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Presenter
Presentation Notes
Material for this presentation is based on a study we have conducted over the past 4 years (staring late 2010) that is just wrapping up. In depth interviews, up to 8 times, with disabled older adults and their caregivers when possible. We have followed a total of 54 cases in five counties who we feel provide a typical range of experiences..
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Presenter
Presentation Notes
Sandi just did an excellent presentation that showed you the organizational perspective on LTSS in California. What I will do is show you how this works from the ground up. This picture shows what the older adult who needs assistance might have to assemble to maintain independence. And remember, each of these is a different program, often with different eligibility criteria and procedures. It is especially important to remember HOUSING and INCOME support are key parts of the LTSS package! Also we frequently found PETS were important sources of comfort and support for many.LTSS typically include supportive services that address a range of care needs and are provided in a variety of  locations in the community (e.g., in people’s homes or senior centers) and in institutional settings (e.g., in skilled nursing or assisted living facilities). This graphic provides a snapshot of the Home and Community-Based programs in California which include: In-Home Supportive Services (IHSS), a MediCal program which pays for personal care assistance with ADLs and IADLs for indiv at risk for NH placement, Serves people of all ages but the majority (60%) are 60 yrs of age and olderCommunity-Based Adult Services (formerly Adult Day Health Care (ADHC), which provides therapeutic services (both medical and social) for adults 18 and older with one or more chronic or post acute condition, 2 or more ADLs and insufficient family support; also provides respite for family caregivers, the Multipurpose Senior Services Program (MSSP), which provides enhanced case management and supplemental services to adults age 65 and over who are low-income and NH eligible. Other supports include visiting nurses, assistive devices, nutrition programs such as home-delivered meals, transportation services, income assistance (SSI/SSP) and subsidized housing programs.  While it serves individuals of all ages, about 60% of IHSS consumers are 60 years and olderLTSS also include the informal care provided by family members, friends, neighbors and pets -- the unpaid sources of support upon which many community-dwelling older adults rely. Older adults and their family members are often left with the task of identifying, coordinating, and managing a complicated array of services.



Needs are Dynamic 
 
“Before I was able to bathe without help, and she’s 
helping me with bringing in the groceries… Every little 
thing that I was able to do around the home, she helps 
me with. I need more help with everything.”   
     - Gladys, 80 
 
“I’m like a lot of people – on good days, I do too much, 
I wear myself out. On bad days, I don’t do anything. 
And so you really have to learn to pace yourself…It’s 
really hard for me, I need a day to recover…”  
   -Mitch, 65 

Presenter
Presentation Notes
There are two key circumstances that shape the consumer experience of LTSS. The first is that needs change over time.  Care recipients have major health events or medical procedures that lead to increased need for care that their Long Term Services and Supports networks are often are slow to catch up with, if they do at all, especially for care recipients without informal supports such as family members that are able to fill the gaps between need and available care. [READ GLADYS]Even in the absence of major health events, one of the common refrains from our participants was that there are good days and bad days, as we heard from Mitch here. [READ MITCH]Support networks can be adequate enough to meet needs on good days, but on bad days they may not be sufficient. 



 
 
“Medicare is always sending me paperwork 
on what group I want to go to and what drug store 
I want to deal with… I can call, HICAP, I think 
it is, and talk to someone there and get some 
information. But I haven’t been feeling good 
enough to do that…” -Wilma, 85  

 

Information  

Presenter
Presentation Notes
Older adults’ needs are dynamic, and so is the system they depend upon. So the second key circumstance shaping the consumer’s experience is the constantly shifting LTSS landscape. In the face of changes across programs, they often need to be proactive to maintain needed care. But health – both physical and mental – can get in the way.Wilma is an 85 year-old woman who has also participated in the HOME study since 2010. She is a mother and grandmother, and considers herself to be a lifetime learner – she went back to complete her education after her husband died, and spends her time listening to books on tape about art and travel. Wilma’s primary care conditions are heart disease, arthritis, and chronic pain. What happens when the services she depends on change?[read quote]She talks about engaging with information about benefit changes. There is a dynamic interplay between her ability to engage with this information  - to open letters, understand them, and follow-up – and her physical and mental health. Sometimes informal supports, or formal supports like social workers, sometimes receptionists, or exceptional primary care providers might help navigate this information, but many others are left on their own. 
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Presentation Notes
Dynamic needs and changing systems are juggled by some to dense webs of care. Here, we’ve mapped out the support network of Margaret, an 81-year old woman who has participated in the HOME study from its start in 2010. She worked as an accountant for most of her life and is a mother and grandmother. Her primary health conditions include heart disease, diabetes, and depression, and she is legally blind. Margaret has a relatively dense network of Long Term Services and Supports compared to many of our respondents:She makes use of many home and community-based services, including a In Home Supportive Services, a case manager through her county MSSP program and Meals on Wheels. She participates in social and informational activities through a local blind center as well as through her senior subsidized housing. And she participates in transportation services that pick up at her housing complex and take her to her nearby doctor’s appointments or, for a fee, to social activities – she attends church most Sundays and attends events with her family nearby. Margaret’s family members, including her granddaughter who is her paid IHSS caregiver, help ‘fill in the gaps’ in many cases, by providing assistance in the home with activities that are not covered by IHSS such as pet care, as well as being available for round-the-clock care after medical procedures or in the case of medical emergency. Margaret is on the far end of the continuum in terms of managing a complex web of long-term services and supports in addition to her medical care that for the most part does appear to meet her needs. HOWEVER…



 
 
 
“I do what I can but there’s a lot of things that I 
can’t do … I can’t think of any program that 
it wouldn’t hurt me if I lost it.”   
 - Margaret, 81  

Every Piece Counts 

Presenter
Presentation Notes
…Here in her own words, Margaret reminds us that this relatively dense network of supports that appears to be working for her is actually quite fragile. She reminds us that every piece counts, stating: “I do what I can but there’s a lot of things that I can’t do … I can’t think of any program that it wouldn’t hurt me if I lost it.”  



Fran  

Housing 

Transport  

Informal 
Support 

IHSS 

Primary 
Care 

Provider 

Dental,  
Mental Health,  

Physical Therapy 

Presenter
Presentation Notes
Some seniors NEED dense networks of care, but are unable to create them. In contrast to Margaret, Fran is a care recipient that has struggled to have her needs for Long Term and medical Care met over the course of the HOME study. Note that in contrast to the solid color of the different components of Margaret’s care network, the components of Fran’s network are fragmented as noted by the dashed lines, or totally absent as indicated by the blank “box”. Fran is an 84 year-old Chinese immigrant woman with multiple and chronic health conditions, including heart disease, fibromyalgia and arthritis; she had a brain tumor removed several years before we met her. Fran raised her son as a single, working mother, was a home owner, and was extremely socially engaged and involved in local political activities for most of her life. When we started interviewing her in 2010, the home she lived in for decades was in the process of foreclosure, and was finally foreclosed on at the end of year one. Fran has made three subsequent moves across study periods. That means three moves across a three year period. Fran struggles to maintain an IHSS caregiver for more than a couple of months, and in some cases in a couple of weeks, and looks forward to having a caregiver that understands her health needs, that she can trust sufficiently to help her when she needs more support in the home. But Fran really needs support right now.Without a caregiver, she worried about her ability to live safely in her home – she limited herself to microwavable meals for fear of cutting herself during meal preparation. She was not able to install grab bars in at least one of the new apartments she moved to, and preferred that a caregiver stood by while she took a shower, but had to do without as she was often without an IHSS caregiver. Fran’s informal supports were limited to one or two friends .She would benefit from health care overall that is better coordinated, from more active support in addressing the gaps in her long-term services and supports. One of Fran’s primary struggles is managing a complex system of transportation services. She struggles with the very specific rules that one must follow in order to call upon some of the formal transportation services, to track which doctors provide which kinds of transportation services – some this shuttle or that, some provide taxi services, and some have no available services. She has had multiple experiences of being left without a ride, either through formal transportation services that did not show up or an IHSS provider that is not able to come to work. This lack of transportation severely limit’s access to medical care and social activities. When she misses appointments, she pays high out-of-pocket no show fees. She has been struggling to get some cardiac tests completed. They had been ordered by her doctor five months before, but she had several instances of transportation shuttles not coming up and was in the middle of a long stretch without an IHSS caregiver, so had not been able to make the appointment. Transportation represents a tremendous source of opportunity for better care coordination for Fran. But she has experienced gaps in a number of other areas, including dental care as with all consumers, but also with culturally sensitive mental health services. In addition, she has changed her primary care provider. Given the gaps in her care network overall, and the challenges she faces in coordinating care with few formal and informal supports, there is a lot of promise, but also big challenges, for Fran in the idea of better coordinated care to help close some of these gaps, and make her health and Long-Term Services and Support network more continuous .
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Presenter
Presentation Notes
I’m going to walk through one more case involving  a HOME study participant, again to illustrate some of potential promise of better coordinated health care, but also some of the concerns around what change might mean. Angie is a 77 year-old monolingual Spanish speaking woman, another participant who was a working single mother who lived on her own until recently. She has Parkinson’s, but was diagnosed at the beginning of our study with non-Hodgkin’s lymphoma. She lives with her daughter, who serves as her IHSS caregiver, but also provides many, many hours of unpaid care in addition to working full time as a caregiver in an adult day health care program. Angie is socially isolated, home alone during the day, with the exception of a visiting nurse who comes once a week but does not speak Spanish.Angie might benefit from care coordination that did not depend so heavily on her daughter, that provided her with formal transportation services, and mental health care in her language. But Angie and her daughter Julia have reservations about some of the other changes that this entails. As a case in point, they contemplated the idea of Angie attending a Community-Based Adult Service program, or CBAS, formerly known as adult day health care, which would provide some relief from her social isolation and some opportunities for supporting her health and well-being. But they decided against it.CBAS participants had already been enrolled into managed care program, and under such a program Angie would have to change doctors. She was particularly concerned about losing the oncologist that brought her through the treatment of her cancer, and worried that a new doctor would not be knowledgeable enough about her medical history to coordinate appropriate follow-up screening and care. Her daughter Julia tells us: “She doesn’t want to change doctors, especially the oncologist and cardiologist because they know about cancer and they still see her, and she feels comfortable.”So Angie’s daughter expresses some of the anxiety that consumers feel about potential changes, and some of the real peril if she were to change without sufficient transfer of knowledge and understanding about her medical history, concerns and unmet needs. 
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• Most are managing a complex and fragile web of 
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• Many are experiencing increasing disability and 
unpredictable physical and mental health needs 

 
• Some have unmet needs, especially mental health 
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Presenter
Presentation Notes
In sum, older adults with disabilities have unstable and changing needs, and confront an often unstable and changing set of public supports. We learned that most are managing a complex and fragile web of formal and informal supports, and all share a common determination to stay at home and maintain their independence. Many of these older adults are struggling with increasing disability and have physical and mental health needs that are unpredictable and sometimes unmet. What surprised us the most in talking at length with these older adults was how common mental health problems were. Everything from situational depression to lifelong mood and personality disorders. This further complicates getting, and keeping, the help they need to remain independent.Cuts and changes to services and supports happen as older adults are also experiencing changes in their physical and mental health. Many lack sufficient hours of personal care assistance at home.When they can, family caregivers struggle to fill the gaps in formal supports.Many of these older adults are essentially alone, however, and just “make do” with what they have.



Policy Recommendations 

 
• Advance truly “person-centered” care planning 
 
• Maximize efforts to ensure consumers are well 

informed and supported to exercise real choice 
 
• Develop “continuity of care” provisions that 

reflect consumer preferences 
 
  

Presenter
Presentation Notes
Given the fragile state of physical, mental and social health, and ongoing day-to-day challenges already experienced by older adult consumers, the future evolution of California’s LTSS programs needs to start with the situations of consumers and work hand in hand with them to assure that their needs are met. Through the HOME study, we have learned that the individual circumstances of dual eligible older adults are quite varied -although most have in common increasing levels of disability, and unpredictable changes in care needs. And here in California these individual level changes have been happening in an uncertain fiscal, policy and program environment.What we’ve learned from our participants and shared here today is the need to respond to these consumers of care in a way that reflects their individual circumstances, needs, preferences and prioritiesThis past January, a new rule for the use of Medicaid dollars that pay for HCBS waiver programs was issued by the Centers for Medicare and Medicaid Services that states:“A person-centered planning process that reflects peoples’ preferences and goals” 	– January 2014 CMS Rule for Using  Medicaid Dollars to Pay for HCBSThe realization of better coordinated care will largely depend on the extent to which consumers are well-informed about their optionsRole of caregivers: The transition to managed care holds the promise of care coordination, and for consumers who currently have fragmented and often inconsistent care, the promise of better coordinated care under Cal MediConnect may mean dramatically improved continuity of care and improved health outcomes. 



 
 

 
 

For more informationplease visit the HOME project 
webpage at http://healthpolicy.ucla.edu/HomeStudy  

or contact Steven Wallace at 
swallace@ucla.edu 
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