Making Person-Centered Supports a Reality in Wyoming:

The Equality State’s Experience
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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 document is called Person-Centered Supports – They’re for Everyone!  A copy of the principles 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 willing to try entirely new ways of supporting people and families.  It is a journey that sometimes crosses unmapped territory.

The purpose of this case study is to create a map of Wyoming’s journey toward a person-centered system for the benefit of others who are similarly engaged.  When John Wesley Powell cast off on the Green River in Wyoming Territory on his epic exploration of the Colorado, he knew his destination but little or nothing about the country through which he would pass.  In the history of the West, exploration, federal surveys, and journals slowly led to a better understanding of a “wild and perilous” land.  Just as these journals and federal surveys were vital in building knowledge about the West, so can Wyoming’s story help stakeholders elsewhere understand what is possible and some of the challenges that lie ahead.    

Over the past ten years, Wyoming has accomplished much in building out an especially strong network of community services and supports for its citizens with developmental disabilities. Wyoming today is vastly different than just ten years ago.  All stakeholders have worked enormously hard to build a “system” that enables people with developmental disabilities to enjoy community life and provides meaningful support to families.  By nearly any statistical measure, Wyoming stands out among the states as a leader in its commitment to its citizens with developmental disabilities.  Wyoming has a positive and well-deserved reputation nationwide for its efforts to broaden opportunities for people to enjoy community life.  

The selection of Wyoming for this case study relied on statistics and on Wyoming’s positive reputation.  Statistics tell us (albeit imperfectly) that Wyoming has traveled far in its journey. Still, Wyoming people openly acknowledge that they have not reached their destination yet.  There are more possibilities to explore and much more to learn.

We hesitated in selecting Wyoming for fear that some might discount what Wyoming has accomplished because it is the nation’s least populous state. Often, the accomplishments of smaller states are dismissed because some believe that supporting people in “small” states is simpler than in “big” states. But communities still are communities wherever they happen to be. Many of the challenges Wyoming has addressed or faces in the future are not different than elsewhere. We are glad that we set the fear aside.

This case study begins with recounting the history of developmental disabilities services in Wyoming to paint the context in which Wyoming’s journey took place. About ten years ago, Wyoming had the dubious distinction of serving more people in its institution than any other state, relative to population. That changed quickly and in dramatic ways.

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

Next, the case study describes Wyoming’s “system architecture” – i.e., how publicly funded services are organized, how they are funded, and the extent to which this architecture affirms important values like choice. Wyoming’s architecture is “opportunity enabling” and has many strengths. An enabling architecture is important but, in and of itself, does not guarantee that the opportunities will be realized. That result hinges on many other factors. We also describe Wyoming’s policies and practices, including assuring and improving quality. 

Next, we report what Wyoming people 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. However, not everyone is pleased with their situation or about the status of services and supports in Wyoming. There are differences of opinion in Wyoming about where things stand and what needs to happen next.

We conclude this case study with observations about Wyoming’s journey and what seems to have served Wyoming well, including elements that warrant consideration elsewhere. We also discuss some aspects of services and supports in Wyoming that stand out as needing attention.

Brief History of the State System

The Pre-Weston Lawsuit Wyoming


From 1912 to 1989 the Wyoming State Training School (WSTS) dominated the provision of services for people with developmental disabilities.  WSTS is located in Lander. WSTS is a State-owned, tax-supported facility under the supervision of the Wyoming Department of Health (WDH), with direct management delegated to the Superintendent.  Robert T. Clabby has had the dual role of Superintendent (since 1990) of WSTS and Administrator (since 1991) of the Division of Developmental Disabilities.

WSTS was established in 1912, about the same time that other states were developing large congregate living facilities.  It was operated by the Board of Charities and Reform. The Training School began with a dozen residents and four staff.  The enrollment at the school peaked in 1972 at 740 residents.  With a population of 533 people in 1977, the WSTS began to experience some of the initial effects of the enactment of Public Law 94-142, today’s Individuals with Disabilities Education Act (IDEA).  The school age children with disabilities increasingly stayed in their communities, slowing the admission of individuals to WSTS at an early age and serving them for the rest of their lives.  Additionally a network of community-based adult services emerged to accommodate many individuals who previously went to WSTS.

While these developments were lauded by all professionals in Wyoming at the time, the state governmental structure pitted “the institution” against the “community programs” in competition for funding.  Funding was stagnant in this period and  probably incubated the Weston lawsuit.  The 1980s saw a decline of only 101 people served at WSTS and the real need to boost funding for the struggling community system. WSTS was one of only a handful of large, state-run facilities in operation that was not Medicaid-certified as an ICF/MR. In 1990, Wyoming was the only state that did not employ Medicaid dollars at all to pay for specialized long-term services for people with developmental disabilities.

The Weston Lawsuit and State Response

In 1989, Protection and Advocacy, Inc. (P & A), a private, not-for-profit agency, funded by the federal government and authorized by federal statute, reviewed the Wyoming system for services to people with developmental disabilities.  The review concluded that the service system in Wyoming, including the WSTS, was inadequate to meet the needs and protect the rights of people with developmental disabilities.  Particular emphasis was placed on lack of normalized and appropriate services in the Wyoming community at large, lack of services and treatment at WSTS, and deficiencies in the WSTSl physical plant. At the time the lawsuit was filed, there were 320 people residing at WSTS.

Based on its findings, P & A filed suit in federal court against the State of Wyoming.  This action became a class action suit on behalf of “all individuals with mental retardation, currently at the WSTS, or who are currently, or may be in the future, be at risk of placement at the WSTS, including youths from birth to 21 years, adults and senior citizens.”

As a result of visionary negotiations between the state and the plaintiffs, Wyoming agreed to make a major commitment to meeting the needs of its citizens with developmental disabilities rather than engage in protracted and contentious litigation.  Rather than prolong litigation in the courts, P & A and the State agreed to negotiate a settlement to the lawsuit.  Negotiators for both sides met and developed an agreement, which resulted in the Consent Decree approved by the federal court. A Compliance Advisory Board served as an innovative way for assisting the Court and the parties in carrying out the implementation of the Consent Decree.  

Under the terms of the consent decree, Wyoming agreed to tailor services and supports to the distinct and unique characteristics and circumstances of each class member.  Each class member would have an Individual Program Plan (IPP), which includes a time frame for transitioning to the least restrictive living environment and day programming for that individual.  The services identified on the IPP would be provided in a manner that met the needs of class members, regardless of their funding eligibility or participation in any particular government program.  An Individual Education Program (IEP) would be prepared for every individual class member under the age of 21.  The Emerson School, located at WSTS, would be closed by September 1, 1992. Wyoming agreed to scale back WSTS and improve conditions at the facility by securing ICF/MR certification. 

WSTS class members were planfully discharged to community settings such as independent living, natural home, adult companion home, shared living arrangement, specialized home care, supported living arrangements, or small group living.  In consideration of personal choice, placement of each class member was as close as practical to the area in which his or her parents or guardians and other interested parties resided.

Building Community Services in the 90s

In quick fashion, Wyoming launched two Medicaid home and community-based services (HCBS) waiver programs for adults and children with developmental disabilities to tap into federal Medicaid dollars to strengthen and expand community services. From 1992 on, Wyoming spent more money on community services than at the Wyoming State Training School.  This turning point came to the nation in 1989.  In 1993, 25 adult group homes were financed by the Department of Housing and Urban Development.  By 1994, Wyoming was one of eight states where more than 75% of the long term care Medicaid clients were on community waivers instead of living in an ICF/MR. The consent decree requirement of reducing the population to 161 by the end of 1994 was met ahead of schedule. WSTS had secured ICF/MR certification. By 1994, much had changed in adult community services.  There were 383 individuals in prevocational or sheltered workshop programs with 33 individuals in supported employment.  Day supports included special education school programming for 76 children (10%), supported employment for 152 (20%), competitive employment for 37 (5%), sheltered work for 238 (31%), day habilitation for 153 (20%), and older or retired person’s program for 54 (7%) of the people served.  By the end of 1994, the number of community living sites had risen to 346, with 168 people living in supported apartments, which, in 1994, was the most common type of community living site.  There was an average density of two adults per living site. 

The remainder of the 1990s saw Wyoming continue to expand community services year-over-year. By 2001, the number of persons supported in the community had risen to over 1,500 and the number of people with developmental disabilities served at WSTS had dropped to 103. The Division created a centralized intake process for new people seeking services. The nine primary Regional Service Provider (RSP) organizations now have accumulated nearly 250 organizational years of experience. By 1998, they had well over 1,500 staff and were furnishing services in 18 communities around Wyoming. Wyoming used the national standards of CARF (The Rehabilitation Commission) as its baseline standards for state contracted and Medicaid Waiver services.  In 1998, each of the nine RSP organizations had three year CARF accreditation. Five additional agencies also were providing residential services. Division studies of the outcomes being realized by individuals pointed toward real progress along a number of quality of life dimensions, including a significant increase in the number of people living in their preferred living arrangement and an increase in positive social activities in the community.

In 1998, Wyoming was selected by the Arc of the United States as one of twelve states in their hall of fame for including citizens with mental retardation in community housing.  In 1999, Wyoming received the NASDDDS Ben Censoni Excellence in Public Service Award.  This award recognizes public officials who have made significant contributions to the lives of people with developmental disabilities. The award recognized how far Wyoming had come in a very short period of time in building an especially strong system of community services and supports for its citizens with developmental disabilities.

Summary

Before the Weston lawsuit was filed, it is fair to say that Wyoming’s commitment to its citizens with developmental disabilities was very weak. The state did not provide much in the way of community-centered services and supports and conditions at WSTS left much to be desired. The lawsuit ignited change in Wyoming. To their credit, state policy makers (including Governor Gehringer who then served in the legislature) decided to do the right thing rather prolong the litigation. The state acted with dispatch to expand community services and supports. 

The Organization of Wyoming’s Public System

The organization of Wyoming’s public system of services and supports for people with developmental disabilities is very straightforward.

The Wyoming Department of Health’s Developmental Disabilities Division (DDD) is the state administering agency for the provision of specialized services to adults and children with developmental disabilities
. DDD has the following responsibilities:

· Operation of the Wyoming State Training School (WSTS) in Lander, the state’s only large public facility for people with developmental disabilities. WSTS is an ICF/MR. Since WSTS first achieved certification, it has had an especially strong track record in meeting federal ICF/MR standards. It also furnishes services to a limited number of individuals who have had an acquired brain injury. WSTS took on this role due to absence of other resources in Wyoming to meet the needs of these individuals. WSTS also collaborates with the Wyoming State Hospital in transitioning individuals with combined substance abuse and mental health problems to the community;

· Administration of the state’s Medicaid home and community-based waiver programs for adults and children with developmental disabilities. Wyoming’s HCB waiver program for adults with developmental disabilities was launched in 1991. The Children’s waiver program began in 1992.  In 2001, Wyoming submitted an application to the federal Centers for Medicare and Medicaid Services (CMS – previously the Health Care Financing Administration) to operate a Medicaid home and community-based waiver program for persons who have had an acquired brain injury. This new waiver program was approved and went into operation July 1, 2001. The Division administers this program. In administering these waiver programs, DDD collaborates with the Department of Health’s Division of Health Care Financing.

· Administration of Part B (preschool) and Part C (early intervention) services for children ages 0-5 in Wyoming. About 2,000 youngsters are served in these programs.

· Administration of non-Medicaid funded services, including respite services.

With respect to community services and supports, DDD also is responsible for determining that service providers (whether community organizations or individuals) are qualified and enrolling them so that they can receive payment for services. In Wyoming, organizations that provide day and residential services must be accredited by CARF, the Rehabilitation Accreditation Commission. CARF certification is the baseline standard that providers must meet. These organizations also are surveyed extensively by DDD each year. Individuals and organizations that furnish other services must meet state requirements, which are verified by DDD.

The DDD central office is located in Cheyenne. DDD has about 30 staff. Ten staff are Area (Community) Resource Specialists, all of whom are out stationed around Wyoming. The Resource Specialists have many responsibilities, including monitoring the provision of services and supports, working with organizations and individuals who want to become providers and assisting individuals and families in accessing services and supports. DDD maintains an extensive database of information concerning people receiving services and supports. By about any measure, DDD has a lean staff complement in light of its wide span of responsibilities and the challenges poised by the state’s geography.

DDD has an Advisory Council. The Council is a continuing source of input and advice to the Division. The Council is composed of self-advocates, family members, community service organizations, representatives from other state organizations (e.g., the Governor’s Planning Council), and advocacy organizations (e.g., The Arc of Wyoming). DDD officials routinely keep Council members up-to-date on new developments and furnish them with extensive information.

Individuals and families access services and supports in Wyoming through the Resource Specialists. The specialists arrange for the determination that the person is eligible for services. Wyoming employs the Inventory for Client and Agency Planning (ICAP) instrument in determining eligibility. Once a person is determined eligible, s/he selects a service coordinator. These service coordinators may be employees of provider agencies or independent coordinators. In Wyoming, service coordinators are responsible for helping individuals and families to develop their plans, finding service providers, taking care of paperwork, and monitoring the services and supports that individuals receive.

People and families receive services and supports from both community organizations and individual providers. In Wyoming, there are nine community organizations (called Regional Service Providers) located around Wyoming that provide the majority of services. However, in recent years new community organizations also have started up. There also is a very extensive network of individual providers who furnish services and supports.

There are three other state organizations that play linchpin roles in Wyoming’s system. All of these are members of the federal Administration on Developmental Disabilities network and each vigorously promotes person-centered supports for people with developmental disabilities and families.

· The Governor’s Planning Council on Developmental Disabilities
 “seeks and advocates for: activities which promote self sufficiency, community involvement and educational opportunities for people with disabilities, their families and the Wyoming Community.” Among its many important initiatives, the Council has provided important support to the state’s Family Resource Network and more recently to self-advocates.

· Wyoming Protection & Advocacy System, Inc. (P&A) is the state’s officially-designated non-profit organization authorized to implement the mandates of several federal laws to protect people with disabilities and to advocate on their behalf
. Wyoming’s P&A plays an especially important and energetic role in furnishing independent oversight of the provision of services and supports for people with developmental disabilities. This role was a central feature of the Westin consent decree. 

· The Wyoming INstitute for Disabilities (WIND) at the University of Wyoming in Laramie is a member of the national network of University Affiliated Programs
. WIND began operation in 1995. Its major functions include teaching, research, and service in the broad area of disabilities, particularly in the area of developmental disabilities. WIND has many projects presently underway in the arena of promoting person-centered supports for people with developmental disabilities in the community.

What Facts and Figures Say About Wyoming

Looking at “facts and figures” is a direct way to assess a state’s commitment to its citizens with developmental disabilities and person-centered supports. Facts and figures reveal where government spends its dollars for services and supports. In 1990, Wyoming spent the majority of its dollars in operating the Wyoming State Training School (WSTS) in Lander. WSTS residents accounted for about one in every two people with developmental disabilities who received services in 1990. Funding for community services and supports was sparse.

Much has changed in Wyoming since 1990. The Weston litigation ignited momentous changes and spurred Wyoming to expand the availability of community services and supports. To their credit, Wyoming policy makers and public officials committed the resources that were needed in order to resolve the litigation quickly and constructively. More importantly, they have sustained this commitment year after year. As a result, since 1990, funding for community services and supports has increased along with the number of people supported in the community.
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The Chart 1 shows Wyoming’s expenditures for services for people with developmental disabilities in 1990, 1995 and 2000
. These expenditure figures have been adjusted to take into account the effects of inflation. In 1990, Wyoming spent 52% of all its dollars on services at WSTS. By 1995, taxpayer support for community services had nearly tripled. By 2000, spending for community services and supports had risen to 78% of the total. Total outlays more than doubled in constant dollar terms between 1990 and 2000. Taxpayer support for community services increased at the per annum rate of 13.7% during the same period. All the new dollars that became available in Wyoming for developmental disabilities services were earmarked to support and expand community services and supports. Over the past decade, Wyoming substantially stepped up funding for services and supports for people with developmental disabilities.

How does Wyoming’s level of effort in support of people with developmental disabilities compare to other states? In 2000, Wyoming’s spending for developmental disabilities services worked out to $171 per citizen (dividing total spending by total population). In 1998, the comparable nationwide figure was approximately $98 per citizen
. Wyoming’s level of financial effort in support of its citizens with developmental disabilities is significantly stronger than the nation as a whole and nearly all other states. In national rankings of state fiscal effort in support of services for people with developmental disabilities, Wyoming consistently has ranked among the top ten states. Compared to other states, Wyoming devotes a larger share of its overall dollars to community services and supports than is the case nationwide.

The federal-state Medicaid program has played a linchpin role in underwriting the expansion of home and community services in Wyoming. In 1990, Wyoming did not employ any Medicaid dollars at all to pay for any services for people with developmental disabilities, either at WSTS or in the community. Accessing federal Medicaid dollars was vital for Wyoming to acquire the dollars necessary to expand community services. The state had to totally overhaul the funding of community services, shifting from a “grants-based” system to a “fee-for-service” system of funding and paying for services. To their credit, Wyoming provider organizations agreed with and supported this enormous change. In 2000, Wyoming garnered $38.4 million in federal Medicaid dollars in support of people with developmental disabilities. Two-thirds of these dollars underwrote the services and supports furnished through the Wyoming Children’s and Adult home and community-based waiver programs.

When Wyoming decided to access Medicaid dollars to strengthen and expand community services and supports, it wisely shunned the development of ICF/MR facilities and instead decided to rely on the home and community-based waiver program because it is more flexible and offers more choices for individuals and families. In June 2000, 1,226 children and adults were receiving waiver-funded services in Wyoming. Indexing this figure to state population, Wyoming provided HCB waiver services to 265.2 individuals per 100,000 population. In 2000, the comparable nationwide figure was 103.1 persons per 100,000.
 Wyoming has been especially energetic in employing the HCB waiver program to meet the needs of its citizens with developmental disabilities. In 2001, the number of individuals participating in Wyoming’s waiver programs is increasing to 1,520. In July 2001, Wyoming launched another HCB waiver program to support upwards of 80 individuals who have an acquired brain injury, thanks to action during the last legislative session to appropriate new dollars to meet the needs of these individuals. Relative to population, Wyoming has consistently ranked among the top five states nationwide in terms of making Medicaid home and community-based services available to its citizens with developmental disabilities.

By focusing on principally employing the HCB waiver program to meet the needs of individuals in the community, Wyoming also has been able to support them very cost-effectively. In 2000, nationwide the average annual cost of furnishing Medicaid long-term services to people with developmental disabilities either through the ICF/MR or HCB waiver programs was $49,725 per individual. In 2000, the comparable figure for Wyoming was $46,956 per person or about 5.6% below the nationwide average. Elsewhere, in states where ICF/MR services are more prevalent have significantly higher costs. Wyoming delivers Medicaid long-term services efficiently.

[image: image3.emf]Spending for Services: 1990 - 2000 

(Chart 1)

$0.0

$10.0

$20.0

$30.0

$40.0

$50.0

$60.0

$70.0

$80.0

$90.0

Millions of 2000 $

Community

$18.2 $52.6 $66.0

WSTS

$19.8 $20.3 $18.4

90 95 00

As Chart 2 illustrates, between 1990 and 2000, Wyoming significantly increased the number of individuals who received residential services and supports, even as it was reducing the number of people served at WSTS. In 1990, a little over 600 individuals received residential services and supports, about one-half at WSTS and one-half in the community. Most of the community settings were group homes that served 8 or more individuals in a home. By 2000, the total number of persons receiving residential services had increased by almost 50% and the vast majority obtained these supports in the community. Compared to other states, Wyoming relies much less on large congregate facilities to meet the needs of people with developmental disabilities
. In 2000, Wyoming furnished residential services and supports at the rate of 191 individuals per 100,000 population. The nationwide rate was about one-third lower.

At present, there are no community residential settings in Wyoming that serve more than eight individuals at the same location. In the community, people received residential services and supports at 421 distinct locations in June 2000. On average, 1.85 individuals were supported at each community location. Even including individuals served at WSTS, Wyoming supported about 2.1 individuals per site in 2000. Nationwide the comparable figure was 3.3 individuals per site. It is far more likely in Wyoming than elsewhere for individuals with developmental disabilities to enjoy living arrangements like those of their fellow citizens. Moreover, it is more common in Wyoming than elsewhere for individuals to receive their supports in a home that they own or lease in their own right. This is very important because people with developmental disabilities want to have homes they can call their own rather than being dependent on community organizations for housing. In addition, Wyoming officials also by policy do sanction residential placements where more than two children are served in any setting. Children may not be served in group homes or other congregate arrangements if they cannot be supported with their birth family.

Wyoming also has stepped up its effort to support individuals to secure regular jobs in the community. In 2000, about 33% of all adults received supported employment services. The number of individuals receiving these services increased by roughly one-third between 1996 and 2000. State officials are intent on further increasing opportunities for adults to hold regular community jobs,

Wyoming also has a well-deserved reputation for its vigorous funding of services for infants, toddlers and young children through its early intervention and preschool programs. Compared to most other states, Wyoming also earmarks a larger share of its dollars to family supports. In 2000, these supports totaled $4.8 million and were furnished to 641 families. Medicaid waiver dollars purchased services and supports on behalf of approximately 500 adults and children who lived with their families in 2000. In most other states, there is less vigorous use of the waiver program to support individuals who live with their families. The Wyoming Children’s waiver program is also noteworthy with respect to its scale. For example, it is twice as large as a comparable Nebraska program, even though Nebraska is approximately three times as populous as Wyoming. The combination of Wyoming’s vigorous early childhood services, the Children’s waiver and adult services provide clear evidence of the state’s commitment to support people with developmental disabilities throughout their lifespan.

Nationwide, states are struggling with waiting lists for services. There is very high demand for community services and supports. In many states, sufficient dollars have not been made available to meet this demand. As a consequence, individuals are being wait listed for services, sometimes for very long periods of time. From time to time during the 1990s, Wyoming has had waiting lists for services. Most recently, this was particularly the case with respect to the Children’s Waiver program. But, Wyoming policy makers consistently have stepped up and made more dollars available and, hence, prevented the waiting list from growing very large or forcing individuals and families to wait long periods to receive services and supports. At present, there is a waiting list for services in Wyoming, although – in comparison to other most other states – it is relatively small (about 40 individuals in May 2001). Going forward, state officials expect that the demand for community services and supports will continue to grow. This will require the continuing infusion of additional dollars so that the state can continue to meet the needs of individuals promptly.

What the facts and figures say about Wyoming is that the state has consistently increased the amount of taxpayer dollars that support people with developmental disabilities, devoted an ever-growing share of those dollars to community services and supports and promoted regular living arrangements in the community all the while meeting the needs of people and families promptly. In comparison to the nation as a whole and most states individually, funding for services and supports in Wyoming is more robust. By almost any measure, Wyoming ranks very high among the states in terms of its commitment to its citizens with developmental disabilities. Wyoming policy makers are to be commended for their vigorous support of services and supports for people with developmental disabilities. This support has enabled Wyoming to avoid many of the problems that beset developmental disabilities service systems in many other states, including most of Wyoming’s neighboring states.

This does not mean, of course, that there are not issues concerning the amount of dollars available in Wyoming. Wyoming, like nearly every other state, faces substantial problems in acquiring workers to support people in the community. The state decided to conduct a study of wages and benefits to determine what steps it should take to address these problems. In addition, going forward, Wyoming – like all other states – faces the challenge of continuing to expand the capacity of its service system to meet the needs of additional individuals who will require services and supports in the future.

Wyoming’s Person-Centered System Architecture

Each state’s developmental disabilities service system has an “architecture.” This architecture encompasses a state’s policies concerning service authorization, paying and contracting for services, and support coordination. System architecture profoundly influences the provision of services and supports.

In many states, efforts to promote person-centered supports have revealed serious system architecture defects. For example, funding often is tied to provider agencies or service categories rather than the individual. This practice works in opposition to the principle that a person’s own support plan should determine how dollars are deployed. Another problem is that state contracting policies severely limit individual and family choice concerning the sources of paid supports. Instead of expanding potential sources of supports, contracting policies confine consumers to receiving services from a few specialized agencies.

There is mounting recognition in many states that their present system architecture inhibits rather than promotes person-centered supports. Often times, furnishing person-centered supports means having to work around existing policies in cat and mouse fashion. Or a state resorts to launching special initiatives aimed at overcoming the obstacles to person-centered supports posed by current policies and practices. In order to promote person-centered supports, states must implement a new opportunity-enhancing “business model” where funding is attached to each individual, people and families have authority in the selection of services and supports, and there are real and diverse choices concerning sources of supports. But, in many cases, states find themselves in varying stages of transition from the “old way of doing business” to broad-scale implementation of this new business model.

Wyoming, however, already has put into place an especially well-articulated person-centered service system “architecture.” Wyoming’s system architecture is especially noteworthy because it has been implemented system-wide for all individuals and, thereby, can serve as a model for other states that are transforming their systems.

The central features of Wyoming’s architecture that create a solid platform for the provision of person-centered supports are:

· An exemplar methodology (the DOORS system) for making an individualized budgeted amount of dollars on a person-by-person basis;

· Clear assignment of the authority to make decisions about services to the planning team that supports each individual;

· The authority for individuals to select their own service coordinators;

· Resolute adherence to the principle that individuals and families have free choice of service providers; and,

· Policies that encourage – rather than impede – new providers stepping forward to offer supports to individuals.

We describe each of these features in more detail below.

Individually and in combination, these features of Wyoming’s system architecture enhance and broaden opportunities for the provision of person-centered supports. System architecture – in of itself – does not guarantee the outcome that every person will receive exactly the services and supports that he or she wants and needs. But, absent a sound architecture, the “system” can be an enormous barrier to person-centered supports. Wyoming’s architecture has positioned the “system” so that individuals and families have many opportunities to obtain services and supports that will best meet their needs. As a result, going forward the central task in Wyoming is not “system reform” but instead stakeholders working together to explore and realize the opportunities afforded by this architecture.

The DOORS System
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In order for individuals and families to make real choices about the services and supports they receive, they must have the authority to make decisions about the deployment of dollars. Connecting dollars and the support planning process is vital. It is important that individuals and families know how many dollars are available to purchase supports. It is especially important that these dollars come in the form of a flexible individual resource allocation that allocates a sum of dollars to the individual rather than by service category or provider agency. Individuals and families must have the freedom to deploy dollars to obtain the services and supports identified in their support plans. In other words, funding must be structured in a fashion that allows individuals and families to make real decisions about services and supports.

Wyoming has developed and implemented an exemplar system (labeled “DOORS”) for assigning a unique “individualized budgeted amount” (IBA) to each individual who participates in the state’s Medicaid home and community-based waiver programs for children and adults. As a result, each planning team knows when it convenes how many dollars are available to obtain services and supports. The DOORS IBA is not predicated or contingent on a person’s receiving specific services (e.g., the amount does not depend on whether the person receives one type of day support versus another). Planning teams have the authority to deploy the IBA in the fashion that best meets the needs of the individual. The DOORS IBA attaches to the individual, not to a provider agency.

The Wyoming Developmental Disabilities Division produces the DOORS IBAs by employing advanced statistical methods to identify consumer-centered factors that demonstrably affect the costs of supporting individuals in the community.
 These factors drive the determination of each person’s IBA.
 Since the factors are consumer-centered rather than service or provider-based, the IBA is not affected by the mix of services and supports or service providers that planning teams select. Hence, the IBA is both flexible and portable. The statistical methods employed ensure that individuals who have similar characteristics will receive the same dollar resources. Differences in IBAs arise from differences among individuals with respect to consumer-centered factors. 

Wyoming stakeholders regard the DOORS IBAs as fair because money is assigned even-handedly to each individual by taking into account exactly the same factors. Individuals are not treated differently if they are served by one provider agency than another or as a result of the specific choices they make concerning services and supports.

The implementation of DOORS also has had another positive effect: namely, it has enabled firmly locating decision-making about dollars with each individual’s planning team. Prior to DOORS, Wyoming DDD often became directly involved in making decisions about dollars and therefore the services and supports that people would receive. DOORS enables locating decision-making concerning services and supports with the planning team where it properly belongs.

Wyoming’s development of DOORS has sparked considerable interest in other states in adapting the methodology. DDD officials have been called upon to make presentations in many states concerning the methodology and have furnished follow-along technical assistance and consultation concerning the methodology.

In summary, the DOORS methodology is an exemplary method of making flexible dollars directly available to individuals and families. The DOORS IBA serves as a solid platform in support of individual and family decision-making.

Planning Teams Are In Charge

Wyoming empowers each individual’s planning teams to make decisions concerning services and supports. As just discussed, the DOORS IBA enables locating clear authority with planning teams. Planning teams may select services and supports from the HCB waiver program’s menu, determine their mix and volume, and select the providers to supply the services and supports. Wyoming DDD does not dictate specific “packages” of services. Dollars flow for services and to providers on the basis of planning team selection.

Wyoming does not dictate that any specific type of person-centered planning method be used by planning teams. Person-centered planning is in wide use in Wyoming. The state requires that the plan be person-centered – that is, it reflect the needs and preferences of individuals and spell out how they will be met.

Individuals Have the Authority to Select Their Own Service Coordinators

During the mid-1990s, Wyoming implemented a policy (“individually-selected service coordinators”) that authorizes individuals and families to freely select any qualified service coordinator. Service coordinators may be employees of provider agencies or they may be independent contractors. All service coordinators must meet the same set of qualifications. Payment rates for service coordination are the same regardless of the service coordinator selected by the individual or family.

At present in Wyoming, the majority of service coordinators are employed by the nine Regional Service Provider (RSP) agencies that also provide the majority of services to individuals. However, there is a growing cadre of independent contractors, including individuals who once worked as RSP service coordinators but have decided to strike out on their own. Long-time observers of the evolution of community services in Wyoming expect that service coordinators not employed by RSPs will play an increasingly important role going forward in Wyoming.

Rather than dictating the separation of service coordination from service provision, Wyoming has adopted the policy that gives individuals and families the authority to decide whether to obtain service coordination from a provider agency or an independent contractor. Consumer choice rather than a hard and fast rule governs the selection of service coordinators. In part, this policy stems from a realistic appraisal of Wyoming’s situation as a sparsely populated state and the challenges this poses. More fundamentally, however, the policy reflects an underlying philosophy that individuals and families can decide for themselves who their service coordinator will be. Wyoming’s policies do not erect barriers to individuals becoming independent service coordinators nor do they dictate that individuals and families must select a service coordinator employed by a provider agency.

Not all Wyoming stakeholders agree with the DDD policy of sanctioning provider agency employees furnishing service coordination. These stakeholders believe that it would be better were Wyoming to adopt the policy that service coordinators must be independent of service providing agencies. The present policy, however, affords individuals and families the opportunity to secure non-RSP service coordinators if they wish. In many states, not even this opportunity is available.

Free Choice of Providers

Federal Medicaid law provides that each individual freely may select any qualified provider to provide an authorized service. More broadly, free selection of providers is absolutely central to person-centered supports. Individuals and families not only must be able to exercise choice in the selection of services and supports but also their source.

In many states, free choice of provider often is honored more in concept than practice. Wyoming’s policies build free choice of provider in as a first principle. Indeed, recently Wyoming DDD has decided to terminate “state contracts” for adult services. Individuals who did not participate in the HCB waiver program obtained services under these contracts. These contracts were between DDD and specific RSPs. Hence, they are “provider-based.” As a result, persons served through these contracts could not exercise free choice of provider. Going forward, persons served through the state contracts will enjoy the same right to exercise free choice of provider as HCB waiver participants have for many years.

Expanding Providers

The principle that individuals must have the authority to choose their service provider(s) is rapidly undermined when there are only a limited number of providers. There are especially daunting challenges in promoting choice in low population-density states such as Wyoming. Usually, low population density areas only can support one provider agency.

But, frequently, state policies also impede the entry of new providers. For example, policies that impede free choice of provider make it difficult for new agencies to start-up. Where dollars are not portable, new agencies have scant opportunities to gain a toehold. In addition, states often limit contracting for services to established provider organizations or have not created structures that allow direct contracting with individuals to furnish services and supports. These structural and policy facets of system architecture often impede the entry of new providers and constrict choices.

Wyoming has addressed these barriers to the entry of new providers through its resolute adherence to individual and family free choice of provider coupled with the state’s policy that funding is portable across services and provider agencies. In addition, the state has put into place procedures that enable individuals to sign up and be approved as service providers quite readily. In Wyoming, it is altogether feasible for a family to select a neighbor to provide respite care. As previously noted, there is a growing cadre of independent support coordinators. There literally are hundreds of providers of HCB waiver services in Wyoming. In fact, in the case of the children’s HCB waiver program, families are strongly encouraged to identify individuals who can provide services and supports and are willing to sign up to be providers.

It is worthwhile observing that Wyoming’s capability to contract with and pay individuals to provide supports means that the state has not had to resort to some of the devices that other states are employing to enable individuals and families to secure individual support workers. There is little need in Wyoming to construct “financial intermediaries” or employ special contracting schemes in order to work around policies that impede contracting with all but licensed agencies.

While in Cheyenne, we delighted in meeting the leader of a newly incorporated community organization that is now offering services. This leader began her involvement as an individual independent contractor for a few services. As the number of individuals she supported increased, she decided to incorporate and begin hiring employees. We were especially impressed with her enthusiasm. Unfortunately, in other states, the start-up of new organizations is too rare.

The history of community services in Wyoming has revolved around the nine large RSPs that pre-dated the Weston lawsuit. These RSPs served as the foundation upon which Wyoming built out community services during the 1990s. Since Wyoming is sparsely populated, one would expect that it would be difficult to broaden the provider base beyond the nine RSPs. Except, new provider organizations have started up in Wyoming and some existing providers are extending their operations to different areas in the state. In a time when many states report difficulty in attracting more providers and, indeed, sadly the number of providers is shrinking in some states due to provider organization consolidations and mergers, choices are expanding – not contracting – in Wyoming.

This result stems from the system architecture that Wyoming DDD has put into place. New providers are on equal footing with existing providers. Individuals and families have free choice of provider(s). Funding is portable. New providers – individuals or organizations – are welcomed. In Wyoming, the fact that the state is sparsely populated poses many challenges in expanding the provider choices available to individuals and families. But the state’s policies are especially well crafted to promote as many opportunities as possible for individuals and families.

Beyond Architecture

Previously, we observed that a sound architecture does not “cause” good services and supports but expands the horizon of opportunities for person-centered supports. Certainly, no stakeholder we met in Wyoming believes that services and supports for people with developmental disabilities are as good as they possibly can be. There is shared understanding that there remains much to be accomplished.

However, next steps in Wyoming likely do not include the especially arduous process of fundamentally revamping its system architecture. The present architecture is a cohesive and solid platform for the provision of person-centered supports. We learned from stakeholders that the next important task in Wyoming is to realize all the opportunities and possibilities that this architecture affords. Individuals and families have more choices and opportunities than they realize. Services and supports can take different forms than they presently do. We were very heartened that Wyoming DDD and its partner stakeholders (including the Wyoming ARC) plan to make a concerted effort over the near-term to better inform individuals, families and service organizations about the opportunities and possibilities that are available. This is a vital step. It is very important that all stakeholders understand that there is considerable flexibility within the architecture Wyoming has created. This improved understanding will advance the provision of person-centered supports.

Wyoming’s Architecture: Implications Elsewhere

When there are positive features and outcomes present in a “small” state such as Wyoming (“small” from the standpoint of population but not geography), they often are discounted as only possible because the state is small. In other words, what works in a state such as a state like Wyoming can’t possibly work in a larger state.

There is truth to the adage that “small is beautiful.” The Wyoming community of stakeholders is intimate and there is continuous dialogue among them (despite the challenges posed by Wyoming’s geography). But, it is too facile to attribute the positive outcomes being achieved in Wyoming solely are a result of its being a small state.

With respect to Wyoming’s system architecture, it needs to be kept in mind that state leaders could have made different choices but instead elected to develop an architecture that is an especially well suited platform for the provision of person-centered supports. Leaders in Wyoming could have made different choices that arguably would lead to many of the same impediments to person-centered supports arising in Wyoming as elsewhere.

If Wyoming had any advantage in putting this architecture in place, it was that the Weston lawsuit presented the state with an enormous opportunity to build out community services and supports unburdened by need to accommodate an already ingrained system. Wyoming was able to unify the funding of community services and supports by employing the HCB waiver program as its primary means of underwriting their costs. This aided in avoiding the problems that arise when multiple funding streams – and the eccentric requirements attached to them – are used to finance community services. For example, states that rely heavily on ICF/MR facilities face great difficulty in unifying the community services and supports under person-centered principles. There is no doubt that Wyoming’s development of cohesive system architecture was aided by unified funding and the state’s not having to undo past decisions about the delivery of community services and supports.
 There are important advantages in a state’s being able to make a fresh start. To Wyoming’s credit, leaders seized on this opportunity to create an architecture in support of person-centered supports.

The key features of Wyoming’s system architecture, in fact, are transferable to other states, although potentially less easily implemented elsewhere. These features are solid in their own right. Wyoming’s architecture can serve as a prototype for other states interested in restructuring their systems to expand opportunities for people with developmental disabilities to receive person-centered supports.

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

The combined project team of NASDDDS and HSRI staff conducted three full days of interviews and focus groups with a wide assortment of stakeholders in Wyoming from February 21-23, 2001.  Meeting locations included the state offices in Cheyenne, Ark Regional Services in Laramie, and Magic City Enterprises in Cheyenne.  Our team spoke with dozens of families, self-advocates, direct support workers, providers, administrators, and other dedicated advocates.  We used interview protocols based on the person-centered principles statement found in Appendix A.

Overall, impressions of the Wyoming DD services system were quite positive.  Our interviews confirmed that the dramatic steps Wyoming has taken over a relatively short period of time have resulted in a responsive, well-structured formal system of supports.  Furthermore, this solid foundation, combined with the state's commitment to increasing consumer and family involvement, exemplifies many of the essential elements of a person-centered system of supports.  The following sections describes in detail what the project team learned about the Wyoming experience.

Based on our background knowledge of Wyoming’s history and system architecture, we set out to examine specific factors that may contribute to the successful delivery of person-centered supports.  We were particularly interested in learning how the unique components of Wyoming’s service system translate to practice, and what impact they have on individuals and families.  Thus, many of our questions focused on the use of individualized budgets, selection of service coordinators, team planning processes, and choice and decision-making.     

The System:  Formal Yet Flexible

Beneath the formal architecture of the Wyoming service system lie several core principles that are and will be important for the expansion of person-centered supports.  First, the concept of freedom of choice is central to the design of the Wyoming system.  It is specifically built-in to the case management function, the individually-selected service coordinator model, and the open planning process.  Although the policy toward choice is quite clear, the practice is difficult to standardize.  The rural nature of the state presents many challenges.  For each of the nine regions, there is one Regional Services Provider (RSP).  Prior to July 2001, the RSPs were responsible for providing all needed state contract services and supports in that area.  State contracts ended in June 2001, and all adult services were converted to HCBS.  Independent service providers can open at any time, but at this stage it is difficult for an independent provider to compete with an RSP.  Even so, most of the people we interviewed in Wyoming were not concerned about the current lack of provider competition.  Most respondents told us that families appreciate having services centrally located and provided by people they know and trust at the RSP.   

Administrators of the Division of Developmental Disabilities are the first to acknowledge that the potential for people and families to exercise choice exists in the formal system but has not been maximized.  

Flexibility is a characteristic that might not immediately jump to mind when describing the Wyoming system.  However, we observed that the state exhibits a commitment to flexibility in service provision in several ways:

· State funding is non-prescriptive, which has allowed Regional Service Providers to develop innovative projects such as the OASI program (implementing a practical method of teaching independent living skills, based on the work of an Italian foundation) and a new creative arts center.

· Families are encouraged to recruit independent service coordinators and respite providers (a neighbor or extended family member can be paid with waiver funds).

· Bob Clabby, DDD Administrator, feels that the system is building towards flexibility.  The Waiver, DOORS, and ISSCs are good starts.  He also believes that "the formal things only work as well as people are trained and comfortable to make them work."   DDD is developing a new series of trainings, as is the Arc.  The RSPs also provide training and identification of new needed services or service capacity.

However, many stakeholders with whom we spoke expressed the view that the “system” is too rigid and closely prescribed. There is a perception that services have to be justified and furnished in specific ways. Hence, there are mixed views about how flexible Wyoming’s system actually is. Differing perceptions potentially signal the need to re-examine and possibly revise policies and practices.

Wyoming clearly makes significant efforts to provide ongoing training, support, and encouragement to help individuals take full advantage of the options and opportunities available to them in the DD service system.  The Division provides statewide and regional training for parents, guardians, and consumers as they enter the system to let them know what is available to them and what they should expect from the system.  Training Videos on various Waiver topics such as Billing and Modification can be found on the Division Web site section called the "Adult Waiver Theater."  During our site visit, we noted that families were especially knowledgeable about waiver services and “the way things work.”

Another strength of the Wyoming system is its emphasis on quality monitoring and accountability.  One way the Division manages quality is through a team of Area Resource Specialists (ARS),  capability that was created as a requirement of the Weston Settlement Agreement.  The ARSs provide Division of Developmental Disabilities' oversight throughout the state in the administration of the Home and Community-Based Medicaid Waivers, and other statutory requirements of the Division. They provide initial assistance to consumers in accessing the waivers administered by the Division; assure that freedom of choice is provided in selecting an Individually-Selected Service Coordinator; attend plan of care meetings, monitor compliance of service providers; and are the contact on the local level to address any question that might arise regarding the Developmental Disabilities Division.

The Wyoming DD Division also works closely with the community, encourages, and listens to families’ and individuals’ suggestions and complaints.  The Division has seen the value of gathering information to guide their policies, and has established several modes of collecting information on such topics as wait lists and integrated employment.  In addition, Medicaid adult home and community-based waiver and children's home and community-based waiver state DDD site reviews are conducted on an annual basis.  These site reviews are very thorough and require a significant documentation on the part of the provider to insure that services are up to standard.  The reports from these annual site visits are available to the public on the Division web site.  We were impressed by the openness of the staff and the obvious value placed on sharing information with the public.  

What We Learned:

· A formal structure does not necessarily limit and may in fact be a solid foundation for the application of principles of person-centered supports.

· It is critical that the administration recognize, foster, and communicate the ways in which the system can provide flexibility in services and supports.

· There is much to be learned from Wyoming (and perhaps from other rural states) about “getting the word out” both from a philosophical standpoint (e.g. making information available to the public) and from a strategic standpoint.  Despite physical distances and infrequent face-to-face interactions, Wyoming maintains a small-town culture and a strong system of communication across the state.

· The principle of free choice is valued in Wyoming, at least as much if not more than in other states with larger, more competitive “provider markets.”  It is true that the RSPs are the primary providers of services.  However, the philosophy of individual choice is clearly promoted by the service coordinator selection process.

Efforts To Empower And Promote Inclusion of People With Disabilities

The Wyoming DD Council has played an active role in the past to bring about systems change in the state.  Currently, the DD Council is working on several projects to encourage the empowerment and inclusion of people with disabilities and their families:

· WY Partners in Policy Making, an initiative to educate families and parents so that they can play a more direct and active role in policy making and system change.

· Youth Leadership Forum, a program to encourage and support young adults (16-24) with disabilities to succeed in academic, community and extra-curricular activities. 

· Business Leadership Network, a collaboration that aims to improve employment opportunities through innovative practices, such as job carving.  

· Disability Awareness, a project to help advocates communicate the basics of disability rights to town officials in rural communities.  

The DD Council also provides support to two other important Wyoming groups:  People First of Wyoming and the Family Support Network.

People First of Wyoming is part of the national alliance: Self-Advocates Becoming Empowered (SABE).  The state chapter was started in the early nineties.  Currently, there are six active chapters and two in start-up phases.   People First has led many self-advocates to become involved in volunteering.  Overall, the People First leaders feel that WY has done a good job of developing community services for persons with developmental disabilities.  However, they feel that People First has a long way to go in becoming a strong advocacy organization in Wyoming. They feel that more support from the state and regional service providers is necessary in order to achieve their goals.  A key issue is that in order to for people to attend meetings, they must have transportation and support, which for the most part are provided by RSPs.

In general, the People First leaders enjoy good working relationships with DDD staff and legislators with whom they speak, but they do not feel that the state (administration or legislature) takes them seriously enough.  They are in need of continuing and independent funding in order to push their movement forward.  They are motivated to develop the organization but appear to lack the support staff, as self advocates, to help their securing funding for organizational growth.  It seems clear that the People First group is struggling to establish chapters and expand its membership.  The DD Council has been instrumental in helping them to establish a foothold, but they need more support from service providers and the state to be able to establish chapters and grow into an influential advocacy and mutual assistance organization. This area merits more attention in Wyoming. 

Another statewide organization working to provide information and support to parents and guardians of children with developmental disabilities is the Family Support Network (FSN).  The FSN started out as informal meetings of parents in support of one another.  Later, the group garnered formal support from the state DD council and, with funding and staff support, FSN has developed into an advocacy group with a systems training component for new parents.  Recently, FSN received funding from ADD through its Family Supports Project.  FSN now operates as a part of the Wyoming Institute on Disabilities (WIND) and as such has made itself eligible to secure federal grants. The downside of their new status is lobbying limitation that comes with it.  

The Family Support Network formed a relationship with the Wyoming Office of Maternal and Child Health Services, and in conjunction with them, has developed an orientation packet and organizational materials.  All of these materials, as well as being packed full of information, have a “family-first” orientation to make families feel comfortable and welcome.

Currently, there are 19 active Parent Coordinators and 21 inactive Parent Coordinators.  Active Parent Coordinators hold quarterly meetings and generate reports for the FSN.  When parents are unable to perform these duties, due to work or other responsibilities, they are put on the inactive list.  Originally, all Parent Coordinator activities were donated by the participating parents, however, recently, to improve active participation, the FSN has begun to offer a $50 stipend for holding meetings and $25 stipend for respite support during FSN meetings.  This has helped to encourage people to be active Parent Coordinators, and to help them feel rewarded for their efforts, however, Lynda Baumgardner, president of FSN, estimates that they still receive around $35-40,000 worth of donated time from Parent Coordinators.  

In addition to new parent orientation, the Family Support Network participates in many other activities in support of families in Wyoming, including:  

· working with the state Department of Education to offer families training on transition planning;

· formed affiliations with departments of education, mental health, early intervention, and protection & advocacy services;

· promoting self-determination;

· running a program for training parents and professionals to collaborate on several projects, with the goal of learning more about how they can better work together to meet the needs of the individuals they care about.

During our visit to Wyoming, the local National Public Radio station aired an interview with Lynda Baumgardner, who spoke about how the FSN can help families and guardians sort through the services available to them, including:

· Public Health Nursing Offices

· Hospitals/Physicians

· Family Support Network

· State Family Services

· UPLIFT -- an early intervention program in preschools

· PIC -- Parent Information Center

· PEN -- Parent Education Network

What We Learned:

· The Wyoming DD Council has a strong and constructive working relationship with the Division of Developmental Disabilities, has played an important role in systems change, and actively supports several community-based efforts to empower people with developmental disabilities and their families.

· People First is a relatively new organization in Wyoming with several committed self-advocates working to establish a presence statewide.  People First would like to see more support from the state and service providers in order to aid in accomplishing their goals.  

· The Family Support Network began as a mutual support group and has steadily grown into an established statewide resource organization, involving parents and guardians in a variety of educational, training, and advocacy activities.

Services and Supports: The Family Perspective 

The families and individuals we spoke with were generally -- but not universally -- satisfied with the supports they and their family members with disabilities were receiving.  Although the majority of services provided would be considered "traditional" supports, people had high regard for the individualized planning process and, for the most part, feel that their needs are being met.  Several parents and guardians did express a desire to have more direct input into the policies of the division. 

Family perspectives about services and supports varied depending upon the types of supports and who was providing them.   Some parents/guardians were incredibly grateful to the state for helping to move their adult children from the training school to the community.  One mother observed how much her daughter has progressed since living in the community, and said she felt strongly that “the system listened to what she [my daughter] needed and provided it.”  Other families expressed frustration about their family members being shuffled among living arrangements and had concerns about the individual was being supported.

It is worth noting that one provider, Ark Regional Services, received extremely high praise from the families they serve.  Several of the families interviewed had moved from out of state specifically so that their family member could receive services from this Wyoming provider.  One point that was continually emphasized was that the level of communication and organization at this agency was exceptional.  Family members felt that consumers were well cared for, by knowledgeable professionals who had the best interests of the individual at the heart of all their decisions.  Furthermore, family members felt that they were informed and included in all important decisions.  Ironically, some families complained that the individuals were so happy with their supports that they did not want to spend time with their families anymore.

Overall, families reported a mix of positive and negative aspects of services and supports.  The following are some positive elements highlighted by families:

· Organization:  Everything is connected to the center -- all services feed in and out of central offices.  Everyone who works for the agency knows all of the consumers.  Physical facilities are well-equipped and clean.  There are psychiatrists and doctors ready to deal with emergency situations.

· Attitude and Philosophy:  They treat consumers with respect, not as if they were secondhand citizens.  

· Planning Meetings:  Planning meetings are biannual and are accompanied by a mental and physical evaluation.  All aspects of the individual are considered when creating the plan.  Planning meetings are positive and affirming for the individual; it is all about what he or she wants.  They do not talk about individuals in the third person.  If there are logistical issues to be worked out with the guardian, the staff will take them aside to speak with them after the individual has left for other activities.

· Personnel:  Staff are well-trained and have a can-do attitude.  Most staff are young, positive, and enthusiastic (many are university students just starting in field) who view the job as an opportunity toward advancement.  Even though the turnover can be frequent, it is not a problem because staff are carefully selected, well trained, and enthusiastic.

· Families Are Included:  Guardians know whom to call if there is a problem, and they are listened to.  One provider uses surveys to get parent input and responds to the surveys in a timely manner.  Families can visit the consumers at any time.  Staff call parents when there is a problem or a decision needs to be made

Families also discussed some areas that could be improved:

· Waiver Flexibility:  Some parents believed that it was not possible to modify a plan – i.e., change services or reprogram their budgets except at plan review dates.  Additionally, they expressed concern about the “medical” slant of the program – that many “developmental supports” that their children needed could not be obtained because a “doctor’s order is needed.” 

· Coordinating with School System: They would like Waiver services to interface better with the school system and school-based services. 

· Transition Services:  There is no automatic roll-over from the child to adult waiver.  Several people were concerned about what would happen to their children when they “aged out” of the children’s waiver.

· Supports Oriented to the Family:  Some parents reported difficulties with their other children related to the stress of having a severely disabled sibling and suggested that the state “make services more family focused.”  Project staff asked them about the FSN program but only one had been involved.  She reported that it was very difficult to make time for the meetings and to write the reports.  

· Annual Review Process:  They were frustrated with the annual review process to “make sure that [their] children were still disabled.”  These families felt that this review process was a very negative experience for their child since it “highlights what [they] can’t do.”  They also felt that the monthly service coordinator visits were not useful unless they had something specific to talk about. 

· Respite Providers:  Some parents had difficulties with obtaining approval of respite providers.  They would like the provider, specifically respite provider, approval process to be easier.  These families reported that when prospective respite providers apply, the background check can take as long as a year or more.  Also, it was mentioned that is very difficult to find a respite provider on short notice because the list families receive is “deceiving,” i.e. many respite providers were relatives who had been approved to care for a specific individual (e.g. a grandchild, niece or nephew, etc.).  Additionally, while some felt that having a rule that respite providers can only serve two children at a time was wise, one mother with three children found this difficult since she has to secure two staff.

· Service coordinator Turnover:  Some families, whose children have less intense needs, do not feel that their service coordinators are meeting their needs.  They would like to be their children’s service coordinators and to use the money currently allocated for case management services for other services, such as respite.   

In Laramie, the presence of the University clearly contributes to the success of person-centered supports in this region.  Other areas of the state are still working through barriers to providing consistent staffing and flexible, individually-focused supports.  Families who were dissatisfied with adult services expressed the need for (1) alternatives to traditional models of services (e.g. group homes, day activities) and (2) more providers of service to choose from within their regional area.

Families receiving services through the Children's Waiver were extremely appreciative and pleased with these supports.  Most of the parents interviewed felt that without this waiver program, they would not be able to keep their children at home.  Five types of supports stood out as key components of the program -- services that offer support for their children with special needs as well as “breathing room” for other members of the family: respite care; residential habilitation; access to acute care through other Medicaid state plan options via the waiver; in-home accommodations and supports (i.e., house keeping assistance); and supportive service coordinators.  
What We Learned:

· Family Satisfaction varies by Regional Service Provider, but overall families we met were satisfied with the services they or their family member receive.

· Families stressed the importance of treating the individual with respect, listening to what the person and his/her family wants, and being involved in planning and decision-making.

· Families are extremely pleased with services provided under the Children’s Waiver.  Some families with children expressed difficulty finding respite providers and coordinating services with the school system.

· There are concerns about the transition between the Children’s Waiver and the Adult Waiver, and their respective eligibility criteria.

· Families of adults expressed the need for a greater variety of living options (in-between supported living and traditional group homes) for their family member.

· Some families would like to have more choices among providers.

· Families would like to have more opportunities to provide feedback to the Division. 

· Because families have mixed views and perceptions, the state needs to obtain routine, regular and systematic feedback from families. Wyoming has decided to join the Core Indicators Project, which should assist them in obtaining this feedback.

Adult Community Supports:  Personal Experiences

Individuals interviewed by the project team seemed mostly upbeat and happy with the services they were receiving, and for the most part, expressed satisfaction with the amount of choice in both their living situation and activities.  Most of the participants in our focus groups lived in either group homes or Supported Independent Living situations.  Individuals in both types of living situations seemed happy with their homes and with their direct care staff.  Those in Independent Living situations have nurses to help with medications and other health issues, and several have pets.  Most seemed happy to be living independently, but some mentioned that they were still learning to be on their own and did not have any friends to come over to visit.  In one area, a local church also provides a fair amount of assistance to these individuals.

Community-based employment received high praise.  Several individuals held jobs in the community, at such places as the local library, restaurants, post office, recycling center, janitorial work, and grocery stores.  Most expressed pride and satisfaction with their work.  Many people also do volunteer work at community organizations, such as the Salvation Army.
On the flip-side, participants in one group expressed dissatisfaction with a facility-based day program provided to individuals who do not have a job or other sort of community-based activity.  The activities at this particular program include discussion circles about a variety of topics (finding employment, personal goals, etc.), reading, and computer training.  Although people disliked many of the facility-based activities, they did express high regard for the direct staff who work with them. 

Other positive comments about services were mostly related to entertainment activities, such as riding ATVs, riding horses, and going bowling with the Arc.

What We Learned

· Adults receiving residential services generally live in either Supported Living arrangements or group homes.  

· The individuals we met had very positive things to say about their living situations.  Many gave examples of being involved in community life, in particular church activities.

· Most people with community jobs were satisfied with those jobs.  Many individuals have volunteer jobs in addition to paid work.  

· The people we met spoke highly of direct care staff, both at work and at home.

· Some people had complaints about facility-based day supports.     

Independent Service Providers

Regional Service Providers provide supports for the majority of individuals in the state who have developmental disabilities.  If an individual is dissatisfied with their RSP, the options available to them are as follows: they can look for someone who is registered as an Independent Service Provider, or they can find someone that they would like to serve them and request that they become certified as an Independent Service Provider.  Using an Independent Service Provider can be done fairly easily with the current Medicaid Waiver, but is hard to do with a state contract.  In reaction to this, the state decided to disband state contracts as of June 2001: everyone will be on the Waiver and be able to choose an Independent Service Provider if RSPs do not meet their needs.  In addition, Wyoming has made it easier for people to get respite care by allowing anyone to apply to become registered as a respite provider.

We interviewed several Independent Service Providers serving children in and around the Cheyenne area.  For the most part they were very positive about their work and about the system.  They seemed to be an entrepreneurial, yet down to earth group.  They mentioned the following reasons for why the Independent Service Provider system works well:

· Independent Service Providers can call the state children’s services department about anything; everybody is friendly and no question is stupid; it is nice to know there is help available.

· There is good training for becoming an Independent Service Provider.

· A grandmother can provide services for her wheelchair bound granddaughter. 

· An Independent Service Provider can work as a Service coordinator for a larger provider and do independent residential habilitation work on weekends, and can have fun doing it!

· The system allows people to be entrepreneurial.  Independent Service Providers with enough experience and clients can start their own business.  This gives them something to work towards.

· The Child Waiver is flexible. Families have real choice and control over planning services that best fit the needs of their child. 

· One Independent Service Provider who worked in California feels that she has more choice in Wyoming, also more resources and funding per child.  She is glad that she made the move.

What We Learned

· Independent Service Providers offer alternatives to Regional Service Providers, thereby increasing choice for individuals and their families.

· Independent Service Providers have been particularly successful in the Children’s Waiver program.

· The consolidation of state contracts under waiver services should expand the use of Independent Service Providers in Wyoming.

Direct Support Workforce Development  

Like the rest of the nation, Wyoming continues to struggle with obtaining and maintaining a well-trained workforce.  However, in various parts of the state, they are devising innovative strategies for overcoming the workforce dilemma.

First and foremost, the pay rate of Direct Support Professionals (DSPs) is a serious concern.  The Wyoming legislature is currently attempting to address these issues through the following measures:

· In the recent legislative session a bill was created to increase wages for preschool staff serving children with special needs.

· A footnote to the preschool staff budget measure mandated a study on the need for an increase in DSP wage rates.  This study intended to lay the groundwork for a significant wage increase in the next legislative session.  The goal is to demonstrate that increased wages would have the following effects:

· reduce turnover

· make pay competitive with Walmart and other unskilled jobs

· make DSP work valued

· entice the return of workers who have left jobs to pursue higher education

Workforce concerns are also being addressed at the provider level. For example, the Laramie Ark is working to establish a career ladder with three levels.  Advancement in level is based on both seniority and competency/acquisition of skill sets.  Each level is accompanied by increased responsibility, increased wages, and the opportunity to mentor new direct support professionals.  The goals of this system are to retain employees (by offering opportunities for growth and higher pay) and to improve the quality of DSP care (through additional competency and skill training).

Training is another critical workforce issue.  Although basic training of DSPs is provided by the state, intensive and continued training is largely the responsibility of the regional service providers.  The Wyoming DDD has created several opportunities for education and training of Regional Service Provider management as well as to ISSCs, with the intent that these individuals will pass on their knowledge to the DSPs who work for them.  This training includes the following:

· Annual training in the summer for RSPs to learn about changes and advances in the field, as well as to learn from each other’s experiences over the last year.

· Annual training in the winter for ISSCs.  In the past this training has focused on going over basic skills (medication administration, first aid, management skills) as a refresher for new entries as well as seasoned professionals.  However, recently they have begun presenting interesting speakers and information about growth and innovation in the field of Developmental Disabilities.

This method of trickle-down training works well as long as agencies adequately supplement DSP training; however, the focus on training is inconsistent across regional service providers.  The Laramie Ark draws many employees from the University of Wyoming.  While the students are enthusiastic workers, the turnover rate is high because few students continue working there for very long after graduating.  To compensate for the high turnover, young age and lack of work experience of many of their employees, the Ark has developed an aggressive training program for DSPs.  Moving away from their traditional two-week classroom training, they now use a more outcomes-oriented approach with intensive observation and feedback about performance, as well as providing on the job mentors.  This has proven to be quite effective in both keeping up the quality of care, making the employees feel satisfied with their job.  

DSPs had this to say about their work:

· They feel welcome and are part of a community.
· They feel that they have been well-trained and that they are given plenty of guidance; They can ask their supervisors about anything.
· They feel appreciated and are praised for good work.
· The administration asks for and listens to their suggestions.
In contrast, another group of regional provider staff (many of whom had worked in other states and had been in the field for several years) had a different perspective.  They observed that most statewide training opportunities were reserved for "higher-ups" in the agency.  Many expressed frustration about lack of training and were not aware of professional organizations such as the National Association of Direct Support Professionals.  Concerns about the level of pay as well as the quality of care they are able to provide were also voiced.  It is only reasonable to conclude that the Laramie Ark's progressive ideas toward training and development of direct support staff are in line with what DSPs want and could be replicated in other regions of the state, and perhaps in other places across the nation.

What We Learned:

· The Administration is committed to improving the wages and status of direct support workers and has pursued legislative action to achieve this goal.

· Regional providers are developing strategies locally to improve workers’ skills and increase opportunities for career advancement.  These creative programs have the potential to be replicated statewide and even nationally.

· Training is perceived by some providers as the state’s responsibility.  However, it is clear that state-sponsored training is not sufficient.  Additional training at the provider level is essential.  Consistency of training across providers could be improved, although specific strategies and training topics can be tailored to the needs of the staff in a particular agency or area.

· A strong focus on training and development seems to be co-existent with DSPs feeling satisfied, well-prepared, and respected in their jobs.

Service Coordination:  Focus On Choice And Team Planning

Recipients of services in Wyoming choose their service coordinator. Families and individuals meet with several service coordinators and decide which person is the best fit.  Waiver participants are free to change service coordinator at any time.  Most families prefer to have a service coordinator who is co-located with their service provider agency because it is a convenient arrangement.  Service coordinators also find this situation preferable because they “know all the players” and can easily negotiate hours and rates for services.  Having all the services provided in the same “house” makes it easier for them to make funds go farther.  

At the Ark of Laramie, service coordinators reported that they have caseloads of 25-26 individuals – virtually all of whom are current waiver participants.  Some are served under state contracts or are only receiving employment support services.  These service coordinators work with both children and adults.

One of the major tasks of the Wyoming ISSC is to coordinate the planning process with the person and his or her circle of support.  This process varies somewhat by agency, but the general approach is the same.  The ICAP is administered in order to determine the person’s individual budget amount.  At the Ark, a “Personal Profile” is developed with the team to identify strengths, weaknesses, dreams, and goals.  Service coordinators then attempt to merge the dreams and goals derived from the profile with the ICAP to build an effective individual service plan.  While the ICAP is important for budgeting purposes, many people feel that the instrument is “deficit-driven” and that it is important to frame the plan with the individual’s preferences as much as possible.

In regards to planning services and supports, it was interesting to find that many service coordinators perceive the Adult Waiver to be “inflexible.”  The formula for how funds are allocated is also somewhat mysterious to them, and they sometimes feel that certain individuals (e.g. people with behavior challenges) need more than what is allotted to them.  When we discussed this issue with administrators, we learned that the waiver is a great deal more flexible than it is perceived to be.  DDD staff are aware of the need for more and/or better communication about what is and is not allowed within the waiver rules.  

As with direct support workers, another potential area for expanding current practice involves training of ISSCs.  Some agencies have a greater focus on training than others.  Service coordinators and other agency staff are eager for training opportunities, as they feel these trainings better prepare them for their work.

Most of the service coordinators we met feel well supported and respected.  Many are salaried employees and therefore able to make their own schedule.  Being able to work flexible hours is very important to them because it allows them to be there when and where the service are being provided.  Most of them appreciate and enjoy this flexibility.

What We Learned:

· Convenience and “one-stop shopping” (i.e. case management and service provision provided by one organization) are important to many families, as are trust and familiarity with an organization and its staff.

· The budgeting/resource allocation tool must be complemented by a personalized, inclusive planning process that focuses on what the individual wants.

· People need to know what resources and choices are available to them.  It is the responsibility of the state agency to make sure service coordinators understand the possibilities as well as the limitations of the waiver program.  Creative service planning (resulting in person-centered supports) can only happen if service coordinators understand how much flexibility they have.  

Challenges 

Wyoming’s system has many strengths but also faces some tough challenges.  Below we discuss some of the critical issues facing the system as well as steps being taken to expand and improve the state’s ability to provide person-centered supports.  

Unevenness Of RSPs  

Although the regional service provider system works fairly well in Wyoming, given the geography and population density of the state, it does have drawbacks, such as lack of competition between providers.  Although anyone can become certified as a provider, there are only a small number of independent providers (three or less clients) in most regions that offer alternatives to the RSP.  Innovation and improvements in service delivery can be motivated by the establishment of individual providers.  This is present in some areas of the state but not others, leading to an unevenness of services provided from one RSP to another.  

Other related challenges include:

· Having only one agency conduct ICAP assessments is limiting; consumers cannot get a “second opinion.”  To resolve problem, WY has contracted to have another agency conduct the ICAP.

· ISSCs work for the same agency that is providing services to clients, creating a potential conflict of interest.  From what we observed, this system works fine when everything the individual and family is happy, but makes it difficult to acknowledge and address problems when they do arise.

· Another notable issue, which may or may not be related to lack of competition, is the lack of consumers on RSP advisory boards.

Flexibility Of The Waiver 

Various people we interviewed requested that we suggest that DDD consider ways to make the plans more flexible.  Most of the service coordinators we interviewed did not think they could request a change in how an individuals state plan budget is allocated unless there was a significant health and safety concern.  They also expressed concern about how the funds were allocated – indicating that frequently some clients had too much money while others do not have enough.  ISSCs and families perceive the waiver as inflexible and sometimes find it difficult to blend required Waiver elements with the person-centered planning process.  Whether this inflexibility is a real issue or a misperception, it needs to be addressed by the state.  

Medicaid Waiver Challenges

Until recently, people with scores way over or under the 70/70 norm were not covered by the Medicaid Waiver.  Some providers took it upon themselves to innovate ways to serve these overlooked populations.  Magic City Enterprises in Cheyenne uses phone case management ("Cheyenne Cares") to serve those people who do not qualify for Medicaid.  In addition, they often blend funds from several sources to develop their service array – including Medicaid, state contract funds, and federal HUD funds for housing costs.    There is a need to officially address this "gap group" who are not functionally Waiver eligible but who also need services.  To this end, Wyoming applied for an amendment to their current HCB Waiver program.  This amendment accomplishes two things:  

(1) It expands eligibility by modifying the so-called 70/70 rule.  Previously, people with mental retardation had to have an IQ of 70 or lower and an ICAP Service Score of 70, and people with related conditions had to have an ICAP score of 70 or more.  Under the new criteria, people who have ICAP scores less than 70 but have functional limitations in three ICAP subdomain areas will be eligible for the waiver.  

(2) It will bring most of the people served under “state contracts” into the HCBS waiver program, since most individuals with this type of arrangement are people who did not meet the 70/70 test.  State contracts are provider-specific and tend to have lower funding amounts (they were not included in the DOORS funding methodology).  By switching to the waiver program, these individuals will be afforded “free choice of provider” and will be factored into the DOORS funding model.  

This change in eligibility illustrates Wyoming’s commitment to operate services in a more inclusive and consistent manner for all individuals served.  

Consumer Education

More needs to be done to make sure that consumers understand the services available to them, and how to make decisions so that they can take advantage of the “system architecture” that has been put into place.  Both the Division and the Arc have plans to implement this type of training.  Also, the Self-advocacy movement has been slow to develop in Wyoming.  Both the state and providers need to make additional efforts to buttress self-advocacy in Wyoming.

Transition Planning

More work and coordination with the school system needs to be done in order to develop a seamless plan for helping people transition from the child to the adult waiver.  The expansion of eligibility is a positive step in this direction, as is the increased emphasis on education of families.  A related issue that needs to be addressed is the transition from school to work activities.

Consumer Employment

Employment remains a problem.  There is a need for more ideas and funding to create employment opportunities for consumers.  Currently, about half of all reported employment is not being paid for by HCFA, but is being done through other arrangements.  Some (about 100) people are employed outside the Waiver with the “State Employment Contract.”  Wyoming collects information on “Employment and Integration” supports on a quarterly basis.  Although the database is quite extensive, it is still difficult to tell exactly where people are working because of ambiguous work classifications used in the past.  Also, the percentage of work vs. day activity is driven in part by the local economy.  Most people are involved in a mix of day activities and programs, both paid work and volunteer work, making the analysis even more complex.   On a more philosophical level, there are differences of opinion in terms of what types of activities are valued, how to evaluate whether someone “wants to work,” and so forth.

Transportation

Transportation remains a major issue statewide.  Development in Wyoming has been very spread out and public transportation is practically non-existent.  This creates a major impediment to employment and volunteering for people with disabilities.  Magic City Enterprises has developed its own busing system to get consumers to jobs, volunteer opportunities, and other activities, but more thought needs to be given to providing better transportation statewide.

Workforce

Similar to everywhere else in the country, Wyoming continues to struggle with obtaining and maintaining a well-trained workforce.  Even the Laramie Ark, which is in one of the most favorable workforce positions in the state because of its proximity to UWY, considers most of their difficulties in providing optimal services to center around labor force shortages.  However, the Ark created several innovative solutions to dealing with this problem, such as intensive and aggressive training programs for new staff, a mentoring system, and a staff ranking system based on performance to create incentives for good workers to stay with them.

Recently, the Wyoming legislature instructed the Department of Health to conduct a study of wages and benefits of direct care staff across all sectors of long-term services.  The purpose of the study was to “ascertain the level of salary and benefits needed to attract, retain, and build a skilled workforce of direct healthcare providers” as well as identify industries that compete for workers with similar qualifications.  This important legislative direction demonstrates the state’s commitment to addressing challenging workforce issues. 

Feedback Systems

Wyoming has numerous quality monitoring and improvement activities in place, including: extensive waiver provider (RSP) site reviews, health and safety audits conducted by community review teams (including two nurses beginning in 2000), detailed financial and quality reviews of individual plans, and satisfaction surveys conducted by the UAP.  Extensive databases are maintained on referrals, waiting lists, ICAP data, costs and other management information.  While the system information is well-maintained, we did observe that the state could improve its framework of performance monitoring by adding a reliable, systematic consumer and family feedback process.  In fact, the state did decide shortly thereafter to fully participate in the national Core Indicators Project. 

Concluding Thoughts

As of July 1, 2001, Wyoming’s service population included 1,000 adults on the adult waiver and 520 children on the children’s waiver, with a total budget of just under $48 million.  All signs point to efforts on the part of the state to expand the reach and flexibility of Medicaid waiver programs.  In addition to the amendment of the 70/70 rule, Wyoming is also launching a new HCB waiver program for adults who have an acquired brain injury.  Until now people with ABI have been served either in the training school or in nursing homes.  This new program will now enable the state to offer home and community-based options to this segment of the population.

Overall, Wyoming has a healthy and well-designed system that is headed in the right direction toward person-centered supports.  The recent adjustments to its system architecture, in tandem with a more deliberate pursuit of person-centered principles, will likely accelerate the change process and make person-centered supports more pervasive throughout the state.  The DOORS funding model provides  a solid foundation for determining individual spending amounts.  The administration is by nature open and responsive, and clearly supports efforts to inform and involve consumers and families.  Based on our review of the Wyoming system and conversations with long-time advocates in the state, we would expect to see future growth in the areas of independent service provision, free choice of providers, authority of the planning team, and flexible use of Medicaid waiver funds.          
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Foreword

In October 1999, the National Association of State Directors of Developmental Disabilities Services (NASDDDS), together with the Human Services Research Institute (HSRI) and the University of Minnesota Institute on Community Integration (UM/ICI), was awarded a grant by the federal Administration on Developmental Disabilities (ADD) to evaluate and disseminate information on service delivery and quality assurance approaches that promote flexibility and innovation in publicly-financed services for persons with developmental disabilities.  The three-year, $750,000 grant project is entitled “Reinventing Quality: Fostering Promising Practices in Person-Centered Community Services and Quality Assurance for People with Developmental Disabilities.”  

During year one of the project, the Reinventing Quality (RQ) project team and steering committee (composed of four individuals with disabilities and four parents of children with disabilities) convened a three day “Consensus Conference” aimed at achieving agreement among the major stakeholders in the developmental disabilities community concerning the essential “principles” and related “markers” (or indicators) of a person-centered public system of consumer-directed, outcome oriented community supports and related quality assurance/improvement methods.  

Person-centered services and individually tailored quality management practices have gained broad acceptance in the developmental disabilities field in recent years.  Yet, the RQ project team concluded that a clear consensus had not yet emerged regarding the essential elements that define a public service system grounded in the principles of person-centered supports.  The “Consensus Conference” was organized in order to help fill this void.

A set of nine principles to guide the operation of a system of quality, person-centered supports was drafted and distributed to the consensus conference participants in advance of the April 13-15, 2000 meeting.  Based on the feedback received, the project staff revised the original principles and used them as a framework for organizing the conference.  Participants also received background materials that explained the aims and organization of the conference.

To ensure that all major stakeholder groups were represented at the conference, the RQ project team and steering committee agreed to the following categories of attendees: (a) ten self-advocates; (b) ten family members; (c) four direct service workers; (d) four representatives of service provider agencies; (e) six “funders” of service (local, state, and federal officials); (f) four regulators of services (representatives of licensing/certification agency and accrediting bodies); (g) eight advocates/professionals in the MR/DD field; and (h) four services coordinators/service coordinators.  

The bulk of the April 2000 meeting was spent on the development of “markers” or indicators of the presence or absence of the essential principles, elements and features of person-centered public systems of consumer-directed, outcome oriented community supports.  The participants were divided into nine work groups, with each group assigned the task of developing markers for one of the guiding principles.  During the closing session, the results of the work group’s deliberations were reported and overlapping markers identified.

Following the conference, the NASDDDS project staff disseminated a meeting summary to the conference to participants.  Feedback was gathered over the summer months and assimilated into an initial, draft “Consensus Statement.”  In August 2000, the draft statement was distributed to participants for final comment and, in October, the final version was posted at the project’s “Quality Mall” Web site (http://www.qualitymall.org).

The “Consensus Statement” will guide the remaining activities of the Reinventing Quality project – including:  (a) the contents of the Quality Mall Web site (an electronic clearinghouse of information on cutting-edge, person-centered service practices and policies; (b) the design of case studies of the service system in four states that have been identified as best practice models of person-centered services; and (c) the programs of two, national Reinventing Quality conferences.

This publication contains the final version of the “Consensus Statement.”  The RQ project team hopes that readers find these proposals helpful in pursuing their own efforts to promote individualized consumer-directed, outcome-oriented practices.
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O

ur nation must empower and support all people with developmental disabilities to realize their own vision for their lives. To accomplish this, families, friends, allies, communities, provider agencies, professionals, advocates, and government must work together to do whatever it takes to enable each individual to realize her/his unique vision. This will only happen when we put people with developmental disabilities first and support them one-person-at-a-time.  Person-centered supports are for everyone.

Principles
The fundamental principles of person-centered supports are … 

· Each person shall have the authority to define and pursue his or her own vision. Person-centered supports start with listening to the person and honoring each person’s vision. The individual’s vision must be honored, respected, and supported. The goal must be to promote each person’s empowerment, dignity, and positive self-image.
· Self-determination is a must. People and families are entitled to the freedom, authority, and support to control, direct, and manage their own services, supports, and funding. Individuals and families have the right to select their own services and supports as well as decide how and by whom supports are provided.
· Personal relationships and community membership are valued. It is absolutely vital to promote the inclusion, presence, and participation in community life for all individuals, at all ages and across all dimensions of life. People must be supported in their social and spiritual life, friendships, and intimate relationships.
· All networks and systems of support must collaborate in support of the person’s vision. Families, neighbors, friends, co-workers, and classmates play important roles in the lives of people with developmental disabilities. These rich, vibrant networks of support connect people to their communities. Public systems must work hand-in-hand with these networks in supporting individuals.

· People and families must participate as valued and empowered partners in all decision-making. People and families must have meaningful leadership roles at all levels. It is crucial that government, providers, and community organizations welcome, listen to and collaborate with people and families in solving problems, making decisions, and pursuing excellence.

· Individuals must have supports to contribute to their communities and engage in meaningful work. People with developmental disabilities want to and can make valuable contributions to their communities. There must be supports that assist people to make a difference. Youth and adults must be supported to have real jobs, earn money, or run their own businesses.

· Families are supported and valued. Families support people with developmental disabilities of all ages. Support networks must partner with families and offer critical services that not only address the needs of the family member with a disability but also support and strengthen the family itself. The unique needs and preferences of each family shall be acknowledged, respected, and accommodated.

· All people and families must have access to supports when and as they need them. Every individual must have easy and timely access to vital services and supports in order to achieve his or her personal vision and enjoy quality of life. There will be energetic outreach to all our nation’s diverse communities so that they can access supports on their own terms.

· The personal security and well being of people must be ensured. People must be secure in their own lives. They must not be exposed to neglect, abuse, or exploitation. They must have high quality health care. Ensuring the personal security and well being must not sacrifice the right of individuals to live everyday lives of their choosing in the community, exercise choice and pursue their dreams and aspirations.
· There must be a resolute, continuous commitment to achieve excellence in all dimensions of supporting individuals and families. High quality services enable people to realize their vision. Excellence in person-centered supports demands a strong, sustained commitment to securing and maintaining a high quality workforce, ongoing training and education, and continuous quality improvement. Individuals and families are essential partners in promoting excellence.

How We Will Know
We will know that supports are person-centered when we see that ….

People and families have authority over their lives.

· People and families feel welcome to express their ideas, needs and preferences. There is understand​ing and responsiveness to people’s creativity and initiative.

· Individuals and families have the time and support they need to understand, plan, and become informed to develop their own plans.

· People have support to learn about and understand the planning process, the choices available to them, the consequences of such choices, and their responsibilities.

· Individuals and their allies lead and direct the development of their support plans with assistance as needed from support coordinators, guardians, professionals, brokers, and/or agents.

· Individuals and families determine the amount and types of supports they use.

People and families determine their own supports.

· People and families have access to a wide range of home and community services, including personal assistance, transportation, assistive technology, and supports in school, on the job and in the community.

· There is support and encouragement for the choice and use of generic services, including faith communities and other social service networks.

· Based on qualities that they believe are important, people and families have free choice in hiring, firing, supervising and training support workers or selecting providers.

· Individuals and families have access to a “report card” system to assist them to find and evaluate sources of services and supports to meet their needs.

· Individuals are empowered to choose where and with whom they live.  Public policy promotes the availability of housing options and enforces universal design criteria.

Individuals and families control the money available 

for their supports.
· Public dollars are portable and flexible and are tied to people and families.
· Dollars change as people’s needs and circumstances change.
· Individuals and families have the authority to manage dollars and design an individual budget that takes into account the person’s wants and needs along with the resources available to the person.

· Assistance is available to individuals and families to help them to manage individual budgets, including fiscal intermediaries.
· There are efficient and effective methods of acquiring and paying for services that embody best practices and are people/family friendly, including the use of vouchers, coupons, simplified administration and reporting to individuals and families.

There are brokers or agents available to individuals and families to assist them to plan, secure, and arrange supports.

· People and families have the right to select a broker/agent of their choosing.

· Brokers/agents are free of conflict of interest, independent of service provision and accountable to the individual or family.

· Agents/brokers are persistent advocates for the individuals and families they support.

· Agents and brokers have the skills and knowledge to know what is effective.

There is support for relationships and community membership.

· People receive the support they need to have enough friends and spend time with them.

· People’s needs for intimate relationships are recognized and supported.

· People have support to take part in social, spiritual, recreational, and community activities of their choice.

· People have support to exercise their citizenship and participate in community planning and/or political activities related to their interests and desires.

Individuals are supported to contribute to their communities and engage in meaningful work.
· Work and contributions of all types that benefit the person, community, and employer are valued and supported.

· Supports for work and community contributions are integrated into the workplace and everyday places in the community.

· People who hold paid jobs enjoy the benefits of their work without fear of losing needed health care, housing, employment supports, transportation, and other supports.  

· There is a good understanding of employer and community organization needs in supporting people in the workplace and making other contributions.

· The system strives for individual growth and development by supporting people to change jobs; secure job upgrades, more duties and higher pay; start a business if they want; and, explore new opportunities to contribute to their communities.
Families are valued and supported in their own right.

· Families feel welcome, supported and respected.

· All children grow up with families.

· There is recognition that families need different levels and types of supports — not “one size fits all” programs — and supports change along with the needs and circumstances of the family and the individual.

· Family supports are family-centered and family-directed.  Services and supports are provided in ordinary places and build on the unique strengths of each family.  Achieving outcomes important to each family’s quality of life serves as the basis of each family’s supports.

· Families receive assistance in futures planning.

Relevant information and training opportunities are continuously available to individuals and families.

· Individuals and families have ready access all the time to clear, concise, understandable, user-friendly, “how to” information about services and supports.

· There is access to information, training, technical assistance, and an ongoing cycle of learning at all levels: individuals, families, providers, state, local and federal systems, and communities.

· Information and communications are available to individuals and families in multiple languages, through many means (including online) and formats.

· Individuals and families participate in designing and are welcome to participate in all opportunities for education and training.

· There is a high priority on providing training and education to individuals and families that enables them to direct their services and take control of their lives.

A person-centered system works in partnership with all networks of support.

· People have one plan that pulls together all sources of paid, generic, and natural supports in pursuit of their personal vision.

· There is active sponsorship and encouragement of strategies that build on and enhance the role of natural supports in people’s lives.

· The system flexes to support unique and creative ways to support people, including public-private partnerships and amplifying the availability of generic supports.

· There is sponsorship and support for ongoing formal training and education programs about the role of natural and community supports in meeting the needs of individuals.

· There is vigorous outreach to communities in order to build effective partnerships with community organizations, businesses, and agencies in support of the inclusion of people in the full fabric of community life.

Individuals and families are invited, welcomed, and supported as full participants in system planning and decision-making.


· People and families have meaningful leadership roles at all times and levels of the system (state, federal, and local government, community organizations, commissions and advisory councils, and provider agencies). They are welcome and valued colleagues in policymaking, funding decisions, forums, public education and communications, and advocacy.

· The opinions of individuals and families are continuously sought to inform policy making and system improvement.

· Financial and other assistance are available to enable people and families to play leadership roles and participate in all activities that affect them.

· Self-advocates have support to form and lead their own networks of mutual support.  They have opportunities for internships and mentoring.

· There is active support for families to network, organize, and help one another.

People have personal security.


· People have individualized safety plans that are customized to their unique circumstances and needs.

· Safety plans do not compromise community integration and personal freedom.

· There is routine, ongoing monitoring of every person’s personal security. Monitoring is based on each person’s circumstances and needs and is respectful of the individual’s preferences. “Must have” requirements are enforced rigorously.

· Individuals and families are active, valued collaborators in the development of policies, regulations, and practices to promote and ensure personal security.

· Potential instances of abuse, neglect, and exploitation are swiftly reported and investigated.

· When abuse, neglect, or exploitation is discovered, there is prompt action to protect the person from harm or jeopardy.

· The public developmental disability system and the legal/criminal justice system work hand-in-hand to address abuse, neglect, or exploitation of individuals.

People’s rights are affirmed and protected.

· People and families receive continuous training and education about their rights.

· Direct service and other professionals receive continuous training and education concerning the rights of people they support.

· People have easy and immediate access to legal and human rights assistance from individuals and organizations they trust.

· Individuals and families can voice complaints or seek protection without fear of recrimination. Mechanisms for reporting problems and concerns are readily accessible and simple to understand.

· Violations of people’s rights are addressed swiftly.

People get the health and related services they need.

· People have reliable and timely access to competent community health care.

· People receive support, training, and education about taking care of their health.

· There is continuous attention to wellness and prevention, including regular exams and check-ups.

· Direct service and other professionals receive training and education about helping individuals to be healthy and meeting the health care needs of people they support.

Public systems are accountable, understandable, and responsive to people with disabilities and their families.

· First and foremost, formal public systems are accountable to people and families.

· Public systems respond swiftly to problems, remove barriers to person-centered supports, and share successes and best practices at all levels.

· All regulations, laws, and policies embrace person-centered principles.

· Public systems continuously address efficiency, equitable and appropriate resource allocation, and good management.

· Public systems work hand-in-hand so that individuals and families experience a seamless system where agencies, programs and funding rules facilitate access to person-centered supports and consistently strive to achieve outcomes that individuals and families hold important.

There is universal access to community services and supports for all people and families who need them.

· There is equal and timely access to services and supports for all people and families wherever they live.

· Information about all types and sources of services is readily available to people and families at a convenient, readily accessible single location.

· Person-centered plans are prepared for people as soon as they seek services and supports begin promptly.

· State plans for universal access are designed in collaboration with all stakeholders and the plan is subject to ongoing review and evaluation.

· Public systems annually report individual and family support needs to legislative and funding bodies as well as to all stakeholders.

Cultural competency is absolutely necessary to achieve inclusion for all people with disabilities.

· There is outreach to and advocacy for the needs of diverse communities.

· Cultural differences and diversity are acknowledged and respected.

· Support strategies respect each person’s definition of what they want in life in keeping with their culture, traditions, and beliefs.

· Interpretation and translation services are readily and freely available.

There is a resolute and continuous commitment to excellence 

and quality improvement.

· Individuals and others they choose lead and direct the evaluation of their own services and supports.

· People, families, and other citizens are active partners in evaluating system and provider quality and performance.

· Quality assurance/quality improvement systems focus on person-centered results.  Systems collect, analyze, and disseminate sound, reliable data about individual outcomes.

· The feedback and opinions of individuals and families concerning performance at all levels is constantly sought.

· There is continuous evaluation of services and supports and continuous quality improvement to achieve better outcomes for individuals.

· There is training and technical assistance available at all levels to improve quality and performance.

A high quality workforce is a must-have.

· There is recognition that a quality workforce is vital if people and families are to exercise choice, enjoy quality of life and have safety and security in their lives.

· The workforce has the skills to meet the needs of people they support, are empowered to assist individuals in overcoming barriers, and responsive to their individual choices.

· Pay and benefits are sufficient to attract and retain skilled and committed direct service and other professionals.

· Direct service and other staff regularly participate in values-based, competency-based training (including ethics and best practices).

· Direct service and other professionals have career paths and opportunities for education and mentoring that promote growth throughout their careers.

Appendix B:  Sources Consulted

Documents

· State of Wyoming Olmstead vs. LC and EW State Action Plan (DRAFT)

· Medicaid Home and Community Based Services for Persons with Developmental Disabilities in Wyoming (The Lewin Group; K. Charlie Lakin)

· ©2001 Individually-Budgeted DD Adult Waiver Model 

· Wyoming DD Division Site Review of Ark Regional Services (Laramie) and Magic City Enterprises (Cheyenne)

Internet Resources

· The Wyoming INstitute for Disabilities (the UAP): http://wind.uwyo.edu/

· WY DD division: http://ddd.state.wy.us/

· P&A: http://wypanda.vcn.com/

· DD Council: http://wind.uwyo.edu/WILDD/GPCDD.htm

· Family Support Network: http://wind.uwyo.edu/WILDD/GPCDD/fsn_history.htm

· People First: http://wind.uwyo.edu/WILDD/GPCDD/people_first.htm

Key Stakeholders Interviewed

· Advisory Committee to the DD Division

· Happy Weston, DD Council Chair

· Brenda Oswald, DD Council Executive Director

· Jeanne Thobro, P&A

· Ken Heinlein, WIND Director

· Lynda Baumgardner, Family Support Network

· Beverly Stevens, People First of Wyoming 

· George Garcia, People First of Cheyenne

· ARK Regional Services: Staff, Consumers, Families, and Service coordinators

· Magic City Enterprises: Staff, Consumers, Families, and Service coordinators

· Independent Providers of Children’s Services & Families
"The formal system allows for a greater level of self-direction than people may know how to take advantage of."


-Bob Clabby, DDD Administrator








“A lot of other parents fought long and hard to get services to where they are today and we are grateful.” 


-WY Parent





“The Wyoming child waiver allows people to have a normal family life or as close to it as possible.” 


-Independent Service Provider





“People should be able to do what they want, when they want, with whom they want and as often as they want.”





“Self-Determination turns the system upside down and puts people with disabilities at the top.  It changes the way things are done so that we have choice and control.”


Gail Bottoms





“People who have control need to become listeners.”


John Jordan





“Families know their family members better than anyone.”








“People have the right to make mistakes and try again.”








“Money equals power and therefore choice.”








“Brokers/agents work for individuals and families to help them get what they need.”








“There must be support for real relationships.”


Mary Gennaro








“Each individual is empowered to define ‘meaningful,’ ‘work’ and ‘contribution’ on his/her own terms.”











“Family relationships are honored and valued.”











“Information is essential to choice and individual/ family empowerment.”











“The public system does not drive everything but must work in tandem with all support networks.”











“There must be a partnership with self-advocates … Nothing about us without us.”


Liz Obermayer











“Community integration and maintaining people’s ties with their families and other natural supports is essential for them to be safe and secure.”











“Public dollars are used to give people the supports they need – no more, no less.”











“An improved quality of life as defined by the individual is the central outcome that must be achieved.”











“It’s impossible to individualize services until you’ve individualized the funding.”


Russ Pittsley








� This section was primarily informed by the Olmstead vs. LC and EW Developmental Disabilities Action Plan developed by the State of Wyoming Department of Health in June 2000.


� There is extensive information about the Division and the services/supports it administers on its website at: http://ddd.state.wy.us/index.html.


� Learn more about the Council and its objectives at http://wind.uwyo.edu/WILDD/GPCDD.htm.


� Learn more about P&A at its website at: http://wypanda.vcn.com/


� Learn more about WIND at http://wind.uwyo.edu/


� The spending amounts are based on figures that Wyoming officials have provided researchers at the University of Illinois at Chicago in conjunction with its periodic “State of the States” nationwide collection of state-by-state expenditure information for services and supports for people with developmental disabilities. In all years, community expenditures include expenditures for early intervention and pre-school services. The previously published 1990 and 1995 figures have been adjusted for inflation by using U.S. Bureau of Economic Analysis deflators for the costs incurred by government in purchasing or providing goods and services. 


� A more up-to-date nationwide figure is not currently available.


� Gary Smith (2001). Facts and Figures – Medicaid Long Term Services for People with Developmental Disabilities: 2000 Status. Alexandria VA: National Association of State Directors of Developmental Disabilities Services.


� In 2000, nationwide about 23% of all people who received residential services resided in settings (operated by states or other entities) that served 16 or more individuals. In Wyoming, the comparable figure was about 12%. 


� Robert Prouty and K. Charlie Lakin, Eds. (2001). Residential Services for Persons with Developmental Disabilities: Status and Trends Through 2000. Minneapolis: University of Minnesota, Research and Training Center on Community Living, Institute on Community Integration.


� A more complete explanation of DOORS is in: Gary A. Smith (1999). “Wyoming DOORS: Setting Individual Resource Allocations for HCB Services.” Alexandria, VA: National Association of State Directors of Developmental Disabilities Services, Inc. Available on the Wyoming Developmental Disabilities web site at: http://ddd.state.wy.us/index.html.


� It is important to emphasize that the factors identified are derived from the statistical analysis rather than based on the selection of predetermined factors. As a consequence, these factors are based on observed differences in the costs of supporting individuals in the community. In each iteration of DOORS, the consumer-centered factors have changed. DOORS methodology has a solid actuarial basis. Wyoming DDD provides for adjusting the DOORS IBA to take into account extraordinary circumstances. However, over the years, the volume of such reductions has been reduced substantially.


� Much the same observation applies to states such as New Hampshire and Vermont that also took the course of relying exclusively on the HCB waiver program to finance community services and supports.
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