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MYCKYJ/IHO CTATAHE U
CKOBAHOCT - "CNACTUYHOCT"
MPN ATAKCUA

CnacTMYHOCTTa € e4MH OT CUMMNTOMMTE, C KOUTO Ce CONBCKBAT HAKOU
XOpa C aTaKCcuA U Ta3u JIMCTOBKaA:

a) [paBaonpegeneHue 3a CMacTUHHOCT,

b) o06AcHABa pasAnYHUTE Bb3MOXKHOCTH 33 /ieYeHme.

C) [aBanpenopbKM Kak Aa ce ieKkysaTe.

TeKcTbT e afanTvpaH OT HACOKMUTE 3a 3APaBHU CMELUANIUCTU
"JledyeHue Ha aTaKCUUTE - KbM Haii-A06pa KAMHUYHA NpPaKTUKA"
(Ataxia UK, TpeTo uspaHwue, tonm 2016 r.).

MpenopbunTenHo e Tasu uHpopmaums ga 6bvae obcbaeHa ¢
MEAMLMHCKM CNELMANNCT.

OnpeaeneHune

CnacTUYHOCTTA € HA/IMYNETO Ha NOBULLIEH MYCKYy/NeH TOHYC uau
XUNEepPTOHUA, KOETO MOXe Aa NPUYNHN MYCKY/IHa CKOBAHOCT, Cnasmun
n 6onka. TpaVIHO NOBUWEHNAT MYCKYNE€H TOHYC MOXe Aa Aoseje A0
HeobnyalHO NONOMKEHME Ha YacTUTe Ha TANOTO, KOeTo npun
NPOAb/IMKUTENHO 3a4bpXKaHe MOXe Aa AoBeae A0 CKbCABAHE Ha
MYCKY/ZIUTE U CYXOXKUAUATA, PUKCUPaAHE Ha CTaBUTe U B KpaiiHa
CMeTKa 4,0 KOHTpaKTypu? .

KoHTpaKTypuTe ce XapaKkTepusumpar € TpailHO HamanABaHe Ha
obxBaTta Ha ABUXKeHUe Ha CTaBUTE U MYCKyUTe. O6UKHOBEHO
KOHTPaKTypuTe Ce N0ABABAT B PbLEeTe NN KpaKaTa.

Cnasmure ca BHE3anHn, HEBOJ1EBU U YECTO 6onesHeHun MYCKY/THU
CbKpaleHNA, KOUTO YeCTo Ca CBbP3aHU CbC CNACTUYHOCT U Ce
NPOBOKMPAT OT MYCKYJ/IHO pasTAraHe uau apyrv ctumynm® . Te morat
4a 6baaT NPexoaHN AN NPOABKUTENHMN.

ATaKCuWA M CNacTUYHOCT MOFaT A3 CbLUEeCTBYBaT e4HOBPEMEHHO Npur
ronsm 6poit BpoAEeHM, reHETUYHU WU NPUA0BUTU CbCTOAHMUS,
BK/IIOUMTENIHO YECTO CPEeLLaHM CbCTOAHMA KaTo MHCYAT, MHOXECTBEHa
cknepo3sa (MC), uepebpasnHa napanusa v Tpasma Ha rnasara. Mpu
HAKOM XOpa C aTaKCWA, KOMTO BNOCNeACTBUE MOraT Aa 6baaTt
[AMarHOCTULMPaHM CbC CNACTUYEH aTakKCMUYeH CUHAPOM UK C e4Ha OT
HacneacTeeHuTe cnactuyHu napanaerun (HCM), cnactuyHoctTa e
ACHO M3pa3eHa Npu nossaTa Ha 3abonaBaHeTo. CNacTUYHOCTTa MOKe
fa 6bae no-cnabo n3paseHa UM NO-KbCHA XapaKTepPUCTHKA Ha
MHOTO OT aTaKCUYHUTE Pa3CcTpoiCcTBaZ.

CrnacTMYHOCTTa MOXKe f1a 3aCerHe MHOTO YacTy Ha TAI0TO, KOeTo
[OnpuHacs 3a peamua CMMNTomu, HabloAaBaHW NpuU NporpecusHa
aTaKcus, BKNOUUTENHO:

*  3aTPyAHEHWA NPy XoAeHe

*  JIMNCa Ha PbYHA CPBYHOCT (HaMp. MMcaHe, HECPBYHOCT).

*  [AM3apTpus (HesceH rosop)

* aucdarua (npobaemu ¢ NpernbLLaHETo)

doKanHaTa CNACTUYHOCT M HOLHUTE KpamMnu Lie 6bAaT pasriesaHu
B APYr pasgen Ha INCTOBKaTa.
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JleueHune Ha cnacTUYHOCT

euro,
ataxia

- ONTUMMU3MpPaHe Ha MOBUAHOCTTA, CNOCOBHOCTTA 3a U3NpaBAHE,
bYHKUMATA Ha TOPHUTE KPalHULLM, TOBOPA U NPEribLLaHeTo

- [la ce HamanaT cumnTomuTe Ha 60/1Ka 1 cnasmu, ocobeHo Te3n npes
HOLLTa, KOWTO B/IOLIABAT CbHA M AOMPUHACAT 33 yMopaTa npes AeHA

- MNogobpssaHe Ha NPEMECTBAHETO OT CTO/, CeAALLaTa N03a, MUEHETO
1 06/1MYAHETO U MO TO3M HAYMH HacbpyaBaHe Ha He3aBMCMMOCTTA M
HamansBaHe Ha 3aBMCMMOCTTa OT 6osIHOrIe4au

- [la ce NpefoTBPATAT KOHTPAKTYPUTE M MO TO3M HauYMH Aa ce Hamanu
Pa3BUTMETO Ha XPOHWUYHA MHBAAUAHOCT

CNacTMYHOCTTa MOXKe Aa ce BaowWM oT 60/1Ka, UHdEKUUA, Anapus, 3anek,
HEBb3MOKHOCT 33 OTAEeNAHE Ha YPUHA, TECHU APEXU UAK floLa CToKa. ETo
3al0, Npeam Aa 3anoYHeTe Aa IeKyBaTe CNacTUKaTa C MeAUKaMEHTH MU aa
yBenuuuTe KOIMYECTBOTO HAa MEeAUKAMEHTUTE NPOTUB CNACTUKATa, e
M3KNIOUUTENHO BaXKHO Aia Ce ONUTaTe Aa YCTaHOBMUTE U IeKyBaTe BCAKA
Apyra npuyMHa 3a cnacTMkara.

HasMyHuTe MeToAM 3a JieYeHMe Ha CNacTUYHOCT ca:

*  ¢dusnoTepanusa

*  MeAuKaMeHTU

*  xupyprus

B uaeanHus cnyyaii neyeHneTo Tpabea Aa creasa Nocnefo0BaTeNHOCTTa,
onucaHa no-rope, KaTo ce NpemunHaBsa oT

KbM CNeBalums B TO3M pes, ako NPeAULLIHUAT e 611 HeyCneleH nnu e
npefoCcTaBUA HeMb/Ha NoA3a.

--- 3KNI0UMTENIHO BAXKHO € IeKapcTBaTa M XMPYPruuHMTe TEXHUKM Aa 6baaTt
noAapo6Ho 06CHbKAAHM C NALUEHTUTE, NPEAU Aa Ce NPUCTBNMN KbM TAX.
JlekapAaTt uau TepaneBTbT TPA6Ba Aa ouepTae TEXHUTE PUCKOBE U NON3HU. -

dusnotepanma

B AONb/IHEHME KbM NPeaoTBPaTABAHETO HA YCIOXKHEHUATA OT CNAaCTUYHOCT,
KaTo Hanpumep CTaBHW KOHTPAKTYPW UK KOCTHU aepopmauuu,
¢M3MOTepanMﬂTa MMa }KU3HEHOBAXHO 3Ha4YeHMe 3a

PONA B OCUTYPABAHETO Ha YNPaXXHEeHNA N o6yquv1eTo Ha NauneHTuTE N
inyata, Nnonarawy rpuxu 3a 14X, 3a NpaBuiHa CTOﬁKa, MU3Nnos3BaHe Ha
MYyCKynunte n n3barsaHe Ha

baKTopH, Npean3BMKBaLLM CNACTUYHOCT, KaTo 60/1Ka U MHdeKumA.

JlekapcTBa

Bbnpeku 4ye ma manko gokasatesncrTsa 3a ed)MKaCHOC'I'I'a Ha aHTUCNaCTU4HUTE
cpeacrtea

MHTEePBEHLUMN KOHKPETHO B C/lydan Ha CMaCTUYHa aTakCuA, CbleCTByBa No-
ronsma 6asa AaHHN 3a NO-4eCTOo CcpeLlaHn CbCTOAHUA, NPUYMNHABALLN
CNAaCTUYHOCT, KaToO Hanpumep MC. TbiA KaTO OCHOBHUTE MEXaHW3MMU,
nopaxaauwm cnacTU4YHOCT U CNa3mMu, Ca CXOA4HU, ieKapute 06UKHOBEHO
MU3N013BaT A0Ka3aTe/ICTBa OT CPOAHU CbCTOAHMUA, 3a Aa B3eMaT pelleHna
OTHOCHO NeKapcTBaTa.

JlekapcTBara cpelly CnacTUYHOCT NOHAKOra MOraT a Biowat
NOABUMKHOCTTA, KAaTO PAa3KPUAT CKPUTATa MYCKY/IHA cnabocT, ako
MaLMEeHTBLT pa3yuTa Ha CKOBAHOCTTa Npu xoaeHe’ . BaskHo e Aa o6cbauTe
ToBa ¢ Bawwus nekap, npeau Aa 3anodyHeTe 4a npuemarte KakBuTo U aa
6110 NeKapcTBa 3a CNACTMYHOCT. AKO HAacTbMM BAOLLABaHe Ha
NOABUKHOCTTA MAU ApYyTv GYHKLMK, € BaXKHO Aa nHopMuUpaTe feKaps,
KOMTO MOXKe fja HaMasiv A03aTa UM A3 Cpe IeYEHMETO.

Mo NpMHUMN aHTUCNACTUYHWUTE IEKapCTBa He TpAGBa Aa ce cnupat
BHE3anHo, 0COBEHO NPU BUCOKM A03MK.

AHTUCNACTUYHUTE NeKapcTea TpA6Ba Aa ce yBeanyasat 6aBHo, 3a Aa ce
cBeAaT A0 MUHMMYM CTPAHUUHUTE eDEeKTH.

MoBeyeTo IeKapu 3aMo4BaT CbC CIeAHMUTE NEPOPAIHU JIeKapCTea 3a
NeyeHne Ha CNacTUYHOCT (0BMKHOBEHO B TO3M pes):

6aknodeH,

TU3aHWAVH,
rabaneHTuH,
KnoHasenam,

HaTpUeB JAHTPONEH N
Anasenam

ok wWwNRE

[barocpoyHata ynotpeba Ha guasenam He ce NpenopbyBa, OCBEH B
MHOTFO TEXKM Cydan. MHOro Apyrv nepopasaHu MeanKaMeHTu ca
MOKa3a/M M3BECTHM A,0Ka3aTe/ICTBa KaTo aHTUCMNAcTUYHM CpeacTBa npum
APYrY CbCTOAHUSA, BKNOYUTENHO MeTOKap6amon, neseTupaseram,
NaMOTPUKMH, NperabannH, nporabua, KNOHUAMH, NMpaueTam,
BUrabaTpuH, Npasenam, LMNPOXenTUAMH, L-TPEOHWH, TAMOKCaMUH,
opbeHaapuH U 3,4-guamuHonnpuamnH. Te obaye ce ©3non3BaT PAAKO B
npaKT1KaTa.

AKO Te He ca yCNeLHW UAKN He Ce MOHACAT, NO-ro1eMMU KOHLEHTPALMK Ha
6aknodeH B LeHTpaiHaTa HepBHa cMCTema MoraT Aa 6baaT NocTUrHaTH ¢
Hama/ieHW CTPaHUYHU ePeKTH Ypes MHTpaTeKaaHa UHPY3NA Ha
6aknodeH (B TEYHOCTTA OKONO rPbBHAYHNA MO3bK). Tasn UHTepBeHLMA
ce npeAJsiara CaMo BbB BUCOKOCNELManU3npaHn LIEHTPOBE M U3UCKBA
BHUMATE/IHO NIaHUPAHEe U AbArOCPOYHO NpocnegasaHe. Ta e
noAXoAALLa Camo 3a MaibK 6poit naymeHTn® .

Mo HeodULMaNHN faHHM € M3BECTHO, Ye HAKOM NALMEHTM C aTakcus
MMaT Non3a oT ynotpebaTta Ha NPOAYKTU OT KaHabuc 3a HamanABaHe Ha
60J1KaTa ¥ CNAacTMYHOCTTA. BbNpeku ToBa He ca NpoBexaaHu
NPOYYBaHMA, HACOUEHM KbM CMACTUYHOCTTA NPY NALMEHTH C aTaKCWa U
ynotpebara Ha KaHabuc. Bbnpeky ye HAKOW NPOy4YBaHWA MOKa3BaT
NOA31 NPU JIGYEHWNETO Ha CNACTUYHOCT Npu MC?*, Halt-ronsAMOTO OT Te3un
npoy4BaHua>® He ycnsBa Aa NoKa)Ke 3HaUYMTENHO HamansABaHe Ha
06EeKTUBHWUTE MapKepU 3a CNAacTUYHOCT, Taka Ye ca Heobxoanmmn
[OMb/HUTENHN U3CNEABAHUA.

dokanHa cnacTMyHocT
doKanHaTa cCNacTUYHOCT (T.e. CNAaCTMYHOCT, I0KaNU3MUPaHa B e4Ha YacT
Ha TANOTO), 0cCO6EHO B ManK1Te MyCKy/1, BEPOATHO Ce JIEKyBa Hail-
Ao6pe ¢ UHTPAMYCKY/THU MHKEKLMUM ¢ 60TYIMHOB TOKCUH® .
MpenopbunTtenHo e Aa 6bAeTe HAaCOUEHM KbM CreLManu3vnpaHa KaMH1Ka
3a TakoBa fiedeHune. CblLECTBYBAT lOKA3aTe/ICTBa, Ye noasarta ce
YAbKaBa OT AOMBAHUTENHU TEPANUK, KaTo pasTAraHe, TanuuupaHe,
NleeHe, N3KYCTBEHW BbHLUHW YCTPOMCTBA UM €/IEKTPUYECKA MYCKYNHA
CTUMynauus.
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ETO 3aLLL0 € MHOrO BaKHO Te3M MHKEKLMM a Ce MPUAPYKasaT oT
KypC Ha dusnoTepanus aM NPorpama 3a ynpaxkHeHus no Bpeme Ha
MHYKEKTUPAHETO UM HEMOCPEACTBEHO C/Ief, HEro.

HowwHM cnasmu, CBbP3aHM CbC CNACTUYHOCT

CnacTMyHOCTTa MOXKe Aa 6bae cBbp3aHa ¢ 60/1e3HEHM HOLLHM

cnasmu. 3a TAx 06MKHOBEHO Ce M3M0A3BaT ONMCaHUTE NO-Tope

MeaULMHCKN MeToam, ocobeHo BaknodpeH nnm rabaneHTuH. Mpu

Bb3PaCTHUTE XOPa 3a TAX WMPOKO Ce U3M0J13Ba XMHUH cyadaT, HO ToW

€ CBbP3aH CbC CEPUO3HU HexeNaHn Cbbutua (ocobeHo cbpaeyHm

npo61emu, KPbBHU HapPyLIEHWA U FYX0Ta) U 3aTOBa OBMKHOBEHO He

ce npenopbysa:

* 3aAbArocpoyHa ynorpeba,

* 33 MaLMeHTU CbC CbpAeYHM 3a6019BaHNs,

* WM 33 NaUMeHTM Cc aTakeua Ha Ppuapaiix (nopaam cebpsaHaTa C
Hes Kapavomuonatus).

XUpYypruyHo neyeHune

XMPYPruyHOTO NedeHne 06MKHOBEHO ce 06MMCIA CamMo KOraTo
dun3MoTepanmaTa u nekapcTBaTa He ca Aanu PesynTart, Thif KaTo Te
4ecTo ca TpaliHU 1 pa3pyLWUTENHU. BbNpeKn ToBa B M3KAKOUUTENHN
CNyyau Te MoOraT f1a ce pas3rnexaaT KaTo Mbpsa AMHUA. XMPYPruyHOTO
NeyeHne BKKOYBA Cepus OT NpoLLeAypy B 3aBUCMMOCT OT TeXecTTa 1
npuUYMHaTa 3a CNaCTUYHOCTTa. XMPYPrYHOTO IeUeHMe BKIOYBa
opToNeanMYHU NPOLLEAYPK, KaTo YAbXKaBaHe Ha CyXOXUANATa,
TEHOTOMMSA MM TPaHCdEP Ha CYXOXMMANATA, N HEBPOXMPYPIUYHM
npoLeAaypu, KaTo nepudepHa HeBPOTOMMA, 0P3aHa PU3OTOMMA 1
MMKPOXMPYPriuyHa abnauma Ha 30HaTa Ha BXOZA, Ha 10p3a/HUA KOpeH
("DREZotomy")®.

0606ueHNe Ha NPenopPbKUTE

1. BHMMaTenHa oLeHKa OT HEBPOJIOT CbC CbBET OT GU3NOTEPaNEBT,
3a 3 ce onpeae/iv BUABLT Ha IeYeHUeTo.

2. [bpBo TpsabBa Aa ce NeKyBaT GaKTOpuUTe, KOMTO BIOLIABAT
CMacTUYHOCTTA, KaTo 60/1Ka, UHOEKLMA, Anapua, 3anek,
3afibpiKaHe Ha ypUHa, TECHU APEXU UM N0LLa CTOMKA.

3. Cnep ToBa 3a JIeYeHMe Ha CNACTUYHOCTTa TPABBa Aa ce U3MNon3Ba
dusnortepanms.

4. Ako ToBa He foBefie A0 MbjiHa Non3a, Tpabsa aa ce obmucan
npuem Ha nekapcTea. MeguKameHTUTe 3a reHepasnsmpaHa
CMacTUYHOCT BK/OYBAT 6akNodeH, TU3aHUAMH, rabaneHTuH,
K/IOHA3emnam, HaTpueBs AaHTPOJIEH UM AWa3enam.

5. 3aJ/leyeHue Ha NoKasn3MpaHa CnacTUYHOCT, 0COBEHO Ha Manku
MYCKyNU, ce 06bpHEeTE KbM CreLuanmsmpaHa KanHvKa 3a
NeYeHue C MHTPAMYCKYIHN MHXKEKLMUMU C 6OTY/IMHOB TOKCUH,
nocnesBaHu oT GU3NOTEPANUA U YNIPAXKHEHUA.

6. Xupyprua Tpabsa fa ce 06MUCAM B Cy4anuTe, KoraTo
busnoTepanunATa 1 nekapcTeaTa He ca Aanu pesynTar.
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ToBa e CNUCHKBT Ha ny6nMKau,mwre, UNUTUPAHU B TO3U AOKYMEHT N
M3N0/13BaHM 32 HANUCBAHETO Ha Pa3/IMYHUTE pasaenn:
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OTKa3s OT OTrOBOPHOCT

PbKOBOACTBATA 33 KAMHUYHA MPAKTUKA, NPAKTUYECKUTE CbBETH,
CUCTEMATUYHUTE NPerneamn u Apyru HacoKu, NnybANKyBaHW, ogo06peHn nnn
notebpaeHu oT ERN-RND u Ataxia UK, npeactaBnaBaT oueHKa Ha
aKTyasiHa Hay4yHa U KAMHUYHA MHbOPMaLWA, NpefoCcTaBAHa KaTo
obpasoBaTtesniHa ycayra. MHdopmauumaTta (1) He Tpabea aa ce cumTa 3a
BK/IHOYBALLA BCUYKU NOAXOAALLM IEYEHUA, METOAMN HA NeYEHUE UK 33
[AeKnapauua 3a cTaHAapTa Ha fledeHme; (2) He ce akTyanusmpa
HenpeKbCHATO M MOXeE A;a He 0TPa3nBa Hall-HOBUTE [OKa3aTencTsa (HoBa
MHbOPMaLMA MOXKe Aa Ce NOABK MeXKAY MOMEHTA Ha pa3paboTeaHe Ha
MHdOpMaLMATa ¥ MOMEHTA Ha HEMHOTO NyBAMKyBaHe uaun yeteHe); (3)
pasrnexja caMo KOHKPETHO NOCOYeHUs BbNpocC (BbNpock); (4) He Hanara
KOHKPETEH HauMH Ha MEAMULMHCKO NIedeHme; 1 (5) He e npeiHasHaveHa aa
3aMeHW He3aBucKMMaTa NpodecMoHanHa NPeLLeHKa Ha IeKyBaLLMA Nekap,
TblA KaTo MHPOPMALMATA OTYUUTA UHANBUAYANHUTE PA3NNUUA MEXKAY
naumeHTuTe.

BbB BCUYKM C/ly4am M3bpaHUAT HAauMH Ha AeicTBue TpabBa Aa bbae
pasrnefaH oT NeKyBaLUMA 1eKap B KOHTEKCTA Ha JIeYeHMETO Ha
KOHKPETHWA NauueHT. M3non3BaHeTo Ha MHpopmaLumaTa e
nobposonHo. ERN-RND 1 Ataxia UK npegocTaBaT Tasu MHpopmaLma
Ha NpuHUMNA "KaKTo e" 1 He 4aBaT HUKAKBY rapaHLmK, U3paseHmn
WAV noApasbupalLm ce, No oTHoweHWe Ha MHdopmaumaTa. ERN-RND
1 Ataxia UK n3punyHo ce 0TKa3BaT OT BCAKAKBM rapaHLmm 3a
npoAaBaemocCT UM NPUTOAHOCT 32 KOHKPEeTHa ynoTpeba unu uen.
ERN-RND n Ataxia UK He noemat HMKaKBa OTTOBOPHOCT 3@ KaKBUTO 1
Aa 61N0 HapaHABAHWA WAV LWETU Ha ML AW UMYLLLECTBO,
NPOM3TUYALLM OT MU CBBP3aHM C U3MNON3BAHETO HA TasK
MHbOPMaLWA, UK 3@ KaKBUTO U Aa BUNO rpeLLkn UAK NPONYCKMU.

3a ERN-RND

EBponeiickaTa pedepeHTHa MpesKa 3a peaKu HeBPOIOTUYHMN
3a60n9BaHNA (BKNIOUMTENHO aTaKCusA) e BUPTyasiHa MperKa oT
eBponeiickm 601HULM, KOUTO PaboTAT 3aefHO, 33 A3 OCUTYPAT
TOYHA U HaBPeMEHHa AUarHOCTMKA, IeUEHUE U FPUXKM 33 NaLMEHTH
C PeAKn HEBPONOTMYHU 3a60NABaHMA.

YebcaiT Ha ERN-RND: www.ern-rnd.eu
Cneppaiite ERN-RND BbB Facebook, Twitter, YouTube u LinkedIn

fAv ol

3a Atakcua Benukobputanusa

Ataxia UK e BogeluaTa HauuoHanHa 6naroteoputesiHa opraHusauma
B O6eAMHEHOTO KpasiCTBO 3a XOpa, 3aCerHaT OT BCAKAKbB BUA
aTakcua. PuHaHcupame U3cneaBaHMA 32 HAMUPAHE Ha IeUEeHUE U
M3nieKyBaHe 1 npegnarame cbBeTn, UHGopmaLma U nogKkpena Ha
XoparTa, 3acerHaTv oT ToBa 3abonsBaHe.

TenedpoHHa nMHMA 33 nomouy, 0800 995 6037
helpline@ataxia.org.uk

Oduc 020 7582 1444

office@ataxia.org.uk

YebcaiT Ha Ataxia UK: www.ataxia.org.uk

3a Euro-ataxia

Euro-ataxia e mexayHapogHa acoumaums C HeCTONaHCKa uen,
YUUTO YNEeHYBaLLM OpraHM3auum paboTaT 3aefHo, 3a 43 NOMOrHaT
Ha XxopaTa Cc NporpecuBHa aTakcus Aa BOAAT Hali-406puA CU KUBOT.
Hue nocTurame ToBa, KaTo U3rpakgame CUAHA OpPraHM3aLms, KOATO
npeAcTaBNABa XopaTa c NPOrpecUBHa aTakcua B uana Espona.

YebcaiT Euro-ataxia: www.euroataxia.org
Cneppaiite Euro-ataxia BbB Facebook n Twitter




