Family Support 360 Benefits, Best Practices, and Lessons Learned
2004–2009 Family Support 360 Grantees
The following lessons and successes were submitted by the 2004–2009 Family Support (FS) 360 grantees, the inaugural FS 360 grantees. In addition, some comments were gleaned from discussions that took place at the final Technical Assistance Institute (TA Institute). 

What have been the collective successes of Family Support 360? 
· Empowerment: providing families with a voice.

· Connecting: bringing families together and giving them the tools they need to succeed in their lives.

· Collaboration: networking among families, service providers, and organizations.

Lessons Learned at the Project Level

· Cultural awareness is important in establishing services and programs.

· Develop a good marketing and communication plan for services that are available.
· Research other grants and funding opportunities to expand and sustain services.
· Address challenges of maintaining services in times of economic downturn.

· Educate legislature and other elected officials about the importance of funding services.

· Consider underserved populations in planning (e.g., people with autism or traumatic brain injury).
· Have a strong leader that remains focused on the bigger picture and mission, along with strong staff support.

· Plan for long-term sustainability early in the process.
· Look at what is working and consider how to use those successes to expand and change existing services and/or create new services.
· Plan for growth.

· Consider a leader or facilitator who is not from a State agency (funding agency).
· Develop a positive culture among the advisory group members.

· Be flexible in the size and make-up of your advisory group. Grow it as needed—maybe add key players based on group activities.

· Identify a vision and path as a group. Revisit and update that vision and path.

· Celebrate and publicize success stories.
· Take time to develop a common understanding of terms, language, and programs among program staff, advisory board members, and partners. 

Lessons Learned at the Family Level

· Relationships are more important than services.

· A family-centered approach that respects families’ authority and recognizes the value of partnering with them is key. This respect entails allowing families to determine what they need.
· Families need a continuum of community support services and resources that follow the child through the transition into adulthood (or bereavement). This broad array of community services and resources should include traditional, formal supports and nontraditional, informal supports.

· Families need the flexibility to be able to access services and resources as they need them.

· Families can become empowered advocates for their children and for themselves with support, information, and opportunities to develop their skills.

· Determining the needed services and supports for each person or family can be time consuming. You need to be creative!

· Multigenerational programs are an effective means of supporting family members across the life span. Grandparents and other relatives raising children with developmental disabilities (DD) need supports for themselves, as well as for the children they nurture.

· Poverty is a serious barrier to the ability of families to access family support. Families that are worrying about food, clothing, shelter, and medical care cannot see the importance of parent empowerment and strong advocacy skills. Offering meals, child care, and transportation stipends to families increases the likelihood that they will attend meetings. 
· Families can move along a continuum of support, from receiving information and resources to attending community events focused on education and support to supporting other families. This is a natural progression that takes strong relationships and time. The process strengthens families and creates strong advocates for family members with disabilities. 
· Families that take advantage of multiple supports (e.g., parent, siblings, and grandparents) are better able to handle difficult transitions.
· The best indicator of good outcomes for children with DDs is their parents’ ability to have a positive attitude about their family’s situation.

· Self advocacy and family support work together.

· Child care is important.

· The support gap continues in the transition from adolescence to adulthood.

· Parents with disabilities can be successful parents with appropriate supports.

· Using a combination of formal and informal supports helps families succeed more often than using either support alone.

· If you work with adults, they typically have fewer natural supports and require more assistance in accessing services in comparison with children. Families with children take care of a lot of their needs.
· Adults don’t always have records (or know where to get them) for the eligibility determination required of various programs.

· Transportation, transportation, transportation.
Lessons Learned at the Community/Partner Level

· Building and strengthening community relationships helps organizations work toward shared goals to meet the complex needs of children with disabilities and

their families. Collaboration among a broad range of community partners is essential to a successful One Stop process. 

· It is essential to have a local collaboration team that builds on relationships, shares and exchanges information about community resources, co-sponsors activities, and partners to meet the needs of children with disabilities and their families.

· The Navigator role is an essential element of the One Stop model. It allows for partnering with families to navigate the service system and to access community services and resources. Relationships with Navigators and peer support parents are critical in assuring that families are able to take advantage of available services.
· Family Support Coordinators need opportunities to acquire the skills needed to carry out strengths-based assessments and support families in achieving their self-directed goals. Successful Family Support Coordinators are able to connect with families quickly, but they can become overwhelmed by their multiple and complex needs. Navigators need skills and support to avoid taking on responsibility for the family, and to avoid experiencing “burnout.”

· Families with children with developmental disabilities value the opportunity for parent-to-parent support and other activities that connect them with families who have had similar experiences, including sibling and grandparent supports.

· Services and information should be accessible to all in a community.

· Family support should emphasize inclusion in the communities where the families live.

· Needs are best met by natural collaboration in the community.

· Collaboration (not just referral) with Vocational Rehabilitation leads to better employment outcomes.

· Finding services and providers (particularly in rural areas) can be difficult.

· Be thoughtful in your selection of planning partners.

· Prepare to ask other groups to carry on work that would otherwise stop at the end of the grant funds (e.g., collaboration or training on a specific topic.).
Lessons Learned at the State or Federal Level

· Creation of a State collaboration team that involves representation from that State’s health and human service agencies, and other statewide organizations concerned about families with children who have developmental disabilities, is essential to promoting systemic change.
· Sharing information at the State level about new initiatives in local communities creates opportunities for new program development grounded in lessons learned at the local level, as well as new opportunities for State-level collaboration.

· A family voice at the table is essential when policies are being set.

· Continuing emphasis on unserved and underserved populations is needed. In addition, even families who are served are often undeserved.
· Delivery of services through family support is fiscally efficient and culturally effective.

· It is important for States to engage in both system changes and direct service projects.

· It is essential to take lessons learned from individual families to improve statewide systems.

· Interconnect family support initiatives with related national initiatives like self advocacy and self-determination.

· Especially in an economic downturn, look at asset-based community organizing as a model for family support.

· Have Federal- and State-level historical perspectives on family support so that new projects can build on past efforts.

Technology/Evaluation Lessons Learned
· Technology contributes to information and referral by offering an efficient means of integrating information, resources, and services for the benefit of families.

· Families do not need physical proximity to services or technological know-how in order to benefit from technology. Families that do not own computers or have technological know-how may work with a parent/professional service coordination team, which will assist them in assessing their needs. However, a larger percentage of families enrolled in the project have computer access.
· A logic model can be a valuable tool for providing a roadmap for achieving desired outcomes.

· When evaluation measures are established at the beginning of a project, it is possible to track activities and outcomes over time. Detailed family information would be very useful for future planning. Information needed includes: 

· Demographics of those served.
· What families indicated they wanted or needed.
· What services and resources were provided. 

· Who provided the services or resources.
· Whether families achieved their goals; how close they came to achieving them if they did not; and whether they exceeded their desired outcomes. 

· How families assess the services and resources they received.
· How Navigators assess a family’s progress.

· Navigators may not be the most appropriate individuals for gathering data from the family because service provision is their priority. If they do gather data, adequate time and training must be provided to them.

· Determine how to measure the long-term impact of projects. Know how to evaluate effectiveness (cost and impact) across all projects. It is important for sustainability purposes to collect consistent data across all projects.

· When families talk about their needs, translate that into an evaluative tool, rather than utilizing systems’ “data language.”
· When evaluating, it is important to focus on families as a unit to show how using a holistic approach to prevent repetitive crises can save money for the system.

· Evaluate the quality of services. Make needed changes based on the evaluation results.
· Locate funding for assessments and evaluations when they are not currently available.

Navigators

A common belief among all of the FS 360 grantees was that the Navigator role was essential to the program’s success. With this in mind, TA Institute participants discussed the vital role of the Navigators. The following provides a brief glimpse of the fundamentals of the Navigator role.*
· All of the Navigator roles have something in common: the key to providing effective, culturally competent family support services.

· Navigators are generally individuals who have a family member with a disability, who can identify with FS 360 families because of this common experience, and who have an understanding of the community in which the FS 360 is located. 
· The Navigator’s role is to guide families, allowing them to tap into their own power to speak for themselves. 

· Navigating means dealing with crises along the way and always trying to help families through them. 

Grantees identified the following as the lessons learned as a result of the Navigator-family relationship: 

· Families connect to other families through this relationship.

· First-hand experience is important. It is easier to talk with another parent.

· Culture is important.

· Building a trusting relationship first is important.

· Individualized support is important, because people and families are different.

· It is cost-effective to deliver services this way.

· A Navigator is always on duty.

Participants said that Navigators:

· Are companions.

· Listen to families share their stories.

· Make mental notes of where they might be able to help.

· Do not offer any support until families explain what they need.

· Sometimes assist families with describing their goals.

· Help families develop strategies, clarifying what the family can do and what the Navigator can do.

· Provide information and a direct line to available services.

· Connect families with other families and support groups.

· Take referrals from professionals or families themselves.

· Understand that what professionals say the family needs is often not accurate.

· Go into situations “without an agenda” to get a family’s real story.

· Believe in looking at the whole family.

· In informal assessment, gather information the family does not always feel comfortable sharing with others.

· Do individualized resource mapping, and then review available community resources.

· Train parents.

· Empower families to not be afraid to speak for themselves.

· Help families talk more to other agencies.

· Live in culturally and politically diverse communities.

· Sometimes need to travel long distances to meet with families, and sometimes meet with families unexpectedly, such as at the bank or market. 

· Are flexible and open. 

· Reassure families that they are going to be okay.

*There are also a set of “Navigator Role” documents developed by a 2004–2009 Family Support 360 Navigator Role Workgroup available on the FS 360 Web site. 

What are the most important features of your project that should be sustained in your State and implemented nationally?

· Statewide support. 

· Availability of discretionary funding.

How has your project benefited families in your community?
· Alaska: Helped families learn about available resources and how to access them.

· Colorado: Connected families with disability-related services.

· Commonwealth of the Northern Mariana Islands: Trained families to find resources and become independent.

· District of Columbia: Gave priority services to people with DDs.

· Hawaii: Helped families connect with services through local Navigators.

· Idaho: Empowered families and the community to connect and work together.

· Maryland: Same as Hawaii.

· Massachusetts: Provided easy access for families to FS 360.

· Michigan: Provided successful parent training.

· Missouri: Made emotional connections between families that previously felt isolated.

· New Hampshire: Contributed to the development of a community resource center.

· New Mexico: Families gained knowledge, resources, peer support, and friendships.

· North Carolina: Families took on new leadership roles.

· Oklahoma: Connected non-English-speaking families to DD services.

· Oregon: Helped build trust.

· Rhode Island: Reinforced that friendship is more important than services.

· South Dakota: Empowered participants to use self-directed services.

· Vermont: Built relationships with State agencies serving families.

· Wisconsin: Improved understanding of how to reach unserved families.

How has it benefited your State?

· Alaska: Families moving from villages to more populated areas were better served.

· Colorado: Established navigation as a specialized resource.

· Commonwealth of the Northern Mariana Islands: Trained agencies and service providers in how to approach persons with disabilities.

· District of Columbia: Added resources for families.

· Hawaii: Provided access to information and resources for all community members.

· Idaho: Fostered collaboration between State partners.

· Maryland: Created new awareness among State legislators of family needs.

· Massachusetts: Drew State-level attention to model of delivery of services.

· Michigan: No cost to the State.

· Missouri: Provided awareness of underserved Latino families.

· New Hampshire: Provided new model for asset-based community development.

· New Mexico: Demonstrated new ways to identify and serve a previously underserved population.

· North Carolina: Pieces of model being replicated across the State.

· Oklahoma: Saved Medicaid dollars through better coordinated health care.

· Oregon: Fostered collaboration between asset building and DD communities.

· Rhode Island: Provided more opportunities for families to live “normal” lives.

· South Dakota: Supported continuing collaboration of service agencies and families.

· Vermont: Transformed human services agency to sustain peer navigation.

· Wisconsin: Demonstrated how family-centered and family-directed model works.
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