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INTRODUCTION AND BACKGROUND
Overview of Caregiving in the United States
Caregivers are people who provide vital assistance in the daily care of family members or friends
who are unable to care for themselves completely on their own. Generally this care consists of
help with household management or personal care, which can include anything from shopping for
groceries to bathing or toileting. Often this care is long term, extending over several years, which
provides the means for the care recipients to remain in their homes rather than to be cared for in
nursing facilities.
Nationwide, there are over 27 million caregivers providing services with an annual market value
estimated to be over 250 billion dollars. A state-by-state analysis shows that California, by far, has
the most caregivers, roughly 11% of the total number of caregivers and annual market value for
services rendered. (Prevalence and Economic Value of Family Caregiving, National Caregiving
Association, based on a previous study by Peter S. Arno, Ph.D. in 2000.)
While statistics from recent national caregiving studies vary, the following provides a snapshot of
what most studies report:
• Most caregivers are female (59-75%)
• Most are between the ages of 35 to 64 (42-65%)
• Most are related to the care recipient (70-90%)
• Most are employed (50-62%)
• Most provide an average of 17 to 24 hours of weekly care.

Purpose and Methodology for this Study
This study attempts to identify and profile the recent, current, and future caregiving responsibilities
of people living in Santa Barbara and San Luis Obispo counties. This includes people who currently
provide care, or who anticipate the need of providing care, for adults 18 years or older with a health
problem or disability. Identifying the current and anticipated needs of caregivers will help us plan
programs and provide resources to meet those needs, including:
• Information about available services.
• Assistance in gaining access to supportive services.
• Individual counseling, support groups, and /or caregiver training.
• Respite care to provide relief from caregiving responsibilities.
This survey was distributed to agencies and individuals throughout Santa Barbara and San Luis
Obispo counties in August 2004 and collected in September- November. Fifteen hundred surveys
were printed, 1000 in English and 500 in Spanish. The Survey was also available for access on our
website. Responses were received from 429 people (29% of the printed copies).
Section I of the survey collects personal information about the person taking the survey, including
gender, age, race/ethnicity, marital status, household income, current or recent caregiving
responsibilities, and anticipated needs. Over 90% of those surveyed are currently providing or have
provided caregiving in the past, while 80% anticipate the need to care for an adult family member or
friend in the next five years.
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Section II of the survey collects information about the relationship of the care recipient to the
caregiver, the kinds of assistance provides, the number of hours spent caregiving, and the amount of
money spent on caregiving. It looks at the kinds of problems experienced by caregivers, as well as
the extent of those problems and how much these interfere with their ability to assist others. Several
survey questions collected information about how caregiving responsibilities may interfere with
work schedules and what kinds of work-related benefits are available to help caregivers. Section II
also looks at the kinds of resources and services available to caregivers and their need for additional
resources. [See Appendix A, page 30, for a copy of the survey questions.]

Limitations of this Study
While a large number of survey respondents were White (296) or Hispanic/Latino (92), very few
African American/Black (13), Asian/Pacific Islander (10), or American Indian/Alaskan Native (8)
caregivers responded to this survey, so the findings for these groups may not, on the whole, be as
reliable as for the groups with a larger representation. Fourteen respondents when asked to check a
box for race/ethnicity, chose the “other.” At least four respondents checked more than one ethnicity,
as was allowed, since they were instructed to “check all that apply.”
In addition, because many of the respondents come from diverse cultural and linguistic backgrounds,
some questions may not have been interpreted identically. Since this survey was printed in English
and Spanish, those who cannot read either of these languages were not represented in this study.
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SECTION I: Who are the caregivers?
The vast majority (94%) of our survey respondents are either currently providing caregiving services
to adults with health problems or disabilities, or have done so in the past. Most of these are white
females, fifty years or older, married or living with a partner, and with a household income of
$50,000 or less.
A quick snapshot of the typical survey respondent shows the
following:
• Gender: female (80%)
• Race/Ethnicity: white (68%)
• Marital Status: married or living with a partner (58%)
• Age: fifty years of age or older (73%)
• Total Household Income: $50,000 or less (73%)

Geographic Location
According to the 2000 Census, a 59/41 population split
exists between the counties of Santa Barbara and San Luis
Obispo. Therefore, it is not surprising that the ratio of survey
respondents in the two counties fell along a similar split,
with 62% of caregivers residing in Santa Barbara County
(SBC) and 38% in San Luis Obispo County (SLOC).
The majority of caregivers in Santa Barbara County (54%)
reside in its three largest cities: Santa Barbara, Santa Maria,
and Lompoc, comprising a total of 80%. Most of the survey
respondents from San Luis Obispo County (50%) were
located, not surprisingly, in three of its largest cities, San
Luis Obispo, Paso Robles, and Arroyo Grande.
More surprising, perhaps, was the finding that the caregivers in Santa Barbara County tend to be younger,
and more often single (never married), than those in San Luis Obispo County. In SBC only 46.1% of
caregivers are over 50 years of age, while in SLOC those over 50 are 89.9%. In SBC, 36.5% of caregivers
are under 50, with 14 respondents 30 years or younger. In contrast, only 10.6 % of caregivers in SLOC
were under the age of 50 and none of the survey respondents were 30 years or younger.
Also worth noting is the finding that caregivers in SBC tend to be more ethnically diverse with
lower household incomes than those in SLOC. In SBC, 45.3% of caregivers listed themselves as
non-white. Of these, 31.9% are Hispanic/Latino, 4.6% African American/Black; 2.6% Asian /Pacific
Islander, 2.3% American Indian/Alaskan Native, with 3.8 % listing their race/ethnicity as “Other.” In
SLOC, only 11.3% of caregivers list their race/ethnicity as non-white. Of these, 6.25% are Hispanic/
Latino while African American/Black, Asian/Pacific Islander, and American Indian/Alaskan Native
together make up 2.5%, with another 2.5% listed as “Other.”
Perhaps, given that caregivers in SBC tend to be younger, more often single, and more ethnically
diverse, it is not surprising that household incomes tend to be lower than those in SLOC. However,
while caregivers with incomes at the lowest level, under $25,000, tend to be significantly higher
in SBC (43.4%) as compared to SLOC (20.1%), caregivers with incomes at the highest level, over
$100,000, were surprisingly close in both counties, around 4 to 5%.
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TABLE A: Comparison of Age, Marital Status, & Household Income in the Two Counties
Age, Marital Status, and Household Income
Number of Survey Respondents
Age under 30 years
Age less than 50
Age 50 or older
Age 70 of older
Married/Living with partner
Single (never married)
Income under $25,000
Income under $50,000
Income over $50,000
Income over $100,000

Santa Barbara
County
260
(62%)
14
(5.3%)
95 (36.5%)
120
(46.1%)
47
(18.0%)
137
(52.6%)
36
(13.8%)
113
(43.4%)
191 (73.4%)
47 (18.0%)
11 (04.2%)

San Luis Obispo
County
159 (38%)
0
(0%)
17 (10.6%)
143 (89.9%)
53 (33.3%)
108 (67.9%)
7 (04.4%)
32 (20.1%)
90 (56.6%)
60 (37.7%)
9 (05.6%)

TABLE B: Comparison of Race/Ethnicity in the Two Counties

Race/Ethnicity
White, not Hispanic
Hispanic/Latino
African American/Black
Asian/Pacific Islander
American Indian/Alaskan Native
Other

Santa Barbara
County
57.0%
31.9%
4.6%
2.6%
2.3%
3.8%

San Luis Obispo
County
89.9%
6.2%
0.6%
1.2%
0.6%
2.5%

Gender, Age, Marital Status, and Income
While 80% of the caregivers in our survey are female, a higher percentage of the male caregivers
(35.2%) are 70 years or older compared to the female caregivers (21.3%). Interestingly, a
significantly higher percentage of male caregivers (15.2%) are either single (never married), or
married (not divorced, separated, or widowed) (63.5%) when compared to female caregivers who
are either single (9.0%) or married (56.4%). However, a significantly higher percentage of female
caregivers (16%) are widowed compared with males (8.3%). In addition, a slightly higher percentage
of males (34.1%) care for adults ages 18-59, compared with female caregivers (29.8%). When
looking at income levels, surprisingly, slightly more male caregivers earn below $50,000 than
females, and slightly more of these earn under $25,000 per year. At the same time, slightly more
male caregivers than female caregivers earn in the $100,000 or more income level.
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TABLE C: Comparison of Age, Marital Status & Income by Gender

Age, Marital Status, and Income
Age less than 30
Ages less than 50 years
Ages 50 years or older
Ages 70 or older
Married/living with a partner
Divorced/separated
Widowed
Single (never married)
Caring/have cared for adult(s) aged 18-59
Caring/have cared for adult(s) aged 60 or older
Income under $25,000
Income under $50,000
Income over $50,000
Income over $100,000

Male Caregivers
2.3%
29.4%
70.5%
35.2%
63.5%
14.1%
08.3%
15.2%
34.1%
65.8%
39.5%
74.0%
25.9%
6.1%

Female Caregivers
3.7%
25.4%
73.6%
21.3%
56.4%
17.8%
16.0%
09.0%
29.8%
76.9%
37.3%
71.8%
28.1%
4.7%

Race/Ethnicity
When we look at the gender, marital status, age and household income of caregivers according to
their race or ethnicity, some interesting differences arise.
GENDER AND MARITAL STATUS: There are slightly more male Hispanic/Latino caregivers
and slightly more female African American/Black caregivers than the survey norm. While the
majority of White and Hispanic/Latino caregivers are married or living with partners, for African
Americans, Asian, and American Indians, the majority are single, either divorce or separated,
widowed, or never married. A large
majority of African American caregivers
(61.5%) have never been married.
AGE: The age of caregivers also differs
widely among the various races and
ethnicities. While most White, Hispanic,
Asian and Native American caregivers are
fifty years of age or older, only 38.4% of
African American caregivers are over fifty.
A significantly higher percentage African
American caregivers are under thirty years
of age (15.3%), while a significantly lower
percentage of White caregivers are under
30 (1.9%). In addition, a significantly
higher percentage of caregivers who are
70 years of age or older are either White
(30%) or Asian (20%).
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TABLE D: Comparison of Gender, Age & Marital Status by Race/Ethnicity
Race/Ethnicity
Gender
Age
Marital Status
Over 50
79.3%
Over 70
30.0% Married, living w/partner 62.8%
White, not Hispanic
Female 80%
Under 50
19.9% Never married
7.4%
Under 30
1.9%
Over 50
55.9%
Over 70
6.4% Married, living w/partner 50.5%
Hispanic/Latino
Female 73.6%
13.9%
Under 50
44.0% Never Married
Under 30
9.6%
Over 50
38.4%
African American/
Over 70
7.6% Married, living w/partner 15.3%
Female 92.3%
Under 50
61.5% Never Married
61.5%
Black
Under 30
15.3%
Over 50
50
Over 70
20 % Married, living w/partner 40%
Asian /Pacific
Female 80%
Under 50
50 % Never Married
20%
Islander
Under 30
0 %
Over 50
50 %
Over 70
0 % Married, living w/partner 37.5%
American Indian/
Female 80%
Under 50
50 % Never Married
12.5%
Alaskan Native
Under 30
10 %
HOUSEHOLD INCOME: The majority of caregivers in all race/ethnic groups, except Whites,
reported a household income of under $25,000. While the majority of Whites reported income of less
than $50,000, only 25% reported income of less than $25,000. Few caregivers reported an income
over $100,000, but none of these were African American/Black or American Indian/Alaskan Native.
TABLE E: Comparison of Annual Household Income by Race/Ethnicity

Household Income
White
(not Hispanic)
Hispanic/Latino
African American/Black
Asian /Pacific Islander
Amer. Indian/Alaskan Native

Under
$25,000
25%
58.0%
53.8%
60%
62.5%

Under
$50,000
61.8%
80.6%
76.9%
90%
75%

Over
$50,000
31.7%
11.8%
None reported*
10%**
None reported*

Over
$100,000
5.0%
4.3%
None reported*
10%**
None reported*

* Only 77% of African American caregivers and 75% of American Indian caregivers checked the boxes on household income.
** All Asian caregivers with a household income over $50,000 checked the box for income above $100,000.
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WHITES: As a group, caregivers who are White tend to be largely female, over 50 years of age,
married or living with a partner, and earning an annual household income of less than $50,000.
However, when compared with the other groups, far more White caregivers are 70 years of age or
older, and far fewer are single (never married.)
HISPANIC/LATINO: The typical Hispanic/Latino caregiver is also female, married or living with
a partner, but earning a household income of less than $25,000. However, when compared with the
other groups, a much higher percentage of Hispanic caregivers are male. Hispanic caregivers are
also more evenly distributed among the various age brackets, with almost as many under the age of
fifty as over. While most are married or living with a partner, a significant number have never been
married. Hispanic caregivers are also more evenly distributed among the various household income
brackets. While the majority earn less than $25,000, a significant number earn between $25,000100,000, and a few earn income above $100,000.
AFRICAN AMERICAN/BLACK: As a group, African American/Black caregivers tend to be
largely female, under 50 years of age, never married, and earning income less than $25,000. Unlike
the other groups, none report income above $50,000. Far fewer African American caregivers are
male, but a significantly larger number are under 30 years of age, when compared with the other
groups.
ASIAN/PACIFIC ISLANDER: The typical Asian/Pacific Islander caregiver is also female and
earning a household income of less than $25,000. However, she is harder to pin down in terms of
age and marital status. An equal number of Asian caregivers are under 50 years of age as are over
50; however, while a significant number
are over 70 years of age, unlike the other
groups surveyed, none reported to be
under 30 years of age. Almost as many
Asian American caregivers are widowed
as are married or living with a partner,
and a significant percentage are single
(never married.)
AMERICAN INDIAN/NATIVE
ALASKAN: The typical caregiver in this
group, like in the last group, is female
and earning less than $25,000 per year.
However, like the African American
caregiver, none reported an income above
$50,000. The American Indian caregiver,
like the Asian caregiver, is also harder to
define in terms of age and marital status.
An equal number are over 50 years of
age as are under, but none are reported
over 70 years of age. An equal number
reported being either married /living with
a partner, or divorced/separated. A much
smaller number are widowed or never
married.
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SECTION II: What are the caregivers needs?
Caregiver Recipients
The caregivers surveyed in Santa Barbara County (SBC) and San Luis Obispo County (SLOC)
care for a total of 897 adult family members or friends with a health problem or disability, or who
are age 60 or over. Most often (55%) the caregiver recipient is either a parent or spouse, with a
higher percentage of parents (32%) over spouses (23%). Most caregiver recipients (58.2%) live with
the caregiver. When we compare the caregiver recipients among the various target groups, slight
variations are found.
Geography: When comparing caregiver recipients in the two counties, we find that a higher percentage
of caregiver recipients are friends of the caregivers in Santa Barbara County (11.8%) than in San Luis
Obispo County (3.3%). In San Luis Obispo County a much higher percentage of recipients are spouses
(31.4%) than in Santa Barbara County (18.8%). There also are a greater number of recipients in Santa
Barbara County who are the grandparents of the caregiver (5.2%) than in San Luis Obispo (0.9%).
TABLE F:Comparison of the Relationship of Care Recipients to Caregivers by Geography

Relationship
Spouse/partner
Parent
Mother/father-in-law
Grandparent
Son or daughter (over age 18)
Friend or Neighbor
Living with caregiver

Total Caregivers
23%
32%
3.6%
3.6%
10%
8.7%
58.2%

SB County
18.8%
28.3%
5.2%
5.2%%
11.6%
11.9%
62.1%

SLO County
31.4%
38.6%
7.2%
0.9%
7.7%
3.3%
70.7%

Gender/Income: Surprisingly, when we compare the gender and income levels of caregivers, we
find that more male caregivers care for spouses (31.4%) than do female caregivers (21.7%), and far
more caregivers with an income over $100,000 care for parents (48.0%) than do those earning less
than $25,000 (27.2%). Caregivers in the highest income bracket also care for more adult children
over the age of 18 (12%) than those in the lowest income level (7.5%). However, compared with
caregivers in the highest income bracket, those in the lowest care for more spouse/partners (17.6% vs
12%) and more friends/neighbors (14.1% vs 8%).
TABLE G: Comparison of the Relationship of Care Recipients to Caregivers by Gender/Income

Relationship
Spouse/partner
Parent
Mother/father-in-law
Grandparent
Son or daughter (over 18)
Friend or Neighbor
Living with caregiver

10

Female

Male

21.7
32.3
6.3
3.4
10.2
8.9
63.5

31.4
29.5
4.1
3.8
9.5
7.6
70.1

Income
under 25,000
17.6
27.2
4.5
5.0
7.5
14.1
63.5

Income over
$100,000
12.0
48.0
4.0
4.0
12.0
8.0
70.1
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Race/Ethnicity: The care recipients of all caregivers, whatever their race or ethnicity, tend to be
parents, with the exception of American Indians/Alaskan Natives, who tend to care for more spouses
(30%) than parents (20%). This group also has fewer care recipients living with them (28.5%)
than the other groups. African American caregivers tend to care for more grandparents (22%) and
adult children (16.6%) than the other groups. White caregivers are least likely to care for friends or
neighbors (6.7%) than the other groups.
TABLE H: Comparison of the Relationship of Care Recipients to Caregivers by Race/Ethnicity

Relationship
Spouse/partner
Parent
Mother/father-in-law
Grandparent
Son or daughter (over age 18)
Friend or Neighbor
Living with Caregiver

White
26.9
31.7
7.2
2.4
9.9
6.7%
66.1

Hispanic
14.0
33.3
3.5
7.8
9.6
14.9
67.4

Black
0
33.3
0
22.2
16.6
16.6
50.0

Asian/Pacific
0
45.4
0
0
0
18.1
40.0

Indian/Alaskan
30.0
20.0
10.0
0
10.0
0
28.5

Kinds of Assistance Provided
Caregivers provide numerous kinds of assistance to their care recipients, ranging from home
maintenance and managing financial affairs, to providing transportation and arranging outside help.
Most caregivers spend many hours per week and a substantial number of dollars each month on
caregiving responsibilities. As many as 51% reported spending 40 or more hours per week providing
this assistance at a cost of less than $500 per month.
Kinds of Assistance: Given a list of 12 kinds of assistance, most caregivers chose the following five
activities as the types most often provided. The most common assistance provided is listed below in
order of the highest number to the least reported.
1. Cooking, laundry or house cleaning
2. Providing transportation
3. Providing emotional reassurance
4. Administering medications
5. Feeding, bathing, toileting, dressing or grooming
The top five kinds of assistance for the total number of caregivers proved consistent among the
target groups, with the following exceptions:
• “Providing emotional support” came out at the top of the list for several target groups,
including caregivers who are White, American Indians/Alaskan Natives, living in San Luis
Obispo County, and earning incomes over $100,000.
• “Home maintenance” was included on the list for male caregivers.
• “Managing finances” came out at the top of the list for caregivers who are male, White,
American Indian/Native Alaskan, or living in San Luis Obispo County.
• “Arranging for outside help” was high on the list for caregivers who are African American/
Black, Asian/Pacific Islander, live in San Luis Obispo County, or have incomes over $100,000.
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TABLE I: Top Rated Caregiving Activities for Target Groups

1

2
Transportation

3
Emotional
support

4
Administer
medications

Total
Caregivers

Cook, clean

SB County

Feed, bathe

Cook, clean

Transportation

Emotional
support

Feed, bathe

Administer
medication

Emotional
support

Transportation

Cook, clean

Manage
finances

Arrange
outside help

Female

Cook, clean

Emotional
support

Transportation

Administer
medications

Feed, bathe

Male

Cook, clean

Transportation

Emotional
support

Home
Maintenance

Manage
finances

Income under
$25,000

Cook, clean

Transportation

Feed, Bathe

Emotional
support

Administer
medication

Income over
$100,000

Emotional
support

Arrange for
outside help

Transportation

Manage
finances

Administer
medication

White, not
Hispanic

Emotional
Support

Transportation

Cook, clean

Manage
finances

Administer
medication

Hispanic/
Latino

Cook, clean

Transportation

Feed, bathe

Emotional
support

Administer
medication

African
Amer./ Black

Cook, clean

Feed, bathe

Emotional
support

Transportation

Asian/Pacific
Islander
Amer. Indian/
Alaskan
Native

Feed, bathe

Cook, clean

Arrange
outside help

Transportation

Emotional
support

Cook, clean

Transportation

Administer
medications

Arrange
outside help
Emotional
support/home
maint.
Manage
finances

SLO County

5

Number of Hours: While over 50% of caregivers surveyed spend 40 hours or more on caregiving
activities each week, several differences emerged when comparing the number of hours spent
helping care recipients among the target groups.
• More caregivers earning less than $25,000 (47.2%) spend 40 hours or more on caregiving than
do those earning over $100,000 (36.8%).
• Caregivers who are African American/Black spend the most time on caregiving, with 66.6%
spending 40 hours or more per week.
• Caregivers who are American Indian/Alaskan Native spend the fewest hours caregiving, with
no one spending 40 hours or more, and 42.8% spending less than 10 hours per week.
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TABLE J: Number of Hours Spent Weekly on Caregiving or Supervising

Total Caregivers
SB County
SLO County
Female
Male
Income under $25,000
Income over $100,000
White, not Hispanic
Hispanic/Latino
African Amer./Black
Asian/Pacific Islander
Amer. Indian/ Alaskan Native

Less than 10 hours
13.2
14.4
11.6
13.4
12.0
9.7
21.0
13.7
12.5
7.6
0
42.8

10-39 hours
36.1
36.4
34.4
34.9
39.7
43.0
42.1
34.5
37.5
30.7
50.0
28.5

40 or more
50.6
49.2
53.8
51.5
48.1
47.2
36.8
51.7
50.0
61.5
50.0
28.5

Money spent monthly on caregiving: Caregiving can be costly as well as time consuming. Only
23% of caregivers surveyed report that they spent no out-of-pocket money on their caregiving
activities. Most spend less than $500 per month, but many spend between $500 to $1500 on
caregiving. Significant differences among the target groups are below:
• Slightly more male caregivers (38.5%) and those with income over $100,000 (36.8%) spend in
the highest range of $500 to $1500 per month.
• Significantly more Asian /Pacific Islander caregivers (66.6%) spend in the highest range, $500-$1500.
• Caregivers who are African American/Black or American Indian/Alaskan Native spend the
least money per month on caregiving.
• 66.6% of African American/Black caregivers spend less than $500 per month, and only 16.6%
spending more than $500 per month.
• As many as 57% of American Indian/Alaskan Native caregivers spend no out-of-pocket money
on caregiving, and none spend $500 or more per month.
TABLE K : Money Spent per Month on Caregiving

Total Caregivers
SB County
SLO County
Female
Male
Income under $25,000
Income over $100,000
White, not Hispanic
Hispanic/Latino
African Amer./Black
Asian /Pacific Islander
Amer. Indian/ Alaskan Native
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None
23.2
24.6
21.0
23.4
22.8
23.0
15.7
21.3
24.6
16.6
11.1
57.1

Less than $500
50.6
50.6
50.0
51.6
52.8
56.9
47.3
53.0
49.3
66.6
22.2
42.8

$500-1500
26.4
24.6
28.9
24.8
38.5
20.0
36.8
25.5
25.9
16.6
66.6
0
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Problems Experienced by Caregivers
Not surprisingly, many caregivers encounter problems of various kinds when trying to help adult
family members and friends who need care. These problems can range from finding trained and
reliable home care providers, to ensuring the care recipient’s safety, to getting cooperation and
assistance from other family members. Some of these problems are major, some minor; some
experienced infrequently, or a great deal. Sometimes simply trying to get the help they need at
certain times of the day or week can be a problem. Several survey questions dealt with determining
whether problems are major and minor, how extensive the problems are, and when caregivers need
the most help.
Kinds of Problems: Caregivers were given a list of 20 kinds of problems and asked to rate them
as major problems, minor problems, or no problem. The top ten problems most often encountered
by the caregivers are listed below. The column headed “A Problem” includes all problems listed as
either a minor or major problem. The second list includes only those rated as a “Major Problem.”
Problems in each column are listed in the order of those most frequently experienced (number 1) to
those least frequently experienced (number 10).
TABLE L: Problems Experienced by Caregivers

1
2
3
4
5
6
7
8
9
10

A Problem
Meeting personal needs
Enough money to pay for services
Understanding government programs
Finding services
Balancing other responsibilities
Finding out about legal options
Getting cooperation from family
Finding trained/reliable help
Ensuring recipient’s safety
Meeting work responsibilities

A Major Problem
Meeting personal needs
Enough money to pay for services
Finding trained/reliable home care providers
Getting cooperation from family members
Finding affordable residential care
Balancing responsibilities
Meeting work responsibilities
Understanding government programs
Finding out about legal options
Dealing with difficult behavior problems of
the care recipient

As you can see, “meeting personal needs” and having “enough money to pay for services” tops both
lists as being the most frequent problems experienced. There were few surprises when comparing
the various target groups, most ranking as “major” or “minor” the same kinds of problems, despite
differences in geographic location, gender, income, and ethnicity, with the following exceptions.
• African American/ Black caregivers reported that “finding culturally-sensitive resources”
and “communicating with professional resource providers” were among the top five major
problems they encountered.
• Asian /Pacific Islander caregivers included “doing end-of-life planning” and “getting
information about the illness/disability of the person(s) cared for” as among their top five
problems.
• Hispanic/Latino caregivers ranked “dealing with a break down in care arrangements” as one of
their top five problems.
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Caregivers were also asked to rate the extent of problems experienced, to see if certain problems were
experience a great deal, or not at all. They were given a list of ten problems and asked to rate them
according to whether they experienced them “not at all,” “some,” “quite a bit,” or “a great deal.”
Extent of Problems: Table M shows the top six problems experienced by caregivers. The column on
the left includes problems that caregivers experienced to some extent (ranked as having experienced
“some,” “quite a bit,” or “a great deal”). The second column includes only those problems ranked as
having experienced a great deal. The problems are ranked in order of the most often experienced.
TABLE M: The Extent of Problems Experienced

1
2
3
4
5
6

Most often cited as a problem
Physical strain/fatigue
Interference with free time
Interference with social life
Emotional upset, guilt
Financial strain
Physical health changes

Experienced a great deal
Physical strain/fatigue
Interference with free time
Interference with social life
Emotional upset, guilt
Physical health changes
Financial strain

You can see that these lists are nearly identical with “physical strain/fatigue,” “interference with
free time,” and “interference with social life” heading the list of problems experienced a great deal.
There is also little difference in the lists when comparing the various target groups. Geographic
location, age, gender, income, and race/ethnicity seem to make no difference. These six problems
were the top ranking problems that each group listed as having experienced to some extent or a great
deal.
Availability of Help Needed: When asked if they had the help they needed at different times of the
day and week, the majority of caregivers replied that they did have the help they needed, as the Table
N shows. However, that help seems to be more readily available in the daylight hours than in the
evening or on weekends.
TABLE N: Availability of Help Needed

Do you have the help needed:
In the morning?
In the afternoon?
In the evening?
At night?
On weekends/holidays?
In a crisis situation?

YES
76%
75%
68%
67%
60%
62%

NO
24%
25%
32%
33%
40%
38%

A higher percentage of caregivers found it difficult to find help on the weekends/holidays (40.3%)
and during a crisis situation (37.6%), than at the other time choices. This finding was consistent
among all the groups with the following exceptions:
• American Indian/Native Alaskan caregivers have more problems finding help in the mornings
and afternoons (each 40%) than during the other time choices (each 25%).
• Blacks find it more difficult than any other group to find help at any time of the day, with the
most difficult times in evenings, nights, and on weekends/holidays, each at 61.5%.
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Work Related Issues
The majority of caregivers surveyed (57%) work part-time or full-time jobs in addition to the
caregiving assistance they provide to family members and friends. Trying to juggle work and
caregiving responsibilities often causes a variety of problems, including missed workdays. Many
consider reducing their workloads or taking early retirements. Others take advantage of workrelated benefits, like flexible schedules or accrued sick leave, to help them cope with the extra
responsibilities.
Missed Workdays: Fifty percent (50%) of caregivers who work report having missed workdays due
to their caregiving responsibilities during the past twelve months. When asked how many full or partial
workdays they missed during the past 12 months, 35% reported missing one to nine days of work, and
16% reported missing over 9 days. These figures varied widely among target groups [See Table O]:
• Male caregivers (51%) and those living in San Luis Obispo County (53%) were the least
affected by work-related issues, since a higher percentage than average reported that they were
retired or that the question did not apply to them.
• Interestingly, Hispanic/Latino caregivers (72%) and those earning over $100,000 (71%) were
the most likely to be affected by work-related issues, since far fewer caregivers in these groups
reported that they were either retired or that the question did not apply.
• Caregivers who were African American/Black (77%), American Indian/ Alaskan Native (75%),
or had incomes under $25,000 per year (62%) were least likely to take off days of work to
accommodate caregiving responsibilities.
TABLE O: Number of Workdays Missed in Past Year

Workdays missed
Total Caregivers
SB County
SLO County
Female
Male
Income under $25,000
Income over $100,000
White, not Hispanic
Hispanic/Latino
African American/Black
Asian Amer./Pacific Islander
Amer. Indian/ Alaskan Native

Doesn’t apply/retired
43%
38
53
41
51
38
29
47
28
31
33
43

Zero
50%
52
44
49
55
62
17
45
55
77
50
75

1-9
35%
34
38
36
26
27
75
40
28
0
33
25

Over 9
16%
14
19
15
18
11
8
15
17
22
17
0

Reducing Workload/Early Retirement Options: Many caregivers found the difficulty of balancing
work and caregiving responsibilities so troublesome that during the past 12 month they had
considered either reducing their work schedule (35%) or taking an early retirement (23%). These
figures did not hold true for all target groups.
• No American Indian/Native Alaskan caregivers reported considering reducing hours or early
retirement.
• No Asian /Pacific Islander caregivers considered early retirement, but 25% considered reducing
hours.
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• Only 13% of African American/Black caregivers considered either reducing their workloads or
taking an early retirement.
• Far fewer Hispanic/Latino than White caregivers considered reducing workloads (28% vs 40%)
or taking an early retirement (17% vs 27%)
• For caregivers with incomes under $25,000 per year, 12% considered early retirement, and
25% considered reducing hours.
• Only 24% of male caregivers considered reducing hours.
Availability of Work-Related Benefits: Fortunately, some working caregivers were able to take
advantage of work-related benefits to help them cope with their caregiving responsibilities. When
given a list of 14 work-related benefits and asked to check those currently used, the top six choices
included the following:
Benefits currently being used: (total caregivers surveyed)
Ability to adjust work schedule
Ability to work at home
Part-time work or job sharing
Ability to use accrued sick leave
Health promotion activities, such as exercise
Subsidized respite care
When given the same list of choices, caregivers reported that the following six choices were most
likely to be used, if available:
Benefits they would use if available: (total caregivers surveyed)
1. Dependent care assistance (tax deductions)
2. Long term care insurance
3. Subsidized respite care
4. Ability to take up to 12 weeks sick leave to help an ill family member
5. Flexible cafeteria style benefit plan
6. Ability to use sick/vacation time donated by other employees
As we can see from looking at the table below, however, far more workers would like to be able
to take advantage of these work-related benefits than are available to them. Even the benefit most
used—the ability to adjust work schedule—is available to slightly less than four out of ten working
caregivers, around the same number of workers who would like to take advantage of this benefit,
if it was available to them. When we look at the most desired work benefit—the dependent care
assistance
account and
long term care
insurance—six
out of ten workers
(60%) would
like to use these
benefits, while
less than two out
of ten workers are
currently using
each.
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TABLE P: Work-related Benefits Currently Used or Would Be Used if Available
Work-related Benefits
Ability to adjust work schedule
Ability to work at home
Part-time work or job sharing
Ability to use accrued sick leave
Health promotion activities, such as exercise
Subsidized respite care
Health coverage for domestic partners
Long term care insurance to cover family members
Ability to take up to 12 weeks unpaid leave w/o loss of
benefits, to care for an ill family member
Dependent care assistance account (tax deductions for
adult care expenses)
Ability to use sick/vacation time donated by other
employees
Flexible “cafeteria style” benefit plan that allows use of
benefit dollars for adult care expenses
Adult day care center at work
Employee Assistance Program (EAP)

Currently Use
90
39%
62
27%
44
19%
38
16%
37
15%
29
12%
25
11%
18
8%

Would Use
88
38 %
98
42%
96
41%
103
44%
109
47%
132
57%
103
44%
140
60%

13

6%

122

52%

12

5%

140

60%

11

5%

116

50%

11

5%

120

52%

11
9

5%
4%

96
105

41%
45%

These top six choices on both lists proved consistent among target groups, with the following
exceptions:
• Several target groups (SLOC, male, Hispanic/Latino, African American/Black, Asian /Pacific
Islander, American Indian/Alaskan Native) list the work-related benefit of “health coverage for
domestic partners” as high on their lists of either “currently use” or “would use if available.”
• Male caregivers rate “long term care insurance to cover family members” as high on their list
of benefits they “would use if available.”
• American Indian/Alaskan Native caregivers list only one work-related benefit as currently
used, the “ability to work at home.”

Useful Resources
A number of community resources can be useful to caregivers when available. Caregivers were given
a list of eleven resources and asked to check those they currently use and those they would use if
available. Table Q shows how many caregivers checked each box, and also rates these choices from
the highest to lowest number checked.
As you can see, while all of the listed resources are being used by caregivers, a much larger number
of caregivers are either not using the resources or do not know that they are available. The resource
most commonly used by caregivers (130) is “brochures and pamphlets,” and yet almost as many
caregivers (125) claim that they would use this resource, if available, indicating that a greater
distribution or dissemination of this resource may be needed. The resource that the largest number of
caregivers (161) say they would use if available is “help in determining long term options,” yet many
caregivers (47) are already currently using that resource.
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TABLE Q: Resources Currently Being Used or Would Be Used if Available

Resources
Brochures and pamphlets
Help locating resources
Internet references on caregiving
Workshops/seminars on adult care issues
Equipment/home adaptation
Caregiver support group/counseling
Legal consultation
Help in determining long term options
Help with admitting to long term care facility
Social support following the death of care recipient
Mediation services to aid in caregiver family disputes

Being Used
130
(1)
89
(2)
72
(3)
71
(4)
70
(5)
67
(6)
63 (7)
47
(8)
34
(9)
26 (10)
24 (11)

Would Use
125 (10)
160
(4)
142
(8)
162
(2)
133
(9)
154
(5)
161
(3)
163
(1)
150
(6)
147
(7)
118
(11)

The list above is fairly consistent among all the target groups with the following exception: A
higher percentage of African American/Black caregivers currently use “mediation services to aid in
caregiver family disputes,” and a higher percentage of American Indian/Alaskan Native caregivers
would use these services if available.

Community and Home Services
Caregivers were given a list a 29 community and/or in-home services to find out which ones they
currently use, have used in the past, or would find helpful if they were available. They were to
assume that these services were available at either an “affordable” cost or by donation. Table R lists
the top eight services currently being used by caregivers or would be used if available.
TABLE R : Community and Home Services, Total Caregivers

Have used/currently use
1. Chores or heavy housekeeping
2.
3.
4.
5.
6.
7.
8.

Home Health Care
Housekeeping
Adult Protective Services
Education/Training
Counseling
Personal Care, e.g. bathing
Support Groups

Would use if available

1.
2.
3.
4.
5.
6.
7.
8.

Home Repair services
Financial Assistance (rental help, tax relief)
Chores or heavy housekeeping
Home Delivered meals
Counseling
Respite Care
Health promotion, e.g. exercise
Housekeeping

“Chores or heavy housekeeping” and “counseling” are included on both lists, as services already
used and as services that would be used if available. This may indicate that while many caregivers
already use these services, other caregivers either do not know about the services or have not taken
advantage of them, perhaps due to “affordability” issues.
Some services not included in the top eight most used or most desired services by total caregivers,
are included in the top three most used or desired services of caregivers in some of the target groups.
Highlights of these differences are listed below:
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• “Adult day care” is one of the top three services “currently used” by caregivers who are female,
Hispanic/Latino and those with incomes under $25,000.
• “Care Management” is one of the top three services “currently used” by Hispanic caregivers
and those earning over $100,000.
• “Adult day care” is listed as one of the top three services “most likely to be used if available”
by male caregivers and those earning income over $100,000.
• “Legal services” was rated highly as a service that “would be used if available” by caregivers
who are African American/Black or Asian /Pacific Islander.
A breakdown of the three most highly rated services by the target groups follows:
TABLE S1: Community Services Used in Santa Barbara County

Rated
1
2
3

Have/currently use
Chores or heavy housekeeping
Home Health Care
Housekeeping

Would use if available

Home Repair Services
Home Delivered meals
Financial Assistance (rental help, tax relief)

TABLE S 2: Community Services Used in San Luis Obispo County County

Rated
1
2
3

Have/currently use
Counseling
Housekeeping
Chores or heavy housekeeping

Would use if available
Home Repair Services
Respite Care
Chores or heavy housekeeping

TABLE S4: Community Services Used by Female Caregivers

Rated
1
2
3

Have/currently use
Chores or heavy housekeeping
Home Health Care
Adult Day Care

Would use if available
Chores or heavy housekeeping
Counseling
Home Delivered meals

TABLE S5: Community Services Used by Male Caregivers

Rated
1
2
3

Have/currently use
Housekeeping
Home Health Care
Chores or heavy housekeeping

Would use if available
Adult Day Care
Home Repair Services
Health Promotion (eg. Exercise)

TABLE S6: Community Services Used by Caregivers with Incomes under $25,000

Rated
1
2
3
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Have/currently use
Chores or heavy housekeeping
Adult Day Care
Home Health Care

Would use if available
Home Delivered Meals
Home Repair Services
EAP Employee Assistance Program

FAMILY CAREGIVER SURVEY REPORT

TABLE S7: Community Services Used by Caregivers with Income over $100,000

Rated
1
2
3

Have/currently use
Home Health Care
Counseling
Care Management

Would use if available
Home Repair Services
Respite Care
Adult Day Care

TABLE S8: Community Services Used by Caregivers who are White, not Hispanic

Rated
1
2
3

Have/currently use
Chores or heavy housekeeping
Home Health Care
Housekeeping

Would use if available
Home Repair Services
Chores or heavy housekeeping
Financial Assistance (rental help, tax relief)

TABLE S9: Community Services Used by Caregivers who are Hispanic/Latino

Rated
1
2
3

Have/currently use

Would use if available

Chores or heavy housekeeping
Adult Day Care
Care Management

Home Delivered Meals
Financial Assistance (rental help, tax relief)
Counseling

TABLE S10: Community Services Used by Caregivers who are African American/Black

Rated
1
2
3

Have/currently use
Chores or heavy housekeeping
Home Health care
Home Repair Services

Would use if available
Chores or heavy housekeeping
Home Security (eg emergency alert
Legal Services*

* Tied with other services not listed in this chart
TABLE S11: Community Services Used by Caregivers who are Asian /Pacific Islander

Have/currently use
1
2
3

Housekeeping
Adult Protective Services
Shopping Assistance*

Would use if available
Home Delivered Meals
Hospice
Legal Services*

*Tied with other services not listed in this chart
TABLE S12: Community Services Used by Caregivers who are American Indian/Alaskan Native

Have/currently use
1
2
3

Home Delivered Meals
Adult Protective Services*
Chores or heavy housekeeping*

Would use if available
Counseling
Chores or heavy housekeeping*
Education/training*

*Tied with other services not listed in this chart
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Attitudes of Caregivers
Despite the kinds and extent of problems experienced by caregivers, most feel confident about the
way they are coping with these problems and managing their lives. Caregivers were given a list of
eight statements, four positive and four negative, and asked to rate them on whether they strongly
agree, somewhat agree, somewhat disagree, or strongly disagree with each statement.
The statements that caregivers most often “strongly agreed” with are listed below:
Total caregivers strongly agree that:
1. I feel confident in my ability to handle my personal problems
2. I feel in control of the important things in my life
3. I am doing a good job of meeting work, family & personal responsibilities.
4. I don’t have enough time for myself due to my caregiving responsibilities.
5. I have a good balance between work, family & personal responsibilities
Four out of the top five statements that caregivers strongly agreed with were positive, despite the
fact that they also agreed that they don’t have enough time for themselves due to their caregiver
responsibilities. The statement that they least agreed with was “I feel that difficulties are piling up so
high that I cannot overcome them,” as only 25% agreed with this statement.
When comparing target groups, the results were similar. The statements listed above were among
the top five (with slight changes in the order) that all target groups most agreed with. There was
one exception: Fifty percent (50%) of American Indian/Alaskan Native caregivers agreed with the
statement that “I feel that difficulties are piling up so high that I cannot overcome them.”
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SUMMARY AND CONCLUSION
It might be helpful in summarizing our study to take another look at the typical caregiver living in
our community, to see what her life looks like.

The Typical Caregiver in Our Community
Meet Roberta, a typical caregiver living in our community. We don’t know a whole lot about
her, but we do know she is a white female, 50 years of age or older, and married or living with a
partner. She is employed, but her household income is less than $50,000 per year. She is caring for
someone very close to her, either a parent or spouse. The caregiving she provides is both physically
and emotionally demanding, involving cooking, cleaning, and bathing, as well as administering
medication, and providing transportation and emotional reassurance to her loved one. She spends
forty hours or more each week taking care of these responsibilities, and this is in addition to her paid
job. Out-of-pocket expenses related to caregiving can cost as much as $500 per month.
In trying to balance her caregiving responsibilities with her job, family, and social life, Roberta
encounters numerous problems. Often she finds that she is forced to sacrifice her personal needs
in order to meet her caregiving responsibilities. Often she worries whether she will have enough
money to pay for necessary services. She struggles to try to understand government programs that
are meant to help her, such as Medicare, SSI, or In-Home Supportive Services. These problems and
others cause physical strain and fatigue, as well as interfering with her free time and social life.
Often this results in emotional upsets and feelings of guilt. While normally she is able to get the
outside help she needs during the daylight hours, she worries about finding help on weekends and
holidays, and in a crisis situation.
Sometimes the only way she can cope with all her caregiving responsibilities is making adjustments
to her work schedule or bringing her work home. She’s grateful for the ability to work part-time, and
to use accrued sick leave to help her meet her caregiving responsibilities. She wishes she was able
to have a Dependent Care Assistance Account so she could deduct taxes for adult care expenses.
Having long term care insurance and subsidized respite care also would be a great relief.
Roberta tries to take advantage of as many community resources as she can find, such as reading
brochures and pamphlets, getting help locating resources, and using the internet to find out more
about caregiving issues. Yet she knows there must be more resources available to her than she is
finding. She would love to attend a workshop or seminar on adult caregiving, or join a caregiver
support group, if they were available.
Whenever she can, Roberta uses a number of community and home services to help ease her
workload, such as hiring someone to do the heavy chores and housekeeping. But it’s been hard for
her to find other services she could use, such as home repair and financial assistance.
Despite all the problems associated with her caregiving responsibilities, Roberta feels confident in
her ability to handle her personal problems. She wishes she had more time to herself, but all in all,
she feels she is doing a good job of meeting work, family and personal responsibilities. She feels in
control of the important things in her life.

CENTRAL COAST COMMISSION FOR SENIOR CITIZENS

23

The Broader Picture: Differences & Diversity
Looking at Roberta, a typical caregiver, gives us an intimate glimpse of what it is like to be a
caregiver living in our community. But when we compare her to specific target groups, we get a
broader and more diverse picture of the caregivers in our community.
Roberta’s male counterpart, for instance, shares many of the same characteristics with her, but he
would more likely be Hispanic than White, spend slightly fewer hours per week on caregiving, and
slightly more money each month. He would perform most of the same caregving responsibilities,
but these would more likely include home maintenance and helping with finances than his female
counterpart. The male caregiver tends to miss fewer workdays due to caregiving responsibilities, but
is more likely be interested in obtaining health coverage for domestic partners and adult day care.
While Roberta probably lives in Santa Barbara County, since that’s where the majority of the
caregivers in this study reside, the life of the typical caregiver living in San Luis Obispo County
is somewhat different. This caregiver is even less likely to be a person of color or single than the
caregiver living in Santa Barbara County, and more likely to have a higher income and to be living
with her care recipient. Her caregiving responsibilities are more likely to include helping manage
finances and arranging for outside help. She spends even more time on caregiving than her Santa
Barbara County counterpart, perhaps because she is more likely to be retired or unemployed. But
when she does work, she tends to miss more days per week due to caregiving responsibilities.
The typical Hispanic/Latino caregiver is probably more like Roberta than any other target group.
But he also has a greater likelihood to be male. He is most likely over 50 years of age, but really
could be almost any age, since 44% of Hispanic/Latino Caregivers are under the age of 50.
Generally, he is married or living with a partner, but he probably earns less than $25,000 per year.
His care recipient is most likely a parent, but just as likely to be a friend as to be a spouse. His
caregiving activities, weekly hours, and monthly expenses, are nearly identical to Roberta’s. This
is also true of the kinds and extent of problems he experiences, with one exception: One of his top
five problems is “dealing with a break down in care arrangements.” He is less likely than Roberta
to be retired or unemployed, but misses around the same number of days each year as she does due
to caregiving responsibilities. He is less likely to consider reducing his workload or taking an early
retirement. He would likely take advantage of health coverage for domestic partners and an adult day
care at work, if available, as well as home delivered meals and counseling.
When we try to typify caregivers who are African American/Black, Asian/Pacific Islander, or
American Indian/Alaskan Native, we have to be careful, because the small sampling for each of
these groups could skew the findings. Looking at just the most noticeable differences, and therefore
the most reliable statistics, this is what we find.
African American/Black caregivers tend to be younger, mostly under 50 years of age, but with
a greater likelihood to be under 30 years of age than the other target groups. She has a very high
probability of never having been married, and is more likely than any of the other groups except
American Indian/Alaskan Native to be earning less than $50,000, since no instances of income over
$50,000 were reported for either group. Perhaps because of her younger age, she is more likely than
the other groups to be caring for a grandparent. She is far more likely to be spending 40 hours or
more each week in caregiving than caregivers in the other groups, yet she takes less time off from
work than the others. She is more likely to have problems finding culturally-sensitive resources and
communicating with professional resource providers. Also, she has more difficulty than any of the
groups finding help at any time of day, whether day or night or weekends.

24

FAMILY CAREGIVER SURVEY REPORT

The Asian/Pacific Islander caregiver could be almost any age, other than under 30, of which there
were no reported instances. She’s less likely to be married and more likely to be single than her
White or Hispanic counterparts. Her caregiver recipient is more likely to be a friend or a neighbor
than any of the other groups, and she is three times more likely to spend between $500-1500
per month, and never spends less than 10 hours per week on her caregiving responsibilities. The
problems she experienced varies from the other groups in that “doing end-of-life planning” and
“getting information about the illness/disability” are among the top five problems she experiences.
She has never considered taking an early retirement and rarely considers a reduced workload due to
caregiving responsibilities. The services she uses or would use vary widely from the other groups
including: adult protective services, shopping assistance, and hospice, few of which make the to top
of other target groups’ lists.
The typical American Indian/Alaskan Native caregiver could be almost any age except over
70, of which none are reported. She is far less likely to be married than the other groups except
African American/Black. She is three times more likely to be earning under $25,000 than her White
counterpart, and like the African American/Black caregiver, she reports no income over $50,000. She
spends far less time each week and less money each month on caregiving activities than the other
groups. Most often she spends under 10 hours per week, and is twice as likely to spend no money
at all on caregiving activities. She finds it more difficult than caregivers in most of the other groups
finding help in the mornings and afternoons. Like African American caregivers, she is least likely
to take off any time from work, and she never takes over 9 days of work per year. She has never
considered taking an early retirement or reduced workload, and she has been able to take advantage
of only one work-related benefit—the ability to work at home. She is more likely to use the services
of home delivered meals and adult protective services than most other groups. Training/education are
high on her list of services she would use if available.

Similarities and Surprises
What stands out more than anything else from this study is the striking similarities among the
various target groups despite their differences, and most of these can be summarized by looking
at Roberta, the typical caregiver. Whatever their ethnicity, most caregivers are female, married or
living with a partner, earning less than $50,000 per year, spending considerable time each week on
caregiving activities, and a fairly large chunk of their monthly income. By far, they share the same
problems, the same physical strain and fatigue, the same need for more hours in the day, more money
to pay for services, and more resources available at a cost they can afford.
The most differences can be found in the smaller target groups of which there were perhaps not
enough respondents to make the study reliable for those groups. When we compare the two largest
race/ethnicity groups, Whites and Hispanic/Latinos, we find far more similarities than differences.
The study area with the most similarities surfaced when looking at the kinds of problems
experienced by caregivers and the services and resources they used or desired—in other words,
the kinds of information most useful for the organizations and professionals whose job it is to
develop programs and services to help caregivers. The similarities far outweigh the differences in
target groups for these areas of study, even among the groups with the smallest samplings. When
comparing the top three services used and desired by each group, striking differences surfaced. But
when looking at the top ten services, those differences disappeared, showing that the same kinds of
services were used and/or desired by all the groups. Only the rating of each service varied within
individual target groups.
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But looking at the top three most used/desirable services does show that many of the services used
by one group, and therefore available in the community, were listed as highly desired, if available,
by another group. This shows that some target groups either have more access to certain services,
or more information on how to access them, or more ability to afford such services than other target
groups.
Another interesting “surprise” is that “finding culturally-sensitive resources” or “communicating
with professional resource providers” was not a problem for Hispanic/Latino caregivers, but was a
problem for African American/Black caregivers. This indicates, perhaps, that while professionals
in our community have done a good job providing culturally-sensitive resources for Hispanics, and
making sure that language is not a barrier to communication for them, they have not been as sensitive
to the needs of race/ethnic groups, especially African Americans.
Another surprise is that such a large percentage of caregivers in this study earn under $25,000.
This is surprising since caregivers are needed among families of all income levels, given our aging
population. Perhaps this is due to the fact that people in the higher income brackets either have loved
ones who have saved for their own long term care, or they have the means to provide that care and
place them in care facilities.
Another surprise is how many hours per week and how much out-of –pocket money is spent each
month on caregiving responsibilities. That so many people who work at part-and fulltime jobs also
spend 40 hours or more each week on caregiving seems extraordinary. That so many who earn so
little spend as much as $500 per month, and sometimes more, is also amazing.
Not surprising, however, is the fact that while 57% of caregivers work at part-time or full-time jobs,
more than one in three (35%) have considered reducing their workloads, and almost one in four
(23%) have considered taking an early retirement. In addition, half of the employed caregivers have
missed work due to caregiving activities. Yet few of these workers are able to take advantage of
work-related benefits. Slightly less than four out of ten workers (39%) are able to adjust their work
schedules to accommodate caregiving responsibilities,
which is the most common benefit being used by
caregivers in our community. Far more needs to be done
to provide work-related benefits that can help people to
care for aging family members and friends who cannot
afford, or chose not to go into, a long term care facility.
Perhaps the biggest surprise is that given the relative
poverty of most caregivers, the huge expenditure of
hours per week, the lack of time for themselves, the
physical strain and fatigue, the difficulty of finding help
for their loved ones—that despite all this, caregivers
overwhelmingly feel so positive about the work they are
doing, their ability to cope and even thrive. Then again,
perhaps this is not so surprising after all. The kinds of
people who, despite such limited time and means, are
committed to caring for family members, friends and
neighbors in need must already have a generosity of
heart, and a wealth of emotional strength, to help sustain
them in this worthy and rewarding work of caring for
others.
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Conclusion
Clearly this study shows that caregivers in our community are very much interested in a variety of
services and resources to help them with their caregiving responsibilities. While many caregivers
already take advantage of such services and resources, many more are either unaware that such
services and resources are available in our community, or do not know how or have the means
to access them. While a careful study of this report reveals a long list of the kinds of resources,
services, and work related benefits that caregivers would most find helpful, below are listed a
sampling of these, suggested by some of the most common caregiving activities and problems
found in this survey, as well as suggested by the caregivers themselves as the kinds of services and
resources they would most likely use if available.
1. Home delivered meals to cut down on time spent cooking
2. Transportation services to help with transportation needs
3. Affordable or volunteer home care to help with bathing and feeding
4. Subsidized respite care or adult day care center to give caregivers more time to themselves
5. Financial assistance of all kinds, including rental relief and dependent care assistance (tax
deductions for caregiving expenses)
6. Help on weekends, holidays, and in a crisis situation
7. Jobs that give them the ability to adjust work schedules, or work at hom,e or use donated
sick leave of other employees
8. Long term care insurance and help in determining long term options
9. Workshops/seminars on adult care issues and caregiver support groups
10. Legal consultation to help find out about legal options
11. Home repair and heavy housekeeping services
12. Help in finding and accessing services and resources
Finally, because of the small samplings from caregivers who were African American/Black, Asian/
Pacific Islander, and American Indian/Alaskan Native, additional studies may be needed to determine
how accurate the finding were in these target groups.

CENTRAL COAST COMMISSION FOR SENIOR CITIZENS

27

APPENDIX

FAMILY
CAREGIVER SURVEY
Have you been a family caregiver?
Are you currently caring for a family member or friend?
Will you have caregiving responsibilities in the future?
We want to hear from YOU!
We need to hear from YOU!
Please take a moment and complete this questionnaire
and return it to us.

Sponsored by
Central Coast Commission for
Senior Citizens,
Area Agency on Aging

August- September 2004
Central Coast Commission for Senior Citizens
Area Agency on Aging
528 S. Broadway, Santa Maria, CA 93454
805.925.9554 Phone
email seniors@KCBX.net
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2
We are interested in learning about the recent, current and future caregiving
responsibilities of people in our community. Family caregivers are an important
component in the ability of older persons to maintain their independence and live in their
home and community. Even if you have no caretaking responsibilities for an older adult
over the age of 60 at this time, we would like your help in planning programs to make
the lives of current and future caregivers easier. We are seeking your input; so
PLEASE take a few minutes to complete and return this survey.
SECTION I ABOUT YOU . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . .Page 3
Please tell us a little about yourself whether or not you currently
have caregiving responsibilities.
SECTION II ADULT AND OLDER ADULT CAREGIVER NEEDS . . . . .Page 4
Complete Section II if you provide care or supervision for one or
more adults aged 18-59 with a health problem or disability or any
adult age 60 or older.
This survey will be analyzed to develop a snapshot view of the caregiver needs within
the two-county area of San Luis Obispo and Santa Barbara Counties. With this survey
we will be attempting to identify the needs of caregivers including, but not limited to:
•
•
•
•

Information about available services.
Assistance in gaining access to supportive services.
Individual counseling, support groups, and/or caregiver training.
Respite care to provide relief from caregiving responsibilities.

All individual responses are anonymous and will be kept strictly confidential.
Please return your completed questionnaire by September 15, 2004 to: Area Agency
On Aging, 528 South Broadway, Santa Maria, CA 93454. If you have any questions,
please feel free to contact us. Thank you for your time and cooperation.

Leon Mountain, President
Board of Directors
Colleen McLean, Chair
AAA Advisory Council
joyce ellen lippman
Area Agency on Aging Director
805.925.9554, seniors@KCBX.net
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SECTION 1: ABOUT YOU
1.

Your gender:

_____ Male

2.

Your age:

_____ Less than 30
_____ 40 – 49
_____ 60 – 69

3.

Your race/ethnicity: (Please check all that apply.)
_____
_____
_____
_____
_____
_____

4.

5.

Your marital status: (Please check one.)
_____
_____
_____
_____

_____ Female
_____ 30-39
_____ 50-59
_____ 70 or older

White (not of Hispanic origin)
Hispanic/Latino
African American/Black
Asian/Pacific Islander
American Indian/Alaskan Native
Other (specify)
_________________________

Married/living with partner
Divorced/separated
Widowed
Single (never married)

Your total annual household income: (Please check one.)
_____
_____
_____
_____

Under $25,000
$25,000 - $50,000
$50,001- $100,000
Over $100,000

6.

What town or city do you live in? _________________________________

7.

What is your current zip code? __________________________________

8.

Do you currently, or have you in the
past, cared for an adult
family member or friend with a
health problem or disability or any
adult age 60 or over? (Please check
all that apply.)

9.

Do you anticipate needing to care for an adult family member _____ Yes
or friend with a health problem or disability or any adult age
_____ No
60 or older in the NEXT FIVE YEARS?

10.

How many adults do you anticipate providing care for in the future?

_____ Adult(s) aged 18-59
_____ Adult(s) age 60 or older
_____ I have not cared for an
adult with a health problem
or disability or an older
adult.

_____ # of adults

PLEASE READ
If you have cared for any adult age 18 or older with a health problem or disability or any
adult age 60 or older, proceed to Question 11 and tell us
about the adults you cared for. Otherwise, go to Question 28 on the
last page of this survey.
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SECTION II. ADULT AND OLDER ADULT CAREGIVER NEEDS
11.

How many adult family members or friends with a health problem or disability or
adults age 60 or over do you (or have you) provided care for? ______ # of adults

12.

How are these persons related to you? (Please check all that apply.)
_____
_____
_____
_____
_____
_____
_____
_____

Spouse/partner
Mother or father
Mother-in-law or father-in-law
Grandparent
Son or daughter (over age 18)
Other relative
Friend or neighbor
Other (specify)________________________________________

13.

Do any of these persons live in San Luis Obispo County?
Do any of these persons live in Santa Barbara County?

____ Yes ____ No
____ Yes ____ No

14.

Do any of these persons live with you?

____ Yes ____ No

15.

What kind of assistance do you provide? (Please check all that apply.)
_____
_____
_____
_____
_____
_____
_____
_____
_____
_____
_____
_____

Cooking, laundry or house cleaning
Home Maintenance or repair
Transportation
Interpreter
Feeding, bathing toileting, dressing or grooming
Assistance with transferring
Administering medications
Managing the person’s financial affairs
Direct financial support
Providing emotional reassurance
Arranging and monitoring outside help or services
Other (specify) __________________________________________

____________________________________________________________
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16.

Overall, approximately how many hours
do you spend caregiving or supervising
this person(s) in a typical week?
(Please check one.)

_____
_____
_____
_____
_____
_____
_____
_____

None
1-4 hours/week
5-9 hours/week
10-19 hours/week
20-29 hours/week
30-39 hours/week
40 + hours/week
Full Time

17.

Overall, how much money do you spend caregiving _____ None
or supervising this person(s) in a typical month?
_____ Less than $100/mo.
(Please check one.)
_____ $100-$249/mo.
_____ $250-$499/mo.
_____ $500-$999/mo.
_____ $1000-$1499/mo.
_____ $1500+ per mo.
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18.

Which of these problems have you experienced as a result of your caregiving
responsibilities? (Please rate each problem as a major problem, a minor problem,
or no problem.)
Major
Minor
No Problem
Problem
Problem
Not Applicable
a. Finding trained & reliable home care
providers
_____
_____
_____
b. Finding affordable residential care
_____
_____
_____
c. Finding services
_____
_____
_____
d. Having enough money to pay for care
_____
_____
_____
e. Understanding government programs
such as Medicare, SSI or In-Home
Supportive Services (IHSS)
_____
_____
_____
f. Finding out about legal options
_____
_____
_____
g. Getting cooperation & assistance from
other family members
_____
_____
_____
h. Dealing with a break down in care
arrangements
_____
_____
_____
i. Getting information about the illness/
disability of the person(s) I care for
_____
_____
_____
j. Ensuring the care recipient’s safety
_____
_____
_____
k. Identifying available transportation
resources
_____
_____
_____
l. Finding culturally-sensitive resources
_____
_____
_____
m. Communicating with professional
resource providers
_____
_____
_____
n. Doing end-of-life planning
_____
_____
_____
o. Balancing other family responsibilities,
i.e., children
_____
_____
_____
p. Dealing with dangerous, unwanted, or
difficult behaviors of the care recipient
_____
_____
_____
q. Involvement in decisions about the care
recipient’s medical treatment
_____
_____
_____
r. Modifying my home to meet care
requirements
_____
_____
_____
s. Adjusting my work schedule, meeting
my work responsibilities.
_____
_____
_____
t. Meeting my personal needs such as
personal time, exercise.
_____
_____
_____

19.

To what extent do you experience the following problems as a result of your
caregiving responsibilities? (Please rate the extent of each problem as not at all,
some, quite a bit, or a great deal.)
Not at all
Some
Quite a bit A great deal
a. Physical strain/fatigue
_____
_____
_____
_____
b. Financial strain
_____
_____
_____
_____
c. Emotional upset, guilt
_____
_____
_____
_____
d. Interference w/social life
_____
_____
_____
_____
e. Interference w/family
relationships
_____
_____
_____
_____
f. Interference w/free time
_____
_____
_____
_____
g. Interference w/work
_____
_____
_____
_____
h. Physical health changes
_____
_____
_____
_____
i. Reluctance to ask for help _____
_____
_____
_____
j. Unappreciated
_____
_____
_____
_____
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k. Other(specify)______________________________________________
___________________________________________________________
20.

To what extent do you agree/disagree with the following statements? (Please
rate whether you strongly agree, somewhat agree, somewhat disagree, or
strongly disagree with each statement.)
Strongly
Agree

Somewhat
Agree

Somewhat
Disagree

Strongly

Disagree

a. I have more caregiving responsibilities
than I can handle comfortably.
_____
_____
_____
_____
b. I don’t have enough time for myself
due to my caregiving responsibilities._____
_____
_____
_____
c. I cannot get a restful nights sleep. _____
_____
_____
_____
d. I have a good balance between work,
family & personal responsibilities.
_____
_____
_____
_____
e. I am doing a good job of meeting work,
family & personal responsibilities.
_____
_____
_____
_____
f. I feel in control of the important
things in my life.
_____
_____
_____
_____
g. I feel confident in my ability to
handle my personal problems.
_____
_____
_____
_____
h. I feel that difficulties are piling up so
high that I cannot overcome them. _____
_____
_____
_____
i . Other (specify)
______________________________________________________________________
____________________________________________________________________________

21.

Approximately how many full or partial scheduled workdays
did you miss during the past 12 months due to your
caregiving responsibilities? (Please check one.)

_____
_____
_____
_____
_____
_____

If not applicable, please proceed to Question 24.

Zero
1-4
5-9
Over 9
Not Applicable
Retired

22.

During the past 12 months, have you considered a reduced work schedule because of
your caregiving responsibilities?
_____ Yes
_____ No

23.

During the past 12 months, have you considered taking early retirement as a result of
your caregiving responsibilities:
_____ Yes
_____ No

24.

Do you have the help you need:
a. In the morning?
b. In the afternoon?
c. In the evening?
d. At night?
e. On weekends/holidays?
f. In a crisis situation?
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_____
_____
_____
_____
_____
_____

Yes
Yes
Yes
Yes
Yes
Yes

_____
_____
_____
_____
_____
_____

No
No
No
No
No
No
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25.

Which of the following resources do you currently use, or would you find useful if they
were available? (Please check all that apply.)
Currently
Use

Would
Use

a. Workshops/seminars on adult care issues
_____
_____
b. Brochures, pamphlets, or other written information
_____
_____
c. Internet references on caregiving
_____
_____
d. Caregiver support group/counseling
_____
_____
e. Help locating services
_____
_____
f. Legal consultation
_____
_____
g. Mediation services to aid in caregiver family disputes
_____
_____
h. Equipment/home adaptation
_____
_____
i. Help in determining long term care options
_____
_____
j. Help with admitting care recipient to long term care facility
_____
_____
k. Social support following the death of the care recipient
_____
_____
l. Other(List below.)
______________________________________________________________________

26.

Which of the following work-related benefits do you currently use, or would you find
useful if they were available (Please check all that apply.)
Currently
Use

Would
Use

a.
b.
c.
d.
e.

Ability to adjust work schedule to fit care responsibilities
_____
_____
Ability to work at home
_____
_____
Part-time work or job sharing
_____
_____
Ability to use accrued sick leave to help an ill family member
_____
_____
Ability to take up to 12 weeks unpaid leave w/out loss of
benefits, to care for an ill family member
_____
_____
f. Ability to use sick/vacation time donated by other employees
_____
_____
g. Dependent care assistance account (tax deductions for adult
care expenses)
_____
_____
h. Long term care insurance to cover family members
_____
_____
i. Health coverage for domestic partners
_____
_____
j. Flexible “cafeteria style” benefit plan that allows use of benefit
dollars for adult care expenses.
_____
_____
k. Employee Assistance Program (EAP)
_____
_____
l. Adult day care center at work
_____
_____
m. Subsidized respite care
_____
_____
n. Health promotion activities such as exercise
_____
_____
o. Other (specify)
______________________________________________________________________
______________________________________________________________________

27.

What community and/or in home services do you currently use, have used or would you
find helpful if they were available. (Please check all that apply)

a.
b
c.
d.
e.

Adult Day Care
Adult Protective Services
Care Management
Chores or heavy housekeeping
Counseling
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Have used

Currently
Use

Would
Use *

_____
_____
_____
_____
_____

_____
_____
_____
_____
_____

_____
_____
_____
_____
_____
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f. Education/ training
_____
_____
_____
g. Employee Assistance Program (EAP)
_____
_____
____
h. Financial Assistance (rental help, tax relief)
_____
_____
_____
i. Form completion / letter writing
_____
_____
_____
j. Home Health Care
_____
_____
_____
k. Home Delivered Meals
_____
_____
_____
l. Home Repair services
_____
_____
_____
m. Hospice
_____
_____
_____
n. Health promotion, e.g. exercise
_____
_____
_____
o. Home security, e.g. emergency alert
_____
_____
_____
p. Housekeeping
_____
_____
_____
q. Information Service
_____
_____
_____
r. In Home visiting
_____
_____
_____
s. In Home Services/ Respite Registry
_____
_____
_____
t. Legal services
_____
_____
_____
u. Money Management
_____
_____
_____
v. Nutrition education/ counseling
_____
_____
_____
w. Placement Assistance
_____
_____
_____
x. Personal Care, e.g. bathing
_____
_____
_____
y. Respite Care
_____
_____
_____
z. Shopping assistance
_____
_____
_____
aa. Support groups
_____
_____
_____
bb. Translation services ( bilingual services)
_____
_____
_____
cc. Transportation/ escort
_____
_____
_____
o. Other (specify)
______________________________________________________________________
______________________________________________________________________
*Assume the service was available at either an ‘affordable’ cost or by donation.
If you need information about available senior services, call the Area Agency on Aging at 9653288, 925-9554, 541-0384 or 1-800-510-2020.
28.

Please provide any additional comments you might have about your past,
present, and anticipated caregiver needs.

____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
____________________________________________________________________________
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