Appendix

Participants and Contributors
Fanconi Anemia: Guidelines for
Clinical Care Consensus Conference
Chicago, IL

April 10 and 11,2008

Blanche Alter, MD, MPH

Clinical Genetics Branch

Division of Cancer Epidemiology & Genetics
National Cancer Institute, Room 7020

6120 Executive Boulevard

Executive Plaza South

Rockville, MD 20852-7231

Telephone: (301) 402-9731

Fax: (301) 496-1854

E-mail: alterb@mail.nih.gov

K. Scott Baker, MD, MS

Associate Professor of Pediatrics

Pediatric Blood and Marrow Transplant Program
Mayo Building, Room D557

University of Minnesota Medical School

420 Delaware Street SE, MMC 484
Minneapolis, MN 55455

Telephone: (612) 625-4952

Fax: (612) 626-1434

E-mail: baker084@umn.edu



318 Fanconi Anemia: Guidelines for Diagnosis and Management

Marec Bierings, MD, PhD
Department of Hematology

University Children’s Hospital Utrecht
PO Box 85090

3508AB Utrecht, The Netherlands
Telephone: (011) 31-30-250-4344

Fax: (011) 31-30-250-5350

E-mail: m.bierings@umcutrecht.nl

Farid Boulad, MD

Medical Director, Pediatric Day Hospital
Bone Marrow Transplantation Service
Memorial Sloan-Kettering Cancer Center
1275 York Avenue - Box 517

New York City, NY 10021

Telephone: (212) 639-6684

Fax: (212) 717-3447

E-mail: bouladf@mskcc.org

Carmen C. Brewer, PhD*

Chief, Audiology Branch

National Institute on Deafness and Other
Communication Disorders, NIH
Building 10, Magnuson CC, 5C306

10 Center Drive — Mail Stop 1410
Bethesda, MD

Telephone: (301) 496-5294

Fax: (301) 402-0409

E-mail: brewerc@nidcd.nih.gov



Appendix: Participants and Contributors 319

Ann G. Carr, MS, CGC*

Westat, Inc.

6110 Executive Boulevard, Suite 400
Rockville, MD 20852

Telephone: (301) 881-6927

Fax: (301) 881-1463

E-mail: anncarr@westat.com

Thomas Carroll, FRCS, MD

Department of Neurosurgery

Sheffield Skull Base Group

Royal Hallamshire Hospital

Sheffield Teaching Hospitals NHS Foundation Trust
Glossop Road, S10 2JF, United Kingdom
Telephone: (44) 114-2712192

Fax: (44) 114-2268509

E-mail: Thomas.A.Carroll@sth.nhs.uk

Nancy Cincotta, MSW, CCLS
Psychosocial Director

Camp Sunshine

35 Acadia Road

Casco, ME 04015

E-mail: nancycincotta@gmail.com

Melody Cunningham, MD*
Department of Hematology

St. Jude Children’s Research Hospital
332 N. Lauderdale Street, Mailstop 763
Memphis TN 38105

Telephone: (901) 495-2813

Fax: (901) 495-2952

E-mail: melody.cunningham@stjude.org



320 Fanconi Anemia: Guidelines for Diagnosis and Management

Ralf Dietrich

Executive Director

FA Support Group of Germany

Bockenweg 4

D-59427 Unna, Germany

Telephone: (011) 49-2308-2324

Fax: (011) 49-2308-2143

E-mail: FaHilfeO1Ralf.Dietrich@t-online.de

Andrew H. Eichenfield, MD

Medical Director

Camp Sunshine

Casco, Maine

New York Presbyterian Children’s Hospital
3959 Broadway, 106

New York, NY 10032

Telephone: (212) 305-9304

Fax: (212) 305-4932

E-mail: ahe2101@columbia.edu

Mary Ellen Eiler

Executive Director

Fanconi Anemia Research Fund, Inc.
1801 Willamette Street, Suite 200
Eugene, OR 97401

Telephone: (541) 687-4658

Fax: (541) 687-0548

E-mail: maryellen@fanconi.org



Appendix: Participants and Contributors 321

David B. Frohnmayer, JD

Vice President, Board of Directors
Fanconi Anemia Research Fund, Inc.
President, University of Oregon
2315 McMorran Street

Eugene, OR 97403

Telephone: (541) 686-0434

Fax: (541) 683-8442

E-mail: dfrohn@uoregon.edu

Lynn Frohnmayer, MSW

Advisor, Fanconi Anemia Research Fund, Inc.
2315 McMorran Street

Eugene, OR 97403

Telephone: (541) 686-0434

Fax: (541) 683-8442

E-mail: Ifrohn@uoregon.edu

Rahel Ghebre, MD

Assistant Professor

Division of Gynecologic Oncology
University of Minnesota

420 Delaware Street SE, MMC 395
Minneapolis, MN 55455

Phone: (612) 626-5939

Fax: (612) 626-0665

E-mail: ghebr004@umn.edu

Alfred Gillio, MD

Hackensack University Medical Center
30 Prospect Avenue

Hackensack, NJ 07601

Telephone: (201) 996-5645

Fax: (201) 996-5336

E-mail: agillio@humed.com



322  Fanconi Anemia: Guidelines for Diagnosis and Management

Eva C. Guinan, MD

Center for Clinical and Translational Research
Dana-Farber Cancer Institute

44 Binney Street

Boston, MA 02115

Telephone: (617) 632-4932

Fax: (617) 632-3770

E-mail: eva_guinan@dfci.harvard.edu

Matthew M. Heeney, MD*

Director, Hematology Clinic

Clinical Director, Sickle Cell Program
Children’s Hospital Boston

300 Longwood Avenue

Boston, MA 02115

Telephone: (617) 355-7700

Fax: (617) 730-0641

Jill Huppert, MD, MPH

Assistant Professor of Pediatrics and OB/GYN —
Adolescent Medicine

Cincinnati Children’s Hospital Medical Center
3333 Burnet Avenue, ML 4000

Cincinnati, OH 45229-3039

Phone: (513) 636-7042

Fax: (513) 636-8844

Email: jill.huppert@cchmc.org



Appendix: Participants and Contributors 323

Teresa Kennedy, MA

Family Support Coordinator
Fanconi Anemia Research Fund, Inc.
1801 Willamette Street, Suite 200
Eugene, OR 97401

Telephone: (541) 687-4658

Fax: (541) 687-0548

E-mail: teresa@fanconi.org

H. Jeffrey Kim, MD

Senior Staff Clinician, Otolaryngology Branch
National Institute on Deafness and

Other Communication Disorders
National Institutes of Health, Bethesda
Department of Otolaryngology, Pediatrics
First Floor, Gorman Building
Georgetown University Hospital
Washington, DC 20007

Telephone: (202) 444-8186

E-mail: HK7@gunet.georgetown.edu

Scott Kozin, MD*

Shriners Hospital for Children
3551 North Broad Street
Pennsylvania, Philadelphia 19140
Telephone: (215) 430-4000
E-mail: skozin@shrinenet.org



324  Fanconi Anemia: Guidelines for Diagnosis and Management

Jeffrey M. Lipton, MD, PhD

Director, Pediatric Hematology/Oncology and
Stem Cell Transplantation

Schneider Children’s Hospital

Professor of Pediatrics

Albert Einstein College of Medicine

New Hyde Park, NY

Telephone: (718) 470-3470

Fax: (718) 343-4642

E-mail: jlipton@]lij.edu

Margaret MacMillan, MD

Fanconi Anemia Comprehensive Care Program
University of Minnesota Medical School

420 Delaware Street SE, MMC 484
Minneapolis, MN 55455

Telephone: (612) 626-2778

Fax: (612) 626-2815

E-mail: macmi002@umn.edu

Deane Marchbein, MD

Board Member

Fanconi Anemia Research Fund, Inc.
33 Robbins Road

Arlington, MA 02174

Telephone: (781) 646-2330

Fax: (781) 641-0975

E-mail: dokdm@aol.com

Diane Pearl

FA Parent

608 Thorntree Lane

Eureka, MO 63025-2066
Telephone: (636) 938-3143
E-mail: dipearl57@hotmail.com



Appendix: Participants and Contributors 325

Mark Pearl

Board Member

Fanconi Anemia Research Fund, Inc.
608 Thorntree Lane

Eureka, MO 63025-2066

Telephone: (636) 938-3143

E-mail: mkp1409@hotmail.com

Anna Petryk, MD*

Associate Professor, Department of Pediatrics, and
Department of Genetics, Cell Biology, and
Development

Pediatric Endocrinology

University of Minnesota Medical School
420 Delaware Street SE, MMC 404
Minneapolis, MN 55455

Telephone: (612) 624-6370

Fax: (612) 626-5262

E-mail: petry005@umn.edu

Suzanne Planck

Family Support Coordinator
Fanconi Anemia Research Fund, Inc.
1801 Willamette Street, Suite 200
Eugene, OR 97401

Telephone: (541) 687-4658

Fax: (541) 687-0548

E-mail: suzanne@fanconi.org



326 Fanconi Anemia: Guidelines for Diagnosis and Management

Zora R. Rogers, MD

University of Texas Southwestern Medical Center
5323 Harry Hines Boulevard

Dallas, TX 75390-9063

Telephone: (214) 648-3896

Fax: (214) 648-3122

E-mail: zora.rogers@utsouthwestern.edu

Susan Rose, MD

Pediatric Endocrinologist

Division of Endocrinology, ML 7012
Cincinnati Children’s Hospital Medical Center
3333 Burnet Avenue

Cincinnati, OH 45229

Telephone: (513) 636-4744

E-mail: rosgy6@chmcc.org

Sarah Jane Schwarzenberg, MD

Associate Professor, Pediatrics

Chief, Pediatric Gastroenterology,

Hepatology and Nutrition

Director, Pediatric Weight Management Clinic
University of Minnesota Medical School, MMC 185
420 Delaware Street SE

Minneapolis, MN 55455

Telephone: (612) 624-1133

Fax: (612) 626-0639

E-mail: schwa005@umn.edu



Appendix: Participants and Contributors 327

Akiko Shimamura, MD, PhD
Associate Professor of Pediatrics

Fred Hutchinson Cancer Research Center
1100 N. Fairview Avenue, D2-100
Seattle, WA 98109

Telephone: (206) 667-1127

Fax: (206) 667-5255

E-mail: ashimamu@fhcrc.org

Bhuvanesh Singh, MD, PhD*

Director, Laboratory of Epithelial Cancer Biology
Associate Attending Surgeon

Memorial Sloan-Kettering Cancer Center
Associate Professor of Otolaryngology
Weill Medical of Cornell University
Associate Visiting Physician

The Rockefeller University

1275 York Avenue

New York, NY 10021

Telephone: (212) 639-2024

Fax: (212) 717-3302

E-mail: singhb@mskcc.org

Constantine A. Stratakis, MD*

Program Director for Pediatric Endocrinology
National Institute of Child Health and

Human Development, NIH

10 CRC — Hatfield Clinical Research Center, 1-3330
10 Center Drive, Mail Stop 1103

Bethesda, MD

Telephone: (301) 402-1998

Fax: (301) 402-0574

E-mail: stratakc@ccl.nichd.nih.gov



328 Fanconi Anemia: Guidelines for Diagnosis and Management

Pamela Stratton, MD

Chief, Gynecology Consult Service
Reproductive Biology and Medicine Branch
NICHD, NIH

Building 10, CRC, Room 1-3140

Bethesda, MD 20892-1109

Telephone: (301) 496-9079

Fax: (301) 480-6703

E-mail: strattop@ccl.nichd.nih.gov

Holger Toennies, PhD

Institute of Human Genetics

University Clinic Schleswig-Holstein Campus
University of Kiel

Schwanenweg 24

24105 Kiel, Germany

Telephone: (011) 49-431-597-1792

Fax: (011) 49-431-597-1880

E-mail: htoennies@medgen.uni-kiel.de

Jakub Tolar, MD, PhD

Pediatric Blood and Marrow Transplantation
University of Minnesota Medical School
420 Delaware Street SE, MMC 366
Minneapolis MN 55455

Telephone: (612) 626-5501

Fax: (612) 624-3913

E-mail: tolar003@umn.edu



Appendix: Participants and Contributors 329

Eunike Velleur, MD

Department of Pediatric Oncology,
Hematology, and Immunology
Children’s Hospital

Moorenstrasse 5

40225 Dusseldorf, Germany
Telephone: (011) 49-211-811-6103
Fax: (011) 49-211-811-6436
E-mail: velleuer@uni-dueseldorf.de

John E. Wagner, MD

Director, Pediatric Hematology/Oncology/Blood and
Marrow Transplantation

Scientific Director, Clinical Research

Blood and Marrow Transplantation Program and
Stem Cell Institute

University of Minnesota Medical School

420 Delaware Street SE, MMC 366
Minneapolis, MN 55455

Telephone: (612) 626-2961

Fax: (612) 626-4074

E-mail: wagne002@umn.edu

Christopher Walsh, MD, PhD

Associate Professor, Department of Medicine
Division of Hematology/Medical Oncology
Mount Sinai School of Medicine

One Gustave Levy Place, Box 1079

Room 24-42C, Annenberg Building

New York, NY 10029

Telephone: (212) 241-3443

Fax: (212) 824-7016

E-mail: christopher-e.walsh@mountsinai.org



330 Fanconi Anemia: Guidelines for Diagnosis and Management

Nada Yazigi, MD

Assistant Professor of Pediatrics

Cincinnati Children’s Hospital Medical Center
3333 Burnet Avenue

Cincinnati, OH 45229-3039

Telephone: (513) 636-4415

Fax: (513) 636-7805

E-mail: nada.yazigi@cchmec.org

Christopher Zalewski, MA*

Staff Audiologist

Otolaryngology Branch

National Institute on Deafness and Other
Communication Disorders, NIH
Bethesda, MD

E-mail: zalewski(@mail.nih.gov

Heather Zierhut, MS, CGC*

Genetic Counselor

Fanconi Anemia Comprehensive Care Program
University of Minnesota Medial Center, Fairview
420 Delaware St SE, MMC 484

Minneapolis, MN 55455

Telephone: (612) 626-6743

Fax: (612) 626-3941

E-mail: hzierhul @fairview.org

* Did not attend the conference



