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5503: Efﬁ)%ﬁ@ﬁﬁﬁ%%ﬁ%&@%m%@%:Lon;gitudinal Protocol for Takayasu's Arteritis
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SERTORRIC LD ZORBERBLLE EHORIFERITOI % BRLL, IREREE BT 5
RBLUTREBEENE T, ZORBHTIE, SIEL T —5id, FFABIKETHR/EFRL
CREOTHEEAT > T BRSEH IR BT, R ABHCRS T RIOFL H % LML, 1
B ROBRR R B12L D B TSRS,

BB

BEE I 160 B%E RIAATVB,

BEORY. HIRL THD, BEBRKOBETICIE, RKEVYvFES(ACR)DED HEHEEE
13,

= 3) Wik
IOFR~OBNFELEEIL, LLT DYAMIHS EFEE IR Y43 (Study Coordinator) ~, Bi&H 5\
EA—/VCHIEEZ A,
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5504: #5EIMEZ BB IRROLEETROIEFESABAET I : Longitudinal Protocol for Polyarteritis Nodosa
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7%)The Rare Diseases Clinical Research Network (32 TDEZEZIIARBL SR EPECTETIED
B, LEWHLETFIANSIREFHITHIA S,

REBTRIRFFEICIY . ZORBENBEL RGN EETIZEE BILL. IREABZICHE T3
RBIUMRZIFRENET D, ZORBOFEHDNE LT —213, FLRICETHREFRBL
WRE DB FEE1T> TOBRFAHITIREET 22 LT, RABBP RIS T RIS LV FiEd L. &
WG LEOBMERD B2 O B CHERSNhS,

RRGREHE :
#8596 A PAN (FEHIES RIEBIARR) B BT .
BEOHH. HMidH4 Ths,

American College of Rheumatology CREYY = F 524) DEHEITEE IEEIES RIEBRA DDWE
175, MR RIS LUV NENEND 1 HE 308 2 1HH, HHVIIREHE2IHASES TS
Tk, ThbORRER, IS BIRITAREEDEF 52 L2 RHREL THY, X0 R AR ENPLE
FLWHREINBIDBRLTEDLN TS,

BT
ZOWEA~OBMAFEEIL, LT OYAM BB EFRIEEIOTE 24 4 (Study Coordinator) ~, EiiHa\ >
REA— A CTEEEZRS,
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Jess Martin
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E-mail: jmartin@bu.edu
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5505: U= — 57— PO SFEAE & B SR A9 25 36 1 il B 46 o> W #5580 15 9 S BR 3F 18 : Longitudinal

Protocol for Wegener's Granulomatosis and Microscopic Polyangiitis

EL3 R ,
) The Rare Diseases Clinical Research Network /;f L COAEEZIIANBL IR EWESTTETIED
B3, LB LE & FIIA NSRS,

REWFRORFIEIZLY, ZORBEMRELRMAHFEITICLE BEL, IRERBE BT B
RBLOHRZFRENERT D, ZORWTRIFFRHLIEL 77— Fi%, FFRBIRET8ETFRL
CHEEDHERITo TOEREF ITRMET 528 T, REBERHSPRIS T OFHLOHFEEREL, 1
RITEOBELIRDDZ2ED BRI CHERAShS,
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W8 300 BOTF IREEIANABRE (F2—4F—RFIERE 200 4 . FieEH2 Jetk i % 4% : 100
L) BET E,

BEOFH. HFidRke ThD, V=—FH—RHBE S L CEBREN S RIER TR ERNGELS
BEEDLINVIZERISIHLOD, BELZTANON TR E AT RBAR THD, WGET
(Wegener's Granulomatosis Etanercept Trial) Tid, B#&ZHELL TREYVY =T ER(ACR) B iEHHY
=5 — RIS REEOEELZRALY,

LT, V=—FF—RFEERE LU TR TS 3100, DKL, BERD ACREHET
BATANLENDHD, BTHMEERZ R B4 E X, Chapel Hill Consensus Conference D E iZiH
BTANERDHD, EbI, BEIXV c—/—AFEEBLUBERSENE RBIEL TR LSS hE

#4. a lengthy list of mimickers must be excluded.

BINJTE:
L OWE~DEMBELEL, U TFOYRNHS E RS REOTE 24 & (Study Coordinator) ~, EiEH 5V
IEA—ATHEEZERS,
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5506: Fv—7 + AMFVREBREE (7L A —{ERZEIEYE DR 5) ORI RERBREHE :
Longitudinal Protocol for Churg-Strauss Syndrome

B
£ )The Rare Diseases Clinical Research Network {32 TDBE #ZFIIANBLIR G2 BTt
B, LENFHLE & FIIANSIRIFITHFED 4B,

HEBTROBRJEI LD ZORBE R BELI- R HIORTIREITIZ L% BREL, IRERBZITHT5H
RBLUBFEZIFREUR S5, ZOREBTRIBF KDL L7 7%, FFRBICHETRE TR
VEROHIFEET Ty VERHEEE IR 5L T RRBEFCIE FRIOH LW Irise REL. 16
BT IEDEMRL RO D2 D AW TRERAshS,

R
. #8896 ADF ¥ —  ANTY MEGRTBE L BRET E,
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BE DR, $iEId8k 4 THBD, American College of Rheumatology (ACR: KEV < FZEE)VNED
BEBELHLIIT v— 7 AN RERROBWEIT), BEFILBERRROE, MMEMEROTLT
VA (B, FRTRBIEEDOIEBICEET 2L,

Bk
ZDWFA~DBMALEE L, LLT DYAMIH S EFE EDIE Y & (Study Coordinator) ~, EEEHBV
IXEA—/VCEEE RS

Boston University School of Medicine, Boston, MA
Jess Martin

Study Coordinator

E-mail; jmartin@bu.edu

Phone: 617-414-2507

Cleveland Clinic Foundation, Cleveland, Ohio
Katherine Tuthill

Study Coordinator

E-mail; tuthillk@ccf.org

Phone: 216-444-5257

Mayo Clinic College of Medicine, Rochester, MN
_Kathy Mieras

Lead Study Coordinator/Project Manager -

E-mail: Mieras.kathleen@mayo.edu

Phone: 507-284-9187

Johns Hopkins Vasculitis Center, Baltimore, MD
Cynthia Bethea

Study Coordinator

E-mail: cbethea3@jhmi.edu

Phone: 410-550-4390

St. Joseph's Healthcare, Hamilton, ON
Sandra Messier, RCT
Vascular Medicine Research Coordinator

E-mail: smessier@stjoes.ca
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Phone: 905-522-1155 Ext. 35873

University of Toronto Mount Sinai Hospital, Toronto, ON
Julia Farquharson
Study Coordinator

E-mail: jfarquharson@mtsinai.on.ca

Deborah Weber, RN, CCRC
Study Coordinator

E-mail: dweber@mitsinai.on.ca
Phone: 416-586-8616

5515: KEMIRIIE(RHE (Takayasu's Arteritis: BRI IITBHEE L0, RO o CT 2l
L% VCRC Imaging YRHRABREIEE : BRARABRFMGE B &L T / VCRC Imaging Protocol for
Magnetic Resonance and Positron Emission Tomography in Large~Vessel Vasculitis (Takayasu's -

Arteritis): Development as Clinical Trial Outcome Measures

B9
2)The Rare Diseases Clinical Research Network (3£ TOBE & ZIIANSL IR AL THIETIES
BUS, LENFHLEFFITANSIRAFITHFED RS,

R

BREBIRA I, MEERTHIBFETHS, SRBIRKIL. KT BE ORI A L & Ol
BT, —RICHEEZ I oMEIR, KBRS E (LD DRNAEEMNE) Thb, ZOHEDBH
i, v b’/lﬁﬁt{bk‘rﬁ\%ﬁ}ﬁ'3‘6_8'(‘?%??@1%&2%%‘0)7“}%4&“iobﬁk DIFREEL _0)
BRIZOWTINRNEREEMICRMT 220 THB, ‘

ZOBFRIZDONT 2.

VAR ERIF R THD, RHIIATIZE DR PET 38Kt CT &, EHIMILIThNS
MRI % 43, 2 EORAMRIC, three months apart, B3 1% PET 3011 CT LRIIFC MRI R E %
1D, 36 AOBMEBIRK BE LRI, FEROBEFBRICTIOMERIT, EMIL, Z0OKE
EOWTIDEKE S, RELERI LB ERLLLIZ, BRHHEOB KOEREER T3,

G
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1. [5503: BERBHIRK ORERTRIIBRAREEEEE | CERESNEHF B THRBRR OB 2%
TERY., B0, ZOWFEICEGEL THEE,

2. 17mUE
BexD 2 WHIRNIC, BRBR LML TEEMERBNRLNIE,

IETERRIL, BN B, BV IIZNOFL LG DTS VERINS,

HRER JE

38 BELL EOFERA | B

I ERIER , RE DL, BRORELE

RER2HN

B (H880) ~ 0 RS DR, BB A~DF A—2 BHET
& ADMW A, i A '

i~ gD

Brief limit of blood supply in the brain or stroke
FROWAHLIBITONA, HDNNEEBLI—T

EER LB ORE R (BFIELR, 30 ZbiXy)

IR R

Z0th, EfiS LIRS DmMEBIIRR DR

4., FERARYa—nETrn—Ty L ILBINTES,
5. /r‘/77r—A!~°:r‘/—tz‘_/H:%£f%6°

BIAT]

1 R, R THD
2. BMESNTHTLH TR
3. MRIZEZITRIFDIENTER,

291 \Wik
ZOWIEA~OSMAELEIL, LT DYRNIHAEFSBIDTE X4 (Study Coordinator) ~, BrEHDHV .
HEA— L CEEEES, |

Boston University School of Medicine, Boston, MA

Jess Martin

Study Coordinator
E-mail: jmartin@bu.edu
Phone: 617-414-2507
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Study Coordinator

E-mail: Krishng@ccf.org

Phone: 216-445-5930

Johns Hopkins Vasculitis Center, Baltimore, MD
Cynthia Bethea

~ Study Coordinator

E-mail: cbethea3@jhmi.edu

Phone: 410-550-4390

St. Joseph's Healthcare, Hamilton, ON

Sandra Messier, RCT

Vascular Medicine Research Coordinator

E-mail: smessier@stjoes.ca

Phone: 905-522-1155 Ext. 35873

University of Toronto Mount Sinai Hospital, Torénto, ON
Julia Farquharson

Study Coordinator

E-mail: jfarqubarson@mtsinai.on.ca

Deborah Weber, RN, CCRC
Study Coordinator
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Mayo Clinic College of Medicine, Rochester, MN
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5522: Vx—4)—RZFIEE (WG) BE B R OERHRE AL LT /347 NCTLA4-Ig)®> VCRC
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Multi-Center, Open-Label /31y 24 5" (: VCRC Multi-Center, Open-Label Pilot Study of
Abatacept (CTLA4-Ig) in the Treatment of Mild Relapsing Wegener’s Granulomatosis (WG)

B
2£)The Rare Diseases Clinical Research Network 1%2 T DB E 2T ANBL IR 21 FE Trid
BB, £EWNHLE &N ANBRIITHFENRB,

HR:

Vx4 — AR, MEORICEBITIONRA THS, ROk« 2HBALICEIDH, —
AAIC ESGE (B, 1) . TUE () | BTS2, BE. V=—/ 7 —RAFEESERSh T
HRFBFEIIS AL THY, TITRBOBE KT T 5, BigR236, —HAREHIIRON
FbDHERELTLE T BEIIRED 50%THY, DR ~OREOREITLABEMRL OfE
KBIN TV, ZOIRRIEZERET 50, BPEBEREEIRELE, BLTIVRMRE
REBULETHS, 2, VRV U ERZITTOOBRE R, REELMO TERLRBRESY
RAETHILRBETHS, 20 vy MO BRI, Ve —FF —RFIBERE R RLLET A
e/ MREDELEEMAL, BEFRFICRTREDE TSV TOWRLBILTHS,

ZDWRIZHOVWT:

Vx—5—RFEERE 20 REFBRELL., 7 GRTOERER CITHOREF R THD, HREIL.
RBER®D 1, 15,29 B BIT7 8/ MORIRER S E2% T, £0%II—ry A—EOREERITS, =
DI FEA~DBINTIL, T~24 y AR BT D, KEFHTIZAT O RGN E £,

o THREEFIRIE

o IMEME (BRKBLUWIZEAR)

s QOL®D7 %—Fhk

o R X BR ELIR (A7 £y §h) o CT A% v
o {EEEDER, ERTICX 5 (physician assessment)

TRGREEHE 120 treated people

1. Uzs—iFr—RFBEOHEEZEEZ T TS,

2. Yx—4r—RFEEOFRLERLTEBY, LLTOER 1| 2L LAY TIIES,
* . Active sinus/nasal disease
. DENRE
o FFEDERE (New skin lesions)
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o BERBLUEEAN B IE b b —F) DA

 BEOHKE
¢ Other features of mild active disease
3. ISEUE
4. AT —bFaENIBL TE B oBRBL T+ u—T7y F IS8R kS,
5 IOMAETHRREZZTTCOM, DEMNLEHTIELERTIERELEIL,
ZIARF]
1. BREOREBIAEPERBOEUENTHS,
2. BREOB 1B 16mg oS UR=y U BRI TS,
3. ZOWE~DREEE, T IRRAT77IN(Cytoxan) iR 51 LA TARE ST TV,
4. BE12 7B UPICYYF <7 B BT EAIRRE STV,
5. ZOWMETEDLONIRAZIESFTEAL,
BSFk:

ZOFGE~DBMBELEIL, LLTFDYRAMIHS EFHEBIOIR X5 (Study Coordmator) ~ '%]:ﬂb%)b )
IXEA-VCHEEERS -

Boston University School of Medicine, Boston, MA
Rossie Clark-Cotton

Study Coordinator

E-mail: mrcc@bu.edu

Phone: 617-414-2509

Cleveland Clinic Foundation, Cleveland, Ohio
Katherine Tuthill

Stﬁdy Coordinator

E-mail: tuthillk@ccf.org

Phone: 216-444-5257

Johns Hopkins Vasculitis Center, Baltimore, MD
Lourdes P. Sejismundo

Study Coordinator

E-mail: Isgjism] @jhmi.edu

Phone: 410-550-6818

Mayo Clinic College of Medicine, Rochester, MN
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Kathy Mieras

Lead Study Coordinator/Project Manager
E-mail: Mieras.kathleen@mayo.edu
Phone: 507-284-9187

5523: EAMUIRMEBIIRI L BEBIRE DR, HHMEDWF A2y bRET 4, BIOKRE M EH
ERRELLILT /527 MCTLA4-Ig)/ R 51T L 55 %) R 15144 Concurrent Pilot Studies in Giant
Cell Arteritis and Takayasu’s Arteritis to Examine the Safety, Efficacy, and Immunologic Effects of
Abatacept (CTLA4-Ig) in Large Vessel Vasculitis (AGATA) '

25
2E)The Rare Diseases Clinical Research Network t+2 CDAE ZZ I ANSL IR IS TIE Thldh
B, £EWFHLEEFITIANSREIGHFED 2B,

HR:

E AR HEBIIRZA (GCA) L MEBIARAR(TAK), ReR& M B DM (IRE R, B R) 23| ERTHRE
Thd, INLORRIL, M. B, B, 2. Bk, 5. DI, 2Ok~ ko ~iRE a5 oX
hEERTILHD, ZOMETIE, EMREEIRKL BRBRRERRELIET I ETIORE)
& BRAET D,

ZOBFRAZHONT: _

COWEOTINCBNT, 2EBFIIERE RO S VR =Y VT AT 7 BIRAERE) OMH S
bE¥RELFITB, 3 7 A B CEAMBREBIRR UIBRERR DERBRBELLDoTBE, TS
S ORE, 7 TR (A, IZTEBD72Y Vb D) ~DEINE X B EIES I (21 RTE) RY
ST TGRS 5, FFSSICE T3 B Eu%12~48 7 A (1~44E) THB, #9664 (EFMREEIRS :
33, BEREIRA :33) DBIMEB T, 4 BFTOERMER TITH. REORAIILL TOEY,

o JREOREL

. BiRE

. EfE (LMY MR
. MEBLORBE

. FHHSEERE

o DFETV—b
o  RBRR
TEREH
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E A EBIR AR R TR EZBIRR OBETEZITTHA,

= 2 » A NI ERIRHEBIIRA XX mEBIRASREEL TV,
18 BREAETH B,

BRBLUZ40—Ty 7 BN TE, FOEENHS,
ZORFER | S RMRBTIERE AT AE BMHD,

AV 7 —SRAEUNIBL TR, FOERRHS,

S

)\ ]

1. BYEOKkBENHB,

2. HHEP., IHEILFTHD,

3. HIV, C BYF4, B BIFFRIZBRILL T3,
4. WFBRHARTAEEFTER,

5. AvTH—ARIEUNCIBAL TR,

6. IMERDEA A2,
7. BEIE,

Bk
ZDOFFE~DBMALE X, AT DYRNZH S EFHERADTE K # (Study Coordinator) ~, BEigHa\
IXEA )V Gl L IR D,

Boston University Scheol of Medicine, Boston, MA
Rossie Clark-Cotton

Study Coordinator

E-mail: mrecc@bu.edu

Phone: 617-414-2509

Cleveland Clinic Foundation, Cleveland, Ohio
Katherine Tuthill

Study Coordinator

E-mail: tuthillk@ccf.org

Phone; 216-444-5257

Johns Hopkins Vasculitis Center, Baltimore, MD

Lourdes P. Sejismundo

Study Coordinator
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E-mail: Isejism1@jhmi.edu
Phone: 410-550-6818

Mayo Clinic Coallege of Medicine, Rochester, MN
Jane Jaquith '
Study Coordinator

E-mail: jaquith.jane@mayo.edu

Phone: 507-284-4502

Genetic Diseases of Mucociliary Clearance Consortium

5901: JRFEHEARETH R E DOHEWAOTIZE :5~18 FDHBHE % *#4 : Longitudinal Study of Primary
Ciliary Dyskinesia: Participants 5-18 Years of Age

B9
22)The Rare Diseases Clinical Research Network ¢1£ CDBE 2 FITANSL IR EES BriiF Tlidh
B, BB LE L FIIANSIREIL HFD 32D,

ZOREFIRFIEIS, S~18 BRI BT (PCD) B 151 BIEOEITOREE A1
LU, MBEERHEICLY, BIEERIEES, hoREREEICRONMOBEL FHEBHT5, Fi,
ORI R SE SE TIE, FalICR Y455 BUA (assessed by respiratory cultures) , KB {5

B LRE SHIRSE (assessed by high-resolution computerized tomography, HRCT, of the chest) DFEAEL
EITUBOEREE T, BEOT VM LEERAITIBE T3,

BRI

BIEIL 4 yFIORRTE » FMEZIFTRENDEED, 1ZLAEDBE N TITMOHFZE ("Rare
Genetic Disorders of the Airways: Cross-sectional Comparison of Clinical Features, and Development of
Novel Screening and Genetic Tests") l=b B ML TV BZEE RBIL TRY, FRRELBETFRENTO
BHEAY . RRREEDMBPBONBILEHHL TS, FBED 4 HEERUAPLTH, BEEBHEX
Fe B THIEB MO FREMNH B, ZOFFFEIEC L AR RRBRE B H Dk & kD
EHEHELTVBILBUETHS : REERBEDRET - ERMEDHIEREFE (chronic
sinopulmonary disease & neonatal respiratory disorder D J7 BV L& b Hmy— 5 LI E22FEARIK
1) BL U ciliary ultrastructure DX (PHAIB X USMUDF A =i, HEHRAR—7, flEa ),

T R : .
LRSS, BREREEREEOREDEESIT: 5~18 B0E, BIUVFRREREEDES
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DEHEMRDHDHE, 5~18 BOFRBEREEDRELFTHRZORGIILH 150 4% BAATH
B

B
ZOWE~DBIALEEIL, LT OYVANCSH B EFMEEDHE 4 E (Study Coordmator) ~, BiEHBIN
IXEA—NTEEE RS,

University of North Caroelina, Chapel Hill, NC
Susan Minnix, RN, BSN

sminnix@med.unc.edu

(919) 843-5308

The Hospital for Sick Children, Toronto, Ontario, CA
Donna Wilkes

donna.wi]kes@sickkids. ca

(416) 813-4903 -

Washington University in St. Louis, St. Louis, MO
Jane Quante, RN

quar'xte > j@kids. wustl.edu

(314) 454-2353

The Children's Hospital, Denver, CO .
Shelley Mann, RN, BSN
mann.shelley@tchden.org

(303) 864-5416

Children's Hospital and Regional Medical Center, Seattle, WA
University of Washington, Seattle

Sharon 'McNamara, RN, MN
sharon.mcnamara@seattlechildrens.org

(206) 987-3921 x 1

The Hospital for Sick Children, Toronto, Ontarlo, CA
Donna Wilkes

donna.wilkes@sickkids.ca

(416) 813-4903
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Stanford University, Palo Alto, CA
Jacquelyn Zirbes, DNP, RN
jmzirbes@stanford.edu

(650) 721-1132

5902: SCEDAD RIS R : BERIEBORMTA LI, BLUBRAIY—= 7 LlE TR OB
%% :Rare Genetic Disorders of the Airways: Cross-sectional Comparison of Clinical Features, and

Development of Novel Screening and Genetic Tests

B
1£)The Rare Diseases Clinical Research Network i%22 TDBEZFITANSLIR G EECTE TS
B, £ENWHBEEFFIIANSIRAEILHFD A3,

ZDOHEENI BT 4 D DRI T 4 —h DDy — 7 AL, [REPLORIRSWIVT T
VARYE BEEREBIVTIVADRE) 28, RBIEHET AR VMR OWEE BRGEL, RRi
PRE(PCD), Z REVERTMEMRHEE (variant CF), BMEETNVRRF 0 fEPHAYE DFSEREI VT T
RZEBEOHDBE~OREH, BiE T, ZOMOT 7/ u—F CTHEE ;R TITH, ZhbOREEI,
SEOEEPHHORETRERRLN, —BREOITBMENETEORIELRS, BURERFIHE
MLTWRNWD, BEFELRICEE LA T2RE L, BIIEBNRY, BBETINILTNS,
BEL, BRRBOEREEELAL TRY, ZOREOEHEIREREL TORNIEDPD, TRREHEIX
2 L TRE TR ESWERERTHR T2, ORI, BEOKERBOBELNR
LU BRI DR T T o—F 2 EATHILE BRELTRY, ZHICLVBE —A— A~
DERRBER, Bz FREZDOLY BV BRI ~DORB~LENBETHASI,

&bz, ThHEEI RO AR IKE (RHRE) 2 st BT Th D, BERIEDME 255k
LB LD IR R IRD B E N TES, E7o. LV RWEERYT T DRI F —FDHILT, HLVIGE
FEDRHE~LMLIES),

AR

ZOWFETIX, RIEEMERE, ERUFRERMEE, SIEETAVRRT 2 AEOW T 0T ESZEE
ZITCODEE, BERINLEEDRVBHIEMXRERD, LL, Rl YDV T FREEZ LR
L BbDIIRAET D, INODBEOEVRSHIE LT ER VML 3T, EIRERERE
(classical CF), fafE R 2, ¥AEL, EEDOHFRETHEE e, JMRBFLIT ZhOERIC VTR
45, '

- 366 -



STk
ZOFHR~DBMFBEIL, LT DOVAMISH 5 EHHEB DR 43 (Study Coordinator) ~, BEEdH B
IEA- L TEBLELS,

University of North Carolina, Chapel Hill, NC
Susan Minnix, RN, BSN

sminnix@med.unc.edu

(919) 843-5308

Washington University, St. Louis, MO
Jane Quante, RN, BS
quante_J@kids.wustl.edu

(314) 454-2353

The Children's Hospital, Denver, CO
Shelley Mann, RN, BSN
Mann.Shelley@tchden.org

(720) 777-5416

Children’s Hospital and Regional Medical Center, Seattle, WA
University of Washington, Seattle

Sharon McNamara, RN, MN
sharon.menamara@seattlechildrens.org

(206) 987-3921 x 1

The Hospital for Sick Children, Toronto, Ontario, CA
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of Primary Ciliary Dyskinesia Lung Disease Prior to 10 Years of Age
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