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Purpose and Goals

This project was supported by the North Carolina Council on Developmental Disabilities in order to:

· Explore the ways in which the aims and objectives of the MH/DD/SA reform in the state can be measured and communicated to policy makers and stakeholders

· Develop a framework for using performance information that will be useful to consumer and citizen advisory committees around the state

· Suggest some priority indicators that can be used to develop an initial assessment of progress toward reform.

Measuring Reform:  Some Key Domains and Indicators
The following matrix provides a suggested set of indicators and measures that can be used in North Carolina to assess the performance of the state’s mental health, developmental disability and substance abuse system – particularly as it relates to the recent MH/DD/SA reform legislation.  This important statute has created significant change in the state and, as a consequence, has heightened the need to mark progress toward the goals of the legislation.
Method
To provide a template for the measurement of progress toward reform, the consultants first determined what the major goals of the reform were as reflected in statutory language.  This review was augmented by a review of the state’s strategic plan, State Blueprint for Change, 2004, and the expectations set out in relevant federal funding and block grant programs.  The review of federal policy included specific requirements in the Mental Health Block Grant, the Substance Abuse Block Grant, and the revised expectations surrounding the federal Medicaid Home and Community Based Waiver (i.e., the Quality Framework developed by the Centers for Medicare and Medicaid Services). The review yielded the following broad domains of policy that were directly linked to the aspirations in the state statute as well as to the federal context within which the state operates. 
· Access to Services

· Consumer Focused Outcomes

· Individualized Planning and Supports

· Promotion of Evidence Based and Promising Practices

· Quality Management Systems
· Rights and Respect
· Stakeholder Involvement in Governance

· System Efficiency and Effectiveness

· Prevention and Early Intervention

Once the domains were identified, the consultants developed indicators for each.  The indicators again were drawn from a variety of federal and state sources.  It should be noted that there are many more indicators that could be included in these domains but the consultants were interested in presenting a manageable number that captured some of the major areas of performance.  To further elaborate on the domains and indicators, the consultants developed one or more measures by which accomplishment of the indicator could be assessed.  Again these measures were drawn from commonly used data requirements.

Finally, for each indicator, the matrix identifies the specific national standards/data sources as well as correlations with performance indicators (measurable) and aspirations or goals found in the Mental Health Reform and/or the State Plan Blueprint for Change: 2004.
The following state and federal acronyms are used to describe specific data sources:
National Terms:
MHSIP is shorthand for a number of SAMHSA-generated mental health outcome measurement activities – many are specifically included inn the MHSIP Quality Report – 2005  
NOMS refers to the SAMHSA National Outcome Measures for Substance Abuse and Mental Illness

CMS Quality Framework refers to the Home and Community Based Waiver quality management requirements set forward recently by the Centers for Medicare and Medicaid Services (and included in the newest version of the waiver application for all covered populations)

NCI refers to the National Core Indicators -- a project of the Human Services Research Institute and the National Association of State Directors of Developmental Disabilities Services -- that encompasses data collection in 25 states including North Carolina.  Data collection includes a consumer and family survey, as well as a staff turnover, and provider board survey.  The State of North Carolina is an NCI state, but is only collecting data through the consumer and family surveys.  Where NCI is included as a data source for a particular indicator in North Carolina, we indicate if data is not being collected currently.
State Terms:

NC-TOPPs is the North Carolina Treatment Outcomes and Programs Performance System.  Included in NC-TOPPs are 3 functional scales:  the Addiction Severity Scale (ASI), the Global Assessment of Functioning (GAF), and the Child and Adolescent Functional Assessment Scale (CAFAS); 

MMIS is the Medicaid Management Information System; 

IPRS refers to the state claims database for non-Medicaid claims - - this is being integrated with the new MMIS system

CDW is the Client Data Warehouse; 

LME refers to Local Management Entity

The final column of the matrix, below, includes an overview of possible – but hardly exhaustive – sources of data for many of the indicators.  The analysis is not meant to represent an exhaustive review of the state’s data collection efforts but rather is meant to be suggestive.  The State of North Carolina is clearly collecting a great deal of important information and data on various aspects of the system.  It is hoped that the matrix below will suggest some ways in which this data can be used in an intentional and systematic fashion to illuminate the performance of the system across populations, geographic areas and components of the system.  The ultimate aim should be to make the quality of the system transparent and access to quality information available to all system stakeholders in an easily understandable and accessible fashion.

Domains and Measures that Align with North Carolina Reform and National Objectives
	Domains and Performance Indicators
	Specific Measures
	Crosswalk with National Standards
	North Carolina Objectives and/or Goals
	NC Data

	Access to Services



	People obtain services they want and choose easily and quickly
	Elapsed time between service request and service initiation

Proportion of people who report that services are convenient geographically

Proportion of people who report that services are physically accessible
	MHSIP

CMS Framework
NOMS
	Choice of service and provider: MH reform
	LME access reports; some indicators of choice in the consumer outcomes portion of NC-TOPPS

	People have service options to choose from
	Proportion of services and supports that reflect best and promising practice

Proportion of individuals who indicate that they received information needed to make choices among HCBS and institutional services
	CMS Framework
	MH/DD/SA Reform
2004 Blueprint for Change
	LME administrative reports

	People with needs enter the system
	Penetration rates at the state and LME level
	NOMS – penetration/treatment rates

NCI
	None identified
	Could be generated from CDW

NCI (not in NC)

	Consumer Focused Outcomes

	People have jobs
	Hours per month worked

Wages from employment
Length of time in current job
	NCI
MHSIP

NOMS
	None identified
	NC-TOPPS–employment status (doesn’t include wages
NCI



	People chose where and with whom they live
	Proportion of people who report that they chose where they live
Proportion of people who report that they chose with whom they live
	NCI
MHSIP
	Choice is key MH reform objective
	NC-TOPPS
NCI

	People have housing
	Proportion of people who report that they have affordable housing

Proportion of people who report that they have right of tenancy; 
Proportion of people who report that services are not required as condition of tenancy
	SAMHSA System Transformation objectives
NOMS
MHSIP
	NC has CMS system change grant for MH housing development
	NC-TOPPS – including choice/control
NC-TOPPS - - living arrangement – where and with whom 

	People are participants in their communities
	Proportion of people who report that they participate in community activities


	NCI

MHSIP
	DMHDDSAS COI Objective
	NC-TOPPS (MR/DD)

NCI

	People have friends and social connections
	Proportion of people who report that they have friends who are not paid to be with them

Proportion of people who report that they are lonely
	NCI

MHSHIP

NOMS
	COI Objective
	NCI

	People have transportation to get where they want to go
	Proportion of people who report that they have transportation to them where they want to go
	NCI
	None identified
	NCI

	People are satisfied with the services and supports they receive
	Proportion of people and families who report that they get the services that they need
	NCI
CMS Quality Framework MHSIP; NOMS


	COI Objective
	LME Performance reports re: standard consumer satisfaction surveys for MH/SA

	People are supported to manage their own services and supports
	Proportion of families and individuals with disabilities who report that they have the information they need to make informed choices


	NCI

	Choice is key MH reform objective
	NCI


	Consumer health status and quality of life
	Consumer self-report 
Proportion of people who report that they have received a dental 

exam in the past 6 months

Proportion of people who report that they have received a physical exam in the past year


	MHSIP

NCI

	Ability to function and symptom reduction are COI objectives
	NC-TOPPS (MR/DD)

GAF/CAFAS

NC-TOPPS

NCI

	Consumer level of functioning
	Proportion of people who have received a standardized level of functioning assessment
	CMS Quality Framework
	COI Objective
	NCTOPPS – GAF CAFAS 

	Individualized Planning and Supports


	People are actively involved in planning their services and supports
	Proportion of people who report that they were present and involved in their individual plan
	NCI
CMS Quality Framework
MHSIP
	None identified
	NC-TOPPS
NCI


	Individual funds are protected
	Proportion of individuals who report that they control their funds
Proportion of providers audits that indicate that individual funds are safeguarded
	NCI
CMS Quality Framework
	None identified
	(Control of funds included in NC-TOPPS for MR/DD)

	Individuals receive services based on their needs and preferences
	Proportion of people and families who report that services/ supports are consistent with their needs/preferences
Proportion of plans reviewed that indicate that services and supports are consistent with individual needs/preferences
	NCI
MHSIP
CMS Quality Framework
	2004 Blueprint for Change
	NC-TOPPS
NCI



	Information and support are available to individuals to help them make informed decisions
	Proportion of individuals and families reporting that informa-tion and support are available to make informed service decisions
	CMS Quality Framework
MHSIP

NCI
	None identified
	NCI

	Promotion of Evidence Based and Promising Practices


	People receive evidence
based practices
	Proportion of individuals whose service plans indicate that they are receiving services based on evidence based practices
	SAMHSA System Transformation
NOMS
	MH/DD/SA Reform
2004 Blueprint for Change
	Could be derived from LME administrative reports and IPRS and Medicaid claims files

	People receive documented promising practices if evidence based  practices are not available/applicable
	Proportion of individuals whose service plans indicate that they are receiving services that correspond with promising practices
	SAMHSA System Transformation
	MH/DD/SA Reform
	Could be derived from LME administrative reports,IPRS/Medicaid claims files

	Quality Management System


	Each person’s plan addresses his or her needs and choices as described in a uniform assessment
	Proportion of individual plans that include services and supports that match assessed needs
	CMS Quality Framework
	None identified
	Review of individual plans


	Changes in individual needs and choices trigger timely changes in the individual’s plan
	Average lapsed time between notification of a change in participant status and realignment of services
	CMS Quality Framework
	None identified
	Review of individual plans

	Services and supports are furnished in accordance with the individual’s plan
	Proportion of people who are receiving services and supports outlined in the service plans
	CMS Quality Framework
	None identified
	Review of individual plans

	Individual well-being and the achievement of planned goals are monitored on a systematic basis
	Proportion of individuals who are achieving goals outlined in their plans
Proportion of people who report that their personal goals are achieved
	CMS Quality Framework
	None identified
	Review of individuals plans

	The system shares information about quality with consumers and other stakeholders
	The presence of annual quality management reports that outline the achievement of key performance indicators
	CMS Quality Framework
	2004 Blueprint for Change
	LME administrative reports

	The system identifies and shares evidence based and promising practices
	Proportion of services and supports that reflect evidence-based and promising practices
	None identified
	2004 Blueprint for Change 
	LME administrative reports

	The system tracks and trends information to assess health and safety risks
	The presence of aggregated reports that track critical health and safety issues
The presence of evidence showing that trends are translated into system change
	MHSIP (track medication errors)
CMS Quality Framework

CMS Quality Framework
	2004 Blueprint for Change
	LME administrative reports

	The state has a quality improvement process that includes analysis of data, the development of benchmarks and the initiation of improvements to service policies and practice guidelines
	There is a quality management plan that includes of discovery methods, remediation process and improvement protocol
The state has practice guidelines 
	CMS Quality Framework
	2004 Blueprint for
Change
	None identified

	The system ensures the financial integrity and viability of the system of services and supports
	There are audit processes in place at all levels of the system
Audit findings are used to carry out sanctions when necessary


	CMS Quality Framework
	2004 Blueprint for Change
	None identified

	Information about program quality and effectiveness are integrated across quality management components
	The state has a quality management committee that reviews, on a periodic basis, information on quality from all relevant sources
	CMS Quality Framework
	2004 Blueprint for Change
	None identified

	Rights and Respect

	
	
	
	

	People’s privacy is respected
	Proportion of people who report that their privacy is respected
	NCI
	None identified
	NCI

	People are supported to exercise their civil rights
	Proportion of people who report that they exercise civil rights including voting, marrying, etc.
	NCI
	None identified
	NCI

	People are informed about their due process, grievance and other rights
	Proportion of people who report that they have been informed about the due process and grievance rights

	CMS Quality Framework
	2004 Blueprint for Change
	LME administrative reports

	Individuals are free from restraints
	Proportion of people who are subjects of restraint compared to all individuals receiving services and supports
	CMS Quality Framework
	None identified
	NCI (not in NC)

	Grievances and complaints are resolved in a timely fashion
	Average elapsed time between the filing of a grievance and resolution
	CMS Quality Framework
	2004 Blueprint for Change
	LME administrative reports

	Guardianship and other surrogate decision making are considered only after other less intrusive methods are explored
	Proportion of people with guardians compared to all individuals receiving services and supports
	None identified
	None identified
	None identified

	Stakeholder Involvement and Governance
	
	
	
	

	Consumers and families are fully represented in governance boards
	Percentage of primary consumers and families on LME and provider governance boards
	NCI
	MH/DD/SA Reform

	LME administrative reports
NCI (not in NC)

	Consumer/family Advisory Committees are active and effective in each service area
	CFAC input on local planning, local quality management, local consumer representation, etc.
	None identified
	MH/DD/SA Reform
2004 Blueprint for Change
	LME administrative reports


	Local government officials are actively involved in system governance
	Percentage of local elected officials on LME and provider governance boards; local official satisfaction surveys

	None identified
	MH/DD/SA Reform
2004 Blueprint for Change
	None identified


	System Efficiency and Effectiveness
	
	
	
	

	System resources are spent on evidence based and promising practices
	Percentage of total funds spent according to evidence based practices or related practice guidelines
	Mental Health Block Grant
	MH/DD/SA Reform
Blueprint for Change 2004
	Could be derived from MMIS and IPRS claims files

	The proportion of system funding spent on direct services to priority consumers exceeds 85%
	Medical loss ratio
	Mental Health Block Grant
	None identified
	None identified

	The relationship between expenditures for services and positive outcomes for consumers is consistently measured and documented
	Analysis of changes in consumer status on individualized outcome measures per input of system resources ($)
	NCI (re: consumer outcomes)
	State Plan - 2004
	Could be derived from correlation of NC-TOPPS, NCI (not in NCand NC-TOPPS data with MMIS and IPRS claims data

	Prevention and Early Intervention

	
	
	
	

	The system provides regular community outreach and education
	Proportion of people who report that they are informed about services and supports
	MHSIP
	None identified
	None identified


	People receive extensive individualized information and support related to managing their own illness or disability
	Proportion of individuals whose plans include advance planning directives
	None identified
	None identified
	None identified


	Services and supports are designed to encourage and support recovery, self sufficiency, resilience and independence
	Consumer self report of choice, hope, empowerment, etc. – related to consumer outcome measures
	MHSIP
	None identified
	Consumer satisfaction surveys, LME administrative reports, some data possible from COI

	Uniform screening and assessment processes identify co-occurring disorders or co-morbid health issues, and service plans address these issues in an integrated fashion
	Quality management reviews
	MHSIP
	None identified
	None identified


Initial Set of Priority Indicators
From the above matrix of performance domains and indicators it is possible to identify a short list of indicators that are feasible to measure, interpret and report, and that will give a reasonably complete picture of how well system reform is proceeding in North Carolina.  The following table shows the short list of performance indicators that we recommend officials in the state begin to track.  This will make is possible to assess the degree to which MH/DD/SA reform is meeting consumer-focused as well as policy-driven standards.  The benchmarks listed come from a variety of different national and state sources (e.g., managed care standards, etc.)
It is important to note that the recommended short list of 20 indicators can and should be measured for each age and disability group and in all areas of the state.  This will allow for comparisons across LMEs and to track aggregate state performance.  It will also assist local and state officials to gauge the differential effects of system changes on different target populations.   
	Domain/Indicator
	Rationale
	National Reference
	Data Source
	Benchmark/Standard

	Access

· Penetration rates


	Indicates the degree to which defined priority service populations are accessing and receiving services – can be measured and reported for defined sub-populations and by County, LME and statewide
	MHSIP

NOMS
	IPRS

MA Claims
	10% of MA enrollees receive MH or SA services

1% of population. receive MRDD services

1% of pop receive adult MH services

2.5% of child/youth pop receive MH services

.25% of pop receive SA services

	Consumer outcomes

· Hours worked

· Affordable independent housing


	Indicates that the system of services and supports provided to priority consumers is actually producing the results that consumers and families desire and that consumer self-sufficiency and independence is increasing across all systems of care
	NCI

MHSIP

NOMS
	NC-TOPPS

CDW

Self report 
	20% of adult consumers are employed at least 20 hours per week

The number of adult consumers employed at least 20 hours per week increases by 5% per year

95% of adult MH or SA consumers have affordable independent housing

30% of MRDD consumers have affordable independent housing

90% of all consumers report choice and satisfaction with housing


	Domain/Indicator
	Rationale
	National Reference
	Data Source
	Benchmark/Standard

	Individualized Planning and Supports

· Number with Person-Centered Plans
· Self report of participation


	Indicates that consumers and families are exercising choice and control of their service plans, that individual service plans reflect the desires and choices of consumers and families, and that services delivered are directly matched with the needs and choices of consumers and families.
	NCI
MHSIP
CMS Quality Framework
	Consumer survey

LME Management reports
	90% of all enrolled consumers receiving on-going services and supports have a person centered plan

90% of consumers and families report that they were active and informed participants in developing their person centered plans

	Promotion of Promising or Evidence-Based Practices
Proportion of people receiving promising and/or evidence based practices
· Self direction under CAP (MR/DD)
· Assertive Community Treatment (MH)
· Community Support Programs (MH/SA)
· Supported employment (

· Integrated co-occurring
services (MH/SA)
· Intensive Outpt. Prog
· Admin.of proven meds
	Indicates that consumers are able to access service modalities that have been proven effective in producing positive results.
	SAMHSA System Transformation

NOMS

NCI


	IPRS 

MMIS
	20% of all consumers receive at least 1 evidence-based service modality or practice

The proportion of consumers receiving evidence based/promising practices increases by 10% per year until at least 80% of consumers are receiving evidence based practices


	Domain/Indicator
	Rationale
	National Reference
	Data Source
	Benchmark/Standard

	Quality Management Systems

Track, trend and report health and safety data

· Deaths

· Medication errors

· Seclusion-restraint
	Indicates the degree to which the system at the LME and state levels identifies and addresses possible adverse events or effects for consumers and their families.
	CMS Quality Framework

NCI (not collected by NC)
	LME and state administrative reports
	Once baseline measures are established for these indicators, the target would be to reduce adverse events by a minimum of 5% per year for each indicator

	Rights and Respect 

· Report grievances and appeals

	Indicates that consumers and families exercise their right to file appeals and grievances, and that they are satisfied that the process produces favorable results.
	NCI

NOMS
MHSIP

CMS Quality Framework
	LME and state administrative reports

Consumer and family self report
	95% of grievances and appeals are resolved within the defined time frames

Consumers and families report being informed of their right to file grievances and appeals, and report satisfaction with the results

	Stakeholder Involvement and Governance

· CFAC consumer-family membership proportion


	Indicates that the system is assuring consumers and families have opportunities to participate in system governance, planning and operations.
	MHSIP

NCI
	LME and DMHDDSAS administrative reports
	Each LME CFAC and the state CFAC has active membership of > 50% consumers and families


	Domain/Indicator
	Rationale
	National Reference
	Data Source
	Benchmark/Standard

	System Efficiency and Effectiveness

· Proportion of funds spent on evidence-based practices


	Indicates the degree to which public system resources are being spent on evidence based practices as opposed to other service modalities.
	NOMS
	IPRS

MA Claims files
	Need to establish current baseline, then measure 10% - 15% change towards best practice funding each year (includes both current baseline funding and any new service funding)

	Prevention and Early Intervention

· Self report of information for choices/self direction

· Self report of hope, empowerment, choice, control
	Indicated the degree to which the system is facilitating and supporting consumer and family self-direction, recovery and resiliency, all of which can result in reduced reliance on services and prevention of recurring episodes of acute or intensive care or crisis management, housing destabilization, etc.
	POMS

NCI

MHSIP
	Consumer survey
	90% of consumers/families report being given sufficient information to make choices and to direct service provision.

80% of consumers report increased hope/choice/control each year.


Analysis and Reporting of Performance Indicators

There are two suggested methods for displaying information related to the priority indicators outlined above.  The first method is to create a “Performance Dashboard” that displays summary analysis of quantitative information.  The indicators from the above list that are amenable to constructing a performance dashboard are:

1. Proportion of priority consumers served (penetration rates)

2. Employment and housing outcomes

3. Proportion of consumers receiving evidence based practices

4. Dollars spent on evidence based practices

The second method for displaying and reporting information is a narrative report with a standardized format.  This approach works best with qualitative or process related information that cannot readily be interpreted purely in chart format or requires more detailed explanation to understand the meaning of the indicators.  The performance indicators from the recommended list that fit best into a narrative report format are:

1. Person centered plans and consumer report of participation in person centered planning

2. Tracking and trending quality management information

3. Reports of grievances and appeals

4. Consumer and family involvement in CFAC

5. Consumer report of information for self-direction of services

6. Consumer report of choice, empowerment, hope, etc.

The Performance Dashboard

Many state and local jurisdictions are now using performance dashboards as an easy way to communicate complex performance data to a wide audience of stakeholders.  Dashboards provide specific answers to the most important questions about how the service system is changing, and how well the system is performing relative to identified performance targets.  
Below is one example of a dashboard report on penetration rates (indicator # 1 above).  The graphic displays answer the specific question: How well is the system doing assuring access of priority consumers to the public service system?
Simulated Data

Note:  All examples in the following graphs are totally and completely made up - -there is no real data or actual analysis - -the tables and graphs are displayed just to give examples of how performance indicators could used to create a routinely published dashboard report.

Performance Dashboard for Statewide Access Rates
(Mock-Up)

[image: image1]
Access standards (penetration rates)

It is important to remember that the information displayed in a “dashboard” is intended to be interpreted and used for action planning and decision-making.  It is not there just for the sake of reporting data or meeting external requirements for funding and regulatory sources.  Thus, it is essential to look at the dashboard and understand the story it is telling.  In the example above (remember - -this is not real data!), part of the story being told is that the MRDD system is very close to meeting its targets for enrolling priority MRDD consumers.  However, in the example the adult substance abuse system is quite far from meeting its targets, and so is the adult mental health system.  It is very important to remember that this type of information does not mean that the MRDD part of the system is “good” and that the adult SA and MH systems are “bad”.  It just means that there is a difference, and that parts of the system vary more than others from the target benchmarks or standards for a given indicator.  

The first question to ask is: why is there a difference?  What are the factors that explain why it is difficult to reach out to enroll adult SA and MH consumers, while it appears to be less difficult to reach MRDD consumers?  

The second question to ask is: how can we do better?  The purpose of performance measurement is not to punish people or organizations, but rather to identify ways to correct whatever problems in the system are preventing performance targets from being met.  So, when policy makers and stakeholders look at the above example, theyt can easily see that no more resources need to be put into enrolling youth in substance abuse programs, but substantial attention and perhaps resources need to be dedicated to enrolling more adult substance abuse and mental health consumers.  
The next two graphs provide examples (again, with simulated data) show how dashboard information can be used to measure progress towards meeting performance targets.  The first graph shows the degree to which each (fictional) LME is meeting access standards for its own area.  The second graph shows the rate of change towards or away from the access targets for each (fictional) LME.  Looking at LME “V”, for example, we see that it is already below the access target, and between 2005 and 2005 fell even further behind the access targets.  This data would tend to suggest a policy-driven, quality improvement strategy designed to reverse this trend and to move closer over time to the access targets.  Conversely (fictional) LME “T” is shown to be slightly below the access targets, but also to have been moving in the correct direction towards meeting the targets.  A quality improvement intervention for this LME is likely to be different that it would be for LME “V”.
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[image: image3.emf]Change in penetration Rates: 2005 to 2006
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Use of Promising and Evidence Based Practices
The next three graphs address the (simulated) performance of (fictional) LMEs with regard to best practice services.  The first graph below shows the proportion of enrolled consumers at each LME receiving best practice services, and the proportion of dollars each LME is using for best practice services.  From the graph it can be seen, for example, that fictional LME “H” has less than 20% of its enrolled consumers receiving promising or evidence based practices services, and only a little more than 10% of its resources spent on best practice services.  By contrast, fictional LME “J” has over 90% of its consumers receiving best practice services, and 80% of its resources being spent on best practice services.

The next two graphs show the degree to which the LMEs are increasing (or decreasing) the number of consumers receiving best practice services and increasing (or decreasing) the amount of total funds on best practice services.  Taken together, these graphs can assist policy makers, funders and other stakeholder to assess the degree to which best practice service modalities are receiving dollar investments and reaching priority consumers.  They can also assist to identify areas in which quality improvement strategies may be necessary to improve performance.  For example, fictional LME “O” is shown to be relatively low in the number of consumers receiving best practice services and in the amount of dollars spent on best practice services.  However, LME “O” is also shown to be among the highest LMEs in the amount of increase in consumers receiving promising or evidence based practices and dollars spent on best practice services.  This, it can be expected that next year LME “O” should look a lot better than they did this year on the best practice clients serves and dollars spent indicators.  
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[image: image6.emf]Percent Change in Dollars Spent on Best Practices: 2005 to 2006
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Consumer-focused outcomes

The next two graphs display information on consumer focused outcomes, which is perhaps the most important aspect of the performance dashboard.  Certainly, the primary objective of mental health/developmental disabilities/substance abuse system reform is to improve consumer-focused outcomes including and employment and housing – outcomes that are most frequently sought by consumer of services and their families.  The two graphs are just two (simulated) examples of how consumer outcome data might be tracked and reported.
The first graph below shows the increase (or decrease) in the percent of enrolled consumers who are employed.  This graph does not relate employment to a target number or benchmark, but rather displays changes in the employment status of consumers for each (fictional) LME.  In LME “P”, the made up data shows a decrease in employment of 15%.  However, it does not say whether LME “P” was already high or low in the employment status of its consumers.  LME “P” seems to be going the wrong direction, but it would also be important to know whether LME “P” started from a point way above the target standard for consumer employment, or a point already below the standard.
The second graph displays the (simulated) percentage of consumers living in independent housing by LME.  This graph displays “point in time” information that can be compared with the target or benchmark regarding the proportion of consumer that secured independent living, but does not show whether the LMEs are increasing or decreasing the percentage of consumers in independent living situations.  In fact, the dashboard ultimately adopted by North Carolina to track consumer outcomes should probably report both point in time data related to specific targets or benchmarks, and also “rate of change” data that shows how much the state and the LMEs are moving towards or away from the desired performance standards.
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The Narrative Report

In addition to the above data dashboard reports, all performance information should be included in an annual narrative report.  The dashboard information displayed above is important for performance tracking, and provides both snapshots and early warning signals related to key indicators of performance.  But the dashboard model by itself is the beginning rather than the end of the process.  The most important aspect of performance measurement is analysis and interpretation.  The narrative report provides more detailed and in-depth discussion of trends and changes in status identified in the data.  For example, the narrative report would highlight changes from year to year: how much access for each age and disability group improved from the baseline measure; how close to the target benchmarks that state has gotten with regard to best practice services; how much consumer outcomes have improved since last year, etc.  More importantly, the narrative report will interpret the information: why did the changes happen? What were the causes of variations in the rates of change among the LMEs? What were the external forces that influenced the ability of the reform process to deliver positive outcomes?  
The narrative report is also the place to display and interpret qualitative or process-related information critical to understanding the progress being attained (or not being attained) under MH/DD/SA system reform.  As noted earlier in this report, six of the recommended performance indicators are not amenable to a “dashboard” type summary, but can be better included in a narrative report format.  These recommended indicators include:

1. Person centered plans and consumer report of participation in person centered planning

2. Tracking and trending quality management information

3. Reports of grievances and appeals

4. Consumer and family involvement in CFAC

5. Consumer report of information for self-direction of services

6. Consumer report of choice, empowerment, hope, etc.

Tracking and interpreting these indicators in a narrative report does not mean that there is no data to present.  For example, with regard to person-centered plans, it will be possible to document how many consumers have person centered plans; how that has changed from the baseline or previous year; and also how much consumers perceive they are involved in their own person-centered planning.  Table AAA below provides an example of how this information might be presented (as with all mock-up data tables, the information in this example is completely fictional).
Table AAA
Person Centered Planning in North Carolina: 2006

(All data in red are simulated to provide an example of reporting information related to person centered planning) 
	Age/Disability

Category
	Percent with Person Centered Plans
	Increase (Decrease) from Last Year
	Percent satisfied with involvement in PCP
	Increase (Decrease) from Last Year

	Youth MRDD
	100%
	0.00%
	95%
	5%

	Adult MRDD
	90%
	5%
	90%
	10%

	Youth SA
	10%
	(25%)
	50%
	(33%)

	Adult SA
	30%
	33%
	50%
	25%

	Youth MH
	75%
	25%
	75%
	0.00%

	Adult MH
	60%
	(20%)
	50%
	(25%)

	Total: all consumers (weighted average)
	66%
	10%
	85%
	0.00%


Having an individualized person centered plan, and participating actively in one’s person centered planning, is a goal for all consumers.  The number of consumers participating in person centered planning is one major indicator of quality and effectiveness in a public system of care.  It is also a surrogate measure for the ability of the system to accurately link specific services to specialized consumer needs and choices, and the ability of the system to deliver best practice service models known to be effective meeting certain identified needs among consumers.  
Thus, one opportunity presented by the annual narrative report is to begin analyzing and interpreting person-centered planning information in the context of other data being collected.  For example, one might look a data from the performance dashboard on consumers receiving best practice services and consumers attaining positive outcomes, and then analyze the degree to which the presence of person centered plans and satisfaction with the PCP process correlates with these other indicators.  Conducting this type of multi-indicator analysis assists both the state and the LMEs to design specific quality improvement strategies to move the system reform in the desired direction.
This is just one example of the power of analysis and interpretation when sufficient data is available to look at a given performance issue from a variety of perspectives.
Another important characteristic of the annual narrative report is that it can bring in data from other sources to enrich the analysis of trends in the system.  For example, monitoring a quality indicator such as death rates is an important indicator of quality in the system.  However, this information has greater meaning if viewed in the context of age-adjusted death rates in the wider North Carolina Community.  The real question is whether death rates among enrolled consumers are higher or lower than death rates of the general population.  Table BBB below provides an example (again, with simulated data) of this type of analysis.

Table BBB

Death Rates for Enrolled Adult Consumers in North Carolina: 2006

	Adult Disability Group
	Death Rate per 1,000 Consumers
	Age adjusted death rate for the general population
	Variance

	MRDD
	.0056
	.0066
	(15%)

	SA
	NA
	NA
	NA

	MH
	.0080
	.0066
	25%


The narrative report can also explore indicators of quality and system effectiveness such as grievances and appeals.  The rate of grievances and appeals is important, as is the timeliness of resolution.  These (simulated) data can be presented in a Table format, as shown in the example below:
Table CCC

Grievances and Appeals in the MHDDSAS System: 2006

	
	Number Filed
	Percent change from 2005
	Average time to resolution
	Percent resolved in consumer’s favor
	Percent sent to higher level for resolution

	Appeals
	1000
	25%
	21 days
	25%
	10%

	Grievances
	2000
	(10%)
	7 days
	85%
	5%


In the narrative report it will also be important to look behind these numbers to understand what the grievances and appeals mean for the system.  For example, the report might analyze:
· What proportion of appeals was directly related to denials of eligibility versus what proportion was related to denials of services?

· What were the five leading reasons that consumers and families filed grievances?

· How many plans of correction were developed as a result of grievances or appeals?

· What were the reasons that appeals had to be resolved at higher levels than the provider or the LME?

· Were there any circumstances in which the CFAC and the LME disagreed on the outcome of a grievance investigation and resolution?

Most importantly, the narrative report should describe what specific steps will be taken to resolve issues identified through analysis of grievances and appeals.  How will the information be used to improve the quality and effectiveness of the system of care?
The final set of performance indicators are related to the adequacy of information provided to consumers and families regarding self direction, choice and empowerment.  These data can be displayed as illustrated in Table DDD below.  
Table DDD

Consumer/Family Report of Information for Self Management and Choice/Empowerment: 2006

(Note: all data simulated for example purposes only)

	Age/Disability Group
	Percent reporting adequate information for self-direction
	Percent Change from 2005
	Percent reporting perception of choice and empowerment
	Percent change from 2005
	Total percent reporting dissatisfaction with either/both information for self-management – choice/empowerment

	Youth MRDD
	85%
	35%
	90%
	25%
	15%

	Adult MRDD
	75%
	10%
	70%
	10%
	30%

	Youth SA
	85%
	25%
	90%
	40%
	10%

	Adult SA
	85%
	30%
	90%
	30%
	10%

	Youth MH
	50%
	10%
	50%
	(20%)
	50%

	Adult MH
	60%
	40%
	60%
	25%
	45%

	Total (weighted average)
	70%
	20%
	75%
	15%
	25%


It is important when analyzing consumer/family self reports to look more closely at dissatisfaction or perceived lack of participation rather than the positive numbers.  In the narrative report it will be particularly important to interpret the high percentages within certain age/disability groups that feel they do not have information for self management or do not have choice or empowerment.  Who are the consumers/families reporting dissatisfaction, and are there any patterns in their relationship with the system that need to be addressed?  Why did satisfaction go down for youth in the mental health category, and what can the system do to address this issue?
Using Information to Make Change and Enhance Performance
The discussion above strongly suggests that performance can be measured in a straightforward and robust fashion.  The indicators of performance are neither complex nor esoteric.  What is needed is a systematic and unified effort to use performance indicators to assess whether the aspirations of a comprehensive policy such as the MH/DD/SA reform have been realized.  The information that can be aligned with indicators is already available from a variety of sources.  The challenge is to collect and analyze the information on a regular basis, align the information with the performance framework, report the information, and use the information to make change – both in the short and long term.  The following are recommendations regarding next steps in North Carolina.
State Level 
The North Carolina Council on Developmental Disabilities may be of assistance in convening key constituencies across disability groups, at the state level to review the proposed set of priority indicators outlined above and to validate that these are key aspects of the system that should be tracked.  Once a consensus has been developed the stakeholder group should request that the Division of MH/SA/DD provide the data using the types of “dashboards” described above.  In addition to the state constituency group, this information should be shared with a wide range of stakeholders and should be published on the web and made available to the legislature.

Once data becomes available, the group convened by the Council – in partnership with the State Consumer and Family Advisory Council (CFAC) -- should constitute an external Quality Council.  The group should also consider adding representatives from local consumer advisory councils.  The Quality Council should be convened at regular intervals to review data, identify issues, set benchmarks, and make suggestions regarding policy changes.  Practice Improvement Collaborative provides an excellent virtual platform to link performance information with evidence based and promising practices.  In addition, the group may recommend changes to policy, upgrades in training curricula, provision of technical assistance in targeted areas.  Finally, the group may want to ensure that materials on performance are available in formats that are accessible to people with disabilities and their families.
At the Local Level
At the local level, much of the information described above can also be analyzed at the LME level.  Local data trends can in turn be compared with other LMEs and with the state norms.  In addition to LME administrators, this data should be circulated to CFACS around the state and these local bodies – augmented by other stakeholders --should be trained and encouraged to use the information to review progress toward the aims of reform in their communities.  

Ensuring that local CFACs are trained should be the responsibility of the responsibility of the Division of Mental Health, Developmental Disabilities and Substance Abuse Services with support from the North Carolina Council on Developmental and other constituency groups.  Training materials for such groups are being developed around the country, including in such states as Massachusetts and Florida.  Consultants at the Edmund M. Muskie School of Public Service also developed a Work Book on Quality Improvement for the Centers for Medicare and Medicaid Services that provides a good guide for quality and performance review groups.

Summary and Recommendations

1.  Develop an Expectation for Data and Review.  In a system as complex as North Carolina’s publicly supported mental health, substance abuse and developmental disabilities program, performance information is crucial to making informed allocation and programmatic decisions.  These services represent a large segment of the state budget and require a more sophisticated, data driven management and quality enhancement structure.  Further, the federal government – including the Centers for Medicare and Medicaid and SAMHSA – is tightening reporting requirements tied to critical federal funding.  
2.  Train People to Understand How to Use Data.  The creation of Quality Councils at the state and local levels requires preparation and training for those who will participate.  Not everyone who participates in such groups will be conversant with how to use and understand data.  Therefore, there should be initial training and orientation as well as ongoing support for these groups.
3.  Develop Benchmarks for Each Indicator.  Data doesn’t really mean anything unless you can answer the “compared to what” question.  Therefore, the first round of data collection will serve as benchmarks for future analysis.  These benchmarks will also provide the opportunity for state and local Quality Councils to set objectives for ensuing years (e.g., increase the numbers of people employed by 2%; increase the number of people with individual budgets by 5%, etc.)
4.  Tailor Priority Indicators to Local Priorities.  Each LME community will have somewhat different challenges and priorities.  Therefore each local consumer advisory council, CFAC or Quality Council --- in consultation with community representatives – should determine which pieces of the performance “dashboard” are of particular interest and whether there are additional indicators that they would like to track.
5.  Publicize Data.  Performance data belongs to everyone and should be widely disseminated across the state.  The state should expand the types of data that are currently included on the Division’s website to include some of the “dashboard” indicators described above.  Performance data should also be included in a yearly report and aligned with the key goals of the MH/DD/SA reform.  The following sample charts reflect ways that NCI data on people with developmental disabilities could be displayed.
Choice and Decision-Making
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· Did you choose the people you live with (Live With)?

· Do you choose what to buy with your spending money (Money)?

· Who decides how you spend your free time (Free Time)?

· Who decides your daily schedule (Daily Schedule)?

Consumer Outcomes: Community Inclusion
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· Do you go shopping (Shop)?

· Do you go on errands or appointments (Errands)?

· Do you go out for entertainment (Go out)?

· Do you always eat at home, or sometimes go out to eat (Eat)?

· Do you go to religious services (Religion)?

· Do you go to clubs or other community meetings (Clubs)?

6.  Use Information to Make Change.  The final challenge is to use performance data to make change.  One of the simple reasons why many major data collection efforts in the past have eventually fallen into disrepair is that those who supply the information never see that the information in used to improve services.  Key actors at every level should use performance information to make programmatic, allocation, and other decisions.  This includes members of the legislature, state agencies, advocacy and other constituency organizations.  Policy not informed by data is more influenced by anecdote and an imperfect understanding of the facts on the ground.
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� Note: EI has been moved to another state and local jurisdiction – however – there is an EI version of the COI


�The Edmund S. Muskie School of Public Service (2003). Work Book: Improving the Quality of Home and Community Based Services and Supports, Centers for Medicare & Medicaid Services, Center for Medicaid and State Operations


(CMS Order Number CMS-01-00328). Baltimore, MD


 





PAGE  
1

