W ¢ H8 KB gE Y — 7 4 (VCRC)
VCRCHSiVES BRS¢ 1 B3 BREMTHIBTFE

REBINTB0 ?
GO ZICBINL TV R b T, RS RBIRAI S\ TS S LS LRI 301
BSTATLISL, JOSIEAEL. R, L0 CORRICb B bET,

FEWTEIBF 9> T 2

GO CIE, BE DESAE RIIFIEBIL T, REOEICOWTHR~ET, EMRI I
L, FARTFRENH~T, BREEO TR FEE ROFIIEL, ik RIGRBIIHL TEDLD

BAZ ZHENHENITOOTFHL, IRELDBELLREICDVTIS, BEOEHEEBRT

BREDFEICADVTEREEDET, MICbEL DI LBRBNET, A

TR TR e A BB BT CIE D BN, HLU RO BTSSR A5 TR %

+.

EREHRILETHD?

BRIEN, BN BIDOEEEEEL, BN LRSI, BR Y F—0— 2 EH
TS, Ef0RREZIT, BERMRERIE X TOeEE, a0 RREDRREZSE
TV EET, TR SR R E RN B TL LD,

SINERRIL?
RS RBENRA ORI FEEL TRY., 6HEFFOVCRCAY T A A PDNT MK TN /ENT
AZF AT NEZ T AE RS BHIIRAVENRHIET,

ZFF 4w (Study Visit BFFE,/ FRERHR) - T ?

AFF LT INTH, FERBYULTOAEE, BRRBo—T 43 —F— ZIUCHKRBRELF
TR o TR T, EEMRFHEENEL. EFOBENMTONET, BHRRHILLE L
BblpteD ML RERRUET, A8 FACTyM LT, R LRRE T T, EROBE
RDEERRER D — 7 R — F— RS T L AEENBIE RSV ET (CNBDAY T AL Uy M CIIFTER
MINELRRBTLLED),
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ZOFFFRICBLEBHFHITRo7Y, bolFELVMERE BAITRD TS AL, BUFOBEK 2%
—OPT, HRIUTESTHEDORVER € ¥ —OBERRR — F 43 —F — [C DB &
Boston University School of Mediciﬂe, Boston, Massachusetts

BRI —F ¢ —4%~—; Jessica Martin

E-mail: jmartin@bu.edu

Tel: 617-414-2507

FEPTEERE Y E: Peter A. Merkel, MD, MPH

Cleveland Clinic Foundation, Cleveland, Ohio
FRR AR = —F R —4—: Katherine Tuthill,
E-mail; tuthillk@ccf.org

Tel: 216-444-9606

EHIFRHEYE: Carol A. Langford, MD, MHS

Mayo Clinic College of Medicine, Rochester, Minnesota
ERR B2 —F 4R —4&—: Kathleen Mieras,

E-mail; mieras.kathleen@mayo.edu

Tel: 507-284-9187

EHRIEBIE Y E: Ulrich Specks, MD

Johns Hopkins Vasculitis Center, Baltimore, Maryland
ERER BB =1— 7 1% —4&—: Cynthia Bethea,

E-mail: cbethea3@jhmi.edu

Tel: 410-550-4390

EHIBBHALE: Phil Seo, MD, MHS

St. Joseph’s Healthcare, Hamilton, ON
BBk B2 — 5" 4% —4—: Sandra Messier,
E-mail: smessier@stjoes.ca

Tel: 905-522-1155 Ext. 35873
FERTAHIR Y E: Nader Khalidi, MD
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Mount Sinai Hospital, Toronto, ON
KRB =1 —F 4% —#—: Sara Sutherland, RN, BScN,
E-mail: SSutherland2@mtsinai.on.ca

Tel: 416-586-8616

TR Y E: Simon Carette, MD

. VCRCI#FHVIRBBERF IRy NI — 2D —>C, KEELHEMIEHT BIEBL TWET, URLTH

L A: www.RareDiseasesNetwork. org/vasculitis
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1. PAVHERE
1.3. 7AVHcBi e R DREBAOBIES @

Undiagnosed Diseases Program

1.3.1 BE

KREESEAEERFARTL 2008 45 5 A | RHIMICEVZHABLA T VRWAE ~, [MEHhOELERHE
T 5% HAVL UIBRIRIFFE 7 712’7 Al Undiagnosed Diseases Program| %382 L7, 070y
AL NH BREVS— (R—FURMRFAFZ) L7 AY B2 + O EMEICLVETSh, EEEIT
Office of Rare Diseases (ORD)LD4ER 28 FRA (1 25 B M) B3 h3,

> IO7rZAIBITS undiagnosed disease D EE

FREEMOORHMITOIZDBERBLN TOVRVWERIZHY, B 5207 asSAICRiT 5 ayb
MR LDBHIBELRRLTS, 2Oy MFE T, RS —RThHoTHRIT AN, BEE
F—bIZLBFREOR LT D,

»  TulFrA0E

IDTRYTADENIERLBHE OBIIE, NI MAET 5 25 BB LY =T L~ A OB
i R0ATOND, ZOEMEOERI, AW, S 5. SR, WH, LI BESRETHS,

IOTRYT NN AT DB, BRICEBY 77V ARLETHY, ERRE. BEEOR
HEREROBENRRDLND, \_0)7“2&7AA0)757JH§£§72{%71L7L$%‘@ NIH &)-—73/1«12/5?-—
T LRARBOZEEZ 133,

BEDHEEPTOMBEBIOREIL, F—RT 50T 1 a ) — (B, 0F TR HES LB HET)

24 S Y §5, NIH ERER 24—, KE M/ ABFFET (NHGRI), Office of Rare Diseases (ORD)
DRFYT, MBI FITS 2,
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> TulILanEH

1) KB L AHIFEET (The National Institutes of Health: NIH) : www.nih.gov

KERRIEHE OE T ICHIERMFEBE THD, RIRBEM B 27 OBFEFMLES,
HEMBAFAREELL CTERMAZEREBLUIRL, —RNLRROA LT HORBORE,
WRFIEDOTFREZIT,

2) KEIMEFS A BFF P (National Human Genome Research Institute : NHGRI) :

www.genome.gov
NIH @ 27 MEFD—2TdhD, 7' /LBIURGHRBOMHA, LU, IREDT 7 /ol —F%%21T

o

3) NIH [&5K#.#— (NIH Clinical Center: CC) :http://clinicalcenter.nih.gov
MR FERT O BEERFFEHE AR (FBE) ThD, IRRER ISR IR EEEL . LY RV IRRIE
LA AERHL, ZhEEBICEAT AL CERDEBHERFICE IR 5,

4) Office of the Director (OD) :hgp://ww.nih.gov/icd/od/index.hnn

ESIAERFFERTO POBEL T, BIRRERHED, EMAEN AR BITOETOMER TiThh D
TayILREMDT T =T R, WREBEIT). e, REDOTRGIR (FHORBRE) &
B4 B70S T b4 T 4 A% Office of Director DE F Iz,

5) NIH Office of Rare Diseases (ORD): http://rarediseases.info.nih.gov/
FORBOBE, ERIEFHEO=—X G5 ~KHRFEBHEZEL., Fic, T, 28, 165RICHE
TAHEMIEICL B,

Hi#2: NIH News, May 19, 2008
http:/fwww.nih.gov/news/health/may2008/nhgri-19.him

1.3.2 FAQ
> IoFurIrsmora—ik?

T OBREFESusS ACHEKOHZER. EIBE, HIVIERMESRE (F—RTFIT 473 —X
EMBYE) EA TS a AT 2N THK T3,
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Clinical Centers Patient Recruitment Call Center (1-866-444-8806) Clid, 207225 MBI 570
DB, BT ~EERFERL OBV ADEIZ, BMBERTEDBRIET 5,

EEI X IIERUEEE LR EPUATHS, ELHEFET ~RHT &, EMcI3BRER
LT OBEITHD,

o RHBIREDERDY =) —L F— (HRISRR-E)

o AFETIITOHBRBIVERELEOED—E

»  BHORDIZTokL MY MR, FOMEIRRGEODY—, EEOEBFIEOa— 5,
FELW '

BERFFOID, EA VI BRHITFED RV, DL EORBMITEAICLY, BLTFosmEIRtEh
5z, ’

Naﬁonal Human Genome Research Institute,

National Institutes of Health,

Undiagnosed Diseases Program, 10 Center Drive

MSC 1851, Building 10, Room 10C103, Bethesda, Maryland 20892-1851

ZOTOTTADAY 7 XD BEAR N~ O EAEZE TR D,

BHS TR, Z07 RS 7 AQEBRF — ML LSWEIERING, BMOLBEHL TS
BE, Bz, A7urSA0EMICL 5B B2 IVRNSNE, MELEHERLUSES BIEL. &
1 50~100 ADBEFEOZITAIVERIAALTHE,

U EOFMIZ LD RN LR TLES B AR 740 —TF v 7L LT, BN RFIITHONE
¥, BERABLY, BI1EHBEZ0BREDBRICY - ARRETE~RELTS,

> IOTaSGACRENZITAIILIHEELDI?

ESTOFMELELTL, 2070l FLA~DSIPREL-BEIL. REFEMETET BEREvZ—
(RU—FVRH, RF2H) BT, BEBIVEZOEMMBEMA U=k ke AV,
BEET B =T LA OERZIC LR YT a2t Ar LS, EROEFSEIL. U
VTR B A SR B, AR, IRE M, BEARE, ERRMER (pain and
palliative care), ‘FKAE (bone disorders), PISX, BUBM, — Ik (JRFEHE) SR, Wi}, @ir. W
L, FlE, DU R ANJERE TR, 228 THD,
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ZOFUIT MBI BE L OB OERIL. NIH e 5B EERoRs2ET 5ok
N3, EMHEFRFT T, BHNRERITRELRON, — 8 FHEFEOSRLL T+
BELHB,

> D TOFHEBZEIZORBZ0N?

BETBRIEINAL O TIXRV I, B0 TEBIN TV o7-BERORER, —RIRKEBTF D
LWHEDRR, #Eh O ERMEICBIT5E GBI O ERY , EFRNFEICE AliFRsE
#t43,

> IOTaSIABIMI OO TOFRIIL DL AFETEZDN ?

BEEEILLOMV G ESIT TS, 1-866-444-8806.

Clinical Center Patient Recruitment Call Center DEAERZ v 7 BRHL . éﬂﬂﬁ%ﬁ‘-aﬂf@%ﬁ%‘?‘é, 27
ICIXEMDORBESBRIE,

> BMEREFLL?

LT, BRI TOLBICE TITEIL0ERE2T5:

o - A6y AUETHS, _

o IBREHEBIL TWVBITHEHS T, KEBMAOWTVVRWWRBEZ AL, EMHIVIIERESE
FOIREERZITTWALD,

o FRITRFEIRETH DL,

> Tl DNA REIREEhbm?

EEND, BT —AII DNA BENRBREEDFEIIIT/EBERIAA TS, DNA REDRIC
DVWTIIBREITEL D,

> BINTHDRERIX?

R L2 —CIThIBTFRICOWTITES, 2588, RF, BB ELGHERETSBZORIY
—ZHECTARIETS,
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> ERPoTELT, BEHRRICIAL CORWERENZ 070l T A3 2

AT DERNCLDRRIBUBETHD, 7Y=p 7Rl THREZIT TSRS, BEID TS
ERT—AIRINDBZL, =R 57T 45—, EHiBIETLT,

>  R¥EMORESBUHERON?

ZDTOTTABWT, PO DOEBRUEEZEDOI Y LT —La i3 BB THS, 74+0—TF v
T E M EER R T 0— & 2L TWS, FMEOHiRIT, BEBLUVERED 7 +12—
Ty IEEDHIIN DT DEFRIEEE ~, BEEEND,

> RN AT G T A —7 v SR TR DN

[ S A ST CORMMICED 7 40— Ty 7 Tk, 207205 AO— 8k AL TR,
MEAERT RS — 3 —FRRACZATHY, FOZENT. BRI BITAEEZEETS
T DBBERFEEZITHZE ThD,

»  IulZLZANOFMERIIE OISITZITERNASDN 2

BELPPY DT OEFREE (P~ ) L7 —LERERE R L) ~EE CiBaSh D, HER
FEEXH%. DA R Tl OFEICH6~SBMEE T3,

> THEZXOBMBRESTHRE . RICBREDITIZLIL?

BAMRELNTHEO BERER B EREEOTC— R . E AR Bkt s
(RY—F K, RFRF) ~OU R RDEIBE LA DS, 2~5 B HOARIARILBRE S, 5505,
BE BHEIEIEETFEFRREORY —c L TAET 3,

ML National Institutes of Health, Office of Rare Diseases Research, HP (Home > Undiagnosed
Diseases Program > Frequently Asked Questions) '

http:/frarediseases.info.nih.gov/UndiagnosedDiseases/FAQ.aspx
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133 &1

(1) Undiagnosed Diseases Program (Dear Patient)

M National Institutes of Health, Office of Rare Diseases Research (Home > Undiagnosed Diseases

Program)
http://rarediseases.info.nih.gov/files/NHGRI-1%20Undiagnosed%20Disease%20Program-Patient%620Let

ter.pdf

(2) Information for Referring Health-Care Providers
e National Institutes of Health, Office of Rare Diseases Research (Home > Undiagnosed Diseases .
Program)

htm.'//rarediseases. info.nih.gov/files/NHGRI-2%20Undiagnosed%20Diseases%20Program-%20Physicia
n%20Letterpdf

(3) NIH News (Press Release)
M4 : National Institutes of Health, Office of Rare Diseases Research (Home > Undiagnosed Diseases

Program)
http://rarediseases.info.nih.gov/files/UndiagnosedDiseasesProgram.pdf
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LUTH, R[EE I BAERFRBT Department of Health & Human Services 135, F7 005417 433
EFIEAED AAFERTHS,

17 : National Institute of Health, Office of Rare Diseases Research (Home > Undiagnosed Diseases
Program )
hitp:/frarediseases.info.nih.gov/files/NHGRI-1 %20Undiagnosed%20Disease%20Program-Patient%20Le

tter.pdf

RBWIRB T 0 Fh

BE O
AEE AT EBTNIHPEMBL TOARBEVR A0S S M B LE BRI E HILS
TEWET, RTOSTANDBINT B & i3, ZIETRM CEAI o IRIT VT ORI Z 2.
DERPRRRALHI FEIZ BN IEZLITRVET, HEWB A4 DREER 17 LS B ADIEIHED, [ER
AR OFRAZLED TITEIL N B L TOET, ZOWEIL, AY—FU RN RS 1250 ENIHEESR
B —TCRETDITFETT,
DT 0T FEDBHIMZDINT, TIL2)—r TEMERNLTIESY, BEEARFEE U TO
HOTT: _
o ZNINRAayNSalF AT, BRI EREOBEMENHIET,
*  BIBRTANLATH, BEIBHEETAICIEELRNIERE N EFHEINET,
»  EREMWE (EM)HLOBNBHETT, ‘
o DRIEBAUERIBESE (BM) I, HRioBEREROBEFESLET,
*  NHT, HRIEDEFIEBRIZEEZITANIDEINICONT, bislce, BAMLEE
FARHLE (EET) O H 1 3CE THERY V-LET,
> PRIEDEFIENIH TG 52 ENRESNEL 6, NIHIZZEOFTE TEBLN 15 8%
Bl HIRTEBY LTV ERREEH (B wBmbeLET,
o NIHTHMELZ% D, SHiafcDEFRITOVTIL, Hiel-2E Y%L TV AEFRIRMEE (B
PITVET,

HIRTERBN T IEMNOAFTISNEDOHAELRICOVTOBELVSE R, WA STBICEANL T
1, WEHIEEEAD L, Information Sheet for Referring Health-Care Providers(#EEFRIE S
FARHREA R & EFREE (B ICEL TIEEW,

EFRRELE () S HLEREHRE TRV ELED, NHF 9SS ADAY 7 BB {ECRMLELE
Vo BERMBBETES>TH D, NHREEEZRZBZETIZ, BLE6ERNBE AN BEFAL
TWET, BlbiE, BE0ANDI0ADT 155 2B NE ENHEEER B 2 —ITBW T, BBk
PN T - ar BT IS ELTOET,

ZONHOFH LN I F MBS F - TSN Z L ih ) — RSB $3-, ER0ESHIL. B
FOR RN/ b —ELTRBERIZEMNL TSRO X7 T 2 1Ty TOET, Z0HL
W s S AICBETAELIZEELVMERIX, http://rarediseases.info.nih.gov/UndiagnosediZ 304,

REWRA S0y T hF—L4
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- LUTH, REEAERFFERT Department of Health & Human ServicesZ6, K707 ZAIZ8 7 348
BT E NI G R D HABFER THS,

{14 : National Institute of Health, Office of Rare Diseases Research (Home > Undiagnosed Diseases

Program )
httpflrarediseases.info.nih. gov/files/NHGRI-2%20Undiagnosed%20Diseases %62 0Program-%20Physicia

n%20Letter.pdf

REWriRHE T al 7 b
B EFRALE T 1ER
EETDEHE
SEAEDEYLTRONIESE B, NIHOKRBWHER 7 0I5B MO LERE

ATERBLTESNELE, BMLTWEEBEIAITDNTIR, AV—FURIHREXFITHNET
NIHEER 7 — DR FEB IO ERDEME RO RTYY — R ESTEET 2 LITRVET, &M
THREL. BEREEZToTHREAREE CERVRIBZRZ THALEPHIET,
TusTMIBINT BN, BB BIOEREZIIAIENBLETT, FEOHYEL TRLAD
JEBIA, NIHICE B MAZIT AN BENELLD, FMERERICET21FHE, £ERBIUVRE
KOG ICRELES, FORDBEDOERICOVTIL, BENRYLLNBZZLIIRET,

BEBROBRIEL BT 5012, AT OREABETT
1. ZORBRIXTIM<2Y—rT7THRYERLY, ZOBYFHSNIHF —AIK LU THERA 2oL
F—a#{T5, NHERF AT mha— R AND NI BE IOV TIL, @R 7 e —Ty7
EITHZEDOEH, :
2. REOERERETRLY <) —LF—, LTObOESTr

o REMOREBIZEDICE ST

o HfERERARL

s BEOBRAEOEZAKE

e RLIBR/BRESIVEDOHHR
3. RUTH-BIREEROBEDIL —RLTNC, XERE, MRIRE, ZDMOAA-T T RE
BLURGHDE—
4. FTAEOEBEIIRT, BEES, BFA—ATRLX
5. BERRDOER

VHEBRERFROERTEE ., UT OEFTETREIIEZN
National [nstitutes of Health
National Human Genome Research Institute
Undiagnosed Diseases Program Team
10 Center Drive - MSC 1851
Building 10, Room 10C103
Bethesda, Maryland 20892-1851

2 TOUNEREHZPSHELILS, SHEENLAECEHELET, NHTOEEIZIL, BLE6—8E
MdhaTFETY, BEHRS, BEFONHER L& —07 aha—/WTER R R T oL HlIs
BAITIE. FO7aba— L ~DB IR AZLCRVET, BEOT uhba— /USEBREE R SR
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WHIEE R, KBWIRR T 07 50— 7 aha— L OB E L AT LRV ET, NHTIEE
5072 L 100D BE R, KBEHERS 1T A0S aha— L 0Obl T, NIHEER o 7 — 2B Tk
BRELAYNVT—2a BIPOIHELCOET, RENREINED, LBREIL NI R4
BrRLELET,

AT YT BTN TOFEMRFRIT, http://rarediseases.info.nih.gov/Undiagnosedizh ¥ £,
EDHEIN TBONABEBRENH RN T S AR VR EHIRES N ET, B
BUERBDERCR R EMT AT C, BY AT RITREOr T2 52 D L o TRbh A kEDTE
Sk m<FHEVELET,

NIH K BHER S 1S5 AF— A
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NIHEZ MR a5 0%8 355 Fif
BERIFIEE . ROBRDE L ESFDIEBIZ Hhér

SKEE SF AN, & B, RVRBIZERTCE o730 IREBOBFICHL TEXEHTILE B
EUT BT R BRI 7 0T Wi S h T AL RR U To, RBWHHRF 7077 AL Strans-NIHS 27 F L TR,
AV —F U R RERF I HBNHEE L 7 —IZ 2E O B LR SN B bR OV EREFICERELH TS,
[N DBREN, BEEDZEBDENITHRIGELARVERITMEEN TRY, 7 7EIRRSED TREEZ 2> TVET,
UL, EREHIEOR Shbid, BB 2I0REN ChHo THIEEIH AT L, FOERATHN, —RERIE
BCh., RIEOEFICEL THARENELNAZLZRLTVET | ENIH Director TéhDElias A. Zerhouni,
M.D, ZerhounifEEfiL, NIHTOGER DEH I, trans-NIHA = 7 F T EHEE T DZLITRIIL 7=, INIHOKRBHET
RIS TS h0 BIEIZ2OHY, — DI EFNTNOBE CORFREBEREILEDTL, HL—oik. BEELMHRDH
WA EDHILTT, ) ,
14 A B bEIT R O T v hiE, NIHO—EI THBE L b/ AFFRETINHGRD)DERR 74 75—
William A. Gahl, M.D., Ph.D. ; NIHESER 22 % —H 0>John L Gallin, M.D., 25 NI NIHZA DR ER(ORD)DF AL
% —Stephen Groft, Pharm.D.IZ L BB BEELILDDTHD, 707 TLDA L 7THE, REWIRE T 017 LT
i3, BEEZIIANDEBFERTECNS, RYIDOFEFIT20084E7 A IR ANDTETHS,
[ S D BRI ZEIR B T ANIHER IR 225 —i, BH 7 7 BLURAHRERMERORE T IR T, D TEI
BEPLELLET, 1&Dr. Gallin, [ZOFH LW BT AT, NIHEER B 7 — I3 Cleh EN A L2 TE AL
T BELIIRRAEZAREOBRELTETILNTEBETLL), ZOLIRBEL N ——bleoT, BRI
EATV, FLWRBRBH B ZET L BREEE ROT ALY ET, |
F70ST NCBMLUI T NENOBE LA Bicd, PSWE, e, BES. RERE, E¥, L. &
BEEE T LR Y EM2SA U EREA THTFE THD, HOREBERBDOTFRA/S—FCHBDr. Gahlds, FH7ws
FADEEEEDLDS, '
(EOBK CEREMFLERSECOIEFRETEIOT s 7L TRIINCT 5w, IHITHERERLBAN 71
EREREEL EL 721 LDr. GahliTiR~ TV, [EBE DREMEIZ OV T, B CHIBT AL LET, BAibiE
HLTWBEDIT, TR ETITBES NI EDORWEFITOWTIETTY, |
ZONIH Ay b ry 7 AOMRBELRBITIE, BERZEMOPLBASNARTIERLT, NIHORDITIEL T,
£ TDERTEISEHREDERPEBHELRTNIRLRN, 2070l L08R BRERHEI-L-RE — £/
1006128 — i, iz, ZRELEMZFEL TOANHEER B2 —~OREE P L Wi 21T 585k b
BIETI D, 2B DEHBETN, FrosFA~DBRERBLaPAT 497 2B Y T3, ZO7 ST LTI, NIHEK
5 —S°NHGRI, ORDDELTEDFHPRS v 7 %TE AT BT TS, DT 0l T LTI, ORDMLEFL8T
MBI RENS,
RBWER T 0SS AT ATl o T, NIHTIE, BEFHBREOERERE i, ThoDI NV—T1, T2
FIROIGHRIEE 22720 ZDHIFEEI A & DFR—F RO TNBIEDBE N, (R bid, 2<ORBEFEBR LD
S BURO LICT 0T ML S B COET, ThODIRRIT, EREHELRL e/ LS5
LUIBRBEDEHLEERSRBYELHLET, |&Dr. Groft, INIHOHFEH , FEER AL BELOZDLD
BYiTede S =y 7B, BETOIXoEDLARVERIZNES W TWBELDREANCHEEL T DD LR
TWET, |

{44 :NIH News , Monday, May 19,2008
http:/fwww.nih.gov/news/health/may2008/nhgri-19.htm
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14, TAVNZBI3HPEE~OMNESL @

1.4.1 Therapeutics for Rare Neglected Disease Program

Therapeutics for Rare and Neglected Diseases (%2720 UNCEABNRVVRABICH 2R
TRND)IZH T B=— X OMRIIED TR E, 7000 HEBHILIDRBDID, HHRPHZEHEOH
AT, BEERMNBELE R TOBRAR 300 IE-TVRY, 6,000 H B L EORBIIFHPRAT
Y (F—7 7 FFv 7 i Orphan Drug Act Tid, 20 B ARMOFREROKBLER), BT, B
A& RN BRHEERZRVA 2« BRBLTWATZOBERONIZENR, FFEEEHIL, BRI,

2,000 EHHORDEBOBEHEREHLMZL, ZLOFHPROLBITEA LRV A(RND)D
FRIG—7 Sy OFEHE R ST T3,

TRND I, 2009 £ 34 B 12 [E SEF A BFEET(NIH) T 2400 75 RO X AEE % 1772, TRND i35/ 5RA
HRBORDR)VBEETIRENRFERBARR IS0 THD, 70/ 7L0ER L, NIH
Chemical Genomics Center (NCGC)IZ BEBES BFTIF AT 0 T AN TITh L, EIkM / AFERR
MNHGRD)BHATT AL TNV, )

> FAQ

Therapeutics for Rare and Neglected Diseases (#4725 NZEALNARVEBIZRH T BTEHEK:

TRND)Z 0175 A& i3 {Ths 2 '

NIH @ Therapeutics for Rare and Neglected Diseases (754726 A IRV R BITHHT HIAHE

TRND)Z B2 541, HDRLUICEHBNARVRBICH T 5 RBARLRELAL R Ty 7§51
B0, EREFRVPBEHE ST EE THD, 2009 ELFHEEDOERTHE 2400 TR ZE>TIOA
=UTFTBRIS I,

TRND i}, ZHHFIEL H RO MERRBROMICLITUIRHFE T2 KB RIFHAENL)Y — AR 22
BhEbEd, ZOEBIL. NEERAOHEBROEFOTERIZEILDTHIN, ThbEK
HFHILEARET D,

> TRND OHERY,
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NIH %4 & B HORDR)S TRND DOFEFGHEEET 3, MIEELbid, Exehs /A ERH
(NHGR)DEFA 7 0T ANEET B 72 5% T TRND OBEE1TH T E TH 5,

TRND i, E#IZLCEDHL7 NIH Chemical Genomics Center (NCGC)DREZH B %% LITHEH T3,

NCGC i, &S, EE PEBERZDENTCORRO T #2140 2B M ChIAERR B
TOHERBEHE TS,

NCGC 2D BLAbDE LD EiF T, TRND Ci. BERBRONENRIEH LR T5,
TRND DRabv L, Frakiiz, FEEE(IND) R 50 FDA WROABEM- W £ C, HEpaREm
THTESEHZ LD, TRND BERHZKD IND BiEE2R LD+ T —2 2 ER LD, BEKA
728 O NIH 5 OB A BT E DBEBERESN, ENTCOBERRRPOT OMOBERRRE
f75T&LiT72B, TRND A CORRKRBREZ LU, REGELIDTHRRPEC B LS H S,
NCGC [F#k. TRND T, EERFEMSHFCRABFIREEMICTIMAEETLERLI TS, T,
TRND Tr, BFERTAIlEE 245> THFE T 57 n¥c 7 NIH NAADORFZEE BT 2O EIL T
W5, TOZET, #EFEZR L FBF AR SRS, FFEE | TIUTH L BEERIEI, HP26T
WA BIRWRBIZL > TR R T 4y b5,

» TRND DA E

TRND T, ENTORRRAER N EA IND HFEZITI 12 D FDA DB BEH =T/ DROTITEA
BhRWRBOIERERELFAR 2L ERITS, IND HiERITAAEMEDIZLALE IR
I AL T, BRBERITONAZLEHIFFL TS,

&LIZ, TRND Ci, FEBROBEELRARREB TORELA LIWIZLEROVELIEREN
HEROENTEFEIRENT 5L T, FEBERARSEOERERS,

» TRND DiEH)

TRND THL, $iFRECH TR S FDA BHEIHNT DILRD B2V AR RBREICER
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82 National Institutes of Health, Office of Rare Diseases Research, HP (Home > Therapeutics for
| Rare and Neglected Diseases)
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1.4.2 National Organization for Rare Disorders (NORD)
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715 1 Medication Assistance Programs 217> T 5,
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1.4.3 Genetic and Rare Diseases Information Center (GARD)

Genetic and Rare Diseases Information Center (GARD)i, EEEREBARL N FADRA B+ H:
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A THB, |

BBRRADDIFHDEBD A% [MITDOV —R% A 2 BROTEOEBTLIELTNEaIa=F
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2. EU (BRMEA)
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Hi#: European Commission (> Health-EU > ... > Rare Diseases)

http:/lec.europa.euhealth-ew/health problems/rare diseases/index _en.htm
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