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Thank you for the opportunity to participate in this hearing and to represent the perspective of the more than 588,000 California families living with Alzheimer’s and related dementias.  
As our population is aging, the prevalence of Alzheimer’s is rapidly increasing. What do we know about those living with this tragic disease today?

· Virtually all people who have AD have 2-3 and often 5 other serious chronic conditions – diabetes, high blood pressure, heart disease and heart failure – conditions that require on-going management to minimize costly acute care services
· Less than 6% of people with dementia live in a nursing home

· So the face of Alzheimer’s has changed – it is not just the frail person in their seventies and eighties living in a nursing home – 10% are diagnosed in their 50’s and early 60’, and some even in their 40’s – they are parents still raising their children and people working at the peak of  their careers
· While 5-10 years ago – most were diagnosed in the middle stage of Alzheimer’s – diagnostic techniques have improved and people are diagnosed in the early stages and even in a pre-stage called MCI – this means that they can still communicate and process their thoughts – talk about living with AD the way we’re used to hearing someone talk about cancer
· 5 medications are approved – slow course of disease for many

· More than 70% live at home.  So that’s good but it also means there are 2-3 caregivers for everyone living at home.
· Research has shown that the burden on family caregivers is heavier when the person has AD – caregivers report more emotional stress, sleep interruption, physical strain, financial hardship and poorer health. So increasing burdens on a family caregiver often result in a second patient with another set of health issues to be managed.
You cannot think about the future of long term care without considering the future of AD.

· The good news – people are living longer and surviving with cancer and heart disease.  But bad news – longer we live the greater our risk for developing Alzheimer’s.
· Those 85 and up are fastest growing – 50% have Alzheimer’s or a related dementia  
· Given this, AD is expected to double by 2030 and it will triple among Latinos and A-PIs

· So now and in the future care of many people who are aging with multiple chronic conditions that require ongoing management is being made immensely more complex.  
· Add to this the fact AD is still under-diagnosed – latest research found that only 19% of people with Alzheimer’s or another dementia have a diagnosis in their medical record,  so docs hand a patient a treatment plan and assume he or she is cognitively in tact and can follow it.

So given this profile of those on the LTC doorstep, what should the LTC system look like in order to provide appropriate care for the people who will be living 10, 15, 20 years with dementia and other serious chronic condition.  And just as importantly, how can the LTC system address the needs of their family caregivers, many of whom are at serious health risk as well.
First question I would ask is how do we define LTC?

Recommendation: LTC must include the full continuum of care – from social and health services in community settings, the home, assisted living settings and nursing homes.  

· Can’t over-emphasize the social support services that are a basic component of LTC – current budget environment is forcing a major policy shift in CA in the scope of LTC services being funded.  There is an attempt to drill down to some finite description of medical needs and authorize services only pursuant to arbitrary criteria that supposedly define medical necessity.  

· This strategy, while perhaps enabling the legislature and Governor to identify what they consider medically unnecessary services that can be eliminated, thereby scoring budget savings, ignores the composite of social and personal care supports that are needed to sustain health status.
The continuum must include quality home health services, ADHC, ADCRCs, IHHS, care management such as Linkages and MSSP and I would suggest more comprehensive models, respite grants, CRC.  

· Obvious problem – several of these components of the continuum have already had all funding eliminated and others are significantly reduced.  Further eliminations are on the table and being discussed in the Senate Budget Com as we speak.

The point I would make is that there is no future of LTC, integrated or otherwise, beyond nursing homes unless there is the political will to get creative with the $ we do have.  You cannot talk about the future of LTC while eliminating funding for home and community based-services. 
· This Administration has been diligent in applying for federal Medicaid waivers to take advantage of increasing community-based options.  However, waivers are always capped, so this strategy will always arbitrarily limit the # of people who can get services in the community and not operate under the first consideration of where do people want to receive care.

· Currently LTC is funded almost exclusively through Medi-Cal, but this is a cruel system that forces people to spend down to be eligible for services.
Recommendation: I urge you to look at integrating all the LTC monies we have to fund the full compliment of LTC services.
In the time I have left I’d like to bring up 3 more issues that should be a high priority in building an effective LTC system.
Recommendation: Inclusion of a comprehensive care coordination model is essential
· Many M-C beneficiaries are challenged finding doctors and navigating the medical system, especially given that most seniors and persons with disabilities are in the fee-for-service system.  However, beyond the medical piece, those with multiple chronic conditions are pretty much left on their own to learn about and navigate the community and social services and supports they need.
· A system of care coordination is needed that will provide the appropriate level of support for each patient and work across the medical and social systems.  In other words, care coordination is not a one-size fits all – it must be patient-centered, again not a new concept, to ensure the care and services received are appropriate for that patient’s needs.
· A care coordination model I would urge you to consider is a Health Care Home, which is broader than a medical home.  It has been implemented in other states and should be included in the 1115 waiver extension and in any LTC proposals you are considering.

· Elements of a Health Care Home are all things you’ve heard before.  They include:

· Formation of a multi-disciplinary team
· Comprehensive assessment of medical, social and behavioral needs and development of an individualized plan of care.  
· Protocols for re-assessments done periodically depending on the person’s changing health status.
· Assessment of family and other informal caregiver supports.  Family caregivers, 75% of whom are women, provide the majority of care and are the backbone of our care system.  This often comes at a great cost to the caregiver’s health.  Caring for a person with Alzheimer’s is more stressful and impactful on the caregiver’s health than caregiving for someone without dementia, yet when doctors diagnose Alzheimer’s they rarely assess the capacity of the family member to provide the necessary care.

· Care coordination should be across the medical, behavioral and social systems and include referrals and assistance with finding services – in other words, it should be proactive and not solely dependent on the initiative of the patient or family.
· Finally, care coordination is particularly needed during transitions of care from hospital to rehab or home, from ER to home and from nursing home rehab to home.  Re-admittance to acute care is a major cost driver for Medi-Cal.  Research shows it often occurs because people are not adequately supported during these transitions.
Recommendation: Taking this a step further, we would urge you to consider making both care coordination and discharge planning cost centers in our reimbursement system.  Comprehensive care coordination and competent discharge planning have the potential to make our LTC system more effective and efficient but neither will happen until these activities are adequately staffed by trained workers pursuant to reimbursement.
Recommendation: It is essential for a LTC system to provide support for family caregivers in the form of respite and training.  This is another area of our community-based support system that has been eroded in the budget.  If not addressed soon, we will pay the price in higher health care costs as the health of caregivers and their productivity in the workplace and as taxpayers are eroded.
Recommendation: Finally, our LTC system will not be built unless we identify strategies for developing and sustaining a geriatric/dementia competent workforce.  This must happen among all licensed medical, health and social work providers as well as workers who provide basic care.  We simply do not have workforce capacity to have a competent, quality LTC system that meets the needs of an aging disabled population.  This must be a priority.
I would like to conclude by thanking Sen. Alquist for her leadership in sponsoring legislation in 2008 to call on CA to development an AD Plan.  Not only is this plan going to address the expected doubling of Alzheimer’s but it will address many of the financing, infrastructure and workforce challenges in LTC that we’ve discussed today.  I look forward to sharing the Plan’s recommendations with you next session and working with you to improve our current system.
