\>

I-DSD

Registry

Peructp I-DSD
(MHdbopmauua ansa B3pocnbix 1 MONoabIx niogen ctaplie 14 ner)

Yrto Takoe I-DSD?

[-DSD - aTO MeXayHapoAHbI PerucTp HapyLleHW MoroBoro pa3sutus. [lonoBoe pasBuTME - OYEHb CHOXHbIN
npouecc, Bapvauum U pasnuums B 3TOM MpoLecce MOryT NpuMBECTU K rpynne peakmx COCTOSIHUI, KOTopble Bbinu
o0beguHeHbl nNoa obwym HasBaHMeM "HapylueHusi nornoBoro passuTtusa” (disorders of sex development - DSD).
WHorga ogHO M TOXe COCTOoAHME MOXET MPMBECTM K NpobrnemMaM TOMNbKO y OAHOro nona. Hampumep, BpoxaeHHas
rmnepnnasns Kopbl HaAMOYEYHMKOB Yy MaribyuMkOB U MYX4YMH 0BbIYHO HE accouuupyeTcsa ¢ npobrnemamu noroBoro
pasBUTKSA, B OTNMYME OT OEBOYEK M XEHLWMH. TOT Bpay, KOTOpbIA HabnogaeT 3a BaMu UM BawmM pebeHKOM 1 KTO
yKasaH B KOHLe 3TOoM BpoLuiophbl, ABASETCA 3aperMcTpupoBaHHbIM nonb3oBatenem Pervctpa I-DSD v npegoctasun
3Ty mHdopMauumio Ans Bac. Peructp nmoxox Ha mMeguumHCKyto 0a3dy faHHbIX, coaepXxallyl psg MeguuUHCKUX
3anucen. B Halwm gHM Bpayum 1 yyeHble OYEHb YacTo NMCNONb3YT PerncTpbl Ans NpoBeAeHUs UCCnesoBaHW B Takmx
peakux crnyyasx, kak DSD.

KakoBa uenb Perncrtpa I-DSD?

B Peructpe 6yget xpaHutca 6e3onacHas nHgopmauns o nauneHTe. Bel MOXxeTe nonpocnTb CBOEro Bpayva nokasarb
BaM Ty nHdopmaumio, kotopas byaet xpaHutca B Peructpe. Llenb Peructpa - nogenutbcsa aTon nHcopmaumen c
APYrMMU 3aperncTpupoBaHHbIMKU NONb3oBaTensaMn. 3TO NO3BOMMT Bpavyam U y4YeHbIM CO BCEro Mvpa O0beauHWUTb
CBOM 3HaHWA W OMbIT U MPOBOAWTL MCCMeaoBaHWsA B Cryyasx pedkux 3aboneBaHui. OTO NpuBedeT K ynyylleHuto
NMOHNMaHNA peaknx 3aboneBaHuin 1 yryyweHnio MeauLMHCKON MOMOLLM TakuM nauneHTam.

NMoyemy A nopowen?

Bpay, koTopbii HabnogaeT 3a Bamu unyM BawuM pebeHKOM M KTO yKasaH B KOHLE 9Tow Opoliopbl, siBNAeTcs
3aperucTpmpoBaHHbiM none3osatenem Pernctpa [-DSD v npegoctasun aty nHdpopmaumio ansa sac. Pernctp I-DSD
OTKPbIT ONS BCeX AeTen cTapluero Bo3pacta WnvM B3pOCIbIX, POOAUBLUMXCHA C COCTOSHWEM, KOTOpOe BruseT Ha
nonoBoe pa3sutne u TpebyeT MeguLMHCKON UM XMpyprudeckon nomowm . Kpome Toro, oH Takke OTKpbIT AN BCEX
AeTten n B3pocrbix 6e3 kakMx-nmbo HapyLueHUn NoNoBOro pasBuTKS, HO KTO POAWIICA C COCTOSIHUEM, KOTOPOE MOXET
MOBNUSATbL Ha MONOBbIE FTOPMOHLI. Ecnv nmaumeHTy meHee 14 neT, Mbl NpegocTaBnsem 3Ty OpoLlopy poauTensm.
Kpome TOro, Mbl mpegocTtaBnseM MeHee nogpobHyto Opowopy ans Tex, komy MeHee 14 net. Korga monogon
YyernoBek gocturaet 16 net, Mmbl obpallaemcs K HeMy elle pa3, YToObl MPOBEPUTL, 3aMHTEPECOBaH NN OH/OHa B TOM,
4yTObbI OCTaThCA B Peructpe.

Mow pebGeHOK elle o4eHb Marl - Kak f y3Halo, 3axXoy4eT Jiu Mo pebeHOK y4acTBOBaTb B 3TOM?

WHorga moxeT ObiTb TpygHO pewmnTb 4YTo-nnbo OoT umeHu Bawero pebeHka. [loxanyhcra, NOMHWUTE, 4YTO BCS
nHpopmaumst moxeT ObITb yaaneHa ns Pernctpa B nioboe Bpems Bamy unu Bawimm pedeHkom. Bawemy pebeHky He
HYXXHO >XAaTb KOrga oH ctaHeT 16-neTHumM, Bbl MOXeTe obcyauTb ydactme B Pernctpe B 6onee paHHem Bo3pacTe.

Mory nu A1 He NpMHMMaTbL y4acTue?
Ha. Ecnu Bbl He BepHeTe npunaraembl NUCT, TO Bal Bpa4y ByaeT cuuTaTth, YTO Bbl HE XOTUTE, YTOBBLI MHpOpMaLUs
xpaHunace B Peructpe. MegunumHckasi nomollb Bam/BaleMy pebeHky He byaeT 3aBuceTb OT Ballero peLleHus.

Ecnu s npuHumato yyacTtue, To, YTO NpousonaeT ¢ AaHHbIMU, KOTOpbie GyAyT BKNoveHbl B Peructp?
Monb3oBatenam Peructpa He OygeT OoCTynHa Takas MHQOpMauus, Kak BalivM UMSA, agpec, Aata poXOeHUs u
GonbHMLUA, OHM He CMOryT KOHTaKTMpoBaTb C BamMu. TOMbKO Ball Bpay CMOXeT CBs3biBaTb AaHHble Pervctpa u
MeguumHckue 3anucn. Hukto He OyaeT B COCTOSHWMM uaeHTudumumpoBaTb ntogen B Peructpe, gaxe Te nogw,
KoTopble co3ganu 3ToT Peructp. Baw Bpad 6ynet BBOAMTb OaHHbIE, OMMChIBalOLME pe3ynbTaTbl NPOBEAEHHbIX
uccnepoBsaHun. OH Takke MOXeT BBECTM MOAPOOHY MH(OpMaUmMo O MnobbIX BbINOMHEHHbIX aHanu3ax. [NomHuTe,
YTO Bbl MOXETEe MOMpPOCUTb CBOEro Bpaya Moka3aTb BaM WHGOpMaLMo, KOTopasd XpaHutcda. Ecnu Bbl xoTuTe
BblOpaTb [AaHHble, KOTOopble OyayT BKMOYEHbl B Peructp, Bbl MOXeTe npocMmaTtpuBaTbh kak OHW Oyayt Tyda
BBOAMTbCH.

[aHHble OoMmMKHBbI XpaHuTbcsa B Pernctpe B TeyeHue TpuauaTtv net, U B Oyayliem, Baw Bpay MOXeET CBA3aTbCs C
BaMu MO MOBOAY BO3MOXHbIX MCCMELOBaHMN, 00o0OpeHHbIX HayyHbIM 3TMYECKUM KOMUTETOM. HekoTopble M3 3aTux
nccrnegoBaHUn MOTyT BKITHOYATb AONOSHUTENbHbIE aHaNM3bl NN MHTEPBbBIO NTMLOM K Nvuy. OTW uccnegoBaHus oyayTt
nogpobHO pasbsiCHEHbI BaM BallUM BpayoMm, NpMHUMaThL B HUX y4acTue ANns Bac UM Ballero pebeHka He sBnsieTcs
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obszaTenbHbIM. Ecnn kakne-nubo obpasubl paHee Gbinn cobpaHbl U XpPaHATCH, OHU He ByayT MCNOoMNb30oBaTbCs AN
nccneaoBaHus, ecriv aTo He YTBepPXKAeHO oTAeNbHO HayyHbIM 3TMYECKMM KOMUTETOM.

Yrto GyaeT c cobpaHHou B Peructp nicopmaumen?

e  [laHHble, cobpaHHble B Pernctp, moryT 6biTb UCNOMb30BaHbl 419 NPOBEAEHWS UCCNeAOBaHWA Unn pas3paboTku
HOBbIX HAY4HbIX UCCMEeL0BaHUN

e  PesynbTaThl uccrnegoBaHun 6yoyT onybGnvKoBaHbl B MEAMLMHCKMX >XypHanax, 4tobbl Apyrue cneumanuvcTbl 1
naumeHTbl CO BCEro MUpa MO UMK BOCMNONb30BaThCS

e [laHHble NO3BOMAT cneywanucTam NO BCEMY MMUPY CBA3bIBaTbCA C OPYrMMM crieuuanuctaMmy no Bonpocam
yxoZa 3a NogbMu C aHanorM4yHbIMM COCTOSIHUAMM

ByneT nu nHcopmauma xpaHuTbLCA KOHpUAEHUNaNLHO?

Bcsa vHdopmauus o6 yyactum Bac w/unu Bawwero pebeHka OyaeT XpaHWUTbCS CTPOro KoHuaeHumanbHo u byget
obpabatbiBaTbCA Yepe3 camMble Oe3onacHble 3MeKTPOHHble cucTeMbl. Tak kak Peructp BknwovaeT B ceba cbop
NMHpopMaumm 13 pasnuuHbix 6onbHUL, cucTema BygeT 3aluMiieHa naponem M TOMbKO Te, KTO HenocpeacTBEHHO
MMEIT OTHOLLEeHne K Peructpy, 6yayt umetb goctyn. lNoxanyncrta, noMmHuTe, Permctp He cogepXuT nHdpopmaumo
06 vMmeHax, agpecax, AaTtax poxaeHus M OaHHbIX 6onbHuubl. B aTOM cmbicne aTo gaxe 6onee 6e3onacHo, 4yem
CUCTEMBI AaHHbIX, UCMOMb3yeMble B 6OMNbHMLAX.

KakoBbl BO3MOXHbIe HeoCTaTKu U PpUCKun PeFMCTpa?
Mbl He BMOUM HeLoOCTaTKOB npn BKIMKOYEHUN B PeI'VICTp. Kak oTmevanocb paHee, cornacune ObITb BKIMOYEHHbIM B
PeFVICTp, He o3HavaeT anda Bac y4yacTtme B KaKnx-nmbo mccnegoBaHusX.

KakoBa Bo3MoXHas nonb3a ot Peructpa?
PervcTtp npegHasHadeH gns Toro, YTo6bl MOMOYb YYEHbIM U BpadyaM yrnyylnTb UX NOHUMAHWE HapyLUEHWIA MONI0BOro
pasBUTUSA U YNYYLWNTb YXOA 3a NauneHTamu.

Mory nu 1 nony4nTb AOCTYN K MOen cOOCTBEHHOM 3anucun?
Ha. Bbl MmoxeTe opraHvM3oBaTb AOCTyn Ans cebs yepes Bpaya, KOTOPbIA BBEN AaHHbIe, U Bbl MOXETEe MOCMOTPETb
HekoTopyo nHdopmaumio n3 Peructpa. Ecnu Bbl xoTenu Obl M3MEHNUTb YTO-NMBO 13 3TOM MHAOPMALIMN UK XOTENK
Obl y3HaTb GorblUe, NoXanyncra, oopaTuTech K Ballemy Bpayy.

Ecnu s nepeayman, ectb )anob6bl U Xxo4y CBA3aTbCA, KyAa MHe o6paTuTbCcA?

Ecnu Bbl XoTUTe yaanuTb CBOM AaHHble n3 Peructpa, Bbl MOxeTe cBsdaTbca ¢ Pernctpom [-DSD yepes agpec B
KOHLe 3TOro UHOPMaLMOHHOrO fMcTka. Ecnu Bbl HEAOBOMbHLI MO6LIM acnekToM Ballero obpalleHns u neyveHus,
Bbl MOXETe MoXarnoBaTbCs COrMAacHO JoKanbHOMY NOPSAKY paccMOTpeHus xanob Ha meguumHckue ycnyrn. Baw
Bpay MIn Ball Y4aCTKOBbIN AOKTOP OOMKEH BbITb B COCTOSHUM NMPOKOHCYNbTUpOBaTh Bac 06 3aTtoM. Kpome Toro, Bbl
Tarke MoxeTe cBsazaTtbest ¢ Pernctpom I-DSD HenocpeacTBeHHO 4Yepe3 aapec B KOHLE 3TOro MH(pOpMaumMoHHOro
nncTka. MNoxanyicra, He cTecHsInTecb cBA3biBaThCs ¢ Pernctpom [-DSD ¢ niobbiMu KOMMEHTapUsiMu.

Kto npoBoguT nepecmoTtp gearenoHoctn DSD Cetn n Pernctpa I-DSD?

B BenukobputaHun bputaHckoe o6LecTBO 3HOOKpMHOMorMm u guabeta (BSPED) m O6LecTBO 3HOOKPMHOMOMMK
npoBenu nepecmoTp AestensHocTn Peructpa. HaumoHaneHasi cnyxba nccnegoBaHvin no aTvke BenumkobputaHum
paccmoTtpena u yteepguna Peructp. EBponenckoe obuiectso getckon aHgokpuHonorum (ESPE) n European Union
Framework Project 7 Ttakke ogobpunu 3atoT Pernctp. CLIMB CAH support group, AIS Support Group wu
dsdfamiles.org Tarke 6binn BoBneYeHbl. lononHuTenbHble cBeAeHNss 06 aTUx rpynnax HaxoasaTcs Ha www.i-dsd.org.

Kto ¢ounaHncupyet Peructp 1-DSD?
PaHee Peructp cuHaHcupoBanca EC, B HacTosLee BpeMsa ouHaHcupyeTcss COBETOM MeAMLIMHCKUX uccnegoBaHum
BenukobputaHuu.

YTto A1 ponmxeH genartb?

MpocTto noroBopuTe C BpavyoM, YTOObI peLnTb, €CNu 3TO BO3MOXHO, NMOMEeCcTUTb WHdopmaumio B Peructp, u
3anonHUTb Npunaraemyto oopmy. Bbl Bceraa moxeTte U3MEHNTb CBOE peLleHne No3xe, U NonpocuTe Bpayva yganutb
nHdopmauunto n3 Peructpa.
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Ons nony4yeHus nononHuTenbHon nHopmaumm n obcyxaeHus Bawen sanucu B PerncTtpe, o6paturtecs K
crniegyioliemMy AOKTOPY

{ Bpau}

{ Aopec 6onbHUUbI }

Onsa nony4yeHus gononHutenbHon nHdopmauum o Pernctpe:

Op Dxunnuan Bpanc, PhD

MpoekT meHemxep Peructpa I-DSD
YHuBepcuTteT [(Nasro,

KoponeBckuin oeTckuii rocnutarns,
Mmasro G3 8SJ, BenukobputaHus
Ten: 0044-141 201 0509

E-mail: Jillian.Bryce@glasgow.ac.uk
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Cornacue Ha BBoa AaHHbIxX B Peructp I-DSD

9T1a uHcopmMaLms NO3BONUT HaM:

a. obmeHMBaTbCA MHGOPMAaLMEN O YerOBEKE C APYrMMM 3aperncTpmpoBaHHbIMK Nosb3oBaTtensimm Permctpa I-DSD

b. nnaHupoBaTb ycnyru

C. MOMOXET HalLeMy NMOHUMAHUIO 3TUX PEOKUX COCTOSHUI
Bbl MOXeTe nonpocuTb CBOEro Bpaya (nogpobHOCTM HUXKe) y3HaTb 6onblue 06 nHpopmaumm, kotopasi HAXO4UTCS B

Peructpe

Ecnu yto-nn6o m3 Huxecnepgyrwuwero oTHOCUTCA K Bam, nomanyﬁCTa, nocTtaBbTe 3HAK B KBagpaTuke, 4To Obl

Ball Bpay y3Has 06 3ToMm:

|:| A npounTtan nHdopmaumnoHHkIn nucT o Peructpe I-DSD

|:| A obcyxgan nHpopmaumoHHbIn nuct o Peructpe I-DSD ¢ Bpayom, KOTOpbIN HabntogaeT YyenoBeka, ykasaHHOro

HWXe.

|:| A onobpsto nHopmaumio, kotopas byaet xpaHutecs B Pernctpe I-DSD n 6yget goctynHa gpyrum

cneuyunanucTam 3gpaBooxpaHeHus B EBpoC

|:| A onobpsto nHopmaumio, kotopas byaet xpaHutecs B Pernctpe I-DSD n 6yget goctynHa gpyrum
cneumanucTam 3gpaBooxpaHeHus 3a npegenamu EC

|:| A opobpsto nHpopmaumio, kotopasi byaet xpaHutbcs B Pernctpe [-DSD n 6yget goctynHa Hay4HbIM

COTpyAHUKaM

|:| A npowy oH-nanH goctyn k Pernctpy 1-DSD, 4To6bl NpOoCMOTPETh 3annchb O YenoBeke, yKasaHHOM HUXE.

e-mail agpec:

Mmsa yenoBeka, KOTOPLIN OyaeT 3aperncTpupoBaH:

Nmsi poautensi, ecnn YenoBeky, KOTopblit 6yaeT 3apernctpupoBaH, MeHee 16 neT:

Afpec 4yenoBeka, KOTOpbIV ByaeT 3aperncTpupoBaH:

Moanuck YenoBeka, KOTOPbLIV ByaeT 3aperucTpMpoBaH:

Moanuck poauTens, ecnv 4YenoBeky, KOTOpbIN ByaeT 3aperncTpupoBsaH, MeHee 16 nert:

Hata

NHdbopmauus gomkHa 6biTb BBeAeHa B PerucTp crneaylowmm BpavoMm:

{Bpau}

{Anpec 6onbHULbI}

MoxanyicTta, coxpaHuTe ofiHY KONUI0 B UcTopun GonesHu/MeauLMHCKON KapTe U NepeaanTte oavH 3K3eMnnsip nuuy,

noanucasLLeMy 3Ty hopMy

Peructp I-DSD nognepxusaetcs:
Op Dxunnuax Bpaiic (MpoekT MeHeaxep)

KoponeBckuii geTckuit rocnuTtans, Mopkxunn,

YuuBepcutet Mnasro, MNasro, G3 8SJ,
jillian.bryce@glasgow.ac.uk

|-DSD Registry Consent Form v4.0
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Mpodeccop C. ®Paiican Axven

KoponeBckwit aeTckuii rocnutans, Mopkxunn,
YHnuBepcwuteT Masro, Masro, G3 8SJ,
faisal.ahmed@glasgow.ac.uk
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