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Preface

This case study is part of a larger project called Reinventing Quality, sponsored by the Administration on Developmental Disabilities and conducted by the National Association of State Directors of Developmental Disabilities Services (NASDDDS) in collaboration with the University of Minnesota’s Institute for Community Integration and the Human Services Research Institute (HSRI).  The project has three major goals: 

· develop a website devoted to providing information about person-centered services and supports (www.qualitymall.org); 

· conduct and report on case studies of exemplary state systems of support; and 

· coordinate national conferences focused on highlighting person-centered practices from around the country.  

HSRI is responsible for coordinating case studies of four state developmental disabilities service systems selected as models of person-centered systems of support.  The fundamental aim of these case studies is to gather and synthesize information concerning how particular states address the key elements of person-centered principles to guide their provision of services and supports for people with developmental disabilities and their families.  The investigations also strive to examine the contextual and historical factors leading to the application of such principles.  The main benefit of these studies is to obtain and disseminate information that can inform comprehensive plan development in other states. The identification of exemplary public systems will give stakeholders confidence concerning the feasibility of broad system redesign initiatives as well as informing them, in practical rather than theoretic terms, about the actual strategies employed.  Methods used to collect information included document review, group interviews, and individual in-person and telephone interviews.  

For the purposes of this project, a statement of principles was developed through a consensus process with stakeholders and an advisory group.  The resulting consensus statement is entitled Person-Centered Supports – They’re for Everyone!  This statement may be viewed online at: http://www.qualitymall.org/services/pcp1.asp. 
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Introduction and Purpose of Case Study

It is easy enough to say “Person-Centered Supports – They’re for Everyone.”  People with developmental disabilities must have the supports they need to realize their own vision of life in the community.  A system that fully embraces the principles of person-centered supports is the destination toward which the community of stakeholders – people with developmental disabilities, families, direct support professionals, community service organizations, policy makers, public officials at all levels of government, advocates and concerned citizens – must travel in order to make person-centered supports a reality for more and more people with developmental disabilities.  This journey is challenging – it requires all stakeholders to engage in new and continuous active learning, to commit to change, to explore new relationships, and to be open to innovation in supporting people and families.

The purpose of this case study is to describe Connecticut’s journey toward a system that embraces the principles of person-centered supports.  

In the early 1990s, policymakers in Connecticut began to take some intentional steps toward the ultimate goal of person-centered supports.  One of the first steps was to make funds available for those on the waiting list more flexible and person-centered.  This step paved the way for the entry of Connecticut into the Robert Wood Johnson Self Determination initiative and to the current move to Individual Support Agreements.

This case study report begins with a review of that recent history of system change and reform in Connecticut.  This history explains how a state that had a relatively well-financed, albeit somewhat conventional system, began to unbundled its provider-driven system and to concentrate policy and resources on individual choice and support.  We then briefly describe how the Connecticut system is configured today.

We also provide “facts and figures” about Connecticut’s services and supports for people with developmental disabilities to provide information about the dimensions of the state’s commitment to its citizens with developmental disabilities, how services have changed over the years and how Connecticut compares – in relative terms – to other states.

Next, the case study describes the key features of Connecticut’s “system architecture” that appear to create an especially solid platform for person-centered supports.  

Next, we report what people in Connecticut told us and what we observed with respect to how individuals with mental retardation and their families are supported.  We saw and heard about many positive experiences and practices. We met people with disabilities and were very pleased with their lives. We also met professionals who were very excited about their work and the difference they are making in the lives of people with developmental disabilities.  But, we also heard some stakeholders discuss the challenges faced by the state system and some of the constraints that may shape the future.

People in Connecticut clearly understand that the principles of person-centered supports define the destination and they appear to be more than willing to take advantage of all opportunities including those presented by these difficult budget times, to further the cause of person-centered practice.

System Change and Reform in Connecticut
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Beginnings of Change

The stirrings of reform in Connecticut began with a growing recognition of the magnitude of the numbers of individuals waiting for services.  This sober assessment was being made at that time in state capitols all over the country.  In the case of Connecticut, the path chosen to address the problem proved to be a major step in the direction of person-centered supports.  Specifically, the action plan entailed a change in the allocation of resources for those coming off the waiting list and resulted in individual control over budgets for a subset of individuals receiving services in the state.

The change led to a broad-based initiative in the mid-nineties that was memorialized in the Department of Mental Retardation’s Five Year Plan, which covered the period from 1996 to 2001.  Among the goals listed in that plan are the following:

· Increase the number of individualized budgets and continue to put decision making and resources in the hands of people with mental retardation and their families

· Implement Home and Community based waiver for family supports

· Conduct case management/quality assurance study

· Assist public and private providers to “unbundled” their services and become more effective in meeting people’s needs

· Increase the reconfiguration of existing resources to serve additional people without additional money

· Enhance continuous improvement efforts through constituent group satisfactions probes, increased use of objective data and increased employee participation.  

Recent Progress

As a result of these goals, several important changes took place in the state over the next several years.  By the time of the site visit, 500 people had individual budgets that total about $11.8 million.  The State is using the $1.3 million in HCBS waiver funds to support respite services and family training.  Michael Smull completed an evaluation of the State’s case management system that resulted in the creation of Support Brokers, Advocates and other case manager caseload changes that in turn facilitated the implementation of individual supports and self-determination.  

With respect to agency budgets, DMR has developed an official policy regarding the portability of funds and implementation is being phased in across the system.  New resources were allocated to serve 431 individuals on the waiting list.  The State also convened a Waiting List Focus Team that involved a diverse group of stakeholders in a discussion about steps that the State might take to diminish the numbers of people without services.  The group recommended that the State base funding requests on people’s support needs, not according to service models.  As a result, DMR developed a Waiting List Assessment Tool that determines the level of individual need and projects an average cost.

Finally, with respect to the use of data for quality improvement, DMR has joined the National Core Indicators and is developing a new Quality Improvement and Review System.

As part of the State’s move to a more person-centered emphasis, DMR applied for a Robert Wood Johnson self-determination grant in the mid 90s.  As part of their proposal, they set the following targets:

· Regional demonstration projects to advance systems changes toward self-determination;

· Development of the support broker system;

· Development of data processes and fiscal mechanisms that promote consumer-directed supports;

· Enhancement of the personal outcome planning system;

· Review of relevant state policies, procedures, and regulations;

· Survey of support option needs;

· Training for consumers, families, and staff on person-centered planning, individualized budgets, support brokerage, and quality outcome measures;

· Information dissemination; and

· Advancement of outcome based quality assurance efforts.

Many of those interviewed in the state credit the participation in the RWJ demonstration as greatly intensifying the commitment to individually tailored, person-centered supports.

Looking Forward

Connecticut DMR’s next 5-year plan – 2002 to 2007 – offers an ambitious agenda that continues the momentum toward person-centered and directed supports.  For families, the State proposes to expand family support options and to enhance web-based communications, among other goals.  Within the time frame of the plan, DMR anticipates the application of principles of self-determination in all settings so that people, who want to, can direct their own supports.  DMR also strengthened self-advocacy by establishing a Self-Advocacy Council in July 2002.  With respect to Individual Support Agreements, the State assumes the responsibility to develop and monitor the quality of those supports that are provided.  Looking forward, DMR anticipates integrating its new Quality Review and Improvement system into the existing quality assurance framework.  Finally, the state promises to create a multi-faceted effort aimed at workforce development (e.g., establish a strategic plan, link with educational and other agencies, enhance web-based learning, etc.).

Sobering Issues

These laudable aims, however, must be considered against a backdrop of significant challenges.  Like virtually all other states, Connecticut faces severe budget shortfalls that will significantly reduce its ability to expand services to people on the waiting list.  It will also force and decrease in the expectations of those who do receive services – something somewhat new in a state that has been blessed with a generous resource base.  

As of July 2001, there were 7,273 people with mental retardation living with their families.  Of this number, 1,562 were awaiting residential and/or day services – some of them for many years.  These individuals represent the largest group known to the Department and the magnitude continues to grow.  Without additional appropriations, DMR will have little ability to meet the need.  Further, while the number of people served by DMR has grown by 30% since 1992, only a small dent has been made in the numbers waiting (about 375 new individuals per year).  

Other major issues include shortages in workforce and a persistent problem outside of urban areas with transportation.  

With all of these constraints, key informants at the state level maintained a sense of optimism about their ability to continue to move the system toward increased levels of individualized and self-directed supports.  They had already begun to identify ways in which they could seize the opportunities presented by the need for difficult choices to put more progressive policies in place.

The Organization of Connecticut’s Public System

State Administering Agency

The Department of Mental Retardation (DMR) is the state administering agency for the provision of specialized services to adults and children with mental retardation
.  The responsibilities of DMR include:

· State policy leadership

· Administration of the state’s Medicaid HCBS waiver program and other services and supports for people with mental retardation

· Purchase and/or provision of a range of residential, day, family, employment, clinical respite, and other supports. 

· Direct provision of case management through 5 regional offices throughout the state

· Management of the Birth to Three program

· Conducting state-level quality assurance and improvement activities.  

· Operation of state data systems, including the CAMRIS system that includes information about the characteristics of people receiving services along with the services and supports they receive.

Connecticut currently serves approximately 16,000 individuals with mental retardation. 

ADD Network Organizations

The Administration on Developmental Disabilities (ADD) network organizations in Connecticut are:

· Connecticut Council on Developmental Disabilities
 The Council on Developmental Disabilities is a Governor-appointed body of people with disabilities, family members, and professionals who work together to promote the full inclusion of all people with disabilities in community life.  The Council’s priorities include implementation of the Olmstead decision, the development of lifespan community respite, and institutionalizing ADA guidelines in state statute.

· Connecticut Office of Protection and Advocacy (OPA) is the state’s officially-designated organization authorized to implement the mandates of several federal laws to protect people with disabilities and to advocate on their behalf
.  OPA is a state agency – something that sets it apart from other P&As that are organized as non-profit agencies.  Notably, OPA provides support for WeCAHR – perhaps the oldest self-advocacy organization in the country.
· A.J. Pappanikou Center for Developmental Disabilities is part of the ADD National Network of University Centers for Excellence in Developmental Disabilities Education, Research, and Service
.  Their mission is to “work collaboratively to promote evidence-based practice and systems change and to provide information and support to benefit persons with disabilities and their families.”  The Center recently completed standards and job specifications for case managers in the state and also sponsors Partners in Policy Making.  Over the years, the Center has also been a leader in family support in Connecticut.

Over the years, Connecticut’s ADD network organizations have played complementary roles in the development of person-centered practices.

24 Hour Facilities

Connecticut still operates one large public facility for persons with cognitive disabilities – Southbury Training School in Southbury Connecticut.  The facility is, however, not open for admissions.  As of the site visit, approximately 600 individuals lived at Southbury.  Paradoxically, the facility is the focus of two class action lawsuits – one requiring the state to improve conditions at the facility and the other to phase it down.  Even more ironically, the cases are both before the same federal district court judge.  

Connecticut also has six residential centers that provide 24 hour staffing for the people who live there.  All are run by the state.  People who are living in a residential center do not necessarily receive their day services at the same facility.

Services

The Department of Mental Retardation administers or contracts for residential services from independent living, supported living arrangements, community living arrangements, community training homes, and residential center settings..  In addition, the state supports a range of day services including supported and sheltered employment.  A majority of people served by DMR live at home with their families and receive respite and/or family support.  Most people with cognitive disabilities who receive services participate in the state’s HCBS waiver program for people with mental retardation.

Gaining Access to Community Services in Connecticut

A new Single Point of Entry provides a centralized intake and eligibility determination process that gives Connecticut residents a consumer oriented entry point to access DMR services.  This ensures timely and consistent response to families. Regional case managers who previously performed this function have returned to case management providing more service coordination for people at home. The system offers English and Spanish speaking capacity. 

Case management services in Connecticut are furnished by the state through the 5 regional offices and Southbury Training School.  Recently, the state has converted 20 of these case managers into service brokers to work with individuals who have individual support agreements.  These “retooled” support brokers have lower caseloads (1/25) than their other colleagues (1/60).  More conversions are anticipated pending the resolution of budget shortfalls.

Connecticut is a “mental retardation” state unlike the other 3 states visited by the project team.  To be eligible, an individual must be a resident of the State of Connecticut, have mental retardation as defined in Connecticut General Statutes (mental retardation means a significantly sub-average general intellectual functioning existing concurrently with deficits in adaptive behavior and manifested during the developmental period), OR provide a medical diagnosis of Prader-Willi Syndrome. 

Eligibility for services does not assure that requests for services can be met immediately. Services of the Department of Mental Retardation are provided on a priority basis and within available appropriations. However, a case manager is assigned as soon as eligibility is determined to help individuals and families gain access to services and supports.

Service Providers

In Connecticut, the state furnishes day and residential services and supports directly.  In addition, however, there is also an extensive array of private providers including 320 community training homes, 118 day and vocational providers, 158 Community Living Arrangement and supported living providers.  Providers contract with the Department through the DMR regional offices.  Most respite is provided through direct subsidies to families who purchase their own respite. Over 3,000 families receive respite subsidies. DMR contracts with fewer than 10 respite providers including agencies and individual certified respite providers. In addition, DMR operates respite centers in each of its five regions.

For many years, Connecticut has provided supported living arrangements – an individually tailored residential alternative that predated the more recent “individual support agreements” or self-directed supports.  In order to assist individuals directing their own services, the state has contracted with four fiscal intermediaries across the state.  

Quality Assurance and Enhancement

The Quality Assurance Division of DMR has responsibility to license both Community Training Homes (CTHs) as well as Community Living Arrangements.  CTH licenses allow a provider to serve 3 children or adults in their home.  The Division also licenses providers of Community Living Arrangement Services (CLAs).  Once a CLA agency has received a license, a subsequent inspection occurs one year later.  The frequency of ongoing inspections is dependent on inspection outcomes.  In Connecticut, approximately 18% of CLAs are publicly administered.  

In addition, the Service and Systems Enhancement Unit administers the Quality Improvement Review (QIR) which is aimed at publicly administered services including regional centers, respite centers and public CLAs (Southbury Training School is not included because of other court-mandated requirements, specifically the Individual Compliance Audit).  There are 3 focus areas – safety and health, rights and protections, and individual supports and services.  Rather than a strictly regulatory review, the QIR aims at quality enhancement and includes a thorough debriefing with staff that includes positive critical feedback.  

More recently, the QA Division , staff have also been involved in “program integrity” reviews at the statewide level involving central office and all regions who contract with the provider.  The purpose of these reviews is to look at systems of support from a variety of different vantage points by conducting a simultaneous review of data from a range of sources (investigations, mortality, National Core Indicators, licensing reviews, fiscal audits, and contract management findings, etc.).

For the past two and a half years, the Department has also been working on a program monitoring tool more in keeping with more individualized, outcome based approaches being developed in other states (e.g., Massachusetts, Kansas, Maryland, Pennsylvania, Utah).  The process, called the “Quality Review and Improvement System” Pilot Initiative, involved the development of universal measures for all services and a strong focus on personal outcomes and quality improvement.  Outcomes measures were developed for personal achievement; rights, respect, and dignity; relationships; personal safety, economic security, community participation, choice and control and health and wellness

To test the responsiveness and validity of the protocols developed, QRI teams conducted a total of 75 reviews on supported living and day services.  Feedback from the pilot was positive and led to an additional self-assessment vehicle.  Based on that experience, it was hoped that the process would be expanded statewide as part of a certification process.

Originally, the QRI process was supposed to address changes across all settings including licensed residences.  However, over time, the pressure on resources has meant that the QRI approach has been narrowed to potentially cover only supported living, day services and individually managed (self-determined) arrangements.  

More recently, the fall-out from a series in the Hartford Courant regarding deaths in publicly subsidized community services has meant a siphoning of effort in QA to changes and enhancement of DMR’s mortality and risk management systems.  As a consequence, the integration of the QRI process into ongoing QA in the Department has not taken place – a fact that leaves the state somewhat vulnerable to the expectation of the Centers for Medicare and Medicaid services.  It also leaves the state without an overall means of identifying and responding to individual outcomes.

What Facts and Figures Say About Connecticut

“Facts and figures” reveal quite a lot about the seriousness of a state’s commitment to support its citizens with developmental disabilities. Here we assemble information about Connecticut’s level of effort along several dimensions.
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Expenditures

Chart 1
 shows trends in Connecticut’s total inflation-adjusted expenditures for mental retardation services during the period 1990 to 2000.  The chart breaks down spending between “congregate services” (services to individuals in residential settings that serve 16 or more individuals) and “community services.”  As can be seen, during the 1990s, Connecticut substantially stepped up its spending on behalf of its citizens with mental retardation.  The lion’s share of the $400 million+ increase in outlays was earmarked for community services and supports.  Adjusted for inflation, total expenditures more than doubled between 1990 and 2000, increasing at a per annum rate of 7.6%.  In 2000, about $3 out of every $4 spent on mental retardation services underwrote community services, roughly the same proportion as nationwide.

Historically, Connecticut’s financial level of effort in support of mental retardation services has been especially robust.  Chart 2 on the following page compares Connecticut’s inflation-adjusted expenditures per citizen (total expenditures divided by total state population) to the nation at large. As can be seen, in 1990 Connecticut’s level of effort was appreciably greater than the nation as a whole.  In 2000, the state’s level of financial effort was about twice as great as the nationwide average.  Even taking into account the relatively high cost of labor in Connecticut, its expenditures are substantially above levels in other states.  This indicates that Connecticut’s taxpayers are vigorous in their support of services for people with mental retardation.
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Level of financial effort also may be measured employing the “fiscal effort” measure that has been developed by the Coleman Institute
. This measure calibrates spending to personal income and, hence, takes into account differences among the states with respect to their economic circumstances. Chart 3 shows Connecticut’s fiscal effort compared to the nation as a whole.  In 2000, Connecticut’s fiscal effort was about 80% greater than the nationwide average.  Connecticut ranked 5th among the states in fiscal effort.  Throughout the 1990s, the state sustained its high level of fiscal effort.

People Receiving Services and Supports

In April 2002, the Connecticut Department of Mental Retardation (DMR) was furnishing services to just over 14, 500 individuals.  A little over one-half of these persons lived with their families or independently in their own homes.  More than 6,000 persons received residential services and supports.  The total number of people served by DMR has increased steadily year over year.

For more than a decade, Connecticut has been a leader among the states in securing employment on behalf of individuals with mental retardation.  In April 2002, about one-half of all persons who were receiving day supports in Connecticut had a competitive job or were in supported employment.  In 2000, Connecticut was the second highest ranking state in terms of the percentage of individuals in supported or competitive employment relative to all persons receiving day supports
.

Over the past ten years or so, Connecticut has increased the availability of residential services and supports.  Chart 4
 shows trends in the number of individuals who receive residential services, broken down by the size of their living arrangement.  Between 1990 and 2001, the number of persons receiving residential services grew by about 18%.  Like many other states, Connecticut also placed more emphasis on supporting individuals in smaller living arrangements.  In 1990, each living arrangement in Connecticut served an average of 5.9 individuals.  By 2001, this average had dropped to 2.5 persons per living arrangement or about 19% below the nationwide average of 3.1 persons per living arrangement.

During the 1990s, Connecticut significantly reduced the number of individuals served at its large (16 or more beds) public facilities.  In 1990, 1,800 persons were served in such facilities.  By June 2001, only about one-half as many individuals were served in such facilities. 

In 2001, Connecticut furnished residential services of all types at the rate of 179.8 persons per 100,000 in the general population.  This rate was about 32% greater than the nationwide rate of 136.1 persons per 100,000 in the population.  Over the past decade, the availability of residential services and supports in Connecticut has increased more rapidly than the rate of state population growth.  Still, like nearly all other states, Connecticut has had a difficult time in keeping abreast of the demand for residential services and supports.  In April 2002, there were 1,648 individuals seeking but not receiving residential services.  However, not all these individuals wanted residential services right away.  About 600 persons had been appraised as needing such services within one year or less.

Medicaid Long-Term Services in Connecticut

Connecticut has been aggressive in employing the federal-state Medicaid program to underwrite the costs of services and supports for its citizens with mental retardation.  As in many other states, Connecticut has expanded the role that the home and community-based services (HCBS) waiver plays in financing community services.  Chart 5 on the following page shows trends in the number of persons served in ICFs/MR or participating in the state’s HCBS waiver program for people with mental retardation
.  Between 1990 and 2001, the total number of individuals receiving either type of Medicaid-funded long-term service approximately doubled.  However, Connecticut significantly scaled back on the number of individuals served in ICFs/MR while the number of HCBS waiver program participants nearly quadrupled.  By April 2002, the number of HCBS waiver participants had increased yet again to 5,833.  About 25% of these individuals are persons who live with their families.  

In comparison to other states, a relatively large number of individuals in Connecticut are receiving Medicaid long-term services, as shown in Chart 6.  In 2001, Connecticut furnished Medicaid long-term services at the rate of 194 individuals per 100,000 in the general population.  The nationwide average was about 22% less or 151 persons per 100,000 population.  In Connecticut, about 82% of all persons who received Medicaid long-term services participated in the HCBS waiver program.  Nationwide, the figure was lower: 74%.  By emphasizing the use of the HCBS waiver program, Connecticut has gained greater flexibility in the types of services it can offer to Medicaid beneficiaries.

A Person-Centered Architecture

It is becoming more and more evident that, in order for the principles of person-centered supports to take hold, a state must have a “system architecture” that itself is individual and family-focused. By “system architecture,” we mean how a state structures its funding, service planning and quality assurance/enhancement processes. A poorly framed system architecture can work at cross-purposes with the aim of supporting each individual and family to take command of their lives. A solid architecture enables (but certainly does not guarantee) person-centered supports to be realized across the service system.

In order for person-centered supports to take hold system-wide, a state’s architecture must have the following features:

· Dollars must be tied to individuals rather than service providers or narrow service categories. When dollars are identified with individuals and families, the opportunity is created for them to decide on the services and supports that they want and to select providers.

· When dollars are attached to individuals, they are portable. This permits individuals and families to change service providers if their current provider is not performing in a satisfactory fashion or to select alternative supports that will better meet their needs.

· A state must maximize its use of flexible funding streams to underwrite the costs of community services and supports.

· The service system must provide for choice along many dimensions, including free choice of service provider.

· The system must embrace person-centered planning and, equally or more important, be structured so that individualized services and supports can be furnished in consonance with that plan.

· Quality assurance and enhancement activities also must center on the individual, including looking at whether the person is receiving the services and supports that he or she needs and is enjoying valued outcomes.

The way a state structures its service system has enormous implications for its ability to implement the principles of person-centered supports.

Connecticut’s system has made many efforts over the years to center funding and service decisions around families and individuals.  In as early as 1995, the Respite Grant Program was offered, followed by Family Support Programs, Cash Subsidies, and most recently, the RWJ Self-Determination demonstration project.  The Self-Determination effort in Connecticut provided a springboard for the expansion of person-centered thinking and person-centered “doing” across the state.  The pilot project created a support brokerage function and a structure for tying dollars to individuals through “Individual Support Agreements” (ISAs).  This model is filtering slowly into the traditional system through gradual policy and structural changes.  

One major change was the creation of new positions at the regional level for the pilot project liaisons, now called Self-Determination Directors.  The goal of this position is education and outreach, to make sure that the principles of self-determination are present and understood at every level of the system.  Two regions also hired self-advocates who will provide training and guide policy direction.    

The basic components of the ISA include the Support Plan, the Individual Budget, and the Employee and Provider Agreements.  The person-centered support plan is a critical element of the ISA.  The providers interviewed on site were committed to training staff on person-centered planning philosophy and practice.  They discussed the challenges associated with managing this conceptual change within their organizations.  Continuous motivation is necessary to maintain energy for person-centered planning and to prevent staff from slipping back to more familiar, traditional methods of service planning.  One provider had also developed a family-friendly guide to person-centered planning so that families would better understand and be able to participate in the process.

Portability of contracted dollars for traditional services is a concept that is taking hold in the system. Portability means that individuals in group services can take the funding dedicated to their portion of services and purchase alternative services if they choose. The Department has a formal procedure to implement portability. All day services are technically now portable, meaning people can make a change within their program or can transfer to another agency.  Supported living is the next type of service to begin to allow portability of dollars.  While there are some genuine concerns about potential downsides to portability (e.g. providers losing ability to manage a risk pool), the system is committed to moving in this direction and resolving issues along the way.

In addition to backing portability of dollars and choice of provider, a person-centered system also provides support to individuals and families who choose to hire their own staff.  In Connecticut, regional offices provide support groups for families managing their own staff.  The regional offices can also advise families about issues such as workers’ compensation insurance, health insurance, agreements with employees, back-up arrangements with agencies, etc.  Having a self-determination resource at the local level will be extremely important as the number of people with ISAs expands.

The last feature, and arguably the most difficult to establish, is a quality assurance system that appropriately monitors person-centered supports.  Like several other states, Connecticut has been working on an individualized, outcome-based approach to QA.  This process, called the QRI, is described in more detail in a previous section of this report.  While still in the development stages, it is likely that this process will cover (at least) supported living, day services and individually managed arrangements.

Case Study Findings:  What We Saw and Heard About the Connecticut Experience

Individual Support Agreements

A major outgrowth of the self-determination project in Connecticut is the development of Individual Support Agreements (ISAs).  Connecticut defines an ISA as a tool that:

· Supports a person on the path to self-determination;

· Is an agreement between DMR and a family member of the focus person or the individual;

· Authorizes DMR to make payments on behalf of the focus person to the fiscal intermediary (FI) of choice;

· Acknowledges the involvement of the family member or consumer as an active member of the planning and ongoing management of the focus person’s supports;

· Identifies the relationship between the FI and the family member or individual;

· Specifies the total amount of funds allocated for the person and the start and end date of the agreement.

Currently 486 individuals have ISAs with the state.  ISAs include several components: a Support Plan, an Individual Budget, and Employee and Provider Agreements.  The total costs for Individual Supports amounts to $11.8 million dollars, with an average cost of $25,000 and a range of $2,000 to $200,000.  Individuals with ISAs vary in terms of where they live and who provides their supports.  The breakdown by residence is as follows:  302 people live with their family, 154 people live in their own home, and 24 people live in other settings.   More than half of these individuals use ISA funding to hire people directly to provide their own support.  for the other half hire their staff through agencies or private providers.   

While budget cuts loom heavy, one positive note is that ISAs will be exempt from cuts, so people currently in self-determination will not be affected.    

Emerging Broker Structure

The creation of a support brokerage structure is slowly phasing in.  Through the self-determination project, a group of state-employed case managers were converted into “support brokers.”  Brokers were represented across all categories of service.  All internal case managers were eligible; some choose the option of brokering supports for a few individuals while maintaining their traditional caseload.  Currently there are over 20 support brokers out of approximately 240-250 state case managers.  Conversions of positions will continue at both the state and regional level.

In FY02 the state created new positions called “Self-Determination Directors” in its five regions across the state.  About half of these directors were the original liaisons for the self-determination pilots under the RWJF grant.  

In the pilot project, the support brokerage model was tested only with people who were new to the system and newly allocated dollars.  Beginning last year, the state decided to implement support brokerage within the traditional system.  The plan is to convert budgets for day and individual supports over the next several years.  With mandated cuts in the state budget for human services, transition may be slower than expected.  

The state is still struggling with the policy question of whether or not to allow people to hire their own support brokers.  Individuals and families may interview brokers when possible, but choice is somewhat limited and to date, the broker function is performed by state employees.

State DD Agency as Cheerleader

States that have managed to move services and supports into a more person-centered and individually responsive foundation have approached the task in a variety of ways – most of which are dictated by the state’s history, political context and organizational structure.  In Connecticut, the system is highly centralized compared to the other site visit states – Kansas and Wisconsin in particular.  Thus changes in the system are somewhat easier to implement in a unified fashion.  In Connecticut, according to key informants, that meant that self-determination could be introduced across the state, steps to retool traditional case management by introducing service brokers could be taken more expeditiously, and training to introduce person-centered planning could be moved statewide.

The downside of a highly organized system is that it is sometimes difficult to work “under the radar” through isolated pilots and pockets of innovation.  In other words, change must of necessity mean turning the whole ship.

As a consequence, those interviewed in Connecticut characterized the state’s role in change as a “cheerleader” urging on innovation and innovators.  Through the self-determination demonstration, the service broker deployment, the creation of individual service agreements and other changes, officials at the state level have created attractive “lures” to enhanced practice and through continual support and exhortation have been successful in realizing steady gains.

Data Driven System

Connecticut places a strong emphasis on maintaining good data systems.  A recent investment of $14.5 million went toward creating a linked area network that would integrate older databases and give everyone access to shared information.  The project is about two-thirds complete.  Central office is continually working to update their databases and to train managers on data analysis software so that they can make good use of the information available to them.

Currently, the Department produces a monthly Management Information Report, which compiles data from the CAMRIS client data and individual support agreement (ISA) tracking system.  This report provides the executive management team with detailed statistics around where people live, what types of support they receive, waiting list figures (by residential types and priority status), and residential and day services planning information.  In addition, the report draws from several other data sources to compile information about psychiatric admissions, referrals and eligibility statistics, CT Health Jobs data, abuse and neglect, and incident reports.

Most states struggle with the challenge of analyzing and interpreting existing data sets.  In Connecticut, there is a clear commitment to “mining” and presenting data in useful, well-organized PowerPoint presentations.   Two recent examples include a longitudinal analysis of mortality data and a comparative analysis of Connecticut’s Core Indicators Survey data with national results.     

Quality Assurance

Connecticut has for many years been seen as a state with comprehensive and systematic quality assurance mechanisms.  Many of the current processes date back to the 1980s and were put in place as a result of court mandates.  Since that time, the state has developed a national reputation for the mortality review process, and has continued to build up its ability to retrieve important data about the conduct of the system (see above).

However, though work on an outcome-based, individually focused mechanism (QRI) for provider oversight has been in the works for more than two years, the fruits of that work have not as yet been integrated into the ongoing quality assurance system.  That means that at present the state has only minimal ways (criminal record checks) to ensure that staff hired in consumer directed situations have the requisite competence and/or are providing responsive services.  In order to support the expansion of such settings and to meet HCBS requirements, the state will need to find ways to make the current QRI pilot a reality across the state.

Such a move will also pose additional questions since it will create discontinuity between the more regulatory approach embodied in the CTH and CLA licensing mechanisms and the more outcome-oriented, quality improvement emphasis of the QRI work.  

Finally, in the spirit of making information about the quality of services more transparent, the state now includes information about licensing reviews on its website.  While this step would ordinarily pose significant political constraints – given the more than 150 providers in Connecticut – publicity surrounding articles on mortality in the DMR system in the Hartford Courant, resulted in the issuance of an Executive Order.  The Order, among other things, included provisions regarding the public sharing of information on provider performance.
MR v. DD

Pursuant to a legislative resolution, Connecticut established a special Advisory commission on Services and Supports for Persons with Developmental Disabilities Who Do Not Have Mental Retardation.  The purpose of the Commission was to define the population, explore their needs, and examine how these needs could be met.  In July 2002, the Commission delivered their final report.
  The overall recommendation was that Connecticut should develop a statewide, comprehensive system for people with developmental disabilities and their families.  Specifically, the Commission recommended that the system have the following components:

· Adoption of the federal definition of developmental disabilities

· Designation of DMR as the lead agency

· Establishment of an independent Council to advise the lead agency

· Adoption of the Commission’s Guiding Principles and Future Vision

· Development of a comprehensive and coordinated intake and eligibility process 

· Development and provision of individualized services and supports

· Establishment of procedure safeguards and consumer assurances

· Creation of an interagency data and information management system

· Development of a competent workforce

· Design and implementation of a comprehensive quality improvement system

· Acquisition of sufficient resources to fund new services and supports.  

In October, DMR issued a response to the Commission’s recommendations.  In light of the absence of resources to implement the sweeping changes anticipated, the Department of Mental Retardation proposes to initiate a pilot in one locality.  The pilot would provide a demonstration of the ways in which existing, state funded and provided services can be coordinated within and across agencies and level of government.

Executive Order

Following a series of articles in the Hartford Courant and subsequent public hearings, an Executive Order from the Governor required DMR to put into place new risk management and identification structures.  As mentioned above, the Order has an impact on the public sharing of information by required findings to be posted on the DMR website.  These findings do not include identifying information, but reference the regulation and issue area cited.  

The Order also stipulates more intensive monitoring of residential services by increasing the frequency of unannounced visits by QA and regional contract management staff.  Any citations must be posted in the home, and regional offices are required to do follow-up.  The Order also requires nurse investigators to review all deaths.     

Self-Advocacy and Family Support

WeCAHR

Self-advocacy in Connecticut has a long history.  The pioneering organization in the state is WeCAHR – the Western Connecticut Association for Human Rights, was begun in 1977. The mission of WeCAHR is to advocate “for the civil and human rights of people with disabilities. We are an association of families and children building communities that respect and welcome people. We educate the public consciousness and promote the understanding of human similarities.”
  Unlike many self-advocacy organizations around the country, WeCAHR did not seek public funding but rather has relied on contributions and volunteers.  According to those interviewed on site, this has meant that the organization has been free to hone advocacy skills while remaining independent.  Recently, the senior advisor to WeCAHR received some funding from the state’s Protection and Advocacy organization.  This funding has made it possible to continue working with individuals at Southbury Training School and others who have moved into the community.  WeCAHR has 100 volunteers conducting outreach and support.

In addition to WeCAHR, there is also a statewide People First organization that has 16 chapters.  Members of People First, in addition to WeCAHR volunteers, conduct empowerment training for self-advocates statewide.

Kids as Self-Advocates

In June 2002, Family Voices in Connecticut sponsored the first organizational meeting of Kids as Self-Advocates – an organization for young adults with disabilities ages 12-22 and their friends.  A total of 24 young people came to the meeting.  They created a mission and discussed what the goals and functions of the group would be.  As a follow-up, Family Voices has received funding from the state’s Developmental Disabilities Council to hold a second organizational meeting.

Family Support

The history of family support in the state also goes back many years.  In 1994, family support legislation was passed that established a statewide Family Support Council.  The Council is responsible for conducting public forums and issuing a yearly report.  One of their specific initiatives was the development of policy recommendations regarding legally responsible relatives.  While the Council has played a periodic role in the state, some of those interviewed felt that it has not solidified its position in the state.  Last year, a family support grant from ADD enabled Connecticut to provide seed money to family groups in each of the department's five regions, to develop local family support councils and build family networks. The grant will end in February 2003, but the Family Support Council is working to seek support to sustain these networks. 

There is also a growing coalition in the state in support of respite services for families that have children with disabilities as well as chronic health concerns.  Recently, there has been a movement by the Public Health Committee to consolidate respite policy in one lead agency.  However, for the moment, no one agency has come forward to take responsibility.

On a positive note, family advocates point to a pilot project that has made it possible for families to hire, manage and train their own staff for home health assistance funded through Medicaid.  Two years ago, DMR and the Department of Social Services planned to make it possible for 25 families participate.  To date, however, only 8 families have been enrolled as a result of budgetary concerns.  

Children’s Services Focus Team

In October 2001, DMR released the results of a year long process that brought together people from all over the state to discuss potential improvements in services to children with cognitive disabilities and their families.
  In addition to developing a strong vision that children with disabilities belong in families, the group recommended that DMR should assume the role of lead agency for children with mental retardation.  As part of that role, the group recommended that DMR should support the expansion of family networks, improve information available to families, easing access to services and supports, and expanding the involvement of families in policy making – among other initiatives.  The estimated total budget for these reforms was listed as about $7.5 million.  Within budgetary constraints, DMR has taken steps to actively address the recommendations of the CSFT.  DMR adopted the Children's services vision and guiding principles and has included many of the recommendations in the agency goals for FY03. 

Challenges
Reduction in Expectations

As noted in the “Facts and Figures” section above, by 2000, the state’s level of financial effort was about twice as great as the nationwide average – a spending level that put Connecticut 5th in its financial expenditures on behalf of people with mental retardation.  While this has certainly been a positive factor, the recent downturn in the budget (Connecticut is currently facing a $500 million deficit) will certainly create a climate where reduced expectations will have to be the order of the day.  

Some of the key informants noted that such “adversity” might be an opportunity to bring about changes in the way services are organized in Connecticut by moving away from more conventional provider-based residential and vocational services.  It may, for instance, provide some impetus for the expansion of “deconstructed” budgets and for additional Individual Service Agreements.

Expansion of Eligibility and Waiting Lists

In line with the impact of altered expectations is the looming waiting list for services.  According to key informants, the cost structure of the system will have to change in the future if DMR is going to be able to address both the unmet needs as well as, potentially, an expanded developmental disabilities mandate.  Currently, $737 million in state funding goes to support 18,000 people.  Moving toward an individual support model is one strategy the state is using to change the cost structure.

Another major fiscal challenge is the amount of funding that continues to flow into Southbury Training School.  Currently, approximately $100 million is being spent on 600 individuals or a total of $165,000 per resident.  Given the dueling lawsuits surrounding the facility and the powerful political forces that have rallied to keep the facility operating at its current capacity, it seems unlikely that any of these resources will be available for other purposes and priorities in the next period of time.

Changing the Cost Structure

Changes in cost structure related to the expansion of individual support agreements and policies supporting portability present challenges in financial management (both in terms of managing individual budgets as well as overall provider agency concerns), “marketing” issues, training of brokers and case managers, and training of individuals and families.  Portability is a concern to some providers who fear losing overhead funding if consumers leave and take funding with them.     

Work is being done to provide equal marketing opportunities for providers, including updating  provider directory and development of web-based provider profiles .  Fact sheets, newsletters, and training have accelerated the movement toward portability.   

Future of the Provider Network

As noted above, there are approximately 150 providers in the State.  Based on conversations with key informants, there is speculation that not all of these providers may survive either the looming budgets cuts and/or the portability and Individual Service Agreement initiatives.  The potential “shaking out” of the current provider cadre, while probably inevitable, will certainly cause some temporary dislocation.

Further, like providers all over the country, providers are facing a crisis in their ability to recruit and retain direct support professionals.  Add to this the need to retrain current staff in more person-centered practices, and the result is a serious challenge to provider performance.  To address this issue, the Private Provider Trade Organization representatives have joined forces with DMR to pursue a collaborative workforce recruitment and development initiative.  The initiative includes three parts:  a recruiting effort known as CT Health Jobs
, the development of local Implementation Teams to develop recruitment strategies, and the creation of a purposeful liaison with the CT Department of Labor/America’s Job Bank.  

Observations and Conclusions
Connecticut is making slow and steady progress on its journey toward person-centered supports.  Building on previous initiatives, the state system is expanding its ability to provide choice and control to individuals and families who opt for individualized services over more traditional types of support.  The primary mechanisms taking hold in Connecticut that will move the state forward on this path include: a permanent presence of self-determination leadership at the state and regional level, a growing number of experienced support brokers across the state, the priority placed on individual support agreement (ISA) expansion, a focus on training for individuals and families, and departmental goals that reflect the expansion of individual supports throughout the system.  

Numerous other efforts, such as the development and testing of an outcome-based quality review and improvement system, a workforce development collaboration, the implementation of new risk management procedures, and the expansion of access to data, are equally as important to the state’s progress.  In fact, Connecticut is ahead of the curve in improving many branches of their system.

The most serious challenge Connecticut faces at this time is the current budget crisis.  With the added factors of a growing waiting list and a shortage of direct support staff, the road ahead will be a difficult one.  Despite these constraints, the people interviewed were optimistic about being able to turn challenges into opportunities for change.  

DMR Mission:


The mission of the DMR is to join with others to create conditions under which all people with mental retardation experience . . . 


Presence and participation in Connecticut town life;


Opportunities to develop and exercise competence


Opportunities to make choices in pursuit of a personal future


Good relationships with families and friends;


Respect and dignity
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� There is extensive information about the Connecticut Department of Mental Retardation and the  services/supports it administers on its website at: http://www.dmr.state.ct.us.


� Learn more about the Council and its objectives at http://www.state.ct.us/ctcdd/ 


� Learn more about OPA at its website at http://www.state.ct.us/opapd.


� Learn more about at http://www.uconnced.org/.  


� Source: David Braddock, Richard Hemp, Mary C. Rizzolo, Susan Parish and Amy Pomeranz (2002).  The State of the States in Developmental Disabilities: 2002 Study Summary.  Boulder, Colorado: University of Colorado, Coleman Institute for Cognitive Disabilities.


� The fiscal effort measure is the result of dividing expenditures by state personal income (expressed in $1,000s).





� Braddock, op. cit.


� Source: Robert Prouty, Gary Smith, and K. Charlie Lakin (eds.). (2002). Residential Services for Persons with Developmental Disabilities: Status and Trends Through 2001. Minneapolis: University of Minnesota, Research and Training Center on Community Living, Institute on Community Integration


� Source: Ibid.


� State of Connecticut Advisory Commission on Services and Supports for Persons with Developmental Disabilities Who Do Not Have Mental Retardation.  Executive Summary, July 2002. 


� For more information on WeCAHR see their website, http://www.wecahr.org.


� State of Connecticut Department of Mental Retardation, Children’s Services Focus Team:  Report and Recommendation, 2001.


� For more information, visit their website at www.cthealthjobs.org.
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