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Study purpose 
 The California Task Force on Family Caregiving (Task Force) was charged with providing 
recommendations to better support the state’s family caregivers under Assembly Concurrent 
Resolution (ACR) 38. As a part of this mission, the Task Force placed high priority on caregivers’ 
access to a comprehensive array of services throughout the state, one which meets the diverse 
needs of caregivers. To prepare recommendations on this priority area, the Task Force decided 
to complete a survey of organizations providing services to caregivers throughout the state to 
understand the current state of caregiver services. The Research and Administrative Team at 
the University of Southern California (USC) prepared, distributed, and analyzed this survey on 
the Task Force’s behalf and with their input. 
 Items included in the survey are based on those areas which the Task Force deemed to 
be “best practices” in serving caregivers, inspiring the survey’s name. This included things like 
basing services on an assessment, providing evidence-based interventions, and providing 
materials in multiple languages. Particular attention was paid to how organizations meet the 
diverse needs of caregivers using culturally relevant services and appropriate targeting. “Best 
practices” also refers to an opportunity to learn about steps organizations are taking to better 
serve caregivers in their communities.  
 The University of Southern California and the California Task Force on Family Caregiving 
is grateful to all those who responded. Responses will be used to inform forthcoming 
recommendations.  
 

Study methods 
 Survey methods were selected over other data collection approaches to capture a broad 
array of responses on service practices throughout the state. However, because there is 
considerable variety in how services are provided to caregivers, the survey also included many 
opportunities for open response items. 
 The survey design was based on recommendations by a workgroup made up of 
members of the Task Force. USC took these recommendations and drafted the original survey 
instrument. This was revised by the Task Force and researchers at AARP, and tested by two 
research assistants at USC. A pilot of the survey was sent to 20 organizations in August 2017, 
and was further shortened to encourage completing. The final version of the survey was 
distributed in September 2017. The survey was closed in December 2017. 
 USC used several means to distribute the survey, including snowball and purposeful 
sampling. The survey was initially distributed by email to Area Agencies on Aging, Caregiver 
Resource Centers, Veteran Affairs, disease-specific organizations like the Alzheimer’s 
Association, and select community organizations throughout the state. Organizations were 
encouraged to forward the survey to other relevant organizations. Organizations received up to 
three follow up emails and, for organizations we knew offered caregiver services, one phone 
call. Based on responses, USC searched the web for contacts to additional organizations in 
communities with low response rates, including Senior Centers. In total 223, individuals were 
contacted directly, including those at organizations where we suspected, but did not know, 
whether caregiver services were offered. We also posted the survey link on social media, the 
California Commission on Aging, and the American Society on Aging listserve. Respondents 
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were informed that they could enter their email address using a separate survey to be included 
in a drawing for one of ten $25 debit gift cards. However, just 29 organizations entered their 
emails, so this incentive was likely not a strong factor in why individuals responded. 
 Quantitative data was analyzed using descriptive statistics in Stata version 15.0. Graphs 
were created in Microsoft Excel 15.3. Google Sheets Geocoding feature was used to create a 
map of survey responses by location. Text entries were primarily analyzed using content 
analysis (i.e. counting responses) with consideration for thematic content. Some quotes 
presented in findings have been modified for clarity. 
 This study received “exempt” status through the University of Southern California’s 
Institutional Review Board.  
 

Organizations represented (study sample) 

Number of responses 
 The survey link was accessed 119 times. Of those responses, 28 were from respondents 
who did not indicate that they represented organizations serving family caregivers in California 
or, in one case, were actually found to be a caregiver in open response items. Twelve responses 
were removed because the survey had been opened less than 2 minutes or respondents 
completed less than 2 questions. Three responses were deleted because they were likely 
duplicates from the same organization. This was determined based matching responses to 
questions regarding 1) the type of organization, 2) when the organization started serving 
caregivers, and 3) the counties the organization served. A decision rule was made wherein the 
observation with the most responses was kept, or, if this was the same for both responses, the 
first response. In total, 75 people completed the survey representing different organizations 
serving caregivers, of whom 62 completed reached the end of the survey. On average, it took 
respondents 35 minutes to complete they survey after removing outliers (i.e. tab open for more 
than 5 hours).  
 

Where in California responses came from 
 Reponses came from organizations serving caregivers across California.1 Every county 
had at least two organizations providing services, although two organizations provided services 
to all counties. On average, there were 6 response per county. Below is a map of responses. 
Dots that are dark blue and larger indicate more responses in an area; lighter blue and smaller 
dots indicate fewer responses. The highest number of responses came from organizations 
serving Los Angeles County (24%; 18), followed by Santa Barbara (16%; 12), Riverside (13%; 10), 
and Ventura (13%; 10). The smallest number of responses were from Modoc, San Joaquin, 
Shasta, and Trinity, which each had two responses each (3%).2  
 

                                                      
1 San Joaquin county was mistakenly left off the original list of counties. It was replaced and we 

completed a targeted outreach effort to organizations in this county. We assume that two responses 
wherein the represented organization served every other listed county in California also served this 
county. 

2 Quantities are reported as both frequencies followed by percentages due to the low sample size.  
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Figure 1: Map of Best Practices survey responses (N=75) 
 

Organization types 
 Most of the responding agencies were considered “Disease specific” organization (e.g., 
Alzheimer’s Association) (23%; 17), followed by Area Agencies on Aging (13%; 10), Caregiver 
Resource Centers (12%; 9), and IIIE Contractors (12%; 9). However, there were 18 organizations 
that did not fit into the categories provided, including several describing themselves generally 
as community-based organizations (7%; 5) and two senior centers (3%). The majority (66; 88%) 
of organizations were not-for-profit. The median length of time during which organizations had 
providing services to caregivers was 29 years, demonstrating considerable experience in this 
area.  

 
 

Services provided by organizations 

Service types 
 Organizations provide a wide range of services to family caregivers. On average, 
organizations provide 5 of 8 selected services to caregivers (those to the left of the vertical line 
in the figure below). The most common type of services provided include education on self-care 
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(80%; 59), education on communication skills (73%;54), legal issues (72%; 53), and support 
groups (72%; 53). In an open response item, respondents also described several other services 
not listed in the survey, including respite (24%; 18), transportation (7%; 5), home modification 
(5%; 4), and self-care activities (6%; 4) such as yoga and “pamper[ing]” during caregiver 
“experience days.” In addition to these, organizations listed several other distinct services, 
including assistance to participate in public policy, a Safe Return program for those caring for 
persons with dementia, and newsletters.  
  

 
 

Eligibility criteria 
 Most organizations included in the survey had eligibility requirements for participation 
in caregiver services (69%; 51). Of those with eligibility criteria described, 48 respondents listed 
specific eligibility criteria when prompted. The most frequently mentioned criteria was that the 
care recipient be of a certain age (52%; 25), typically over the age of 60. This was often tied 
back IIIE funding criteria under the Older Americans Act. The next most frequently mentioned 
eligibility criteria was that the care recipient have either Alzheimer’s Disease or another type of 
memory or brain impairment (29%; 14). Functional ability was a criterion listed by 17% (8) of 
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the programs, typically based on the care recipient having 2 or more IADL (instrumental 
activities of daily living) or ADL (activities of daily living) impairments. Several respondents also 
mentioned the living in a certain region as a criterion (23%; 11), however programs varied in 
terms of whether it had to be the caregiver or care recipient living in the service area.3 Other 
criteria for caregiver supports included that the care recipient be a client of services (10%; 5), 
low-income status (8%; 4) (including those indicating this was a target characteristic, not 
eligibility requirement), and living in a private home or in the community (6%; 3). However, 
many respondents also replied that eligibility depended on the funding source (19%; 9), with 
some programs offering certain services, like information and referral, to all caregivers (15%; 7). 
Shifting funding sources were described by one of the organizations as a barrier to having set 
eligibility criteria and implied by others: “Funding changes, and so clients would need to meet 
any specific current funding requirements. Sometimes funding is for low-income caregivers, 
sometimes we can serve everyone.” 
 

Interventions provided 
 Most programs (65%; 45) offered at least one type of caregiver intervention. The most 
common evidence-based interventions offered were Powerful Tools for Caregivers (20%; 9) and 
Savvy Caregiver/Cuidando con Respeto (16%; 7). Powerful Tools for Caregivers is a 
psychoeducational program delivered over 6 sessions, and is focused on building self-efficacy 
and improving self-care.4 Savvy Caregiver is another psychoeducational intervention delivered 
over 6 sessions, but is intended for caregivers to people with dementia.5 Four organizations 
(9%) offered the Caregiver Health Education Program, which provides 8 group sessions to 
caregivers that cover education and training, problem solving, and support.6 Other evidence-
based interventions that at least one responding organization provided included: Caring for 
You, Caring for Me (4%; 2), Improving Care Transitions Projects from the California Healthcare 
Foundation (CHCF) (4%; 2), Stress Busters (4%; 2), The COPE Intervention with Caregivers of 
Hospice Patients with Cancer (2%; 1), Reducing Anxiety in Alzheimer's Disease Family Caregivers 
(2%; 1), Caregiving at Life’s End (2%; 1), Coping with Caregiving (2%; 1), the New York University 
Caregiver Intervention (2%; 1). Thirteen respondents indicated their organization provided 
other interventions than those listed, but—as far as we could tell— these were not evidence-
based, except for an adult day health as an intervention for caregivers.  
 
 

                                                      
3 Moreover, most respondents indicated in earlier questions they served certain counties, revealing some 

discrepancy for those responses where it was indicated all caregivers are eligible for services. 
4 Boise, L., Congleton, L., & Shannon, K. (2005). Empowering family caregivers: The powerful tools for caregiving 

program. Educational Gerontology, 31(7), 573-586. 
5 Hepburn, K., Lewis, M., Tornatore, J., Sherman, C. W., & Bremer, K. L. (2007). The savvy caregiver program: The 

demonstrated effectiveness of a transportable dementia caregiver psychoeducation program. Journal of 
Gerontological Nursing, 33(3), 30-36. 

6 Toseland, R., Smith, T. (2006). The impact of a caregiver health education program on health care costs. Research 
on Social Work Practice, 16(1), 9-19. 
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Assessment 

Which organizations offer an assessment 
 Caregiver assessments are important to tailor services and supports to the unique needs 
of caregivers, and can be a useful tool at an organization-level as a data source to target 
services generally.7,8 Of the organizations surveyed, 60.3% (44) routinely provided a caregiver 
assessment. Caregiver Resource Centers and IIIE contractors were the organizations most likely 
to provide an assessment, followed by Area Agencies on Aging, and Disease-specific 
Organizations. On average, 3 organizations per county offered a caregiver assessment. 

                                                      
7 Family Caregiver Alliance. (2006). Caregiver assessment: principles, guidelines and strategies for change: Report 

from a National Consensus Development Conference. Family Caregiver Alliance. Available online at: 
https://www.caregiver.org/national-consensus-report-caregiver-assessment-volumes-1-2. 

8 Feinberg, L. F. (2002). The state of the art: caregiver assessment in practice settings. Family Caregiver Alliance, 
National Center on Caregiving. Retrieved online at: 
http://www.rosalynncarter.org/UserFiles/Caregiver%20Assessment%202002%20FCA.pdf 
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Assessment frequency 
 It is recommended that assessments occur as soon as possible once the caregiver 
accesses services, and at least every 6 months thereafter.7 However, caregiver assessments are 
most often provided on an “as-needed” basis. Forty-three percent of organizations (19) 
reported this as the case. The next most common assessment administrations schedule were 
every 2 to 6 months (32%; 14) or 7 to 12 months (30%; 13). Six organizations listed multiple 
responses to this question; this may be indicative of different assessment schedules per various 
funding requirements or caregiving circumstances. It was far less common to offer assessments 
as frequent as once-per-month or less than once per year.  
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Questions asked in assessments 
 Ideally, caregiver assessments should ask about the caregiving situation, the health and 
functional status of the recipient, caregiver values and preferences, caregiver wellbeing, 
consequences of caregiving (e.g., financial strain), caregiver skills and knowledge, and potential 
resources (e.g., coping strategies).7 Respondents were provided with several checklists from 
which they could select items included in their assessment. These were divided into four 
categories on caregiver demographics, the caregiving situation, caregiver mental health, 
caregiver physical health, and a miscellaneous category. Although 44 organizations responded 
they offered a caregiver assessment, not all respondents provided information on specific items 
included. The research team reviewed items listed as “Other” responses and re-categorized 
these if they fit into other response categories. 
 

Demographic questions included on the assessment 
 Demographic questions were regularly asked on assessments. Organizations that 
provide an assessment asked an average of 9 demographic questions of 12 available 
categories.9  Living arrangement was the most asked about factor (e.g., do you live alone, with 
the care recipient) (100%; 38), followed by age (92%; 35), and gender (91%; 35). Sexual 
orientation (42%; 16) and non-binary gender identification (i.e., transgender) were the least 
often included items on assessments (32%; 12). “Other” questions include general inquires 
about how caregivers are doing.  
 

 
 

Caregiving questions included on the assessment 
 Questions about the caregiving situation were the most frequently asked items on 
caregiver assessments, with organizations asking an average of 8 of 10 suggested categories. 

                                                      
9 This average is based on a response rate of 38, the number of responses for the most asked question on 

assessments. We use this as the divisor because of the checklist format of the question, as opposed to “yes” and 
“no” response options. 
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The most frequently asked questions were those about the care recipient’s ability to complete 
ADLs and IADLs (92%; 35). (High rates of inquiry on these items may be due to reporting 
requirements for certain funding sources.) The care recipient’s conditions and problem 
behaviors (e.g., wandering) were the next most asked about questions, with thirty-four 
organizations asking about these (89%). Complex care/nursing tasks were the least asked about 
items in assessments relating to the caregiving situation (53%; 20). According to a 2012 AARP 
report, forty-six percent of caregivers report completing complex care tasks, and many are 
underprepared to do so.10  

 

 
 

Caregiver psychological wellbeing 
 Questions about caregivers’ psychological wellbeing were also frequently asked on 
caregiver assessments, with organizations asking an average of 6 of 8 suggested questions 
related to psychological wellbeing. Of these, the most frequently asked questions were 
regarding caregivers’ anxiety (89%; 34), burden (87%; 33), and depression (87%; 33). Risk of 
drug/alcohol abuse were the least asked about items (47%; 18). Other items related to 

                                                      
10 Reinhard, S. C., Levine, C., & Samis, S. (2012). Home alone: Family caregivers providing complex chronic care. 

Washington, DC: AARP Public Policy Institute. Retrieved online from: 
http://www.aarp.org/content/dam/aarp/research/public_policy_institute/health/home-alone-family-
caregivers-providing-complex-chronic-care-rev-AARP-ppi-health.pdf 
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psychological wellbeing found in “Other” text responses included level of stress and self-
efficacy with accessing respite.  
 

 
 

 

Caregiver physical health 
 Questions about caregivers’ physical health were somewhat less likely to be included in 
caregiver assessments, with an average of 2 of 4 suggested categories included. Thirty-one 
organizations asked about the caregiver’s health conditions (82%), 30 asked about self-rated 
health (79%), and 22 (58%) asked about healthcare utilization by the caregiver (e.g., visits to a 
primary care physician). Interestingly, 7 organizations (18%) indicated they did not ask any 
questions about the caregivers’ health in their assessment.  
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Other assessment questions 
 Organizations were also asked about assessment items that might not fit into other 
categories. Ninety-two percent or organizations (35) indicated they asked about caregivers’ 
information needs and who referred them to their organization. Seventy-one percent of 
organizations (27) indicated they assessed for elder mistreatment, although it is not clear 
whether this was asked about explicitly or something organizations simply looked for. Other 
assessment items not listed but raised by organizations included home safety, legal authority, 
support network, plans to institutionalize the care recipient, emergency contacts, respite 
needs, and recent hospitalization and emergency department visits for the care recipient.  
 

 
 

 

Culturally Relevant Services 
 Family caregivers are a diverse population.11 Even the concept of “caregiving”—
including what it entails and who should provide care—are shaped by varying cultural norms.12 
Moreover, some of the experiences racial/ethnic minority caregivers—including language 
differences, experiences of discrimination, and financial circumstances—can significantly 

                                                      
11 National Alliance for Caregiving and AARP Public Policy Institute. (2015, June). Caregiving in the U.S. Retrieved 

online from: http://www.caregiving.org/wp content/uploads/2015/ 05/2015_CaregivingintheUS_ Final-Report-
June-4_WEB.pdf 

12 Mendez-Luck, C. A., & Anthony, K. P. (2015). Marianismo and caregiving role beliefs among US-born and 
immigrant Mexican women. Journals of Gerontology Series B: Psychological Sciences and Social Sciences, 71(5), 
926-935. 
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impact the caregiving role.11, 13,14,15 Thus, it is important that organizations provide culturally 
relevant and competent services to family caregivers. 
 Fortunately, most organizations serving caregivers 
in California recognized this need. Seventy-six percent of 
respondents (51) indicated their organizations strive to 
provide culturally relevant and competent services. 
Further, 76% (33) of respondents indicated their 
organization targeted racial/ethnic minority caregivers “to 
some extent,” and 31% (21) did so “extensively.” However, 
19% (13) indicated their organization did little or no 
targeting of racial/ethnic minority caregivers.  
 Forty-seven respondents detailed how they met the needs of racial/ethnic minority 
caregivers with text responses to the question: “How has your organization tried to provide 
culturally relevant and competent services?” The most 
frequent response to this inquiry entailed promoting 
access to services in different languages (47%; 22), hiring 
diverse staff or staff representing the community (21%; 
10), and partnering with local organization to meet 
caregiver needs (17%; 8). Thirteen percent of 
organizations (6) noted that provision of person-centered 
services helped to support cultural relevance. “We 
provided culturally relevant services by being respectful 
of all individuals, and seeking to understand and respond 
to their unique needs,” wrote one respondent.  
 
 

                                                      
13 Mendez-Luck, C. A., & Anthony, K. P. (2015). Marianismo and caregiving role beliefs among US-born and 

immigrant Mexican women. Journals of Gerontology Series B: Psychological Sciences and Social Sciences, 71(5), 
926-935. 

14 Rainville, C., Skufca, L., & Mehegan, L. (2016, November). Family Caregiving and Out-of-Pocket Costs: 2016 

Report. (Report for the AARP) Retrieved online from: 
http://www.aarp.org/content/dam/aarp/research/surveys_statistics/ltc/2016/family-caregiving-cost-survey-res-
ltc.pdf 

15 Scharlach, A. E., Kellam, R., Ong, N., Baskin, A., Goldstein, C., & Fox, P. J. (2006). Cultural attitudes and caregiver 
service use: Lessons from focus groups with racially and ethnically diverse family caregivers. Journal of 
Gerontological Social Work, 47(1-2), 133-156. 
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 In addition to those responses summarized above, respondents were prompted to 
consider other ways organizations could best serve racial/ethnic minority caregivers. Prompts 
included: tailoring services to the community’s demographic population, cultural competence 
training for staff, referring to culturally competent organizations, and providing services and 
materials in multiple languages. These results are summarized below. 

 

Tailoring services to meet community needs 
 The majority of organizations indicated they tailored 
services to meet specific cultural needs within the 
communities they served (88%; 54). Access to services and 
resources in multiple languages was a major component in 
how organizations tailored services (37%; 16). Being 
culturally sensitive, such as adjusting presentations to 
provide culturally relevant language and representative 
images, was also frequently mentioned (33%; 14). Far fewer 
organizations described engaging in the community to tailor 
services (14%; 6), although those that did so described a 
variety of ways that this could occur. “We have worked with 
local tribes to discuss elder abuse prevention and reporting,” 
wrote one respondent. “We engage people from the community to lead support groups,” 
another wrote. Other responses described evaluating community needs and responding to 
these (9%; 4), contracting or referring to other organizations (7%; 3), and holding activities and 
events (5%; 2). 
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Cultural competence training for staff 
 As one respondent noted, “It's imperative to understand different cultures to best meet 
the needs of our participants.” Seventy-two percent (47) of organizations serving caregivers in 
California provide training on cultural competence to staff. Among those organizations 
providing some form of training, the frequency of trainings varied considerably. Forty-nine 
percent of respondents (23) indicated staff received training at least once a year, and another 
28% (13) indicated this occurred at least every 2 to 5 years.  
 

 
 
 Organizations had different ways of providing trainings. Video-based and online 
trainings were frequently mentioned (39%; 15), although it was not uncommon for organization 
to invite speakers to provide an in-person training (24%; 13). The content of these trainings 
ranged widely. Specific approaches, such as implicit bias training, cultural analysis, and learning 
affirmative language were mentioned. The most widely described approach was to learn about 
cultural differences (16%; 6). One respondent wrote that during their training, staff learn “how 
counseling, gift-giving, caregiving, family dynamics and the counselor-client relationship [are] 
perceived by various cultures.” Another respondent described such training shaped services: 
“In our staff training we encourage them to understand the culture of the client they are 
working with...they must read their file. They must know the client's history, past experiences, 
likes, dislikes, gifts, talents, faith...etc. They must learn to know them as a person...including 
their families.” 
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Referring to and working with culturally relevant and competent services 
 Organizations frequently described partnering with other 
organizations to better serve racial/ethnic minority caregivers for 
collaborative programming, referrals, cultural competence training. 
Indeed, 75% (49) of organizations indicated they partnered with 
other community organizations to better meet the cultural needs of 
the communities they served.  
 Eighty-six percent of respondents (56) indicated they made 
an active effort to refer to culturally relevant and competent 
services. In open responses, relationships with other community 
organizations and strong networks were the most frequently 
mentioned means of making sure services were culturally competent 
(28%; 11). Some organizations mentioned researching organizations 
prior to referral (13%; 5), and others relied on the organization’s 
reputation (10%; 4). Four organizations reported formally assessing 
services to whom they referred on cultural competence (10%), and 
another four relied on client feedback.  
 

Providing services and material in the appropriate language 
 As one respondent aptly pointed out, “Providing material in multiple languages doesn't 
always indicate that the organization is culturally competent.” Nevertheless, provision of 
services and materials in multiple languages was strongly emphasized in text-entry responses 
regarding culturally relevant services. This is understandable given that California has the 
largest percentage of non-English speakers in the country (44%), of whom 25% reported they 
spoke English “not well” or “not at all.”16  
 Eight-three percent of organizations (56) indicated they 
provided services to caregivers in languages other than English, and 
79% (53) indicated they provided written materials to caregivers in a 
language other than English. Most organizations provided services 
(93%; 52) and written materials (94%; 50) in Spanish. The next most 
frequently offered language was Chinese; 29% (16) of organizations 
provided services in Chinese and 35% (13) provided written 
materials in Chinese.  
 

                                                      
16 Ryan, C. (2013). Language Use in the United States: 2011. Report for the US Census Bureau. Retrieved online at: 

https://www.census.gov/prod/2003pubs/c2kbr-29.pdf 
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In addition to those languages specified, several organizations indicated they used Language 
Line to provide services to caregivers with many different language backgrounds. Others 
described referring to and contracting with organizations who could provided the appropriate 
language. 
 

Other comments on providing culturally relevant services 
 Many organizations indicated they struggled to provide culturally relevant services, 
indicating several barriers to doing so. One respondent indicated hiring staff to meet language 
needs was difficult, “As a small private non-profit it is difficult to provide translations or find 
staff members who speak languages that we may need to serve families.” Another described 
lack of funding as a barrier: “A huge need poorly met due to limited funding.” Still other 
organizations indicated they communities they served were not particularly diverse, but they 
“strive[d] to be responsive to everyone.” 
 

Providing Services to Seldom Reached Caregivers 

Targeting services to lesbian, gay, bisexual and transgender caregivers 
 LGBT older adults and caregivers may be hesitant to access services due to perceived 
risk of discrimination and actual discriminatory experiences.17 As a result, they may not access 
services that could support them as caregivers. Despite this, very few organizations indicated 
they targeted services at LGBT individuals. Nearly half of respondents (31;50 %) indicated there 
was little or no targeting for LGBT caregivers, and just 11% (7) indicated there was extensive 
targeting. This is resonant with previous described data, wherein just 42% (16) of organizations 
asked about sexual orientation during assessment, and 32% (12) indicated they asked whether 
caregivers were transgender. Nevertheless, when describing training for cultural competence, 
several organizations also described including training on serving LGBT clients. This suggests 
that at least some organizations are aware of the need to target services to this population and 
are taking steps to do so. 

                                                      
17 Meyer, H. (2011). Safe spaces? The need for LGBT cultural competency in aging services. Public Policy & Aging 
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Targeting services to rural caregivers 
 Although California is more urban than most states, it does have a rural population. 
Approximately 5% of Californians live in rural areas compared to 19% of Americans in general.18 
This can pose a challenge to caregivers seeking some types services given the lack of nearby 
providers, making it difficult to access events and even respite. Just 8% (5) of respondents 
indicated they served primarily rural areas, and another 26%(16) indicated their catchment area 
was somewhat rural. Encouragingly, 52% (32) of organizations indicated they provided at least 
some targeting to caregivers in rural areas.  
 
 

 
 

 

                                                      
18 US Census Bureau. (August, 2012). California: 2010 Population and Housing Unit Counts. Retrieved online at: 

https://www.census.gov/prod/cen2010/cph-2-6.pdf 
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Targeting services to persons with disabilities 
 We also asked participants about the extent to which they targeted persons with a 
disability. The extent to which organizations targeted services to people with disabilities varied 
depending on the type of disability. Fifty-two percent of (32) organizations indicated they 
extensively targeted those with a cognitive disability, but just 8% (5) did so for people with a 
hearing disability. At a plurality of organizations indicated they provided “little or no” targeting 
for those with a visual disability (52%; 32) and a majority said this of those with a hearing 
disability (55%; 34). 
 

 
 

9

30

23

0

5

10

15

20

25

30

35

Extensive targeting Little or no targeting Some targeting

To what extent does your organizatin provide 
targeted outreach for rural caregivers? (N=62)

7

5

15

32

23

23

27

16

32

34

20

14

0 5 10 15 20 25 30 35 40

Visual

Hearing

Mobility

Cognitive

Extent of targeting per type of disability (N=62)

Little or no targeting Some targeting Extensive targeting



 20 

 

Targeting services to caregivers who are likely hesitant to access formal services 
 We also asked respondents about the extent to which their organizations did any 
targeting to other caregivers who might be hesitant to access services, including refugee 
populations and immigrants. California has an estimated 10 million immigrants, of whom 2.35 
and 2.6 million are undocumented.19,20 It also has one of the largest refugee populations in the 
US. From October 2015 to September 2016, nearly 7,908 refugees moved to the state.21 
Caregivers from these populations may be hesitant to access services for fear of discrimination 
and risk of deportation. Fifty-eight percent (36) of organizations indicated they targeted 
services at these populations. 
 

Other Caregiver Services 

Assisting employed caregivers 
 Seventy-two percent of family caregivers juggle caregiving 
and employment, and 61% indicate caregiving has impacted their 
employment.11 Most organizations (79%; 49) indicated they 
provided support to caregiver juggling competing roles, such as 
being an employee. However, there was a lot of variation in how 
this occurred. The most common response to the question, “How 
does your organization strive to provide support to caregivers 
struggling to juggle competing roles (such as parent or 
employee)?” was providing education (40%; 18). As one 
respondent described, “We offer educational programming and 
evidence-based classes that provide information and resources 
about balancing competing roles in the context of caregiving.” 
Emotional support and counseling were also mentioned relatively 
frequently (27%; 12), as well as supports groups (22%; 10). 
Sometimes support for employed caregivers was provided 
informally, simply by striking up conversation: “The trick is to help 
them figure out [what they need] themselves and give them 
pointers that might work for them. Each relationship is different,” 
wrote one respondent. Just 16% of organizations (7) mentioned 
providing flexible scheduling spontaneously, although 61% (35) 
indicated they did so when asked specifically about providing 
services during “non-normal business hours” in survey responses. Likewise, just 11% (5) 
organizations indicated they provided online or phone services to assist employed caregivers, 

                                                      
19 Hayes, J. & Hill, L. (March 2017). Undocumented Immigrants in California. Report for the Public Policy Institute of 

California. Retrieved online at: http://www.ppic.org/content/pubs/jtf/JTF_UndocumentedImmigrantsJTF.pdf 
20 Hayes, J., (January 2017). Immigrants in California. Report for the Public Policy Institute of California. Retrieved 

online at: http://www.ppic.org/publication/immigrants-in-california/ 
21 California Department of Social Services, Refugee Programs Bureau. (December, 2016).  Refugee arrivals into 

California Counties Federal Fiscal Year 2016. 
http://www.cdss.ca.gov/Portals/9/Refugee/Arrivals/Arrivals2016_by_county.pdf?ver=2017-03-08-154727-590 
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but 46% (26) indicated they offered technology-based programs to increase access in their 
survey response. 
 

Assisting low-income caregivers 
 Caregiving can be expensive, and can lead to considerable financial loss for caregivers 
due to disrupted employment.14 Seventy-nine percent of organizations (49) reported they 
provided some form of financial assistance for low-income caregivers. How organizations 
provided this assistance varied. Forty-three percent of organizations (17) indicated they had 
either scholarships or other types of emergency funding available. This ranged from 
discretionary funds to purchase items like eye glasses to, most frequently, emergency respite 
care. Thirteen percent of organizations (5) mentioned they offered sliding scale pricing to cover 
service costs, although there are likely several others who have similar programs. Financial 
consultation and education with caregivers was another common method to help caregivers 
with a financial need (33.3%; 13), including education and consultation with elder law 
providers. Thirty-one percent of respondents (12) indicated their organizations helped 
caregivers with limited financial means by referring them to organizations who could help. 
Thirteen percent of organizations (5) specifically mentioned helping caregivers to enroll in or to 
increase their benefits (e.g., IHSS). Often, however, organizations used a combination of 
methods to assist low-income caregivers: “We work with caregivers to organize their finances 
and that of their loved one to help pay as much as they can. We have written scholarship policy 
and procedures and can help caregivers find financial support through other organizations, we 
also do fundraisers throughout the year to help fund scholarships.” 
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Assisting caregivers handling complex medical tasks 
 Family caregivers often provide complex medical tasks, 
including medication management, wound care, preparing special 
meals, and others.10 Seventy-two percent (45) of organizations 
indicated they provided some form of support for caregivers 
providing complex care tasks. Of those who described how these 
caregivers were supported, most indicated some form of 
education (48.7%; 19), including education on disease processes 
and how to navigate medical services. Thirty-one percent of 
organizations (12) reported providing some form for moral 
support, although how this occurred was typically unspecified. 
Care management or coordination, specifically with medical 
providers and discharge planners, were also mentioned relatively 
frequently (20.5%; 8). Many organizations had multiple ways of 
supporting caregivers taking on complex care, even when this was 
not a mainstay of the organization’s role: “We provide moral 
support with ideas/suggestions offered in our weekly caregivers' 
meeting (led by three experienced leaders provided by another 
area organization concerned with aging).  We provide advice about 
handling the interpersonal issues of dealing with doctors and 
agencies is offered, but no actual medical advice beyond anecdotal experience can be given.” 
 We also asked about whether organizations linked up to healthcare organizations, given 
the likelihood that the caregivers they served would be involved in complex care and medical 
systems. Seventy-one percent (44) of organizations indicated they maintained linkages with 
healthcare organizations, excluding those which indicated they were a healthcare organization. 
The most frequently mentioned way this occurred was by receiving referrals (35%; 12). 
Organizations also described maintaining relationships through networking and attending the 
same meetings as medical providers and healthcare organizations (26%; 9), and partnering or 
collaborating with healthcare organizations to serve individual patients or put on community 
events (26%; 9). Still other organizations described providing training to providers and 
caregivers at healthcare organizations (24%; ), another way to maintain this relationship. 

 

Reporting Elder abuse and mistreatment 
 Based on survey responses, organizations appear relatively vigilant on the issue of elder 
abuse and mistreatment. Most respondents could recall someone at their organization 
reporting to Adults Protective Services in the past year (76%; 47). Although not all organizations 
indicated they assessed caregivers for risk of elder mistreatment (27; 71%), this may be due the 
lack of agreement in the field on how to approach detection of mistreatment in this population.  
 

Conclusions 
 In this survey, we captured the kinds of services and supports provided to family 
caregivers at organizations across California. We explored areas considered to be best practices 
by the California Task Force on Family Caregiving (e.g., assessment, evidence-based 

We provide education to 
caregivers either at the 
healthcare site or in 
partnership with the 
healthcare organizations 
we work with. Healthcare 
organization provide 
patients with information 
on our services or can 
provide a direct referral to 
our organization. 
 
Our Senior Center works 
with hospital discharge 
planners to ensure 
continuity of services and 
provides health promotion 
programs 
 
 
 
 
 



 23 

interventions, meeting the diverse needs of caregivers), but also explored new ideas presented 
by organizations themselves. Results showed both strengths and opportunities to improve the 
services available to caregivers across California. 
 In terms of strengths, respondents demonstrated ingenuity in their efforts serve 
California’s caregivers. Organizations reported partnering with other organizations to better 
serve communities, testing new ideas to target some populations of caregivers, and finding 
ways to learn about their communities. To support the diverse needs of California’s 
racially/ethnically diverse caregivers, many programs made an active effort to hire diverse staff 
and provide services in multiple languages. Although some services could only be accessed by 
eligible caregivers, often organizations provided information to all caregivers. To those 
caregivers who could not otherwise afford services, many organizations provided financial 
assistance where possible and offered some services for free. Further, providers described 
going “above and beyond” to provide person-centered services to caregivers: “Caregivers are 
always welcome to sit at our table,” wrote one respondent, “whether they have a client using 
the [service name] or not.” 
 Results also revealed opportunities for improvement. Results suggest that funding 
criteria from multiple sources created a confusing array of services, with eligibility criteria that 
varied by service and was subject to change. Further, just 60% of organizations offered some 
form of assessment. Of those providing an assessment, the items included varied widely. Few 
organizations provided evidence-based interventions to caregivers despite the demonstrated 
efficacy of such interventions. We also noticed that many organizations placed a strong 
emphasis on language in providing culturally competent services, although cultural relevance 
extends far beyond language. In addition, results suggest there are other populations which 
may not receive adequately targeted services, including LGBT caregivers, those with a disability, 
and other seldom reached populations like refugee and immigrant caregivers. Opportunities to 
assist these populations through new partnerships, technology, and training might be explored. 
 This survey provides a snapshot of services provided to caregivers in California. It 
suggests that California has a flexible and dedicated network of caregiver support services, but 
there are considerable holes and weak spots to address. Strengthening this network could 
prevent caregivers from slipping past services without getting support that could make their 
role more manageable.  


