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1. BBepeHue

< HacneactBeHHbI aHrmootek (HAO, mamM aHrmosgema) - peakoe ayTOCOMHO-
JOMMHAHTHOEe 3ab0/NeBAHME, B OCHOBE Pa3BUTUA KJIMHUYECKOM KapTHHbI
KOTOPOro Nexut geduumt uam cHukeHue dyHKumm C1-mHrmourtopa.

<« OAHUM U3 ycnoBm 3PPEKTUBHOINO KOHTPOIA 3a60/1€BaHMS ABAAETCA 06yYeHue
M CAMOKOHTpPOJIb NaumeHTa (!!!)




2. Heo6xo0a4MMOCTb MCNOJ/Ib30BaHMUA
ONpOCHbIX JIMCTOB U AHEBHUKOB

<« 06azaTtenbHoe ycnosme «3(PEOEKTUBHOrO KOHTPOA 3ab0eBaHMA U YayYLleHUA
KayecTBa *XMU3HU ABNAETCA COTPYAHMYECTBO Bpaya U naumeHTta» (Apuesa A.A.,
Hepgenbckaa C.H. Crtpaterna BefeHMA nMaUMEHTOB C HacaeCTBEHHbIM
aHrMOOTEKOM: COBPEMEHHbIM B3rNfj Ha npobnemy. - KniHiyHa iMyHosoris.
Anepronoria. IHpekTonoria. - C. 20.- Ne 3 (62). - 2013)

< [Ana JOCTUXKEHMA KOMMJIAeHCa B CTpaHaX C pa3BMTOM CUCTEMOM MOMOLLM
60/1IbHbIM HAO NOCTOAHHO npoBOAMTCA o6y4eHune nauymMeHToB
(obpa3oBaTtesibHble NPOrpamMMmbl)




2 (1). Heo6x0a4MMOCTb UCMOJIb30BAHMSA
OMPOCHbIX JIMCTOB U AHEBHMKOB (aHKeTa
nauueHTta ¢ HAO)

L4

OcHoOBHble uenu ONPOCHbIX JIUCTOB:
1.
2.
3.

C60p ceMeMHOro aHaMHe3a

Bo3pacT 6oabHOro nNpu aebtote 3aboneBaHMA
XapaKTepHble TpuUrepbl (OLEeHKa npoBoKaTopa)
[AMHaMMKa pa3BMUTUA OTEKOB Ha POHE SievYeHua 1 6e3

HeadbdpeKTMBHOCTb TPaAULMOHHOM TepanmK (aHTUIMCTaMMHHBIE NPpenaparbl,
FJIIOKOKOPTUKOCTEpOMAbI - 3DDEKT Cabbl MAM OTCYTCTBYET,
npoTuBonapasnTapHbix Ab, dpepmMeHTOoB)

YcTaHoB/eHME IMOO noATBeEpKAEHWE AMarHo3a (4aTa)

YcTaHOBNEHME CMMMNTOMOB 3a60/1€BaHUA (OTEK rOpTaHM, yayllbe, CHUKeHne Al
CbiNb, AMapes, TOWHOTa, pBoTa U T.A.)

YyeT paHee oKa3aHHOW MeMLMHCKOM NMOMOLLM



2 (2). Heo6xo0a4MMOCTb UCMOJ/Ib30BAHMUS
OMPOCHbIX JIMCTOB U AHEBHUKOB

% OCcHOBHbIe Uenn BegeHns AHEBHMUKOB:
1. YcTaHOB/IEHME NPUYUHBI M1 BDEMEHM NEPBOM aTaKM

2. ®uKcauma obpasa }KM3HMU NaumeHTa (BKIoYas paLMoH NUTaHua, BUA
NeATeNIbHOCTU, OKpY»KatloLwasa cpeja M 1.4.)

3. OnpegeneHue npeaBeCcTHUKOB 3abos1eBaHMA

4. OnpeaeneHne HEO6XOAUMbIX MEP JieYallyM BpadyoM (Noa6op U NepMoaNYECKUM
NepecmoTp NiaHa BeAeHMA NaLmeHTa)




2 (3). Heo6x0AMMOCTb UCMOJIb30BAHMUA
OMPOCHbIX JIMCTOB U AHEBHMKOB (NacnopT
60/1bHOro ansepru4yeckmMm 3abosieBaHUEM)

CornacHo ®egepasibHbIM KJIMHUYECKMM PEKOMEHAAUMAM MO AMAarHOCTUKE U
JIeYEHMI0 60/IbHbIX C HAC1eACTBEHHbIM aHMMOOTEKOM OT 2015 1.,

[MaumeHTbl AO/TKHbI UMETb NpU cebe «nacnopT 60/bHOIro asnepruyecKkuUm
3a60/1€BaHNEM>: C

v MHdopMaumen o 3abosieBaHMU
v PekoMeHaauMsaMM No oKa3aHMIO HEOT/I0XKHOM MOMOLLM MPU 060CTPEHUM

v /JlaHHble o rpynne KpoBu M1 pesyc-daKkTope
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Likana akTuBHOCTM aHIMOOTEKOB
{Angioedema Activity Score)

DN, naynenTa:

Nara sanonHesns (A0 MM.ITTT):

Hepensa 1:

Moxanyicra, 1 pa2 B [AeHL OTMeYanTe B8 yKalaWHbiX Hwke Tabnuuax Bawwn wanoboi
2a nocneaHuve 24 yaca. Npocum Bac gasarts NONHLIe OTBEThI Ha BCE BONPOCHI.

HDene
1 |213]14|5|6]7

Buinw v y Bac orexu 3a nocneanme 24 Her
waca? na

a

Mpocum Bac 2anonHATL YKa3aHHbIe HWOKe NONA TOMNBLKO B TOM cny4yae,
ecnu B TeYeHue nocnennnx 24 yacoe y Bac nabmogancs xoTta 661 oann oTex!

B ve: © op 0-84
npucyrcrsosan orex/oTexkn 8-16
(NOMANYRCTA, OTMETRTE BOS NOAXOARLINE
» THW 8D 5] 16-24 4

CymnTomos HeT/He Beino

Hackonexo cuns - TCHA WM
ABNANMCE e oY lor Nerxkues
cumnToOME! (Hanpumep, Son., XoxeHxue, Cpentwe
3ya)? c
Ge3 orpasueHunin
Heamuoro
HackonsKo oTex/oTeKn orpaH9 T 3 TOTO

“nKu orpaunyumaany Bawy
NoOBCeAHEBHYIO QERATENLHOCTL? MoNHOCTSI0 (3aHUMATECA

nosceaseaHon QEATENBHOCTLIO
{GbINC) HEBOIMOWHO )

Her
Kax Boi cunTaeTe, AaHHLIA oTex/oTexn Hemtoro
HEraTMBHO OTPAXATCA (OTPAIMIMCE)
Ha Bawem sHewHeM Buae? YmepeHno
CwyinbHO
HecyuwecreexrHan
Kax 61 Boi ousoHuny oSwyso CnaBan
BLIPAXEHHOCTL/TSXSCTL AAHHOro oTexal
oTekon? Cpeannn
CpegHsa

This document must not be copied or used without the permission of MOXIE GmbH. For scientific or commercial use or in cass
a translation / cross cultural adapiation is intended, please check the terms and conditions on (] #
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of week 4

. 7 AAS day sum
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1

. A score between O and 3 is assigned
ioedema affected days during the AAS

3|lals |6 |7

ys of

Dan
=1

1

S

the minimum and maximum possible AAS scores are

and 4 ASS week sum scores may be summed up o an

are summed up to an AAS day sum score
t the number of ang

and 0-420 (AAS28).

Scoring Template

(Angioedema Activity Score)

{(AAST).

of

2! 3|als.6 |7

1

. The question scores

of week 1

2!|3l1lals16 |7

1

The AAS consists of 5 guestions as well as an opening guestion
AAS 4-week sum score (AASZS). Accordingly.

scaores to an AAS week sum score

0-15 (AAS day sum score), 0-105 (AAST),
The opening question may be used to coun
documentation period but has no score.

to every answer field
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4. lHEBHUKMU ONA NAaLMNEHTOB

B Poccurckon ®degepaumm He cylecTBYeT Hay4YHO-pa3paboTaHHbIX,
YTBEPKAEHHbIX 06pa3LI0B JHEBHUKOB A/ NMauMeHToB, cTpajatowmx HAO.

K/
L X4

< Pecypcbl pocCMMCKMX OpraHM3aumm M accoumaumum, 06beAMHAIOWMX NauMEHTOB
c HAO 1 aoKTOpOB, CneuvaIn3upyrLMXCa B 3TOM 061aCTH:

~ O6ulecTBeHHaa opraHM3aumua «HacneacTBEHHbIM aHIMOOTEK > -
www. haerussia.org

- UHdopMaumoHHbIM nopTan no HAO http://hereditary-angioedema.org




4 (1). AHeBHUKMN ANAa naumMeHTOoB

MunpoBasa npakTuka:

<«  MexayHapogHaa komnaHuA CSL Behring®

KOoHUeHTpupoBaHMe BHUMAHMA:
v YYeT CTeNeHM BbIpa*eHHOCTM OTEKa

v  ®opma 3aboneBaHuMA
v ucnonb3lyemble npenapatbl, J1.C., 3dpPeKTUBHbIE O KOHKPETHOIO NauueHTa
v

AOMO/IHUTENbHBbIE (hAaKTOPbI (HanpMMep, yumTbiBas , 4to TedeHne HAO MoXKeT MeHSTbCA B
3aBMCMMOCTM OT (ha3bl MEHCTPYA/IbHOIO LMK UM BO BpEMS GEPEMEHHOCTM)

* InekmpoHHbIl pecypc: www.haeuk.ore/wp.../HAE Patient Diary 2012.pdf .
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4 (2). AHeBHUKMN ANAa naumMeHTOoB

<+ Hemeukas komnaHusa Moxie GMBH*

PoKyc:
exXeaHEeBHOM JOKYMEHTALMM NALUEHTOM OTEKOB

v
v BKJIHOYas UX NPOAOJIKMTENBHOCTb,
v CTeneHb TAXKecTH

v

B/IMAHNE Ha e€XeAHEBHYIK AE€ATE/IbHOCTb K aKTUBHOCTb (Ha Ka4eCcTBO >KM3HI4)

* SnekmpoHHbIl pecypc: http://moxie-gmbh.de/medical-products/3/angioedema-activity-score-aas?c=7




4 (3). AHeBHUKMU ANnA NnauyMeHTOoB

[peanoxeHHble AHEBHMKM HE YYUTbIBAKOT:
1. CTpeccoreHHble daKTopbl
2. Okpy:Katolas cpega ( nepeess, M3MEHEHUE MOrOAHbIX YCA0BUM M T.A4.)

3. PaunoH nutaHus




3aKJlo4YeHue

<« B HacToAlllee Bpems OTCYTCTBYeT TulaTe/lbHad pa3paboTKa OJHOro W3
3/IEMEHTOB CAMOKOHTPO/ISl NAaLUMEHTA - MOCTOSHHOE BEJIEHME JHEBHMKA.

< [MauMeHT caMoCcToATE/IbHO HEe CrnoCobeH y4yecTb BCe (aKTopbl, KOTOpble OH
[OJIXXEH HabaaaTb

< HayyHoe co06llecTBO [O/IKHO pa3paboTaTb YHMBEPCA/IbHbIM  [AOKYMEHT,
KOTOPbIM 6bl YUUTbIBAA BCE BaxkKHbIE€ NMOKA3aTE/IM AJ15 CAMOKOHTPOJIA NaUMeHTa.




Cnacubo 3a BHUMaHMe!




