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 (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: heartland regional genetics network
	
	F2F/SAO
	P2P
	FFCMH
	PTI/CPRC

	AR
	Arkansas Disability Coalition 
(501) 614-7020 
http://www.adcpti.org/ 
	Arkansas Children’s Hospital P2P
(501) 634-2032
http://www.archildrens.org/ 
	
	PTI: The Center for Exceptional Families 
(888)360-9654
(870) 336-3012
www.thecenterforexceptionalfamilies.org

CPRC: Northwest Arkansas Community Parent Center
(800) 748-9768 
(479) 927-4100
www.nwacprc.org

	IA
	Family to Family Iowa at ASK Resource Center 
(515) 243-1713  
(800) 450-8667
http://askresource.org/ 
	ASK Resource Center 
(515) 243-1713  
(800) 450-8667
http://askresource.org/ 
	Iowa FFCMH
(712) 527-2747
(888) 511-4244

	Family to Family Iowa at ASK Resource Center 
(515) 243-1713  
(800) 450-8667
http://askresource.org/ 

	KS
	Families Together, Inc.
(316) 945-7747 
(888) 815-6364
https://familiestogetherinc.org/ 
	Families Together, Inc.
(785) 233-4777
(800) 264-6343
https://familiestogetherinc.org/ 
	Keys for Networking, Inc./Kansas FFCMH 
(785) 233-8732
(800) 499-8732
https://www.autismspeaks.org/resource/keys-networking 
	Families Together, Inc.
(316) 945-7747 
(888) 815-6364
https://familiestogetherinc.org/ 

	MO
	Missouri Family-to-Family Resource Center at UMKC-IHD 
(816) 235-1763  
(800) 444-0821
http://mofamilytofamily.org/ 
	Missouri Family-to-Family Resource Center at UMKC-IHD: Sharing Our Strengths (SOS) Support Matching Network
(800) 444-0821
http://mofamilytofamily.org/ 
	FACT
(636)949.2425
www.factmo.org 

	Missouri Parents Act (MPACT)
(800) 743-7634 
www.missouriparentsact.org


	ND
	Family Voices of North Dakota 
(701) 493-2634 
(888) 522-9654
http://fvnd.org/site/ 
	Family Voices of North Dakota 
(701) 493-2634 
(888) 522-9654
http://fvnd.org/site/ 
	North Dakota FFCMH 
(701) 222-3310
(877) 822-6287
www.ndffcmh.org   
	Pathfinder Parent Center 
(701) 837-7500 
www.pathfinder-nd.org



	NE
	PTI Nebraska
(402) 403-3908 
(888) 490-9233
http://pti-nebraska.org/ 
	The ARC of Omaha at the Ollie Web Center
(402) 346-5220, ext. 23
http://www.olliewebbinc.org/ 
	Families CARE, Inc. 
(308) 237-1102
(877) 225-0500
www.familiescare.org  

Families Inspiring Families 
(402) 441-4369
(888) 441-4369
www.familiesinspiringfamilies.org 

Nebraska Family Support Network
(402) 345-0791
(800) 245-6081
http://nefamilysupportnetwork.org/ 
	PTI Nebraska
(402) 403-3908 
(888) 490-9233
http://pti-nebraska.org

	OK
	Oklahoma Family Network
(405) 271-5072 
(877) 871-5072
http://oklahomafamilynetwork.org/ofn/ 
	Oklahoma Family Network
(405) 271-5072 
(877) 871-5072
http://oklahomafamilynetwork.org/ofn/ 
	Oklahoma Families Federation 
(405) 626-1006
(877) 822-6287
https://www.facebook.com/oklahomafamiliesfederation/ 
	PTI: Oklahoma Parents Center
(877) 553-4332
(405) 379-6015 www.oklahomaparentscenter.org

CPRC: Pervasive Parenting
(918) 658-5076
http://www.pervasiveparentingcenter.org/ 

	SD
	South Dakota Parent Connection 
(605) 361-3171
(800) 640-4553
http://www.sdparent.org/ 
	
	
	South Dakota Parent Connection 
(605) 361-3171
(800) 640-4553
http://www.sdparent.org/



