'\ European
M Reference
oo’ Network

for rare or low prevalence
complex diseases

i* Network
Endocrine Conditions
(Endo-ERN)

ExcriepTeH HEeHTHp 0 PeIKH €HIOKPHHHU OOIeCTH
YMBAIJI "Cs. Mapuna" EAJ], Bapna
Expert Center of Rare Endokrine Diseases
UMHAT "Sv. Marina"- Varna

MartepuanuTte ca U3roTBeHH C T00e3HOTO chaeiicTBue Ha [IPWSO (www.ipwso.org)

OpajiHa XxMrueHa npu Jena 1 BbpacTHH ¢bC cuHapom Ha [Ipagep-Buiu.

C romuHuTE € 3aTBBPACHO, 4e MalueHTHTe cbc cuHapoM Ha [lpamep-Bunm umar HapymieHo
CJIIOHOOT/IEJISIHE, KOETO BOAM 10 OOpa3yBaHE Ha KapHecH, 3aryda Ha eMaill u ,,M3HOCBaHE Ha
3pouTe.Hactosum npoydyBanust kato ,,CIIOHOOTIENSIHE W OpajlHU HapyLIeHHs] NMPU CHUHIPOM Ha
[Tpanep-Bunn™ (Salivary Flow and Oral Abnormalities in Prader-Willy syndrome), kakro u ,,[exxko
3p0HO M3HOCBaHE Mpu cuHApoM Ha [Ipaxep-Bunm — mpoyuBane Tun ciydaii-koHtposa” (Severe
Tooth Wear in Prader-Willi syndrome. A Case-control Study), nposeneno B Cuiisc, Hopn rapasH,
Ecnenna u [lopxayr (2010 u 2012) ot Ocno, HopBerus npoabikaBaT Ja MOAKPENAT U BaTUAUPAT
te3u TBbpAcHUSA. Cpemaiiku ce ¢ mnauuedture ¢ Ilpapep-Bumu, ce wusmpaBsiMe mpen
MPEIU3BUKATEICTBOTO KaKbB BHJI MPEBEHIMS Ja C€ MpeanpueMe WU Kak Ja ce CIpaBiMe C Te3U
npo0eMu, ako Be4e ca Bb3HUKHAJIHM TaKUBA.

EPO3U1SI HA EMAWJIA e u3ThHsBaHe Ha NPE/Ia3Hus CJIOi Ha 30uTe (eMaiin).

[Ipu u3THHSABaHE HA eMaiiia 10 MOBBPXHOCTTA HA 3bOUTE CE OTBAPSAT MUKPOCKOITMYHYU KaHATICTa
U cTaBar ys3BUMHU. [loBeueTO XOpa ¢ TakbB MPOOJIEM UMAT OIUIAKBAHUS OT OOJKA U JUCKOMQOPT.
[ManmenTure ¢ [Ipagep-Bunm uMat HapymieH ycet 3a 0oika, Mopaar KOSTO MOJA00HH OTUIAKBAHUS
MOrar ¥ Jia He ca HaJIHIIe.

Haii-yectn npuunnm:

1. HapymieHo citoHOOTACIISIHE.

2. Xpana, Oorara Ha 3aXapy U KHUCEJIUHHU;.
[Ipumepn 3a XpaHW W HANMUTKH C BHCOKAa KHCETMHHOCT: OE€3aJKOXOJHHU, CIOPTHU HAIUTKH,
IUTOJIOBH COKOBA, JIMMOHA/A, Kade, AOMaTH, Aroau (JIMMOHEHA KHceluHa, ¢pocopHa KucCelnHa,
acKOpOMHOBA KHCEJIMHA Ca ChbCTABKUTE, 32 KOUTO TPAOBa J1a C€ CIEIU B ChABPKAHUETO).

3. ,,CKkbpIiane cbe 3601,

4. 3abomnsBaHMs KaTo racTpo-e3odareaneH pedurykc.

5. JlekapcTBa — acCIUpUH, aHTUXUCTAMUHH U HIKOW BUTAMUHHU.

[IpeBennus:
1. Tluiite Boma. Orpanudere OE3aJKOXOJHUTE M CIIOPTHUTE HAHUTKH, COKOBETE M Kadero.
Paspexnaiite COKOBETE ChC BOAA.
2. ITlpomuBaiiTe ycTaTta ¢ BOJa WJIM MUNTE 3bOUTE CIIENl MUEHE WU SIICHE HAa XpaHU C BHCOKA
KHCEJIMHHOCT.
3. OrtmnuBaiiTe U NMpenTpianTe ObP30 TEYHOCTHUTE, O€3 /1a TH 3abpKaTe B yCTHATa KyXHHA 3a
JUBJITO BPEME.
4. He nuiite U HE SHKTE JOMBJIHUTEITHU XPaHU U HAIIUTKU CJIEH BEYepsl.
M3non3BaiiTe KICUKH M KOHITU 32 30H.
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EPO3USI HA EMAIJIA e u3rhHsIBaHe Ha IPEANA3HUS CIIOM Ha 360uTe (eMailn).

[Ipu u3THHSBaHE HA eMaiiyia 10 MOBBPXHOCTTA HA 3bOUTE CE OTBAPSAT MUKPOCKOIMMYHHU KaHATIETa
u craBar ysa3BUMH. [loBeueTo xopa ¢ TakbB MpobiIeM UMaT OIUIaKBaHUS OT OOJIKa U AUCKOMQOPT.
[ManmenTure ¢ [Ipagep-Bunm umar HapymieH ycet 3a 00oika, Mopaar KOeTO MOJA00HH OTUIAKBAHUS
MOTarT U Ja HE ca HaJIMLE.

6. MuiiTe 3p0UTE CH ¢ MacTH 3a 30HM, oborarenu ¢ ¢uyop. He mormpiraiite ot macrara 3a
3501 (TpEeKaJeHOTO KOJIMUYecTBO (Iyop MoXe Jna mnpuumHa 3b0Ha ¢uryoposa. Tosa
ChCTOSIHME C€ cpellla Mpu Jera U MOoXe Ja JoBene 10 nedekTd B emailia Ha 3poure.
[ornpiraneTo Ha ToJeMM KOJIMUYECTBA (PIyOpHIM MOXE Ja ObJe TOKCUYHO M Ja MPUUUHU
rajieHe, kopemMHa 0oska ¥ oBpbIane. ToBa MOXe /1a ocTaHe He3a0ens3aHo NMPHU NalueHTH
c [Ipanep-Bunm).

7. TlocemiaBaiiTe pemoOBHO CBOsI 3b0OJIEKAp W TOYMCTBAMTE 3bOHATA IJIaka - HAa BCEKU 6
Mecelna.

8. PasroBapsiiTe chc CBOS 3p0ONEKap 3a €XETHEBHH NMPOMHUBKH Ha ycTaTa ¢ BOJAA 3a YCTa,
oOorareHa ¢ ¢uyop kato npodunakruka Ha kapuecu. (He normbmiaiite!).

9. Koucynrtupaiite ce ¢ BamMs CTOMAaTOJOr 3a MOCTaBSHE HAa CWJIAHTU (YIUTBTHUTENH) 3a
JON'BJIHUTEITHA 3aIHUTA.

Jleuenmue:
1. Benuwxk HapylleH, eMailTbT HE MOXe Ja ObJe Bb3CTaHOBEH. JleueHueTo Ha 3arybara Ha
3p0€H eMaiyl 3aBUCH OT MOJIeKaIaTa MpUInHa.
2. Axo npu manueHnt cbc cuuapoM Ha [Ipagep-Bunm ce ycraHoBu 3aryda Ha 3b0€H eMaiin, e
HEOOXOAMMO J1a C€ HAIPaBAT M3CJICABAHMS C 1€ U3SCHIABAHE HA ChCTOSTHUETO (MOXKE Ja ce
HAJIOXH CIIa3BaHE Ha CTElHalHa AUeTa U MPUeM Ha METUKAMEHTH )

"CxbpraHe cbhC 350U MU OPYKCH3BM € CBHCTOSHHE, KOETO C€ Cpellla Hai-decTo IMpe3 HOIITA.
Korato ToBa ce ciyyBa MOCTOSHHO WMJIM IPEKAJIEHO Y4eCTO, 3bOMTE MOrar Jia ce yBpeIsT U Ja ce
NOSIBAT JOIBJIHUTEIHHN YCJIOKEHUsS, CBbP3aHU C LisjaTa yCTHa KyxuHa. ChCTOSIHHMETO ce cpelia
KaKTO IIPU JIe1a, TaKa U IIPU Bb3pacTHU CbC cUHAPOM Ha [Ipanep-Bunm.

[Ipuuunu:
1. HeusBectHu.
2. CrpechT WM HEMpaBUIIHATA 3aXalka YeCTO JOMPUHACAT 32 TOBA.
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