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Last Name First Name Affiliation e-Mail 
Abdenur Jose Children's Hospital of Orange County jabdenur@choc.org 
Acosta Phyllis   pja1933@aol.com 
Adams David NIH dadams1@mail.nih.gov 
Adams Darius Albany Medical Center adamsd@mail.amc.edu 
Adams John Canadian Organization for Rare Disorders john.adams7@sympatico.ca 
Ahmad Ayesha University of Michigan ayeshaah@umich.edu 
Anderson Nancy Actelion Pharmaceuticals nancy.anderson@V-stream.com 
Andersson Hans Tulane University Medical Center handers@tulane.edu 
Anikster Yair Safra Children's Hospital yair.anikster@sheba.health.gov.il 
Arch Ellen AI duPont Hospital for Children emarch@nemours.org 
Arn Pamela Nemours Children's Clinic parn@nemours.org 
Arnold Georgianne Univ. of Rochester SOM & Dentistry georgianne_arnold@urmc.rochester.edu 
Azcona Carolina University Health Network & Mt. Sinai Hospital carolina.azcona@uhn.on.ca 
Baker John Kaiser Permanente john.c.baker@kp.org 
Bakker Henk University of Amsterdam h.d.bakker@amc.uva.nl 
Bale Sherri GeneDx, Inc. sherrib@genedx.com 
Barnes Ashley Abbott Laboratories ashley.barnes@abbott.com 
Barshop Bruce Univ. California, San Diego bbarshop@ucsd.edu 
Bartholomew Dennis The Ohio State University bartholomewd@pediatrics.ohio-state.edu 
Bartley James UC Irvine Medical Center bartleyj@uci.edu 
Basinger Alice Cook Children's Physician Network a-basinger@cookchildrens.org 
Bates-Dubrow Lisa University of Arkansas Medical School lisagail11@mac.com 
Batshaw Mark Children's National Medical Center mbatshaw@cnmc.org 
Bausell Heather Children's Memorial Hospital hbausell@childrensmemorial.org 
Bee Sally Hoefer/Biochrom sally.bee@biochrom.co.uk 
Bennett Michael The Children's Hospital of Philadelphia bennettmi@email.chop.edu 
Bernardini Isa NIH/NHGRI bernardi@mail.nih.gov 
Berry Susan Univ. of Minnesota berry002@umn.edu 
Bircher Ana Vanderbilt University Medical Center ana.bircher@vanderbilt.edu 
Bittle Joyce University of Tennessee HSC jbittle@utmem.edu 
Blakely Eileen University of Rochester eileen_blakely@urmc.rochesster.edu 
Blau Nenad University Children's Hospital nenad.blau@kispi.unizh.ch 
Blech-Hermoni Yotam NIH blechhey@mail.nih.gov 
Blitzer Miriam G. University of Maryland SoM mblitzer@peds.umaryland.edu 
Blumberg Bruce Kaiser Permanente bruce.blumberg@kp.org 
Bodamer Olaf University Children's Hospital olaf.bodamer@univie.ac.at 
Bradley Lori Ann Shire Human Genetic Therapeutics, Inc.   
Braverman Nancy Johns Hopkins University nbraverm@jhmi.edu 
Brownstone Doug Applied Nutrition Corp. dbrownstone@medicalfood.com 
Burlingame Terry Oregon Health & Science University burlinga@ohsu.edu 
Burton Barbara Children's Memorial Hospital bburton@childrensmemorial.org 
Caldovic Ljubica Children's National Medical Center ljubica@cnmcresearch.org 



Carroll-King Linda Genzyme Corp linda.carrollking@genzyme.com 
Casas Kari A. Trinity Clinical Genetics casask@tmfhs.org 
Cataldo Darci BioMarin Pharmaceuticals, Inc. dcataldo@bmrn.com 
Cathey Sara Greenwood Genetic Center scathey@ggc.org 
Cederbaum Stephen UCLA scederbaum@mednet.ucla.edu 
Chace Donald Pediatrix Analytical donald_chace@pediatrix.com 
Chakraborty Pranesh University of Ottawa pchakraborty@cheo.on.ca 
Chandler Randy NIH rchandler@mail.nih.gov 
Chang Erica UCLA ericachang@mednet.ucla.edu 
Chang Sara The Hospital for Sick Children sara.chang@sickkids.ca 

Charrow Joel 
Feinberg School of Medicine, Northwestern 
University jcharrow@northwestern.edu 

Chinsky Jeffrey Johns Hopkins Univ. SOM jchinsky@stagnes.org 
Cohen Bruce Cleveland Clinic Foundation cohenb2@ccf.org 
Coldwell James University of Oklahoma/Schasterman HSC coldwell@ix.netcom.com 
Cooper Linda Kaiser Permanente linda.cooper@kp.org 
Copeland Sara University of Iowa Health Care sara-copeland@uiowa.edu 
Coppock Donald Coriell Institute for Medical Research dcoppock@coriell.org 
Cornejo Veronica Metabolic Diseaes Unit/Universidad de Chile vcornejo@uec.inta.uchile.cl 
Cowan Tina Stanford University Medical Center tcowan@stanford.edu 
Cox Gerald Genzyme Corporation gerald.cox@genzyme.com 
Crombez Eric David Geffen SOM at UCLA ecrombez@mednet.ucla.edu 
Cruz Vivian The Hospital for Sick Children vivian.cruz@sickkids.ca 
Cuddahy Danielle Shire Human Genetics Therapies dcuddahy@shire.com 
Cunningham Vicki The Children's Hospital Denver vcunn1@gmail.com 
Cusmano-
Ozog Kristina Stanford University kcusmano@stanford.edu 
Dabbagh Omar A.I. duPont Hospital for Children odabbagh@nemours.org 
Dasouki Majed St. Luke's Medical Center mdasouki@saint-lukes.org 
De Fries Mark Solace Nutrition mdefries@mac.com/ mdefried@solacenutrition.com 
De Klerk Johannis Sophia Children's Hospital j.b.c.deklerk@erasmusmc.nl 
de Sain-van 
der Velden M.G.M. University Medical Center Utrecht m.g.desain@umcutrecht.nl 
DeClue Terry University of South Florida tdclue@gate.net 
DeLuca Jane University of Rochester jane_deluca@urmc.rochester.edu 
Demarco Kristin BioMarin Pharmaceuticals kdemarco@bmrn.com 
Devaney Jennifer Vitaflo USA jen.devaney@gmail.com 
DeVincentis Ellen The Women & Children's Hospital of Buffalo edevincentis@upa.chob.edu 
Diamond Nicole Shire Human Genetics Therapies ndiamond@shire.com 
Diaz George Mount Sinai School of Medicine georgediaz@mssm.edu 
Dietzen Dennis Washington University School of Medicine dietzen_d@kids.wustl.edu 
Dimmock David Baylor College of Medicine ddimmock@bcm.edu 
Dipple Katrina David Geffen SOM at UCLA kdipple@ucla.edu 
Dorenbaum Alex BioMarin Pharmaceutical, Inc. adorenbaum@bmrn.com 
Dorland Bert Academic Hospital Maastricht bert.dorland@gen.unimaas.nl 
Dougherty- Frances Horizon Molecular Medicine fkendall@horizonmedicine.com 



Kendall 
Edward Hailey NIH edwardsh@mail.nih.gov 
El-Gharbawy Areeg Cairo University ahg_gene@yahoo.com 
Ellis Milton Rare Disease Therapeutics, Inc. mellis@raretx.com 
Elsas II Louis  University of Miami lelsas@med.miami.edu 
Enns Gregory Stanford University SOM greg.enns@stanford.edu 
Erbe Richard Women & Children's Hospital of Buffalo folate@aol.com 
Exil Vernat Vanderbilt University vernat.exil@vanderbilt.edu 
Falk Marni The Children's Hospital of Philadelphia falkm@email.chop.edu 
Feigenbaum Annette The Hospital for Sick Children asjf@sickkids.ca 
Fennessey Paul V. Univ. of Colorado HSC Paul.Fennessey@UCHSC.edu 
Fernhoff Paul  Emory University School of Medicine pfernhoff@genetics.emory.edu 
Finkel Rick Applied Nutrition Rick@MedicalFood.com 
Floyd-
Browning Phaidra University of Alabama at Birmingham pfbrowning@genetics.uab.edu 
Fong Chin-To University of Rochester chinto_fong@urmc.rochester.edu 
Font-
Montgomery Esperanza NIH, NHGRI fontmoe@mail.nih.gov 
Freedenberg Debbie Vanderbilt University Medical Center debra.freedenberg@vanderbilt.edu 
Freehauf Cindy University of Colorado HSC freehauf.cynthia@tchden.org 
Freeto Scott Waters Corporation scott_freeto@waters.com 
Furbish Scott Genzyme Corporation fsfurb@aol.com 
Gahl William  NIH/NHGRI bgahl@helix.nih.gov 
Garganta Cheryl Tufts-New England Medical Center cgarganta@tufts-nemc.org 
Gargosky Sharron Ucyclyd Pharma sgargosky@medicis.com 
Gartenberg Stephanie Genzyme Corp.   
Geraghty Michael University of Ottawa mgeraghty@cheo.on.ca 
Gershkowitz Jayne Amicus Therapeutics jgershkowitz@amicustherapeutics.com 
Gibson James University of Texas HSC at San Antonio gibsonj3@uthscsa.edu 
Gillingham Melanie Oregon Health & Science University gillingm@ohsu.edu 
Giovannetti Daniela BioMarin Brasil Farmaceutica Ltd. dgiovannetti@bmrn.com 
Goetzman Eric Children's Hospital of Pittsburgh eric.goetzman@chp.edu 
Golas Gretchen NIH golasg@mail.nih.gov 
Goodman Stephen UCHSC at Fitzsimons stephen.goodman@UCHSC.edu 
Graham Brett Baylor College of Medicine bgraham@bcm.tmc.edu 
Grange Dorothy K. Washington University SOM grange_d@kids.wustl.edu 
Greene Carol University of Maryland SOM cgreene@peds.umaryland.edu 
Grier Robert Wayne State Medical School rgrier@dmc.org 
Grody Wayne W. UCLA School of Medicine wgrody@mednet.ucla.edu 
Gropman Andrea Children's National Medical Center agropman@cnmc.org 
Gunay-Aygun Meral NIH/NHGRI mgaygun@mail.nih.gov 
Hamid Rizwan Vanderbilt University SOM rizwan.hamid@vanderbilt.edu 
Hamosh Ada Johns Hopkins Hospital ahamosh@jhmi.edu 
Hanning Vickie Vanderbilt University Medical Center vickie.hanning@vanderbilt.edu 
Harding Cary Oregon Health & Science University hardingc@ohsu.edu 
Hare Kathy Rare Disease Therapeutics, Inc. khare@raretx.com 



Hauser Natalie University of Texas Southwestern natalie.hauser@utsouthwestern.edu 
He Miao University of Pittsburgh miao.he@chp.edu 
Heese Bryce Mayo Clinic heese.bryce@mayo.edu 
Heidenreich Randall Univ. of Arizona HSC rah@peds.arizona.edu 
Held Patrice NIH heldp@mail.nih.gov 
Helton Laura New York State Department of Health leh01@health.state.ny.us 
Henderson Darla University of Tennessee Genetic Center dhenders@mc.utmck.edu 
Hernandez Beth Shire Human Genetics Therapies bhernandez@shire.com 
Herrell Lindsey Vanderbilt University lherrel@gmail.com 
Hirano Michio Columbia University Medical Center mh29@columbia.edu 
Holm Elena PreKUlab A/S erh@prekulab.com 
Holm Ben PreKUlab A/S beh@prekulab.com 
Hook Debra University of California, Irvine dhook@uci.edu 
Hoppel Charles Case Western Reserve University charles.hoppel@case.edu 
Houten Sander Academic Medical Center s.m.houten@amc.uval.nl 
Howell R. Rodney NIH howellr@mail.nih.gov 
Hruska Kathleen NIH hruskak@mail.nih.gov 
Huguenin Suzette LabCorp huguens@labcorp.com 
Humphrey Jay Sigma-Tau Pharmaceuticals, Inc. jay.humphrey@sigmatau.com 
Introne Wendy NIH/NHGRI wintrone@mail.nih.gov 
Ireland Julie Hawaii Community Genetics julie.ireland@kapioloni.org 
Isaya Grazia Mayo Clinic isaya@mayo.edu 
Ivers Nina Swedish Orphan International nina.ivers@swedishorphan.com 
Jacobs Joseph Abbott Molecular joseph.j.jacobs@abbott.com 
Jayakar Parul Miami Children's Hospital Parul.Jayakar@MCH.com 
Jepson Jill BioMarin Pharmaceuticals, Inc. jjepson@bmrn.com 
Jorissen Dave Hitachi High Technologies America, Inc. david.jorissen@hitachi-hta.com 
Judge Sharon University of Florida sharon.judge@medicine.ufl.edu 
Jurecki Elaina Kaiser Permanente Elaina.Jurecki@kp.org 
Kahler Stephen  Arkansas Children's Hospital sgkahler@sbcglobal.net 
Kakkis Emil BioMarin Pharmaceutical Inc. ekakkis@bmrm.com 
Kaye Edward Genzyme Corporation Edward.kaye@genzyme.com 
Kayser Michael NIH mkayse@mail.nih.gov 
Kerr Douglas  Case Western Reserve University douglas.kerr@case.edu 
Keutzer Joan Genzyme Corp joan.keutzer@genzume.com 
Kim Katherine Children's Memorial Hospital kkim@childrensmemorial.org 
Kim Sook Za Korea Genetic Research Center kimgene@unitel.co.kr 
Kimonis Virginia UCI Medical Center vkimonis@uci.edu 
Kleppe Soledad CEMIC skleppe@bcm.tmc.edu 
Klootwijk Enriko NIH eklootwi@mail.nih.gov 
Koeberl Dwight Duke University Medical Center dwight.koeberl@duke.edu 
Koerner Celide Johns Hopkins University ckoerne1@jhmi.edu 
Korson Mark Tufts-New England Medical Center mkorson@tufts-nemc.org 
Krasnewich Donna NIH/NHGRI dkras@mail.nih.gov 
Kratz Lisa Kennedy Krieger Institute kratz@kennedykrieger.org 



Kronn David New York Medical College david_kronn@nymc.edu 
Lai Kent University of Miami klai@med.miami.edu 
Lambert Dave CHW dlambert@chw.org 
Lambert Marie Sainte-Justine Hospital maria.lambert@UMONTREAL.CA 
Lanpher Brendan Baylor College of Medicine blanpher@bcm.tmc.edu 
Lauer Chrissy Shire Human Genetics Therapies clauer@shire.com 
Le Mons Cynthia National Urea Cycle Disorders Foundation cindy@nucdf.org 
Lee Brendan Baylor College of Medicine and HHMI blee@bcm.tmc.edu 
Lee Nichung National Taiwan University Hospital nichung.lee@gmail.com 
Lee Rick Actelion Pharmaceuticals rick.lee@actelion.com 
Leonard Claire University of New Mexico coleonard@gilanet.com 
Lesperance Eric Cambrooke Foods leah@cambrookefoods.com 
Levy Paul Albert Einstein College of Medicine plevy@montefiore.org 
Levy Harvey  Children's Hospital Boston harvey.levy@childrens.harvard.edu 
Li Changhong The Children's Hospital of Philadelphia li@email.chop.edu 
Lichter-
Konecki Uta Children's National Medical Center ulichter@cnmc.org 
Lindsley David Nutricia North America   
Lipson Mark Permanente Medical Group MARK.LIPSON@KP.ORG 

Liu Aiping 
ARUP Institute for Clinical & Experimental 
Biology liua@aruplab.com 

Lolia Aurelie Hoefer/Biochrom aurelia.lolia@biochrom.co.uk 
Longo Nicola University of Utah Nicola.Longo@hsc.utah.edu 
Lorey Fred Genetic Disease Branch florey@dhs.ca.gov 
Lublink Leslie SIMD lublinkl@ohsu.edu 
Ludvig Gitte Swedish Orphan gitte.ludvig@swedishorphan.com 
Lukose Linda NIH/ NHGRI lukosel@mail.nih.gov 
Lutz Richard University of Nebraska Medical Center rlutz@unmc.edu 
Lyles Mark Amicus Therapeutics mlyles@amicustherapeutics.com 
Mabry C. Charlton Kentucky Clinic mcreid2@uky.edu 
Macnab Bill Vitaflo Ltd. bmacnab@aol.com 
Maltzman Sandra Applied Nutrition Corp. sandra@medicalfood.com 
Mardach-
Verdon Rebecca Kaiser Permanente Southern California rebecca.r.mardach@kp.org 
Markello Thomas Children's National Medical Center tmarkell@cnmc.org 
Marriage Barbara Ross Products Division, Abbott Laboratories barbara.marriage@abbott.com 
Marsden Deborah Genzyme Corporation deborah.marsden@genzyme.com 
Martin Laura S. Wayne State University lmartin@med.wayne.edu 
Martin Madelena University of California, San Francisco martinma@peds.ucsf.edu 
Massone Carlos Rare Disease Therapeutics, Inc.   
Matalon Reuben Univ. Texas Medical Branch/Galveston rmatalon@utmb.edu 
Matern Dietrich Mayo Clinic matern.dietrich@mayo.edu 
Matos Claudia Johns Hopkins University matos_clau@yahoo.com 
Matteson Karla University of  Tennessee kmatteso@mc.utmck.edu 
McBride Kim Columbus Children's Research Institute mcbridek@ccri.net 
McCabe Edward Mattel Children's Hospital at UCLA emccabe@mednet.ucla.edu 



McCandless Shawn E. Case Western Reserve University shawn.mccandless@case.edu 
McGuire Peter Mount Sinai Medical School peter.mcguire@mssm.edu 
McIntyre Barbara Nutricia North America   
McKeever Christine Tennessee Department of Health chris.mckeever@sate.tn.us 
McReynolds John Nemours Children's Clinic jmcreynolds@nemours.org 
McWhorter Max Genzyme Corp.   
Mecija Michelle The Hospital for Sick Children michelle.medija@sickkids.ca 
Merideth Melissa NHGRI, NIH mmeridet@mail.nih.gov 
Merritt, II J. Lawrence Mayo Clinic merritt.lawrence@mayo.edu 
Michaels Jeanine Nutricia North America   
Minkler Paul Case Western Reserve University paul.minkler@case.edu 
Moore Nancy Solace Nutrition nmoore@solacenutrition.com 
Moseley Darrell Rare Disease Therapeutics, Inc. khare@raretx.com 
Moser Ann Kennedy Krieger Institute mosera@kennedykrieger.org 
Naylor Edwin   ednaylor@bellsouth.net 
Neidich Julie Ann Quest Diagnostics-Nichols Institute julie.a.neidich@questdiagnostics.com 
Nicholas Erin University of California, San Francisco nicholase@peds.ucsf.edu 
Nyhan William UCSD wnyhan@ucsd.edu 
O'Donnell Maura Vitaflo Ltd. maura.odonnell@vitaflo.co.uk 
Ojodu Jelili Association of Public Health Laboratories jelili.ojodu@aphl.org 
Okajima Kazuki Case Western Reserve University kxo23@po.cwru.edu 
Pache Gene Transgenomic, Inc. gpache@transgenomic.com 
Packman Seymour Univ. California, San Francisco spackman@peds.ucsf.edu 

Panny Susan 
Maryland Department of Health/Mental 
Hygiene pannys@dhmh.state.md.us 

Paolella David Cambrooke Foods david@cambrookefoods.com 
Paolella Lynn Cambrooke Foods leah@cambrookefoods.com 
Paradise Lori Oregon Health & Science University   
Parikh Sumit Cleveland Clinic Foundation sumit.parikh@gmail.com 
Partington Tony Vitaflo Ltd. tony.partington@vitaflo.co.uk 
Parton Pat Children's Medical Center @ Stony Brook patricaparton@yahoo.com 
Pasquali Marzia University of Utah pasquam@aruplab.com 
Pass Ken Wadsworth Center kpass@wadsworth.org 
Pattison Susan McMaster University Medical Center susan_pattison@hotmail.com 
Pellegrino Joan SUNY-Upstate Medical University pellegrj@upstate.edu 
Pfotenhauer Jean Vanderbilt University Medical Center jean.pfotenhauer@vanderbilt.edu 
Phalin Judy Children's Hospital Central California jphalinr@childrenscentralcal.org 
Phillips, III John Vanderbilt University School of Medicine john.a.phillips@vanderbilt.edu 
Plewinska Magdalena University of Miami mplewinska@mplewinska.net 
Potter Murray McMaster University Medical Center mpotter@hhsc.ca 
Powell Maggie Genzyme Corp.   
Prizer Josh Vitaflo USA josh.prizer@vitaflousa.com 
Prizer Mark Vitaflo USA mark.prizer@vitaflousa.com 
Proud Virginia Children's Hospital of The King's Daughter vproud@chkd.org 
Qu Yong Kaiser Permanente, Southern California yong.x.qu@kp.org 



Randolph Linda Children's Hospital of Los Angeles lrandolph@chla.usc.edu 
Raymond Gerald Kennedy Kreiger Institute raymond@kenedykrieger.org 
Reimschisel Tyler Washington University in St. Louis reimschisel_t@kids.wustl.edu 
Rhead William Medical College of Wisconsin wrhead@mcw.edu 
Rinaldo Piero Mayo Clinic rinaldo@mayo.edu 
Rizzo William University of Nebraska Medical Center wrizzo@unmc.edu 
Robitaille Daniel Quebec Hospital University Centre daniel.robitaille@ssss.gouv.qe.ca 

Ruis Herrera 
Ma. del 
Consuelo   c_ruiz99@yahoo.com.mx 

Rutherford Trisha Vitaflo Ltd. tricia.rutherford@vitaflo.co.uk 
Rutledge S. Lane University of Alabama at Birmingham lrutledge@genetics.uab.edu 
Sahai Inderneel Children's Hospital Boston inderneel.sahai@cumassmed.edu 
Salveson Roberta Mount Sinai Medical Center bobbie.salveson@mssm.edu 
Scaglia Fernando Baylor College of Medicine fscaglia@bcm.tmc.edu 
Scharer Gunter University of Colorado at Denver HSC scharer.gunter@tchden.org 
Schiffmann Raphael NIH rs4e@nih.gov 
Schnur Rhonda Robert Wood Johnson Medical School schnurre@umdnj.edu 
Schowalter David Mayo Clinic College of Medicine schowalter.david@mayo.edu 
Schroer Richard Greenwood Genetics Center schroer@ggc.org 
Schwarz Lis University of Utah schwarl@aruplab.com 
Scott C. Ronald Univ. of Washington SOM crscott@u.washington.edu 
Seashore Margretta  Yale University School of Medicine margretta.seashore@yale.edu 
Sellers Tina Amicus Therapeutics tsellers@amicustherapeutics.com 
Seymour Deeannah Ross Product Div./Abbott Laboratories deeannah.seymour@abbott.com 
Sharer J. Daniel University of Alabama at Birmingham dsharer@genetics.uab.edu 
Shchelochkov Oleg Baylor College of Medicine shcheloc@bcm.edu 
Shih Vivian  Harvard Medical School vshih@partners.org 
Shih Ling Yu New Jersey Medical School shihli@umdnj.edu 
Sidransky Ellen National Institute of Mental Health Sidranse@irp.nimh.nih.gov 
Singh Rani Emory University rsingh@genetics.emory.edu 
Skrabal Jill University of Nebraska Medical Center jiskrabal@nebraskamed.com 
Snyderman Selma  Mt. Sinai Medical Center selma.snyderman@mssm.edu/sesnyderman@myct.net
Sparks Susan Children's National Medical Center ssparks@cnmc.org 
Stacpoole Peter University of Florida peter.stacpoole@medicine.ufl.edu 
Stanley Charles University of Pennsylvania SOM STANLEYC@EMAIL.CHOP.EDU 
Steiner Robert Oregon Health & Science University Steinerr@ohsu.edu 
Strauss Arnold Vanderbilt University School of Medicine arnold.strauss@vanderbilt.edu 
Strittmatter Kara United Mitochondiral Disease Foundation kara@umdf.org 
Strovel Erin University of Maryland estrovel@peds.umaryland.edu 
Studinski April Mayo Clinic studinski.april@mayo.edu 
Suchy Sharon GeneDx, Inc. sharon@genedx.com 
Summar Marshall Vanderbilt University Medical Center MARSHALL.SUMMAR@VANDERBILT.EDU 
Sun Qin Baylor College of Medicine qsun@bcm.tmc.edu 
Sutton V. Reid Baylor College of Medicine vsutton@bcm.tmc.edu 
Sweet Vicki Stanford University Medical Center vtsweet@stanford.edu 



Tang Manshu University of Miami tangmanshu@yahoo.com 
Taylor Harold  Greenwood Genetics Center hataylor@GGC.ORG 
Thoene Jess  University of Michigan jthoene@umich.edu 
Titlow Mariah Genzyme Corporation mariah.titlow@genzyme.com 

Torres-Munoz Jorge 
NICHD Brain & Tissue Bank for Developmental 
Disorders btbcoord@med.miami.edu 

Toth Matt Barth Syndrome Foundation mtoth@barthsyndrome.org 
Trahms Cristine University of Washington SOM ctrahms@u.washington.edu 
Tuchman Mendel Children's National Medical Center mtuchman@cnmc.org 
Turley Chad ARUP Laboratories   
Vallance Hilary Children's & Women's Health Ctr. of B.C. hvallance@cw.bc.ca 
Valle David Howard Hughes Medical Institute dvalle@jhmi.edu 
Van Calcar Sandy University of Wisconsin-Madison vancalcar@waisman.wisc.edu 
Van Hove Johan University of Colorado @ Denver and HCS Johan.Vanhove@uchsc.edu 
Vanderver Adeline Children's National Medical Center avanderv@cnmc.org 
Vatanavicharn Nithiwat Cedars-Sinai Medical Center vatanavichar@cshs.org 
Venditti Charles NHGRI/NIH venditti@mail.nih.gov 
Verhoeven 
Duif Nanda University Medical Center Utrecht n.verhoeven@umcutrecht.nl 
Vladutiu Georgirene Children's Hosp. of Buffalo mitomaven@aol.com/ gdv@buffalo.edu 
Vockley Jerry University of Pittsburgh gerard.vockley@chp.edu 
Volz Ashley BioMarin Pharmaceuticals, Inc. avolz@bmrn.com 
Wadsworth Tara Nutricia North America   
Wagenbrenner Karen Shire Human Genetics Therapies kwagenbrenner@shire.com 
Waisbren Susan Children's Hospital, Boston susan.waisbren@childrens.harvard.edu 
Wallace Lee University of Tennessee HSC lswallace@utmem.edu 
Wamelink Mirjam VU University Medical Center m.wamelink@vumc.nl 
Wanders Ronald University Hospital Amsterdam wanders@amc.uva.nl 
Wang Raymond Cedars-Sinai Medical Center raymond.wang@cshs.org 
Ward Jewell  University of Tennessee HSC jward@utmem.edu 
Ward Kathie BioMarin Pharmaceutical Inc. kward@bmrn.com 
Wasserstein Melissa Mount Sinai Medical Center melissa.wasserstein@mssm.edu 
Wassif Christopher NIH wassifc@mail.nih.gov 
Waterham Hans Academic Medical Center h.r.waterham@amc.nl 
Waters Paula Children's & Women's Health Ctr. Of BC pjwaters@cw.bc.ca 
Weber Kevin Ucyclyd Pharma, Inc. kdweber@medicis.com 
Wedehase Barbara National MPS Society barbara@mpssociety.org 
Wey Gina Vanderbilt University Medical Center gina.wey@vanderbilt.edu 
White Dee University of Tennessee Genetic Center dwhite@mc.utmck.edu 
White Joleen BioMarin Pharmaceutical Inc. jwhite@bmrn.com 
Whitley Chester Univ. of Minnesota Medical School whitley@maroon.tc.umn.edu 
Wierenga Andrea University of Miami awierenga@med.miami.edu 
Wierenga Klaas University of Miami kwierenga@med.miami.edu 
Wilcox William Cedars-Sinai Medical Center william.wilcox@cshs.org 
Wilson William  Univ. of Virginia Health System wgw@virginia.edu 
Wintermute Vince BioMarin Pharmaceuticals, Inc. vwintermute@bmrn.com 



Wolf Barry Henry Ford Hospital bwolf1@hfhs.org 
Wolff Jon Waisman Center jwolff@wisc.edu 
Wong Lee-Jun Baylor College of Medicine ljwong@bcm.edu 
Wong Derek Harbor-UCLA Medical Center dwong@labiomed.org 
Wood Philip Univ. of Alabama at Birmingham paw@uab.edu 
Wood Timothy Greenwood Genetic Center tim@ggc.org 
Woontner Michael Univ. of Colorado HSC mike.woontner@uchsc.edu 
Wustman Brandon Amicus Therapeutics bwustman@amicustherapeutics.com 
Yannicelli Steven Nutricia North America syannicelli@shsna.com 
Young Sarah Duke University Medical Center syoung@duke.edu 
Zhang Qing Baylor College of Medicine qz2@bcm.edu 

 


