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)
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 (CPIR)
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: western regional GENETICS NETWORK
	
	F2F/FVAO
	P2P
	FFCMH
	PTI/CPRC

	AK
	Stone Soup Group
(907) 561-3701 
(877) 786-7327
https://www.stonesoupgroup.org/ 
	Stone Soup Group
(907) 561-3701 
https://www.stonesoupgroup.org/ 
	Alaska Youth & Family Network
(907) 564-6248
(888) 770-4979
(907) 770-4979 (Anchorage)
http://www.ayfn.org 
	Stone Soup Group
(907) 561-3701 
(877) 786-7327
https://www.stonesoupgroup.org/ 

	AK Tribes
	Alaska Native/American Indian F2F at Stone Soup 
(907) 561-3701 
(877) 786-7327
https://www.stonesoupgroup.org/
	
	
	[bookmark: _GoBack]

	CA
	Family Voices of California, Support for Families of Children with Disabilities
(415) 282-7494 
http://www.familyvoicesofca.org/ 
	Parents Helping Parents
408-727-5775
http://www.php.com/
http://www.php.com/espanol 
http://www.php.com/vietnamese 
	United Advocates for Children and Families 
(916) 643-1530
(866) 643-1530 (Family Only)
www.uacf4hope.org     

NAMI San Diego, Children Youth & Family Liaison
(854) 634-6580
(800) 523-5933 https://cyfliaison.namisandiego.org/  
	There are 7 PTIs
Regions 1 & 2
Team of Advocates for Special Kids (TASK)
(866) 828-8275
(714) 533-8275 www.taskca.org

Region 3
EPU Children’s Center
(559) 229-2000 
(888) 774-8981
www.epuchildren.org

Region 4
Disability Rights Education and Defense Fund (DREDF)  
(510) 644-2555 
(800) 348-4232 
dredf.org

MATRIX Parent Network and Resource Center, 
(800) 578-2592 
(415) 884-3535 
www.matrixparents.org

Parents Helping Parents, Sobrato Center For Nonprofits, (408) 727-5775
(855) 727-5775 
www.php.com






Families of Children with Disabilities
(415) 920-5040 www.supportforfamilies.org

Region 5
WarmLine Family Resource Center 
(916) 455-9500
(844) 455-9517
http://www.warmlinefrc.org/ 

There are 4 CPRCS

Disability Rights Education and Defense Fund
(510) 644-2555,
dredf.org

Chinese Parents Association for the Disabled 
(626) 307-3837 
www.cpad.org

ParentsCAN 
(707) 253-7444
www.parentscan.org

Fiesta Educativa, Inc., 
(916) 455-9500
(844) 455-9517
www.warmlinefrc.org

	HI
	Hilopa'a Family to Family Health Information Center (808) 791-3467
http://www.hilopaa.org/ 
	Contact a neighboring state 
	Hawaii Families as Allies 
(808) 487-8785
www.hifamilies.org

	Leadership in Disabilities & Achievement of Hawai’i
(800) 533-9684 
(808) 536-9684 
www.ldahawaii.org

	ID
	Idaho Parents Unlimited, Inc. 
(208) 342-5884 
(800) 242-4785
http://www.ipulidaho.org/ 
	Contact a neighboring state
	Idaho FFCMH 
(208) 433-8845
(800) 905-3436
www.idahofederation.org  
	Idaho Parents Unlimited, Inc. 
(208) 342-5884 
(800) 242-4785
http://www.ipulidaho.org/ 

	OR
	Oregon Family to Family Health Information Center (503) 494-0865 
(855) 323-6744
(503) 931-8930 (Español) 
http://www.ohsu.edu/xd/outreach/occyshn/oregon-family-to-family-health-information-center/ 
	FACTOregon
(503) 786-6082
(888) 988-3228
http://factoregon.org/ 
	Oregon Family Support Network
(503) 363-8068
www.ofsn.org 
	PTI: FACTOregon
(503) 786-6082
(888) 988-3228
http://factoregon.org/ 

CPRC: Northwest Disability Supports 
(503) 238-0522 
http://nwdisabilitysupport.org/ 


	WA
	PAVE
(800) 572-7368
https://wapave.org/ 
	The ARC: WA State P2P
(360) 357-3279
(800) 821-5927 or http://arcwa.org/getsupport/parent_to_parent_p2p_programs 
	A Common Voice FFCMH
(253) 537-2145
www.acommonvoice.org 

Dads MOVE
(425) 243-7028
www.dadsmove.org

PASSAGES 
(509) 892-9241
passages-spokane.org

Washington Dads 
(877) 847-3050

Washington State Community Connectors
(888) 720-9722

NAMI Yakima 
(509) 453-8229
www.namiyakima.org
	PTI: PAVE
(800) 572-7368
https://wapave.org/

CPRC: Open Doors for Multicultural Families
(253) 216-4479 
www.multiculturalfamilies.org

	GU
	Northern Regional Community Health Center
671-638-7474
https://dphss.guam.gov/
	
	
	



