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®uodposna nucruiasus u cungpom Ha McCune-Albright (MaxkKron-Onbpaiir) :
CIHMCBK 3a IPOBEpKa (YEKJIUCT) 32 NOI3BaHE OT NAIMEHTH U JIEKapH

Happunuk ot mexxayHaponaus koncopuuym FD / MAS
(dubposna qucrnasus u cuaapom Ha McCune-Albright (MakKron-On6paiit)

®ubpozna aucrazus / cuaapom Ha McCune-Albright (FD / MAS) e psako U clIoxHO
3a00J1sBaHe, KOETO MOJKE J1a 3aCerHe KOCTUTE, KOXKara U €HJIOKpUHHATA CUCTEMA.

FD / MAS ce npuunHsBa OT IPOU3BOJIHA TeHETHYHA MyTanus. He ce yHaciensBa u He MOXe
Jla ce MpeaBa.

FD / MAS e TonkoBa psiiko 3a0oisBaHe, ye Bue win Bameto gere Moxe aa cte IbpBUST
yoBek ¢ FD / MAS, xoiiTo BammTe nekapu Hsikora ca jiekyBajau. ToBa 03HauaBa, ue T€ MOXeE J1a He ca
curypau aamm FD / MAS e npaBuiHara quarsosa wiM Kak Ja moMmorHar Ha Bac unu Bamero nere.

Knunnynara (auarHoctTuuHo-j1e4e0Ha) MbTeka € iceH Habop 0T MHCTPYKLUH, KouTo Bammmre
nexapu TpsiOBa aa ciensar. Ch31aeH € OT €KHIl OT Hail-1o0puTe MEAUIIMHCKH €KCIIEPTHU OT LIS CBSIT,
KOUTO ca JieKyBasiu croTuin nanueHT ¢ FD / MAS u ca ce yunnu ot onuTa cu Kak 1o Hail-noOpus
Ha4MH J1a ce rpwkart 3a nanuentu ¢ FD / MAS. Te3u onuTHU ekapH MyOJIMKyBaT TOBa PHKOBOICTBO
npe3 2018 r., 3am10TO KUCKAT Jja MOMOTHAT HA JIPYTH JIEKapH 10 CBeTa Ja pazbepar KOM TECTOBE U
neueHus TpsOBa Aa npennumar Ha naureHtu ¢ FD / MAS.

YacT oT KIMHUYHATA TbTEKA € Ta3U YeK-JINCTa (KOHTPOJICH CIMCHK) 33 MALMEHTH U POTUTEIH,
KOMTO J1a IOMOTHE NpH JUCKycuaTa ¢ Bamms nekap u 3apaseH ekun. Mckame 15 1a Bu nomorse na
IUTAaHUpATE MEIULMHCKATa IIOMOIIl U Ja CE BB3II0J3BaTE MAKCUMAJIHO OT IpeANUCcaHusITa Ha Bamms
nekap. KOHTpomHUAT ciMChbK UMa TPU YacTH:

Yacr 1. Bonpocu, kouro TpsiOBa 1a 3ajaaere 0oTHOCHO Bamara quaraosa

Yacr 2. Bnpocu, kouto TpsidOBa 1a 3ajajere, 3a 1a IJIaHUPaTe JIe4eHHETO
Yacr 3. Benpocu, koutro Bamusar jgexap moxe n1a Bu 3apane

He3zaBucumu npeBon Ha Ta3K YEK-JIMCTa MOKE J1a ca Ha PAa3MOIOKEHHE Ha JIPYTH e3UIi. Mo,
CBBpXKETE Ce C HAIlMOHAIHA WM MEXAYyHapoaHa acouuanus Ha namueHtu ¢ FD / MAS 3a noeue
uHpopMaIus.

Asociacion de Displasia Fibrosa, displasiafibrosa.es, Mcmanus
Associacdo McCune-Albright Brasil, masfd.blog, bpazumus
Acoumarmst MAS-FD, masfd.org, ®panmus
Cunnpom Ha EBpomnetickara acormaruss McCune-Albright (EAMAS), eamas.net, Mtamus
®onpanus ,,dubpo3na qucruiazus’, fibrousdysplasia.org, CALL
O6mecTBo 3a moakperna Ha pubpo3na aucruiasus, fdssuk.org.uk, BenmukoObpuranms
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Patiéntenvereniging Fibreuze Dysplasie, fibreuzedysplasie.eu, Xonanaus

1.Bbnpocu, cBbp3aHM ¢ MOSITA INATHO32
Kost yacT oT TS1J1I0TO MM € 3acergara ot 3a00J19BaHeTo?

3anuweTe OTrOBOPUTE TYK.

3alLo ToBa e BaXKHO?

FD 06MKHOBEHO NPUCHCTBA OT MOMEHTA, B KOMTO cTe
ce poaunu, a KOCTHOTO 3acAraHe 06MKHOBEHO ce
BM)KAA NPY CKAHUPAHE Ha KOCTUTe A0 5-roguiiHa
Bb3pacT. MoKe fa ce NosABU B MOYTU BCAKA KOCT B
TANOTO, HO OBMKHOBEHO Ce NOsABABA B [N1aBaTa,
KpakaTa u pebpata. Cowata myTauma, KOATO
npuynHaAsa FD B KOCTTa, MOXKe Aa ce Nosasu 1 B
KoXaTa, eHAOKPMHHATa cMcTemMa (XKnesute B TANOTO
BM, KOUTO NPOU3BEKAAT XOPMOHM) U APYIWN OPraHu,
TaKa Ye e BaXKHO A NpoBepuTe Aanun Te3n 4actu oT
TANIOTO BM CbLLO Ca 3acerHaTu.

HMmam Jim HY:K1a OT NOBe4Ye TeCcToBe, 32 1a pa3depa Ja/M APYrd YacTH HA TSJIOTO ca

3acerHaru?

U3cneasaHuA Ha
KPbB M YPWHa 33
TbpCceHe Ha nNpob-
NIeMU C MouTe:
‘ANYHULM -TEC-
TUCK LLUTOBUAHA
Xnesa

‘pacTexeH xop-
MOH ‘Haa6b6-
peyHa Knesa

- HUBa Ha pocda-
THTE

-CneunanmnsmpaH 3allo ToBa € BaXKHO?
CKPMHUHT HA 3peHNETO
-CKPMHUHT Ha cayxa BcuYKKM TE3M TECTOBE MOraT
-AapeHo / n3oTonHo [ NOMOrHaT ga ce
KOCTHO CKaHupaHe - KT YCTaHOBM Kou 061acTh Ha
-AMP TANIOTO BM Ca 3aCerHaTm ot
-YNTpa3ByKoBO 60/1eCcTTa U KOJIKO
CKaHWpaHe Ha CEepUo3Ho.
LWWTOBMAHATA KAe3a
-YNTpa3ByKoOBO HAKoun oT Te3un Tectose
CKaHMpaHe Ha TecTucute MOraT 4a OTKPUAT
-TecTtoBe 3a u3cnegBaHe XOpMOHaneH gucbanaHc,
Ha NaHKpeaca KOMTO MOXKE A3 B/IOLLM
-TecTtoBe 32 CTOMALLHO- KOCTHOTO BM 3abonsBaHe,
YpPEBHMA TPAKT QKO He ce niekyBaT
nNpaBwWJ/HO.

Kou pe3yiTatu OT TECTOBCTC MU Ca HOPMAJIHU U KOU HE?

3anuiiere PE3YITATUTEC CU TYK.

KaxbB tun ¢pubposna aucnnazus umam?

3acAra Camo efHa 4acT OT CKefleTa My
Monnocto3Ha ¢nbpo3Ha ancnnasma - bonectrta mu

MoHocToTU4Ha ¢pnbpo3sHa gucnnasma - bonectta mu 3alLo TOBa e BaXKHO?

3acsra NoBeYye OT eZiHa YacT OT CKe/sieTa MU 3a ga umaTe NpPaBUIHO MeANLNHCKO
Cunapom Ha McCune-Albright - moeTo 3abonsABaHe HabnogeHne n ga nonyyute
3acAra noBeye OT eAMH OpraH: npaBuUIHUA BUA NedeHune, Brue un

- Koct (1) BawwuAT nekap TpabBa ga 3HaeTe

KakbB Tun FD nmare.
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- KoxXa, npuumHABaKK ,poannHu netHa” u / nam
obes3uBeTsABaHe HA KOXKaTa, KOMTO MOHAKOra ce
Hapwuyar café-au-lait neTHa

- EHOOKPUHHA cncTemMa, goBexaalla Ao
HeobuyaliHM HMBA Ha XOPMOHUTE

- Myckynu - o6pasyBaT ce ynnbTHeHUA. Hapuya ce
CuHapom Ha Mazabraud (Ma3sabpaya).

Kak mu 0emne mocrasena nmarmosara?

PeHTreHorpadusa

[eHeTU4YHU TecToBe

Apyrv aHanusn

CKaHMpaHe Ha KOCTUte

HanpaseHn nscneasaHma:

KT-komnioTbpHa Tomorpadus

Kp'bBHM dHan3n, KOUTO Aa YCTAHOBAT

XOPMOHAIHU UAK ApYyrn npobaemu

Buoncus - npoba oT TbKaH

3alLo ToBa e BaXKHO?
AKo Bu gnarHoctmpat moHoctoTnyHa FD, BaxHO e
Ja 3HaeTe, Yye MMa MHOTro 3a601ABaHUA, KOUTO
MOraT Aa U3rneXaaT Kato MOHOCTOTUYHa FD, Ho
MMaT pPasINYHO NeveHue. YBepeTe ce, Ye Bawmar
PEHTFEHONOr U APYTY NEKAPU U3KAKOYBAT TE3U
Apyrn 3abonssaHua. Te morat ga Bu npeanoxkar
reHeTU4YHN TecToBe oT buoncum. Tesm TectoBe
moraT Aaa 6baaT nosie3Hn, HO e BaXKHO Aa 3HaeTe,
ye oopu xopata ¢ FD morat ga MmaTt oTpuLaTENHMU
pesynTaTu.

AKo Bu gmnarHoctupat KpaHnodaumanHa unm
noanocTtosHa FD, e Ba)kHO ga nposepuTte 3a
XOPMOHanHM npobnemu, 3a Aa NOTBbPAUTE, Ye
HAMaTe cMHapom Ha McCune-Albright.

2.Bbnpocu 3a IUIaHMPaHe HA JIeYeHHeTo
Mora 51 1a ojTy4a KOIHe ¢ pe3ylTaTuTe OT U3CaeIBaHUATA (KPbBHU aHAIN3H, PEHTTEHOBU CHUMKH,
KT, sIMP), 3a na ru 3ana3s?
3amo ToBa € BaxxHO? C TeueHue Ha BPEMETO BEPOSATHO I1I€ MOCETUTE PA3JIUYHU JIEKAPU U BCEKH OT

TAX MOXE Jla c€ HYXJae OT JOCTbII A0 IbiaHuTe Bu 3anucu, 3a na Bu nomorne. BaxHo € ga ce
oTOEJIe)KH, Y€ MHOTrO OOJHHMIM W KIMHUKHM YHUIIO)KaBaT MEAMIMHCKUTE 3alllCH, BKIIOYUTEITHO
pe3yATatuTe OT TECTOBETE, PEHTT€HOBUTE CHUMKH, ciie/l HSAKOJIKO roauHu. JloOpe e ga umare
pe3epBeH HaOOp OT KOMMsI Ha BCUYKK Baimm mMenuuuHCKY pe3ynrTaTd. 3arovyHeTe Aa TW chOupare

BEOaHara.

Kak 11ie ce HabmoaBa u jekyBa Mosita (pudpo3Ha auciasus / cuaapom vHa McCune-Albright?

Kaksu cbBeTH 3a
HaYMHa Ha }KUBOT
MOXKeTe Aa
pagerve’?

Kaksu Bnpose
ynpaxHeHuAa morat
na 6baar
6e3onacHu uam
Nosie3Hn?

AKO UMam 60nKM B
KOCTUTE, KaKBO
TpAbBa aa ce
onuTam ga
Hanpass, 3a Aa ce
CnpaBsA € Tasu
6onka?

- bes nekapcrtBa?
- NpenopbyntenHum
MeAUKAMEHTW?

Umam nn HyKaa
OT /leyeHune ¢
dochaTtun?

P-11 Ha nenTbpa: npod. 1-p Buosera Morosa, am, an
Ten: +359 52/978602; daxc:+359 52/302889
e-mail:vecred1@gmail.com; www.svetamarina.com


mailto:vecred1@gmail.bg
http://www.svetamarina.com/

Tpabsa nn ga
npuemam
onpeaeneHun
no6aBKn?

Tpabea nn aa
nonyya
ncuMxosnorvyecka
noaKpena 3a
6onkuTe n / nnu
npobnemuTte oT
ncmMxocoumaneH
XapaKkTtep?

3a1o ToBa € BaXXHO?

Heobxoguma nn e
onepauna? Kak
Aa pasbepa Kora
onepaumATa e no-
[06bp BapuaHT oT
,M34aKkanTe n
BUIKTE?

Brrnpeku ue HIMa U3BECTHHU JICUCHHS 3a CIIMPAaHE WM 0OpbInaHe Ha pactexa Ha FD, uma crenkwy,
KOUTO MOJKETE Jla IpeArpueMere, 3a Aa MpeJoTBpaTuTe (QpakTypH, Jla OcTaHeTe MOOWIIHM, Ja
JeKyBare OoJsikata, Ja MOJAbp)KaTe HUBAaTa Ha XOPMOHHUTE cH moj koHTpoia u FD na He Bu
OrpaHuYaBa B €XKECIHEBHUTE IEUHOCTH.

Konko gecto TpH6Ba Ja X041 Ha KOHTPOJIHU NPETIICAN U J1d ITOBTApAM BCUYKU TCCTOBC, KOUTO BEUYC

CbM IpaBui?

3anuweTte OTrOBOpPUTE TYK.

3alLo ToBa e BaXKHO?

padmKbT BM Ha nocelLeHns 1 TeCcToBe Lie 3aBUCK
OT MHOTO Hela: Bb3pacTtTa Bu, kakbs TN FD umarte,
MeCTononoXeHneto Ha FD, pasmepa Ha FD, Kou
OopraHu, pasMYHU OT KOCTUTE, Ca 3acerHatm wu
pe3yntaTuTe OT NbpBMA Bn Habop OT XOPMOHANHM U
Apyru Tectose.

Tp}I6Ba JIKX Ja IoccuiaBaM Jpyru CHCI_II/IaJ'II/ICTI/I?

MNegnatop
EHpOKpUHONOT
Pesmatonor optonep,
CnuHaneH xupypr
KpaHunodauunaneH
xupypr
OdTanmonor nnm Hespo-
odTanmonor

JlvueBo-yentocTeH xmpypr
Ywwu Hoc rbpno (YHT)
nekap (OTtonapwuHrosnor)
Cromatonor
Hespoxunpypr
®dunsnoTtepanesT
MNcnxonor

Cneunanuct no 6oaku
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KaxBa nndopmarust Moxkere 1a MU J1ajieTe, 3a Ja MU TIOMOTHETE JIa HalpaBsl Hali-100pus u300p 3a

JIEUEeHHETO cu?

Uma nu
nucmeHa
nHdopmauyma,
KOATO mora Ja
Hameps 3a
FD/MAS Ha
[OCTbMNEH e3UK,
3a Ja mora aa
Hay4a noseye
3a
3abonABaHeTo?

C KOA HaUMOHaNHA UK
MeXAyHapoAHa rpyna
naumeHTn Tpabea aa ce
CBbP’Ka, KaTo
doHpauma 3a FD,
ObwecTBO 3a NoAKpena
Ha FD
BennkobputaHums,
Associazione Europea
amici della Sindrome di
McCune-Albright nnu
Patiéntenvereniging
Fibreuze Dysplasie?

NUma nn HoBu
KAUHUYECKN
nscneaBaHuA, Kbm
KOMTO Mora ga ce
NPUCHELUHA?

Nma nn meanumMHCKN
LEHTbP, B KOMTO Aa
nosly4ya rpMMKKM OT eKun ot
NleKapu, KouTo ca
NIeKyBa/In MHOro
naumeHTn c dnbposHa
ancnnasua / cMHAPOM Ha
McCune-Albright u umar
MHOTO OMUT C NaLUEHTH
KaTo MeH?

3.B'I)l'lp0CI/I, KOUTO MOAT JIEKAp MOKE 1a MU 3aJ1ai€

Moske 1a ce HaoXxu Bammst nekap aa cp0epe JombIHUTETHAa HHpOpMAaIus, 3a 1a pa3depe B KakBa
crerieH FD / MAS Bu e 3acernai.

BaxxHo e na ce orOenexu, 4ye CIuChbKbT MO-A01y € MHOTO 33bJI004YEH, KOETO 03HauaBa, € BEPOSITHO
HUKOTa HsMa J1a U3[UTaTe MHOTO OT CHMIITOMUTE B HETO.

Hanpumep, ako ennHCcTBEHOTO MACTO B Ts10TO B, kbaero umare FD, e B kpaka Bu, Torasa He 61
6uino Bp3MoxHO FD na npuunnu npoGieM cbe ciyxa u 3peHueTo Bu.

CHnuchKbT M0-/10J1y € MPOCTO HA4YMH J1a 3alI0YHETE /1a MUCIIUTE KaKBU CUMIITOMH (2KO MMa TaKHUBa)
uMare, 3a JJa MOXKeTe 3aeJlHO ¢ Balius MeIUIMHCKU €KHI J1a ONpeAesuTe Hal-700pus HauuH 3a

JICUCHUC.

B kakBa crenen FD / MAS Bu e 3acernan?

Mo KakBu HaumHW FD / MAS BanaaT Ha Bawwure
B3aMMOOTHOLLIEHUA :

-Ha paboTta nau B yumnuuie

-CbC CEMENCTBOTO U NpuaTenuTe

-Bawma ctaHOapT 3a LANOCTHO 34paBe U LWwacTue
-CamouyscTtBUME

-CnocobHocTTa Bu aa ce obaunuate, nepete, cnute
n apete (Bawarta camoaocTaTb4yHOCT)

-UmaTe N1 3anmcK Kak cTe pacb(a) Ha BUCOUYMHA?
-Pactaxte an HopmanHo / Pactete aM HopmanHo?
-Ha KakBa Bb3pacT AOCTUrHaxTe nybepTeT?

-Yynuam nu cte KocTn? AKO e Taka KoM KOCTU U
Kora.

-Moxete nu aa xoaute 6e3 3aTpygHeHune?

-Umate nm 6onKa, aMcKOMbOpPT NN N3TPBNBaHE B
KOCTUTE AN cTaBuTe? AKO OTFOBOP®T € A3, TOrasa

3aL0 TOBa € BaXKHO?

EAVMHCTBEHUAT HAYMH, NO KOMTO BawmaT
NeKap we pasbepe KaKBo CTe NpexuBenm
M KaKBO NMPEXMBABATE, € aKO My KarkeTe
WU NoKaxkeTe. ToBa e NbpBaTa CTbIKa
KbM MoJiydaBaHe Ha NOMOLL,.

Hanpumep, 6bp3mAT pactexk Kato gete
WM paHHO AOCTUraHe Ha nybepTeTa MmorKe
A ca ACHM NpU3HaLUM, Ye MMaTe CUHAPOM
Ha McCune-Albright n morke aa ce Hanoxu
OOMbAHUTENHO NeYEHNE NN
HaboaeHume.

CyyneHu KocTun, 3aTpyAHEHO XOAEHE,
60/1Ka, npobaemu cbe 3bO6UTE NN
yBpeXKaaHe Ha 3peHuneTo / cnyxa morat ga
6baaT npusHaum Ha FD B Tasu YacT Ha
TA010TO By nam ye FD, 3a KOATO € M3BECTHO,
Yye ce HAMMpa B Ta3M YacT Ha TANoTo By, ce
Hy>K4ae OT AOMbJAHUTENHO IEYEHME.
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KOra e 3ano4Hana, KakBo Bu nomara ga a cnpete n | Mpobaemute cbe 3b6MTE MOXKe Aa ca
KaKBW Ie4EHUA CTe ONUTBAJIN. npusHak Ha FD B yentoctTa. opu ga
HAamaTe FD B yentoctra, aHamHe3sa 3a
noAobHM Npobiemm MoXKe CbLOo Aa ca
PUCK 33 APYrn YCAOXKHEHMA.

-UmaTte M aHamHe3sa 3a npobaemu cbe 3boUTE
nan onepaumn?

-UmaTte nm npobaemu cbe 3peHUETO UK Cayxa?

-KaKBu nekapcTBa npuemare cera M KakBo CTe
npuemanu B MMHaNoTo?

-UmaTte M aHamHe3a 3a XopMoHaneH gucbanaHc?
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