Referral to support and partnering with Family-led Organizations: A Reference Guide
The National Genetics Education and Family Support Center (Genetics Education & Family Support Center) is a companion project to the Regional Genetics Networks (RGNs). RGNs link medically underserved populations to quality genetic services and provide resources to genetic service providers, Primary Care Physicians, public health officials, and families. In many cases though, linking isn’t enough. Individuals and families need direct support and assistance.  
The National Genetics Education & Family Support Center works to:
1. Assist the RGNs in their efforts to develop meaningful partnerships with families and family-led organizations and reach medically underserved and diverse families.
2. Provide emotional, informational, and navigational support for individuals and families who have, or are at-risk of having a genetic condition; 
3. Provide education and resources on genetic conditions; 
4. Link individuals and families to services and supports, especially those families in underserved areas
5. Help families develop skills to partner with professionals and improve systems of care
The following family-led organizations can help families navigate the system of care system and connect families to the information, resource, and support services they may need. In addition, family-led organizations can partner with RGNs and other families to help build capacity for family leadership and engagement to improve genetic educational materials, services, and programs. 
Overview of Family-led Organizations

The four national, family-led organizations described below have chapters in each state. In many states, one or more of these projects are co-located. In other states, the projects are located in different places. Each project has a specific area of expertise: health care, emotional support, mental health supports and services, and special education laws. The family members who staff the state projects are parents/guardians of children and youth with special health care needs (CYSHCN); some are siblings to CYSHCN. They understand families’ concerns about their children and will connect them with the organization that can best advise them. Staff at these organizations come from diverse backgrounds, so they are able to connect with families of like backgrounds in their own native languages. In other instances, staff can connect families from diverse backgrounds to cultural brokers. In many states, the families who staff each of these projects work at the same agency. As a result, they connect families with each other’s programs so they get all needed information and support. Even if they are located in different agencies, they routinely refer families to the organization that has the expertise to help resolve a family’s issues. 



Family Voices (FV)
[bookmark: _GoBack]FV is a national, family-led organization that works to keep families at the center of children’s health care. Its Leadership in Family Professional Partnerships (LFPP) project provides training and technical assistance to family leaders and professional partners. This training includes skill-building workshops to help families increase skills and build confidence to work with professionals to improve systems of care. FV has developed a national network of family-led Family Voices Affiliate Organizations (FVAOs) and Family-to-Family Health Information Centers (F2Fs) in every state, the District of Columbia (DC), 5 territories and 3 tribal nations. FVAOs are statewide, family-led, non-profit organizations that work to advance the mission, vision and principles of Family Voices, Inc. Often, the FVAO and the F2F are co-located. F2Fs, funded by the federal Maternal and Child Health Bureau, provide free, confidential support and training to families of CYSHCN and their professional partners. Both FVAOs and F2Fs[footnoteRef:1] help families navigate health care and community supports; partner with health providers; and build leadership skills.  [1:  Note, FVAOs and F2Fs are often part of larger non-profit organizations, Department of Public Health Title V programs, or universities. Therefore, the names of each FVAO and/or F2F vary, depending on the vendor organization. ] 

Use this link to identify the FVAO/F2F in your state (or see the list of FVAOs/F2Fs in your region on the last page) if your RGN or families need help:
· Finding services for CYSHCN and the family
· Understanding eligibility for Title V, Medicaid or other state agency services
· Understanding private health insurance
· Communicating with doctors
· Understanding a child’s medical condition
· Connecting to a disability-specific support organization or group
· Finding support for a caregiver
· Building leadership skills and partnering with professionals to improve systems of care
· Creating family-friendly, plain language materials
· Reaching out to and recruiting families, including families of diverse race, ethnicity, geographic and socio-economic diversity, to participate in RGN advisory or other roles
Parent to Parent USA (P2P USA)
P2P USA is a national organization committed to assuring access and quality in parent to parent support for families who have children of any age (pre-birth through aging), who have a special health care need, including a genetic condition. P2P USA provides technical assistance and support to state programs by encouraging use of evidence-based and best practices, including the capacity to “match” families with diverse experiences, ethnicity, culture, race, language, socio-economic, disability and other child/family related life experiences.
Use this link to identify the P2P program in your state at________________________________________ (or see the list of the P2P programs in your region on the last page) if families: 
· Need emotional and/or informational support
· Want to talk to someone who has similar life experiences and shares an understanding of a specific diagnosis, topic, and/or challenge.  
· Are stressed, facing barriers or challenges, and want to talk to someone who understands your life.
· Are ready to share their own family circumstances, leadership skills, positive attitude, etc and want to support other parents. 

If there is no P2P program in your state, contact any neighboring statewide P2P program or P2P USA.
National Federation of Families for Children’s Mental Health (NFFCMH)
The NFFCMH is a national, family-run organization that works to ensure children and youth with emotional, behavioral, and mental health needs and their families can get the supports they need. The NFFCMH provides leadership and technical assistance to state affiliates. 
Use this link to identify the NFFCMH affiliate in your state at __________________________________ (or see the list of NFFCMH programs in your region on the last page) if your RGN or families:

· Are worried about a child’s emotional health and behaviors
· Need help identifying a mental health provider
· Need help supporting a caregiver who is experiencing mental health stress
The Center for Parent Information and Resources 
The Center for Parent Information and Resources (CPIR) is a central hub with information about Parent Training and Information Centers (PTIs) and Community Parent Resource Centers (CPRCs) and other information for families and professionals. The CPIR provides universal technical assistance to the network of PTIs and CPRCs.

PTIs and CPRCs, funded through the federal Individuals with Disabilities Education Act (IDEA), help families understand early intervention (EI), special education, and transition services for CYSHCN from birth to age 26. PTIs are often statewide, except in larger states where there may be more than one PTI, while CPRCs are community-based organizations serving particular geographic regions or targeted racial/ethnic/language populations.

Use this link to identify the PTI and/or CPRC in your state at ___________________________________ (or see the list of PTIs/CPRCs in your region on the last page) if your RGN or families need help:

        Understanding educational issues related to a genetic diagnosis
        Understanding a child’s rights to early intervention, special education, or transition services
        Communicating with EI providers; teachers, nurses, and other school staff; and agencies serving adults with disabilities
        Working with professionals to create an Individualized Family Support Plan (IFSP), Individualized Educational Plan (IEP) (including a transition plan) for a infant, child, or adolescent
        Finding support groups, educational specialists, legal assistance and other resources
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Family-led organizations: southeast regional GENETICS NETWORK
	
	F2F/FVAO
	P2P
	FFCMH
	PTI/CPRC

	AL
	Family Voices of Alabama
(877) 771-3862
http://www.familyvoicesal.org/ 
	Contact the P2P program in a neighboring state
	
	Alabama Parent Education Center (APEC) 
(866) 532-7660
(334) 567-2252
www.alabamaparentcenter.com

	FL
	Family Network on Disabilities 
(727) 523-1130 
(800) 825-5736
http://fndusa.org/ (available in Spanish, Russian, and Haitian Creole)
	Contact the P2P program in a neighboring state
	The Family Café, Inc. 
(850) 224-4670
(888) 309-2233
www.familycafe.net

Federation of Families of Central Florida, Inc. 
(407) 334-8049
www.ffcflinc.org

Federation of Families Hillsborough County Chapter 
(813) 220- 9258

Federation of Families Miami - Dade 
(786) 802-3448
Email: fofmiami@gmail.com

Federation of Families South Florida 
(954) 533-0585
www.southfloridawellnessnetwork.org

Federation of Families of Northeast Florida 
(904) 738-8420
www.fofjax.org

Florida Federation of Families
(561) 246-3334
Email: reachus@federationfamiliesflorida.org
	There are 3 PTIs 

Parent Support Network (PSN) 
(800) 825-5736 
(727) 523-1130 
fndusa.org/contact-us/programs/psn

Parent Education Network Project (PEN)
(800) 825-5736 
(727) 523-1130
fndusa.org/contact-us/programs/pen

Parents of the Panhandle Information Network (POPIN), (800) 825-5736 
(727) 523-1130
fndusa.org/contact-us/programs/popin

There are 2 CPRCs 

Parent to Parent of Miami, Inc., (800) 527-9552
(305) 271-9797
www.ptopmiami.org

Project Empower of Northwest Florida
(727) 858-3335 
http://www.projectempowernwfl.org/home.php 



	GA
	Parent to Parent of Georgia
(770) 451-5484 
(800) 229-2038
http://p2pga.org/ 
	Parent to Parent of Georgia
(770) 451-5484 
(800) 229-2038
http://p2pga.org/ 
	Creative Partnerships & Training 4 Families
(404) 860-5909
(844) 278-6945

Dekalb Families in Action 
(404) 604-7229
www.dfiaffcmh.org 

Family Advocates of Georgia, Inc. West Georgia Federation 
(404) 437-5973
www.faogainc.com 

Families Advocating for Voices of Resilience 
(404) 587-8286
http://www.favorfamilies.com/

Father's Tree of Hope
Ivan Fields, Director
https://www.facebook.com/Fatherstreeofhope/ 

Foster & Adoptive Parents Connection of Georgia
(770) 873.0460
gaparentconnect.vpweb.com 

Fulton County FFCMH 
(404) 758-4500
(800) 832-8645

Georgia Parent Support Network 
(404) 758-4500
(844) 278-6945
www.gpsn.org 

Helping Hands of Hope 
(678) 760-2354

Hyped4Umentoring 
(470) 429-1217 
http://www.hyped4umentoring.com 

In My Children's Name
(404) 542-1988

Integrated Concepts for Families, Inc. 
(888) 316-0902 
(770) 463-0202
www.integratedconceptsforfamilies.com 

Kids Like Moses Advocacy of GA 
(470) 296-0177
(800)-858-8676

Lookout Mountain Community Services Care Management Entity
(706) 638-5580
www.lmcme.org 

Mommie and Me Advocacy 
(770) 648-3907 www.mandmadvocacy.weebly.com 

My Fresh Air, LLC (Chapter)
(678) 349-4700

Parenting with Love and Limits
(800) 735-9525
https://gopll.com/  

Puzzle Pieces of Love
(478) 973-1630
https://www.facebook.com/PuzzlePiecesofLove/ 

ReEstablishing the Village
(404) 758-4500
(844) 278-6945
reestablishingthevillage.weebly.com 

Reggie's Place Foundation
(678) 851-7678

STEM, Inc. – Middle Georgia FFCMH (Chapter)
(912) 980-5356

The Struggle WithIn 
(678) 827-2498

Tweens & Teens Family Outreach
Email: TnTofGA@gmail.com
The Younger Years and Beyond 
(678) 861-6926
ateducational.wixsite.com/zariassong 
	Parent to Parent of Georgia
(770) 451-5484 
(800) 229-2038
http://p2pga.org/ 

	LA
	Bayou Land Families Helping Families
(985) 447-4461
http://blfhf.org/ 
	Contact the P2P program in a neighboring state
	Louisiana FFCMH
(225) 293-3508
(800) 224-4010
www.laffcmh.org  
	PTI: Louisiana Parent Training and Information Center
(800) 766-7736
(504) 888-9111
fhfjefferson.org/laptic

CPRC: Pyramid Community Parent Resource 
(504) 218-8922
www.pyramidparentcenter.org


	MS
	Institute for Disability Studies, The University of Southern Mississippi 
(601) 432-6876
(866) 883-4474
https://www.usm.edu/ids/fwellness-family2family.php 
	Contact the P2P program in a neighboring state
	Mississippi Families as Allies (601) 355-0915
(800) 833-9671
www.faams.org

	MS Parent Training and Information Center (601) 969-0601
(800) 721-7255
www.mspti.org






	NC
	F2F
Family Resource Center South Atlantic
(919) 834-9300
http://www.frcsa.org/


FVAO
Exceptional Children's Assistance Center (ECAC) 
(704) 892-1321
(800) 962-6817
https://www.ecac-parentcenter.org/ 
	Family Support Network of NC
(919) 966-2841
(800) 852-0042
http://fsp.unc.edu/parent-to-parent 
	North Carolina Families United 
(336) 395-8828
www.ncfamiliesunited.org


	PTI: Exceptional Children's Assistance Center (ECAC) 
(704) 892-1321
(800) 962-6817
https://www.ecac-parentcenter.org/ 


There are 2 CPRCs

HOPE Parent Resource Center, (828) 256-5202 (English), 
(704) 803-7082 (Spanish), 
(828) 403-1286 (Hmong)
www.fsnhope.org

F.I.R.S.T.
(828) 277-1315, 
(877) 633-3178 
www.firstparentcenter.org

	SC
	Family Connection of South Carolina, Inc. 
(803) 252-0914 
(800) 578-8750
https://www.familyconnectionsc.org/ 
	Family Connection of South Carolina, Inc. 
(803) 252-0914 
(800) 578-8750
https://www.familyconnectionsc.org/ 
	Federation of Families of SC, 
(803) 772-5210
www.fedfamsc.org/ 

	PTI: Family Connection of South Carolina, Inc. 
(803) 252-0914 
(800) 578-8750
(888) 808-7462 (Spanish/Español), 
https://www.familyconnectionsc.org/  

CPRC: Family Resource Center for Disabilities and Special Needs, Inc.
(843) 266-1318
www.frcdsn.org

	TN
	Tennessee Disability Coalition – Family Voices
(615) 383-9442 
(888) 643-7811
http://tndisability.org/familyvoices  
	Tennessee Disability Coalition-Parent-to-Parent
(615) 383-9442 
http://tndisability.org/tennessee-parent-parent 
	TN Voices for Children, Inc. 
(615) 269-7751
(800) 670-9882
www.tnvoices.org

The Healing Word Counseling dba F.A.C.E.S. of Memphis 
(901) 370-4673
www.memphishealingcenter.com/
	Support and Training for Exceptional Parents, Inc. 
(423) 639-0125
(423) 639-8802 TDD
(800) 280-7837 (English)
(800) 975-2919 (Spanish)
 www.tnstep.org

	PR
	University of Puerto Rico Medical Sciences Campus
(787) 754-4377
http://www.rcm.upr.edu/en/start/
	
	
	PTI: APNI
(787) 763-4665 
(787) 250-4552 
www.apnipr.org
 
CPRC: El Centro Margarita, Inc., (787) 739-6030 www.centromargarita.com

	VI
	Developmental Disabilities Council
(202) 615-6369
http://www.dhs.gov.vi/disabilities/dd_counsel.html
	
	
	Disability Rights of the Virgin Islands
(340) 772-1200
(340) 772-1280
(340) 776-4303 (St. Thomas Office) 
drcvi.org



