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 Focus on Fetal Alcohol Syndrome (FAS)
The information and resources listed here are intended for educational use only and are provided solely as a service.  The information provided through this section should not be used for diagnosing or treating a health problem or disease, and is not a substitute for professional care.  These links do not constitute an endorsement of

these organizations or their programs by the National Birth Defects Prevention Network (NBDPN) and none should be inferred.  The NBDPN is not responsible for the content of the individual organization web pages found at these links.

Birth Defects Research and Prevention Information

International Clearinghouse for Birth Defects Monitoring Systems: http://www.icbd.org
Dedicated to the sharing of data, news and views on congenital malformations monitoring, research and prevention.  Provides information about the Clearinghouse, membership directory, publications/papers, and birth defects links for professionals and general audiences.

March of Dimes Birth Defects Foundation: http://www.modimes.org
This site contains a wealth of information about the March of Dimes, birth defects information, and infant health statistics in addition to numerous links to other birth defects data sources. 

National Birth Defects Prevention Network (NBDPN): http://www.nbdpn.org/NBDPN
A national organization of individuals at the local, state, and national level working in birth defects surveillance, research, and prevention.  Site offers organizational information, a newsletter, and related links to state birth defects monitoring programs and national organizations.
Birth Defects Databases

Alcohol and Alcohol Problems Science Database (ETOH): http://etoh.niaaa.nih.gov/Resourcesmain.htm
This site includes databases and resources for alcohol researchers and practitioners.  It includes an introduction to the National Library of Medicine's PubMed and some sample searches on alcohol to run in the PubMed database; descriptions of and links to the various databases of the National Clearinghouse for Alcohol and Drug Information (NCADI); a selection of alcohol and other drug databases with their descriptions and links; links to peer-reviewed journals most often used by alcohol researchers; and links to a selection of web sites pertinent to the substance abuse field.




GeneClinics: http://www.geneclinics.org
GeneClinics is a medical knowledge base relating genetic testing to the diagnosis, management, and genetic counseling of individuals and families with specific inherited disorders.  The web site contains a database of genetic diseases with summary and diagnostic information, clinical description, management, resources and references.
Medical Genetics, University of Kansas Medical Center: http://www.kumc.edu/gec/geneinfo.html
This web site is jam-packed with information and hyperlinks; it is a resource for many birth defects and genetics/birth defects organizations, nationally and internationally.  In addition, the site contains referral information for those wishing to see a health care professional about a birth defect or genetic disorder. 

Family Support Groups

Alliance of Genetic Support Groups: http://www.geneticalliance.org
A national coalition of consumers, professionals and genetic support groups to voice the common concerns of children, adults and families living with, and at risk for, genetic conditions.  This web site contains membership information and a searchable member directory, useful resources, newsletters and other publications. 

American Heart Association: http://www.americanheart.org
Provides information on heart disease in children, including congenital heart defects.  This site has an "ask the Pediatric Cardiologist" section as well as links to other sites.

Congenital Heart Defects: http://www.congenitalheartdefects.com
This link provides a user-friendly clearinghouse of information to the worldwide congenital heart defect (CHD) community.

Congenital Heart Disease (CHD) Online Handbook: http://my.execpc.com/~markc/congenit.html
This site provides information on diagnostic testing, surgery and medications used to treat congenital heart defects.  Also included is a section on issues of concern to adults with CHD.

FAS Bookshelf Inc.: http://www.fasbookshelf.com
This web site consolidates a variety of resources that may be useful to families and professionals in one location so they are easy to find, view and purchase.  Available items include videos, books, posters and FAS baby manikins.

FAS Community Resource Center: http://www.come-over.to/FASCRC/
This site provides a wide array of resources on the spectrum of disorders associated with prenatal exposure to alcohol.  Useful links provide information on such topics as:  recommended evaluation tools, an affected child’s behavior, early intervention for affected infants and toddlers, “FAS in the News”, and online support groups.  This is a terrific resource for families and professionals.    

FAS World: http://fasworld.com
This site highlights international recognition of September 9th as FAS Awareness Day.  Links include:  an online manual of how to conduct FAS Day activities (including organizing a bell concordance), a sample FAS Day proclamation, an FAS Day press release, and a one-page fact sheet on Fetal Alcohol Spectrum Disorders. 

Family Village: http://www.familyvillage.wisc.edu
This site integrates information and resources on the Internet for persons with disabilities and their
families.  It includes informational resources on specific diagnoses, communication connections,
adaptive products and technology, adaptive recreational activities, education, worship, health
issues, disability-related media and literature and much more.
Internet Resources for Special Children (IRSC): http://irsc.org
This on-line resource is dedicated to children with disabilities and their families.  The site supports a directory of links to a variety of subject areas including cognitive disabilities, diseases and conditions, and support/assistance.  Useful FAS links are included.

National Organization on Fetal Alcohol Syndrome (NOFAS): http://www.nofas.org
NOFAS is committed to raising public awareness of FAS and to developing and implementing innovative ideas in prevention, intervention, education and advocacy in communities throughout the nation.  The site provides many useful links for families and professionals including information on advocacy, a parent handbook and an information and resource clearinghouse.

Our Kids: http://www.our-kids.org
This web site is designed to provide information and support for caregivers and family members and others who work with special needs children.  Sections include organizational information, support staff, and caregiver resources.

Special Child: http://www.specialchild.com
This link is dedicated to providing support and information to parents and caregivers of special needs children.  This site includes family issues, success stories, information and a caregiver tips section. 

The Arc of the United States: http://www.thearc.org/fetalalcohol.html
This national organization works to promote services and supports for people with mental retardation and other developmental disabilities.  The Arc offers fact sheets and other resources pertaining to disabilities including FAS and other alcohol-related conditions. 

The Congenital Heart Information Network: http://www.tchin.org
The goal of this site is to provide information and resources to families affected by congenital heart defects, acquired heart disease, adults with CHD and the professionals who care for them.  It contains listings of support groups by state, region and country.

The FAS Family Resource Institute: http://www.fetalalcoholsyndrome.org
The mission of this organization is to identify, understand and care for individuals disabled by prenatal alcohol exposure and their families, and to prevent future pregnancies from exposure.  The institute offers trainings and workshops as well as a wealth of information to families and professionals on such topics as:  identifying, understanding, caring for, and educating individuals with FAS/E. 

Government Agencies

Centers for Disease Control and Prevention (CDC): http://www.cdc.gov/ncbddd/
This site provides information regarding various divisions, branches, and offices working in birth defects and developmental disabilities.  Other information includes publications, employment, and links to the CDC home page and health topics A-Z. 

CDC Fetal Alcohol Syndrome: http://www.cdc.gov/ncbddd/fas/default.htm
This web site provides information on fetal alcohol spectrum disorders and prevention and monitoring of alcohol-exposed pregnancies.  It highlights recent publications focusing on FAS and also provides links to educational materials.

CDC Folic Acid Now: http://www.cdc.gov/ncbddd/folicacid
This web site provides information on the importance of folic acid in the prevention of birth defects.  The site also features an on-line CDC folic acid publication order form, a section on “Frequently Asked Questions”, folic acid fact sheets and a quiz.

CDC Acido Folico Ahora: http://www.cdc.gov/ncbddd/folico/default.htm
This is the Spanish version of the CDC Folic Acid Now web site.  This site features a questions section and a publications section for the Hispanic population.   

CDC Science Ambassador Program: http://www.cdc.gov/ncbddd/folicacid/ScienceAmbassador.htm
Follow the “Lesson Plans” link to “Standards Aligned Lesson Plans & Activities” to access a collection of health and science lesson plans.  The lesson plans have been correlated to state and national standards and were developed to reach middle and high-school audiences.  Topics include:  birth defects, neural tube defects, cystic fibrosis, alcohol and pregnancy, folic acid, cytogenetics and epidemiology.
Education Resource Organization Directory (EROD): http://bcol02.ed.gov/Programs/EROD/
The State Directors of Children with Special Health Care Needs are listed at this site under “Organizations by Type”. 
Fetal Alcohol Spectrum Disorders (FASD) Center for Excellence: http://www.fascenter.samhsa.gov
The FAS Center for Excellence web site is designed to provide resources and information on FAS to improve knowledge about the condition and promote best practices.  It also offers information to individuals, families, and communities affected by FAS in an effort to improve quality of life.  The site offers helpful links to an information resource center, as well as posters, pamphlets and fact sheets.  A presentation on the economic costs of FAS is available at: http://fascenter.samhsa.gov/pdf/RickHarwoodPresentation.pdf
MEDLINEplus: http://www.nlm.nih.gov/medlineplus/fetalalcoholsyndrome.html
This site is a service of the U.S. Library of Medicine and the National Institutes of Health.  Under “Health Topics” select “Fetal Alcohol Syndrome” for the latest news and links to other sites.
National Institutes of Health: http://www.nih.gov
Provides updates on the latest health and scientific research conducted by NIH. The “Health Information Index” has a subject-word guide to diseases and conditions under investigation at NIH.  The site also provides access to online catalogs, journals, and grant funding information.

Healthcare Professionals and Scientific Researchers

American Academy of Pediatrics: http://www.aap.org
Provides online access to AAP’s recommendations, research findings, and policy statements.  Provides helpful tips and health information for parents and providers on all child health topics.

Fetal Alcohol Syndrome Diagnostic & Prevention Network (FAS DPN): http://depts.washington.edu/fasdpn/
The Washington State Fetal Alcohol Syndrome Diagnostic & Prevention Network is an internationally acclaimed network of five WA State community-based clinics linked by the core clinical/research/training clinic at the Center on Human Development and Disability at the University of Washington in Seattle.  The network’s web site provides professionals with informative links on:  FAS screening, diagnosis, surveillance, prevention and intervention.  Information is also provided for ordering the network’s resources (Diagnostic Guide for FAS and Related Conditions; Lip-Philtrum Guide; FAS Facial Photographic Analysis Software; FAS TutorTM CD-ROM; and the educational FAS series of videotapes, video CDs and workbooks entitled “Journey through the Healing Circle”).  

HuGE Net: http://www.cdc.gov/genomics/hugenet/default.htm
HuGE Net represents the collaboration of individuals and organizations from diverse backgrounds that are committed to the development and dissemination of population-based human genome epidemiologic information. The web site provides information about the HuGE Net and peer-reviewed synopses of epidemiologic aspects of human genes, prevalence of allelic variants in different populations, population-based disease risk information, gene-environment interaction, and quantitative data on genetic tests and services.

Institute for Child Health Policy: http://www.ichp.edu/institute/Default.htm

         

The Institute for Child Health Policy, a statewide Institution of Florida's State University System, was established in October 1986.  Given the substantial changes in both the financing and organization attendant to the growth of managed health care, the Institute for Child Health Policy has focused its attention on children in managed care with special emphasis on children with special health care needs. Issues of access, utilization, cost, quality and family involvement are principal areas of interest for the policy/program development, health services research and evaluation programs.

Journal of FAS International (JFAS Int): http://www.motherisk.org/JFAS
This on-line, peer reviewed journal is dedicated to all aspects of Fetal Alcohol Spectrum Disorder and is the official journal of the FACE (Fetal Alcohol Canadian Expertise) Research Network.  The journal features original research articles as well as significant papers published elsewhere in the literature.  The target audience includes clinicians, researchers, teachers, individuals affected by FASD (including parents, partners and siblings), program providers, community leaders and the public at large.


National Center for Biotechnology Information—Online Mendelian Inheritance in Man (OMIM):
http://www3.ncbi.nlm.nih.gov/entrez/query.fcgi?db=OMIM
This database is a catalog of human genes and genetic conditions and offers textual information, pictures, and reference information.  It also contains numerous links to NCBI's Entrez database of MEDLINE articles and sequence information.

National Society of Genetic Counselors: http://www.nsgc.org
The National Society of Genetic Counselors (NSGC) is the leading voice, authority and advocate for the genetic counseling profession.  The “Consumer Information” section of their web site explains the role of genetic counselors.  The site also provides contact information for genetic counselors nationwide and internationally, for those seeking a referral.

Online Clinic: http://www.online-clinic.com/Content/FAS/fetal_alcohol_syndrome.asp#Introduction
This web site offers useful tools for professionals working in community settings and/or directly with women of child-bearing age who may be at risk for having an alcohol exposed pregnancy.  Helpful links include:  a maternal risk assessment tool, a tool for community-based screening for fetal alcohol spectrum disorders, and abstracts to informative articles.    

Organization for Teratology Information Services (OTIS): http://www.otispregnancy.org
This site offers information about exposures to possible harmful substances during pregnancy.  Contains a list of state contacts for teratology information, fact sheets, special projects, and links.

Screening for Substance Abuse During Pregnancy:  Improving Care, Improving Health:  

http://www.ncemch.org/pubs/PDFs/SubAbuse.pdf
This prenatal screening tool is available for download from the National Center for Education in Maternal and Child Health.  This tool may assist professionals in identifying female clients who may be at risk for alcohol problems who would benefit from a more comprehensive evaluation by a specialist.    

Teratology Society: http://www.teratology.org
The Teratology Society web site provides information on teratology, membership information, and links to numerous birth defects sites.  It also features a teratology discussion forum.
PAGE  
5

