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Grant Proposal

Development of a State Plan for Alzheimer’s Disease

Executive Summary

The Alzheimer’s Association, California Council, in partnership with the State of California Health and Human Services Agency, is requesting grant support towards a $250,000, two-year effort to develop a plan that will enable California to prepare for the impending epidemic of Californians living with Alzheimer’s disease and related dementias.  To achieve this goal, the Association and the Agency propose to convene statewide leaders and stakeholders from the public and private sectors to consider the impact of this public health crisis on the State, businesses, and families; to develop recommendations for effective short and long range strategies and systems for ensuring ample quality care and management; and to inform state policy makers in policy development.

Background/Needs to be Addressed

Age is the greatest risk factor for Alzheimer’s disease, and currently the demographic bulge called the Baby Boomers is starting to turn sixty.  The first wave of Baby Boomers will turn sixty between 2000 and 2010, contributing to a 36% increase in California’s older adult population during this decade. By 2010, nearly 16% of Californians will be age sixty or older. Demographic research estimates that the number of Californians living with Alzheimer’s disease will double by 2030 and triple by 2050.  Today there are 500,000 Californians living with Alzheimer’s.   Statistics show these individuals are very costly to the State’s health care system.  The projected increase places an unsustainable burden of care on private families, businesses and public institutions.  

Not since 1987, when the California Alzheimer’s Disease Task Force assessed programs and services and issued a report of their findings and recommendations, has the State developed a comprehensive assessment of policies and practices for people living with Alzheimer’s disease and other dementia disorders and made recommendations for addressing their needs.  Yet 95% of what we know about the disease has been discovered in the last twenty years, treatment options are available and diagnostic practices have improved, and the long-term care landscape has changed dramatically to include alternatives to nursing homes. In addition, in 1999 the U.S. Supreme Court issued the Olmstead decision which requires states to provide community-based services for persons with disabilities who would otherwise be placed in a nursing home when community-based services are determined to be practical and desired by the individual. 

Earlier diagnoses pose new service and support questions. Ten years ago, people were likely to be diagnosed in the middle or late stage of Alzheimer’s disease, and nursing home placement was the most likely outcome.  Since that time, an array of services has been created to meet the needs of those in the middle and late stages and decreasing the numbers who require 24-hour skilled nursing care.  However, as diagnostic practices have improved and public awareness increased, people are increasingly being diagnosed earlier.  Few interventions are currently available in California for this emerging population. 

Caregiver population has increasing needs for assessment, training and support. For every person living with dementia, there are 2-3 family caregivers, most of whom are frail elderly spouses or adult children who are working and raising their own families.  The impact of an Alzheimer’s diagnosis on family members can be profound.  Today more than 70% of those living with Alzheimer’s reside at home.  Family caregivers are the backbone of our long-term care system and often are the only resources preventing more costly institutionalization.  However, family caregiving often comes at a tremendous price to the health, well-being and income of the caregiver. Sometimes a family caregiver will attempt to meet all the needs of the person with Alzheimer’s at home because affordable care is simply unavailable; they may not be able to afford either in-home care, an assisted living facility or nursing home, even if the care needs of the individual demand such care.  Several demonstration grants have assisted the state in developing caregiver training curricula that have proven successful in several communities and across diverse cultures.  However, California does not have a comprehensive plan or system addressing the value and needs of the informal caregiver, and their needs are rarely considered or evaluated when an Alzheimer’s diagnosis is made. 

Geriatric training and specialization amongst healthcare professionals lag. People 85 years and older comprise the fastest growing segment of our State’s population. Almost half the people aged 85 and older have Alzheimer’s disease, and they are likely to have multiple chronic health conditions as well.  Claims data from the Centers for Medicare and Medicaid Services reveals that the cost of providing healthcare for people with Alzheimer’s disease is three times as much as for other beneficiaries.  Beneficiaries with other chronic diseases like diabetes and heart disease cost Medicare twice as much if they also have Alzheimer’s disease.  Considering the demographic changes cited above, few healthcare professionals have geriatric training let alone geriatric specialization and best practices such as care management by a multi-disciplinary team is rare. California has ten Alzheimer’s Disease Research Centers that have made significant contributions to our understanding of the disease.  New strategies to translate research into improved diagnostic practices, treatment, management and end of life care need to be developed for the clinical community.

Cultural and language diversity pose unique challenges. According to preliminary data released in April 2008 from the first California Alzheimer’s Data Report, the number of California’s Latinos and Asians living with Alzheimer’s disease will triple by 2030.  African Americans with the disease will double in this timeframe.  Education, diagnosis and treatment are more complex in non-English speaking and ethnically diverse populations and require new approaches.

End of life care has not been addressed. The rate of death from Alzheimer’s disease is growing at a dramatic pace.  From 1994 to 2003 it jumped 220% and for the first time moved into the top ten causes of mortality.  In 2005 it climbed to the 6th leading cause of death in California.  Palliative and end of life care supports have grown in response to chronic conditions like cancer, stroke and heart disease. While research has advanced our knowledge of the stages of Alzheimer’s as it progresses toward death, this research has not been successfully translated to the medical community resulting in fewer referrals for services such as hospice.  As Alzheimer’s is diagnosed at earlier stages, there is greater opportunity to address end of life care supports with individuals themselves. Engaging individuals in the early stages of Alzheimer’s in a dialog about end of life care would offer great benefit at individual and policy levels. 

Project Description

The State Plan for Alzheimer’s Disease would be developed through a collaborative process involving public-private partners led by the Alzheimer’s Association and the State of California Health and Human Services Agency’s Alzheimer’s Advisory Committee.  The project would follow up plan development with engagement of state elected officials and other policy makers in order to guide the development of health and aging policies that impact people living with Alzheimer’s.  Specific activities would include:

Definition and recruitment of a broad range of stakeholders to participate in plan development.  Stakeholders would include people in the early stage of Alzheimer’s; family caregivers; clinicians and other professional caregivers in the health and social services delivery systems; community-based, residential and nursing facility providers; academicians and researchers; private industry leaders; and state department representatives, including the Commission on Aging.  The broadest possible net will be cast to ensure representation is sufficiently diverse to reflect the specific needs of all Californians.
Assessment of current state policies and practices concerning care and treatment of people with Alzheimer’s and related dementias, including diagnostic and treatment practices, financing of care and services, scope of long-term care services, public awareness and education, and issues related to quality of care, including workforce.

Creation of subcommittees to focus policy review and develop recommendations.  Policy focus will include but not be limited to community-based support for California’s diverse people with Alzheimer’s disease and their family members; a public-health integrated care management approach to Alzheimer’s care in health care settings that makes full use of best dementia-care practices; competence of health care professionals in diagnosing and treating patients with dementia; choices for care and residence for persons with Alzheimer’s disease and their families involving the full spectrum of community, residential and nursing facility care; and early identification and intervention through increased public awareness of Alzheimer’s disease.

Convening statewide community meetings to gather input about current experiences, challenges, and solution strategies.  Records of these meetings would be made and integrated into the subcommittees’ and Alzheimer’s Advisory Committee’s discussions on policy recommendations.

Updating the 1987 California Alzheimer’s Disease Task Force Report recommendations to reflect the current and future needs of this population.  The resulting plan would serve as a roadmap for policy development over the next decade by the Legislature, Administration and the broader stakeholder group and partners and would be widely distributed.  

Convening forums with members of the Legislature, other policy bodies, and state officials. The purpose would be to develop a dialog that would educate policy makers and inform decisions on a broad array of policies, including health care reform; developing integrated health care delivery systems; serving emerging populations, including those in the early stage of Alzheimer’s, those diagnosed with early-onset (before age 65) Alzheimer’s and ethnically diverse populations; financing to increasing community-based care capacity; and workforce.

Collaboration Partners
The State Alzheimer’s Advisory Committee was established in statute in 1987 and continues to serve as the advisory body to the Secretary of the Health and Human Services Agency and the Legislature on Alzheimer’s policies and programs.  The Committee meets quarterly and is staffed by the Agency.  The Committee would provide oversight to development of the plan.

The Alzheimer’s Association is the premier source of information, support and training for families living with Alzheimer’s and for health care professionals.  The Association established the California Council in 1984 to represent the California Chapters and families living with Alzheimer’s in state policy decisions by the Legislature and the Administration.  The Association would be the fiscal agent for the project and provide staff to carry out all of the activities in plan development and informing policy makers.
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