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Introduction

“Tool kits,” on-site technical assistance, and manualized efforts to implement evidence-based practices in mental health service delivery practices all assume that the individual clinician is the focus for generating changes in practice.  While there is little doubt that learned treatment practices can be hard to alter, researchers must take into account the service delivery context.  For instance, promoting unreimburseble evidence-based practices only frustrates all stakeholders in implementation.

What motivates everyday practice matters as well.  The notion of recovery
 from a serious mental illness challenges researchers and providers to rethink assumptions about the chronicity of psychiatric disorders and to develop strategies that change practice and beliefs at the community level.  Recovery must be operational through active collaboration with consumers, and must be incorporated into the design, implementation, evaluation and ongoing methods of accountability of systems and everyday practice.

Mental Health Recovery: What Helps and What Hinders? A National Research Project for the Development of Recovery Facilitating System Performance Indicators evolved from collaborative efforts among a team of consumer and non-consumer researchers, state mental health authorities (SMHAs), and a consortium of sponsors working to operationalize a set of mental health system performance indicators for mental health recovery.  Conceptualized as a three phase process (i.e., grounded theory inquiry concerning the phenomenon of recovery, creation of prototype systems-level performance indicators, and large scale pilot testing), Phase One has been completed.  This paper provides the background for this initiative and briefly summarizes methodology, discussion and implication sections of the Phase One report.  As documented through this research, it becomes important to acknowledge the dynamic interplay of person-in-environment factors that facilitate or impede recovery and that the formal helping system can often hinder recovery.

At the International Inter-Centre Network for Evaluation of Social Work Practice Annual Workshop, Dr. Onken will discuss how these findings are being used to construct a set of prototype systems-level performance indicators to measure the critical elements and processes of a recovery-facilitating mental health service environment.  Dr. Onken then plans to open the following discussion:

· While acknowledging that formal systems change slowly and can hinder recovery, what stands in the way of system reform?

· What implementation strategies maximize the chances for recovery-based efforts to succeed in such an environment?

· How do research methods and outcome measures impact the success of recovery-based practices?

· How, where, with what players, how legitimized, do we create the changes in organizational culture that allow evidence-based, recovery-focused alternatives to gain footing?

Consumer-oriented Mental Health Report Card Background

In April 1996, the report of the Mental Health Statistics Improvement Program
 (MHSIP) Consumer-oriented Mental Health Report Card was published and released at a public news conference.  The report card was endorsed by several advocacy organizations including the National Alliance for the Mentally Ill (NAMI), the National Association of Mental Health Planning and Advisory Councils (NASMHPAC), and the Association of Ambulatory Behavioral Healthcare.

Shortly afterwards, the Center for Mental Health Services developed a grant program for states to implement mental health performance measurement systems using the indicators and measures in the report card as a model.  Standardization of measures across states has been and is being tested through the five-state feasibility study and the 16-state indicator project sponsored by the Center of Mental Health Services.  Standardization efforts are also being tested by the combining of the MHSIP survey and the Consumer Assessment of Behavioral Health Systems (CABHS) into the Experience of Care and Health Outcomes Survey
 (ECHO) instrument. At the same time, other performance initiatives -- the National Association of State Mental Health Program Directors (NASMHPD) performance measures initiative, the American College of Mental Health Administrators (ACMHA) initiative, the American Managed Behavioral Health Association (AMBHA), the National Committee for Quality Assurance (NCQA) -- have used the MHSIP report card as a basis for their work, some more than others.

Through such development efforts, new instruments and measures have emerged which refine and enhance the original MHSIP report card.  For example, instruments related to children's measures, the measurement of recovery, and inpatient settings are currently under development or being tested.  Various lessons have also been learned through these initiatives.  Chief among these was that while consistency and commonality was important, different sets of measures may be needed for different populations in different settings.

The MHSIP community recognized that the time is opportune for the development of the next generation of recommendations for behavioral health performance measurement systems.  The purpose of the MHSIP Report Card Version 2.0 effort is to maintain the momentum to build a consumer-driven, consumer-focused system that helps consumers move in the direction of recovery.  The MHSIP Report Card 2.0 Workgroup initially began its work in September of 2001.  The charge to the workgroup is to:

· Build on the lessons learned and current refinements and developments related to performance measures proposed in MHSIP Report Card 1.0 and other behavioral health performance measurement initiatives to propose a set of behavioral health performance measures for the next generation of activity;

· Develop a toolkit related to methodological and implementation issues related to the proposed measures;

· Propose data presentation reports for different uses and audiences, and;

· Incorporate new technologies for the implementation of performance measures and for the dissemination and distribution of reports.

At this stage, three types of indicators have been proposed: indicators that are currently in use that have standardized definitions; indicators that are being used but have multiple definitions; and indicators that require measures to be developed.  Attached is a document
 that summarizes all proposed indicators and displays the proposed populations for whom the indicators are applicable (see Appendix A).  The MHSIP Report Card 2.0 Workgroup is currently developing documents containing detailed information for each proposed set of indicators (i.e., the definition and rationale for including each indicator, the settings and populations for which they are applicable and outstanding issues that need to be addressed).  Once completed, the next set of activities will involve formal review and comment on these documents from various organization and stakeholder groups.  The objective is to obtain such input and develop a final report by May 2003.

MHSIP Report Card Version 2.0 is value-based.  Implicit in its measures are key values and expectations of the mental health system.  These include: quick and easy access to clinically and culturally appropriate services (for consumers and their family members), state-of-the-art services appropriate to individual needs and preferences, treatment and support that address the problems and concerns for which services are sought, and services that do no harm (either directly through the services received or in the environment within which services are provided).  Central to the MHSIP Report Card 2.0 effort has been promoting the development performance indicators related to mental health recovery.

The Recovery Performance Indicators Initiative

The MHSIP community lent support to the National Research Project for the Development of Recovery Facilitating System Performance Indicators, and its specific aims came to be:

· To increase knowledge about what facilitates or hinders recovery from psychiatric disabilities,

· To devise a core set of systems-level indicators that measure critical elements and processes of a recovery-facilitating environment, and

· To integrate items that assess recovery-orientation into the MHSIP Report Card 2.0 effort in order to generate comparable data across state and local mental health systems and encourage the evolution of recovery-oriented systems.

Participants in this national effort included representatives from nine state mental health authorities (Arizona, Colorado, New York, Oklahoma, Rhode Island, South Carolina, Texas, Utah and Washington), consumer/survivor and nonconsumer researchers with significant expertise in recovery, consumer/survivor representatives and the Center for Mental Health Services (CMHS) Survey and Analysis Branch.  These participants explicitly rejected the idea of developing a standardized measure of individual recovery.  The rationale for rejecting an individual measure of recovery included fear that a measurement model would evolve that would ultimately be used as a tool to cut-off access to public mental health services, and the belief that recovery is an individualized process rather than a standardized "state" to be attained.  Participants also decided against a proposed strategy of pulling individual items or indicators from existing measures of recovery or empowerment.  No existing recovery measure had adequate psychometric testing.  None were viewed as appropriate for adoption or adaptation at a systems level.  Thus, the undertaking became one of identifying general indicators of the recovery process itself and general indicators of recovery-facilitating relationships and service environments.

Participants selected a five member research team, the majority of whom were consumer/ survivors, to design and implement the activities necessary to meet the Project’s aims.  The research team selected Dr. Onken as the Principal Investigator.  Teaming up with the Columbia School of Social Work’s Center for the Study of Social Work Practice, CMHS and the NASMHPD National Research Institute, Dr. Onken and the research team recruited a consortium of additional funders and sponsors.

The research team developed a working definition of mental health recovery, a synergist blending of recovery conceptualizations found in current literature and research.  Specifically, mental health recovery was defined as an ongoing dynamic interactional process between a person’s strengths, vulnerabilities, resources and the environment involving a personal journey of actively self-managing psychiatric disorder while reclaiming, gaining and maintaining a positive sense of self, roles and life beyond the mental health system (in spite of the challenge of psychiatric disability).  It involves learning to approach each day’s challenges, to overcome disabilities, to live independently and to contribute to society and is supported by a foundation based on hope, belief, personal power, respect, connections and self-determination.

The work of the project was designed to evolve through three phases.  Phase One creates grounded theory concerning the phenomenon of recovery and the ways in which the social environment, including the mental health system, impact upon the process.  In Phase Two, the research team creates prototype systems-level performance indicators, derived from the Phase One results, which will assess important elements and processes within mental health systems that facilitate or hold back recovery.  In Phase Three, these recovery performance indicators are pilot tested in participating states.   As noted in the introduction, Phase One has been completed.  The NASMHPD National Technical Assistance Center is planning a September 30 2002 release date for the detailed research report of the Phase One study.  What follows is a summary of methodology and discussion sections of the Phase One report.

Design and Methodology Summary

A qualitative research design was used to capture grassroots consumer/survivor experience concerning what they find hinders or helps their ability to achieve recovery, incorporating a multi-site structured focus group approach (see design flowchart in Appendix B).  The research team identified several assumptions to guide the inquiry (see Appendix C) and posited at the outset five important domains of recovery: resources/basic needs, choices/self-determination, independence, interdependence/connectiveness and hope.  These evolved into the focus group question sets (see Appendix D).  The research team developed a standardized focus group protocol in which all the focus group facilitators were trained.  Each focus group had co-facilitators, at least one of whom was a consumer.

Ten groups were held in nine states to gain knowledge on what helps and what hinders mental health recovery.  The research design incorporated a purposive sampling strategy.  The research team worked with the nine participating SMHAs and encouraged them to attempt to recruit and engage a widely diverse group of participants.  Ultimately 115 consumers/survivors participated and a fair amount of demographic and clinical diversity was achieved (see tables in Appendices E & F).  Thus, the researchers systematically elicited insight and knowledge on mental health recovery from a diverse and broad base of consumer/survivors across the nation.

Each state followed policies and procedures within their respective state for research and evaluation activities and administering informed consent.  (The Phase One study was approved by Office of Mental Health New York State Central Office IRB.)  Participation was voluntary.  Nominal stipends were provided to all those who attended regardless of amount or duration of participation.  In addition, transportation costs and refreshments were provided for all participants.  The focus group proceedings were audio-taped, and the subsequent transcripts were altered to remove participant names and other identifying information.  All information was collected, stored, analyzed and reported in a manner that protected participants’ confidentiality.

The research team used a process of qualitative coding, codebook development, cross coding and recoding to develop a single set of findings across all of the groups.  Raw data included verbatim transcripts of focus groups, written comments provided by participants, and written facilitator notes that primarily concerned the group process.  The research team coded the data using structured content analysis.  Coders notated commonalties, disagreement and gaps within the data, and inductively created an evolving set of critical concepts.  After coding each unique response, the research team compiled the responses thematically first according to questions and second according to emergent themes.  The final set of domains/themes included: basic material resources, self/whole person, hope/sense of meaning & purpose, choice, independence, social relationships, meaningful activities, peer support, formal services and formal service staff.

SMHAs were asked to conduct member checks.  The purpose of the member check was to return to the original focus group participants to ensure that the domains/themes made sense to them, and that they accurately reflect the discussion in the focus group.  Each SMHA mailed out the preliminary report (summary coding) for their state to all their focus group participants.  The mailing was accompanied by a cover letter from the research team that explained the member check process.

All nine SMHAs conducted member checks with their focus group participants regarding the coding report for their respective focus group.  Fifty-nine (51%) of the original focus group members agreed to participate. Thirty-nine of the participants were female (66%).  Participant ages ranged from 29 to 64, with an average age of 49 and standard deviation of 8.

Member check participants read the report of the domains/themes (and corresponding critical concepts and elements) identified in the transcript for their focus group (the initial coding framework).  Each participant was asked if the domains/themes reflected what had been said for each question set.  There were 413 possible responses (59 participants times 7 question sets).  Thirty-two entries were missing.  A “confirmability index” was calculated on the remaining 381 responses to determined the proportion of respondents who agreed that the coding captured the original content.  In 379 responses, participants agreed that the domains/themes reflected what had been said, which represents an agreement rate of 99.47%.

For each focus group question set, each participant was also asked if the domains/themes made sense to them.  Forty entries were missing, 15 of those regarding Question Set Seven.  A “credibility index” was calculated on the remaining 373 responses.  In 360 responses, participants were in agreement that the domains/themes made sense, an agreement rate of 96.5%.

Discussion Summary

While recovery is a deeply personal journey, there are many commonalities in people’s experiences and opinions.  The findings presented are comprehensive.  The research team worked hard to reduce the 1,000 pages of transcript data to a manageable and comprehensive set of domains/themes, however, some of the richness, nuance and personal stories unfortunately were lost in data reduction processes.
A conceptual paradigm for organizing and interpreting the phenomenon of mental health recovery is beginning to emerge from the study findings.  Recovery is facilitated or impeded through the dynamic interplay of many forces that are complex, synergistic and linked.  Recovery is a product of dynamic interaction among characteristics of the individual (the self/ the whole person, hope sense of meaning & purpose), characteristics of the environment (basic material resources, social relationships, meaningful activities, peer support, formal services, formal service staff), and the characteristics of the exchange (hope, choice/empowerment, independence/interdependence).
Within this ecological context, basic material needs require attention - a livable income, safe and decent housing, health care, transportation, a means of communication (e.g., telephone) - move people towards recovery.  Poverty and the lack of basic resources undermine a sense of safety and hold people back in their recovery.

Concurrent with basic material needs people need opportunities and supports to engage in the responsibilities and benefits of citizenship, of membership to community.  Recovery involves a social dimension - a core of active, interdependent social relationships - being connected through families, friends, peers, neighbors and colleagues in mutually supportive and beneficial ways.  Social and personal isolation, poverty, emotional withdrawal, controlling relationships, poor social skills, immigrant status, disabling health and mental health conditions, past trauma, and social stigma impede the recovery journey.

Full citizenship expands beyond social relationships, however.  Participants indicated that recovery is enhanced through engaging in meaningful activities that connect one to the community.  Often this can be achieved through a meaningful job and career, which can provide a sense of identity and mastery.  Participants also identified other options, such as advancing one’s education, volunteering, engaging in group advocacy efforts, and/or being involved in program design and policy level decision-making.  But participants reported that they much more often experienced high rates of unemployment, underemployment, and exploitation.  Training and education opportunities are lacking, benefits have employment disincentives, prejudice and discrimination hamper efforts and individual wishes and decisions are disregarded.

When considering both the basic material needs and citizenship dimensions to recovery, the research term was struck by how generic and universal the responses were to what might be expected from almost any group of North American adults, a compelling belief in the “North American Dream” of economic opportunity, self-sufficiency, liberty and the pursuit of happiness.

The report’s findings support “personhood” as another critical dimension of recovery.  Participants talked about the internal sense of self, inner strivings and their whole being (physical, emotional, mental and spiritual) as affected by and affecting the recovery process.  They described various personal qualities, attitudes and conditions that can help (self reliance, personal resourcefulness, self care, self determination, self advocacy, holistic view) or hinder (not taking personal responsibility, shame, fear, self-loathing, invalidation, disabling health and mental conditions).

The personhood dimension is also about hope, purpose, faith, expectancy, respect and creating meaning.  Participants described how developing a sense of meaning, purpose and spirituality as well as having goals, options, role models, friends, optimism and positive personal experiences support recovery.  Dreams demeaned, pessimistic staff, poor quality services, discounted spirituality, poverty, unwanted and long-term psychiatric hospitalization, and lack of education and information about one’s condition and potential resources destroy hope and act as roadblocks to recovery.  All have powerful negative effects on individuals’ self-concept, esteem and sense of efficacy.  These effects are compounded by mental disorder itself and the associated stigma (internalized and external), prejudice and discrimination.

Believing that recovery is possible and having this belief supported by others (friends, family, peers and staff) helps fuel self-agency (the process of intentionally living one’s life on one’s own accord).  Access to relevant, accurate information becomes critical, as participants want to understand what they are experiencing, they want to be educated and actively participate in making important choices.  It is also important to note that some of the findings seem to indicate that certain cultural affiliations, such as tribal community, may modify the emphasis on self-agency through activating kinship or tribal mores that stress interdependency or living for the good of the larger social unit.

When considering the fullness of the personhood and self-agency dimension to recovery, the research team was again struck by how such findings speak to universal quality of life needs and desires.  Participants’ life journeys began prior to the onset of mental illness and continue after.  Hope advances many participants’ life journeys.  Thus, a holistic focus and positive expectancy (regarding attitudes, beliefs and goals) on one’s own part, on the part of helpers, within families, in the media and in the broader community can move recovery forward.

Empowerment is another critical dimension of recovery.  The goal of empowerment becomes one of people gaining power and control over their lives through access to meaningful choices and the resources to implement those choices.  The findings document the crucial role that choice plays in empowerment.  Having information on, access to and a range of meaningful and useful choices and options fosters recovery.  Participants are empowered when they make the choices regarding where they live, finances, employment, personal living/daily routine, disclosure, who they associate with, self management and treatment.  Individual participants talked about the empowering experience of choosing “how I see myself, my disorder, my situation, my quality of life.”

But for such empowerment to occur, meaningful options must exist and people must have training and support in making choices, and the freedom to take risks and fail.  Too often quality of life choices seemed outside the realistic reach of many participants.  Options are limited, lousy or nonexistent.  Participants recounted service providers, professional and family members and communities that responded through the use of coercion, control, restricted access or involvement, discrimination and stigmatization.

Independence, that is, not being subject to the control of others and not requiring or relying on others, also falls within the empowerment dimension.  Participants expressed it as both a process and goal of recovery.  Independence is achieved through making one’s own choices and decisions, exercising self-determination (such as advanced directives), enjoying basic civil and human rights and freedom, and having a livable income, a car, affordable housing, etc.  Paternalistic responses, lack of respect, involuntary and long-term hospitalizations, stereotyping, labeling, discrimination, the risk of losing what benefits and supports one does have, all undermine independence.  Repeated encounters with such experiences instill fear, lack of confidence, and negative attitudes and beliefs.

Some participants talked of the importance of both independence and interdependence, reaching beyond the goal of independence to that of embracing interdependence.  Interdependence is a term that implies an interconnection or an interrelationship between two entities and is used to describe the linkage of people to people. Seeking independence and interdependence are not mutually exclusive.
One critical example of fostering such interdependence is the referent power opportunities that the mental health self-help and consumer/survivor movement provides.  The need for a large-scale expansion, funding, support and availability of peer services, such as peer support, education, outreach, role models, mentors and advocates was a common theme across all focus groups.  Participants identified the need for alternative services and “experienced experts/peer specialists” employed across all levels of mental health service provision.  Limitations in funding, geographical availability, participation, and leadership development opportunities as well as a lack of transportation, and controlling and mistrustful professionals hinder peer support efforts.

The formal service system, and the professionals and staff employed within it constitute another dimension that impacts recovery.  The research team clearly identified that progress toward recovery can be supported through the formal system.  There was, however, within the data much more "hindering" content regarding formal systems than any other domain.

It is critical to acknowledge that the formal system often hinders recovery, through bureaucratic program guidelines, limited access to services and supports, abusive practices, poor quality services, negative messages, lack of “best practice” program elements, and a too narrow focus on a bio-psychiatric orientation that can actually serve to discount the person’s humanity and ignore other practical, psychological, social, and spiritual human needs.  At the core of such hindering forces is the operationalization of societal’s response to mental illness, that of shame and hopelessness and the need to assert social control over the unknown and uncomfortable.

Many of the findings lend further support to shortcomings already identified within the formal system of care.  Often these hindering influences are the unintentional consequences of procedures implemented by well-meaning authorities in a belief that the practices are in the best interests of patients.  People have basic subsistence needs that “the safety net” does not meet.  Social welfare and mental health programs are fragmented and difficult to access.  People do not want to have to deteriorate in order to receive help, nor do they want to lose vital supports when they make progress toward recovery.  Psychiatric services can be experienced as a means of social control, countering individual efforts of recovery.

The experience of trauma and abuse was also notable across the focus groups.  The impact of the status of the mental health patient comes through in the findings – through the discussion of internalized stigma, the repeated traumatizations by the system, and the historical trauma of past abuse.  The formal service system and many of its personnel largely overlook how responding to and coping with trauma is a central experience of psychiatric disorder and thus fails to incorporate trauma knowledge in existing explanations of, and responses to, mental illness.  Pivotal in creating a trauma sensitive and healing culture of belonging, safety, openness, participation, citizenship and empowerment is the large-scale support of peer services and peer staff, both independent of and integrated into existing service delivery systems.

Another critical change involves the need to return to the basic core of helping - the need for positive helping relationships based on partnership - a “therapeutic alliance.”  People do not want to interact with neutral detached helpers, nor do they want to meet a new professional or paraprofessional each time they seek help.  Opportunity for choice and negotiation in selecting partnership relationships with a doctor, therapist or case manager were strong concerns.  People desire the collaborative development of individual treatment plans with full information on the potential benefits and side effects of medication.  Most people sought to continue to be in charge of their treatment or recovery plans to the maximum degree possible and to exercise choice in all aspects of their lives, sometimes through the use of mental health care proxies or advance directives.  They want to have people care for them and listen to them and empower them.  Respect becomes critical.  The whole focus of the helping relationship should have this value at its core – the actualization of the individual through self-determination and choice.

Implication Summary

The work of Phase One of this project constitutes a rich and complex fabric of findings for use in formulating future research, including the construction of evaluation tools to examine mental health system performance as to how well local and state mental health systems promote or facilitate mental health recovery.  It is clear that the way we configure mental health and social service policies, formal mental health services and the day-to-day informal cultures that exist within programs and systems can serve to either promote or inhibit recovery.  The following are key implications of the findings:

· Since persons are at the core of a dynamic interplay among themselves, other people, the resources available in the environment, and other forces; mental health services must recognize and allow for self agency while bolstering, or at least not undermining, such efforts.  Seeing people as whole persons beyond their labeled identity is integral to recovery.

· A shift to a recovery orientation will require attention to wellness and health promotion, not simply attention to symptom suppression or clinical concerns.  Attention must be paid to basic needs in safe and affordable housing, health care, income, employment, education and social integration.

· A recovery orientation will require close attention to fundamental rights and needs.  Re-orientation away from coercion requires alternative resources as well as training.

· There needs to be a continual evolution in our thinking, and for development of knowledge concerning recovery among diverse communities.  For example, the balance of autonomy and self-reliance versus group or family focus may differ in recovery based on such factors as ethnicity and culture.  Special attention is needed for people who have experienced trauma or who have substance use disorders.

· Resources for re-educating families, consumers, the professions and paraprofessional providers, young people and the public at large on the potential for recovery are called for, and will take significant investment.  Stigma and misinformation must be countered through a variety of strategies (with attention to incorporating active roles for consumer/survivors) and targeted to many audiences.

· Hope and empowerment are critical and their relationship to recovery warrant further research attention.

· True parity of decision-making power and respect through mutual and supportive partnership among consumer/survivors, professionals, administrators and policy makers can become the basis of collaborative efforts to design and implement action strategies that will move North America’s mental health systems toward a recovery orientation.

· Adequate resources are needed to fund and support consumer voice and consumer leadership development.

Several factors contributed to the limitations of this study.  Recruitment limited representation of age, ethnic and cultural diversity.  The recruitment process in all states entailed self-selection and is not fully representative of the population of public mental health system recipients.  The size of the focus groups, which exceeded the optimal, may have somewhat limited individual participant opportunities to share insights and observations. Finally, the focus group methodology limits identification of consensus as well as the themes or domains that are most or least important.

Phase Two Plans

The long-term goal of this research project is the development of a core set of systems-level indicators that measure critical elements and processes of a recovery-facilitating mental health service environment.  In Phase Two of this work, the findings of Phase One are being utilized to comprise a set of prototype performance indicators.  In Phase Three the resulting measure will be piloted tested across multiple sites.

More specifically, in Phase Two the research team is developing consumer self-report survey items and administrative-level indicators, that is, generally Information Management System (IMS) data based indicators, incorporating the findings of the Phase One Report.  The Phase One themes, codebook and findings are providing the foundation for the content and emphasis for the indicators.  The member check priority selection of mental health system themes, the existing literature and other current mental health system performance measurement development efforts will help inform this effort.

The team has reviewed each domain/theme and corresponding branching (i.e., groupings, subgroupings, etc.) in the codebook, referring back to the unique concepts or natural meaning units as reflected in the codebook and Phase One findings for clarification of intent.  They then brainstormed multiple performance indicator statements, a mixture of survey and administrative-level indicators, for each domain/theme.  The team is currently refining and editing the indicator items brainstormed, a process of reaching consensus on wording of the indicators items, eliminating redundancies, and checking the items against the codebook, Phase One findings and the member check priorities to ensure comprehensiveness (sometimes resulting in additional construction of indicator items).

Although the team has abstracted the performance indicator set from the findings and member check results of Phase One, items from existing instruments and evaluation efforts may be applicable.  Once the set of survey and administrative-level indicators is completed, the team anticipates reviewing other current mental health system performance measurement efforts as a further means of refining, editing and developing a full range of recovery-based system level performance indicators.

As each indicator takes shape through revisions and edits, the team will select appropriate response scales (e.g., frequency, agreement or valuation) and identify the source of response.  Consumer self-report is one component, but there are administrative level data sources that can also be tapped when evaluating a system’s performance and responsiveness.  The generated indicators may also lead to identifying and encouraging the development of additional administrative level data sources necessary for evaluating the extent to which mental health systems are fostering recovery.

The team plans to seek key stakeholder review and feedback as to clarity, understandability and priority of the indicators.  The team will conduct a think aloud session with a diverse group of 10 consumer/users.  Each item will be read a loud and participants will share their understanding of what the item is requesting.  The team will note any multiple understandings, misunderstandings and disagreements as to the meaning of a given item, and then work with the participants to refine the item in such as way that its meaning is clear while retaining fidelity to what is intended to be measured.

Once this think aloud process is completed, the research team will proto-test the resulting self-report survey indicator set through a pilot consultation process with 100 consumers/users.  The pilot consultation will yield data allowing for analysis and interpretation of the self-report survey items (e.g., assessing Chronbach’s alpha for internal consistency, etc.), resulting in further refinements and elimination of redundant items.

In conjunction with this consumer/survivor review and feedback process, the team will work with the nine participating State Mental Health Authorities (SMHAs), project sponsors, and the MHSIP Report Card Version 2.0 Workgroup to solicit review and feedback on the performance indicator set.  The organizational level of review (SMHA staff, project sponsors, the MHSIP community, behavioral health care organizations, etc.) should include such elements as significance/relevance and implementation considerations/burden of the self-report survey indicator set and of the individual administrative-level performance indicators.
The resulting set of indicators will be incorporated into a long form stand alone systems-level recovery measure, most likely consisting of a self-report survey and an administrative data level profile.  Performance on the measure is expected to be objective given the multiple sources, reviews and refinements.  It is important to keep in mind that the resulting performance indicators will be inter-related, that is, one aspect of performance (e.g., consumer’s decisions are respected) will not be independent of others (e.g., there are choices in services).  “The reading and interpretation of performance indicators should, therefore, be treated as a system of related measures and never in isolation” (Task Force on the Design of Performance Indicators Derived from the MHSIP Content, 1993, p. 18).

These multi-item measure may be too lengthy for use for those mental health authorities or providers seeking only a few items.  The research team will initiate efforts to select a sub-set of core indicators that will be incorporated into a short form recovery orientation measure for combination with existing performance indicator efforts, such as the Mental Health Report Card initiative, and other quality management initiatives.  It is important to recognize that this selection will be a political process.  Kimmel (1983) reports that “gaming” (distorting data to appear favorably) contributes to the selection process of performance measurement.  The research team will need to contend with this possibility.  Wholey and Hatry (1992) suggest that gaming could be minimized by the creation of realistic expectations, participatory development of performance indicators, implementation of a balanced system of performance indicators, and using performance indicators for comparisons only with comparable programs and consumers.  These conditions are present or have been considered in the design of this project.

Work on Phase Two commenced in June 2002 with a four-day face-to-face meeting of the research team.  It is expected that the activities of Phase Two will be conducted from June 2002 through April 2003, with a targeted release date of May 2003.  The Human Services Research Institute (HSRI) has offered technical assistance with Phase Two activities, assisting in the process of development, refinement and validation.
In Phase Three, the research team proposes that the resulting self-report undergo large-scale pilot testing in interested states.  The research team suggests the consumers be surveyed in adequate numbers to conduct psychometric testing.  Statistical analysis will likely include: a) computing the descriptive statistics for the scale (means, standard deviations, and item-total correlation’s for each item), b) computing Cronbach’s alpha coefficient for the scale as a whole and for each of its subscales for establishing the scale’s internal consistency, c) computing intra-class correlation coefficients for establishing the scale’s test-retest reliability, and d) factor analysis for the assessment of the factorial structure of the theoretical constructs.  In addition, chi-square statistics and ANOVA can be used to examine differences in respondent’s socio-demographic characteristics.  

The Task Force on the Design of Performance Indicators Derived from the MHSIP Content (1993) advises that “carefully crafted decision rules should be developed in advance and applied uniformly in the application and utilization of performance indicator findings” (p. 42).  They specify for example, that high and low performance on any one indicator might be two standard deviations above and below the mean, respectively and a designation of overall high or low performance is high or low results in at least “X” number of indicators (never just one).  In Phase Three, the research team recommends exploring with SMHAs the development and adoption of such standards, possibly in the form of a toolkit.  The team also recommends that a plan be developed for dissemination of the instrument, the results of Phase Three pilot testing, and the corresponding toolkit (if developed).

In addition, if states choose to administer this system-level recovery measure with other instruments, such as a quality of life measure, ANOVA or ANCOVA could be used to examine the relationship between level of individual quality of life and the extent to which the system is promoting or hindering recovery.  The research team also encourages efforts to explore how the system-level recovery measure correlates with the other efforts currently being advanced in recovery theory and measure development.

Conclusion

Recovery can be construed as a paradigm, an organizing construct that can guide the planning and implementation of services and supports with people with severe mental illness.  The outlines of a new paradigm recovery-enhancing system are emerging (see Appendix G).  Such a system is person-oriented, and respects people’s lived experience and expertise.  It promotes choice-making and self-responsibility.  It addresses people’s needs holistically and contends with more than their symptoms.  Such a system meets basic needs and addresses problems in living.  It empowers people to move toward self-management of their condition.  The orientation is one of hope with an emphasis on positive mental health and wellness.  A recovery-oriented system assists people to connect through mutual self-help.  It focuses on positive functioning in a variety of roles, and building or rebuilding positive relationships.

The long-term goal of this research project is the development of a core set of systems-level indicators that measure critical elements and processes of a recovery-facilitating mental health service environment.  The research team is pleased to report that through out this project, it has role modeled the successful incorporation of significant consumer/survivor involvement at every stage.  This effort will continue into Phase Two of this work, where findings of Phase One will be utilized to comprise a set of prototype performance indicators.

The research team believes that this project will have substantial implications in terms of (1) advancing consumer/survivor participation in research and evaluation and (2) fostering recovery-based continual quality improvement within the mental health service sector.  As such, this project will be an invaluable step in the evolution of understanding and advancement of mental health recovery.
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Appendix A: MHSIP Report Card Version 2.0 Proposed Indicators

Indicators with Standardized Definitions Populations Summary

	POPULATIONS

	
	Child/Adol

w/ ED
	Adults w/

SMI
	Adults –

Other
	Elderly w/ SMI
	Elderly –

Other

	Indicator
	

	ACCESS

	Penetration/utilization
	X
	X
	X
	X
	X

	Perception of access
	X
	X
	X
	X
	X

	Participation in Tx planning
	X
	X
	X
	X
	X

	Contact w/in 7 days following discharge
	X
	X
	X
	X
	X

	Appropriateness

	Medication errors
	X
	X
	X
	X
	X

	Seclusion
	X
	X
	
	X
	

	Restraints
	X
	X
	
	X
	

	Active participation in decision making RE: treatment
	X
	X
	X
	X
	X

	Adults receiving ACT
	
	X
	
	X
	

	Adults receiving supported employment
	
	X
	
	X
	

	Adults receiving supported housing
	
	X
	
	X
	

	Adults w/ schizophrenia receiving new generation meds
	
	X
	
	X
	

	Children receiving Multi Systemic Tx
	X
	
	
	
	

	Children receiving therapeutic foster care
	X
	
	
	
	

	Consumers who family members receive Family Psycho-Education
	
	X
	
	X
	

	Adults receiving illness self-management
	
	X
	
	X
	

	Outcomes

	Consumer Perception of Outcomes
	X
	X
	X
	X
	X

	Mortality
	
	X
	
	X
	


Indicators with Multiple Definitions Populations Summary

	POPULATIONS

	
	Child/Adol

w/ ED
	Adults w/

SMI
	Adults –

Other
	Elderly w/ SMI
	Elderly –

Other

	Indicator
	
	
	
	
	

	APPROPRIATENESS

	Employment
	
	
	X
	
	

	% Receiving services in least restrictive setting
	X
	X
	X
	X
	X

	% of persons receiving substance use screening
	X
	X
	X
	X
	X

	OUTCOMES

	Change in living situation
	X
	X
	
	X
	

	Criminal/Juvenile justice systems involvement
	X
	X
	X
	X
	X

	Improved school functioning
	X
	
	
	
	

	Improved functioning
	X
	X
	X
	X
	X

	Psych distress reduction
	X
	X
	X
	X
	X

	Reduced substance use
	X
	
	X
	X
	X


Developmental Indicators Populations Summary

	POPULATIONS

	
	Child/Adol

w/ ED
	Adults w/

SMI
	Adults –

Other
	Elderly w/SMI
	Elderly –

Other

	Indicator
	
	
	
	
	

	ACCESS

	Availability of services
	X
	X
	X
	X
	X

	Availability of info/edu
	X
	X
	X
	X
	X

	APPROPRIATENESS

	Cultural competence
	X
	X
	X
	X
	X

	Safety
	X
	X
	X
	X
	X

	Provider competence
	X
	X
	X
	X
	X

	Access to medication
	X
	X
	X
	X
	

	% Discharged from emergency services
	
	
	
	
	

	% Changing providers during the year
	X
	X
	X
	X
	X

	QUALITY/OUTCOMES

	Recovery
	X
	X
	X
	X
	X


Appendix B: Flowchart of Evolution of Project through Phase One

	Conceptualization and Design


	
	

	
	Convened States and Experts as to Potential Recovery Performance Indicators
	→
	Decision to Focus on System Indicators

	
	↓
	
	

	
	Identified Need for Foundational Research in Grassroots Experience
	→
	Established Research Team

	
	↓
	
	

	
	Research Team Developed Research Design using a Qualitative Grounded Theory Approach
	→
	Incorporated Structured Focus Groups

	
	↓
	
	

	Implementation


	
	

	
	Workgroup Developed Research Protocol and Materials
	→
	Trained Focus Group Facilitators

	
	↓
	
	

	
	States Recruited Focus Group Participants using a Purposive Variability Sample Approach
	→
	Recruited 115 Total Participants

	
	↓
	
	

	
	States and Research Team Members Conducted Ten Focus Groups in Nine States
	→
	Assured Confidentiality and Informed Consent

	
	↓
	
	

	
	States Transcribed Proceedings of Each Focus Group
	→
	Resulted in over 1,000 Pages of Text

	
	↓
	
	

	Data Analysis and Interpretation


	
	

	
	Research Team Members Conducted Preliminary Analysis of Individual Transcripts by Identifying Unique Concepts and Emerging Themes
	→
	Completed Preliminary Individual Transcript Reports

	
	↓
	
	

	
	States Conducted Member Check following Protocol Developed by Workgroup
	→
	Checked Coding Credibility and Prioritized Themes

	
	↓
	
	

	
	Research Team Identified Themes across Transcripts by Protocol Questions and developed Initial Codebook
	→
	Integrated Major Themes across Questions into Revised Codebook

	
	↓
	
	

	
	Research Team Completed Phase One Report
	→
	Synthesized Findings


Appendix C: assumptions

· Recovery from psychiatric disability is an individual process that is, and must remain, based in self-agency.

· Recovery can best be understood through the lived experience of persons with psychiatric disabilities who are in the process of recovery.

· Inadequate knowledge exists on the lived experience of recovery and the factors and processes in the social and physical environment that help or hinder recovery.

· Recovery research should have significant consumer/survivor involvement at every stage, from research design, data collection and data analysis to interpretation and dissemination of findings.  Research should be a partnership; consumers/survivors should not be treated merely as the objects of study.  Recovery research processes should be empowering.

· Consumer/survivor involvement should extend beyond mere tokenism that has unfortunately characterized many efforts in the past.  Consumer/survivor perspectives should be sought beyond those of a few "leading consumers."  There is significant diversity of opinion on recovery and profound diversity within the population.  Recovery paradigm thinking has evolved differently in various regions of the country; recovery means different things to consumers/survivors with differing standpoints and those at different stages of recovery.  A national project should take into account and honor diverse perspectives.

· Formal services may or may not support or influence recovery.  Some people recover without formal services, some people recovery despite the anti-recovery influences of a poor service system, while others attribute recovery, in part, to mental health treatment, helping relationships, rehabilitation and community support services.  An understanding the role that formal helping systems play in recovery must be placed in the context of knowledge of self-agency and other contextual factors that support or hinder recovery.

· Without fundamentally re-conceptualizing the relationship between the individual consumers/survivors and the formal helping system, well intended policy makers risk promulgating a cosmetic initiative of recovery that maintains the dependence of individuals on the system.

· Conceptualization and research regarding mental health recovery is still in its infancy; there is disagreement.  The performance indicators resulting from this project will only be as defensible as are the underlying process followed in the development of these indicators.  Efforts to address reliability and validity are articulated and followed throughout the course of this project.

Appendix D: The focus group Question Sets

Question Set #1:

What resources are important to you to have control in your life?

What helps you get these resources? 

What gets in the way of getting these resources?

Question Set #2:

What choices are important to you to have control in your life?

What helps expands your choices? 

What stands in the way of having choices?

Question Set #3:

How do you, or what helps you, gain independence in your life?   

What gets in the way of gaining independence in your life?

Question Set #4:

How do you, or what helps you, get connected and stay connected to other people?

What gets in the way of getting and staying connected to others?

Question Set #5:

How do you, or what helps you, gain hope in your life?

What gets in the way of gaining hope?

Question Set #6:

How have mental health staff and mental health services helped or hindered you in your life with gaining resources, choices, independence, connections with others, and hope?

Question set #7:

If you were giving advice to the mental health decision-makers in your state, what things would you tell them that they or staff could do to make your life better?

Appendix E: Participant Demographic Characteristics

	
	
	Number
	Percentage of 115

	Sex
	Female
	67
	58%

	
	Male
	44
	38%

	Age
	20-39
	13
	11%

	
	40-49
	53
	46%

	
	50-59
	36
	23%

	
	60 plus
	10
	09%

	Race/Ethnicity
	White
	79
	69%

	
	African-American/Black
	14
	12%

	
	Native American/American Indian
	8
	07%

	
	Hispanic/Latino
	5
	04%

	
	Asian American
	2
	02%

	Primary Language
	English
	110
	96%

	Sexual Orientation
	Heterosexual
	79
	69%

	
	Gay/Lesbian/Bisexual
	7
	06%

	
	Other
	8
	07%

	Community
	Urban
	59
	51%

	
	Rural
	27
	23%

	
	Suburban
	24
	21%

	Education
	High School Degree/GED or Less
	29
	25%

	
	Some College/Tech
	40
	35%

	
	College/Tech Degree
	34
	30%

	
	Graduate Studies
	23
	20%

	Monthly Income
	0-$499
	9
	8%

	
	$500-$999
	31
	27%

	
	$1000-$1999
	32
	28%

	
	$2000 plus
	15
	13%

	Marital Status
	Married
	20
	17%

	
	Divorced/Separated
	48
	42%

	
	Never Married
	34
	30%

	Children
	Have Children
	61
	53%

	Living Situation
	Living Alone
	52
	45%

	
	Living w/ Spouse/Significant Other
	22
	19%

	
	Living w/ Family
	14
	12%

	
	Facility/Boarding/Supervised Living
	7
	06%


Appendix F: Participant Mental Health Related Variables

	
	
	Number
	Percentage of 115

	Ever Received Psychiatric Diagnosis
	Yes
	97
	84%

	
	No
	2
	02%

	Agreed with this Diagnosis
	Yes
	80
	70%

	
	No
	11
	10%

	Ever Diagnosed with Drug or Alcohol Addiction
	Yes
	29
	25%

	
	No
	74
	64%

	Ever Hospitalized for Psychiatric Reasons
	Yes
	84
	73%

	
	No
	19
	17%

	Number of Times Hospitalized
	1-5
	34
	30%

	
	6-10
	24
	21%

	
	More than 10
	14
	12%

	Consumer/Survivor Organization Participation
	Yes
	86
	75%

	
	No
	17
	15%

	Self-Identified Psychiatric Diagnoses (multiple entries)
	Bipolar/Manic Depressive
	42
	37%

	
	Depression
	41
	36%

	
	Schizophrenia
	15
	13%

	
	Posttraumatic Stress Disorder
	14
	12%

	
	Schizoaffective Disorder
	13
	11%

	
	Anxiety
	8
	07%

	
	Borderline
	7
	06%

	
	Obsessive-Compulsive Disorder
	6
	05%

	
	Other
	19
	17%


Appendix G: Chronicity versus Recovery Paradigms

	The Chronicity Paradigm


	The Emerging Recovery Paradigm



	Diagnostic groupings; “Case”; Lumped and labeled as “chronics”/ SPMI/ CMI 
	Unique identity; Person orientated; Person First Language

	Pessimistic Prognosis; “Broken Brain”
	Hope and Realistic Optimism 

	Pathology/ Deficits; Vulnerabilities are Emphasized; Problem-Orientation 
	Strengths/ Hardiness/ Resilience;

Self-Righting Capacities Emphasized

	Fragmented Biological/ Psychosocial/ Oppression Models
	Integrated Bio-Psycho-Social-Spiritual Holism; Life-context

	Professional Assessment of “Best Interests” and Needs/ Paternalism
	Self-Definition of Needs and Goals/ Voice/

Consumer-Driven/ Self-determination

	Professional Control/ Expert Services


	Self-Help/ Experiential Wisdom/ Mutuality/

Self-Care/ Partnering with Professionals

	Power Over/ Coercion/ Force/ Compliance
	Empowerment/ Choice

	Reliance on Formal Supports or “Independence” 
	Emphasis on Natural Supports;

Interdependency

	Social Segregation;

Formal Program Settings;

Deviancy-Amplifying Artificial Settings
	Community Integration; “Real Life” Niches; Access & Reasonable Accommodation to Natural Community Resources/ In Vivo Services and Supports

	Maintenance/ Stabilization;

Risk-Avoidance
	Active Growth/ New Skills & Knowledge/ Dignity of Risk

	Patient/ Client/ Consumer Role 
	Normative Roles/ Natural Life Rhythms

	Resource Limitations/ Poverty
	Asset building/ Opportunities

	Helplessness/ Passivity/ Adaptive Dependency 
	Self-Efficacy/ Self-Sufficiency/

Self-Reliance


� The term recovery is used to acknowledge that people can successfully contend with severe and persistent psychiatric disorders, function well and create positive lives.


� The Mental Health Statistics Improvement Program is a community of people who share the belief that improvements in mental health services can occur when decision-makers--be they service providers, those who pay for services, or those who receive them--make rational decisions based on objective, reliable and comparable information about those services.  The MHSIP community develops rules for collecting mental health data, advises the federal government on data issues, and develops and implements projects to improve mental health data nationwide.  Its mission: to foster and enhance the quality and scope of information for decisions that will improve the quality of life and recovery of people with mental illness.


� The Experience of Care and Health Outcomes Survey (ECHO) is designed to collect consumer's ratings of their behavioral health treatment.  The ECHO contains items assessing consumer experience with specialty behavioral health care, including mental health, alcohol and drug, and other substance abuse services.


� This document represents preliminary recommendations of the workgroup and is not intended for distribution.





