Person-Centered Supports for People with Developmental Disabilities in the Sunflower State
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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.

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!  A copy of the principles adopted in this statement is included in Appendix A.

Methods used to collect information included document review, group interviews, and individual in-person and telephone interviews.  A complete list of data sources can be found in Appendix B.
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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 Kansas’ journey toward a system that embraces the principles of person-centered supports.  This journey began more than a decade ago when Kansans recognized that there was an enormous gulf between what people with developmental disabilities and families wanted and what the state’s service system had to offer.  Throughout the 1990s, Kansans took bold steps to reform and reconfigure the service system so that people with developmental disabilities would “… be able to exercise options to choose where and with whom they live, where to work, to participate in preferred leisure activities, to be educated in schools in their neighborhoods and to build and maintain relationships with family friends.”
Kansans mapped out an ambitious plan to extract the state from its over reliance on large congregate settings and build out community services squarely focused on supporting people with developmental disabilities and families in their communities.  This plan was built on an especially strong foundation of person-centered principles.  Starting with the Community Integration Project, a “person-centered culture” was nurtured and took hold in Kansas. When one looks at the plan that Kansans crafted in the early 1990s and where the state’s service system stands today, one is struck by how faithfully Kansans stuck by their vision and how much of that vision came to pass. 

This case study begins with recounting the history of system change and reform in Kansas.  This history is especially interesting because system change in Kansas was not driven by litigation but instead by Kansans deciding for themselves that how people and families are supported had to be overhauled.  We then briefly describe how the Kansas system is configured today.

We also provide “facts and figures” about Kansas’ services 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 Kansas compares – in relative terms – to other states.

Next, the case study describes the key features of Kansas’ “system architecture” that appear to create an especially solid platform for person-centered supports.  Kansas’ architecture is “opportunity enabling” and has many strengths.

Next, we report what Kansans told us and what we observed with respect to how individuals with developmental disabilities and families are supported. We saw and heard about many positive experiences and practices. We met people with disabilities and families who were very pleased about 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 many stakeholders express their frustrations about the present state of affairs in Kansas and concerns about the future prospects of the service system.

We also outline some of the challenges that Kansas faces going forward.  Kansans clearly understand that the principles of person-centered supports define the destination and the state has accomplished much but there remain many opportunities for improvement.

System Change and Reform in Kansas

The Beginning
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In the early 1990s, Kansans decided to completely overhaul the state’s service system for people with developmental disabilities. In 1990, large congregate facilities (the State Mental Retardation Hospitals and private ICFs/MR) consumed the lion’s share of the developmental disabilities budget even though these facilities served only about one-third of all individuals receiving services. There were almost 1,000 individuals wait-listed for services and every prospect that the waiting list would spiral upward absent the infusion of more dollars and system change. Moreover, it was abundantly clear that Kansas was out-of-step with the movement to support individuals to have everyday lives in the community. Kansans recognized that the service system simply was not supporting what people wanted
.

In 1990, the MR/DD Advisory Council – composed of key system stakeholders – proposed a forward thinking five-year plan to thor​oughly revamp the Kansas service system.  This plan was embraced by the then Division of Mental Health and Retardation Services (DMHRS). DMHRS adopted the following val​ues statement
 to guide the system:

“Kansans with mental retardation or developmental disabilities should have the opportunity to be included and integrated in the life of their community. They should be able to exercise options to choose where and with whom they live, where to work, to participate in preferred leisure activities, to be educated in schools in their neighborhoods and to build and maintain relationships with family friends.”

An accompanying mission statement for the public system was also adopted:

“A comprehensive array of support and direct services should be developed in Kansas which provides the greatest degree of integrated service options to the person who is mentally retarded or otherwise developmentally disabled. This array of services should be enhanced in partnership with individuals served, their parents, advocates, providers of services, federal, state and local governments.”

The DMHRS five-year plan laid out an ambitious agenda for system change.  The plan included (among others) several important directions for the system:

· Broaden eligibility to include individuals with developmental disabilities other than mental retardation;

· Embrace futures planning as the basis for making decisions about the services and supports people would receive;

· Pay nuclear and surrogate families to make a home for children as an alternative to public and private institutions;

· “Rework the way money is allocated by providing funds to wrap services around the individual based on level of need, rather than funding facilities, programs, or services;”

· “Embrace a people first value system which considers people before disabilities, facilities, systems, or bureaucracies, and which encourages use of generic services rather than segregated specialized services;”

· “For children, develop natural supports and family supports;”

· “For adults, reinforce the preference for individual supports rather than facility based services;”

· Substantially reduce the number of individuals served at the three State Mental Retardation Hospitals (Parsons, Winfield, and the Kansas Neurological Institute) and cut back on the number of persons served in large, non-state ICFs/MR;

· Support self-advocacy;

· Change the state role to monitoring and validating local efforts rather than directing and sanction provider staff training.

· Establish new community developmental disabilities organizations to serve as points of access to services and ensure that a minimum array of core services would be available everywhere in Kansas;

· “Establish quality enhancement processes and procedures which go beyond minimally acceptable standards and which are led by consumers and parents;” and,

· Eliminate the waiting list for services.

This plan enjoyed broad stakeholder support and laid out a road map for system change and reform in Kansas. Kansans quickly set about implementing this far-reaching agenda. By the mid-1990s, substantial progress had been made in realizing the goals and objectives that were laid down in 1990.

Building Out Community Supports

During the first half of the 1990s, Kansas took several key steps to reposition the service system so that individuals and families could access a wider range of services and supports in their communities.  Kansas also started the process of reducing its reliance on large congregate settings.

An especially important step that the state took was to reconfigure Medicaid home and community-based waiver services. Until 1991, Kansas did not operate a distinct HCBS waiver program for people with developmental disabilities.  Instead, developmental disabilities services were furnished through an “omnibus waiver program” that spanned other long-term service populations (e.g., seniors and people with other than developmental disabilities). In 1991, the state broke out services for people with developmental disabilities by creating an HCBS waiver program targeted solely for them.  This step enabled tying Medicaid dollars more closely to other system change elements.  Like other states, Kansas saw the HCBS waiver program as furnishing the system financing platform that was most compatible with the essential values of person-centered supports.

The new HCBS waiver program also provided a critical mechanism to underwrite the expansion of community services.  In 1990, fewer than 300 Kansans with developmental disabilities participated in the HCBS waiver program and only $4.9 million was spent on their behalf.  By 1995, there were 1,900 individuals supported through the HCBS waiver program and spending had increased nearly ten-fold to $45.5 million. The state’s revamped HCBS waiver program also included children age five and older in its target population, thereby enabling Kansas to substantially step up its support for families. At the time, Kansas was noteworthy for having extended waiver services to children who live with their families. Most other states limited their HCBS waiver programs to adults with developmental disabilities.

In 1991, Kansas launched the “Community Integration Project” (CIP) to enable individuals served at the State Mental Retardation Hospitals to return to the community. CIP was a “one person at a time” approach to community reintegration that stressed empowering individuals to make decisions about their own lives and featured the use of a person-centered planning processes (specifically, Essential Lifestyle Planning) to identify and develop a package of supports based on each person’s preferences. It also provided for negotiating individual payments for persons who moved to “inclusionary settings.” The CIP experience provided the foundation for the broader adoption of person-centered planning and supports system wide in Kansas. As one observer pointed out, CIP demonstrated that person-centered supports worked.

Through CIP, Kansas made progress in cutting back the state’s over reliance on institutional services.  As the number of individuals served at the three large state operated facilities declined, debate began about whether one or more the facilities should be closed altogether.  This debate continued until 1996 when a “base closing commission” picked Winfield for closure.  Throughout this debate, advocates – particularly leaders of the state’s ADD network – played a linchpin role in convincing public officials to “do the right thing.”

In 1992 and well in advance of other states, Kansas designed and implemented a “tiered-funding” system in order to tie dollar resources to individual level of need
. This funding approach was the first step in implementing the goal to de-couple funding from specific services or service providers. Also in 1992, Kansas launched a “cash subsidy” family support program.

This period also saw the state make important investments in system-wide training, including especially in Essential Lifestyle Planning and making sure that community workers had a solid skill base.

Developmental Disabilities Reform

In 1995, the Kansas Legislature enacted the “Developmental Disabilities Reform Act.” 
 Here again advocates – including ADD network leaders – along with state officials were instrumental in securing passage of this legislation.  The Act addressed many of the key features of system change that had been identified in 1990. In particular, the Act established that it is Kansas policy “to assist persons who have a developmental disability to have:

· “Services and supports which allow opportunities of choice to increase their independence and productivity and integration and inclusion into the community;

· “Access to a range of services and supports appropriate to such persons; and,

· “The same dignity and respect as persons who do not have a developmental disability.”

Via the DD Reform Act, Kansas adopted the federal definition of developmental disabilities and, thereby, expanded eligibility beyond individuals with mental retardation.  The Act also established the present-day network of “Community Developmental Disabilities Organizations” (CDDOs) across Kansas to serve as “a single point of application or referral for services and assist all persons with a developmental disabilities to have access to and an opportunity to participate in community services.”  CDDOs were authorized to provide or arrange for community services, including case management. Most (but not all) CDDOs furnish services. However, services also are purchased from non-CDDO service organizations (called “affiliates”).

Moreover, each CDDO was required to “organize a council of community members, consumers or their family members or guardians, and community service providers, composed of a majority of consumers or their family members or guardians … to address systems issues, including, but not limited to, planning and implementation of services.” CDDOs replaced the predecessor Community Mental Retardation Centers (CMRCs), which were principally service provider organizations that did not have comprehensive responsibility for services furnished in their service areas.  The DD Reform Act also instructed the Secretary of the Department of Social and Rehabilitation Services to establish a system of funding, quality assurance and contracting for community services.  The Act gave the Secretary clear authority to promulgate and enforce standards for the provision of community services.

As previously noted, the enactment of the DD Reform Act addressed several of the key goals and objectives spelled out five years earlier concerning the restructuring of the Kansas service system.  Individuals and families in Kansas communities would have a single entity to turn to in order to access services. Community services would be undergirded by solid standards.  Community members – especially people with disabilities and families – were given integral, visible and important roles to play in local service systems.

Following the enactment of the DD Reform Act, stakeholders held extensive discussions concerning regarding the rules and regulations that would be adopted to implement the legislation.  Public hearings were held around Kansas to obtain input into these policies. In 1996, the Department of Social and Rehabilitation Services promulgated the regulations to implement the Act – Article 63 (Licensing Providers of Community Services) and Article 64 (CDDOs).
 These regulations contained several important provisions, including:

· Spelling out the role and responsibilities of the CDDO as the single point of application, eligibility determination and referral, including gate keeping proposed admissions to state facilities and other ICFs/MR;

· Affirming that individuals would have free choice of provider and instructing CDDOs to furnish “unbiased” information to individuals about available providers and services;

· Permitting individuals to select case management services from the CDDO or an “affiliate” organization (an entity other than the CDDO) and providing that a case manager would serve no more than 25 individuals;

· Requiring the use of person-centered planning and laying down benchmarks for conducting such planning; 

· Providing for on-site monitoring of services by a local committee made up of “persons served, their families, guardians, interested citizens and providers;”

· Affirming the portability of dollars in the event a person moves from one CDDO catchment area to another;

· Spelling out the requirements for the composition of the Council of Community members and the Council’s responsibilities; and,

· Providing for a system of dispute resolution at the local level centered on the council of community members.

These regulations were resolutely person-centered and among the most progressive and comprehensive nationwide. In many important respects, they can serve as a template for other states interested in embedding person-centered principles into their regulatory policy framework.

The state also ramped up its quality assurance/enhancement system, including adding staff to conduct reviews of services and service providers. Kansas also was one of the first states to implement a systematic method for gathering information about individual outcomes.  The Kansas Lifestyles Outcome (KLO) instrument was implemented to provide solid information concerning the extent to which individuals were realizing valued outcomes.

Post Reform

Post-1995, Kansas concentrated on expanding the availability of and access to community services and supports for people with developmental disabilities.  A combination of increased appropriations and system refinancing made it possible for the number of people served in the HCBS waiver program to grow rapidly, reaching almost 5,000 in 1998.  In 1998, the state closed Winfield State Hospital, leaving it with two large state-operated facilities. Between 1990 and 1998, the number of persons served at the State Mental Retardation Hospitals was reduced by about 60%. There also was significant progress in reducing the number of individuals served in large, private ICFs/MR.  Kansas also was one of 19 states to seek and obtain grant funding through the Robert Wood Johnson Foundation in order to promote self-determination for people with developmental disabilities. 

Since 1998, the Kansas service system has encountered various problems. The rapid-paced expansion of community services caused expenditures to increase rapidly, causing the state to impose tighter financial controls to remain within budget. As is the case in other states, a slowing state economy has made it more and more difficult to secure more state dollars to continue expanding access to services. After nearly being extinguished in 1998, the waiting list has started to grow once again
. Still, by 2001, the number of individuals receiving services in Kansas had climbed to over 9,000 or about one-half again as many than 10 years previous. While the recent re-emergence of the waiting list is a cause for concern in Kansas, the state’s waiting list remains appreciably smaller than is the case in the majority of other states.

In 1990, the Kansas service system was dominated by large congregate settings. The state provided scant dollar support for community services.  It lagged well behind many other states in promoting person-centered supports.  To their lasting credit, stakeholders in Kansas – including state officials and others – recognized the need for system change. The Kansas system was antiquated and provider-centered.  It did not align with what people and families wanted.

It is hardly remarkable for a state to issue an ambitious long-range plan to transform and reconfigure its service system. What is remarkable in the case of Kansas is that the plan developed in 1990, in fact, truly served as the system change roadmap over the next several years.  Not every objective was achieved right away.  In some cases, some objectives took longer to realize than originally hoped
. But at the end of the day, the plan was implemented and Kansas accomplished much of what it set out to do – recast its service system along more person-centered lines.

The Organization of Kansas’ Public System

State Administering Agency

Community Supports and Services/Health Care Policy Division (CSS/HCP) in the Kansas Department of Social and Rehabilitation Services is the state administering agency for the provision of specialized services to adults and children with developmental disabilities
. CSS/HCP also administers services for persons who have other disabilities, including working age adults with physical disabilities, persons who have had a head injury and technology dependent children.  CSS/HCP strives to ensure that state policies are compatible across each group of individuals it supports.  The responsibilities of CSS/HCP include:

· State policy leadership

· Administration of the state’s Medicaid HCBS waiver program and other services and supports for people with developmental disabilities;

· Managing community services dollars;

· Conducting state-level quality assurance and improvement activities.  CSS/HCP has twelve Quality Enhancement staff dedicated to conducting reviews of community services to ensure that they comport with state standards and follow-up in the event that problems are identified;

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

CSS/HCP has about 28 staff.  By about any measure, CSS has a lean staff complement in light of its wide ranging responsibilities and the challenges poised by the state’s geography.

ADD Network Organizations

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

· Kansas Council on Developmental Disabilities
 is the state’s developmental disabilities planning council. The Council’s mission is “to ensure people with developmental disabilities have the opportunity to make choices regarding participation in society and quality of life. The purpose of the Council is to advocate for system's change on behalf of individuals with developmental disabilities.”  The Council is well-recognized in Kansas as a leader in bringing policy issues to the fore.

· Kansas Advocacy and Protective Services (KAPS) is the state’s officially-designated independent, private non-profit organization authorized to implement the mandates of several federal laws to protect people with disabilities and to advocate on their behalf
. KAPS works with individuals with disabilities to protect and advance their human, legal, and service rights.
· KU University Affiliated Program on Developmental Disabilities (KU-UAP) is part of the ADD National Network of University Centers for Excellence in Developmental Disabilities Education, Research, and Service
. It is one of 13 Centers affiliated with The Life Span Institute at the University of Kansas.  KU-UAP is “an interdepartmental and interdisciplinary cooperative that develops alternatives to institutional care for persons with developmental disabilities; helps families of persons with disabilities define their needs, find resources, and choose services; supports training to University students at undergraduate, graduate and post-graduate levels; and provides in-service training to service providers.”  Over the years, KU-UAP has played a major role in facilitating the development of important systemwide capabilities in Kansas.

Over the years, Kansas’ ADD network organizations have played an important and active role in reshaping the state’s service delivery system for people with developmental disabilities.

Public Facilities

Kansas still operates two large public facilities for persons with developmental disabilities – Parsons State Hospital and Training Center in Parsons and the Kansas Neurological Institute in Topeka.  Each facility has specialized capabilities in serving individuals with severe challenges and also furnishes support to community agencies and programs.  The number of individuals served at these facilities has dropped below 380.  At present, there are no active plans to close either facility although some advocates believe the time has come for the state to seriously consider closing at least one of the two facilities.

Services

Most Kansans with developmental disabilities who receive services participate in the state’s HCBS waiver program for people with developmental disabilities.  This program offers day and residential services, family/individual supports, environmental/adaptive equipment, wellness monitoring and medical alert services.  HCB waiver services are available to individuals age 5 and over.

Aside from the state’s two large facilities, there are 33 other ICFs/MR in operation.  310 persons are currently served in non-state ICFs/MR (as of July 2002).  The number of non-state ICFs/MR has declined over the years.  Access to ICF/MR services is via the CDDO “single portal” where HCB waiver services also are accessed.  Kansas also has a family support cash subsidy program and furnishes services to individuals who do not qualify for Medicaid benefits.

Accessing Community Services in Kansas

Individuals and families access community services and supports in Kansas through the state’s network of 28 Community Developmental Disabilities Organizations (CDDOs) that were established as an outgrowth of the enactment of the Developmental Disabilities Reform Act.  Each CDDO serves a designated area of one or more counties.  CDDOs serve as the “single portal” for access to publicly funded developmental disabilities services, including the State Mental Retardation Hospitals, non-state ICFs/MR, HCB waiver and other services.  CDDOs determine whether individuals are eligible for services and, if so, connect them to a case manager.  As noted above, Kansas has adopted the federal definition of developmental disabilities contained in the Developmental Disabilities Act and Bill of Rights.  The state furnishes services to individuals with developmental disabilities other than mental retardation.

Case management services in Kansas may be furnished by the CDDO itself, other service providers, and individual practitioners.  Individuals and families are free to select from among qualified case managers.  Case management services are financed through the Medicaid “targeted case management” service option rather than through the state’s HCBS waiver program.  This enables case management to be made available to all eligible persons regardless of whether they participate in the HCBS waiver program.  The state is presently implementing a new system of case management.

When a person has been determined eligible for services, the CDDO is obligated to serve the individual or arrange for services on behalf of the person.  However, Kansas state law does not provide for an entitlement to services.  When funds are not available to meet the needs of a person, s/he is placed on a “Funding Service Access List.”  Like nearly all other states, Kansas gives top priority status to individuals who are in crisis to receive services.  The objective in Kansas has been to start providing services to eligible individuals within 60-days of eligibility determination.  In the event that a person moves from one CDDO area to another, his or her dollars follow along.

Service Providers

In Kansas, CDDOs may furnish services directly to individuals and most do.  However, CDDOs are not the only providers in Kansas by any means.  Across Kansas, there are more than 100 other licensed providers.  These providers must enter into affiliation agreements with CDDOs.  Whether CDDO or independent licensed provider, all providers are subject to same regulations and requirements.  Individuals and families are guaranteed free choice of provider, both under Kansas and federal Medicaid law.  When there are multiple provider organizations that furnish services in a CDDO service area, they compete to furnish services to individuals and families. In addition, Kansas also provides for what are termed “limited license” providers.  A limited license provider may furnish daytime and/or residential services. Developed in 1999, the limited license option primarily enables family members to provide services to adults and is described as “ideal for families who do not wish to use ‘traditional services’.”

Kansas also provides for “self-directed care.”  Individuals who receive in-home supports “… have the option of directing their care.”  If the person is not able to provide self-direction, then her/his parent or guardian can act on the person’s behalf to take responsibility for some or all of the following activities:

· Recruit and select in-home staff;

· Refer in-home support staff to an appropriate agency for payroll registration;

· Pre-screen applicants;

· Directly supervise in-home support staff;

· Assign and schedule in-home support staff;

· Periodically evaluate in-home support staff;

· Dismiss in-home support staff;

· Arrange for back-up services when necessary;

· Maintain records of work performed and time sheets;

· Communicate necessary information to the payroll agent.

In Kansas, self-directed care predated self-determination.  Individuals and families who opt for self-directed care are able to direct and manage direct support workers.

Quality Assurance and Enhancement

CSS/HCP retains ultimate responsibility for licensing community providers and evaluating the performance of CDDOs.  In a later section, we will describe how CSS/HCP carries out its responsibilities in this arena.

The Developmental Disabilities Reform Act also mandated that local Quality Assurance Committees be formed at each CDDO.  These Committees are composed of people receiving services, families/ guardians, interested citizens and other service providers.  By law, these committees are charged with on-site monitoring of services and committees must make a determination of whether: (a) services meet applicable licensing requirements; (b) people’s rights are protected; (c) issues of abuse, neglect or exploitation are being reported and corrected; (d) services paid for are delivered; and, (e) services are delivered in accordance with payment agreements.  Quality Assurance Committees have latitude in how they conduct their activities.  State guidelines specifically provide that these committees are not to be “provider-driven.”  CDDOs are obligated to take appropriate action to “correct any concerns identified by the committee.”  CDDOs also must support the activities of these Committees.

What Facts and Figures Say About Kansas

“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 Kansas’ level of effort along various dimensions.

[image: image4.jpg]


Expenditures

Chart 1
 shows trends in Kansas’ total inflation-adjusted expenditures for developmental disabilities services during the period 1991 to 2001. The chart also breaks down spending among expenditures for State Mental Retardation Hospital, non-state ICF/MR and community services. As can be seen, during the 1990s, Kansas substantially stepped up its spending for develop​mental disabilities ser​vices. Adjusted for infla​tion, total expenditures grew by 47% between 1991 and 2001. This period also saw Kansas shift dollars out of institutional and ICF/MR services to community services and supports. In 1991, only about $1 in every $4 Kansas spent underwrote services in the community even though two-thirds of all persons served lived in the community. Congregate services claimed a disproportionate share of spending. By 2001, community services claimed $3 out of $4 expended on developmental disabilities services. Expendi​tures for community services more than quadrupled in real dollar terms. Spending for institutional and ICF/MR services was cut nearly in half as a result of community place​ments from the State Mental Retardation Hospitals and the downsizing/closure of princi​pally the larger non-state ICF/MR facilities
.
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During the period 1990 – 2000, Kansas tax dollar support for de​velopmental disabilities services increased more rapidly than in the rest of the nation
. In 1990, Kan​sas financial level of effort in support of developmental dis​abilities services was appreciably lower than other states. Chart 2 compares Kansas’ inflation-adjusted expenditures per citizen (total expenditures divided by state population) to the nation. In the early 1990s, Kansas level of effort caught up with and then surpassed the nation at large. In 2000, Kansas level of effort was 12.4% greater than the nationwide average. In constant dollar terms, Kansas expenditures per citizen grew by 58.5% during the 1990s. Nationwide the comparable increase was 32.7%. Kansas outlays for developmental disabilities services more than kept pace with inflation and population growth during the 1990s.

Level of effort also may be measured employing the “fiscal effort” measure developed by the Coleman Institute
. This measure calibrates spending to personal income and, hence, takes into account differences among the economic circumstances of states. Chart 3 shows Kansas fiscal effort versus the nation as a whole. In 1990, Kansas fiscal effort was only a little greater than the nationwide level. By 2000, Kansas fiscal effort exceeded the nationwide level by about 16%. This means that Kansans appreciably stepped up their financial support for developmental disabilities services during the 1990s.

In 1990, Kansas earmarked a greater proportion of its developmental disabilities service dollars to congregate services than was the case nationwide (64% versus 47% nationwide)
. By 2000, due to Kansas efforts to cut back on congregate services and expand community supports, the state was spending an appreciably lower proportion of its dollars on congregate services (about 17%) than other states collectively (24%).

The past ten years or so have seen Kansas devote substantially more dollars to supporting its citizens with developmental disabilities. Kansas track record in this regard has been stronger than most other states. Also noteworthy is that Kansas has shifted significant dollars out of congregate services to purchase more diverse services and supports in the community.

People Receiving Services and Supports
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The strong growth in tax​payer support for develop​mental disabilities services yielded a substantial in​crease in the number of people who receive services and supports, as shown on Chart 4. In 2001, a little over 9,000 Kansans were receiving services and sup​ports, an increase of more than 55% since 1991. In 1991, about one in three Kansas who received ser​vices resided in a State Mental Retardation Hospital or an ICF/MR of any size. By 2001, fewer than 10% were served in such facili​ties.

It is worth pointing out that the increase in the number of Kansans receiving services was proportionate to the increase in spending (adjusted for inflation). The average inflation adjusted cost of supporting an individual in 2001 was almost exactly the same as it was 1991. By shifting away from costly institutional and ICF/MR services to more cost-effective community services, Kansas was able to put its new dollars to work very efficiently. Most other states have been less able to convert increases in funding to proportionate increases in the number of individuals supported. At the same time, individuals served in the community are receiving appreciably more robust services and supports than in the past. Per person outlays for individuals served in the community rose to approximately $24,438 in 2001, a little more than double the 1991 level, adjusted for inflation.

Kansas also has stepped up the number of individuals who receive vital residential services and supports. Between 1991 and 2001, the number of persons receiving these services increased from approximately 3,000 to 4,900 or 63%
. In 2001, Kansas was furnishing residential services at the rate of 181.9 individuals per 100,000 persons in its population. Nationwide, the figure was about 25% less (136.1 persons per 100,000). Between 1991 and 2001, Kansas substantially expanded access to residential services. In 1991, the population-indexed rate at which Kansas made these services available was about one-third less than in 2001.

Also with respect to residential services, it is noteworthy that Kansas is supporting individuals in appreciably smaller settings than is the case nationwide. In 2001, 2.5 individuals were supported per living arrangement in Kansas versus 3.1 nationwide
. Kansas relies less on large congregate settings than the nation as a whole. Relative to population, the number of persons served at the Kansas State Mental Retardation Hospitals in 2001 was about 12% less than the nationwide rate of institutional services utilization.

Medicaid Services in Kansas

Kansas has been very aggressive in employing the Medicaid program to expand access to community services as well as enhance the services and supports that people receive in the community. As previously noted, one of the most important decision that Kansas made in the early 1990s was to concentrate on employing the HCBS waiver program as its principal means of acquiring federal Medicaid dollars to expand services. In 1991, the Kansas HCBS waiver program for people with developmental disabilities served fewer than 500 individuals or about one in every eight persons in the community. By 2001, the program had grown to serve 5,835 individuals or 71% of all persons who received community services. The expansion of its HCBS waiver program enabled Kansas to highly leverage its state dollars in order to expand and enhance community services. Indeed, according to the Coleman Institute, in 2000 only seven other states were leveraging their state dollars through the Medicaid program at a rate greater than Kansas
.
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In 2001, Kansas was furnishing Medicaid-funded long-term develop-mental disabilities services (via the HCBS waiver and ICF/MR programs) at the rate of 247.3 persons per 100,000 population versus the nationwide rate of 155.1 persons per 100,000 population
. Some 216.5 Kansans per 100,000 were supported through the HCBS waiver program versus the nationwide figure of 115.1 individuals per 100,000 population. By concentrating on the HCBS waiver program as its principal means of securing federal Medicaid dollars, Kansas has been able to leverage its own dollars very effectively while concurrently offering people with developmental disabilities and families flexible and diverse services and supports. By making HCBS waiver services available to individuals (children and adults) who live with their families, Kansas also has been able to deliver HCBS waiver services more economically than most states. In 2001, the average annual cost of serving a person via the HCBS waiver program in Kansas was $31,315 or roughly 11% less than the nationwide average.

Altogether, Kansas spent approximately $245 million on HCBS waiver and ICF/MR services in 2001. HCBS waiver spending accounted for 71% of the total. Nationwide, the proportion of Medicaid dollars spent on HCBS waiver services was appreciably lower – about 51%. In 2001, nationwide the average annual cost of furnishing Medicaid long-term services of both types to individuals with developmental disabilities was approximately $51,500 per person. Since Kansas made significantly greater use of the HCBS waiver program than most other states and has greatly de-emphasized ICF/MR services, its costs per Medicaid beneficiary are significantly lower – about $37,800 per person.

Had Kansas not decided to employ the HCBS waiver program as its main means of capturing federal Medicaid dollars, there is little doubt that the state would not have been able to expand community services to anywhere near the extent that it has. The HCBS waiver program afforded Kansas the opportunity to acquire and deploy federal Medicaid dollars very efficiently and cost effectively.

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 pursue 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 select providers.

· When dollars are attached to individuals, they are portable. This permits individuals and families to change service provider if their current provider is not performing in a satisfactory fashion or 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.

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

The system architecture of the Kansas system is especially well-designed. In particular:

· In advance of most other states, Kansas reconfigured its funding for community services to link dollars to individual needs rather than tie them to service categories or service providers. The state’s tiered funding system was well ahead of its time in this respect. It has proven to be adaptable. Because dollars are tied to individuals and families, Kansas has had an easier time than many states in providing opportunities for self-determination. The amount of money available to individuals is the same regardless whether they self-direct or not. In Kansas, “self-directed supports” were commonplace before self-determination emerged.

· Kansas made an important decision in the early 1990s when it selected the HCBS waiver program as its principal vehicle for underwriting the costs of community services. The HCBS waiver program permits considerable flexibility in meeting the needs of individuals and families. Kansas avoided designing its HCBS waiver program to limit choices and opportunities.

· In advance of DD Reform and continuing on to this day, Kansas decided that person-centered planning would be the foundation of its community system. Over the past several years, the state has sponsored and invested in extensive and continuing training for stakeholders and case managers in person-centered planning, especially Essential Life Style planning. As a result, more than is the case in most other states, Kansans are quite comfortable and well-versed in person-centered planning. Kansans have worked hard to establish a “person-centered culture.”

· Kansas has maintained an “open-market” with respect to entities that may provide services. The state has not artificially constrained the number of service providers. While CDDOs themselves also furnish services, they are not the exclusive provider of services.  Kansas affirms that people and families have free choice of service provider.  They are not locked into one agency.

· Kansas also has not limited the provision of case management services. Service coordination may be provided by CDDOs, other service agencies and by independent entities. Recently, the state has taken steps to strengthen service coordination by providing for the licensure of case managers. It took this step in order to assure that case managers possess the requisite skills and knowledge to support individuals regardless of the entity with which they are affiliated.

· The state’s approach to quality assurance is noteworthy because it is person rather than agency-centered. State quality reviews take an in-depth look at the services and supports individuals receive. If these sample reviews reveal that there are problems, then they are expanded. Moreover, the state continues to directly involve community members in quality assurance activities at the local level.

The groundwork for Kansas system architecture was laid more than a decade ago by the MR/DD Advisory Council in its visionary system plan and reinforced by the Developmental Disabilities Reform Act and the follow-up adoption of the Article 63 and Article 64 regulations. 

Case Study Findings: What We Saw and Heard About the Kansas Experience
During our visit to Kansas, we had the opportunity to meet and talk with many individuals and families, direct support professionals, case managers, advocates, state officials, CDDO managers and staff, and service agency managers.  They shared with us many positive stories.  We met people with disabilities who were enormously pleased with their life situation and the supports they received.  But stakeholders also shared some of their frustrations with the present state of affairs in Kansas.

The Importance of Collaboration and Leadership

Stakeholders agreed that collaboration and strong leadership played an enormously important role in setting in the motion the wide-ranging changes that Kansas made in its service system.  Many pointed out that there was a shared vision among advocates and state officials concerning the aims of system change and reform.  There was considerable collaboration among stakeholders in securing the adoption of the Developmental Disabilities Reform Act and crafting its implementing regulations.  Most informants regarded the enactment of the Reform Act as a sentinel event as establishing a solid foundation under the Kansas system.

Case Management and Person-Centered Planning
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Virtually all the stakeholders we interviewed during the site visit agreed that the Kansas develop​mental disabilities system had embraced the philosophy and practice of person-centered plan​ning throughout the state.  Most key informants saw the shift away from more conventional planning methods as a positive step and clearly a prerequisite to “person-centered doing.”  As one case manager observed “if you’re not doing person-centered planning, what are you doing!”  While some case managers noted that person-centered planning was time consuming, others believed that this was not an excuse to short change the process.  

The state’s licensing regulations make it clear that person-cen​tered planning must concentrate on helping individuals achieve their preferred lifestyle.  Over the years, Kansas has made a large investment in conducting systemwide training in effective person-centered planning methods.  The state has recognized the importance of promoting competency and confidence in person-centered planning methods throughout the service system.

However, our interviews with stakeholders also surfaced criticisms of the current support planning processes.  Some plans were portrayed as overly elaborate and difficult for direct support professionals to master.  Others identified a disconnect between the support planning process and people who supported individuals day-by-day.  Finally, some key informants noted that the plans did not nor could not reflect the fluid nature of people’s lives and needs and that as such they were too static and therefore used mainly as a source document for some DSPs.

The ability to do person-centered planning is greatly aided by both the diversity of case managers in Kansas as well as the caseloads.  According to those interviewed, caseloads stand at about 25.  While this ratio is being increased to 30, it is a lower ratio than is present in many other states where case managers are over loaded and do not have enough time to meet all their responsibilities.  The capability of a service system to ensure that services and supports are truly responsive to individual needs and preferences hinges on case managers/service coordinators having enough time to facilitate the planning process.  In Kansas, case managers appear to be less “desk bound” than in many states where they have heavy workloads.  Case managers are able to be out and about to meet with individuals, families and service providers to keep abreast of where things stand with the individuals they support.  

With respect to diversity, case management is a fairly “plastic” concept and not rooted in one prescribed approach.  Case managers may work for the Community Developmental Disabilities Organization (CDDO), a provider, or may be hired as independent contractors.  Kansas is establishing a competency-based system for licensing case managers
.  Most of the stakeholders we interviewed believed this was a positive step to ensure that all case managers – regardless of affiliation – possess basic competencies and qualifications.

Some stakeholders voiced their ongoing concerns about the potential conflicts of interest when case managers work for the agency (CDDO or other licensed provider).  These stakeholders believe that Kansas should separate the provision of case management from the provision of other services.  Other stakeholders, however, dissented.  They believe that when case managers work for the provider agency they are close enough to make a difference in the lives of individuals.

Self-Determination

As previously noted, Kansas has put into place “self-directed” services.  Through self-directed services, individuals and/or families can exercise considerable control and authority over the selection and supervision of workers who provide in-home services.  The development of the “limited-license” option also is another way for families to directly manage service and supports.  The “limited-license” parallels to some extent “micro-board” arrangements that are enjoying increasing interest around the country.

“Self-determination” – especially direct management of dollars -- has not spread uniformly throughout the CDDOs in Kansas.  However, as we learned, it has certainly taken root in Topeka.  According to key informants, the TARC – the Topeka area CDDO – is the only site that is continuing to enroll people in self-determination following the conclusion of the pilot effort supported by the Robert Wood Johnson Foundation.  Several individuals with disabilities and families we interviewed in the Topeka area were taking advantage of the opportunity to manage their own budgets.  According to individuals interviewed, the presence of a “good payment system” has made it easier to create person-centered supports

In Topeka, families are given the opportunity to manage their own budgets.  Billing for the Medicaid waiver takes place through a variety of fiscal intermediaries (e.g., one family was using a local CPA).  One family noted that they had switched to individually managed budgets after unsatisfactory dealings with four agencies providing support for their family member at home.  Another family noted that their son was flourishing in his own apartment with a room mate that he chose.

Another family, however, noted that managing all of the staff for their son had become onerous and they had moved to become a residential provider by getting a “limited license.”  Such licenses are available to families and others who are interested in starting day or residential programs in no more than two sites.

One of the issues raised regarding the move to self determination was the whole issue of risk reserves or the availability of money to apply when individual circumstances change for the family or the individual.  TARC is slowly building up such a reserve, but it has taken a few years.  TARC officials also pointed out that they had experienced problems in floating dollars since individual budgets were pre-funded but payments for services provided came after service delivery.  Only recently has cash flow been balanced.

Another issue raised by the providers was what some consider the need for an administrative fee payable to the CDDO in order to manage the individual budgets, the risk reserves, and so forth.  Another challenge noted was the necessity to recalibrate quality assurance mechanisms in light of emerging unconventional arrangements (e.g., staff hired by family or individual, staff working only a few hours a day, etc.).

The two individuals with disabilities whom we interviewed seemed very satisfied with their flexible supports and were enjoying their desired life styles.

Stakeholders noted that wider access to self-determination in Kansas likely would entail the state’s selecting a single intermediary to cross CDDO lines and improved mechanisms to address the cash flow problems that arise in pre-funding budgets.  There is a task force working on the creation of state-wide self-determination policies by June 2003.  Self-determination may eventually extend to other waiver populations, including frail elderly and people with physical disabilities.

Quality Assurance and Improvement

Kansas has adopted an approach to quality assurance and improvement that distributes responsibilities between the state and CDDOs.  The state retains ultimate responsibility in conducting such functions as licensing community agencies and making sure the fundamental state and federal requirements are being met.  A feature that is somewhat unique to Kansas is the role spelled out for the CDDO Quality Assurance Committees.  These Committees provide a way to involve people with disabilities, families, and other local community members in assessing the quality of services that people receive.

· The Kansas Lifestyles Outcomes

Kansas has developed a tool to probe the quality of services and supports that people receive.  This instrument is called the Kansas Lifestyle Outcomes - II
.  This tool provides a systematic way of gauging the extent to which valued outcomes are being achieved on behalf of individuals as well as gauge other aspects of their services.  This tool is used as part of the provider licensing process.  A sample of individuals is selected and information is gathered employing the tool.  If the tool reveals specific problems and issues, then the sample is widened and the results guide a more in-depth assessment.  KLO measures outcomes in the following four safeguard areas:

· Opportunities for choice to support and increase independence productivity, integration and inclusion; effective access maintained

· Individual rights and responsibilities supported

· Personal health and safety maintained

· Uses of psychotropic medications or restrictive practices safeguarded

Licenses are issued once a year, but CSS/HCP considers the actual process of monitoring as important as the actual issuing of a license.  Monitoring is comprised of regular visits to the locations where people receive services, reviews of complaints of abuse and neglect, and completing the KLO surveys for people served by the agency throughout the year.  Rather than waiting for a single on-site survey to be completed, the provider receives ongoing feedback throughout the year.  Providers are required to take corrective actions when SRS staff identifies issues and service improvements that demand immediate attention.

During the course of the survey, if serious issues are identified, the sample may be increased.  Kansas places special emphasis on reviewing the use of psychotropic medications and has “red flags” indicated where issues are identified for the individual.  

CSS/HCP officials noted that the KLO process is especially sensitive to individual outcomes and circumstances.  In that sense, every review is different with potentially different emphases.  This was seen as both a strength and potential weakness by key informants in the field.  While most of those informants appreciated the focus on outcomes and design of the KLO, some noted that, because of the somewhat “subjective” quality of the review, the results could vary depending on the individual conducting the survey.
The results of the KLO are submitted to provider agencies.  However, there seemed to be some unevenness insofar as the sharing of information within an agency.  Some provider staff asserted that they rarely if ever saw the results of the KLO, while others said that they had.

It was clear from interviews and materials reviewed that the state does tabulate and use the information as a general indication of the performance of providers throughout the state.  In reviewing the 2002 tabulations, it was clear that measurements of the four outcome areas clearly discriminated among providers and supplied a useful tool to stakeholders attempting to make informed choices.

· CDDO Quality Committees

As previously noted, each CDDO must set up a “quality assurance committee” of community members, including persons with developmental disabilities, family members/guardians, interested citizens, and providers.  The type and intensity of the reviews is determined by the committee but at least has to include a determination of whether:

1. Services are meeting applicable licensing requirements.

2. People’s rights are being protected.

3. Issues of abuse, neglect or exploitation are being reported and corrected.

4. Services paid for are delivered.

5. Services are delivered in accordance with payment agreements.

According to informants, the composition of the committee guarantees that the reviews will not be dominated by providers and that observations will be based on the real life experiences and common wisdom of the individuals conducting the reviews.  However, some informants reported that difficulties in securing sufficient numbers of individuals to participate on these committees.

· Health, Safety, and Risk Management
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Kansas licensing regulations require that the provider, through the person-centered plan, identify any health and safety issues that might potentially limit an individual’ preferred lifestyle.  The specific requirements are:

With respect to incident management, a few of the key informants noted that the current reporting and investigation process was inadequate and that there were few consequences meted out.  This criticism of the process is a familiar one and tends to associated with states where there is a reliance on decentralized entities to maintain information and screen it for potential action.

Self-Advocacy

The Self Advocate Coalition of Kansas (SACK) is a coalition of over 20 member local self-advocacy groups around Kansas.  Its roots go back nearly two decades.  SACK recently became its own 501 (c) (3).  SACK conducts legislative advocacy, sponsors empowerment training, maintains a resource library, is a member of the statewide DD Coalition and provides a social outlet as well.

According to the key informants, many people who have been active in SACK over the years have gone on to take leadership roles on Arc boards, statewide policy boards, and the boards of local civic organizations.  They also provide peer support to one another.  

Key informants also noted that self-advocates have been in increased demand by SRS to participate in a range of policy and other activities.  Self-advocates appear to be valued participants in state policy making activities.  At one time, SACK had a contract with the state to do peer self-advocacy training. Currently the group gets funding from the state and from the Developmental Disabilities Council.  Informants noted that it was sometimes difficult to get people to participate from areas outside of Topeka due to transportation issues.  They also noted that there was still some resistance among providers in facilitating attendance at self-advocacy meetings.  One self-advocate reported that a provider had “had nothing but trouble with the residents since they started coming to meetings.”

Family Network

Kansas has an active family network, Families Together, a grassroots organization funded by the federal Department of Education that has been around for 20 years.  Families Together has four Parent Training and Information (PTI) centers across the state, and five regional coordinators supported by the centers.  The major activities of the centers focus on providing assistance and information to parents of children birth to 21.  IEP development, collaboration with special education professionals, and understanding policy are some of the areas addressed in parent training sessions.

Collaboration Among ADD-Funded Programs

The Developmental Disabilities Council, the UAP and the P&A in Kansas have been and continue to be prominent facilitators of person-centered practice and have used this synergy for positive results.  The DD Council has been in the forefront of the Developmental Disabilities Coalition, which continues to press for the goals and principles of the DD Reform Act and other important and progressive changes in the state.  

The UAP has also been active in the coalition and has attempted to do things in the system that the state, because of resources or other factors, hasn’t been able to do including training dentists and organization a statewide network for assistive technology. 

Advocates from the state P&A organization are included in policy development under the current administration and actively support changes such as statewide expansion of self-determination and improved access to employment supports.      

This coordination and collaboration among the ADD “sister agencies” has proven to be an important element in the success on system reform in Kansas.

The End of Exuberance
Many informants noted that until about 1998, the push to eliminate the waiting list and the expansion of the community system meant that dollars were readily available around the state and individual plans were funded at generous levels.  But tighter controls have been enforced due to increasing spending the need to keep spending within budget.  The result is that some individuals and families have seen their budgets cut and new entrants to the system are not receiving the same open-handed treatment.

Some of those interviewed saw this as “back-sliding” and noted that the Kansas system was losing ground as a result.  The test will be whether putting the brakes on spending will lead to a curtailment of the innovations that have been promoted in the recent past or whether stakeholders will see this as an opportunity to expand self-determination and potentially a more efficient use of resources.

Challenges

There is little doubt that during the 1990s Kansas succeeded in substantially reconfiguring its developmental disabilities service delivery system.  Kansans followed through on their commitment to cut back on the use of congregate services and expand person-centered supports in the community.  Dollars were reprogrammed from congregate services to the community.  Exploiting the HCBS waiver program enabled the state to secure federal dollars that were vital to expand access to services and supports.  However, going forward, Kansas faces significant challenges.

Waiting List. As in other states, Kansas is struggling with the effects of the economic downturn.  One of the most immediate consequences of the downturn is that Kansas faces the prospect that its waiting list will ratchet upward.  In 1998, Kansas had managed to substantially reduce and almost eliminate its waiting list for community services.  Most individuals seeking services were able to receive them right away.  Since then, the waiting list has been growing, reaching 424 individuals in March 2002.  Moreover, there were another 923 persons who received services but needed additional services.  Due to state budget shortfalls, the Kansas legislature was not able to earmark additional dollars to address during FY 2003.  As a result, it is expected that the waiting list may top 700 people by the end of FY 2003 and the number of people who need additional services might climb above 1,000.  The hope in Kansas in 1990 was that the state would come to operate a “full-service system” where individuals and families would be able to access services and supports that they need right away. Kansas still faces the challenge of achieving this goal.

Workforce.  Another enormously important challenge facing Kansas is the need to boost community funding so that community agencies can offer appropriate pay and benefits to direct support professionals.  In 1990, stakeholders recognized that a stable community workforce would be absolutely vital in promoting the quality and effectiveness of services and supports.  Some progress was made during the 1990s in boosting wages.  However, like other states, Kansas has been overtaken by the workforce crisis that has made it difficult to attract and retain competent staff in human services programs of all types.  Community agencies are experiencing high vacancy and turnover rates.  Self-advocates expressed serious concerns about the shortage of DSPs.  In Kansas as elsewhere, workforce problems are emerging as a barrier to the provision of person-centered supports.  Informants agreed that addressing the workforce crisis was one of the main challenges that Kansas faces.

Employment.  Even though Kansas has made substantial strides in promoting person-centered supports along many dimensions, the state continues to lag far behind others in securing integrated community jobs for people with developmental disabilities.  Individuals are half as likely to hold an integrated job in Kansas as nationwide
.  Fewer dollars in Kansas are earmarked to pay for supported employment than is the case nationwide.  During the build out of community services in Kansas, there was little focus on community employment.  Self-advocates especially – but other informants as well – were discouraged that integrated community employment was not a higher priority in Kansas.  Some informants observed that people are just being fed into workshops.  In addition, Kansas has a higher protected income level for persons on the waiver in order to ensure that persons can move into community settings with sufficient protected income to pay for room and board.  While this policy is consistent with valuing community living, it does have the downside of creating disincentives to employment.  

Points of Tension.  The CDDOs are the single entry point into the local system and they are also the case manager, contractor as well as a provider of service in all but two areas.  Several informants saw this as a potential “conflict of interest” and one that must be addressed as the system more to more individualized supports.  Kansans believe that it is important and valuable to have an identifiable local entity directed by community members.  However, several believed that the service branches of CDDOs should be spun out.

Self-determination.  Self-determination is flourishing in a few areas of the state but is off to a slow start in others.  The state is planning on convening a task force to discuss the fine points of implementation.  Some of those interviewed felt that the system was still too “provider driven” and that movement to individually controlled budgets was slow as a result.  The next few years should determine whether a “critical mass” of support exists to move the system significantly forward in a person-driven direction.  

Each of these challenges is serious. Absent stepped up funding, Kansas’ vision of operating a “full-service system” through which all citizens with developmental disabilities are able to access needed services and supports will not be realized. Adequate wages and benefits are necessary to ensure that people in the community are supported by a competent and stable community workforce. High turnover and vacancies seriously undermine the quality and effectiveness of services and supports. Lastly, it is important to step up the state’s performance in the employment arena. Community employment not only promotes independence but is central to achieving real integration of people with developmental disabilities in the community.

Observations and Conclusion

In many respects, Kansas is a leader in the development of person-centered supports – an even more laudable achievement given the nature of the system prior to the DD Reform Act.  In short order, the state established person-centered planning as a norm, developed substantial family supports, created an outcome-focused quality enhancement process, and developed multiple means of collaboration with a range of stakeholders.  We were enormously impressed by the resolve of the Kansans who were steadfast in their commitment to the principles of person-centered supports.

Some Kansans expressed concerns that the state is “backsliding.”  Others saw it as a real challenge to “keep the momentum going.”  Still others wondered whether the state was becoming less innovative, less willing to “think outside the box”, potentially as a result of having become too reliant on Medicaid funding.

The fact that Kansas faces many challenges does not detract from what has been accomplished in the state.  The extent and scope of services and supports for people with developmental disabilities in Kansas is vastly improved from what it was only a few short years ago.  Kansans have taken many important steps that elsewhere are only now being considered.  Kansans recognize that they “are not there yet” in fully bringing to life the principles of person-centered supports.

Appendix:  Sources Consulted

Documents

· DMHRS (1991). “Supporting Kansans with Developmental Disabilities.” Department of Social and Rehabilitation Services.  Also updates for 1992, 93, 94
· DMHRS (1995).  “A Review of Kansas Services for People with Mental Retardation.”
· SRS, Mental Health and Developmental Disabilities (1996).  “Outcomes for the 21st Century: Strategies for Enhancing the Lives of Kansas with Developmental Disabilities (FYs 97 -01).”  

· Kansas Lifestyle Outcomes – Second Edition

· Developmental Disabilities Reform Act

· Articles 63 and 64

· University of Minnesota Research and Training Center on Community Living and the Lewin Group (2000).  A Review of the Medicaid Home and Community-Based Services for Adults with MR/DD in Kansas.

Internet Resources

· CSS/HCP: http://www.srskansas.org/hcp/css/index.htm 

· Kansas Council on Developmental Disabilities: http://nekesc.org/kids/kcdd.html 

· KAPS: http://www.ksadv.org/ 

· KU-UAP: http://www.lsi.ukans.edu/uap/uap.htm 

· SACK: http://www.grapevine.net/~thearcdc/SACK/ 

Key Stakeholders Interviewed

· Staff – Community Supports and Services, Health Care Policy, Kansas Department of Social and Rehabilitation services.

· Jane Rhys, Executive Director, Kansas Council on Developmental Disabilities

· Sean Swindler and Scott Letz, KAPS
· Self-Advocate Coalition of Kansas (SACK) Jeanne Abraham-Lunz, Kathy Lobb, Kelly Smith Kim Dietrich

· Steve Schroeder, KU-UAP
· Bill Craig, President of Interhab
· Susan Arnold, Families Together, Topeka regional coordinator
· Sharon Spratt, Exec Dir Cottonwood Inc.
· Topeka Association for Retarded Citizens (TARC) (CDDO for Shawnee County):  Staff, individuals with developmental disabilities, families, and case managers.  DSPs working with various agencies.  

· Wyandotte County Developmental Disabilities Organization (CDDO): Staff and families.  Also representatives of service agencies in Wyandotte County.
From Kansas regulations …


(a) The provider shall prepare a written person-centered support plan for each person served that shall meet these requirements:


(1) Be developed only after consultation with the following:


(A) The person;


(B) the person’s legal guardian, if one has been appointed; and


(C) other individuals from the person’s support network as the person or the person’s guardian chooses;


(2) contain a description of the person's preferred lifestyle, including describing the following:


(A) In what type of setting the person wants to live;


(B) with whom the person wants to live;


(C) what work or other valued activity the person wants to do;


(D) with whom the person wants to socialize; and


(E) in what social, leisure, religious, or other activities the person wants to participate;





� EMBED Excel.Chart.8 \s ���





� EMBED Excel.Chart.8 \s ���





 (5) describe when it is necessary to do so, to the person and the person’s support network, how the preferred lifestyle might be limited because of imminent significant danger to the person’s health, safety, or welfare based on an assessment of the following:


(A) The person's history of decision-making, including any previous experience or practice the person has in exercising autonomy, and the person's ability to learn from the natural negative consequences of poor decision-making;


(B) the possible long- and short-term consequences that might result to the person if the person makes a poor decision;


(C) the possible long- and short-term effects that might result to the person if the provider limits or prohibits the person from making a choice; and


(D) the safeguards available to protect the person's safety and rights in each context of choices;





What People Want


Choice … in daily decisions about job, friends, recreation and residence


Citizenship … as a part of the community. Having interdependence and partnership. Exercising decisions affecting oneself.


Economic Opportunity …to work, to contribute, to have options for success


Freedom …of movement. Freedom from stigma.


Individuality … by having a name and a personal history in the community and the opportunity to choose with whom to live with dignity and status.


A Voice Regarding …money, transportation, services, medications and resources.


Permanency … of a stable life in the community without fear of a return to an institution. To be with family and friends.


Privacy … of records, files and histories


Recognition of abilities, capacities and gifts.


Relationships… with family, friends, and partners.


Security … and protection from harm in environments where risk is controlled. To have safety and to receive competent services.
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� DMHRS (October 1991). “Supporting Kansans with Developmental Disabilities.” Department of Social and Rehabilitation Services.


� Ibid.


� Kansas employs (with modifications) the New York State Developmental Disabilities Profile instrument to assign individuals to five funding tiers, based on the disability challenges that persons face. The tiers distinguish between people who live with their families and those in out-of-home placement. There also is a process for the state to grant exceptions to the tier funding amounts in exceptional circumstances.


� K.S.A. 1999 Supp. 39-1801 through 1810 (� HYPERLINK "http://www.srskansas.org/hcp/css/LawsandRegs.htm" ��http://www.srskansas.org/hcp/css/LawsandRegs.htm�.) 


� Also located at: � HYPERLINK "http://www.srskansas.org/hcp/css/LawsandRegs.htm" ��http://www.srskansas.org/hcp/css/LawsandRegs.htm�. 


� In December 1998, there were 74 adults and 43 children who were not served. In December 2002, the numbers had increased to 257 and 228 respectively. 


� For example, with respect to the State Mental Retardation Hospitals, the original plan called for their census to be reduced to 675 individuals by 1995. That level was not achieved until 1996. One reason for the delay was the decision to adhere to person-centered principles in the implementation of CIP. Doing community placement the right way took longer than expected.


� There is extensive information about CSS/HCP the services/supports it administers on its website at: � HYPERLINK "http://www.srskansas.org/hcp/css/" ��http://www.srskansas.org/hcp/css/�. .


� Learn more about the Council and its objectives at � HYPERLINK "http://nekesc.org/kids/kcdd.html" ��http://nekesc.org/kids/kcdd.html�. 


� Learn more about KAPS at its website at � HYPERLINK "http://www.ksadv.org/" ��http://www.ksadv.org/�.


� Learn more about KU-UAP at � HYPERLINK "http://www.lsi.ukans.edu/uap/uap.htm" ��http://www.lsi.ukans.edu/uap/uap.htm�.  


� Source: SRS Division of Health Care Policy – Programming, Evaluation, Technical Support and Research.


� In 1991, approximately 680 individuals were served in non-state ICFs/MR that served 16 or more individuals. By 2001, that figure had been reduced to 209. 


� This and subsequent comparisons of Kansas spending to the nation are based on: David Braddock, Richard Hemp, Mary C. Rizzolo, Susan Parish and Amy Pomeranz (February 2002). The State of the States in Developmental Disabilities: 2002 Study Summary. Boulder Colorado: University of Colorado, Coleman Institute for Cognitive Disabilities and Department of Psychiatry. The figures contained in this study include outlays not included in the SRS figures (principally federal SSI dollars). In the period 1990 – 2000, nationwide spending increased by 52%; in Kansas, the increase was 71%


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


� Congregate services are services furnished in facilities (whether operated by a state or another entity) that serve 16 or more individuals. Again, for the purposes of this comparison, we employed the Coleman Institute figures rather than the SRS figures.


� 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.


� Ibid.


� Braddock et al., op. cit. According to the Coleman Institute figures, only 5% of Kansas state dollars were not matched versus 18% nationwide. Since 2000, SRS has taken additional steps to even more highly leverage state and local tax dollars. In 2000, federal dollars accounted for 61% of Kansas developmental disabilities spending versus 48% nationwide.


� Prouty et al., op cit.


� There is extensive information about the changes that Kansas is making in case management at: � HYPERLINK "http://www.srskansas.org/hcp/css/DDCM.htm" ��http://www.srskansas.org/hcp/css/DDCM.htm�.  The state is employing web technology for individuals to apply for a license and complete an assessment concerning various dimensions of case management.


� A copy of this tool is available at: � HYPERLINK "http://www.srskansas.org/hcp/css/pdf/KLOII.pdf" ��http://www.srskansas.org/hcp/css/pdf/KLOII.pdf�. 


� Braddock et al., op. cit.
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		1996		1996
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3.23

3.1234497223

4.09

3.6490659563

4.34

3.6111427993

4.28

3.6950880301



Population

		

				7/89		7/90		7/91		7/92		7/93		7/94		7/95		7/96		7/97		7/98		7/99		7/00		7/01

		Kansas		2,462,622		2,482,768		2,502,914		2,523,224		2,543,699		2,564,340		2,585,148		2,606,125		2,627,273		2,648,592		2,670,171		2,691,750		2,694,641

		Wisconsin		4,858,347		4,903,334		4,948,321		4,993,722		5,039,538		5,085,775		5,132,436		5,179,526		5,227,047		5,275,004		5,323,402		5,372,243		5,401,906

		United States		246,414,038		249,499,137		252,584,237		255,707,484		258,869,351		262,070,315		265,310,859		268,591,473		271,912,653		275,274,900		278,678,721		282,124,631		284,796,887

		Kansas		24.63		24.83		25.03		25.23		25.44		25.64		25.85		26.06		26.27		26.49		26.70		26.92		26.95

		Wisconsin		48.58		49.03		49.48		49.94		50.40		50.86		51.32		51.80		52.27		52.75		53.23		53.72		54.02

		United States		2464.14		2494.99		2525.84		2557.07		2588.69		2620.70		2653.11		2685.91		2719.13		2752.75		2786.79		2821.25		2847.97

		For expenditures calculations

				1990		1996		1998		2000

		Kansas		2,472,695		2,595,637		2,637,932		2,693,196

		Wisconsin		4,880,841		5,155,981		5,251,026		5,387,075

		United States		247,956,587		266,951,166		273,593,776		283,460,759





Kansas SOS

		

				1990		1996		1998		2000

		Congregate		88649719		91074027		71064071		51930636.5280374

		Community		50184996		141460776		206076860		261116017.471963

		Total		138834715		232534803		277140931		313046654

		Deflator		1.306		1.123		1.074		1.000

		Inflation adjusted

				1990		1996		1998		2000

		Congregate		$115,806,207		$102,304,965		$76,336,677		$51,930,637

		Community		$65,558,403		$158,905,236		$221,366,753		$261,116,017		298.3%

		Total		$181,364,611		$261,210,200		$297,703,430		$313,046,654		72.6%

				0.6385270355						0.1658878505

				1990		1996		1998		2000

		Congregate		$115.8		$102.3		$76.3		$51.9

		Community		$65.6		$158.9		$221.4		$261.1

				1990		1996		1998		2000

		Kansas		$73.35		$100.63		$112.85		$116.24		1.5847440849

		US		$77.90		$95.86		$100.52		$103.40		1.3273583982

		Kansas - Fiscal Effort				Kansas		US

				1990		$3.23		$3.12

				1996		$4.09		$3.65

				1998		$4.34		$3.61

				2000		$4.28		$3.70
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Large PRF

		Wisconsin		1990		1996		1998		2000						change

		TOTAL FUNDS		$314,693,447		$496,463,031		$622,507,429		$696,730,140		8.3%		121.4%		$382,036,693

		Deflator		1.306		1.123		1.074		1.000

		Inflation Adjusted		$411,094,981		$557,685,156		$668,694,429		$696,730,140		5.4%		69.5%				Total Expenditures (Inflation Adjj)

		CONGREGATE 16+ BEDS		$157,038,921		$209,709,293		$217,550,945		$221,430,159		3.5%		41.0%						Congregate		Community

		Inflation Adjusted		$205,145,397		$235,569,926		$233,692,159		$221,430,159		0.8%		7.9%				90		$205.1		$205.9

		INSTITUTIONAL SERVICES FUNDS		$106,207,030		$121,998,041		$118,642,400		$118,412,137		1.1%		11.5%				96		$235.6		$322.1

		Inflation Adjusted		$138,741,932		$137,042,423		$127,445,085		$118,412,137		-1.6%		-14.7%				98		$233.7		$435.0

		STATE FUNDS		$52,634,803		$57,511,241		$50,483,840		$49,784,647		-0.6%		-5.4%				00		$221.4		$475.3

		General Funds		$11,355,842		$52,785,575		$45,439,040		$45,964,792		15.0%		304.8%

		Other State Funds		$41,278,961		$4,725,666		$5,044,800		$3,819,855		-21.2%		-90.7%

		Local/County Overmatch		$0		$0		$0		$0

		FEDERAL FUNDS		$53,572,227		$64,486,800		$68,158,560		$68,627,490		2.5%		28.1%

		Federal ICF/MR		$53,572,227		$64,486,800		$68,158,560		$68,627,490		2.5%		28.1%

		Title XX / SSBG Funds		$0		$0		$0		$0

		Other Federal Funds		$0		$0		$0		$0

		LARGE PRIVATE RESIDENTIAL		$50,831,891		$87,711,252		$98,908,545		$103,018,022		7.3%		102.7%

		Inflation Adjusted		$66,403,465		$98,527,504		$106,247,074		$103,018,022		4.5%		55.1%

		STATE FUNDS		$21,110,298		$37,160,720		$43,074,960		$45,014,613		7.9%		113.2%

		General Funds		$21,110,298		$34,109,545		$38,992,477		$40,641,844		6.8%		92.5%

		Other State Funds		$0		$729,722		$2,082,483		$1,813,368

		Local/County Overmatch		$0		$2,321,453		$2,000,000		$2,559,401

		FEDERAL FUNDS		$29,271,593		$50,550,532		$55,833,585		$58,003,409		7.1%		98.2%

		Large Private ICF/MR		$29,271,593		$50,550,532		$55,833,585		$58,003,409		7.1%		98.2%				Expenditures Per Citizen (Inflation Adjusted)

																				Wisconsin		U.S.

		COMMUNITY SERVICES FUNDS		$157,654,526		$286,753,738		$404,956,484		$475,299,981		11.7%		201.5%		$317,645,455		90		$84.23		$77.90

		Inflation Adjusted		$205,949,584		$322,115,229		$435,002,271		$475,299,981		8.7%		130.8%				96		$108.16		$95.86

		STATE FUNDS		$121,948,123		$161,919,452		$210,207,838		$222,477,384		6.2%		82.4%				98		$127.35		$100.52

		General Funds		$74,809,726		$90,166,640		$86,326,237		$164,566,524		8.2%		120.0%				00		$129.33		$103.40

		Other State Funds		$3,486,200		$7,579,318		$7,433,033		$5,780,904		5.2%		65.8%

		Local/County Overmatch		$16,506,419		$30,819,440		$83,094,514		$19,789,923		1.8%		19.9%		49239930				1.2507886367

		SSI State Supplement		$27,145,778		$33,354,054		$33,354,054		$32,340,033		1.8%		19.1%

		FEDERAL FUNDS		$35,706,403		$124,834,286		$194,748,646		$252,822,597		21.6%		608.1%

		ICF/MR Funds		$953,907		$0		$0		$0		-100.0%		-100.0%

		Small Public		$0		$0		$0		$0

		Small Private		$953,907		$0		$0		$0		-100.0%		-100.0%

		HCBS Waiver		$15,713,181		$73,200,000		$122,691,479		$172,204,852		27.1%		995.9%		$156,491,671

		Model 50/200 Waiver		$0		$0		$0		$0						0.4096247137

		Other Title XIX Programs		$2,100,000		$3,599,301		$5,932,367		$6,637,418		12.2%		216.1%

		Title XX / SSBG Funds		$7,621,770		$10,623,358		$10,533,418		$8,772,347		1.4%		15.1%

		Other Federal Funds		$2,901,097		$10,604,707		$13,526,294		$10,741,420		14.0%		270.3%

		Waiver Clients' SSI/ADC		$6,416,448		$26,806,920		$42,065,088		$54,466,560		23.8%		748.9%

		Community Services less Supplement + ADC		$124,092,300		$226,592,764		$329,537,342		$388,493,388		12.1%		213.1%

		Hard Service Dollars - Inflation Adjusted		$162,106,082		$254,535,409		$353,987,398		$388,493,388		9.1%		139.7%

		Expenditures Per Citizen - Unadjusted		$64.48		$96.29		$118.55		$129.33		7.2%		100.6%

		Expenditures Per Citizen - Adjusted for Inflation		$84.23		$108.16		$127.35		$129.33		4.4%		53.6%				Fiscal Effort

		Cong Expend per Citizen		$32.17		$40.67		$41.43		$41.10		2.5%		27.8%						Wisconsin		U.S.

		Cong Expend per Citizen - Inflation Adjusted		$42.03		$45.69		$44.50		$41.10		-0.2%		-2.2%				90		$3.64		$3.12

		Comm Expend Per Citizen - Unadjusted		$32.30		$55.62		$77.12		$88.23		10.6%		173.2%				96		$4.26		$3.65

		Comm Expend Per Citizen - Adjusted for Infl.		$42.20		$62.47		$82.84		$88.23		7.7%		109.1%				98		$4.72		$3.61

		Expend per citizen - labor adjusted						$116.14		$123.31								00		$4.77		$3.70

		Comm Expend Per Citizen - labor adjusted						$75.55		$81.14

		Percent Expended -- Community Services		50.1%		57.8%		65.1%		68.2%										1.2891891892

		Percent HCBS Federal		5.0%		14.7%		19.7%		24.7%

		SOS - Fiscal Effort		$3.79		$4.25		$4.88		$4.72		2.2%		24.5%

				$3.64

		SOS - Fiscal Effort - Updated		$3.64		$4.26		$4.72		$4.77		2.8%		31.2%

		Funding Sources

		State Funds		$174,582,926		$219,430,693		$260,691,678		$272,262,031		4.5%		55.9%

		Inflation adjusted		$228,063,741		$246,490,136		$280,033,723		$272,262,031		1.8%		19.4%

		Federal not XIX		$10,522,867		$21,228,065		$24,059,712		$19,513,767		6.4%		85.4%

		Inflation adjusted		$13,746,387		$23,845,837		$25,844,825		$19,513,767		3.6%		42.0%

		Federal XIX		$123,171,206		$228,997,353		$295,690,951		$350,487,782		11.0%		184.6%

		Inflation adjusted		$160,902,825		$257,236,524		$317,629,770		$350,487,782		8.1%		117.8%

		Waiver ADC		$6,416,448		$26,806,920		$42,065,088		$54,466,560		23.8%		748.9%

		Total Medicaid				$414,925,445		$502,192,512		$596,270,470

		Percent Total Spending				83.6%		80.7%		85.6%

		US						73.8%

		Percent Distribution

		State Funds		55.5%		44.2%		41.9%		39.1%

		Federal not XIX		3.3%		4.3%		3.9%		2.8%

		Federal XIX		39.1%		46.1%		47.5%		50.3%

		Waiver ADC		2.0%		5.4%		6.8%		7.8%

				100.0%		100.0%		100.0%		100.0%

				0.2388531372		0.6953507341

				0.2336679381		1.59598363
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		Kansas		90		94		96		98		00		01

		1-6		825		584		546		3,375		3,798		4,051

		7-15		776		941		831		268		229		193

		16+		1,704		1,477		1,406		850		590		588		-9.2%

				3,395		3,096		2,879		4,591		4,617		4,832		3.3%

				136.7		120.7		110.5		173.3		171.5		179.3		2.5%

		Wisconsin		90		94		96		98		00		01

		1-6		4,144		6,567		7,872		8,473		8,420

		7-15		1,543		996		830		884		807

		16+		4,321		3,685		3,367		3,029		2,840				0.0%

				10,098		11,342		12,165		12,484		12,067		13,830		2.9%

				205.9		223.0		234.9		236.7		224.6		256.0		2.0%

		Per Site						3.4		2.2		1.7		2.0

																		0.3695781343

		US		90		94		96		98		00		01

		1-6		825		584		546		3,375		3,798

		7-15		776		941		831		268		229

		16+		1,704		1,477		1,406		850		590

				279,670		309,185		324,567		348,264		374,595		379,173		2.8%

				112.1		118.0		120.8		126.5		132.8		133.1		1.6%

		Per Site						3.8		3.3		3.1





		

		Large PRFs

				90		94		96		98		00		01

		Kansas		1,045		806		676		415		389		379

		Wisconsin		1,671		1,384		1,197		1,010		871		832		-0.5020945542

		United States		82,554		66,235		58,320		52,456		47,329		45,916		-0.4438064782

				1990		1994		1996		1998		2000		2001

		Kansas		42.1		31.4		25.9		15.7		14.5		14.1

		Wisconsin		34.1		27.2		23.1		19.1		16.2		15.4

		United States		33.1		25.3		21.7		19.1		16.8		16.1

				91250

				90		94		96		98		00		01

		Kansas		42.1		31.4		25.9		15.7		14.5		14.1

		U.S.		33.1		25.3		21.7		19.1		16.8		16.1

				90		94		96		98		00		01

		Wisconsin		34.1		27.2		23.1		19.1		16.2		15.4

		United States		33.1		25.3		21.7		19.1		16.8		16.1

				90		94		96		98		00		01

		Kansas		1,045		806		676		415		389		379

				90		94		96		98		00		01

		Wisconsin		1,671		1,384		1,197		1,010		871		832

				Wisconsin		US

		Per person		409.57		332.19

				149493.05

		Admissions		182

		Discharges		214

		Deaths		22

				Wisconsin		US

		Per 100,000		15.4		16.1
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		Kansas		90		94		96		98		00		01

		ICF/MR		1,985		1,767		1,586		1,098		853		830		-7.6%

		HCBS		361		1,339		3,146		4,891		5,442		5,835		28.8%		% HCBS

		Total		2,346		3,106		4,732		5,989		6,295		6,665		10.0%		87.5%

		Wisconsin		90		94		96		98		00		01

		ICF/MR		4,368		3,749		3,382		3,056		2,865		2,748		-4.1%

		HCBS		1,302		2,315		5,063		7,273		9,547		10,686		21.1%		% HCBS

		Total		5,670		6,064		8,445		10,329		12,412		13,434		8.2%		79.5%

														1.3693121693

		U.S.		90		94		96		98		00		01

		ICF/MR		142,875		142,118		129,449		124,248		116,441		103,398		-2.9%

		HCBS		45,000		122,075		190,230		239,021		293,003		327,448		19.8%		% HCBS

		Total		187,875		264,193		319,679		363,269		409,444		430,846		7.8%		76.0%

		Kansas		90		94		96		98		00		01

		ICF/MR		80.0		68.9		60.9		41.5		31.7		30.8		-8.3%

		HCBS		14.5		52.2		120.7		184.7		202.2		216.5		27.8%

		Total		94.5		121.1		181.6		226.1		233.9		247.3		9.1%

		Wisconsin		90		94		96		98		00		01

		ICF/MR		89.1		73.7		65.3		57.9		53.3		50.9		-5.0%

		HCBS		26.6		45.5		97.8		137.9		177.7		197.8		20.0%

		Total		115.6		119.2		163.0		195.8		231.0		248.7		7.2%

		U.S.		90		94		96		98		00		01

		ICF/MR		57.3		54.2		48.2		45.1		41.3		36.3		-4.1%

		HCBS		18.0		46.6		70.8		86.8		103.9		115.0		18.3%

		Total		75.3		100.8		119.0		132.0		145.1		151.3		6.5%

						Kansas		US						Wisconsin		US

				ICF/MR		30.8		36.3				ICF/MR		50.9		36.3

				HCBS		216.5		115.0				HCBS		197.8		115.0

														1.72

				Wisconsin		US										-0.3708791209

		HCBS		30,422		34,705
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US

Expenditures Per Citizen
(Inflation Adjusted) - Chart 2

73.3469478734

77.9003641016

100.6343469867

95.8569993525

112.8548478029

100.5207503263

116.2361417877

103.4017025115



Population

		

				7/89		7/90		7/91		7/92		7/93		7/94		7/95		7/96		7/97		7/98		7/99		7/00		7/01

		Kansas		2,462,622		2,482,768		2,502,914		2,523,224		2,543,699		2,564,340		2,585,148		2,606,125		2,627,273		2,648,592		2,670,171		2,691,750		2,694,641

		Wisconsin		4,858,347		4,903,334		4,948,321		4,993,722		5,039,538		5,085,775		5,132,436		5,179,526		5,227,047		5,275,004		5,323,402		5,372,243		5,401,906

		United States		246,414,038		249,499,137		252,584,237		255,707,484		258,869,351		262,070,315		265,310,859		268,591,473		271,912,653		275,274,900		278,678,721		282,124,631		284,796,887

		Kansas		24.63		24.83		25.03		25.23		25.44		25.64		25.85		26.06		26.27		26.49		26.70		26.92		26.95

		Wisconsin		48.58		49.03		49.48		49.94		50.40		50.86		51.32		51.80		52.27		52.75		53.23		53.72		54.02

		United States		2464.14		2494.99		2525.84		2557.07		2588.69		2620.70		2653.11		2685.91		2719.13		2752.75		2786.79		2821.25		2847.97

		For expenditures calculations

				1990		1996		1998		2000

		Kansas		2,472,695		2,595,637		2,637,932		2,693,196

		Wisconsin		4,880,841		5,155,981		5,251,026		5,387,075

		United States		247,956,587		266,951,166		273,593,776		283,460,759





Kansas SOS

		

				1990		1996		1998		2000

		Congregate		88649719		91074027		71064071		51930636.5280374

		Community		50184996		141460776		206076860		261116017.471963

		Total		138834715		232534803		277140931		313046654

		Deflator		1.306		1.123		1.074		1.000

		Inflation adjusted

				1990		1996		1998		2000

		Congregate		$115,806,207		$102,304,965		$76,336,677		$51,930,637

		Community		$65,558,403		$158,905,236		$221,366,753		$261,116,017		298.3%

		Total		$181,364,611		$261,210,200		$297,703,430		$313,046,654		72.6%

				0.6385270355						0.1658878505

				1990		1996		1998		2000

		Congregate		$115.8		$102.3		$76.3		$51.9

		Community		$65.6		$158.9		$221.4		$261.1

				1990		1996		1998		2000

		Kansas		$73.35		$100.63		$112.85		$116.24

		US		$77.90		$95.86		$100.52		$103.40
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Residential Services

		Wisconsin		1990		1996		1998		2000						change

		TOTAL FUNDS		$314,693,447		$496,463,031		$622,507,429		$696,730,140		8.3%		121.4%		$382,036,693

		Deflator		1.306		1.123		1.074		1.000

		Inflation Adjusted		$411,094,981		$557,685,156		$668,694,429		$696,730,140		5.4%		69.5%				Total Expenditures (Inflation Adjj)

		CONGREGATE 16+ BEDS		$157,038,921		$209,709,293		$217,550,945		$221,430,159		3.5%		41.0%						Congregate		Community

		Inflation Adjusted		$205,145,397		$235,569,926		$233,692,159		$221,430,159		0.8%		7.9%				90		$205.1		$205.9

		INSTITUTIONAL SERVICES FUNDS		$106,207,030		$121,998,041		$118,642,400		$118,412,137		1.1%		11.5%				96		$235.6		$322.1

		Inflation Adjusted		$138,741,932		$137,042,423		$127,445,085		$118,412,137		-1.6%		-14.7%				98		$233.7		$435.0

		STATE FUNDS		$52,634,803		$57,511,241		$50,483,840		$49,784,647		-0.6%		-5.4%				00		$221.4		$475.3

		General Funds		$11,355,842		$52,785,575		$45,439,040		$45,964,792		15.0%		304.8%

		Other State Funds		$41,278,961		$4,725,666		$5,044,800		$3,819,855		-21.2%		-90.7%

		Local/County Overmatch		$0		$0		$0		$0

		FEDERAL FUNDS		$53,572,227		$64,486,800		$68,158,560		$68,627,490		2.5%		28.1%

		Federal ICF/MR		$53,572,227		$64,486,800		$68,158,560		$68,627,490		2.5%		28.1%

		Title XX / SSBG Funds		$0		$0		$0		$0

		Other Federal Funds		$0		$0		$0		$0

		LARGE PRIVATE RESIDENTIAL		$50,831,891		$87,711,252		$98,908,545		$103,018,022		7.3%		102.7%

		Inflation Adjusted		$66,403,465		$98,527,504		$106,247,074		$103,018,022		4.5%		55.1%

		STATE FUNDS		$21,110,298		$37,160,720		$43,074,960		$45,014,613		7.9%		113.2%

		General Funds		$21,110,298		$34,109,545		$38,992,477		$40,641,844		6.8%		92.5%

		Other State Funds		$0		$729,722		$2,082,483		$1,813,368

		Local/County Overmatch		$0		$2,321,453		$2,000,000		$2,559,401

		FEDERAL FUNDS		$29,271,593		$50,550,532		$55,833,585		$58,003,409		7.1%		98.2%

		Large Private ICF/MR		$29,271,593		$50,550,532		$55,833,585		$58,003,409		7.1%		98.2%				Expenditures Per Citizen (Inflation Adjusted)

																				Wisconsin		U.S.

		COMMUNITY SERVICES FUNDS		$157,654,526		$286,753,738		$404,956,484		$475,299,981		11.7%		201.5%		$317,645,455		90		$84.23		$77.90

		Inflation Adjusted		$205,949,584		$322,115,229		$435,002,271		$475,299,981		8.7%		130.8%				96		$108.16		$95.86

		STATE FUNDS		$121,948,123		$161,919,452		$210,207,838		$222,477,384		6.2%		82.4%				98		$127.35		$100.52

		General Funds		$74,809,726		$90,166,640		$86,326,237		$164,566,524		8.2%		120.0%				00		$129.33		$103.40

		Other State Funds		$3,486,200		$7,579,318		$7,433,033		$5,780,904		5.2%		65.8%

		Local/County Overmatch		$16,506,419		$30,819,440		$83,094,514		$19,789,923		1.8%		19.9%		49239930				1.2507886367

		SSI State Supplement		$27,145,778		$33,354,054		$33,354,054		$32,340,033		1.8%		19.1%

		FEDERAL FUNDS		$35,706,403		$124,834,286		$194,748,646		$252,822,597		21.6%		608.1%

		ICF/MR Funds		$953,907		$0		$0		$0		-100.0%		-100.0%

		Small Public		$0		$0		$0		$0

		Small Private		$953,907		$0		$0		$0		-100.0%		-100.0%

		HCBS Waiver		$15,713,181		$73,200,000		$122,691,479		$172,204,852		27.1%		995.9%		$156,491,671

		Model 50/200 Waiver		$0		$0		$0		$0						0.4096247137

		Other Title XIX Programs		$2,100,000		$3,599,301		$5,932,367		$6,637,418		12.2%		216.1%

		Title XX / SSBG Funds		$7,621,770		$10,623,358		$10,533,418		$8,772,347		1.4%		15.1%

		Other Federal Funds		$2,901,097		$10,604,707		$13,526,294		$10,741,420		14.0%		270.3%

		Waiver Clients' SSI/ADC		$6,416,448		$26,806,920		$42,065,088		$54,466,560		23.8%		748.9%

		Community Services less Supplement + ADC		$124,092,300		$226,592,764		$329,537,342		$388,493,388		12.1%		213.1%

		Hard Service Dollars - Inflation Adjusted		$162,106,082		$254,535,409		$353,987,398		$388,493,388		9.1%		139.7%

		Expenditures Per Citizen - Unadjusted		$64.48		$96.29		$118.55		$129.33		7.2%		100.6%

		Expenditures Per Citizen - Adjusted for Inflation		$84.23		$108.16		$127.35		$129.33		4.4%		53.6%				Fiscal Effort

		Cong Expend per Citizen		$32.17		$40.67		$41.43		$41.10		2.5%		27.8%						Wisconsin		U.S.

		Cong Expend per Citizen - Inflation Adjusted		$42.03		$45.69		$44.50		$41.10		-0.2%		-2.2%				90		$3.64		$3.12

		Comm Expend Per Citizen - Unadjusted		$32.30		$55.62		$77.12		$88.23		10.6%		173.2%				96		$4.26		$3.65

		Comm Expend Per Citizen - Adjusted for Infl.		$42.20		$62.47		$82.84		$88.23		7.7%		109.1%				98		$4.72		$3.61

		Expend per citizen - labor adjusted						$116.14		$123.31								00		$4.77		$3.70

		Comm Expend Per Citizen - labor adjusted						$75.55		$81.14

		Percent Expended -- Community Services		50.1%		57.8%		65.1%		68.2%										1.2891891892

		Percent HCBS Federal		5.0%		14.7%		19.7%		24.7%

		SOS - Fiscal Effort		$3.79		$4.25		$4.88		$4.72		2.2%		24.5%

				$3.64

		SOS - Fiscal Effort - Updated		$3.64		$4.26		$4.72		$4.77		2.8%		31.2%

		Funding Sources

		State Funds		$174,582,926		$219,430,693		$260,691,678		$272,262,031		4.5%		55.9%

		Inflation adjusted		$228,063,741		$246,490,136		$280,033,723		$272,262,031		1.8%		19.4%

		Federal not XIX		$10,522,867		$21,228,065		$24,059,712		$19,513,767		6.4%		85.4%

		Inflation adjusted		$13,746,387		$23,845,837		$25,844,825		$19,513,767		3.6%		42.0%

		Federal XIX		$123,171,206		$228,997,353		$295,690,951		$350,487,782		11.0%		184.6%

		Inflation adjusted		$160,902,825		$257,236,524		$317,629,770		$350,487,782		8.1%		117.8%

		Waiver ADC		$6,416,448		$26,806,920		$42,065,088		$54,466,560		23.8%		748.9%

		Total Medicaid				$414,925,445		$502,192,512		$596,270,470

		Percent Total Spending				83.6%		80.7%		85.6%

		US						73.8%

		Percent Distribution

		State Funds		55.5%		44.2%		41.9%		39.1%

		Federal not XIX		3.3%		4.3%		3.9%		2.8%

		Federal XIX		39.1%		46.1%		47.5%		50.3%

		Waiver ADC		2.0%		5.4%		6.8%		7.8%

				100.0%		100.0%		100.0%		100.0%

				0.2388531372		0.6953507341

				0.2336679381		1.59598363
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Medicaid

		0		3.1234497223

		0		3.6490659563

		0		3.6111427993

		0		3.6950880301



Wisconsin

U.S.

$ per $1,000 Personal Income

Fiscal Effort



		

		Kansas		90		94		96		98		00		01

		1-6		825		584		546		3,375		3,798		4,051

		7-15		776		941		831		268		229		193

		16+		1,704		1,477		1,406		850		590		588		-9.2%

				3,395		3,096		2,879		4,591		4,617		4,832		3.3%

				136.7		120.7		110.5		173.3		171.5		179.3		2.5%

		Wisconsin		90		94		96		98		00		01

		1-6		4,144		6,567		7,872		8,473		8,420

		7-15		1,543		996		830		884		807

		16+		4,321		3,685		3,367		3,029		2,840				0.0%

				10,098		11,342		12,165		12,484		12,067		13,830		2.9%

				205.9		223.0		234.9		236.7		224.6		256.0		2.0%

		Per Site						3.4		2.2		1.7		2.0

																		0.3695781343

		US		90		94		96		98		00		01

		1-6		825		584		546		3,375		3,798

		7-15		776		941		831		268		229

		16+		1,704		1,477		1,406		850		590

				279,670		309,185		324,567		348,264		374,595		379,173		2.8%

				112.1		118.0		120.8		126.5		132.8		133.1		1.6%

		Per Site						3.8		3.3		3.1





		

		Large PRFs

				90		94		96		98		00		01

		Kansas		1,045		806		676		415		389		379

		Wisconsin		1,671		1,384		1,197		1,010		871		832		-0.5020945542

		United States		82,554		66,235		58,320		52,456		47,329		45,916		-0.4438064782

				1990		1994		1996		1998		2000		2001

		Kansas		42.1		31.4		25.9		15.7		14.5		14.1

		Wisconsin		34.1		27.2		23.1		19.1		16.2		15.4

		United States		33.1		25.3		21.7		19.1		16.8		16.1

				91250

				90		94		96		98		00		01

		Kansas		42.1		31.4		25.9		15.7		14.5		14.1

		U.S.		33.1		25.3		21.7		19.1		16.8		16.1

				90		94		96		98		00		01

		Wisconsin		34.1		27.2		23.1		19.1		16.2		15.4

		United States		33.1		25.3		21.7		19.1		16.8		16.1

				90		94		96		98		00		01

		Kansas		1,045		806		676		415		389		379

				90		94		96		98		00		01

		Wisconsin		1,671		1,384		1,197		1,010		871		832

				Wisconsin		US

		Per person		409.57		332.19

				149493.05

		Admissions		182

		Discharges		214

		Deaths		22

				Wisconsin		US

		Per 100,000		15.4		16.1
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		Kansas		90		94		96		98		00		01

		ICF/MR		1,985		1,767		1,586		1,098		853		830		-7.6%

		HCBS		361		1,339		3,146		4,891		5,442		5,835		28.8%		% HCBS

		Total		2,346		3,106		4,732		5,989		6,295		6,665		10.0%		87.5%

		Wisconsin		90		94		96		98		00		01

		ICF/MR		4,368		3,749		3,382		3,056		2,865		2,748		-4.1%

		HCBS		1,302		2,315		5,063		7,273		9,547		10,686		21.1%		% HCBS

		Total		5,670		6,064		8,445		10,329		12,412		13,434		8.2%		79.5%

														1.3693121693

		U.S.		90		94		96		98		00		01

		ICF/MR		142,875		142,118		129,449		124,248		116,441		103,398		-2.9%

		HCBS		45,000		122,075		190,230		239,021		293,003		327,448		19.8%		% HCBS

		Total		187,875		264,193		319,679		363,269		409,444		430,846		7.8%		76.0%

		Kansas		90		94		96		98		00		01

		ICF/MR		80.0		68.9		60.9		41.5		31.7		30.8		-8.3%

		HCBS		14.5		52.2		120.7		184.7		202.2		216.5		27.8%

		Total		94.5		121.1		181.6		226.1		233.9		247.3		9.1%

		Wisconsin		90		94		96		98		00		01

		ICF/MR		89.1		73.7		65.3		57.9		53.3		50.9		-5.0%

		HCBS		26.6		45.5		97.8		137.9		177.7		197.8		20.0%

		Total		115.6		119.2		163.0		195.8		231.0		248.7		7.2%

		U.S.		90		94		96		98		00		01

		ICF/MR		57.3		54.2		48.2		45.1		41.3		36.3		-4.1%

		HCBS		18.0		46.6		70.8		86.8		103.9		115.0		18.3%

		Total		75.3		100.8		119.0		132.0		145.1		151.3		6.5%

						Kansas		US						Wisconsin		US

				ICF/MR		30.8		36.3				ICF/MR		50.9		36.3

				HCBS		216.5		115.0				HCBS		197.8		115.0

														1.72

				Wisconsin		US										-0.3708791209

		HCBS		30,422		34,705
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