
Upcoming ORD Co-supported Scientific Conferences 
May 13 to August 30, 2007 

11th International Myasthenia Gravis Meeting  
May 13-16, 2007  
Chicago Renaissance Hotel, Chicago, IL  
Contact: John D. Porter, (301) 496-1917  
Description: Specific objectives of this conference are to (1) provide a forum for basic and clinical 
investigators to explore new findings in myasthenia gravis (MG) research. Advances in MG research are 
likely to be applicable to other, more complex synapses and diseases. Information from biochemistry, 
structural biology, cellular and molecular neuroscience, pharmacology, immunology, and clinical neurology 
will be presented with the goal of integrating information from all disciplines. (2) Incorporate expertise from 
investigators outside the field of MG, clinical trials of MG, treatments on the horizon for MG, thymectomy for 
MG, and clinical subtypes of MG. Some platform slots will be filled from abstract submissions and there will 
be several poster sessions. Rare disease(s) represented include MG and congenital myasthenic syndrome.  
Additional Information: Conference Web Site. 

2007 CAG Triplet Repeat Disorders Gordon Conference  
May 13-18, 2007  
Centre Paul Langevin, Aussois, France  
Contact: Katrina Gwinn-Hardy, M.D.  
Description: The goals and use of results of this conference include research at all stages of the 
"therapeutic pipeline" that will bring together eminent researchers from the entire spectrum of research. In 
addition, an environment will be provided in which the younger scientists can interact with more established 
investigators and where a "big picture" can be discussed. Rare disease(s) represented include Huntington's 
disease; spinocerebellar ataxias 1, 2, 3, 6, 7, and 17; spinal and bulbar muscular atrophy; and dentatorubral 
pallidoluysian atrophy (DRPLA).  
Additional Information: Conference Web Site. 

Translational Genomics of Neuroblastoma (TgiN) Year 2  
May 13-15, 2007  
Bethesda, MD  
Contact: Dr. Javed Khan, (301) 480-0314  
Description: Patients in North America are currently stratified by the Children's Oncology Group (COG) into 
high, intermediate, and low risk based on age, tumor staging, Shimada histology, MYCN amplification, and 
DNA ploidy. Despite careful stratification the survival rate for patients with high-risk neuroblastoma (NB) 
remains less than 30 percent, and it is not possible to predict which of these high-risk patients will survive or 
succumb to the disease. High-risk patients comprise about 50 percent of all NB cases. However, despite 
significant improvement in the therapy of NB using neoadjuvant chemotherapy, surgery, and radiation, the 
death rate for these patients remains at 70 percent. The goals of this conference are to perform gene 
expression profiling on 1,000 samples using the best available gene expression chip (currently the 
Affymetrix all exon); perform array comparative genomic hybridization (CGH) profiling on 1,000 samples 
using the best available gene CGH chip (currently the Nimblegen); perform array single nucleotide 
polymorphism (SNP) profiling on 1,000 paired samples using the best available gene SNP chip (technology 
under discussion); agree on and discuss the list of genes to be sequenced; agree on and present the 
databases; agree on the reference laboratories where each of the four studies will be performed; and 
discuss and confirm the funding mechanisms.  

 

 

http://rarediseases.info.nih.gov/html/workshops/workshops/Myasthenia20070513.html
http://www.nyas.org/events/eventDetail.asp?eventid=7653&date=5/13/2007%20
http://www.grc.org/programs.aspx?year=2007&program=cag%20


 

Barrett's Esophagus and Adenocarcinoma Consortium Meeting  
May 18-19, 2007  
Rockville, MD  
Contact: Wong-Ho Chow, (301) 435-4708  
Description: It is anticipated that plans will be made for completion of ongoing projects and initiation of 
newly approved or funded projects. Ideas for new projects will be discussed and, if deemed promising, 
plans will be made to develop these projects. Guidelines will be finalized for a few consortium-related 
issues, such as data sharing. Rare disease(s) represented include Barrett's esophagus and 
adenocarcinomas of the esophagus and gastroesophageal junction.  

International Study of Genetic and other Risk Factors for Differentiated Thyroid Carcinoma  
Spring 2007  
Bethesda/Rockville, MD  
Contact: Alice Sigurdson, Ph.D., (301) 594-7911  
Description: The purpose of this conference is to assemble investigators representing past or ongoing case-
control studies of differentiated thyriod carcinoma (DTC) that have collected germline DNA samples as well 
as information on environmental exposures and lifestyle factors, with a view to conducting pooled or parallel 
analyses of results in the future. In addition, future genotyping of new variants could be conducted in a 
coordinated fashion. Rare disease(s) represented include DTC.  

Workshop on Chronic Inflammation and Cancer: Biology, Pathology, Immunology, and 
Epidemiology  
June 2007  
Bethesda, MD  
Contact: Drs. Ann Hsing, Allan Hildesheim, Charles Rabkin, (301) 496-1691  
Description: The purpose of this workshop is to bring together more than 25 leading experts and 45 
participants across various disciplines to identify collectively what is currently known about inflammation 
and cancer, what questions still need to be answered, and how these questions can be addressed most 
effectively with epidemiologic studies. In addition, discussion will focus on how best to measure 
inflammation in epidemiologic investigations. Topics will include the epidemiological links between cancer 
and inflammation, biology and inflammation, methods of assessing inflammation, inflammatory genes as 
risk factors for cancer initiation and progression, and inflammation and cancer angiogenesis.  

International Conference on the Nondystrophic Myotonias  
June 3-4, 2007  
Marriott Plaza, Kansas City, MO  
Contact: Randall R. Stewart, Ph.D., (301) 496-1917, Kelly Magaha, (913) 588-6948  
Description: The aims of this meeting are to (1) summarize the current understanding of the 
pathophysiology of nondystrophic myotonias (NDMs) and focus on unresolved dilemmas concerning their 
pathogenesis; (2) consider both the rationale and implementation of various treatment strategies; (3) 
consider how what is learned about NDM can inform the broader field of channelopathy research; and (4) 
develop two publications based on meeting presentations, discussions, and conclusions that will both 
inform and catalyze the research communities interested in NDM and other neurological channelopathies. 
Rare disease(s) represented include NDMs studied by the Clinical Investigation of Neurologic 
Channelopathies (CINCH) consortium.  

 

 

 

http://rarediseases.info.nih.gov/html/workshops/workshops/myotonias20070603.html


 

Biannual Meeting of the IUIS Expert Committee on Primary Immunodeficiency (PID)  
June 7-9, 2007  
Jackson Hole, WY  
Contact: Josiah Wedgwood, M.D., Ph.D., (301) 496-7104  
Description: The main objectives of this meeting are to (1) update the scientific community on critical 
advances in the field of cellular and molecular immunology and cell biology that may be relevant to the field 
of PIDs; (2) disseminate information on recent advances in the pathophysiology of PIDs; (3) update the 
scientific community on the diagnostic approach and treatment for the various forms of PIDs; and (4) 
stimulate clinical trials in the field of PIDs, including development of novel therapeutic strategies. Rare 
disease(s) represented include multiple PIDs (SCID, XLA, etc.).  

Ion Channel Regulation, a FASEB Summer 2007 Conference  
June 9-14, 2007  
Snowmass Village, Snowmass, CO  
Contact: David L. Armstrong, Acting Chief, (919) 541-0062  
Description: A wide array of diseases (channelopathies) are caused by mutations in ion channels and many 
more common disorders are associated with ion channel dysfunction in the absence of known genetic 
defects (e.g., cardiac arrhythmia, epilepsy).  
Additional Information: Conference Web Site. 

Fourth International Congress on Shwachman-Diamond Syndrome  
June 10-12, 2007  
Harvard Conference Center , Boston, MA  
Contact: Pankaj Qasba, Ph.D., (301) 435-0084  
Description: The goal of the conference is to present a selection of the most important recent advances in 
our understanding of 1) the clinical features, current management, and treatment of SDS, and 2) the 
molecular function of SBDS in hematopoiesis, leukemogenesis, and organogenesis. The program will 
provide a forum for discussion and interaction in which a diverse group of participants can contribute to the 
development of novel ideas for understanding the cellular and molecular biology of inherited marrow failure 
syndromes and ways in which these insights might improve diagnosis, clinical course, management, and 
treatment of patients.  
Additional Information: Conference Web Site. 

2007 Neurofibromatosis Conference  
June 10-12, 2007  
Canyons Resort , Park City, UT  
Contact: Jane Fountain, Ph.D. , (301) 496-1431  
Description: The purpose of the annual Consortium Meeting is to provide a forum to bring together basic 
and clinical NF investigators to present their latest research. Each year the Meeting focuses on various key 
issues in the NF research landscape. The Meeting also traditionally includes a number of high-profile 
keynote speakers not from NF research per se but from peripherally relevant areas of cancer research, 
neurobiology etc., serving to stimulate thought and build connections between NF and other disorders.  
Additional Information: Conference Web Site. 

 

 

 

 

http://rarediseases.info.nih.gov/html/workshops/workshops/Immunodeficiency20070607
https://secure.faseb.org/faseb/meetings/Summrconf/Programs/11641.pdf
http://www.sdscongress07.com/
http://www.ctf.org/


 

Shared Neurobiology of Autism and Related Disorders  
June 10-13, 2007  
Davidson Executive Conference Center , Los Angeles, CA  
Contact: Laura A. Mamounas, Ph.D. , (301) 496-5745  
Description: The workshop will convene a multidisciplinary group of neuroscientists who conduct basic and 
translational research on neural systems, in order to promote the exchange of data and facilitate 
comparisons of findings across multiple scientific domains; present cutting-edge approaches in genetics, 
molecular and cellular biology, developmental biology, neurophysiology, neuroanatomy, and systems and 
cognitive neuroscience, in order to characterize the neural substrates of higher order cognition, 
communication, fear/anxiety, attention that are perturbed in these disorders; stimulate the conceptual 
integration of findings across diseases, in order to identify shared neurobiological mechanisms. A focus will 
be on the identification of common mechanisms implicated in neuronal differentiation, connectivity and 
function; and develop a step-by-step strategic action plan to establish priorities for future translational 
research.  

Mitochondrial Medicine 2007  
June 13-16, 2007  
Catamaran Resort Hotel & Spa, San Diego, CA  
Contact: Dr. Michelle M. Braden, (412)-793-8077, Dr. Bill Copeland, (919)-541-4792  
Description: Each year, the United Mitochondrial Disease Foundation brings together clinical and basic 
science researchers sharing an interest in mitochondria from all over the world. Participants come from 
many fields, including biochemistry, genetics, neurosciences, cardiology, cancer, diabetes, nephrology, 
hematology, pediatrics, and aging research. The symposium encourages the exchange of information and 
cultivates networking among physicians, researchers, patients, and families. The meeting format typically 
consists of a 4-day scientific program and a 2-day patient/family meeting.  
Additional Information: Conference Web Site. 

International Multiple Myeloma Consortium (IMMC)  
June 16, 2007  
Barcelona Biomedical Research Park (PRBB) , Barcelona, Spain  
Contact: Isis S. Mikhail, M.D., M.P.H., Dr.P.H., (301) 435-6750  
Description: The information shared and discussed in this meeting will strengthen and enhance future 
collaborations and facilitate progress of the IMMC in promoting investigator-initiated research collaborations 
that could be translated into benefiting the public by learning more about this rare and understudied 
disease.  

2007 Tissue Repair and Regeneration Gordon Research Conference  
June 17-22, 2007  
Colby Sawyer College, New London, NH  
Contact: Carl C. Baker, M.D., Ph.D., (301) 594-5017  
Description: The goals of the conference are to stimulate new ideas and collaborations in the field of tissue 
repair and regeneration, and to encourage young scientists to pursue research in these fields.  
Additional Information: Conference Web Site. 

Childhood Onset Schizophrenia: Research Challenges and Opportunities on the Neurobiology, 
Developmental Trajectory, and Treatment  
June 25-26, 2007  
DC Metro Area  
Contact: Dr. Ann Wagner, (301) 443-3633  
Description: Conference goals are to identify (1) opportunities for expanding current knowledge of causes, 
neurobiology, and treatment of childhood onset schizophrenia; (2) critical "next steps" in the field; and (3) 
challenges and strategies to overcome them in pursuing these next steps.  

http://www.umdf.org/symposium/upcomingsymposium.aspx
http://www.grc.org/programs.aspx?year=2007&program=tissue%20


 

Blood and Marrow Transplant State-of-the-Science Symposium  
June 26-27, 2007  
University of Michigan Medical Center, Ann Arbor, MI  
Contact: Nancy L. DiFronzo, (301) 435-0065  
Description: Symposium participants will focus on identifying translational and clinical hemotopoietic stem 
cell transplantation (HCT) research areas ready for testing in large, multicenter clinical trials. The 
symposium is unique in that it will help frame the scientific agenda for the design and implementation of 
high impact HCT clinical trials of the NIH-sponsored Bone and Marrow Transplant Clinical Trials Network 
(BMTCTN). Rare disease(s) represented include aplastic anemia, sickle cell disease, thalassemia, graft-
metabolism (e.g., Hurler syndrome), and scleroderma.  

Are Endophenotypes for Suicide within Reach?  
June 26-27, 2007  
New York, NY  
Contact: Jane Pearson, Ph.D., (301) 443-1185  
Description: This meeting will update the field on what is currently known about the genetics, potential 
intermediate phenotypes, and biology of suicide, and identify strategies and promising next steps to 
generate new research focused on endophenotypes, with the ultimate goal of reducing suicide deaths.  

Genetic and Environmental Risk Factors for Major Birth Defects  
June 27, 2007  
Pittsburgh, PA  
Contact: Michael D. Shelby, Ph.D., (919) 541-3455  
Description: Rare disease(s) represented include renal agenesis, polydactyly, hypospadias, and Townes-
Brocks syndrome (imperforate anus, triphalangeal and supernumerary thumbs, dysplastic ears, and 
sensorineural hearing loss) due to mutations in the SALL1 gene.  
Additional Information: Conference Web Site. 

Smith-Lemli-Opitz Syndrome and Inborn Errors of Cholesterol Synthesis  
June 27-29, 2007  
Embassy Suites Hotel, Portland, OR  
Contact: Forbes D. Porter, (301) 435-4432  
Description: The goal of this meeting is to promote interactions between scientists with expertise in 
cholesterol homeostasis, brain cholesterol metabolism, embryonic development, and oxysterol and 
neurosteroid biology with clinician-scientists studying and treating patients with inborn errors of cholesterol 
synthesis. We anticipate that these interactions will lead to collaborative projects that will ultimately improve 
our understanding and treatment of these genetic disorders. Rare disease(s) represented include Smith-
Lemli-Opitz syndrome, desmosterolosis, lathosterolosis, X-linked dominant chondrodysplasia punctata type 
2, and congenital hemidysplasia with ichthyosiform erythroderma and limb defects (CHILD) syndrome.  

Eighth International Primary Hyperoxaluria Workshop  
June 29-July 1, 2007  
Institute of Child Health, University College , London, England  
Contact: Rebekah S. Rasooly, Ph.D., (301) 594-6007  
Description: The goal of the workshop is to stimulate discussions among an international group of 
researchers and clinicians about the molecular basis of primary hyperoxaluria, causes of renal and extra-
renal tissue injury associated with this disease, and new approaches to treatment. The workshop will also 
provide an excellent training venue for junior investigators, who will be encouraged to attend and present 
with travel awards and a prize for best presentation. Finally, this is an important opportunity to provide 
patients and their families direct and accurate information regarding primary hyperoxaluria, along with the 
opportunity to interact with researchers and clinicians expert in this disease and a forum for peer support.  
Additional Information: Conference Web Site. 

http://teratology.org/meetings/future.htm
http://www.ich.ucl.ac.uk/education/short_courses/courses/2S_54


 

Gordon Research Conference on Calcium Signalling  
July 8-13, 2007  
Tilton School, Tilton, NH  
Contact: John W. Kusiak, Ph.D. , (301) 594-7984  
Description: This conference takes place biennially and alternates between Europe and the United States. It 
provides the premier forum for scientists with diverse interests in the many facets of calcium signaling to 
review exciting developments in this active area. The program has been selected to include those most 
active in the field without replicating recent GRC or FASEB meetings. The small size of the meeting (limited 
to 140 and invariably over-subscribed) and emphasis on interactive discussion ensure lively debate.  
Additional Information: Conference Web Site. 

Enhancing the Education Experience for Persons with Intellectual and Behavioral Disabilities 
Resulting from Prenatal Alcohol Exposure  
July 12-13, 2007  
NIH, Terrace Level Conference Rooms, Rockville, MD  
Contact: Sally M. Anderson, Ph.D., (301) 443-6371  
Description: The major goals are to increase communication, cooperation, and collaboration among federal 
agencies and between those agencies and other stakeholders. The opportunity will also be used to begin 
the formation of alliances between the educational and medical communities with interest in improving the 
lives of persons with adverse effects due to prenatal alcohol exposure.  
Additional Information: Conference Web Site. 

Joint 12th International NCL Congress and BDSRA Meeting: Therapeutic Approaches  
July 14-17, 2007  
Hyatt Hotel, Rochester, NY  
Contact: Danilo A. Tagle, (301) 496-5745  
Description: The objectives of this workshop are to provide a forum for presentation of the latest results by 
all the major international groups of researchers in Batten disease and to receive input from leading 
scientists whose work is relevant to understanding Batten disease, to translate advances at the basic 
research level into therapeutic strategies and improved patient care, and to promote interactions among 
neuronal ceroid lipofuscinoses (NCL) investigators and affected families. Rare disease(s) represented 
include NCL (Batten disease).  

2007 Biennial Meeting of the Peripheral Nerve Society  
July 14-18, 2007  
Snowbird, UT  
Contact: Dr. John D. Porter, (301) 496-1917  
Description: Meeting goals are to bring together a wide range of disciplines needed to study neuropathy, 
encourage international participation, focus on translational neuroscience, help develop junior investigators, 
utilize a cloistered setting to facilitate interactions and mentorship, and develop clinical practice guidelines. 
Although, collectively, the clinical disease burden of all peripheral neuropathies is substantial, most 
individual types of neuropathy are rare diseases. The meeting directly impacts public health and patient 
care by disseminating important new ideas (both research and therapeutic) and by developing consensus 
guidelines.  
Additional Information: Conference Web Site. 

 

 

 

http://www.grc.org/programs.aspx?year=2007&program=calsig%20
http://www.niaaa.nih.gov/AboutNIAAA/Interagency/
http://pns.ucsd.edu/2007/index.html


 

Development of a Multicenter International Collaborative Network for the Study of Rare Eosinophil-
Mediated Disorders  
July 18, 2007  
Snowbird, UT  
Contact: Amy Klion, M.D., (301) 435-8903  
Description: The goal of this workshop is to begin to provide the framework for further collaborative clinical 
research studies of rare eosinophil-mediated diseases. In the short term, it is hoped that the interactions 
between multidisciplinary clinical and basic science researchers interested in eosinophil-mediated disease 
will lead to the initiation of several small, multicenter trials addressing the most important issues identified 
during the workshop. The development of a consensus research definition is key to this process. The long-
term goal of this workshop is to begin to set up a more formal multicenter network for the study of 
eosinophil-mediated rare diseases. Rare disease(s) represented include hypereosinophilic syndrome, 
eosinophilic gastrointestinal disorders (EGID), Churg-Straus vasculitis, eosinophilic pneumonia, and 
episodic angioedema and eosinophilia (Gleich's syndrome).  

Medical Management of Pediatric Neurotransmitter Disorders- A Multidisciplinary Approach  
July 20-21, 2007  
Hyatt Dulles, Herndon, VA  
Contact: Dr. Danilo A. Tagle, (301) 496-5745  
Description: It is expected that this scientific workshop will provide the opportunities: (1) To provide 
scientists and clinicians working or interested in these group of disorders to gather and discuss avenues for 
further medical and research breakthroughs (2) To facilitate data and resource sharing amongst 
investigators, including newly characterized animal models (3) To foster collaborations amongst scientists 
and interactions with patients and families (4) To enhance the presence at the scientific sessions of new 
investigators, junior and minority scientists and clinicians and selected specialists in related disciplines (5) 
To disseminate the workshop proceedings through publication of the proceedings.  
Additional Information: Conference Web Site. 

1st Costello Syndrome Symposium  
July 21, 2007  
Oregon Health and Science University, Portland, OR  
Contact: Mary Lou Oster-Granite, Ph. D., (301) 435-6866  
Description: The goal is to provide an open forum for researchers, clinicians, and physician-scientists to 
share and discuss basic science and clinical issues related to CS, a forum that should benefit all those 
interested in or affected by CS.  

NIH Workshop on Translational Research in Muscular Dystrophy  
July 25-27, 2007  
Silver Spring, MD  
Contact: Dr. John D. Porter, (301) 496-1917  
Description: The goals of the workshop are to critically evaluate ongoing efforts to develop drug- and 
biologic-based therapies for muscular dystrophy and to establish a roadmap for best practices in 
therapeutic strategy and target selection, preclinical efficacy measures, and organization of collaborative 
teams to best achieve novel therapies in this set of rare diseases. NIH and member organizations of the 
MDCC may use outcomes to design or re-design therapy development initiatives. Participating PIs may use 
the venue to establish new collaborations or redirect their own therapy development efforts based upon 
expert advice from the Workshop.  

 

 

http://www.pndassoc.org/site/c.iuLWJdMRKpH/b.2242999/k.B6B/2007_Symposium_Program_Information.htm


 

The Glycoproteinoses: Second International Workshop on Advances in Pathogenesis and Therapy  
July 26-28, 2007  
The Kensington Court & Meeting Center, Ann Arbor, MI  
Contact: Dr. Danilo A. Tagle, (301) 496-5745  
Description: It is expected that this scientific workshop will provide the opportunities:(1) To provide 
scientists and clinicians working or interested in these group of disorders to gather and discuss avenues for 
further medical and research breakthroughs(2) To facilitate data and resource sharing amongst 
investigators, including newly characterized animal models(3) To foster collaborations amongst scientists 
and interactions with patients and families(4) To enhance the presence at the scientific sessions of new 
investigators, junior and minority scientists and clinicians and selected specialists in related disciplines(5) 
To disseminate the workshop proceedings through webcasting. While the glycoproteinoses are the key 
focus of this meeting, new insights into therapy and pathogenesis can also be anticipated to provide 
important advances for other lysosomal storage disorders and other neurological diseases.  
Additional Information: Conference Web Site. 

Genetic Toxicology Gordon Research Conference  
July 29-August 3, 2007  
Queen College, Oxford  
Contact: Kelly Kim, (301) 496-5473  
Description: One of the goals of this meeting is to bring together scientists from different fields and facilitate 
interaction and collaboration. The meeting will involve basic researchers, industry experts, government 
policy makers, and clinicians. A second goal is to disseminate knowledge about the DNA damage response 
and genetic toxicology. Rare disease(s) represented include ataxia telangiectasia, artemis defect (RS-
SCID1), ataxia oculomotor apraxia-1 (AOA1), spinocerebellar ataxia with axonal neuropathy-1 (SCAN1), 
Nijmegen breakage syndrome (NBS), Fanconi anemia (FA), Bloom's syndrome (BLM), xeroderma 
pigmentosum variant (XP-V), and XLF (a form of RS-SCID).  
Additional Information: Conference Web Site. 

Gordon Research Conference on Epithelial Cell Differentiation and Keratinization  
July 29-August 3, 2007  
Bryant University, Smithfield, RI  
Contact: Carl C. Baker, M.D., Ph.D., (301) 594-5017  
Description: The goal of this Gordon Research Conference on Epithelial Cell Differentiation and 
Keratinization is to provide a stimulating forum for the dissemination and discussion of new research 
opportunities and concepts at the forefront of epidermal and epithelial biology. As dictated by Gordon 
Conference policy, the content of the meeting will not be disseminated through written publications. We will 
distribute the titles of posters at the meeting but will not publish or distribute the abstracts. Rare disease(s) 
represented include epidermolysis bullosa simplex (EBS), cutaneous lupus erythematosus, epidermolytic 
hyperkeratosis, harlequin ichthyosis, Kindler syndrome, lipoid proteinosis, laryngo-onychocutaneous 
syndrome, alopecia areata, Netherton syndrome ichthyosis, Hayley-Hayley disease, and Darier's disease.  
Additional Information: Conference Web Site. 

10th International Workshop on Kaposi's Sarcoma Herpes Virus (KSHV) and Related Agents  
August 1-5, 2007  
Hilton Hotel, Portland, OR  
Contact: Dr. Elizabeth Read-Connole, (301) 496-6085  
Description: This 3 1/2-day conference will present the latest research on KSHV and related agents. This 
annual KSHV workshop is the only conference devoted solely to KSHV and related gamma-2 herpes 
viruses. Rare disease(s) represented include Kaposi's sarcoma, primary effusion lymphoma, and 
multicentric Castleman's disease.  
Additional Information: Conference Web Site. 

 

http://www.mannosidosis.org/index.htm
http://www.grc.uri.edu/o7sched.htm
http://www.grc.org/programs.aspx?year=2007&program=epithel%20
http://www.kshv.net/


Improving Child Health: The Role of Policymakers in Prevention and Treatment of Birth Defects and 
Developmental Disabilities  
August 3, 2007  
Boston, MA  
Contact: Gilian H. Engelson, MPH, (301) 451-2137  
Description: The National Conference of State Legislatures (NCSL) will conduct a comprehensive analysis 
of the views of policymakers in this important area of health policy through three annual conferences, which 
will examine the following research questions: Question 1: How do state and federal policymakers view 
their role in the prevention and treatment of birth defects and developmental disabilities? Question 2: What 
actions (or inaction) in specific areas such as newborn screening, birth defects monitoring, research, 
information and data sharing, education, outreach, and public health services are policymakers engaged in 
to address the prevention and treatment of birth defects and developmental disabilities? Question 3: What 
are the outcomes of particular actions such as the passage of legislation or promulgation of regulations in 
the areas specified in question 2 in terms of improved prevention, detection, surveillance, quality of care, 
and access to care for birth defects and developmental disabilities.  
Additional Information: Conference Web Site. 

Antenatal Testing: A Reevaluation  
August 9-10, 2007  
NICHD, 6100 Executive Blvd, Bethesda, MD  
Contact: Caroline Signore, MD, MPH, (301) 496-5577  
Description: The goals of this meeting are to review the current evidence for antepartum assessments and 
define gaps for which knowledge regarding care is lacking. By identifying and highlighting research need, 
we aim to stimulate the field to fill those gaps and advance our knowledge and care in the field.  

A Multicenter Cohort Investigation of Chromosomal Translocations and Hyperdiploidy at Birth and 
Childhood Leukemia by the International Childhood Cancer Cohort Consortium  
August 29-30, 2007  
Copenhagen, Denmark  
Contact: Martha Linet, M.D., (301) 496-6600  
Description: The goals of this workshop are to discuss and finalize the protocol; the specific procedures for 
carrying out the multicenter cohort study; the study management, data collection, data management, and 
data analysis strategies; and the study schedule and to develop strategies for seeking funding for this effort. 
A critical focus of the workshop will be to develop specific procedures and milestones for a pilot study to 
evaluate the feasibility and specific strategies for operationalizing the protocol. A secondary objective is to 
review and refine the matrix of variables evaluated within each individual cohort study and the cross-walk 
showing the relationship of the variables across studies. Rare disease(s) represented include childhood 
leukemia.  

 

http://www.ncsl.org/
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