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Pernctopsbt I-DSD
(MHdbopmauusa 3a Bb3pacTHU M 1OHOLWM HaA 14 roguwiHa Bb3pacT)

KakBo npeactaBnaBa I-DSD PeructopbTt?

I-DSD npeacTtaBnsiBa MexayHapo4eH permcTbp 3a HapyLleHusiTa Ha NonoBOTO pa3sutue. NMonoBoTo passutre e
MHOrO CMOXeH NpoLec U Bapuaunm n pasnuyns B ToBa pasBuTne MoraT Aa AoBeaart Ao rpyna oT pefiku CbCTOSAHUSA,
KouTOo ca obeamHeHn nog o6LoTo Ha3BaHUe pa3cTponcTaa Ha nonoBoTo pa3sutne (Disorders of Sex Development
- DSD). NoHskora egHo U CbLLO CbCTOsIHME MOXe Aa Obae npobnemMHO caMo 3a eguHUSA NoM, HE U 3a Opyrus.
Hanpumep, BpogeHata HagbbOpeyHa xunepnnasvs nNpyM MOMYEeTa M MbXe He € CBbp3aHa C HapylleHusl Ha
nonoBoTO pa3suTue. BawmaT nekysally nekap, npegoctassiy, Bu tasu uHpopmaums n otbenssaH B kpas Ha Tasu
OpoLypa, e peructpupan nonssaten Ha [-DSD peructbpa. PernctepbT Nnpeactesngsa meguumHcka 6asa gaHHu 1
CbObpXa pa3nuyHa 3gpaBHa uHdopmauums. B gHewHo Bpeme nogo6Hn Pernctpum ce nanonasaT OT MHOIO fiekapu
N y4eHW, 3a N3BbpPLUBAHE Ha NPOYy4YBaHNS OTHOCHO TakuBa peakn 6onecTy n CbCTOAHMSA, KaTo pa3cTponcTBaTa Ha
MonoBOTO pa3BuTHE.

KakBa e yenta Ha I-DSD Perncrsbpa?

PernctbpbT cbXxpaHsiBa MO CUTypPeH HaYMH pasnuyHa nHopMaLms 3a HAKOM OT 3acerHatute nuua. Bue moxete
Oa nomonute Bawwmsa nekap ga Bu nokaxe kakbB BUA MHGoOpMaLms ce cbxpaHsasa. Llenta Ha peructbpa e ga ce
crnofensi Tasnm MHopMaLma Mexay perucTpupaHutTe nonssarteny. Tosa Lie NMO3BOMM Ha fNiekapu U y4eHu OT udan
CBAT Oa HaTpynaT MO3HaHUSA 1M ONUT K Aa NpoBexaaT Npoy4YBaHMs Ha peakute 6onectn u cbetosHMA. ToBa e
aosene 00 nogobpsABaHe KakTo Ha 3HaHMSTA HY 3a Te3M CbCTOSHWSA, Taka U Ha noraraHuTe rpykuK 3a 3acerHatuTe
Jeua 1 Bb3pacTHW.

3awo ce o6pbLaTe KbM MeH?

Bawwmart nekysaw, nekap, otbenssaH B kpas Ha Ta3u 6powypa v npegoctassw, Bu Tasm mHdopmauus, e
pernctpupaH nonssaten Ha |-DSD peructbpa. PeructbpbT € OTBOpPEH 3a BCUYKM Aeua M Bb3pacTHU, KOUTO ca
poAeHN CbC CbCTOSHUE, 3acsrallo MofoBOTO Pas’BUTUE U U3NCKBALLO MEOULMHCKA UMM XUPYPrUdHWU rpuxun. B
OOMbITHEHUE, TOWN CbLLO € OTBOPEH 3a BCUYKM [eLla U Bb3pacTHU, KOUTO HAMAT HapyLLEHMS Ha NONOBOTO pa3BuTue,
HO Ca pogeHM CbC CbLCTOSTHUE, KOETO MOXE [a 3acerHe NonoBMTE XOPMOHMW. AKO 3acerHaToTo nmue e nog 14 roa.
Bb3pacT Ta3n NMCTOBKa Ce MnpepocTaBa Ha poauTenute. [NogobHa nucTtoBka, HO He TomkoBa nogpobHa ce
npepocTassa U Ha Aeuarta noA 14 rof. Bb3pacT. Korato NnueTo HaBbpLun 16 roAnHN, HUE Le ce CBBbPXEM OTHOBO
C Hero, 3a Aa NpoBepuM Janu xenae fa ocTaHe 4YacT OT perucrbpa.

MoeTo 3acerHaTo AeTte € BCce oLWe Manko - Kak fia 3HaMm Aanuv To ucka ga yyactesa?

lMoHskora e TpyoHO Oa B3eMmeTe pelleHne OT umeto Ha Baweto gete. Becska uHdopmaunss moxe ga 6bae
npemaxHarta oT permctbpa oT Bac nnm ot BaweTo gete. He e Heobxoanmo BaweTo gete aa Hasbpum 16 roanHun,
3a Ja obcbauTe perncrTbpa C Hero - ToBa MOXe [ia CTaHe U No-paHo.

TpabBa nu 3agbIKUTENHO Aa B3ema y4yactue?

He. Ako He nonbnHUTE npukayveHns copmynap, BawuvaTt nekap we npeanonoxu, ye Bue He xenaete
nHdpopmaumaTa 3a Bawwna cnyvan ga 6bae cnogeneHa B perncrbpa. JleyeHneto Ha BaweTto cbcTosiHMe unm Ha
cbCcTOsIHMETO Ha BaweTo gete, HMa Aa 6bae NoBnMsAHO OT BaweTo pelueHue.

Axo B3ema yyacTue, KakBO Lue ce Crly4u, Korato niHcpopmauunaTa 6bae BnucaHa B Peructopa?
MonseaTtenute Ha I-DSD Peructbpa HAMa fa nmaTt Bb3MOXHOCT Aa ce cBbpxaT ¢ Bac, 3awoTto nveHata Bu,
afpechbT, faTarta Ha paxaaHe U DONMHUYHUAT HOMep HsAMa fa 6baat BnucaHn. Camo BawmaTt nekysaly nekap e
MOXe [Jda CBbpxe wuHdopMauuaTa B Peructbpa ¢ OGONHWYHUTE [aHHW. HukoW Opyr HAMa da Moxe Aa
naeHtTuduumpa xopata BnmcaHm B Peructbpa, gopu 1 cb3gatenute my. BawmaT nekyeal nekap e BbBexaa
MHdopMaLnsa OTHOCHO nNpoBeaeHnTe Bu nscneasaHus. 3anoMHeTe, Ye BUHarM MoxeTte ga nonutarte Bawwusa nekap
OTHOCHO Hanun4yHaTa MHdopmauusa 3a Bac. Ako nsbepete ga ce BkounTe B Pernctbpa, Bue we moxete ga
BMANTE COBCTBEHMTE CM J@HHU OLLle B MOMEHTA Ha BbBEXAAHETO VM.

Medical
Research

MRC Council

I-DSD Registry Information sheet adult v4.0 Page 1/3 01/01/15



&

I-DSD
Registry

UHdopmaumaTa we 6bae cbxpaHaBaHa 3a nepuog ot 30 rogmHu n B 6baele BawmvaT nekap we moxe ga ce
cBbpXe ¢ Bac 3a HOBM Npoy4BaHusi, KOUTo ca ogobpern ot M3cnegosaternckata ETnyHa Komucus. Hskom ot Teau
npoy4YBaHNsl MoraT Aa BKIoYBaT AOMbIIHUTENHN U3CNeABaHUS UM HTEPBIOMpaHe nuue B nuue. Te we Bun 6baat
passicHeHu nogpobHo oT Bawwmsa nekysauy, nekap, kato Bue unu BaweTo gete HaAMa ga 6baeTte 3agbikeHn aa
yyacTtBaTte. AKO MMa npegBapuTenHo cbbpaHn n CbxpaHsiBaHW Npobu, Te HMa Aa ce 1U3non3BaT 3a U3crnenBaHus,
6e3 ogobpeHneTo Ha Macnepoeartenckarta ETnyHa Komucus.

KakBo e ce cnyuu ¢ nH¢popmauusTa, cbopaHa B peructbpa?
e CbbpaHaTa MHOpPMaLUA MOXe Ja ce M3Non3Ba B HACTOALM Unn 6bAeLm Npoy4YBaHus.
e Pesyntatute OT npoydBaHusATa we O6baaTt nybnukyBaHM B MeOWMLMHCKM ChMcaHus, 3a ga morat
crneumanucTv 1 nauneHTn OT LUan CBAT Aa umaT nonsa oT TaX.
e VHdopMauuaTa e no3Bonm cb3gaBaHe Ha KOHTAKTU Mexdy CneumanucTu oT Usn CBSAT, KOUTO ce
rpykar 3a xopa ¢ Nnogo6HN CbCTOSHUS.

LLle 6bae nu cnaseHa KoHUAeHUMANHOCTTa Ha MHopmaumaTa?

BaweTo n/vnn Ha BaweTo geTe yyactme e CTPUKTHO KOHMAEHUMANHO 1 uanaTta nHdopMauus npemmHasa npes
curypeH codptyep. Tbi Kato PernctbpbT cbabpxa nHdopmaums oT MHoro 6onHuum, cuctemaTa € 3awmuteHa ¢
napona u camo Te3n, KOUTO AMPEKTHO ce 3aHumaBaT ¢ Perncrbpa nmar npaso Ha goctbn. Mons, 3anomHeTe, 4ye
PervctbpbT He cbabpxa MHOPMaLUsa OTHOCHO MMEHa, agpecu, poxaeHHU gatu n 6onHuyHM Homepa. Mopagu
TOBa TOW € No-CUrypeH gopu ot 6onHuyHaTa 6asa gaHHu.

KakBu ca Bb3MOXHUTe HegocTaTbLUU U puckKkoBe Ha PeI'VICT'bpa?
3a cera He ca M3BECTHU HegocTaTbLM Ha PerMCpra. KakTo Gelle oTbenssaHo no-paHo, BaweTo cbrnacue ga
O6boeTe BNUCaHU B perncrtbpa, He Bu 3agbnkaBa na B3eMeTe y4yacTtne B npoy4yBaHUA.

KakBu ca Bb3mMoXxHuUTe nonsu ot Pernctbpa?
PervctbpbT e cb3gageH, 3a Aa MOMOMHE Ha yYeHU 1 fiekapu Aa nogobpaTt 3HaHudATa cv 3a DSD u ga ocurypat
Han-go0pu rPUXKKN Ha 3acerHatuTe geua U Bb3pacTHU.

Mora nu ga umam gocTsbN A0 MOUTE JAHHU?

[Ja. Bune Moxe ga cu ocurypuTe OoOCTbN 4pe3 Balwums nekap, KOMTO BbBEXAA OaHHWUTE M Ja BUAUTE 4YacT oT
nHcpopmaumsita B Pernctbpa. Ako xenaete ga npomeHute nHdopmauusita unu ga pasbepete noseye, Mons,
obbpHeTe ce kbM Bawusa nekap.

AKO NpoMeHs pelueHneTo CU, MMaM OMNnJlakBaHe UIn NcKkam obpaTHa Bpb3Ka, KbM KOro aa ce oobpHa?
Ako nckaTte ga npemaxHete gaHHuTe 3a Bac ot I-DSD Peructbpa, MoxeTe fa ce CBbpXKEeTe Ypes3 NocoyeHuTe B
Kpasi Ha bpolwlypaTta agpecu. AKO MaTe onnakBaHus, CBbp3aHu C OTHOLLEHNETO KbM Bac nnm ¢ BaweTto neyeHne
MOXeTe Aa nogagerte xanba cbrnacHo NpueTuTe fokanHu npouenypy. BawmvaTt nekyeauw, nekap wnv Bawwmar
nun4yeH nekap 6uxa mornu ga Bu nocbBeTBaT Kak Aa cTtaHe ToBa. OCBEH TOBa, MOXe AUPEKTHO [a Ce CBbpXeTe C
I-DSD Peructbpa 4pe3 agpeca fafeH B kpasi Ha Tasu Opowypa. OT Peructbpa ca rotoBu ga 4vysart Baweto
MHEHMe, Taka Ye ce YyBCTBanTe CBOOOAHM Aa ce 0ObpHETE KbM TSAX C BCSAKAKBU KOMEHTapMW.

Kown cnegu aktnBHoctTa B DSD mMpexata n Pernctbpa?

BbBe BennkobpuTtaHust ToBa ce ocbluecTBsiBa OT bputaHckoTo OpyxecTtBo no [detcka EHgokpuHonorus u Quabet
(BSPED) n OpyxectBoto No EHgokpuHOnormsa. PerMcTepbT CbLO € NpoBepeH M ogobpeH oT HaumoHanHata
Cnyxb6a 3a HayyHa ETvka BbB Benukobputanus. EBponerickoto OpyxectBo no detcka EHgokpuHonorusa (ESPE)
n 7-ma PamkoBa [lNporpama Ha EC cbuwo ca opobpunu Peructbpa. BvB BenukobpuTtaHusi ca npoBefeHu
KOHCynTauum n ¢ naumeHtckn rpynu, kato CLIMB CAH support group, AlS Support Group n dsdfamiles.org.
JonbrnHuTenHa nHopmaums 3a Tesn rpynu Moxe aa ce Hamepu Ha www.i-dsd.org.
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Kon domHaHcupa I-DSD Pernctsopa?
B mMuHanoto pernctbpsT € 6un mHaHcupaH ot EC, a noHacTodwem ot CbBeTa 3a HayyHu N3cneaBaHus BbB
BenukobputaHus.

KakBo TpsibBa ga HanpaBA?

Mpocto nonutanmTe Bawwma nekysall nekap ganu cTe NoaxoasdwiM 3a BnucBaHe B Peructbpa u nonbnHeTte
npunoXxeHarta perncrpaumoHHa gopma. AKO No-KbCHO pasMUCIIUTE, BUHArM Moxe fa ce obbpHeTe KbM Bawwus
neKkyBall fnekap v ga ro nomonuTe ga npemaxHe uHgopmMaumaTa 3a Bac ot Pernctbpa.

3a ponbnHuTenHa nHdopmauma n oobcbxaaHe Ha BKno4vBaHeTo Bu B Peructbpa, mons ga ce oobpHeTe
KbM Bawumsa nekyBauy nekap:

{NekyBawy nekap}

{Anpec Ha GonHuuaTa}

3a ponbnHUTesnHa MHopmaumna OoTHOCHO Pernctbpa, Mons CBbpXeTe ce C:
Jillian Bryce PhD,

I-DSD Registry Project Manager

University of Glasgow,

Royal Hospital For Sick Children

Glasgow G3 8SJ, United Kingdom

Tel: 0044-141 201 0509

E-mail: Jillian.Bryce@glasgow.ac.uk
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Popma 3a cbrinacue 3a BgnrwusaHe B I-DSD Pernctbpa

Ta3u nHdopmaumsa we HU NO3BONM Aa:

a. CnogensiMe nHcopmaums 3a NMUEeTo C ApYrM permcTpupann nonseateny Ha Pernctbpa
6. Mnanupame ycnyru
B. Pa3bepem no-gobpe te3u pegkn CbCTOAHUS

Moxke Aa nomonuTe rekyBalims cu rnekap (0ToenssaH no-4osy) 3a noeeye MHopMaLumst OTHOCHO Peructbpa

AKo HfIKOe OT crnegHuUTe ce OTHacA 3a Bac, MO oToenexeTe B NoseTo u VIH(*)OpMVIpaVITe CBOA nekap

|:| MpoyeTox nHdopmaumoHHaTa bpowypa 3a I-DSD Peructbpa

[ ] 06cbamx nHdopmaumoHHaTa bpowypa 3a I-DSD Peructbpa ¢ nekaps, KOATo ce rpwkun 3a oTbensisaaHoTo no-4ony nvue
|:| Mpnemam nHdbopmMaumaTa 3a MeH aa 6bae cbxpaHsiBaHa B I-DSD Peructbpa n cnogensiHa cbe cneumanuct ot EC

|:| Mpuemam nHopmaumaTa 3a MeH aa 6bae cbxpaHsiBaHa B I-DSD Peructbpa v cnogensHa cbe cneumannctu nsssH EC
[ ] Mpuemam nHdopmauusTa 3a MeH aa 6bae cbxpaHssana B I-DSD Peructbpa v criogensiHa ¢ o4obpeHn uscrnegosaten

|:| Xenas na umam oHNalH 4OCTbN 40 PeErMcTbpa, 3a Aa Buas uHdopmaumsata 3a otbenssaHoTo no-gony nuue
e-mail address:

Wme Ha nuueTo, koeTo e 6bae perncTpupaHo:
Wme Ha poauten unm HaCTOMHMK, ako NMLIETO KOETO Lie 6be perncTpMpaHo He e HaBbpLIMIO 16 roguHu:

Alpec Ha NULETO, KOeTo Lile 6bae pernTpupaHo:

Moanuc Ha NULETO, KOEeTO Liie Gbae pernTpupaHo:
Moanvc Ha poauTen UM HAaCTOMHMK, aKo NULIETO KOeTO Lie 6bae perncTpupaHo He e HaBbPLLUMO 16 roauHu:

Jarta:

MHdopmaumsaTa we 0bae BbBegeHa B Pernctbpa o1 crieqHus nekap:
{NekyBawy, nekap}

{Appec Ha 6onHuuaTa}

Mons, 3ana3eTe egHO Konue OT TO3M NUCT B AOKyMEHTaUMATa 1 JanTe eaHO Konve Ha NuueTo, KoeTo e noanuncano
dopmynspa.

The I-DSD Registry is maintained by:

Dr Jillian Bryce (Project Manager) Prof. S. Faisal Ahmed

Royal Hospital for Sick Children, Yorkhill,, Royal Hospital for Sick Children, Yorkhill
University of Glasgow, Glasgow, G3 8SJ, University of Glasgow, Glasgow, G3 8SJ
jillian.bryce@glasgow.ac.uk faisal.ahmed@glasgow.ac.uk
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