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EXECUTIVE SUMMARY 
 
 
Overview 
 
As part of the project “From Hospital to Home: A Strategic Assessment of Eldercare in the San 
Francisco Bay Area,” we have conducted a comprehensive literature review, including peer-
reviewed and evaluated interventions. This review is intended to:  

 Provide a better understanding of the home care needs of elders and their caregivers 
following hospital discharge;  

 Advance our understanding of the unmet needs of elders and their caregivers, particularly 
among vulnerable populations; 

 Understand the determinants of successful caregiving and hospital-to-home transitions;  
 Identify successful interventions for consideration as models; and   
 Identify gaps in the research on successful hospital-to-home transitions and related 

interventions.  
 

The Hospital to Home Project is funded by the Gordon and Betty Moore Foundation. It is being 
conducted by Health Research for Action (HRA) at the School of Public Health, University of 
California, Berkeley in collaboration with Bay Area organizations serving elders and their 
families. HRA has extensive experience in large-scale community interventions, policy change, 
and evaluation. 
 
 
Literature Review Methods  
 

We chose search terms to reflect conditions and services that might impact care recipients, 
caregivers, and families. PubMed searches were done for each term or combination of terms for 
the years 2000–2005. We also reviewed reports from organizations that have summarized 
literature or research in non-peer reviewed publications. Additionally, we investigated 
intervention strategies from other sources using advisory board member suggestions and from 
the Social Services Abstracts database. 
 
 
Key Findings 
 
Demographics of the Older Population and Their Caregivers 

The number of California’s seniors is expected to nearly triple by 2050. California has 3.5 
million people over age 65, a number expected to increase by over 200% over the next 50 years. 
The greatest growth will be among those age 85 and older, whose numbers are projected to grow 
over 300%.  
 
Acute and chronic health problems will increase as the population ages. Among persons age 
65 and older, more than half have some form of disability; the rate of reported disability 
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increases with age. Race and ethnicity are also important factors; African Americans and 
Hispanics age 65 and older report higher rates of disability than non-Hispanic Whites.  
 
Older Californians will be more ethnically diverse in the future. By 2050, it is estimated that 
Whites will make up only 31.2% of the over 65 age group, while the proportion of Hispanics and 
Asians will increase dramatically, to 41.3% and 17.9% respectively. Socioeconomic, 
race/ethnicity, language and literacy, and cultural factors will be important to consider in 
designing the support system for aging Californians and their caregivers. 
 
The Hospital-To-Home Needs Of Elders And Their Caregivers 
 
Need for Post-Acute Care 

Most care after hospitalization is provided in-home by family members. Family members 
provide over two-thirds of home care. This care is often complex. The literature suggests that 
many older adults will experience breakdowns in care during the transition from hospital to 
home, with associated high rates of poor outcomes and rehospitalizations. Elders with multiple 
medical problems, functional deficits, cognitive impairment, emotional problems, and poor 
general health are at particular risk during this transition. One-third of hospitalized older adults 
experience a decline in function in activities of daily living (ADLs) during hospitalization. 
 
Discharge Planning 

Discharge planning is inadequate for both patients and caregivers. Few interventions exist to 
assist older patients and their family members in making smooth transitions from the hospital to 
home. Patients are often discharged before the full effect of treatment is evident, before the 
patient and family fully understand the illness and treatment plan, or before the patient can 
assume self-care. Few resources are available to help high-risk patients make an informed and 
successful transition from acute treatment to home care.  
 
Involvement in discharge planning seems to improve caregivers’ own outcomes. There is 
evidence that caregivers who were more involved in discharge planning reported better health 
themselves and more acceptance of the caregiving role. For certain illnesses, emerging research 
on interventions suggests it is possible to improve this transition to home, but more research is 
needed on transitions in general. At least one-third of patients and caregivers have substantial 
unmet needs and high levels of dissatisfaction with the transition process; hospital staff do not 
adequately support and prepare families technically and emotionally for home care. 
 
Role of Family Caregivers and Resources for Caregiving 

Caregivers need more help during transitions, and risk poor health themselves. Family 
caregivers play vital roles in assisting elders after hospital discharge. One-fourth of caregivers 
report that there is no one else who could help their care recipient if they were unable to do so. 
Caregivers from racial and ethnic minorities have more intense responsibilities and make less use 
of formal services. Spouses who provided intense caregiving had more symptoms of depression 
and poorer self-reported health. Those providing care to persons with multiple physical problems 
were significantly more likely to report that caregiving was a financial hardship and was both 
physically and emotionally stressful.  
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Caregivers receive almost no training to help elders at home. According to one study, 75% of 
caregivers said they received no teaching or discharge planning during the patients’ 
hospitalization; only 25% reported feeling included in discharge planning. However, there is 
increasing evidence that discharge planning that involves caregivers and that is innovative, 
comprehensive, and includes home follow-up, improves outcomes for older adults. 
 
Caregivers often lack the ability to access services. The support services most likely to be 
available for caregivers in California include caregiving information, counseling, referrals, 
daytime respite, and community social service programs. Reasons typically given for not using 
recommended services were lack of knowledge about services, limited availability and timeliness 
of services, cost of services, reluctance of the care recipient to accept help, and perceived poor 
quality of services. In addition, major gaps exist in transportation, emergency services, 
overnight/weekend respite, financial assistance, linguistically and culturally appropriate 
caregiving information and services, and care in rural areas. 
 
Hospice and the Post-Hospitalization Period 

Medicare patients often don’t receive timely hospice service. Data from hospice programs 
across seven states show problems with connections between hospitals and hospice services. 
Unnecessary transitions in and out of hospital at the end of life are common. Currently, post-
hospitalization home care under Medicare must be restorative in nature, while the Medicare 
Hospice Benefit can only be used for terminal care. Patients must often choose between acute 
and palliative care, when many may need both types of services. 
 
Caring for a dying loved one can lead to mental and physical health problems. Providing 
care for dying patients is associated with higher levels of depression and other mental and 
physical health problems, and there are many unmet needs for caregivers of those in hospice. In 
addition, non-Whites underutilize hospice service. More effort will be required to develop 
culturally sensitive services in order to make hospice more accessible to a wider range of racial 
and ethnic groups, especially non-English speaking populations. 
 
 
Emerging Interventions 
 
We identified 55 peer-reviewed and evaluated interventions developed to address the 
hospital-to-home transition for elders and their caregivers. We also identified some additional 
interventions from unpublished reports and interviews.  
Positive outcomes for reviewed interventions included shorter length of hospital stay, 
prevention of readmission, and prevention of emergency department visits. “Hospital-at-
Home” and outpatient treatment interventions, frequently led by nursing and advanced 
practice nursing teams, have proven successful—favorable outcomes included improved 
patient health, improved caregiver health and well-being, and reduced health care 
expenditures. Many nursing model interventions have been disease-focused, with congestive 
heart failure interventions being particularly well developed and well evaluated. In all cases, 
costs were reduced by successfully preventing hospital readmissions and shortening hospital 
stays. 
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Interdisciplinary approaches often herald successful outcomes. Ideally, successful 
discharge planning begins while the elder is still in the hospital, and does not stop with 
discharge. Studies testing differing strategies of case management, comprehensive geriatric 
assessment, multidisciplinary health care team coordination and conferencing, and planning 
for community-level health referrals upon discharge have been evaluated. Of the 17 studies 
that assessed subjective measures of patient satisfaction, 14 reported greater satisfaction 
among patients in intervention groups, and all 12 studies assessing caregiver satisfaction 
demonstrated greater satisfaction. 
 
Education and information strategies need to be integrated. Virtually any successful 
discharge strategy requires hospitalized elders and their caregivers to be informed and 
educated on how to best maintain patient health, regardless of any other strategies that might 
be tried to enhance successful discharge. The educational element is often central to 
intervention. Studies of creative and unique teaching devices exist both as isolated studies 
and as supplements to other types of interventions. Written, audio and video formats for 
education have been evaluated, with some successes reported. Education may target care 
recipients, informal caregivers, or health care providers. 
 
Support is needed for patients and for caregivers. Support and counseling elements often co-
exist with other types of interventions and may be directed at patients, caregivers, or both. The 
outcomes of these studies varied more than for other types of interventions, although patients 
reported high satisfaction rates. 
 
Emerging technologies have promise. Telemedicine, which can provide visual and auditory 
communication among care providers, informal caregivers, and patients, offers exciting 
possibilities for effective delivery of education, support, treatment, case management, and 
remote monitoring of patients. However, many families see these technologies as potentially 
difficult to use, and many studies report high levels of implementation problems with the 
technology itself. This is a promising field for innovation and evaluation. 
 
 
Policies and Programs Supporting Funding for Transitional Care 
 
Current streams of funding for post-hospital care include Medicare, Medicaid, and the Older 
Americans Act, as well as a variety of private insurance products. Federal policy drives the 
availability of services because public funds account for a significant portion of the market. 
While Medicare provides some post-acute home care, the largest payer of long-term care 
services is Medicaid. Federal and state expenditures on long-term care under Medicaid reached 
$100.5 billion in 2004. New policy directions will be an important part of any solution to 
delivery of home-based services following hospitalization.  
 
In addition, the “near-elderly” are much more likely to be uninsured than adults over 65, yet they 
still have high health care needs. The consequences of not being insured are high for this age 
group (55–64 years) with an estimated 13,000 premature deaths annually. The formulation of 
federal health policy to meet the needs of this group is nascent at best. 
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Conclusion 
 

California will face huge challenges in the coming decades with the state’s aging population 
expected to triple and also become more ethnically diverse. More than half of seniors over age 
65 have some form of disability, and acute and chronic health problems will increase as the 
population ages, placing increased strains on family caregivers and greater demand for 
community services. Most elders will experience a hospitalization associated with an injury or 
acute illness. Elders with multiple medical problems, cognitive impairment, and other functional 
and emotional problems are at especially high risk for poor outcomes after a hospitalization. 
Studies show that there are significant unmet care needs of elders during the transition from 
acute to home care, and that transitions are potentially perilous for older people. Most care after 
hospitalization is provided in the home by family members, and this care is increasingly 
complex. In addition, discharge planning is inadequate for older patients and their caregivers. 
Elders are often discharged before they and their family members understand the in-home 
treatment plan, or before patients living alone and without caregivers can assume self-care. This 
can result in serious health consequences as well as rehospitalization. 
 
Studies have demonstrated that discharge planning that better involves family members prior to 
discharge improves outcomes for patients and caregivers. Improving outcomes for caregivers is 
critically important, since they risk poor health themselves due to the demands of caregiving. 
Currently, caregivers report receiving almost no information or training to help elders at home, 
and most discharges occur before caregivers understand what is expected of them and how to 
provide care. Publicly funded services for eligible seniors and caregivers are often difficult to 
access because of complex and conflicting eligibility requirements. However, many interventions 
demonstrate decreases in both length of hospital stay and rates of rehospitalization across several 
different models of transitional care. Potentially, the savings in publicly funded services 
associated with better outcomes could be redistributed to support innovative transitional care 
services, such as supported discharge and in-home assessments, to ensure that elders can recover 
and remain independent in their homes.  
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INTRODUCTION 
 
As part of the project “From Hospital to Home: A Strategic Assessment of Eldercare in the San 
Francisco Bay Area,” we have conducted a comprehensive literature review, including peer-
reviewed and evaluated interventions. This review is intended to: 
  

 Provide a better understanding of the home care needs of seniors and their caregivers 
following hospital discharge; 

 Advance our understanding of the unmet needs of elders and their caregivers, particularly 
among vulnerable and diverse populations; 

 Understand the determinants of successful caregiving and hospital-to-home transitions;  
 Identify successful interventions for consideration as models; and  
 Identify gaps in the research on successful hospital-to-home transition and other 

interventions.  
 

The following is a free-standing summary of the literature we reviewed on the transition from 
hospital to home care, with a focus on elder caregiver needs before, during, and after discharge 
of elders from the hospital. In addition, we have reviewed the literature on successful 
interventions, and we have added a description of current demographics and of the current 
mechanisms for funding post-discharge care and services in the United States. Finally we 
reviewed some literature on health literacy in the United States as well as literature on 
information provided at discharge to seniors or their families.  
 
The Hospital to Home Project was funded with support from the Gordon and Betty Moore 
Foundation, and was conducted by Health Research for Action (School of Public Health, 
University of California, Berkeley), in collaboration with Bay Area organizations serving elders 
and their families. HRA has extensive experience in large-scale community interventions, policy 
change and evaluation. 
 
Our Advisory Board members from Alameda, San Francisco, San Mateo and Santa Clara 
counties reviewed the first phase of this literature review. The project team has added content 
areas in the review of existing services, as well as a review of the literature on interventions. This 
report represents a summary of all literature reviewed as of November 22, 2005. 
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METHODS 
 
To conduct the literature review, our team used search terms that reflect conditions and services 
that might impact care recipients, caregivers, and families. PubMed searches were done for each 
term or combination of terms for the years 2000–2005. We also reviewed reports from the 
websites of organizations (such as Family Caregiver Alliance) that have summarized literature or 
research in non-peer reviewed publications.  
 
Additionally, we investigated intervention strategies from other sources using advisory board 
member suggestions and the Social Services Abstracts or Psych-Info databases. 
 

Table 1 
Literature Reviewed 

 

Search terms Summaries 
Identified 

Abstracts 
Selected 

Articles 
read 

Abstract 
Saved 

Interventions 
from 

Category 
family caregiving (for this category 
only, Alzheimer’s, dementia, and 
burden or support were excluded to 
narrow the search) 

229 35 8 15 6 

caregiver burden 162 56 8 18 18 
caregiver support 19 15 4 4 4 
elder care 34 19 3 0 0 
elderly care 164 2 2 0 0 
home and community-based services 115 76 15 16 0 
home support services 4 3 0 1 2 
home health care 211 110 30 22 15 
home health care-caregiver 8 8 8 0 0 
hospice and caregiver 74 50 15 12 8 
in-home care 64 45 9 2 12 
long-term care and caregiver 128 66 23 14 8 
hospital discharge plan and planner 9 7 7 0 0 
hospital discharge and caregiver 21 4 0 4 4 
post-hospitalization 20 13 0 0 3 
respite care 65 50 2 1 8 
personal care services 7 5 5 0 0 
assistive technology 10 5 4 1 4 
remote monitoring 5 5 3 0 1 
transitional care 133 28 8 20 5 

Totals 1482 602 147 129 97 
  
In addition to the directed literature review from the table, 19 other articles were reviewed on the 
topics of health literacy and patient information received at discharge.  
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KEY FINDINGS  
 
Transitions from hospital care to other levels of care are often filled with crises, for both patients 
and their caregivers. Among the elderly, this transition is often accompanied by reduced 
functioning and the need for a new level of care. The point of hospitalization may be the first 
time informal caregivers define themselves as such. To better understand this critical juncture, 
we reviewed literature to assess how this transition might be made more successful for patients 
and caregivers. 
 
 
Demographics of the Older Population 

This section summarizes demographic information for people age 65 and over, based on national 
data as well as California data specific for Alameda, San Francisco, San Mateo, and Santa Clara 
counties. These figures were extracted from federal data gathered in the 1997 Survey of Income 
and Program Participation and the 2000 census (U.S. Census Bureau, 2000 and 2001; State of 
California, Department of Finance, 2004). 
 
California will have many more senior residents by 2050, and those residents will be much more 
diverse. These changes set the stage for a greatly increased need for both acute and long-term 
care services.  

 
The United States and California  
 

The number of seniors in the United States is expected to more than double by 2050. In 
2004, the number of persons age 65 and older was 36.3 million. The number of persons 65 or 
older is expected to more than double between 2000 and 2050, to 87 million. People in this age 
group are projected to make up over 20% of the U.S. population.  
 
In California in 2050, one in five people will be 65 or older. The greatest growth will be among 
those persons age 85 and older—this population is projected to increase by over 300%. 
 
As noted in the Strategic Planning Framework for an Aging Population, (Scharlach, Torres-Gil 
and Kaskie, 2001), “The rapid aging of California’s population represents a demographic 
imperative that cannot be ignored. Already, the state has 3.5 million people over the age of 65—
the largest older adult population in the nation.”  
 
As of 2000, among California residents 65 and older, Whites make up the majority 
population (70.2%), while Hispanics, Asians, and African Americans constitute 13.3%, 
10.0%, and 5.1% respectively. The growth in the general population between 1990 and 2000 
was 13.8%. Among residents age 85 and older, the rate of population increase was three 
times greater (42.3%). This reflects the dramatic increase in life expectancy during the 20th 
century. The rate of increase in the older adult population varies by county and ethnic group. 
 
Older adults in the United States will be more ethnically diverse in the future. By 2050, the 
population of minority elders will increase even more rapidly than the general population, to 22.5 
million—one in four Americans—representing a 385% increase. By 2050, Whites will make up 
only an estimated 31.2% of residents age 65 and over, while the proportion of Hispanics and 
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Asians will increase substantially, to 41.3% and 17.9% respectively. Meeting the needs of this 
more diverse population will be a significant challenge. 
 
In California, the racial and ethnic makeup is expected to change dramatically over the next 50 
years. These estimates take into account variability in mortality and current migration trends and 
projections. For individuals age 85 and over, the changes are the most dramatic: 
 

 The proportion of Whites over age 85 is expected to decrease from 78.4% to 36.3%; 
 The proportion of Hispanics over age 85 is expected to increase from 9.2 to 34.4% 
 The proportion of Asians over age 85 is expected to increase from 6.9% to 19.9%; and 
 The proportion of African Americans over age 85 is expected to change marginally from 

4.5% to 4.6%. 
 
An important caveat in viewing these projections is that some migration patterns are 
unpredictable, particularly for refugees. For instance, while Indonesian and Sri Lankan 
migration has not been a feature of California’s recent immigration pattern, a cataclysmic 
event, such as the 2004 tsunami or a war, could change patterns in just a few years. 
  
Acute and chronic health problems and disabilities increase with age. Rates of certain 
conditions such as heart diseases, diabetes and arthritis, as well as Alzheimer’s disease and 
other dementias, increase with age. Many of these conditions represent sources of acute and 
chronic health problems. As of 2001, 54.5% of Americans age 65 and older had some form 
of disability; 37.7% had a severe disability; and 16.7% reported the need for assistance (U.S. 
Census Bureau, 2001). The rate of disability increases with age from 44.9% for those age 65 
to 69 to 73.6% for those age 80 and older (Table 2). Therefore, the population growth 
predicted for seniors is likely to be accompanied by a significant increase in the number of 
seniors with disabilities. 
 
Race and ethnicity are also important factors affecting disability (Figure 1). For individuals over 
age 65, Hispanics report slightly higher rates of disability than non-Hispanic Whites: 57.1% as 
compared to 53.0%, with 20.7% reporting the need for assistance as compared to 15.4%. African 
Americans report even higher rates of disability (65.0%), with 24.8% reporting the need for 
assistance. While no county-level data are available at present, the current higher rates of 
disability among Hispanic and African American seniors may indicate an increased need for 
services and programs that are culturally tailored to those community members. 
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Table 2 
Rates of Disability by Age Grouping 

 
Age Group 

 Disability 
Needs 

Assistance 
  65 and older 54.50% 16.70% 

65 to 69 44.90%  8.10% 
70 to 74 46.60% 10.50% 
75 to 79 57.70% 16.90% 

80 and older 73.60% 34.90% 
Source: U.S. Census Bureau, 2001. 

                 
 
 

 
 

Source: U.S. Census Bureau, 2001. 
  
 
The San Francisco Bay Area Study Counties 
 

Similar to state and national projections, all four counties in this study will experience an aging 
trend, but at varying rates. Santa Clara County has the largest population of the four study 
counties, with 1,682,585 residents in 2000, followed by Alameda County with 1,443,741 
residents, San Francisco County with 776,733 residents, and San Mateo County with 707,161 
residents (U.S. Census Bureau, 2000). 
 
California’s diversity is reflected in these four counties. However, there is significant variation 
among the county populations by age and race/ethnicity. The percentage of White residents over 

Figure 1 
National Disability Rates by Ethnicity and Level of Disability  

(Age 65 and Older) 
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age 65 varies dramatically, ranging from a high of 71% in San Mateo County to a low of about 
40% in San Francisco County. Percentages of non-Whites also vary widely, with Hispanics 
representing only 8% of the Alameda County population, but 12% of the population over 65 in 
Santa Clara County (see Figure 2). 
 
 

 
Source: State of California, Department of Finance, Race/Ethnic Population 
with Age and Sex Detail, 2000–2050. Sacramento, Calif., May 2004. 

 
Alameda County. By 2050, the racial/ethnic proportions in the population are projected to 
change significantly. The county’s White population over 65 will drop from 59% in 2000 to less 
than 24% in 2050. The African American population age 65 and over will also drop, but much 
less dramatically, from 14% to 7%. The Hispanic and Asian populations will increase 
significantly, from 8% and 17% in 2000, to 23% and 43% respectively. 
 
San Francisco County. White and Asian residents age 65 and over will continue to be the 
largest population groups in San Francisco County, each projected to change only slightly 
between 2000 and 2050—decreasing from 47% to 44% for White, and from 36% to 35% for 
Asians. During this same period, the greatest changes are expected to occur among Hispanics 
and African-Americans, with the percentage of older Hispanics expected to nearly double (8% to 
14.5%), while that of older African Americans will decline by almost half (8% to 3%).  
 
San Mateo County. The racial/ethnic makeup of residents age 65 and over in San Mateo County 
is also expected to change dramatically. Similar to Alameda County, the percentage of Whites 
will decrease by more than half, from 72% to 35%. The already small percentage of African 
Americans will decrease from 3.3% to 1.4%. In contrast, this county’s Hispanic and Asian 
residents over age 65 are expected to increase significantly, from 9% to 31% and from 15% to 
28%, respectively.  
 
 

Figure 2 
People Age 65 and Older by Race in California 

(Statewide and Selected Counties) 
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Santa Clara County. The Hispanic population over 65 is projected to increase from 12% to 
29% between 2000 and 2050. The percentage of Asians over 65 is also expected to increase, 
from 20% in 2000 to 35% in 2050. In 2000, Whites represented 66% of those over age 65 in 
Santa Clara County; however, their numbers are projected to decrease to about 32% by 2050. 
The number of African Americans age 65 and over in Santa Clara County will change little 
(1.5% to 2.0%).  
 
 
Demographics of Caregivers 
While there are few studies on the experiences and needs of caregivers of newly discharged 
patients, the best information on experiences of Bay Area caregivers is from the California 
Statewide Survey of Caregivers (Scharlach et al., 2003). The CSSC is a telephone-administered 
interview with a randomly selected sample of 1,643 state residents who provide care to someone 
age 50 or over. Based on the survey results, it is estimated that 16% of all California households 
with a telephone contain at least one caregiver. 
 

Table 3 
Caregiver Demographics 

Average Age 51 years old 
Gender 75% Women 
Marital Status 60% Married 
Parental Status 31% have children under age of 18 at home 
Race & Ethnicity 61% White 6% African American 

25% Hispanic 5% Asian 
Country of Origin 86% US 6% Mexico 
Employment Status 35% Full-time 14% Part-time 
Self-reported Health 74% in good, very good or excellent health 

26% in fair or poor health 
28% report health or emotional problems 

Source: California Statewide Survey of Caregivers, Scharlach, 2003 
 
California caregivers are on average 51 years old, women, married, and employed. More than 
60% are White, 25% are Hispanic, 6% are African American, and 5% are Asian. Most were born 
in the United States, although six percent of them were born in Mexico. One-third have children 
living at home. Caregivers in the CSSC survey were caring for patients who ranged in age from 
50 to 100+, with a mean care recipient age of 77 years. Seventy percent of care recipients were 
women, half were widowed, one-third were married, and 10% were divorced. Thirty-five percent 
lived with the respondent, while another third lived alone, 6% lived in an assisted-living facility, 
and 3% lived in a nursing home. Thirty-six percent suffered from severe memory problems or 
dementia, 36% had mental health problems, and 82% had more than one physical limitation. 
 
A longitudinal study on the projected move of the 65 and over population into spousal caregiving 
showed that only half of non-caregiver spouses remained non-caregivers after five years (Burton 
et al., 2003). The remaining “caregiving” population experienced one or more changes over the 
five years, including moving into a caregiving role, their own or their spouse’s death, or 
placement of their spouse in a long-term care facility.  
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Health Literacy and Literacy Estimates for Seniors 
 
Low literacy and low health literacy are serious problems among seniors. The U.S. Healthy 
People 2010 defines health literacy as “The degree to which individuals have the capacity to 
obtain, process, and understand basic health information and services needed to make 
appropriate health decisions.” Data from the 1992 National Adult Literacy Survey (NALS), 
which measured four levels of literacy, indicated that almost half of all adults in the U.S. (48%) 
had inadequate or marginal reading skills (Kirsch, Jungeblut et al., 1993). Approximately 40 
million adults, considered to have inadequate reading skills, are reading at or below the 5th grade 
level, and an additional 50 million adults, considered to have marginal reading skills, are reading 
at approximately the 5th–8th grade level (Kirsch, Jungeblut et al., 1993). Based on the 1992 data, 
40% of the people (16 million) within the lowest literacy group were poor; they were 
disproportionately people of color (Dubow, 2004). Within the lowest literacy group, one-third 
were age 65 or older. Based on the NALS findings, and the finding that the average adult in the 
U.S. reads at the 7th –8th grade level (Calderon and Beltran, 2005), it is estimated that the average 
adult over age 65 has inadequate or marginal literacy skills. 
 
Although there are no overall estimates yet of the health literacy of the U.S. population or of 
seniors, there are assessments of selected populations and it is well recognized that even 
individuals with adequate literacy skills can have difficulty understanding health materials. One 
study of Medicare beneficiaries age 65 and above in selected managed health care plans in four 
states found that inadequate or marginal health literacy ranged from 27–44% for English 
speakers and from 40–76% for Spanish speakers, with significantly higher rates of inadequate or 
marginal literacy among those 85 and older (Gazmararian et al., 1999). Another study of public 
hospital patients found that over 80% of participants age 60 and older had inadequate or 
marginal health literacy; low health literacy was associated with errors such as misreading 
instructions for pills and difficulty understanding information about insurance coverage and 
rights (Williams et al., 1995). Shame surrounding literacy issues creates additional difficulty in 
identifying persons with limited literacy (Parikh et al., 1996).  
 
Increasingly, studies link limited health literacy to improper use of medications, overuse of 
emergency services, and underuse of preventive care and services (Institute of Medicine, 2004). 
A review of several studies, conducted by the Agency for Healthcare Research and Quality 
(Berkman et al., 2004), indicates that limited literacy appears to be associated with a number of 
poor health outcomes. However, the review also cautions that it is difficult to separate the effect 
of literacy from low socioeconomic status or poor access to care. 
 
Another important consideration for populations with low health literacy is whether this affects 
their utilization of health care services and results in higher medical costs. Studies have shown 
that patients with low health literacy receive fewer preventive services, frequently fail to follow 
medication instructions, have worse health outcomes, and are more likely to have higher 
utilization of services. A recent study of seniors enrolled in Medicare-managed care plans found 
that emergency department costs were significantly higher for those in the study sample who had 
low health literacy, compared to those with adequate health literacy (Howard et al., 2005).  
 
The recent addition of health literacy to the Healthy People 2010 objectives, a full report on 
health literacy from the IOM (Nielsen-Bohlman, 2004), and a targeted health literacy campaign 
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sponsored by the AMA indicate that health literacy is increasingly recognized as a high priority. 
However, providers’ limited knowledge about health literacy measurements is a barrier to better 
interventions (Davis et al., 2005). While no California-specific data are available, the literacy 
needs of our population have to be recognized and addressed by hospital discharge planners and 
health educators in order to prepare the best materials for seniors and their caregivers at 
discharge.  
 
 
Need for Improved Pre-Discharge Planning 
Hospitals have increasingly adopted a framework for providing “in hospital” discharge planning 
processes and each year tens of millions of hospital discharge referral decisions are made for 
elderly adults.  
 
Pre-discharge planning is inadequate. Hospitals in many countries, including the United 
States, incorporate “in hospital” discharge planning processes. However, there is a great deal of 
variation in the type of programs, the provider of the services, and the initiation time and 
continuation period of such services. In a Cochrane review of randomized controlled trials of 
discharge planning occurring during hospitalization, and excluding discharge planning that was 
supplemented with follow-up care, there was no improvement in outcomes for older adult 
patients (mortality, hospital length of stay, readmission rates or discharge to home) (Shepperd et 
al., 2004). This study included a mix of medical and surgical hospitalizations. While it is difficult 
to say there is no significant benefit (given the different outcomes measured in different studies 
and the small sample sizes in some studies), one would at least conclude that hospital-based 
planning alone does not appear to be sufficient to improve a number of outcomes. This suggests 
that “in hospital” discharge planning should be augmented by supported post-hospitalization 
interventions. A recent meta-analysis of comprehensive discharge planning interventions with 
post-discharge support for older patients with congestive heart failure supports this finding, 
reducing readmission and mortality without increasing costs (Phillips et al., 2004). 
 
Staff lack the knowledge to assess home-care needs. Multiple studies have demonstrated that 
acute care hospital staff nurses lack the knowledge to identify the home care services needed by 
individual patients (Castro et al., 1998; Thomas and Payne, 1998). Communication gaps with 
patients and caregivers exist across types of health care providers and remain a key problem 
(Chu and Stephan, 2004). In addition, non-medical, social reasons (such as inability to have out-
patient services in place when the patient is medically stable) often delay hospital discharge 
(Shepperd et al., 2004), and these delays can put pressure on discharge planners to shorten the 
discharge process so that patients will not stay beyond the time limit set by DRGs for hospital 
reimbursement. Despite a number of hospital-oriented interventions, there has been little change 
in the main causes of such delays in the past 20 years. A further problem is that staff rarely 
measure or recognize patients’ health literacy needs (Safeer and Keenan, 2005) when preparing 
materials at discharge.  
 
 
Need for Post-Acute Care 
Home care is increasingly complex. Advances in medical care have improved our ability to 
treat people who are critically ill, even in advanced age. However, advanced medical care is 
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costly and the federal government has undertaken a number of strategies over the past 25 years to 
hold down hospital costs. This includes prospective payment systems (such as diagnosis-related 
groupings) that allot a set payment for a specific group of diagnoses, regardless of hospital length 
of stay. Accordingly, cost-containment requirements pressure hospitals to discharge elderly 
patients with unresolved health problems (Naylor, 2004), or at the very least to move patients 
from acute care settings to lower acuity settings when hospital diagnosis-related group payments 
are exceeded. The result has been that more complex care is being provided outside of the acute 
care hospital, both in skilled nursing facilities and in the home. Family members provide over 
two-thirds of home care (Liu et al., 2000), but some patients are being discharged from the 
hospital with care needs too complex for families to manage alone. Increasingly, these different 
needs include both acute and chronic care. For older adults who received frequent help from 
children with basic personal care, their likelihood of needing nursing home care was reduced by 
60% over a two-year period (Lo Sasso and Johnson, 2002). 
 
A system structured for acute care does not meet the needs of those with chronic illness. 
Although chronic illness accounts for $600 billion of the $1.6 trillion expended annually for 
medical care in the United States, the health care system remains structured for the management 
of short-term acute illness (Stuart et al., 2003). Few resources are available to help chronically ill 
patients (i.e., those at high risk at post-acute care discharge) make a positive transition from 
acute treatment to long-term care. Palliative or end-of-life care is also not structured 
appropriately for those with chronic or acute illnesses who may not make a full recovery. 
 
 
Improved Transitions 
Transitions have become more complex. Transitional care is designed to ensure the 
coordination and continuity of health care as patients transfer between different locations or 
different levels of care within the same location. Transitional care encompasses both “sending” 
and “receiving” aspects of the transfer. It includes logistical arrangements, education of the 
patient and family, and coordination among the health professionals involved (Parry et al., 2003).  
 
A high percentage of elders in the health care system experience transitions among acute, skilled 
nursing, ambulatory, and home care settings. Older patients account for 36% of hospitalizations 
and 49% of all care days in hospitals. Approximately 33% to 44% of hospitalized elders receive 
home health services following discharge, and this age group accounts for 80% of home care 
visits (Latimer and Mezey, 2001). 
 
In a study of transitions through post-acute and long-term care settings, Murtaugh and Litke 
(2002) used data from the 1994 National Long-Term Care Survey (NLTCS) and concluded that 
almost 18% of elders interviewed had one or more transitions in care during the 2-year period of 
the study (1992–1994). Of those with at least one transition in care, half had one or two 
transitions while 9% had seven or more; the great majority of transitions were between short-
term acute care hospitals and other settings. Discharge from a hospital to paid home care was the 
most frequent type of transition (21% of all transitions). An additional 17% of transitions were 
from paid to unpaid home care services.  
 
Breakdowns in care during transitions are common. Moving from one care setting to another 
is potentially perilous for older people, especially disabled elders with complex care needs 



 12 

(Murtaugh and Litke, 2002). A change in surroundings can be disorienting, and new providers 
may lack timely and complete information about a person’s medical history, prescription drug 
regimen, care preferences, and immediate care needs (Murtaugh and Litke, 2002). This can result 
in communication errors with serious health consequences, such as missed medications, 
premature transfers, and even rehospitalization. Coleman (2003) also found that older adults 
moving between different health care settings are particularly vulnerable to receiving fragmented 
care.  
 
Several indicators of potential transition problems have been studied, including emergency 
department visits, hospital readmissions, institutionalization, mortality, increased disability, 
unmet care needs, non-referral to home health care and/or community services, inadequate 
patient education, medication errors, unresolved pain, dissatisfaction with care, and caregiver 
and patient depression. The most common outcome studied is hospital readmission—viewed as a 
poor outcome of home care. Most research has highlighted the problem of readmission and 
identified patients at high risk of readmission. However, this literature has failed to elucidate the 
specific problems with post-hospital care that hinder maintenance of older adults in community 
care settings.  
 
In the Murtaugh and Litke (2002) study cited above, it was found that, among U.S. elders with at 
least one transition, 22% (estimated at more than one million people) had one or more problems 
within 30 days of the transition. Transitions from hospitals to paid home care resulted in the 
greatest number of potential problems (e.g., emergency department visits, potentially avoidable 
hospital readmissions, etc.). Potentially avoidable readmissions occurred relatively infrequently 
(2.3 per 100 transitions); however, an examination of readmissions identified conditions that may 
be particularly sensitive to transitions, indicating they may be preventable. These conditions 
included heart failure, pneumonia, kidney or urinary tract infection, dehydration, and angina 
(chest pain) (Murtaugh and Litke, 2002).  
 
A review of nearly 100 studies reported between 1985 and 2001 found that the transition of 
elders from hospital to home was associated with high rates of poor outcomes after 
discharge: rehospitalization rates for these patients are high, and one-quarter to one-third of 
these rehospitalizations are believed to be preventable (Naylor, 2004). Other studies of hospital 
readmission have shown that low social support, low satisfaction with that support, caregiver 
depression, and low use of home health care were all predictive of higher risk of readmission 
(Schwarz, 2000). In their review of the literature, Proctor and colleagues (2000) found that 40% 
to 50% of readmissions are linked to social problems and lack of community services.  
 
Studies indicate that health care providers often view problems in the hospital-to-home transition 
only in relationship to medical risk factors and health system outcomes. Similarly outcomes may 
only be measured when the patients and their families “transition” back into the health care 
system. Fewer studies have examined risk factors and outcomes that are more salient to the 
patient and family caregiver, or that identify underlying psychosocial risk factors. Other potential 
indicators not mentioned in the literature include premature institutionalization, neglect and 
abuse, falls, preventable conditions, family crises, financial strains, and impoverishment.  
 
Certain risk factors indicate particular vulnerability during transition. Research has 
identified subsets of elders at particular risk during the transition from hospital to home, 
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including people with multiple medical problems, functional deficits, cognitive impairment, 
emotional problems, and poor general health behaviors (Naylor, 2004). Specific risk factors for 
poor discharge outcomes include: age 80 years and older, inadequate support system (lives alone; 
family members unable to provide adequate care), multiple, chronic health problems, history of 
depression, moderate to severe functional impairment, multiple hospitalizations during the prior 
six months, hospitalization in the past 30 days, fair or poor self-rating of health, or history of 
non-adherence to therapeutic regimen (Naylor and McCauley, 1999).  
 
Functional status is a particularly important risk factor for poor outcomes. 
Because there are often substantial decreases in functional status for elders during a 
hospitalization for an acute illness (Mahoney et al., 2000), one of the primary tasks during the 
post-hospital period is to improve function, with the goal of recovering function that was lost 
because of acute illness or iatrogenic complications of hospitalization (those problems related to 
errors on the part of health care providers). Decline in function in activities of daily living 
(ADLs) occurs in one-third of hospitalized elders and frequently heralds an end to independent 
living. One study found that 41% of patients who had lost ADL function had not recovered to 
their pre-hospital baselines by three months after discharge (Sager et al., 1996). In addition, 
change in functional status is associated with higher mortality, as are elders’ perceptions that 
their basic needs are unmet (Blazer et al., 2005). Thus it is plausible that elders who experience a 
change in functional status, and who also perceive their new needs are unmet, are more likely to 
die. 
 
Results of the California Statewide Survey of Caregivers (Scharlach et al., 2003), showed that 
care recipients with mental health, emotional, or behavioral problems were more likely, 
compared with all other care recipients, to reside in a board and care home, group home, or 
assisted living facility, and fewer resided with their spouses. Some of these issues are partially 
addressed in the section of the literature reviewed below on the impact on caregivers. However, 
despite their apparent importance for community level functioning and care, these important risk 
factors and outcomes are seldom measured in the transition literature. 
 
 
Culturally Appropriate Services 
Minority elders may have lower rates of service use despite functional limitations. 
Few Taiwanese seniors in one study used home health services despite the fact that 16% 
indicated that they had difficulties with three or more activities of daily living (ADLs) or 
instrumental activities of daily living (IADLs). In this study, lower use of services was 
influenced by fewer years post-migration, living alone, and preferring services by professionals 
of the same cultural backgrounds (Kuo and Torres-Gil, 2001). In another study of intention to 
use services, White elders were more likely to state an intention to use long-term care than were 
Japanese-American seniors (McCormick et al., 2002). A third study, of San Francisco Hispanic 
seniors, also documented the lower availability of culturally appropriate services and the lower 
use of several programs, including cash assistance to Medi-Cal, in-home support services, public 
housing, home-delivered meals, and social worker services (Osácar, 2004).  
 
On the other hand, a comparative study of Puerto Rican, African American, and White elders 
over 60 found few differences in types of care used or sources of care (formal versus informal 
care) after controlling for other factors (Tennstedt et al., 1998). Extent of disability was the most 
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consistent predictor of using specific types of care, followed by the gender of the caregiver. 
Being disabled and having a female caregiver predicted more use of different types of help. All 
elders reported using informal care; generally, ethnicity was not related to the amount of 
informal care received (Tennstedt et al.,1998). However, a study of African American and White 
patients and caregivers post-hospitalization found that African Americans reported more unmet 
needs and that Whites were more likely to report use of formal caregiving (Chadiha et al., 1995).  
 
 
Supported Discharge Planning 
 
Despite the large number of elders using post-acute and long-term care services, there is little 
information about the health impact of transitions among different care settings. The complexity 
of care now being provided at home mandates improved pre-discharge planning, post-discharge 
continuity, and follow-up support for both care recipients and caregivers. Such supported 
discharge expands opportunities for interactions with patients and family caregivers. 
 
There are many unmet needs in the hospital-to-home transition. At least one-third of all 
patients and caregivers report substantial unmet needs (e.g., specific needs such as 
transportation) and high levels of dissatisfaction with the transitional process (Naylor et al., 
2004). Estimates indicate that between 20–40% of discharge plans are deficient (LeClerc et al., 
2002). Another study by Latimer and Mezey (2001) showed that only 25% of caregivers reported 
feeling included in discharge planning; 75% reported receiving no teaching or discharge 
planning during the patients’ hospitalization. There is often a discrepancy between the needs 
anticipated and planned for in the hospital and the person’s actual needs on returning home. 
Several reasons have been proposed to explain this discrepancy, including lack of patient/family 
involvement and too exclusive a focus on education in such areas as diet, physical activity, 
treatments, and medications. Little research to date has examined the nature of other issues 
relevant to the post-hospitalization experience of elders, such as functional status of the patient, 
the home environment (e.g., are there stairs in the home?), mental health, and caregivers’ needs. 
To complicate matters, patients themselves may not be able to anticipate their needs at home 
while still in the hospital.  
 
Materials provided to family members at discharge also need more assessment. The average 
Californian reads at a 7th grade level (Calderon and Beltran, 2005). However, in two studies of 
discharge materials from emergency departments, readability was estimated at the 9th–11th grade 
reading level (Hayes, 2000; Spandorfer et al., 1995). Roughly 50% of U.S. adults (and 80% of 
adults over age 65) who read below this level (Kirsch et al., 1993) would likely be unable to 
understand these materials. 
 
Complex care needs and other vulnerabilities require comprehensive assessment. Top 
discharge categories from short-stay hospitals for persons 65 and older include cardiovascular 
diseases (with heart disease the top discharge diagnosis), respiratory diseases (including 
pneumonia), digestive diseases, and injuries (Hall and DeFrances, 2003).  
 
Each year, more than 12 million hospital discharge referral decisions are made for Medicare 
recipients (Bowles et al., 2002). These discharge planning and referral decisions require time and 
skill to make careful, comprehensive assessments that adequately determine patients’ present 
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needs, anticipate future needs, make appropriate decisions, and coordinate follow-up care 
(Bowles et al., 2002).  
 
However, today’s cost-conscious health care climate may not be conducive to such careful 
consideration. Shortened hospital stays, inconsistent assessment criteria, and varying levels of 
expertise and risk tolerance in decision-making may result in the discharge of vulnerable elders 
without adequate follow-up care. In addition, patients are often discharged before the full effect 
of treatment is evident, and before the patient and family fully understand the illness or the 
treatment plan or before the patient can assume self-care (Bowles et al., 2002). Bowles (2000) 
has called these the “vulnerable links” in hospital-to-home transition. 
 
Involvement in supported discharge planning seems to improve caregivers’ own outcomes. 
Some research shows that caregivers who report more involvement in planning also reported 
better health and more acceptance of the caregiving role. For oncology patients, increased levels 
of preparedness were associated with decreased levels of perceived caregiver burden over time 
(Scherbring, 2002).  
 
Needs often change during transitions. A study of the needs of family caregivers of frail elders 
during transition from hospital to home found that caregivers reported one set of needs upon 
initial discharge, but that these needs often changed during the transition (Shyu, 2000). Research 
has also shown that, at both admission and discharge, agreement was insufficient between 
caregivers and nurses regarding what caregivers needed to do for older family members who 
needed ongoing home care (Bowman et al., 1998).  
 
Supported discharge reduces rehospitalization. A systematic review of randomized controlled 
trials of the effects of supported discharge after an acute admission in elders with a variety of 
clinical problems found that the proportion of those who are able to remain in their homes 6–12 
months after admission is greater with supported discharge (Hyde et al., 2000). This type of 
intervention was consistently associated with a reduction in admission to long-term care over the 
same period, without apparent increases in mortality. The review showed uncertainty about the 
effect of supported discharge on rehospitalization, and there were no rigorous research data on 
functional status, patient satisfaction, and caregiver satisfaction with this type of supported 
discharge. However, transitional care targeting congestive heart failure (which accounts for the 
highest number of annual hospital discharges within the cardiovascular category) has been 
studied extensively by Naylor and other researchers. Several randomized controlled trials support 
the finding that an intensive advanced practice nursing intervention reduces the number of 
rehospitalizations and decreases health care costs overall for these seniors (Naylor et al., 1999; 
Naylor et al., 2004). Similarly, multidisciplinary management strategies reduced heart failure 
hospitalizations, and those that included specialized team follow-up reduced mortality as well 
(McAlister et al., 2004). Mittelman et al. (1993) found that providing caregivers with individual 
and family counseling and support groups resulted in delayed institutionalization.  
 
Supported discharge makes a difference. Evidence is increasing that discharge planning that is 
innovative, comprehensive, involves caregivers, and includes home follow-up eases transitions 
and improves outcomes for elders (Latimer and Mezey, 2001; United Hospital Fund (UHF), 
2004; Naylor et al., 2004; Naylor, 2004). Discharge planning and training of informal caregivers 
in delivery of home-based care are general interventions aimed at making the transition to home 
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successful for both the care recipient and the caregiver. However, research indicates that these 
interventions are not usually sufficiently integrated as part of a comprehensive system of care to 
ensure good transitions for elders and their caregivers.  
 
 
Formal Home Care Services  
Research indicates that most hospital-based planning is not sufficient to address the complex 
situations that many elderly patients and their caregivers face after a hospitalization. Formal 
home care, such as that provided by visiting nurses, physical therapists, IHSS or other paid 
caregivers, is often needed.  
 
Multiple risk factors (living alone, having dementia, having multiple chronic conditions) justify 
the referral for home follow-up care after hospital discharge. Yet, often patients discharged 
without home care have unmet discharge needs that may have benefited from a home care 
referral.  
 
The decision to refer for home care should be an integral part of the discharge process. 
While many factors could justify the need for home follow-up after hospital discharge, little is 
known about factors associated with this need (Narsavage and Naylor, 2000). In a convenience 
sample of 145 participants hospitalized at least 48 hours for a medical or surgical condition, 36 
were referred for home care (Prescott et al., 1995). Prescott and colleagues (1995) found that 
home care referrals were more common in patients who were older and had longer hospital stays, 
more diagnoses, previous hospital admissions, higher levels of dependency, and lower levels of 
physical functioning, social support, and readiness for self care. This study also found that older 
patients who need referrals, but do not get them, are at higher risk for poor outcomes. Non-
referred patients (almost 26% of the sample) had lower intent to adhere, less social support, and a 
longer hospital stay (Prescott et al., 1995).  
 
In their review of the literature, Narsavage and Naylor (2000) identified the following list of 
factors that may be related to the amount and type of home care received after discharge: 
functional limitations, cognitive impairment, medical diagnoses, age, length of stay, number of 
co-morbid conditions, previous hospital admissions, complex medication regimens, use of 
oxygen, and functional deficits (Narsavage and Naylor, 2000). The risk factor model used by 
Narsavage and Naylor (2000) for their secondary analysis of 159 adults over age 65 with heart 
failure and/or chronic obstructive pulmonary disease (COPD) was able to correctly classify 76 
patients who received referrals for home care using four risk factors—dual diagnosis of COPD 
and heart failure, not being married, need for a home health aide, and having a hospital stay 
longer than six days. Fifteen patients who were predicted not to need home care were observed 
to have received it. However, there were 19 patients for whom the model predicted home care 
needs who did not receive home care. These findings raise questions about what other factors 
influence clinicians’ decisions to refer for home care and the effects of these decisions on patient 
outcomes. 
 
An additional study compared the characteristics of hospitalized older adults who were not 
referred for home care to those who were referred (Bowles et al., 2002). Nurses with expertise in 
discharge planning and transitional care (but blind to the actual decision) reviewed the care 
records and made a referral decision. The study found that those patients who did receive home 
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care referrals were older, had a longer hospitalization, rated their own health as fair or poor, and 
had worse functional status. However, the transitional care nurses judged that 96 of 99 of the 
patients discharged without home care had unmet discharge needs that may have benefited from 
a home care referral.  
  
Users of formal home care services often also have an informal caregiver. According to data 
from the National Home and Hospice Care Surveys (conducted in 2000, 1998, and 1996), most 
current home health care users have a primary caregiver, and most live with that primary 
caregiver.  The primary caregiver is most often the spouse or child/child-in-law of the patient.  
Seventy to seventy-two percent of current home care patients were 65 years of age or older, 
depending on the year of the survey.  Medicare was the primary payment source, followed by 
Medicaid and private sources.  The most prevalent diagnoses at admission to home health care 
were heart disease, diabetes, cerebrovascular disease, chronic pulmonary disease, malignant 
neoplasm, congestive heart failure, osteoarthritis and related conditions, fractures, and 
hypertension (Dwyer, 2005; Haupt and Jones, 1999).  
 
Services may be under-used because of the fragmented payment and delivery systems. 
Many research studies of care after hospitalization are divided into care delivery categories 
(skilled, rehabilitative, supportive, long-term, and hospice) that reflect payment streams. There 
are many studies of practice variations, service utilization rates, and types of cases among home 
health care patients (Brega et al., 2003; Jenkins, 2003; Chernew et al., 2001; Langa et al., 2002; 
Elias et al., 2000). The levels of utilization of home services changed dramatically after 
Medicare payment changed following passage of the Balanced Budget Act of 1997 (Murtaugh et 
al., 2003; Murkofsky et al., 2003).  
 
While our literature review focused on the transition from hospital-to-home care, it is important 
to compare outcomes for home care with outcomes for nursing facility or rehabilitation sites, 
which are other post-hospitalization options. In one study, five different types of illness 
associated with post-hospital care—stroke, COPD, congestive heart failure, hip procedures and 
hip fractures—were studied to determine the costs and benefits associated with discharge to the 
different types of care (Kane et al., 2000). In addition, the study estimated patient functional 
outcomes for each potential type of care. Optimal discharge locations were determined to be 
those that produced the greatest improvement in function after adjusting for patients’ baseline 
characteristics. In general, patients discharged to nursing homes fared worst and those sent home 
with home health care or to rehabilitation did best. Because the cost of rehabilitation is high, the 
authors recommended that greater use of home care could result in improved outcomes at modest 
or no additional cost. The authors concluded that better decisions about where to discharge 
patients could improve the course of many patients, and that it is possible to save money by 
making wiser discharge planning decisions. 
 
The post-acute use of formal home care services differs across racial and ethnic groups. 
Differing health insurance products, different values placed on family caregiving, and 
differential access to specific services all have an impact on use of services. A review of 20 years 
of articles on race, ethnicity, and culture in caregiving demonstrated differences in caregiving 
patterns (Dilworth-Anderson et al., 2002). In particular, care recipient-caregiver relationships 
were more diverse for minorities (e.g., caregivers were less likely to be children or spouses of 
care recipients) and informal social support was more diverse (including friends, neighbors, 
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cousins, etc.) for African American than for White caregivers. A majority of the articles 
examined indicated that minority caregivers had a more diverse set of extended helpers. Despite 
this, one study found that they were no more likely to report more social support and often 
expressed higher needs for formal services (Dilworth-Anderson et al., 2002).  
 
 

Family Caregiver Needs  
The needs of post-acute care patients present daunting challenges for family caregivers, 
especially for those caring for the “oldest old” with multiple chronic illnesses and limited 
functional abilities. While there is increasing information about caregivers’ general experiences 
from national (National Alliance for Caregiving (NAC)/AARP, 2004) and statewide (Scharlach 
et al., 2003) surveys and from studies of patients with specific medical conditions (e.g., 
Alzheimer’s Disease), little is known about the general “distribution” of caregivers’ needs with 
regard to newly discharged hospital patients.  
 
Interviews conducted with patients age 80 and older (1,266) and their primary caregivers (463) 
during a hospitalization at one of four medical centers across the country provide some data on 
the health and functioning of patients and caregivers at hospital admission (Desbiens et al., 
2001). Of the caregivers, 69% were women, 47% lived with the patient, and 21% rated their own 
health as fair or poor. One quarter of caregivers reported having spent eight or more hours per 
day caring for the patient in the two weeks prior to admission. Most said they had few or no 
persons inside or outside the home who could help them care for the patient. Caregiver stress 
was greater for women who spent more than eight hours each day caring for their care recipients, 
and much greater for caregivers who identified themselves as being in poor health. While most 
caregivers were not seriously stressed by caring for their older relatives, 25% of caregivers had 
depression scores of 15 or greater, levels that are associated with clinical depression or anxiety. 
 
Caregivers providing care to those with multiple physical problems reported more stress. 
The California Statewide Survey of Caregivers (Scharlach et al., 2003) examined one group of 
caregivers who appear to be similar to those caring for post-acute patients: those caring for a 
person with more than two physical health problems. Out of the 1,643 respondents to the CSSC 
survey, 56% indicated that they cared for a person with more than two of the physical health 
problems listed on the survey. These individuals spent significantly more time in an average 
week providing help than did caregivers assisting people with fewer physical problems. They 
were also more likely to seek help in order to access community services and more likely to 
report missing work in the past two weeks. 
 
Further, caregivers providing care to elders with multiple physical problems were significantly 
more likely to indicate that caregiving is a financial hardship, a physical strain, and emotionally 
stressful. They were less likely to report being in excellent or very good health. The detrimental 
effects of spousal caregiving on health outcomes generally increased over time. In a recent study, 
those caregivers who moved into heavy caregiving (helping with ADLs) tended to have more 
symptoms of depression and poorer self-reported health (Burton et al., 2003). 
 
Caregivers risk poor health themselves. One limited study assessed the health of family 
caregivers (n=51) immediately upon a care recipient’s discharge (Bradley, 2003). The study 
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found that the average age of caregivers was 75 years (S.D.=6.09), most were female (67%), and 
most were caring for spouses (82%). They spent an average of 13 hours per day caregiving. 
About half reported poor or fair health, with 33% reporting a decline in health over the previous 
six months. Unmet health needs for caregivers included the need for blood pressure monitoring, 
mammograms, PAP smears, and prostate examinations. Referrals to other health care providers 
or community agencies were needed by 78% of the assessed caregivers, 78% needed education 
in caring for their own health, and 24% needed home health services themselves (Bradley, 2003). 
 
Minority caregivers had more intense caregiving responsibilities and used fewer formal 
services. Consistent with other literature we have reviewed to date, in addition to the greater 
likelihood of caring for children as well as elders, Latino and African American caregivers 
reported spending more hours each week providing care to elderly family members. The fact that 
a high proportion of African American caregivers reported their health as “poor” raises serious 
concern for the well-being of caregivers in situations with demanding roles (Giunta et al., 2005). 
In addition, it raises concern for the ability of such caregivers to adequately care for a family 
member. 
 
Although California has many services for caregivers, caregivers often lack the ability to 
access these services. California has a well-established array of available resources for 
caregivers, offered through a broad range of public, not-for-profit, and private service providers, 
including religious, social, and health care organizations.  
 
The support services most likely to be available for caregivers include information, counseling, 
and referrals provided through the Caregiver Resource Centers; daytime respite offered through 
Adult Day Health Programs; and community social service programs provided through caregiver 
support groups, senior centers, and faith-based organizations (Whittier et al., 2005).  
 
Caregivers are most likely to turn to health care providers (especially for education, information, 
and counseling), followed by Area Agencies on Aging (AAAs) and other public entities (for 
financial advice and information about services), residential care providers (for overnight and in-
home respite), professionals (for legal and financial advice), other agencies and community-
based organizations (for information about services), and religious organizations (for pastoral 
counseling and peer group support).  
 
Osácar (2004) found that access to and utilization of services for caregivers and care recipients 
varied by ethnicity. White non-Hispanic and African American caregivers are about twice as 
likely to use formal services as are Hispanics, Asian Americans and Pacific Islanders, even 
though California has been identified as a state whose programs represent a best practice in 
caregiver support (Feinberg et al., 2002), and 70% of California caregivers reported in the CSSC 
(Scharlach et al., 2003) that they received one or more support services from a community 
agency or other formal service provider. The reasons often given for not using desired services 
were the lack of information about services, lack of available services, cost of services, 
reluctance of the care recipient to accept help, and poor quality of services. In addition, major 
service gaps exist in areas such as linguistically and culturally appropriate caregiving 
information and services; transportation; emergency, overnight and weekend respite; financial 
assistance; and care in rural areas (Whittier et al., 2005). 
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Informal caregivers often feel unprepared. From focus group research, the United Hospital 
Fund (UHF) found that family caregivers often felt unprepared for their tasks and felt that 
hospital staff failed to adequately support and prepare them technically and emotionally for what 
to expect after discharge, leaving them confused and uninformed (UHF, 1998). In addition, some 
caregivers had their own health problems, which affected their role as caregivers. Caregivers 
reported that hospital staff rarely referred them to community-based agencies for support. In a 
review of seven papers on the informational needs of caregivers of terminally ill patients, the 
authors identified three key unmet needs: 1) information on the patient’s illness, treatment and 
side effects; 2) information on physical caregiving methods, including a focus on maintaining 
independence; and 3) information on community resources, including where to find home-based 
services and financial help (Thielemann, 2000). 
 
 
Caregivers for Elders with Specific Conditions 
Several studies have examined the experiences of caregivers of patients with specific medical 
conditions and chronic diseases, including cancer (Carter, 2001; Haley, 2003; Redinbaugh et al., 
2003; Scherbring, 2002; Yurk et al., 2002; Nikoletti et al., 2003), stroke (King et al., 2001), and 
Alzheimer’s Disease (Markowitzet al., 2003), demonstrating that certain conditions may be more 
difficult for informal caregivers to manage than others. 
 
Alzheimer’s Disease and Dementias 
 
Dementia affects some 5% of the population aged 65 and over, rising to 20% of the population 
aged 80 and over. Alzheimer’s Disease (AD) is a type of dementia that involves global 
impairment of intellectual function and self-care skills, and deterioration in personality and 
behavior (Kneebone and Martin, 2003). Based on prevalence data and rates of 
institutionalization, rough estimates suggest that up to 50% of people with dementia live in the 
community (Kneebone and Martin, 2003). The majority of these are likely to depend on an 
informal caregiver, usually a close family member. The NAC/AARP survey (2004) shows that 
25% of U.S. households are caring for a relative or friend 50 years or older. About 22% of these 
caregiving households reported caring for someone with AD.  
 
Interventions 

Although caring for a sick or frail relative usually exacts a personal and family toll, there are 
unique circumstances and pressures affecting caregivers of people with dementia. A great deal of 
care for dementia patients is provided in the home by family members and in the community. 
Studies examining the differences between dementia and non-dementia caregiving show that 
dementia caregiving is generally more demanding and requires more hours per week (Ory et al., 
1999). In addition, work disruptions, mental and physical health problems, family conflict, and 
caregiver strain were significantly greater in the dementia than non-dementia caregivers. Cohen 
(2000) effectively describes the problems facing dementia caregivers as “watching the 
progressive, unrelenting loss of self and the painful death of the mind, managing difficult 
behavioral problems, the lack of certainty about an unpredictable and uncontrollable future and 
the constant vigilance to ensure safety and well-being that affect even the most resourceful 
families and family caregivers.” 
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Caregivers of people with AD have important roles in helping to manage chronic diseases as 
well as the everyday needs of AD patients. A high proportion of those with AD also have other 
serious chronic conditions. In one study it was found that 20% had diabetes, 25% had congestive 
heart failure, and 30% had coronary artery disease (Newcomer et al., 2001).  
 
A random sample of AD patients in one study found that 70% had died or become nursing home 
residents within three years of enrollment into the study (Newcomer et al., 2001). AD patients 
are the single largest group to use long-term care and residential care (Newcomer et al., 2001). 
There is some evidence that there are high expenditure rates for AD patients related to 
hospitalization and rehospitalization prior to admission into a nursing home. This suggests 
unsuccessful attempts to treat or control underlying chronic conditions, as well as acute events 
(heart attack, injuries). Newcomer et al. (2001) indicated that little is known about the portion of 
expenditures for AD patients that can be attributed to routine management, new conditions, crisis 
intervention, or terminal care. In addition, little research has been published on such basic issues 
as the rate of hospitalization and the procedures received during the last months of life for 
persons with dementia. More information is needed to identify the end stages of AD. Such 
information is important for developing palliative or hospice care plans for those with AD. 
 
Newcomer and colleagues (2001) have identified several research issues to better understand the 
health and long-term care needs of people with dementia and the medical management of their 
other chronic health conditions, including identification of: (1) basic service use patterns, (2) risk 
factors for negative outcomes, and (3) clinical and other interventions to improve outcomes.  
 
Cardiovascular Diseases 
 
There are a number of cardiovascular conditions that require post-hospital care, some of which 
result in chronic disability or caregiving needs and some of which are amenable to a program of 
rehabilitation. The condition that causes the most hospitalizations annually is congestive heart 
failure, which is responsible for about 900,000 hospitalizations nationally and over 6 million 
hospital days per year (Silver et al., 2004). Elders with heart failure have the highest 
rehospitalization rate of all adult patient groups, with estimated annual total direct health care 
expenditures exceeding $24.3 billion (Naylor et al., 2004). This patient group is representative of 
the growing cohort of those living longer with chronic health problems. Like many chronically 
ill elders, these patients typically have multiple co-morbid medical conditions, numerous 
disabling symptoms, complex medication regimens, and limited self-management skills. This 
group is also representative of those negatively affected by breakdowns in care during multiple 
transitions from hospital to home. These breakdowns affect patients’ quality of life and consume 
substantial health care resources. 
 
One study of 128 patient-caregiver pairs showed that 44% of the patients were readmitted to the 
hospital within three months. Readmission was predicted by the combined effects of severity of 
cardiac illness and functional status. Informal caregivers of patients with heart failure often 
assume many care duties. Among heart failure caregivers, the interaction of caregiver stress and 
depression were significant predictors of hospital readmission (Schwarz and Elman, 2003). 
Interventions targeting this condition are described and summarized in our intervention section 
below. While heart failure management tends to be pharmacologic, there are a number of case 
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management, family education, and emerging remote care strategies that decrease 
rehospitalization. 
 
Coronary heart disease, on the other hand, is frequently managed with surgical or interventional 
strategies. One cardiovascular procedure—coronary artery bypass graft (CABG) surgery—has 
been examined extensively. CABG was at the forefront of the evaluation of hospital length-of-
stay and hospital readmission rates in response to prospective payment and managed care 
policies. Over 300,000 CABG procedures are done annually. Bohmer and colleagues (2002) 
found that in Massachusetts between 1993 and 1996, the post-operative length of stay decreased 
(7.4 to 6 days) but the 30-day readmission rate (17.7%) did not increase. Discharge to 
rehabilitation hospitals and skilled nursing facilities rose significantly (from 11.7% to 23.8%), 
and especially in the Medicare population (from 17.2% to 38.5%), indicating that some post-
operative care was shifted to lower acuity settings. In this study, mortality rates in the 30 days 
after discharge remained constant. Other studies also have found increased use of outpatient 
nursing services and an increase in discharges to extended care facilities (Lazar et al., 2001). 
Patients have indicated a need for information on what to expect during recovery, activity 
restrictions, timing for activity resumption, incision care, and medications (Moore and Dolansky, 
2001).  
 
Stroke  
 
Approximately 700,000 people experience a new or recurrent stroke each year and most return 
home in the care of a family member, often with residual loss of function. The abrupt onset of 
stroke often creates a crisis for stroke survivors and their caregivers, with high rates of caregiver 
distress and patient depression (King et al., 2001). Caregivers of stroke patients also reported a 
lack of continuity in health services when patients are moved from the rehabilitation setting to a 
home or community setting (O’Connell et al., 2003). 
 
Studies have shown that depression rates for caregivers range from 20% to 42% during the first 3 
months after stroke. Depression at 3 months is a strong predictor of depression 6 and 12 months 
later and has been shown to be inversely related to successful long-term caregiving of the stroke 
survivor. Other caregiver distresses include anxiety, burden, decreased family functioning, and 
poor health. Greater stroke severity has been correlated with higher levels of caregiver 
depression in the first months after stroke onset. One study showed that the risk for depressive 
behavior among caregivers increased by 5% for each additional unit increase in burden on the 
burden scale used (Grant et al., 2004).  
   
As might be expected, better family functioning was associated with successful home care. 
Conversely, lower self-appraisal of caregiving abilities and lower satisfaction with social 
networks predicted depression in caregivers. Caregiver health indicators show that 21% to 22% 
of caregivers had poor or fair self-health ratings. There was also a 16% rate of new or 
exacerbated health conditions for caregivers at 6–10 weeks following the care recipient’s stroke. 
Caregivers who engaged in avoidance and cautious coping strategies were significantly more 
depressed 6–10 weeks later. The findings indicated that managing multiple roles and maintaining 
emotional equilibrium were the most difficult adaptive tasks for the caregiver. Psycho-
educational treatments designed to improve problem solving or to increase levels of pleasant 
events have reduced depression in caregivers of frail elders and also may help stroke caregivers 
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to manage stress (Grant et al., 2004); similarly, psycho-educational support for better coping 
strategies decreased depression measures for caregivers enrolled in a health education program 
for caregivers, compared with a usual care group (Toseland et al., 2004). 
 
In one study of written materials designed for stroke survivors and their caregivers, the mean 
readability level of materials was 9th grade, which was higher than the 7th–8th grade mean reading 
level of the individuals enrolled in the study. Fifty-three written educational materials were 
scored for readability and then given to participants to score on ease of reading. Participants 
ranked materials written at the 7th grade reading level highest and materials written at the 11th 
grade reading level lowest (Eames et al., 2003). More than 75% of participants said their 
information needs were not met during hospitalization. In another exploratory study, caregivers 
of stroke patients noted a lack of both written and verbal communication while patients were in 
acute care settings (both the emergency department and in-patient settings) (O’Connell et al., 
2003).  
 
Hip Fracture and Other Acute Events 
 
One study of informal caregivers of family members discharged from the hospital after a hip 
fracture or stroke showed that 39% had no caregiving experience with the patient before the 
hospitalization (Kaneet al., 1999). At discharge the patients had significant impairments: 84% 
needed help with three or more ADLs and 23% had four or more errors on the Mental Status 
Exam, suggesting at least mild cognitive impairment. Although 51% of discharges from the 
hospital were to nursing or rehabilitation facilities, by six weeks post-hospitalization, 80% were 
living in the community. For patients discharged to the community, caregivers spent a median of 
28 hours per week providing care at two weeks after discharge. This dropped to a median of 12 
hours per week at six weeks. Caregivers performed a large variety of ADLs, IADLs, and other 
care tasks. The number of such tasks dropped off at 6 and 12 months.  
 
The results from Kane and her colleagues (1999) also show that rehabilitation hospital stays are 
high in the first six weeks and then drop off to none in subsequent periods. On the other hand, 
nursing home stays are higher during the first six weeks and then stabilize at 16% during the 
remaining periods. Given that over 80% of the care recipients were not institutionalized for most 
of the 12 months, the extent of community services used was surprisingly low. About 50% of the 
patients used only one or two formal services and those were used only during the first weeks 
following discharge. The most common types of formal services were physical therapy and 
homemaker/personal care services provided by home health agencies. After six weeks, the 
largest group with services (24% of the sample) was receiving only one community service, 
typically homemaker/personal care from a home health agency (12%) and chore services (17%). 
Services that might be of particular help to the caregiver, such as case management, day care, 
meals, training, and respite care, were received in only about 0.5% to 5.0% of the cases, 
depending on type of service, although this outcome was not reported. 
 
This study also indicated that experienced caregivers dealing with a chronic situation were more 
likely to perceive the difficulties involved in providing care (Kane et al., 1999). These 
difficulties and frustrations included: restrictions on their time and activities, managing the older 
person’s behavior, and dealing with the overall stress of the situation. New caregivers more often 
mentioned problems managing the older person’s affective state and adjusting to the changing 
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relationship. Overall, caregivers often mentioned the frustration of managing their own stress and 
dealing with the care recipient’s negative affect. The care tasks mentioned included personal care 
skills (26%), medical-technical skills (29%), and learning about services (14%). 
 
Arthritis 
 
Older adults with arthritis are significantly more likely to have a physician visit, be admitted to a 
hospital, receive home health care, and have out-of-pocket costs greater than $5,000 compared 
with contemporaries having similar demographics, co-morbid conditions, and economic 
resources, but not reporting arthritis (Dunlop et al., 2003). 
 
Parkinson’s Disease 
 
Studies of caregivers of these patients are scarce, yet these caregivers are vulnerable because of 
the progressive course of the disease. Caap-Ahlgren and Dehlin (2002), in their study of 65 
Parkinson’s disease patient/ caregiver pairs, found that the most important variables for caregiver 
burden were patient functional status and caregiver depressive symptoms. 
 
Diabetes 
 
Little is known about the amount of time spent by family caregivers providing help to elderly 
individuals with diabetes mellitus (DM). The disease is frequently accompanied by both macro 
and microvascular disease that may lead to heart disease, kidney disease, blindness, limb 
amputation, neuropathy, and accompanying impairment of ADLs. One study using data from the 
1993 Asset and Health Dynamics Among the Oldest Old Study, a nationally representative 
survey of people aged 70 or older (N= 7,443), showed that diabetes imposes a substantial burden 
on elderly individuals, their families, and society, both through increased rates of disability and 
the time that informal caregivers spend helping address the functional limitations associated with 
disability (Langa et al., 2002). Elderly non-insulin-dependent diabetics are much more likely to 
follow a strict care regimen when family members are involved in their daily routine and medical 
visits (Silliman et al., 1996).  
 
Depression 
 
Depression among older adults is very common but is often unrecognized; seniors with 
depression are often under-treated. Late-life depression is associated with disability, reduced 
quality of life, mortality, and high health care costs. Depressed older adults frequently have co-
morbid medical conditions and cognitive impairment (such as Alzheimer’s Disease). This makes 
the diagnosis of depression more complex, and treatment of depression can be complicated by 
those same conditions. Little is known about the mental health needs of geriatric patients 
receiving services in their homes (Bruce et al., 2002). Geriatric major depression was twice as 
common in patients receiving home care as a similar group of patients receiving care in a 
primary care setting. In one study of home health patients, 14% of them were diagnosed with 
major depression. Most of these patients were experiencing their first episode of depression 
which had lasted more than two months. Of the 14% home health group who had a diagnosis 
made, only 22% were receiving appropriate medical therapy, and none were receiving 
psychotherapy. Of the 22% who were getting medical therapy, 31% were on too low a dose of 
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anti-depressants, and even many of those with appropriately prescribed doses reported non-
compliance with medications (Bruce et al., 2002). 
 
In one study of 403 new home health care patients, 24% were found to have either major or 
minor depression (Brown et al., 2003). Home health care nurses correctly identified the level of 
depression in only 45% of patients who were depressed and 75% of those who were not 
depressed. Nurses who had more geriatric nursing experience were more likely to correctly 
identify depression, suggesting more training of professionals might be of help. Inaccuracy in 
assessment of depression by home health care nurses is a significant barrier to treatment in the 
elderly homebound population (Brown et al., 2003). The poor medical and functional status of 
these patients and the complex organizational structure of home health care pose a challenge for 
determining safe and effective strategies for treating depressed elderly home care patients. 
 
 
Hospice Care  
One service that families and discharge planners may not anticipate at the end of a 
hospitalization is hospice care. Hospice care encompasses palliative and supportive services 
providing physical, psychological, social and spiritual care for dying or terminally ill persons. 
These services are also provided to caregivers and other family members. Hospice care is 
provided in a hospital, hospice center, or, increasingly, at home (Haupt, 2003). Home health 
agencies often provide hospice care as well as home health care, but hospices generally provide 
only hospice care. Medicare has provided a hospice benefit for over 20 years, and as such this 
service is probably more accessible to older adults than many other adults who are not covered 
by Medicare. Hospice care represents a well-studied type of home care that may have 
applications as a model for improved home care for persons with challenging care needs. While 
cancer care and hospice are not synonymous, there is enough overlap in the literature that we 
address these areas together in this section. 
 
National hospice care data show that patient discharges into home or inpatient hospice care for 
the year 2000 totaled 621,100. Hospice patients were predominantly elderly, White, lived in a 
private or semi-private residence with a caregiver to whom they were related, and died while in 
hospice care. The primary source of payment was Medicare. Most patients received three or 
more services, were seen by three or more providers, received help with at least one ADL from 
hospice, were incontinent, and had mobility limitations (Haupt, 2003).  
 
Recent research shows many positive results for hospice. Patients who received hospice and 
pain control services stayed at home longer, were more likely to die at home, had fewer 
symptoms, and had less discomfort than patients dying in other settings (Volicer et al., 2003). 
Patients and caregivers alike value the inclusiveness in decisions and the pain and symptom 
management that hospice services offer (Steinhauser et al., 2000). Studies have also 
demonstrated that those who received hospice care were very satisfied with their care. The 
hospice philosophy supports the family’s involvement in providing and receiving hospice care, 
and studies indicate that the needs of patients’ families are generally being met (Haupt, 2003). 
However, the fact that use is not equal across different ethnic groups suggests more work is 
needed to make hospice services culturally acceptable to African American and Latino families 
(Colón and Lyke, 2003).  
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Hospice now serves patients with a wider range of illnesses, and many patients need both 
acute and palliative care. Cancer patients have traditionally used more hospice benefits because 
it is relatively easier to determine prognosis for many cancer diagnoses than for other conditions, 
such as congestive heart failure or chronic obstructive lung disease, which also often result in 
slow declines and rehospitalization. However, the percentage of hospice patients with a primary 
diagnosis of malignant neoplasm has been steadily declining, from 75% of hospice cases in 1992 
to 58% in 2000. The percent of hospice cases with non-cancer diagnoses has risen and includes 
more chronic, but equally fatal, conditions such as heart disease, dementias, cerebrovascular 
diseases and chronic obstructive lung disease (such as emphysema).  
 
We examined 15 studies exploring the caregiver experience associated with end-of-life/hospice 
care in the home. While many of these focused on patients with a cancer diagnosis, other studies 
examined the experiences of caregivers of dementia/Alzheimer’s Disease patients in hospice 
(Thompson, 2002; Hurley and Volicer, 2002; Volicer et al., 2003) and caregivers of patients with 
other diagnoses (Stuart et al., 2003). The increase in use of hospice care for non-cancer patients 
requires a greater understanding of the needs of these populations.  
 
Medicare lacks flexibility in funding for simultaneous chronic and acute home care. Home 
care under Medicare is designed to be episodic; it must be restorative in nature and provided only 
to patients who are homebound, need skilled nursing services, and are expected to survive. The 
Medicare Hospice Benefit imposes a prognosis-based eligibility criterion. The result is that 
funding forces a choice between acute and palliative care (Stuart et al., 2003), when in actuality 
many patients need both types of care. 
 
Hospice referrals often come too late for maximum benefit. The recommended length of 
service use to obtain the maximum benefit from hospice is at least 30-60 days. However, 63% of 
hospice patients received care for less than 30 days (mean=47 days and median=16 days). 
Shorter lengths of service occurred for those who were living in institutions, did not receive help 
with ADL care from the hospice agency, had a higher level of mobility, and had a primary 
admission diagnosis of cerebrovascular disease. Of the non-institutionalized patients, those 
whose primary caregiver was a spouse had shorter lengths of service than those who were cared 
for by an adult child (Haupt, 2003). It has been suggested by one study that hospice use might 
decrease the higher mortality associated with being a caregiver spouse, especially among wives 
after the death of their husbands (Christakis and Iwashyna, 2003). 
 
Additional data from twenty-one hospice programs across seven states under ownership of one 
hospice parent provider also show problems with timely hospice service. Only 23% of patients 
received continuous hospice home care during the last week of life, and 34% died in an inpatient 
hospice bed. Also, the probability of dying in an inpatient hospice bed was substantially greater 
for patients referred from hospitals and those referred closer to time of death (Miller et al., 2003). 
 
Caring for a dying loved one can lead to mental and physical health problems. End-of-life 
caregiving is stressful and challenging for both formal and informal caregivers. Providing care 
for a dying loved one, even while receiving hospice services, is associated with higher levels of 
depression, anxiety, anger, and health problems among informal caregivers than by those who 
had not experienced the death of a loved one in the past two years. 
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 A recent study conducted in Oregon, where the vast majority of Medicare deaths occur in 
community rather than hospital settings, found that there were still unmet patient and 
family needs. A survey was conducted there with caregivers 2–5 months after patients’ 
deaths in a community setting (N=1,189). It found that most patients had advance 
directives (78%), were enrolled in hospice (64%), and had low overall symptom distress. 
However, distress (pain, dyspnea, constipation) was high for a subset of patients, and 
caregiver strain was common (Tilden et al., 2004); 

 End-of-life care is associated with deterioration in physical health and in social and 
occupational functioning of family caregivers (Chentsova-Dutton et al., 2000); 

 The specific patient symptoms caregivers find most distressing and difficult to manage 
are constipation, confusion, anorexia, lack of mobility, and loss of bladder control 
(Newton et al., 2002). Other major stressors experienced in end-of-life caregiving 
included unmet needs for help in patient care, household assistance and legal matters, 
inadequate communication with formal care providers, and inability to talk about 
religious and spiritual concerns with others; 

 Relationship problems between caregiver and patient, inadequate sleep, and inadequate 
information on the physical needs, symptoms, and medications needed by the patient may 
also contribute to hospice caregivers’ stress (Redinbaugh et al., 2003); and 

 Other resulting hardships experienced during end-of-life care include caregiver role 
overload, limited social networks, restricted daily activities and burnout (Goldstein et al., 
2004). 

 
Hospice providers have yet to meet the challenge of serving diverse populations. Hospice 
services are disproportionately utilized by Whites compared with other racial and ethnic groups. 
This disparity is increasing despite the growing body of literature that recommends making 
services more culturally sensitive and accessible to minority groups. Recommendations include 
increased outreach, improved understanding of cultural issues related to death and dying, 
improved communication with non-English speaking populations, and implementation of cross-
cultural training programs for hospice staff (Lyke and Colón, 2004). 
  
As the location of death increasingly shifts from hospital to community, there are unmet needs 
for both the family and the dying patient that will require new services and changes in health 
care policy. The goal of timely hospice care is not being met, and unnecessary transitions in and 
out of the hospital at the end of life are common. This situation may be a result of the prognosis-
based eligibility criteria for the Medicare Hospice benefit and is compounded by a general 
unwillingness of patients, caregivers and/or physicians to accept and discuss end-of-life care 
until the patient is very close to death. Families often struggle with decisions regarding the 
treatment of late-stage diseases, both terminal and chronic. They must understand and choose 
among degrees of intensive medical care, the withdrawal of invasive interventions, initiation of 
hospice, and treatment of a range of progressive medical conditions. The hospice philosophy of 
empowering the family and meeting their needs has potential applicability to improving post-
discharge care for patients who are not in hospice.  
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EMERGING INTERVENTIONS 
 
There are a number of well-proven interventions—hospice is a good example of a strategy that 
has now been institutionalized. However, new strategies are needed that address gaps in 
transitional care. This section summarizes recent peer-reviewed and evaluated interventions that 
address hospital-to-home transitions for elders and their caregivers. Examining these 
interventions as part of a longitudinal process rather than “episodic care” will be key for 
understanding the different points at which intervention might occur. Examination of new 
interventions for coordinating care, adaptations of interventions across regions, and tailoring 
approaches for different ethnic groups are also needed (UHF, 2004; Agency for Health Care 
Policy and Research, 2002). The pilot programs that we are studying in our local community 
research will also provide new strategies with potential for broader application. 
 
 
Interventions to Shorten Hospitalization 
 
Because hospital environments often feel onerous to patients and family members and 
hospitalization accounts for high health care cost and may be a source of danger for elders 
(Caplan et al., 2004), a variety of strategies to shorten hospitalization have been examined. 
Shorter lengths of stay and prevention of readmission and of emergency department visits are 
positive outcomes for interventions designed to minimize inpatient time. Early supported 
discharge, hospital-at-home, and other interventions utilizing outpatient treatment have been 
evaluated for risks and benefits to patients and their family caregivers. 
 
Early Supported Discharge 
 

One important intervention has been to discharge patients as soon as they are medically stable 
for discharge home and provide them with earlier supported care from a team of workers using 
coordinated services. A review of 10 controlled, evaluated studies examining early supported 
discharge found that intervention groups fared just as well as control groups receiving standard 
inpatient treatment. Five of the trials considered acute stroke patients; in the other studies, 
reasons for initial hospitalization included fractures, respiratory disease, and cardiovascular 
disease. These interventions took place in Australia, the United Kingdom, Norway, and Canada. 
Significantly, the functional and health outcomes for patients discharged early were no worse 
than for patients receiving the usual in-hospital care. Two studies showed physical health 
benefits for early-discharge patients (Bautz-Holter et al., 2002; Mayo et al., 2000) and other 
studies showed similar benefits for caregivers (Gunnell et al., 2000; Wilson et al., 2002). Several 
of the trial evaluations showed greater satisfaction (Askim et al., 2004; Bautz-Holter et al., 2002; 
Gunnell et al., 2000; Mayo et al., 2000; Ojoo et al., 2002; Wells et al., 2004; Wilson et al., 2002) 
and reduced burden or stress felt by patients and caregivers (Wells et al., 2004; Crotty, 2003).  
 
There were positive experiences reported for both patients and caregivers in early 
supported discharge. Although access to the full range of acute care services is not possible at 
home, for many patients the process of recovery and rehabilitation felt more satisfying, 
comfortable, and appropriate at home. While the burden of care for an elder who is discharged 
home early may rest more heavily on informal caregivers, all studies that reported caregiver 
satisfaction outcomes showed a preference for early discharge. Several studies mentioned that 
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patients and caregivers enjoyed their new relationships with the supportive care nurses, as well 
as the ability to ask questions and feel more involved with care (Wilson et al., 2002; Wells et al., 
2004; Mayo et al., 2000). 
 
Studies have focused on eligibility criteria. These early supported discharge trials were largely 
nurse-led interventions. Each study emphasized the importance of establishing appropriate 
eligibility criteria for early discharge to protect the safety of patients who have more unstable or 
complicated conditions and should remain in an acute care setting. Most studies looked only at 
unplanned readmissions or patient health status.  
 
Only one of the studies examined focused on cost (Teng et al., 2003). This study reported no 
cost savings for the early supported discharge intervention at four weeks. However, because 
readmissions were lower in this study, the cost for the usual care group was higher than for the 
intervention group at three months. Over longer periods of time it is likely that reduced inpatient 
time would reduce health care expenses further, but few of these studies have been followed for 
longer term cost savings (Stewart et al., 1998; Teng et al., 2003).  
 
Hospital-at-Home and Outpatient Treatment  
 

In the United States and elsewhere, trials to evaluate hospital-at-home and outpatient 
treatment interventions have shown success in several dimensions, including cost 
reductions. These trials are frequently led by nursing and advanced practice nursing (APN) 
teams. Favorable outcomes include improvements in elder patient health (Schwartz et al., 1990; 
Brooten et al., 2003; Caplan et al., 2004; Hughes et al., 2000; McCorkle et al., 2000; Naylor et 
al., 1999; Naylor et al., 2004; Oktay and Volland, 1990); improved caregiver health and well-
being (Dellasega and Zerbe, 2002; Hughes et al., 2000); and reduced health care expenditures 
(Kwok, 2004; Brooten et al., 2003; Dellasega and Zerbe, 2002; Naylor et al., 1999; Naylor et al., 
2004; Naylor, 2004; Oktay and Volland, 1990). Many of these interventions have been disease 
focused, with congestive heart failure interventions being particularly well developed and well 
evaluated. In all cases, costs were reduced by preventing hospital readmissions and shortening 
the hospital stay. Although some concerns about patient safety away from a hospital were 
reported by caregivers and patients (Wilson et al., 2002), their subjective assessments 
consistently returned positive feedback regarding satisfaction with the hospital-at-home 
interventions.  
 
In one exemplary rural intervention, caregiver outcomes included fewer disability days and 
reduced insomnia, headaches, indigestion, and nervousness. This APN intervention supported 
rural caregivers of frail elders (Dellasega and Zerbe, 2002). The intervention included one in-
hospital APN visit, followed by home visits to the patient at two days and two weeks following 
discharge. The intervention also included comprehensive discharge planning, APN-initiated 
phone calls, direct home care, continuity of care during the transition home, and telephone 
availability of the APN for patient-initiated calls. The average total APN time spent visiting a 
patient was 2.5 hours.  
  
Other successful hospital-at-home interventions have used standardized nursing protocols for 
physical care and the management of complications, and training of caregivers (McCorkle et al., 
2000). One intervention successfully used a nursing integrated care pathway focused on stroke 
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rehabilitation to reduce length of stay, modify discharge destination, improve quality of life, and 
reduce mortality at 26 weeks for patients recovering from a stroke (Sulch et al., 2000).  
 
 
Interventions Using Interdisciplinary Teams  
 
Interdisciplinary strategies have yielded improved patient health, as well as improved 
patient and caregiver satisfaction. These strategies include case management, comprehensive 
geriatric assessment, multidisciplinary health care team coordination and conferencing, and 
planning for community-level health referrals upon discharge. Of the 17 studies that assessed 
subjective measures of patient satisfaction, 14 reported greater satisfaction by the patients in 
intervention groups; 12 (of 12 studies assessing caregiver satisfaction) reported improvement in 
caregiver satisfaction. In addition, of 21 studies evaluating elder patient physical health, 14 
reported positive results. 
  
A prototype Interdisciplinary Discharge Plan (IDP) intervention drew together a coordinated 
hospital team that included a pharmacist, nurses, a geriatrician, a nutritionist, occupational and 
physical therapists, a psychiatrist, a social worker, a substance abuse counselor, and medical 
residents and students for regular weekly meetings (Wertheimer and Kleinman, 1990). During 
these sessions, focus was on patient functioning in the home environment, rather than medical 
status per se. During the time course of the intervention, IDP team members deliberated 
discharge plans for over 700 patients. A comparison planning group met to discuss fewer than 
283 patients during the same time period, perhaps indicating that IDP teams are more efficient in 
team meetings than in routine planning groups. 
 
A multidisciplinary, mobile psychiatric team caring for homebound mentally ill elders 
provided innovative care and yielded positive results (Kohn, 2002). Sharing of joint 
responsibility for outcomes, maintaining a preventive focus, and not allowing physical 
disabilities to overshadow psychiatric needs (which could limit access to traditional psychiatric 
services) were achieved by involving a psychiatrist, internist, mental health aide, gerontologist, 
social workers, medical residents, and medical students in separate home care visits, which 
averaged 18 visits per patient per year. Visiting health professionals were able to lessen 
psychiatric disability in this population by in-home visits. The mobile care team coordinated with 
elders’ primary care physicians and community services such as Meals on Wheels to maintain 
support for patients at home. 
 
A team-managed, home-based primary care intervention was favorably compared to post-
discharge use of private care services, following standard inpatient care at a Veteran’s 
Administration hospital. Although the home-based primary care cost more, it improved health-
related quality-of-life measures and satisfaction, reduced caregiver burden, and reduced hospital 
readmissions. This multifaceted intervention included systematic screening of high-risk patients 
and it provided continuity of care, with case management of patients across organizational 
boundaries. It also included the 24-hour telephone availability of a nurse and prior approval of 
hospital readmission if necessary (Hughes et al., 2000).  
 
Improved patient health, greater patient satisfaction with care, and reduced costs were 
reported by a post-acute care intervention focused on community-based services for 
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discharged elder patients (Lim et al., 2003). This study provided funds for the purchase of 
therapeutic and supportive services (e.g., Meals on Wheels and personal care services), which a 
specifically appointed coordinator arranged for each intervention patient. The coordinators also 
provided short-term case management, which included telephone follow-up, availability in a 
health crisis, and referrals to needed services.  
 
Comprehensive geriatric assessment, carried out by an interdisciplinary team, has been evaluated 
in the Discharging Elderly from the Emergency Department (DEED II) study (Caplan et al., 
2004). This study compared a “usual care” group to an intervention group wherein elders 
discharged from the emergency department received comprehensive geriatric assessment and a 
multidisciplinary intervention. Two favorable outcomes reported from this intervention were 
slowing of cognitive decline in intervention patients, compared to controls, and fewer 
readmissions to the emergency department. A nurse-led, four-week intervention consisting of 
care planning, referrals, and home visits contributed to the “seamless transfer” of care into 
standard community services.   
  
Another model that attempts to incorporate care management strategies across disciplines is that 
of United Hospital Fund (UHF) in New York City (UHF, 2004). UHF programs operate as 
Medicaid Managed Long-Term Care organizations that receive prospective capitated payments 
from Medicaid based on the severity of the member’s disabilities. As part of these strategies, a 
number of program components have been evaluated. 
 
 
Interventions to Empower  
 
In some studies, an empowerment strategy provided a unique feature. Several studies addressed 
case management by developing the abilities of elder patients themselves, or their caregivers, to 
become effective care managers. 
 

 Training and use of a Personal Health Record—an extensive file that would serve as a 
planning guide and medical history and be held in the patient’s own keeping—was one 
unique strategy in a pilot study (Parry et al., 2003). In the intervention based on this 
strategy, a “Transition Coach” (geriatric nurse practitioner) trained patients to navigate 
the health care system and use the Personal Health Record independently. The coach 
contacted the patient regularly, helped articulate the patient’s questions for medical 
professionals, and helped formulate problem-solving strategies. In a later formal 
evaluation of this intervention, outcomes were significant: a majority of intervention 
patients reported increased confidence in self-management; understanding of warning 
symptoms or signs indicative of a worsening health condition; ability to obtain needed 
information during a follow-up physician visit; and an understanding of the reasons for 
taking each medication, how to take each medication, and the side effects of all 
medications. Rates of rehospitalization within 90 days also showed significant 
improvement (Coleman et al., 2004). 

 A nurse-led, 12-week transitional care intervention provided chronic heart failure patients 
with a workbook and “patient-held medical documentation tool” to assist with self-
management. This intervention provided training to use the tool and supported continuity 
of care across health settings (Harrison et al., 2002). 
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 Other interventions aimed to improve continuity of care by increasing the “agency” (i.e., 

control) of elder patients and their caregivers included goal-setting strategies. Patient and 
family caregiver preferences and expectations upon the patient’s eventual discharge can 
be determined soon after admission to the hospital, using specific assessment instruments 
that can facilitate communication (Huber and McClelland, 2003). 

 Use of a Discharge Planning Questionnaire given to elder patients during their hospital 
stay helped social workers and nurses maximize patient participation in the discharge 
planning process to ease the transition out of hospital. This study, like many other 
successful discharge interventions, combined case management with a variety of 
educational and informational interventions for caregivers and elder patients (Bullet al., 
2000). 

 
 
Education and Information Interventions  
 
Virtually any successful discharge strategy requires hospitalized elders and their caregivers to be 
educated on how to best maintain patient health. Trials of creative and unique teaching strategies 
exist both as isolated studies and as supplements to other interventions.  
 
Of the reviewed interventions that had an educational component, 12 measured patient 
health outcomes, and eight of these studies reported positive health outcomes. Three of four 
studies reported positive health outcomes for caregivers. Nine (of ten) and eleven (of twelve) 
reported greater patient and caregiver satisfaction, respectively, compared to non-intervention 
controls. Five of the seven interventions that assessed caregiver burden and stress reported 
positive results, and all seven interventions that considered caregiver knowledge and skill 
mastery as an outcome reported positive findings for the intervention. In all cases, if positive 
results were not reported for the intervention, there were no positive results for the usual-care 
group either. 
 
Fewer symptoms of depression and lower hospital readmission rates were reported with 
the use of audiotapes for caregivers on post-hospital care (Li et al., 2003). This study, called 
Creating Avenues for Relative Empowerment (CARE), gave caregivers knowledge of what to 
expect when a loved one is discharged from the hospital. Caregivers reported having stronger 
beliefs about the importance of their role in their relative’s post-hospital care. The use of the 
audiotapes provided a unique way to prepare the family caregiver for patient discharge. The 
intervention’s success may have been due in part to its helping caregivers face and deal with 
thoughts of what they most feared. One pilot study evaluated a four-part educational videotape 
series produced with an NIH grant, reporting increased heart failure knowledge in a small sample 
of only ten patients, none of whom were rehospitalized in a 60-day study. The series provided 
patient education on weight tracking, medical adherence, diet, exercise, stress, smoking 
cessation, and fluid retention. Written logs were also used as part of self-monitoring (Smith et 
al., 2005). Another intervention provided videotaped information to caregivers about falls 
prevention, and caregivers showed increased knowledge after viewing the tape (Fleck and 
Forrester, 2001). 
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Situation-specific workbooks are another potentially useful educational resource, especially 
when workbook activities are reviewed with a health provider in a teaching/supportive role 
(Walsh and Schmidt, 2003). The workbooks provided information as well as opportunities to 
emotionally process distressing events.  
 
Another audiotape program provided information about expected physical sensations and the 
management of symptoms following coronary artery bypass graft (CABG) surgery (Moore and 
Dolansky, 2001). The intervention was developed using focus group interviews with CABG 
patients. Those receiving the tape were encouraged to listen as often as they felt necessary and 
were able to take a tape and recorder home with them. Interestingly, female patients experienced 
improved physical functioning but no change in psychological distress, while men experienced 
less depression, anger, and confusion, but no difference in physical functioning. Many of these 
interventions should be examined in larger scale trials. 
 
Volunteer training was found both to increase knowledge and improve attitudes toward 
persons with Alzheimer’s Disease, particularly in regard to wandering behavior. In this 
project, volunteers were trained to provide respite for caregivers of elders with Alzheimer’s 
Disease. The educational component was evaluated following four 7-hour training sessions 
(Robinson et al., 2003). Attitudes about urinary incontinence showed no improvement; this may 
reflect the challenge that incontinence poses to caregivers in general, and why it is often a 
precipitating factor for institutionalization of elders.  
 
Social activities and quality of life improved, as well as caregiver satisfaction with understanding 
of stroke, in an educational (as well as supportive) intervention focused on caregivers of victims 
of stroke (Mant et al., 2000). A British charity called the Stroke Association sought to educate 
caregivers, increase their social activities, and improve their quality of life, while not directly 
targeting the elder patient. The project made use of community resources to support the family 
members. The Stroke Association provided caregivers with leaflets, phone contacts, and visits 
from a Family Support Organizer.  
 
Gagnon et al., (2002) reported on the need to provide information in a number of forms, 
not just written. A further caution cited was that in times of acute distress, sharing the wrong 
amount of information at the wrong pace, or presenting it in other ineffective ways can actually 
increase risks for older care recipients and for their caregivers. Health care systems depend 
heavily on printed materials and forms, often at readability levels that are too high for the 
average patient, especially senior patients. Additionally, health professionals are not trained to 
communicate in plain language, so that in many cases even oral communications are not easily 
understood (Rudd et al., 2005). 
 
 
Training for Health Professionals 
 
Nine articles were identified that contained an educational component directed toward health 
professionals. The findings in the studies were consistently positive, although different outcomes 
were measured. There were three reports of better physical health of the patient, three findings of 
reduced costs, four reports of greater patient satisfaction with the intervention, and two reports of 
greater caregiver satisfaction with the intervention.  
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 One model of a health professional education process was carried out in the CHOICES 
project, a Bay Area project, which promoted access to end-of-life care and home-based 
transition management (Stuart et al., 2003). Teaching of health providers took place 
during office visits, meetings, seminars, and grand rounds, as well as through written 
materials; 

 Similarly, a continuing medical education project in which professional health care 
providers met regularly in groups to develop “local guidelines” for end-of-life care has 
been described (Thulesius et al., 2002); 

 Cross-training among professionals working in multidisciplinary groups was reported in a 
study of adult day centers and a study of hospital discharge planning interventions (Burch 
and Borland, 2001; Wertheimer and Kleinman, 1990); 

 Standardized protocols also help health professionals learn to assess patients. In one 
nurse-led case-management telephone intervention, training and utilization of a 
computer-based protocol for monitoring of chronic heart failure patients enabled nurses 
to tailor each phone conversation to the data collection, educational, or symptom-
monitoring needs of individual patients, with the help of a software program algorithm 
(Riegel et al., 2002); and 

  A “Targeted Case Management” (TCM) program was created in 2004 at Laguna Honda 
Hospital (LHH), a public specialty and long-term care hospital in San Francisco. LHH is 
the nation’s largest publicly owned nursing home (1000 beds). A suit against LHH, Davis 
et al. v. California Health and Human Services Agency et al., cited the Olmstead decision 
and several federal statutes in arguing that “the rights of people with disabilities, 
including seniors, to receive services in their homes and communities rather than in 
institutions” were being violated by LHH. As part of a preliminary settlement of this 
class action lawsuit, an agreement stipulated that, by March 29, 2004, San Francisco had 
to enact a TCM program to screen, assess, and develop individual service and discharge 
plans for class members; provide ongoing case management; and train staff of the TCM 
Program on community living options (Station504.com, 2005). Additional provisions of 
the settlement will empower seniors and people with disabilities to make more informed 
decisions about whether they can remain in their home (including following an acute 
hospitalization); specifically, trainings will be given to LHH residents on community 
living options, a community advisory committee will be formed, and a community 
resource center will be opened at LHH. (Unlike previously listed programs, TCM has not 
been formally evaluated.) 

 
 
Interventions Using Support or Counseling 
 
As with education, professional counseling and other types of support interventions such as 
telephone support and support groups often co-exist with other interventions and may be directed 
at patients, caregivers, or both. Of the twenty-two reviewed articles that described an 
intervention with a supportive or counseling component, ten reported patient physical health 
outcomes, and of these, seven favored the intervention. Five studies assessed a caregiver physical 
health outcome, and four of these results favored the intervention. Of six interventions that 
assessed cost, one favored the non-intervention group, and four favored the intervention. All 
twelve intervention trials that assessed caregiver satisfaction showed favorable results, and eight 
of nine studies of patient satisfaction favored the intervention. 
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Studies by Brooten et al. (2003) and Naylor et al. (2004) reported on support provided by 
advanced practice nurses (APNs) during the post-hospitalization period as part of a broader 
intervention. In the Naylor and colleagues study (2004), the APN helped patients and caregivers 
identify goals and followed those goals along with the families.  
 
Telephone Support 
In a telephone intervention with caregivers of stroke survivors undergoing rehabilitation, a social 
and problem-solving telephone intervention was implemented (Grant et al., 2002). The 
intervention group received training in managing negative emotional responses to caregiving, 
solving problems optimistically, and using effective problem-solving skills. Multiple caregiver 
outcomes were best for the intervention group. Two comparison/control groups included one that 
received no phone calls and one that received “sham” calls, which were not problem-solving. 
Interestingly, the control group that received “sham” calls still fared better in general health, 
mental health, and positive-negative orientation than the control group that received no phone 
calls (Grant et al., 2002).  
 
Another social worker-led intervention used phone logs to track the content of regular 
conversations with caregivers of elders with dementia. Positive outcomes included reduced 
caregiver burden and stress and high caregiver satisfaction (Albert et al., 2002). In the CARE 
intervention, less depression, despair, and disorganization were reported following an 
intervention in which workbook topics and exercises were discussed with a caregiver by phone 
(Walsh and Schmidt, 2003). These positive findings for caregivers were seen even though the 
care recipients’ health assessments showed worsening of their conditions. 
 
Recreational Music-Making  
One of the most creative interventions intended to reduce burnout, depression, burden, and stress 
while maintaining optimism took place at a nursing home that used Recreational Music-Making 
among paid caregivers and other employees (Bittman et al., 2003). Recreational Music-Making 
uses group drumming for team building, alleviating stress, and promoting bonding and creative 
expression in a non-threatening context. The success of this intervention is reflected in improved 
mood, improved sense of accomplishment, reduced exhaustion, and projected cost savings from 
reduced employee turnover.  
 
 
Respite Care Interventions 
 
Ten studies evaluating in-home day and/or night respite and adult day care interventions were 
reviewed, of which four specifically targeted caregivers of patients with dementia or cognitive 
impairment (Wishart et al., 2000; Grant et al., 2003; Fox et al., 2000; Gaugler et al., 2003). The 
other six studies enrolled caregivers of patients with a variety of physical and cognitive 
impairments. Respite was usually not offered as an isolated intervention, but rather with 
educational and supportive elements. Five studies with a caregiver respite component assessed 
patient physical health outcomes, and of these, three favored the intervention group (Oktay and 
Volland, 1990; Burch and Borland, 2001; Schwartz et al., 1990). Two studies mentioned 
caregiver physical health outcomes, of which one favored the intervention group (Grant et al., 
2003), while the other found no differences (Baumgarten et al., 2002). Two of four studies in 
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which costs were assessed favored the intervention group (Kristjanson et al., 2004; Oktay and 
Volland, 1990) while one showed no difference (Baumgarten et al., 2002) and one found 
standard care significantly less costly than the intervention (Fox et al., 2000). One study found 
that nursing home institutionalization was delayed when caregivers used respite (Oktay and 
Volland, 1990), and another intervention found no change in time to nursing home placement 
(Fox et al., 2000). 
 
Patient satisfaction with intervention care (including respite) was assessed in only one study, 
which favored the trial group (Wishart et al., 2000). Measures of caregiver satisfaction favored 
the intervention in all four of the studies reporting this outcome (Baumgarten et al., 2002; 
Kristjanson et al., 2004; Oktay and Volland, 1990; Wishart et al., 2000), two of which 
specifically targeted caregivers of relatives with dementia. Caregiver burden and stress were 
reduced in three of seven interventions. Although four interventions did not report significant 
improvement in caregiver burden or stress, two of these still reported greater caregiver 
satisfaction with the intervention, suggesting that caregivers perceived them as helpful even if 
caregiver stress assessments did not improve (Baumgarten et al., 2002, Oktay and Volland, 
1990). Higher caregiver burden and stress are associated with caregiving for someone with 
dementia or cognitive impairment, compared to caregiving for someone who is physically frail 
(Wishart et al., 2000).  
 
The “Special Steps” walking program pilot study (Wishart et al., 2000) was designed to provide 
stimulation and exercise for care recipients with Alzheimer’s disease, while granting respite to 
family caregivers. Volunteers took care recipients for a walk or outing, hoping to improve social, 
physical and ADL functioning while reducing caregiver burden. Caregivers in this study reported 
spending an average of 14 hours per day with the care recipient, and 67% lived with the care 
recipient. Volunteers for the walking program included college students and members of the 
Alzheimer’s Society. Caregivers were “extremely satisfied and thankful” for the outreach from 
visitors who did not negatively judge the care recipient and also reported reduced burden and 
strain. Volunteers also reported satisfaction with their role in the intervention.  
 
Respite may reduce morbidity and mortality in some caregivers, directly influencing 
physical health via immunological or sympatho-adrenal-medullary mechanisms (Grant et al., 
2003). One intervention offered spouse caregivers respite services from a professional agency 
caring for patients with Alzheimer’s Disease. The primary outcome measures in this study were 
levels of plasma epinephrine (an adrenocortical hormone) in caregivers before and after the 2-
week respite intervention; the levels were significantly reduced by respite intervention. No 
changes were noted in mood, anxiety, depression, or blood pressure after the two weeks. In this 
study, caregivers with a 6-month history of severe mismatch between caregiving demands and 
outside help received were classified as “vulnerable.” The “vulnerable” group used more of their 
allotted hours of respite than “non-vulnerable caregivers,” showed greater reductions in plasma 
epinephrine levels, and subjectively expressed their appreciation and preference for in-home 
respite (Grant et al., 2003).  
 
Adult day care showed more positive results for the caregiver than for the elder. In a study 
of adult day care for frail elders, there was no improvement reported in patient anxiety, 
depression, functional status, caregiver burden, or expenditures after three months of adult day 
care service (Baumgarten et al., 2002). Nevertheless, subjective perceptions were positive. The 
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outcomes of this study (and of other respite care studies) are hard to interpret because of low 
attendance. Some participants in the study never attended the day centers. Higher cognitive 
impairment of the care recipient was associated with greater attendance. Activities and care in 
this setting were provided on a group rather than on an individual basis, and approximately half 
of caregiver attendees reported less depression, anxiety, and loneliness. One- third of caregivers 
reported feeling more independent. Caregivers of elders with the most cognitive impairment 
reported the greatest improvement in burden. Caregivers also reported more time for attending to 
personal activities. 
 
In another controlled evaluation of adult day care, caregivers in intervention groups 
reported spending fewer hours dealing with problem behaviors in family members with 
dementia, compared to caregivers in control groups (Gaugler et al., 2003). There were no 
significant changes in ADL or IADL dependency. The authors suggest that respite care may have 
put the care recipients with dementia in a better mood, through increased socialization, which 
improved care recipient psychosocial outcomes. Caregivers receiving respite may in turn have 
experienced greater peace of mind, which influenced their ability to deal more efficiently with 
later behavior problems. Another possibility is that activities may tire out the elder patients so 
they are less likely to wander when returning home.  
 
 
Promising Technologies 
 
Telemedicine, which can provide visual and auditory communication between care providers, 
informal caregivers, and patients, offers exciting possibilities for effective delivery of education, 
support, treatment, case management, and remote monitoring of some patients. Four studies were 
reviewed which reported results from trials of telemedicine and/or videophone interventions 
(Demiris et al., 2003; Savenstedt et al., 2003; Finkelstein et al., 2004; Jerant et al., 2001). Three 
studies used telemedicine as a form of remote monitoring of patients by nurses, and one served 
as a method of communication between patients and family members in nursing homes 
(Savenstedt et al., 2003). Patients and caregivers generally reported high levels of satisfaction 
with telemedicine visits, while in another study by the same authors, staff generally expressed 
comfort with the technology. An additional study reported on a video hospice intervention 
(Whitten et al., 2004). 
 
A qualitative study with caregivers found that real-time audiovisual technology helped 
them to feel a connection to their relatives’ care in nursing homes (Savenstedt et al., 2003). 
By communicating with their relative and the formal caring staff (who ran the equipment on the 
patient end), caregivers were able to maintain an active daily role in their relative’s life. Some 
caregivers also reported that for their elderly relatives with dementia, conversations via 
videophone were even more focused and coherent than in-person conversations. 
 
Telehospice was delivered through video equipment, allowing virtual nursing visits to 
cancer patients at end of life (Whitten et al., 2004). The major component of these visits was 
physical assessment; teaching, support, reassurance, discussion of equipment issues, and pain 
assessment were secondary elements. Patient questions could be sent via message board to 
nurses. Another component was monitoring of symptoms, diet, exercise, and medications in an 
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electronic diary. If data entered into the electronic diary fell outside of preset values, a “red flag” 
alerted a nurse who then determined whether to consult a physician (Whitten et al., 2004).  
 
In remote patient monitoring, the benefits of using video communication in place of simpler 
telephone-based follow-up is not clear. Telemedicine devices that incorporate interactive 
voice/video and a blood pressure cuff and stethoscope unit allowed patients to be remotely 
monitored through the intervention-supplied equipment via nursing “visits” (Subramanian et al., 
2004). One randomized trial revealed similar benefits when comparing use of a purely telephone-
based follow-up intervention with a telecare intervention with video communication and an 
electronic stethoscope (Jerant et al., 2001). 
 
In one telemedicine intervention, an evaluation of technical problems revealed that the 
system worked perfectly 64% of the time, with problems arising in 36% of visits—either in 
establishing an initial connection, or with sound quality or video quality during the visits 
(Demiris et al., 2003). Another study reported 75% of video encounters suffered from at least 
one technical problem, and 64% with poor video resolution (Jerant et al., 2001). “Virtual visits” 
generally consisted of discussion of the patient’s clinical status, compliance with treatment, 
information and education, and discussion of psychosocial issues (Demiris et al., 2003). Over 
90% of virtual visits in this study were rated at least “acceptable/ neutral” by nursing staff.  
 
In some pilot studies, high refusal rates were reported for eligible patients and caregivers 
offered use of telemedicine equipment (Subramanian et al., 2004; Whitten et al., 2004). 
Refusal to participate in telemedicine trials has been attributed to lack of information about 
telemedicine, poor understanding of benefits to an already satisfactory health care routine, 
having too many other pressing concerns, and expecting problems or burdens in equipment use. 
Authors suggested strategies to target populations who would benefit most from telemedicine, as 
well as to better introduce telemedicine as a “standard of care” rather than “new and untested.” 
Among patients who did use the telemedicine equipment, evaluations revealed that the more 
patients and caregivers used it, the more satisfied they became with the system. The most 
satisfaction came from those who got physiologic monitoring as well as virtual visits (Whittenet 
al., 2004). Often patients were only dissatisfied that nurses did not use the telemedicine 
equipment more frequently. 
 
Another unique application of technology as a source of information and caregiver 
education used interactive media (television with remote control) (Hanson et al., 2000). Called 
ACTION (Assisting Carers using Telematic Interventions to meet Older Persons’ Needs), this 
intervention consists of “web pages” viewed on standard in-home TV screens and navigated by 
remote control. The unit also requires a set top box and video camera. This intervention brings 
relevant, locally appropriate information regarding respite services, day care, and nursing homes 
to facilitate informed decision-making. The system was described by caregivers as “very user-
friendly,” “simple,” “easy,” “all information together in one system.” Caregivers appreciated 
learning about local services and recommended the use of this unit to novice caregivers who 
would not be aware of all care options, including nursing homes. The authors suggest the 
development of a local television channel to serve the same function as the unit by providing 
multimedia information sources to specific audiences.  
 



 39 

Remote monitoring and telemonitoring technologies are quickly becoming more readily 
available due to a rapid expansion of product development in the private sector. A recent 
Internet search of publications and industry websites found many technologies that have not yet 
been extensively evaluated in peer-reviewed literature. For example, implanted cardiac 
monitoring devices can transmit wireless data to a receiving antenna and obtain physiologic data 
similar to those obtained in a physician office visit. Such information can then be sent directly to 
a secured clinician website. Similarly, TVs can be equipped with home-monitoring devices for 
blood pressure and other vital signs that can transmit patient information immediately to 
centralized nursing stations for “in-home” assessment. Such developments suggest that, in the 
future, real-time remote monitoring of patient signs and symptoms, and recording and storage of 
data for off-line analysis, may ultimately be employed as easily at home as it is in hospital 
settings. 
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PROGRAMS AND FINANCING AFFECTING ELDER CARE 
 
The following is a review of programs, funding, and policies, primarily at the state and federal 
levels, affecting health care for older adults, with a focus on programs that support the hospital-
to-home transition and could impact potential interventions to be discussed in future reports on 
the “Hospital to Home” Project. 
 
While some of this material was drawn from peer-reviewed journals, much of it is from 
government, policy, or advocacy organizations. Key documents came from the U.S. General 
Accounting Office/Governmental Accountability Office (U.S. GAO), House of Representatives’ 
Committee on Ways and Means, U.S. Department of Health and Human Services’ Center for 
Medicare & Medicaid Services (CMS) and Administration on Aging (AoA), the California 
Departments of Aging, Health Services and Social Services, The Henry J. Kaiser Family 
Foundation, the California HealthCare Foundation, the National Academy for State Health 
Policy, The Urban Institute, and AARP.  
 
Most services for older adults are funded by the Medicare and Medicaid programs, with some 
services funded under the Older Americans Act. We provide here an overview of these programs 
and a review of significant recent federal or state policy changes (Centers for Medicare and 
Medicaid Services (CMS), 2004b). 
 
 
Medicare 
 
The Medicare program is the primary health insurance provider for individuals who are age 65 
and older (The Medicare Policy Project, 2004b; CMS, 2004b). Recent updates in 1997 and 2003 
have sought to modernize the Medicare program, which was originally conceived of as a form of 
acute care insurance. 
 
Medicare is financed with payroll deductions, enrollee premiums and deductibles, and federal 
general funds (Committee on Ways and Means, 2004). In 2005, many Medicare beneficiaries’ 
Social Security cost-of-living increases were offset by the 17.4% increase in the monthly Part B 
premium, which rose from $66.60 to $78.20 (Barry, 2004; Richwine, 2005). Other costs, such as 
Medicare Advantage premiums, have also gone up. 
 
Thirty-five million elderly are covered by Medicare and 6 million people younger than 65 
depend on Medicare for care of permanent disabilities. With proportionately fewer workers 
supporting those who are dependent on Medicare, the most widely publicized challenge currently 
facing the program is that of solvency. The national debate about how to support increased 
numbers of enrollees appears to center on increasing revenues, curbing benefits, or some 
combination of both. While, in the past, Medicare has not been means-tested, the addition of Part 
D Medicare establishes for the first time in the program’s 40-year history a means test in the 
form of low-income subsidies for prescription drugs. 
 
Medicare has never been intended to cover long-term care, either in an institutional or home 
setting. However, it does cover some home care and hospice care through Parts A and B: 
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 Part A covers acute hospitalization, skilled nursing and home health care needed within 
the first 100 days post-hospitalization, and hospice care; 

 Part B covers physician and health professional services; clinical laboratory services; 
physical, occupational, hearing and speech therapy; durable medical equipment; hospital 
outpatient services, ambulatory surgery, ambulance services; some home health care; 
health practitioner-administered prescription drugs (such as for chemotherapy); and 
mental health services; 

 Part C is the Medicare Advantage program (formerly Medicare+Choice), which was 
added in 1997 as a managed care alternative to traditional fee-for-service Medicare. It is 
described below; and 

 Part D will cover outpatient prescription drugs as part of the 2003 Medicare 
Modernization Act (MMA) and will be fully implemented in January 2006. Its impact on 
beneficiaries has yet to be determined (Laschober, 2004). 

 
Medicare Service Delivery Models  
 

Traditional Medicare. Most people with Medicare have Traditional (Original) Medicare, which 
reimburses most providers on a fee-for-service basis. As part of the Balanced Budget 
Amendments of 1997, physician reimbursement rates are tied to an overall physician services 
budget target. There is ongoing controversy about how to provide an incentive for physician 
participation while controlling costs (Committee on Ways and Means, 2004; U.S. GAO, 2004). 
Currently the number of providers who accept Medicare is increasing and is adequate in most 
areas to meet beneficiary demand.  
 
Medicare Advantage. As an alternative to Traditional Medicare, beneficiaries can enroll in a 
Medicare Advantage plan (formerly Medicare+Choice) (CMS, 2004c). Enrollees receive health 
care through private managed health care organizations such as health maintenance organizations 
(HMOs) and preferred provider organizations (PPOs). Medicare Advantage plans include all of 
the benefits covered in Parts A and B. They usually cover some additional benefits as well. 
Beginning in January 2006, Medicare Advantage programs will include Part D benefits, further 
streamlining beneficiary access to covered services.  
 
Access to managed care is of increasing interest to policy makers. First there has been a 
significant decline in the availability of fee-for-service insurance. Thus, access to managed care 
is seen as an important part of maintaining health care access under Medicare (Gold and Harris, 
2005). Second, there is an interest in testing new payment methods that have the potential to 
increase the efficiency and economy of the Medicare program. These models were effective in 
holding down the inflation of medical care costs in the 1990s. However, more recently inflation 
has increased despite the use of managed care models. Medicare Advantage plans have the 
potential to provide more integrated care and improve the hospital-to-home transition, but have 
not lived up to this potential. 
 
Program use in the San Francisco Bay Area. Over half a million people in the four Bay Area 
study counties have Medicare. California has the highest percentage (31%) of Medicare 
members in HMOs of any state. The San Francisco Bay Area counties have similar Medicare 
managed care penetration rates (ranging from 28%–36%).  
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Medicaid/Medi-Cal 
 
Created in 1965 by the same legislation that established Medicare, Medicaid replaced previous 
federal and state health care programs for welfare recipients, seniors, and people with 
disabilities. Known as Medi-Cal in California, Medicaid is a means-tested entitlement program 
that is jointly financed by federal and state funds. The federal Medicaid program shares costs 
with the states. In California, the federal matching rate is 50%, the lowest federal matching rate 
available. The federal matching rate can go as high as 83% for states with extremely low per 
capita income (Miller and Schneider, 2004). In 2004, Arkansas, Mississippi, New Mexico, and 
West Virginia had the highest federal matching rates (Committee on Ways and Means, 2004). 
 
Medicaid finances health care for individuals with low incomes and limited personal assets 
(Schneider et al., 2002). Unlike Medicare, in which there is a direct relationship between the 
federal program and beneficiaries, Medicaid is a state-operated program (Committee on Ways 
and Means, 2004). Thus, eligibility, benefits, and reimbursement rates are largely state 
determined. Every state program has unique features. For the purpose of this review, we will 
focus on Medi-Cal. 
 
There are 50 distinct population groups that are potentially eligible for Medicaid. States must 
provide coverage to families eligible for TANF (Temporary Assistance for Needy Families) and 
to aged and disabled individuals who receive SSI (Supplemental Security Income) (Schneider et 
al., 2002). As a condition of participation in the Medicaid program, every state must provide a 
set of “mandatory” benefits (Committee on Ways and Means, 2004) and is also permitted to 
include in their Medicaid program a range of optional benefits. States may elect to provide 
benefits to other groups, and definitions for eligibility vary extensively across states.  
 
Medicare/Medicaid Dual Eligibility 
 

Some individuals who are eligible for Medicare also qualify for Medicaid because of low income 
(Kaiser Commission on Medicaid and the Uninsured, 2005). For most “dual eligibles,” Medicaid 
will cover most health care costs not covered by Medicare, including payment of the Medicare 
Part B premium. Medicaid also covers long-term care and some home-based services. Thus, 
dually eligible seniors, who make up about two-thirds of all dual eligibles, are able to obtain a 
spectrum of services not available to other older adults (The Medicare Policy Project, 2003). 
 
Beginning in January 2006, responsibility for prescription drug benefits for Medicare/Medicaid 
eligible individuals previously covered by state Medicaid programs will be shifted entirely to the 
Medicare program. All dual eligible individuals will qualify for subsidies to offset Medicare Part 
D premiums and coinsurance. However, these subsidies do not cover copayments. Out-of-pocket 
costs for copayments will represent a considerable new cost for dual eligible elderly, most of 
whom have less than $10,000 in income annually (Bruen and Holahan, 2003).  
 
 
Medicaid Financing and Costs 
 

Long-term care costs. Medicaid is the largest public source for long-term care services. State 
and federal costs of long-term care under Medicaid reached $100.5 billion in 2004, accounting 
for 35.7% of all Medicaid spending (Women’s Policy, Inc., 2005). One federal strategy for 
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shifting some of the long-term care costs from institutionalization to community care is the new 
“Money Follows the Person” demonstration. The 2006 fiscal year budget includes $1.75 billion 
over five years to assess the feasibility of paying for a package of home and community-based 
services for individuals who move from institutions back into the community (Women’s Policy, 
Inc., 2005; Crisp et al., 2003). While this demonstration affects only Medicaid eligible persons, it 
may create an incentive to expand the availability of home and community-based services 
(HCBS). 
 
Fiscal challenges. As a consequence of the economic downturn that began in the late 1990s, 
many states—including California—have experienced serious budgetary problems as their 
revenues dropped (Smith et al., 2004; Holahan et al., 2003; Zuckerman, 2004; Lyons, 2002). 
Nearly 95% of California’s state revenues are committed to education, corrections, and 
entitlement programs, such as Medi-Cal. The economic downturn also led to increased 
enrollment in health and social service programs, including Medi-Cal (Holahan and Ghosh, 
2005).  
 
California and other states throughout the country continue to examine their ability to fund 
Medicaid at current levels (Holahan et al., 2003; Lyons, 2002). In 2004, Medicaid was found to 
be the main contributor to state budget problems (Austin et al., 2005). In spite of this, California 
has not reduced eligibility for any group, nor has it eliminated any optional benefits covered by 
Medi-Cal. Instead, the state has focused its cost control efforts on restructuring service delivery. 
Under the rubric of “Medi-Cal Redesign,” proposed reforms include the creation of local 
managed care programs for SSI recipients and other aged and disabled Medi-Cal enrollees 
(California Department of Health Services (CDHS), 2005a; CDHS, 2005b). A key feature of this 
proposal is the integration of long-term care programs, like the Multipurpose Senior Services 
Program, Area Agency on Aging services, and In-Home Supportive Services. The future of this 
proposal is unknown at this time.  
 
 
Federal Home and Community-Based Services (HCBS) Waivers 
 
Federal law permits states to obtain Medicaid waivers under two statutes: Section 1115 and 
Section 1915(c). California currently has 25 Medicaid waivers (Personal communication, 
Shewry, 2005). Section 1115 waivers permit states to organize and reimburse services in 
specialized ways. Section 1915(c) Home and Community-based Services (HCBS) waivers are 
designed to allow states to redirect institutional care expenses to services that maintain 
individuals in the home and community (Committee on Ways and Means, 2004).  
 
HCBS waivers are for program demonstrations to reduce the unnecessary and premature entry of 
aged and disabled Medicaid beneficiaries into institutions, including skilled nursing facilities. 
Individuals interested in remaining in the community may enroll in these programs. States must 
assure that the cost of care in the community will not exceed the cost of care in the institution 
(Committee on Ways and Means, 2004). Recipients of HCBS waiver services must have full 
Medi-Cal eligibility and receive at least the full scope of Medi-Cal benefits (CDHS, 2005c). 
 
In California, frail elderly and disabled adults represent less than 24% of Medi-Cal beneficiaries 
who receive HCBS waiver services: of the 50,537 participants in HCBS waiver programs in 
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2001, only 12,263 were frail elderly or physically disabled adults (University of California, San 
Francisco, 2004). Thus, not all the elderly people who might benefit from such programs are able 
to access them. 
 
Programs for All-inclusive Care for the Elderly (PACE) 
 

PACE is a comprehensive service delivery system for people age 55 and older who are frail 
enough to meet state standards for skilled nursing home care (CMS, 2004c; CDHS, 2005d). 
PACE is based on the groundbreaking work of On Lok, a San Francisco-based community 
organization founded in 1971. Services were initially funded with Medicare and Medicaid on a 
fee-for-service basis, establishing a de facto merger of Medicare and Medicaid funding for 
integrated services. PACE provides all Medicare, as well as Medicaid, services provided by the 
state in which the program resides, and at least 16 additional services, (e.g., social work, respite 
care, nursing facility care). It must provide primary care, social services, restorative therapies, 
personal care and support services, nutritional counseling, recreational therapy, and meals. Those 
in adult day care receive additional services.  
 
The goal of PACE is to help people stay independent and living in their community as long as 
possible, while getting the high quality care they need. PACE combines medical, social, and 
long-term care services for frail individuals. A multidisciplinary team of health professionals 
assesses participant needs, develops care plans, and delivers services. Services are available 24 
hours a day, 365 days a year. The PACE team typically has daily contact with enrollees. 
Hospitalization rates for PACE enrollees are lower than for other (less ill) Medicare patients 
(USC/UCLA Center for Long Term Care Integration, 2003). While cost savings vary across 
PACE sites, most have demonstrated costs lower than fee-for-service Medicare (White, 1998). 
 
PACE financing and administration. PACE programs are financed with capitated payments 
from both Medicare and Medicaid, receiving a fixed monthly payment per enrollee. California’s 
PACE programs are now at risk for the cost of all needed medical care of participants and are 
part of the state’s Medicaid Plan. PACE enrollees who qualify for both Medicare and Medicaid 
pay no out-of-pocket costs to participate in PACE. PACE enrollees who do not qualify for 
Medicaid may have to pay a monthly premium.  
 
The Balanced Budget Act of 1997 required that PACE programs transition from demonstration 
waiver status to permanent programs, and shifted oversight from the Centers for Medicare and 
Medicaid Services to state Medicaid agencies. With the transition of all PACE programs in 2004, 
CMS will now consider expanding the sites (CMS, 2004a).  
 
PACE sites in California. There are 25 PACE sites throughout the country, and enrollment is 
limited to 200 participants per site. Participants must live in the geographic area served by the 
PACE site. California has four sites, two in the Hospital to Home study counties: 
 

 On Lok Senior Health Services (San Francisco); 
 Center for Elders’ Independence (Oakland); 
 Sutter Senior Care (Sacramento); and 
 AltaMed Health Services (Los Angeles) 
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Other HCBS Waiver Programs in California 
 

In-Home Operations in the California Department of Health Services administers some 
additional HCBS waiver programs. The following three programs provide nursing and other 
services that are medically necessary to help maintain a person at home:  
 
The Medi-Cal Model Nursing Facility waiver program has a range of services, including 
personal care services that provide an alternative to care in a nursing or sub-acute facility. Unlike 
other Medi-Cal programs and waivers, which require evaluation of the family income, this 
program determines eligibility only on the basis of the income and assets of the individual who is 
seeking services.  
 
The Medi-Cal Nursing Facility waiver program is similar to the above program, but an 
individual must be Medi-Cal eligible to receive services. This waiver has a limit on the number 
of individuals that can be enrolled. 
 
The Medi-Cal In-Home Medical Care waiver program includes services that provide an 
alternative to care in an acute hospital setting. An individual must be Medi-Cal eligible to receive 
services through this waiver. 
 
 
Older Americans Act (OAA) 
 
OAA was originally enacted in 1965. The following programs are now funded by this act. Many 
OAA services are not means-tested, making them accessible to all seniors (Administration on 
Aging, 2004). 
 
Area Agencies on Aging. The OAA provides grants to Area Agencies on Aging (AAA) to 
identify, plan, and fund needed services. These grants can be used for a wide range of 
community and home-based services. These services include: health promotion and disease 
prevention, nutrition programs (such as congregate meals and home-delivered meals), services 
for Native American and other low-income minority elders, in-home services for frail elders, and 
services to protect the rights of vulnerable elders (such as the long-term care ombudsman 
program).  
 
The National Family Caregiver Support Program (NFCSP) was added to OAA by the 
Amendments of 2000, to assist family members who are caring for older loved ones with chronic 
health conditions, disabilities, and illnesses. State agencies on aging work with AAA and 
community organizations to provide support services. Services include information, counseling, 
support groups, respite, and other home and community-based services for families caring for 
frail older family members.  
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California’s Administration of Health and Long-Term Care Programs 
 
In California, four state agencies are responsible for Medi-Cal, OAA programs, and other aging 
and long-term care services. 
 
California Department of Aging (CDA) 
 

This department: 
 

• Allocates and monitors federal Older Americans Act grants to Area Agencies on Aging; 
 

• Administers a number of state-level aging outreach and services programs; 
 

• Administers the Multipurpose Senior Services Program and Linkages Program; 
 
• Oversees other programs that provide non-institutional services for older and functionally 

impaired adults, including Adult Day Health Care and the Alzheimer’s Day Care 
Resource Centers; 

 
• Administers the Foster Grandparent, Senior Companion, Respite Purchase of Services, 

Respite Registry, and Brown Bag programs; and 
 

• Certifies Adult Day Health Care centers for the Medi-Cal program (Fishman et al., 2003).  
 
Multipurpose Senior Services Program (MSSP) is probably the best known Medicaid HCBS 
waiver program for seniors in California (California Dept. of Aging, 2005b). It provides 
comprehensive care management for frail seniors who can and want to live more independently 
but need extra support with housing, medical, and social needs. MSSP began in 1977 with eight 
sites in California. There are now 41 sites, with the capacity to serve up to 11,789 clients per 
month. 
 
Linkages is a state-funded home and community-based program administered through the 
California Department of Aging (CDA). There are 36 Linkages sites in California, each serving 
approximately 100 elderly adults or adults with disabilities. The goals are to help frail elderly 
adults and adults with disabilities remain in their homes, maximize their independence, and 
reduce the need for more costly out-of-home care. This program is funded by an assessment on 
vehicle fines, forfeitures, and parking penalties. 
 
The program provides comprehensive care management to help “fill in the gaps” by serving 
individuals who are not eligible for other care management programs, including Medi-Cal. There 
are no income criteria for clients, but they must have some difficulty with completing their daily 
activities (CDA, 2005a).  
 
The care manager conducts an in-depth assessment of the client in his or her home. Based on that 
assessment, the client, the family, and the care manager decide what the client needs and make a 
plan to meet those needs. This plan may include linking to existing services, such as 
transportation, meals, in-home care, housing assistance, and adult day care. The program may 
help the client obtain adaptive devices, such as ramps, bath benches, medication packages (medi-
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sets), and grab bars. Home repairs, counseling, or telephone reassurance may be arranged. Care 
managers follow up with each client at least once a month and visit each client at least every 
three months. 
 
Department of Health Services (DHS) 
 

DHS is the single state agency responsible for the Medicaid program. DHS administers all 
aspects of the Medi-Cal program based on their federally approved State Plan, which spells out 
eligibility, benefits, individual and organized service systems and providers, and reimbursement 
(Committee on Ways and Means, 2004). State policy about eligibility, benefits, allowed 
providers and reimbursement is inscribed in state statute. 
 
Department of Social Services (DSS) 
 

In-Home Support Services (IHSS)  
IHSS provides personal care, homemaking, chore services, and transportation (Fishmanet al., 
2003). Services are administered by counties, which receive allocations of state funds from DSS, 
which they must then match on a 70 to 30, state to county formula. County caseworkers assess 
the individual needs of each IHSS client to determine the level of functional impairment and its 
impact on the client’s ability to perform activities of daily living. While a person can receive as 
many as 300 hours of assistance per month, rarely does monthly assistance exceed 100 hours.  
 
The IHSS beneficiary is usually responsible for finding, hiring, and firing a personal care 
attendant. A significant majority of beneficiaries employ family to serve as their attendant, 
particularly family with whom they are living. Thus, the attendant can receive income from IHSS 
in lieu of having to seek employment outside of the home. Some counties have established IHSS 
authorities, separate legal entities that handle the administrative responsibilities of reimbursing 
IHSS attendants. These entities often have negotiated hourly wages that are higher than 
minimum wage and provide some employee benefits. It is believed that organizing and 
administering IHSS workers will stabilize and professionalize this workforce, and thus improve 
the quality of services provided.  
 
IHSS could potentially perform functions associated with discharge planning for patients eligible 
for IHSS services. IHSS is required to perform an assessment of the patient’s home; however, 
the patient must currently be home for this to take place. While the eligibility process can be 
started prior to discharge, no IHSS service can be determined prior to the patient’s return home. 
Another constraint is that there is commonly at least a 30-day wait from the time of application 
to the eligibility determination. Policy, and possibly funding, changes may be necessary for 
services to be performed by IHSS in the immediate post-discharge period. 
 
Supplemental Security Income and the Supplemental Security Program (SSI/SSP) 
SSI/SSP is another important program for low-income aged and disabled Californians. This 
program provides cash assistance to individuals whose income is up to 100% of poverty. 
SSI/SSP income also includes cash assistance for food assistance provided by the Food Stamps 
program, and recipients of SSI/SSP automatically qualify for Medi-Cal.  
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Private Health Insurance  
 
For working- and middle-class individuals relying on Medicare coverage, private insurance is the 
hedge against depleting assets to pay for medical care. Private insurance products, including 
Medigap policies, retirement health benefits, and privately purchased long-term care or home 
health care policies, help fill that need, offering some level of protection for costs not covered by 
Medicare. In a 2005 study of persons recently filing for bankruptcy, about half noted that 
medical costs contributed to bankruptcy (Himmelstein et al., 2005). This means over two million 
Americans experienced “medical bankruptcy”—75.7% of them had insurance at the onset of 
illness and many were middle-class families without a safety net. These numbers reflect families 
in bankruptcy as well as individuals. The average case was a middle-aged woman with over two 
dependents. While most had personal or spousal medical debts, 8.2% cited medical debts of an 
elderly relative as the cause.  
 
Medicare Supplemental Insurance Plans (Medigap)  
 

Millions of Medicare enrollees rely on Medigap insurance to help pay care costs not reimbursed 
by Medicare. Medigap is a health insurance policy sold by private insurance companies to fill the 
“gaps” in coverage under traditional fee-for-service Medicare (CMS, 2005; Laschober, 2004). 
Currently, there are ten standardized Medigap plans called “A” through “J.” All cover a set of 
basic (core) benefits. Plan A covers only these basic benefits and Plan J offers the most benefits. 
These policies pay some or all of the costs that Medicare does not cover, including deductibles, 
hospital co-insurance, extra days in the hospital, and other services. Only the most 
comprehensive plans cover prescription drugs and out-patient services not covered by Medicare. 
In 2006, Medigap plans are expected to be revised to include Part D prescription drug benefits. 
 
Medigap policy premiums can vary significantly, based on plan benefits, the age of the enrollee, 
geographic area, and the company offering the plan. For example, in one Northern California 
county, AARP/United Health Care Insurance has a premium of $908 a year for an individual 
between age 65 and 69 years for Plan A, and a premium of $2,874 a year for an individual age 80 
and over for Plan J (California Health Advocates, 2004).  
 
Retirement Health Coverage 
 

Some Medicare beneficiaries have retirement health insurance, which often covers their 
Medicare co-payments and deductibles and also provides benefits not covered by Medicare. 
However, the future for retirement health insurance is bleak. There has been a dramatic drop in 
retiree health coverage. The reasons most frequently cited for this are company bankruptcies and 
spiraling health care costs. The latter remain a fundamental driver in the erosion of employer 
benefits—for workers and retirees (U.S. GAO, 2005). Helen Darling, president of the National 
Business Group on Health, notes that: “If you are under 40 and not in the public sector, you 
probably will not have retiree medical benefits” (Barry, 2005). 
 
Retiree health benefits (which nearly always covered some prescription drugs) have been 
steadily eroding for nearly twenty years. In 1988, 66% of private companies with 200 or more 
employees included prescription drug benefits. By 2004, only 36% of such companies included 
prescription drug benefits. As a way to maintain benefits, many companies have increased co-
payments and deductibles. Retiree health insurance costs increased an average of 12.7% in 2004. 
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A recent survey of 333 large private companies found that nearly 80% had raised health 
premiums in 2003-2004 (The Medicare Policy Project, 2004a). One hopeful sign for sustaining 
coverage is the new Medicare Part D benefit. This could serve as an incentive for employers, as 
they will receive a 28% federal subsidy toward the costs for retirees who are eligible for 
Medicare—provided the prescription benefit coverage is at least as good as the basic Medicare 
Part D benefit (Barry, 2005; U.S. GAO, 2005). The Medicare Policy Project survey (2004a) 
found 58% of companies were likely to accept the government Part D subsidy and continue 
coverage. This may provide an opportunity to assess in what other ways Medicare coverage and 
reimbursement policies could ameliorate or even reverse retiree health insurance coverage 
reductions associated with escalating health care costs.  
 
Long-Term Care Insurance 
 

While many older adults have long-term care needs, Medicare covers very little long-term care. 
Relatively few people purchase long-term care insurance, but this percent is increasing 
significantly. Since 1996, the number of long-term care insurance (LTCI) policies has more than 
doubled, from 4.9 million to 10 million in 2005 (Ignagni, 2005). Some Medicare middle- and 
working-class beneficiaries rely on long-term care and home health care insurance coverage to 
offset the financial burden for care not covered by Medicare. Under the Health Insurance 
Portability and Accountability Act of 1996 (HIPAA), long-term care premiums for tax-qualified 
policies may be counted towards annual medical costs to meet the IRS definition of deductibility. 
Support is growing for “above the line” deductibility (deducted directly from a taxpayer’s 
adjusted gross income) and a tax credit of up to $3,000 (Ignagni, 2005) for long-term care 
insurance premiums. Twenty-two states, including California, have some form of deductibility of 
long-term care premiums on state tax returns.  
 
Another public sector policy direction, already in place in California and three other states, is 
long-term care partnership programs. These programs form a partnership between Medicaid and 
private long-term care insurers. Participating states work with insurers to create affordable 
insurance products that will provide better protection against impoverishment than those 
commonly offered. Once private insurance benefits are exhausted, special Medicaid eligibility 
rules are applied if additional long-term care is necessary. In California, a dollar-for-dollar policy 
is in place (an additional dollar of assets is protected for each dollar of coverage purchased). 
About 64,000 Californians participate in this program. Ignagni (2005) reports that these 
partnerships are producing state and federal savings in the Medicaid program when enrollees 
receive services through managed health care instead of traditional fee-for-service. This is 
because of the incentive in managed care to provide services that reduce the need for expensive 
institution-based acute and skilled nursing care. 
 
Yet another approach is employment-based LTCI. At present, however, private employers rarely 
pay any part of an LTCI premium (California Health Advocates, 2005). California and several 
other states, as well as the federal government, now offer LTCI plans to public employees. In his 
study of the benefits of Minnesota’s public employee LTCI plan, Gruenberg (1999) projected a 
decrease between 2000 and 2020 in use of skilled nursing facilities (SNF) of between 11%–20% 
from current SNF utilization rates. The plans are projected to stem Medicaid expenditures for 
long-term care between 44%–71% by 2020. 
Great caution is necessary, however, in pursuing expansion of LTCI access. Nationally, 
premiums range from as low as $422/month for a 40-year-old first-time purchaser, to 
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$7,572/month for a 79-year-old first time purchaser. Contributing to the significant variation in 
premiums are such factors as service settings (SNF and/or home or community), benefit triggers, 
waiting periods, fixed daily benefit amounts, benefit duration period, maximum policy benefits, 
and annual inflators (California Health Advocates, 2005; Cohen et al., 2002). 
 
 
The Olmstead Decision  
 
In 1999, in Olmstead v. L.C, the U.S. Supreme Court decided that states may be violating Title II 
of the Americans With Disabilities Act of 1990 if they provide care to people with disabilities in 
institutional settings when the disabled individuals could be appropriately served in a home or 
community-based setting. The ruling provides that states cannot make institutionalization a 
condition for publicly funded health coverage unless it is clinically mandated. Instead, states 
must direct their health programs for persons with disabilities towards providing community-
based care (U.S. GAO, 2001).  
 
The Olmstead decision has generated considerable discussion about its implications for the 
provision of long-term care services. The Olmstead decision has been interpreted to extend to 
people in nursing homes and other institutional settings and to those who live in the community 
and are at risk of institutionalization.  
 
In 2003, the California HealthCare Foundation commissioned an analysis that compared 
California’s long-term care programs and services with those in three states (Colorado, 
Washington, and Wisconsin) that have successfully reduced institutionalization by shifting 
resources into home and community-based services while holding down overall cost increases 
(Fishman et al., 2003). 
 
Fishman et al. (2003) found that, although California’s long-term care system has distinct strong 
points, glaring problems hinder the state’s ability to comply with Olmstead. While the authors 
report universal access to services for those with developmental disabilities and a generous IHSS 
program, they found a paucity of alternatives to nursing homes for disabled and frail elderly 
individuals who need more than part-time, unskilled personal assistance. They also report 
administrative fragmentation, and the unnecessary and ad hoc reliance on nursing homes as the 
site of care for relatively high-functioning individuals.  
 
Two pressing long-term care policy problems were identified. First, California lacks intensive 
community services and residential options for frail elders and individuals with serious physical 
disabilities. Most of these individuals must rely on either IHSS or nursing home care. IHSS was 
not found to be a realistic alternative to nursing care as it lacks skilled in-home care, therapeutic 
services, attendant training, and professional service coordination. Nor are there adequate 
assisted living and other home-like residential alternatives to nursing homes. Fishman and 
colleagues (2003) point out that IHSS, the largest home and community-based program in the 
state, is operated as a county-based program, separate from other long-term care programs that 
are administered by either the Department of Aging or the Department of Health Services.  
 
The more significant problem reported is California’s fragmented administrative structure 
(Fishman et al., 2003). The state’s long-term care programs for the physically disabled and frail 
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elderly are divided among multiple departments in the California Health and Human Services 
Agency. With the exception of MSSP, the ability of those providing case management services 
to connect clients with alternatives to nursing home resources is extremely limited.  
 
Several of California’s home and community-based services programs, including PACE, MSSP, 
and Linkages, could provide California with a cost effective, community-centered model of care 
for disabled and older adults who meet nursing home eligibility requirements. Because 
California already has a PACE program, its expansion would not require going through the 
extensive federal Medicaid waiver process required for other home and community-based 
services programs. 
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CONCLUSION  
 
The over-65 population in California and in each of our four target counties is projected to 
increase significantly by mid-century. The demand for services to assist in the transition from 
hospital to home will increase proportionately. This dramatic population shift will present 
substantial challenges to meeting the needs in our four Bay Area counties with their differences 
in utilization patterns, language accessibility, and culturally appropriate services.  
Transitions from acute care to home and other settings are potentially perilous for older people, 
especially disabled elders with complex care needs. Transitions also result in communication 
errors with serious health consequences, such as missed medications, premature transfers, 
institutionalization, and rehospitalization. 
 
There are well documented unmet care needs of elders during the transition from acute to home 
care. Supported discharge of this population seeks to maintain elders at home and out of long-
term and acute-care facilities. Discharge planning that extends beyond the hospital to the 
patient’s home or community setting has been shown to improve outcomes, while in many cases 
discharge planning confined to the hospital setting has not. Discharge planning and follow-up 
care with advanced practice nurses with specialized training in geriatric nursing are found to be 
more effective in reducing rehospitalization than care provided by general visiting nurses. 
Persons with deteriorating conditions associated with frequent rehospitalization and/or terminal 
illness may benefit from hospice services, but current Medicare funding streams prevent the use 
of hospice services at the same time as restorative services.  
 
While advanced practice nursing interventions and hospice serve as tested models, there are 
promising emerging interventions that go beyond current models: interdisciplinary approaches 
that include both social workers and nurses with other team members, in-home respite, 
information and training, support and counseling, telemedicine, post-discharge monitoring, and 
the creative use of Medicaid waiver processes to expand services to older adults by integrating 
funding streams (federal, state, and local). The identification of potential negative outcomes and 
associated risk factors of post-acute care has resulted in important recommendations to improve 
the care processes for elders.  
 
Caregiver interventions are perhaps further behind, often hampered by the general lack of 
sustainable funding (although the expansion of the OAA in 2000 is a notable exception in 
funding these types of services). Caregivers continue to complain that information received at 
point of hospital discharge is not comprehensive or understandable. They often lack access to 
post-discharge services. Presently, there is little research on the needs of family caregivers after 
discharge of elders to home care. Once caregiver needs are more completely identified, there is a 
wide array of potential interventions to address them. However, caregivers of post-discharge 
patients, like other caregivers, may need to seek support from clinicians who are outside the 
traditional “caregiver service network.”  
 
In addition, service use is known to vary across racial/ethnic groups and there are major service 
gaps to be filled in areas such as transportation, emergency care, overnight and weekend respite, 
linguistically and culturally appropriate information resources, and financial assistance. Meeting 
the needs of caregivers will require addressing these service gaps and providing more 
comprehensive information on hospital-to-home needs. It will require coordination among 
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formal and informal caregiving networks and public (federal, state and local) and private entities. 
Integrated care systems remain a long-term goal to work towards. 
 
The data obtained through this literature review have been integrated with the results of 
community-based research conducted by the Hospital to Home Project. These integrated 
findings, in Detailed Research Findings, will help us obtain a better sense of hospital-to-home 
needs and make recommendations for priority interventions and policy changes in the San 
Francisco Bay Area.  
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