Family Support in California

The term Family Support encompasses all the programs designed to help the parents and families of children with special needs.  Their primary focus is mentorship, systems navigation and parent-to-parent support.  This help takes several different forms such as feeling focused emotional support, information and referral, access to library and internet information, skills building workshops and trainings, conferences, advocacy, as well as support groups (parents, siblings) and other venues.  Family support agencies serve as the primary providers and are often parent-run and/or staffed.  Services may also be provided through other organizations such as the regional centers and school districts, who are more likely to have professionals providing their services.  Family support providers make a clear distinction between support and therapeutic programs and refrain from offerings services which are therapeutic in intent. 

In California, there are several established family support systems.  While each has a particular focus, there are areas of overlap as well as gaps in coverage.  

Family Resource Centers 

In California, parent-to-parent support is offered through a network of 47 Family Resource Centers (FRCs). These centers have a common mission of providing services to families of children age birth – 3.  The funding is part of the Early Start Program through the Department of Developmental Services and is required through Part C of the Individuals with Disabilities Education Act (IDEA).  However, many centers have expanded their mandate beyond the 0-3 population and developmental disabilities and serve families of children of all ages and special needs.  

FRCs are housed in a variety of settings such as freestanding centers, regional centers for developmental disabilities, school districts and parent training and information centers.  Many of the centers have relationships with local hospitals and can provide services such as in-hospital support for parents with children in the NICU and have developed a referral system for parent-to-parent support. FRCs strive to reflect the diversity of their community and can accommodate cultural and language needs through bi-lingual/ bi-cultural paid and unpaid staff. 
FRC services can include: 

· Parent-to-parent support 

· Resources

· Systems navigation 

· Newsletters, 

· Resource libraries,
· Early Start Plus – services for families of children 0-3, at risk for a developmental disability (beginning 2016).
Parent-to-Parent services are primarily provided by mentor parents who are matched (to the greatest extent possible) to their mentees.  Mentor parents are both paid and unpaid staff and each FRC is responsible for developing their own parent-to-parent training. The Family Resource Center Network of California (FRCNCA) developed a set of competencies and job descriptions for parent resource professionals that will help to set a standard for professional credibility. For more information about Family Resource Centers – www.FRCNCA.org  

Parent Training and Information Centers

Parent Training and Information Centers (PTIs) are a national system of parent run organizations with the mission of providing training and information to parents of children birth – age 26, who have any type of disability.  The main focus of their programs is to help parents to obtain appropriate special education services for their children.  PTIs are funded through a competitive grant process, as part of the Individuals with Disabilities Education Act (IDEA) and there is at least one PTI in every state.  PTIs may also receive funding from private foundations.  There are two categories of PTIs, general PTIs which are established based on geographic location and population and Community Parent Resource Centers (CPRCs), which are local community based programs that target certain underserved communities.  There are 7 PTIs in California and 4 CPRCs.

The core services of PTIs include:

· Workshops which cover: 

· Parent and student rights and responsibilities under IDEA 

· Individual Education Program (IEP) 

· Transition to public school 

· Transition from school to adult life 

· Parent mentor training 

· Awareness programs 

· Parent-to-Parent Support 

· Assistance and Advocacy for educational issues and other services (SSI, Respite, etc.) 

· Support Groups 

· Information and Referral 

· Resource Library and Information Packets on a variety of topics including different types of disabilities 

· Collectively the PTI's newsletters reach 55,000 readers in California and over 60,000 parents professionals contact the PTIs annually
 

The majority of the PTIs are located northern and central California.  Southern California, which is home to two of the most populous counties and the largest geographic area is served by only one PTI, TASK (which has a satellite office in San Diego).  Services from PTIs may be free of charge or parents may be asked to pay a membership or registration fee (for workshops).

For more information about Parent Training and Information Centers - https://www.parentcenterhub.org/region-d/ 
Family Empowerment Centers

Family Empowerment Centers (FEC) are a network of centers funded through the California Department of Education to provide training, information and support to parents of children receiving special education services (3-22).  The original plan of Senate Bill 511, was to have a center that corresponded with each of the 32 Family Resource Center geographic areas.  At this time, there are 14 FECs funded and but due to budgetary constraints the program has not expanded.  
FEC are involved in the following activities:

· provide training and information that meets the needs of the parents and guardians of children and young adults with disabilities 

· work with community based organizations 

· provide training and support to parents and guardians of children and young adults with disabilities 

· participate in decision-making processes and the development of individualized education programs.
promote positive parent and professional collaboration with local education agencies, special education local plan areas, and other community agencies 

· participate and support surrogate parent training
For more information about FECs – http://www.cde.ca.gov/sp/se/qa/caprntorg.asp 
Family Voices

Family Voices is not technically a family support organization.  They are a national grassroots clearinghouse for information and education concerning the health care of children with special health needs funded by the Maternal Child Health Bureau. Family Voices serves as an information source for parents and equally as a collective voice of families to policy makers at the local, state and national level.  Family Voices has been instrumental in such legislation as the Children's Health Act such proposed legislation as the Family Opportunity Act.

In California, Family Voices (FVCA) is organized through the FRCs.  FVCA also serves as a family-to-family health information center  the Region IX Coordinator (encompassing Arizona, California, Hawaii, Nevada, Territories).  The state is represented by seven area coordinators.    FVCA builds the capacity of parent centers throughout California to provide families with the information and support they need to make informed decisions about the health care of their children. FVCA provides information and a forum for parent centers and families to advocate for improved public and private policies, builds partnerships between professionals and families, and serves as a vital resource on health care. For more information about Family Voices – www.familyvoicesofca.org 
Mental Health

Family support services are available through parent partners in county mental health departments and agencies receiving mental health funding through Full Service Partnership (FSP) and Mental Health Services Act (MHSA) county programs.  Additionally, United Advocates for Children and Families (UACF) is the agency providing family support related to mental health throughout the state.  UACF receives funding from the federal Substance Abuse and Mental Health Services Administration (SAMHSA) as well as the California Mental Health Services Authority (CalMESA).

UACF currently operates several programs to support families of children with mental health needs as well as providing training and support to mental health parent partners. The organization also has a culturally and racially diverse staff including family members with lived experience. 
For more information about UACF – www.uacf4hope.org 
Disability Specific Organizations

Family support services are available through disability specific organizations such as the Autism Society, Down Syndrome Association, United Cerebral Palsy and the Epilepsy Foundation.  These organizations have local offices and provide services that can include: newsletters, libraries and publications support groups and parent-to-parent support.  Additionally, these organizations frequently have conferences which allow parents to hear nationally known authorities and network with local agencies and parents.  Funding for these programs are usually through membership dues and private grants and other fundraising activities.  The programs range in size and structure, from completely volunteer staffed to organization with professional staff.  Most of the services are provided by volunteer parents, who may or may not receive systematic training.  

Regional Centers

California has a unique entitlement program, the regional center system, which is a network of 21 independent non-profit agencies that are contracted through the state Department of Developmental Services to provide services and supports to people with developmental disabilities and their families.  People with the following diagnostic categories are eligible to receive services

· Autism

· Cerebral palsy

· Epilepsy 

· Mental Retardation

· A disabling condition closely related to mental retardation or requiring similar treatment

Additionally, they provide the Early Start services to families with children birth – 3 who have a developmental delay, are at high risk for a developmental disability or have a condition with an established risk for a developmental disability.  People qualifying for regional center services must have a condition that began before their 18th birthday, are substantially handicapping and expected to be life long.  

People are enrolled in a regional center based on where they live.  Although all regional centers have the same mandate, there is a lack of consistency about what constitutes substantial handicap and therefore people may be refused service at one center but would easily qualify for service at another.  

Family support services offered through the regional centers include support groups, training workshops, advocacy, information and referral, respite care, and funding of support programs in the community.  Support services through the regional centers may be provided by parents or professionals.  The regional centers serve as a primary support source for adults with developmental disabilities.  This is provided through either direct service or funding of community based programs.

For more information about regional centers – http://www.dds.ca.gov/RC/Home.cfm 

State Council on Developmental Disability – Regional Offices
Every state has a State Council on Developmental Disabilities (SCDD). The purpose of these independent state agency is to set disability priorities for that state and to ensure that people with developmental disabilities and their families receive the services and supports they need. The state council is made up of representatives from all of the systems serving individuals with developmental disabilities.  The California SCDD has 13 regional offices. The regional offices, formerly call Area Boards on Developmental Disabilities plan, coordinate, and develop services for persons with developmental disabilities. Their primary responsibility is to:

· Help connect people to needed services and supports 
· Strive to improve services and supports 
· Help people become part of their communities  
Through this mandate, the regional offices provide parent support in several ways.  Through their advocacy role, families can enlist help with concerns with the regional center system (or any of the other systems that serve their family).  Regional offices also provide training for families to help them understand better access services and supports.

For more information about the SCDD and its regional offices –http://www.scdd.ca.gov/ 

California Department of Education and Local School Districts

In addition to the FECs, other support family support services are offered through the state and local school districts.  State programs include

· Resource in Special Education (RISE) Library – this library is housed at Parents Helping Parents (PHP) of Santa Clara, but publications can be mailed to parents anywhere in the state.  Parents are asked to pay a refundable deposit.

· California Family Participation Directory for Special Education- this is an online directory that connects parents who have an area of expertise or are willing to provide support to other parents.  This program is administered by California Services for Technical Assistance and Training (CalSTAT), which is housed at Sonoma State University
· California Tools and Strategies for Family Partnerships – this is an electronic bulletin board which allows parents to contribute and receive ideas that help to make school experiences better and more welcoming to students and their families. This program is administered by CalSTAT.

· The Department of Education also oversees Community Advisory Committees (CACs) in every Special Education Local Planning Area (SELPA) as mandated by state and federal laws and regulations that address parent involvement in Special Education.  CACs provide an avenue for parents and other community members to provide input into their local planning area.  Additionally, many CACs provide educational training and resources for families.  
Some school districts offer parent support services through district based parent resource centers.  These centers, which are staffed by parents, generally provide information regarding special education law and services.  

For more information about Special Education – http://www.cde.ca.gov/sp/se/ 
California Children’s Services

California Children’s Services is the state’s MCH Title 5 program and provides medical and related care to children who meet the medical, financial and residential eligibility for the program.  There is a CCS program in every county in California.  Although CCS primarily provides medical care, the state office is encouraging each county to hire a parent liaison.  Among the duties of the Liaison will be

· orienting families to the CCS program

· facilitate parent-to-parent support, either within the CCS program or in the community

At current, several counties have hired liaisons or contracted with a local FRCs. For more information about CCS - http://www.dhcs.ca.gov/services/ccs/Pages/default.aspx 

For more information, please contact:

Fran D. Goldfarb, MA, MCHES, CPSP
Director, Community Education
USC UCEDD CHLA

323 361-3831

fgoldfarb@chla.usc.edu
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