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Part 1:  System Readiness Assessment

Political and State Agency Leadership

1.  Level of support for system transformation 

Iowans with disabilities and older Iowans receive long-term community supports from two quite different service systems. Disability services are administered by counties, with significant funding from property taxes; the framework for service delivery to older Iowans is the statewide network of area agencies on aging.  These major differences in financing and administration present challenges to enhanced coordination between these systems.  While the leadership responsible for both systems is committed to the values of choice, empowerment, and community, neither system completely incorporates these values. Unfortunately, both are characterized by institutional bias, which is why rebalancing is the primary purpose of this application.   

The good news is that support in Iowa for transformation of both systems is now broad, extending from the Governor, state agency leadership, and the Legislature to policy-making bodies such as the Mental Health/Mental Retardation/Developmental Disabilities/Brain Injury (MH/MR/DD/BI) Commission charged with disability system redesign, the Governor’s Aging Cabinet, and the Senior Living Coordinating Unit, to Counties and networks of aging and disability service providers.  

Executive Branch Support.  

Governor Tom Vilsack is a strong proponent of long term care system redesign in Iowa.  Sparked by Iowa’s 2001 Real Choices Systems Change grant and the Olmstead Real Choices Consumer Task Force (the broad-based stakeholder group that guides the Real Choices project), the Governor issued Executive Order 27 in early 2003 (Appendix A), paralleling President Bush’s Executive Order 1327 issued under his New Freedom Initiative. Executive Order 27 set the tone for the “swift implementation” of the Olmstead decision in Iowa.  It mandates all Iowa state agencies to identify, in the policies and programs they administer, barriers to community living for people with disabilities and elderly Iowans, and to develop plans to address them.  In response, agencies submitted self-assessments, and designated responsible staff to collaborate with the Task Force.  Planning and implementation work is ongoing, and cross cutting barriers between agencies are being identified.  

The Governor also issued an Executive Order establishing an Aging Services Cabinet, to increase coordination and improve integration of health and social services for older Iowans across state government.  Chaired by the Director of the Department of Human Services, and including the Directors of the Departments of Elder Affairs, Inspections and Appeals, and Public Health, the Cabinet advises the Governor on strategies for developing a well-coordinated and seamless senior service delivery system.  These four agency heads also sit on the Senior Living Coordinating Unit charged by the Legislature with long term care policy development.

The Governor asked the members of his Aging Cabinet to take the lead in assembling a team of stakeholders to apply for the 2004 National Governor’s Association Long-Term Care Policy Academy grant, for assistance in planning for improvements in the long term care system.  Iowa was awarded the technical assistance grant, and a team, headed by the Director of the Department of Elder Affairs, identified two priorities:  creation of a uniform assessment process, and expedited eligibility for HCBS waiver assistance.  The “NGA work group” as it was commonly known, collaborated with the Legislative Long Term Care Task Force (discussed below).  The responses to these priorities are discussed later in this section.

A letter of endorsement from Governor Vilsack is included in the “Required Letters of Endorsement Section.”

Lieutenant Governor Sally Pederson, who has family experience with disability, is committed to improvements in Iowa’s disability and long-term care service systems.  The Lt. Governor spearheaded the initial outreach efforts related to Executive Order 27 and personally convened the initial meetings of the state agencies to address it. The Governor charged the Lieutenant Governor and the Iowa Finance Authority to take steps to accomplish the development of 1,000 independent living units for Iowans with disabilities.  The Lieutenant Governor held public forums across the state to identify accessible housing barriers.  This was followed in March, 2003, and October, 2004 with two Summits to develop and then update a Housing for Persons with Disabilities State Action Plan (Appendix B).  Since the Plan was developed, 705 new housing opportunities have been created towards the Governor’s target.

In 2002, Governor Vilsack recruited Kevin Concannon as his Director of the Department of Human Services, which houses the Iowa Medicaid Enterprise (IME).  Director Concannon earned a national reputation for his work in both Maine and Oregon directing the departments of human services in those states and making significant strides in rebalancing their disability and elderly long term supports systems, significantly reducing both States’ reliance on facility-based care.  Director Concannon, with leadership from Eugene Gessow (the state’s Medicaid director who will serve as Project Director for work under this grant), conceived the recently passed IowaCare Act (to be discussed below) containing major rebalancing initiatives, recently approved by CMS, that will be implemented through this proposed project.

Director Concannon is fully committed to system transformation supporting access to quality services, individual choice and self-determination.  As Iowa’s Commissioner of Mental Health, he is also committed to community inclusion for people with mental illness.  He has maintained staff support for the Olmstead Real Choices Task Force, and with the encouragement and assistance of the Task Force authorized the Department’s successful request for funding from the Robert Wood Johnson Foundation to supplement the 2001 Real Choices Systems Change grant and create a self-direction option in all six of Iowa’s HCBS waivers. Director Concannon has also provided active support to the redesign of the elder services system through his participation in the work of the Senior Living Coordinating Unit, as chair of the Aging Services Cabinet and through his collaboration with the Iowa Legislature to seek appropriate mandates.  

Mark Haverland, Director of the Department of Elder Affairs, has also devoted significant energy and departmental resources to the development of a long range plan for the delivery of long term care for older Iowans.  (The Long Range Plan for Long Term Care in Iowa - Overview is found in Appendix C).  Work on the legislatively mandated plan began in 2003, with a Town Hall Meeting in Des Moines in collaboration with numerous stakeholders from both the aging and disability service systems, several hundred of whom attended.  The meeting helped build early support for self-determination in the delivery of long term community supports, and provided a forum for discussion of such issues as rebalancing and direct care workforce needs. As Chair of the Senior Living Coordinating Unit, Director Haverland has solicited collaboration and support for Iowa’s Aging and Disability Resource Center project, funded by the Administration on Aging and CMS.  Under Director Haverland’s leadership, the SLCU has recognized the need for a stronger partnership with the disability community in order for initiatives like the ADRC to be successful.  Director Haverland’s letter of support can be found in Appendix M-3, and that of the SLCU, can be found in Appendix M-4.

A letter from State budget director Michael Tramontina (Appendix M-2), also expresses support for initiatives directed towards cost-effective delivery of quality Medicaid services.      

Legislative Support.  

 
In the past several years, Iowa’s Legislature has exhibited strong bi-partisan support for a more consumer-responsive system of long-term community supports, through its adoption of mandates to the Executive Branch to embark on systems redesign. In 2003, the Legislature charged the MH/MR/DD/BI Commission, an advisory body to DHS, with redesign of the adult and children’s disability services systems. (Appendix D).  The Commission’s recommendations—which were developed with input from families, Counties, providers and other key stakeholders and which are based on the values of choices, empowerment, and community—were submitted to the Legislature in December 2004 (Appendix E).  The General Assembly has also charged the Senior Living Coordinating Unit with development of a long-range plan for the provision of long term care services in Iowa (Iowa Administrative Code, Section 231.58). A Legislative Long Term Care Task Force has collaborated with the SLCU in identifying priorities in redesign.  Work on all these fronts is on going, as discussed in this Readiness Assessment.

One very positive aspect of legislative support for rebalancing is the participation of four key legislative leaders (the Republican chairs and key Democratic members of the joint Human Services Appropriations Committee) at the Center for Self-Determination’s 2004 conference in Atlanta.  Subsequent to the conference, this “Atlanta group” met with Iowa DHS leadership and was instrumental helping Iowa commit to move forward with self-direction.  Their support was key to Iowa becoming one of the 11 Robert Wood Johnson Cash and Counseling replication states.  

The recently concluded legislative session, however, constitutes a turning point in the drive to re-balance Iowa’s long term care systems.  Within months of a tentative resolution, between the Executive Branch and CMS, of a disagreement over the use of the intergovernmental transfer mechanism, the Legislature provided overwhelming support for the landmark IowaCare Act implementing the agreement.  The Act, also known as Iowa’s Medicaid Reform Proposal, expands limited Medicaid coverage to adults from age 19 to 64 with incomes up to 200% of Federal Poverty Level, advances several health promotion initiatives, and addresses, in very concrete ways, a vast array of systemic issues.  Most notably for purposes of this application, the Act mandates fundamental reform of long term care.  For example, the Act establishes a higher eligibility standard for nursing homes than for home and community based waiver services, and mandates planning for expansion of HCBS and reducing the population in Iowa’s ICF/MR facilities (Appendix F, K).  

In his letter to Director Concannon approving the Section 1115 waiver required to implement the Act, Medicaid Administrator Mark McClellan commended Iowa for its “interest in providing long-term care services consistent with the President’s New Freedom Initiative and in support of the Olmstead ruling…Our mutual goal is to design and implement a program that will improve the management of and access to community services in a manner that will ensure beneficiaries’ access to high quality and cost-effective care.”    Fulfilling the promise of the IowaCare Act is at the heart of this grant proposal.  Iowa’s self-imposed mandates are in place and planning for implementation is underway;  funding assistance through a System Transformation grant will strengthen the State’s capacity to recast its highly fragmented, institutionally biased service infrastructure into more coordinated systems of care based on values of choice, empowerment, and community inclusion.

Other critical initiatives related to improving community supports and building capacity that were taken up in the most recently concluded session included:

· FY 06 increased appropriations for the Department of Human Services, which provided funds to virtually eliminate the waiting lists (amounting to almost 2500 people) on Iowa’s HCBS disability waivers (House File 825, Section 9);

· The Mental Health Parity Act creates limited parity in health coverage for people with mental illness (Iowa Code 2005 Section 514C.22); 

· The Custody Relinquishment for Services Act (Iowa Code 2005 Section 135H.6) authorized application to CMS for a waiver amendment (already approved) allowing parents to secure mental health services for their children without relinquishing custody.  The waiver provides for 300 initial slots to assist children with severe emotional disturbances to receive supports within their communities.

Foreseen Reorganization

No significant administrative reorganizations are anticipated at this time.  Recognizing that CMS desires to promote integrated long-term care systems, Iowa needs first to make progress toward more coordinated systems management.  We are making progress with the coordination and integration of aging and disability resource information and with initial efforts to provide the self-direction option to both the elderly and disability populations. These changes reflect agreement about core system values.  However, it is premature to propose administrative reorganizations.  Reforming Iowa’s infrastructure to make further enhancements in improving access, enhancing critical services, and rebalancing by changing the way services and supports are financed are the steps that must come before higher level administrative changes.   

Degree of consensus

Despite significant strides, a great deal of work remains to be done to build Legislative consensus on system redesign.  Many of the rebalancing initiatives in the IowaCare Act will require legislative approval. While the Act, and the Section 1115 waiver implementing it, commit Iowa to expand access to quality home and community based health care choices for the frail elderly and disability populations, many system redesign issues have yet to be resolved.  For example, the legislature has not reached consensus on specific components of the MH/MR/DD/BI Commission’s redesign proposal.  While there is no disagreement about the values for the system, the complexity of Iowa’s county-based funding system poses a significant challenge.  Iowans have traditionally placed a high value on local control and decision-making; county disability service systems are thought by many to be in the best position to identify, understand and respond to constituent needs.  This can mean, however, that eligibility standards and the array of services vary from one county to the next, and the disparities are viewed by many people with disabilities and their families as fundamentally unfair. The counties, in turn, justifiably point out that the disparities exist because many counties exceed the minimum level of service required by State law.  Bringing equity to the system will require changes in the minimum State requirements, which will require additional state tax dollar support (and perhaps an increase in the size of the minimum county tax levy). Iowa needs to move forward simultaneously on many fronts.  

Stakeholder Support and Mediation

2. Degree of interactive involvement and support of consumer/family/participant groups, provider associations, state government agencies, private organizations, and other pertinent entities.  

State-appointed stakeholder groups  

There are at least a half dozen Governor-appointed or legislatively mandated groups charged with responsibilities related to system transformation.  A positive trend is the increasing interactive involvement among these groups, and between the groups and private organizations engaged in advocacy.  

The Olmstead Consumer Real Choices Consumer Task Force, which developed and advised the implementation of Iowa’s 2001 Real Choices grant, also advises the Governor regarding implementation of E.O. 27, and has advocated successfully for both increased consumer choice through self-direction and overall rebalancing.  It consists of consumers and family members of individuals with disabilities and older Iowans, state and local agencies and providers, and advocates.  (Letter of support by task force chair in Appendix M-5).  

As previously mentioned, the MH/MR/DD/BI Commission, that advises the Department of Human Services, has a statutory mandate to redesign both the adult and children’s disabilities system.  Its membership includes state and local agency, provider, legislative and consumer representation, as does its Adult and Children’s System Redesign Subcommittees.  The Commission is staffed by DHS and Director Concannon regularly attends the Commission meetings to provide updates and solicit advice.  

As also mentioned previously, the Senior Living Coordinating Unit, statutorily charged with development of a long range plan for long term care in Iowa, consists of the four department heads on the Governor’s Aging Cabinet, legislators, and consumers.  The SLCU held two statewide Town Hall meetings and several regional meetings to solicit the input of consumers, providers, advocates and the public at large in the development of its draft plan.   All were well attended.  IDEA Director Haverland attends meetings of such associations and private advocacy groups as AARP, the Iowa Caregivers Association, the Aging and Disability Coalition for Community First and the Iowa Area Agency on Aging Association to provide updates and to solicit feedback.

Areas of agreement and disagreement; Mediation

The groups described above whose charge relates to the aging services system have achieved a fair degree of consensus on critical aspects of redesign, and have reacted favorably to passage of the IowaCare Act.  As is evident from the Legislative vision statement (Appendix G) and Draft Long Range Plan for Long Term Living (Appendix C), the Act is fully consistent with values and objectives upon which widespread consensus has been reached.  Institutional providers and their associations are a general exception.  Mediation of their competing interests has occurred in the Legislature, where various steps have been taken to soften the impact of rebalancing.  For example, case mix adjusted reimbursement to nursing homes was phased in gradually, and nursing homes were recently authorized to develop home and community based service programs. 

The situation is different for entities whose charge relates to the disability service system.  Consensus-building here is complicated by a number of factors, the most significant of which is the fact that the MH/MR/DD/ BI system is county-based, with multiple points of access, and, as noted earlier, funded to a great extent by local property taxes.  Counties control eligibility standards for consumers not receiving Medicaid and determine which services not required by State law will be made available to individual disability groups.  Because counties do not have control of service authorization for State Institutions, ICFsMR, and other Medicaid funded service, heavy reliance is placed upon institutional and residential-based care.  Counties have long recognized the need for change, including establishment of a statewide set of core services and improvements in policy coordination.  As early as 1999, the same year the Olmstead decision was issued, County disability system administrators issued a report calling for the elimination of institutional bias, the establishment of a set of core services available to all consumers, uniform eligibility, and greater consumer oversight of the system.  When the MH/MR/DD/BI Commission also presented its recommendations for core services, however, the Legislature asked for cost estimates that were unavailable, due to limitations in service reporting.  The lack of personal identifiers for consumers receiving multiple services funded by State and local revenues made it impossible to collect unduplicated data on service costs to individuals. Fortunately, steps have been taken recently to resolve this data problem. 

It cannot be said that any mechanism for mediation exists. The Legislature has been waiting rather impatiently for the cost estimates and recommendations of the MI/MR/DD/BI Commission, and a bill was put forward in the most recent session to standardize services statewide.  Unfortunately, that bill was amended so much that it did not in the end resemble the Commission’s redesign recommendations.   When the bill did not pass, many in the disability community were relieved. . The IowaCare Act does not address service standards, but it does mandate case mix adjusted reimbursement and an expansion of HCBS services, putting a legislative stamp of approval on rebalancing the disability system.

Private stakeholders
There have been some recent initiatives to achieve greater cohesion, both within and between aging and disability advocates.  There is a new Iowa Coalition of Home and Community Based Services for Seniors, for example, which now has representation on the Medical Assistance Advisory Council.  The Key Coalition is a disability advocate and provider group, which has secured representation from the aging community.  The Iowa Area Agencies on Aging Association has sponsored a public dialogue with disability advocates, which has generated a conversation not only about legislative advocacy, but also about common issues in local service delivery.  Since advocates from both communities feel that their service systems are under-resourced, and since the two groups know little about each other’s issues, some confidence-building has to occur before there is substantial discussion of how to achieve system-wide coordination, let alone integration.  It is significant that the Iowacare Act explicitly invites the participation of the Iowa Association of Community Providers into rebalancing planning. (Appendix K).  

Long term care advocacy in Iowa has largely been provider-dominated, particularly by providers of institutional services.  Most senior and disability advocates of rebalancing would readily concede that their efforts have been fragmented, though many individuals spent countless hours at the meetings of the public bodies described earlier.

Progress with System Reform
3. Document progress towards a shared vision 

Many vision statements have been developed by different disability and aging entities that generally share a common set of values and principals (i.e. choice, empowerment, community).  The most authoritative statements are found in found in Executive Order 27 as previously discussed (see Appendix A), and in the Legislative vision statement (Appendix G).  The Legislature envisions a system that “ensures all Iowans have access to an extensive range of high-quality, affordable, and cost-effective long-term living options that maximize independence, choice and dignity; uses a universal assessment process; and focuses on sustaining existing informal care systems, encouraging innovation, providing incentives to consumers for private financing of long-term living services and supporting (long-term care insurance), and allowing Iowans to live independently as long as they desire.”  Many of these themes are also echoed in the work of the MH/MR/DD/BI Commission and the Senior Living Coordinating Unit. 

4. The status of improving access to services

Iowa’s Aging and Disability Resource Center (ADRC) grant, now in its second year of implementation, will establish a virtual connection that will coordinate aging and disability information and referral resources for consumers, families and providers.  The expected components of the completed project are an interactive web site and toll-free telephone service, with links to state and local information and referral resources and service providers.  The goal of the project is to provide target populations with the information and resources needed to make informed choices about long term supports, and to access the appropriate services using technology that assists providers in assessing client needs, determining eligibility and providing long term care supports.

The ADRC project manager is collaborating in system design with three statewide information and referral programs:  the Iowa COMPASS, Iowa Family Caregivers Program, and Iowa AIRS (the designated 211 provider in Iowa).  Iowa COMPASS is supported by multiple agencies and managed by the Center for Disabilities and Development (CDD) at the University of Iowa.  A key partner with DHS on numerous systems initiatives, CDD serves as Iowa’s University Center for Excellence on Disabilities.  Iowa COMPASS provides I & R for people with disabilities, and offers a database of over 6,000 services.  Another collaborator is the Family Support 360 project, which is planning for streamlined one-stop information, referral, and access to services for families of children with disabilities.   A survey of current I & R users has been completed; survey data will be used to address strengths and weaknesses in current systems. 

The Department of Elder Affairs has requested national technical assistance for the ADRC, available through CMS, Rutgers University’s Center for State Health Policy, and other partners.  The “Connecting the Dots” technical assistance workshop has helped states to build their capacity to network, focusing on integration and collaboration among agencies, and with national organizations advocating for systems reform.

A second major initiative to improve access to services is Iowa’s Seamless Project, which will streamline application processes for older adults.  Seamless is implementing a software system for the state’s case management program for the Frail Elderly (CMPFE), which is the gateway for Iowa’s Elderly Waiver.  Using Seamless software and tablet technology, case managers will be able to collect assessment information which is sent electronically to the Iowa Foundation for Medical Care, where the determination of level of care is made, and to the Iowa Dept. of Human Services, where income eligibility is determined.  Service planning is also a component of the Seamless technology.  The Aging and Disability Resource Connection will connect with the data storage and exchange protocols of the Seamless Project to streamline access to supports across the lifespan. 

Technological aspects of both of these initiatives are discussed in greater depth under question 7.  The challenges facing both the Seamless and the ADRC projects at this stage include decisions about and on-going support for the complex infrastructure required for a database serving multiple target populations and disparate service systems. Another challenge for the ADRC is the development of mechanisms for continuous updating of resource databases to ensure accuracy statewide.  Other challenges will include marketing and promotion of the system to consumers and providers.
5. Status of consumer directed services for all funding streams, and the use of individual budgets.

In May 2004, Iowa made a major commitment to incorporate the option of consumer self-direction in all six of its HCBS waivers.   DHS secured a grant from the Robert Wood Johnson Foundation in 2004 which, in combination with funding from its 2001 Real Choices Systems Change grant from CMS, supports the development of infrastructure for a Cash and Counseling self-direction option.  Application for a waiver amendment will be submitted to the regional CMS office in Kansas City.  Iowa’s self-direction option (“Developing Choices, Empowering Iowans”) would provide waiver participants with the opportunity to procure their own informal supports, with the assistance of an independent support broker.  A statewide financial management service provider is anticipated to provide fiduciary services, including payroll for direct care workers.  The self-direction option is scheduled to be rolled out statewide beginning in March 2006 (Appendix H). 

A predecessor to the Cash and Counseling initiative—one which will begin implementation this year at demonstration sites—is the Smart Start project serving youth in transition from school to employment and independent living.  Key components include self direction and the independent support broker concept, but also access by youth in transition to blended funding for flexible supports, through agreements that have been reached with the Social Security Administration, a Section 1115 waiver with CMS, the Department of Education and Iowa’s Workforce Development system.
The Department of Human Services, along with the University of Iowa’s Center for Disabilities and Development, which is collaborating to develop the needed infrastructure and quality assurance system for both projects, is receiving technical assistance from RWJ consultants.  Work on Developing Choices, Empowering Iowans is proceeding through two subcommittees of the Olmstead Real Choices Consumer Taskforce, with state agency, provider and consumer participation.

No further self determination initiatives are underway at this time, but the results of implementing the option for Iowa’s waivers will of course be closely watched, and the opportunities for extending self-determination to other programs will be assessed. It is very possible that some of the more progressive county administrators will blend county disability dollars with a participant’s Medicaid funded budget to maximize the impact of self-direction.

6.  Status of quality management systems development and implementation.

Iowa does not have an integrated quality management system for long term community supports; quality outcomes are monitored separately for various programs.  IME has taken steps, in collaboration with CMS, to strengthen quality management for the six HCBS waivers.  A quality assurance staff person has been designated, with responsibilities to standardize QA tools and procedures.  Work is also underway to add quality assurance components necessary to support self-direction in Iowa’s waivers.

Facilities providing long term supports to older Iowans or people with disabilities are monitored by the Department of Inspections and Appeals.  Iowa is one of only a few States to implement a Quality Incentive program for nursing homes.  Facilities achieving key outcomes for Medicaid populations, such as reduced staff turnover, are eligible to receive higher reimbursements.  Home and community based service providers (outside the waiver programs) in Iowa’s county-based disability services system, are monitored by a variety of licensing and funding entities.  Monitoring and reporting systems are disparate and often overlapping.  A proposed administrative rule change will allow for uniform, unduplicated county reporting; DHS will secure memoranda of agreement with Iowa counties for the submission of their client data to the new IME Data Warehouse.  (Availability of these data will also facilitate discussion of the fiscal impact of statewide availability of an array of core services, discussed earlier.)

The IowaCare Act provides for substantive reform of Iowa’s Medicaid program “to increase the efficiency, quality, and effectiveness of the health care system.”  (Section 4 of the Act)  The purpose of the Act, as stated in this Section, recognizes that a high quality program will support responsible behavior and decision-making by consumers with respect to health care utilization and the management of their personal health, that it will reward providers for delivering high quality care and improving service delivery, that it will encourage the use of information technology, and that it will increase coordination of care and quality outcomes.  The specific performance standards for contractors managing individual program components, and the role that enhanced information technology will play in quality assurance, are discussed in Section 7 of this Assessment (Appendix I). 

A major component of the Iowacare Act, and the proposed work plan under this grant, is the drive to expand the capacity of the service networks providing supports to older Iowans and people with disabilities.  Re-balancing the State’s long term care system will have a profound impact on the service environment at the community level.  Quality management will become an over-arching concern as this “revolution” unfolds.

7. Status of information technology supporting system transformation.

The State of Iowa has undertaken a major restructuring of its Medicaid program over the past year.  The Iowa Medicaid Enterprise (IME) unites State staff and nine contractors, now housed in one physical location in Des Moines, into a performance-based model for Medicaid administration. Two key reform outcomes are:

· Demonstration of the potential of a Medicaid enterprise approach, linked to the CMS Medicaid Information Technology Architecture (MITA) initiative, to provide quality care to a medically diverse population at a cost at least comparable to the cost of the same care for the same population if purchased from private managed care organizations and/or private insurers.
· Demonstration of the potential of new information technologies to improve health care and reduce medical errors, for highly vulnerable Medicaid populations.  
Under the IowaCare Act and the waiver, DHS is required to expand use of electronic medical recordkeeping (EMR) by Medicaid providers, focusing initially on Medicaid recipients whose quality of care would be significantly enhanced by the availability of EMR.  IME is convinced that EMRs have the potential to track the care of individuals with complex medical conditions, including people at risk of institutionalization, whose ability to live independently in the community could be enhanced by timely interventions to improve care and promote wellness (Appendix J).

The Core Services contract has been awarded to Noridian Administrative Services, which currently administers Medicare Title XVIII for the U.S. Department of Health and Human Services.  The Core Services contractor performs numerous functions, including claims processing and payment, and much of essential Medicaid reporting.  Performance standards set for the contractor include a 99% accuracy rate in electronic claims receipt and transmission, and strict standards for timely adjudication of claims.  
All Medicaid data, including five years of historical data, will be loaded from the services tracking system of the previous Medicaid Fiscal Agent into the DHS Enterprise Data Warehouse, and the new Data Warehouse/Decision Support (DW/DS) contractor will be responsible for providing technical support and training to Data Warehouse users, and developing queries and reports used to fulfill IME analytical needs.  The Warehouse presently contains data for DHS programs other than Medicaid.

The Aging and Disability Resource Center project described in Section (4), above, contemplates the eventual use of a shared client database to speed the assessment and eligibility determination process for individuals seeking an array of supports, from waiver services to Food Stamps, for example.  Individuals or the providers they contact could access information and secure eligibility determinations through the ADRC one-stop system without having to complete multiple applications.  The Data Warehouse puts such improvements in access within reach. 

The ADRC/Iowa COMPASS/Family Support 360 will connect with technology developed for Iowa’s Seamless Project, focused on simplifying and streamlining access to available services for the elderly.  An electronic data input system was developed to gather the information at the older Iowan’s home and to store client data in a secure database, enabling the sharing of data with any of the fifteen programs providing elderly services.  For example, data collected only once pre-populates the entry spaces on the specific forms in the Case Management Program for Frail Elderly (CMPFE) system, which has up until now required 8 different forms.  This improvement could save up to 4 weeks of processing time, which currently involves transmission of hard copies by mail.  If more information is needed, that request has had to be mailed back to the case manger.  With the Seamless system, the data will be accessed securely and instantly at either end. Although this grant-funded project was intended to demonstrate the possibilities under the CMPFE program, its potential application to additional programs is clear.  

Iowa also has a Data Infrastructure grant from CMHS to help develop the capacity to collect and report on the required data for the Uniform Reporting System (URS) basic and developmental tables, which compares Medicaid and mental health expenditures for all states.   Not all counties currently use CoMIS (the state-developed system) but counties can convert their data to that format for reporting purposes. 

This year Iowa took the first step towards collecting unduplicated data by revising an administrative rule, so counties can report individual client data, using a coded entry system to assure confidentiality.  This rule will assist in the collection of data from adults within the Medicaid system, but it does not address data on children receiving Medicaid supports from the child welfare, public health, or education systems.   The MH/MR/DD/BI Commission has a workgroup assigned to address these issues and identify changes needed to assure information is available on both children and adults using Medicaid services through out Iowa.  The creation of the Data Warehouse will enable access to data from multiple county or state systems through the use of memoranda of agreement.

8. Status of Efforts to Re-Balance Funding Between Institutions and Community-

    Based Services During the Previous Five Years.

        
Iowa depends to an unusual degree on institutions such as nursing homes, ICF/MRs, and in-patient mental health services to provide long term supports to older Iowans and people with disabilities.  In 2003, almost 80% of Iowa’s Medicaid funding for long term care was spent on institutional services, with the remainder spent on home and community based supports.  According to Iowa Medicaid data, of the 76% of Iowans with cognitive and other developmental disabilities who received Medicaid services under one of Iowa’s waivers, 62% of the funding for those services went to ICF/MRs.
  In light of this heavy reliance on institutions, it is not surprising that Iowa’s nursing home population has a very low average acuity compared to the rest of the nation.  (Iowa Foundation for Medical Care, Nursing Facility Activity Report, FY 2003-2004).  The Senior Living Trust Fund, established by the Legislature in 2000, has created more HCBS options for older Iowans who would otherwise face institutionalization.  Allocations from the Fund have been used by case managers to secure community supports, and by the IFA to provide supportive housing options.

The delivery of costly institutional services to Iowans who could more easily and efficiently be served at home is one of the principal factors contributing to the passage of the IowaCare Act in 2005.  This legislation is unquestionably a watershed in Iowa’s drive to rebalance. The principle re-balancing mechanisms in the legislation are:  (1) the establishment of differential eligibility standards for nursing homes and HCBS waivers (individuals must require assistance with three or more activities of daily living to be eligible for nursing home care, but assistance with one or two ADLs for the waiver);  (2) development of a plan, by 1/1/07, for case mix adjusted reimbursement for both ICF/MRs and HCBS services for people with MR/DD; and 3) development of a plan, by 7/1/07, to enhance alternatives for community-based care for individuals who would otherwise require care in an ICF/MR (Appendix K).  The second and third initiatives are to be undertaken by DHS in cooperation with counties, providers, the Governor’s Developmental Disabilities Council, and “other interested parties.”

Iowa’s disability waivers are relatively small programs in terms of the number of people served.  There are about 13,500 people served by five disability waivers, which serve as few as 50 individuals.  Iowa is now in the process of developing a new waiver to support children with serious emotional disturbance. There is currently no waiting list for the Elderly Waiver, which serves about 12,000 individuals, despite the fact that 17% of nursing home residents (approximately 2,793 people) are characterized as having minimal care needs. The number of waivers, each with its own case management system, does appear to create a certain amount of confusion in communities.  Creation of a self-direction option will introduce many more non-traditional providers into the Medicaid system.  Steps need to be taken to ensure clarity in the system and accuracy in billing by providers, which has been an issue in the State in recent years. 

Another factor that will facilitate rebalancing efforts is the October 2004 settlement agreement reached between the US Department of Justice and the Iowa DHS relating to the two state-run ICF/MRs that still house approximately 700 individuals;  the DOJ settlement  calls, among other things, for the development of more community options for individuals residing in institutions.

9.  Status of joint initiatives between housing and service agencies.
The Iowa Finance Authority (IFA), upon completion of its self-assessment under Executive Order 27, incorporated Olmstead compliance into its 3 – 5 year Strategic Plan.  Since that time, IFA has been aggressive in promoting development of supportive housing.  The Authority commissioned a Statewide Housing Study in 2002, which generated statistical evidence of the need for affordable housing for people with disabilities, and found that the most vulnerable households could achieve more stable living environments if they had reliable supportive services.  

As noted in Section (1), the Governor then charged the Lieutenant Governor and the Iowa Finance Authority to take steps to accomplish the development or preservation of 1,000 independent living units for Iowans with disabilities.  The Lieutenant Governor held public forums across the state to identify housing barriers.  This was followed in March 2003, and October 2004 with two Summits to develop and then update a Housing for Persons with Disabilities State Action Plan (Appendix B).  Since the Plan was developed, 705 housing opportunities have been created towards the Governor’s target.  Advocates have called for continuation of this work, but IFA has lacked the resources for a third Summit.

Linking housing with supportive services is exceptionally challenging for IFA because these alternatives have not been marketed to providers that serve the MHDD population.  Thus, these providers are unaware that they can partner with building developers in order to increase the availability of affordable housing.  . A few affordable apartments have a supportive service plan, but as a rule long-term supports are not coordinated with affordable and accessible housing.  IFA has had a “preference” (referred to as a set-aside) since 2003 in the qualified allocation plan for 30% of federal low-income housing tax credits to be used for new construction and conversion of existing properties for people with disabilities, which must also include a supportive service plan.  IFA’s efforts have been hampered, however, by a scarcity of qualifying proposals.  IFA has also established a loan program enabling people with disabilities to purchase assistive technology, including home modifications.  

`


Another major issue of concern for IFA is the difficulty individuals and families have simply finding affordable, accessible housing. There is no central, statewide database that could assist consumers or service providers, perhaps through a vehicle like the ADRC, in locating housing appropriate to their needs   IFA has also found that many consumers are ill-equipped to understand the options that may be available to them, and could benefit from advocacy related to housing rights and responsibilities.

10. Current level of state interagency and intra-agency collaboration – progress and 

remaining challenges.

The past several years have witnessed enhanced interagency collaboration and coordination in three areas:  identification of cross-cutting (interagency) barriers to community living, long term care policy development, and initiative-based collaboration.

In 2003, Governor Vilsack issued his Executive Order 27, as described in Section (1), above (Appendix A), mandating state agencies to identify policy and program barriers to community living for people with disabilities and older Iowans, and to develop plans to address them.  Since that time, state agencies have designated responsible staff, and, in consultation with the Olmstead Real Choices Consumer Task Force, have conducted self-assessments consistent with the Governor’s order.  Planning by departments is in various stages of completion with the eventual goal being to integrate Olmstead implementation into the strategic plans of each agency, as IFA has done. The assessment and planning process undertaken by agencies in consultation with the Olmstead Real Choices Task Force has been helpful identifying cross-cutting barriers, such as inconsistencies in service area boundaries and program eligibility standards.  

Governor Vilsack mandated collaboration in long term care policy development for older Iowans at the highest level of the Executive Branch, when he created his Aging Cabinet in 2004, comprised of the Directors of the Departments of Human Services, Elder Affairs, Public Health and Inspections and Appeals. The Iowa Legislature called for the same high-level collaboration in its delegation of statutory authority for development of a long range plan for long term care to the Senior Living Coordinating Unit, comprised of the same four department heads, representatives of the Legislature, and consumer representatives. The four departments are generally recognized as key to coordination of policy development for elder services because of their authority and responsibilities for, respectively, Medicaid funding of long term community supports and assistance programs for low-income households (DHS); the breadth of senior services provided under the Older Americans Act, including case management for the frail elderly (DEA); the array of public health programs and services of potential benefits to seniors such as health promotion, immunizations and other community health services (DPH); and quality monitoring for nursing facilities and other licensed care services (DIA).

As discussed in Section (1), the department heads, the Senior Living Coordinating Unit, and the National Governors’ Association Work Group, along with the Legislative Task Force, reached agreement on two key elements of system redesign for long term care in the recently completed Legislative Session:  uniform assessment and expedited waiver eligibility determination.  
As discussed in Section (12), below, numerous system reform initiatives are underway in Iowa which necessitate extensive collaboration among state agencies and other governmental units.  An example is the Aging and Disability Resource Center, to establish a statewide I & R and assessment system and streamline access to services.  The project involves formal and informal collaborations between the Department of Elder Affairs, and such entities as the University of Iowa’s Center for Disabilities and Development, which operates Iowa COMPASS (a disability resource I & R service), the Iowa State University Research Institute for Studies in Education and Extension to Families, the Iowa Association of Area Agencies on Aging and the Family Caregiver Program, and the Red Cross of Central Iowa (the coordinating body for Iowa 211).  The project’s Advisory Group also includes representation from the MH/MR/DD/BI Commission and the Iowa State Association of Counties.

Another good example of initiative-based collaboration is Iowa’s Robert Wood Johnson Cash and Counseling grant.  Two subcommittees of the Olmstead Real Choices Consumer Taskforce guide this effort with representation from all needed stakeholders.

Intra-agency collaboration
Probably the instance of intra-agency collaboration most relevant to systems transformation is the restructuring of the State’s Medicaid program, discussed in part in Section (7).  The co-location of all Medicaid programs at one site is expected to lead to enhanced communication and coordination, and the consolidation of program databases into the Data Warehouse will significantly strengthen program management, system reporting and quality monitoring, facilitating the kind of service system integration and coordination demonstrated in the Seamless Project.  The “Iowa Medicaid Enterprise” is the product of the Administration’s mission to produce a more accountable, results-focused administrative structure, with corollaries throughout Iowa’s other departments.  

11.  Real Choice Systems Change grants awarded to date; progress and barriers
Iowa has been awarded one Real Choice Systems Change grant, approved in 2001 in the amount of $1,025,000 (rather than the $3.5 million originally requested) and awarded to the Department of Human Services.  The original work plan was based on only a less-than-perfect understanding of the attitudinal transformations, the recasting of policy and service delivery systems, and the extensive data collection that would be required in order to support the grant’s worthy but lofty goals (which included transitioning individuals from inappropriate institutional settings).  After a slow start, the grant was subcontracted to the University of Iowa’s Center for Disabilities and Development in 2002, and the work plan was revised to focus on three goals that could realistically be addressed within the limits of the funding and timeframe of the grant:

· Prevent institutionalization of people who are elderly, people with developmental disabilities, mental illness, or other disabilities by developing a coordinated system of supports that make life in the community possible for Iowans.

· Increase consumer choice in identifying and securing community supports and services for those who could live more successfully in the community.

· Facilitate development of a broader range of services for persons with disabilities in Iowa and stronger linkages for information about those services.

As previously mentioned, the grant was the catalyst for Governor Vilsack to issue Executive Order 27 (Appendix A), which launched departmental self-assessments and the development of plans for barrier removal.  Barriers to further achievements in this area are principally the lack of funding after the grant ends on September 30, 2005, which will leave the state agencies without the technical assistance of grant staff to help strategize barrier removal, particularly barriers that require collaborative action across state agencies to address.

 
Prevention of institutionalization has been tackled through the development of screening and assessment protocols for each population group (i.e. individuals with developmental disabilities, individuals with mental illness, and older Iowans).  While Iowa has made some progress with planning screening and assessment processes to be implemented July 1, 2005, these processes use existing tools that do not effectively identify the level of community supports necessary to divert an individual from an inappropriate institutional setting.  The Real Choices DD and MI screening and assessment teams linked with the MH/MR/DD/BI Commission’s Functional Assessment Work Group to provide the technical assistance needed to address this aspect of its legislative mandate relating disability system redesign.  The Real Choices Elderly screening and assessment team linked with the Senior Living Coordinating Unit and the NGA Long-Term Care Work Group to provide the technical assistance to guide the screening and assessment initiative for elders.  Identified tools are now being piloted.  

The goal of increasing consumer choice has been addressed through efforts to add self-direction to all six of Iowa’s HCBS waivers.  The Real Choices grant, along with a parallel Youth Transition grant funded by the Social Security Administration, led Iowa to mobilize for self-direction. When CMS approved a no-cost extension of the grant in the fall of 2004, approval was also given to a reallocation of funds to support, in conjunction with a grant from the Robert Wood Johnson Foundation, development of the self-direction option in Iowa’s waivers as previously described.   The option is scheduled to begin roll-out in March 2006.  There are challenges in terms of securing CMS approval for the State’s waiver amendments, soliciting and training a cadre of Independent Support Brokers and the Financial Management Services provider, preparing state and local DHS staff for implementation, and marketing the program statewide.  A barrier to be overcome is the suspicion among case managers for the Elderly Waiver that self-determination may not be appropriate for many of their clients, such as those with dementia; this similar suspicion probably exists to a lesser degree for case managers (and family members) involved with other waiver programs who have not experienced the effectiveness of consumer direction and control.

The third goal of the 2001 Real Choices grant is being addressed through the work to add disability resources to Iowa’s Aging and Disability Resource Center.   

12. Other pertinent system reform grants awarded to date; progress and barriers.

a. Robert Wood Johnson Foundation grant: Development of a Cash and Counseling option for Iowa’s six waivers.  This grant, just discussed in Section (11) and earlier in Section (5), provided additional funding, along with the Real Choices grant, for Iowa to develop the infrastructure needed to support the self-determination option. 

b. The Aging And Disability Resource Center grant:  In its second year of implementation, its progress and barriers thus far were amply discussed under Section 4.

c. The National Governors Association Policy Academy grant of technical assistance provided assistance to the Governor’s Aging Services Cabinet and the Legislative Long Term Care Task Force in identifying system redesign priorities and implementation strategies. 

d. Administration on Aging grant:  Project Seamless.  This grant, described at length in Section (7), is developing the framework needed for data sharing between state and local agencies to speed assessment and eligibility determinations for case managers for the frail elderly.  This technology is also expected to be applied in implementation of the ADRC/Family 360/SALYD projects.  Project Seamless is currently in its preliminary implementation phase at sites throughout the State.  A barrier to sustained implementation is uncertainty over funding after 9/30/05.

e. Administration on Developmental Disabilities/U.S. Department of Health and Human Services grants:  Iowa Self Advocacy Leadership for Youth with Disabilities (SALYD) and Family Support 360.  These two planning grants supporting youth self-advocacy and improved access to services for families, respectively, were awarded to DHS, and project management was subcontracted to the University of Iowa Center for Disabilities and Development (CDD).  A key objective identified by the youth advisory group established under SALYD was improved access to services and peer support through web-based information, referral, on-line chat and bulletin board, etc.  Focus groups of family and youth have been held to solicit input into system design.

f. Youth Transition Project:  Funded by the Social Security Administration and led by Jack Hillyard at the Center for Disabilities and Development.  The key feature of the SSA project is an 1115 waiver that will allow the blending of funds across federal programs (e.g. Medicaid, IDEA, SSA) to allow families to control the resources needed to assist youth with disabilities to transition effectively to employment without long-term reliance on SSI.  

g. Robert Wood Johnson Foundation grant:  Better Jobs Better Care.  This grant, to the Iowa Caregivers Association (ICA), is supporting several initiatives to address the shortage of trained and motivated direct care workers and to reduce costly turnover at work sites.  Among the elements of the ICA work plan are the development of on-site peer mentoring and support of direct care workers, promotion of training and certification for categories of direct care workers and expansion of the State’s Nurse Registry to include additional worker categories, and exploration of possible mechanisms to provide health benefits to uninsured workers.  ICA has solicited the participation of nursing facilities in implementation of a highly-regarded on-site mentoring program, in which experienced workers provide valuable information and support to newer employees.  

h. CMS Medicaid Infrastructure grant.  This funding for Medicaid Buy-In Infrastructure, recently renewed, supports the goal of ensuring adequate health coverage for people with disabilities while earning substantial income by (1) continuing program improvements, (2) increasing and enhancing Medicaid-funded employment supports for people with disabilities, and (3) education and awareness activities promoting their employment.  Progress in the first four years of the grant includes extension of program benefits to approximately 9,000 participants through education and awareness activities promoting employment of people with disabilities.  The challenges currently facing the program arise from delays in replacement of lost staff. 

13.  Other barriers potentially delaying systems change efforts
Barriers alluded to thus far include opposition to systems change by providers of institutional services, under-developed home and community based service systems, the reliance of the county-based disability services system on property taxes and a corresponding problem of insufficient state resources, and lack of understanding on the part of some legislators about the impact of key components of systems change on service delivery systems. Others include uncertainties about the availability of funding to continue work on transformation initiatives, unavailability of data essential for system design, such as service costs and unduplicated utilization rates, fragmentation and confusion on the part of advocates of transformation, and uncertainty on the part of some consumers themselves about whether systems change is in their best interest (i.e. will they somehow be losing resources). 

Another barrier not discussed to this point is the uncertainty and suspicion on the part of advocates for direct care workers about the impact of systems transformation on worker interests.  Concern has been expressed, for example, about whether the self-direction option is consistent with the drive to enhance professionalization of workers, and whether consumer control will mean insufficient protection of worker rights.   Designers of the Cash and Counseling option have worked hard to address such concerns, but have not entirely overcome suspicion.  As the shortage of direct care workers itself constitutes a potentially significant barrier to system transformation, it is important to recognize and address common interests.

Another somewhat related barrier is the lack of capacity of the long term care service network, particularly with respect to HCBS and especially acute in Iowa’s rural areas.  Case managers report that very often services needed by clients simply do not exist.  DHS and DEA recognize this as a very significant issue, and consider the rebalancing of funding to support network capacity building to be one of the single biggest challenges facing Iowa.

Also frequently cited as a barrier to community living are inadequate transportation services for people with disabilities and older Iowans.  The Iowa Department of Transportation cited major deficiencies related to public transit in its response to Executive Order 27 including inadequate hours of service; restrictive transit service boundaries; the proliferation of uncoordinated transportation services dedicated to diverse populations; and regulatory barriers to shared use of vehicles funded by those transportation services.  The interdepartmental Transportation Coordination Council has lacked the resources to address these issues. 

Proponents of system transformation in Iowa often cite what might be the over-arching barrier and the one most difficult to address:  a culture which has supported the use of institutional services as right and proper for anyone with functional impairments, regardless of the desires, preferences and abilities of the consumer to live independently.  Iowa’s exceptionally low average acuity levels in its institutions, its high number of ICF/MRs, and its continued reliance on such services as sheltered workshops suggest that the State lags behind the rest of the country in terms of long term care transformation. 

14.  Current barriers to prompt hiring of state and contractual staff for a system 

The Iowa Department of Human Services is one of six state agencies that participates in a pilot project aimed at finding specific, measurable ways to “reinvent” or improve the operation of Iowa state government.  As a “charter agency,” DHS has been given greater administrative flexibility so that it can work to accomplish its public purpose in a more innovative, results-oriented way.  To encourage innovation, charter agencies have been relieved of some traditional administrative requirements—without compromise to Iowans’ health and safety or violation of law.  Agency directors are responsible for achieving more measurable results than ever before, and for reducing agency operating costs and/or increasing entrepreneurial revenue collection. What this means in terms of the proposed project is that DHS now has the freedom to promptly hire staff and enter into contracts in a timely manner.

15.  Reductions/increases in Medicaid state plan options, home and community based 

Waivers, and covered populations during the past five years for individuals with disabilities in need of long-term supports.

In 2000, the Iowa Legislature created a Medicaid Buy-In program for people with disabilities who enter the workforce.  The income limit is 250% of poverty level, and there is a sliding scale for premiums.  Other changes in the last five years include the addition of two services under Iowa’s EPSDT program, the elimination of non-preventive dental care for adults, creation of an adult rehabilitation option for people with mental illness, and the lowering of the age requirement for eligibility for supported employment to 16.  Respite care services have been defined and reimbursement rates adjusted.  The MR waiver has been extended to residential based supported community living. 

The FY 2006 state appropriations for DHS contained a $6 million line item earmarked for expansion of waiver funding sufficient to virtually eliminate the current waiting list, expanding services to cover an additional 2500 persons.  

Under the new Custody for Relinquishment of Services Act, a recently approved waiver will enable families to supporting their children with serious emotional disturbance at home.  

16.  Iowa’s history and ability to implement components-to-scale
While the State of Iowa is currently in a number of pilot demonstrations confined to one or more sites, three major statewide initiatives are poised for statewide implementation:  the Seamless project, the Aging and Disability Resource Connection, and the self-direction option for Iowa’s six HCBS waivers.  These three projects are directed at, respectively, expedited assessment and eligibility determination for the frail elderly; statewide I & R, and the option of consumer control of individualized budgets for all waiver participants.  All three projects are on track for implementation.  Another example of transformation initiatives enacted statewide is case mix adjusted reimbursement to nursing homes.

17.  Laws and regulations implemented to further systems change efforts 

The following laws and regulations discussed in earlier sections define the shape and scope of systems transformation in Iowa to date:

· Executive Order 27 (Appendix A)

· IowaCare Act (Appendices F, I, J, K)

· Legislation charging MH/MR/DD/BI Commission with adult, children’s system redesign (Appendix D)

· FY 05 DHS appropriations bill (E.g., elimination of waiver waiting lists, vision for long term care system) (House File 825, Section 9)

· Legislation charging SLCU with LTC planning (Iowa Administrative code, Section 231.58)

· Mental Health Parity Act (Iowa Code 2005, Section 514C.22)

· Custody Relinquishment for Services Act (Iowa Code 2005, 135H.6)

October 2004 settlement with the US Department of Justice regarding ADA violations in Iowa’s two state-run ICF/MRs.

� Robert W. Prouty, Gary Smith and K. Charlie Lakin, Editors.  Residential Services for Persons with Developmental Disabilities:  Status and Trends Through 2003.  Research and Training Center on Community Living and the Institute on Community Integration/UCED, University of Minnesota, 2004.  See Table 3.9.
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