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flPOTOKO/| Ne 30/20.1O.2O20 r.

Or sacegau,re Ha Komnctn no pegKx 3a6ornBaHuR

xbM MhHt4cTepcTBo Ha 3ApaBeona3BaHeTo

flxec, 20 oxroruepu 2020 r. (aropxrx) or 13:30 q. ce npoBeAe 3ace.qaHre Ha

Korurcrnra no peAKt,t 3a6onf,BaHr4n KbM MnxmcrepcrBo Ha 3ApaBeona3BaHero.3ace4aHuero
ce npoBeAe AhcraHqHoHHo nocpeAcrBoM ouaafiu KoH+epeHrHa Bpb3Ka.

llpr,rcucrear: flpo$. Pyrvrex CreQanoa (npe4cegare.n), axag. npoQ. l(aan MunaHoB,
qn.-Kop. npo$. ,{para ToHveBa, npoQ. Banepnn KareBa, npo$. Ervrra flacxareB, npo$.
fln4ruNla Mareaa, npoO. Pa4xa Tuuveea, 4-p fann Koxgeea, A-p aApAHa Koaaveea, 4-p
HeaH HsaHoBa, A-p CseraaHa Pafi,reoa, Bnagrrrarap Toriloe.

Orqucrear: npoQ. l4ea CroeBa, npoQ. Veailno Trrpuea, Sonu I4eaHoB, Buxrop
flacxaaea.

[lprcrcrea rqil BbHruH 14 excneprlt : Maprn Ha M NHqeea (H qO3A).

Cnucuqes cbcraB - 16. KeopyM - 8.

AHEBEH PEA:

1. PaemexAaHe Ha BIrpHarHTe 3a AonbrHr4TenHa nxQoprvrar-1ran 3af,BneHhn sa

BKrloqBaHe Ha aa6o,nnBaH[n e Cnrcrxa Ha peAKrre sa6oaRaa$uf, ,t l4cKaHrF 3a

o6oeHaqaeaHe Ha excneprHx qeHrpoBe no peAxx aa6onReaxrn;

2, ,Qoxaageaxe Ha excneprHa oqeHxa h rnacyBaHe Ha nocrbnh.nl,t ucKaHuA KbM M3 3a

BK/uoqBaHe Ha aa6oaReaHhr B Cnrctxa Ha peAK[Te ta6onaeauua;

3. ,{oxaa4aaue Ha excneprHa oqeHKa u rnacyBaHe Ha nocrbnhru ncy.ar,un rurvr HLIO3A

sa o6oeHaqeHue Ha eKcneprHn qeHTpoBe no peAKx za1onaeauun;

4. Paaraex4aHe u pa3npegennHe 3a eKcneprHa oqeHKa Ha HoBonocrbnu.nu HcKaHhfl

KIrM M3 u H[O3A 3a Bx/rloqBaHe Ha sa6oaRaaHun e Cnucbxa Ha peAxrre
ga6onneauu+nsa o6osHaqeHre Ha excneprHr4 LleHTpoBe no peAKH ealonneauna;
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5. Paarnex4aHe Ha orqerh no t{r. 25, an. 2, t. 3 or Hapeg6a Ns 16 aa 4efinocrra v
HanpeAbxa na o6oauaqeHrre excneprHr LleHTpoBe 3a peAKLt ta6onaaauun;

6. HacpovsaHe Ha cneABaqo 3ace.qaHvle;

7. Apyru.

oEcbH(AAHUn n PEUJ EH ltf, :

t. HotuuctlRra pa3rneAa AoxnaAxre 3a oqeHxa Ha nocrbnnnnre u paanpeAeneHr4 3a

excneprHa oqeHxa 3arBreHur 3a Bxrror{BaHe Ha sa6oanaaHrR g Cnrgbxa Ha peAxure
aa6oangaHrn. KorvulcrflTa peux KaKTo cneABa:

1) Crauoqporu Ha K'bco rbHKo qepBo(Orpha xo4 104008) - Korvrracuflra peur Aa
r3ncKa AonbnHxrenHa nuQoprvraqrn or noAarenfl Ha 3anBreHuero no
cneAHxre Bbnpocu: Vroqxneaxe HauMeHoBaHltero Ha sa6onngaHero
cHHApoM Ha Kbco qepBo. llocoqennRr Orpha xo4 104008 cuorsercrBa Ha

rpyna ga6oangaxnA, a He Ha orAenHa Ho3o.norhqHa egrHuLla. Foaemuxara Ha

pe3exqunra Aa ce yroqHx n yeAHaKBlr HaBcRKbAe e 4e$NHutlt4nra u
onrlcaHhero na ea6oaf,BaHero. furroprrmrre 3a A,rarHocrht-l]rpaHe, rer{eHne,
npocneAnBaHe I pexa6rauraqrn Aa ce onr4uar no-no4po6Ho B noAaAeHoro
3aRB.neHre, a He caMo Aa ce nocoqBaT rhTeparypHh r43Tor{Hr4tlx;

2l XeruoarrrqHo-ypeMlrqeH cHHApoM npx Aer4a (roA no MKE-10 Dsg.3, orpha
ro4 544482) - Korvurcrara peux Aa H3rcra AonbnHhrenna r,rx$opMaqhn or
no.qarenn Ha 3anBreHrero no c.ne4Hhre Bbnpoch: yroqxReaxe

HauMeHoBaHheTo Ha sa6oaReaxero. Cu4tpxannero Ha noAaAeHoTo
3aflB.neHre onylcBa aThnnqeH xeMo.[14Tl4r{Ho-ypeM}tqeH cHHApoM, rqoKaTo
noAaAeHoro 3anBreHre e o6qo 3a rpynara sa6oaf,aaHu+ xeMorrTr4r{Ho-
ypeMrqeH crHApoM, a nocoqeHnrr s 3arBneHhero Orpha KoA ce orHacn 3a

Apyra Qopma Ha xeMo.nrrxqHo-ypeMrqeH c[HApoM. Cur4o rara KonnrcnfrTa
cqHTa, qe ea6oanBaHero He cneABa Aa ce BK/lloqBa a Cnrcbxa Ha peAKhre

aa6oaReaurn caMo 3a Aeqa, rrfi xaro urro MK5-10, uuro Orphanet pa3Aernr
BbnpocHoro ga6onneaHe no Bb3pacroB xpurepnfi. C orneA Ha roBa
anrop[TMxTe 3a A]rarHocT[4t_llpaHe, reqeHHe, npocreAnBaHe n
pexa6nnnraqhf, e xeo6xo4unno Aa ce AonbnHflr c uxQopmaql4r 3a Brr3pacrHa

nonynallltg, ftfr Karo no.qaAeHoro onhcaHre noHprBa caMo neAnarpt4qHa
nonynaqt4R.

2. KoturcrRra npxe cbcraBfiTe Ha eKcneprHr4Te rpynu 3a oqeHKa Ha HoBonocrbnh.nhre
3aRBreHHR 3a BK.IuoqBaHe Ha aa6oaReaxhn e CntacbKa Ha peAKnre ga1onasauna

KaKTO CneABa:

1) flepuueepantu Knctu xa Tapaoa (Orpha xog 55250) - g-p lfipnua Koaaqeea
ruQoprvrupa KoruucuRTa, qe noAarerflT Ha 3af,BneHrero He orroBapfi Ha

l43r4CKBaHURTa CbrnaCHO qn. Lt, an. L,r.6 n7 or Hape.q6a N9 16. 3ansreHr4ero
r4e 6u4e o6cu4eHo or KomucrRTa cneA noAaBaHe Ha HcKaHe 3a BKrpr{BaHe
Ha aa6oaRaaHero g Cnrctxa Ha pe4Knre sa6oaRgaHr4n or ntr4e unu
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opraHr,r3aqhf,, orroBapnu{h Ha r,t3t4cKBaHuRTa Ha q/1. L1-, an.1 or Hape46a Ng

16. Korvrrcuflra npre A-p Henh l,leauoaa, 4-p CeeraaHa Pafiqesa n Bnagunnp
ToMoe Aa lr3rorBnT eKcneprHa oqeHKa Ha HoBono4a,qeHoro 3aflBreHhe.

3. KonnrcuRra npue cbcraBrre Ha excneprHr4Te rpynx 3a oqeHxa Ha HoBonocrbnu.rtl4Te

ncKaP'uf, aa o6osHaqaBaHe Ha eKcneprHr4 qeHTpoBe 3a peAKh aa6oaneanhf, KaKTo

cneABa:

1) yMEA/l ,,C8. l,lBaH Punctvt" (excnepreH qeHrbp no HacneAcrBeHa $arunnHa
rpaHcrxperxHoBa aMxnonAo3a) - npo$. Enun flacxarea, npo$. Vsahno
Ttpree, Baa4rmrp Toriloe.

4. Konnncrsra ornoxil pa3rnex.qaHe Ha nocrbnil.noro 3aflB.neHhe or yCEAIAE ,,1-lpo0.
l4aaFl MhreB" 3a o6ogHa,{aeaHe Ha excnepreH qeHTbp 3a AilarHo3a, .neqeHhe H

npocneAnBaHe Ha naLlheHrH c rqpyru patcrpoficrea Ha o6nnnsara Ha

aMhHoKhcennHnre c pa3KnoHeHa Bepilra noparqh HeH3rorBeHa eKcneprHa oqeHKa.

5. Mapranua MhH,{eea (HUO3A) ran$opnnrpa qneHoeere sa Koanrcv+ra, qe cbD-racHo r{/t.

25, an.2,r.3 or Hape46a Ne L6 ca nonyL{eHh orqerr4 sa 4eirHocrra il HanpeAbxa Ha

creAH hre eKcnepTHH LleHrpoBe:

1) ExcnepreH qeHTbp no Koarynonarvvl v peqtn aHeMilh xtnn VMEAII ,,C8.
Mapuua";

2) Excnepreu qeHTbp no reHerhqHr HeBpo,norhqHil n nnera6onvrHt
aa6oaReaH hfl KbM yM 5A/l,,A,neKca H4poBcxa";

3) Excnepreu qeHrbp no AilcroHl4l4 KbM MEAflHn ,,CB. Haynn";

4l Excnepren qeHrbp no nbpBl4rtHl4 uMyHHu ge|u4wn HbM yMEA,rl

,,A.neKca H4poBcKa";

5) Excneprex qeHrbp no 6onecr xa Oa6pr,r xurvr YMEA.II,,furexcaH4poBcxa";

6) Excneprex qeHrbp no HacneAcrBeHu mera6oarruu ga1onaBaHrs Ha qepHus

Apo6 (6oaecr xa YnactH, Hac.neAcrBeHa xeMoxpoMaro3a, nopQuprra) xrrvr

YMEA/I,,Ce. hBaH Puncnn" ;

7) ExcnepreH qeHrlp no Hoarynonaruu h BpoAeHu a+eMuv xrn CEA,flX3;

8) ExcnepreH qeHrbp no peAxrl eHAoKpt4HHn 6onecrh HbM yMEA,I ,CB.
Mapuua";

9) Excnepreu qeHTbp no xnnon.4TytlTapn3bM, cHHApoM Ha Kyu:rur c

xmno$rsapeH npomsxoA, aKpoMeranilf n xunoSu3apeH rhraHTn3bM KbM

YCEA"/1E,,AKag. heax fleuueB";

10)ExcnepreH qeHTbp no xopen xa XrnrrurrtH KbM MEAIHI ,,C8. HayM";

11)ErcnepreH r4eHrbp no pe4Kh aa6oansaHnt B neryuarpnnra xbM CEA/IAE

,,flpo$. I,lBaH MrreB".
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6. Mapnnua MHxqeaa (HqO3A) r,rn$oprvrrapa rueHoaere xa Korurcuflra, qe sbrnacHo q.n.

25, an.2, t. 3 or Hape,q6a Ns 16 He ca nonyqeHr orqerlt aa 4efinocrra ]4 HanpeAbxa

Ha creAHHTe eKCnepTHr4 qeHTpOBe:

1) Excnepreu qeHTbp no Bpo.qeHh cbpAe'{Hr mal$oprvraqhu Ha naqheHrh noA h
ra4 1&ro4HruHa Bb3pacr xurvr MEA/I ,,HK6";

2) ExcnepreH qeHrbp no 6eaogpo6Ha aprepuanHa xilneproHl,ln KbM MEA/l

,,HK6".

7. Mapunna MhHqega (H[O3A) qe ce cBbpxe c MEA.II ,,HKB" aa axryaan3rpaHe Ha

uuQopmaqrflra 3a ABara excneprHr4 qeHTbpa KbM roBa neqe6xo 3aBeAeHHe h

noAaBaHe Ha oTqeTH.

8. flpoQ. Pyuex CreQanoe raHQoprvrr.rpa q.fleHoBere Ha Korurcunra, qe e u3nparh/t
npl4eTHTe Ha npeAxoAHoro 3aceAaHHe npeAroxeH[R 3a I3MeHeHHf, 14 AonbnHeHrs
xa Hape46a Ne 15 4o MrHncrepcrBo Ha 3ApaBeona3BaHero sa o6cbxAaHe t4

lopHAHqecKo cbrnacyBaHe.

9. B npoAbnxeHhe Ha o6suxAaxero 4efiHoora Ha Haquouaaunn perhcrbp Ha

naqueHrlt c peAKn sa6oaRgaxnr B npeAlrulHoro 3aceAaHhe, flpoQ. Pyrvren CreQauoa

uxQoprvrupa qreHoBere Ha Korurcrnra 3a nonyqeHo craHoBhtrle or Aoq. Kpacrrurpa

nQmxoea (H[O3A). Cnopeg go4. fluxoBa npe.q/nor(eHlero 3a ,r3npaqaHero Ha AaHHx
xtm Perucrupa 3a peAKH 6oaecu cbrnacHo ,an. 42 u 43 or Hape46a N9 16 Aa ce

t43BbpulBa or H3OK, a He or eKcneprHr4Te qeHTpoBe r or neqe6sure 3aseAeHus,

Kot4To ocbrqecrBnear gefixocr no orHoueHxe Ha naqt4eHTr c peAKh aa6oaneaxuR, e
o6crxAano or qreHoBere Ha Komrcrnra no peAKx 6oaecrr. flpe4erag
roper3noxeHoro, cneABa Koruncunra Aa u*nqunpa KbM Mrxncrepcteo Ha

3gpaBeona3BaHero h3MeHeHHe ra Hape46a Ne 15 c HanpaBeHoro npegox(eHile 3a

npoMnHa B nbrn Ha or'{erHocrra. flpu noroxl4Te.neH or3t4B or crpaHa Ha

MnxrcrepcrBo Ha 3ApaBeona3BaHero, qe 6u4ar usuc*aHr craHoBl4t4ara Ha H[O3A
v H3OK, crep, Koero Aa ce $uxanutnpa npoMsHara e Hapeoq6a N9 16.

10. Korurcrnra peuH Aa Hacpoqh cneABaqoro cH 3aceAaHhe Ha 1 4exeMBph 2020 r.

(eropnrax).

C rosa AHeBHI4RT peg 6e 3aceAaHhero 6e 3aKpHTo.

flognr

n A-p
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