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California Task Force of Family Caregiving Special Priority: Education and Training 
 At the first Task Force meeting, members of the California Task Force on Family Caregiving 
consistently raised concern regarding the education and training of caregivers, providers, and 
communities. Some of the issues raised included: 
 

• A decentralized system of supportive services that makes information difficult to find; 

• Programs that do not recognize caregivers’ evolving information, education, and training needs; 

• Lack of training on how to provide complex medical tasks, especially at hospital discharge; 

• Providers’ lack of training in tailoring services to the needs of diverse caregivers including ethnic 
minority caregivers; 

• Minimal community awareness surrounding the needs of family caregivers. 
 
Although this is not an exhaustive list, it illustrates the varied nature of caregivers’ education and 
training needs in California.  
 Based on Task Force discussions, this review covers the information, education, and training 
needs of family caregivers, healthcare and social service providers, and communities. As used in this 
review, information is the communication of knowledge and facts. Education is more in-depth and 
involves teaching and explaining material rather than simply conveying information. Finally, training is 
the most active means of conveying information, and involves a process which may include 
demonstration and/or interactive activities.  
 
Due to of the breadth of issues covered, this review has been divided into six main sections: 

• Awareness, preferences, and experiences of caregivers accessing information, education, and 
training; 

• Programs and services providing information, education, and training to caregivers; 

• Evidence-based educational interventions for caregivers; 

• Education and training for complex care tasks; 

• Cultural competence education and training among providers; 

• Education and awareness in communities. 
 
This review will explore several of these issues in greater depth, with the goal of preparing the California 
Task Force on Family Caregiving as it works to generate recommendations for the California Legislature 
to support the state’s family caregivers.  
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Family Caregiver’s Information, Education, and Training Needs 
 
 According to former first lady and caregiver advocate, Rosalynn Carter, “There are only four 
kinds of people in the world: those who have been caregivers, those who are currently caregivers, those 
who will be caregivers, and those who will need caregivers.”1 Despite the ubiquity of caregiving, very 
often caregivers are unprepared for this role. Over 80% of caregivers indicate they need more 
information on caregiving-related topics.2 A veteran aging and long-term care researcher describes her 
experience when taking on this role herself: “As [my husband’s] sole caregiver, I found myself plunged 
into a confusing world of poorly coordinated care, confusing systems, and an expectation that the 
caregiver could take on full-time responsibilities.”3 Or, to give a more colloquial assessment from 
another caregiver, “We are flying by the seat of our pants.”4 

 

Awareness, Preferences, and Experiences of Caregivers Accessing Information and Education 
 Caregivers want to provide good care. Learning to do so can be rewarding; caregivers who 
acquire new skills in this role describe a sense of mastery and satisfaction.5 However, accessing the 
appropriate information and educational materials on how to provide quality care is not easy. 
 

Types of Information Caregivers Seek 
 The information, education, and training needs of caregivers vary broadly, however several 
studies shed light on the most common needs. These include: information about the care recipient’s 
condition, care recipient prognosis, services and supports for caregivers and recipients, and financial 
supports.2,6, 7, 8, 9, 10 Statistical estimates regarding the relative need for each of these types of 
information vary widely, thus making it difficult to determine the extent of need for each type of 
information. Still, there are some notable patterns. Higher hour caregivers are more likely to report an 
interest in learning about stress management (51% compared to 42% among caregivers in general).2 

Further, caregivers indicate they would like more information and training on practical skills (e.g., 
transfers) than is currently offered by most programs.9, 11,12 

 

Variation in Information, Education, and Training Needs 
 Information, education, and training needs are often disease-specific, and change over the 
course of the caregiving trajectory. To illustrate, one can compare the information and education needs 
of caregivers for a person with dementia and a person who experienced a stroke. For caregivers to 
people in the early stages of dementia, changes may be subtle; caregiver may not need to immediately 
learn new skills or seek information unless desired.13 In contrast, caregivers to a person who 
experienced a stroke benefit from immediate information and education, particularly practical matters 
like providing care tasks.14 Differences also stem from disease trajectory. Caregivers to people with 
dementia can expect continual decline of cognitive skills, and thus may be more interested in preparing 
for increasing needs. Caregivers to persons who experienced a stroke, however, may witness recovery, 
and are often interested in therapies to improve the likelihood of recovery.14  
 End-of-life caregiving brings its own challenges that are distinct from other phases in the care 
trajectory. These caregivers often perform relatively advanced medical tasks, including pain 
management. Further, while caregivers to people with dementia who are not at the end-of-life phase 
describe preparing for loss, 13 affective learning processes are particularly important for end-of-life 
caregivers to come to terms with terminal diagnoses.12  
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Delivery of Information, Education, and Training 
 Given these differences, it is important to consider the delivery of information, education, and 
training to caregivers, including the timing, level, and depth. Too much information provided at once—
such as at the time of diagnosis—can be overwhelming.15 Prioritizing some information can be 
important. For example, caregivers to persons with dementia report wanting to know about services, 
prognosis, and how to handle crises during early appointments at a memory center; it was only later 
that they expressed wanting to know more about support groups and financial issues.16 Other caregivers 
report not wanting too much information, to emotionally protect themselves.12, 13 At the same time, 
some may seek out as much information as possible, providing a sense of control.13  

 

How and Where Caregivers Prefer to Access Information and Education  
 Caregivers also vary in how they prefer to access information and education, both in terms of 
the source and how material is presented. The most common means of accessing information among 
caregivers are family and friends (93%), healthcare providers (84%), and Area Agencies on Aging (77%).6 
In terms of presentation, printed materials and television are more preferred. Still, most caregivers 
would like to have a variety of ways to access information, including talking to professionals, online 
resources, and printed materials.17,18  
 Two sources merit further discussion: information from healthcare professionals and 
information from informal sources. Many caregivers value receiving information from healthcare 
providers, 6,17 and expect healthcare providers to at least guide them to social services.17Information 
from providers is especially valued after an acute health event or a change in the recipient’s health 
status.18 Interestingly, medical professionals are trusted more than social service providers, even though 
they may not be trained in how to provide accurate and relevant information to caregivers. Information 
from other caregivers is also highly valued.4,9,18,19 Other caregivers can provide subjective or experiential 
knowledge, including expectations about the future, strategies for handling behavioral symptoms of 
dementia, and recommended services. One drawback of information from informal sources, however, is 
the potential for information to be unreliable or irrelevant.17 

 

Additional Considerations 
 The issues described above regarding type of information and educational materials, timing of 
its distribution, and the source of information and education only scratch the surface of caregivers’ 
information, education, and training needs. Additional barriers that have been reported include: 
 

• Not thinking the caregiving situation is serious enough to merit learning about formal services;13, 

17 

• Fear that the care recipient would react poorly if he or she found out about the caregiver’s 
information-seeking efforts; 13, 17 

• Poor understanding of service systems, making it difficult to find relevant information; 12, 18, 20 

• Not having enough time to gather information,13,17 such as when the caregiver needs to make 
decisions under pressure;3 

• Not identifying with the term “caregiver,” and thus not utilizing information services marketed 
towards caregivers;17, 21, 22 

• Receiving printed information, especially resource lists, that are out of date;4 

• Receiving unreliable or poor quality information;18  

• Information, education, and training materials that are difficult to understand, such as when 
technical language of jargon is used.3, 10, 18 
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 There is a great amount of diversity in how caregivers prefer to access information, education, 
and training. Many researchers advise that information provision, education, and training needs to be 
tailored to the unique needs of caregivers.10, 14, 16  While some patterns can be identified by disease type, 
trajectory, and certain individual characteristics, personal preference will affect the extent to which 
caregivers most benefit from educational resources. Thus, the literature suggests it is important to 
provide an array of options in terms of source, presentation, and content to serve the diverse needs of 
caregivers.  
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Racial and Ethnic Minority Caregivers Are Less Likely to Seek Information 
 

Racial and ethnic minority caregivers highly value information, education and training. In a series 
of focus groups with California’s highest population of ethnic minority caregivers, Scharlach and 
colleagues found that improving caregiving skills to provide better care was of high interest to 
racial and ethnic minority caregivers.a  
 
Despite being highly valued, racial and ethnic minority caregiver face unique barriers to accessing 
information, education, and training 
 
Racial and ethnic minority caregivers do not always trust formal services offering information, 
education and training. For example, Native American caregivers are unlikely to approach formal 
services because of lack of trust in government services.a Some caregivers may also have personal 
experience with negative and discriminatory behaviors when approaching services. 
 
Many racial and ethnic minority caregivers are unaware of services, including those offering 
information and education. In focus groups, Native American, Filipino, and Russian participants, in 
particular, did not know about available services.a Hispanic caregivers, by comparison, knew 
programs existed, but not how to access to these. In contrast, Chinese caregivers were far more 
aware of available services, and African American caregivers knew that Area Agencies on Aging 
were a valuable source of information. Lack of awareness among certain groups may indicate 
poor targeted outreach by providers. California’s State Plan for 2013 to 2017 specifies a goal to 
increase efforts to improve outreach to ethnic minority caregivers throughout the state.24 
 
Even when caregivers are aware of available services, it is often assumed that these services do 
not provide culturally relevant programming. In many cases, this is true. A national survey found 
that 22% of Hispanic caregivers and 19% of Asian American caregivers expressed a need for non-
English informational materials.2 California is increasingly providing translated information and 
educational programs, including a Spanish language version of the Savvy Caregiver and Powerful 
Tools. However, some of these efforts have been marred by poor translation.b 
 
a 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.  

b Andrew Chang & Company. (2015, July) Paid Family Leave Market Research (Report for the Employment 
Development Department for the State of California). Retrieved online at: 

http://www.edd.ca.gov/disability/pdf/Paid_Family_Leave_Market_Research_Report_2015.pdf 
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Programs and Services Providing Information, Education, and Training to Caregivers  
 Current resources to provide information, education, and training are relatively decentralized. 
Caregivers have an overwhelming number of options to choose from to access information, including 
non-profit, government, and commercial services. Some of these services are increasingly linked 
together. However, fluctuating funding levels can make information infrastructure is difficult to create 
and maintain. With regards to education and training programs, offerings are relatively sporadic, with 
multiple interventions targeting different topics depending on the service provider. This section reviews 
several of the most common information, education, and training services available in California.  

 

California Department of Aging and Area Agencies on Aging 
 Since 2000, the federal National Family Caregiver 
Support Program though the Older Americans Act has 
required State Units on Aging (SUAs) and local Area 
Agencies on Aging (AAAs) to provide information on 
services and supports, as well as education and training 
to family caregivers.23 The provision of information and 
education for caregivers is a priority within California’s 
Aging Network. The top goal in California’s Department of 
Aging’s 2013 to 2017 State Plan was to, “Empower older 
Californians, adults with disabilities, and their caregivers 
to easily access the information they need to make 
informed decisions” (pp. 16).24 
 California’s Aging Network offers a broad array of 
information services. According to the State Plan, the 
statewide Information and Assistance line is a key means 
of providing information to caregivers on local services 
and support. More specialized information services are 
also available. For caregivers or recipients needing 
information on health insurance benefits from Medicare, 
the Health Insurance Counseling and Advocacy Program 
(HICAP) Information Line can provide clarifying information 
about benefits. Since 2012, the Coordinated Care Initiative 
has provided guidance for Medi-Cal recipients on benefits 
options, including home and community based services 
and in-home supportive services.  
 Regarding education and training, the most recent 
state plan shows an interest in targeting caregivers to people with Alzheimer’s and related dementias. A 
main program offering to meet this goal is the evidence-based Savvy Caregiver psychoeducation 
intervention, as well as Cuidano con Respeto, a Spanish language version of the program (described in 
detail below). Powerful Tools for Caregivers (also described below) is another statewide intervention 
program, but targets all caregivers, not just those caring for someone with dementia. It was the first to 
provide both English and Spanish-language programming. In 2014, the state reported 13,646 caregivers 
benefited from counseling, support groups, or training including the Savvy Caregiver and Powerful Tools 
programs.25  However, as several Task Force members have indicated, the definition of several of these 
services varies by provider, and thus it is unclear to what extent this number reflects the number of 
caregivers who were provided high quality education and training.  

 

 

The Aging Network extends from the national level, 
to states, and local entities. California’s 
Department on Aging services is the State Unit on 
Aging to the state’s 33 Area Agencies on Aging.  
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Caregiver Resource Centers (CRCs) and the Department of Health Care Services (DHCS) 
 The 11 Caregiver Resource Centers, though the DHCS, are found throughout California, and have 
been providing services overlapping with those provided by the Department on Aging since the 1980s. 
The CRCs are integral to California’s Aging Network. Services provided by the CRCs are available to 
caregivers to people with a range of degenerative conditions, including Alzheimer’s Disease, Parkinson’s 
Disease, stroke, and others. The Family Caregiver Alliance, which hosts the Bay Area CRC, previously 
managed information for and maintained a database on the CRCs. Although recent reports on CRC 
services are not available following severe funding cuts, the most recent report from 2008 indicates that 
13,143 caregivers received family consultations that year, 712 participated in psychoeducational support 
groups, and 278 caregivers received legal consultation.26  (The CRCs offer a range of services besides 
these to caregivers, however these are the ones that most fall within the scope of information, 
education, and training.) Caregivers expressed high satisfaction with these services, with 94% of 
caregivers reporting that CRC staff provided them with information and resources to best manage their 
caregiving situation, and 96% finding the educational programs they attended helpful. In 2009, CRC 
funding was cut by 74%, from $10.5 million. In 2015, a $2 million recovery restored some of these funds.  
 

Aging and Disability Resource Centers (ADRCs) 
 Increasingly services and supports for older adults and people with disabilities of all ages are 
being integrated given overlapping needs. The goal of Aging and Disability Resource Centers (ADRDs) is 
to guide older adults, people with disabilities, and family caregivers to appropriate community services 
using a “no wrong door” approach.27 Initiatives to create ADRCs began in 2003 through the 
Administration on Aging and Center for Medicare and Medicaid Services (CMS).28 In 2009, the 
collaboration expanded to include the Veterans Health Administration. Utilization of ADRCs suggests 
they are highly valued by caregivers; nationally, 87,000 caregivers used ADRCs during a recent 6-month 
period.29  
 

ElderCare Locator 
 Since 1991, Eldercare Locator has provided information by phone and online to older adults and 
their families. (See: http://www.eldercare.gov/Eldercare.NET/Public/Index.aspx) The program serves as 
a national directory. In 2014, the most recent year for which data is available, the service received over 
1,000 inquiries a day, reaching the highest volume for the service yet.30 Caregivers who connected to 
ElderCare Locator were most likely to be seeking information about compensation and financial 
assistance (68.8%), respite services (16.1%), and education or information on caregivers services 
(11.2%). Eldercare locator most often connects caregivers to local Area Agencies on Aging; 68% of 
caregiver inquiries are forwarded to Area Agencies on Aging. This may be due to the lack of extensive 
local-level search results available through this program.  
 

Veterans Affairs 
 Since 2008, the Veterans Health Administration has been working on supporting veterans and 
their families, with services including education and training via the U.S. Department 
of Veterans Affairs (VA) Caregiver Support Program. Through this program, the VA has piloted several 
caregiver interventions with psychoeducational components, including REACH II (REACH-VA),31 
Telehealth Technology to Support Family Caregivers,31 and Savvy Caregiver (e.g., Telesavvy).32 As of 
2016, over 13,000 caregivers to veterans completed caregiver education and training programs through 
the VA.27 Approximately 2,500 of these participants were caregivers for older veterans. 
 The VA also offers extensive online and by-phone resources for caregivers with a strong focus on 
provision of information and education. A handful of these programs are highlighted here. Caregivers 
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can view the Caregiver Video Series covering topics such as managing dementia behaviors, relaxation 
techniques, home safety, and nursing home placement. (See: 
http://www.ruralhealth.va.gov/vets/resources.asp#support) A primary goal of this series is to target 
rural caregivers. The VA also provides a more structured online educational intervention called Building 
Better caregivers, a six-week workshop for caregivers for no cost. Caregivers to veterans also have 
access to the Caregiver Support Line where they can learn about services and supports, as well as 
participate in monthly educational phone calls. Finally, at each VA medical center there is a Caregiver 
Support Coordinator to coordinate care and identify local resources. 

 

Non-Profit and Commercial Organizations 
In addition to the programs described above, many non-profit and commercial organizations 

offer a range of excellent information, education, and training options. Often these are disease-specific, 
including the Alzheimer’s Association, Stroke Association, National Multiple Sclerosis Society, and the 
ALS Association, each of which have one or more chapter in California. Among caregivers to older adults, 
the Alzheimer’s Association is likely the most recognized of these organizations. The Alzheimer’s 
Association has six local chapters in California who offer education sessions, support groups, directories 
of community resources, as well as extensive online resources including topic-by-topic information, 
forums spaces, and a 24/7 national hotline. (See: http://www.alz.org) Other condition-specific 
organizations offer similar services, to varying degrees.  

The Family Caregiver Alliance (FCA) hosts the National Center on Caregiving, a program of the 
Administration for Community Living, and is based in San Francisco. (See: https://www.caregiver.org). 
The FCA provides condition-specific information for caregivers, information on more general topics (e.g. 
how to talk to healthcare professionals), and in-person educational events such as the Caregiver College 
and Powerful Tools psychoeducational intervention. Notably, FCA has also provides a range of free 
webinars on topics including managing behavioral symptoms of dementia, fall prevention, palliative 
care, incontinence care and more. (See: https://www.caregiver.org) Other organizations that caregivers 
may identify caregiver-specification information include the AARP and AARP California 
(http://www.aarp.org/home-family/caregiving/), the Caregiver Action Network 
(http://www.caregiveraction.org), Caring.com (https://www.caring.com), and Network of Care 
(http://www.networkofcare.org/splash.aspx). Network of Care is a national directory of social services 
like ElderCare locator where several of California’s aging service providers provide information about 
available supports.  
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Evidence-Based Education Interventions for Caregivers 
 
 Evidence-based interventions are interventions that have been rigorously tested in multiple 
settings such that positive outcomes (e.g. improved health) can be attributed primarily if not entirely to 
the intervention. Evidence-based interventions ensure that resources are well-spent by raising the 
likelihood of positive outcomes. 33 
 Provision of information, education and training are central to most evidence-based caregiver 
interventions. Caregiver interventions often include psychoeducational approaches (e.g. coping with 
stress, learning about the recipient’s condition), behavior management and skills training (e.g. lifting the 
care recipient, developing problem solving skills), and relaxation training (e.g. yoga and meditation).23,  34 
Psychoeducational approaches have consistently shown promise in pooled studies, and are especially 
efficacious at reducing burden and depression.34, 35 Multicomponent intervention where education and 
training modules are offered in consortium with other supports (e.g. counselling) are increasingly 
common and show considerable promise.34, 36   
 A comprehensive review of psychoeducational caregiver interventions is beyond the scope of 
this review. Instead, to demonstrate what an evidence-based psychoeducational intervention for 
caregivers look like, the structure and evidence-base for two well-known and widely used 
psychoeducational and multicomponent interventions are further explored. The selected interventions 
include Savvy Caregiver, targeted at caregivers to people with dementia, and Powerful Tools, which does 
not have a specific target group of caregivers.  

 

Savvy Caregiver 
 Savvy Caregiver is a psychoeducational intervention developed for caregivers to people with 
dementia. It is founded on the idea that caregivers often enter this role with little preparation. The 
creators of the program posit that knowledge about dementia, developing the right outlook, and 
appropriate caregiving skills will prevent deleterious effects of caregiving.37 Improving the appraisal of 
the caregiving situation is primary to the intervention, followed by acquisition of problem solving skills.32 
Savvy Caregiver is delivered through 6 two-hour classroom-style sessions. Topics covered include: 
acknowledging presence of dementia, understanding more about dementia, developing emotional 
tolerance while caregiving, taking responsibility for another adult, establishing realistic care goals for 
caregiving, engaging and communicating with the recipient, and problem solving.38 Savvy Caregiver can 
be provided by a number organizations; materials are available in a manual and on video. 
 Promising outcomes from the program include improved caregiver competence, 4, 32, 39 improved 
reaction to disruptive behaviors, 4, 32, 39 reduced depression,32, 39 40  reduced burden,32,41 reduced anxiety, 

32 reduced frequency of behavioral symptoms of dementia (e.g. wandering).32 Qualitative responses 
from caregivers suggest the program promotes relationship quality between the caregiver and recipient, 
helps caregivers develop patience, and encourages caregivers to take better care of themselves.4  
 Savvy Caregiver stands out among psychoeducational interventions given its ability to be scaled 
up and translated. The intervention can be provided by a number organizations; materials are available 
in a manual and on video. The program was successfully adopted in rural areas of Colorado, where 
participation and outcomes were largely like those of urban caregivers.40 The program has also been 
shown to be effective among ethnically diverse caregivers, with similar outcomes for measures of 
competence, depression, and tolerance of memory problems observed between Hispanic, African 
American, and Asian/Pacific Islanders as white caregivers.39 Savvy Caregivers has also been successfully 
translated specifically for Hispanic caregivers via the Cuidando con Respeto program,42 and is available 
in multiple organizations across California. Video formats, too, have shown success. The Department of 
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Veteran’s Affairs demonstrated the efficacy of Telesavvy, wherein modules are delivers by video a talk 
show format featuring vignettes.32 

 

Powerful Tools for Caregivers 
 Powerful Tools for Caregivers (Powerful Tools) is another psychoeducational intervention 
program, but is not necessarily tailored for caregivers to people with dementia. Like the Savvy Caregiver 
program, Powerful Tools last for 6 weeks and sessions last approximately 2 hours each. However, the 
premise and focus of these two psychoeducational interventions are different. Powerful Tools is based 
on social learning theory,43 where improved self-efficacy from program participation and learning is 
posited to yield long-term behavior change.44 In this case, desired behavior change is improved self-care 
and caregiving skills. During classes, topics/”tools” include locating applicable resources, managing 
stress, communication skills, emotional coping and relaxation techniques, and self-care.43,45  
 Powerful Tools is effective at improving self-efficacy,43, 45 enhancing self-care, 43, 45 improving 
health, 43, 45 increasing knowledge of community resources,43 and reducing burden.46 There is also some 
evidence to suggest an online-version of the program can reduce job stress and burden.45 The program’s 
long-term behavioral change approach also appears to play out; six months after the intervention, half 
of participants continue to use action plans, 66% use positive self-talk, and 72% use relaxation tools 
taught in the program.43  
 Powerful Tools is one of the most effective caregiver interventions in existence in terms of 
scaling up, and is adaptable to diverse caregivers and multiple delivery mechanisms. The program’s 
successful dispersion can be attributed to it’s a “train-the-trainer” approach, where program leaders are 
taught by master trainers over the course of two-day trainings, and co-lead sessions. The program is 
effective among caregivers from multiple culture backgrounds, and has served Spanish, Korean, Chinese, 
and Vietnamese caregivers with translated materials.43 An online version also shows promise. Available 
24/7 to allow flexibility, the piloted online Powerful Tools program also lasted for six weeks.45 Caregivers 
read content, viewed videos about self-care, and listened to relaxation tapes, and had online and phone 
support available.  
 
 In addition to those programs described above, there are a number of other evidence-based 
psychoeducational programs for caregivers. These can be further explored in databases including those 
maintained by the Family Caregiver Alliance (https://www.caregiver.org/special-topics/evidence-based-
practices), the National Council on Aging (https://www.ncoa.org/resources/ebpchart/), and the Rosalyn 
Carter Institute for Caregiving (http://www.rosalynncarter.org/caregiver_intervention_database/).  
 

 

Drawbacks of Current Educational Evidence-Based Interventions  
 While over the past four decades many successful and evidence-based interventions have been 
designed, a consistent criticism is that most interventions have not been scaled up and implemented in 
communities.23 Both Savvy Caregiver and Powerful Tools are somewhat difficult to implement because 
they require an investment from organizations in licensed materials and training. Other programs face 
barriers to diffusion because they are so complex, and require a high degree of training and expertise.34  
 A secondary, related criticism stems from weaknesses in translation for multiple conditions and 
diverse groups of caregivers. Unfortunately, most evidence-based interventions for caregivers—
including multicomponent interventions—target caregivers to people with dementia, with few 
interventions developed to assist other caregivers. The 2016 National Academies of Sciences, 
Engineering, and Medicine report, however, does highlight the effectiveness psychoeducational 
interventions for caregivers to those with cancer, stroke, and mental illness. 23  
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 Finally, many educational interventions have not been adapted for cultural relevance and to 
LGBT caregivers. Savvy Caregiver and Powerful Tools for Caregivers are exceptions when it comes to 
serving minority ethnic caregivers, while most other programs have been tested among primarily white 
caregivers. Interventions adapted to meet the unique needs of lesbian, gay, bisexual, and transgender 
(LGBT) caregivers are virtually non-existent. 23   
 Additional challenges with scaling and translation of the programs described above will be the 
focus of forthcoming reviews on “Accessibility and Affordability of Services” and “Offering a 
Comprehensive Array of Services. “  
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The Role of Technology in Providing Information, Education, and Training to Caregivers 
 
Technology is playing a growing role in caregiver learning. Technology-based solutions include 
online searches, videos, telephone support, video conferencing, “chat” functions on websites, 
texting, forums, smart phone apps, and more. 
 
Increasingly, interventions are being offered to caregivers via online courses and apps.  
Powerful Tools for Caregivers, described above, has been translated to an online course 
targeted at employed caregivers at Exxon Mobil Corporation, IBM and Texas Instruments.45 In 
Florida, researchers and local service providers developed the CareHeroes App offering 
information on recipient condition and services, tailored self-care resources prompted by 
assessment, and access to providers.a In 2016, the Bay Area Caregiver Resource Center launched 
the Care Journey online platform, where caregivers are provided with similar options, including 
self-assessment and tailored resources, information about services, and a means to 
communicate with providers. (See: https://www.caregiver.org/bay-area-caregiver-resource-
center) The Los Angeles Family Caregiver Support Center will follow in 2017.  
 
Still, there are challenges to using technology-based solutions. Access to web-based technology 
is one issue. However, internet access among caregivers is relatively high, 86% compared to 78% 
of non-caregivers have access to the internet.b (Pew Research Center, cited by AARP). Caregivers 
also appear relatively comfortable using technology, with 97% reporting ease in using a 
computer.c Nevertheless, caregivers aged 75 and older are unlikely to look online for 
information. The extent to which caregivers understand and accurately apply information 
accessed online remains a concern. While comprehension of information accessed online is 
relatively high,d older caregivers and those with lower income appear more likely to not 
understand or misinterpret information found online. These caregivers, as well as those with 
lower educational attainment, are less likely to search for caregiving information online.e 
 
a Brown, E. L., Ruggiano, N., Page, T. F., Roberts, L., Hristidis, V., Whiteman, K. L., & Castro, J. (2016). 

CareHeroes Web and Android™ Apps for Dementia Caregivers: A Feasibility Study. Research in 
Gerontological Nursing, 9(4), 193-203. 

b Pew Research Center, 2013, cited in AARP, 2016. 

c AARP. (2016, April). Caregivers & Technology: What They Want and Need. Retreived online from: 
http://www.aarp.org/content/dam/aarp/home-and-family/personal-technology/2016/04/Caregivers-
and-Technology-AARP.pdf 

d Castle, N. G. (2009). The Nursing Home Compare report card: Consumers' use and 
understanding. Journal of aging & social policy, 21(2), 187-208. 

e Li, H (2015) Informal caregivers' use of the internet for caregiving information. Social Work in Health 
Care 54(6): 532-546. 
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Education and Training for Complex Care Tasks and During Care Transitions 

 

Lack of Training on Complex Care Tasks 
 According to a landmark AARP report, approximately 46% of family caregivers provide complex 
care/nursing tasks. 47 The most common tasks include medication management (78%), help with 
assistive devices (43%), preparation of food for special diets (41%), and wound care (35%).  
 There are several reasons why complex care tasks are increasingly the responsibility of family 
caregivers. Some are demographic; rising life expectancies have not been accompanied by decreases in 
comorbidities, leading to longer lives in poor health.48 Business and policy factors also contribute. 
Shortening hospital stays and rising home care costs make family caregivers the default choice to 
provide this complex care.49 There is also the matter of the kinds of tasks home care providers are 
willing and able to provide. A major cause for California’s poor ranking in support for family caregivers 
on the AARP’s long-term care report card (24 out of 51 states, including the District of Columbia) was 
due to the inability of caregivers to delegate complex care tasks to workers.50  
 Despite expectations to provide complex care, many caregivers face challenges with learning 
how to successfully perform complex care tasks. For example, while 78% of family caregiver provide 
medication management, 66% found this to be challenging.50 Approximately 29% reported this task to 
be challenging due to fear of causing harm, and 24% reported an additional need for training. Most 
family caregivers (61%) report learning how to do this task on their own while 17% learned from a 
hospital-based nurse or doctor (See the figure below, from Reinhard et al., 2012, pp. 25). 
 Recently, the AARP Public Policy Institute and the US Veterans Administration put together a 
series of web videos to instruct caregivers on how to perform complex care tasks at home 
(http://www.aarp.org/ppi/info-2017/home-alone-alliance.html). Videos are available in both English 
and Spanish. 
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Challenges During Care Transitions 
 Family caregivers to older adults transitioning between care settings face a steep learning curve. 
A report from the Family Caregiver Alliance suggests that this is a time when recipients are most 
vulnerable to dangerous medication errors, missed care tasks, and lack of support from community-
based resources—avoidable scenarios caused by miscommunication and poor coordination.51  Due to 
poor quality discharge processes, caregivers are faced with the challenge of piecing together 
information about the recipient’s conditions, how to care for the recipient, and available resources. 
Mistakes can lead to costly hospital readmissions.   
 Several interventions aimed at caregivers show promise to reduce negative outcomes.  
Providing a nurse/coach for caregivers beginning soon after discharge has been found to reduce 
depression, particularly among high intensity caregivers.52 For caregivers in rural areas, telehealth 
options that allow caregivers to call to learn about the recipient’s condition, care provision, and how to 
access resources shows some promise for highly burdened caregivers.53 Eric Coleman’s Care Transition 
Intervention shows system-wide benefits.54 In this program, a nurse/coach provides training on 
medication management and instructions on responding to health situations that might arise. The 
intervention lowered hospital readmission rates by about 5% after 90 days since discharge. At 180 days 
since discharge, hospital costs for intervention patients was an average $488 less than for non-
intervention patients.  
 Over the last four decades, providers themselves have received periodic reminders from 
professional organization (e.g. American Medical Association) to further consider the needs of family 
caregivers, and integrate them into the health care team. Recent recommendations suggest a more 
systemic approach to training providers, including social workers, nurses, physicians, and other 
members of healthcare staff. Researchers emphasize the need to include training on how to work with 
caregivers as a required component of curricula during medical residencies and continuing education for 
licensing. 23, 50  
 

The CARE Act 
 To address these challenges in transitional care, states are passing legislation to better support 
family caregivers at hospital discharge. Generically known as the Caregiver Advise, Record, and Enable 
Act (CARE Act), this legislation has been passed in 32 states as of February 2017, in large part through 
the efforts of AARP.55 California passed its version of the CARE Act, known as the the California Hospital 
& Family Caregiver Law in 2015.56 Due to the law’s recent passage, little is known about its impact. 
However, there is reason to believe compliance is likely be low. Hospitals have little guidance on how to 
implement the legislation.57 The organization Next Step in Care with the support of the United Hospital 
Fund offers a number of resources to providers and hospitals.49, 57 Recently this organization released 
the report “Implementing New York State’s CARE Act A Toolkit for Hospital Staff” to provide practical 
guidance (http://nextstepincare.org/uploads/File/Guides/NYS_CARE_Act_Hospital_Toolkit.pdf). Next 
Step in Care also offers resources for caregivers. 
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Cultural Competence Education and Training Among Providers  
 Caregivers are not the only ones underprepared to address the needs of an aging population. 
Providers, too, require additional education on how to support families caring for older adults. The 
National Academies of Sciences, Engineering and Medicine recommends better training to healthcare 
and social service providers to more effectively work with caregivers.23  The prior section on complex 
care and care transitions describes several ways provider education can be improved to assist caregivers 
taking on medical/nursing tasks and following acute health events. 
 Another area where provider training can be enhanced is in cultural competence. Cultural 
competence is increasingly recognized as a necessary component of effective service provision, and is a 
central to person-and-family-centered care. Cultural competence is “a set of congruent behaviors, 
attitudes, and policies that come together in a system, agency, or among professionals that enables 
effective work in cross-cultural situations.”58 Such cross-cultural contexts are the norm on many parts of 
California, where healthcare professionals, social service providers, caregivers, and care recipients are 
likely to differ in cultural and linguistic background. Healthcare and social service providers must be 
adept at navigating cross-cultural encounters to effectively support the state’s caregiver population. 
 

Racial and Ethnic Minority Caregivers 
 In focus groups, ethnic minority caregivers expressed their desire for providers to better 
understand their culture by receiving training.59 Effectively providing education, training, and other 
services that support caregivers may depend on providers’ understanding different cultural norms 
surrounding diseases and conditions, who typically provides care, preferred services, and much more. 
For example, caregivers may understand their caregiving situation differently depending on cultural 
norms. Chinese caregivers often avoid disclosing dementia status, as it is still a stigmatized condition in 
this culture; this can lead to underdiagnoses by medical providers and missed opportunities to provide 
caregiver support. 60 Providers who are aware of cultural nuances will be better equipped to overcome 
stigma to diagnose dementia in this population, and to provide appropriate services and supports.  
 Providers ought to be aware of their own assumptions. Some providers may still incorrectly 
believe that ethnic and racial minority caregivers “look after of their own” as opposed to using formal 
services.61 While some racial and ethnic minority groups may be reluctant to use formal services, this 
does not mean that services should not actively reach out to these caregivers. In fact, African American 
caregivers expressed an interest in receiving more training so that they could provide care more 
effectively rather than rely on outside assistance.59 
 Some providers may also need to consider their referral network and community partners. 
Adapting to unique cultural preferences make services and supports more useful to caregivers and 
recipients. For example, if Meals on Wheels programs do not offer culturally appropriate meals, then 
caregivers will not seek out this service.20 As a result, these caregivers may have to take on more meal 
preparation tasks. While implementing interventions for caregivers, service providers should also be 
prepared to engage with leaders from within cultural communities to provide culturally relevant 
materials to meet the diverse needs of caregivers.43  

 

LGBT Caregivers and Recipients 
 Like ethnic and racial minority caregivers, caregivers who are lesbian, gay, bisexual, and/or 
transgender (LGBT) or caring for someone who is LGBT have unique experiences that providers need to 
consider. LGBT caregivers and recipients may be hesitant to approach formal services given the 
relatively recent laws, policies, social norms that treated this group unjustly. Even today, remnants of 
these norms still exist. A 2010 survey of AAAs and aging services in a Midwestern metropolitan area 
revealed that just 61% of agencies believed in addressing the specific needs of gay and lesbian older 



 17 

adults; one agency avoided doing so to avoid alienating donors.62 Only 19% of agencies in this study 
reported providing training to staff on working with LGBT older adults. As a result, LGBT caregivers and 
recipients may not get the information, education, training, and other resources necessary to provide 
high quality and sustainable care.  
 Provider training about LGBT older adults and caregivers can considerably improve awareness 
and skill among providers, thereby enhancing caregivers’ access to services and supports. Area Agencies 
on Aging who received training on LGB individuals are twice as likely to receive requests for assistance 
from LGB individuals.63 These agencies were three times as likely to receive requests from transgender 
individuals. Training topics specific to LGBT caregivers and recipients include use of correct pronouns 
(he/him/his; she/her/hers), recognition of families of choice, and, where applicable, referral to services 
and support at organizations that do not discriminate based on sexual orientation and gender identity. A 
roundtable even in California’s Central Valley found that panels including LGBT older adults and other 
narratives describing experiences of homophobia and ageism are particularly effective as a part of 
training.64 Moreover, training should be targeted not only at direct service providers, but throughout 
organizations. Intake forms and marketing material, for example, should reflect inclusivity, thereby 
encouraging LGBT caregivers to approach formal services.65  
 California is a leader in provider training for LGBT older adults and their families. In 2006, the 
legislature passed the Older Californian Equality and Protection Act.64, 66 requiring agencies to offer 
provider training on LGBT older adults, and to consider the specific needs of LGBT elders in area plans 
and assessments. In 2008, legislation requiring health care staff in long-term care settings be trained on 
preventing discrimination based on sexual orientation and gender identity was passed.65,67 Still, 
caregivers need to be wary, as there is some indication that in some areas training is completed merely 
to “check a box.”68   
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Learning to Identify and Address Elder Mistreatment 

Elder abuse is defined as “a single, or repeated act, or lack of appropriate action, occurring within any 
relationship where there is an expectation of trust which causes harm or distress to an older person.”a It 
affects an estimated 1 in 6 older adults per year, a number expected to increase with an aging 
population.b Mistreatment of older adults can lead physical and psychological harm, as well as premature 
death.c Family caregivers, providers, and communities should know the signs and be on alert to prevent, 
identify, and address elder mistreatment.  
 
Family caregivers are not always around to protect those for whom they care, and may not know what to 
do when they suspect mistreatment is occurring. Families may be able to identify mistreatment by 
looking for changes in behavior indicative of abuse, including fear of another caregiver or an increase in 
mail and phone calls from likely scammers. There are steps families can take to prevent and stop 
mistreatment, including adding older adults’ numbers to the government’s Do Not Call list and making 
sure the older adult has capacity to make important financial decisions. The National Center on Elder 
Abuse is a valuable resource for educating families on elder mistreatment 
(https://ncea.acl.gov/whoweare/index.html).  
 
Healthcare and social service providers should know these signs and risk factors for mistreatment, 
whether they are mandatory reporters, and how to report mistreatment. Clinicians play a particularly 
important role in identifying abuse, as they often have an opportunity to talk to potential victims in 
private, and may more readily identify injuries and changes in mental health.d  Recent work by the 
Benjamin Rose Institute suggest that training can significantly improve provider knowledge of elder 
mistreatment and identification; for example, after completing three online modules, the proportion of 
providers aware of mandatory reporting criteria jumped from 14% to 63%.e Unfortunately, in some cases, 
providers themselves need to be on the lookout for abusive relationships between caregivers and 
recipients, particularly among caregivers to those with advanced dementia.f 

 
There are a range tools and programs coming out of California to educate providers about elder 
mistreatment. The state is a leader in creating multidisciplinary teams where professionals can learn 
more about mistreatment and how to address it from other service sectors. The University of California 
Irvine and University of Southern California have each released apps to help professionals in the field 
(See: http://guideforelderabuse.org and http://www.centeronelderabuse.org/368ElderAbuseCA.asp).  
 
a  World Health Organization. (2002). Missing voices: The views of older persons on elder abuse. Geneva, 

Switzerland: WHO.  
b  Yon, Y., Anderson, L., Lymburner, J., Marasigan, J., Savage, R., Campo, M., ... & Mandville-Anstey, S. A. (2010). Is 

Ageism in University Students Associated With Elder Abuse? Journal of Intergenerational Relationships, 8(4), 386-
402.  

c Dong, X. Q. (2015). Elder abuse: systematic review and implications for practice. Journal of the American Geriatrics 
Society, 63(6), 1214-1238. 

d Lachs, M. S., & Pillemer, K. A. (2015). Elder abuse. New England Journal of Medicine, 373(20), 1947-1956. 
e Ejaz, F., Rose, M., McLaughlin, A. (2014).Effectiveness of Online Training Modules on Abuse, Neglect, and 

Exploitation for Care Managers in MyCare Ohio. Retrieved online at: 
http://www.benrose.org/education/Final%20Report%20to%20ODA%20-%2012-
2015%20with%20ACL%20disclaimer.pdf 

f Wiglesworth, A., Mosqueda, L., Mulnard, R., Liao, S. Gibbs, L. (2010). Screening for Abuse and Neglect of People 
with Dementia. Journal of the American Geriatrics Society, 58(3), 493-500 

http://www.benrose.org/education/Final%20Report%20to%20ODA%20-%2012-2015%20with%20ACL%20disclaimer.pdf
http://www.benrose.org/education/Final%20Report%20to%20ODA%20-%2012-2015%20with%20ACL%20disclaimer.pdf
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Education and Awareness Among Communities 
 The Task Force also noted the need to educate communities about ways to support family 
caregivers. As one member put it, “It takes a village to care for an older adult.” But the U.S. has largely 
not adopted this communal approach to caregiving. During focus groups and interviews with caregivers 
in the Los Angeles area, political sociologist Sandra Levitsky describes how caregiving has largely been 
addressed as an individual or family issue in the U.S., not a society-wide one.69  
 However, in contrast to individual-focused approaches to caregiving, age-friendly communities 
abound in the U.S. and across the globe. Age-friendly communities have been defined as cities that offer 
a “supportive environment that enables residents to grow older actively within their families, 
neighborhoods, and civil society and offers extensive opportunities for their participation in the 
community”.70  A recent survey in a U.S. community found that caregivers show greater support for age-
friendly community features than noncaregivers.71 This may be because age-friendly features indirectly 
benefit caregivers. For example, a World Health Organization (2007) reports that many communities 
need cheaper and more secure transportation options for older adults; 72  providing such transport 
services could lower demands on caregivers to provide transportation to recipients.  

 

Features of Age-Friendly Communities 
 Features that contribute to age-friendly communities are too diverse to cover in-depth here. 
Instead, environmental and social features of age-friendly cities that can benefit caregivers are briefly 
reviewed, followed by caregiver-centric programs, and finally a focus on information services as a part of 
age-friendly communities.  
 

Social and Built Features 
 Age-friendly approaches can permeate nearly every aspect of communities, including social and 
built features. However, community members must be educated on the need for age-friendly 
approaches and how to apply this knowledge for this to happen. For example, property developers and 
architects need to know which features can best accommodate older adults when designing residential 
and commercial buildings..70 Service providers and businesses, too, need information and training on 
serving older clients. An example of an informational resource for businesses comes from the New York 
Age-Friendly Local Business Initiative, which  offers guidance on promoting an environment that serves 
older consumers, including clear, easy to read signage, minimal noise, and reduction of ageist behaviors 
among employees.73   
 

Programs Focused on Caregivers 
 While the majority of age-friendly projects are focused on the needs of older adults, there are 
several examples of caregiver-centric programs. In Brookline, Massachusetts caregivers can receive 
parking permits to park on city streets, facilitating easier transitions from cars to homes.70  The WHO 
also reports a need for programs for older adults where the presence of a caregiver is not necessary, 
thereby providing respite. While senior centers serve this need in many communities across California, 
some research suggests such programs are not always viewed positively by older adults.74 More age-
inclusive options may be more suitable, as well as programs that are more appealing to older men. For 
example, at Men’s Sheds in places like the UK the Australia, older men can combat isolation by 
participating in woodworking and other crafts. In California, Santa Clara currently offers a similar 
woodworking program that may meet this need (See: http://santaclaraca.gov/residents/senior-
center/woodshop).  



 20 

 

Information Services in Age-Friendly Communities 
 Finally, a key part of any age-friendly community are information services. As previously noted, 
complex health and social service systems are a barrier to accessing information. In a recent survey, 83% 
of caregivers noted that “An automated, easy to understand community information source” is an 
important feature to age-friendly communities, and 87% replied that “Access to community information 
in one central source” was an important feature.71 Communities have found creative ways to address 
this issue. In some communities, key informants such as volunteers, hair dressers, and post office 
workers, participate in passing along important information.72  

 

Age-Friendly Communities in California 
 California currently has 9 age-friendly cities (Berkeley, Chula Vista, Fremont, Los Angeles, San 
Francisco, San Jose, Saratoga, West Hollywood, West Sacramento) and 3 age-friendly counties (Los 
Angeles County, San Diego County, Sonoma County) as of March 17, 2017, according to AARP.75 San 
Francisco was the first city to take on the goal of being age-friendly in November 2014, followed by West 
Sacramento in June 2015. The rest announced their age-friendly initiatives throughout 2016.  
 Age-friendly approaches in California, although in their early stages, are shaping up to be diverse 
in their goals. For example, San Francisco has an added focus on technology given its centrality in this 
community (See: http://www.friendlysf.org). In Los Angeles, Purposeful Aging was selected over age-
friendly, reflecting an emphasis to encourage older adults to engage purposefully in their communities 
(See: http://purposeful-aging.squarespace.com). Most age-friendly efforts are in their early stages, and 
are still assessing community needs. It is likely that tailored approaches and solutions will increase as the 
results of early evaluations become clear. There may be opportunities to integrate the needs of 
caregivers into community plans during these early stages. 
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Conclusions  
 This review has been compiled to assist the California Task Force on Family Caregiving in 
generating their recommendations to the Legislature in July 2018. Family caregiving is a relatively new 
social role stemming from increases in longevity. It should be no surprise that caregivers, providers, and 
communities could use additional education and training to service in this role or meet the needs of 
caregivers. This review covered a variety of areas in which improvements in information provision, 
education, and training can be made, including: 
 

• How and when information and educational materials presented to caregivers; 

• Challenges among caregivers who provide complex/nursing, and transitional care; 

• Providers’ training on working with family caregivers and providing culturally competent care; 

• Community-wide education to better meet the needs of older adults and family caregivers and 
provide “age-friendly” environments.  

 
Challenges identified in this review and emerging practices in California and across the country provide 
considerable opportunity to improve education and training to better support California’s family 
caregivers. 
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