Introduction

This document provides an overview of the 2002 policy priorities of the National Mental Health Association (NMHA) and its 340 Mental Health Association (MHA) affiliates.  This document does not reflect the breadth of issues that are of concern to NMHA.  It does, however, reflect some of the most pressing issues identified through field surveys.  These issues include:  (1) Budget and Appropriations; (2) Community Integration;        (3) Criminal Justice; and (4) Mental Health Crisis Response Planning.  

NMHA has developed tools and strategies and is currently working with the affiliate filed to address these issues.  We anticipate that many of our targeted technical assistance visits and products will focus on these priorities.  Accordingly, NMHA’s response to a particular issue may involve activities that are beyond the scope of the IDIQ project.  NMHA is working to determine IDIQ products for Year Two, but is unable to predict the types of requests for targeted technical assistance we will receive given the volatile policy and funding environment confronting our community and state-level affiliates.  

Methodology

Policy priorities are identified in a variety of ways:

NMHA Healthcare Policy Conference:  Each year, NMHA hosts a policy conference for its state-level affiliates to educate and develop strategy on pressing mental health policy issues.  This event provides a preview of activity that will occur during legislative sessions and directs the development of technical assistance materials for NMHA.  The conference is held in the fall so that NMHA can determine in advance the types of technical assistance that may be required in the coming year and what materials need to be developed so that our affiliates are as effective as possible in their advocacy efforts.

This conference was held October 13-15, 2001 in Alexandria, Virginia.  During the conference consensus was developed over the need to preserve mental health funding in 2002.  Participants discussed the benefits of working more closely with Medicaid agencies, with state mental health offices and with legislators to emphasize the importance of mental health treatment and services in the community.  A Council of State Governments (CSG) representative also introduced its consensus-building project that is meant to foster collaboration between mental health stakeholders and the criminal justice system to reduce the number of people with mental illness currently warehoused in jails and prisons.  CSG is working with stakeholders across the country to draft model language for state officials. 

Representatives from the MHA in California and the MHA of Los Angeles County explained how they successfully passed the Integrated Services Agency Law (AB 34), which provides intensive services for people with mental illness who are homeless or at risk of becoming homeless.  Attendees also addressed a range of pressing issues, including housing, employment, the policy implications of the September 11th crisis, and access to medications.

Healthcare Reform Advocacy Training 2000-2001 Survey:  Near the end of each year, NMHA surveys its MHA affiliates that have co-hosted a Healthcare Reform Advocacy Training with NMHA in the past two years.  The survey asks about progress that has been made since the training event, as well as the current priorities the MHA has identified, or obstacles they anticipate, in the coming year.  Two-thirds of those that responded identified appropriations and budget cuts as their priority, as well as an obstacle they had to overcome.  Other issues that were frequently mentioned included access to medications, the need for greater community-based mental health services, advance directives and parity.

Regional Networking State Budget Conference Calls:  During the last week in January, NMHA staff facilitated a series of regional networking conference calls to discuss state budgets.  Conference calls were held for four regions:  (1) Northeast, (2) Southeast, (3) Midwest, and (4) Southwest.  Despite the fact that the topic of the calls was budget shortfalls and how our MHAs were addressing the funding crisis in their particular state, other issues were repeatedly referred to in each call, including criminal justice and Olmstead planning.  As a result of these calls, NMHA created a technical assistance document to distribute to the affiliate field called Advocating for Investment in Mental Health: Strategic Thinking from the MHA Field.  It is our hope that MHAs might be able to use some of these strategies to influence the appropriations process this year, or at the very least, to minimize the damage inflicted by the budget cuts most states are experiencing. 

Advocacy Resource Center:  The National Mental Health Association’s Advocacy Resource Center was initially developed in 1998 as part of the Healthcare Reform Advocacy Training Program.  The goal was to provide advocates with ongoing public policy research and technical assistance.  Having moved far beyond its initial purpose, the Center now serves a wide network of advocates who seek NMHA’s assistance for public policy information, resources, research, and consultation.  The Center’s audience consists of advocates, family members, consumers, state legislators, and local and national agencies.    

Another indication of NMHA and its MHA affiliates’ priorities for 2002 is the number of requests the Advocacy Resource Center receives on particular issues.  Of those issues highlighted above, the Advocacy Resource Center has received the following number of requests for the period between January 1 and March 31, 2002:  

· Budget and Appropriations






58 requests

· Community Integration (including Olmstead, housing, and employment)
44 requests
· Criminal Justice







20 requests

· Crisis Response







9 requests*
Policy Priorities

I.
Budget and Appropriations 

In the opening months of 2002, state advocates across the country are engaged in fierce budget battles to preserve funding for key mental health and Medicaid services.  The National Conference of State Legislators (NCSL) reports that 44 states are reporting revenues below forecasted levels.  Additionally, NCSL reports that the majority of states are considering cuts or holdbacks in 2002 budgets even as states began work on 2003 budgets.  With anticipated shortfalls in the state budgets now totaling more than $38 billion, many advocacy coalitions are scrambling to preserve funding or lessen the amount of cuts being considered.

In contrast to the economic wealth experienced just a few legislative sessions ago, states are now looking at a “perfect storm” headed toward budgets and needed resources for services.  After reducing revenue through hefty tax cuts, the economy has soured and spending increases under Medicaid have soared.  States are now looking at more than $15 billion in shortfalls in the Medicaid program alone.  On top of these pressures, the events of September 11 have placed new stress on our nation’s public health system and increased spending on homeland security.  

This dire situation has left many states with two primary targets for spending reductions.  Since much of state spending is required in state budgets, discretionary programs such as mental health and other human services are often first in line.  Additionally, with Medicaid costs rapidly increasing, many states are looking at reducing Medicaid services or limiting access to needed medications.  Since Medicaid now pays for more than half of public mental health spending, mental health consumers are disproportionately affected by these cuts.

To support advocates in this year's funding and access battles, NMHA has produced a number of important resources.   A toolkit focusing on Investment in Community-based Services includes a brochure that highlights unmet needs and calls for increased investment in community-based mental health services, a guide on effective Medicaid advocacy, and strategies and materials drawn from recent state action on appropriations issues.  A second toolkit focusing on Access to Medications includes a brochure summarizing the key points from our earlier publication Pennywise and Pound-Foolish, examples of model language from the 2001 legislative sessions in several states to preserve access to medications, and selected articles from recent publications that support open access to medications.  In addition, we anticipate that several targeted technical assistance visits may address the issue of budget cuts and educating decision-makers about the benefits of community-based mental health services and supports.

II.
Community Integration

Community Integration is really an umbrella for many of the issues that NMHA and our affiliate field are addressing.  Olmstead planning, housing, employment, and consumer involvement are all aspects of this issue.

Olmstead Planning

One year after the Olmstead decision, the National Association of Protection & Advocacy Systems (NAPAS) surveyed disability rights advocates across the country and found that no states were in compliance with the principles for Olmstead planning established by the United States Department of Health and Human Services.  In addition, it found that additional funding for community supports and services had been minimal, states had not sought sufficient consumer involvement in the planning process, and states that were starting to plan largely focused on those with developmental disabilities.  A year later, NAPAS released a second report.  This report found:

· Less than one-half of the states that responded to the NAPAS survey (32 states and Puerto Rico) have increased the percentage of individuals moving out of institutions into the community when compared to the years immediately prior to the Olmstead ruling. 

· Most states report that they are working on an Olmstead plan.  However, many advocates clarified in their responses that these plans could not be considered a comprehensive, effective working plan for supporting individuals with disabilities in appropriate community settings.  
· Advocates in a majority of states are not satisfied with the level of consumer input into plan design.  

· Although most states require plans to be completed within a specific time frame, several due dates have come and gone without a completed plan.  As of October 2001, only 14 states had already distributed plans or draft plans. 

The real issue is one of implementation.  The Olmstead decision is meaningless unless advocates ensure that states comply with the ruling.  The NAPAS reports make it clear that advocates have been most effective in moving states to implement Olmstead when they have worked in coalition.  MHAs are in a unique position to work with both the mental health community and the broader disability community, as well as to leverage relationships with state offices of mental health and Medicaid to promote an inclusive planning process.  Of course, many states are already engaged in extensive coalition efforts and MHAs should join these efforts to make certain that a mental health perspective is included in service planning.  

It is not certain that the Olmstead decision can be used to directly force states into appropriating additional money for mental health programs.  However, it is clear that full implementation of Olmstead cannot be achieved without substantial increases in state investment.  A key component of coalition work must be a legislative plan for full appropriations.  Such an effort will add support to state offices of mental health and Medicaid while coalitions also ensure that these offices are held accountable to the Supreme Court’s decision.  However, at a time of such fiscal uncertainty, such efforts may be met with formidable challenges.

Since the United States Supreme Court rendered the Olmstead decision NMHA has worked to provide technical assistance to our affiliates on this issue.  One of our first responses was to create a toolkit on the Olmstead decision for the affiliate field and other advocacy organizations.  We have also been part of the Center for Mental Health Services’ National Coalition to Promote Community-Based Care and provided substantial comments to the Overcoming Barriers to Community Integration for People with Mental Illnesses publication.  In addition, we provided suggestions for how the federal agencies might remove barriers to the successful implementation of Olmstead in order to comply President Bush’s Executive Order.  Furthermore, the work we do on a daily basis in our Adult Mental Health Department focuses largely on providing a range of mental health services and supports in the community.   Lastly, during Year One of the IDIQ we provided targeted technical assistance on Olmstead planning in South Carolina and we anticipate assisting other states with similar planning initiatives in the upcoming year.

Housing

On any given night, approximately 600,000 Americans are homeless and over two million people experience homelessness throughout one year.  People who have lost their jobs, been evicted from their homes, and have no place to turn are living on the streets.  

Among those that are homeless are people with mental illnesses, many of whom also have a substance use disorder.  It is estimated that one-third of people who are homeless have a serious mental illness and more than one-half also have an alcohol and/or drug disorder (CMHS Homeless Program Branch Fact Sheet).  These are people that could be leading successful, fulfilling lives in the community if only they were able to receive the appropriate supports and services they need to get off the streets and begin the journey of recovery.  

Expanding housing options is crucial in order to eliminate homelessness throughout the nation.  However, providing housing options alone is not enough.  In order to begin the road to recovery, people who are homeless and have a mental illness and/or substance use disorder have the best chances for recovery in supported housing.  Supported housing offers people housing options in addition to various support services such as outreach and engagement, mental health treatment, physical health treatment, supported education and employment options, peer support programs, daily living skills training, and money management options.  

Ideally, all people should have the opportunity to choose where they live and what services they want to receive in the community.  Having a choice of where to live involves having different housing options that meet a variety of needs for people who have a mental illness/co-occurring disorder. 

Housing has always been an integral aspect of offering a recovery-based mental health system that promotes success, independence and empowerment.  In order to educate communities about the importance of appropriate housing services, NMHA is in the process of developing and finalizing resource materials for individuals and organizations interested in improving and expanding housing options.  Through IDIQ funding, NMHA is designing a brochure that focuses on housing and service options for people who are homeless.  NMHA is also developing materials that provide statistical information about housing and homelessness and a housing manual that will serve to educate organizations about supported housing.  In addition, through its Partners in CARE (Community Access to Recovery and Empowerment) initiative, NMHA provides ongoing technical assistance to affiliates to assist them with replicating state-of-the-art community-based services in their communities, including housing.
Employment

Employment services are a concrete way to engage in recovery. Yet all too often persons with psychiatric disabilities are unable to access employment services. Less than 25 percent of persons with schizophrenia receive ANY form of vocational assistance and the national employment rate for persons with serious mental illness hovers at ten percent.

Over the years, a wide range of employment services has evolved for persons with mental illness.  Traditional approaches to employment for persons with serious mental illness focus on preparing an individual for competitive employment (i.e. work in an integrated setting for at least the minimum wage). This approach is “gradualist” in nature. The belief is that persons with mental illness can best prepare for competitive employment by successfully completing work-related activities that are progressively more demanding (Beard, Probst & Malamud, 1982).  In traditional employment services, the preparatory work usually takes place in a non-integrated setting that emphasizes teaching employment skills. 

Supported employment (SE) has turned traditional approaches to employment for persons with psychiatric disabilities upside-down.  SE is based on the idea that, rather than providing persons with mental illness with vocational training, it is better to get them on the job then help them to keep the job (Reuters Health, 2001).  SE was originally developed for people with developmental disabilities as a more effective, humane and cost-effective alternative to sheltered workshops (Wehman and Moon, 1988).  

In recognition of the merit of such employment, NMHA produced Supported Employment for Persons with Psychiatric Disabilities - A Review of Effective Services.  This booklet explains the elements of supported employment services and strategies to start them in your state or community.  A follow-up to the booklet will be a series of fact sheets on supported employment describing research findings, statistics describing the unemployment rates of persons with psychiatric disabilities and stories of recovery.  NMHA will also focus on working with communities to see that funding for employment services are a priority when it comes to community-based services for persons with psychiatric disabilities.  In addition, through its Partners in CARE initiative, NMHA provides ongoing technical assistance to affiliates to assist them with replicating state-of-the-art community-based services in their communities, including employment and employment services.
Consumer Involvement

Today, in an era of continued healthcare reform, consumers and survivors have adopted the slogan “Nothing about us, without us” as representing their intent to be involved in all aspects of the mental health system.  As stated in the 1999 Surgeon General’s Report on Mental Health, “Consumers are now involved in all aspects of the planning, delivery, and evaluation of mental health services, and in the protection of individual rights.”  In many cases, such participation is now mandated by federal and state law.

It has been one of NMHA’s values that consumers, parents and families are unique and essential participants in providing advocacy, services, education and training.  NMHA values inclusiveness and sees broad-based citizen participation as essential to community mental health.  People with experience receiving mental health services should be included as members of the Board of Directors, employees, and volunteers of mental health organizations, in testimony at public meetings, in advocacy coalitions with other organizations, etc.  A 1998 study of consumer involvement in MHAs showed that many of NMHA’s affiliates were already well along the way of consumer integration.  Of the 101 MHAs that responded to the survey: 

· 96 percent involved consumers in planning or conducting activities;

· 82 percent included consumers on their Boards of Directors, with 43 percent indicating at least three consumers on their Boards;

· 32 percent employ consumers on their staffs; and

· A minimum of 395 consumers were employed at the reporting MHAs.

As a dimension of cultural competency, the inclusion of people with disabilities in the governance and operation of MHAs is key to keeping programs relevant in an ever-changing healthcare environment.  NMHA strongly supports the empowerment of consumers and their involvement in all types of mental health organizations, boards, advisory committees, etc.

An example of NMHA’s products and trainings that promote consumer involvement and empowerment is the Year One targeted technical assistance visit in Harrisburg, Pennsylvania around psychiatric advance directives.  Although a preliminary step, this daylong discussion of what issues consumers wanted to see addressed in any new legislation that might be proposed in this area.  Also funded under Year One of the IDIQ, NMHA created a Toolkit on Psychiatric Advance Directives.  This Toolkit contains an Issue Summary describing psychiatric advance directives, NMHA’s Policy Position, recommendations for legislation, a sample worksheet, glossary and other materials.  With ongoing technical assistance from NMHA, MHAs will convene community dialogues that bring together consumers, families, providers and other professionals (including the legal staff of the state Protection & Advocacy agency) to learn how psychiatric advance directives can help to prevent or shorten crisis situations.  On-site training visits by knowledgeable NMHA staff are very much desired by our affiliates, and we expect the Toolkit materials and our experience in this area will be much in demand in the future.

III.
Criminal Justice

During the last decade, increasing numbers of adults with serious mental illness have become involved in the criminal justice system.  All too often the criminal justice and mental health systems do not work together, are unaware of the services each provides, and blame each other for the large number of adults with serious mental illness involved in the criminal justice system.  Such blame leads to an air of mistrust between mental health and criminal justice systems.  

People with mental illnesses are repeatedly arrested for petty offenses and are frequently determined to be poor candidates for pre-trial release, especially if they are homeless, lack a stable residence, or are unemployed.

In addition, the “double stigma” of mental illness and a criminal history discourages communities from developing appropriate services for this population and some providers from serving these individuals.  It is not unusual for people with mental illness and a criminal record to be rejected by hospitals or community mental health providers because they were previously labeled a “management problem.”  In addition, co-morbidity or dual diagnosis is difficult to treat and many service providers often view such persons as undesirable clients (Teplin, Abram, & McClelland, 1997). 
Jails and prisons are not equipped to handle the range of treatment and support needs of adults with serious mental illness.  In fact, in a survey of jail administrators, mental health services were cited as one of the most serious institutional service needs (McEwen, 1995).  Sometimes persons with mental illness require single cells due to their inability to tolerate the confusion and stress of overcrowded conditions.  Often they require medication and specialized medical attention.
Persons with mental illness suffer because incarceration poses special risks for people with serious mental illness, including victimization by other inmates, mental deterioration, and death by suicide.  Inmates with mental illness may be isolated in protective or punitive segregation, which can lead to further deterioration in their condition (American Association of Community Psychiatrists, 1999).

Many people with mental illness do not get linked with treatment services that could keep them from re-offending, or they cannot maintain the linkage without additional outreach and assistance.  Often, people with mental illness are not given appropriate mental health referrals upon release.  Several studies of jail mental health services have found that discharge planning and community linkage were the weakest elements of the programs (Steadman & Veysey, 1997).

Inadequate staffing and weak links to the professional mental health community undermine the effectiveness of diversion programs. From the perspective of law enforcement, there are few incentives for diverting people with mental illness away from the criminal justice system, a process that may take officers off the street for substantial periods of time.  

Successful programs that work with persons with mental illness involved in the criminal justice system have wisely recognized that jails are part of the community, and therefore, the community as a whole must respond to the needs of those individuals involved in the correctional system.  Unfortunately, this happens all too infrequently. By providing mental health services in the community, inappropriate incarceration of persons with mental illness can be prevented.

To combat the criminalization of persons with mental illness, NMHA has worked in several areas.  NMHA has written several policy positions including the death penalty, mental health courts, and a policy position on diversion is in development.  In addition, this summer we anticipate the completion of a Prison Manual that will examine the quality of the mental healthcare that inmates receive while in prison and recommendations for improvement.  NMHA has also worked with the Council of State Governments to develop its Mental Health Consensus Project.  NMHA hopes to use the resulting document as an advocacy tool in local communities to bring mental health, substance abuse and criminal justice stakeholders to the table to discuss this complicated issue.  Lastly, NMHA has provided technical assistance to our MHA affiliates around the creation of mental health courts and other diversion programs.  In fact, a targeted technical assistance visit will be provided to Tarrant County, Texas under the IDIQ in April, and we anticipate other TTA visits to focus on criminal justice issues.
IV.
Mental Health Crisis Response Planning

As the world watched with horror, thousands of innocent people in New York, Washington, D.C. and Pennsylvania lost their lives at the hands of terrorists on September 11th, 2001.  The tragedies of that September morning attacked the national psyche, raising lingering questions about the long-term impact on the mental health of untold numbers of Americans.

This disaster is not only unprecedented in its magnitude, but the graphic, extensive media coverage of the horrific events of that day and the ongoing nature of the terrorist threat and war sets it apart from any previous incident in gauging reliably the extent of mental needs that might result.  In short, it is likely that the prevalence of mental health disorders among children and adults throughout the nation will increase markedly in the wake of the attacks.  The nation does not have the mental health infrastructure in place to cope with that increase.   Without new investments and planning, our current system will be unequipped to meet the profound needs arising from the events of September 11th or other crises, be they natural or human-caused disasters.

NMHA recognizes the need to enhance the American mental health infrastructure and improve community responses to trauma and related mental health needs.   Additionally, we know that NMHA, our affiliate network, and other community organizations need to be prepared for a variety of scenarios that can be anticipated across the country and to be able to establish crisis intervention models that can be mobilized if necessary.  Given this reality, NMHA is developing a comprehensive Blueprint for Responding to Public Mental Health Needs in Times of Crisis.  This Blueprint will not only help state and local organizations address the mental health service and policy needs arising from September 11th, but will also serve as a template for preparing for and responding to future crises and disasters be they natural (e.g., floods, hurricanes and tornadoes) or human-caused (e.g., bombings and school shootings).

To ensure the Blueprint’s implementation, we will also be piloting an intensive training and technical assistance program in several states.  This training program will utilize NMHA staff along with a network of field-based experts on grief, trauma and community-based responses.  Stakeholder groups convened by MHA affiliates will receive training and program support to identify priorities and design action plans to foster mental health crisis response planning.

By developing the Blueprint and the companion training program, NMHA will equip state and local stakeholders across the nation with planning tools to build a preventive infrastructure for the future that will serve to minimize the after-effects of a crisis and to manage the range of mental health issues that can arise during and after such an event.  In the states that receive a training, NMHA expects the development of comprehensive crisis response plans that will address policy concerns, anticipate the many and varied case scenarios that can arise, make provisions to efficiently manage and minimize the effects of the crisis and provide for the short and long-term mental health needs of those affected by the crisis.

At this point, we are unsure whether the Blueprint project will fall within the scope of the IDIQ project.  However, we felt it was important to mention as we highlighted our priorities for the upcoming year because crisis response planning is a key issue for our organization, our MHA affiliate field, and the country.

Conclusion

Clearly, there are many pressing issues that confront the mental health community in the months ahead.  NMHA looks forward to using the IDIQ as a tool to address them.  Again, this document only provides a brief overview of some of these issues.  For more information about any of the above, please do not hesitate to contact Jennifer Heffron, Senior Director of Research and Services at 703.838.7536 or by e-mail at jheffron@nmha.org. 

* Compared to the other priorities, the number of requests we have received for crisis response planning this quarter seems low.  However, the issue received approximately 30 requests during the last quarter of 2001.  We anticipate the number of requests to grow as 2002 progresses and as our affiliate field and others learn about the technical assistance we are able to provide on this issue.
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