124, BRIV~ 7L BMERER—K

Urea Cycle Disorders Consortium (15 centers)

Baylor College of Medicine, Houston, Texas

Children's Hospital Boston, Boston, Massachusetts

The Children’s Hospital, Aurora, Colorado

Children's Hospital of Philadelphia, Philadelphia, Pennsylvania

Seattle Children’s Hospital, University of Washington School of Medicine, Seattle, Washington

Children's National Medical Center, Washington, DC

Georgetown University, Washington, DC

The Hospital for Sick Children, Toronto, Ontario

Mount Sinai School of Medicine, New York, New York

Oregon Health & Science University, Portland, Oregon

Rainbow Babies and Children's Hospital, Cleveland, Ohio

University of California at L.os Angeles (UCL.A), Los Angeles, California

Univefsig[ Children’s Hospital, Zurich, Switzerland

Yale University School of Medicine, New Haven, Connecticut

Vanderbilt University Medical Center, Nashville, Tennessee

M Urea Cycle Disorders Consortium, HP
http:/frarediseasesnetwork.epi.usf.eduw/ucdc/centersfindex.htm
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Angelman, Rett & Prader-Willi Syndromes Consortium (8 centers)

Baylor College of Medicine

Children's Hospital San Diego

University of California at Irvine Medical Center

University of Florida Health Science Center

Children's Hospital Boston
University of Alabama at Birmingham

. Greenwood Genetics Center

Vanderbilt Children's Hospital

Hige: Angelman, Rett & Prader-Willi Syndromes Consortivm, HP

http.//rarediseasesnetwork.epi.usf.edu/arpwsc/centers/index.htm

Consortinm for Clinical Investigations of Neurological Channelopathies (CINCH)
(9 centers) ‘

Kansas University Medical Center

The University of Rochester Medical Center

David Geffen School of Medicine - UCLA
Brigham and Women's Hospital

Centre for Neuromuscular Disease - London

Howard Hughes Medical Institute at The University of California, San Fransisco

The National Institute of Neurological Disorders and Stroke (NINDS)

University of Texas Southwestern Medical Center at Dallas
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London Health Sciences Centre, Ontario, CA

Hi4a: Consortium for Clinical Investigations of Neurological Channelopathies, HP
http://rarediseasesnetwork.epi.usf.edu/cinch/centersfindex.htm

The Vasculitis Clinical Research Consortium (VCRC) (6 centers)

Boston University School of Medicine

Cleveland Clinic Foundation

The Johns Hopkins Vasculitis Center

Mayo Clinic College of Medicine
Mt. Sinai Hospital, Toronto

St. Joseph's Hospital, Hamilton, ON

HHHh: The Vasculitis Clinical Research Consortium, HP
http.//rarediseasesnetwork.epi.usf-edufverc/centers/index.htm

The Genetic Diseases of Mucociliary Clearance Consortium (7 centers)

The Children's Hospital Colorado - Denver, CO

Children's Hospital & Regional Medical Center - Seattle, WA

The Hospital for Sick Children, Toronto, Ontario, Canada

National Institute of Allergy and Infectious Diseases

Stanford University Medical Center, Palo Alto, CA

University of North Carolina at Chapel Hill - Chapel Hill, NC

Washington University in St. Louis, MO
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H4: The Genetic Diseases of Mucociliary Clearance Consortium

http://rarvediseasesnetwork.epi.usf.edu/gdmec/index.htm
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1.2.5 fi§#1

(1) Rare Diseases Contact Registry Form (ex. Vasculitis Clinical Research Consortium)

BEBER 74—, A7 —RyNIT I RAMRIRVEE~, ERMCBEXBRENLFEES
NS (7s3 g

http-ffrarediseasesnetwork. epi.usf.edw/veré/documents/VCRC ContactRegistivForm_ FINAL pdf

AV E—FVRERFTHIRENR. T VIFAV THEV ) — U T A~BERGTHIERAHES
(B2 THR, BERMEZOWTOEBFRLS B —TVICRIMEOHFREAFTHILHN
3k, BeRrHIEel,

http://rarediseasesnetwork. epi.usf.edi/vere/takeaction/index. htm

(2) Vasculitis Clinical Research Consortium Longitudinal Studies Flyers (Chung-Strauss Syndrome,
Takayasu’s Arteritis, Giant Cell Arteritis, Wegeners Granulomatosis and Microscopic Polyangiitis,
Polyarteritis Nodosa) FFFEIZE¢BEMEHE (RKR&—-) .

http.//rarediseasesnetwork. epi.usf.edufvere/news/flyers. htm
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BT BTREITHIRVD ?

ZORIR BRI ST, ol B MIEE BRIV B AT, YT O E 5
—DHRT, HRIALOTEHED RVEER B 7 —DRERRRT — 7 43— 7 — [T E &
Boston University School of Medicine, Boston, Massachusetts

BRR = —F 4% — 45— Jessica Martin

E-mail: jmartin@bu.edu

Tel: 617-414-2507

ERIRBIH K E: Peter A. Merkel, MD, MPH

Cleveland Clinic Foundation, Cleveland, Ghio
BRORFABR=— 74 % — 4 —: Katherine Tuthill,
E-mail: tuthillk@ccf.org

Tel: 216-444-9606

RPN E: Carol A. Langford, MD, MHS

Mayo Clinic College of Medicine, Rochester, Minnesota
BERRB = —F 1k —%—: Kathleen Mieras,

E-mail: mieras.kathleen@mayo.edu

Tel: 507-284-9187

FHIRIAE Y E: Ulrich Specks, MD

Johns Hopkins Vasculitis Center, Baltimore, Maryland
BRI —F" ¢ R —4—: Cynthia Bethea,

E-mail: cbethea3@jhmi.edu

Tel: 410-550-4390

EMEEE Y E: Phil Seo, MD, MHS

St. Joseph’s Healthcare, Hamilton, ON
R — 7 4R —4& —: Sandra Messier,
E-mail: smessier@stjoes.ca

Tel: 905-522-1155 Ext. 35873
I%Yﬁ‘fﬁ%ﬂ‘é [Z: Nader Khalidi, MD
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Mount Sinai Hospital, Toronto, ON

BRR R —F 4R —%—: Julia Farquharson,
E-mail: jfarquharson@mtsinai.on.ca

Tel: 416-586-8616

FEPIAERIE Y E: Simon Carette, MD

VCRCIIFH DR BERIRIF 7SRy FY — 2D — 5T, K EE AR RZEL THET, URLTF

L A: www.RareDiseasesNetwork.org/vasculitis
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ZORFRICELERRLITRoTEY, bo LV MFRE BHDITRYICWERITIE, T ORKE S
—DHRT, HRIICL>THAE D RVER 5 — DR — T 42— —C BTSN
Boston University School of Medicine, Boston, Massachusetts

BRER BB 17 4% — 4 —: Jessica Martin

E-mail: jmartin@bu.edu

Tel: 617-414-2507

ERIRBIE Y [E: Peter A. Merkel, MD, MPH

Cleveland Clinic Foundation, Cleveland, Ohio
BRI B —F 4% —%—: Katherine Tuthill,
E-mail: tuthillk@ccf.org |
Tel: 216-444-5257

FEAABRIA X B Carol A. Langford, MD, MHS

Mayo Clinic College of Medicine, Rochester, Minnesota
BRI — T 43 —%—: Jane Jaquith,

E-mail: jaquith.jane@mayo.edu

Tel: 507-284-4502

FHTABIB Y E: Steven R. Yiterberg, MD

Johns Hopkins Vasculitis Center, Baltimore, Maryland
BRI —F 41 —#—: Cynthia Bethea,

E-mail: cbethea3@jhmi.edu

Tel: 410-550-4390

EIREIE Y E: Phil Seo, MD, MHS

St. Joseph’s Healthcare, Hamilton, ON
EEER 3R B2 —F 4% —#—: Sandra Messier,
E-mail: smessier@stjoes.ca

Tel: 905-522-1155 Ext. 35873
EHIRRIA Y [E: Nader Khalidi, MD
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Mount Sinai Hospital, Toronto, ON

AR RBR=—F 43 —%—: Julia Farquharson,
E-mail: jfarquharson@mtsinai.on.ca

Tel: 416-586-8616

FEABRHE Y E: Simon Carette, MD

VCRCIIFH D RBERRFFER Y N — 2D —>C, REELFEMFEFHNTERLTOVET, URLTF

L A: www.RareDiseasesNetwork.org/vasculitis
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Boston University School of Medicine, Boston, Massachusetts | »

R RBUB=— 7"t % —4'—: Jessica Martin

E-mail: jmartin@bu.edu

Tel: 617-414-2507

EEIBBRIBA L [E: Peter A. Merkel, MD, MPH

Cleveland Clinic Foundation, Cleveland, Ohio

FRERE = — 7t % —# —: Katherine Tuthill,

E-mail: tuthillk@ccforg i

Tel: 216-444-5257

= 7ABRIE X [E: Carol A. Langford, MD, MHS

Mayo Clinic College of Medicine, Rochester, Minnesota
ERER B —F 4 X —4 ! Jane Jaquith,

E-mail: jaquith.jane@mayo.edu

Tel: 507-284-4502

EEPTABRIA Y [E: Steven R. Yiterberg, MD

Johns Hopkins Vasculitis Center, Baltimore, Maryland
FEER R =—F 4k —%—: Cynthia Bethea,

E-mail: cbethea3@jhmi.edu

Tel: 410-550-4390

R HRERIE Y [E: Phil Seo, MD, MHS

St. Joseph’s Healthcare, Hamilton, ON
R BR—F 4K —%—: Sandra Messier,
E-mail: smessier@stjoes.ca

Tel: 905-522-1155 Ext. 35873
FEHTAE K E: Nader Khalidi, MD
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Mount Sinai Hospital, Toronto, ON

BRER R B=r—F" 13 —%—: Julia Farquharson,
E-mail: jfarquharson@mitsinai.on.ca

Tel: 416-586-8616 ‘

FETRBRFE Y E: Simon Carette, MD

VCRCIEHAVERBERM TR N — 70— T, REEVHEFEHNBEXELTWES, URLTF

b A www.RareDiseasesNetwork.org/vasculitis
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Boston University School of Medicine, Boston, Massachusetts
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E-mail: mrcc@bu.edu
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