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The Environment

The Federation of Families for Children's Mental Health operates in a diverse and dynamic environment that is national in scope and interfaces with all child-serving systems.  The Federation’s work, directed by its mission, provides and sustains leadership for a nation-wide network of family-run organizations and harnesses and focuses the passion of its membership as a potent force for change on behalf of children with mental health needs and their families.

In developing this document, the Federation has drawn on existing information relating to training and technical assistance needs from several different components of its network.  These include:  Federation chapters and statewide organizations and the Federation’s own national policy agenda; Intertribal Voice of Children and Families; Statewide Family Network grantees; State Mental Health Planning Councils; grantees in the Comprehensive Community Mental Health Services for Children and Their Families Grant Program as well as the Technical Assistance Partnership and National Evaluation Program that support these grantees; and two Research and Training Centers jointly funded by the Center for Mental Health Services and the U.S. Department of Education (one on Family Support at Portland State University and one on Child and Family Mental Health at the University of South Florida).

Children’s mental health – as distinct from – mental health for adult consumers is still emerging as a specialized set of policies programs, and services.  There has been progress in recent years, but children’s mental health policy still takes a “back seat” in some states.  A February 2002 issue of “Data Trends” reporting major themes and primary policy implications drawn from the findings and recommendations of commission reports from 13 states noted that only three states had issued separate reports on children two had subcommittees that focused on children, five states included children’s sections in their reports, and three states devoted almost their entire report to adults.

Major Themes 

The policy themes identified and described in the remainder of this environmental scan are best understood within the context of this still developing arena for children’s mental health policy overall.  The list is not definitive.  In addition to highlighting policy issues that are of great concern to families, the themes focus on what is needed to insure that families who are raising children with mental health needs have meaningful and realistic opportunities to participate in state and community mental health policy development as well as the knowledge and skills to be an effective voice for children and youth in such settings.

Building support for a state level children’s mental health policy agenda.

State mental health planning and advisory councils and other state level policy groups, have a broad responsibility for a wide range of individuals who need or use publicly funded mental health services.  Advocates for children’s mental health services and support for their families report that they find themselves competing with other more powerful and better developed interest groups for a ‘fair share’ of the dwindling pool of funds and human resources.  In such an environment building support for a children’s policy agenda is the first step in a long-term strategic process.

Advocacy groups focusing on children’s mental health policy have an ongoing need for practical training and technical assistance to develop the skills necessary for building coalitions that stay together and accomplish their goals.  They are seeking tools and processes for understanding methods of selecting and prioritizing achievable goals and planning strategies that will result in success.  Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables such groups to:

· find and develop relationships with natural allies;

· explore common ground and establish the agenda; 

· identify the strengths of current systems and services;

· address environmental issues

· work with the press

· analyze and address concerns of the opposition;

· move forward together;

· assign responsibilities; and

· track results.

Custody Relinquishment

Parents who have exhausted all their own financial resources, including health insurance benefits, are often forced to transfer custody of their children to state authorities in order to access public funds to pay for necessary mental health care, services and supports.  This practice is the consequence of several factors including inadequate funding, lack of incentives to develop community based systems of care and insufficient mental health insurance benefits.

Requiring custody relinquishment to access funding for critically needed mental health services has negative consequences for children and families
 and is poor public policy
.

Research (see “Staying Together”) has documented that state policies concerning the use of Title IV-E funds and designating which services are Medicaid billable are the primary forces driving the practice of custody relinquishment.  Families and advocates for children in several states are actively pursuing policy changes to remedy this problem and have a need for technical assistance that will enable them to understand the various options for addressing these issues, the consequences of each option, and how to identify which options best fit with the political realities of their state and the needs of the children’s mental health system.  Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables such groups to:

· research existing state policy documents (laws, regulations, guidelines, reimbursement requirements, etc.) that affect custody relinquishment;

· acquire a comprehensive understanding of the options tried in other states and the consequences;

· define comprehensive policy solutions for their particular environment;

· develop a strategic plan to gain support for policy changes;

· establish responsibilities and a time frame to implement the plan; and

· track results incrementally and make adjustments in the strategy as needed.

IDEA Reauthorization

Consistently poor educational outcomes for children and youth with SED has been the result of low expectations, an over-reliance on a ‘curriculum of control’ and an insufficient focus on applying effective and research-based educational strategies. These poor outcomes indicate that children and youth with emotional or behavioral disorders are not receiving the benefits they are entitled to under the Individuals with Disabilities Education Act (IDEA ‘97).  This national policy emphasizes accountability and results in order to insure that children with disabilities can access and receive educational benefit from a free, appropriate, public education in the least restrictive environment. The U.S. Office of Special Education Programs reported that: “Students with emotional disturbance fail more courses, earn lower grade point averages, miss more days of school, and are retained at grade more than students with other disabilities.  Fifty-five percent leave school before graduating.”
 The principles of IDEA’97 are sound and support children with emotional disturbance by:

· Focusing on high expectations for children to make progress in the general curriculum;

· Clarifying that special education is a service, NOT a place;

· Providing for functional behavioral assessments and positive behavioral interventions, services, and supports to address behaviors that impede learning;

· Strengthening the role of parents as members of any team making decisions about their child;

· Providing supplemental aids, services, and supports for children with disabilities, their general education teachers, and their classmates;

· Providing appropriate services and supports for students in interim, alternative education placements to ensure behaviors leading to a disciplinary action doe not recur;

· determining if a child’s disability caused the behavior leading to a violation of school rules

· Promoting high-quality, intensive professional development for ALL school personnel to have the skills and knowledge to work with children who have disabilities

· Supporting coordination with other local, State and federal agencies with responsibilities for children with disabilities.

Public schools complain that they do not have sufficient resources to fully and effectively implement the law; parents report that their children do not receive the services that schools currently are funded to provide (and the law says they must provide); and some youth with emotional disturbance criticize their school experience (which is fraught with suspensions, expulsions, zero tolerance policies, and seclusion) as one of repeated social and personal injustice, often resulting in educational failure.  In contrast, those youth with emotional disturbance who have been able to receive appropriate special education, related services, and support  have achieved success at school (including post-secondary schools), become fully employed and are productive contributors to their communities. 

In 2002, Congress will again be reauthorizing the IDEA providing an opportunity to once again consider changes in the law.  Educators, families, and representatives of the other child-serving systems, must be able to fully engage in the process of shaping policies for planning and delivering school-based services that are tailored to the individual needs of youth with emotional disturbance.  Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables such groups to:

· Access the information necessary for responsive policy development

· Acquire an enhanced understanding of the role of education;

· Use current information regarding IDEA implementation;

· Strengthen their negotiation, communication, and partnership skills; 

· Provide current research information relating to effective educational strategies for academic and social skills development.

Juvenile Justice

The Department of Justice reports that each year more than 2 million youth under the age of 18 are arrested; more than 100,000 are in juvenile detention and correction facilities on any given day; and 73 percent have mental health problems with an estimate that over 60 percent may also have substance abuse disorder.  Children and youth are often regarded as criminals for actions that were the result of their mental or emotional disorders.  Children and youth who come in contact with the juvenile justice system must have their health and safety needs met and the supportive involvement of their families and communities.

The federal Juvenile Justice and Delinquency Prevention Act of 1974 has at its goal the protection and rehabilitation of youth who are juvenile offenders – including addressing their mental health needs.

Systems failure, sometimes forces families to press charges against their own children in order to access needed mental health services.  Uninformed about pending process and protocols, and unarmed with the skills and supports necessary for effective involvement parent’s visions of appropriate and effective treatment are soon replaced by the reality of a criminal record and lack of services.  Families frequently report that provisions for meaningful participation in the treatment process for their youth is lacking in the juvenile justice system.  The result is shame and family devastation, leading to isolation and negative community judgment.  Lack of appropriate crisis services often demands that law enforcement respond to escalating behaviors that are actually symptoms of mental health problems without benefit of appropriate training.

Fostering policies that provide community based services and supports to children and youth with mental health needs and their families is a preventive measure that promotes public safety and reduces youth contact with the police.  Youth who do violate the law or endanger others need to receive effective vocational and independent living skills training, education and special education, health and mental health services, social services and substance abuse treatment.  Their families should have training and support to help youth continue to function responsibly after discharge from juvenile facilities.  Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables such groups to:

· acquire a better understanding of juvenile justice system policies, mandates, administrative structures, and decision making practices;

· encourage the inclusion of families as full partners establishing policies and practices for all components of the juvenile justice system;

· identify and promote policies that encourage the expanded use of effective prevention and early intervention services (diversion);

·  insure there is training for families, law enforcement and juvenile judges on how to implement new policies;

· Engage in policy planning for effectively meeting the needs of youth with co-occurring mental health and substance abuse issues.

Role of Families in Policy Work

Many mental health policy groups are required to include family members of children and youth who need services.  Such groups often find it difficult to maintain the balance necessary for maintaining continuity, cohesion and focus in the face of changing membership and shifts in the political climate or economic environment.   Concentrating on selecting priorities and planning strategically for change is a challenge when group members lack understanding of their purpose and authority, are unfamiliar with process and protocols, have competing personal or agency agendas, lack flexible and tangible resources for supporting their participation, or are unclear about one another’s roles and responsibilities.  Family representatives, like other policy group members, need a sense of purpose, acceptance and accomplishment to sustain effective participation.

Family members contribute integrity to policy group work by providing reality-based, culturally relevant information from a perspective that no one else has.  Maintaining a full and diverse complement of members is essential for policy groups to make fully informed, publicly responsible decisions.  Yet, policy group leaders struggle to find family members who are willing and able to make such a commitment and sustain their involvement over time.  Fully involving families in policy group work requires that leaders of family-run organizations and policy makers attend to recruiting families to serve on policy group, training and supporting families to do the work, and sustaining family participation over time.  Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables such groups to:

· define policies and implement strategies for family involvement;

· establish fair and sustainable strategies for identifying and recruiting family members to serve on policy groups;

· strengthen family members’ skills to use their “voice” on policy bodies effectively;

· helping non-family members of policy groups learn to value the contribution of and work in partnership with family members;

· educate all policy group members to achieve a better understanding of their roles and responsibilities;

· secure sustainable resources to compensate family members for their expertise and expenses.

Understanding & Moving Toward Systems of Care

Systems of care provide opportunities for youth and their families to be involved as partners with community agencies in planning state and local community initiatives that support the expansion of children’s mental health services that are individualized, derived from the strengths and needs of youth and their families and rooted in the culture of the community.  Systems of care provide prevention, intervention, treatment and aftercare.  They offer families, youth, and systems personnel the tools they need for achieving lasting positive outcomes.  Systems of care are implemented through state and local collaborative agreements, interagency communication, service coordination, and flexible funding for both formal and informal services and supports.

A system of care frequently forms from the goodwill and common vision of a few people.  However, implementing and sustaining a system requires infrastructure and some degree of formality that is independent of the charismatic personalities of its initial leadership.  Full implementation of a system of care demands a sound foundation, achieved to a great extent by instituting policies that both guide and support the work.  Multiple stakeholders, sometimes with competing mandates or no mandate at all, can feel frustrated and unable to move forward when the policy groundwork is not there to rely on, especially in times of transition or struggle.  There are many areas where this kind of policy environment needs to be created.  Some examples that have come to the forefront recently follow.

The idea of ‘family involvement’ is an exciting and critical concept that is central to the values and principles of systems of care.  However, the practice of involving families requires constant attention to recruiting, training, supporting and retaining families in the work; diligent review of the status of family involvement; and aggressive resource development for sustaining family participation at all levels and with all system of care partners.

Sometimes, agencies struggle with how to be more flexible and make ‘their’ categorical resources available for systems of care.  Many strive to blend or pool them with one another for the common vision.  Formal agreements can help to define roles and responsibilities for different agencies, avoid misunderstanding, and provide a framework for resolving disputes.

Implementing the work of a system of care requires bringing new people on board.  This may mean new staff at state or local agencies; new member of governance boards; personnel or agencies delivering new services; or new collaborators at policy tables.

Eagerness to see youth and their families have a better quality of life may stimulate agency growth and program development too rapidly.  Shortchanging the processes necessary to ensure that the vision is shared or infrastructure is built can undermine the sustained implementation of a system of care.

Training and technical assistance offered by the Federation of Families for Children’s Mental Health under the auspices of the Targeted Technical Assistance Project enables system of care partners to:

· relationships between SOC experiment and state policy changes 

· implement strategies for full family inclusion in system of care planning, evaluation, and governance;

· establish policies and interagency agreements that ‘instutionalize’ systems of care and support state and local agencies as they begin doing business in a different way;

· develop and implement strategic plans for sustainable family networking and family leadership development; and

· engage multiple agencies in strategic planning for sustainability of systems of care.
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� It leads children to believe they have been abandoned and irreparably harms the bond between the child and his/her family.  It forces parents to make an otherwise unthinkable choice of giving over decision making authority and control to a state agency in order to obtain the help their child desperately needs.


� It wastes public funds by keeping children as wards of the state when families who love them could otherwise provide their basic needs.  It forces children into expensive residential placements rather than supporting families and promoting the development of less costly community-based services.


� Twentieth Annual Report to Congress on the Implementation of IDEA 1998.
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