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Dear Reader:

I am pleased to present the New England Regional Genetics Group, Inc.’s latest endeavor, Genetics Resources:
A Regional Directory.

Advances in genetics hold the promise of great benefits to the health of New England residents. Yet there is a
growing need for enhanced genetics knowledge among physicians, other health care providers, and the general
public. To help meet this need, the Department of Public Health in Connecticut developed a genetics
resources directory, and the health departments within our region supplemented it with their information.

By joining forces, this wealth of information was created for accessing local, regional, and national genetics
resources. This directory was developed to help New England residents and their medical caregivers access
information about the significant role that genes play in human health and disease, and locate services such as
genetic testing, treatment, and follow-up.

The Directory begins with an overview of basic genetics and provides listings for national genetics organiza-
tions. It also includes support groups for various conditions and lists specialized resources and supports for
each condition whenever possible.

Each state has a listing of its genetic services, including clinical, public health and laboratory.
We hope you find this Directory a useful tool in your search for genetics information. We welcome your

feedback on its utilization and your suggestions regarding future public education efforts in genetics.

Sincerely,
I:-.Fj J:'- Tt B L -
Thomas Brewster, MD
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PREFACE

Rapid developments in genetics research have led
increasingly to the integration of genetics into
medical practice. The communication of genetic
information between medical providers and patients,
patients and their medical providers, and genetic
services and the public will require special caution
and counseling because genetics and genetic
information affect people in unique ways. Such
information can predict events that occur years in
the future, or not at all. It may predict the future of
other family members, and has the potential to
challenge, and even stigmatize both individuals
and families.

Genetics Resources: A Regional Directory, is the
product of a multi-year genetics planning initiative
at the Connecticut Department of Public Health. Its
development was prompted by concern that a lack
of general, current genetics knowledge among the
public and medical professionals could result in
missed health promotion opportunities. The
expansion of the directory to include resources
outside Connecticut was undertaken by the New
England Public Health Genetics Education
Collaborative of the NERGG, Inc. Updating this
directory is an important part of a strategy to
increase genetics literacy for all.

This directory is intended to help the general public,
affected families, and the medical community to fur-
ther their knowledge of genetics, genetic conditions,
services, and supports and to make it easier to
locate and access resources. The information and
resources in this Directory extend beyond those
related to traditional public health efforts in screen-
ing newborns for inherited disorders. Rather they
encompass the impact of genetics across the entire
lifespan. Wherever possible, additional sources of
published information accompany listings related to
a particular diagnosis or genetic condition.

*Preface originally prepared by the CT Department of Public Health, 2004

This second draft of Genetics Resources: A Regional
Directory, will require revision and updating with
new resources as the “genomics revolution”
continues to expand, creates new challenges and
necessitates the creation of new resources in
response to them.

As planning and preparation continue to address the
impact of genetic developments on public health in
New England, the need for sharing timely,

accurate and useful information will grow. Public
health departments will continue to play a critical
role in addressing these challenges.
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GENETICS THROUGHOUT THE LIFESPAN






Human genetics. Understanding ourselves and our make-
up from the most basic perspective can be overwhelming.
The study of genetics (single genes and their effects), once
considered obscure has now been confounded by
genomics--the study of all the genes in an individual and
how they interact with each other and with the environ-
ment to create the complexity of life. Even today, with
the completion of the Human Genome Project and the
related media exposure, the risk for birth defects or
genetic disease is often viewed as a “one in-a-million”
possibility. Many people believe that genomics is
unrelated to their daily lives. The reality, however, is that
genomic medicine-- using genetic information to diagnose
and treat disease--is here to stay and most people will
benefit from genetic testing and information at some time

in their lives.

Genetics is the study of heredity. It concerns the transfer
of qualities or traits from one generation to the next. The
basic units of heredity are genes. Genes are made of DNA

(deoxyribonucleic acid) and come in pairs, and are

packaged in structures called chromosomes, which

collectively form an organism's genome.

Most cells in an individual contain every gene in its entire
genome. It was originally believed that humans had
approximately 100,000 genes; however, it is now known
that the human genome contains only about 20,000-
25,000 genes. Humans have a total of 46 chromosomes
representing 23 pairs. We get 23 chromosomes from our
mother, via the egg, and 23 chromosomes from our father,
via the sperm. The joining of egg and sperm at conception
results in a fertilized egg with its full complement of
chromosomes. Of the 23 pairs of chromosomes, 22 pairs
are called the autosomes. The 23rd pair consists of the
sex chromosomes. Females have two “X” chromosomes,
and males have one “X” chromosome and one “Y”

chromosome.

Most things about us, including, in part, our health, are
determined by our genes. Our genetic blueprint not only

determines whether or not our children might have a

serious genetic disorder, but may also determine our
chances of developing a chronic disease or our susceptibil-

ity to an infectious disease.

Traditionally, genetic testing and counseling have
centered on prenatal and pediatric genetic diagnoses.
This is changing: genetics is rapidly expanding into other
medical fields, including adult medicine. However, there
are key times throughout the lifespan that genetic issues

are more likely to be encountered.

Historically, pregnant women 35 years of age or older at
the time of expected delivery were the typical prenatal
genetics referral. Now, with the

growing list of prenatal testing

options, all pregnant women

and women planning a preg-

nancy are potential candidates

for genetic counseling,

regardless of their age. Parental

carrier testing is routinely

available for a variety of genetic

diseases that are more common

in specific racial and ethnic

groups. Sperm and egg donors

are often asked to submit to a

variety of genetic tests. When couples are known to be at
risk for a baby with genetic disease, pre-implantation
genetic diagnosis affords the option of testing fertilized

eggs in-vitro prior to transfer to the uterus.

Each year, millions of newborns receive newborn
screening for various genetic, metabolic, and infectious
disorders. The goal of State newborn screening programs
is to identify affected newborns before the onset of
symptoms. Medical treatment can be promptly initiated to
prevent irreversible medical problems or even death.
Information about each state's newborn screening program
is available on its health department's web site,

(see Genetic Services section of this directory).



The identification of susceptibility genes for common
adult-onset genetic diseases is moving the field of
genetics in a new and demanding direction. Diabetes,
certain cancers, and Alzheimer's disease are a few
conditions for which a genetic component has been
identified. Of the top ten leading causes of death in
the U.S,, all but one (injuries) has a genetic

component.

Pre-symptomatic and susceptibility genetic testing
have created an entirely new concept-- Healthy
individuals who are expected to develop or have an
increased risk to develop a disorder. The psychosocial
implications of this information represent a continuing

challenge to the genetics profession.

Genetics professionals have valid ethical concerns
about genetic testing and genomic medicine. They
worry about the possible misuse of information about
genetic traits as a basis for denial of health coverage or
employment. Other ethical issues in the field of
genetics include: gene patents, the storage of DNA
samples, and testing minors for adult-onset conditions.
Given these concerns, detailed counseling, informed

consent, and confidentiality are essential components

of the genetic testing process.

Prepared by the CT Department of Public Health










A. Umbrella Organizations
and References:

GENETIC ALLIANCE

4301 Connecticut Avenue, NW

Suite 404

Washington, DC 20008

Phone: 800-336-43630r 202-966-5557
Fax: 202-966-8553

Email: info@geneticalliance.org
www.geneticalliance.org

The Genetic Alliance is an international
coalition comprising millions of individuals
with genetic conditions and over 600
advocacy, research and health care organi-
zations. The staff and board work together
to empower individuals and families living
with genetic conditions.

MARCH OF DIMES

1275 Mamaroneck Avenue

White Plains, NY 10605

Phone: 888-663-46370or 914-428-7100
Fax: 914-997-4763

Email: askus@marchofdimes.com
www.modimes.org

The missionsof the foundation is to improve
the health of babies by preventing birth
defects and infant mortality. The March of
Dimes funds programs of research, com-
munity services, education, and advocacy.

Connecticut Chapters:

255 Pitkin Street

East Hartford, CT 06108

Phone: 860-290-5440

Fax: 860-290-5433

Email: CT322@marchofdimes.com
www.marchofdimes.com/connecticut

South Division:

11 Belden Avenue

Norwalk, CT 06850

Phone: 203-849-9800

Fax: 203-847-8060

Email: CT322@marchofdimes.com
www.marchofdimes.com/connecticut



Maine Chapters:

60 Gray Road, Unit #8

Falmouth, ME 04105-2024

Phone: 207-878-1199

Fax: 207-878-1166

Email: ME376@marchofdimes.com
www.marchofdimes.com/maine/

Maine Satellite:

51 Fern Street
Turner, ME 04282
Phone: 207-225-6155
Fax: 207-225-6156

Northern Division:
12 Acme Road
Brewer, ME 04412
Phone: 207-989-3376
Fax: 207-989-5500

Massachusetts Chapter:

114 Turnpike Road, Suite 202
Westborough, MA 01581

Phone: 508-366-9066

Fax: 508-366-6634

Email: MA625@marchofdimes.com
www.marchofdimes.com/
massachusetts/

Southeastern Division:
895 Mary Dunn Rd.
Hyannis, MA 02601
Phone: 508-790-1093
Fax: 508-790-1094

New Hampshire Chapter:

22 Bridge Street

Concord, NH 03301

Phone: 603-228-0317

Fax: 603-228-0318

Email: NH634@marchofdimes.com
www.marchofdimes.com/
newhampshire/

Rhode Island Chapter:

260 West Exchange Street, Suite 002
Providence, RI 02903

Phone: 401-454-1911

Fax: 401-454-1970

Email: RI440@marchofdimes.com
www.marchofdimes.com/rhodeisland/

Vermont Chapter:

107 N Main Street

Barre, VT 05641

Phone: 802-479-3265

Fax: 802-479-0957

Email: VT478@marchofdimes.com
www.marchofdimes.com/vermont/

NEw ENGLAND REGIONAL
GENETICS GROUP, INC.

PO Box 920288

Needham, MA 02492

Phone: 781-444-0126

Fax: 781-444-0127

Email: mfgnergg@verizon.net
www.nergg.org

NERGG, Inc., formerly known as the New
England Regional Genetics Group, is a
consortium of genetic health services
providers, representatives of the New
England public health community, and
support groups and individuals with interest
in genetics. NERGG, Inc.'s purpose is to
promote the health of both children and
adults by increasing the awareness of
genetic concerns, the understanding of
the role of genetics in health care, and
the availability of appropriate services.
NERGG, Inc. has a particular interest in
programs with regional perspectives and
activities. NERGG, Inc. is committed to,
and actively involved in: public and pro-
fessional education, data collection and
dissemination, quality improvement in
clinical care, application of new technolo-
gies, and the social and ethical issues
associated with human genetics.




NATIONAL HEALTHY MOTHERS,
HeALTHY BABIES COALITION
121 North Washington Street

Suite 300

Alexandria, VA 22314

Phone: 703-836-6110

Fax: 703-836-3470

Email: info@hmhb.org
www.hmhb.org

Focuses attention on raising public aware-
ness of the basic components of prenatal
care — early care, good nutrition, avoidance
of drugs (e.g., tobacco and alcohol), and
promotion of breastfeeding.

NATIONAL ORGANIZATION FOR
RARE DisorRDERS (NORD)

55 Kenosia Avenue

P.O. Box 1968

Danbury CT 06813

Phone: 800-999-6673 or 203-744-0100
Fax: 203-798-2291

Email: orphan@rarediseases.org
www.rarediseases.org

NORD is a unique federation of voluntary
health organizations dedicated to helping
people with rare “orphan” diseases and
assisting the organizations that serve them.
NORD is committed to the identification,
treatment, and cure of rare disorders,
through programs of education, advocacy,
research, and service.

B. On-Line Resources

ON-LINE MENDELIAN INHERITANCE
IN MAN (OMIM)
www.ncbi.nlm.nih.gov/entrez/query/
fcgi?db=OMIM

This database is a catalog of human genes
and genetic disorders authored and edited
by Dr. Victor A. McKusick and his colleagues.

GENETESTS
www.genetests.org

Information for health professionals about
hundreds of genetic tests. Also includes
links to disease information and geographic
listings of genetic services.

U.S. NATIONAL NEWBORN
SCREENING STATUS REPORT
www.genes-rus.uthscsa.edu/
nbsdisorders.pdf

Lists status of newborn screening in the
United States, state by state, including
links to additional conditions states are
screening for using tandem mass spec-
trometry. Part of National Newborn
Screening and Genetics Resource Center, a
cooperative agreement between the
Maternal and Child Health Bureau Genetic
Services Branch and the University of
Texas Health Science Center at San Antonio
Department of Pediatrics.

NATIONAL INSTITUTES OF HEALTH
www.nih.gov

U.S. Department of Health and Human
Services A-Z index of NIH health resources,
clinical trials, health hotlines, MEDLINE plus,
and drug information.

NATIONAL LIBRARY OF MEDICINE
www.nlm.nih.gov

Part of the NIH, the world’s largest medical
library. Search on health topics, drug
information, medical encyclopedia and
dictionary, news, directories, and other
resources. Includes a link to “Genetics
Home Reference”, a web site for support
information about genetic conditions,
disease summaries, gene and chromosome
summaries, and a glossary of genetics
and medical terminology.

NATIONAL HUMAN GENOME
RESEARCH INSTITUTE
www.genome.gov

An on-line listing of information for
researchers, consumers, support and
advocacy groups, health professionals, and
policy makers. Includes links to clinical
genetics resources, search engines and family
history tools, support resources, support
groups, legal and ethical issues in genetics,
and educational and genetic resources for
health professionals such as primary care
providers and nurses.
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INFORMATION FOR GENETIC
PROFESSIONALS
www.kumc.edu/gec/geneinfo.html

This comprehensive on-line service, based
at University of Kansas Medical Center,
provides clinical, research, and educational
resources for genetic counselors, clinical
geneticists and medical geneticists. This
site includes Human Genome Project
resources, centers, news and other online
sites; educational resources including
curricula, lesson plans and activities, courses,
books and other publications, videotapes,
and computer programs; listings of upcom-
ing professional meetings in genetics; and
information on careers in human genetics.

C. Professional Genetics
Societies

AMERICAN COLLEGE OF MEDICAL
GENETICS (ACMG)

9650 Rockville Pike

Bethesda, MD 20814

Phone: 301-634-7127

Fax: 301-634-7275

Email: acmg@acmg.net
www.acmg.net

ACMG is an organization composed of
biochemical, clinical, cytogenetic, medical
and molecular geneticists, genetic coun-
selors and other health care professionals
committed to the practice of medical
genetics. The ACMG provides education,
resources and a voice for the medical
genetics profession. To make genetic
services available to and improve the
health of the public, the ACMG promotes
the development and implementation of
methods to diagnose, treat and prevent
genetic disease.

AMERICAN SOCIETY FOR HUMAN
GENETICS

9650 Rockville Pike

Bethesda, MD 20814

Phone: 866-HUM-GENE or 301-634-7300
Email: society@ashg.org
www.ashg.org

The American Society for Human Genetics

is composed of researchers, academicians,
clinicians, laboratory professionals, genetic
counselors, and nurses with the objectives
of sharing research, informing health
professionals, legislators, health policy
makers and the public about human
genetics, and facilitating interactions
amongst these groups.

NATIONAL SOCIETY OF GENETIC
CouNsELoRs (NSGC)

Executive Office

401 N. Michigan AVenue

Chicago, IL 60611

Phone: 312-321-6834

Fax: 312-673-6972

Email: FYl@nsgc.org

WwWww.nsgc.org

The NSGC is the leading voice, authority
and advocate for the genetic counseling
profession, with the aim of promoting the
genetic counseling profession as a recog-
nized and integral part of health care
delivery, education, research and public
policy. In addition, the NSGC promotes
the professional interests of genetic
counselors and provides a network for
professional communications.

NATIONAL COALITION FOR HEALTH
PROFESSIONAL EDUCATION IN
GENETICS (NCHPEG)

2360 West Joppa Road, Suite 320
Lutherville, MD 21093

Phone: 410-583-0600

Fax: 410-583-0520

Email: geneticsinfo@nchpeg.org
www.nchpeg.org

NCHPEG is a national effort to promote
health professional education and access
to

information about advances in human
genetics. NCHPEG members are an inter-
disciplinary group of leaders from health
professional organizations, support and
voluntary groups, government agencies,
private industry, managed care organiza-
tions and genetics professional societies
seeking to capitalize on the collective
expertise and experience of members and
to reduce duplication of effort.



D. Reference Texts

Emery and Rimoin’s Principles and
Practices of Medical Genetics

by Connor, J. M., Pyeritz, R., Korf, B.,
and Rimoin, D.

Churchhill Livingstone, 4th Edition,
2001

Extensive reference on the basic science
and clinical applications of medical
genetics. For primary care physicians,
specialists, and students.

Management of Genetic Syndromes
by Cassidy, S. B. and Allanson, J. E.
Wiley-Liss, 2001

Covers 30 common genetic syndromes.
Information on incidence, etiology and
pathogenesis, natural history, diagnostic
criteria, spectrum of variation, recurrence
risk in siblings and offspring, and availability
of prenatal diagnosis and diagnostic testing.

Smith’s Recognizable Patterns of
Human Malformation

by Jones, K. L.

W. B. Saunders Company, 5th
Edition, 1996

Clinical atlas of malformations. Discusses
morphogenesis, genetics, genetic coun-
seling and clinical diagnosis.

The Metabolic and Molecular Bases
of Inherited Disease

by Scriver, C. R, Sly W. S., Childs, B.,
Beaudet, A. L., Valle, D., Kinzler, K.
W., and Vogelstein, B.

McGraw-Hill, 8th Edition, 2000

The undisputed authority on genetic
inheritance. Information about every
known inherited disease.

The Practical Guide to the
Genetic Family History
by Bennett, R. L.
Wiley-Liss, 1999

Thorough and well-organized with a
complete index and references; especially
useful for the primary care physician.

Practical Genetic Counseling
by Harper, P. S.
Arnold Publishers, 6th Edition, 2004

This book provides up to date guidance
through the profusion of new genetic
information and the associated psychoso-
cial and ethical considerations and concerns.

A Guide to Genetic Counseling
by Baker, D. L., Schuette, J. L.,
and Uhimann, W. R.

John Wiley & Sons, 1998

Defines theory, goals, and core
competencies associated with the
practice of genetic counseling.

Structural Fetal Abnormalities:
The Total Picture

by Sanders, R., Blackmon, L. and
Rosenatien, B.

Textbook paperback, 2002

Reference text of ultrasound
diagnosed fetal anomalies.

Ultrasound of Fetal Syndromes
by Benacerraf, B. R.
Churchhill Livingstone, 1998

Thorough quick reference volume of
ultrasound anomalies and possible
syndromic etiologies, juxtaposed with
ultrasound findings in specific syndromes.
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This section lists contact information Little People of America
for support groups, including New 5289 NE Elam Young Parkway
England state chapters where appro- Suite F-700

priate. If your state of interest does Hillsboro, OR 97124
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o Heo , U
Simon & Schuster, 1994

Fictional story of a woman with a skeletal
dysplasia, coming of age just as Hitler's
pronouncements begin to threaten the
Jewish residents of her town, and all of
Germany.




Mendel's Dwarf
by Mawer, S.
Penguin Books, 1999

This novel tells the story of Benedict
Lambert, a distant relative of Gregor
Mendel. Like Mendel, Lambert is a
brilliant geneticist. Unlike Mendel,
Lambert is a dwarf. The story is a mix
of humor and philosophy.

ADRENAL DISORDERS _

National Adrenal Diseases
Foundation

505 Northern Boulevard

Great Neck, NY 11021

Phone: 516-487-4992

Fax: 516-829-5710

Email: nadfmail@aol.com
www.medhelp.org/www/nadf.htm

Connecticut Contact: Eileen Corey
Phone: 203-283-3546
Email: ecorey76@hotmail.com

Maine Contact: Rachel Bennett
Phone: 207-549-5583
Email: rbennett_sw@yahoo.com

ADDITIONAL WEB RESOURCES:

Your Adrenal Glands
www.endocrineweb.com/adrenal.htm

Information on the anatomy and physiol-
ogy of the adrenal glands.

ALAGILLE SYNDROME _

Alagille Syndrome Alliance
10500 SW Starr Drive
Tualatin, OR 97062

Phone: 503-885-0455

Email: alagille@earthlink.net
www.alagille.org

ADDITIONAL WEB RESOURCES:

Cincinnati Children’s Hospital Medical
Center page on Alagille syndrome

www.cincinnatichildrens.org/svc/pro/
liver/diseases/alagille-syndrome.htm

Information on genetics, signs and symptom:s,

diagnosis, treatment, and prognosis of
Alagille syndrome.

ALBINISM AND HYPOPIGM-

National Organization for Albinism
and Hypopigmentation (NOAH)

P.O. Box 959

East Hampstead, NH 03826

Phone: 800-473-2310 or 603-887-2310
Fax: 800-648-2310

Email: info@albinism.org
www.albinism.org

For local resources, call national office.

Hermansky-Pudlak Syndrome
Network, Inc.

1 South Road

Oyster Bay, NY 11771

Contact: Donna Appell

Phone: 800-789-9477 or 516-922-4022
Fax: 516-624-0640

Email: dappell@hps.network.org
www.hermansky-pudlak.org
www.hpsnetwork.org

Chediak Higashi Syndrome Association
A division of the Hermansky-Pudlak
Syndrome Network.
www.chediak-higashi.org

ADDITIONAL WEB RESOURCES:

International Albinism Center at the
University of Minnesota
www.sbs.umn.edu/iac

Web page of a multidisciplinary group of
researchers with interests in clinical
genetics, molecular biology, ophthalmol-
ogy, dermatology, and biochemistry, all
with the goal of understanding the causes
and effects of albinism and other forms of
pigment loss in humans.

ADDITIONAL LITERATURE:

Too White to be Black and Too
Black to be White
by Edwards, L.G.; Authorhouse, 2001

Expresses the true emotion and life
experiences of the author, an African
American with albinism.

15



16

ALZHEIMER S DISEASE

Alzheimer’s Association

225 North Michigan Avenue

Suite 1700

Chicago, IL 60601

Phone: 800-272-3900 or 312-335-8700
Fax: 312-335-1110

Email: info@alz.org

www.alz.org

Connecticut Chapter:

279 New Britain Road

P.O. Box 454

Kensington, CT 06037

Phone numbers:

Helpline: 866-363-6679

Business line: 860-282-2828

Fax: 860-828-2417

www.alzct.org (links to 98 support groups)

Maine Chapter:

163 Lancaster St; Suite 160B
Portland, ME 04101
Helpline: 800-660-2871
Business Line: 207-772-0115
Fax: 207-772-0354
www.mainealz.org

Massachusetts Chapter:

311 Arsenal Street
Watertown, MA 02472
Helpline(s): 800-548-2111
Business Line: 617-868-6718
Fax: 617-868-6720
www.alzmass.org

Rhode Island Chapter:

245 Waterman Street, Suite 306
Providence, Rl 02906
Helpline(s): 800-244-1428
Business Line: 401-421-0008
Fax: 401-421-0115
www.alz-ri.org

Vermont and New Hampshire Chapter:
10 Ferry Street Suite 42B

Concord, NH 03301

Helpline(s): 800-272-3900

Business Line: 802-477-7000

Fax: 802-477-7003

www.alzvtnh.org

Alzheimer’'s Foundation of America
322 8th Avenue, 6th floor

New York, NY 10001

Phone: 866-232-8484

Fax: 646-638-1546

Email: info@alzfdn.org
www.alzfdn.org

(Members section links to local support
groups by state)

ADDITIONAL WEB RESOURCES:

Alzheimer’s Disease Education and
Referral Center (ADEAR)
www.alzheimers.org

A service of the National Institute on Aging,
the ADEAR center is a site that can be used
to find current, comprehensive Alzheimer’s
Disease information and resources.

ADDITIONAL LITERATURE:

Alzheimer’s Early Stages: First Steps
for Family, Friends, and Caregivers
by Kuhn, D. and Bennett, D.A.
Hunter House, 2nd Edition, 2003

Information on risk factors, treatment,
prevention, medications, financial aspects,
and reflections by family members.

Learning to Speak Alzheimer’s: A
Groundbreaking Approach for
Everyone Dealing with the Disease
by Coste, J.K.

Houghton Mifflin, 2003

Provides hundreds of practical tips to
ease life for everyone coping with
Alzheimer’s disease.

AMYOTROPHIC LATERAL SC-

ALS Association

27001 Agoura Road

Suite 150

Calabasas Hills, CA 91301

Phone: 800-782-4747 or 818-880-9007
Fax: 818-880-9006

Email: alsinfo@alsa-national.org
www.alsa.org



Connecticut Chapter:

4 Oxford Road

Unit D1

Milford, CT 06460

Phone: 877-257-2281 or 203-874-5050
Fax: 203-874-7070

Email: jargento@alsact.org

Contact Person - Joan Argento
www.alsact.org

Massachusetts Chapter:

75 McNeil Way, Ste. 310
Dedham, MA 02026

Phone: 781-326-8884

Fax: 781-326-4940

Contact Person - Judy Teplow
Emails: Judy.Teplow@als-ma.org
www.als-ma.org

Northern New England Chapter: (covers
Maine, Vermont and New Hampshire)
The Concord Center

10 Ferry St., Ste. 438

Box 314

Concord, NH 03301

Phone: 603-226-8855

Fax: 603-226-8890

Contact Person - Cheryl Flanders
Email: nh@alsanne.org
www.alsanne.org

Rhode Island Chapter:

Gateway Plaza

1637 Warwick Ave.

Warwick, RI 02889

Phone: 401-732-1609

Fax: 401-732-2577

Contact Person - Lynn McGovern
Email: alsarilm@aol.com
www.alsari.org

ASTHMA

Allergy and Asthma Network—
Mothers of Asthmatics, Inc.

2751 Prosperity Avenue

Suite 150

Fairfax, VA 22031

Phone: 800-878-4403 or 703-641-9595
Fax: 703-573-7794

Email: info@aanma.org
www.breatherville.org

American Lung Association

61 Broadway, 6th floor

New York, NY 10006

Phone: 800-586-4872 or 212-315-8700
Fax: 212-315-8800

Email: tlestrange@lungusa.org
www.lungusa.org

Connecticut Chapter:

American Lung Association of
Connecticut

45 Ash Street

East Hartford, CT 06108

Phone: 800-586-4872 or 860-289-5401
FAX: 860-289-5405

Email: bcase@alact.org
www.alact.org

Did

YO U Know...

-' oldfish have more...

chromosomes than
humans.

Massachusetts Chapters:

American Lung Association of
Massachusetts

460 Totten Pond Road, Suite 400
Waltham, MA 02451-1991

Phone: 781-890-4262

Fax: 781-890-4280

Email: info@lungma.org
www.lungusa2.org/massachusetts/
index.html

American Lung Association of
Massachusetts (Western Area)

393 Maple Street

Springfield, MA 01105-1954

Phone: 413-737-3506

Fax: 413-737-3511

Email: info@lungma.org
www.lungusa2.org/massachusetts/
index.html
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Maine Chapter:

American Lung Association of Maine
122 State Street

Augusta, ME 04330

Phone: 207-622-6394

Fax: 639-426-2919

EMail: Cgagne@MainelLung.org
www.mainelung.org

New Hampshire Chapter:
American Lung Association of New
Hampshire

9 Cedarwood Drive, Unit 12
Bedford, NH 03110

Phone: 603-669-2411

Fax: 603-645-6220

Email: info@nhlung.org
www.nhlung.org/

Rhode Island Chapter:

American Lung Association of Rhode
Island

298 West Exchange Street
Providence, Rl 02903-3700

Phone: 401-421-6487

Fax: 401-331-5266

Email: ALARI@lungri.org
www.lungusa2.org/rhodeisland/
index.html

Vermont Chapter:

American Lung Association of Vermont

30 Farrell Street

South Burlington, VT 05403-6196
Phone: 802-863-6817

Fax: 802-863-6818

Email: dhunt@vtlung.org
www.lungusa2.org/vermont/

American Academy of

Allergy Asthma and Immunology
555 East Wells Street

Suite 110

Milwaukee, WI 53202

Phone: 800-822-2762 or 414-272-6071
Fax: 414-272-6070

Email: info@aaaai.org
www.aaaai.org

Asthma and Allergy

Foundation of America, Inc.

1233 20th Street NW

Suite 402

Washington, DC 20036

Phone: 800-727-8462 or 202-466-7643
Fax: 202-466-8940

Email: info@aafa.org
www.aafa.org

New England Chapter:

220 Boylston Street

Chestnut Hill, MA 02467

Phone: 877-2-ASTHMA or 617-965-7771
Fax: 617-965-8886

Email: info@asthmaandallergies.org
www.asthmaandallergies.org

ADDITIONAL WEB RESOURCES:

Global Initiative for Asthma (GINA)
www.ginasthma.com

Objectives of GINA include: increase
awareness of asthma and its public health
consequences, reduce morbidity and
mortality, improve management, and
increase the availability and accessibility
of effective asthma therapy.

ADDITIONAL LITERATURE:

The Harvard Medical Séhool Guide ‘to
Taking Controllof Asthima: A
Comprehensive Prevention and
Treatment Plan for You and Your
Family

by Fanta, C.H., Cristiano L.M., and
Haver, K.

Simon & Schuster, 2003

Discusses diagnosis, symptoms, individual
management plans, current therapies,
and pros and cons of medications.

ATAXIA TELANGIECTASIA -

Ataxia Telangiectasia Children's Project
6685 Military Trail

Deerfield Beach, FL 33442

Phone: 800-543-5728 or 954-481-6611
Fax: 954-725-1153

Email: info@atcp.org

www.atcp.org

For local resources, call national office.



A-T Medical Research Foundation
5241 Round Meadow Road

Hidden Hills, CA 91302

Phone: 818-704-8146

Fax: 818-704-8310

Email: becca4435@aol.com

Contact: Pamela Smith

ADDITIONAL WEB RESOURCES:

Ataxia Telangiectasia Mutation
Database
www.vmresearch.org/bri_investiga-
tors/atm.htm

Scientific site containing listings of AT
mutations associated with cancer, AT
polymorphisms and variants, and
nucleotide sequence of AT gene.
Includes clinical information on AT.

Avmisn .

Autism Research Institute

4182 Adams Avenue

San Diego, CA 92116

Phone: 619-281-7165

Fax: 619-563-6840
www.autismresearchinstitute.com

Autism Society of America

7910 Woodmont Avenue

Suite 300

Bethesda, MD 20814

Phone: 800-3AUTISM or 301-657-0881
Fax: 301-657-0869
www.autism-society.org

Connecticut Chapter:

P.O. Box 1404

Guilford, CT 06437

Phone: 888-453-4975

Email: asconn@sbcglobal.net
www.autismsocietyofct.org

Maine Chapter:

72B Main Street
Winthrop, ME 04364
Phone: 800-273-5200
Email: info@asmoline.org
www.asmonline.org/

Massachusetts Chapter:

47 Walnut Street

Wellesley Hills, MA 02481

Phone: 781-237-0272

Email: asamasschapter@hotmail.com
www.geocities.com/asamasschapter/

New Hampshire Chapter:
PO Box 68

Concord, NH 03302
Phone: 603-679-2424
Email: info@nhautism.com
www.nhautism.com/

Rhode Island Chapter:
PO Box 16603
Rumford, Rl 16603
Phone: 401-595-3241

Vermont Chapter:

PO Box 978

White River Junction, VT 05001
Phone: 800-559-7398

National Alliance for Autism
Research

Research Park

99 Wall Street

Princeton, NJ 08540

Phone: 888-777-6227 or 609-430-9160
Fax: 609-430-9163

Email: naar@naar.org
www.nhaar.org

NAAR — New England Chapter
124 Watertown Street

Suite 3B, Box 6

Watertown, MA 02472

Phone: 617-924-3300

Fax: 617-924-3311

Email: newengland@naar.org

ADDITIONAL WEB RESOURCES:

Exploring Autism: A Look at the
Genetics of Autism
www.exploringautism.org

A web site dedicated to helping families
who are living with the challenges of
autism. A collaborative effort of Autism
Genetics Cooperative, a group of
researchers and clinicians working to find
the genetic causes of autism.
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ADDITIONAL LITERATURE:

Children with Autism: A Parents
Guide

by Powers, M.D. and Grandin, T.
Woodbine House, 2nd Edition, 2000

Includes chapters on diagnosis and treat-
ment, adjusting to life with an autistic
child, finding good education programs,
legal rights of the autistic child, becom-
ing an advocate for a child and special
problems and needs of the adult with
autism. Provides a list of resources for
autistic individuals in the United States.

Facing Autism: Giving Parents Reasons
for Hope and Guidance for Help

By Hamilton, L.M.

Waterbrook Press, 2000

A treasury of detailed, helpful information
from a mother who carefullly investigated
all promising treatment approaches.

Family Pictures: A Novel
by Miller, S.
Perennial, 1999

A fictional story told through the eyes of
four family members. The complexity of
family relationships is illustrated through
their reactions to a family member with
autism.

Nobody Nowhere:

The Extraordinary Autobiography
of an Autistic

by Williams, D.

Crown, 1992

The author details what it is like to grow
up autistic and the price one pays for
being “high-functioning.”

Somebody Somewhere: Breaking Free
from the World of Autism

by Williams, D.

Crowns, 1994

Sequel to “Nobody Nowhere,” the
author describes her life as a published
author and graduate student.

BATTEN DISEASE

Batten Disease Support and
Research Association

120 Humphries Drive

Suite 2

Reynoldsburg, OH 43068

Phone: 800-448-4570 or 740-927-4298
Fax: 614-445-4191

Email: bdsral@bdsra.com
www.bdsra.org

New England Chapter:
Diane Burl

22 Carver Street
Granby, MA 01033
Phone: 413-467-2294

Did _

YO U Know.;.

If typed, the genetic code
of a human would fill about 134

complete sets of the

Encyclopedia Brittanica.

ADDITIONAL WEB RESOURCES:

The Natalie Fund
www.nataliefund.org

Striving to find a treatment and cure for
Batten Disease. Goals include raising
funds for research, enhancing community
awareness, and providing information
and support for families with affected
children.

BECKWITH- WIEDEM
SYNDROME

Beckwith-Wiedemann Support
Network
www.beckwith-wiedemann.org




CANAVAN DISEASE -

Canavan Foundation

450 West End Avenue #10C

New York, NY 10024

Phone: 877-4-CANAVAN or 212-873-4640
Fax: 212-873-7892

Email: info@canavanfoundation.org
www.canavanfoundation.org

National Tay-Sachs and Allied
Diseases Association

2001 Beacon Street

Suite 204

Brighton, MA 02135

Phone: 800-906-8723

Fax: 617-277-0134

Email: info@ntsad.org
www.ntsad.org

Connecticut Chapter:

(Serving Connecticut, New Jersey and
New York)

1202 Lexington Avenue #288

New York, NY 10028

Phone: 888-354-7788 or 212-431-0431
Fax: 888-354-4884

Email: info@ntsad-ny.org
www.ntsad-ny.org

ADDITIONAL WEB RESOURCES:

Center for Jewish Diseases

Mt. Sinai School of Medicine
www.mssm.edu/jewish_genetics/
diseases/canavan.shtml

Includes disease description, natural

history, genetics and testing information.

Medical College of Wisconsin
HealthLink: The Facts about Canavan
Disease
www.healthlink.mcw.edu/article/
921391101.htm

Provides disease description, including
screening and diagnosis, signs and
symptoms, and research, and links to
other informative sites.

American Cancer Society

1599 Clifton Road, NE

Atlanta, GA 30329

Phone: 800-227-2345 or 404-320-3333

Email available through web site only.

www.cancer.org

CONNECTICUT CHAPTERS
372 Danbury Road
Wilton, CT 06897

Phone: 203-563-0740

Fax: 203-563-0738

238 West Town Street
Norwich, CT 06360
Phone: 860-887-2547
Fax: 860-885-0820

Meriden Executive Park
538 Preston Avenue
Meriden, CT 06450
Phone: 203-379-4700
Fax: 203-379-5060

Maine Chapter:

One Main Street; Suite 300
Topsham, ME 04086
Phone: 207-373-3700

Fax: 207-725-6680

Massachusetts Chapters:
18 Tremont St

Suite 700

Boston, MA 02108
Phone: 617-556-7400
Fax: 617-263-6825

1115 W Chestnut St
Brockton, MA 02301
Phone: 508-584-9600
Fax: 508-584-9699

59 Bobala Rd
Holyoke, MA 01040
Phone: 413-734-6000
Fax: 413-493-2199
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9 Riverside Rd
Weston, MA 02493
Phone: 781-894-6633
Fax: 781-314-2699

350 Plantation St
Worcester, MA 01604
Phone: 508-270-4600
Fax: 508-751-8095

New Hampshire Chapter:

360 Route 101, Unit #8

The Gail Singer Memorial Building
Bedford, NH 03110

Phone: 603-472-8899

Fax: 603-472-7093

Rhode Island Chapter:
222 Richmond St.
Suite 200

Providence, RI 02903
Phone: 401-722-8480
Fax: 401-421-0535

Vermont Chapter:

121 Connor Way, Ste 240
Williston, VT 05495
Phone: 802-872-6300
Fax: 802-872-6399

Candlelighters Childhood Cancer
Foundation

P.O. Box 498

Kensington, MD 20895

Phone: 800-366-2223 or 301-962-3520
Fax: 301-962-3521

Email: staff@candlelighters.org
www.candlelighters.org

New Hampshire Chapter:
Childhood Cancer Lifeline of New
Hampshire

P.O. Box 395

Hillsboro, NH 03244

Contact: Sylvia Pelletier, President
Phone: 603-645-1489
info@childhoodcancerlifeline.org

Services: Candlelighters national books,
support group meetings, in-hospital visits.

ADDITIONAL WEB RESOURCES:

National Cancer Institute s CancerNet
www.cancer.gov/cancerinfo/preven-
tion-genetics-causes

Authoritative information about cancer
genetics.

Harvard Center for Cancer Prevention
www.yourcancerrisk.harvard.edu

Personalized estimation of cancer risk
and tips for prevention.

Guide to Internet Resources for Cancer
www.cancerindex.org

Nonprofit guide containing over 100 pages
and over 4000 links to cancer related
information. Site is regularly updated.

ADDITIONAL LITERATURE:

A Practical Guide to Human Cancer
Genetics

by Hodgson, S.V. and Maher, E.R.
Cambridge University Press, 2nd
Edition, 1999

An essential overview of human
cancer genetics.

Counseling About Cancer: Strategies
for Genetic Counseling

by Schneider, K.

Wiley-Liss, 2nd Edition, 2001

A comprehensive resource including
medical and psychological issues, cancer
risk counseling, predisposition testing,
and essential references.

Healing Lessons
by Winawer, S.J. and Taylor, N.
Rutledge, 1999

The story of Dr. Sidney Winawer, chief of
gastroenterology at Memorial Sloan-
Kettering Cancer Center, and his wife,
Andrea, dealing with her diagnosis of
metastatic stomach cancer.

Its Not About the Bike; My Journey
Back to Life

by Armstrong, L. and Jenkins, S.
Berkley Publishing Group, 2001



The story of Lance Armstrong, a world-
class athlete nearly struck down by cancer,
only to recover and win the grueling and
intense Tour de France.

Staying Alive — A Family Memoir
by Reibstein, J.
Bloomsbury Publishing PLC, 2002

Follows a successful, ethnically mixed
American family typical only in the
diagnosis of breast cancer that hangs like
a dark cloud over all its women.

The Truth About Breast Cancer Risk
Assessment

by Hollingsworth, A.B.

National Writers Press, 2000

Learn how risk factors are assembled into
a personal profile.

CARBOHYDRATE- DEFICIENT
GLYCOPROTEIN SYNDROME
CDG Family Network Foundation
P.O. Box 860847

Plano, TX 75086

Phone: 800-250-5273

Fax: 972-633-8088

Email: cdgaware@aol.com
www.cdgs.com

CEREBRAL PALSY

United Cerebral Palsy Association
1660 L Street NW

Suite 700

Washington, DC 20036

Phone: 800-872-5827 or 202-776-0406
Fax: 202-776-0414

Email: national@ucp.org
WWW.ucp.org

Connecticut Chapters:

UCP of Eastern Connecticut
42 Norwich Road

Quaker Hill, CT 06375
Phone: 860-443-3800

Fax: 860-443-8272

Email: mmorisson@ucpect.org
www.ucpect.org

UCP of Greater Hartford
80 Whitney Street
Hartford, CT 06105
Phone: 860-236-6201
Fax: 860-236-6205

Email: jmcmahon@sunrisegroup.org
www.ucpect.org

UCP of Southern Connecticut
94-96 South Turnpike Road
Wallingford, CT 06492

Phone: 203-269-3511

Fax: 203-269-7411

Email: ucpasouthernct@yahoo.com
www.ucpasouthernet.com

Massachusetts Chapters;

UCP of Berkshire County

208 West Street

Pittsfield, MA 01201

Phone: 413-442-1562

Fax: 413-499-4077

E-mail: info@ucpberkshire.org
www.ucpberkshire.org

UCP of MetroBoston

71 Arsenal Street
Watertown, MA 02472
Phone: 617-926-5480
Fax: 617-926-3059
E-mail: ucpbost@aol.com
www.ucpboston.org

Maine Chapter:

UCP of Northeastern Maine

700 Mt. Hope Avenue, Suite 320
Bangor, ME 04401

Phone: 207-941-2952

Fax: 207-941-2955

E-mail: bobbijo.yeager@ucpofmaine.org
www.ucpofmaine.org

Rhode Island Chapter:

UCP of Rhode Island

200 Main Street, Suite 210
P.O. Box 36

Pawtucket, Rl 02862

Phone: 401-728-1800

Fax: 401-728-0182

E-mail: ucprisupport@ucpri.org
www.ucpri.org
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ADDITIONAL WEB RESOURCES:

National Disability Sports Alliance
www.ndsaonline.org

Servicing all individuals with physical
disabilities in the areas of sports, fitness,
and recreation. Also known as the
United States Cerebral Palsy Athletic
Association.

The Cerebral Palsy Network
www.geocities.com/Heartland/Plains/
8950

A resource for information, sharing, and
support.

ADDITIONAL LITERATURE:

Cerebral Palsy: A Complete Guide for
Caregiving

by Miller, F. and Bachrach, S.J.

Johns Hopkins University Press, 1998

This overview of CP explains medical
procedures and medical and psychological
implications, discusses advocacy, provides
recommended reading and a list of resources.

CHARcOT- MARIE- TOOTH -

Charcot-Marie-Tooth Association
2700 Chestnut Street

Chester, PA 19013

Phone: 800-606-2682

Fax: 610-499-9267

Email: CMTassoc@aol.com
www.charcot-marie-tooth.org
www.cmtinfo.org

Connecticut Chapater:

Contact Beverly Wurzel

Phone: 845-783-2815

Email: cranomat@frontiernet.net

ADDITIONAL WEB RESOURCES:

CMThnet
wwvw.users.rcn.com/smith.ma.ultr-
ranet/CMTneto.html

Repository of information on research
and treatment of CMT for both the med-
ical and non-medical community.

CHROMOSOME ABNORMALI-

(See also Down syndrome, Klinefelter
syndrome, Turner syndrome, Fragile X
syndrome)

Chromosome Deletion Outreach
P.O. Box 724

Boca Raton, FL 33429

Phone: 561-395-4252

Fax: 561-395-4252 call first

Email: info@chromodisorder.org
www.chromodisorder.org

4p- Support Group

P.O. Box 1676

Gresham, OR 97030

Phone: 503-661-7546

Email: fourthchromosome@aol.com
www.4p-supportgroup.org

5p- Society

P.O. Box 268

Lakewood, CA 90714

Phone: 888-970-07770r 562-804-4506
Fax: 562-920-5240

Email: director@fivepminus.org
www.fivepminus.org or
www.criduchat.org

Northeastern Regional
Family Support Coordinator:
Contact Ruthie Liberman
Lexington, MA

Phone: 781-861-3962

8p Duplication Support Group

The Genetics Center

1 Children’s Plaza

Dayton, OH 45404

Phone: 937-641-3800

New patient: 937-641-4000

Fax: 937-463-5325

Email: callif-daleyF@childrensdayton.org
www.cmc-dayton.org

Chromosome 9p- Network
P.O. Box 54

Stanley, ID 83278

Phone: 435-574-1121

Fax: 435-574-2000

Email: pduffy006@verizon.net
www.9pminus.org



I 1q Research and Resource Group

83 Lantern Hill Road

Mystic, CT 06355

Phone: 860-599-4015

Fax: 860-441-6159
http://web.ukonline.co.uk/c.jones/11q/
contents.htm

Trisomy |2p Parent Support
Organization

175 Lawndale Road

Mansfield, MA 02048

Phone: 508-339-1680

Fax: 508-339-0504

Email: maguirecb@comcast.net

IDEAS (Isodicentric 15 Exchange,
Advocacy, and Support)

18 Kings Road

Canton, MA 02021

Phone: 508-253-2872

Email: info@idic15.org
www.idic15.org

Disorders of Chromosome 16
Foundation

1321 Marcy Street

lowa City, IA 52240

Email: danalex@avalon.net
www.trisomy16.org

Support Organization for Trisomy 18,
13 and Related Disorders (SOFT)
2982 South Union Street

Rochester, NY 14624

Phone: 800-716-7638 or 585-594-4621
Fax: 716-594-1957

Email: barbsoft@rochester.rr.com
www.trisomy.org

Connecticut contact:

Lisa and Robert Handel

1473 Forbes Street

East Hartford, CT 06118

Phone: 860-568-0171

Email: lisahandel@sbcglobal.net

Massachusetts and Maine contact:
Michael and Pamela Healey

18 Richard Rd.

Lexington, MA 02421

Phone: 781-862-8273

Email: Healeylex@aol.com

New Hampshire contact:

Marie Primeau

19 West Ridge Drive

Peterborough, NH 03458

Phone: 603-924-3603

Email: mandbprimeau@adelphia.net

Trisomy 18 Support Foundation, Inc.
4491 Cheshire Station Plaza

Suite 157

Dale City, VA 22193

Phone: 703-878-7013

Fax: 703-878-7013

Email: info@trisomy18support.org
www.trisomy18support.org

Chromosome 18 Registry and
Research Society

7155 Oakridge Drive

San Antonio, TX 78229

Phone: 210-657-4968

Fax: 210-657-4968

Email: office@chromosome18.org
www.chromosome18.org

New England Regional Coordinator:
Deb Ammann

Phone: 631-223-3039

Email: debpaul94@optonline.net

Did :

YO U Know.;.

. “: )
Sometimes genes JUMP

around on a Chromosome.
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22q and You Center

The Department of Clinical Genetics
The Children’s Hospital of Philadelphia
34th Street and Civic Center Boulevard
Philadelphia, PA 19104

Phone: 215-590-2920

Fax: 215-590-3298

Email: lunny@email.chop.edu
www.chop.edu/consumerl/jsp/
division/generic.jsp?id=74631

Maine Contact:

Sharon Smith

RR 2 Box 8780

Canaan, ME 04924

Phone: 207-474-5374

Email: mainelypsych@prexar.com

New Hampshire Contact:
Maureen Anderson

2 Lansing Drive

Salem, NH 03079

Phone: 613- 898-6332
Email: MLADJA@aol.com

Ring Chromosome 22 Email
Discussion List

14 Westwood Acres

Morris, MN 56267

Phone: 320-589-1050

Email: r22@maelstrom.stjohns.edu
www.maelstrom.stjohns.edu/archives/r2
2.htm

ADDITIONAL LITERATURE:

Chromosome Abnormalities and
Genetic Counseling

by Gardner, RT.J.M. and Sutherland, G.R.
Oxford University Press, 3rd Edition, 2003

A textbook/reference for genetic counselors
and cytogenetic laboratory workers. Presents
the theoretical basis of clinical cytogenetics.

CLEFT Lir/ PALATE AND
CRANIOFACIAL DISORDERS
AboutFace USA

P.O. Box 158

South Beloit, IL 61080-0158

Phone: 888-486-1209
Fax: 630-761-2985

Email: info@aboutfaceusa.org
www.aboutfaceusa.org

Call main office or check web site for
local support groups.

American Cleft Palate — Craniofacial
Association

1504 East Franklin Street

Suite 102

Chapel Hill, NC 27514

Phone: 919-933-9044

Fax: 919-933-9604

Email: info@acpa-cpf.org
www.cleftpalate-craniofacial.org

Children s Craniofacial Association
13140 Coit Road

Suite 307

Dallas, TX 75240

Phone: 800-535-3643

Fax: 214-570-8811

Email: contactcca@ccakids.com
www.ccakids.com

Cleft Palate Foundation
1504 East Franklin Street

Suite 102

Chapel Hill, NC 27514
Phone: 800-242-5338
Fax: 919-933-9044

Email: info@cleftline