Task Force on Self-Directed Mental Health Care

Final Report
Executive Summary

1. Background

The Task Force on Self-Directed Mental Health Care was convened in response to a Statewide Leadership Summit--“Transforming Maryland’s Public Mental Health System,” sponsored by On Our Own of Maryland and the Bazelon Center for Mental Health Law in December 2004.  Charged with investigating pilots of mental health self-direction approaches, the Task Force elected to exceed its charge and offer recommendations for broad systemic changes to accompany the proposed pilot projects. The Task Force has met regularly since March 2005 to produce this report and recommendations.

2. Definitions

The Task Force set forth a number of definitions to establish a common basis for understanding the concepts involved.  Some key definitions follow:

Self-Determination

Self-determination refers to the right of individuals to have full power over their lives. It encompasses concepts that are central to existence in a democratic society, including freedom of choice, civil rights, independence, and self-direction. A more contemporary definition reflects its operation at both individual and collective levels, embracing the notion that although all citizens have the right to control their own lives, they exist within communities in which their decisions affect others and others’ decisions affect them.   Source:  Cook and Jonikas, 2002

Self-Direction

Self-direction is a philosophy designed to help persons with special needs build a meaningful life with effective opportunities to develop and reach valued life goals.  Self-direction provides a framework for the organization of delivery systems to support the recovery of people with mental illnesses, at any stage in the process of change, by accommodating a wide range of goals and preferences.  Self-direction is built on five principles of (self-determination) i.e. freedom, authority, support, responsibility and confirmation.   Source:  Cook, Terrell, Jonikas, 2004

Recovery

Recovery refers to the process in which people (with mental illness) are able to live, work, learn, and participate fully in their communities. For some individuals, recovery is the ability to live a fulfilling and productive life despite a disability. For others, recovery implies the reduction or complete remission of symptoms. Science has shown that having hope plays an integral role in an individual's recovery.    Source: President’s New Freedom Commission on Mental Health, 2003

3.  Identified Problems and Barriers

A number of problems and barriers were identified in the course of the work. Briefly summarized, some of the most important of these issues include the following:

· Self-directed care must be viewed as a new service modality and not a cost containment measure. In early demonstrations of self-directed approaches, however,  people who were  given increased control over spending decisions often reduced their overall expenditures with increased  personal satisfaction and better personal outcomes.

· Many mental health consumers would require support and counseling to make such a program feasible. Similarly, many mental health providers would need more detailed program information on the implications for change in their overall operations in order for a program to be successful.

· The problem of outdated attitudes and the societal stigma associated with mental illness stands as a major obstacle to self-directed approaches.

· There needs to be a balance between approaches to effect broad changes within the culture of service system and pilots of this new approach to service delivery.

4.   Information Gathering

The Task Force conducted an extensive information gathering process.  This work included consultations with federal officials from both the Center for Mental Health Services and the Centers for Medicare and Medicaid Services. In addition, task force members had access to a series of three federally sponsored web casts during its activities. The Task Force also consulted for a full day with a key program official from the State of Florida and a Task Force member traveled to Florida at his own expense to consult for a day with a local Florida program.  The group also had presentations from two in-state programs for other disability groups and conducted a national literature search.  The detailed results of this information gathering are found in the full report. However, based on the findings of this information search and its in-depth deliberations, the Task Force has put forth a model framework with 10 strategies for action.  This proposed set of activities is located on the following pages.

5. Budget Considerations

The committee estimates implementing the recommendations would require $1,000,000 on an annual basis. The self directed pilot project would be financed with state general funds initially. Based upon the implementation, the plan would be to evaluate the project for statewide inclusion through either a Medicaid state plan option or a Medicaid waiver. Since the pilot is one component of the overall recommendations, the greater emphasis is to focus the public mental health system on recovery and to create an environment receptive to consumer self directed care. To achieve this following funds are requested:

Self Direction Pilot:





$500,000

Consumer/Family Member Training


            $100,000

Provider Training





$100,000

Public/Private Partnership Public Awareness campaign
$50,000


Program Incentives





$100,000

Evaluation                     




$150,000
Mental Health Self-Directed Care

MODEL FRAMEWORK
Goal: To support consumer recovery, choice, self determination and self direction throughout the public mental health system in Maryland.

	INPUTS
	PROBLEMS/NEEDS
	STRATEGIES
	BARRIERS
	OUTCOMES

	
	
	
	
	

	State Partners

CMS

All Stakeholders
	1. System currently often fosters dependency.

System currently is based on medically driven, deficit-based services
	1.1 Develop a more recovery focused system of care focused on a person’s strengths.
	Medical necessity criteria

Medicaid/other funding requirements.

Paternalism vs. Autonomy
	· Increased consumer recovery

	State Partners

TAC Report

Future CMS policy

All stakeholders
	2.  Lack of understanding of recovery within PMHS. Lack of recovery principles in PMHS services and supports.
	2.1 Include self-direction/recovery principles in review and revision of program standards/regulations, and all other system wide evaluative quality improvement measures.
	Stakeholder concerns

Regulations

Financing

Medical Necessity requirements

Compliance Issues

Paternalism vs. Autonomy
	· Increased adherence to principles of self-determination in the system.

	State partners

Funds

OOO network

PRPs

CSAs


	3. Consumers’ Learned Dependence
	3.1 Develop and make available training on the following: principles of self direction, making choices, consumer responsibilities, consumer skills, importance of natural supports, and person centered planning for a broad group of consumers.
	Consumer Attitudes

System Attitudes

System Design

Social Stigmas

Funding Availability


	· Increased consumer desire to manage recovery

· Increased consumer skills



	State Partners

Funds

Providers

Other Stakeholders
	4.  Program Driven Decision Making
	4.1 Provide ongoing training for providers and consumers to support system wide   implementation of person centered planning processes with quality improvement goals and recovery oriented evidence based practices.
	Provider and Consumer Attitudes

Regulatory Provisions

Funding Availability


	· Increased self-determination

· Increased satisfaction

	State Partners

Funds

Providers

Other Stakeholders
	5. Consumers decreased  capacity for self-direction during periods of acute symptomatology


	5.1 Establish provisions for planning, development, and implementation of consumer advance directives and create a system that seeks to have advance directives honored when needed.
	Professional opinions

Judicial opinions

Funding Availability


	· Increased  self-determination

· Increased satisfaction

	All stakeholders

Family Groups

Consumer Groups
	6. Current  fiscal structure doesn’t empower use of natural supports
	6.1 Explore the purpose and functions of micro-boards and other vehicles to enhance the empowerment of natural support networks.
	Funding

Paternalism vs. Autonomy 
	· Increased fiscal flexibility

· Reduction in Admin Costs

	State Partners

Funds

CMS

Other CMS approved Independence Plus states

All stakeholders


	7.  Limited Choices Offered Consumers


	7.1 Develop pilot projects on self-direction using State funds initially, with the intent of eventual expansion into Medicaid reimbursement. Develop sound financial procedures, consistent with best practices.


	Stakeholder concerns

Funding availability


	· Increased  choice

· Increased life fulfillment



	State Partners

Funds

Social Marketing Providers/Associations

All stakeholders
	8. Perception that  consumers cannot direct their own care and need  decisions to be made for them  in order to live in the community


	8.1 Establish public private partnership to support  social  marketing (public awareness) campaign for providers, media and the general public with  goals of  increasing consumer networks of natural support and participation in directing their services.


	Stakeholder Concerns

Funding Availability


	· Increased social recognition of the importance of self-direction

	All stakeholders
	9. Need to reward Success
	9.1  Identify, acknowledge and increase funding through a competitive process those providers/agencies that deliver services based upon consumer choice and recovery
	Lack of Incentives to Provide rewards

Difficulty of developing review criteria
	· Increased consumer choice. 

	State Partners

Funds

DBM human resources

Fiscal intermediary human resources

Evaluation human resources
	10.Need to provide for accountability in the use of public funds and to generate measurable outcomes
	10.1 Develop a comprehensive evaluation process to assess the ongoing impact of all strategies outlined above.
	Evaluation Measurement

Problems


	· Increased fiscal accountability
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Final Report

I.
Background Information

1.  Creation and Charge of the Task Force
The Task Force on Self-Directed Mental Health Care was charged to research and recommend methods “to pilot self direction approaches for mental health consumers, consistent with the recommendations set forth in the President’s New Freedom Commission on Mental Health.”  In this final report, the Task Force expands on its charge by going beyond pilots and recommending a much broader system change effort.  A number of recommendations are concerned with system transformations that are viewed as necessary to support self-directed care pilot projects. Thus, in so exceeding its initial charge, the Task Force report is truly consistent with the New Freedom Commission’s call for an overall transformation towards a recovery oriented mental health system. This result is perhaps not surprising when one considers that the Task Force was initially formed as a result of the Statewide Leadership Summit --“Transforming Maryland’s Public Mental Health System,” jointly sponsored by On Our Own of Maryland and the Bazelon Center for Mental Health Law in December 2004. 

One tangible result of the Leadership Summit was that senior policy makers from the Mental Hygiene Administration and the Maryland Department of Disabilities conferred at the summit meeting and subsequently committed to creating a Task Force to investigate self-direction approaches and to report back to both agencies. The Task Force first convened in March, 2005, and has met on an ongoing basis to consider its charge prior to issuing this report. 

2.  Definitions 

The Task Force began its work by researching and coming to agreement on the meaning of key concepts related to its charge.  These concepts provide grounding for the Task Force’s recommendations. These concepts are self-determination, self-direction, and recovery.   The definitions are all consistent with the current usage of federal officials consulted by the Task Force from both CMS and CMHS and thus will facilitate communication between State and Federal levels.

Self-Determination

Self-determination refers to the right of individuals to have full power over their lives. It encompasses concepts that are central to existence in a democratic society, including freedom of choice, civil rights, independence, and self-direction. A more contemporary definition reflects its operation at both individual and collective levels, embracing the notion that although all citizens have the right to control their own lives, they exist within communities in which their decisions affect others and others’ decisions affect them.   Source:  Cook and Jonikas, 2002

Self-Direction

Self-direction is a philosophy designed to help persons with special needs build a meaningful life with effective opportunities to develop and reach valued life goals.  Self-direction provides a framework for the organization of delivery systems to support the recovery of people with mental illnesses, at any stage in the process of change, by accommodating a wide range of goals and preferences.  Self-direction is built on five principles of (self-determination) i.e. freedom, authority, support, responsibility and confirmation.   Source:  Cook, Terrell, Jonikas, 2004

The five principles referenced in the latter definition are the foundational principles for the broader cross disability self-determination movement, begun approximately 10 years ago.  This movement has only recently begun to hold promise of self-determination for persons with psychiatric disabilities. The self-determination movement and approaches to self-directed care gained considerable momentum and validation when the Robert Wood Johnson Foundation sponsored a series of “Cash and Counseling” demonstration projects in a handful of states to improve services for people with developmental and physical disabilities. The principles of self determination are promoted vigorously by the Center for Self-Determination and are cited throughout the literature and resources on self-directed care approaches as seminal sources.  According to Tom Nerney, Director of the Center for Self-Determination, “the principles are not human service categories; rather they try to capture both the political significance of a system changing to a more self-directed approach and the implications for individuals at a very personal and transformational level.” (Nerney, 2004)

Principles of Self-Determination

· Freedom- to live a meaningful life in the community.  

· Authority- over dollars needed for support.

· Support- to organize resources in ways that are life enhancing and meaningful. 

· Responsibility- for the wise use of public dollars.- 

· Confirmation- of the important leadership that self advocates must hold in a newly designed system.

(see-http://www.self-determination.com)

The Task Force also researched definitions of recovery as experienced by mental health consumers.  It was strongly felt that consumers’ individual processes of recovery and the orientation of the service system towards recovery would be of central importance to the work of the Task Force in fulfilling its charge with regard to both self-determination and self-direction.  The following two definitions were considered.
Recovery

· Recovery refers to the process in which people are able to live, work, learn, and participate fully in their communities. For some individuals, recovery is the ability to live a fulfilling and productive life despite a disability. For others, recovery implies the reduction or complete remission of symptoms. Science has shown that having hope plays an integral role in an individual's recovery.    Source: President’s New Freedom Commission Report, 2003

· People diagnosed with serious mental illnesses/disabilities are capable

of holding gainful and meaningful employment, getting married, rearing children, practicing their religion, joining clubs, enjoying hobbies,

participating fully in the community — in short, living a meaningful and

productive life.  There may be some lack of consensus in regard to a definition of recovery. Living a full life in the context of dealing with one’s mental illness/disability is one commonly accepted definition. By this definition, recovery does not mean being symptom-free but does mean living with hope. Another definition holds that people can fully recover from the condition/experience/altered state that is commonly called mental illness/disability itself, not just regain functioning while continuing to be mentally ill/disabled. Recovery can also stem from people’s own natural healing processes and the fact that people’s bodies adjust and change over time. The kinds of services and supports people get may be less important than people’s own natural ability to recuperate and heal. There may be a number of factors — including biological, environmental, psychological and spiritual — that contribute to recovery, depending on the uniqueness of each person.   Source: National Mental Health Consumer Self Help Clearinghouse, 2000

3.  Identified Problems and Barriers
During the course of its deliberations, the Task Force identified a number of key problems and barriers that must be addressed before self-direction can achieve its full promise and become a reality in Maryland.  Some of these factors are listed below:

· Self-directed care in Maryland must be viewed as an additional service modality designed to offer consumers a broader array of choices. It must not be viewed primarily as a strategy for cost containment.  Although cost savings have been realized in conjunction with higher levels of consumer satisfaction in some demonstrations of self-directed care, the Task Force feels strongly that cost savings must never be a principal driving force in moving toward increased self-direction for mental health consumers.

· Many consumers would need additional support and counseling in order to face the very real concerns of taking back control of their lives.  Some specific issues include the potential loss of Medical Assistance coverage or the negative possibility of a program design that caused consumers to face all or nothing choices with regard to their support services.

· Many providers would need additional information about the impact such a program would have on their operation before it could be successfully implemented.  There are concerns about an adverse impact that could result from a self-directed care pilot on consumers with higher needs. This concern centers on the thought that if higher functioning consumers move into self-directed care, then providers may be overburdened with the remaining group of consumers who have more complex needs.  Current reimbursement rates would need to be adjusted to account for the resulting changes in complexity and acuity of remaining consumers. On the other hand, there are also concerns that the current system is overly paternalistic and doesn’t promptly move people out of traditional services and into integrated living when they are ready to do so.

· The problem of stigma is an overarching problem which works against the likelihood of people endorsing the idea that mental health consumers can direct their own destinies. This problem is to be found in attitudes of the general public, but also is found in attitudes of some health and mental health providers as well. As a result, there are potential educational and public relations problems to be anticipated and planned for in conducting self-direction pilots, which could include provider groups, the media, general public, and elected and appointed government officials.

· There is an across the board lack of experience within the mental health system about how to organize self-directed approaches, including generic functions such as service brokerage and fiscal intermediaries, and more unique challenges, such as how to address issues of the consumer who is socially disconnected, lacking the level of family and other social involvement that is often present with other disability groups.

· The current culture of the mental health system, at all levels, including both hospital and the community systems, facilitates consumer dependency.  This culture needs to move in the direction of supporting a consumer’s true decision making and choice.  This shift is not limited to the community system. Meaningful decision making also needs to start upon entry into a psychiatric hospital, with hospital staff supporting the consumer’s responsibility for self-determination.

· The Task Force struggled with the question of finding the balancing point between conducting a pilot project and conducting broad systemic change activities that would support such a pilot project.  There were concerns that a pilot would distract time, attention and funds from badly needed systemic changes.  The Task Force chose to recommend activities in both spheres, running concurrently, as the optimal approach to pursue. This course was taken in order to establish equilibrium between system change and demonstration pilot activities, as noted at the outset of this report.
4.   Consultation with Federal Agencies

The Task Force consulted with officials from both the federal Center for Mental Health Services (CMHS) and the Centers for Medicare and Medicaid Services (CMS).   The Task Force is particularly indebted to Carole Schauer of CMHS and Peggy Clark and Shawn Terrell of CMS for sharing their knowledge and expertise with the group.  Because the introduction of self-direction into mental health systems nationwide is in its infancy, the professional literature and knowledge base in this arena is limited.  The federal Center for Mental Health Services (CMHS) and the Centers for Medicare and Medicaid Services (CMS) have both provided leadership in developing a focus on self-direction for mental health consumers. CMS has provided support through its Real Choice  grant program, in particular, the mental health transformation grants, and the Independence Plus waiver authority, which focuses on self-direction for all disability groups.  CMHS, jointly with the National Institute for Disability and Rehabilitation Research (NIDRR) provided funding to support the National Research and Training Center (NRTC) at the University of Illinois, Chicago, which is focused on enhancing research and training on self-determination for psychiatric consumers.  CMHS also convened a Consumer Self –Direction Summit in spring, 2004, and issued a report entitled “Free to Choose: Transforming Behavioral Health Care to Self-Direction” in the summer of 2005, perfectly timed to coincide with Maryland’s Task Force efforts.  Similarly, a series of CMHS sponsored web casts on self-direction were held during the initial stages of the Task Force work, providing a rich informational context for the work of the group.  In addition, Task Force staff conducted a review of national resources and an informal literature review, which are attached in Appendix One.

5.  Consultation with State of Florida

The Task Force also arranged to have a full day consultation with Alesia McKinlay, Self-Direction Specialist at the Florida Department of Child and Family Services.   The Task Force heard a presentation about the initial Florida Self-Directed Care model (Florida SDC) that was developed in the Jacksonville region.  Information was also presented about plans to initiate another pilot in the southwestern region of the State, a five county area which includes Fort Myers and Naples.  The initial effort was a grassroots effort that modeled itself in part on the RWJ Cash and Counseling project developed in the State of Florida. The legislature initially appropriated $470,000 to serve 106 people, although the program has never fully recruited that many participants.  A chronology was provided describing the evolution of the project, including details on the ongoing legislative, organizational, governance, staffing, evaluative, fiscal, and public relations challenges faced by the project as it grew.  A number of important points relative to Maryland’s planned efforts were offered, many of them originating in focus groups conducted by state officials in Florida.

· Make sure to include a training component on choice making for consumers “choice counseling” It takes time to give people the skills to be at the center of their plan.

· Try to design the program so that consumers aren’t faced with the choice of relinquishing all the previous supports they may have had from the system. Avoid forcing all or nothing choices.

· There currently is no readiness assessment in Florida, but one is needed to address the issue of getting the right people into self direction. Don’t set anyone up to fail and try to get the right people involved.

· Need for outreach and public relations/social marketing to recruit people and to address concerns of all stakeholders is critical

· Make a strong emphasis on assuring the connection between the goals of a person’s plan, their needs, and the items on which they are choosing to spend their funding

· Attend to the roles of advisory committees and governing boards and carefully define expectations. The Florida model has a governing body comprised largely of program participants.

· Need to assure participating organizations do not have to wait excessively for approval and reimbursement of funds.

· To the fullest extent possible, work with organizations that have a central interest in the success of the project.

The transition to the second site in southwestern Florida brought up a number of issues. Among these are the controversial question of how targeted case management can be more based on self-direction principles in order to attain federal funds, how much to replicate or to adapt the original model to meet the needs of the new community, and how best to learn from experiences of the pilot.  A member of Maryland’s Task Force arranged to visit the southwest Florida project to gather more information and report back to the Task Force at its last meeting.  At the time of his visit, the program was in the initial stages of enrolling consumer participants.

6.  Consultation with Maryland Programs for other Disability Groups

The Task Force consulted with specialists in two Maryland based programs, both of which operate to offer self-direction choices to consumers with other disabilities in our state.  Most of these programs use Medical Assistance waivers that provide specialized opportunities for consumer choice of self-direction approaches as a service option.

Self-Direction for people with Developmental Disabilities  

The Task Force arranged a presentation on DDA’s self-direction projects, including both self-direction components of the existing system and provisions of DDA’s new CMS-approved Independence Plus Medicaid waiver,  “New Directions,” currently preparing to enroll consumers.  DDA staff member, Leslie McMillan, and DDA-affiliated personal care planning expert, Suzie Burke Harrison, provided an overview of DDA’s use of person centered planning as the vehicle for ensuring self-direction in the DDA system.  The new waiver will enroll 100 self-advocates in the first year.  The program is based on a support brokerage model with paid and specially trained support brokers being chosen by the consumer.  Fiscal Management Services, (FMS) or fiscal intermediary services, will be provided by a number of traditional DDA providers who successfully bid on a State-issued RFP to provide this service. FMS providers will not be allowed to provide direct services.  Implementation of the waiver includes extensive specialized training for consumers and providers on the anticipated operation of the program. 

Self-Direction for people with Physical Disabilities

The Task Force arranged a presentation from Rhonda Workman, a new staff member at the Maryland Department of Disabilities, who had previously operated the Maryland Living At Home Waiver while on staff at Department of Human Resources. The Living at Home waiver was recently moved under the aegis of DHMH.  There were approximately 390 individuals enrolled in the waiver at the time of her presentation.  The waiver is currently capped, unless the individual is currently living within a nursing facility, in which case they may be eligible. There are approximately 1200 persons on the waiver waiting list.  The waiver offers two models for delivery of personal assistance services. These include the agency model and the consumer-employed model. The latter model contains many elements of self-direction and about 30 percent of waiver enrollees choose this option. Other possible waiver services include nurse monitoring, environmental modifications, assistive technology, consumer training/life skills training, family training, and transition services (i.e. transition from nursing facility to the community)  All waiver participants also receive case coordination, provided at the current time by a private vendor under contract with the State. All participants who choose the self-direction option receive fiscal intermediary services, also provided by a private vendor under contract with the State.

III
The Proposed Model for Mental Health Self-Direction
1.  Principles and philosophy-

The approach recommended is based solidly on the Principles of Self-Determination set forth earlier in the report. The proposed model should be considered very much a part of the larger self-determination movement that crosses and includes the various disability groups that have already broken significant ground in the self-direction arena.  However, in order to address  issues specific  to people with psychiatric disabilities and the systems which serve them, the approach proposed must take into account the dynamics of the currently evolving Recovery  and Mental Health Transformation movements among consumers, providers, and others involved in mental health.  As a result, the approach must strike a delicate balance between attention to the broader systemic elements that are implicit in these system change efforts and the individual consumer’s need to create a meaningful life experience as a part of his or her recovery.  Thus, the proposed approach must be both ecological and existential in its philosophical focus. (Onken et al., 2004) 

The issues of hope, spiritual connectedness, and the rejection of internalized social stigma are critically important theoretical ingredients drawn from the knowledge base of the Recovery Movement. (Rogers and Rogers, 2004, Copeland, 2004)  These ingredients must be included in the approach. Similarly, the successful approach must take into account the growing use of peer support specialists and increased availability of consumer operated drop-in center models which have advanced nationally in the movement toward a recovery oriented system.  Activities that address negative media stereotyping, stigmatization, and political empowerment of psychiatric consumers must be acknowledged and included.

In addition, the broader issues of ongoing system change and the emergence of a transformation agenda on the national level must be factored in to the program’s philosophy of change.  Cultural change in the mental health system that moves towards a recovery oriented  focus, training of work force participants in these approaches, the continuing emergence of evidence based practices,  and new consumer driven evaluation paradigms focused on genuine quality of life must be fully taken into consideration.  As a consequence, the successful approach must exemplify a strong emphasis on the individual rights and freedoms as assured by a free and democratic society that are negotiated and exercised in a complex and ever changing systemic and social context.

2. Proposed Systems Change Strategies

The Task Force has recommended 10 system change strategies in articulating its approach to mental health self-direction.  These strategies are summarized in a logic framework that is presented on the following pages.  The framework looks at anticipated inputs, problems/needs, strategies, barriers, and outcomes.

Mental Health Self-Directed Care

MODEL FRAMEWORK
Goal: To support consumer recovery, choice, self determination and self direction throughout the public mental health system in Maryland.

	INPUTS
	PROBLEMS/NEEDS
	STRATEGIES
	BARRIERS
	OUTCOMES

	
	
	
	
	

	State Partners

CMS

All Stakeholders
	1. System currently often fosters dependency.

System currently is based on medically driven, deficit-based services
	1.1 Develop a more recovery focused system of care focused on a person’s strengths.
	Medical necessity criteria

Medicaid/other funding requirements.

Paternalism vs. Autonomy
	· Increased consumer recovery

	State Partners

TAC Report

Future CMS policy

All stakeholders
	2.  Lack of understanding of recovery within PMHS. Lack of recovery principles in PMHS services and supports.
	2.1 Include self-direction/recovery principles in review and revision of program standards/regulations, and all other system wide evaluative quality improvement measures.
	Stakeholder concerns

Regulations

Financing

Medical Necessity requirements

Compliance Issues

Paternalism vs. Autonomy
	· Increased adherence to principles of self-determination in the system.

	State partners

Funds

OOO network

PRPs

CSAs


	3. Consumers’ Learned Dependence
	3.1 Develop and make available training on the following: principles of self direction, making choices, consumer responsibilities, consumer skills, importance of natural supports, and person centered planning for a broad group of consumers.
	Consumer Attitudes

System Attitudes

System Design

Social Stigmas

Funding Availability


	· Increased consumer desire to manage recovery

· Increased consumer skills



	State Partners

Funds

Providers

Other Stakeholders
	4.  Program Driven Decision Making
	4.1 Provide ongoing training for providers and consumers to support system wide   implementation of person centered planning processes with quality improvement goals and recovery oriented evidence based practices.
	Provider and Consumer Attitudes

Regulatory Provisions

Funding Availability


	· Increased self-determination

· Increased satisfaction

	State Partners

Funds

Providers

Other Stakeholders
	5. Consumers decreased  capacity for self-direction during periods of acute symptomatology


	5.1 Establish provisions for planning, development, and implementation of consumer advance directives and create a system that seeks to have advance directives honored when needed.
	Professional opinions

Judicial opinions

Funding Availability


	· Increased  self-determination

· Increased satisfaction

	All stakeholders

Family Groups

Consumer Groups
	6. Current  fiscal structure doesn’t empower use of natural supports
	6.1 Explore the purpose and functions of micro-boards and other vehicles to enhance the empowerment of natural support networks.
	Funding

Paternalism vs. Autonomy 
	· Increased fiscal flexibility

· Reduction in Admin Costs

	State Partners

Funds

CMS

Other CMS approved Independence Plus states

All stakeholders


	7.  Limited Choices Offered Consumers


	7.1 Develop pilot projects on self-direction using State funds initially, with the intent of eventual expansion into Medicaid reimbursement. Develop sound financial procedures, consistent with best practices.


	Stakeholder concerns

Funding availability


	· Increased  choice

· Increased life fulfillment



	State Partners

Funds

Social Marketing Providers/Associations

All stakeholders
	8. Perception that  consumers cannot direct their own care and need  decisions to be made for them  in order to live in the community


	8.1 Establish public private partnership to support  social  marketing (public awareness) campaign for providers, media and the general public with  goals of  increasing consumer networks of natural support and participation in directing their services.


	Stakeholder Concerns

Funding Availability


	· Increased social recognition of the importance of self-direction

	All stakeholders
	9. Need to reward Success
	9.1  Identify, acknowledge and increase funding through a competitive process those providers/agencies that deliver services based upon consumer choice and recovery
	Lack of Incentives to Provide rewards

Difficulty of developing review criteria
	· Increased consumer choice. 

	State Partners

Funds

DBM human resources

Fiscal intermediary human resources

Evaluation human resources
	10.Need to provide for accountability in the use of public funds and to generate measurable outcomes
	10.1 Develop a comprehensive evaluation process to assess the ongoing impact of all strategies outlined above.
	Evaluation Measurement

Problems


	· Increased fiscal accountability




IV
Budget Considerations

The committee estimates implementing the recommendations would require $1,000,000 on an annual basis. The self directed pilot project would be financed with state general funds initially. Based upon the implementation, the plan would be to evaluate the project for statewide inclusion through either a Medicaid state plan option or a Medicaid waiver. Since the pilot is one component of the overall recommendations, the greater emphasis is to focus the public mental health system on recovery and to create an environment receptive to consumer self directed care. To achieve this following funds are requested:

Self Direction Pilot:





$500,000

Consumer/Family Member Training


            $100,000

Provider Training





$100,000

Public/Private Partnership Public Awareness campaign
$50,000


Program Incentives





$100,000

Evaluation                     




$150,000
V
Mental Health Transformation Grant

Early in its deliberations, the Task Force was made aware of the opportunity that Maryland had, along with other states and tribal governments, to submit an application to the federal Center for Mental Health Services for a Mental Health Transformation State Incentive Grant (MH-SIG)  These generously funded grants were offered on a highly competitive basis to states for the purposes of developing and implementing comprehensive plans to address the goals of the President’s New Freedom Commission on Mental Health.  In the latter phases of its deliberation, the Task Force learned that Maryland was one of seven states awarded the MH-SIG.  The Task Force regards this development as a significant event for the possibility of moving toward mental health self-direction.  Not only is the award a noteworthy accomplishment for Maryland, but it provides the potential for both an ongoing process and a possible fund source for some of the Task Force recommendations.  To this end, the Task Force strongly recommends that this report and recommendations be reviewed and strongly considered by the yet to be convened Mental Health Transformation Working Group that will oversee grant activities.
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Appendix One

Review of  Resources and Literature on Mental Health Self Direction

There is a growing body of professional literature and expertise about self-determination.  Although self-determination in mental health systems is in its infancy and the literature is not as large as that for other populations, the Task Force had access to a substantial body of information.  Task Force staff conducted an extensive literature review and interviewed experts in the field.  Special thanks are due to Michael Franch of the Medical Care Programs Administration for his assistance in organizing and presenting this review.  The staff drew on resources in the following categories:

Conference Papers and Published Proceedings.  There have been two significant conferences on self-direction, both of which produced significant studies on many aspects of self-direction.  These include documents generated for the First NRTC Conference, sponsored by the National Research and Training Center at the University of Illinois in 2003, and the follow-up conference sponsored by the Center for Mental Health Services (CMHS) SAMHSA Summit (2004).   The Summit resulted in a report entitled Free to Choose: Transforming Behavioral Health Care to Self-Direction (2005).  This report consolidates much of the prior knowledge and research on self- determination with the results of in-depth conversations with 79 key leaders in behavioral health stakeholder groups about moving toward self-determination and systemic transformation for all age groups. The Task Force draws on this report in its analysis below.
 

Expert Consultation.  There is a cadre of federal officials with extensive experience with grants and waivers that focus on self-direction for all disability groups, including psychiatric consumers.  For example, staff at the Centers for Medicare and Medicaid Services (CMS) has provided support through its Real Choice grant program,  the mental health transformation grants, and the Independence Plus waiver authority, the later of which focuses on self-direction for all disability groups.  The Task Force consulted with many of these officials, including those from the CMS and from the Center for Mental Health Services (CMHS).  We are particularly indebted to Carole Schauer of CMHS and Peggy Clark and Shawn Terrell of CMS for sharing their knowledge and expertise.

Web casts.  In the interim period between holding SAMHSA Summit in 2004 and the issuance of the conference’s final report, CMHS sponsored three web-casts to disseminate knowledge about mental health self-direction. These web-casts occurred almost simultaneously with the commencement of our Maryland Task Force’s work, creating a rich informational context for the group’s work.

Themes from the Literature Review. 

Several themes strongly emerged from the Task Force interviews and literature review.  They may be grouped under the typology developed for the 2003 NRTC conference on self-determination:  Individual Self-Determination and Recovery; Self-Determination in Mental Health and Other Systems; and Societal/Collective Self-Determination.  Note that these categories carry forward the themes discussed under Definitions and Principles section in the main body of the report in their focus on the relationship between individual, the service system, and the larger society, each of which interact with each other.  As such, the focus moves from a detailed exploration on the individual’s personal experience to an examination of how systems work to, on a larger scale, how the organization of society affects the individual and the service network. 

1. Individual Self Determination and Recovery

The literature of individual self-determination includes studies based on the authors’ personal experiences with recovery and self-determination.  A number of studies examine the internal human decision making processes that precede taking charge of one’s own life.  These include self-acceptance, self-advocacy, spiritual connection, pride in disability culture, self-definition, and participation in civil protest against perceived injustice, all of which are important ingredients in a person’s movement toward a self-determined point of view.
  This research also emphasizes the importance of hope as a key element of the process of empowerment.  The internalization of societal stigma and systematic provider-based stigmatization are key obstacles to a consumer developing a self determined point of view.

Self- determination and access to information are closely correlated.  Researchers have examined the “digital divide” as it pertains to psychiatric consumers and explored strategies for adopting technology to increase access to information and thus levels of self-determination.

2. The Effect of Mental Health and Other Systems on Self-Determination
Since care systems affect the ability of the individual to achieve self-determination, many researchers examine current mental health and other service system infrastructures.  Some present theoretical or conceptual framework, while others offer tactical frameworks to address system change to support self-determination. All the authors critique current mental health service systems for the barriers they present to self-determination.  

Theory Supporting Change.   

Some of the papers put forth a theory-based approach that describes self-determination in terms of an existential philosophy that focuses on consumers creating meaning in their lives.  For example, Onken et al. argue that self-determination must be based in the ecological context of the psychiatric recovery movement.  They put forward a conceptual vision of the optimal interactions among consumers and the reformed service system, based on the interactive ideas of choice, interdependence and vital engagement.
  Similarly, those who would move the system toward self-direction must consider the effect of legal and clinical constructs of competency in moving forward with self-direction programs.
 

 Financing, Funding, and Other Disability Groups.   There is interest in systemic financing reform, particularly for major federal funding streams, which would support the movement toward self-determination.  However, both federal and state funding streams are potential sources for reprogramming to support self-direction programs.
 

The examination of funding is particularly useful because there are strong parallels to the progress that consumers with developmental disabilities have made.
   Therefore, mental health self-determination is examined in the context of the history and evolution of person centered planning for other disability groups, particularly those with physical and developmental disabilities, and, to a lesser extent, elders.  Studying the organizational strategies and outcomes achieved by other groups, over time, provides useful insights.  In this light, the therapeutic focus of a largely separate mental health sub-systems can be a barrier to consumers reaching the goal of independent living.

Systematic Services Research.   Systems change requires a rational and accountable process.  Therefore, Leff et al. explore the issue of developing a research base and systemically monitoring capacity for the value of self-determination.  They strongly recommend that self-directed approaches be tested in the same way as other evidence-based practices in the mental health field.
  Other researchers call for an examination of individualized family driven services for children and adolescents with serious emotional disturbances.

Proposals to stimulate change.   Offering alternative models is one way to spur innovation.  Thus, a proposal to create a consumer/survivor driven National Recovery Initiative, with state level counterpart initiatives, could be a driving force for mental health transformation based on self determination.
  Clearly, paradigm changes are needed to bring quality management for behavioral health in line with the goals of the self-determination movement;
 

3. Societal/Collective Self-Determination  

Proponents of self-determination have also looked at it in the context of societal barriers and have set out a series of social change and political action strategies to offset these barriers.  Some of these social issues, such as diversity, gender, age, and the effect of technology, engage everyone in the society.  Others, such as cross-disability issues, are of particular concern to the disability community.  The common element is that these are larger social issues that influence the individuals and the care systems within that society.
These social issues include sensationalism and negative stereotyping by the news media and entertainment industry, barriers of social indifference, and toxic neighborhood environments.
 
The literature also explores adapting policy advocacy models for social change from other disenfranchised groups.  For example, Wolfe examines the role of the women’s caucus in the Maryland legislature in a paper about the “Contract with Women of the USA” and how its approaches might be adapted to benefit psychiatric consumers/survivors.  A possible barrier to this approach, however, is the general tendency of disability service systems to under emphasize gender-specific issues.
 

The issues of political action and concerted social change efforts are viewed in the context of chaos theory.  Negotiating the often-paradoxical territory between a number of factors, for example, between support and advocacy, is a central theme for the organizers of consumer/survivor movement.
 

Researchers have also identified the importance of leadership, leadership development strategies, and organizational focus.  Organizations with an agenda of collective self-determination, such as the West Virginia Mental Health Consumers Organization, move forward consciously.
 

Sources:

All papers cited in this review have been published in a compendium entitled the National Self-Determination and Psychiatric Disability Invitational Conference Papers: “We Make the Road by Traveling on It”, edited by Jessica A. Jonikas, M.A. and Judith A. Cook, Ph.D. of the University of Illinois at Chicago.  These conference working papers are currently available on the NRTC website at:

http://www.psych.uic.edu/uicnrtc/sdconfpapers.htm
�  The working papers, together with the report of the summit are available at SAMHSA’s website: http://store.mentalhealth.org/consumersurvivor/publications_sdc.aspx


� Rogers& Rogers, 2004; Triano, 2004; and Copeland, 2004.


� Dansky, 2004, and Cook, Fitzgibbon, and Batteiger, 2004.


� Onken et. al, 2004


� Stefan, 2004


� Cook, Terrell, Jonikas, 2004.


� Nerney, 2004.  


� Nerney, 2004.  


� Powers, 2004


� Leff et al. , 2004.


� Armstrong, 2004


� Chamberlin & Fisher, 2004  


� Nerney, 2004


� Risser, 2004.


� Wolfe, 2004.  


� Oaks, 2004


� Belcher and Muscari, 2004
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