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Introduction

The Olmstead Advisory Committee is interested in working with private philanthropic funders to develop a study to measure both the fiscal impact and the human impact of budget-related changes to home and community based services in the state.  The Committee seeks timely information about the current status of service recipients that can be used as a baseline with which to measure changes in service use and related outcomes over time.  Completion of a valid longitudinal analysis of impacts experienced by individuals using long-term care services is a long-term objective. Because a thorough analysis of whether the state achieves the savings projected as a result of reductions will take years, the committee expressed a strong desire to document impacts in the near-term in addition to pursuing a longitudinal analysis. For either purpose, baseline measures for seniors and people with disabilities who use state and federally-funded long-term care services and supports need to be established. The committee recommends a survey research approach to capture current information on health status, service settings, access to necessary supportive services, primary and acute care utilization. Individuals’ status can then be reviewed at intervals following budget and program reductions and compared against baseline experiences. The committee agrees that qualitative as well as quantitative research approaches are necessary to identify shifts of service burden between: formal and informal supports; funding sources; and care settings. 

Overarching questions. 

The committee recommends a review of:

· What effect budget changes have on those who receive personal care services through Medi-Cal state plan services, waiver programs, or entitlements under the Lanterman Act. 

· How budget decisions affect the Olmstead vision—consumer choice, ability to remain in the community, quality of service/quality of life.

· How reductions impact the budget in other areas. Are anticipated cost savings shifted to increased costs in other areas? 

Background

Following the Budget Impact discussion at the November 2009 meeting of the Olmstead Advisory Committee, the Data Workgroup held three meetings by conference call in late December 2009 and early January 2010.  The committee supported developing a study to measure impacts to seniors and people with disabilities who may be affected by reductions in health and long-term care benefits and service levels as well as other assistance such as SSI/SSP.  The group urges an examination of whether reductions in one program area increases demand in related programs and services, and in addition increases need and utilization of higher cost institutional care, both of which would offset the intended fiscal savings within the enacted budget.  

Although significant cuts have been adopted in a variety of program and services, litigation and court action has stayed many of the budget reductions that are the focus for this study.  The study questions, however, remain valid. The Committee believes that it is important to establish a baseline description of the target population’s circle of formal and informal supports, the adequacy of that support, and the costs and quality of life outcomes associated with the support.  These data can then be used to measure how levels of support and related outcomes change following changes in service funding that result from budget decisions. Because there are multiple budget actions stimulating the concern, the committee focused on how to identify a target population for the study and how to capture the impact of reductions as they occur. 

Defining the study population. The committee believes that it important to study impacts across a broad spectrum of people who need long term services and supports, inclusive of the complex interactions of program services and the capacity of family and other informal caregivers.  Therefore, committee discussions identified publicly-funded personal care services as the common denominator.  Because personal care services are offered as part of several different programs, including the Medi-Cal state plan through In Home Supportive Services (IHSS), Medi-Cal waivers including the Nursing Facility, AIDS, Multipurpose Senior Services Program (MSSP), Assisted Living and Developmental Disability waivers, and as a service provided to individuals with developmental disabilities under the entitlement of the Lanterman Act, the study population should include individuals receiving personal care services from any one of these programs. 

Proposed Study Design

To better inform policy from both a societal and a fiscal viewpoint, measures of quality of life and cost using quantitative and qualitative approaches should address the following priority questions. 

· What effect are budget changes having on those who receive personal care services in relation to:

· access to necessary health and long-term care services and supports, including choices of providers and service settings; 

· health status and other measures of quality of life; and
· how individuals with differing levels of service need are impacted. 

· How do budget cuts impact the budget in other areas (are anticipated cost savings shifted to increased costs in other areas)? 

· What gap filling has occurred by other entities? For example, some Area Agencies on Aging have continued Linkages and ADCRC through local support and by using cost sharing (fee schedule/sliding scale option); General Fund support for service entitlements under the Lanterman Act; Waiver Personal Care Service

· How are informal and formal caregivers including family members responding?

· What is the impact of changes in SSI/SSP?

There are several approaches to address these questions, including using both quantitative and qualitative methods. The OAC Data Workgroup’s primary recommendation is to conduct a survey of a sample of people who receive personal care services at baseline and to conduct follow up surveys as cuts are implemented.  The baseline survey will identify the support services individuals have available and serve as a benchmark to measure changes in services over time (e.g., family and informal caregiving, MSSP, ADHC, and Medi-Cal waiver services; transportation; income support through SSI/SSP, SSA retirement or disability insurance; and healthcare utilization through Medicare, Medi-Cal, etc).

Core principles for the study are to (a) include different populations that use personal care services in diverse regions of the state, (b) use sampling methods to identify an appropriate sample with which to collect data necessary to answer our questions and (c ) use a phased approach in order to capture information in the near future as well as over time.

1. Conduct a longitudinal study of the sample population to measure impact over time

· Assess needs and what recipients receive in services/supports

· Examine changes in service level and the impact of those cuts on health and quality of life

· Identify factors that help people manage 

· What are families doing? (Caregiver study)

· What are the effects of multiple program cuts for people who use multiple services/system capacity

· Analysis will include comparisons across geographic regions with varying service capacity to examine shifts of service burden from formal to informal providers, and within and across funding streams. Identify the impact on costs/other services by matching against administrative databases:

· Emergency Room use

· Hospitalization rates

· Rehabilitative referrals to nursing facilities

· Long-term placement in nursing facilities

· Death 

2.   From the larger sample, select a smaller sample of more in depth case studies to capture greater detail and make the implications real and immediate.

· Structure interviews to assess needs and what recipients receive in services/supports

· Identify reductions that have been made that have impacted, and the impact of those cuts on health and quality of life

· Identify factors that help people manage 

· What are families doing? (Caregiver study)

· What are the effects of multiple program cuts for people who use multiple services/system capacity

3. Look at providers/programs and closure (patterns) trends

· What services have been affected?  State plan services/ Medi-Cal optional services (9)

Resources/Barriers: 

· Who is already doing what type of analysis that we can build on?

· Caregiver Resource Center Survey

· California Health Benefits Review Program

· 2009 UCSF study analyzing states’ LTC costs compared to HCBS capacity 

· 2008 report of Oregon’s Medicaid reductions implemented in 2003

· What data are available to address the budget impact? Attached data handout.

· The complexity of the services and the time lag of impact

Next Steps:

March 12, 2010
Olmstead Advisory Committee receives concept paper

March 18, 2010
Discussion at OAC meeting

March 22, 2010
Finalize paper for sharing with interested parties (CHCF, TSF)

April         2010
Respond to philanthropic organizations inquiries

DRAFT for Data Workgroup Review
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