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This report summarizes findings from a unique study of caregiver service use in 

California during the initial two years of active implementation of the federal National 

Family Caregiver Support Program (NFCSP) (Older Americans Act Amendment of 2000, 

Title III-E). The University of California Family Caregiver Support Project was conducted 

by the Center for the Advanced Study of Aging Services (Center) at the University of 

California, Berkeley, with generous support from the Archstone Foundation as well as an 

earlier Interagency Agreement with the California Department of Aging (CDA).   

��11
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The findings presented in the report provide important new information to service 

providers, policymakers, and researchers concerned about the service utilization patterns 

of unpaid family caregivers. By using longitudinal data during the initial two years of active 

implementation of the National Family Caregiver Support Act (NFCSP) (Older Americans 

Act Amendment of 2000, Title III-E), this report provides insight into the early impact of this 

federal legislation on California caregivers and suggests recommendations for improving 

service development and implementation in order to better meet caregivers’ needs.        

In general, it appears the NFCSP is having a positive impact on the lives of 

California caregivers, who reported an increase in service use with a decrease in unmet 

needs, barriers to service use, and caregiver distress. There remain, however, a 

substantial number of caregivers who continue to lack the community support necessary 

to provide the best possible care for their loved ones. Almost 20% of those surveyed never 

used a caregiver support service, and two-thirds of caregivers reported that they were not 

receiving at least one of the types of service that they believed they needed. In addition, 

one-third of caregivers continued to identify barriers to service use, and there was an 

increase in the number of caregivers who reported that they did not receive services 

because the provider does not speak the caregiver’s language, services are not offered by 

similar people, or there is not enough time. 

Several analyses presented in this report examined factors that may prevent 

caregivers from using available services.  Among this sample of caregivers, traditional 

enabling and predisposing factors included in the Behavioral Model of Health Services 

accounted for only a small percentage of the variation in service use, indicating there are 

many other factors that facilitate or hinder service utilization. For example, factors that 

contribute to racial and ethnic variations in service use, including family closeness, a 

tendency to focus on the needs of the care recipient, and sharing a similar cultural and 
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language background with the service provider, are apt to exert a strong effect on service 

utilization.  Finally, individual caregiver stress processes were shown to be associated with 

use of specific support services such as respite and counseling, suggesting the important 

of tailoring structured intervention components to target specific components of the 

caregiver stress process. 

Other analyses looked at caregiver and care recipient well-being, particularly in 

terms of caregiver distress and the risk of care recipient institutionalization. Caregivers in 

the most difficult care situations, in which the care recipient has memory or behavior 

problems, and where family interaction is characterized by conflict, tend to experience 

especially high levels of physical strain, emotional stress, and financial hardship. In 

addition, caregivers whose care recipient was dying experienced an increase in physical 

and emotional strain coupled with a decline in their own health, despite the fact that a 

majority of these caregivers used at least one caregiver support service.    

While characteristics of the care recipient can impact the well-being of the 

caregiver, the reverse can also be true. Only 8% of care recipients moved into a long term 

care facility over the course of the study, but these particular care recipients were more 

likely to be receiving assistance from an older caregiver with high reported levels of 

emotional or physical stress. Caregiver employment may also negatively impact care 

recipient well-being; care recipients of employed caregivers were more likely to have care 

problems and unmet needs.  

While the majority of caregivers who participated in this study appear to be 

receiving the formal services they need in order to provide optimal care to their care 

recipient, this is not true for all caregivers and care recipients. Service providers, 

policymakers, and researchers should pay particular attention to these underserved and 

potentially vulnerable caregivers. 

+13���
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Project findings highlight the diverse needs of caregivers and care recipients, and 

the critical importance of developing culturally-appropriate caregiver support services.  As 

service providers design and implement caregiver interventions, they need to consider and 

respond to racial and ethnic variations in service use and barriers to service use. Some 

strategies to address racial and ethnic differences suggested by these findings include: 

emphasizing that caregiver services will also benefit the care recipient, focusing on 

education and training rather than counseling, and hiring bilingual service providers.  

Service providers also need to tailor their interventions to specific caregiving 

situations.  Caregivers who have physically-demanding care situations, for example, are 

apt to welcome respite services to alleviate some of their distress. Caregivers who 

experience emotional and psychological stresses associated with caregiving are more apt 
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to seek out counseling services. In addition, service providers for frail elders should 

incorporate caregiver assessment and referral protocols into existing community-based 

services, since our findings indicate that the aging services network is an important 

pathway for caregiver service use.  Interventions also should be targeted to employed 

caregivers and caregivers of a dying relative, whose needs appear to be quite different 

from other caregivers. 

Outreach is another important area that requires attention from caregiver service 

providers. Findings indicate that the overall number of caregivers who reported a lack of 

knowledge about where to obtain services remained the same over the study period. This 

is a particularly important issue for caregivers from diverse racial and ethnic groups. 

5������+13���
������

The basic building blocks upon which to develop a more comprehensive system 

of support for family caregivers in California appear to be in place.  However, our findings 

suggest a number of policy enhancements that would contribute to a more effective and 

comprehensive system of support for family caregivers in California, including the 

following: (a) public awareness campaigns regarding the prevalence and realities of family 

care; (b) enhanced information and referral systems; (c) improved assessment of 

caregiver needs within the aging services network; (d) caregiver education and training 

programs; (e) outreach to vulnerable caregivers and care recipients; (f) workplace 

programs and benefits; (g) enhanced involvement of health care providers and other 

organizations; and, (h) quality assurance to document the effectiveness of caregiver 

support programs and services. 

+13���
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Further research is necessary to better understand the ways in which cultural 

values affect the caregiving experience. Ultimately, these findings point to the need for 

additional research to better understand the ways in which cultural norms and racially- and 

ethnically-mediated experiences (e.g., discrimination and adversity) affect the care 

experiences, attitudes, and support needs of family caregivers.  Increased knowledge of 

the caregiving experiences of individuals and families within an increasingly diverse 

population can enhance the potential for policy development and program implementation 

that are responsive to the diversity of caregiver needs and situations.   

Several of the research findings provided supportive evidence for the utility of a 

family systems approach to understanding elder care and its effects on primary 

caregivers. Needed now is further research examining the family context within which 

caregiving occurs, the impacts of caregiving on family systems and their members, and 

the interventions that can improve family functioning.  
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Of particular relevance for policy and practice is additional research regarding the 

ways in which formal and informal resources can assist caregivers and their care 

recipients, especially when confronted with demanding care situations. Our findings 

suggest that increased knowledge and reduced barriers are associated with increased 

services use and may thereby contribute to improvements in care recipient and caregiver 

well-being.  

Needed now are clinical trials and controlled observational studies that identify 

proven strategies for helping caregivers to access needed services, and demonstrate their 

potential for long-term improvements in caregiver and care recipient well-being.  By doing 

so, we can contribute to more effective practices and policies on behalf of caregivers, care 

recipients, and their families. 
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With generous support from the Archstone Foundation, the University of 

California Family Caregiver Support Project examined caregiver service use during the 

initial two years of active implementation of the National Family Caregiver Support 

Program (NFCSP).  The timing of this project was crucial, in that it enabled examination of 

the early impact of the NFCSP, with implications for improving service development, 

targeting, and outreach to better meet caregivers’ needs during the early development of 

this important program.  Through longitudinal data from a two-phase household survey of 

family caregivers, we were able to study the intersection of individual characteristics, 

environmental, and time-dependent circumstances as they affected service utilization and 

its consequences.    

The project had several important goals, including the following:  

(1) examining whether local caregiver support programs met 

caregivers’ needs as those needs changed over time; 

(2) identifying barriers that inhibited service use or contributed to 

unmet needs; 

(3) documenting the potential impact of service use for caregivers 

and for care recipients; 

(4) examining the service needs of California’s ethnically and racially 

diverse caregiver populations, and identifying strategies for 

meeting those needs; 

5) assessing whether implementation of the NFCSP met caregivers’ 

needs and improved their knowledge of local caregiver support 

programs; and, 

(6) identifying other ways to improve the utility and effectiveness of 

the NFCSP.  

������'��	���  

In the first phase of the study (conducted April through August, 2002, through an 

Interagency Agreement with the California Department of Aging [CDA]), the Center for the 

Advanced Study of Aging Services contracted with the Inland Empire Research 

Consortium (IERC) to conduct a statewide random sampling of California households in 

order to identify Californians with caregiving responsibilities for disabled individuals age 50 

or older.  Caregivers were selected for inclusion in the study if they currently provided 

assistance or support with personal needs, household chores, finances, or arranging for 

outside services to an ill or disabled relative or friend age 50 or older. 
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The second phase of the study (funded by the Archstone Foundation) 

commenced in October 2004, when IERC began to re-contact the initially interviewed 

caregivers to determine how their experiences with caregiving and service utilization had 

changed over the two-year period.  In particular, these follow-up interviews examined 

whether: (1) caregiver’s needs had changed over time, (2) local support programs had 

met those needs, (3) there had been changes in the barriers that inhibited service use or 

contributed to unmet needs, or (4) there had been changes in the physical, mental, and 

emotional health of the caregivers. 

In the 2002 sample, one in six households was found to contain at least one 

person who indicated that they provided care to an ill or disabled relative or friend over the 

age of 50, comparable to national estimates of caregiver prevalence (National Alliance for 

Caregiving (NAC/AARP, 2004). Of 8,790 individuals meeting our sampling criteria, 1,643 

agreed to participate in the study and completed in-depth telephone interviews.  

In 2004, 596 of these caregivers were re-contacted, of whom 338 agreed to 

participate in the follow-up survey. Of these, 282 were still providing care to the same care 

recipient, and in this report, all analyses for 2004 were conducted with these caregivers 

who were caring for the same care recipient throughout the two phases of the study, 

unless otherwise noted. 

In this Final Report to the Archstone Foundation we summarize the results from 

Phase II of the University of California Family Caregiver Support Project, funded by the 

Archstone Foundation, within the context of the knowledge gained about California’s 

family caregivers since the Project began in 2001 with initial funding from CDA. So that 

this document can serve as a complete resource for policy and program developers, we 

plan to distribute it to all California Area Agencies on Aging (AAAs) and to other key 

constituencies, including members of the project advisory committee.  This information will 

be invaluable for planners, policy-makers, and service providers, in California as well as 

the United States.  Indeed, no other existing data source provides comprehensive 

information regarding caregiver needs and service utilization patterns from a randomly-

selected household sample of service users and non-users representing the racial and 

ethnic diversity of California. Ultimately, it is our hope that this project will elicit new 

programmatic and policy responses to help alleviate the deleterious impact of caregiving 

on caregivers’ physical and mental health, reduce elder abuse and neglect, improve end 

of life care, and enable family members to provide better care for a longer period. 

In the following sections of this report, we summarize findings regarding service 

use among California caregivers during the study period. The first section provides a brief 

summary of the characteristics of California caregivers, based on information gathered 

through our survey of California households. The second section analyzes patterns of 
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caregiver service utilization, examining the factors that contribute to caregiver service use, 

with special attention to racial and ethnic variations. The third section investigates 

caregiver and care recipient well-being. Issues related to caregiver well-being include 

caregiver distress, unmet needs, and the unique impact of caring for someone who is 

dying. Care recipient well-being is explored in terms of the risk for institutional placement 

and how caregiver employment could potentially impact the care received. The fourth 

section describes the changes observed in study participants during the initial two years of 

active implementation of the National Family Caregiver Support Program, particularly in 

terms of changes in service use, unmet needs, knowledge gaps, barriers to service use, 

and caregiver distress.  A final section summarizes key implications for practice, policy, 

and further research on the needs of family caregivers.  
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The results of the 2002 CSSC random-sample of California households provide a 

general profile of California’s caregivers (Scharlach, Sirotnik, Bockman, Neiman, Ruiz, & 

Dal Santo, 2003). They have an average age of 51 years. Three-fourths are women, 60% 

are married, and 31% have children under the age of 18 living at home. Sixty-one percent 

are White/Caucasian, 25% are Hispanic/Latino, 6% Black/African American, and 5% 

Asian, Native Hawaiian, or Pacific Islander (API).  Most caregivers were born in the US 

(86%), but a notable number (6%) report Mexico as their country of origin.  About half of 

California’s caregivers are employed – 35% full-time and 14% part-time.  Three-fourths of 

caregivers (74%) evaluate their health as good, very good, or excellent, while 26% 

indicate that their health is fair or poor; and 28% report health or emotional problems 

associated with caregiving. 

The social and demographic characteristics of care recipients in California differ 

slightly from those of their caregivers. Care recipients have an average age of 77 years. 

Seventy-percent are women, while 32% are currently married and half are widowed. The 

majority (66%) are White/Caucasian, with 21% Hispanic/Latino, 6% African American, and 

5% Asian. Similar to caregivers, most care recipients (78%) were born in the United 

States, with 9% born in Mexico.  
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The National Family Caregiver Support Program (NFCSP) identifies five types of 

caregiver support services:  information, access, counseling and training, respite, and 

supplementary services. Information services are provided to caregivers through various 

avenues, including written literature, resource libraries, and telephone and internet 

information sources. Access services include care navigation, care coordination, and care 

management. Counseling and training services include individual counseling, support 

groups, and caregiver training programs. Respite services include home care, day care, 

and overnight care.  Finally, supplementary services include a variety of other caregiver 

support services, such as financial assistance, friendly visitor and senior companion 

programs, legal assistance, nutrition services, and other formal and informal programs.  

California has a vast array of potential resources for family caregivers.  Programs 

for caregivers are administered by several state departments within the Department of 

Health and Human Services (DHHS), including the following:  the Department of Aging, 

the Department of Developmental Services, the Department of Health Services, the 

Department of Mental Health, and the Department of Social Services.  Each of these state 

departments channels funding from various sources to a range of public, private, and not-

for-profit service-providing organizations.  According to an inventory of the major caregiver 

resources in California conducted for CDA by the Center for the Advanced Study of Aging 

Services (Whittier, Scharlach, Dal Santo, 2005), the support services most likely to be 

available for caregivers include:  caregiver information, counseling, and referral provided 

through the Caregiver Resource Centers (identified by 78% of AAAs); daytime respite 

offered through the various Adult Day Programs (67% of AAAs); and general community 

social service programs such as support groups, senior centers, and faith-based 

organizations, which were identified by 61% of AAAs. 
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The FCSP examined caregivers’ use of eleven possible types of support as 

shown in Table 2. During the two-year study period (2002-2004), 82% of caregivers used 

at least one of these caregiver support services, while nearly one-fifth of caregivers (18%) 

did not use any. 

Caregiver service use varied considerably across the various types of services 

(Table 2).  The most frequently used caregiver services during the study period were 

Information (46%), Education (34%), Legal Assistance (29%), Financial Counseling (24%) 

and Support Groups (21%).  The least used services were Night Respite (6%), Clergy 

(10%), Out-of Home Respite (12%), and Counseling (13%).  
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The most frequently utilized formal sources of support were health care providers 

(especially for education, information, and counseling), followed by professionals (for 

social service, legal and financial advice), AAAs and other public entities (for financial 

advice and information about services), residential care providers (for in-home and 

overnight respite), other agencies and community-based organizations (for information 

about services), and religious and social organizations (for pastoral counseling and peer 

group support), as shown in Table 3.    
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We have conducted several analyses regarding the factors that might explain 

why some caregivers use support services while others do not. Among the issues we 

have examined are the following: (1) predisposing, enabling and need factors contributing 

to use of caregiver support services; (2) the differential nature of respite and counseling 

services; (3) racial/ethnic variations in caregiver service use; and (4) racial/ethnic 

variations regarding the balance of formal and informal services.  

)
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We examined the extent to which predisposing, enabling, and need factors 

contribute to the differential use of caregiver support services when controlling for 

caregiver and care recipient characteristics, as represented by the Behavioral Model of 

Health Services Use (Giunta, Chow, Scharlach, & Dal Santo, 2004). Predisposing 

variables reflect characteristics that affect a caregiver’s inclination to seek outside help, 

such as demographic characteristics, social structure, and health beliefs (Andersen et al., 

1973).  Even if a caregiver is predisposed to seek help, certain enabling conditions must 

exist before the individual has the ability to do so; such enabling conditions include 

income, social support, and access to services. Finally, a caregiver must also have 
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sufficient need to require intervention, such as care recipient illness or impairment, or 

caregiver distress (Andersen, 1995).    
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As shown in Table 4, the only predisposing variable that significantly predicted formal 

service use was caregiver education, indicating that caregivers who had completed high 

school were more than 1.7 times as likely to use formal services as were caregivers with 

less than a high school education. Several enabling characteristics were predictive of 

service use.  Caregivers with emotional support were 1.6 times as likely to use services as 

those without emotional support. Caregivers who believed they were making a 

contribution to the family were 1.7 times as likely as those who did not view their actions 

as making a family contribution to use services. Finally, those caring for a care recipient 

receiving community-based services Finally, those caring for a care recipient receiving 

community-based services were 2 times as likely to use caregiver services than those 

caring for a loved one not using community services. The only need variable that 

contributed significantly to caregiver formal service use was the care recipient need of 

assistance with Activities of Daily Living (ADLs). These caregivers were 2 times as likely to 

use caregiver services than caregivers whose loved ones did not have ADL limitations. 
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Service Implications.  These findings suggest the importance of targeted outreach 

to certain types of caregivers who currently are least likely to utilize caregiver support 

services. These caregivers especially include those who are less educated, have less 

social and emotional support, and who care for relatives who need personal care but are 

not already connected with community-based support services. These socially-isolated 

caregivers may be particularly vulnerable to deleterious consequences of providing care, 

yet often are virtually invisible to existing community programs. This suggests the need for 

assertive efforts to locate and serve these caregivers, perhaps by mobilizing churches, 

schools, community organizations, and non-traditional avenues such as letter carriers, 

meter readers, supermarkets, and beauty parlors.  

It should be noted that our ability to identify clear service implications from these 

analyses is constrained somewhat because of the relatively limited percentage of the 

overall variation in caregiver service use that was explained by the predisposing, enabling, 

and need variables included in the model. This suggests that other factors may exert a 

strong influence on the service utilization patterns of caregivers. Some of these additional 

factors are described in the following sections.  
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Fewer than 20% of caregivers use important support services such as respite and 

counseling (Kosloski & Montgomery, 1993; Strain & Blandford, 2002). Even when 

caregivers do use these services, it may only be in small increments or late in the care 

process. A better understanding of the characteristics of caregivers’ stress processes and 

coping mechanisms may allow more precise targeting of service use modalities to 

underserved population subgroups by maximizing existing pathways and overcoming 

barriers to service use.  To that end, we examined whether respite and counseling 

services reflect different caregiver coping strategies (as outlined in a stress process model 

(Pearlin, et al., 1990)): (1) management of the situation that gives rise to stress; (2) 

management of the meaning of the situation; and (3) management of the stress symptoms 

that result from the situation.   



�
�6  

Respite care is designed to provide temporary relief from the caregiving situation 

by providing hands-on care and supervision to care recipients. We hypothesize that 

respite use reflects a coping style of attempting to manage the care situation as well as its 

physical and temporal demands. Respite, therefore, might be expected to have particular 

utility for caregivers who have especially demanding care situations and little time off.  

Conversely, counseling focuses primarily on assisting caregivers to alter their own 

perspective or adapt to the care situation; it thereby serves as a mechanism for assisting 

caregivers to manage the meaning of the situation. Counseling might be expected to have 

utility for caregivers who experience emotional distress as a result of their care situations. 

Table 5 shows the characteristics of caregivers who used each of three categories of 

service use in 2002: respite care only (11%), counseling only (25%), and neither respite 

nor counseling (64%).  

Respite users were nearly twice as likely as caregivers who did not use either 

respite or counseling services to care for a care recipient who was using community 

services, twice as likely to be assisting with ADL care demands, and over three times as 

likely to report physical health problems resulting from caregiving.  

Counseling users were one-fourth as likely as non-users of respite or counseling 

services to be Asian/Native Hawaiian or Pacific Islander (API) versus White non-Hispanic, 

two-thirds as likely to live with the care recipient, 1.7 times as likely to have sought 

information about services, and 1.6 times as likely to report having a confidant with whom 

to talk. Counseling users were 1.8 times as likely to report mental health problems and 

nearly three times as likely to report both physical and mental health problems than non-

users of either service.  

Examining the variables that specifically differentiated respite and counseling 

users showed that counseling users were nearly three times as likely as respite users to 

be married to the care recipient, but only one-fourth as likely to be APIs rather than non-

Hispanic Whites. On the other hand, respite users were almost twice as likely to 

experience physical health problems related to providing care, and twice as likely to have 

a care recipient using community services. 
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In summary, respite use was found to be associated with physically-demanding 

care situations and secondary physical stress symptoms, reflecting its use as a strategy 

for managing residual physical and temporal demands of a stressful care situation.  

Counseling use was associated with secondary emotional and psychological symptoms, 

representing a strategy directed at managing the meaning of the situation.  Contextual 

factors made relatively minor contributions to caregiver services use.  

Service Implications.  These findings have important practice implications. First, 

care recipient services appear to provide a pathway to caregiver respite use, indicating 

that outreach should target the primary needs of care recipients who are not yet part of the 

service delivery system. In addition, respite use might increase, if community-based 

services for the care recipient incorporated caregiver assessment and referral for support 

services. Second, information services may serve as a pathway to caregiver counseling 

use. Again, it would be beneficial to caregivers when they contact sources of information 

that attempts are made to assess the caregiver’s needs and make appropriate referrals for 

services. Third, API caregivers seem to have more barriers to counseling use than other 

racial and ethnic groups, suggesting the need for the development of culturally appropriate 
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services that are provided and organized in collaboration with members of the particular 

cultural community.  A more detailed discussion of culturally appropriate service 

development and delivery is discussed below.  Finally, socially-isolated caregivers, such 

as those whose care recipient is not connected to community services and those who lack 

information about services, may be especially vulnerable and require special outreach to 

insure they receive necessary caregiver services. 

Service Implications. These findings also might be applicable to the 

understanding of other services that function in similar ways to respite and counseling. 

Findings about respite use could serve as a model for other types of services that allow 

caregivers to manage day-to-day caregiving responsibilities (e.g., transportation, meal 

programs). The findings regarding counseling services could enhance understanding of 

the use of services that serve to change the way caregivers perceive their situation (e.g., 

education, information, case management). 
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As the ethnic and cultural diversity of the United States’ population increases, so 

does the need to understand the reasons for the underutilization of formal services by 

ethnic minority caregivers.  Low service use among minority caregivers is of particular 

concern because it has been associated with unmet needs for assistance and support. 

However, studies to date have been based primarily on information from individuals 

already receiving services, and have provided only limited guidance regarding the 

perspectives of non-users from a wide range of racial and ethnic groups. Little is known 

about caregivers’ own experiences and attitudes about service use, from their own cultural 

perspectives and in their own languages. Especially lacking is information from API 

caregivers, who are the least likely to use formal support services. 

Substantial concern has been raised regarding the extent to which existing 

caregiver support programs and services are used by, and meet the needs of, non-White 

and Hispanic caregivers. Caregivers from African American, Latino, and API populations 

consistently express higher levels of unmet social and mental health care needs than do 

non-Hispanic White caregivers, as well as a greater need for formal support services. This 

raises questions regarding the accessibility of needed services for these populations. In 

attempting to answer these questions, we examined racial and ethnic variations in 

caregiver service use, as well as factors that might help to explain differential service use 

patterns.  Within our ethnically diverse sample of caregivers, we found significant racial 

and ethnic differences in caregiver service use at the bivariate level (Giunta, Scharlach, 

Lehning, & Chow, in review). Seventy-seven percent of African American and 72% of 

White caregivers used formal caregiver services, compared to 57% of API and 66% of 

Latino caregivers. Odds ratios indicated that African Americans were 1.9 times as likely as 
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Latinos and 2.6 times as likely as API to use formal caregiver services. Similarly, Whites 

were 1.5 times as likely as Latinos and 1.9 times as likely as API to use caregiver 

services.  

To some extent, these differences were related to variations in demographic 

characteristics among the caregivers from the various racial and ethnic groups. As shown 

in Table 6, only a third of API caregivers were born in the United States, compared to 96% 

of African American and White caregivers.  A much smaller percentage (31%) of African 

American caregivers were married than those from other groups.  A smaller number of 

Hispanic and African American respondents were high school graduates or earned more 

than $30,000 per year compared to API and White respondents. A greater percentage of 

White respondents (15%) cared for a spouse than respondents from other racial and 

ethnic groups.   

There were also significant racial and ethnic differences in terms of family 

closeness and amount of care provided.  While 32% of White caregivers reported feelings 

of family closeness, 43% of API, 42% of Hispanic, and 45% of African American 

caregivers indicated that the care recipient’s illness had brought the family closer.  Non-

White caregivers also reported a higher average number of hours providing care. 

 However, logistic regression analysis of formal service utilization revealed that 

racial/ethnic differences in service utilization were no longer significant when we controlled 

for the predisposing, enabling, and need factors described above, including education, 

care recipient service use, and care recipient ADL impairment. The only place that 

significant ethnic variations were observed was with regard to the impact of family 

closeness on caregiver service use. Perceiving that the care situation had brought the 

family closer together contributed to a one-quarter decrease in the likelihood of formal 

service use by API caregivers and a similar one-third decrease in formal service use by 

African American caregivers.   
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Service Implications. This study builds on existing knowledge of racial and ethnic 

variations in caregiver support service use, and has important practice and research 

implications.  While this study found significant racial and ethnic differences at the bivariate 

level, with African American and White caregivers significantly more likely than API and 

Latino caregivers to be using formal caregiver services, in a logistic regression model with 

other variables, race and ethnicity no longer were found to have a main effect on formal 

service use.  Racial and ethnic differences in service use seem to be attributable in large 

part to associated variations in other caregiver characteristics.  Even though non-white 

and Hispanic caregivers tend to have more demanding care situations, they are less likely 

to receive help from formal services.  To some extent, this may be due to the availability of 

family support, as we shall see in the next section.  Indeed, API and African American 

caregivers without close family ties are the only racial or ethnic groups who are more likely 

to use formal support services.  Further research is required to better understand the ways 

in which cultural values affect the caregiving experience, perhaps moving beyond the 
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behavioral model of service utilization and searching for a more culturally-sensitive model 

to explain caregiver service use.  

In developing interventions for ethnic minority caregivers, culturally-sensitive 

interventions that incorporate caregivers’ values and beliefs are essential. Service 

providers need to develop cultural competence in all aspects of caregiver services, from 

design and recruitment to implementation and termination.  Two strategies that have 

proven effective in serving racially and ethnically diverse caregivers include involving 

indigenous community leaders in helping to plan and recruit for caregiver services, and 

hiring staff with the same cultural background as clients (Gallagher-Thompson et al., 

2003). Tailoring intervention content to the norms and expectations of particular racial and 

ethnic groups also is important. African American caregivers, for whom racism and other 

barriers to quality care are impediments to service use, have responded well to psycho-

educational group interventions focused on increasing self-care and empowering 

participants to become more assertive in their interactions with the health system 

(Gallagher-Thompson et al., 2003). Similarly, a group of Hispanic caregivers, many of 

whom had not graduated high school or college, found a graduation ceremony marking 

the completion of their training in a support group very meaningful, while White 

participants reported this was a low priority (Gallagher-Thompson et al., 2003).  

Knowledge of the caregiving experiences of individuals and families within an increasingly 

diverse population can help to enhance the potential for policy development and program 

implementation that are responsive to the diversity of caregiver needs and situations. 

+����1
����33����
�������������9����������

It is likely that racial and ethnic variations in use of formal support services are 

partially offset by assistance from informal sources. Some caregivers, for example, might 

have less need for formal support services because they already receive assistance from 

family members and friends. However, previous studies of racial and ethnic variations in 

formal and informal support have been inconclusive. Cox (1993) found that African 

American caregivers reported receiving more informal support from family members and 

friends than White caregivers.  However, Hinrichsen and Ramirez (1992) reported that 

African American caregivers received less assistance from family members than White 

caregivers.  Moreover, Haley et al. (1995) found no evidence that African American 

caregivers relied more heavily on extended family support than White caregivers.   
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Using 2002 data, we examined caregivers’ sources of support – informal or 

formal - by race and ethnicity.  For all respondents, 70% used at least one formal service 

and 55% used at least one informal service (Figure 1). In general, high use of informal 

services was related to low use of formal services. However, there were important 

variations across the four racial and ethnic groups. API caregivers were least likely to 

receive services from formal sources and most likely from informal sources.  Hispanic 

caregivers received relatively low levels of support from formal sources and relatively high 

levels from informal sources. African American caregivers were the most likely to use 

formal services, but also more likely than average to receive informal support.  Non-

Hispanic whites also were more likely than average to use formal services, but the least 

likely to receive informal support.  
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These racial and ethnic variations are even more apparent when we examine 

those caregivers who use only formal or only informal services (Figure 2). Across all 

caregivers, we found that about 41% used only formal services without any informal 

support, and the same percentage used some mixture of both formal and informal 

support.  Only 18% of caregivers used only informal support.  Examining the caregiver 

formal and informal support use by racial/ethnic groups, we found that Non-Hispanic 

Whites were most likely to use only formal services (45%), followed by Hispanics (36%), 

African Americans (34%), and API (26%).  The racial/ethnic group that was most likely to 

use only informal services was API (34%), followed by Hispanics (22%), Non-Hispanic 

White caregivers (15%) and African American caregivers (14%).  African American 

caregivers were most likely to use some combinations of both formal and informal services 

(51%).    
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Finally, we examined the differences in the source of specific types of caregiver 

support. Within each racial and ethnic group, a higher proportion of caregivers used formal 

services for each type of support, with the exception of respite support, as shown in Table 

7.  Caregivers across all racial and ethnic groups were more likely to use formal sources of 

care for information (89%) and legal and financial (82%) services and much less likely to 

use formal services for respite support (28%).  

Comparing the racial and ethnic groups, the API caregivers had the lowest formal 

service use across three of the four service types, while the Hispanic group had the lowest 

formal support use for respite care. 

Service Implications.  Results from this study once again underscore the 

importance of the development of culturally competent caregiver services. Based on the 

responses of this sample of caregivers, culturally competent programming appears to be 

lacking or inadequate. Specifically, the current patterns of service utilization by API and 

Latina caregivers are especially problematic. These two groups, when compared to White 

and African Americans, were significantly less likely to use formal caregiver services. As 

we shall see in the next section, restricted service use is not simply due to reliance on 

informal supports, but rather to a variety of service barriers experienced particularly by 

Latino and API caregivers. They were also more likely to report a language barrier as the 

reason for not using services. Further outreach to racial/ethnic minority communities, 

especially to immigrant communities, is needed to better understand patterns of formal 

and informal service use among an increasingly diverse population of caregivers. 
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Differential access to existing community resources can contribute to 

underutilization of needed services.  With this in mind, we examined potential barriers to 

service use, including barriers that may be attributable to socioeconomic, geographic, 

linguistic, or cultural factors.    

 We asked caregivers to specify any reasons why they had not obtained needed 

support services. Consistent with a reliance on family support and family expectations, the 

barriers to service use reported most often by caregivers were related to feelings of familial 

obligation and responsibility. Seventy-nine percent of caregivers felt it is their duty to 

provide care, 77% believed care should be provided by the family, and 57% indicated their 

family expects them to provide care. Other major barriers to caregiver service use included 

the care recipient’s unwillingness to receive outside services (35%), and the caregiver’s 

lack of knowledge of where to obtain services (34%). The cost of caregiver support 

services was reported as a barrier to receiving more outside help by about one-third of 

caregivers.  

Examining the barriers to caregiver service use identified by Whites and Latinos, 

we find that Latinos were more likely to say their family expects them to provide care, they 

do not know where to obtain services, they have no time to get help and have no one to 

stay with the care recipient. Overall, Latino caregivers (39%) were less likely than Whites 

(62%) to report that they had all the help they needed. 
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Focus Groups 

To better understand barriers to service use among diverse groups of caregivers,  

the Center for the Advanced Study of Aging Services organized racial-specific and ethnic-

specific caregiver focus groups to examine cultural variations in the family caregiving 

experience and to identify factors contributing to decisions about the use of caregiver 

support services. Separate focus groups were conducted for each of the eight non-White 

populations with the greatest representation in California: African-Americans, Chinese, 

Filipinos, Korean, Native Americans, Hispanics, Russians, and Vietnamese (Scharlach, et 

al, 2005).  Specifically the focus groups examined possible explanations for observed 

patterns of low formal service, including: (1) family-centered cultural norms, (2) role of 

informal supports, and (3) utility of formal services.  
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Consistent with the CSSC survey respondents, the caregiver focus group 

participants reported very limited use of existing formal services.  Reasons provided by the 

focus group participants for the limited use of outside services included:  (1) reliance on 

informal support networks; (2) lack of knowledge of available services; (3) mistrust of 

formal service providers; and (4) unavailability of services, especially culturally-appropriate 

services.  Latino caregivers, for example, frequently have been found to be wary of 

professionals whom they do not already know.  In addition, Latino caregivers were found 

to be especially likely to experience difficulties due to language barriers and a lack of 

culturally-competent services.  

Additional factors identified by caregiver focus group participants for not using 

services were associated with family-oriented values, including: (1) cultural norms and 

traditions underlying the decision to provide care; and (2) personal and interpersonal 

fulfillment associated by the caregiver with complying with those norms and traditions.  

Group identity of the participants emerged as an important factor in choosing to use formal 

services, including: (1) group-related experiences of adversity and discrimination, which 

affected the caregiving experience; (2) caregiving behavior and norms, which 

differentiated one’s own group from the majority culture; and (3) changes and transitions in 
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one’s group identity and cultural context, which impacted the availability of natural support 

networks. 

Service Implications.  Striking consistencies were found across the eight racial 

and ethnic groups, as reflected in the cross-cutting constructs of familism, group identity, 

and culturally-related service barriers.  Ideas about family responsibility held by members 

of these groups resulted in the belief that caregiving is a duty rather than a choice, and 

these family-centered cultural norms provided a context for positive perceptions of the 

caregiving experience.  The well-being of the care recipient, and of the family as a whole, 

transcended the personal demands experienced by the individual caregiver. An equally 

important finding was the consistently expressed concern that cultural norms were 

weakening, with younger cohorts seen as having less cultural identification and 

commitment coupled with the breakdown of traditional community support structures and 

values. 

While family-centered values and group identity impacted caregiver service use, 

limited use of formal services also reflected deficits with regard to the actual availability of 

needed resources, including restricted accessibility, affordability and appropriateness.  

The different caregiving experiences and needs of racial and ethnic groups may result in 

different service needs.  For example, Latina caregivers have been found to delay 

institutionalization significantly longer than Caucasian caregivers (Mausbach, et al, 2004), 

potentially contributing to unmet service needs.  In our study, ethnic-specific communal 

organizations and resources did not supplement these service gaps.  Indeed, focus group 

participants made little mention of church, social and cultural organizations, or other 

potential community resources.  Instead, non-White and Hispanic caregivers relied mainly 

on family members and friends for support and assistance.         

Service Implications. Our findings point to the importance of a family-centered 

approach to meeting the needs of Hispanic and non-White caregivers, in terms of what 

services are offered and how they are presented. When asked to identify services that 

would assist them in their caregiving roles, most focus group participants talked primarily 

about services for the care recipient rather than for themselves. The tendency to focus on 

the care recipient and their needs also reflected the participants’ general family-centered 

approach, whereby family well-being took precedence over personal considerations.  

Focus group participants indicated that they would use caregiver support services if those 

services were seen primarily as benefiting the care recipient rather than themselves. 

Training and counseling regarding care provision, for example, were seen as potentially 

useful to the extent that they could help caregivers to provide better care and be less 

reliant on outside assistance. Similarly, many caregivers mentioned the need for in-home 

respite care, primarily as a mechanism for enabling them to provide better care over a 
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longer period of time, rather than for alleviating their own caregiver strain. It also was seen 

as very important that service providers be as similar as possible to the care recipient, in 

order to overcome mistrust of “outsiders” and other linguistic and cultural barriers. Finally, 

a family-centered approach to caregiver support involves strengthening the capabilities 

and resources that families bring to the provision of care.  This includes reimbursement for 

home and health care to overcome the financial hardships experienced by more 

economically challenged Hispanic and non-White care providers (NAC/AARP, 2004).  

Given the lack of trust in majority cultural institutions expressed by these focus 

group participants stemming from histories of adversity and discrimination, strengthening 

the capacity of their existing communal organizations and institutions would appear to be 

an essential component of any effort to provide needed support to these caregivers and 

their families. For example, a central tenet of culturally-competent service provision is that 

services need not only to be culturally appropriate, but also provided and organized in 

collaboration with members of the particular cultural community. 

Community partnerships between the aging network and accepted ethnic-specific 

community-based entities which already are trusted by and familiar to Hispanic and non-

White caregivers can also help to overcome recruitment barriers and enhance service 

participation by minority caregivers, as has been shown for Chinese American caregivers 

and Hispanic caregivers (Gallagher-Thompson, D., Hargrave, R., Hinton, L., Árean, P., 

Iwamasa, G., & Zeiss, L. M., 2003). Community partnerships also enhance the social 

capital of the communities in which services are provided, thereby potentially improving 

the long-term ability of those communities and their institutions to meet the needs of 

disabled persons and their families.  
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The research described in this section looked at a variety of factors that can 

facilitate or prevent the use of caregiver support services, including the predisposing, 

enabling, and need variables of the Behavioral Model of Health Services Use, domain-

specific caregiver stress processes, and racial, ethnic, and cultural factors.  The above-

described findings indicate that service providers need to develop interventions that tailor 

to the specific needs of each caregiver, and that a uniform approach to outreach and 

implementation of services may not adequately serve the diverse population of California 

caregivers. 

The Behavioral Model of Health Services Use, for example, has been employed 

by a number of researchers to investigate patterns of service use among caregivers, yet 

the current study implies that it may be time to move beyond this popular model.  First, as 

in previous studies, the model accounted for a relatively small percentage of the variation 

in service use, indicating that many factors not included in this model may have a 
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significant impact on caregiver service decisions.  Second, this model may be particularly 

inadequate to explain service use among caregivers of diverse racial and ethnic groups. A 

more culturally-sensitive model of caregiver service use needs to be developed to explain 

how racial, ethnic, and cultural factors impact service use. 

Findings from the study of the differential utilization of respite and counseling 

support services highlight the need for service providers to target outreach to particular 

groups of caregivers, and suggest pathways through which caregivers are connected to 

specific areas of the service delivery system. For example, API caregivers may have more 

barriers to obtaining counseling services than other racial and ethnic groups, indicating an 

increased need for targeted outreach and culturally-appropriate interventions. Another 

group requiring special outreach is socially isolated caregivers, who may not be receiving 

necessary respite or counseling services. Other community-based services also serve as 

potential mechanisms for increasing respite and counseling use. In this study, care 

recipient service use was associated with caregiver respite use, while caregiver 

information service use was associated with caregiver counseling use. These findings 

indicate indirect pathways to address specific caregiver needs and necessitate 

development of caregiver assessment and referral practices within these service delivery 

protocols.  

Finally, the studies investigating racial and ethnic variations in caregiver service 

use and barriers to formal service use point to the importance of developing more 

culturally-appropriate caregiver support services, which reflect a family-centered approach. 

Factors such as feelings of family closeness, a tendency to focus on the needs of the care 

recipient, and the importance of sharing a similar cultural and language background with 

the service provider may be particularly salient to non-White and Hispanic caregivers. 

Service providers should take these factors into consideration as they design and 

implement support services for caregiving families from diverse racial and ethnic groups.      
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While caregiving can prove to be a positive experience for many individuals, it 

also can have negative impacts on caregivers’ health and well-being, as well as 

contributing to secondary stressors such as role overload and family strain. 

Using our 2004 data we found that 73% of caregivers reported some emotional 

stress associated with providing care, while 52% reported physical strain, and 48% 

reported financial hardship.  Twenty-five percent reported suffering either physical or 

emotional problems as a result of their caregiving responsibilities.  
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As shown in Table 9, California caregivers who experienced physical strain, 

emotional stress, and financial hardship were more likely to care for someone with mental 

health, memory and behavior problems. Female caregivers reported more health 

problems, while emotional stress occurred more frequently among caregivers born within 

the United States (75%) and those with at least a high school diploma (78%).  

In addition, service knowledge gaps and unmet service needs were associated 

with higher levels of caregiver distress.  Fifty-nine percent of caregivers who had service 

knowledge gaps reported physical strain, while 56% had financial hardship and 32% had 

health problems.  Among caregivers with a high level of unmet service needs, 71% had 

physical strain, 87% experienced emotional distress, 66% struggled with financial 

hardship, and 42% reported health problems, to be discussed further below. 
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While there frequently is one family member who assumes primary responsibility 

for providing hands-on care, other family members often provide substantial secondary 

tangible assistance and social and emotional support; consequently, they may experience 

secondary threats to their psychological well-being, physical health and interactions with 

other family members.  Adaptations required by these role shifts and disruptions in 

interpersonal relationships can undermine family stability, potentially resulting in family 

conflict and other signs of family stress.  Because families are an important source of 

social and emotional support to their members, disruptions to family functioning can have 

deleterious effects for individual family members who have demanding care 

responsibilities such as caring for an elder with mental impairments. Families disrupted by 

conflict or other indicators of family dysfunction are apt to provide less assistance to ill or 

disabled family members and less social and emotional support to those family members 

who have primary care responsibilities, potentially exacerbating caregiver strain.   

We examined the extent to which the impact of the caregiving situation on the 

primary caregiver is mediated by family conflict (Scharlach, Bhattacharjee, & Chow, in 

press).  The conceptual model guiding the investigations is displayed in Figure 4, which 

shows that caregiver strain is influenced directly and indirectly by primary stressors (care 

recipient’s mental impairment), secondary stressors (family distress), and contextual 

demographic characteristics (gender, education, income, relationship to care recipient, 

and living arrangement). 

Using 2002 data, the Center’s research has provided new evidence that caregiver 

strain is directly influenced by the conflict, disagreements and hardships experienced by 

the caregiver’s family (Scharlach, et al 2006).  Specifically, family conflict was found to 

directly influence the impact of care recipient mental impairment on caregiver strain, i.e., 

the care recipient’s mental impairment impacts caregiver strain because of the family 

conflict it exacerbates. This finding provides supportive evidence for the utility of a family 

systems approach to understanding elder care and its effects on primary caregivers. 
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These findings suggest that the physical and psychological distress commonly 

found among persons caring for a family member with mental impairments may be due in 

part to the disruption experienced by the family system and other secondary contexts, 

including impaired family decision making, conflict over appropriate family role behavior, 

re-stimulation of prior interpersonal conflicts, disparate perceptions of the impaired 

relative’s psychological status, conflict with other roles and responsibilities, and economic 

and social hardships.  The Center’s research suggest that secondary stressors such as 

these may serve as an important mechanism by which care recipients’ mental impairment 

exacerbates the strain experienced by family members who have primary responsibility for 

their care.   

Living together, greater caregiver education, lower caregiver household income, 

caring for a spouse, and being female were found to have total effects on higher caregiver 

strain. The effect of caregiver income on caregiver strain was partially mediated (33%) by 

care recipient mental impairment and family conflict; the effect of caring for a spouse was 

partially mediated (38%) by family conflict; the effect of caregiver education was fully 

mediated by family conflict; and the effect of living together was fully mediated by care 

recipient mental impairment. Caregiver gender (being female) had a direct effect on 

caregiver strain.   

Service Implications.  This study provides supportive evidence for the utility of a 

family systems approach to understanding elder care and its effects on primary 

caregivers. Findings from this study suggest that family-centered intervention approaches 

may have particular utility for alleviating distress among caregivers for relatives who have 

mental impairments. Such family-centered approaches might include psychoeducational 

interventions to increase family members’ understanding of disease processes and their 

management, family relationship interventions that use counseling to improve 

communication and reduce conflict, or family therapy to decrease the impact of health and 

mental health problems (Weihs, Fisher, & Baird, 2002). There have been relatively few 

clinical trials or other examples of empirical evidence, however, regarding the 

effectiveness of family-centered intervention approaches with families caring for adults 

with mental impairments or other chronic diseases.  
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Unmet needs are a major predictor of caregiver distress, and can lead to 

detriments in caregiver health and well being. Broadly defined, unmet need is a condition 

or series of conditions that exist when the burden of providing care either exceeds the 

resources of an individual or creates some deficit in the life or that person (Branch, LG, 

2000). In this study, unmet needs reflected services which caregivers did not use but 

which they considered helpful. 

California has a wide variety of actual and potential supports for caregivers; 

however, the lack of local and statewide coordination contributes to a great deal of 

fragmentation and duplication.  Programs often differ with regard to their eligibility 

requirements, target populations and services, typically based on historical patterns rather 

than a rational approach to planning (Scharlach, Giunta, Dal Santo, & Fox, 2003).  Some 

groups apparently are served by a substantial number of resources (e.g., caregivers for 

persons with dementia residing in certain geographical areas), while other groups may be 

less well served (e.g., caregivers for persons with mental illness). 

To determine the level of unmet need for caregiver services, survey respondents 

were asked whether they had used eleven common types of caregiver services (see  

Table 2). If the caregivers indicated that a service was used, they were asked whether or 

not the service had met their needs. Caregivers who had not used a particular service 

were asked whether they thought the service would have been helpful. Finally, those 

caregivers who thought the service would have been helpful were asked whether they 

knew where to get this service.   

By 2004, more than 80% of caregivers had used at least one of the types of 

caregiver support services covered under the NFCSP, and for the most part these 

services met caregivers’ needs as those needs changed over time. A summary of 

caregivers’ responses regarding satisfaction with formal services used is provided in Table 

10.  The majority of caregivers who used each of the formal caregiver services reported 

that their needs had been met.  Services that led to the highest percentage of caregivers 

feeling satisfied included counseling from a clergy person (100%), legal information (92%), 

overnight respite (91%), and education or training services (90%). Only 73% of 

respondents reported that day respite had met their needs, while all the other formal 

services satisfied between eighty and ninety percent of caregivers. 



�
(�  

Table 11 shows the percentage of caregivers who reported unmet needs for each 

type of formal service (i.e., they had not used the service but thought it would be helpful). 

Services showing the greatest unmet needs included legal information (69%), financial 

information (61%), information about community services (60%), and help in accessing 

community services (54%). In contrast, only 23% of caregivers reported an unmet need 

for counseling from a clergy person and only 28% thought overnight respite would be a 

helpful service.  

Lack of knowledge was the major reason for not using services.  For example, 

approximately three-fourths of caregivers needing financial information, legal assistance, 

or information about community services did not know where to obtain it.  Two-thirds of 

those desiring education or training, peer group support, or overnight or in-home respite 

did not know where to get these services. These findings indicate that service providers 

need to improve their outreach efforts. 
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As discussed previously, aside from lack of knowledge of a particular service, 

other reasons often given for not using desired services were the cost of services, the 

reluctance of the care receiver to receive the help, the sheer lack of availability, poor 

quality of service, and lack of availability at the times the service was needed. 
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Table 12 displays the characteristics of caregivers and caregiving situations that 

were most likely to result in unmet service needs. Caregivers who were female, ages 35-

49, Latino, and born outside of the United States were especially likely to have high levels 

of unmet needs, as were those who had health conditions that interfered with their ability 

to provide care or were in poor or fair health. Those with unmet needs were especially 

likely to lack social support and not know how to obtain support services.  Unmet needs 

also were high for those whose care recipient had mental health, memory, or behavior 

problems, and did not receive any care from a paid provider.  Caregivers with high levels 

of unmet needs were more likely than other caregivers to develop physical and mental 

health problems as a result of providing assistance and to experience sleep disruptions, 

work interruptions, and high levels of caregiving strain. 

Service Implications. It appears as though caregivers in the most difficult care 

situations experienced the highest level of unmet needs.  These caregivers had more 

physical and mental health problems, less informal support and knowledge of formal 

support, and cared for individuals with more needs.  In addition, these caregivers were 

more likely to be Latino or born outside of the United States, suggesting that language or 

cultural barriers are increasing the level of unmet need. Moreover, caregivers with unmet 

service needs were especially vulnerable for many types of personal and family distress, 

including physical and mental health problems, sleep disruptions, and missed work. 
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Further outreach is needed to identify caregivers with unmet services needs and inform 

this subpopulation of caregivers about the support services available and the benefits 

these services could have on both their own and their care recipient’s well-being. 
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Previous research suggests that caregivers caring for someone who is dying 

often experience substantial economic and psychological strain (Emanuel, Fairclough, 

Sluatsman, & Emanuel, 2000). The care recipient at the end of life might have higher care 

needs than other care recipients, placing greater physical and financial demands on their 

caregiver. In addition, these caregivers struggle with the emotional distress of losing a 

loved one.    

Fifty-seven caregiver respondents, representing 3.7% of the original 2002 survey 

sample, reported their care recipient had died in the year prior to the 2004 survey and 

agreed to answer additional questions regarding service use. These caregivers are older 

than the overall 2002 survey sample, reporting a mean age of 62 years compared to 51 

years. More of these caregivers are female (80% versus 75%), while only 10% have a 

child under the age of 18 living in their household compared to 31% in the larger sample. 

Both groups are similar in terms of education and socioeconomic status, although 

caregivers with a deceased care recipient are less likely than other caregivers to by non-

White or Hispanic. 

We compared caregivers’ reported well-being the month before their care 

recipient died with their well-being at the beginning of the study period in 2002.  We found 

significant declines in caregivers’ self-rated health, and increases in physical strain and 

emotional strain. In contrast, caregivers’ financial strain lessened in the month before their 

care recipient’s death, as did reported levels of family conflict and family hardship. These 

changes were strikingly different from those of caregivers without dying care recipients, 

who tended to experience somewhat decreased levels of physical an emotional strain but 

increased financial hardship.  

In assessing service use among caregivers whose care recipient died during the 

study period, we found that most of these caregivers (88%) used some sort of formal 

support service in the year before their care recipient’s death. As shown in Table 13, 

information and legal assistance services were used most often (by at least 40% of 

respondents), and night respite was used least often (9%).  Comparing these caregivers 

with those whose care recipients did not die during the study period (see Table 20), we 

find that caregivers who were managing end-of-life care were more likely to utilize each of 

the eleven types of caregiver support services. Indeed, their use of legal assistance, 

professional counseling, clergy counseling, day respite, and night respite was double that 

of other caregivers.  
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Caregiver service use prior to the study period did not generally seem to have a 

protective effect on caregiver well-being just prior to the death of their care recipient.  

Counseling received prior to the study period was actually associated with higher levels of 

physical and emotional distress and family hardship prior to the care recipient’s death.  It 

seems likely that a loved one’s death is different from other caregiving tasks, so that usual 

caregiver support services may not adequately prepare one for the emotional demands. 

Approximately 30% of caregivers who did not use professional counseling, 

education and training, financial counseling, or support groups during the year prior to the 

care recipient’s death wished they had done so.  As shown in Table 14, personal and 

family norms were identified as barriers to service use by the majority of these caregivers. 

Cost, lack of availability, and not knowing where to turn were cited by more than one-

fourth of caregivers.   
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Following the care recipient’s death, sixty percent of caregivers used at least one 

caregiver support service, with legal advice and counseling from clergy used most often.  

This is a decline from the almost ninety percent who were using such support services in 

the year prior to the care recipient’s death. As shown in Table 15, the greatest decline was 

in the use of professional counseling, the one service that might be expected to be the 

most helpful for bereaved caregivers.  
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Some caregivers were unable to access formal support services following their 

care recipient’s death, but did indicate the types of service that would have helped them 

cope with the death. As shown in Table 16, more than one-quarter of caregivers who did 

not obtain legal or financial information or attend a support group believed they would 

have found such services to be helpful.  
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Service Implications. These findings have implications for caregiver services both 

before and after the death of a care recipient. While nearly 90% of these caregivers used 

at least one type of formal support service in the year before the care recipient’s death, it 

appears these services did not improve caregiver well-being. The services used most 

often by these caregivers were information and legal assistance, yet nearly one third 

indicated that counseling, education, financial services, and support groups would have 

been helpful. Caregivers of a dying care recipient may require special outreach to help 
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them receive services that will address their physical and emotional strain. Interventions 

could also emphasize how caregiver services can also benefit the care recipient, thereby 

reducing barriers to service use related to feelings of family obligation. Service providers 

should also develop outreach to caregivers following the death of a loved one. The 

number of these caregivers receiving services after the death of a care recipient is nearly 

30% less than those receiving any type of formal service prior to death, yet approximately 

one third who did not obtain legal or financial assistance believed they would have found 

them helpful, and over one quarter felt the same about professional counseling. This 

suggests a substantial level of unmet need. 
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Most care recipients (75%) remained in the same living situation during the study 

period. Those who did change living arrangements between 2002 and 2004 (25%) tended 

to move from a more independent to a more dependent living arrangement.  In particular, 

8% moved into a long-term care facility, such as a nursing home, board and care, or 

assisted living residence.  

Both external and internal circumstances interact to lead to a major decision such 

as institutionalization of an elder relative or friend.  Elders are more likely to be placed in 

long term care facilities when care needs surpass the capacity of the informal caregiving 

network (Hanley et al., 1990; Montgomery & Kosloski, 1994).  The timeframe of caring 

also varies by disease; elders with progressive dementia present with care needs along a 

more extended timeline compared to elders with acute-onset conditions, such as 

immediately following a stroke or recovery from surgery (Ryan & Scullion, 2000).  One 

study that targeted caregivers of spouses with neurodegeneration, specifically, suggests 

that “institutionalization may best be examined as a process rather than an event” 

(Pruchno et al., 1990).  This conceptualization becomes important in considering how 

services and intervention programs may need to help caregivers in specific circumstances 

know at what point to relinquish care (Pruchno et al., 1990).  One of the challenges of 

research in this area is how to determine which caregivers (and at what point in the 

caregiving career) stand to benefit most from specific interventions, services, and 

supportive measures. 

As shown in Table 17, caregivers who were age 60 or older were more likely to 

institutionalize their care recipient between 2002 and 2004.  Emotional stress was found to 

be the strongest predictor of care recipient placement in a nursing home during the study 

period. Caregiver physical strain also increased the likelihood of nursing home placement. 
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We also examined caregiver service use patterns and their relationship to care 

recipient institutional placement. As shown in Table 18, caregivers who had used 

education or training services, professional counseling, or financial services are less likely 

to move their care recipient into a long-term care facility than are caregivers who had not 

used these services. In previous research using 2002 data, Dal Santo, Scharlach, Nielsen 

& Fox (in press) hypothesized that counseling focuses primarily on assisting caregivers to 

alter their own perspective or adapt to the care situation, and it thereby serves as a 

mechanism for assisting caregivers to manage the meaning of the situation.   

Access services and support group use, on the other hand, are associated with 

an increased likelihood of subsequent institutional placement. It is likely that care 

coordination and other access services assist caregivers to find out about and make use 

of increasingly intensive care recipient services, including residential care, while support 

groups often can help caregivers to accept the necessity of considering more supportive 

living environments for the care recipient, when necessary to safeguard their own well-

being. Caregivers who use respite services also were more likely to move their care 

recipient into a nursing home compared to caregivers who did not use these particular 

services.  Overnight out-of-home respite, in particular, may serve as a bridge to nursing 

home placement. 
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Service Implications.  These findings suggest that education and training services 

may be especially helpful to caregivers providing assistance to care recipients with high 

levels of care needs. Services that teach the caregiver techniques to handle a difficult care 

situation may delay or prevent institutional placement. In contrast, respite services, which 

temporarily relieve the caregiver from their duties, but do not provide such instruction, may 

facilitate placement in a nursing home. Respite services therefore should be accompanied 

by education services that provide strategies for dealing with disease processes, care 

recipient behavior problems, and caregiver distress. In addition, outreach efforts should 

focus on providing education and training as early as possible, before the situation has 

progressed to the point that institutionalization is likely. 
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The majority of research and policy formation to date regarding employed 

caregivers has focused on the job-related impacts of combining work and family roles. 

Less attention has been directed at the care-related accommodations employed 

caregivers are forced to make, nor the residual impact on the well-being of caregivers, 

care recipients, and their families.  

Of 1,384 respondents to this study who provided their employment status in 2002, 

478 (34.5%) were employed full-time, 198 (14.3%) were employed part-time, and 705 

(50.9%) were not employed (Scharlach & Gustavson, in review).  As shown in Table 19, 

employed caregivers provided assistance to older adults whose care needs were quite 

similar to those of other care recipients; the only statistically significant difference was that 

those cared for by employed caregivers were less likely to require assistance with medical 

needs (e.g., taking medicines or changing bandages). However, analyses revealed that 
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caregiver employment had significant implications for the amount, sources, and adequacy 

of assistance received by elderly care recipients.   

Employed caregivers provided significantly fewer hours of care than did non-

employed caregivers, were less likely to provide “constant care,” and were less likely to 

identify themselves as the primary caregiver. They also were less likely to help with 

financial matters or with personal care tasks such as dressing, eating, bathing, or going to 

the bathroom.  To compensate for the reduced care from employed caregivers, their care 

recipients were more likely to depend on other family members for assistance with 

household tasks, and more than twice as likely as other care recipients to receive personal 

care assistance from paid service providers. 

A caregiver’s employment also affected the quality of care that their care recipient 

received. Employed caregivers were significantly more likely than non-employed 

caregivers to report that their care recipient experienced service problems and also more 

likely to report that their care recipient needed more assistance than they were receiving. 

They also cited more barriers to obtaining needed services, such as services not available 

when needed, poor service quality, lack of transportation, and lack of time to get services 

for themselves. Interestingly, employed caregivers did not report higher levels of 

caregiving strain than non-employed caregivers, in part because they were more likely 

than other caregivers to utilize caregiver support services. However, only seven percent of 

employed caregivers obtained support services through their workplace. 

Service Implications.  This research extends existing knowledge about 

employment and caregiving by examining the ways in which caregiver employment affects 

care recipients. We find that employed caregivers supplement the assistance they provide 

by relying more on formal care providers for personal care, to some extent relying more on 

family and friends for household tasks, and making greater use of caregiver support 

services. Selective use of support services such as these may assist employed caregivers 

to provide care for care recipients with relatively high disability levels, while not 

experiencing increased levels of caregiving strain. However, our findings suggest that care 

recipients of employed caregivers appear to fare worse than those whose caregivers are 

not employed. In particular, they have more problems with services and more unmet care 

needs. Perhaps in part because of time limitations imposed by their work schedules, 

employed caregivers report more barriers to obtaining the services they and their care 

recipients need.  

There is a need for increased attention to the well-being of disabled older adults 

whose caregivers are employed full-time, and increased development of interventions 

targeted to better meet the needs of these care recipients as well as their caregivers. For 

example, employer-sponsored resource and referral programs, caregiver fairs, lunchtime 

workshops, and other informational programs can help employees to learn about and 

access support services for themselves and their care recipients.   
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Our findings provide important insights into various aspects of caregiver and care 

recipient well-being.  Caregiver well-being is examined in terms of caregiver strain, unmet 

service needs, and the unique experience of caring for a dying relative, while care 

recipient well-being is examined in terms of the likelihood of institutionalization and the 

service gaps experienced by care recipients when their primary caregiver is employed. 

Improving the availability and provision of caregiver support services could help address 

all of these factors and subsequently improve both caregiver and care recipient well-being. 

Caregivers in the most difficult care situations experience higher levels of both 

distress and unmet need. Specifically, caregivers who provide care for someone with 

mental health, memory, or behavioral problems are more likely to report physical strain, 

emotional stress, and financial hardship. In addition, family conflict appears to play a 

mediating role between care recipient mental impairment and caregiver strain; without the 

family conflict, there is evidence that the mental impairment would not have as significant 

an impact on caregiver well-being. Caregivers with relatively little informal support, 

inadequate knowledge of formal support services, and potential cultural and language 

barriers to service use are more likely to experience high levels of unmet needs. Unmet 

needs, in turn, are associated with family stress as well as physical and mental health 
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problems. These findings indicate that service providers need to improve their outreach 

efforts while also developing caregiver support services that address the myriad sources 

of caregiver distress that exist beyond the dyadic caregiving situation. 

Service providers should also adjust their services to better meet the needs of 

caregivers providing care to a dying care recipient. While this group of caregivers was 

more likely to use each type of formal support service than other caregivers, this did not 

seem to have a protective effect on caregiver well-being.       

The majority of care recipients remained in the community between 2002 and 

2004, but 8% moved into a long-term care facility.  Caregivers who were older and 

experienced emotional or physical stress were more likely to place their care recipient in a 

nursing home. While education and training services appear to reduce the likelihood of 

nursing home placement, formal respite services were associated with a greater likelihood 

of nursing home placement. This suggests that to forestall care recipients’ movement into 

long-term care while also providing caregivers with the support necessary to fulfill their 

caregiving responsibilities, service providers should consider expanding the availability of 

education and training services. These services could also be targeted to those caregivers 

exhibiting the risk factors described above. 

This study also finds that care recipients’ well-being may be negatively impacted 

by the employment status of their caregiver. While employed caregivers use more formal 

support services than their unemployed counterparts, care recipients of employed 

caregivers have a greater likelihood of care problems and unmet care needs. This 

suggests the need to target support services specifically to the unique concerns of 

employed caregivers and their care recipients.  
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An important objective of the second phase of this study, which commenced in 

October of 2004, was to determine how caregivers’ experiences with caregiving and 

service utilization had changed over the elapsed two-year period, which corresponded 

with the initial implementation of the NFCSP. In particular, we examined whether the 

number and types of services used had changed, if there had been changes in identified 

levels of unmet need, if fewer caregivers reported service knowledge gaps, and whether 

there had been a reduction in the barriers that inhibited service use and contributed to 

unmet needs. 

������������

Service use increased over the study period. In 2002, 70% of caregivers had 

used at least one formal caregiver support service, and by 2004 the percentage had 

increased to 82% of caregivers.  Approximately half of these caregivers (42%) were using 

services at both points in time (2002 and 2004), while 26% used services for the first time 

between 2002 and 2004. In addition, caregivers were using a greater number of different 

services, increasing from an average of 1.3 services per person in 2002 to 1.7 services 

per person in 2004. 

 
Increased service use was especially prevalent with regard to information, access 

in-home and day respite, as shown in Table 20.  However, some of the most potentially 

beneficial caregiver services, such as respite and counseling, remain underutilized.  In 

addition, nearly one in five caregivers (18%) did not use any services at all throughout the 

entire study period. 
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For each service not used, caregivers were asked whether or not the service 

would have been helpful.  Caregivers who indicated a service was not used but would 

have been beneficial were categorized as having an unmet service need.  Comparing the 

percentage of caregivers who reported having an unmet need for each service type in 

2002 and 2004 (Table 21) shows that significantly fewer caregivers had unmet needs for 

information services in 2004 than in 2002. While more than half of the respondents in 

2002 reported unmet need for information services in 2002, 39% reported such an unmet 

need in 2004.  For the remaining services, there was no statistically significant difference 

in the percentage of caregivers with unmet needs in 2002 and 2004.  
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Table 22 includes only those caregivers who reported that a service would be 

helpful in 2002 and then shows whether or not they used that service by 2004.  This table 

therefore examines unmet needs and whether or not they continued throughout the study 

period.  Across the types of services, approximately two-thirds of caregivers who thought a 

service would have been helpful in 2002 still had not used the service in 2004. For 

example, among the 101 caregivers who had not used information services in 2002 but 

had reported that it would be helpful, 35% of those who still perceived that the service was 

beneficial had actually used it by 2004, and the remaining 65% still had not used it. When 

we look at legal, financial and access services, we find that only 14% to 18% of caregivers 

who said the service would have been helpful in 2002 actually used those services in the 

following two years, suggesting that approximately 85% of those who originally had unmet 

service needs for those perceived beneficial services still had unmet needs. The greatest 

residual service need was for night respite; of the 23 caregivers who believed that night 

respite would have been helpful, only 2 had used this type of service by 2004. 
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A central focus of the NFCSP is on increasing caregiver knowledge in order to 

increase access to services. This knowledge is of three types. First, the caregiver must 

perceive or recognize that he or she could benefit from a supportive service. This 

perception of need must then be followed by an awareness that a service exists that could 

offset this need and that the service is accessible to him or her. Finally, a caregiver must 

have the knowledge of the explicit steps required to sign up for the desired service. 

To determine the number of caregivers with knowledge gaps in available 

services, those respondents who indicated that a particular service would have been 

helpful were asked if they knew where to obtain this service. The overall number of 

caregivers who did not know where to obtain services in 2002 and 2004 largely remained 

unchanged. 

However, looking only at caregivers who did not know where to obtain support 

services in 2002, many of these caregivers were either using services or knew how to 

obtain them by 2004 (Table 23).  The greatest increase in knowledge of where to obtain 

services occurred for in-home respite (31%), counseling (30%), and night respite (26%).  

The greatest increase in service use occurred for information services (30%), in-home 

respite (23%), out-of-home respite (15%), and legal services (13%). However, more than 

half of the caregivers who did not know where to obtain financial, legal, or education and 

training services in 2002 still did not know how to obtain these services two years later. 
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Increased knowledge about where to get services was associated with increased 

service use (Table 24).  First, caregivers whose knowledge about services increased 

during the study period tended to use a greater number of services in 2004 than in 2002. 

Second, non-service users at 2002 whose knowledge about services increased were 

more likely to become service users for the first time by 2004 than were those whose 

knowledge remained the same (Table 25).  
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Service barriers tended to decline from 2002 to 2004.  As shown in Table 26, the 

percentage of caregivers reporting barriers to service access was lower for seven out of 

ten possible barriers in 2004 than they had been in 2002.  Of those, three were statistically 

significantly different: affordability, availability at times needed, and quality.  The most 

common remaining barriers to service access in 2004 were that the CR did not want the 

service (45%), lack of availability (34%) and no on to stay with care recipient (22%).   

Three service barriers became more prevalent during the two-year study period: lack of 

time, language problems, and services not offered by similar people. 

�
����������������������

Looking only at those caregivers who reported not having all their needs met in 

2002 (n = 85), we examined which perceived barriers to service use in 2004 were   

associated with changes in service use. Caregivers who did not perceive barriers 

regarding quality of services or lack of time to obtain services for themselves increased the 

number of services used between 2002 and 2004 (Table 26). In contrast, not having 

someone in 2004 to stay with the care recipient was associated with a decrease in the 

number of services used (although differences were only marginally statistically significant 

[p = .10] in part because of the small sample size). This suggests that these three potential 

barriers to service use may be easier to overcome than other barriers.   
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During the two-year study period, levels of financial hardship increased on 

average, while physical strain and emotional stress levels actually decreased somewhat. 

Table 27 summarizes the caregiver and care recipient characteristics associated with 

changes from 2002 to 2004 in levels of physical strain, emotional stress, and financial 

hardship. Caregivers whose care recipients had increased care needs, including greater 

memory, mental health and behavioral problems, tended to have increased physical 

strain. Increased physical strain was accompanied by increased health problems, sleep 

interruptions related to providing care, and increased family hardship. Only caregivers 

whose care recipients were living in a LTC facility in 2002 had decreases in physical strain 

over the ensuing two years. 

Increased emotional stress over the study period was associated with care 

recipients’ development of memory problems or dementia. Increased emotional stress 

also was associates with increases in sleep interruptions and decreased social support. 

Older caregivers were more likely to show increased emotional stress than were younger 

caregivers. 

Finally, increased financial hardship was associated with caring for a spouse, 

providing care for someone with increased memory or mental health problems or caring 

for a low-income care recipient. Caregivers who were older, white, and provided increased 

assistance with instrumental activities of daily living were more likely to have increased 

financial hardship. 
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The findings reported here present important new evidence regarding the service 

utilization patterns and unmet needs of adults who provide essential unpaid care for ill and 

disabled elderly relatives, friends, and neighbors.  By examining changes in service use 

during the two-year period from 2002 to 2004, we are able to identify trends that may be 

associated with the initial implementation of the National Family Caregiver Support 

Program (NFCSP).  In so doing, our findings provide insight regarding the possible early 

impact of the NFCSP, and suggest implications for improving service development and 

implementation in order to better meet caregivers’ needs.  

By 2004, more than 80% of caregivers had used at least one of the types of 

caregiver support services covered under the NFCSP, and, for the most part, these 

services met caregivers’ needs as those needs changed over time. While nearly all those 

who used legal or education services felt that their needs were met, users of respite, 

counseling, and information services were less apt to be satisfied with the services they 

received.   

The number of service types used by caregivers also increased substantially 

during the study period.  However, nearly one-fifth of caregivers never used any of the 

eleven different caregiver support services we examined. Respite and counseling, two of 

the most important caregiver support services included in the NFCSP, have especially low 

utilization rates.  

The prevalence of unmet service needs decreased during the study period for 8 

out of 11 services types, although the decrease was statistically significant only for 

information services. Unmet needs for respite and financial services showed slight 

increases, although not statistically different than 2002 levels.  However, two-thirds of 

caregivers continued to identify at least one needed service that they were not receiving in 

2004; it appears that caregivers with unmet needs continue to have unmet needs over 

time.  As described in a previous section, caregivers who reported the highest level of 

unmet need had more physical and mental health problems, less informal support or 

knowledge of formal support, experienced more family stress, cared for individuals with 

more needs, and were more likely to be Latino or born outside of the United States. The 

greatest unmet service needs were for financial advice, legal assistance, and access to 

services.  

For the most part, the percentage of caregivers with perceived barriers to service 

access was lower in 2004 than in 2002, with affordability, availability of services at times 

needed, and quality of services showing statistically significant decreases.  As many as 

one-third of caregivers continued to identify barriers to service access, including service 

availability and reluctant care recipients.  Persistent barriers from 2002 to 2004 included 

service providers not speaking the caregiver’s language, services not offered by similar 
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people, and lack of time. These findings support earlier research documenting the service 

barriers confronting ethnically and racially diverse caregiver populations.   

The overall percentage of caregivers who did not know where to obtain needed 

services remained relatively unchanged from 2002 to 2004. Of those caregivers who did 

not know how to find a needed service in 2002, as many as 63% still did not know where 

to get those services in 2004.  This is of particular concern, as increased knowledge 

appears to be related to increased service use, suggesting that knowledge gaps may be 

an important constraint on service use.   

Overall, caregivers appear to be receiving more support from community services 

at the end of the study period than they were receiving two years earlier. They had fewer 

perceived barriers to accessing services and fewer unmet service needs.  However, there 

remain a number of substantial service gaps. Nearly one in five caregivers has not used 

any caregiver support services. Among eleven service types examined, respite and 

counseling are least likely to be used; moreover, those who do use respite and counseling 

services are least likely to say that their needs are met by doing so.  Given the central role 

of respite and counseling services in efforts to assist caregivers, it is especially important 

to consider ways to improve the availability of these services as well as their 

responsiveness to the needs of various types of caregivers. 
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The findings presented in the report provide important information to service 

providers, policymakers, and researchers concerned about the service utilization patterns 

of unpaid family caregivers. By using longitudinal data during the initial two years of active 

implementation of the National Family Caregiver Support Act (NFCSP), this report 

provides insight into the early impact of this federal legislation for California caregivers and 

suggests recommendations for improving service development and implementation in 

order to better meet caregivers’ needs.        

In general, it appears that the NFCSP is having a positive impact on the lives of 

California caregivers, who reported an increase in service use with a decrease in unmet 

needs, barriers to service use, and caregiver distress. There remain, however, a 

substantial number of caregivers who continue to lack the community support necessary 

to provide the best possible care for their loved ones. Almost 20% of those surveyed never 

used a caregiver support service, and two-thirds of caregivers reported that they were not 

receiving at least one of the types of service that they believed they needed. In addition, 

one-third of caregivers continued to identify barriers to service use, and there was an 

increase in the number of caregivers who reported that they did not receive services 

because providers do not speak the caregiver’s language, services are not offered by 

similar people, or there is not enough time. 

Several analyses presented in this report examined factors that may prevent 

caregivers from using available services.  Among this sample of caregivers, variables 

included in the Behavioral Model of Health Services accounted for only a small percentage 

of the variation in service use, indicating there are many other factors that could facilitate 

or hinder service utilization. For example, factors that contribute to racial and ethnic 

variations in service use, including family closeness, a tendency to focus on the needs of 

the care recipient, and sharing a similar cultural and language background with the service 

provider, could exert a strong effect on service utilization.  Finally, individual caregiver 

stress processes were shown to be associated with the use of specific support services 

such as respite and counseling, and this link can be used to support the tailoring of 

structured intervention components to target the specific components of the stress 

process. 

Other analyses looked at caregiver and care recipient well-being, particularly in 

terms of caregiver distress and the risk of care recipient institutionalization. Caregivers in 

the most difficult care situations, in which the care recipient has memory or behavior 

problems, and where family interaction is characterized by conflict, are the same 

caregivers who tend to experience a high level of physical strain, emotional stress, and 
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financial hardship. In addition, caregivers of a dying care recipient experienced a decrease 

in health coupled with an increase in physical and emotional strain, despite the fact that a 

majority of these caregivers used at least one caregiver support service.    

While characteristics of the care recipient can impact the well-being of the 

caregiver, the reverse can also be true. Only 8% of care recipients moved into a long term 

care facility over the course of the study, but these particular care recipients were more 

likely to be receiving assistance from an older caregiver with high reported levels of 

emotional or physical stress. Caregiver employment might also negatively impact care 

recipient well-being; care recipients of employed caregivers were more likely to have care 

problems and unmet need.  

While, the majority of caregivers who participated in this study appear to be 

receiving the formal services they need in order to provide optimal care to their care 

recipient, this is not true for all caregivers and care recipients. Service providers, 

policymakers, and researchers should pay particular attention to these underserved 

caregivers. 
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As service providers design and implement caregiver interventions, it is important 

to recognize the diverse needs of caregivers. Racial and ethnic variations in barriers to 

service use highlight the importance of developing culturally-appropriate caregiver support 

services. Some strategies to address racial and ethnic differences include emphasizing 

that caregiver services will also benefit the care recipient, focusing on education and 

training rather than counseling, and hiring bilingual service providers.  

Service providers also need to tailor their interventions to specific caregiving 

situations.  Caregivers who have physically-demanding care situations, for example, are 

apt to welcome respite services to alleviate some of their distress. Caregivers who 

experience emotional and psychological stresses associated with caregiving are more apt 

to seek out counseling services. In addition, service providers for frail elders should 

incorporate caregiver assessment and referral protocols into existing community-based 

services, since our findings indicate that the aging services network is an important 

pathway for caregiver service use.  Interventions also should be targeted to employed 

caregivers and caregivers of a dying relative, whose needs appear to be quite different 

from other caregivers. 

Outreach is another important area that requires attention from caregiver service 

providers. Findings indicate that the overall number of caregivers who reported a lack of 

knowledge about where to obtain services remained the same over the study period. This 

is a particularly important issue for caregivers from diverse racial and ethnic groups. 
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Our findings suggest a number of policy enhancements that would contribute to a 

more effective and comprehensive system of support for family caregivers in California. 

However, developing an improved system will require collaboration and coordination 

among formal and informal networks, including public and private entities, as well as 

leadership from local and state government. Key policy recommendations include the 

following: 

a) Increased public education and awareness.  Public awareness campaigns designed to 

promote public recognition and discussion of the prevalence and realities of family care 

should be conducted statewide as well as locally. 

b) Enhanced information and referral.  Caregivers need a dedicated, statewide “1-800” 

number that they can call for assistance.  In addition, information specialists in existing 

systems (e.g., AoA Eldercare Locator - 1-800-677-1116; AAA Statewide Number – 1-800-

510-2020; “211” non-emergency information system) should be trained to recognize 

caregiving issues and refer caregivers to appropriate resources.   

c) Better identification and assessment of caregiver needs.  Assessment of caregiver needs 

and resources should be an integral part of care planning and service delivery efforts in all 

programs serving older adults, especially those designed to serve persons requiring home 

and community-based care (e.g., IHSS, MSSP, Linkages) as well as health and mental 

health programs serving vulnerable individuals. 

d) Caregiver education and training.  Education and training for family caregivers, including 

training in specific caregiving tasks, education about disease processes, and problem-

solving and coping techniques, should be an explicit component of programs serving 

elderly and disabled persons, health and mental health services, and caregiver-specific 

support programs. 

e) Support for vulnerable caregivers and care recipients.  Intensive intervention efforts should 

be targeted to vulnerable caregivers, including those who experience high stress levels, 

care for someone with problematic behaviors, dementia, or a high level of daily 

dependency, or who are poor, socially isolated, or have health problems of their own.  

Special attention should be given to the needs of care recipients whose primary caregivers 

work full-time. Interventions should include a combination of individual and family 

counseling, support, and education, including problem-solving and behavior-management 

skills training, family counseling, disease-specific support groups, and respite care.   

f) Collaboration with employers.  AAAs and local community organizations should 

collaborate with employers to enhance support for employees who have family care 
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responsibilities, and to inform employed caregivers regarding the resources available to 

them and their care recipients.   

g) Collaboration with health care providers and other organizations.  Physician office staff, 

discharge planners, and other health care personnel should be provided informational 

materials about caregiving and local caregiver support resources for distribution to patients 

and their families at critical transition points in the health care process, such as hospital 

discharge, nursing home admission, or the diagnosis of Alzheimer’s disease.  Efforts also 

should be made to enhance the caregiver support capacity of other community 

organizations and natural communities, such as churches, fraternal organizations, and 

other affinity groups. 

h) Quality assurance.  Research should be conducted to document the effectiveness of 

current efforts to assist caregiving families.  Such evidence is essential for assuring that 

programs are cost-effective, and that families receive the specific types of services from 

which they are most apt to benefit. 
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The findings presented in this report are based on data from a large, racially and 

ethnically diverse sample drawn using population-based sampling methods, unlike 

previous studies that have relied on convenience samples and have had little racial or 

ethnic diversity. Even this study, however, had insufficient numbers of respondents from 

non-White and Hispanic ethnic and racial groups to be able to examine the culturally-

mediated processes guiding families’ responses to chronic illness, and was hampered by 

an under-representation of Asian caregivers and reliance on restricted measures of 

cultural norms.  Further research is necessary to better understand the ways in which 

cultural values affect the caregiving experience. Ultimately, these findings point to the 

need for additional research to better understand the ways in which cultural norms and 

racially- and ethnically-mediated experiences (e.g., discrimination and adversity) affect the 

care experiences, attitudes, and support needs of family caregivers.  A more culturally-

sensitive model is needed to explain service use, including informal as well as other types 

of community services.  Increased knowledge of the caregiving experiences of individuals 

and families within an increasingly diverse population can help to enhance the potential for 

policy development and program implementation that are responsive to the diversity of 

caregiver needs and situations.   

Several of the research findings provided supportive evidence for the utility of a 

family systems approach to understanding elder care and its effects on primary 

caregivers. Needed now is further research examining the family context within which 

caregiving occurs, the impacts of caregiving on family systems and their members, and 

the efficacy of interventions for improving family functioning. In particular, more research is 



�
-6  

needed to understand the possible complex interpersonal processes underlying family 

conflict and its impacts on caregivers and care recipients. There is some evidence, for 

example, that families which experience more conflict associated with caregiving provide 

significantly less help than families that experience less conflict (Lieberman & Fisher, 

1999).  

Of particular relevance for policy and practice is additional research regarding the 

ways in which formal and informal resources can assist caregivers and their care 

recipients, especially when confronted with demanding care situations. Our findings 

suggest that increased knowledge and reduced barriers are associated with increased 

services use and may thereby contribute to improvements in care recipient and caregiver 

well-being.  

Needed now are clinical trials and controlled observational studies that identify 

proven strategies for helping caregivers to access needed services, and demonstrate their 

potential for long-term improvements in caregiver and care recipient well-being.  By doing 

so, we can contribute to more effective practices and policies on behalf of caregivers, care 

recipients, and their families. 
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