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General/ Overviews
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Craniosynostosis (American Association of Neurological Surgeons, Congress of
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Craniosynostosis Q & A (American Association of Neurological Surgeons, Congress of
Neurological Surgeons)

Facts about Cornelia de L ange Syndrome (Cornelia de Lange Syndrome (CdLS)
Foundation)

Genetic Screening for Birth Defects (American Society for Reproductive Medicine)

Hirschsprung's Disease (National Digestive Diseases |nformation Clearinghouse)

Incontinentia Pigmenti (National Institute of Neurological Disorders and Stroke)
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Mobius Syndrome (National Institute of Neurological Disorders and Stroke)
Velocardiofacial Syndrome (Children's Health Information Network)

Waardenburg Syndrome (National Institute on Deafness and Other Communication
Disorders)

Zellweger Syndrome (National Institute of Neurological Disorders and Stroke)

Statistics

Birth Defects: 1997 Plastic Surgery Procedural Statistics (American Society of Plastic
and Reconstructive Surgeons)

FASTATS: Birth Defects (National Center for Health Statistics)
Figures Pertaining to Hydrocephal us (Hydrocephal us Foundation, Inc.)
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The primary NIH Institute for research is National Institute of Neurological Disorders
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NLM/NIH Resources

o Cerebral Palsy -- Hope Through Research (National Institute of Neurological Disorders
and Stroke)

Government & Other Resources by Category

General/ Overviews

o Cerebral Palsy (March of Dimes Birth Defects Foundation)
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« General Information About Cerebral Palsy (National Information Center for Children and
Y outh with Disabilities)

Children
o When Your Child Has Cerebral Palsy (Nemours Foundation)

Clinical Trials
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o Children & Heart Disease: Glossary (American Heart Association)
o Glossary of Childhood Onset Heart Disease (Children's Health Information Network)
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« Your Child's Special Needs (American Heart Association)

Espariol/ Spanish
« Defectos Cardiacos Congénitos (March of Dimes Birth Defects Foundation)
« Defectos Congénitos del Corazdé n (American Heart Association)

News-Focused

« Heart News (Center for Cardiovascular Education, Inc.) - Select topic from topic menu
on right

Nutrition
« Feeding Your Infant with Congenital Heart Disease (CHD) (American Heart Association)

Organizations
o American Heart Association

« Children's Health Information Network
« Heartinfo - Heart Information Network (Center for Cardiovascular Education, Inc.)

Specific Conditions/ Aspects
o Abnormal Heart Rhythms. What Parents Should Know (American Heart Association)
« Atrial Septal Defects: Surgical and Transcatheter Management (Children's Health
Information Network)

« Patent Ductus Arteriosus (PDA): A Parent's Guide (Children's Health Information
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« Protein-Losing Enteropathy After the Fontan Operation (Children's Health Information
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« Velocardiofacial Syndrome (Children's Health Information Network)

« Velocardiofacial Syndrome (National Institute on Deafness and Other Communication
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Statistics
« Congenital Cardiovascular Disease Statistics (American Heart Association)

Treatment
« Congenital Cardiovascular Disease Treatments (American Heart Association)

o Medica Treatment (American Heart Association)
« Pulmonic Stenosis and Balloon Valvuloplasty (Children's Health Information Network)
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Clinical Trials
« Clinical Studies: Muscular Dystrophy (National Institutes of Health, Clinical Center)

 Clinical Trials: Muscular Dystrophy (CenterWatch, Inc.)

« DM Cardiology Study - Arrhythmias & Pacemaker Intervention (Muscular Dystrophy
Associ ation)

« DM, FSH, CMT and PROMM Altered Metabolism and Muscle Wasting (Muscular
Dystrophy Association)

o DMD Trial of Anabolic Steroid (Oxandrolone) (Muscular Dystrophy Association)

« DMD/BMD Learning Styles (Muscular Dystrophy Association)

o Emery-Dreifuss (Humeroperoneal) Muscular Dystrophy (EDMD): Diagnostic Evaluation
and Natural History (Muscular Dystrophy Association)

Coping
« 101 Hintsto "Help-with-Ease" for Patients with Neuromuscular Disease (Muscular
Dystrophy Association)

Diagnosis

« Electromyogram (EMG) (MedicineNet, Inc.)

o MDA Clinic (Muscular Dystrophy Association)

« What is Electrodiagnostic Medicine? (American Association of Electrodiagnostic
Medicine)

Organizations
o American Association of Electrodiagnostic Medicine

o Muscular Dystrophy Association

Specific Conditions/ Aspects
« Becker Muscular Dystrophy (BMD) (Muscular Dystrophy Association)

« Congenital Muscular Dystrophy (CMD) (Muscular Dystrophy Association)
« Distal Muscular Dystrophy (DD) (Muscular Dystrophy Association)

o Duchenne Muscular Dystrophy (DMD) (Also Known as Pseudohypertrophic) (Muscular
Dystrophy Association)
o Emery-Dreifuss Muscular Dystrophy (EDMD) (Muscular Dystrophy Association)

o Facioscapulohumeral Muscular Dystrophy (FSH or FSHD) (Also known as
Landouzy-Dejerine) (Muscular Dystrophy Association)

o Limb-Girdle Muscular Dystrophy (LGMD) (Muscular Dystrophy Association)
« Myotonic Dystrophy (National Center for Biotechnology Information)

« Myotonic Dystrophy (DM) (Also known as Steinert's Disease) (Muscular Dystrophy
Association)
o Oculopharyngeal Muscular Dystrophy (OPMD) (Muscular Dystrophy Association)
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Charcot-Marie-Tooth Association

Klinefelter Syndrome and Associates

National Human Genome Research Institute
National MPS Society

Prader-Willi Syndrome Association

Turner's Syndrome Society of the United States
United L eukodystrophy Foundation

Prevention/ Screening
Newborn Screening Tests (March of Dimes Birth Defects Foundation)

Specific Conditions/ Aspects
Adrenoleukodystrophy (National Institute of Neurological Disorders and Stroke)

Advances in Understanding the Hermansky-Pudlak Syndrome (National Institute of
Child Health and Human Devel opment)

Alexander Disease (National Institute of Neurological Disorders and Stroke)

Angelman Syndrome (National Institute of Neurological Disorders and Stroke)

Background Information: Niemann-Pick Type C1 (NP-C) (National Human Genome
Research Institute)

Batten Disease (National Institute of Neurological Disorders and Stroke)

Canavan Disease (National Institute of Neurological Disorders and Stroke)

Charcot-Marie-Tooth Disorder (National Institute of Neurological Disorders and Stroke)

Exploring Therapeutic Options for Wilson's Disease (National Center for Research
Resources)

Facts About Charcot-Marie-Tooth Disease (CMT) (Muscular Dystrophy Association)
Facts about Friedreich's Ataxia (Muscular Dystrophy Association)

Familial Multiple Endocrine Neoplasia Type | (National Institute of Diabetes and
Digestive and Kidney Diseases)
Fragile X Syndrome (National Institute of Child Health and Human Development)

Frequently Asked Questions About Turner Syndrome (Turner's Syndrome Society of the
United States)

Gaucher's Disease (National Institute of Neurological Disorders and Stroke)
Genetics of Dystonia (DystoniaMedical Research Foundation)
Hallervorden-Spatz Disease (National Institute of Neurological Disorders and Stroke)

Hemochromatosis (National Digestive Diseases Information Clearinghouse)

Hereditary Spastic Paraplegia (National Institute of Neurological Disorders and Stroke)

Huntington's Disease (MedicineNet, Inc.)

Huntington's Disease: Hope through Research (National Institute of Neurological
Disorders and Stroke)
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Hypophosphatasia (Osteoporosis and Related Bone Diseases-National Resource Center)

Introduction to Leukodystrophy (United Leukodystrophy Foundation)
L esch-Nyhan Syndrome (National Institute of Neurological Disorders and Stroke)
L eukodystrophy (National Institute of Neurological Disorders and Stroke)

Menkes Disease (National Institute of Neurological Disorders and Stroke)

Neurofibromatoses (March of Dimes Birth Defects Foundation)

PKU (March of Dimes Birth Defects Foundation)

Porphyria (National Digestive Diseases Information Clearinghouse)

Questions and Answers on Prader-Willi Syndrome (Prader-Willi Syndrome Association)

Rare Genetic Diseases In Children: An Internet Resource Gateway: Lysosomal Storage
Diseases (National MPS Society)

Rh Disease (March of Dimes Birth Defects Foundation)

Speech and L anguage and Prader-Willi Syndrome (Prader-Willi Syndrome Association)
Sturge-Weber Syndrome (National Institute of Neurological Disorders and Stroke)
Tay-Sachs Disease (March of Dimes Birth Defects Foundation)

Tuberous Sclerosis (National Institute of Neurological Disorders and Stroke)

Understanding Alpha-1 Antitrypsin Deficiency (National Heart, Lung, and Blood
Institute)
Wilson Disease (We Move)

von Hippel-Lindau Disease (National Institute of Neurological Disorders and Stroke)

Treatment
Questions and Answers About Gene Therapy (National Cancer Institute)

Pictures/Diagrams
Genetic Illustrations (National Human Genome Research Institute)
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« Fregquently Asked Questions about Genotyping (Center for Inherited Disease Research)

« Jablonski's Multiple Congenital Anomaly/Mental Retardation Syndromes Database
(National Library of Medicine)

« Neurogenetics (National Institute of Neurological Disorders and Stroke)
« Understanding Gene Testing (National Cancer Institute) - multi-page document

Government & Other Resources by Category

General/ Overviews
« Frequently Asked Questions about Genotyping (Center for Inherited Disease Research)

« Genetic Counseling (National Women's Health Information Center)
« Understanding Gene Testing (National Cancer Institute) - multi-page document
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Basic Science/ Resear ch

« Frequently Asked Question About the Role of Geneticsin Public Health (Centers for
Disease Control and Prevention)

o From Fly to Man: The Kindred Genes of Development (National Institute of Dental and
Craniofacial Research)

« Gene Hunt: Success Stories (National Institute of Dental and Craniofacial Research)
« Gene Hunting (National Institute of Mental Health)

« Genetic Testing for Cystic Fibrosis, April 14-16, 1997 Val. 15, No. 4 (National Institutes
of Health)

« Neurogenetics (National Institute of Neurological Disorders and Stroke)

Children
« Introduction to Genetics and Genetic Testing (Nemours Foundation)

Dictionaries Glossaries
o Glossary (Office of Rare Diseases)
o Glossary of Genetic Terms (Nationa Human Genome Research Institute)

o Jablonski's Multiple Congenital Anomaly/Mental Retardation Syndromes Database
(National Library of Medicine)

Disease M anagement
« Health Insurance in the Age of Genetics (National Human Genome Research Institute)

« Osteogenesis Imperfecta I ssues. Pregnancy (Osteogenesis | mperfecta Foundation)

Law and Policy
« Genetic Information and the Workplace (National Human Genome Research I nstitute)
« Health Insurance in the Age of Genetics (National Human Genome Research Institute)

Listsof Print Publications
o CBM: Genetic Testing for Cystic Fibrosis (National Library of Medicine)

Organizations
o March of Dimes (March of Dimes Birth Defects Foundation)
« National Human Genome Research Institute

Prevention/ Screening
o Chorionic Villus Sampling (CVS) (March of Dimes Birth Defects Foundation)
« Genetic Testing for Breast Cancer Risk: It's Y our Choice (National Cancer Institute)

Specific Conditions/ Aspects
« Genetic Screening for Birth Defects (American Society for Reproductive Medicine)

« Genetic Testing for Prader-Willi Syndrome (Prader-Willi Syndrome Association)
» Osteogenesis Imperfecta | ssues. Genetics (Osteogenesis Imperfecta Foundation)

« Preimplantation Genetic Testing (International Council on Infertility Information
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The primary NIH Institute for research is National Institute of Arthritis and
Musculoskeletal and Skin Diseases

NLM/NIH Resources

» Questions and Answers about Marfan Syndrome (National Institute of Arthritis and
Muscul oskeletal and Skin Diseases)

Government & Other Resources by Category

General/ Overviews

o Marfan Syndrome (American Heart Association)

o Questions and Answers about Marfan Syndrome (National Institute of Arthritis and
Muscul oskeletal and Skin Diseases)

o What Isthe Marfan Syndrome? (National Marfan Foundation)

Basic Science/ Resear ch
« Marfan Syndrome (National Center for Biotechnology Information)
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« Physical Education and Activity Guidelines (National Marfan Foundation)

Directories
« Support and Contacts (National Marfan Foundation)

Espariol/ Spanish
« Sindrome de Marfan (March of Dimes Birth Defects Foundation)
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News-Focused

o Mutant Mice Shed New Light on Cause of Aortic Aneurysmsin Marfan Syndrome
Sufferers (National Institute of Arthritis and Musculoskeletal and Skin Diseases)

Organizations
o Nationa Institute of Arthritis and Musculoskeletal and Skin Diseases

« National Marfan Foundation

Specific Conditions/ Aspects
» Cardiac Concerns (National Marfan Foundation)

« Emergency Diagnosis and Treatment of Aortic Dissection (National Marfan Foundation)
« Orthopedic Concerns (National Marfan Foundation)
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NLM/NIH Resources

» Cephalic Disorders (National Institute of Neurological Disorders and Stroke)

» Hydraencephaly (National Institute of Neurological Disorders and Stroke)

Government & Other Resources by Category

Anatomy/ Physiology
« Ventricles of the Brain (Hydrocephalus Foundation, Inc.)

Diagnosis

« Amniocentesis (March of Dimes Birth Defects Foundation)

Directories

« SpinaBifida Clinic Directory (Spina Bifida Association of America)
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« SpinaBifida (March of Dimes Birth Defects Foundation)

Law and Palicy
« SpinaBifida and Agent Orange (Spina Bifida Association of America)

Nutrition
« Folic Acid Information (Spina Bifida Association of America)

« How Folate Can Help Prevent Birth Defects (Food and Drug Administration)

Organizations
 Hydrocephalus Foundation Inc. (Hydrocephalus Foundation, Inc.)

o Nationa Institute of Child Health and Human Devel opment
« National Institute of Neurological Disorders and Stroke

o SpinaBifida Association of America

Prevention/ Screening
« How Folate Can Help Prevent Birth Defects (Food and Drug Administration)

Specific Conditions/ Aspects
« Anencephaly (National Institute of Neurological Disorders and Stroke)
« Cephalic Disorders (National Institute of Neurological Disorders and Stroke)
o Chiari Maformation (National Institute of Neurological Disorders and Stroke)

« Frequently Asked Questions About Spina Bifida and Anencephaly (National Center for
Environmental Health)

« General Information about Spina Bifida (National Information Center for Children and
Y outh with Disabilities)

» Hydraencephaly (National Institute of Neurological Disorders and Stroke)

« Problems Commonly Associated with Hydrocephal us (Hydrocephal us Foundation, Inc.)

« Questions and Answers - SpinaBifida (American Association of Neurological Surgeons,
Congress of Neurological Surgeons)

« SpinaBifida (March of Dimes Birth Defects Foundation)

» SpinaBifida (National Institute of Neurological Disorders and Stroke)

o SpinaBifidaQ & A (American Association of Neurological Surgeons, Congress of
Neurological Surgeons)

« What is Hydrocephalus? (Hydrocephal us Foundation, Inc.)

Statistics
« Figures Pertaining to Hydrocephalus (Hydrocephal us Foundation, Inc.)
« Incidence of SpinaBifida (Spina Bifida Association of America)
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Clinical Studies. Sickle Cell Anemia (National Institutes of Health, Clinical Center)
Clinical Trials Database (National Heart, Lung, and Blood I nstitute)

Patient Fact Sheet: The Multicenter Study of Hydroxyureain Sickle Cell Anemia (MSH)
(National Heart, Lung, and Blood Institute)

Espariol/ Spanish

AnemiaFalciforme (March of Dimes Birth Defects Foundation)

Anemiade Célula Faciforme en los ReciénNacidos vy |os Bebés: Guia paralos Padres
(Agency for Healthcare Research and Quality)

Organizations
National Heart, Lung, and Blood Institute

Specific Conditions/ Aspects
Sickle Cell Disease (March of Dimes Birth Defects Foundation)

Treatment
Bone Marrow Transplantation (BMT) (Leukemia Society of America)

FDA Approves Droxiafor Sickle Cell Anemia (Food and Drug Administration)
New Hope for People with Sickle Cell Anemia (Food and Drug Administration)

New Hope for People with Sickle Cell Anemia (Food and Drug Administration)

Patient Fact Sheet: The Multicenter Study of Hydroxyureain Sickle Cell Anemia (MSH)
(National Heart, Lung, and Blood Institute)
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Copyright Status: Most information at this site isin the public domain. Unless otherwise
stated, these documents may be freely distributed and used for non-commercial, scientific,
educational or personal purposes. However, you may encounter documents or portions of
documents contributed by private companies or organizations. Other parties may retain all
rights to publish or reproduce these documents. Commercial use of the documents on this site
may be protected under U.S. and foreign copyright laws.

Disclaimer of Liability: For documents available from this server, the U.S. Government does
not warrant or assume any legal liability or responsibility for the accuracy, completeness, or
usefulness of any information, apparatus, product, or process disclosed.

Disclaimer of Endor sement

-- General --

NLM does not endorse or recommend any commercial products, processes, or services. The
views and opinions of authors expressed on NLM Web sites do not necessarily state or reflect
those of the U.S. Government, and they may not be used for advertising or product endorsement
purposes.

-- External Links--

MEDLINEplus links to many other Internet sites to organize health information for consumers.
NLM is not responsible for the availability or content of these external sites, nor does NLM
endorse, warrant or guarantee the products, services or information described or offered at these
other Internet sites.

Medical Information: It is not the intention of NLM to provide specific medical advice, but
rather to provide users with information to better understand their health and their diagnosed
disorders. Specific medical advice will not be provided, and NLM urges you to consult with a
gualified physician for diagnosis and for answers to your personal questions.

Privacy Notice: ThisWeb siteis provided as a public service by the National Library of
Medicine.

o Of the information we learn about you from your visit to
"http://www.nIm.nih.gov/medlineplus’ we store only the following: the domain name
from which you access the Internet, the date and time, the Internet address of the web site
from which you linked directly to our site, the name of the file or the words you
searched, and the browser used to access our site. Thisinformation is used to measure the
number of visitors to the various sections of our site and identify system performance or
problem areas. We also use this information to help us expand the coverage of the siteto
assist usersin finding health information.

« Wedo not give, share, sell or transfer any personal information to athird party.
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o Wheninquiries are e-mailed to us, we store the question and the e-mail address
information so that we can respond electronically. Unless otherwise required by statute,
we do not identify publicly who sends questions or comments to our web site. We will
not obtain information that will allow us to personally identify you when you visit our
site, unless you chose to provide such information to us.

Questions about NIH privacy policies should be sent to the NIH Privacy Act Officer.

U.S. National Library of Medicine, 8600 Rockville Pike, Bethesda, MD 20894
We welcome your comments.
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