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The Request

In the process of designing and planning for implementation of a Children’s Mental Health System, families, planning council members, state agencies and professionals from various child and family serving systems in Iowa requested technical assistance with:

· educating the public on what mental health is;
· encouraging families to become members of boards, committees, taskforces and other policy and planning tables across the state;
· improving collaboration between families and professionals or providers;
· developing partnerships between lead agencies and stakeholders;
· enhancing family leadership skills; and
· promoting family run organizations, their management and their leadership across the state
Planners of the event took a multi-faceted approach to this Targeted Technical Assistance that resulted in three separate, yet related, activities:  1) a pre-training meeting with families; 2) a day-long event with all stakeholders; 3) a  meeting with Leadership of Iowa Federation of Families for Children’s Mental Health and Iowa’s Department of Human Services, Division of Mental Health and Developmental Disabilities.

The Participants

The 21 participants included 4 members of the planning council and reflected the diverse population of Iowa, including its rural & urban areas, Hispanic and Native American populations and families of youth who are sharing custody of their children with the state of Iowa.  There were 7 family members, 8 mental health professionals, 1 representative of a school, 1 state mental health authority representative, the chair of Iowa’s planning council 
and 3 transition age youth.

The Process (outline)

The following process was used to meet the identified technical assistance needs:

· participant identification of expected outcomes

· clarifying representation of family & family organization (as it relates to children and youth with mental health needs)

· discussion of Benefits & Challenges to meaningful, authentic family involvement – What is family involvement & why do you want it?

· identify components of readiness for everyone 

· group responsibilities

· recognizing the difference between family involvement and individual experiences 

· define roles of families & family organizations

· strategies for recruiting, supporting and retaining families as partners in all policy & program decisions - How do you get & keep family involvement? Who can help with it?
· status of Iowa 

participant identification of expected outcomes

Pre-Training Meeting – Families at the Table

A Sunday evening meeting afforded an opportunity for families to meet each other informally and discuss what they hoped to gain from the events of the next day.  Families and youth learned more about one another, shared experiences, enjoyed pizza, and identified the outcomes they desired – individually and as a group.  The atmosphere supported honest discussion and risk taking.  The voices of young adults who were present added to the discussion as they shared their hopes and experiences.  Responses to the question, “What do you want to get out of this event?” covered several areas including personal goals such as learning how to deal with stress and finding mutual support from other family members, improving communication skills such as learning to frame issues in ways that others can readily understand or ask the “right” questions; strategies for collaboration such as getting more family members involved or working together; engaging and being responsive to youth; connecting and working with agencies; getting to policy tables and understanding what to do once there; understanding roles and developing listening skills.
A day with Stakeholders – Everyone at the Table

Participants who did not attend the family meeting the night before were asked the same question regarding what they hoped the outcome of the day’s work would be.  Their responses included several new areas including: advocating for children who are not with their families; using family members as trainers; the benefits to agencies of having a strong family voice; getting youth and family members on committees; and becoming a better advocate. 

Definitions of family & family organization

The group agreed that families who represent children and youth with mental health issues on committees, task forces, policy groups etc. must be parents of, or have the experience of parenting, a youth with mental health issues who is under 21 years of age.  A family organization has on its governance board families who fit that criterion and has children’s mental health as the sole focus of the organization.

Benefits & Challenges
Benefits

Families provide meaningful, culturally relevant information that others may not have, from a perspective that no one else has.  Families contribute integrity to the group process, enabling changes in programs & policies to address the realities.  

Challenges

Challenges to fully involving families were not so different from the challenges faced by other group members, including:  lack of clarity regarding the purpose, responsibility, authority or process of the group; turf issues within and between organizations; ambiguity regarding the definition of parent and of family member; lack of funding streams or flexibility in their use; competition for scarce resources; and lack of services that support families.

Components of readiness for everyone to proceed with family involvement

A lengthy discussion about what it would take for everyone to be ready for truly meaningful family involvement identified the following: having clearly defined purpose, rules of operation, and roles & responsibilities; effective leadership/ chair; use of universal language; a safe environment; widespread distribution of consistent information; encouragement & appreciation; tangible support; training; flexibility of meetings; and a sense of accomplishment.

There was agreement that making recommendations without supporting data can result in wasted resources, unintended outcomes or funding the status quo!  
A list of recommended solutions for information and data gaps included assessing service plan implementation; use of consistent approaches for gathering & reporting information among state & local agencies; independent evaluation; and the creation of working agreements.
Group Responsibilities

A presentation described the mandate and duties of planning councils, membership criteria, council responsibilities, and information exploring what kinds of support councils need in order to do their work.  Strategies were discussed for building relationships among all stakeholders.
Recognizing the differences between family Involvement & individual experience 

Participants discussed the distress they experience when families share their individual, and very personal, experiences with the service system at policy tables.  Often such presentations are accompanied by the fear, anger, frustration, distrust and disappointment that the family has experienced.  Participants agreed that it is the responsibility of the entire group to assist families in mining their experience to expose the systems issues that underlie their personal experience and to develop effective systems remedies and solutions.  The Iowa Federation of Families is working with families on developing these skills. The participants in the Iowa Targeted Technical Assistance meeting clearly defined a need for training and support for all stakeholders in how to accomplish this.  

ROLES of Families & family organizations

Further discussion resulted in better understanding of the roles for family organizations.  Family organizations are necessary to develop and support family voice and the work of individual family members throughout the system.  In order to do this work, family organizations must have ready access to flexible and diversified funding and build partnerships among stakeholders.

Family organizations are the infrastructure that provides for immediate communication with families and provides the fiscal & logistical supports for family involvement (reimbursement for mileage, stipends, etc.).  They hire families as staff to support families at the table and provide a “safe & supportive” environment and training for families who work throughout the system.  Family organizations recruit family members and coordinate family involvement for and with policy-making boards, councils, committees, and all others who are seeking it.  They help individual family members learn how to incorporate their message into the “larger” voice and provide opportunities for family voice and experiences to be heard (focus groups, forums, conferences, etc.).

Family organizations acquire, develop and provide trainings and tools for all systems stakeholders to use in shining the light on opportunity.
Iowa families are natural bridge builders among systems and their providers. The group generated a detailed list of key tasks and activities for families in Iowa (many of which are referenced elsewhere in this document) including providing individual and emotional peer support; educating all stakeholders; participating on governance bodies of all agencies; participating in the hiring of staff at state and local agencies; facilitating mediation and participating in county plan development. 

Strategies for increasing family involvement
Participants in Iowa were fully dedicated to increasing family involvement for all of the reasons previously presented in this report.  Their time together was also spent on developing an action plan for the future that would result in reaching out to more families and increasing their focus on health.

Families & the Mental Health Authority – what’s next?

Status of Iowa 

Time spent together enabled all of the stakeholders to focus on the need to review or revise their own plans for family involvement in a variety of activities.  Specifically mentioned were orienting state and community agency staff to family organizations and their role, writing grants, setting goals, training, balancing family representation with professionals on all agency governance boards, demonstrating that children are cherished and that their families are valued, developing and monitoring budgets for services and understanding the implications of those budgets for children, youth, and families.

In addition, many made commitments to review current practices (such as meeting times and locations, family leave policies, and communicating with families in their preferred language) to see if they are parent friendly and to institute practices whereby all families served are routinely referred to family organizations.  They also will explore developing a mechanism to support and compensate families for their involvement as well as ensure and sustain the autonomy of family organizations and create family specialist positions.

The state will continue discussion with families of children and youth regarding training, supporting and utilizing families in system monitoring, including evaluation and customer satisfaction.  Families are hoping to fully participate in the design of evaluation and monitoring tools and in training stakeholders in their use.
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