Health Care Connections 2006
Advocacy and Information Resources
Here are telephone numbers of various information and referral and/or advocacy organizations in California.

	NAME OF ORGANIZATION
	STATE / 800 NUMBER    
	LOCAL CONTACT

	Developmental Disabilities Area Boards
Area Boards were established to monitor and review the service delivery system for persons with developmental disabilities in each region. There are 13 in California.

Office of the California State Council on Developmental Disabilities
1507 21st Street, Suite 210 Sacramento, California 95811


	866-802-0514 or 916-322-8481
www.scdd.ca.gov
You can also find out which Area Board serves your location by contacting your local Regional Center.
	Find your local Area Board at:
www.scdd.ca.gov/area_ board_roster.htm
email: council@scdd.ca.gov


	Family Resource Centers
Most communities/counties have a family resource center that can help you with information and referrals for issues that relate to children with special health care needs. One of the Parent Training and Information Centers (PTIs) listed among these resources, your Regional Center, or your local school district can direct you.
	www.familyresource centers.net
	

	Family Voices
2340 Alamo SE, Ste. 102 Albuquerque, NM 87106
Family Voices is a grassroots network of families and friends speaking on behalf of children with special health care needs.
	505-872-4774 888-835-5669 Fax: 505-872-4780
www.familyvoices.org
	CA Coordinator: Tara Robinson @ Support for Families
2601 Mission Street,
#606
San Francisco, CA 94110
415-282-7494

	Disability Rights California. (DRC)

100 Howe Avenue, Suite 185-N Sacramento, CA 95825
www.disabilityrightsca.org, info@disabilityrightsca.org
DRC is the agency appointed under federal law to protect the civil, legal and service rights of Californians with disabilities.
	916-488-9950, 800-719-5798 TTY, 800-776-5746 voice
	


Health Care Connections 2006
Advocacy and Information Resources, continued
Parent Training and Information Centers (PTIs)
The following are PTIs in California. You can call any of them for information about children with special health care needs (this list was provided by “Technical Assistance Alliance for Parent Centers” found at: www.taalliance.org ).
	NAME OF ORGANIZATION
	STATE / 800 NUMBER    
	LOCAL CONTACT

	Disability Rights Education & Defense Fund (DREDF)
2212 Sixth Street Berkeley, CA 94710
info@dredf.org,  

HYPERLINK "http://www.dredf.org"
www.dredf.org
	510-644-2555 (V/TTY) Fax: 510-841-8645,  800-348-4232 V/TTY
	Same

	Exceptional Parents Unlimited
4440 N. First St. Fresno, CA 93726
 info@exceptionalparents.org 

HYPERLINK "http://www.exceptionalparents.org"
www.exceptionalparents.org
	559-229-2000 Fax: 559-229-2956  
	Same

	Fiesta Educativa (CPRC)
161 S. Avenue 24,                Los Angeles, CA 90031
info@fiestaeducativa.org 

HYPERLINK "http://www.fiestaeducativa.org"
www.fiestaeducativa.org
	323-221-6696 Fax: 323-221-6699
	Same

	Matrix Parent Network & Resource Center
94 Galli Drive, Suite C Novato, CA 94949
info@matrixparents.org 

HYPERLINK "http://www.matrixparents.org"
www.matrixparents.org
	415-884-3535,  415-884-3555 (fax) 800-578-2592
	Same

	Parents Helping Parents of Santa Clara
Sobrato Center for Nonprofits-San Jose
1400 Parkmoore Ave. Ste. 100

San Jose, CA 95126
info@php.com 

HYPERLINK "http://www.php.com"
www.php.com
	408-727-5775 

408-727-0182 (fax)

866-747-4040 toll free
	Same

	Rowell Family Empowerment of Northern CA
962 Maraglia St. Redding, CA 96202

Online email form (website)
www.rfenc.org
	530-226-5129 530-226-5141 877-227-3471
	Same
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Advocacy and Information Resources, continued
The following are PTIs in California. You can call any of them for information about children with special health care needs.
	NAME OF ORGANIZATION
	STATE / 800 NUMBER    
	LOCAL CONTACT

	Support for Families of Children with Disabilities
2601 Mission St., # 606 San Francisco, CA 94110-3111
info@supportforfamilies.org 

HYPERLINK "http://www.supportforfamilies.org"
www.supportforfamilies.org
	415-282-7494 Fax: 415-282-1226
	Same

	Team of Advocates for Special Kids (TASK) Main Office
 100 West Cerritos Ave. Anaheim, CA 92805
task@yahoo.com,  www.taskca.org
	714-533-8275 Fax: 714-533-2533

866-828-8275
	Same

	Team of Advocates for Special Kids (TASK)-San Diego
3180 University Ave. Suite 430

 San Diego, CA 92104
taskca@yahoo.com,  www.taskca.org 
	619-794-2947 
Fax: 619-794-2984
866-609-3218
	Same


Health Care Connections 2006
National Resources
	Judge David L.Bazelon Center For Mental Health Law
1101 – 15th Street NW, Suite 1212 Washington, D.C. 20005 202-467-5730 Fax: 202-223-0409
www.bazelon.org
webmaster@bazelon.org
	The Bazelon Center is a non-profit legal advocacy organization for people with mental illness and mental retardation.

	Family Voices
2340 Alamo SE, Ste. 102 Albuquerque, NM 87106 505-872-4774 or 888-835-5669 Fax: 505-872-4780
www.familyvoices.org 
Contact form on website 
	Family Voices is a national, grassroots clearinghouse for information and education concerning the health care of children with special health needs.

	Fathers Network, The

Washington State Father’s Network
Kindering Center 16120 NE  8th Street Bellevue, Washington 98008 425-653-4286 Fax: 425-747-1069
greg.schell@kindering.org 

HYPERLINK "http://www.fathersnetwork.org"
www.fathersnetwork.org
	The Fathers Network provides current information and resources to assist all families and care providers involved in the lives of children with special needs.

	Institute for Child Health Policy
University of Florida
P.O. Box 100147
Gainesville, FL 32610-0147
352-265-7220
Fax: 352-265-7221
www.ichp.ufl.edu
	The Institute for Child Health Policy focuses its attention on issues of health service delivery, quality of care and evidence-based health policy related to children and youth, especially with special needs. 

	Mothers United for Moral Support, Inc. (MUMS) National Parent to Parent Network
150 Custer Court
Green Bay, Wisconsin 54301-1243
877-336-5333 – Parents only  please

920-336-5333
Fax: 920-339-0995
mums@netnet.net 

HYPERLINK "http://www.netnet.net/mums"
www.netnet.net/mums
	MUMS is a national parent-to-parent organization for families of children with any disability, disorder, chromosomal abnormality or health conditions which provides support in the form a networking system that matches parents with other parents whose children have the same or similar condition.
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National Resources, continued
	National Committee for Quality Assurance (NCQA)
1100 13th St. Ste 1000, Washington, D.C. 20005

 202-955-3500, Fax-202-955-3599, customer service-888-275-7585, customersupport@ncqa.org
www.ncqa.org
www.ncqa.org
	NCQA is a private, not-for-profit organization dedicated to assessing and reporting on the quality of managed care plans.

	National Dissemination Center for Children and Youth With Disabilities (NICHCY)
825 Connecticut Ave. NW, Ste. 700
Washington, D.C. 20009
800-695-0285 (voice/TTY)
202-884-8200 (voice/TTY)
Fax: 202-884-8441
nichcy@aed.org 

HYPERLINK "http://www.nichcy.org"
www.nichcy.org
	NICHCY is the national information and referral center that provides information on disabilities and disability-related issues for families, educators and other professionals, with a special focus on children and youth (birth to age 22).

	HRSA: Health Resources and Services Administration Information Center
P.O. Box 2910, Merrifield, VA 22118

 888-275-4772, TTY/TDD-877-489-4772
Fax-703-821-2098

ask@hrsa.gov
www.hrsa.gov
	HRSA works to improve and extend life for people living with HIV/AIDS, provide primary health care to medically underserved people, serve women and children through state programs, and train a health workforce that is both diverse and motivated to work in underserved communities through publications, resources, and referrals on health care services for low-income, uninsured individuals and those with special health care needs.

	National Organization for Rare Disorders (NORD)
55 Kenosia Avenue
PO Box 1968
Danbury, CT 06813-1968
203-744-0100
TTY: 203-797-9590, voicemail-800-999-6673
Fax: 203-798-2291
orphan@rarediseases.org 

HYPERLINK "http://www.rarediseases.org"
www.rarediseases.org
	NORD is a federation of not-for-profit voluntary health organizations serving people with rare disorders and disabilities.
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National Resources, continued
	National Rehabilitation Information Center for Independence (NARIC)
8201 Corporate Dr. Ste 600, Landover, MD 20785 20706 800-346-2742 or 301-459-5900 TTY: 301-459-5984
naricinfo@heitechservices.com  www.naric.com
	NARIC collects and disseminates information to anyone interested in disability and rehabilitation.

	Technical Assistance Alliance for Parent Centers PACER Center
8161 Normandale Blvd
Minneapolis, MN 55437-1044
952-838-9000
888-248-0822
TTY: 952-838-0190 (711 relay)
Fax: 952-838-0199
alliance@taalliance.org 

HYPERLINK "http://www.taalliance.org"
www.taalliance.org
	The Technical Assistance Alliance for Parent Centers provides technical assistance for establishing, developing and coordinating Parent Training and Information Projects under IDEA (Individuals with Disabilities Education Act).


Additional Web Sites of Interest
Alliance of Genetic Support Groups Directory
http://www.geneticalliance.org
An alphabetical listing of links to the web sites of support groups that focus on specific genetic
disabilities/disorders.
American Academy of Pediatrics
http://www.aap.org
The American Academy of Pediatrics web site.
American Speech-Language-Hearing Association
http://www.asha.org
Web site of the American Speech-Language-Hearing Association with information for parents,
consumers, and professionals.
DrugInfonet
http://www.druginfonet.com
Provides information and links to areas on the web concerning health care and pharmaceutical-related
topics.
Family Village
http://www.familyvillage.wisc.edu
A website that provides information, resources and communication opportunities for families of children
with disabilities. Contains many links to other sites.
MMRL-Multi-Media Medical Reference Library                                                                 http://www.med-library.com/
Through this web site you can search a multitude of medical journals/databases.
National Institute of Health—Health Info                                                                        http://health.nih.gov/
Web site that contains some of the health information resources provided by the National Institutes of
Health.
Office of Rare Diseases
http://rarediseases.info.nih.gov/
Web site of the Office of Rare Diseases (ORD). It includes information on more than 6000 rare diseases; plus genetics, clinical trials, transportation and lodging, and resources in Spanish.
Medical Silo Depot (Pedbase)
http://www.meistermed.com/isilodepot/isilodocs/isilodoc_kw_pedsdb.htm
A pediatric database designed to provide information on various pediatric disorders for the Palm OS, Pocket PC and PDA. AKA as Medical References for the Doctor on the Go.
PubMed
www.PubMed.gov
The National Library of Medicine's search service to access citations in MedLine and other related
databases.
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