National Policy Issues of Concern to FFCMH


During the past year, the Federation of Families for Children’s Mental Health has worked with our state affiliates on six policy areas of national significance that have a significant impact on children and youth with mental health disorders and their families.  Each area has specific implications for state mental health planning.  The over-riding theme is that they require serious interagency collaboration to address.  Therefore, the topic of highest priority area the Federation proposes for the work of the Community Partnership Team is that of interagency collaboration.  The policy areas are discussed in more detail below.  They are not prioritized and are listed in alphabetical order.

Custody Relinquishment

As has been well documented and explained in  Staying Together  (a study done by the Bazelon Center for Mental Health Law and the Federation) parents of children with mental health problems all over the country are forced to relinquish custody of their children in order to access expensive mental health services when their medical insurance or private resources  are depleted.  The Health Care Financing Administration (HCFA) and the Children’s Bureau in the Department of Health and Human Services have stated in private meetings that it is state policy and practice, not federal law or regulations governing the use of Title IV-E funds that are the problem here.  Therefore, it is critical that state mental health agencies and state mental health block grant planning councils examine this issue and plan appropriate policy changes.  In order for them to do so, they need information about how the custody issue is addressed in various states and how this impacts on children, youth, and families.  

Juvenile Justice

Zero tolerance policies in schools, lowering the age at which juveniles can be tried as adults, and expansion of the kinds of offenses for which juveniles can be tried as adults – all of which are promoted by both national and state laws, regulations, and funding mechanisms – are resulting in increasing rates at which youth encounter the juvenile justice system and incarceration of children and youth.  Many of these young people have undiagnosed, untreated, or under-treated mental health and/or substance abuse problems.  State mental health agencies and state mental health block grant planning councils must address this population’s current needs and also take steps to develop and implement effective strategies for early identification of mental health problems in children and get services and supports to children and their families at the first sign of difficulty.  State mental health agencies and state mental health block grant planning councils must grapple with this problem.  In order to do so, they need accurate information about policies that will result in better outcomes.

seclusion and restraints 

The tragic outcomes of inappropriate and excessive use of restraints and seclusion have been well documented in the press and, more recently, by the Health Care Finance Administration (HCFA).  The death rate as a result of the misuse of restraints on children and adolescents is extremely disturbing.  Families know that regulating the use of seclusion and restraints in hospitals, and residential psychiatric treatment centers is just the tip of the iceberg where children are concerned.  Therapeutic foster parents, child care workers, teachers, and classroom aides in all kinds of day programs and schools are using restraints and harming children physically and psychologically.  Establishing state and national policies that insure the safety of children whose behavior is difficult to manage as well as their peers and the staff working with them must be a priority before this dangerous trend in the misuse of restraints and seclusion escalates further.  State mental health agencies and state mental health block grant planning councils need to be educated about this problem and take the lead in extending best policy and practice in the use of seclusion and restraints from the mental health field to all the other child serving system.

Special Education

The Individuals with Disabilities Education Act (IDEA’97) guarantees children with disabilities a free, appropriate, public education.  IDEA’97 contains many provisions that benefit children with emotional, behavioral, and mental disorders.  States are the entity responsible for implementing this law.  Provisions of particular relevance for state mental health agencies and state block grant planning councils include:

· Interagency agreements

· Disciplinary provisions including suspension and expulsion

· Functional behavioral assessment

· Positive behavioral interventions and supports

· Medicaid and other non-educational agency responsibilities for payment

· Transition planning for youth age 14 and older

Assisting and encouraging state mental health agencies to partner with state education agencies to implement IDEA’97 would benefit children and youth substantially.  Policy information and training on IDEA’97 is critical for this to happen.

Systems of Care

The Center for Mental Health Services has been funding the development of systems of care through grants to communities and states since 1993.  Results from the national evaluation of this program are very encouraging and a number of policies established as a result of these grants have been sustained by the states.  State mental health agencies and state mental health block grant planning councils need data and information about the successes of this program and the policies that have been demonstrated to achieve better outcomes for children with mental health problems and their families.

The Federation keeps in touch with family members who attend the annual state block grant planning council partnership technical assistance meeting.  These are family members who are directly involved in state policy work and, therefore, are well positioned to identify the policy information, training, and technical assistance needs of state mental health agencies and state mental health block grant planning council members.  The information the Federation has gathered from this group can be summarized in the following statements.

· Parents need to have input into decision-making whether the issue under consideration is a broad new policy or a method for treating a particular child.

· Their level of involvement will depend on numerous factors, including:

· the extent to which laws, regulations, and policies encourage parental representation;

· the extent to which parents are aware of opportunities to participate in relevant deliberations;

· the amount of relevant information available for decision making; and

· the amount of resources allocated to support such parent participation.

The statements above reflect the issues raised by families of youth regarding their involvement with policy-making groups, including planning and advisory councils.  The following issues were brought forth by families and noted in these sources:

· National Technical Assistance Workshop – follow-up questionnaire (February, 2000) to families who were sponsored to participate in the annual national meeting

· Statewide Family Network Grantees – questionnaire (October, 2000)

· Children’s Unmet Needs Project (September, 2000) – NMHA / FFCMH

SYSTEM

Council members report a general lack of understanding regarding their service systems

Departmental reorganizations resulting in fragmentation of policy-making, service delivery and oversight efforts

In instances where services remain categorically separate with little or no programmatic coordination, members do not feel that creative recommendations for expenditures of grant funds would receive system support.

State agencies do not provide guidance regarding cultural “competence”

ACCESS

Representatives on policy making boards are often identified and chosen along political lines or demonstrations of loyalty to individuals, rather than for their status as a person representing youth / families.

Lack of consistency in interpretation of mandates leads to varied levels of family representation among councils

There are barriers to recruiting / supporting the active involvement of families on councils. 

Families need flexible, tangible supports in order to participate

Geography often prevents participation

The structure and business of the council sometimes precludes or excludes children’s issues – examples include when the councils merge goals (children and adult)

INFORMATION

Inadequate efforts for gathering customer concerns that provide avenues for feedback to impact policy, funding, service system design & delivery, leave council members to make recommendations without enough information.

Access to relevant information is often dependent on person/alities and relationships.

Council members do not always know where to get the information they need.

Those systems that measure quality, often do not measure the impact of a specific service on the quality of one’s life, rather they may measure satisfaction with services in general – leaving council members unable to make meaningful recommendations.

Many states lack a central source of information regarding privately funded services, impeding the council’s ability to plan for the whole system.

ROLE

Many council members do not have a clear understanding of the council’s role

Individuals have experienced confusion and frustration at being “advisory” in nature with no “authority”

With the lion’s share of children’s mental health treatment funds coming from other systems, some members question if their involvement in planning for a smaller amount of funding has much impact.

Not enough recognition that the council is responsible for recommendations regarding the system --- e.g. “this was the first time we had impact on state general fund dollars”

Need for training in the “process” 

Lack of continuity regarding agenda development by planning councils and agenda being dictated by state

VOICE

Inactivity regarding children’s issues as a separate topic

Parents “struggle” as sole voting members

Members need training in how to impact change and monitor the effects of their recommendations

Families feel powerless when committees act as “rubberstamps”

Parent members do not always feel valued or validated for their ability to reflect system’s issues and feel perceived as merely promoting self-interest

Need leadership development

ENVIRONMENT

Apathy towards family involvement creates a need for strong advocacy

Forces that sometimes serve to discourage parent participation include negative community attitudes.

Representation by family members of youth who are still participants in the service delivery system is LIMITED.

The family voice is sometimes underrepresented when family members are also service providers and groups do not make recommendations that reflect their input

DISTRACTIONS

Block grant planning commands little attention, as the grants may be viewed as a small part of overall budgets

Council members are often responding to issues brought about by class action litigation, mandates and managed care issues, creating an environment that takes attention away from the priorities identified by the majority.

In October of 2000, the Federation of Families for Children’s Mental Health collected information about the policy issues Statewide Family Network Grantees (funded by the Federal Center for Mental Health Services) were working on.  The raw material from this is presented below.  The topics and issues are organized into seven categories which are not prioritized.  The policy decisions made by state mental health agencies and state mental health block grant planning councils impact on the vast majority of these issues.

Mental Health

Developing state plan

Relinquishment of custody/voluntary agreements

Defining solutions to law suits

Choice of therapist, change of provider

Instituting / mandating family centered approach to services

Standardized testing

Identified quality indicators

Seclusion & restraint

Family involvement in plan development

Mandates to prevent out of state placement

Increased funding for advocacy & OMBUDSMAN positions

Defining best practice

Managed care contract review process

Increase in M.H. funding

Define system redesign for adjudicated youth

Passage of M H parity

Block Grant planning councils

$ Millions targeted to home, com. based services

Mandate to fund early intervention (birth – 5)

Advisory group members for residential facilities

Legislation defining who will serve kids

Policies regarding family agency inclusion

Implementing consumer surveys

Using survey results to forge policy re treatment

Revising memoranda of understanding to reflect CASSP principles

Input / review evaluation & contracts

RFP review team members

Parents on Governor’s Children’s Cabinets

System monitoring

Writing/reviewing managed care RFP

Quality Improvement

SAMHSA grant sustained by legislation

Certification standards

Mandated wraparound process

Increase in general funds budget for youth services

Increased funding for respite and family education

General fund flex dollars

Removal of youth with mental health issues from correctional facilities to treatment options

Health &Human Services:

Developing state plan

Mandates for NO children sent out of state for service

Custody relinquishment

Developing responses for Dual Diagnosis issues

Development of Waivers for IV-E funds (HCFA)

Grantees are wraparound consultants to Departments

Increased substance abuse treatment & prevention funding

Designing Medicaid managed care

Increase in children’s liaison policy staff

Members of Foster Care consortiums

CHIP

Olmstead

Mandated family involvement

Quality assurance / accountability roles

Early childhood programming & funding

Adoption issues resolution

Education

Developing state plan

Instituting changes in IEP procedures

Revision of Special Education regulations & criteria

Development of school-based mental health programs / policies

Special Ed legislation

Mediation

Policies regarding family involvement

Information dissemination regarding rights / changes

Development and faculty of under/graduate courses

Curriculum development

Participate in hiring key staff for Special education

Improving use of 504 plans & Child Find

Training SPED Directors

Parents as teachers programs

SPED Advisor Board members

Suicide prevention programming

Training of Social Workers

Juvenile Justice

Impact shift in focus from correctional facilities to community treatment

Mandate for OPEN dependency hearings

Policies & designs for reintegration programs

Family involvement practices

Design and delivery of treatment programs for adjudicated youth

Office of Governor

Informing Governor’s staff re changes needed

Seats at policy tables inform others re children’s mental health issues

Increased funding and structures for wraparound

Work with Governor’s staff to define better use of resources (including Medicaid)

Direction and Oversight of pooled funds

Office of Attorney General

Providing information regarding legislative responses to issues

Creating comprehensive interagency plans for legislation

Labor 

Development of transition services

Funding for transition
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