb Bia 0 no 15 6anis [7]. HanBuLLi nokasHUKK
cBiaYaThb NPO HabiNbLIMA CTyMiHb iHBaNigHoCTi [8, 10,
13].

2. OujiHka iHTeHcMBHOCTI 6010 NavjeHTa 3a [a0-
NnoOMOroto BidyanbHOI aHanorosoi wkanu (BALL)
3a 21-BMMIpHOIO Wkanoto [6].

3. OuiHka HasBHOCTI 600 Ta HabpsKy cyrnobis
(NPUCYTHIN/BIACYTHIN) ANst KOXHOrO cyrnoba.

4. OujiHKa paHKOBOi CKYTOCTi (MpUCYTHSA/BiACYT-
HS).

5. OuiHka no3acyrnoboBux CUMNTOMIB (rapsiyka
noHag 38 °C Ta Bucun) (MPpUCYTHI/BIACYTHI).

6. OuiHka CTyneHst akTUBHOCTI 3aXBOPIOBAHHSA
3a 21-BuMipHolt0 Wwkanoto BALLL.

7. OujHka CTaHy 3axBOPIOBAHHS Mif, 4ac Bi3UTY (ka-
TeropivHa wwkana).

8. OuiHka nepebiry 3axBopiOBaHHA MOPIBHAHO
i3 monepegHim Bi3NTOM (kaTeropiriHa wkana).

9. Tlepenik nikapcbkux 3acobis, Aki NpuiiMmae na-
LEHT (CNMCOK MeaVIKaMEHTIB).

10. Mepenik MOXANBUX NOPYLUEHb, AKi MOrIM ByTH
CMPUYMHEHI MPUIOMOM JiKiB (Mepenik NoAin).

11. l[HboOpMyBaHHS MPO perynsapHiCTb NPUNOMY Me-
OVKaMeHTIB (Tak/Hi).

12. IHpopmyBaHHSA NPo NPOBEMU Y LLKOI/yHIBEP-
cuTeTi/poboTi, cnpMyYnHeHi xBopo6oto (nepenik Npob-
nem).

13. Ouinka HRQoL 3a nigwkanammn ¢izanyHoro
3n0poB’qa (PhH) TancmxocouiansHoro 34opoB’qa (PsH)
(koxxHa wkana no n’aTtb 6anie i 3aransHUin 6an). Yo-
TVUPW BapiaHTX BigMOBIAl HA NiACTaBi AaHUX BMPO-
LOBX OCTAHHbOIO Micsus, a camMme: «HiKOnm» (OLiH-
ka 0), «iHkonu» (ouiHka 1), «4acTo»(ouiHKa 2) i «Lw0-
OHs» (ouiHka 3). KonoHka «<HegocTynHa ans ouiHKm»
Oyna BkatoyeHa A0 6aTbkiBCbkOi Bepcii. 3aranbHa
ouiHka HRQoL ctaHoBuTb Big 0 oo 30 6anis, HaliBU-
wmin 6an ceBig4YnTb NpPo Hauripwuin piseHb HRQoL.
Okpemuii nigpaxyHok icHye ansa PhH ta PsH (giana-
30H 0-15) [3, 9, 14].

14. OujHka 3arasibHOro CTaHy naujeHTa 3a 21-sumip-
HOIO LLKasnowo BALLL.

15. MuTaHHa NPO 3a40BONEHICTb pe3ynbTatamu fi-
KyBaHHS1 XBOPOOW (Tak/Hi) [5].

JAMAR pocTynHa y TpbOX BepCisix: Ans 6aTbKiB K
NMPOKCIi-3BiT (Ona aiten Bikom 2—18 pokiB); onsa aiten
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BiKOM 7—18 poKiB ANt HagaHHS CaMOCTiINHMX BioNoOBi-
nen; ong 0opPOCINX XBOPUX HA IOBEHIIbHUIA apTPUT.

lMpouec couiokynbTypHOI aganTtauii Ta Banigauii
ykpaiHoMOBHOI Bepcii JAMAR 3ajiicHeHO BignNoBioHO
[0 MibXXHapoaHux pekomeHpadin [1]. PogdymiHHsa nepe-
KnageHunx aHKeT nepesipeHe y NpobHOMY 3pa3ky ae-
cATbMa 6aTbkamu aiten, xgopux Ha HOIA, Ta necsaTb-
Ma naujieHTamu.

KoXHOMY LLEHTPY, KNI B3SIB y4aCTb Y JOCTIOXKEH-
Hi, 6yno 3anponoHoBaHo 3ibpaTn aemorpadiyHi, Kni-
HiyHi gani Ta gani JAMAR y 100 nauieHnTis i3 KOIA y no-
pPAAKY iXHbOro 3BEPHEHHS A0 Nikaps Ta ixHix 6aTbkiB
iy 100 3gopoBux Ajitei Ta ixHix 6aTbKiB.

Ha eTani ctaTMCTUYHOT NepeBipkn BUKOPUCTAHO
OMNMCOBI METOAN CTATUCTUKN Ta MCUXOMETPUYHI Me-
Toomkm [11].

OnutyBanbHuk JAMAR BukopucTaHo y 6aratoHa-
LioHasbHOMY AOCNIAXEHHI, CAPSAMOBaHOMY Ha BU-
BYEHHS enigemionorii, NikyBaHHA Ta HACNigKiB ouTS-
4Oro apTpuTy y BCbOMY CBITi (gocnigxeHHs EPOCA).
MeTa uboro gocnigXxeHHs Hacamnepen — oTpuma-
Tn iHdopmauio npo vyactoTy tOIA, BapiaHTu nepebiry
LLbOr0 3axXBOPIOBAHHS Y Pi3HUX reorpadiyHmnx pano-
Hax, BUBYEHHS METO/IB NiKyBaHHS, sIKi 3aCTOCOBYIOTb
OUTS4i pPEBMATOJIOMN Y Pi3HNX KpaiHax abo KOHTUHEH-
Tax, AOCNIOXEHHA CTaHy 340POB’A Ta Cyr/io6boBOro
cTaTycy y xBopux Ha KOIA y BCboMmy CBITi. [JlogaTtkoBi
uini pocnimpxeHHs EPOCA —BMBYEHHS OOCTYMHOCTI
6ioNoriyHOro NikyBaHHS y KpaiHax, L0 PO3BMBalOTLCS,
i CNPUSIHHS BMPOBaAXEHHIO METOAIB KJiHIYHOI OLiH-
ku giten i3 fOIA y pyTUHHY KNiHiYHY npakTuky. o no-
CRigXeHHs OyNno 3ay4eHO BEJMKY KiNlbKiCTb Y4aCHU-
KiB 3 yCbOr0 CBIiTYy. Y4acTb Yy HbOMYy 6yJ10 3anpornoHo-
BAHO HaLiOHaNIbHMM KOOPAMHALUIMHUM LEeHTPaMm YyCix
KpaiH, aki € yneHamum PRINTO (The Paediatric Rheu-
matology INternational Trials Organisation) (http://
www. printo.it), a TakoX OANTA4YNUM LLEHTPaM peBmMaTo-
noriiy CLLUA Ta Kanagi. ns npoBeaeHHs Liboro Aochi-
oxeHHs JAMAR 6yno nepeknageHo Ta afganToBaHo,
a TakoX MiATBEPOXKEHO Yepe3 COLOKYNbTYpPHY agan-
Tauito i Banigauito, HalioHaIbHOK MOBOK KOXHOI Kpa-
THM-yYacHWLI BiANOBIAHO A0 MiDXXHAPOAHUX PEKOMEH-
nauin. CouiokynbTypHy aganTtauito Ta Banigauito JA-
MAR 6yno BMKOHaHO 32 NiATPUMKKN Ta NpuY chiBnpaui
yneHis PRINTO i3 HauioHanbHUMK Ta NOKaIbHUMW OU-
TAYNMU LEHTPaMM PEeBMaTONOrii, a8 TakoX i3 poanHa-
MU xBopux Ha lOIA Ta 3gopoBuMM aiTbMu. nsa pea-
ni3auii yboro NPoeKTy 3any4yeHo noHag 10 Tuc. piten
Yy BCbOMY CBITi.

YkpaiHomoBHa Bepcia JAMAR mae goctatHin pi-
BEHb HAAINHOCTI N BaNigHOCTI Ta MOXe BUKOPUCTOBY-
BaTUCH Y PYTUHHIN NeaiaTPUYHIr NpakTuLi i y Hayko-
BUX OOCHimKeHHAX. [o3Bin Ha BukopuctaHHsa JAMAR
Ta ycix ii nepeknaais moxHa otpumati Big, PRINTO
(Fenysa, Itania). Ana uboro HeobxigHO BigNpaBUTK
nMCbMOBUI 3anuT Ha e-mail: printo@gaslini.org. [o-
3BiN Ha BMKopucTaHHsa aHkeT CHAQ ta CHQ (The Child
Health Questionnaire) moxHa oTpumaTu, 3BEPHYB-
w1chb 0o BnacHuka aBTopcbkmnx npas — ICORE, Bya-
canp, KanidpopHisa, Ta HealthActCHQ Inc., BocToH,
Maccauycetc, CLUA. 3anutn, noB’a3aHi 3 aHKeTamu
CHQ, HeobxigHo BignpaenaTK Ha e-mail: licensing@
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healthactchg.com, a 3 aHketamn CHAQ — Ha e-mail:
gsingh@stanford.edu.
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BHEOPEHUE YKPAUHOSA3bIYHOM
BEPCWUU AHKETbl MHOFO®AKTOPHOM
OLEEHKN COCTOA9HUA IOBEHUJTIBHOIO
APTPUTA B NEOAUATPUYHECKYIO
PEBMATOJIOTMYECKYIO MPAKTUKY
f1.E. boriko, N.U. MNpuurok, A. KoHconapo,
@. bosuc, H. Pynepto

Pe3iome. OueHka Te4yeHus v rnocieacTsuii ose-
HWJIbHOIro aptpuTta rio COOﬁLLleHI/IFIM nauneHToB n x
poauvTesneri npuobpertaeT Bce OoJibLLee 3HaYeHne

A5 yrnpasaeHusi 1e4ebHbiM rpoueccomM. C aTor
uenbto B 2011 r. co3naHa aHkeTa MHOro(akTopHO-
ro OLEeHWBaHVsl COCTOSIHUSI IOBEHWJIbHOIO apTpu-
1a (Juvenile Arthritis Multidimensional Assessment
Report— JAMAR), popma KOTOpOVi MOHATHA 1 Y00~
Ha U151 UCT10J1b30BaHUS POAUTESIMU U ETbMU. AH-
Kera MHOrogakTopHOro OLEHUBAHWS COCTOSIHUS
IOBEHWJIbLHOrO apTpuTa Bkaw4YaeT 15 pasnesoB
U YYUTBLIBAET MHOIOYNCIEHHbIE JOMEHbBI O0/1E3HUN
LJ151 OZIHOBPEMEHHOW U NCYEPMbIBAIOLLEN OLEHKU
TeyeHus: 3aboneBaHusi. JAMAR npeanaraetcsi nc-
ro/1b30BaTh Kak rpoKcu-coobLeHne 1 4151 caMo-
oLeHKU naumeHTamu B Bo3pacte 7—18 nert. lNpo-
Lecc coumokyIbTYPHOV agantaunm v Baavaaumv
yKkpaunHosi3bliuHov Bepcun JAMAR niposeseH B co-
OTBETCTBUU C MEXAYHAaPOLAHbIMU DEKOMEHZaLMSI-
mun. YkpanHosisbiyHas Bepevist JAMAR vimeet Haane-
XKalumm YpOBEHb HALAEXHOCTY Y BAIMAHOCTU U MO-
XKET NCOo/Ib30BaTbCsl B PYTUHHOW NeANaTPU4eCcKom
NpPaxkTUKe 1 B HAYYHbIX NCCIE0BaHUSIX.

KnioueBble cnoBa: 10BEHWU/IbHbIN aPTPUT, OLLEHKA
TeyeHus, OLLeHKa NocneacTBul 6onesHn, aHkeTa
MHOro®akTOpPHOro OLEHNBAHNSA COCTOAHNS
IOBEHU/ILHOTO apTPUTA, OLLEHKA Ka4eCTBa XN3HW,
CBSI32HHOI 0O CO 310POBbLEM.

INTRODUCING THE UKRAINIAN
VERSION OF JUVENILE ARTHRITIS
MULTIDIMENTIONAL ASSESSMENT
REPORT INTO PAEDIATRIC
RHEUMATOLOGY PRACTICE

Ya.E. Boyko, I.I. Gritsyuk, A. Consolaro,
F. Bovis, N. Ruperto

Summary. Assessment of the disease course and
parent- and child-reported outcomes in juvenile
arthritis is gaining increasingly greater importance
in the disease management. For this purpose a mul-
tidimensional questionnaire for the assessment of ju-
venile arthritis (Juvenile Arthritis Multidimension-
al Assessment Report — JAMAR) was developed in
2011, ina form that is understandable and convenient
for use by parents and children. The JAMAR consists
of 15 sections and incorporates multiple disease do-
mains for simultaneous and comprehensive assess-
ment of the disease course. JAMAR is planned for
use both as a proxy-report and as patient self-report
in patients 7—18 years of age. The process of social
and cross-cultural adaptation and validation of the
Ukrainian version of JAMAR was conducted in ac-
cordance with international guidelines. The Ukrai-
nian version of JAMAR has an appropriate reliability
and validity levels and can be used both in routine
paediatric practice and in research studies.

Key words: juvenile arthritis, disease course
assessment, disease outcome assessment,
juvenile arthritis multidimensional assessment
report, quality of life assessment, Health-Related
Quality of Life scale.
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