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MHUHHUCTEPCTBO HA 3/IPABEOITIAZBAHETO

Komucus no peaku 3a60nsiBaHus

Mn. ”Cs. Hegensa Ne 5, Codua 1000 mail@mbh.government.bg
Ten.: (+3592) 9301 152 www.mh.government.bg
dakc:(+359 2) 981 1833

MPOTOKO/ Ne 30/20.10.2020 .

Ot 3acegaHune Ha Komucusa no peaku sabonasaHua

Kbm MVIHMCTepCTBO Ha 34paBeona3BaHeTo

AHec, 20 okromspu 2020 r. (BTOpHMK) oT 13:30 4. ce nposege 3acefaHne Ha
KomucuaTa no peaku sabonasaHmna kbM MuUHUCTEPCTBO Ha 34paBeona3saHeTo. 3aceaHneTo
ce nposeae AUCTaHUMOHHO NOCPEeACTBOM OHNANH KOHbEpPEeHTHa Bpb3Ka.

Mpucwersat: npod. PymeH CredaHos (npeacesaten), akaa. npod. MBaH MunaHos,
4n.-kop. npo¢. [para ToHuesa, npod. Banepua Kanesa, npod. Emun MNackanes, npoo.
ogmuna Maresa, npo¢. Pagka Tunyesa, a-p Mana KoHaesa, a-p WpuHa Kosauesa, a-p
Henu UBaHoBa, a-p CeeTnaHa Panuesa, Bhagumup Tomos.

Otcouereat: npod. Uea Croesa, npod. WMsaitno TopHeB, BoaH MeaHoB, Buktop
MNackanes.

MpucbcrBawm BbHWHKU ekcneptu: MapusaHa Munuesa (HUO3A).

CnucbyeH cberas — 16. Ksopym — 8.

[HEBEH PEQ;

1. PasrnexpaHe Ha BbpHATUTE 3a AOMbAHWUTENHA WHPOPMaUUA 3aABNEHMA 33
BKNIOYBaHe Ha 3abonasaHua B Cnucbka Ha peakute 3abonaBaHUA M MCKaHUA 3a
0b03HayaBaHe Ha eKCNepPTHU LEHTPOBE NO peaku 3abonasaHus;

2. [oknapgsaHe Ha eKCnepTHA OLEHKAa M rnacyBaHe Ha MOCTbAWAWN UCKaHUA Kbm M3 3a
BKNlOYBaHe Ha 3abonasaHuA B CNUCbKa Ha peakuTe 3abonasaHus;

3. [loknagBaHe Ha eKcnepTHa OUEHKa W r1acyBaHe Ha NocTbnuau uckaHna koem HLLO3A
3a 0603Ha4YeHNe Ha EKCNEPTHU LIEHTPOBE No peaku 3abonasaHus;

4. PasrnexpgaHe n pasnpegenaHe 3a eKCnepTHa OLeHKa Ha HOBOMOCTLMWMAM UCKaHUA
KbM M3 u HUO3A 3a BkawuysaHe Ha 3abonsagaHus B CnucbKka Ha pegkute
3abonnasaHmA 1 33 0603HaYeHME Ha eKCNepPTHU LEHTPOBE No peaKu 3abonaBaHus;



5. PasrnexgaHe Ha otyetn no un. 25, an. 2, 1. 3 or Hapepba Ne 16 3a geiHocTTa M
HanpeabKa Ha 0603HauYeHUTe eKCNepTHU LIEHTPOBE 33 peaku 3a60aABaHNS;

6. HacpouBaHe Ha cneggallo 3acefaHue;

7. Opyru.

OBCbXAAHUA U PELLUEHUA:

1. KomucunATa pasrnesa AOKNaguTe 3a OUEHKA Ha NOCTbAWAUTE M pasnpesencHu 3a
eKCnepTHa OLEHKa 3aABNEHMUA 3a BK/IKOYBaHe Ha 3abonsaBaHMA B CNUCHKa Ha peaKkuTe
3abonnasaHuA. KomucuATa peln KakTo cneapa:

1) CuHapom Ha Kbco TbHKO uYepso (Orpha koa 104008) — KomucuaTa pewm aa
M3UCKa AoNnbaHUTENHA WHPOPMAUMA OT nogatena Ha 3aaBNeHMeTo no
cnegHuTe BbMpPOCcU: YTOYHABAHE HAaMMeEHOBaHWETO Ha 3abonssaHeTo -
CMHOPOM Ha Kbco 4epso. MocoyeHnatr Orpha kop 104008 cvoTseTcTBa Ha
rpyna 3abonssaHuA, a He Ha OTAE/IHA HO30/10rMYHa eanHULA. FonemuHaTa Ha
peseKkuMATa A3 Ce YTOYHW W yeAHaKBM HABCAKbAE B geduHuumATa M
onucaHueTo Ha 3abonasaHeTo. AArOpUTMUTE 3a AUarHOCTULMPAHE, IeYeHme,
npocneaasaHe U pexabunautauma ga ce onuwar no-noapobHo B NOA3AAEHOTO
3aAB/IeHME, @ He CaMo Aa Ce NOCoYBaT ANTEPATYPHU USTOUHULU;

2) XemMonUTUYHO-ypemuyeH cuHApom npu geua (Koa no MKB-10 D59.3, Orpha
Koa 544482) — KomucmATa pewm aa usmncka AOMbAHUTENHA MHPOpMaLMA OT
noaaTtenAa Ha  3aAB/NE€HMETO N0  C/AegHuTe  BbNPOCU:  YTOUHABaHe
HaumeHoBaHWETO Ha 3abonssaHeTo. CbAbpMKaHMETO Ha NoAaLEHOTO
3aABNIEHNE ONWUCBA aTUMWUYEH XEeMONIUTUYHO-YPEMUYEH CUHOPOM, AOKATO
nogageHoTo 3assneHne e obwo 3a rpynaTta 3abonABaHUA XEMOJIUTUYHO-
YPEMUYEH CMHAPOM, @ NOCOYEeHUAT B 3aaBneHneto Orpha Kopa ce oTtHaca 3a
Apyra popma Ha XeMONIMTUYHO-ypemudeH cuHapom. Colio Taka Komucuara
cuuTa, Ye 3abonABaHETO He cneaBa Aa ce BKAYBa B CnMCbKa Ha peakuTe
3abonasaHnA camo 3a Aeua, Tbi Kato HUTo MKB-10, HuTo Orphanet pasaenat
BbNPOCHOTO 3abonssaHe no Bb3pacToB Kputepuin. C ornes Ha TOBA
anropuTMuTE 33 AMarHoCTMUMpaHe, NedYeHuMe, npociaegssaHe U
pexabunutauma e Heo6X0AMMO A3 Ce AOMbAHAT C MHPOPMaLIMA 3a Bb3pacTHa
nonynaumsa, TbA KaTo NOAaLEHOTO OMUCaHME MOKPMBA CaMO NeamuaTpuyHa
nonynaums.

2. Komwucusata npmne CuCraBUTe Ha EKCNEepPTHUTE TPynu 3a OUEeHKa Ha HoBONOCTbNUAUTE
3aAB/1IeHMA 3a BK/AOYBaHe Ha 3abonABaHuA B CnmMcbKa Ha peaxkure 3abonaBaHuA
KaKTO cnhegBsa:

1) NepuHespanHu KucTn Ha Tapnos (Orpha kog 65250) — a-p UpuHa Kosauesa
nHpopmupa KomucuaTa, Ye MNopaTenaT Ha 3asB/EHUMETO He OTroBapA Ha
M3UCKBAHUATA cbrnacHo yn. 11, an. 1, 1. 6 n 7 ot Hapepgba Ne 16. 3assneHuero
we 6bae obcvaeHo ot KomucuaTa cnel nogasaHe Ha UCKaHE 33 BKAKOYBAHE
Ha 3abonssaHeTo B CnucbKa Ha peakuTe 3abonsBaHUA OT AuUe WU
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OpraHu3auua, OTroBapALLM Ha U3UCKBAHUATA Ha Y. 11, an. 1 oT Hapenba Ne
16. Komucuara npue a-p Henmn UBaHosa, g-p CeetnaHa Paituesa 1 Baagumup
Tomos A3 U3rOTBAT EKCMEepPTHA OLLeHKa Ha HOBOMNOA3AEHOTO 3aABAEHUE.

3. Komucuata npue CbCTaBUTe Ha EKCMepTHUTE rPynu 3a OLEHKa Ha HOBOMOCTbMMAUTE

UCKaHMA 3a 0603HaYaBaHe Ha EKCNEePTHU LEHTPOoBE 3a peakn 3abonABaHMA KaKTo
cnepga:

1) YMBAN ,Cs. UBaH Punckn” (ekcnepTeH LeHTbp NO HacneacTseHa GamuaHa
TPaHCTMpeTUHOBa amunougosa) — npod. Emuna Mackanes, npod. WMsaino
TvpHes, Bnagumup Tomos.

KomucuaTa o110u pasraexpgaHe Ha noctbnunoto 3assneHue ot YCBANAG ,Mpod.
UBaH Mutes” 3a 0603HauyaBaHe Ha eKCMepTeH LEHTbP 3a AMarHo3a, NevyeHue u
npocneassaHe Ha nNaumMeHTM C  APYrM pascTpomctBa Ha obmAHata Ha
AaMUHOKUCE/IMHUTE C PA3KNIOHEHA Bepura Nnopaan HensrotTeeHa eKkCnepTHa oueHkKa.

Mapuana Munuesa (HLIO3A) uHpopmupa uneHosete Ha KOMUCUATA, Ye CBFAACHO Y.
25, an. 2, 1. 3 ot Hapegba Ne 16 ca nonyy4eHu oTyeTH 3a AEWHOCTTa M HanpeabKka Ha
cnegHuTe eKCnepTHU LeHTpose:

1) EKcnepTeH UEHTbP NO Koarynonatum v peaku aHemum Kbm YMBAN ,Cs.
MapuHa”;

2) EKcnepTeH UEHTbP MNO rEHETUYHW HEBPONOTMYHU U MeTaboNUTHU
3abonasaHua kbm YMBAJT ,, AnekcaHapoBcKa”;

3) EkcnepTeH LeHTbP No AucToHUM KbM MBAJIHIN ,,C. Haym”;

4) EKcnepTeH UEHTbP NO MbPBUYHU UMYHHM gedpuumtn Kbm  YMBAN
»ANEKCaHAPOBCKa”;

5) EkcnepreH LeHTbp no 6onect Ha ®abpu kbm YMBAJT ,AnekcaHaposcka”;

6) EkcnepTeH LEeHTBbP MO HacieacTeeHU meTabonuTHM 3a60nABaHUA Ha YepHUA
Apob (6onect Ha YuncbH, HacneacTBEHa XeMOXPOMaTo3a, nopdupun) Kbm
YMBAN ,,Cs. UBaH Puncku”;

7) EKcnepTeH LEHTbP NO Koary/aonatmm v BpoaeHu aHemun kbm CEA/X3;

8) EKcnepTeH LEHTbP MO peaku eHOOKPUHHWM Bonectn kbm YMBA ,Cs.
MapuHa”;

9) EKcnepTeH UEHTBP MO XMMOMUTYMTapU3bM, CHUHAPOM Ha KywwuHr c
xunodusapeH npousxod, akpomeraamsa U XxunodusapeH rUraHTU3bmM Kbm
YCBANE ,Akag. MsaH MeHues”;

10) EKcnepTeH LeHTbP Mo XOpes Ha XbHTUHITLH KbM MBAJTHI ,,Cs. Haym”;

11) EkcnepTeH ueHTbp no peaku 3abonssaHua B neguatpuata kbm CBAJIAB
»Ipod. UsaH Murtes”.



10.

MapuaHa Munyesa (HLO3A) nHpopmupa yneHosete Ha KOMUCUATA, Ye CbINACHO Y.
25, an. 2, 1. 3 ot Hapepb6a Ne 16 He ca nonyyeHu OTYETH 32 AEUHOCTTA U HanpeabKa
Ha CnefHUTE eKCNepTHU LUEHTpoBe:

1) EKcnepTeH LeHTbp N0 BPOAEHM CbpAeYHU MandopMaLMK Ha NaLMeHTU nNoa, u
Hag 18-roguuiHa sb3pact kKbm MBA ,,HKB”;

2) EkcnepTeH ueHTbp no 6enoapobHa apTepuanHa XuneptoHua Kbm MBAJ
»HKB”.

MapusaHa MuHuesa (HLUO3A) we ce cebpke ¢ MBA/ ,HKB” 3a aktyanusupaHe Ha
MHPOpMaALMATA 33 ABaTa EKCNepTHU LUeHTbpa KbM ToBa ne4yebHO 3aBefeHue U
nogaBaHe Ha OTYeTMw.

Mpod. PymeH CredpaHoB uHbOopmupa uneHoseTe Ha KomucuaATa, ye e usnpaTtun
npueTUTe Ha NPeaxonHOTO 3acefaHue NPeaoOXKEeHUs 338 USMEHEHUA U AOMbAHEHUA
Ha Hapepba N2 16 oo MuHWUCTEpPCTBO Ha 3apaseonasBaHeTo 3a ObBCbXKAaHe wu
IOPUANYECKO CbrNacyBaHe.

B npoabakeHne Ha obcbKpaHeTo aelHOCTTa Ha HauuOHanHUA perucTup Ha
naumneHTn ¢ pegkn 3abonasaHnA B NpeauWHOTO 3acegaHue, Npod. Pymex CredaHos
uHpopmupa YneHosetTe Ha KOMUCUATA 33 NOAYYEHO CTaHOBMLLE OT Aou. Kpacumupa
Avkosa (HLUO3A). Cnopeg fou,. [lMkoBa NpeasioeHUeTo 3a M3npawaHeTo Ha AaHHU
KbM Perncrbpa 3a pegku 6onectu cbrnacHo yn. 42 n 43 or Hapeaba Ne 16 ga ce
nssbpwsa ot H30K, a He OT eKkcnepTHUTE UeHTpoBe U OT nedyebHUTe 3aseaeHus,
KOUTO OCbLLECTBABAT AEWHOCT NO OTHOLIEHWE Ha NaLMEeHTU C peaku 3abonasaHua, e
obcbaaHo OT uneHoseTe Ha Komucuata no peaku 6Gonectn. Mpeasup
ropensnoXeHoTto, cnegsa KomucmAaTa A3 MHUUMMPA KbM  MUHUCTEPCTBO Ha
34paseonassaHeTo u3meHeHne Ha Hapegba N2 16 ¢ HanpaBeHOTO NpeaoKeHue 3a
npomAHa B NbTA Ha OTYeTHOCTTa. [lpU nONOXKUTEeNeH OT3UB OT CTpaHa Ha
MuHucTEpPCTBO Ha 34paBeonasBaHeTo, we 6baaT U3MCKaHU CTaHoBMLWaTa Ha HLIO3A
n H30K, cnep Koeto ga ce puHanusmnpa npomsaHata 8 Hapeaba Ne 16.

KomucuAata pewmn ga Hacpouu cnepsawoto cu 3aceganue Ha 1 gekemspu 2020 .
(BTOPHMUK).

C ToBa AHEeBHUAT pepg, be quep/nau.% 3acegaHueTo 6e 3aKpuTo.
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(ﬂpep,cen/aa’en Ha Komucuma no peaku 3abonasaHua)



