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The FOD Family Support Group and the Organic Acidemia Association  
would like to extend a very sincere appreciation to all of our honored Speakers.   

Our Families will benefit greatly from having them share their expertise and experiences 
 in the various fields related to metabolic disorders. Thank you! 

 

 

Karen Brown, M.Ed.,  

Karen Brown, M.Ed., has served as the Director of Special Education for the Child Development and Reha-
bilitation Center at Oregon Health & Science University since 2001. Her time and effort is allocated between 
the Hemophilia Center at OHSU, the Oregon Center for Children and Youth with Special Health Needs and 
LEND, an interdisciplinary leadership training program. Education services include working with families, 
schools and medical providers to optimize school outcomes for children and youth with bleeding disorders; 
facilitating community-based health and education teams serving children/youth with special health needs; 
and administering academic achievement testing as part of an interdisciplinary diagnostic clinic team. Before 
joining the faculty at OHSU Karen worked as a special education teacher and administrator in public school 
and hospital settings.  

 
Karen Brown, MEd 
Education and Community Consultant 
Child Development and Rehabilitation 
Oregon Center for Children and Youth with Special Health Needs 
Hemophilia Center 
Oregon Health & Science University 
503 494 2764 
brownkar@ohsu.edu 
 
 

Randy J. Chandler, PhD, MB 

Dr. Chandler is a staff scientist for the National Human Genome Research Institute at the National Institutes 
of Health (NIH) in Bethesda, MD.  He received his Bachelor of Science degree in biology from Saint Joseph’s 
University, Master of Biotechnology degree from the University of Pennsylvania, and Doctor of Philosophy in 
molecular medicine from George Washington University.  Prior to joining the NIH in 2003, he was a research 
scientist at the University of Pennsylvania School of Medicine, where his research focused on adeno-
associated virus (AAV) gene therapy for the treatment of hemophilia A, a genetically inherited bleeding disor-
der.  Since coming to the NIH, his research has focused on the pre-clinical efficacy of AAV gene therapy as a 
treatment for methylmalonic and propionic acidemia and the study of pathophysiology of these diseases using 
animal models.  He has published numerous papers on these topics, and he has been invited to present his 
research at national and international scientific meetings.  As a result of his research efforts, Dr. Chandler has 
received the Emmanuel Shapira Award from the Society for Inherited Metabolic Disorders and a Translational 
Research Award from the American Society of Human Genetics.  In addition, he has twice been named a fi-
nalist for the European Society of Human Genetics Young Investigator Award.  He is a member of the Ameri-
can Society of Human Genetics, the European Society of Gene and Cell Therapy, and the American Society 
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of Gene and Cell Therapy.  He is currently serving as a committee member on the Gene and Cell Therapy of 
Genetic and Metabolic Diseases section of American Society of Gene and Cell Therapy. 

 
Randy J. Chandler, PhD, MB 
Genetic and Molecular Biology Branch 
National Human Genome Research Institute 
National Institutes of Health 
Building 49, Room 4A19 
49 Convent Drive 
Bethesda, Maryland 20892-1851 
 
 

Kimberly A Chapman, MD, PhD, FACMG 

Dr. Kim Chapman is an assistant professor of Pediatrics at the George Washington Medical School and 
Health Sciences Center. She is also an attending geneticist at the Children’s National Medical Center in 
Washington, D.C..  Dr. Chapman co-hosted the 2011 Consensus conference of PA diagnosis and manage-
ment at Children’s National Medical Center.  She received a B.S.  in chemistry and a B.A. in biology from 
Saint Louis University (St. Louis, MO), a Ph.D. in molecular biology and biochemistry from the University of 
Nebraska, and a M.D. from the University of Nebraska, College of Medicine.  She subsequently trained in in-
ternal medicine and pediatrics at the University of Pittsburgh Health Sciences Center in Pittsburgh, PA, clini-
cal genetics and clinical biochemical genetics at Children’s Hospital of Philadelphia, Philadelphia PA. She is 
board certified in internal medicine, pediatrics, clinical genetics and clinical biochemical genetics. She divides 
her time between clinical activities in genetics and metabolism at Children’s National Medical Center and ba-
sic science research exploring energy metabolism in patients and their cells with Propionic acidemia with the 
aim of improving therapies and morbidity in organic acidemias and other energy deficiency inborn errors. 

 
Kimberly A. Chapman, MD, PhD, FACMG 
Assistant Professor of Pediatrics 
Section of Genetics and Metabolism 
Children's National Medical Center 
111 Michigan Avenue, N.W. 
Washington, D.C. 20010 
202-476-2120 
KChapman@childrensnational.org 
 
 
Martha Duffy, MS, RD, LD 
Martha Duffy is a dietitian for the State of Idaho Genetic Services Program.  For the last seven years, she has 
provide nutritional care for children and adults with inborn errors of metabolism across the state of Idaho. 
Martha’s professional dietetic experience began 15 years ago as a student at the University of Wisconsin 
Waisman Center.  After receiving her undergraduate degree in Wisconsin, she completed her dietetic intern-
ship and master’s degree with a pediatric emphasis at University Hospitals of Cleveland/ Case Western Re-
serve University.  This was followed by two years working as a dietitian in New Mexico before moving to Ore-
gon for a metabolic dietitian position at Oregon Health & Science University (OHSU) which is when she first 
began working with the State of Idaho.  She left OHSU to be a full-time mother to her two young daughters 
but has continued working as a dietitian with the State of Idaho.  Martha’s interest and experience in inborn 
errors of metabolism began as a patient with Propionic Acidemia. 
 
 

Danny C Duke, PhD 

Danny C. Duke, Ph.D. is a pediatric psychologist at Oregon Health and Science University.  He has special-
ized expertise and experience assisting families and youth with chronic health conditions improve adherence 
to treatment recommendations. He works with individuals and families to improve coping, adjustment, family 
functioning, and quality of life related to health management.  Dr. Duke also has specialized training and ex-
perience treating anxiety, with a particular interest in OCD.  



Danny C. Duke, Ph.D. 
Assistant Professor, Pediatrics and Psychiatry 
Division of Psychology 
Child Development & Rehabilitation Center 
Oregon Health & Science University 
707 SW Gaines 
Portland, OR 97239 
(503) 494-2243 
 
 
Melanie Gillingham, PhD, RD 
Dr. Gillingham is a registered dietitian (RD) and has been investigating nutritional therapies for fatty acid oxi-
dation disorder over the past 10 years. She is currently an assistant professor in the Molecular and Medical 
Genetics department at Oregon Health & Science University. Dr. Gillingham’s recent publication of exercise 
studies in subjects with LCHAD, and TFP deficiency was awarded the Emmanuel Shapira Award for best pa-
per published by a member of the Society of Inherited Metabolic Diseases (SIMD) in Molecular and Medical 
Genetics. She has been working in collaboration with Dr. Dale Schoeller at the University of Wisconsin, Madi-
son to use stable isotope tracer studies to measure in vivo fatty acid oxidation in these disorders. Her current 
funded studies include exploring high protein diets in subjects with VLCAD, TFP or LCHAD deficiency (K01 
DK071869) and fasting studies in young children with CPT-1 deficiency (Oregon Clinical & Translational Re-
search Institute (OCTRI) pilot grant).  

 
Melanie B. Gillingham, PhD, RD 
Assistant Professor 
Molecular & Medical Genetics 
Dietetics & Nutrition 
Mail Code: FM10 
3181 SW Sam Jackson Park Road 
Portland, OR 97239 
Phone: 503-494-1682      Fax: 503-494-7076      Email: gillingm@ohsu.edu 
 
Cary Harding, MD  
Cary O. Harding, MD, FACMG is an Associate Professor in the Departments of Molecular and Medical Ge-
netics and Pediatrics at Oregon Health & Science University (OHSU). He received his medical degree from 
the University of Washington followed by pediatric and medical genetics training at the University of Wiscon-
sin-Madison. He is board certified in Pediatrics, Clinical Genetics, and Biochemical Genetics. Dr. Harding is a 
founding fellow of the American College of Medical Genetics. He is an attending physician on the OHSU clini-
cal genetics service as well as in both the clinical genetics clinic and the metabolic clinic at Doernbecher Chil-
dren’s Hospital. He is the Medical Director of the Biochemical Genetics Lab in the Knight Diagnostic Labora-
tories at OHSU. He is also a clinical consultant to the Northwest Regional Newborn Screening Program and 
to the State of Idaho Genetics Program. Dr. Harding’s basic and clinical research programs are focused upon 
the development of novel therapies, including gene and cell therapies, for inborn errors of metabolism. 

 
Charles P Hehmeyer 
Drawing on a wealth of detailed medical knowledge, Charles Hehmeyer has focused his practice on medical 
negligence, with a special dedication to one group of clients.  He is the only lawyer in the U.S. who routinely 
represents families - all across the country - who have a child suffering from a metabolic disorder. He has be-
come one of the most vocal leaders in the fight against these tragedies. Thanks to his work with support 
groups and affected families nationwide, Mr. Hehmeyer has prompted profound improvements in newborn 
medical diagnosis and care. 

 
Genetic metabolic disorders, if diagnosed in infancy, can be successfully treated with special diets or other 
therapy. If undiagnosed, however, they can lead to severe retardation and even death. For several decades, 
all infants in the United States have been routinely screened for many of these disorders—PKU 
(phenyketonuria) is perhaps the best known—but not all of them. The most sensitive test involves a technol-
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ogy called tandem mass spectrometry that can save lives; yet at present, a number of states refuse to send 
newborn blood for this special testing.  Mr. Hehmeyer wrote an article focused on this injustice, which the edi-
tors of Exceptional Parent Magazine sent to all U.S. Senators and each state’s director of public health.  Mr. 
Hehmeyer has been quoted in many national publications discussing newborn screening.     

 
One of Mr. Hehmeyer’s first encounters with metabolic disorders was when he was called upon to defend an 
Amish family wrongly accused of murdering their daughter.  While the charges were pending, the parents lost 
custody of all of their children.  The family’s doctor thought that the little girl might have died from a metabolic 
disorder.  The doctor and the family asked Mr. Hehmeyer to get involved.  The investigation revealed that the 
girl had a bleeding disorder that went undetected and untreated because a midwife failed to give her a vitamin 
K injection at birth.  The parents were exonerated and reunited with their children.  Smithsonian Magazine 
profiled that case in a 2006 article.   

An impassioned advocate for the children and their families, Mr. Hehmeyer works also to change hospital 
practices.  One month after Mr. Hehmeyer filed suit against a Philadelphia area hospital for failing to screen a 
newborn child who had a readily treatable metabolic disorder, the Hospital announced that it would change its 
practices. Click here to read article.  Shortly thereafter, all Philadelphia hospitals changed their policies to in-
clude screening.  A recent California case filed by Mr. Hehmeyer and co-counsel in San Francisco resulted in 
a front-page article in the Wall Street Journal and helped change the law in California.   

 
After starting his career at Schnader Harrison, Mr. Hehmeyer established his own firm largely to focus on 
these cases.  Raynes McCarty sought his help in representing a child with a metabolic disorder, and not long 
after that he accepted an invitation to join the firm full-time. Mr. Hehmeyer has earned the highest rating in 
legal ability and ethics from Martindale-Hubbell. 

 
EDUCATION: Ohio State, University of Pennsylvania Law School 

 
Kathleen Huntington, RD, LD 
Kathleen Huntington is a Clinical Dietitian who has been part of the clinical team in the Metabolic Clinic at 
Child Development and Rehabilitation Center/ Doernbecher Hospital in Portland since 1987.  She received 
her Bachelor of Arts degree in Psychology from University of Washington in Seattle, WA and her Masters in 
Clinical Nutrition at the University of Kentucky in Lexington, KY.  Her traineeship for RD eligibility took place at 
CDRC in Portland, OR.  She co-authored 3 editions of a PKU food reference guide, PHE for Three:  A Track-
ing System for 1,2 and 3 Equivalents, has written book chapters on the nutritional management of Urea Cycle 
disorders and published articles on the topic of medical food health plan coverage.  She is one of the co-
founders of the Genetic Metabolic Dietitians International; participated as a member of the Technology Com-
mittee in the creation of MetabolicPro, a web-based nutrient analysis software program and is currently serv-
ing as the Communications Chair.  She is also a member of the Society of Inherited Metabolic Disease and 
the Academy of Nutrition and Dietetics. 
 
 
Stephen Kahler, MD 
[this bio was used for the 2006 conference ] 

Dr. Kahler received his MD degree from Duke, trained in Pediatrics at UCSD (where he learned about inborn 
errors from Dr. Bill Nyhan), then trained in clinical and biochemical genetics at UNC-Chapel Hill.   Throughout 
his career he has been a clinician-educator, seeing patients and teaching, but he has always had strong af-
filiations with research physicians and scientists.  He worked at Duke from 1983-1997, in the division of Ge-
netics and Metabolism directed by Dr. Roe.  He was part of the team there that developed what is now called 
expanded newborn screening, with funding obtained from the state of North Carolina.  He moved to Mel-
bourne, Australia to direct the Victorian Clinical Genetic Services in 1998, returned to the US (Johns Hopkins) 
in 2003, and moved to Arkansas in 2005, where he succeeded Dr. Gibson.  He has served on newborn 
screening advisory committees in five states.  He has been interested in autism for many years, particularly 
the children who are responsive to diet changes, as they are similar in this way to children with defined inborn 
metabolic errors.   In Arkansas he is working closely with Jill James, PhD, on biochemical aspects of autism, 
particularly involving vitamin B12, folate, and glutathione.  He has written many articles and book chapters, 



and is co-author of the Handbook of Inherited Metabolic Diseases, with Georg Hoffman, Johannes Zschocke, 
William Nyhan, and Ertan Mayatepek.  

 
Stephen G. Kahler, MD 
Professor, Division of Clinical Genetics  
Department of Pediatrics  
University of Arkansas for Medical Sciences 
Office Phone : (501) 364-2966 
Fax: (501) 364-1564 
Mail: Division of Clinical Genetics 
Slot 512-22 
Arkansas Children's Hospital 
800 Marshall St. 
Little Rock, AR  72202-3591 
 
 

David Koeller, MD 

Dr. Koeller specializes in inherited (genetic) disorders of metabolism. He is the Director of the OHSU Meta-
bolic Clinic, and Chief of the Division of Metabolism in the Department of Pediatrics. He also serves as a 
medical consultant to the Northwest Regional Newborn Screening Program, which provides newborn screen-
ing for Oregon, Idaho, Nevada, New Mexico, Alaska, and Hawaii. His clinical and research interests include 
inherited disorders of metal, fatty acid and organic acid metabolism. He is board certified in Pediatrics and 
Clinical Biochemical Genetics. 
 
 
Mark Korson, MD 
Mark Korson graduated from the University of Toronto medical school and completed his pediatric residency 
nearby at The Hospital for Sick Children.  He came to Boston to do a fellowship in genetics and metabolism at 
Children’s Hospital.  Following that, he directed the Metabolism Clinic at Children’s until 2000, transferring 
then to Tufts Medical Center’s Floating Hospital for Children.  He is currently the Director of the Metabolism 
Service and an Associate Professor of Pediatrics at Tufts University School of Medicine. 

  

Besides clinical medicine, a key focus for Dr. Korson is education.  He is concerned about the growing crisis 
in metabolic health care due to the shortage of clinicians available to treat this community.  To complicate this 
situation, there are too few people entering this subspecialty.  In the fall of 2007, Dr. Korson launched the 
Metabolic Outreach Service, in which he travels on a monthly basis to six teaching hospitals in the northeast-
ern US where there is no on-site metabolic service.  The goal is to provide educational and consultative sup-
port so that non-metabolic clinicians can learn how to participate more in the diagnosis and management of 
patients with metabolic disease.  A component of this effort is the Patient-As-Teacher Project, which engages 
patients and family members to participate actively in the teaching of medical students, house-staff, primary 
care providers and specialists.  The Outreach Service is funded by a consortium of corporate and disease 
foundation sponsors. 

 
Mark Korson, MD 
Chief, Metabolism Service 
Tufts Medical Center 
Boston MA 02111  
Office : 617.636.5454 
Fax: 617.636.0745 
 

 

 



Nancy Sinden, MS, CCC-SLP 
 
Nancy is a Speech-Language Pathologist specializing in Pediatric Feeding and Swallowing Disorders. She is 
currently  a member of the Pediatric Feeding and Swallowing Disorders Clinic at the Child Development and 
Rehabilitation Center, OHSU. This is a collaborative, interdisciplinary team approach for children with growth, 
feeding skill, and swallowing disorders. In addition, she conducts instrumental modified barium swallow stud-
ies in cooperation with radiology. Professional experience has included diagnostic, therapeutic and manage-
ment services for the Speech-Language impaired across a wide range of settings and for a diverse range of 
disabilities. She relocated from Boston, MA where she was director of the Swallowing Disorders Program, 
Boston Children’s Hospital. She has a specialized passion for feeding children through nourishing the “Whole 
Child”  looking at feeding issues from the “Table to the Pot” and has presented nationally on this topic. 
 
 

Jerry Vockley, MD, PhD 

 
Dr. Vockley received his undergraduate degree at Carnegie-Mellon University in Pittsburgh, Pennsylvania, 
and received his degree in Medicine and Genetics from the University of Pennsylvania School of Medicine in 
Philadelphia, Pennsylvania. He completed his pediatric residency at the University of Colorado Health Sci-
ence Center, and his postdoctoral fellowship in Human Genetic and Pediatrics at Yale University School of 
Medicine in New Haven, Connecticut. Before assuming his current position in Pittsburgh, Dr. Vockley was 
Chair of Medical Genetics in the Mayo Clinic School of Medicine. Dr. Vockley is internationally recognized as 
a leader in the field of inborn errors of metabolism. His lab has been responsible for identifying 8 new disor-
ders in the past several years and he has published nearly 100 scientific articles in peer review journals. He 
serves on numerous national and international scientific boards including the Advisory Committee (to the Sec-
retary of Health and Human Services) on Heritable Disorders and Genetic Diseases in Newborns and Chil-
dren and the Pennsylvania State Newborn Technical Advisory Committee, and is currently the Chair of the 
International Organizing Committee for the International Congress on Inborn Errors of Metabolism. He is im-
mediate Past-President of the Society for the Inherited Metabolic Disorders, is the founder and editor of the 
North American Metabolic Academy established by the Society, and an associate editor for the journal Mo-
lecular Genetics and Metabolism. Dr. Vockley was recognized in 2002 as the Research Educator of the Year 
while at the Mayo Clinic. At the University of Pittsburgh, Dr. Vockley teaches in the both the Medical School 
and Graduate School of Public Health. Dr. Vockley has mentored numerous Ph.D. candidates, post-doctoral 
fellows, and undergraduate in their research.  

 
Jerry Vockley, MD, PhD 
University of Pittsburgh 
Professor of Pediatrics, School of Medicine 
Professor of Human Genetics, Graduate School of Public Health 
Chief of Medical Genetics 
Children's Hospital of Pittsburgh of UPMC 
3705 Fifth Avenue  
Pittsburgh, PA 15213 
Office: (412) 692-7746 
Cell: (412) 973-5971 
Fax: (412) 692-7816 
gerard.vockley@chp.edu  
 

 
Other Friends we wish to thank ~ 

Dr Melanie Gillingham for helping us locate local Speakers.  
Eileen Shank (FOD mom) for helping with the Hotel/Conference planning!   

Terrie Breedlove (FOD mom) for helping us on the online Registration Form setup.  
Janet Reimers (OAA mom) for helping us search for local Speakers and many other logistics! 

Raymonde DeGrace (OAA mom) for another wonderful ending ceremony slideshow! 
Once again ~ a big THANK YOU to all that helped make this conference possible! 
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The FOD Family Support Group &  

The Organic Acidemia Association  

THANK YOU for attending our  

2012 National Metabolic  

Family Conference! 


