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INTRODUCTION 

The Berkeley Family Caregiver Support Project examines the utilization and 

impact of caregiver support services in California, in order to assist policymakers and 

program managers to improve services for California’s caregivers. This project utilizes 

information gathered from a randomly-selected sample of California caregivers, based on 

household surveys conducted at two points in time. The project examines changes in 

caregiver needs and service utilization patterns during the two-year period from 2002 to 

2004, corresponding with the initial two years of active implementation of the National 

Family Caregiver Support Program (NFCSP).  This timing is critical, in that it provides 

essential information regarding the early impact of the NFCSP, enabling the 

identification of evidence-based recommendations for improving service development, 

targeting, and outreach to better meet caregivers’ needs.  

Through a Project Advisory Group comprised of the major caregiver support 

organizations in California, information regarding caregiver service utilization patterns 

and unmet needs is helping to improve outreach and program development efforts, in 

order to better serve vulnerable caregivers, especially among California’s racially and 

ethnically diverse caregiver populations.  Ultimately, this project is contributing to the 

development of new responses to help alleviate the deleterious impact of caregiving on 

caregivers ’ physical and mental health, reduce the likelihood of elder abuse and neglect, 

improve end of life care, and enable family members to provide better care for a longer 

period of time.  

Our Year One Report summarizes the progress we have made with regard to the 

six objectives identified in our original proposal: 

1. Examining whether local caregiver support programs meet caregivers’ needs as 

those needs change over time; 

2. Identifying barriers that inhibit service use or contribute to unmet needs, and 

recommending strategies for overcoming those barriers; 

3. Documenting the impact of service use for caregivers (e.g., better health, better 

psychological well-being, ability to maintain employment) and for care recipients 
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(e.g., delayed institutionalization, less vulnerability to abuse or neglect, better 

end-of-life care); 

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 National Family Caregiver Support 

Program (NFCSP) meets caregivers’ needs and improves their knowledge of local 

caregiver support programs and resources, and identifying ways to improve the 

utility and effectiveness of the NFCSP;  

6. Collaborating with a Stakeholder Advisory Group to identify policy-relevant and 

programmatic recommendations and facilitating their implementation locally and 

statewide. 

This information will be invaluable for planners, policy-makers, and service 

providers in California as well as the United States.  Indeed, no other data source 

provides comprehensive information regarding caregiver needs and service utilization 

patterns from a randomly selected household sample, representing the racial and ethnic 

diversity of California. 

The following sections provide a summary of project activities to date and major 

findings corresponding to the six objectives outlined above. We begin with background 

information about the National Family Caregiver Support Program and a detailed 

explanation of the methodology used in this particular study, including characteristics of 

the caregivers who participated in telephone interviews at both points in time. This is 

followed by a summary of key findings corresponding to each of the six major project 

objectives, and a concluding section summarizing major cross-cutting issues and their 

policy and practice implications.    

National Family Caregiver Support Program 

To help support families in maintaining their caregiver roles for their older family 

members who are ill or who have disabilities, and for older adults who have primary care 

responsibilities for young children, Congress enacted the National Family Caregiver 

Support Program (NFCSP) (Title III-E of the OAA 2000 Reauthorization). 

The NFCSP marks a first-of-a-kind opportunity to meet the needs of family 

caregivers through a federally-based program that is administered by the states.  The 

NFCSP, intended to provide critical support needed by caregivers, provides 
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approximately $155 million of funding through Title III-E of the reauthorized Older 

Americans Act. The five support service areas identified in the NFCSP include: (1) 

information to caregivers about available services; (2) assistance to caregivers in gaining 

access to these services; (3) individual counseling, organization of support groups, and 

caregiver training to assist caregivers in making decisions and solving problems relating 

to their caregiving roles; (4) respite care to enable caregivers to be temporarily relieved 

from their caregiving responsibilities; and (5) supplemental services, on a limited basis, 

to complement the care provided by caregivers. 

The NFCSP was implemented in a manner that provides significant flexibility to 

the states.  The federal funds have been awarded to State Units on Aging who work in 

partnership with Area Agencies on Aging (AAAs) to develop plans for meeting the needs 

of local caregivers.  Preliminary state NFCSP implementation plans and policies for 

funding programs vary in the range and scope of Title III-E support services provided.  

However, most states are emphasizing respite and supplemental services (Feinberg, 

Newman, and Van Steenberg 2002) while some states have integrated caregiver support 

into their home and community-based service (HCBS) systems (Coleman and Dize, 

2002).  By gathering accurate information regarding the needs and service utilization 

patterns of family caregivers, this project can help program planners and policymakers 

develop plans and allocate resources to better respond to caregiver needs in the most 

effective and efficient manner possible, whether by reducing barriers to accessing 

existing services, supplementing services as needed, or creating new services where none 

exist.  

Methodology 

In the first phase of the study (conducted April through August, 2002), 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 to an ill or disabled relative or friend age 50 or older. The phrase 

“assistance or support” was defined as providing assistance for at least a couple of hours 

a month with personal needs, household chores, taking care of finances, or arranging for 

outside services.  
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The second phase of the study 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 elapsed two-year period.  In 

particular, these follow-up interviews examined whether caregiver’s needs had changed 

over time, whether local support programs had met those needs, whether there had been 

changes in the barriers that inhibited service use or contributed to unmet needs, and 

whether there had been changes in the physical, mental, and emotional health of the 

caregivers.   

Among the specific types of information collected in this follow-up interview 

were the following: 

· demographic characteristics of caregivers and care recipients; 

· care recipient health and functioning; 

· level of care provided by the caregiver; 

· assistance required by the care recipient; 

· services provided to caregivers; 

· unmet needs of the caregivers;  

· impact of caregiving on work-related issues, emotional health, and physical 

health 

Please see Appendix A for the complete survey instruments. 

Caregiving at the End of Life 

In those instances where the care recipient passed away during the year prior to 

the follow-up interview, additional questions were added regarding the cause of death, 

services received to cope with the death, and the impact of the death on various aspects of 

the caregiver’s life.  

Sampling Methodology 

Of the 1,643 respondents who participated in the initial 2002 interviews, 1,362 of 

them agreed to be contacted again. In addition, 250 of these caregivers provided names 

and phone numbers of “reference people” -- individuals that could be contacted if the 

caregiver could not be reached.  All of these 1,362 caregivers were contacted to be 

included in the 2004 (follow-up) interviews, and are termed the “target population” for 

the remainder of this report. 
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Interviewing Procedures 

Telephone interviews were conducted from the facilities of California State 

University San Bernardino's (CSUSB) Institute of Applied Research and Policy Analysis 

in San Bernardino using computer assisted telephone interviewing (CATI) equipment and 

software.  The pre-tests began on October 5, 2004 and data collection was concluded on 

December 20, 2004.  Surveys were conducted during the following shifts: Monday 

through Friday 9:00 AM – 9:00 PM; Saturday 10:00 AM to 5:00 PM; and Sunday 1:00 

PM – 7:00 PM.  To ensure the quality and reliability of the interviews, an Institute Staff 

Research Assistant was present for all interviews conducted from phones at CSUSB.   

If the interviewer reached an answering-machine, a message was left informing 

the caregiver about the reason for the call, and asking the respondent to call IERC back.  

The message also indicated that when the respondent returned the call, IERC would call 

them back immediately so that the caregiver did not have to bear the costs of the call.  If 

the caregiver did not respond to the message left on their answering machine, two more 

callbacks were made before the interviewer called the first reference person.  The same 

protocol was conducted for each reference person on the list.  After this protocol was 

complete, IERC called non-responding caregivers an additional three or four times.  

These included caregivers whom we still had not contacted and were classified as “no 

answer”, “busy”, “answering machine”, and those who had asked us to call back but who 

remained unavailable when the call back was made.   In the event that the caregiver 

called did not answer the phone and there was no answering machine in place, two more 

callbacks were made (on different days and times) before the interviewer called the first 

reference person.  The protocol then proceeded as described above.   

Participants in the Follow-up Survey 

 A total of 596 caregivers were contacted, of whom 338 agreed to participate in the 

follow-up survey. Of these, 308 were still providing care to the same care recipient; 30 

were no longer providing care to the same care recipient but were now providing care to 

someone else (about whom questions were now asked); and 49 were still providing care 

to the same care recipient, but were now providing more care to a second care recipient 

(about whom questions were now asked).  Two hundred fifty-eight were no longer 

providing assistance to an ill or disabled adult age 50 or older (in which case, the 

interview was concluded). 
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Sixty-nine caregivers reported that their care recipient had died within the year 

prior to the follow-up interview (fifty-seven of these respondents were asked questions 

about their experiences before and after the care recipient’s death); 100 reported that 

their care recipient had died more than one year prior to the follow-up interview (these 

respondents were asked a few questions about the person’s death, and then the interview 

was concluded); 84 were no longer caring for the original care recipient for reasons 

other than the death of the care recipient (e.g., care recipient moved to another state or 

into a nursing home).  

Caregiver and Care Recipient Characteristics 

 Table A summarizes a number of key social and demographic characteristics of 

the caregivers who participated in the follow-up interview or the end-of-life interview.  

Most of the caregivers are between 35 and 64 years old, female, married, and do not have 

children under the age of 18 living at home.  The caregivers are predominantly 

White/Caucasian, with much smaller proportions indicating that they are of Hispanic/ 

Latino, Black/African American, or Asian/Pacific Islander background.  Most caregivers 

were born in the United States, with much smaller proportions reporting Mexico as their 

country of origin.  Most have incomes over $30,000, and more than one-third have 

incomes over $50,000.   

Table B summarizes a number of key social and demographic characteristics of 

the care recipients (as reported by the caregivers). Most of the care recipients are in their 

70’s or 80’s, female, and born in the United States. The largest groups of care recipients 

live either with the caregiver or alone in their own home. The vast majority have 

household incomes under $30,000 (and many having household incomes below $10,000), 

prompting questions regarding their ability to afford paid assistance to complement the 

caregiver’s efforts.  Most of the caregivers are assisting a parent, who lives either 

together with the caregiver or close by.  
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Table A: Caregiver Social and Demographic Characteristics 

 
 
 

 
 

Age 
 

 
% in 2004 
Follow-up 
(N=279) 

 
% in 2004 
End of Life 

Survey 
(N=59) 

 
Current Marital 

Status 
 

 
% in 2004  
Follow-up 
(N= 275) 

% in 2004 End of 
Life 

Survey 
(N=57) 

Under 35 5.0% 5.1%  Married 62.2% 66.7% 
35 - 49 30.1% 13.6%  Living with partner 1.1% NA 
50 - 64 41.2% 32.2%  Separated 3.3% 1.8% 

65 or older 23.7% 49.2%  Divorced 12.0% 7.0% 
Mean age 54.62yrs 61.71 yrs  Widowed 9.5% 12.3% 
Modal age 50 yrs 66yrs  Never Married 12.0% 12.3% 

Gender 
 

% in 2004   
Follow-up 
(N= 282) 

% in 2004 
End of Life 

Survey 
(N= 59) 

 
 

Children <18 yrs 
old in household 

 
% in 2004  
Follow-up 
( N= 275) 

% in 2004 End of 
Life 

Survey 
(N=57) 

Female 72.7% 79.7%  Yes 20.4% 10.5% 
Male 27.7% 20.3%              No 79.6% 89.5% 

Highest Level of 
Schooling 

 

% in 2004  
Follow-up 
(N= 279) 

% in 2004 
End of Life 

Survey 
(N=59) 

 

 
 

Race/Ethnicity 
 

 
% in 2004  
Follow-up 
(N= 280) 

% in 2004 End of 
Life 

Survey 
(N=59) 

< High School grad 7.6%          10.2%  White (non-Hisp) 66.1% 84.7% 
High School grad 20.4% 20.3%  Black (non-Hisp) 6.1% 3.4% 

Post HS training 30.1% 30.5%  Hispanic/Latino 21.1% 10.2% 
College graduate 29.0% 18.6%  Asian/Pacific Is. 3.2% 3.4% 

Post-graduate degree 12.9% 20.3%  Other 
 

3.6% 
 

1.7% 

 
 
 
Household Income 

 
 
% in 2004   
Follow-up 
(N=  241 ) 

 
 
End of Life 
Survey 
(N=51) 

 
 
 
Country of Origin 

 
 
% in 2004   
Follow-up  
(N = 246) 

 
End of Life 
Survey 
(N=59) 

Under $10,000 5.4% 7.8%  United States 87.8% 94.9% 

$10,000 - $20,000 19.1% 17.6%  Mexico   5.7%   1.7% 

$20,001 - $30,000 12.9% 13.7%  
Asian/Pacific 
Island 

 
  0.8% 

  
 NA 

$30,001 - $39,999 10.0% 3.9%  
 
Central America 

 
  0.4% 

 
 NA 

$40,000 - $50,000 15.8% 17.6%  Europe   0.8% NA 

$50,001 - $80,000 17.0% 19.6%  Canada   0.4% NA 

Over $80,000 19.9% 17.6%  Other   4.1% 3.4% 
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Table B:  Social and Demographic Characteristics of Care Recipients (Reported by 
Caregivers) 

 
Age 

 

 
% in  2004 
Follow-Up 
(N= 279) 

 

 
End of Life 

Survey 
(N=59) 

Current Marital Status 
% in  2004 
Follow-Up 
(N=246) 

 
End of Life 

Survey 
(N=59) 

50 – 59 yrs old 10.8%  Married 32.5% 28.8% 
60 – 69 yrs old 12.9%  Living with partner NA 1.7% 
70 – 79 yrs old 33.6%  Separated 2.8% NA 
80 – 89 yrs old 33.0%  Divorced 13.0% 6.8% 

90 yrs old or older 9.7%  Widowed 45.9% 62.7% 
Mean age 76.13yrs  Never Married 5.7% NA 
Modal age 80yrs     

 
Gender 

 

% in  2004 
Follow-Up 
(N= 246) 

End of Life 
Survey 
(N=58) 

Current living arrangement 
 

% in  2004 
Follow-Up 
(N= 281) 

End of Life 
Survey 
(N=57) 

Female 71.1% 62.1% Alone in home or apt. 35.6% 15.8% 
Male 28.9% 37.9% With caregiver 35.6% 35.1% 

   With spouse or partner 10.0% NA 
   With family or friend 8.9% 5.3% 
   Retirement community 2.1% 1.8% 
   Board/care home/Assisted 

living 
5.3% 22.8% 

   Nursing home/elsewhere 2.5% 9.3% 

Highest Level of 
Schooling 
(n = 1,275) 

% in  2004 
Follow-Up 
(N=236) 

End of Life 
Survey 
(N=56) 

Race/Ethnicity 
 

% in  2004 
Follow-Up 

(237) 

End of Life 
Survey 

(N= )** 
< High School grad 31.0% 39.3% White (non-Hisp) 67.5%  
High School grad 30.1% 32.1% Black (non-Hisp) 7.2%  
Post HS training 18.2% 7.1% Hispanic/Latino 20.7%  
College graduate 14.4% 16.1% Asian/Pacific Islander 3.4%  

Post-graduate degree 6.4% 5.4% Other 1.3%  

Household Income for 
2001 

% in  2004 
Follow-Up 
(N=201) 

End of Life 
Survey 
(N=59) 

Country of Origin 
 

% in  2004 
Follow-Up 
(N= 247) 

End of Life 
Survey 
(N=55) 

Under $10,000 31.3% 17.1% United States 78.1% 87.3% 
$10,000 - $20,000 38.3% 34.1% Mexico 10.9% 3.6% 
$20,001 - $30,000 10.4% 22.0% Asian/Pacific Island 2.4% NA 

   Central America 0.4% NA 
$30,001 - $40,000 7.5% 7.3% Europe 4.0% 1.8% 
$40,001 - $50,000 4.5% 4.9% Canada 1.2% 3.6% 
$50,001 - $80,000 4.5% 4.9% Other 3.0% 3.6% 

Over $80,000 3.5% 0.0%    
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Table B (continued):  Social and Demographic Characteristics of Care Recipients 
(Reported by Caregivers) 
 

Who Is Caregiver 
Assisting? 

% in 2004 
Follow-Up 
(N= 281) 

End of Life 
Survey 
(N=59) 

Travel Time (One Way) 
Between Caregiver and Care 

Recipient 

% in 2004 
Follow-Up 
(N= 278) 

End of Life 
Survey 
(N=36) 

Parent 50.5% 54.2% 0 (live together) 50.0% NA 
Spouse/Signif.Other 18.9% 16.9% Less than 15 minutes 26.3% 55.6% 
Friend 9.3%   3.4% 15 to 30 minutes 11.9% 19.4% 
In-Law Parent 9.3% 10.2% 30 minutes to an hour 6.5%   2.8% 
Grandparent 2.5%   5.1% More than an hour 5.4% 22.2% 
Other Extended Family  4.7%   3.4%    
Sibling 3.2%    NA    
Neighbor 1.8%   3.4%    
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OBJECTIVE I: 

EXAMINE WHETHER LOCAL CAREGIVER SUPPORT PROGRAMS MEET 
CAREGIVERS’ NEEDS AS THOSE NEEDS CHANGE OVER TIME 

 
I. a.  To what extent do caregivers make use of the types of caregiver support services 

provided under the NFCSP? 

Service types 

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.  Major information providers in California include the 

Alzheimer’s Association, AAA Information and Assistance services, Caregiver 

Resource Centers, the nationwide Eldercare Locator, and local faith-based and 

community-based organizations.   

�� Access services include care navigation, care coordination, and care management. 

Major providers that offer assistance with access to services or case management 

include the Alzheimer’s Association, Alzheimer’s Day Resource Centers, 

Caregiver Resource Centers, Multipurpose Senior Service Programs, Linkages, 

and other local community and faith-based programs.   

�� Counseling and training services include individual counseling, support groups, 

and caregiver training programs. Adult Day Care Programs, including Social Day 

Care, Adult Day Health Care, and Alzheimer’s Day Care Resource Centers 

(ADCRCs), are major providers of support groups and training opportunities for 

caregivers.  Other major providers of counseling, support groups, and/or caregiver 

trainings include the Alzheimer’s Association, Caregiver Resource Centers, local 

community and faith-based organizations, and health care providers such as home 

health or hospice agencies.  

�� Respite services include home care, day care, and overnight care. Major 

organizations that provide respite services or assist with locating respite providers 

include adult day care and adult day health care facilities, the Alzheimer’s 
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Association, Alzheimer’s Day Care Resource Centers, Caregiver Resource 

Centers, Linkages, MSSP, residential care facilities, and health care providers 

such as skilled nursing facilities, home health or hospice agencies.  

�� Supplementary services include a variety of other caregiver support services. 

Financial Assistance can be offered through tax incentives such as the Dependent 

Parent Tax Credit.  Long-term care insurance may help to alleviate some of the 

financial hardship experienced by families caring for disabled elderly persons.  

Friendly visitor and senior companion programs provide companionship for 

people who do not have family or friends nearby.  Legal assistance for caregivers 

is available through Legal Service Projects and the Health Insurance Counseling 

and Advocacy Program (HICAP).  Nutrition services and meal providers such as 

Meals on Wheels can provide caregivers a nutritious meal, or an opportunity to 

focus their energy on other things while the nutritional needs of the care recipient 

are met.  Other formal and informal programs such as Faith in Action support the 

development of volunteer caregiving services.  

Caregiver Service Use 

Of the 282 caregivers who were caring for the same care recipient throughout the 

study period, 82% have used at least one of the caregiver support services.  

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.  

Unfortunately, nearly one-fifth of caregivers (18%) have not used any caregiver support 

services at all during the study period. 

Caregiver service use varies considerably across the various types of services 

included in the NFCSP, as shown in Table 1.1.  The services used during the study period 

by the greatest number of caregivers 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%).  While low utilization of some of these services may reflect lack of 

need, a number of service barriers have been identified that seem to prevent caregivers 

from making full use of available services. We will examine these barriers in greater 

detail in section II.   
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Table 1.1 Caregiver service use 2002 and 2004 

 

Services  

2002 

Users 

2004 

Users 

Users at 

2002 or 2004 

Information 24% 34% 46% 

Education 23 23 34 

Legal  17 21 29 

Financial  15 15 24 

Support Group 10 14 21 

In Home Respite 7 13 17 

Access 7 12 17 

Out-of Home Respite 5 8 12 

Counseling 8 7 13 

Clergy 6 4 10 

Night Respite 3 4 6 

  

In summary, the vast majority of caregivers have used some type of caregiver 

support services. However, nearly one-fifth of caregivers still have used none of the 

services and some of the most beneficial support services, such as respite and counseling, 

remain underutilized. 

 

I. b.  Did services meet caregivers’ needs? 

 In general, the majority of caregivers felt that their needs had been met by the 

services they used during the period from 2002 to 2004 (Table 1.2).  However, the 

percentage of caregivers who felt their needs were met varied by the type of service used.  

Caregivers were most likely to feel that their needs were met by the following services: 

clergy (98%), legal (93%), and education (92%).  The services ranked the lowest in terms 

of meeting needs include out-of-home respite (68%), information (81%), counseling 

(83%) and in-home respite (85%). 
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Table 1.2  Service Users Reporting Needs Met 

 

Service 

Number of Caregivers Using 

Each Service 

Percent of Users Whose 

Service Needs Were Met 

Clergy 49 98% 

Legal 71 93 

Education 76 92 

Night Respite 47 89 

Support Group 71 89 

Financial 49 88 

Access 39 87 

In Home Respite 106 85 

Counseling 36 83 

Information 99 81 

Out-of-Home Respite 38 68 

 

I. c. Did caregivers get the services they needed? 

Caregivers were asked whether there were services that they did not actually use, 

but which they would have found helpful. As shown in Table 1.3, nearly half of the 

caregivers who did not use financial or legal services in 2004 indicated that they would 

have found those services helpful.  Access services also were desired by more than 40% 

of those caregivers who had not used that service. On the other hand, only about one-

fourth of caregivers who had not used respite services said that they would have wanted 

those services. There was the least unmet need for counseling from clergy.     
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Table 1.3  Caregivers who wanted services but did not get them 

  

Services 

Number of Caregivers Who 

Did Not Use Service 

Percent of Non-Users Who 

Would Have Wanted Service 

Financial 137 49% 

Legal 133 47 

Access 120 43 

Information 96 34 

Education 90 32 

Support Group 81 29 

Counseling 80 28 

Out of Home Respite 74 26 

In Home Respite 66 23 

Night Respite 63 22 

Clergy 49 17 

 

We also examined whether caregivers who reported unmet service needs in 2002 

were able to get those needs met by 2004. As shown in Table 1.4, at least two-thirds of 

caregivers still had unmet service needs in 2004. For example, among the 101 caregivers 

who had not used Information services in 2002 but had reported that they would be 

helpful, 35% of those who still needed that service in 2004 had actually used it by then, 

and 65% still had not used it. When we look at legal, financial and access services, we 

find that only 14% to 18% of caregivers with unmet needs have actually used those 

services, suggesting that approximately 85% still have unmet service needs in those 

areas. The greatest residual unmet service needs are for night respite and counseling from 

clergy.  
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Table 1.4  Services not used, but desired in 2002: % who used the service in 2004 (of 

those who still desired it at 2004) 

Used in 2004  

Services 

Not used  

but desired in 2002 N % 

Information 101 35 34.7 

Legal 99 17 17.2 

Financial 97 14 14.4 

Access 79 14 17.7 

Education 65 12 18.5 

Counseling 51 9 17.6 

Support Group 51 12 23.5 

Out-of Home Respite 36 9 25.0 

In-home Respite 35 8 22.9 

Night Respite 23 2 8.7 

Clergy 22 2 9.1 

 

Finally, we examined the characteristics of those caregivers who were most likely 

to have unmet service needs.  Women comprised nearly three-fourths of the caregivers 

with unmet service needs in 2004, but only 55% of those without service needs.  

Caregivers of individuals with memory problems represented 42% of those with service 

needs, but only 24% of those whose service needs had been met. Caregivers who had 

reported difficulty getting services needed by their care recipient in 2002 represented 

nearly one-fourth of those with unmet caregiver service needs in 2004, but less than 5% 

of those whose needs were met. Similarly, caregivers who reported care recipient unmet 

needs in 2004 comprised nearly 40% of those who also had unmet caregiver service 

needs, but only one-sixth of those without caregiver service needs. Finally, nearly all 

(95%) of the caregivers who had reported their own unmet service needs in 2002 

continued to identify unmet needs in 2004, whereas only one-sixth of those without 

unmet needs in 2002 identified unmet needs in 2004. It appears that caregivers with 

unmet needs continue to have unmet needs over time. 
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Table 1.5   Caregivers most likely to have unmet service needs in 2004 

 

 

Characteristic 

Caregiver with 

unmet needs in 

2004 

Caregiver with 

no unmet needs 

in 2004 

Caregiver Female 74.8% 55.9% 

Care Recipient has Dementia 42.2 24.2 

Difficulty getting services for Care Recipient in 

2002 

23.6 4.0 

Care Recipient has unmet needs in 2004 38.1 16.1 

Caregiver has unmet needs in 2002 95.1 16.0 

 

Summary of Findings Regarding Objective I 

 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 

clergy, 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.   

Unmet service needs declined during the study period, although two-thirds of 

caregivers continued to identify at least one needed service that they were not receiving 

in 2004, and it appears that caregivers with unmet needs continue to have unmet needs 

over time.  The greatest unmet service needs were for financial advice, legal assistance, 

and access to services.  

Women, caregivers of individuals with memory problems, and caregivers whose 

care recipients have their own service problems or unmet service needs were especially 

likely to report unmet caregiver service needs. Additional analyses are currently being 

conducted to examine the ways in which services meet caregivers’ needs as the care 

situation changes over time.     
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OBJECTIVE II: 

IDENTIFY BARRIERS THAT INHIBIT SERVICE USE OR CONTRIBUTE TO 
UNMET NEEDS, AND RECOMMEND STRATEGIES FOR OVERCOMING THOSE 

BARRIERS 
 

II. a. Which barriers to caregiver service use are most prevalent? 

The barriers to service use reported most often by caregivers were the high cost of 

caregiver services and the care recipient’s unwillingness to receive outside services (each 

cited by nearly half of respondents in 2004). Services not being available, of poor quality, 

or not provided by people similar to the caregiver were each reported as a barrier to 

receiving more outside help by about one-third of caregivers in 2004. 

 

Table 2.1  Barriers to Caregiver Service Use 

 

Barriers 

2002 

Barrier 

2004 

Barrier 

Change 

2002-2004 

Cost  63% 49% -21.4% 

Recipient Doesn’t Want It 51 45 -11.6 

Not Available 53 34 -36 

Services Not Offered by Similar People 27 32 20 

Poor Quality  40 31 -21 

Not Available at Times needed 32 29 -11.1 

No One to Stay with Care Recipient 30 22 -27 

No Transportation 31 21 -30.7 

No Time 32 19 -15.6 

Providers Don’t Speak Language 11 18 62.5 
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II. b. Did barriers to service use increase or decrease from 2002 to 2004? 

For the most part, barriers to service use decreased from 2002 to 2004.  

Caregivers were less likely to identify eight of ten possible barriers to service use in 2004 

than they had been in 2002. The number of respondents complaining of a dearth of 

available services declined by 36%, while 31% fewer caregivers said that a lack of 

transportation prevented them from obtaining services, and 27% fewer said that they 

could not use services because there was no one to stay with the recipient.  Slightly 

smaller decreases occurred in five other barriers identified in 2002: the high cost of 

caregiver services (21% decrease), poor quality of services (21%), a lack of time to 

obtain services (16%), the care recipient’s refusal to accept outside help (12% decrease), 

and a lack of services available at times needed (11% decrease). 

Two barriers showed an increase in prevalence between 2002 and 2004.  More 

than 60% more caregivers indicated that service providers not speaking their language 

was a barrier to service use, and the number of caregivers who cited services not being 

offered by people similar to themselves as a barrier rose by 20%. These findings support 

earlier research investigating the barriers to services confronting the ethnically and 

racially diverse caregiver populations.   

Summary of Findings Regarding Objective II 

The greatest barriers to caregivers obtaining the services they need continue to be 

the high cost of caregiver services, lack of availability of needed services, and the care 

recipient’s unwillingness to receive outside assistance.  However, it is notable that 

barriers to service use decreased by an average of about one-third during the two-year 

period of this study.  The greatest gains during this period concerned apparent increased 

availability of services, transportation to use those services, and someone to stay with the 

care recipient.  These gains may reflect actual increases in the number and availability of 

caregiver support services associated with implementation of the NFCSP.  

Substantial barriers remain in a number of areas, including service cost, quality, 

and availability. Moreover, substantial increases in service barriers were observed with 

regard to culturally and linguistically syntonic service providers, obstacles apt to be 

experienced primarily by caregivers from Asia, Pacific Islands, or Spanish-speaking 

countries. In an earlier study, for example, Giunta, Chow, Scharlach and Dal Santo 

(2004) found that Asian/Native Hawaiian/Pacific Islander and Latino caregivers were less 
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likely to use formal services than were their White or African American counterparts; not 

surprisingly, these groups were more likely than Whites to report language differences as 

a barrier to service use.  In a recent survey of Area Agencies on Aging in California, the 

most frequently cited gap in caregiver services was the availability of culturally and 

linguistically appropriate services (Whittier, Scharlach & Dal Santo, 2005).  These 

findings suggest the importance of more intensive efforts directed at developing and 

implementing services that are specifically designed for diverse caregiver populations.  
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 OBJECTIVE III: 

DOCUMENT THE IMPACT OF SERVICE USE FOR CAREGIVERS AND 
CARE RECIPIENTS 

 
III. a.  Does service use affect caregiver well-being? 

There were relatively few statistically significant changes in caregivers’ well-

being scores from 2002 to 2004.  Interestingly, emotional stress and family hardship both 

decreased significantly during this period, despite general increases in the intensity of 

care situations. However, decreases also were observed with regard to family closeness.  

Examining the potential impact of using caregiver support services, we found 

only limited association between service use prior to 2002 and subsequent changes in 

caregivers’ well-being scores. For example, use of respite services prior to 2002 was 

associated with subsequent decreases in physical strain and increases in caregiver health 

and family closeness.  

Some other services, however, seemed to have a less salutary long-term impact on 

users. Use of counseling and support group services prior to 2002 was associated with 

increases in emotional stress, and decreases in caregiver health and family closeness.  

Those who used financial services were more likely to have subsequent increases in 

physical strain and decreases in family closeness than non-users, while those who used 

information, access, or legal services had lower health scores. 

To better understand the full impact of caregiver and care recipient characteristics 

on these key indicators, more detailed multivariate analyses are needed and will be 

completed in the next phases of the project.  



Family Caregiver Support Project     28 
 
 
Table 3.1  Changes in Caregiver Well-Being from 2002 to 2004 by Type of Caregiver 

Formal Service Use Prior to 2002 

 

Service 

Physical 

Strain 

Emotional 

Stress 

Family 

Closeness 

 

Health 

Information    -.16d* 

Access    -.09d* 

Education     

Counseling  .11d* -.09d*  

Clergy     

Support Group  .11d*  -.15d* 

In-Home Respite -.13 d*  .10d*  

Out-of-Home Respite    .09d* 

Night Respite    .06d* 

Legal    -.11d* 

Financial .16d*  -.11d*  

d= Somers’ d test - Somers' d is an ordinal directional measure that indicates the 

significance, strength and direction of the relationship between the row and column 

variables of a cross-tabulation. 

           * p. < .05  

III. b.  Does caregiver service use affect care recipient outcomes? 

Care recipient living arrangement 

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.    

We examined whether utilization of caregiver support services had a subsequent 

effect on the likelihood of institutionalization. In particular, we addressed the question: if 

a caregiver had used a service prior to 2002, were they more or less likely to have moved 

the care recipient from the community into a long term care facility, compared to 

caregivers who had not used the service?    
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As shown in the following table, we find that caregivers who use education or 

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

subsequently 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 (under review) hypothesized that counseling focuses primarily 

on assisting caregivers to alter their own perspective or adapt to the care situation and 

thereby serves as a mechanism for assisting caregivers to manage the meaning of the 

situation.   

Interestingly, access services, support group use, and respite use 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, especially in order to safeguard their own well-

being.  

Further analyses will be conducted to control for care recipient disability level, 

which may contribute to caregivers’ choice of services as well as the decision to seek 

residential care.   
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Table 3.2 Likelihood of Care Recipient Entering Residential Care by Caregiver Service 

Prior to 2002 

Services  Service Users  Non-Service Users 

Information 8.3% 7.2% 

Access 12.5 6.8 

Education/ Training 3.3 8.7 

Professional Counseling 5.3 7.2 

Counseling by Clergy 9.1 8.1 

Support Group 10.0 7.4 

In-home Respite 9.1 7.0 

Out-of Home Respite 11.1 7.1 

Overnight Respite 33.0 7.4 

Legal 9.5 7.5 

Financial 3.0 8.7 

 

Primary Care Provider  

We also examined whether utilization of caregiver support services had a 

subsequent effect on the likelihood that respondents would reduce their caregiving 

responsibilities (e.g., from primary responsibility to shared or secondary responsibility, or 

shared responsibility to secondary responsibility). Forty percent of respondents reported a 

change in caregiving roles during the study period. Most (58%) of these changes reflected 

a reduction in the respondent’s care responsibilities and an increase in the role of other 

care providers. Caregivers in the initial interview who reported sharing care responsibility 

equally with another person (as compared to being the sole primary caregiver) were 

especially likely to report a change in that arrangement, with primary care responsibility 

being assumed either by themselves (36%) or someone else (48%). 

As shown in the following table, caregivers who used education/training services, 

clerical counseling, support groups, or adult day care prior to 2002 were less likely 

subsequently to reduce their care responsibilities than caregivers who had not used these 

services.  On the other hand, users of professional counseling, in-home respite, or 

overnight respite services were more likely than non-users to reduce their care 

responsibilities. 
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There are many possible explanations for these findings.  Receiving education or 

training, participating in support groups, and having time off during the day may have 

better equipped these caregivers to maintain their level of involvement or even to take on 

a greater level of caregiving responsibility during the subsequent two years.  Use of these 

services could therefore be interpreted as preventing caregiver attrition.  It is also possible 

that certain caregivers, foreseeing the need to maintain or augment their caregiving in the 

future, used some of these services as a means of preparation.  On the other hand, 

professional counseling may be sought more often by caregivers who already are 

conflicted about their caregiving role, perhaps as a first step towards eventual reductions 

in that role in order to protect their own health and well-being. Moreover, as noted above, 

respite use may represent a temporary first step towards a more permanent reduction in 

care responsibilities.  These possible explanations will be examined in greater detail with 

multivariate analyses that control for changes in care recipient needs over time. 

 

Table 3.3  Change in Primary Care Provider by Caregiver Service Use Prior to 2002 

Services  Service Users  Non-Service Users  

Information 15.6% 16.6% 

Access 17.6 16.0 

Education/ Training 13.8 17.3 

Professional Counseling 23.8 14.3 

Counseling by Clergy 12.5 18.1 

Support Group 13.8 16.3 

In-home Respite 25.0 15.6 

Out-of Home Respite 9.1 15.6 

Overnight Respite 42.9 15.8 

Legal 17.8 16.0 

Financial 12.8 13.5 

 

In summary, we find that education and training services are uniquely associated 

with preventing movement into long term care while also reducing the likelihood that 

caregivers will reduce their caregiving responsibility. 
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III. c.  Does caregiver service use help caregivers to manage end-of-life care? 

Service Use Prior to Care Recipient’s Death 

  In assessing the impact of service use on caregiver well-being, we also looked 

specifically at the service use of caregivers whose care recipient died during the study 

period, and whether or not such service use helped caregivers to manage end-of-life care. 

A large percentage (88%) of these caregivers used some sort of formal support service in 

the year prior to their care recipient’s death. As shown in Table 3.4, 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, 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. 

 

Table 3.4  Services used prior to care recipient’s death 

 

 

Services 

 

Percentage of 

Caregivers Using Service (N = 57) 

Information  42.1% 

Legal 40.4 

Education  28.1 

Clergy 22.8 

In Home Respite 19.3 

Support Group 17.5 

Out-of-Home Respite 17.5 

Access 17.5 

Counseling 15.8 

Financial  14.0 

Night Respite 8.8 

  

 Some caregivers who were unable to access certain formal support services prior 

to their care recipient’s death reported that those services would have been helpful in 
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managing end-of-life care.  As shown in Table 3.5, 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. 

Table 3.5  Services that would have been helpful if used prior to care recipient’s death 

Services not used but desired Percent (n varies) 

Counseling  29.9% 

Education/Training  29.8 

Financial  28.1 

Support Group  28.0 

Information  22.8 

Clergy  21.1 

In Home Respite  19.3 

Out-of-Home Respite  15.8 

Legal  15.8 

Night respite  14.1 

 

 We examined possible reasons why these caregivers did not receive more help for 

themselves in managing the end-of-life care of their care recipient.  As shown in Table 

3.6, 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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Table 3.6  Reasons for not using more formal services prior to care recipient’s death 

 

 

Service barriers 

 

Percentage 

(n =57) 

You felt that it was your duty to provide care 82.1% 

You were raised to believe care should be provided in the family 73.2 

Your family expected you to provide care 60.4 

Your (Relationship) didn’t want it 37.0 

Services cost too much 36.0 

Services were not available 28.6 

You didn’t know where to obtain the services you needed 25.9 

Service quality was poor 22.9 

Not available the times you needed 22.4 

Transportation was not available 19.2 

Services were not offered by people like you 18.8 

No time to get help for yourself 16.7 

There was no one to stay with your (Relationship) while you got help 14.5 

Service providers didn’t speak your language 10.2 

 

Caregiver Well-Being Prior to Care Recipient’s Death 

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

recipient died with their well being at the beginning of the study period (2002).  We 

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

and emotional strain. On the other hand, caregivers’ financial strain lessened in the month 

before their care recipient’s death, as did reported levels of family conflict and family 

hardship.  

Changes in caregiver employment status following the care recipient’s death were 

also explored. More than one-third of caregivers were employed at the time of their care 

recipient’s death. After the death, 42% of these caregivers reported a change in job status; 

half of these changes reflected increased work commitments, such as taking a job or 

increasing hours worked, while half reflected reduced work commitments, such as 

retirement or a decrease in hours worked. 
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The relationship between caregiver well-being before their care recipient died and 

service use prior to the study period was examined, to see whether service use might help 

to “protect” caregivers from poorer well-being while managing end-of-life care. 

However, our initial findings show little effect of prior service use on caregiver well-

being. Caregiver well-being prior to the care recipient’s death was not found to be 

associated with prior use of any of the following services:  information, access, 

education, in-home respite, out-of-home respite, night respite, or legal services. Contrary 

to our predictions, caregivers who used professional counseling reported higher levels of 

physical strain, emotional strain, and family hardship than did those who did not receive 

counseling. Counseling from clergy was associated with higher levels of family hardship, 

while support groups and financial assistance were associated with higher levels of 

family conflict. 

III. d. Does service use help caregivers manage the impact of their  

care recipient’s death? 

In addition to exploring the impact of service use in managing end-of-life care, we 

also explored the impact of service use after the care recipient’s death. Almost sixty 

percent of caregivers used at least one formal support service following the death of their 

care recipient. 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 3.7, 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. 

 

Table 3.7  Services used prior to the care recipient’s death vs. after 

 

 

Services used 

Prior to care 

recipient’s death 

(N = 57) 

After care 

recipient’s death 

(N = 57) 

Information about legal rights and obligations  40.4% 33.3% 

Counseling or advice from Clergy  22.8 22.8 

Support Group  17.5 12.3 

Professional Counseling  15.8 7.0 

Financial Information or advice  14.0 12.3 
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Some caregivers were unable to access formal support services following their 

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

cope with the death. As shown in Table 3.8, 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.  

 

Table 3.8  Services not used after care recipient’s death, but desired 

 

Services not used, but desired 

 

Percent 

Legal Rights and Information 34.4% 

Financial Information or Advice 31.9 

Support Group 25.6 

Professional Counseling 15.7 

Counseling or Advice from Clergy 14.3 

 

Summary of Findings Regarding Objective III  

Emotional stress and family hardship were found to decrease significantly during 

the two-year study period, despite increasing care demands.  In examining the potential 

protective effect of service use on caregiver well-being, we found few consistent patterns. 

Respite use prior to the start of the study period appeared to help protect caregivers’ 

physical well-being, and contributed to increased family closeness two years later. 

However, counseling had the opposite effect, and was associated with subsequent 

emotional distress and decreased family closeness.  Caregivers with unmet service needs 

had a significantly greater likelihood of experiencing deleterious caregiver and care 

recipient outcomes by the end of the study period. 

Fewer than 10% of caregivers were forced to place their care recipients in 

residential care during the study period, and approximately one-fourth reduced their level 

of care responsibility in general. Use of education, training, professional counseling, or 

financial services prior to the study period appeared to protect against subsequent 

residential placement.  However, use of access services, support groups, or respite care 

were associated with an increased likelihood of placement.  
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Of particular concern are those caregivers whose care recipients died during the 

study period.  Nearly 90% of these caregivers used at least one caregiver support service 

prior to their care recipient’s death, with information and legal assistance used most 

often. A number of services that were not used would have been helpful, most notably 

education, counseling, financial services, and support groups. The greatest barriers to 

service use prior to the care recipient’s death were family and personal norms and 

expectations. 

Caregivers caring for a dying care recipient experienced significant declines in 

health as well as increased physical and emotional stress; however, they also reported 

reductions in financial strain, family conflict, and family hardship. 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. Moreover, those who are 

more emotionally vulnerable may be more likely to seek counseling, at the time of the 

loss as well as earlier in the caregiving process. 

Sixty percent of caregivers used at least one caregiver support service following 

their care recipient’s death, with legal advice and counseling from clergy used most 

often.  Services not used but most likely to be considered potentially helpful included  

legal advice, financial counseling, and support groups. 
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OBJECTIVE IV: 

EXAMINE THE SERVICE NEEDS OF CALIFORNIA’S ETHNICALLY AND 
RACIALLY DIVERSE CAREGIVER POPULATIONS, AND IDENTIFY 

STRATEGIES FOR MEETING THOSE NEEDS 
 

IV. a.  Ethnic variations in caregiving 

Because of the limited number of African Americans, Asians, Pacific Islanders, 

and Native Americans in our final sample of caregivers at the end of the study period, we 

limited our analyses to comparisons between White Non-Hispanic and Latino caregivers. 

As shown in Table 4.1, demographic differences between Whites and Latinos included 

age, education level, and household income.  White caregivers were older, with higher 

educational levels and household incomes than Latinos. 

 Latino caregivers were significantly more likely to be caring for a parent 

compared to White caregivers. Care recipient living arrangements also differed 

significantly by ethnicity, with Latino care recipients less likely to live in a long term care 

facility and more likely to live with the caregiver or other family member.  Also, Latino 

caregivers were more likely than Whites to have primary responsibility for children under 

age 18 living in the home. 

In addition, Latinos were more likely to be caring for someone who was born 

outside the United States and who did not speak English at all. Latino caregivers were 

more likely to have provided care for at least seven years, more likely to be the primary 

caregiver for their care recipient, and less likely to have paid providers assist with the 

care. 

 Table 4.1 Demographic Characteristics by Race/Ethnicity 

 White  Latino 

 % % 

Age ***    

Under 35 2.7 10.2 

35 – 49 24.3 44.1 

50 – 64 47.0 24.7 

65 or older 45.5 14.5 
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Table 4.1 (continued) Demographic Characteristics by Race/Ethnicity 

Highest Level of Schooling***  

< HS grad 3.8 15.5 

HS grad 18.6 22.4 

Post HS ed or 

training 
29.5 37.9 

College graduate 32.2 20.7 

Post-grad degree 15.8 7.5 

2001Household Income**  

Under $30,000 30.4 53.8 

$30,000  or 

more  
69.6 46.2 

Children under 18 in home ** 

Yes 15.4 32.7 

Country of Origin *** 

United States 97.0 64.1 

Mexico - 28.0 

South/Central 

America 
- 6.0 

Europe 1.2 - 

Canada 0.6 - 

Other 1.2 1.9 

Relationship   

Parent 45.9 72.4 

Spouse/ Partner 20.5 12.1 

Friend/Neighbor 14.69 1.7 

Parent-in-law  9.7 5.2 

Grandparent 2.2 3.4 

Other Extended 

Family  
5.4 5-2 

· p < .05, ** p < .05, p < .001 
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We also examined ethnic differences with regard to services not used but which 

caregivers would have found helpful.  As shown in Table 4.2, White caregivers were 

somewhat more likely than their Latino counterparts to say that they would liked to have 

used information, clergy, in-home respite, and financial services.  

 

Table 4.2:  Unmet Service Needs by Race/Ethnicity 

Services White Latino 

Information 61% 48.8% 

Access 53.9 58.7 

Education 39.9 43.6 

Counseling 30.6 28.8 

Clergy 26.6 19.6 

Support Group 37.5 34.7 

In Home Respite 31.3 22.9 

Out-of-Home Respite 33.1 30 

Night Respite 23 25 

Legal 52.2 54.8 

Financial 54.7 43.8 

 

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

we find that Latinos are more likely to say that they do not know where to obtain 

services, have no one to stay with the care recipient, have a family that expects the 

caregiver to provide care, and have no time to get help. Overall, Latino caregivers (39%) 

were less likely than Whites (62%) to report that they had all the help they needed. 
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Table 4.3 Reasons for Not Receiving Services, By Ethnicity 

Barriers  White Latino 

Don’t know where to obtain services*** 25.6% 57.1% 

Services not available 17.2 17.5 

Poor service quality 18.1 27.3 

Language 10.1 13.2 

No one to stay with Care Recipient while caregiver gets help** 11.9 25.9 

Feel it’s your duty 77.5 90 

Believe care is to provided by family 73.9 83.9 

Family expect you to provide care** 53.2 73.6 

Recipient does not want it 36.9 38.5 

No time to get help** 17.9 35.3 

Not available at times needed 20.7 14.3 

No transportation 13.1 21.4 

Services cost too much 32.7 45.8 

Services not offered by similar people 18.1 18.2 

Already have all the help needed** 61.6 38.9 

* p < .05  ** p < .01  ***p<.001 

  

IV. d.  Ethnic variations in caregiver well-being 

Comparing White and Latino caregivers at 2004, we find no differences in 

reported health, strain, or family conflict.  We did find that Latinos were more likely to 

have changed their job situation or missed work because of help they provided to their  

care recipient. 

In examining changes in caregiver well-being over time, we find that White 

caregivers were more likely than their Latino counterparts to report an increase in 

financial hardship during the study period. 
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Summary of Findings Regarding Objective IV  

 A number of ethnic-related differences were identified among the caregivers.  

Latino caregivers were more likely to be the primary caregiver and to live with the care 

recipient, whereas White care recipients were more likely to utilize home- and 

community-based support services. White caregivers were more likely to use caregiver 

support services, especially information, legal advice, financial counseling, access, and 

professional counseling; Latino caregivers were more likely to receive education and 

training.  

White caregivers were more likely to identify additional services they would find 

helpful, most notably information, clergy counseling, in-home respite, and financial 

advice. Latino caregivers, on the other hand, were more likely to report service barriers, 

especially not knowing where to get services, having no one to stay with the care 

recipient, family norms against service use, and lack of time. There were few differences 

in the care-related impacts experienced by the two groups, although Latino caregivers 

were more likely to have changed their job situation or missed work because of 

caregiving, while White caregivers were more likely to report increases in financial 

hardship during the study period. 
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OBJECTIVE V: 

ASSESS WHETHER IMPLEMENTATION OF THE NATIONAL FAMILY 
CAREGIVER SUPPORT PROGRAM MEETS CAREGIVERS’ NEEDS AND 

IMPROVES THEIR KNOWLEDGE OF LOCAL CAREGIVER SUPPORT 
PROGRAMS AND RESOURCES, AND IDENTIFY WAYS TO IMPROVE THE 

UTILITY AND EFFECTIVENESS OF THE NFCSP 
 

V. a.  Did service use increase during the study period? 

Use of Caregiver Support Services  

The average number of services used by each caregiver increased from 1.3 

services in 2002 to 1.7 services in 2004. While 42% of caregivers used services 

throughout the study period, 26% used services for the first time between 2002 and 2004. 

New service use was especially prevalent with regard to information (22%), legal 

assistance (13%), and education and training (11%).  Some, however, 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. 

Table 5.1  Caregiver service use 2002 and 2004 

 

Services 

2002 

Users 

2004 

Users 

2004 

New Users 

2004 Continued 

Non-Users 

Information 24% 34% 22% 54% 

Education 23 23 11 66 

Legal  17 21 13 71 

Financial  15 15 10 76 

Support Group 10 14 10 79 

In Home Respite 7 13 10 83 

Access 7 12 10 83 

Out-of-Home Respite 5 8 7 88 

Counseling 8 7 5 87 

Clergy 6 4 3 90 

Night Respite 3 4 3 94 
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Care Recipient Service Use 

 As shown in Table 5.2, care recipient service use also increased substantially 

during the study period. 

 

Table 5.2  Care recipient service use 2002 and 2004 

Care Recipient Service 2002 

Users 

2004 

Users 

2004 

New Users 

2004 Continued 

Non-Users 

Paid Provider 22% 32% 17% 61% 

Community Service 29 44 26 45 

 

V. b.  Which caregivers are most likely to use services? 

Caregiver service use was greater for those caregivers who provided assistance 

with care recipient personal care needs and greater amounts of household (IADL) 

assistance, as well as those whose care recipient used community services or paid 

assistance with care. In addition, caregivers who reported difficulty obtaining services for 

their care recipient in 2002 were less likely to subsequently use caregiver support 

services for themselves between 2002 and 2004.  

Caregivers with physical strain or emotional stress in 2002 were more likely to 

subsequently use services between 2002 and 2004.  In addition, caregivers reporting 

physical and/or mental health problems, interrupted sleep, or changes in work situation in 

2004 were associated with service use during the same period.  Having someone to turn 

to for support also was associated with greater likelihood of using services. 

V. c.  Did caregiver knowledge increase during the study period? 

Many caregivers who did not know where to obtain support services in 2002 either 

were using services or knew how to obtain them by 2004.  The greatest increase in 

knowledge occurred for in-home respite (30.7%), counseling (29.5%), clergy (28.6%), 

and night respite (25.8%).  The greatest increase in service use occurred for information 

services (30.3%), in-home respite (23.1%), out-of-home respite (15.2%), and legal 

services (13.1%). 
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Table 5.3  Knowledge and service use among caregivers who did not know where to get 

service in 2002 

 

 

 

Services 

Number Who 

Did Not Know 

Where To Get 

Service 2002 

 

Know How to 

Get Service 

2004 

 

Used 

Service 

2004 

Still Do Not 

Know How to 

Get Service 

2004 

Information 76 9.2% 30.3% 46.1% 

Access 60 23.3 11.6 48.3 

Education 58 13.8 6.9 53.4 

Counseling 44 29.5 2.3 43.2 

Clergy 14 28.6 7.1 21.4 

Support Group 42 21.4 9.5 40.5 

In Home Respite 26 30.7 23.1 26.9 

Out-of-Home Respite 33 12.1 15.2 30.3 

Night Respite 31 25.8 0 35.5 

Legal 99 18.2 13.1 50.5 

Financial 89 11.2 8.9 62.9 

 

The caregivers most likely to indicate gaps in knowledge about caregiver services 

were those who were foreign-born, low-income (less than $30,000), or Latino, and did 

not have a back-up caregiver or anyone to go to for support.  Caregivers with knowledge 

gaps regarding caregiver support services were less likely to use care recipient services, 

had more problems with the services they used, and were more likely to report that their 

care recipient had unmet service needs.  

Caregivers who lacked knowledge about caregiver services reported higher levels 

of financial hardship, physical strain, emotional stress, sleep interruptions, physical 

and/or mental health problems, more work disruptions, and greater family disagreement 

and family hardship.   
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Summary of Findings Regarding Objective V 

 Service use by caregivers and their care recipients increased substantially during 

the study period.  However, nearly one-fifth of caregivers have never used any of the 

services included in the NFCSP. Respite and counseling, two of the most important 

caregiver support services, have especially low utilization rates. Caregivers who use 

services have more demanding care situations and higher levels of physical and 

emotional distress, but also more social support as well as community-based services for 

their care recipient.  

Caregivers’ knowledge about how to obtain needed services increased during the 

study period, and many caregivers who did not know where to get needed services 

initially were using services or at least knew where to get them by 2004. However, 

substantial knowledge gaps remain, especially for caregivers who are foreign-born, 

Latino, low-income, or have little social support. Their care recipients also have greater 

problems with services, greater unmet needs, and are less likely to use community-based 

support services. Not surprisingly, these caregivers have higher levels of physical and 

emotional distress. 
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OBJECTIVE VI: 

COLLABORATE WITH A STAKEHOLDER ADVISORY GROUP TO IDENTIFY 
POLICY-RELEVANT AND PROGRAMMATIC RECOMMENDATIONS AND 

FACILITATE THEIR IMPLEMENTATION LOCALLY AND STATEWIDE 
 

The Center has convened a Project Advisory Group to assist in the dissemination 

and utilization of project findings, and to provide consultation regarding all aspects of 

this project.  The Advisory Group consists of important state stakeholders and experts in 

the delivery of family caregiver support programs, such as Family Caregiver Alliance, 

Alzheimer’s Disease Association, AARP, U.S. Administration on Aging Region IX, 

CDA, California Department of Social Services, and the California Commission on 

Aging. Representatives from these organizations have continued their participation from 

the earlier phase of this project, and continue to be invaluable in assuring that project 

outcomes are transferred into policy formation and practice.   

The first meeting agenda included a review a of the results of the 2002 caregiver 

survey and focus groups, an outline of plans for the follow-up survey, and 

recommendations from the group on next steps and ideas for long range planning for 

caregiver services. 

On May 6,2005, the Center convened its second meeting of its Advisory 

Committee. At the meeting the Center’s faculty, staff, and students presented preliminary 

results of the comparison of the 2002 and 2004 survey data. The Advisory Committee 

members discussed the implications of these findings for caregivers programs and 

policies, and provided important input regarding future research directions. 

The Center plans to hold its next meeting of its Advisory Committee in December 

2005 at which time we will present this report and continue our discussions on the 

transfer of these results into policy formation and practice. 
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CONCLUSION 

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 active 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.  

Overall, caregivers appear to be receiving more, and perhaps better, support from 

community services at the end of the study period than they were two years earlier. They 

are using more services, have fewer unmet needs, and seem to have less emotional 

distress and financial hardship. They also report fewer barriers to service use. Even when 

caregivers do not actually use a service, for example, they are more likely than before to 

know where to obtain the service if they find that they need it. 

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. 

 Certain groups of caregivers were found to be especially likely to have support 

needs that were not adequately being met by existing services. Latino caregivers were 

less likely than non-Hispanic Whites to use caregiver services, in part because of family 

norms and expectations regarding the provision of informal care, and in part because of 

service barriers such as not knowing where to obtain services and not having anyone to 

stay with the care recipient.  Women and persons caring for someone with memory 

problems were especially likely to report unmet caregiver service needs.  
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Caregiver service needs appear to be integrally related to care recipient service 

needs. When care recipients experience service problems or unmet service needs, it is 

likely that their caregivers will report unmet caregiver service needs as well. For many 

caregivers, care recipient service problems may exacerbate their own service needs; 

moreover, many of the same barriers that affect caregivers also affect their care 

recipients. This suggests the need for a family-centered approach to efforts to assist older 

adults and their caregivers, rather than the current piece-meal policy and financing 

framework that largely creates separate administrative structures for caregiver and care 

recipient services.  

Additional analyses currently are being conducted to examine the ways in which 

services meet caregivers’ needs as their care situations change over time.  Respite 

services, for example, appear to have a protective effect on caregiver well-being, 

whereby previous respite use is associated with subsequent improvements in caregiver 

physical health and family closeness. Counseling, on the other hand, does not appear to 

have this protective effect. Multivariate analyses will be conducted to test conceptual 

models regarding the long-term effects of service use on caregivers and their care 

recipients, in order to identify the services most apt to have salutary effects and the 

caregivers most likely to benefit from those services.     

 A final area examined in this project concerns the needs of individuals who are 

caring for someone who is dying, a group that has received relatively little attention in 

existing policies and programs. We find that caregivers make relatively heavy use of 

support services at this time, especially information and legal assistance. However, a 

substantial need remains for additional services such as education and training, 

counseling, financial services, and support groups.  Caregivers also express the desire for 

additional legal advice, financial services, and support groups following the care 

recipient’s death. Our study suggests that a loved one’s death is different from other 

caregiving tasks, and that additional consideration needs to be given to the particular 

types of support services that can best assist caregivers to handle the emotional demands 

of this challenging experience.  

 In the coming months, we will be meeting with our Stakeholder Advisory Group 

to discuss these findings and consider their implications for changes in existing policies 

and programs.  With the help of our Advisory Group, representing key leaders from 
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California’s aging and caregiving networks, we will disseminate our findings to policy-

makers and program directors, thereby contributing to improved support services for 

elderly Californians and their caregivers.    
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