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Abstract

Family caregivers of Black older adults with dementia are at risk for cognitive decline and 

premature death. Reducing this risk and filling the void of culturally responsive interventions for 

caregivers requires the development of participant informed models of care that promote group 

strengths such as effective coping. In this pilot study, Black family caregivers (n=30) completed a 

survey comprised of a demographic questionnaire, various measures of function, self-efficacy, 

social support, and coping. Study findings point to a well-educated population with underlying 

health concerns such as obesity, hypertension, and diabetes that may be complicated by caregiving 

stress. Common coping strategies used by participants included spiritual coping (80%), use of past 

experiences (80%), and information gathering (75%). Clinicians can support dementia family 

caregivers by promoting spiritual coping and self-care, as well as providing reference resources 

about respite and managing challenging behaviors. Power analysis suggests a future sample size of 

385.
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Alzheimer’s disease is a leading causes of death in the United States and a primary 

contributor to both cognitive and functional disability among older adults.1-4 Challenges in 

clinical differentiation between Alzheimer’s disease and related dementias (ADRD), such as 

frontotemporal, Lewy body, mixed, and vascular dementia has led to the expansion of 

Alzheimer’s disease focused policy, health prevention, and promotion efforts to be more 

inclusive of the related disorders and the framing of these conditions collectively as 

Alzheimer’s disease and related dementias (ADRD).5 This is particularly important in 

beginning to address health disparities between Blacks and Whites as Black older adults 

with Alzheimer’s disease are 20 percent more likely than Whites to have mixed forms of 

dementia.6 In fact, those most at risk for a new ADRD diagnosis and premature death are 

Black ADRD family caregivers.7,8 Black family caregivers have increased risk factors for 

Corresponding Author: Sheria G. Robinson-Lane, PhD, RN, University of Michigan School of Nursing, 400 N Ingalls Street, #4305, 
Ann Arbor, MI 48109, Phone: (313) 717-6207, grices@umich.edu. 

Publisher's Disclaimer: This is a PDF file of an unedited manuscript that has been accepted for publication. As a service to our 
customers we are providing this early version of the manuscript. The manuscript will undergo copyediting, typesetting, and review of 
the resulting proof before it is published in its final form. Please note that during the production process errors may be discovered 
which could affect the content, and all legal disclaimers that apply to the journal pertain.

HHS Public Access
Author manuscript
Geriatr Nurs. Author manuscript; available in PMC 2022 January 01.

Published in final edited form as:
Geriatr Nurs. 2021 ; 42(1): 256–261. doi:10.1016/j.gerinurse.2020.08.008.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



ADRD related to genetics, such as the presence of the Apoplipoprotein E (APOE) genotype, 

and stress-related health conditions such as obesity, hypertension and cardiovascular disease.
9 Further, Black ADRD caregivers often experience significant emotional, financial, and 

physical health challenges that can diminish satisfaction with caregiving and reduce their 

ability to assist in care.10-13 There is an immediate need for interventions that will improve 

both health and caregiving satisfacation outcomes for Black ADRD family caregivers.

Due to cultural norms, Black older adults with ADRD are most likely to be cared for at 

home by a family rather than in long term care facilities by professional caregiving staff.14 

This free, in-home labor, provided by family caregivers, creates a considerable cost savings 

to health care institutions, however, many families find themselves without adequate 

support, knowledge of caregiving tasks, or knowledge of anticipated disease progression—

this, of course, all contributes to caregiver stress.15 Despite evidence that culture plays an 

important role in effective intervention implementation, few caregiver interventions have 

been specifically designed to meet the needs of underserved ethnic and racial populations 

with Alzheimer’s disease and/or related dementias.14,16

Cultural Values Influence Caregiving Behaviors

Culture, or the learned patterns of behaviors, beliefs, and values shared by individuals of 

particular social groups, influences health behaviors and decision making.17 In particular, 

factors such as perceived burden and use of selected coping strategies often have race 

dependent variances.14,18 It is likely that specific cultural values influence both caregiver 

stress perception and the coping strategies that family caregivers use when managing stress.
19,20 If these shared values and related coping behaviors lead to increased adaptability, they 

may, and should be, considered a strength of the cultural group. Identifying and reinforcing 

the adaptive coping strategies cultural groups prefer to use, may strengthen both the group 

and the at-risk individual. Interestingly, population-focused health interventions are most 

often developed from deficit-based frameworks that emphasize group failures and needs 

rather than group strengths.21,22 The resulting interventions then create increased resource 

dependency which ultimately is not likely to be sustainable.21 Identifying and reinforcing 

multifaceted group strengths, particularly adaptability, supports sustainable, culturally 

responsive interventions that can improve population health.

Purpose

The overall objective of this pilot study is to test the feasibility of recruitment and participant 

burden in completing a battery of assessments that may be used to identify a culturally 

responsive model of care that can promote adaptive coping among Black family caregivers 

of persons with Alzheimer’s disease and/ or related dementias. The chosen assessment 

measures were selected based upon the starting conceptual framework (Figure 1) which was 

guided by the Roy adaptation model.23 The Roy adaptation model posits that humans are 

adaptive systems that strive to maintain functionality despite constant interaction with 

stressors from their internal and external environments. We purport that the behavioral and 

physical care needs of dementia care recipients cause stress that effects caregivers’ ability to 

cope. How a caregiver copes with their caregiving responsibilities, in turn, influences 
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adaptation to caregiving as evidenced by increased caregiving self-efficacy, increased self-

affirmation, and a positive outlook on life from the caregiving experience. We believe that 

these relationships are ultimately influenced by the caregiver’s mental and physical health 

(See Figure 1). Table 1 provides an overview of the study constructs, concepts, and 

measures. In this study, we focus on the effectiveness of selected recruitment strategies, the 

feasibility of administering a battery of assessment measures to participants that will allow 

us to test the proposed model, and developing a better understanding population 

characteristics that may influence intervention design. Power analysis is also completed to 

determine future sample size needs. It is anticipated that this study will lay the groundwork 

for a community-based clinical trial.

Methods

This cross-sectional pilot study was completed in southeastern Michigan and approved by 

the University of Michigan Health Sciences and Behavioral Sciences Institutional Review 

Board. Family caregivers that self-identified as African American and/or Black, who met the 

following inclusion criteria participated in the study: 1) over the age of 18, 2) able to speak 

and understand English, 3) scored of 14 or higher on the Animal Naming Test (a semantic 

memory test), 4) related to or has a close personal relationship to a person over the age of 55 

that has a dementia diagnosis or evidence of cognitive impairment, and 6) is responsible for, 

monitors and/ or provides assistance in activities of daily living for the care recipient.

Recruitment

Study participants were recruited primarily through two participant registries with academic 

research centers. Both centers maintain registries of volunteers who are interested in 

participating in aging-related research and have consented to being contacted regarding 

studies they may qualify for. Information about the study was included in community 

newsletters sent out to the registry participants. In addition, telephone contact information 

for research volunteers with likely eligibility was securely forwarded to research team staff. 

Potential volunteers were contacted by phone and provided an overview of the study to 

determine interest. The total number of call attempts for any potential participant was 

limited to three. Each sequential call after the first was attempted on a different day and at a 

different time between 10am and 7:30pm, excluding the dinner hour between 5-6:30pm. 

Once it was determined that a potential participant met the inclusion criteria and were 

interested in participating, a home visit was scheduled. In addition to registry lists with 

phone contact information, both research centers sponsored regular community education 

events in which direct recruitment took place by study staff. Participants were compensated 

for their participation with a $25 gift card.

Measures

Eligible participants completed a paper survey during a home visit by research staff. Staff 

monitored length of completion time for the survey, tracked questions participants had about 

specific survey items, and tracked study enrollment by referral source. Survey measures 

included a demographic questionnaire and various tools that evaluate function, self-efficacy, 

social support, and coping. As noted previously, each measure was selected to evaluate a 
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specific concept of interest included in our model (see Figure 1 and Table 1). Particular 

measures were selected based upon 1) model fit, 2) length of assessment, 3) ease of 

administration, 4) use in similar studies, and 5) cost. The following provides a brief 

overview of the measures that were used including reliability findings using Chronbach’s 

alpha.

Health.—The PROMIS Global Health scale assesses health-related quality of life, an 

important predictor of disability, within the domains of physical and mental health. The 

evidenced reliability within the physical and mental health domains is .81 and .86 

respectively.24 This free, 10-item tool was tested in a nationally representative sample 

(n=21,133) of both clinic and community-based participants and can be completed in less 

than two minutes.

Pain.—The Brief Pain Inventory Short Form25 measures pain intensity and pain 

interference by asking participants a series of questions about their level of pain in the past 

24 hours and how pain has affected various aspects of daily life. It has been validated in 

various populations including Black older adults for both cancer and non-cancer pain 

assessment26 and has reliability ranging from .77 to .91.27 The measure contains 9 items and 

takes about 5-7 minutes to complete. The tool is proprietary by MD Anderson and has 

associated fees for use in research that range from $150− $400+ based upon funding.

Function.—The Barthel Index of Activities of Daily Living and the Lawton Instrumental 

Activities of Daily Living (IADL) tools were used to measure care recipient functioning. 

The Barthel Index28 is a 10-item scale that measures disability by asking a series of 

questions about independence in personal care activities and mobility. It is commonly used 

in clinical settings and has been found to be valid when completed by caregivers.29 

Reliability ranges from .89 to .97.30 The Lawton-Brody IADL tool31 is another functional 

assessment tool, but it evaluates some of the more complex activities of daily living that are 

necessary for independent community living such as telephone use, grocery shopping, 

managing meals, and normal household chores. Sampling included Black older adults. 

Reliability is noted at .85.32 Both tools are freely available and take less than 5 minutes to 

complete.

Self-Efficacy.—Caregiver self-efficacy was measured by means of the Revised Scale for 

Caregiving Self-Efficacy which evaluates the caregiver’s ability to obtain respite care, 

respond to disruptive behaviors, and control their own upsetting thoughts about caregiving.33 

Reliability ranged from .70 to .76 and the sample include Black older adults.33 Although this 

tool only has 15 questions, the nature of the questions and the explanations provided prior to 

some sections can take a bit more processing time for respondents. While the tool is free it 

can take up to 10 minutes to complete.

Social Support.—Caregiver social supports were measured by means of the Personal 

Resource Questionnaire (PRQ2000)34 which asks respondents 15 positively worded 

questions about their perceived level of social support. Reliability ranges from .87 to .93.35 

This tool is easily completed under 5 minutes.
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Coping.—The Coping and Adaptation Processing Scale Short Form (CAPS)36 is a 15-item 

tool designed to measure the ability of a person to respond to changes in the environment 

based upon their patterns of coping. It takes about 7-8 minutes to complete and has been 

validated internationally in a wide variety of populations. The reliability has been noted at 

of .82.36

Positive Aspects of Caregiving.—The Positive Aspects of Caregiving tool28 is a brief 

9-item tool that asks questions about caregiving experiences that made the caregiver feel 

good about providing care on a scale from one to five. This quick tool is made of questions 

that fall into two components, self-affirmation and outlook on life, and can be completed in a 

couple of minutes. It has been validated in a nationally representative sample, including 

Black older adults and has a reliability of .89.37

Caregiver Mental Health.—Caregiver mental health was measured by means of the 4 

question PROMIS Emotional Distress-Anxiety form38 and the Center for Epidemiological 

Studies Depression Scale-Revised (CESD-R).39 The PROMIS-Anxiety scale has a reliability 

of .89 and is completed under a minute. Both measures were validated in samples that 

included Black older adults. In this study, the CESD-R is being using to qualitatively 

describe the population and its inclination towards depression. As such, the version of the 

scale presented to participants in this study had two questions related to suicidal ideation 

that were removed leaving a total of 18 items. The CESD-R in its original format has a 

reliability of .90. Participants were able to complete this questionnaire in about 2-3 minutes.

Analysis

In addition to descriptive statistics, Spearman’s correlation coefficients were completed to 

identify relationships between variables and conduct power analysis. IBM SPSS Statistics 26 

and SAS 9.4 were used for statistical analysis.

Results

Thirty-nine participants were successfully recruited over the course of 12 months. Nine 

individual were excluded after it was determined that they did not meet inclusion criteria or 

they were no longer interested in participation. The final sample included (n=30) Black 

family caregivers of persons with ADRD. In-person recruitment at community education 

events by study team members proved to be the least laborious with the highest number of 

yields (n= 20). One of the primary concerns that became evident with participant registry 

lists was the lack of caregiver status information. In instances where registry participants had 

granted permission to be contacted by phone, study team members surveyed for caregiver 

status through large phone campaigns, calling more than 100 registry participants using a 

standardized script. Many registry participants screened their calls, not answering unknown 

numbers, particularly non-university phone numbers. However, several returned the call 

when a message was left, also scripted, or answered on a subsequent call. The average time 

for study visits, including completion of consent forms and assessment measures, was about 

45 minutes and ranged from 42 minutes to 60 minutes. Additional conversation time, 

including time prior completion of the consent forms and assessment measures as well as 
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time spent directly afterwards with caregivers who may not have had an opportunity to talk 

with someone about their caregiving experiences before, could extend visit length by as 

much as 30 minutes. There was little participant burden identified--only the directions 

included with the Revised Scale for Caregiving Self-Efficacy, which were a bit long, was 

noted as being somewhat confusing for participants.

Participant demographics are outlined in Table 2. Study findings indicate that the sample 

(n=30) on average is educated, with at least some college (90%). Nearly half (46.6%) earned 

at least $50,000 per year or more. Similar to national trends, the vast majority of participants 

(90%) were women with a body mass index of 25 or greater indicating a health status of 

overweight (34.7%), obese (30.7%), or morbidly obese (30.8%). Most caregivers were over 

65 years old and caring for a parent (43.3%) or spouse (23.3%) for either 1-2 years (17%) or 

greater than 2 years (66.7%). Most participants also lived in the same household as the care 

recipient (60%). A small, but significant, number of caregivers (23%) had the responsibility 

of caring for children under the age of 18 in addition to their usual dementia caregiving 

responsibilities. Care recipients had an average ADL index of 55 indicating severe 

dependency and an average IADL score of 1 indicating low functioning/ dependency. 

Caregivers reported being least confident (61%) in obtaining respite care, followed by 

responding to disruptive behaviors (82%). However, according the results of the Positive 

Aspects of Caregiving tool, the average participant scores indicated that providing care gave 

them a more positive attitude toward life (4.7 / 5 ), enabled increased appreciation of life 

(4.57 / 5), and strengthened their relationships with others (4.43 / 5)—all factors related to 

outlook on life. Sixty-three percent of caregivers reported hypertension (n=19) and 20% 

reported diabetes (n = 6). PROMIS global health scores alone were insignificant and 

indicated that self-rated mental (51.32) and physical health (51.86) were on par with 

community averages (standardized t-score = 50). However, statistically significant 

correlations (p < 0.05) were found between the PROMIS global health scores (mental health/ 

physical health) the Coping and Adaptive Processing summary score (r = .58/ r = .52 

respectively). PROMIS mental health findings also supported findings of both the Center for 

Epidemiological Studies Depression Scale, where there was no evidence of trending towards 

depression and the PROMIS anxiety measure, where the average score was a 48.6, slightly 

below the standardized population average of 50. Fifty-three percent of participants reported 

daily moderate pain with an intensity of 5 on a 0-10 scale and finally, the coping strategies 

most readily identified by participants included information gathering, taking strength from 

spirituality, and the use of past experiences to inform current stressful situations.

Power analysis suggests a minimum future sample size of n=385 subjects after considering 

10% poor qualified questionnaires. The proposed sample exceeds 80% power to detect 

statistically significant correlations (2-tailed, uncorrected alpha = 0.05) of .15 or greater 

between the outcomes and exposures.

Limitations

One of the major limitations of this small study was the lack of inclusion of a specific stress 

measure for caregivers. The selected nursing conceptual framework guiding this work, the 

Roy Adaptation Model, does not evaluate stress. Rather, the source of stress, or stimuli is 
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determined and what is assessed is an individual, family or community’s ability to 

effectively adapt to that stressor. The outcomes within this strength-based model are coping 

capacity and ultimately improved health. As such, the Coping and Adaptation Process Scale, 

developed by Roy and based on the model, was used in the study along with the assessment 

of factors known to contribute to (or reduce) caregiver stress, as well as various measure of 

health. In future study it will be useful to also have a specific stress measure.

Another study limitation may be the possible sample bias created by the use of the 

participant registries and related registry activities. Although the sample, mostly educated by 

some college, reflects similar findings of large samples of Black adults40 some family 

caregivers may not be connected to a university participant registry or local churches where 

many of the recruitment activities took place. Future study will consider avenues for larger 

more inclusive sampling.

Discussion

The development of culturally responsive interventions that integrate the cultural beliefs and 

behavior patterns of the study population into the plan of care are an important means of 

addressing dementia related health disparities. This study provided significant information 

about the demographics, self-efficacy beliefs, and coping behavior patterns of a group of 

Black ADRD family caregivers along with information on how to improve research 

engagement with this population. For starters, in-person recruitment was most successful at 

community-based events, many of which took place at local area churches. Taking the time 

to engage with potential participants prior to the study visit to review the study protocol and 

answer any questions led to high levels of rapport with study team members and highly 

efficient visits. Participant registries are an important means of keeping diverse members of 

the community engaged with academic research and potentially connected with local 

resources. More registries must consider collecting the caregiver status of participants to 

facilitate dementia-related study engagement. There must be some additional attention 

placed on finding ways to better connect with local communities to more effectively recruit 

diverse participants and increase intra group heterogeneity. This could include expanding 

recruitment efforts outside of places of worship and engaging more targeted marketing.

Though this group of caregivers was generally well educated with some form of regular 

income they were receiving, managing challenging behaviors and accessing important 

resources, such as respite care services, was not something that the group felt confident 

about. A primary aim of ADRD caregiver interventions is to find improved mechanisms of 

supporting caregivers that encourage continued caregiving and facilitate aging in place for 

older adults. Study finding validate the need for continued caregiver education and training 

in the functional tasks of caregiving such as effective behavior management. Further, the 

challenges related to ADRD caregiving responsibilities can lead to diminished prioritization 

of self-care. Study findings of a population with increased levels of obesity, hypertension, 

and diabetes point to the need for additional attention to healthy lifestyle and chronic disease 

management for family caregivers to help them both improve their health and reduce their 

risk for a future dementia-related diagnosis. Finally, the selected assessment measures were 

found to be suitable for future study design due to low participant burden, overall low cost, 
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and ease of administration. In future study, the directions to the Revised Scale for Caregiving 

Self-Efficacy will need be modified for clarity, a stress measure will be added and all of the 

assessment measures will need to be tested in an electronic delivery format, prior to moving 

forward with large scale national sampling.

An important opportunity exists for nurses to increase engagement with family caregivers 

and help them to connect with resources that may support both their caregiving and personal 

health needs. Finding both easily accessible and culturally responsive resources is 

uncommon, and warrants further development. However an important opportunity exists for 

health care providers to inquire about caregiving responsibilities of the patients they care for 

and connect them early on in the care recipient disease trajectory with resources and support. 

The high inclination towards spirituality as a primary means of coping, supports the 

inclusion of spiritual coping strategies, both religious and non-religious, into suggested 

caregiver supports, if available, and into future intervention design.

Though the small sample size and high homogeneity of the participants within this pilot may 

limit wide generalizability, this study provides important information that will help to shape 

the formulation of future inclusive clinical interventions and supportive service designed for 

diverse family caregivers. A much larger future sample, as suggested by power analysis, will 

allow for further testing and refinement of current model.
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Highlights

• Family caregivers least confident in obtaining respite care

• Effective management of challenging dementia-related behaviors a concern

• Obesity, hypertension, and diabetes are primary health issues of caregivers

• Spiritual coping identified as a primary coping strategy
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Figure 1: 
A Model of Coping with Caregiving
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Table 1:

Study Concepts and Measures

Construct Concept/ Variables Empirical Measures

Dementia Care Needs
Care recipient level of physical ability Barthel Index of Activities of Daily Living

Care recipient level of independence Instrumental Activities of Daily Living

Caregiver Physical Health/Disease 
Burden

Self-perceived physical health PROMIS Global Health Scale (PROMIS)

Body mass index Self-report height/ weight

Pain intensity The Brief Pain Inventory

Pain interference The Brief Pain Inventory

Caregiver Mental Health

Self-perceived mental health PROMIS Global Health Scale (PROMIS)

Depression Center for Epidemiological Studies Depression Scale – 
Revised (CESD-R)

Caregiver Coping
Social Supports Personal Resource Questionnaire (PRQ2000)

Coping Coping and Adaptation Processing Scale (CAPS)

Adaptation to Caregiving
Self-Affirmation Positive life outlook Positive Aspects of Caregiving (PAC)

Caregiving self-efficacy Revised Scale for Caregiving Self-Efficacy
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Table 2.

Participant Demographics

Study Variables N (%)

Age 40-49 2 (7.69)

50-59 3 (11.54)

60-69 11 (42.31)

70-79 9 (34.62)

80-89 1 (3.84)

Education High school graduate, diploma or equivalent 3 (10)

Some college, no degree 10 (33.33)

Associate degree 3 (10)

Bachelor's degree 9 (30)

Master and PhD 5 (16.66)

Gender Male 3 (10)

Female 27 (90)

Sexual Orientation Heterosexual 29 (96.67)

Homosexual 1 (3.33)

Marital Status Single 7 (24.14)

Married 14 (48.28)

Widowed 3 (10.34)

Divorced 5 (17.24)

Employment Status Employed full-time 40+ hrs 6 (20)

Employed part-time up to 39 hours 5 (16.67)

Unemployed and looking 1 (3.33)

Retired 17 (56.67)

Self-employed 1 (3.33)

Income Less than $20,000 5 (16.67)

$20,000 to $34,999 6 (20)

$35,000 to $49,999 5 (16.67)

$50,000 to $74,999 7 (23.33)

$75,000 to $99,999 6 (20)

Over $100,000 1 (3.33)

How often providing care Less than twice a week 4 (13.33)

more than twice a week 26 (86.67)

Primary diagnosis of care recipient Alzheimer's disease 4 (13.33)

Vascular dementia or stroke 6 (20)

Parkinson's disease 1 (3.33)

Dementia not specified 17 (56.67)

mixed type 1 (3.33)

Other 1 (3.33)
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Study Variables N (%)

Care recipient relationship to caregiver Parent 13 (43.3)

Grandparent 2 (6.7)

Spouse/ Significant Other 8 (26.7)

Ex-Spouse 2 (6.7)

Other Relative 4 (13.3)

Friend/ Neighbor 1 (3.3)
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