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Purpose 
 Who are family caregivers? How many caregivers are there? How does this role impact them? 
These questions are important to make evidence-based policy. But not just any answer will do. Providing 
accurate answers to policy makers, service providers, and researchers necessitates high-quality data.  
 The California Task Force on Family Caregiving has identified as a priority the need to improve 
data on caregiving, including information needed to assess and respond to need about caregivers. This 
review examines the key challenges in accessing data on family caregivers and describes emerging 
solutions.1  
 In addition to summarizing the status of data on caregivers, this review considers gaps in current 
caregiver assessment. Assessment provides tools to better serve individual caregivers, and caregiver 
assessments can be an important source of data for policy and service decisions.  Because challenges 
related to obtaining quality data are similar to those that often arise in implementing caregiver 
assessments, this review covers both data and assessment. 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

                                                 
1 To describe challenges surrounding data and assessment, this review provides a “shallow dive” into research 
methods. Additional clarification about concepts introduced will be available to Task Force members upon request.  
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Introduction 
  “Data” can mean a variety of different sources of information such as satisfaction surveys, 
validated scales for conditions from other or related areas (e.g., depression, isolation, social support), in-
depth interviews, website and app user frequency, fieldnotes and more. In seeking to improve services, 
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supports, and policies for family caregivers at a state-level, some of these types are more reliable and 
relevant than others. 
 Numbers (quantitative data) provide a standard means to compare needs, costs, satisfaction, 
and more. For example, many of Task Force concerns hinge on knowing the extent of need for services 
and supports among caregivers, and how much needs vary by caregiver populations. Although most 
studies seeking to build evidence require systematic quantitative approaches, it is important to 
recognize that qualitative data may complement quantitative studies by offering unique insights (e.g., 
improve understanding of caregiver experiences, explore whether assumptions about caregivers hold in 
understudied populations).  
 The primary focus of this review is on quantitative studies.  Our goal is to identify the best 
sources of data on caregiving: those that are based on representative samples, use reliable and valid 
measures and are published in peer review journals to ensure that they meet scientific rigor.  Very few 
data sources meet these qualifications. Therefore, we also discuss barriers, gaps, and limitations of the 
available data.  
 The barriers described in the remainder of this review suggest a lack of suitability of certain data 
sources and methods of data collection to answer questions related to providing services, supports, and 
generating policies to support caregivers. Barriers also include consideration of the quality of the data—
it is possible to have a lot of data but few prospects of answering important questions because the 
quality of the data is poor.  
 This first part of this review on data about caregivers endeavors to provide an overview of 
challenges to accessing and utilizing relevant and reliable data sources. Specifically, we explore  the 
advantages and limitations of different data sources, and difficulties with data samples and 
measurement.  
 

Data Sources 
 Quantitative data sources can be categorized data as primary collection or secondary collection. 
Primary data are collected for a specific purpose. For example, the Task Force is currently administering 
a survey to service providers throughout the state to learn more about services available to caregivers. 
The data being collected are intended to answer a specific research question: to what extent are 
services considered to be “best practices” available to family caregivers in California? Given the time and 
expense involved in collecting primary data, secondary data—repurposed to address a different 
question—may offer a cost-efficient strategy for addressing many questions related to caregiving. 
Secondary data  is typically demographic (studies of populations) or programmatic (e.g. information for 
health care providers, long-term services and supports) rather than one specific research question. For 
example a study published in the Journal of the American Medical Association (JAMA) using existing, 
publically-available secondary data, found that caregivers providing substantial assistance with 
healthcare activities were more likely to experience physical, emotional, financial strain.2 Using the same 
dataset, another group of researchers found that in 44.3% of caregiving dyads there was at least one 
unmet care need.3 (Recipients whose caregivers spent more than 100 hours per month providing care 
were more likely to report two or more unmet needs.) These examples show how data collected by 
providers could be used in multiple ways to answer different questions 

                                                 
2 Wolff, J. L., Spillman, B. C., Freedman, V. A., & Kasper, J. D. (2016). A national profile of family and unpaid 
caregivers who assist older adults with health care activities. JAMA internal medicine, 176(3), 372-379. 
3 Beach, S. R., & Schulz, R. (2016). Family caregiver factors associated with unmet needs for care of older 
adults. Journal of the American Geriatrics Society, 65(3), 560-566. 
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 The following section explores two secondary sources of data that have been used to answer 
questions about caregivers: large data sets and administrative data. 
 

Large Datasets 
 There are several datasets collected in the U.S. that ask questions about family caregiving. These 
are generally government funded, and are available for public use. (There are, however, restrictions on 
how such data can be used, and a requisite background in research methods and statistics is necessary 
to analyze the data.) Although not collected to answer a specific research question, these datasets 
typically have a specific focus in mind. For example, the Centers for Disease Control and Prevention 
(CDC) is responsible for the Behavioral Risk Factor Surveillance System (BRFSS) dataset, which collects 
information on health behaviors and health risks.4 
 A benefit of large, secondary datasets is that they provide information on great numbers of 
caregivers—typically in the thousands. This allows researchers to “stratify,” or look within specific 
populations of caregivers and compare them or learn more about a specific group. For example, a 
researcher might be interested in comparing the number of hours African-American caregivers spend 
per week on caregiving compared to non-Hispanic whites. Large sample sizes (the number of cases) also 
allow researchers to get more reliable results, particularly when studying rare events. For example, 
using a sample of 1000 caregivers to explore how often caregivers had to stop working would give more 
reliable results than a study with 100 caregivers. Moreover, larger sample size is often needed to use 
sophisticated research methods, particularly those that attempt to decipher the cause of a 
phenomenon. 
 There are several secondary datasets available on family caregivers in the U.S. We have 
identified the following: 

 Behavioral Risk Factor Surveillance System (BRFSS) 

 Health and Retirement Study (HRS) 

 Midlife Development in the U.S. (MIDUS) 

 National Study of Caregivers (NSOC) 

 Survey of Income and Program Participation (SIPP) 

 Wisconsin Longitudinal Study (WLS) 
 
These surveys generally collect data on the general population, often using techniques like random digit 
dialing—calling people at random— to access a more representative sample. (An exception is the 
National Study on Caregiving, on which data used in the recent National Academies report on caregiving 
is based.5 Unlike other data sets, this sample was not collected from the general population, and 
includes only caregivers to older adults.) Most of these surveys typically have modules, or a subset of 
questions, on caregiving. By doing so, they seek to capture nationally representative sample of 
caregivers from the general population. (Representative samples increase the chances that research 
findings will apply to the actual population of caregivers, since it would be far too burdensome to 
actually survey every caregiver in the U.S.) The downside of asking about caregiving within nationally 
representative surveys is that the level of detail included in caregiving modules is minimal.  

                                                 
4 Centers for Disease Control and Prevention. About BRFSS. Retrieved online at: 
https://www.cdc.gov/brfss/about/index.htm 
5 National Academies of Sciences, Engineering, and Medicine. (2016). Families Care for an Aging America. 
Washington, DC: The National Academies Press. Retrieved from: https://www.nap.edu/catalog/23606/families-
caring-for-an-aging-america   
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 Other limitations for research on caregiving are more specific to each dataset, although their 
designation as a “limitation” depends on the research question being asked. For example, the HRS is a 
large dataset on aging and older adult health. It has been used to study the risk of poverty among 
caregivers.6 However, because data is only collected on those aged 55 and older (and their spouses, who 
may be younger), the data is not representative of caregivers’ economic situation because it does not 
include younger and many middle-aged adults who also provide care. MIDUS, on the other hand, does 
collect data on younger and middle aged caregivers. However, with a sample that is less than half the 
size of HRS, it is difficult to study differences in the financial situation among caregivers, who only 
comprise approximately 12% of the most recent sample.7  
 Some national datasets are longitudinal, and re-survey the same caregivers over time. 
Longitudinal datasets like the HRS, MIDUS, WLS, and NSOC are highly valuable because of this feature. 
Such data allows researchers to study the trajectory of certain measures (e.g., is income increasing or 
decreasing?), control for confounding factors (e.g., how long has the caregiver been in their role?), 
separate out age, period, and cohort effects8, and, for some research questions, consider the impact of 
an event (e.g., the Great Recession) or policy intervention. Cross-sectional studies, on the other hand, do 
not allow for analysis of change over time or before and after an event, and may confound factors that 
contribute to a particular outcome. 
 The National Study on Caregiving (NSOC) is an exciting and relatively new dataset to explore. 
Unlike other datasets, this one is exclusively composed of caregivers. Caregivers in this dataset are 
identified by the care recipient, members of the National Health and Aging Trends Study (NHATS). Thus, 
this data does not provide much indication of the prevalence of caregivers in the population, but has far 
more detailed information about caregivers than other data sets. And, unlike other datasets with 
caregiver information, the NSOC data connects caregivers and care recipients to provide a richer 
understanding of dyadic context. The NSOC dataset has been used to study unmet need,9 caregiver 
health,10 and was the dataset used to shed light on caregiver demographics in the National Academies 
report.5 It will be an increasingly important resource for learning about caregivers as it becomes a 
longitudinal study, enable researchers to better understand change in caregiver circumstances over 
time.  
 One limitation that applies to all of the datasets discussed is that they largely cannot be used to 
understand caregiver information at local levels, such as within states. Such information is often 
protected to prevent the possibility that specific participants could be identified  
 

Administrative Data 
 Another source of information on caregivers comes from administrative data sets. These include 
electronic health records, case files from benefits programs, or information collected during caregiver 
assessments. One of the main benefits of administrative data is that it is already being collected—this 
means that researchers don’t have to start from scratch gathering information.  

                                                 
6 Wakabayashi, C., & Donato, K. M. (2006). Does caregiving increase poverty among women in later life? Evidence 
from the Health and Retirement Survey. Journal of Health and Social Behavior, 47(3), 258-274. 
7 Author’s analysis.  
8 For more information, see: Columbia University Mailman School of Public Health. Age-Period-Cohort Analysis. 
Retrieved online at https://www.mailman.columbia.edu/research/population-health-methods/age-period-cohort-
analysis 
9 Beach, S. R., & Schulz, R. (2017;2016;). Family caregiver factors associated with unmet needs for care of older 
adults. Journal of the American Geriatrics Society, 65(3), 560-566.  
10 Wolff, J. L., Spillman, B. C., Freedman, V. A., & Kasper, J. D. (2016). A national profile of family and unpaid 
caregivers who assist older adults with health care activities. JAMA Internal Medicine, 176(3), 372-379. 
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 Still, there are drawbacks to using administrative data. First and foremost is difficult accessing 
these data due to concerns about privacy. Unlike the large survey datasets described earlier, 
administrative data typically include identifying information, at least in its raw form. Private information 
including contact information, health conditions, and even Social Security numbers is found within some 
administrative data sources on caregivers. As a result, many social service providers, health care 
organizations, health insurance companies, and other organizations are reluctant to share 
administrative data on their clients. Those analyzing administrative datasets must also take precautions 
to protect privacy, such as keeping security software on computers up to date, taking special training 
courses, filling out certain paperwork, analyzing data on computers with no internet connection, 
transferring files over special programs, encrypting and password-protecting data, in many cases de-
identifying the data and more.  
 Still, not all administrative data has the same privacy issues. Data that only pertains to service-
use at an organization-level is less worrisome. (Although some organizations may not be eager to share 
this information, [e.g., It could reveal proprietary information or potentially lead to questions of cost 
effectiveness].) Data released by the California Department on Aging on units of service provided to 
caregivers, for example, for the most part does not raise privacy concerns.11  
 Although administrative data saves the step of collecting the data preparing these data for 
analyses may be labor intensive. While agencies are increasingly keeping information in digital forms, 
many still rely on paper files. To make data analyzable in these cases, data must be digitized. This 
process, depending on the amount of information, can take many months if not years, and cost 
thousands of dollars.  
 Even if data is available digitally, there are still many steps to take before it can be analyzed. One 
of the biggest challenges comes from a step called data cleaning, or putting the data in a form to be 
analyzed. For example, the Los Angeles Family Caregiver Support Center has collected information on 
whether clients are depressed for many years using a standardized  scale (Center for Epidemiological 
Studies Depression Scale [CESD)).12 However, as it begins using a new system and accompanying client 
assessment, it will use a new scale, the Patient Health Questionnaire (PHQ-9).13 If a researcher wanted 
to study change in depression over time, they would have to first reconcile these two scales, such as 
using cut-off points for each scale so all caregivers were categorized as either “depressed” or “not 
depressed.”  When combining data across many organizations, such inconsistencies from 
unstandardized assessments can make data cleaning and analysis even more difficult, if not impossible.  
 Finally, while administrative data is a rich source of information for things like service utilization 
and cost, a key limitation is that samples within administrative datasets are generally not representative 
of the population. For example, if a researcher was interested in learning about who among caregivers is 
most likely to be burdened, most administrative data sets would not an appropriate source because the 
data has a selection effect: all of the caregivers are those who have sought services, a characteristic 
which differentiates them from the caregiving population at large. It is likely caregivers who are receive 
social supports are more burdened than other caregivers, which would have prompted them to seek 
support. More about selection effects will be discussed in the section below. 
 

                                                 
11 California Department on Aging. National Aging Program Information Systems (NAPIS) State Program Report 
(SPR) for California. Retrieved online at: https://www.aging.ca.gov/Data_and_Statistics/#NAPIS. 
12 Radloff, L. S. (1977). The CES-D scale a self-report depression scale for research in the general population. 
Applied Psychological Measurement, 1(3), 385-401. 
13 Kroenke, K., Spitzer, R. L., & Williams, J. B. (2001). The Phq‐9. Journal of general internal medicine, 16(9), 606-
613. 
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Data Samples 
 It is not enough to have the type of data that is best suited to answer research, service, and 
policy questions; such data must be collected on an appropriate sample. It would be far too expensive to 
collect information about all caregivers. Instead, researchers rely on study samples. However, if the 
study sample does not reflect the population of interest, results will be biased.  
 

Selection Effects 
 Almost all data on family caregivers is subject to what is called a selection effect. That is, the 
sample of caregivers in the data will likely not be representative of caregivers of the population at-large. 
This is because those identifying as “caregivers” have elected to do so, whereas there may be others 
who provide similar support to a care recipient but do not identify as such. For example, there is very 
likely an underestimation of the number of spousal caregivers in most data, whose role as a caregiver 
may be subsumed under their spousal role. Thus, the person providing care may continue to identify 
exclusively as a “spouse” as opposed to the more clinical term, “caregiver,” 14 requiring questions about 
the care provided as a spouse. 
 A second selection effect comes from the definition of a caregiver, which varies by dataset. 
Questionnaires asking about caregiver status vary in terms of the length of the lookback period included 
for care tasks (e.g., “During the last 12 months. . .”), conditions for which care was provided, age of the 
care recipient, the kinds of tasks performed, relationship to the caregiver, whether the caregiver 
receives any pay to provide care, and possibly other factors. Appendix 1 provides a side-by-side 
comparison of caregiver status questions from various national studies to illustrate these differences.  
 

Unrepresentative Samples 
 Data on family caregivers is also subject to biases and selection effects found in all datasets, 
including non-diverse samples. Caregivers in the MIDUS sample, for example, are less racially and 
ethnically diverse than most national caregiver samples.7 This hampers research in two ways. First, 
samples that are not representative make it difficult to generalize, or apply results to the actual 
population of caregivers. Secondly, non-diverse sample make it difficult to stratify, or break caregivers 
down into unique categories for the sake of comparison or to understand more about a specific 
population. For some datasets, this barrier can make it extremely challenging to study the experiences 
of ethnic and racial minority caregivers unless the study purposefully oversamples for these populations.  
 To address these issues, some studies, like the HRS, oversample members of populations often 
under represented in research, particularly members of ethnic and racial minorities. Secondly, datasets 
use weighting techniques, which allow researchers to change how much a specific case influences an 
analysis. For example, in a sample of 100 people that includes 5 African American, a sample weight 
could be applied to allow the 5 to count for the actual 13% of African-Americans in the US population to 
match the national prevalence. Still, even with these tools, there remains variation in demographics in 
caregiving samples, as shown in the side-by-side comparison of demographics from two national 
samples of caregivers in Appendix 2.  
 
 

                                                 
14 Russell, Richard. 2001. “In sickness and in health A qualitative study of elderly men who care for wives with 
dementia.” Journal of Aging Studies, 15: 351-367. 
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Measurement 
 Even with a suitable data source and representative sample, without the tools to accurately 
measure outcomes of interest, the data will be of little use. Measurement is an extremely important 
aspect of data collection, and one wherein considerable barriers remain in the study of caregivers.  
 

Lack of Available Measures 
 Researchers, policy makers, and service providers have a range of outcomes in which they are 
interested, including caregiver health, costs associated with caregiving, service utilization, unmet needs 
and even the prevalence of family caregivers. And while these stakeholders would like to know as much 
as they can about caregivers in most cases, there are no available measures for many outcomes.  To 
illustrate why this is a problem, this sections describes the lack of measures of medical/complex nursing 
tasks as well as risk of committing elder mistreatment.  
 On a recent Task Force call, the lack of available measures on the medical/nursing tasks 
performed by caregivers was raised. For a long time, Activities of Daily Living and Instrumental Activities 
of Daily Living of care recipients have been used to capture the level of care provided by the 
caregiver.15,16 However, these measures capture recipient functioning, but are not specific enough to 
capture tasks like wound care, medication management, durable medical equipment use, and other 
complex care tasks done by the caregiver.17 Given that ADL and IADL scales were developed over five 
decades ago, perhaps this is not surprising given the very different historical context of medical 
interventions to prolong life. However, the circumstances under which families provide care have 
changed vastly since this time. Moreover, even though a recipient has a care need does not mean the 
caregiver is meeting this need; it could be that another person provides the task, or the care recipient 
“makes do” without care needs being met. 
 As a result, there is little information, beyond self-report, as to how prepared caregivers are to 
take on complex medical tasks. While the AARP’s Home Alone study provided a robust start,17 additional 
research is needed to understand the extent to which caregivers are prepared to provide complex care.  
 Another measure of interest that is missing among family caregivers is risk of committing elder 
mistreatment. Recent research suggests that over 10% of older adults are victims of elder mistreatment 
per year, and in many cases the caregiver is the perpetrator.18 In two different studies using self-reports, 
approximately 26% of care recipient indicated they had been mistreated by a caregiver.19,20 There are a 
wide variety of dynamics contributing to abusive scenarios between caregivers and recipients, but two 

                                                 
15 Katz, S., Ford, A. B., Moskowitz, R. W., Jackson, B. A., & Jaffe, M. W. (1963). Studies of illness in the aged: The 
index of ADL: A standardized measure of biological and psychosocial function. Jama, 185(12), 914-919.  
16 Lawton, M. P., & Brody, E. M. (1970). Assessment Of Older People: Self-Maintaining And Instrumental Activities 
Of Daily Living. Nursing Research, 19(3), 278. 
17 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 
18 Yon, Y., Mikton, C., Gassoumis, Z., Wilber, K. (2017). Elder abuse in community settings: a systemic review and 
meta-analysis. Lancet Global Health, 5 e147-e156.  
19 Beach, S. R., Schulz, R., Williamson, G. M., Miller, L. S., Weiner, M. F., & Lance, C. E. (2005). Risk factors for 
potentially harmful informal caregiver behavior. Journal of the American Geriatrics Society, 53(2), 255-261. 
20 Vandeweerd, C., Paveza, G. J., Walsh, M., & Corvin, J. (2013). Physical mistreatment in persons with Alzheimer's 
Disease. Journal of Aging Research. 
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notable ones are proximity21 and dependency22 among the older adult. While researchers are aware of 
several key risk factors (e.g. history of a violent relationship), there is no measure available to assess risk 
of committing mistreatment among caregivers,23 and thereby no guide to intervene to prevent 
mistreatment. 
 

Lack of Validated Measures 
 Developing a measure is no easy task. Researchers spend years designing and testing measures 
so they are both valid—meaning they accurately capture the outcome of interest—and reliable—
meaning, when applied, results using the measure are consistent. (Note: you can have a reliable 
measure that is not valid, but it is not possible to have a valid measure that is unreliable.)  
 A common issue with measures for caregivers (and other populations) is that they may prove 
valid and reliable among one population, but not another. For example, studies consistently show that 
African American caregivers are far less likely to report caregiver burden than white caregivers.24 
However, it has been suggested that burden actually looks different in African American caregivers, and 
popular scales do not capture this.25 As a result, the extent of burden among African American 
caregivers may be considerably under-estimated, possibly leading providers to under-serve this 
population of caregivers. Similarly, a measure validated in one language will not necessarily be valid 
when translated directly to another language. Translation of measures requires consideration for 
cultural differences to ensure the measure remains culturally relevant and appropriate. Any measure 
that is translated will needed to be tested for validity. 
  The validity and reliability of a measure may also vary by the caregiving situation. Caregiving for 
a person after a hip fracture or other acute event comes with different kinds of stresses than caring for a 
person with terminal cancer, although there is likely overlap. Thus, subjective measures like burden and 
strain may not capture the types of burden and strain in all caregiving scenarios. The setting and kind of 
service being provided also render the need for different measures. For example, the CES-D depression 
scale has been validated for community samples.12 However, the Hospital Depression and Anxiety Scale 
is generally more appropriate for a hospital setting.26 It is likely that some measures for caregivers 
whose recipients living in the community should be different from those for caregivers to a recipient 
living in a long-term care facility, yet there is currently little distinction.  
 

Lack of Clinically-Friendly Measures 
 Depending on the source of the data, another concern is whether measures can be feasibly 
collected in a clinical setting. One of the features of validity is that it includes all major constructs 
contributing to the outcome being measured. Burden, for example, includes factors related health, 

                                                 
21 Johannesen, M., & LoGiudice, D. (2013). Elder abuse: a systematic review of risk factors in community-dwelling 
elders. Age and ageing, afs195. 
22 Dong, X., Simon, M., & Evans, D. (2012). Decline in Physical Function and Risk of Elder Abuse Reported to Social 
Services in a Community‐Dwelling Population of Older Adults. Journal of the American Geriatrics Society, 60(10), 
1922-1928. 
23 Teresi, J. A., Burnes, D., Skowron, E. A., Dutton, M. A., Mosqueda, L., Lachs, M. S., & Pillemer, K. (2016). State of 
the science on prevention of elder abuse and lessons learned from child abuse and domestic violence prevention: 
Toward a conceptual framework for research. Journal of Elder Abuse & Neglect, 28(4-5), 263-300. 
24 Pinquart, M., & Sörensen, S. (2005). Ethnic differences in stressors, resources, and psychological outcomes of 
family caregiving: A meta-analysis. The Gerontologist, 45(1), 90-106. 
25 Knight, B. G., & Sayegh, P. (2009). Cultural values and caregiving: The updated sociocultural stress and coping 
model. The Journals of Gerontology Series B: Psychological Sciences and Social Sciences, gbp096. 
26 Zigmond, A. S., & Snaith, R. P. (1983). The hospital anxiety and depression scale. Acta psychiatrica 
scandinavica, 67(6), 361-370. 
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psychological wellbeing, finances, social life and the relationship with the care recipient. To cover all of 
these areas, the original Zarit Burden Interview (ZBI) included 29 questions.27  This is a long measure to 
include in an assessment in a clinical setting, where many needs may need assessing in a short amount 
of time. A solution has been to shorten scales. The ZBI has been shortened to a 12-item scale and 4-item 
screener,28 which does not necessarily indicate that the caregiver is burdened but suggests enough risk 
to assess for burden. However, these shortened scales, too, must be validated, which can take many 
years to be tested and results disseminated.  
 

Assessment 
 In 2005, the National Center on Caregiving at the Family Caregiver Alliance held the National 
Consensus Development Conference for Caregiver Assessment in San Francisco, where experts 
discussed family caregiver assessments.29 They defined a caregiver assessment as:  
 

. . .a systematic process of gathering information that describes a caregiving situation 
and identifies the particular problems, needs, resources and strengths of the family 
caregiver. It approaches issues from the caregiver’s perspective and culture, focuses on 
what assistance the caregiver may need and the outcomes the family member wants 
for support, and seeks to maintain the caregiver’s own health and well-being. 

 
Notably, an assessment includes the caregiver’s perspective and is not a mere screening tool for service 
eligibility, as some organizations define “assessment.” They are more involved and carefully planned. 
 At the conference and in papers that came out after, it was agreed that caregiver assessments 
were an important way to raise awareness of and legitimize caregiver needs. 
 

Benefits of Using a Caregiver Assessment 
 Caregiver assessments fulfil several purposes. For providers, they can enable tailoring of 
interventions and services to meet individual caregiver needs, support tracking of change in needs over 
time, provide certain clinical benefits to caregivers, and assist with the allocation of limited resources. 
Assessment information can also provide information about populations of caregivers in aggregate, 
information that can be used to understand who caregivers are and what their needs are for both 
providers and policy makers seeking to improve services, supports, processes, and policies. This section 
briefly reviews some of the basic benefits of using caregiver assessment. 
 

Tailoring Interventions and Services to Meet Individual Needs 
 Family caregivers are a diverse group, and the variability in their support needs reflect this. 
Some caregivers will need assistance navigating complex webs of medical and community care, while 
others may have access to all the services the care recipient needs but lack emotional support for 

                                                 
27 Zarit, S. H., Reever, K. E., & Bach-Peterson, J. (1980). Relatives of the impaired elderly: correlates of feelings of 
burden. The gerontologist, 20(6), 649-655. 
28 Bédard, M., Molloy, D. W., Squire, L., Dubois, S., Lever, J. A., & O'Donnell, M. (2001). The Zarit Burden interview a 
new short version and screening version. The gerontologist, 41(5), 652-657. 
29 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. 
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themselves. Few caregivers will be able to identify these needs themselves, or able to articulate what it 
is they want assistance with.30 Assessments can overcome this challenge by identifying specific needs. 
 As noted at a previous Task Force meeting, there may be critical points at which caregivers (and 
care recipients) could most benefit from assessment.29 For example, before a care transition back to the 
community, many caregivers are underprepared to address complex medical/nursing tasks like wound 
care and medication management.17 Before discharge from a nursing home, rehab facility, or hospital, 
caregiver assessments could empower caregivers with the tools they need to provide care and access 
services for the recipient and themselves. 
 

Tracking of Change in Needs Over Time  
 Some organizations, such as the California Caregiver Resource Centers (CRCs), maintain files on 
clients and update them with regular reassessments.31 This enables organizations to track changes in the 
caregiving situation (e.g., Does the care recipient still live in the community?), caregiver health (e.g., Is 
the caregiver at a higher risk of depression than last year?), and eligibility for services (e.g., Is the care 
recipient now eligible for Medi-Cal?). In doing so, care plans remain responsive to the needs of the 
caregiver, and caregivers can receive support for ever-changing needs. Figure 1 provides an illustration 
of changing needs, created by Schulz (2013).32 
 
 
 
 
 
 
 
 

                                                 
30 Willis, R, Khambhaita, P, Pathak, P & Evandrou, M (2015) Satisfaction with social care services among South 
Asian and White British older people: the need to understand the system. Ageing and Society 36(7): 1364-1387. 
31 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 
32 Schulz, R. (2013). Research priorities in geriatric palliative care: Informal caregiving. Journal of Palliative 
Medicine, 16(9), 18-1012.  
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Figure 1: An illustration of the caregiver trajectory for an older adult population. The length of 
time this process takes varies considerably. In some cases, the process is not linear. For example, a 
person may need ADL care after a hip replacement, but then only sporadic care once healed.  

 

Other Clinical Benefits for Clients 
 Assessments also meet clinical purposes other than identifying areas in which to intervene. The 
assessment process itself can assist caregivers in improving their understanding of the role, what they 
need to know to perform this role, and assist caregivers in defining what they want this role to be after 
learning about expectations and available supports.33 For example, some caregivers will not be 
comfortable providing personal care tasks, like assistance showering. In fact, in some cultures, the 
relationship between the caregivers and recipient will be important in determining whether it is 
appropriate for the caregiver to perform personal care. This is one reason to provide culturally-sensitive 
assessments.34 By knowing personal care needs might arise when assessing recipient abilities, the 
caregiver can form boundaries and anticipate that they will have to engage another family member or 
service provider to take over certain tasks (and find how to pay for this). 
 In addition, there is reason to suspect that the assessment process is therapeutic and provides 
socio-emotional benefits.31,33 The experience can provide the chance for caregivers to voice their 
challenges and feel validated in their experiences as a caregiver. This is especially important given that 
most services the caregiver will encounter will primarily focus on the care recipient, ignoring caregiver 
needs.  

                                                 
33 Family Caregiver Alliance (2006). Caregiver assessment: Voices and views from the field. Report from a national 
consensus development conference Vol. II. San Francisco. Available online at: 
https://www.caregiver.org/sites/caregiver.org/files/pdfs/v2_consensus.pdf 
34 Katbamna, S., Ahmad, W., Bhakta, P., Baker, R., & Parker, G. (2004). Do they look after their own? Informal 
support for South Asian carers. Health & social care in the community, 12(5), 398-406. 
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Assist with the Allocation of Limited Resources 
 Organizations serving caregivers have limited resources, and thus are left with the challenge of 
deciding how to distribute these. Typically, level of need is a key determining factor is resource 
distribution, although eligibility criteria like income, as well as other target characteristics, can impact 
distribution. For example, the Older Americans Act requires targeting services based on age, income, 
functional need, racial and ethnic minority status, rurality, risk of institutional placement, and limited 
English proficiency.35 Caregiver assessments can help to determine level of need, eligibility criteria, and 
whether clients fit within target populations.  
 

Service Quality Improvement 
 In addition to opportunities to improve services to individual caregivers, assessments can be 
used as a source of data for organizations to better understand who they serve and how to improve 
services. As previously noted, the Older Americans Act requires targeted services to meet under-served 
communities. Have a well-designed assessment protocol can enable organizations to quickly pull up 
information on client demographics to see which populations they could improve outreach to. (This can 
also assist with easy reporting, if required of the organization.)  Assessments can also identify areas of 
client need in aggregate. By looking at scores from measures included in the assessment like self-rated 
health and depression, services might decide to invest in more wellness programs and emotional 
support resources.  

 

Recommendations to Creating a Caregiver Assessment 

Principles to Guide Caregiver Assessments 
 Caregiver assessments need to be carefully planned to achieve the benefits described above. At 
the National Consensus Development Conference for Caregiver Assessment, participants came up with 
seven principles to guide caregiver assessment.29 (These are pulled explicitly from the conference 
report, available at: https://www.caregiver.org/pilotIntegration/indexPersistent.html?uri=%2Fnational-
consensus-report-caregiver-assessment-volumes-1-2) 

1. Because family caregivers are a core part of health care and long-term care, it is important to 
recognize, respect, assess and address their needs. 
 
2. Caregiver assessment should embrace a family-centered perspective, inclusive of the needs 
and preferences of both the care recipient and the family caregiver. 
 
3. Caregiver assessment should result in a plan of care (developed collaboratively with the 
caregiver), that indicates the provision of services and intended measurable outcomes. 
 
4. Caregiver assessment should be multidimensional in approach and periodically updated. 
 
5. Caregiver assessment should reflect culturally competent practice. 
 
 

                                                 
35  Wacker, R. R., & Roberto, K. A. (2013). Chapter 2: Legislative foundations for programs, services, and benefits 
supporting older adults. In Community resources for older adults (4th ed.) (pp. 12-35). Thousand Oaks, CA: SAGE 
Publications. 
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6. Effective caregiver assessment requires assessors to have specialized knowledge and skills. 
Practitioners’ and service providers’ education and training should equip them with an 
understanding of the caregiving process and its impacts, as well as the benefits and elements of 
an effective caregiver assessment. 
 
7. Government and other third-party payers should recognize and pay for caregiver assessment 
as a part of care for older people and adults with disabilities. 

 
Although often seen as clinical tools, it is notable that principles guiding assessments reflect social and 
cultural understandings of caregivers, and can shape the caregiver experience. For example, an 
assessment that is a means of judging how competent the caregiver is would likely result in a different 
intervention than one that is established to learn about and meet the needs of the caregiver.  
In fact, several of the principles reflect values identified by the Task Force,36 including:  
 

 Supporting the diverse needs, including cultural awareness, cultural competency, and 
sensitivity; 

 Provision of person- & family-centered care; 

 Choice & options for caregivers. 
 
These matching principles and values seem to support the need for assessments that are caregiver-
focused, as well as flexible and dynamic.  
 

Recommendations for Designing a Caregiver Assessment 
 In addition to general principles to guide caregiver assessment, following the National 
Consensus Development Conference for Caregiver Assessment, several experts authored papers to 
guide the design of an assessment. Key recurring recommendations include: the use of basing 
assessment on a conceptual model and framework, using standard tools, training assessors, and 
including caregiver assessment at certain trigger points.  
 

Model-Based Assessment 
 Model-based caregiver assessments entail the use of an underlying conceptualization for 
thinking about how to identify issues a caregiver is experiencing, as well as a framework pointing 
towards possible solutions that meet the needs of caregivers. In a sense, the assessment should reflect 
the “philosophy” of the organization in which it is implemented, as well as its—and the caregiver’s—
goals.  
 Dr. Steven Zarit, who consulted in the design of the CRC universal assessment tool, suggests a 
stress process model to guide assessment.31 (It was later confirmed that the CRC tool was designed with 
this model in mind.37) According to this model, designed by Pearlin and colleagues in 1990, the caregiver 
context, primary stressors, and two types of secondary (i.e., indirect) stresses contribute to negative 
outcomes for caregiver wellbeing.38 Resources, including interventions provided by social services, can 
be strategically provided or engaged to attenuate stress. (See Figure 2 for an illustration of this model.) 

                                                 
36 California Task Force on Family Caregiving. (2017, January 1). Interim Report from the California Task Force on 
Family Caregiving. Available online at: http://tffc.usc.edu/files/interim_report_final.pdf 
37 Personal correspondence. 
38 Pearlin, L. I., Mullan, J. T., Semple, S. J., & Skaff, M. M. (1990). Caregiving and the stress process: An overview of 
concepts and their measures. The gerontologist, 30(5), 583-594. 
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Thus, a caregiver assessment based on the stress process model would need to ask about the caregiving 
context, primary stressors, secondary stressors, as well as identification of existing resources to mitigate 
these stressors. With this, the assessor could work with the caregiver to find suitable intervention 
resources (e.g., counseling for severe depression).  
 

 
 

Figure 2: A stress process model with which to design a caregiver assessment. Designed by Pearlin and 
colleagues,38 and recommended for assessment purposes by Zarit.33 

 
 
 
 There are, however, other assessment models available. The Tailored Caregiver Assessment and 
Referral (TCARE) is another model-based assessment tool. TCARE is driven by caregiver identify theory, 
which suggests the caregiving role is constantly evolving and requires identity change over time, 
particularly in the context of relationships with the care recipient.39 Thus, the onus is placed on the 
assessor to be aware of caregiver needs and how they see this role. For example, some caregivers will 
provide different care tasks than others; an intervention where home help for personal care is sought 
for a caregiver who wants to provide such tasks but struggles with lifting may not be appropriate. 
Instead, assistive devices may be more suitable. In addition, TCARE was designed to suggest specific 
intervention approaches to caregivers with a particular combination of outcomes (e.g., high depression 
and anxiety), linking the assessment very clearly with intervention. 

                                                 
39 Montgomery, R., & Kwak, J. (2008). TCARE: Tailored caregiver assessment and referral. Journal of Social Work 
Education, 44(sup3), 59-64. 
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 Model-based approaches would seem to imply another consideration: if models are intended to 
lead to a specific intervention to address caregiver needs, they will need to be specific to services 
available at a particular organization.33 For example, an organization should not try to identify whether a 
caregiver needs training to address lack of knowledge about how to provide care if there is no service to 
remedy this. Of course, if the organization can refer to a partner organization, this might still be worth 
including in an assessment. 

 

Standardized Tools 
 Experts have also recommended using standardized assessment tools, including the use of 
validated and reliable measures.33 The merits of reliable and accurate measures are described in the 
section on Data in this review, however, generally it can be said that using valid and reliable measures 
ensures that assessments are capturing information that is accurate and robust enough to guide service 
decisions. Using these standardized measures across sites can also aid in comparing the profiles of 
caregivers across service delivery sites. 
 Accuracy and unbiased assessments have the potential to make a big difference in caregivers’ 
experiences. Speaking to her own experiences as a caregiver to her husband, one expert describes being 
constantly evaluated by service providers who were primarily interested in supporting her husband 
without recognizing her needs. 33 In her revealing account, she recalls staff at a rehab center chastising 
her for working during the day before staying by her husband from 4pm to 10pm weekdays and all day 
on the weekend. She suggests that providers routinely and unfairly stereotype caregivers. An objective 
assessment could limit such stereotypes.  
 At the same time, assessments need to acknowledge the experiences of caregivers, some of 
which cannot be captured on currently available scales, or perhaps any scale at all. In some cases, it may 
be appropriate to include questions using measures that have not been validated, although 
organizations should be attuned to the drawbacks of doing so.33 For example, although we are not 
aware of measures asking about willingness, ability, and level comfort to provide complex care tasks, 
such a subjective measure would be very important to include in a caregiver assessment at hospital 
discharge. One might consider using Likert scale ratings (e.g., “on a scale from one to five . . .”) to 
capture varying degrees of willingness, ability, and comfort. Open-ended questions can also be useful; 
these allow caregivers to share their experiences and be heard, enhancing the therapeutic benefits of 
caregiver assessment. Assessors might also consider using structured interviews guides that have been 
developed for various purposes. 
 

Trained Assessors 
 If assessment was a merely a means to collect data, anyone could administer a caregiver 
assessment. However, as described, assessments have many purposes, including legitimizing the 
caregiver’s needs, defining this role and its boundaries, and as a therapeutic tool. 
 Following the aforementioned conference, the Family Caregiver Alliance released a tool kit to 
assist with the design of an assessment.40 The toolkit provides guidance on the knowledge, abilities and 
skills assessors should be trained on to complete an effective caregiver assessment. The report suggests 
assessors should have the capacities listed below. (These capacities were copied directly from the tool 
kit, which can be found at: https://www.caregiver.org/caregivers-count-too-toolkit.) 

 

                                                 
40 Family Caregiver Alliance. (2006). Caregivers count too! A toolkit to help practitioners assess the needs of family 
caregivers. Retrieved online from: https://www.caregiver.org/caregivers-count-too-toolkit 

 

https://www.caregiver.org/caregivers-count-too-toolkit
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Knowledge about… 
• Purpose of the assessment 
• Self-determination versus safety issues 
• Mental health, aging, life-span development issues 
• Family systems perspective and conflict resolution 
• Resources and brokering, building a community care support network 
• Consumer-driven model, the importance of caregiver participation and the strengths-
based perspective 

 
Abilities to… 

• Buy-in to the purpose of assessment 
• Listen 
• Deal with emotional content 
• Be sensitive to differences in framing questions around culture, religion, age, etc. 
• Empathize with the caregiver 
• Understand what you know, what you do not and when to hand off 
• Have comfort with an educational and self-management approach 
• Be aware of personal biases and strong opinions and keep these in check 

 
Skills for… 

• Communicating the purpose of assessment to the caregiver 
• Interviewing 
• Engagement, particularly with people who are not asking for help 
• Disseminating information clearly, appropriately and as needed to connect to the care 
plan 
 

 In addition, increasingly caregiver assessments are being completed by caregivers themselves, 
as seen in the Care Journey online platform launched by the Family Caregiver Alliance and tested in 
partnership with the Los Angeles Family Caregiver Support Center. This can save staff time and allow 
caregivers to spend more time contemplating their needs and self-directing their services. This 
approach, however, may not be appropriate for high-risk caregivers (e.g., caregivers with an increased 
potential to mistreat care recipients), or those who could most benefit from talking to another person. 
Still, for working caregivers or those with other time constraints, self-assessment could be useful to 
spread out the hour and a half to two-hour process and make it less burdensome.  
 

Triggered Assessment 
 Finally, certain events should trigger a caregiver assessment. While some caregivers will be 
equipped with the knowledge to seek out services meeting their needs, this is a very small portion of the 
caregiving population. In some cases, the caregiving role will be completely novel, such as after an acute 
health event, and it will be essential that providers are the ones to prompt assessment. 
 Experts from the 2005 National Consensus Development Conference for Caregiver Assessment 
provided a consolidated list of events that should trigger an assessment for caregivers29: 

 Professional referrals—such as those from pharmacists, physicians, clergy, parish nurses, 
home care workers, Adult Protective Service and the courts 

 Self-referral 

 Diagnosis of a medical condition 
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 Decreased functional status of caregiver or care recipient (e.g., no longer safe to leave care 
recipient alone) 

 New patient, health plan enrollee or Medicare beneficiary 

 Complaint from a care recipient 

 Care transitions (e.g., from home to assisted living or nursing home, or from hospital to 
home) 

 Caregiver workplace issues (performance, attendance problems) 

 Concern from another family member or friend. 
  
 In addition, several experts noted that caregiver assessments should be completed after the 
immediate needs of the care recipient are addressed, as this could otherwise be distracting to the 
caregiver.33 
 
 In addition to these recommendations on criteria for high quality caregiver assessment, experts 
also had other, more detailed criteria. For more information, please consult: 
https://www.caregiver.org/caregivers-count-too-toolkit. 
 

Anticipated Challenges and Barriers to Designing and Implementing a Caregiver Assessment 
 Despite considerable consensus on the principles and design of caregiver assessment, experts 
have also identified challenges, including whose needs should be addressed, handling diverse family 
dynamics, reimbursement, and the use of universal assessments.  

 

Should the Caregiver Assessment Also Address Recipient Needs?  
 The needs of family caregivers and care recipients are not mutually exclusive. Services provided 
to the caregiver generally also support the care recipient. For example, adult day respite care has been 
found to decrease behavioral symptoms of dementia, as well as caregiver’s reactivity to such 
symptoms.41 High caregiver reactivity to behavioral symptoms like wandering can be upsetting and 
possibly harmful to care recipients.  
 Still, given that the caregiver assessments are intended to legitimize the needs of the caregiver, 
using them to identify direct services for care recipients seems counterintuitive. However, many 
caregivers desire to provide the best care possible to care recipients, and thus services for the care 
recipient may support the caregiver’s goal. These, however, should not come at the cost of support for 
the caregiver, particularly when the organization providing the assessment is intended to directly 
support caregivers, such as the Older American’s Act’s (OAA) National Family Caregiver Support Program 
(NFCSP). 
 There remains, however, an issue for service providers in terms of targeting and prioritizing 
services. When deciding on the allocation of resources based on a caregiver assessment, how should 
providers prioritize those dyads where the caregiver does not express high needs but the care 
recipient’s needs are very high? There remains uncertainty in this area. 

                                                 
41 Zarit, S. H., Kim, K., Femia, E. E., Almeida, D. M., Savla, J., & Molenaar, P. C. (2011). Effects of adult day care on 
daily stress of caregivers: A within-person approach. The Journals of Gerontology Series B: Psychological Sciences 
and Social Sciences, 66(5), 538-546. 

 

https://www.caregiver.org/caregivers-count-too-toolkit
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Assessment When there are Multiple Caregivers  
 Another challenge with caregiver assessment as opposed to assessments focused on the 
recipient is that caregivers may change over time or there may be many caregivers. This means that 
assessment for caregivers would be more labor-intensive than those for one older adult, as in the case 
of Medi-CalHome and Community Based Service (HCBS) waivers, since assessments would have to be 
duplicated. In addition, if caregivers are simultaneously providing care, there may be conflicting goals. 
One caregiver may wish the care recipient receives additional care in the community, while another 
believes assisted living is more suitable due to safety concerns. 
 

Who Pays for Assessment? 
 Caregiver assessments take time to develop, implement (e.g., training staff), and conduct; many 
organizations do not have the resources to provide caregiver assessment, particularly if they perceive 
the process would take away from direct services. 
 Currently there is no required caregiver assessment for major federal programs that serve or 
affect caregivers, the most likely avenue for reimbursement of caregiver assessment. Neither the OAA 
nor Medicaid waiver program require caregiver assessments, even when services going to the care 
recipient require caregivers.33 A recent evaluation found that 81.4% of Area Agencies on Aging report 
having a caregiver assessment, and 66.0% of State Units on Aging report that there are state-wide 
policies, regulations of guide-lines on assessment content.42 However, as previously noted at Task Force 
meetings, the meaning of “assessment” by these agencies vary considerably, and may only signify a very 
basic “assessment” of the caregiver.  (Weaknesses appear to be recognized by AAAs, many of whom 
request additional guidance on caregiver assessments.) A federal requirement and additional funding for 
OAA providers of NFCSP services and Medicaid HCBS waiver programs would greatly improve the 
feasibility of implementing caregiver assessments into services.  
 In addition to federally-funded community-oriented programs (as opposed to institutional 
services) like the OAA and Medicaid HCBS, another avenue for regulation and reimbursement 
supporting caregiver assessments is through Medicare. Medicare provides insurance to 93.0% of adults 
ages 65 and older.43 There is reason to suspect requiring and reimbursing caregiver assessments at 
hospital discharge for Medicare recipients, particularly on willingness and ability to perform 
medical/nursing tasks, would lower re-hospitalizations of older adults while empowering caregivers.  
 Interestingly, the recent passage of the California Hospital & Family Caregiver Law (California’s 
version of the CARE Act) requires that hospitals provide education and counseling in a culturally 
appropriate manner to caregivers at discharge.44 However, as noted by Kathy Kelly at the April Task 
Force meeting, without assessment, education and training is an imprecise (and likely ineffective) 
intervention. Medicare requirements could ensure instruction at discharge is more targeted by linking 
assessment to hospital reimbursement.  
 

                                                 
42 Lewin Group. (2016, March). Process Evaluation of the Older Americans Act Title III-E National Family Caregiver 
Support Program: Final Report Executive Summary. (Report for the Administration for Community Living.) 
https://aoa.acl.gov/Program_Results/docs/NFCSP_Final_Report-executive-summary.pdf 
43 West, L.A., Cole, S., Goodkind, D., He, W. (2014, June) 65+ in the United States: 2010. (Report for the U.S. Census 
Bureau). Retrieved online at:  
https://www.census.gov/content/dam/Census/library/publications/2014/demo/p23-212.pdf 
44 Senate Bill, Cal. Sen. No. 675 (2015-2016), Chapter 494 (Cal. Stat. 2016) 
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Universal or Program-Specific Tools? 
 Finally, there remains debate over whether a universal caregiver assessment would be more 
suitable than program-specific assessments. On the one hand, some would argue that caregiving 
situations vary considerably by condition and setting, and thus assessments must be more tailored 
instead of universal.33 Still, a uniform assessment of caregivers would make data sharing and analysis far 
more efficient, and would support integrated services. If caregiver assessments are to be integrated into 
healthcare records, some standardization will be necessary. Moreover, while it is true that there is a lot 
of variation in caregiving circumstances and services will vary in their ability to meet diverse needs, 
logic-based questions that are flexible to caregiver needs can overcome this to some extent (e.g., screen 
questions followed by a full measure if the screening item is affirmed). 
 

Likely Challenges in Creating and Implementing a Uniform Caregiver Assessment 
 As previously noted, California has had a universal assessment for family caregivers through the 
Caregiver Resource Center system since 1988.31 Caregivers undergo an intake process that covers 
demographic information and then are assessed by a trained professional who learns more about the 
caregiving situation. The assessment, repeated every six months to one year, includes questions about 
the caregiver’s health, health insurance, benefits eligibility, social and other support, burden, 
depression, knowledge of resources, as well as some information about the care recipient’s care needs.  
 Unfortunately, the assessment has become less uniform over time. Another drawback is that 
the CRC assessment tool is only used in CRC settings, not other organizations where caregivers receive 
social services. It may be possible, however, to learn for other experiences in the state about how to 
create a suitable universal assessment for caregivers. 
 

Drawing on Lessons from Studying Home and Community-Based Service Universal Assessments 
 In 2012, California began working towards creating a universal assessment to more uniformly 
make service provision decisions for Medi-Cal home and community based services (HCBS) throughout 
the state. HCBS waivers are available to those who are 1) eligible for Medi-Cal and 2) have high-level 
care needs.45  For this project, a careful review of universal assessment tools in Michigan, New York, 
Pennsylvania, and Washington, as well as key informant interviews led researchers to several key 
recommendations to creating a universal assessment.46 Findings from this project can provide guidance 
to create a universal caregiver assessment, and generally align with expert recommendations from the 
2005 conference. Key recommendations included: 

1) Determine the purpose and objectives of the assessment instrument; 
2) Use empirically-tested measures to increase accuracy; 
3) Create computerized/digital instruments with few opportunities for free‐text entry to allow for 

efficient processing; 
4) Synergize the assessment so it is compatible with other reporting requirements; 
5) Access stakeholder engagement early in the process of designing the assessment tool; 
6) Before implementing the tool throughout the state, pilot it regionally.  

 
 These recommendations largely align with those suggested at the 2005 National Consensus 
Development Conference for Caregiver Assessment. However, one area of possible discrepancy is the 

                                                 
45 Whitenhill, K., & Shugarman, L. R. (2011). Medicaid-funded home- and community-based services (Technical 
Brief No. 9). Long Beach, CA: The SCAN Foundation. 
46 Ray, L., Saliba, D., Newcomer, R., Wilber, K. (2013, May). The Universal Assessment Tool: Improving Care for 
Recipients of  Home- and Community-Based Services. Retrieved online from: 
http://lao.ca.gov/reports/2015/hhs/uat/uat-012215.pdf 
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use of open-ended questions and free-text entry, which has been recommended for the sake of its 
therapeutic benefits. A resolution for this is to elicit open-ended responses but require categorical 
responses from those recording data. This, however, requires careful protocols and training for those 
recording information.  
 In addition, attendees at the 2005 conference identified several guidelines to create a statewide 
caregiver assessment. These included: 

 Have policy makers consider requiring an assessment for all publically funded programs, such as 
Medicaid and Older Americans Act services; 

 Include caregivers in service plans for programs if the recipient’s long-term care requires a 
family caregiver; 

 Provide reimbursement for an assessment and require mandated reporting; 

 Include data from assessments in electronic medical records by working with relevant agencies.  
 

Conclusion 
 Getting answers to pressing questions about caregivers—who are caregivers, what are their 
needs, which caregivers are being underserved—is not easy. The currently available data can answer 
some of these questions to varying extents. Assessment tools for caregivers also have a long way to go.  
 Still, there are opportunities to move forward to generate high quality data and assessment 
tools. Collaboration between organizations to improve data sharing and standardization of collection 
tools is one possibility. Investment in research to improve measurement tools, including valid and user-
friendly scales, provide further opportunities.  
 A commitment to improve the availability and quality of data and assessment tools on family 
caregivers is essential to meeting the needs of this population, and ensuring needs are not being 
overlooked among underserved populations.  
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Appendix A: Comparison of questions determining caregiver status in national datasets 
and studies 

  

Dataset Question 

Behavioral Risk 
Factor Surveillance 
System (BRFSS)47 

People may provide regular care or assistance to a friend or family member 
who has a health problem or disability. During the past 30 days, did you provide 
regular care or assistance to a friend or family member who has a health 
problem or disability?  

Midlife in the U.S. 
(MIDUS)48 

During the last 12 months have you, yourself, GIVEN personal care for a period 
of one month or more to a family member or friend because of a physical or 
mental condition, illness, or disability? 

AARP & National 
Alliance for 
Caregiving 
Caregiving in the 
U.S. 2015 survey49 

At any time in the last 12 months, has anyone in your household provided 
unpaid care to a relative or friend 18 years or older to help them take care of 
themselves? This may include helping with personal needs or household 
chores. It might be managing a person's finances, arranging for outside services, 
or visiting regularly to see how they are doing. This adult need not live with you. 

Survey of 
Population and 
Program 
Participation50 

There are situations in which people provide regular unpaid care or 
assistance to a family member or friend who has a long-term 
illness or a disability. 
 
During the past month, did [fill TEMPNAME] provide any such care 
or assistance to a family member or friend living here or living 
elsewhere? 
 
INCLUDE ONLY UNPAID CARE OR ASSISTANCE ACTIVITIES.  INCLUDE ONLY 
THOSE ACTIVITIES MADE NECESSARY BY THE ILLNESS OR DISABILITY 
OF THE RECIPIENT. 

 
 
 

                                                 
47 Centers for Disease Control and Prevention. (2001). Behavioral risk factor surveillance system survey 
questionnaire. Atlanta, Georgia: US Department of Health and Human Services, Centers for Disease Control and 
Prevention, 22-23. 
48 Ryff, C., Almeida, D., Ayanian, J., Binkley, N., Carr, D., Coe, C., Davidson, R., Grzywacz, J., Karlamangla, A., 
Krueger, R., Lachman, M., Love, G., Mailick, M., Mroczek, D., Radler, B., Seeman, T., Sloan, R., Thomas, D., 
Weinstein, M., & Williams, D. National Survey of Midlife Development in the United States (MIDUS 3), 2013-2014. 
Ann Arbor, MI: Inter-university Consortium for Political and Social Research [distributor]. 
49 AARP Public Policy Institute & National Alliance for Caregiving. (2015, June). Caregiving in the U.S. Retrieved 
online at: http://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-
revised.pdf 
50 U.S. Census Bureau. (2011, February). Survey of Income and Program Participation—2008 Panel. Retrieved 
online at: https://www.census.gov/content/dam/Census/programs-
surveys/sipp/questionnaires/2008/SIPP%202008%20Panel%20Wave%2009%20-
%20Topical%20Module%20Questionnaire.pdf 
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Appendix B: Comparison of caregiving populations from national datasets 

 
*Some frequencies may not add to sample total due to rounding.  
a Sample weights were used for percentages and means scores observed in the NSOC sample. Frequencies, 
however, reflect the actual sample frequencies.  
b All NSOC caregiver participated in instrumental activities of daily living by definition. 

  
Midlife Development in the US 

(MIDUS) Caregivers, N=243 
National Study of Caregiving (NSOC),a 

N=2204 

 Caregiver Demographics 

  Mean SD Missing Mean SD Missing 

Age 48.9 12.3 0 57.1 18.1 0 

 Frequency Percent  Frequency Percent  

Female 164 67.6 0 1471 61.9 15 

Race    2   0 

   White 205 85.1   1314 67.4  

   African American 23 9.3   610 12.5  

   Other 13 5.6   280 20.1  

Education    55   32 

   Less than high school 36 15.0   248 10.3  

   High school 75 30.7   711 33.6  

   Some college  69 28.4   603 28.8  

   College (4+ years) 63 25.8  610 27.3  

 Caregiving activities 

  Mean SD Missing Mean SD Missing 

Length of caregiving term 
(years) 7.9 6.0 9 6.89 9.9 0 

Average number of hour 
caring/week 27.8 15.0 10 23.2 35.1 0 

 Frequency Percent Missing Frequency Percent Missing 

Assisted with Personal 
Care Activities 146 60.5 1 1238 51.49 2 

Assisted with Instrumental 
Care Activitiesb 223 91.8 0 2204 100.0 0 

Relationship to care 
receiver   56   0 

   Spouse 22 11.6  471 21.2  

   Adult child 86 46.3  1086 44.4  

   Other 78 42.1  647 34.4  


