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African American Women Caregivers · 
(Under the direction of Dr. Joyceen Boyle & Dr. Shelia Bunting) 

The growth of minority older populations has created an increased need for African 

American family caregivers. African American women are at increased risk when the demands of 

caregiving are added to their existing health disparities. The purpose of this study was to 

understand the caregiving experiences of African American women, their ability to provide self

care, and the influences of the African American culture on caregiving. 

Qualitative description was used to study 12 African American women caring for their 

mothers. Themes extrapolated from the data were commitment to care, self-care by the daughter 

caregivers, and the difficult times. An integrated pattern ·was also identified: Influences of African 

American Culture on caregiving. African American daughter caregivers have a profound 

commitment to provide the care needed by their mothers. The daughter caregivers' self-care was 

balanced within and impacted by the demands and stresses of caregiving. The African American 

culture embodied expectations for daughter caregivers to provide care but also facilitated sourc,es 

of support and strength. 

INDEX WORDS: Family caregivers, African American women, Self-care 
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CHAPTER I: INTRODUCTION 

The aging of the baby boomers, those persons born between 1945 and 1960, has brought 

about societal changes in the United States over the last several decades. One profound change is 

the increasing number of older persons. The older population will burgeon between the years 

2010 and 2030 when the baby boom generation reaches age 65 years. The number of older 

persons of racial and ethnic minority ,will also grow, resulting in 'increased needs for family 

caregiving in minority populations. The health disparities that exist in racial and ethnic minorities 

create additional risks for family members undertaking the role of caregiver. African American 

~omen, one racial and ethnic minority with profound health disparities, take on the role of family 

caregivers across their life span. As the number of older persons grows inthe African American 

population, there will be a greater demand· on African American women to car~ for their aging 

parents, especially their mothers. 

The United States Bureau of the Census (2002) estimates that the number of individuals 

over the age of 65 years will_ increase from 39 million in 2010 to 71.5 million in 2030, an increase 

that will be 20% of the population. Over the next 50 years, the percentage of racial and ethnic 

minority older persons will increase at a much higher rate than that of the White older population. 

Projections are that over this time period the White older population will double and the African 

American older population will quadruple. During the next 50 years, the Hispanic older 
\ 

population will increase by 7 times, the Asian/Pacific Islander older population will increase bi 

6.5 times, and the American Indian older population will increase by 3.5 times their current 

numbers (U. S. Bureau of the Census, 2000). By the year 2030, the older population will more 

than double to 71.5 million. The 85+ years population is projected to increase from 4.6 million in 
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2002 to 9.6 million in 2030 (Administration on Aging, 2003). The very old (age 85 and older) are 

the fastest growing population group in the U.S. and those in most need of care. The increase in 

life expectancy is an eminent achievement. However, with a longer life expectancy, comes the· 

reality of living with chronic illness that often accompanies these additional years. We can predict 

that the aging population will suffer from chronic illnesses and will have an increased level of 

functional impairment. With an aging population, the need for dependent care is likely to 

increase. The growing number of older persons with escalating chronic illnesses creates a greater 

need for healthcare services from health professionals, and·from family caregivers, as well as 

from society. 

Healthcare services provided by fa~ily ·caregivers are the backbone of the long-term 

system. Family caregivers assume responsibility for most of the care for the majority of older 

persons in the United States. Often care. for older family members is provided at enormous 

personal cost to the family caregiver' s own physicai and mental health, to the ability of the family 

caregiver to meet other family and job responsibilities, and to the family caregiver's own 

financial security. In 2000, only 4.5% of the 65+ population lived in nursing homes. Percentages 

of nursing home residents increase with age, 1.1 % for persons 65 - 74 years, to 4.7% for persons · 

75 - 84 years and 18.2% for persons 85+ (Administration on Aging, 2003). It is worth noting that 

most elderly persons live independently or with help and care from family members. 

In 2001, 22.4 million family caregivers provided care to persons aged 50 years or older. It 

is predicted by the year 2007, the number of family caregivers will increase to 30 million persons 

(Administration on Aging, 2003). In 1997, more than half of the older population (54.5%) 

reported having at least one disability of some type (physical or nonphysical). Over a third 

(37.7%) reported at least one severe disability. Over 4.5 million (14.2%) had difficulty in 

completing activities of daily living (ADLs) and 6.9 million (21.9%) reported difficulties with 

instrumental activities of daily living (IADLs) (Administration on Aging). IADLs are activities 
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such as buying groceries, cooking, paying bills, or balancing a checkbook. Seventy-five percent 

of those providing care to family members are female with an average age of 46 years, married 

and working outside the home and who spend 50% more time providing care than male 

caregivers in similar situations (Family Caregiver Alliance, 2003). If the work of family 

caregivers had to be replaced by paid home care staff, the estimated cost would be $45 to $94 

billion per year (Administration on Aging). The Family Caregiver Alliance reported that the value 

of informal care that women provide ranged from $148 billion to $188 billion annually. Young 

(2001) stated that family members and other informal caregivers, including those dealing with 

Alzheimer's disease, provide an estimated $115 to $288 billion annually in unpaid health care and 

homemaker services to disabled, sick, and elderly patients. Despite their contributions family 

caregivers continue to be the most neglected group of the health and long-term care system 

(Feinberg & Newman, 2004). 

Being a family caregiver is a multidimensional role. Aspects of care may include 

personal hygiene, toileting assistance, dressing, meal preparation, feeding and medication or 

treatment administration. While these physical tasks of caregiving are taxing, the more complex 

and challenging issues are often those that deal with the emotional aspects of caregiving. The 

stress of caregiving places the caregivers at risk for negative physical, emotional and social 

outcomes, and financial burden (Administration on Aging, 2003; George & Guyther, 1986; Sadik 

& ~ilcock, 2003; Wright, Hickey, Buckwalter, Hendrix, & Kelechi, 1999; Zarit, 2004). The 

assumption of the caregiver role in combination with the loss of physical and cognitive abilities 

of the aging loved one can create considerable stress for the family caregiver often resulting in 

depression or a decrease in the health status of the caregiver. The responsibilities, stress, and 

demands of caregiving can result in lack of time and energy for caregivers to meet their own 

needs. The inability of the caregivers to meet their own needs or provide self-care increases their 

health risks and management of current health problems becomes problematic. Self-care has been 
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defined as "The practice of activities that individuals initiate and perform on their own behalf in _ 

maintaining life, health, and well-being" (Orem, 2001, p. 43) or as Leenerts & Magilvy (2000, p. 

63) stated "the caring about oneself". Thus caregivers are at increased risk for poor health,.both 

mental and physical, as their own health needs are neglected because of the all-consuming 

demands of caring for a loved one (Bunting, 1989, Schulz & Beach, 1999). 

Daughter caregivers account for 26.6% of all family members providing care. Caregiving for 

parents differs across diverse cultures and ethnic groups. While 19% of White American 

daug~ters are caring for their parents, 28% of African American daughters are in the same role. 

Members of minority groups are projected to represent 25 percent of the older population in 2030, 

up from 16 percent in 2000 (Family Caregiver Alliance, 2003). Compared to White daughters, 

African American daughters tend to provide more household and personal care (Yee & Schulz, 

2000). As the duties and tasks of caregiving increase, the time and energy for caregivers to 

maintain and/or manage self-care decreases. This becomes especially important for African 

American women where health disparities create a situation of risk for disease and early death. 

For the African American family caregiver, the existing health disparities of the African 

American P?Pulation create an even greater potential for health risk for the caregiver. The 

National Institutes of Health defines health disparities as "differences in the incidence, 

prevalence, mortality, and burden of disease and other adverse health conditions that exits among 

specific population groups in the U.S." (U.S. DHHS, 2000). These health disparities result in 

poorer health, unequal burden of illness, and higher rates of premature death experienced by 

racial and ethical minority populations. Health disparities are believed to be the result of the 

complex interaction among socioeconomic position, genetic variations, differences in risk 

factors, lack of access to health care, inadequately targeted prevention messages, cultural 

differences between the health care system and the population its serves, environmental factors, 



and specific health behaviors. Identified factors-influencing health disparities in African 

American women include gender, race, socioeconomic status, and access to care. 

5 

~esearch concerning health disparities in the U.S. is one of the five research priorities 

for the National Institute of Nursing Research (NINR, 2003). One of the research themes 

presented by NINR is to identify effective strategies to reduce health disparities. NINR's research 

includes culturally sensitive interventions to modify health disparities, a focus on ethnic, cultural, 

and gender differences, studies to identify stressors that contribute to health disparities, and 

longitudinal research to evaluate interventions and their effects and cost-effectiveness. The 

existing health disparities create a situation of risk to the health of African Americans, which can 

result in increased morbidity and mortality. The self-care needs of African Americans will be 

increased secondary to health disparities. To add the demands, burdens, and stress of caregiving 

which also influences self-care tq existing health disparities puts the African American caregiver 

in an even more vulnerable position. Health disparities and the increase in self-care needs 

compound the complexity of caregiving. __ The inability· ,to manage or promote self-care activities 

creates a situation of increased risk for chronic disease and premature death for the African 

American daughter caregiver. 

While health·disparities and the demands of_caregiving influence the African American 

caregiver, another influence on caregiving is the African American culture. The values and 

beliefs of the African American culture influence the role of the African American women who 

· are providing care. Members of minority cultural groups have different care-giving patterns than 

persons in the majority culture and they may place different interpretations on memory and 

behavior problems. For example, African American families distribute care among 

multiple family members in contrast to White families that typically have one primary 

caregiver. Also, decision-making processes can vary among families concerning the care 

of an aging loved one (Cummings et al., 2002). Culture is defined as learned, shared, and 
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transmitted knowledge of values, beliefs, and lifeways of a particular group that are 

generally transmitted intergenerationally and influence thinking, decisions, and actions in 

patterns or in certain ways (Leininger & McFarland, 2002). 

Culture fundamentally shapes how individuals make meaning out of illness, suffering, 

and dying (Kagawa-Singer & Blackhall, 2001). Cultural beliefs and values of African American 

women can influence the interpretation and management of caring for their mothers as well as 

themselves through the trajectory of caregiving. At the present time, we do not know or 

understand the cultural influences on caregiving or how the caregiving role is culturally defined 

and enacted within the African American culture. 

General Aims 

Over the past several years there has been a tremendous amount of caregiving research 

focusing on stress, burden, and coping. However, only a few studies have been conducted that 

focus on African American caregivers. Little research has been found that examines how African 

American daughter caregivers provide self-care while managing their own health problems or 

promoting their own health across the trajectory of providing care to their mothers. Without 

proper attention and management of their own heafrh, African American family caregivers are at 

risk for development of illness or disease, therefore, becoming unable to continue to care for their 

loved one at home. Without an able caregiver, there is an increase in the probability of nursing 

home placement for the loved one and the development of chronic disease or premature death of 

the family caregiver. 

Another gap in the caregiving research is the cultural influence on the role of the African 

American caregiver. The growth of diverse and minority populations makes it necessary for 

,. nursing to incorporate cultural perspectives to provide quality care. Nursing research is needed to 

guide culturally competent care. Culturally competent care is defined by an expert panel from the 

National Academy of Nursing as "care that takes into account issues related to diversity, 



marginalization, and vulnerability due' to culture, race, gender, and sexual orientations" (Meleis, 

1996, p. 2). It is also care that is provided within the historical and "dailiness" context of clients 

(Meleis). Cultural perspectives influence caregivers in.both overt and subtle ways, w}:lich affects 

attitudes toward illness and beliefs about proper care by self and others (Williams et al., 2001 ). 
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The study of cultural influences on self-care and caregiving will be enhanced by the use 

of methods that generate theories that are contextual, substantive, and exploratory. A qualitative 

naturalistic approach has been chosen for the purpose of this research study. This study seeks an 

understanding of the human experiences of African American daughter caregivers. Qualitative 

naturalistic research enables multiple, variable, and individual views of reality (Denzin & 

-Lincoln, 1998; Lincoln & Guba, 1985). Leininger & McFarland (2002) explained that the purpose 

of qualitati~e method is to discover the essences, patterns, symbols, attributes, and meanings of 

human and r~lated phenomena with information in a natural environment. Questions generated 

from a qualitative approach ask for meaning grounded in real day to day experiences. Qualitative 

methods expand the potential for knowledge development about the experiences of caregiving in 

the African American culture. 

The study will examine the meaning African American daughter caregivers assign io the 

caregiving experiences and how caregiving influences their own self-care. The study will explore 

how African American daughter caregivers provide care not only to their mothers, but also to 

themselves in the form of self-care and how care is influenced by African American culture. The 

knowledge generated by this study will assist nurses to develop cultural competence-in providing 

support and care to African American daughter caregivers. 

The Purpose 

This study will seek to understand the caregiving experiences of African American 

daughters, the meaning they assign to these experiences, how caregiving influences their own 

self-care and how they manage self-care within the context of health disparities during the 



caregiving experience. Increased knowledge and theory development regarding the caregiving 

role, the influences of health disparities, and how culture influences the caregiving role and the 

caregiver's.health are important and necessary. Nu~sing research can identify and propose 

culturally appropriate interventions that would assist African American women not only to 

adequately care for their aged mothers but tffalso to promote and maintain their own health. 

Research Questions 

Understanding the experiences of African American daughter caregivers shapes the 

research questions. The r~search questions will seek rich details to generate qualitative theory 

about African American caregiving. The research questions are 

1. What are the everyday life experiences of providing care for their mothers and its 

meaning for African American daughters? 

2. How do African American daughters provide self-care within the context of health 

disparities while caring for their mothers? 

3. How does African American culture shape caregiving for African American daughters? 

Significance of the Study 
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The number of caregiving research studies has increased greatly over the last two to 

three decades. The majority of research has studied White Americans. Assumptions about White 

American caregivers may not hold true for other groups. S~rvices based on such assumptions may 

be inappropriate (J anevic & Connell, 2001 ). There is a significant need for research that will 

contribute to a greater understanding of African American women who are caring for their 

mothers. There is a great need for knowledge about how African American daughter caregivers 

provide self-care as well as how the African American culture influences caregiving. As 

mentioned earlier, there is sparse research that looks specifically at African.American daughter 

caregivers. There were very few research studies found that addressed self-care by African 

American daughter caregivers or the influences of health disparities on provision of self-care. 



Recognition of how African American culture influences both similarities and differences to the 

White culture is essential to the elimination of health disparities (Kagawa-Singer & Blackball, 

2001). In addition, very little research has examined the influence of the African American 

culture on caregiving. Furthermore, most of the caregiving research focused on White 

caregivers-spouses and families-yet daughter caregivers account for 26.6% of all family 

members providing care. The number of African American daughters (28%) caring for family 

members at home is significantly greater than the number of White daughters (19%) in the same 

role (Family Caregiver Alliance, 2003). 

Family members provide care for the vast majority of those in need of assistance. 
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Without these dedicated family members, our society could not shoulder the burden of care, not 

in terms of manpower or dollars. The African American family assumes this care in greater 

numbers and at greater risk to themselves than other populations. The knowledge gained through 

studies focusing on diverse populations of caregivers will help to develop and implement 

culturally competent health care interventions and health policies. 



CHAPTER II: REVIEW OF RELATED LITERATURE 

While there has been a great deal of research focused on family caregivers, only a few 

studies have specifically focused on African American caregivers. There are research studies that 

have examined health disparities in African Americans but very few were found that examined 

self-care by African American caregivers and the influences of health disparities on self-care: The 

influence of culture on the role of African American women caregivers is largely unknown. The 

review of literature for this study will include studies focusing on caregiving, self-care and health 

disparities of African Americans. Literature related to African American cultural beliefs, values, 

and norms will also be reviewed. 

Caregiving Literature 

The caregiving literature is divided into three major sections: 1) caregiving stress/burden, 

2) caregiver coping, 3) caregiving intervention studies~ Most of the_research studies reviewed 

have been with White caregivers providing knowledge about caregiving in a general way. Several 

of the studies presented in the review of literature provided no information concerning the tace or 

ethnicity of the participants. The influences of race/ethnicity and culture have been addressed in 

too few studies. 

Caregiver Stress/Burden 

Lazarus and Folkman ( 1984) described stress as "a particular relationship 

between the person and the environment that is appraised by the person as taxing or exceeding his 

or her resources and endangering his or her well-being" (p. 19). Nolen, Grant, & Ellis (1990) 

defined caregiver stress as the result of a cognitive imbalance between the perceived nature of the 

demand and the perceived capabilities of the person. Over the last two decades there has been a 

proliferation of research concerning family caregivers and stress and burden. Initially, the 
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research identified the negative aspects or consequences such as caregiver stress and burden. The 

overall impact of physical, psychological, social, and financial demands of caregiving has been 

termed caregiver burden (George & Gwyther, 1986). Hunt (2003) defined caregiver burden as the 

oppressive or worrisome l?ad borne by people providing direct _care for the chronically ill. The 

demands of caregiving can result in negative emotional and physical consequences for caregivers, 

such as caregiver burden, hassles of caregiving,·caregiver stress and strain, depression, anxiety, 

I 

social isolation, and feelings of burden (Braithwaite, 2000; Chang, 1999; Hunt, 2003; Neundorfer 

et al., 2001; Teel, Duncan, Lai, 2001; Wright, Hickey, Buckwalter, Hendrix, & Kelechi, 1999). 

For African American daughter caregiv~rs, the addition of the demands of caregiving on top of 

risks of health disparities for that p~pulation places African American women in an increased 

position of vulnerability. 

The Caregiver Health Effects Study (Schulz & Beach, 1999) examined the 

relationship between caregiver demands among older spousal caregivers and 4-year all-cause 

mortality while controlling for sociodemographic factors, prevalent clinical disease, and 

subclinical disease at baseline. The study was a prospective population-based cohort study with 

392 caregivers and 427 noncaregivers aged 66 to 96 who were living with their spouses. Ninety 

percent of the sample was White and 10% was classified as other for race. After 4 years of 

follow-up the study found that participants who were providing care and experiencing caregiver 

strain had mortality risks that were 63% higher than noncaregiving spouses and the caregiving 

spouses who reported no caregiver strain. In a more recent study of spousal caregivers (Paun, 

2004) the purpose was to explore the experience of Alzheimer disease caregiving from the 

perspective of older women (n = 14) caring for their spouses at home. One third of the 

participants were African Americans and 2/3 were White. The study examined the use of 

spirituality as an essential aspect of the caregiving. While both groups reported the use of prayer 

and church attendance as sources of strength, the African American women described an ongoing 

dialogue that kept them connected with their God at a virtually human-to-human level. The 
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connection between the African women and God was a source of strength which contributed to 

coping with caregiver strain. Another difference between the two groups was use of spirituality 

by the African American caregivers to maintain a limited hope through a trust in God. The two 

studies (Schulz & Beach; & Paun) both examined spousal caregivers but had differences in 

sample study size, sample diversity, identification of coping strategies used by caregivers, and 

caregiver outcomes. Schulz & Beach's study had a large sample which was 90% White and 

established the risk of mortality for caregiving spouses. Paun's study had greater sample diversity 

but a smaller sample size and compared spirituality as a. coping strategy between White and 

African American women spousal caregivers .. 

In Hunt's (2003) literature review of 56 sources from the 1980' s to the mid-2002, the aim 

of the analysis was to identify the competing conceptualizations of the effects of caregiving. The 

analysis was an effort to clarify and delineate useful concepts for nursing research and practice 

with people providing care to chronically ill family members. The concepts identified in the 

caregiving literature were classified as negative concepts, positive concepts, and neutral concepts· 

of caregiving. Negative concepts included caregiver burden, hassles of caregiving, caregiver 

strain, and caregiver stress. Positive concepts found were caregiver esteem, uplifts of caregiving, 

caregiver satisfaction, finding or making meaning through caregiving, and gain in the caregiving 

experience. The neutral concept identified was caregiver appraisal, which referred to the process 

by which a caregiver estimates the amount or significance of caregiving. While the negative 

effects of caregiving are frequently seen in the literature, Hunt has presented a more holistic view 

of caregiving, including positive and neutral concepts. One of the purposes of my study was to 

seek an understanding of both positive and negative aspects of caregiving for African American 

women. 

Many factors influence the degree in which adult children assist their aging parents. 

Carpenter (2001) examined adult attachment patterns to determine whether attachment-based 

emotional bonds between daughters and their aging mothers were associated with (a) the amount 



13 

and nature of care that daughters provide and (b) caregiving burden experienced by daughters. 

The attachment theory describes how individuals manage their need for emotional security and 

this theory has emerged as a framework for understanding the relationship between adult children 

and their parents. Two attachment styles have been identified: securely attached adult children 

and insecurely attached adult children. Parents of the securely attached adult child have been 

responsive and supportive while the parents of the insecurely attached aqult child have been 

unresponsive and unsupportive. In Carpenter's study of 80 adult daughters, there are 40 White 

Americans and 40 African Americans. Inclusion criteria for the study were that daughters 

provided at least 5 hours of care each week to their mother, and had been doing so for at least 2 

months, while the mothers were required to be aged 60 years and older and living alone or with 

their_ daughters. The results of the study found that attachment patterns were unrelated to the 

amount of instrumental care daughters provided. However, in contrast, attachment patterns were 

significantly associated with the amount of emotional care daughters provided, with secu'rely 

. attached daughters providing more emotional care than insecurely attached daughters. Daughters 

with a more secure attachment bond to their mothers also reported less caregiver burden. The 

study did not report a comparison of African American daughters with White American daughters 

(Carpenter). 

Teel et al. (2001), in a longitudinal study, followed 302 caregivers for 6 months after 

their care recipient experienced a.stroke. The sampl~ was 82.9% White_ and 71.1 % were female. 

The primary aim of this study of caregivers of stroke patients was to examine the relationships of 

patient characteristics, characteristics of the caregiver, and caregiver coping resources with 

physical and mental health outcomes of the caregivers at 1, 3, and 6 months after assuming 

caregiving responsibiliti{?.S. Caregivers reported consistent perceptions of fatigue, vigor, recurrent 

sorrow, perceived stress,.difficulties with finances, availability of family support, perceived 

physical health, and the presence of depressive symptoms at 1, 3, and 6 months after the stroke 

occurred. Increased problems with the caregiver' s health were linked to reports of more fatigue, 
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recurrent sorrow, perceived stress, depressive symptomatology, problems with scheduling and 

finances, and difficulties with family support. Similarly, less vigor, less importance of spirituality, 

and less perceived esteem in the caregiving role correlated with more physical health difficulties. 

These findings were true at the 1, 3, and 6··months after the occurrence of the stroke. The large 

percent of White caregivers in the study revealed a need for an increased focus on African 

American caregivers. 

Wright, Hickey, Buckwalter, Hendrix, & Kelechi (1999) studied 42 couples divided into 

groups with early Alzheimer's disease (AD) or ischemic stroke. In this exploratory study, the 

couples were evaluated at baseline, in 6 months, and in 1 year. Depression was found to be 

significantly higher in the AD group and the stroke group than the control group. Over time, 

depression increased in the AD group with 21 % having moderate to severe depression at 6 

months and 50% at 1 year. In the stroke group, a significant interaction was found with race: 

White stroke caregivers increased in depression while African American stroke caregivers 

decreased in depression. A study by Covinsky et al. (2003) had similar findings. The goal of 

Covinsky et al.'s study was to determine the patient and caregiver characteristics associated with 

depression among caregivers of patients with dementia. The study was a cross-sectional study 

with 5,627 patients with moderate to advanced dementia and their primary caregivers at 8 

locations in the U.S. The sample was 88.1 % White and 7.9% African American. Thirty-two 

percent of caregivers were classified as depressed. Independent patient predictors of caregiver 

depression were younger age, White and Hispanic ethnicity compared to African American 

ethnicity, less education, ADL dependence, and behavioral disturbances. Independent caregiver 

predictors of depression included low income, relationship to the patients (daughter or wife), 

hours spent caregiving and functional dependence. One of the important findings in this study 

was that the lowest rates of caregiver depression were in the African American caregivers. 

Gaugler, Zarit, & Pearlin (2003) studied patterns of entry into the caregiving role and 

how the onset of dementia caregiving influenced outcomes pertinent to the caregiving process. 
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The study was a 3-year longitudinal study. Dementia caregivers were classified into one of four 

onset sequences: those whose entry into caregiving was defined by diagnosis, those caregivers 

who recognized symptoms and then obtained a diagnosis, those caregivers who recognized 

symptoms and then provided care, and those who provided care prior to diagnosis or recognition. 

The analyses revealed the caregivers that experienced less abrupt entry into caregiving were less 

likely to institutionalize their relative and reported greater decrease in well-being. The researchers 

emphasized the dynamic process that defines entry into caregiving and stressed the manner in 

which caregivers assume caregiving roles will have implications long after the onset of 

caregiving. One of the questions for the present study will seek to understand how the participants 

came to care for their mothers. Gaugler, Zarit, & Pearlin' s study recognized the importance of 

how the taking on of the care•giver role influences caregiver well-being. 

A study (Braithwaite, 2000) of the relationship of caregiving appraisal to burden and 

well-being found significant relationships between appraisal by the caregiver and caregiving 

burden. Caregiving appraisal was defined as all cognitive and affective appraisals and 

reappraisals of the potential stressor and the efficacy of one's coping efforts. Data were collected 

through face-to-face interviews with 144 caregivers. Appraisals of the caregiving situation are 

critical factors in shaping adaptation. The dimensions of appraisal that significantly increased 

caregiver burden were: low personal resiliency, a conflict-ridden and dysfunctional relationship 

with the care recipient, expending considerable energy in maintaining social networks, and caring 

from a distance. 

Neundorfer et al. (2001) performed a study that examined the effects of depressive 

symptoms over time in 353 persons with AD on depression in family caregivers. As the 

depression in the AD patient increased so did the depression in the caregiver. Another factor that 

increased caregiver depression was an increase in dependency in the ADLs of the AD patient. 

African Americans made up 10% of the sample. 
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However, there is conflicting literature that suggests that depression found in caregivers 

is not clinically significant and is more accurately described as anticipatory grief. As this grief 

increases there is a decrease in the emotional health of the caregiver (Lindgren & Connely, 1999; 

Walker & Pomeroy, l 996). Physical consequences for the caregiver may be fatigue, alteration in 

immune function or inability to manage their own chronic illness (Teel et al., 2001; Knight, 

Silverstein, Mccallum, & Fox, 2000). The stress and burden placed on caregivers can have a 

significant impact on the physical and emotional health of the caregive~. Indicators of the stress 

and burden of caregiving can be seen in an increase in depression, use of sick days at place of 

employment, and increase use of health care services (Tennstedt, 19?9). 

Yee and Schulz (2000) reviewed ~nd synthesized the 30 empirical research reports on 

caregiver gender and psychiatric morbidity: In almost all of the studies reviewed females reported 

more psychiatric morbidity symptoms than men. At all ~tages of stress, women are at greater risk 

for psychiatric morbidity than men. The study reported that women experience higher levels of 

burden than men resulting in clinical depression, anxiety, general psychiatric symptomatology, 

and lower levels of life satisfaction. The study did not look at the ethnicity of the caregivers 

revealing a need for further work that would focus on minority caregivers. 

The fiscal toll on family caregivers includes reduced wages and reduced job security in 

the near-term. Long-term consequences relate to reduced pension and retirement funds (Young & 

Newman, 2003). Providing care to older family members can require a large time commitment 

that may interfere with the caregiver's ability to work. Covinsky et al. (2001) found that the 

burden of reduced employment is more likely to be incurred by the families of ethnic minorities 

and daughters and caregivers that live with the care recipient are more likely to reduce work 

hours than other caregivers. The research was a cross-sectional study of 2806 patients with at 

least one potentially working caregiver. The ethnicity of the sample was 49.7% White and 29.1 % 

African American. Caregivers were asked if they had reduced the hours they worked or had 

stopped working to care for the patient. A strong relationship was.found between African 
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American ethnicity and reduction of working hours. The inability to maintain employment 

obligations may result in loss or curtailment of employment that affected the caregiver's financial 

status and health insurance. For the majority of African American caregivers who are already of 

lower socioeconomic status, the loss or reduction of working hours may be devastating. Women 

caregivers have increased distraction at work, use sick time to fulfill caregiving obligations, have 

decreased work effectiveness and difficulty combining work and family (Yee & Schulz, 2000). 

The demands ·of caregiving can have negative implications for continuation of the caregiver role 

(Chou, LaMontagen, & Hepworth, 1999; Moore, Zhu, & Clipp, 2001). With increased caregiver 

burden, there is an increased risk of nursing home placement for"the family member, an increase 

in mo~bidity and mortality of the caregiver, and an increased rate of depression (Parks, 2000). 

Another factor influencing caregiver stress/burden is the care recipient's health status. 

The care recipient's functional impairment, cognitive loss, and disturbing behavior can greatly 

increase the burden of caregiving. An increase in behavioral disturbances in the care recipient. 

results in changes in the caregiver's health (Baumgarten et al., 1994). Caregivers report an 

increased level of burden and are most burdened when the care recipient has dementia or other 

behavioral problems (Parks, 2000; Pinquart & ~orensen, 2003). In a study by Markowitz, 

Gutterman, Sadik, & Papadopoulos (2003) disruptive patient behavior was associated with 

physical and mental functioning of caregivers. Data were collected from 3,019 surveys that asked 

about caregiver well-being, caregiver activities, and patient Alzheimer disease symptoms. The_ 

caregiver's mental functioning was higher when the care recipient's symptom levels were lower. 

Factors associated with poorer caregiver mental functioning were recent care recipient 

hospitalization, emergency visits for the care recipient, and more hours of caregiving. Mental 

functioning was found to be particularly affected because long hours of caregiving may take away 

time from activities that sustain caregiver mental well-being. The study provided no information 

concerning the race or ethnicity of those who.responded to the survey. 
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Personal care tasks, hours of cate per day, amount of supervision the care recipient needs, 

and altered roles influences caregiver burden (Almberg, Grafstrom, & Winblad, 1997; Chou et 

al., 1999; Deimling & Ba,ss, 1986; Miller et al., 2001; Neundorler et al., 2001; Teel et al., 2001; 

Wright et al., 1999). As the demands of caregiving increase, the caregivers will neglect their own 

health to continue to give care resulting in few self-care actions (Bunting, 1989). A study by 

Moore, Zhu, & Clipp (2001) of 2,043 female family caregivers found a significant link between 

disease severity of the care recipient and loss of earnings for the caregivers. Eighty percent of the 

sample was White with 14.6% reported as African American. The sample was drawn from the 

National Longitudinal Caregiver Study and examined for aspects of family caregiving costs, 

value of caregiver time; caregiver's lost income; caregivers' out-of-pocket costs of purchasing 

formal care, and caregiver's excess health cost. All measures of costs increased as the care 

recipient's disease severity increased. 

Several demographic factors have been identified as risk factors for caregiver stress. 

Younger caregivers have been found to be lonelier, more resentful, and report greater burden. 

Female caregivers participate in more personal care with increased levels of depression and social 

isolation. Education and financial resources are inversely related to caregiver level of stress 

(Chang, 1999). Caregivers who are poor or who require financial assistance are at the highest risk 

for needing assistance while providing caregiving services (Anderson et al., 2000). African 

Americans were 30% more likely to be caregivers, spent 13 more hours weekly in caregiving, and 

were more likely to assist friends as caregivers (McCann et al., 2000). 

A study (Navaie-Waliser et al., 2001) of 380 participants used teleI?hone interviews to 

examine commonalit_ies.and differences in the experiences and challenges of White, African 

American, and Hispanic family caregivers in New York, NY. Random digit dialing was the 

sampling technique. Inclusion criteria was restricted to persons 18 years of age or older who were 

directly providing unpaid care or arranging for paid care to a relative or friend anytime during the 

12 months preceding the study. The researchers found the African American family caregivers 
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were significantly younger, employed in a significantly greater proportion, provided more care 

with ADLs, provided higher intensity care, and reported having unmet needs with care provision 

when compared to White family caregivers. The African American caregivers were also more 

likely to experience increased religiosity after becoming caregivers. 

The purpose of one study (White, Townsend, & Stephens, 2000) was to extend 

knowledge about potential differences in well-being and caregiving experiences between African 

American and White daughters and daughters-in-law who were providing care for an impaired 

parent or parent-in-law. The sample for the study was 261 White and 56 African American 

daughters and daughters-in-law. The study found that the African American women provided 

more hours of caregiving a day and helped with more ADL's than White women. However, 

African American women r~pqrted not only a lower level of stress than White women did but 

also a higher level oi rewards in the parent care role. A ·theory presented by the researchers was 

that African Americans tend to "normalize" the cognitive and/or behavioral problems of older 

adults and interpret their symptoms of impairment as an integral part of the aging process (White 

et al.). 

Foley, Tung, and Mutran (2002) compared t_he effects of a traditional ideology of care 

and role conflict on the intrinsic rewards ·(self-gain) and consequences (self-loss) of caregiving 

among African Americans and Whites. The sample of 481 participants was composed of 257 

African Americans and 224 Whites. The study found that African Americans reported 

significantly more traditional caregiving ideology, less role conflict, and lowered sense of self

loss than Whites. The only difference found in caregivers related to the care recipient's diagnosis 

was that caring for a relative with depression resulted in greater role conflict for White caregivers. 

The researchers suggested that traditional caregiving values protect African American caregivers 

from the psychological consequences of caregiving. 

In summary, previous research has identified the consequences of caregiver stress and 

demands such as depression, anxiety, burden, and social isolation. Physical consequences 
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included decreased immune function, fatigue, and inability of the caregivers to manage their own 

illness or health. The inability to continue employment is a financial burden found in caregivers. 

A powerful factor influencing caregiver stress/burden is the health status of the care recipient. 

The poorer the health status of the care recipient the greater the stress/burden for the caregiver. 

Demographic characteristics of the caregiver that have been identified as risk factors are age, 

gender, education, financial resources, and race. Caregiving tasks and burdens are not static, but 

shift and fluctuate across the trajectory within the context of the caregiving situation. The number 

of research studies that focused on African American caregivers although small, is enough to 

recognize there are differences for African American caregivers that need further research. 

Care$iver Coping 

A large part .of the caregiving research has studied the coping mechanisms or skills of 

caregivers. In a descriptive qualitative study, Lindg~en (1993) defined the caregiver career as a 

trajectory or specific period when caregiving is the central focus. During the caregiver career the 

caregiver reacts to the changes and stresses that have an impact on his or her life throughout the 

caregiving experience. The convenience sample of 10 caregivers of spouses with Alzheimer's 

disease and/or dementia were interviewed in thyir re~idences with open-ended, taped interviews. 

Lindgren reported that the caregiver' s life becomes a process of learning, adaptation to role 

demands and restructuring, evolving through unique periods or stages of the caregiving career. 

The consistent thread throughout each stage is coping and adaptation to the changes and/or 

demands of the caregiver role. 

Seltzer and Wailing (2000) conducted a prospective study to examine the prevalence and 

consequences of transitions into, within, and out of the caregiving career during a 3-year period 

among wives and daughters who had an elderly husband or parent. The sample consisted of 476 

participants for the longitudinal study. The data showed that the transitions of caregiving are 

marked by changes in social involvement, family support, and psychological well-being. The 
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demands of the caregiving role change over the time of the caregiving trajectory and 

consequently these demands effect a different constellation of gains and losses associated with its 

successive changes (Seltzer & Wailing, 2000). While the present study did not provide 

information concerning race or ethnicity of the sample, the present study was longitudinal over a 

9 month pe~iod to view African Amedcan caregivers across a trajectory of caregiving. 

Another study by Bull & Jervis (1997) also looked at coping strategies of chronically ill 

older women and their caregiving daughters during posthospital care. The purpose of this 

grounded theory study was to learn how older women and their caregiving daughters managed 

care following the mother's hospitalization because of a chronic illness. The sample was 33 

mother-daughter pairs interviewed at two weeks post-discharge and at two months post-discharge · 

and was 93.9% White. In dealing with post-discharge difficulties, most mother-daughter pairs 

employed active information seeking and problem-solving strategies to find out what works and 

to establish new routines. The study revealed that the mother-daughter pairs who obtained 

information and initiated problem-solving reported fewer difficulties managing care two months 

post-discharge and were inore likely to have established routines (Bull & Jervis). 

Many research studies have identified personal characteristics that caregivers use to cope 

with the responsibilities of providing care. Hardiness in caregivers of family members with high 

functional impairment was found to be inversely associated with depression and fatigue. 

Hardiness is defined (Clark, 2002) as commitment to life, viewing change as a challenge, having 

control over one's own life, and is related to better outcomes in stressful situations. The study of 

67 caregivers of disabled older adults (DA) found that memory and behavior problems of the DA 

were positively correlated with depression and fatigue in the caregiver. The sample was 63% 

White and 37% was classified as non-Caucasian. Individual hardiness of the caregiver was 

negatively associated with depression and fatigue. The researchers did not compare caregivers 

according to race or ethnicity. 
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A sense of mastery or control strongly influences the caregiver's ability to manage the 

stress and burden of care (Martire, Stephens~ & Franks, 1997; Tennstedt, 1999). The purpose of 

Szabo & Strang' s ( 1999) study was to describe the experience of control as perceived by family 

caregivers who cared for relatives with dementia to determine how caregivers managed care at 

home. The sample was 21 family caregivers of relatives with dementia. Grounded theory methods 

were used to analyze the experience of control and how it related to caregivers managing or 

coping with their caregiving situations. The caregivers who manifested the dimension of 

maintaining control were actively engaged in the process; they had control and continually 

worked at maintaining it. The caregivers in the lacking control dimension seemed unable to cope 

with their demanding situation. The study provided no information concerning the race or 

ethnicity of the sample, which revealed a need for further studies with minority caregivers. 

The coping strategy utilized by the caregiver influences the outcome of caregiving for the 

caregiver. In a longitudinal study by Powers, Gallagher-Thompson, & Kraemer_ (2002) of 51 

caregivers of Alzheimer's patients, coping strategies and depressive symptoms were found to be 

stable over time despite significant decline in the patients' cognitive functioning. The sample of 

51 caregivers contained 49 White caregivers, 1 African American caregiver, and 1 Hispanic 

caregiver. The study found avoidance coping was positively associated with depr~ssive 

symptoms. The lack of representation of the true population of U. S. caregivers limits the study 

in reference to African American caregivers. The relationship between the caregiver and the care 

recipient can influence the stress and strain in the caregiving process. The study found the better 

the quality of the relationship between caregiver and care recipient relationship the greater the 

decrease in role overload and depression. Negotiation between the caregiver and the care 

recipient that results in a mutually agreed-upon set of rules about the caregiving process has been 

found to reduce the stress and strain (Coeling, Biordi, & Theis, 2003; Tennstedt, 1999). A sense 

of family support, frequent visits by other family members, and the presence of a strong social 

network all correspond with lower levels of caregiver burden (Parks, 200'0). 
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A study by Carruth, Tate, Moffett, and Hill (1997) tested a model of family functioning,_ 

reciprocity, emotional well-being, and family satisfaction in caregivers of elderly parents. The 

convenience sample consisted of 171 subjects of whom 92.4% were White caregivers. The _ 

inclusion criteria were that the caregiver' s parent had to be 65 years of age or older and require 

assistance at least three times a week. The findings indicated that family satisfaction was directly 

and indirectly influenced by reciprocity, emotional well-being, and family functioning. Family 

satisfaction was directly influenced by the caregiver's em_otional state, as well as by his or her 

ability to derive intrinsic rewards from caregiving. The study sample consisted of a majority of 

White caregivers with no mention of the non-White caregivers. This further limits the application 

of the results to African American caregiving families. 

There have been a few studies that looked at differences in coping patterns and informal 

social support by race _and place of residence. White caregivers attend support groups more 

frequently than African American caregivers, while African Americans may have less access to 

formal support than White caregivers. African American caregivers report frequent use of 

cognitive strategies such as refram_ing tbe situation in more positive terms and expressing a 

determination to survive. White caregivers report greater depression and appraised caregiving as 

more stressful than African American caregivers. Rural African Americans sought information 

about disease and services less frequently than Whites or urban caregivers. African American 

caregivers have available and use more extensively a broad range of informal supports. 

Caregivers use spiritu.ality in caregiving ·not only as a coping strategy but_ also to find meaning in 

the caregiving role (Theis, Biordi, Coeling, Nalepka, & Miller, 2003). 

A study by Knight, Silverstein, McCallum, and Fox (2000) proposed a sociocultural 

stress and coping model that argued that ethnicity implies specific cultural differences. The 

cultural differences directly affected appraisal of caregiving as stressful. Mediating variables such 

as coping skills were also influenced by ~ultural differences. The sample included 41 African 

Americans caregivers and 128 non-African American caregivers. Significant influences of ethnic 
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and cultural group variables were found. The African American caregivers reported a lower level 

of burden but equal levels of depression and anxiety. The results of the study supported a cultural 

view of the effects of African American ethnicity on caregiving in that appraisal and coping 

styles were influenced by culturally transmitted values and behaviors. African American ethnicity 

was positively related to the greater use of Emotion-Focused Coping and therefore, indirectly 

increased emotional distress. The African Americans in this sample tended to be younger, which 

in tum led to increased burden and the use of emotion-focused coping. They also reported poorer 

subjective health, which could have also increased burden and the level of emotional distress. 

An important part of support systems reported by African Americans was a very personal 

relationship with God (Boyle, Ferrell, Hodnicki, & Muller, 1997; Janevic & Connell, 2001; Wood 

& Par~am, 1990). Navaie-Waliser et al.'s (2001) study of 380 family caregivers had consistent 

findings that African American caregivers reported increased religiosity since becoming 

caregivers, again suggesting a greater reliance on religious beliefs as a potential coping strategy 

by African American women. 

A comparison study of African American and White mothers caring for adults with 

developmental disabilities explored the association between race and religious coping on 

caregiving appraisal (Miltiades & Pruchno, 2002). Derived from a larger study of 996 women 

with an adultchild with mental retardation, the sample group for the smaller study was created 

through matching by race on age, education, martial status, employment status, and per capita 

income, creating a group of 142 women, 71 African Americans and 71 who were white. The 

study found that African Americans were more likely to use religious coping and experienced 

higher levels of caregiving satisfaction because of the indirect influence of religious coping. The 

findings indicated that, as a resource, religious coping frames the caregiving experience in a 

positive manner. However, it was found that religious coping did not reduce caregiving burden 

for African Americans mothers. In addition, African American mothers rated their self-health as 

poorer than the White mothers (Miltiades & Pruchno). 
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In summary, there have been many research studies focusing on caregiver coping. 

Several of these studies have presented coping across the transitions or changes associated with 

caregiving and the ability of the caregiver to adaptation over time. Other studies have explored 

coping mechanisms or strategies utilized by caregivers including active information seeking, 

proble~-solving strategies, and avoidance coping. Personal characteristics, such as hardiness and 

sense of control, used by caregivers, to cope with respon~ibilities of providing care have been 

examined. Family support has been found to be a source of positive coping for the caregiver. 

There have been a few studies that compared coping strategies or styles of White caregivers and 

African American caregivers. Consistent findings indicated found were that White caregivers 

sought out formal supports while African Americans relied more on informal supports. While 

both groups reported spirituality as an important support system, African American caregivers 

seem more likely to use spirituality as a coping mechanism or strategy. 

Caregiving Intervention Studies 

.. · Another area of caregiving research has been the development and testing of caregiver 

interventions. The knowledge about family caregivers has grown considerably over the last two 

decades while research-based knowledge of possible caregiver interventions has been slower. In 

the studies reviewed very few contained adequate numbers of African American caregivers 

compared to ·white caregivers. Several studies provided no information concerning the race or 

ethnicity of the sample participants. The percentage of White participants in most studies was 

79% to 100%. A review of the caregiving literature follows but the lack of African American 

focus illustrates the need for individually tailored interventions. This qualitative study strove to 

make a contribution of knowledge in meeting that need by providing a descriptive study of 

African American daughter caregivers. 

Previous caregiving intervention studies found a moderately strong effect for both 

individual psychosocial interventions and respite care programs on caregiver burden (Chang, 

1999). Several types of interventions have been tested such as counseling, education, stress 
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management, respite care, and problem-solving skills (Hansell et al., 1998; Roberts et al., 1999; 

Strang & Haughey, 1999; Weuve, Boult, & Morishita, 2000). Caregiver interventions studies can 

be generally divided into two groups: (a) studies· aimed at impro~ing the caregiver's well-being 

and coping skills and (b) studies aimed at reducing the amount of care provided by the caregivers 

(Sorenson, Pinquart, & Duberstein, 2002). Six distinct types of caregiver interventions were 

identified by Sorenson et al,: psychoeducational fnterventions, supportive interventions, 

respite/adult day care, psychotherapy, interventions to:•improve care receiver.competence, and 

multicomponent interventions. Farran (2001) rep_orted family caregiver research has focused on 

the following types of interventions: psychosocial and support groups, skills training, 

psychotherapy, counseling, and respite care. This review of literature of caregiver interventions 

will include psychosocial and educational interventions, supportive interventions, respite/adult 

day care, and psychotherapy and counseling interventions. 

Psychosocial and Educational Interventions 

Psychosocial and educational interventions focused on helping caregivers develop the 

knowledge base needed to assume the tasks of caregiving, understanding their changing roles, 

and prepare for the varied responsibilities associated with caregiving over time (Farran, 2001). 

Through increasing the caregiver' s knowledge these interventions sought as their goals a decrease 

in caregiver burden and an improvement in care recipient outcomes. 

A s~udy by Weuve, Boult, & Morishita (2000) investigated the effects of outpatient 

geriatric evaluation and management (GEM) on informal caregivers' sense of burden. The sample 

of 568 high-risk, community dwelling older adults (97.2% White) was randomized to receive 

either GEM or usual care for 6 months. The GEM group was assigned to clinical teams consisting 

of geriatrician, nurse, social worker, and gerontologic nurse practitioner. The GEM caregivers 

were half as likely as the control group to experience caregiver burden over the following year. 

The findings suggest that GEM help protect tbe informal caregivers of high-risk older people 

from the increases in burden that often come with advancing age. 
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Chang ( 1999) examined the effects of an 8-week cognitive-behavioral intervention with 

65 caregiver-care recipient dyads (White 79.1 %, African American 16.3%). The design was a 

two-group randomized trial with measures taken at baseline, 4 weeks, 8 weeks, and 12 weeks. 

The intervention was a cognitive behavioral intervention that was tailored to specific deficits of 

persons with Alzheimer's disease with a focus on functional status. The study found caregiver 

outcomes were less depression, reduction in anxiety, and decreased use of emotion-focused 

coping strategies (Chang). No comparison was made between the White and the African 

American participants. 

A study by Gitlin, Corcoran, Winter, Boyce, & Hauck (2001) sought to determine the 

short-term effects of a home environment intervention on self-efficacy and upset in caregivers 

and daily function of dementia patients. They also wanted to determine if treatment effect varied 

by caregiver gender, race, and relationship to patient. The sample of 171 families of dementia 

patients was randomized to either the intervention group or usual care control group. Seventy

four percent were White and 25 % were African American. Occupational therapists provided 

education and physical and social environmental modifications in 5 90-minute home visits. The 

results were: 

• Reduction in the decline in the care recipient's ability to perform IADLs 

• Reduction in decline of self-care by the care recipient 

• Reduction in behavioral problems of the care recipient 

• Less upset of the caregiver 

Of particular interest was that there was an increase in self-efficacy for women and minorities in 

the study in managing behaviors and functional dependency of the care recipient. The African 

American participants showed a greater improvement in IADL and ADL self-efficacy compared 

to White participants. 
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Chambers & Connor (2002) evaluated an interactive software program designed to 

provide family caregivers with information, advice and psychological support, together with a 

self-assessment instrument to monitor coping capacity. The sample, 242 caregivers, was asked to 

complete an evaluation questionnaire following use of the software program. The sample 

contained no African Americans. The results showed that the majority found the program to be 

informative, provided reassurance and emotional support, enabled them to assess their own 

coping capacity, and provided useful information regarding how to enhance their coping skills. 

A recent study (Coon, Thompson, Steffen, Sorocco, & Gallagher-Thompson, 2003) 

examined the short-term impact of two theoretically based psychoeducational small group 

interventions with distressed caregivers, and it also examined the role of specific moderator and 

mediator variables. The 169 female participants (90% were White) were randomly assigned into 

one of three treatment interventions: anger management, depression management, or a wait-list 

control group. The study found that participants in both the anger management and depression 

management groups had significant reductions in their levels of anger or hostility a~d depression 

from the first assessment to the second assessment in comparison to the wait-list control group. 

Use of positive cognitive coping strategies increased in the anger management group only. Self

efficacy significantly increased for participants in both intervention groups, and was also 

demonstrated to function as a mediator of intervention effects. The overall findings suggested that 

skill training through either °depression· management or anger management training can lead to 

reduction in symptoms of a,nger, hostility, and depression as well as increases in self-efficacy for 

managing behavior problems and controlling upsetting thoughts. A limitation of the study was 

that the majority of participants were White (90% ). 

Supportive Interventions 

Social support has been a focus of research concerning caregivers. The link between 

greater support and reduced caregiver burden has been shown in many studies. Support and 

counseling can prolong the time that caregivers provided care at home delaying nursing home 
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admission (Almberg et al., 1997; Haley, Levine, Brown, & Bartolucci, 1987; Hansell et al., 1998; 

Picot, 1995; Strang & Haughey, 1999; Whitter, Coon, & Aake, 2002). Monthly social support 

boosting intervention on levels of stress, coping, and social support among caregivers of children 

with HIV/ AIDS was the aim of an intervention study by Hansell et al. The sample was 70 

primary caregivers of children with HIV/AIDS. Seventy-four percent were African American, 

13% were Hispanic, and 13% were White. The social support boosting intervention was 

individually focused ·on ·identificatio~ ot'the caregiver's stressful problems and network resources 

to mobilize social support, both formal and informal. Seronegative caregivers derived substantial 

benefits such as increased levels of social support appraisal providing some sense of relief. The 

caregivers who were seropositive received no benefit from the int~rvention. Hansell et al.'s study 

has implications for the present study in the use of informal and formal ·social support as a 

successful coping strategy in caregiving in largely African American caregiver population. 

In a study by· Chadiha, Rafferty, & Pickard (2003) the influence of caregiving stressors, 

social support, and caregiving appraisal on the martial functioning of 100 African American wife · 

c.aregivers was examined. The results of multivariate analyses revealed: 1) Receiving church 

support was associated with increased martial functioning, 2) Lower levels of caregiving burden 

were associated with increase~ marital functioning, 3) Higher levels of caregiving satisfaction 

were associated with increased marital functioning. 

Social support was also the focus in a study by Atienza, Collins, & King (2001 ). The 

primary aim of the study was to prospectively (i.e., before and after a stressor) examine whether 

situational control mediates the relationship between perceived support and psychological well

being (i.e., negative mood and happiness) in a family caregiving sample. The sample was 49 

caregivers of dementia patients at home with 93.9% White. The results revealed that although the 

occurrence of a situational stressor increased negative mood, greater perceived support reduced 

the detrimental impact of a stressor on negative mood. The findings suggested that caregivers 

with greater perceived support were less emotionally reactive to stress occurring in their natural 
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environment because of, in part, sustained or increased perception of situational control. The lack 

of adequate numbers of African American participants emphasizes the need for research focusing 

on African American caregivers. 

Respite/ Adult Day Care 

Respite care can be defined as the temporary physical, emotional or social care of a 

dependent person. The purpose of respite care is to provide relief from caregiving to the family 

caregiver. Gilmour (2002) explo~ed. family caregiver' s experiences, the factors that influenced 

their perceptions of the service, and their ability to take full advantage of the respite time. Nine 

family White caregivers participated in the study. The study found that the family caregivers 

valued the opportunity to use respite care services and identified positive aspec_ts of the 

experience, such as time to be with friends and family, opportunity to work, recover from the 

physical work of caregiving, and to take advantage of the freedom from the constant need to 

supervise the care recipient. However; there were identified tensions concerning respite care. One 

tension was qualified acceptance in which the caregiver accepted the need for respite, but was 

reluctant to take full advantage of the respite time and felt the need to frequently check up on 

their family member. The second identified tension was marked ambivalence in which caregivers 

had difficulty relinquishing care. This was due to concerns about the negative impact on their 

family members and the caregivers visited for protective reasons. Family caregivers took on the 

protective role when concerns arose about their relative receiving adequate care. Examples of 

consequences of admission to respite care causing concerns for family caregivers included weight 

loss, constipation, and decreased mobility of their relative. 

Respite as a coping strategy for family caregivers of persons with dementia was the focus 

of a study by Strang & Haughey (1999). The study explored how 10 White family caregivers of 

persons with dementia experienced respite. The family caregivers experienced three dimensions 

of coping: 

• The caregiver recognized the need to get out of the caregiving world 
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• The caregivers give them.selves permission fo actually get out temporarily 

• The caregiver has the appropriate social support resources available to facilitate 

respite care 
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The objective of a study by Gaugl(?r, Jarrott, Zarit, Stephens, & Greene (2003) was to 

determine whether adult day service use interacted with decreases in primary caregiving 

hours to alleviate caregiver stress and negative mental health over time. Primary care 

hours were defined as the time caregiv~rs spent on activities of daily living/instrumental 

activities of daily living. The study looked at three month longitudinal data with a sample 

size of 400 participants. No information was provided concerning the race or ethnicity of 

the sample. Adult day service users reported a greater decreas'e in hours spent on 

behavior problems when compared to nonusers, even after controlling for baseline 

differences. The adult day service users, also, reported decreased frequency of behavior 

problems in their family member who attended the day care program. 

Psychotherapy and Counseling 

In a study by Roberts et al., (1999) individual problem solving counseling for 77 

caregivers of cognitively impaired relatives was provided by community visiting nurses trained in 

problem-solving therapy. No report is provided from the study concerning the race or ethnicity of 

the caregivers. Counseling was found to be effective by caregivers, particularly by a subgroup 

with poor logical analysis coping skills. The group receiving the intervention had fewer relatives 

entering the nursing home. Another article presented psychotherapeutic interventions made 

accessible by telecommunication. The article was n9t a research study but it did present a 
. . 

caregiver intervention that contained a sociocultural dimension. The sociocultural dimension 

focused on family and community support and how to mobilize and utilize support. The 

psychothera~eutic intervention technology could assist caregivers to achieve positiv_e · 



developmental outcomes such as reduction of stress and depression in the caregiver, caregiver 

health promotion, adaptation and acculturation of the caregiver (Wright, Bennett, & Gramling, 

1998). 
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In summary, caregiving intervention research findings suggest that caregivers benefit 

from an individualized approach. Interventions should be tailored to a specific stage or to the 

caregiver's need at particular points across the trajectory of caregiving. Interventions that have 

resulted in positive outcomes for caregivers include provision of information concerning services 

and support available, assistance gaining access or linking the caregivers to services and support, 

support from others, learning more about caregiver skills, behavior management, and respite care. 

Additional interventions are counseling, individual or group, and training as a caregiver that is 

culturally tailored and provides practical problem solving. There is a great need to focus on 

African American caregivers in caregiving interventions. 

Self-care 

There are numerous studies found in a literature review of self-care. In this section of the 

review of literature definitions and theories of self-care will be presented. 

Definitions and Theories of Self-care 

The review of literature revealed a frequently found definition and theory of self-care by 

Dorothea Orem. Self-care is defined by Orem as "the practice of activities that individuals initiate 

and perform on their own behalf in maintaining life, health, and well-being" (Orem, 1991, p. 

117). People are assumed to have needs for which they perform learned self-care behaviors. Self

care is purposeful, goal-directed behavior that exists in concrete life situations and will be 

affected by various factors including age, development stage, experience, resources, sociocultur~l 

background, health state, environmental conditions, and effects of medical care (Orem). 

Self-care contributes to human structural integrity, functioning, and development. Orem's 

theory enables study of self-care practices used by diverse social groups (Kenney, 1999; Meleis, 

1997). The influence of culture on self-care is best learned from the members of that culture. Self-
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care activity takes shape through awareness of health within the cultural influences that frame 

health perspectives. The capacity to engage in self-care activities is dependent on the level of 

operable self-care agency that people possess. (Orem, 1991; Orem, 2001). Lauder (1999)'studied 

a group of 63 patients of whom 41 (22 female, 19 male) were recruited to the study group and 22 

(19 female, 3 male) were recruited to the comparison group. No report is provided concerning the 

race or ethnicity of the participants. The patients had been previously categorized by district 

nurses as self-neglecting. Subjects in both groups have a wide range of medical diagnoses. Using 

the Self-care Agency Scale, based on Orem's work and the Index of Independence in Activities of 

Daily Living, Lauder found that patients who were self-neglecting had lower levels of operable 

self-care agency. 

Basic conditioning factors are factors internal or external to individuals that affect their 

abilities to engage in self-care or affect the kind and amount of self-care required (Orem, 1991). 

Several of the basic conditioning factors are found in the population for this research study of 

African American women caring for their mothers: age, gender, health state, sociocultural 

orientation, family system factors, and pattern of living including activities regularly engaged in. 

Orem does recognize that when family members assume the role of self-care agents for their 

loved ones they do continue to bear responsibility for their own health and well-being. As African 

American women take on dependent care responsibilities for their mothers, the ability to meet 

their own self-care needs is at risk. 

Leenerts ( 1999, p. 382) defined self-care as "the self-described behaviors that women 

engaged in to promote or improve their health". Lipson & Steiger (1996) provide six assumptions 

in their approach to self-care: 

• People are ultimately responsible for their own health. 

• People have the right and the ability to make choices about their own health and 

health care. 



• Self-care knowledge and skills decrease individuals and families reliance on 

professional care and increase their ability to assess health status and need for 

intervention. 

• The relationship between the individual, family, or community and health care 

professionals should be a partnership. 

• Health care professionals need to be fully aware of their own health beliefs and 

practices. 
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• A self-care emphasis is relevant to people of a variety of socioeconomic and cultural 

backgrounds. 

• Self-care is an approach rather than a specific intervention (p. 18 - 19). 
' ' . 

Lipson & Steiger (1996),\n promoting self-care in a multicultural society, stated that it is critical 

not only to understand cultural but also socioeconomic and political influences on health and 

health care. Culture determines individual and group perceptions of health and illness as well as 

appropriate treatment and prevention modes. Cultural norms and values provide a context within 

which individual and family self-care b~havior can be understood. 

Thrasher (2002) encourages a commitment to a more sociopolitical model of practice in 

place of the traditional biomedical model of cure. Self-care is directly linked to the economic and 

social environment and those who do not have choices are unable to engage in self-care activities. 

Thrasher's sociopolitical model promotes an understanding of the lived experiences and how 

politics, social structures, and culture always shape these experiences. The role of the African 

American daughter caregiver and the influence on the health of the daughter caregiver is 

multidimensional and is impacted by African American culture, political, social, and economic 

aspects of life. 
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Self-care Research Studies 

Sev~ral studies were found that used the concept of self-care to deliver care, evaluate 

care, or identify various f~ctors that influenced individuals. Leenerts explored the social factors 

that influenced self-care in a cohort of 12 low,-income HIV positive White women. Using an 

exploratory descriptive design and grounded theory method, Leenerts developed substantive 

theory-about ways low-income white women practiced self-care. Leenerts' midrange theory 

postulated a link between caring about self and self-care; "caring about self was essential to 

motivate self-care and to learn self-care strategies, caring about self while caring for others was a 

challenge women confronted in all of their relationships" (1999, p. 396). A continuation of the 

study by Leenerts' of the same population arid sample examined the self-cary practices of low

income, White women diagnosed with HIV/AIDS (Leenerts & Magilvy, 2000). The study 

examined personal meanings as well as social interactions that influence women's self-care 

practices. The women were asked to define self-care and describe their self-care practices. 

The women in Leenerts & Magilvy's (2000) study defined self-care as "taking care" 

including "not harming myself' and "listening to myself'. Self-care also included relationships 

that motivated self-care practices. Caring about self was central to the development of self-care 

attitudes and practices. Histories of abuse were common in the lives of the women in the study 

and provided a formidable barrier to self-care. Four categories were discovered in women's 

attitudes and practices of self-care and are described as four social processes, linked by the core 

category of investing in self-care. The four social processes are focusing self: imaging/reimaging 

self, fitting resources: switching things around, feeling emotions: touching both sides, and finding 

meaning: refinishing creativity. Investing in the four self-care categories energized self-care and 

provided guided strategies. The strategies emerged from the four· social processes and included: 

• Strategies for intervention in women's isolation from self and others 

• Strategies for locating and mobilizing resources 

• Strategies fo~ deaiing with threats to mental healt 
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• Creative strategies_ for living while '·'seeing the end". 

A third article by Leenerts, Teel~ & Pendleton (2002) sought to synthesize knowledge 
. , 

about self-care in older community-dwelling people and to identify essential dimensions of self-

care related to healthpromotion and well-]?eing in aging. A literature search was performed with 

the concepts of self-care and health promotion and related terms including self-concept, self-care 

ability, and self-care activity. The findings were organized into a literature-based, integrated 

model with applicability in practice, research, and education. Self-care for health promotion in 

independent elders was found to be multidimensional. Self-awareness and self-transcendence was 

linked to self-care ability, self-care activity, and positive health outcomes. Leenerts' studies 

focused on White women, which does have limitations in application to African American 

women. However, there are aspects of Leenerts' work that may be common ground. The women 

in the studies were of low income, HIV positive, and were victims of abuse, which are aspects 

that can be found in African Americans also. 

The synthesis of the literature by Leenerts, Teel, & Pendleton (2002) resulted in the 

development of the model of Self-care for Health Promotion in Aging. The model had five 

dimensions: internal and external environment (relationship with self and others), self~care ability 

(readiness to care), education (connecting self-care ability and activity), self-care activity 

(repertoire in caring), and outcomes (promotion of health while aging). Leenerts reports that 

"overall, a person's experience, with attention to contexts that influence self-care, is the 

foundation for the model of self-care for health promotion in aging" (p. 358). 

The most recent study by Leenerts and others (Smith, Leenerts, & Gajewski, 2003) 

focused on patients and family caregivers with adverse problems related to reactive depression. 

Reactive depression was defined as intermittent, recurrent short episodes of low mood as 

measured by the Center for Epidemiological Studies-Depression Scale (CES-D). Reactive 

depression can lead to medication errors, mismanagement of chronic disease, and poor self-car_e. 

For the study, a secondary data analysis research design· was used to con:ipare findings across a 
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series of four studies. The participants, in all of the studies, were adult patients dependent on 

home total parenteral nutrition (HTPN) and their famUy caregivers. The researchers asked the 

participants to use therapeutic journaling in a diary to evaluate its effect on reducing reactive 

depression. No information was provided that addresses the race or ethnicity of the participants. 

The review of the baseline CES-D scores showed that a significant number of patients and family 

caregivers had moderate to severe reactive depression. After journal writing for an average of 

10.4 weeks, the effect sizes of the between and within patient group scores indicated moderate to 

large improvement in depression. For the majority of caregivers, the reactive depression ~as 

related to the constant presence of technology in the home, the disruption of daily schedules, and 

missed activities and opportunities. Other factors influencing reactive depression in the caregivers 

included often missing work days, turning down a better job, decreasing the number of hours 

worked or quitting their job, all resulting in major financial concerns. 

The purpose of a study by Acton (2002) was to compare health-promoting self-care 

behavior in family caregivers (n = 46) with noncaregivers ( n = 50) and to investigate the 

mediational effect of health promoting self-care behaviors on the relationship between stress and 

well-being. The family caregivers were 93% White and 1 % African American. For the study 

health-promoting self-care is defined as ~hose actio-ns persons take to improve their health, 

maintain -optimal functioning, and increase general well-being. Caregivers reported significantly 

more barriers to self-care than did noncare~i-yers.·An additional aim was to exam.ine the 

mediational effect of health-promo.ting behavior on stress and well-being in the caregiver group. 

The study found that the caregiver group practiced significantly fewer health-promoting self-care 

behaviors and had more barriers to health _promotion that the noncaregiver group. The findings 

demonstrated that the caregivers who practiced more health-promoting self-care behaviors were 

better protected from stress, and the effects of stress on well-being were reduced. No comparison 

was reported between White caregivers and African American caregivers. 



38 

Clark (1998) used a descriptive design to examine the self-care behaviors of healthy older 

adults. The sample group of 30 adults met the inclusion criteria of being relatively healthy and 

busily engaged in daily activities, and their ability to provide information-rich or enlightening 

data. No information was provided concerning the race or ethnicity of the participants. The study 

found the following self-care behaviors among the participants; diet of fresh fruits and vegetables, 

little meat and low fat foods, adequate rest at night, handling of stress using a wide range of 

techniques, measures to keep safe from harm, maintaining supportive relationships, and keeping 

active. The participants attributed their enhanced quality of life and zest for living to their self

care behaviors. 

Women who have greater perceptions of power have better enabling capabilities and also 

perform more self-care. In a study of Pakistani women Lee (1999) examined the relationships 

among basic conditioning factors (BCFs), self-care agency (specifically, perception of power as a 

foundational capability of self-care agency and the enabling capabilities of self-care agency), self-. 

care, and selected .health outcomes. Basic conditioning factors for this study were viewed as the 

influence of women's perception of power, enabling capabil_ities, and self-care. The sample size 

was 162 Pakistani women. 

There were five major factors that appeared to influence women's perception of power: 

family roles, ethnicity, employment, freedom of movement, and enabling capabilities of self-care 

agency. Factors that influenced self-care and enabling ~apabilities _of self-care agency included 

level of education, socio-economic_ status, freedom of movement, age, and roles in the family. 

Lee's study relates to the ~tudent's proposed research through similarities between Pakistani 

women and African American women such as the perception of power in an oppressive social 

environment, cultural interpretation of family roles, level of education, socioeconomic status, and 

how these similarities influence self-care. The African American culture has a foundation in 

oppression which impacts power within a society and culture (Collins, 2000). 
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Keyserling et al. (2002) performed a randomized trial of an intervention to improve self

care behaviors of African American women with Type 2 diabetes. The objective of the study was 

to determine whether a culturally appropriate clinic-and community-based intervention for 

African American women with Type 2 diabetes would increase moderate-intensity physical 

activity (PA). The researchers developed an intervention program to meet the psychological, 

cultural, and economic needs of lower..:income southern African American women with type 2 

diabetes. The community component of the intervention program was facilitated by community 

diabetes advisors (CDA) nonprofession~l ~eer counselors. The CDAs were all African American 

women with type 2 diabetes who had ·been trained for their role. The study participants of 200 

African American women were age 40 or older and had a diagnosis of Type 2 diabetes with no 

history of ketoacidosis. The participants were ran~omly assigned into one of three treatment 

groups. The primary outcome studied was the comparison of PA levels between groups assessed 

at 6 and 12 months by accelerometer. Other study outcomes were glycosylated hemoglobin and 

blood lipids levels at 6 months and 12 months. The findings of the study showed that there was a 

statistically significant enhancement of PA energy expenditure as assessed by accelerometer, 

however there was no significant impact of blood lipids level or on glycemic control. An 

interesting component of this study was the recruitment and training of peer counselors, the 

CDAs who participated in delivering community component of the interventions. The relevance 

of the study is the importance of culturally sensitivity in research that can be achieved with the 

use of a peer member from the cultural group that is being studied. 

In summary, the literature concerning self-care has been reviewed. Literature focusing on 

theory development and research studies in self-care has been presented. The ability to perform 

self-care is crucial in maintaining health. Many factors impact the ability to provide self-care. For 

African American women who are caregivers, the ability to provide self-care can be threatened 

by the demands, burden, and stress of caregiving. To add the inability to properly care for self to 



the existing health disparities for African American women puts them at increased risk for 

chronic disease and premature death. 

Health Disparities in African Americans 
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The health disparities found in the minority populations of the United States result in an 

increase in morbidity and mortality for those populations. For the purposes of this review, the 

focus will be on the health disparities of African Americans. The existence of health disparities 

negatively impacts self-care. The existing health disparities places the African American 

caregiver at a vulnerable disadvantage when confronted with the stress, demand, burden, and 

strain of providing care to an aging loved one. The review of literature concerning health 

disparities is presented in two sections, the current health status of African American women and 

factors influencing health disparities of the African American population. 

Current Health Status of African American Women 

African American women have been and continue to fare worse than White women in 

terms of health status, rates of disability, and mortality (see Table I). Life ~xpectancy for African 

American women is 75 years, compared with 80 years for White women. The leading causes of 

death for African American women are cardiovascular disease (40.6%), cancer (20.7%), diabetes 

mellitus (5.2%), nephritis (2.7%), and accidents (2.7%). Among African American women age 20 

or older, 39.6% have cardiovascular disease. African Americans have almost twice the risk of 

first-ever strokes compared with Whites. Of African American women aged 20 years and older, 

36.6% will have hypertension (defined as systolic pressure of 140 mm Hg or diastolic pressure of 

90 mm Hg or higher, or taking antihypertensive medicine) (American Heart Association, 2004). 

The prevalence of hypertension among African Americans in the Southeastern United 

States is greater and death rates are higher than among those in other regions. When compared 

with White women, African American women have an 85% higher rate of ambulatory medical 

care visits for hypertension (American Heart Association, 2004 ). 
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In 2000, the overall death rate from hypertension was 16.2 but for African American 

women the death rate was 40.8. Contributing factors to cardiovascular disease in African 

American women include obesity, high dietary sodium and fat intake, low dietary potassium 

intake, lack of adequate follow-up, reduced access to health care and cost of treatment, lower 

socioeconomic status (American Heart Association, 2004, Graham-Garcia, Raines, Andrews, & 

Mensah, 2001). Graham-Garcia et al. addressed the nursing implications of geography, race, and 

ethnicity for women of color in the southern U.S. Among all women in the U.S. southern-born 

African American have the highest mortality from CVD. The prevalence of CVD risk factors is 

higher among ethnic minority women than amo_ng White women. The risk factors reported were 

hypertension, obesity, tobacco use, menopause, diabetes, cholesterol and other lipids, physical 

inactivity, poor nutrition, and psychological stress. Among the risk factors was psychological 

stress, which is pertinent to the research proposed here. Psychological stress for African 

American women can be influenced by social class hierarchy, culture, lifestyle-related risk 

factors, psychosocial risk factors, and consequences of racism, segregation, and discrimination. 
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Table I 

Health Status of White and African American Women 

White Women African American Women 

Death Rate* from 273.6 376.6 
Cardiovascular Disease 
% with Cardiovascular 24% 40% 
Disease 
Prevalence** for Angina 3.9% 6.2% 

Death Rate* for Strokes 54.5 73.7 

Prevalence** for Strokes 1.5% 3.2% 

Prevalence** for CHF 1.5% 3.1% 

Prevalence** for 29.5% 44.7% 
Hypertension 
Prevalence** of 57.3% 77.3% 
Overweight & Obesity 
Prevalence** of Physician- 4.7% 9.5% 
Diagnosed Diabetes 
Death Rate* from Diabetes · 20.5% 48.1% 

Prevalence** of 2.1% 4.7% 
Undiagnosed Diabetes 

per 100,000 population **for 2001 (complied data from American Heart Association, 2004) 

African Americans are 1.6 times more likely to have diabetes then Whites. One in four 

African American women over 55 years of age has diabetes. Identified risk factors for 

development of diabetes in African American women include genetics, race or ethnicity, 

socioeconomic status, psychological factors, obesity, gender, and lifestyle. African Americans 

experience higher rates of four serious complications of diabetes: cardiovascular disease, diabetic 

retinopathy (twice as likely), non-traumatfo lower limb amputation (1.5 to 2.5 times more likely), 

anq. renal failure (2.6 to 5.6 times as likely) (American Diabetes Association, 2004; Black, 2002). 

Deaths from heart disease in women with diabetes have increased 23% over the last 30 

years compared to a 27% decrease in ·women without diabetes. African Americans are twice as 
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likely to suffer from diabetic retinopathy and are 1.5 to 2.5 times more likely to suffer from lower 

limb amputations. Ten to 21 % of all people with diabetes develop renal disease and African 

Americans are 2.6 to 5.6 times more likely to do so. (American Diabetes Association, 2004). 

African American women are less likely to receive care and when they do receive it, they 

are more likely to receive it late. One example is the detection and treatment related to cancer. 

Cancer is the second leading cause of death for all racial & ethnic groups. In 1999, African 

Americans were 30% more likely to die of cancer than whites. The leading cause of cancer deaths 

among African American women is breast cancer. Women who are older, of African American 

descent, poor, residing in rural areas and who are medically underserved are disproportionately 

affected by breast cancer (Jones & Chilton, 2002). Although breast cancer mortality declined 

3.4% between 1995 and 19.98, the decline was much.greater among White women than among 

African American women. Reasons cited by the authors ·included later stages at time of diagnosis 

in African American women and the greater likelihood that African American women are 

diagnosed witb estrogen receptor negative tumors or more aggressive tumors, both of which are 

more difficult to treat (Jones & Chilton). . 

Despite having a mammography screening rate nearly the same as White women, African 

American women have a higher death rate from breast cancer. African American women with 

breast cancer (72%) are less likely than White women (87%) to survive 5 years (Agency for 

Healthcare Research and Quality, 2003; Henderson, Fogel, & Edwards, 2003). There have been 

other studies that revealed a racial difference in mamqiogram screening. Jacobellis & Cutter 

(2002) examined the effect of routine screening on breast cancer staging by race and ethnicity. 

The researchers used a 1990 to 1998 mammography database (n = 5182) of women in 

metropolitan Denver, CO to examine each racial/ethnic cohort's incident cancer cases and tumor 

stage distribution with similar patterns of routine screening use. In the sample the majority of 

women were White (83.5%) while only 3.6% were African American. The study found a lack of 
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screening coverage in racial & ethnic populations and that early-stage disease was more likely to . 

be found in White women than African American. 

Breast cancer screening rates have been found to be lower in disadvantaged populations, 

including women in rural areas, women of lower socioeconomic status, and women without 

insurance. Earp et al., (2002) undertook an evaluation of a community trial called North Carolina 

Breast Cancer Screening Program. The program was a lay health network intervention intended to 

increase screening among rural African American worn~~ 50 years.or older. The sample was a 

stratified random sample of 801 African American women who completed baseline and follow-up 

(3 years later) surveys. The primary outcome was self-reported mammography use in the past 2 

years. The intervention was associated with an overall 6% increase in community wid'e 

mammography use. Lo~-income women in the intervention study had an 11 % increase in use. 

Weight control has always been an issue related to the overall health of African American 

women. Approximately 69% of African American women between the ages of 20 and 74 were 

overweight during the period from 1988 through 1994. Obesity is a risk factor for heart disease, 

diabetes, and stroke. Women, especially African American women, continue to have low 

prevalence of regular exercise (Lee, Goldberg, Sallis, Hickman, & Cheri 2001). Lewis (2000) 

used the Behavioral Risk Factor Surveillance data to examine self reported health behaviors 

among African Americans in two states - Alabama and Kansas. A national random-digit dialing 

telephone survey and paper questionnaires were used with a sample of 413 participants in 

Alabama and 115 in Kansas. For the question Are you trying to lose weight? The yes response 

was in Alabama 37% in 1996 and 34% in 1998, in Kansas 25% in 1996 and 36% in 1998. For the 

question Do you participate in physical activities? The yes response in Alabama was 57% (1996) 

and 67% (1998) and in Kansas 45% (1996) and 55% (1998). 
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About 47% of older African Americans received the flu vaccine in 1998 compared with 

66% of older whites. About 26% of older African Americans received the pneumonia vaccine in 

1998, compared with 50% of older whites (U.S. DHHS, 2001). Seeking immunizations is a 

component of self-care for African American women. Proper immunizations are considered 

primary prevention in the care of healthy adults but become even more important to adults in 

situations of health disparities to reduce risks of morbidity and mortality related to infectious 

diseases. 

African American women at lower social class standing are at risk for poor mental health 

(Jackson & Mustillo, 2001). The prevalence of mental disorders is believed to be higher among 

African Americans than among whites and African Americans are more likely than whites to use 

the emergency departments for mental health problems. African Americans with depression were 

less likely to receive treatment than whites (16% compared to 24%). Only 26% of African 

Americans with diagnosed general anxiety disorder received treatment for their disorder 

compared with 39% of whites with a similar diagnosis. African American caregivers report a 

higher proportion of mental health problems as a result of caregiving (U.S. DHHS, 2001). There 

are an estimated 2.3 million Americans who have bipolar disorder. While the rate of bipolar 

disorder is the same among African Americans as it is among other Americans, African 

Americans are less likely to receive a diagnosis and, therefore, treatment for this illness. Factors 

that contribute to this include a mistrust of health professionals, cultural barriers, reliance on 

family and the religious community, rather than health professionals, during times of emotional 

distress, socioeconomic fac.tors which limit access, and misun~erstanding and stigma about 

mental illness (National Mental Health.Association, 2004). 

Chow, Jaffee, & Snowden (2003) ~xamined racial/ethnic disparities in mental health 

service access and use at different poverty levels. The statistical analysis found that residence in a 

poverty neighborhood moderated the relationship between race/ethnicity and mental health 

service access and use. Those in poverty minority groups experienced m~ntal health disparities, 
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such as, the increased use of emergency a~d:.inpatierit hospitalization for mental health problems, 

high risk for involuntary commitment, and greater odds of being diagnosed schizophrenia. For 

African American women,·many of whom are of lower socioeconomic status, Chow, Jaffee, & 

Snowden's study reveals a disadvantage. The disadvantage becomes even greater if the stress & 

burden of the caregiving situation places African American women at risk. 

Another study (Dunlop, Song, Lyons, Manheim, & Chang, 2003) sought to estimate 

racial and ethnic differences in the prevalence of depression among preretirement adults. Data 

were reanalyzed from the 1996 Health and Retirement Survey (HRS), which involved a national 

probability sample of noninstitutionalized member of the 1931 to_ 1941 U.S. birth cohort. The 

sample contained a 2: 1 oversampling of African Americans and Hispanics to relative to Whites 

for a total sample of 7690. The results of the study found that major depression and factors 

associated with depression were more frequent among African Americans than among Whites. 

Elevated depression rates among African Americans was largely associated with greater health 

burdens, such as physical limitations, and lack of health insurance and/or employment. These 

findings reinforce the disparities and risk for African American women. 

African American caregivers are more likely than other groups to report dementia and 

stroke in their care recipients, adding to the demands of their responsibilities. A higher proportion 

of African American caregivers reported having suffered physical and mental health problems as 

a result of caregiving. (National Center of Minority Health and Health Disparities, 2001; Office 

of Behavioral and s'ocial Sciences Research, 2001; U.S. DJ-IHS, 2000; U.S. DHHS, 2001). 

Factors Influencing Health Disparities 

While the current health status of African Americans is well documented, health 

disparities exist for many reasoris. Socioeconomic status can influence the health of minority 

populations through factors such as delayed access to and utilization of healthcare; poor 

educational history; long-term lack of social resources; poor nutrition; and poor environmental 

living conditions (Yee & Weaver, 1994). Lack of access or inaccessibility of care is a key piece 
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to the problem of health disparities. Adequate access to health care services can have a significant 

effect on health care use and health outcomes (Agency for Healthcare Research and Quality, 

2003). 

One factor in the inability to access care is socioeconomic status, which is an important 

determinant of access to health care. Low socioeconomic status has potentially deadly 

consequences for several reasons; its associations with other determinants of health status, its 

relationship to health insurance or the lack of, and the constraints on care at the sites serving 

people who have low incomes (Becker & Newsom, 2003). The objective of Becker & Newsom's 

study was to compare satisfaction with health care by persons categorized as low income with 

those categorized as middle income. The researchers performed a qualitative, in-depth interview 

with 60 African Americans who had one or more chronic illnesses. The low-income respondents 

expressed mu~h greater dissatisfaction with health care than did middle-income respondents. 

. . . 

Minority populations, in large numbers, are in lower _socio~conomic groups. The link between 

poverty,- lack of access, and poor health outcomes has been well established (Andrulis, 1998; 

Burchard et al., 2003; Fiscella, Frank~, G~ld, & Clancy, 2000; Schoen, Simantov, Gross, 

Brammli, & Leiman, 2003). 

Another factor influencing health disparities is racial bias, which appears to make a 

significant contribution to differences in health care (Krieger, 1999). Racial bias can have long . 

reaching effects in education, employment, access to care, housing, and socioeconomic status 

(Office of Research on Minority Health, 1999). Perceptions and experiences of racial/ethnic bias 

leading to biased or inadequate treatment can result in negative emotional- and stress responses, 

which in tum have been shown to be related to hypertension, cardiovascular disease, mental 

health, and other negative states of health. Prejudice and discrimination can be sources ,of acute 

and chronic stress for the African American, which links racial bias to health risks (Cain & 

Kington, 2003; Epstein & Ayanian, 2001; Feldman & Fulwood, 1999; Freeman & Payne, 2000; 
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Geronimus, 2000; Geronimus, Bound, Waidmann, Hillemeier, & Bums, 1996; Krieger & Sidney, 

1996). 

One study of the influence of discrimination and socioeconomic status on racial/ethnic 

discrepancy in health status (Xinhua, Benjamin, & Williams, 1999) revealed a consistent pattern. 

Using the National Survey of Functional Health, the researchers analyzed how ·self-perceived 

unfairness was linked to self-assessed health status with a sample of 1,659. Experiences of 

discrimination due to race or low socioeconomic status were significantly associated with the 

three measures of health from the study - general health perceptions, mental health, and 

depression. The ways in which racial/ethnic bias can affect health range from limits on access to 

quality medical care and economic deprivation to the physiological responses to the experience of 

continued and long lasting discrimination (Cain & Kington, 2003). In a recent study by Allen, 

Scott, Stewart, and Young (2004) the purpose was to determine the predictors of referral and 

enrollment, including racial differences in_ cardiac rehabilitation programs. The study was a 

prospective longitudinal design with a sample of 253 women, 108 African American and 145 

White. The participa~ts were surveyed within the first month of discharge from the hospital for a 

percutaneous coronary intervention, coronary artery bypass, or myocardial infarction without 

revascularization and surveyed again at a 6 month follow-up. The rate of referral to outpatient 

phase 2 cardiac rehabilitation was significantly lower for African American women compared to 

White women (12% versus 24%). The study found that when controlling for age, education, 

angina class, and comorbidities, women with annual incomes less than $20,000 were 66% less 

likely to enroll compared to women with incomes greater than $20,000. The study illustrated a 

double risk for African American women - race and income level. 

Although two frequently identified barriers in health care are lack of health insurance and 

access to quality care, recent studies have reported that even with these barriers removed that 

inequalities in health care delivery still exists. A study by Giacomini (1996) examined the 

systematic utilization differences of several hospital-based procedures between genders and 
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among ethriic groups. The general pattern of the study suggested that women may receive high

technology treatment le~s often than men and ethnic minorities less often than whites. Gadgeel et 

al. (2001) analyzed data from_a community:-based cancer database over a 26-year period to 

characterize clinicopathologic differences between 48,318 black and white patients with lung 

cancer and to identify trends in incidence and service. The researchers noted that a survival gap 

between black and white lung cancer patients had developed and widened significantly in the past 

decade. This study confirmed a study by Bach, Cramer, Warren, & Begg ( 1999) that found a 

lower survival rate for African American patients with early-stage, non-small-cell lung cancer as 

compared with white patients. The sample consisted of 10,984 patients 65 years or older who 

were given a diagnosis of resectable non-small-cell lung cancer. The researchers reported that the 

lower survival rate among the African American patients was largely explained by the lower rate 

of surgical treatment in that group. 

Schneider, Cleary, Zaslavsky, & Epstein (2001) compared managed care and fee-for

services populations, looking at rates of influenza vaccination. Even with prepaid health plans, 

the rate of influenza vaccination still revealed racial disparity. Schulman et al. (1999) reported a 

study of the use of cardiovascular procedures by physicians caring for adult patients complaining 

of chest pain. Men and whites were significantly more likely to be referred for cardiac 

catherization than women or African Americans. Breen, Wesley, Merrill, & Johnson ( 1999) 

analyzed data from the National Cancer Institute Black-White Cancer Survival Study to 

determine whether cancer treatment varied for White and African American women. Minimal 

expected therapy was defined, and it was found that 21 % of African American women did not 

receive minimal expected therapy compared to 15% of white women. 

The scope of the problem of health disparities is complex. Evidence of the problem is 

found in statistical demographics while other evidence is pervasive and subtle, such as the_ 

existence of racial discrin:iination in health care delivery. African American women have more 

risk factors and more co-existing illnesses. The presence and effect of health disparities make the 
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tasks of self-care more demanding and time consuming. The factors consistently associated with 

health disparities in African American women are lack of health care insurance, lack of access to 

care, existing .disease states unrecognized or undertreated, lower socioeconomic._status, and racial 

bias in the delivery of care. 

African American Cultural Influences on Self-care and Caregiving 

An assumption of this study is _that culture structures the experience and meaning of 

caregiving. Leininger & McFarland (2002) define culture "as the learned and shared beliefs, 

values, and lifeways of a designated or particular group that are generally transmitted 

intergenerationally and influence one's thinking and action models" (p. 9). Cultural mores play an 

important role in the shaping _of the individual's perceptions, definitions, responses to disease, and 

participation in health regimens (Picot et al, 2002). Culture may foster unique perceptions of 

health, health risk factors, and health care decisions that are different from traditional European 

American beliefs (Lee et al, 2001). There are many definitions and models of culture available in 

the nursing literature (Andrews & Boyle, 1999; Campinha-Bacote, 2003; Giger & Davidhizar, 

1995; Leininger & McFarland, 2002; Purnell & Paulanka, 2003). However there are consistencies 

found throughout; shared beliefs or habits among groups of people influence how life is 

interpreted and lived out. 

Cultural diversity is the norm in the United States and will continue. The understanding 

of one's own culture, the differences found in other cultures, and the ability to bridge those 

differences is necessary to be an effective health care provider. Cultural sensitivity and cultural 

knowledge are vital to the comprehension of how culture influences African American 

caregiving, and the recognition of how culture may affect the health disparities of African 

Americans. There is very limited research that examines the influences of African American 

culture on caregiving and self care. This section of the review of literature will review 

descriptions of African American culture and how it influences the caregiving and self-care. 



African American Culture 

Any review of literature of a culture is somewhat historical in nature. Today's African 

American culture is rooted in the 1800s and slavery in America. Africans brought from their 

native land and sold as slaves in America were often separated from all that they had known. 

While these uprooted people must have brought aspects of their African culture, in many ways 

they also have created a unique culture. The circumstances of slavery were a powerful force in 
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the creation of this new culture. The subordinate role of the African male slave and the division of 

the Afri~an family created the female-dominated African American household that continues 

even today (Cherry & Giger, 2004). From the hardships endured during slavery, a sense of loyalty 

as a community emerged to bind African Americans together as a group. The loyalty to a 

community established the basis for the extended families in today's African American culture 

(Hines & Thompson, 1998). African women developed their own forms of resistance and survival 

by joining together in mutual support. Despite the brutality and inhumanity, or perhaps because of 

it, a distinct African American culture based on close-knit relationships grew and thrived, and it 

was this culture that sustained the African American people (White, 1999). Collins (2000) reports 

that African American women through the centuries have taken it upon themselves to preserve 

certain customs, thereby maintaining a commitment to their unique culture. The resulting self

reliance and self-sufficiency is seen today in many African American extended families (Boyle, 

Hodnicki, & Ferrell, 1999; Hines & Thompson). 

Two prominent characteristics of the African American culture are the extended family 

and spirituality. Intergenerational kin networks and child-centered bonds are strong values of 

African American families, which consists of an extended, communal family that includes both 

-blood relatives and non-blood relatives. The extended family reflects the heritage of African 

families that live together in communities. The role of the extended family is to readily provide 

emotional and physical support and take responsibility for children (Glanville, 2003). The 
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extended family provides reciprocity and is a collective network, which shares goods and services 

(Friedman, Bowden, & Jones, (2003 ). 

Spiritual beliefs and practices have a major role in the development and survival of 

African Americans. The African American church is a central institution in African American 

communities. A commitment to and participation in religious practices is a primary means of 

coping and decision making for African American individuals and families. The church is a 

powerful spiritual, social, and emotional resource. African Americans consider themselves to be 

spiritual beings with their inner strength coming from trusting in God. Prayer is frequently used in 

all situations and for the sake of others experiencing problems. A major \source of support for 

African Americans is their personal relationship with God (Boyle, Ferrell, Hodnicki, & Muller, 

1997; Friedman, Bowden, & Jones, 2003; Glanville, 2003; Picot, 1995). 

In the African American culture there is a great respect for the elderly who have a special 

role as leaders and a place of honor in the family. The older African American woman is 

"respected for her wisdom, admired for her strength, and honored for her contributions to the 

health and well-being of both the black family'and community" (Rodgers, 2004, p. 11). 

Storytelling is one method by which older African American women teach skills for survival and 

transmit values and ideals to their families. The storytelling by African American is based on a 

cultural background of a rich oral tradition (Rodgers). Storytelling, recognized as one of the most 

important traditions within African America~ c~lture, functions to nurture a harmonious African 

American community, sustain a unique·cultural identity, and undergird the struggle for spiritual 

and material freedom. Through storytelling, African Americans uniquely express their 

experiences, wisdom, and truths {Banks-Wallace, 2002). 

An aspect of culture that should be considered is the magnitude and type ofstressors 

faced by African Americans (Resnicow, Baranowski, Ahluwalia, & Braithwaite, 1999). African 

Americans, when compared to White Americans, experience a greater number of negative 

stressful events; they experience different types of stressors and employ different types of coping 
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strategies in response to stress. African Americans also derive social support, a buffer against 

stress, from different sources. One source of stress for African Americans is racism, which can 

result in increased anger, hostility, alienation, and helplessness. One coping strategy employed by 

African Americans, especially African American women, in response to stress is religion or 

spirituality (Musgrave, Allen, & Allen, 2002). Picot ( 1995) studied a convenience sample of 83 

African American female caregivers who provided or coordinated the care ofan elder. The 

participants identified God as the most helpful source of help, not only in emotional coping but 

also in providing physical care. 

A recent study by Banks-Wallace & Parks (2004) further examined the meaning and 

function of spirituality for a group of African American women. Data consisted of 24 7 stories 

transcribed verbatim from the audiotapes of focus group study. Spirituality was found to be a 

cornerstone of the African American women's daily lives and influenced decision-making and 

behavior across many domains, including health behavior. The core component of the women's 

spirituality was a uniquely personalized relationship with God. The study was a qualitative study 

that sought the life experiences of the participants. The participant's responses indicated that 

"spirituality was inextricably connected to health and well-being through its impact on women's 

relationships with other people" (p. 32). Significant functions of spirituality were found to: 

1. assist women to negotiate health crises 

2. undergird strong families 

3. promote healing from abusive family situations 

4. maintain relationships with ancestors (p. 32). 

A study by Boyle, Ferrell, Hodnicki, & Muller (1997) sought to address the gap in 

research concerning caregiving in African Americans by studying eight African American 

mothers who were the primary caregivers to their adult children with HIV disease. Cultural 

factors were identified that ·influenced how African American mothers provided care or 

interpreted the meaning of the caregiving experience. The cultural fac_tors included: spiritual 
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beliefs, participation in the African American church, a personal relationship with God, and 

God's will. A second study by Boyle, Hodnicki, & Ferrell ( 1999) examined the cultural context 

of and meaning of African American caregiving in relation to HIV illness. Employing the 

ethnographic techniques of participant observation and in-depth interviews, the rese~rchers 

studied 14 rural, poor African American mothers who cared for adult children with HIV illness. 

The study argued that rural African American culture and experiences of racism in the rural South 

shaped the responses of African American mothers when their adult children developed HIV 

illness. Emerging from the study was the cultural theme labeled patterns of resistance. Patterns of 

resistance are seen as ways that African American women organize their behavior and interpret 

their experiences thereby providing meaning and dignity to their lives. The patterns of resistance 

had their beginnings in slavery, segregation, poverty, and discrimination, and link together 

various domains in the lives of African American women, and also continues today in the daily 

lives of African American women. One of the foundations of patterns of resistance was the 

spirituality of the African American mothers. Their personal relationships with God placed the 

caring for their HIV children within a context of trusting Him and His will. Spirituality was found 

in several studies of African American caregivers to be a frequent coping strategy, support 

system, and a way of meaning-making (Mattis, 2002; Pierce, 2001) 

Additional research focusing on African American caregivers to persons who are HIV

infected has been conducted by Poindexter. One study of 20 older minority informal caregivers of 

HIV-infected persons explored their experiences with seeking and receiving informal social 

support (Poindexter & Linsk, 1998; Poindexter, Linsk, & Warner). The most vital source of 

strength identified was spirituality, specifically "God", "Jesus" or "the Lord". Spirituality was a 

source of strength and sustenance for the caregivers. Spirituality, also, was a means of coping 

with the stress of the caregiving situation without risking disclosure of HIV to persons who might 

shun the family or disclose to others. It was interesting that the caregivers tended to not disclosure 

the presence of HIV in the family to their church members or pastors for fear of repercussions 
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associated with the stigma of HIV (Poindexter, 1998; Poindexter, Linsk, & Warner, 1999). Other 

sources of social support were support from family and friends external to the care dyad and 

support from the relationship with the HIV-positive care recipient. 

A second study by Poindexter & Linsk ( 1999), which emerged from the previously 

described study, focused on African American grandmothers caring for grandchildren because of 

HIV in the family. Nineteen older females (mostly African Americans) who were informal 

caregivers of HIV-infected individuals were the participants. The study used qualitative 

interviews to explore the participant's experiences with HIV-related stigma. Major themes from 

this study were HIV -related stigma, complex caregiving situations, mixed reaction to the care 

role, spirituality, and resilience. The grandmothers in the study demonstrated strength, 

spirituality, and a strong commitment to their family members regardless of the responsibilities, 

grief over multiple losses, and caregiving difficulties. -

Within of the two previously described studies, Linsk & Poindexter (2000) explored 

caregivers' explanation of reasons why they provided care. The study was a qualitative study, 

which explored the experiences of.19 older women from minority communities who prq~ided 

care to their children or adult relatives infected with HIV. The reasons for caring included the 

following categories: enable care recipient to stay home, care recipient is better physically, 

emotional, and deserves care, care is an act of faith,' care is a mission, and is associated with 

compassion and/or understanding. The participants in the study saw themselves as lifelong 

caregivers and believed providing care was·· their fam.ily role. Caregiving was iocially expected, a 

family norm, and a commitment. The findings of Linsk & Poindexter's study are important in the 

present study of African American daughter caregivers. 

There has been little research that seeks to understand how culture can influence 

perceptions of health problems or diseases. A study (Roberts et al., 2003) examined differences 

between African Americans and Whites in terms of the following perceptions of Alzheimer 

disease (AD): 1) illness beliefs, 2) factual knowledge, 3) sources of information, and 4) perceived 



threat of AD. The sample of 452 participants consisted of 61 % Whites and 39% African 

Americans. In compa~ison to Whites, African Americans showed less awareness of facts about 

AD, reported fewer sources of information, and indicated less perceived threat of AD. The 

African Americans showed a stronger belief than Whites that a cure for AD would be found in 

the next 5 years while Whites showed a stronger belief that nursing home placement would 

eventually be needed for almost all patients with AD. African Americans in the study believed 

that AD was just part of growing old which could be reflected as less subjective burden in 

African American caregivers. 
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A recent longitudinal study (Dilworth-Anderson, Goodwin, & Williams, 2004) examined 

the health outcomes of 107 African American caregivers (79% were women) who provided care 

· to their elderly dependent family members and to determine the role of culture in predicting 

health outcomes. The direct effects of background characteristics and stressors and the direct and 

mediating effects of resources, including culture, on two caregiver health outcomes were 

analyzed. Data were collected across three waves covering three years. The health outcomes 

measured included psychosocial health and physical functioning. The study found combinations 

of caregiver background characteristics, stressors, and resources at wave 1 had direct effects on· 

the caregiver's health outcomes at wave three. Cultural beliefs and values did help to explain 

health outcomes for African American caregivers. Culture justification for caregiving, baseline 

psychosocial health, and caregiving mastery predicted wave 3 psychosocial health. Caregiver 

education, number of morbidities, and physical functioning at wave 1 were associated with 

physical functioning at wave 3. The study looked at similar concepts found in the proposed 

research; the influence of culture in the caregiving role and the health of African American 

women caregivers·across a trajectory of caregiving. 

The support systems utilized by African American caregivers may have a cultural 

uniqueness that arises from the extended family and the African American church. In a study of 

187 African American caregivers (Williams & Dilworth-Anderson, 2002), it was found that the 
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caregivers adapt by creating networks, usually in the extended family and were more likely to use 

church support. The researchers stated that African American caregivers could be at risk for 

negative ~ealth outcomes because they are less likely to use formal support as tasks of providing 

care increase. Williams & Dilworth-Anderson's study reinforced earlier studies that identified 

African American caregivers' support system consisted mainly of the extended family and the 

African American church (Porter, Ganong,~ Armer, 2000). 

In conclusion, the African American culture is a unique and dynamic force that arose 

from situations of oppression and stress. Two strong components of the African American culture 

are the extended families and spirituality. The strengths of the African American culture as 

identified by Friedman, Bowden, & Jones (2003) are: 

1. A strong sense of religiosity and spirituality as a lifestyle and coping strategy. 

2. Adoption of fictive kin who become family. 

3. Family role flexibility. 

4. Extensive use of extended family helping arrangements. 

5. Supportive social networks. 

6. Strong identification with their racial group. 

Family, extended family, support networks_, and spirituality are key concepts in the 

African American culture. The concepts found in the African American culture are strengths that 

emerged from the struggle to survive and coping in situations of oppression and stress. Within 

African American families, older African Americans are honored members of the family, 

especially mothers & grandmothers. The older African American frequently uses storytelling as a 

means to teach and transmit cultural beliefs and values. The art of storytelling by African 

Americans women caring for their mothers will be sought in the research study proposed. 

Summary of Related Literature 

Family caregiving has been the focus of a great number of research studies. Some of the 

consequences of caregiver stress and demands have been identified as depression, anxiety, 
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burden, social isolation, and inability to maintain employment. Physical consequences can result 

in fatigue, loss of health, and inability to meet self-care needs. Several factors have been found 

that impact caregiver stress/burden including health status and behavior of the care recipient, age, 

gender, race, education, and financial resources. A large part of the caregiving research has 

studied the coping mechanisms or skills of caregivers. Adaptability through the trajectory of 

caregiving was found to be an important coping skill, as were problem-solving strategies, active 

information seeking, hardiness, and sense of control. There are a few studies that compared White 

and African American caregivers and identified differences in coping strategies. Caregiving 

intervention studies were divided into sections: psychosocial and educational interventions, 

supportive interventions, respite/adult day care, and psychotherapy and counseling. !he review of 

the caregiving literature revealed a gap in the research concerning African American caregivers. 

The proposed study sought to address the need for research focusing on African American 

daughter caregivers. 

The literature concerning self-care was reviewed with theories and definitions of self-care 

presented. Several studies were found that used the concept of self-care to deliver care, evaluate 

care or identify various factors that influenced individuals in their self-care. The health disparities 

of African American women were also presented as powerful factors impacting self-care 

provision especially when African American women are in the caregiver role. 

The influences of African American culture on self-care and caregiving were also 

discussed. The aspects of African American culture that serve as coping strategies were 

identified. The coping strategies were a sense of resiliency, support networks consisting of family , 

and extended family, spirituality and the African American church. However, there was limited 

research found that looked at African American women caregivers, how they managed their own 

" self-care within the context of health disparities found in African American women and how the 

African American culture influenced their roles as caregivers and their self-care. 



CHAPTER III: METHODS 

In Chapter III, the design for the proposed study is presented. The appropriateness of 

qualitative research methods are discussed with a focus on qualitative descriptive design. The 

rationale for the proposed study and the research questions are provided. The sampling approach 

is introduced along with inclusion criteria for the participants. Data collection methods are 

outlined and include an explanation of a demographic survey, in-depth interviews, observation 

participation, and field notes. The section on data collection also includes specific concerns of 

research with African Americans and measures to address the concerns. The· procedures for data 

analysis are presented along with the criteria for evaluation of data findings. Chapter 3 concludes 

with attention to biases including strategies to minimize bias in the proposed research study. 

Study Design 

This study of African American women caregivers was a qualitative research design. A 

qualitative design is especially important for the present study in which little is known about the 

experiences of African American daughters caring for their mothers and how the daughters care 

for themselves across the traje~tory of providing care. Qualitative research methods are 

systematic, interactive, subjective approaches used to describe life ·experiences and to understand 

the meaning the experiences have for individuals (Denzin & Lincoln, 1998). Qualitative research 

is holistic in nature and is used to describe and promote understanding the whole of human 

experiences. Leininger & McFarland (2002) explained that the purpose of qualitative methods is 

to discover the essences, patterns, symbols, attributes, and meanings of human and related 

phenomena with informants in their natural environment. Qualitative design focuses on the 

meanings grounded in the real day-to-day experiences and enables multiple, variable, and 

individual views of reality (Lincoln & Guba, 1985). In qualitative research, reality is based on 
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perception and is characterized by inductive reasoning, subjectivity, discovery, description, and 

process orienting (Munhall, 2001 ). 

There is much that remains to be discovered in the lives of African American women 

caregivers and their culture. It is also unknown how self ..;care _within t~e context of health 

disparities as well as many other variables .interact across the trajectory of caregiving. A 

qualitative descriptive study was an appropriate fit for the research questions and the researcher 

endeavored to explore, discover, describe, and understand the phenom~non of caregiving in this 

context. Qualitative research methods are helpful to study the African American culture because 

of the culture's rich tradition of storytelling. Language is particularly important to the African 

American culture which uses a spoken mode that is a carryover of the ancestral practices of oral 

expression from Africa (Leininger & McFarland, 2002). Story telling is rooted in the historical 

context and is used by African American to transmit ideals and values to their families. The 

power of the spoken word is illustrated in the African American culture through sermons, 

lectures, gospel songs, and poetry (Rodgers, 2004 ). 

Qualitative Descriptive Design 

Qualitative descriptive design was described by Sandelowski (2000) as a comprehensive 

summary of events in the everyday terms of those events, staying close to the data and to the 

surface of words and events. The methodology for the study is based on a qualitative descriptive 

design and sought an understanding of the human experiences of African American women 

caregivers. Qualitative descriptive studies have the goal of a comprehensive understanding of 

events in the everyday lives of those studied. This type of study is useful for researchers wanting 

to know the who, what, and where of events. Drawing on the general tenets of naturalistic 

inquiry, qualitative descriptive studies seek to study the target phenomenon in its natural state 

without pre-selection or manipulation of variables or a priori commitment to theoretical view. 

Qualitative descriptive studies are less interpretive allowing the researcher to stay closer to the 
- . . . 

data and does not require conceptual or a highly abstract_rendering of data. The description in 
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qualitative descriptive studies presents the facts of the case in everyday language. Language is the 

vehicle of communication and is not interpreted by the researcher (Sandelowski). Qualitative 

descriptive methods resulted in knowledge development concerning African American women 

caregivers and how they were influenced by their culture and health disparities in caring for their 

mothers and themselves across the caregiving trajectory. A second outcome of qualitative 

descriptive methods would be to aid the development of cultural competency for health 

professionals who work closely with. African American .individuals, families, and communities. 

Rationale for the Study 

The rationale for this study was based on the potential for increased knowledge about the 

experiences of caregiving in the African American culture as well as the influences of caregiving 

on self-~are within the context of health disparities. This qualitative descriptive study 

accomplished three goals: First, it sought to understand the meaning of the caregiving experiences 

of African American women who were caring for their mothers. Second, it examined how 

African American women caregivers provided self-care within the context of health disparities 

while caring for their mothers. Third, it explicated how caregiving was shaped in this group by 

African American culture. The research questions were: 

1. What are the everyday life experiences of providing care for their mothers and 

its meaning for African American daughters? 

2. How do African American daughters provide self-care within the context of 

health disparities while caring for their mothers? 

3. How does African American culture shape caregiving for African· American 

daughters? 

Sample and Setting 

In qualitative research, an adequate sample size is one that permits a deep, case-oriented 

analysis and a new richly textured understanding of experiences (Sandelowski, 1995). There are 

no established rules for sample size in qualitative research. The sampling approach was 
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purposeful to select information-rich cases, thus participants were selected because they could 

illuminate the research interests. Interviewing 12 to 14 participants three times each provided the 

variety and richness of data that I was seeking. The participants were recruited by word of mouth, 

announcements in African American churches or organizations, and flyers placed in areas 

frequented by African American women. Referral sampling was used by asking key individuals 

to name others who could be likely candidates for the study. This sampling technique is useful in 

difficult-to-find populations (Bernard, 2002). The number of'participants in the study was 14 

individuals initially with 12 completing the three interviews. Inclusion criteria for the study were: 

The participant must be an African American woman: 

1. The partic~pant must provide assistance with ADLs or IADLs to the mother. 

2. The participant must reside in the same household as the mother. 

3. The participant must be at least the age of 50. 

4. The participant must be able and willing to participate in the interviews. 

The setting for the study was in the natural environment of the participants. This was in 

keeping with the naturalistic ontological foundation ~f qualitativ~ research in that realities are 

wholes that could not be understood in isolation from their contexts nor could they be fragmented 

for separate study of the parts (Lincoln & Guba, 1985, Sandelowski, 1989). 

Data Collection Methods 

Triangulation is defined as the use of multiple methods to collect and interpret data about 

a phenomenon, to be able to converge on an accurate representation of reality, and to establish 

credibility of the findings. Data triangulation, the use of a variety of data sources, was included in 

the study of African American women caregivers. The variety of data sources were the 

interviews, field notes, and observation participation (Patton, 1990). 

Research with African Americans 

To address the deficiencies in studies and the need for generation of knowledge, there are 

issues that were recognized concerning research with African American people, differences in 
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race, ethnicity, and culture between myself and the study participants, sound ethical practices and 

trustworthiness. All of the issues could have had an influence on recruitment and retention of 

participants, trust between the participants and myself, and participant bias, intentional or 

unintentional. 

I am a white and middle class female and I conducted the research study of African 

American women caregivers of their mothers. While I was born and raised in the area for the 

research study, a small southern town, there was acknowledgement that cultural barriers could 

have still existed in the study. Measures were developed and implemented to reduce the influence 

of any barriers. The measures included the use of gatekeepers in the African American 

community, a sensitivity to the history of research concerning African American populations, the 

use of theoretical models to facilitate the relationship with the participants, and a prior knowledge 

of current framewor~s for studying African American women. 

Gatekeepers in the African American community 

Effective recruitment of participants is critical in minority studies. One tactic is to enlist 

the assistance of respected professionals and community leaders (Banks-Wallace, Enyart, 

Johnson, 2004). I identified individuals who served as gatekeepers for the research study. The 

purposes of the gatekeepers were two-fold. First, the gatekeeper was a means of gaining entrance 

to the local African American communities. With the introduction and guidance of the 

gatekeeper, participants were identified and then recruited and my validity was established. 

Second, the gatekeeper was a resource and guide to learn more about the African American 

culture (Bernard, 2092). The gatekeepers were African American women but were not 

participants in the stlidy. lexplained the purpose of the.study and how the ~tudy was conducted. 

The identified gatekeepers were: 

1. My neighbor who is African American and Assistant Pastor in her local church. 

2 .. · The Assistant Superintendent of Education for Russell County School System, a 

friend _of mine for 20 years. Russell County is predominately a rural population 



64 

and is located about 30 miles from my home. 

3. The Dean & Assistant Dean in the School of Nursing at Tuskegee University, 

both colle~gue_s and friends of the mine. Tuskegee, Alabama is 30 miles from my 

home. 

4. Various African American nursing colleagues in the local ;irea. 

Sensitivity to the history of research -· 

The low participation of African Americans in research studies limits the growth of 

knowledge focusing on the African American population. I had and will continue to develop a 

cultural sensitivity and respect for the hesitancy of African Americans to participate in research 

studies, especially studies conducted by white researchers (Picot, et al., 2002). Trustworthiness of 

the research and medical community remains a concern for African Americans. My hometown 

was 30 miles from Tuskegee, Alabama, where participants were recruited. One reason for the 

hesitancy for research participation by African Americans was the Tuskegee Syphilis Study in the 

mid-1900's (Gamble, 1997). To promote interest and recruitment in the study, I provided a 

thorough explanation of the proposed study to all potential participants. Examples of the 

interview questions·were made available. Those who decided not to participate were assured of 

the lack of negative consequences. An informed consent was reviewed with the interested 

participants and signatures were obtained prior to the beginning of the study. The study was 

conducted in the homes or settings of choice for the participants. The relevance of the study was 

emphasized along with the value of participation through out the study. 

The participants knew they had the option to discontinue their participation in the study at any 

time without repercussions. 

Theoretical models 

Leininger developed several research aids called Enablers to facilitate in-depth 

discoveries (Leininger & McFarland, 2002). The Observation-Participation-Reflection Enabler 
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(Figure 1.) is a "guide to enable the researcher to enter and remain with participants in the 

familiar or natural cultural context while observing and doing the study" (p. 89). The purpose is 

to allow the researcher to move gradually and politely into the natural world of the participant 

with less emphasis on the researcher. Through observation and active listening, the researcher 

I 
seeks to identify symbols, document facts and historical events, and reflect on reactions and . 

interactions. Over time, the researcher moves into a more participation role but maintains a more 

passive role than active role always encouraging the study participants to explain and interpret 

what is being observed, done, or experienced. 

Leininger's Observation-Participation-Reflection Enabler 

Phases 1 2 3 4 

Primarily Primarily Primarily Primarily 
Observation Observation Participation Reflection and 

Focus and Active with Limited with· Reconfirmation 
Listening Participation Continued of Findings 
(no active Observations with 
participation) Participants 

Figure 1. {Leininger & McFarland, 2002, p. 90) 

I followed the phases of the O~servation-Participation-Reflection Enabler to hold the 

participant as the center of the study and minimize the effects of the researcher on the natural 

world of the participants. Skills utilized were active observation, active listening, and a comfort 

with silence while doing so. Field notes, written by the myself, were the method of recording 

what was observed, heard, and experienced with the Enabler. 

A second Enabler that was used in the study is Leininger's Stranger to Trusted Friend 

Enabler (Figure 2.) which has been found to be helpful as the researcher enters and remains with 

participants as strangers in unfamiliar environments (Leininger & McFarland, 2002). One 

assumption of the Stranger to Trusted Friend Enabler is that the researcher d~)es not know all 

about the participants and their culture. The goal with this Enabler is to beco:me a trusted friend. 
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. Leininger's Stranger to Trusted Friend Enabler 

Indicators of Stranger Dat Indicators of a Trusted Friend Dates 

(Largely etic or outsider's es (Largely emic or insider's view) Noted 

views) Not 
ed 

Active to protect self and Less active to protect self. More trusting 
others. They are gatekeepers of researchers (their gatekeeping is down 
and guard against outside or less). Less suspicious and less 
intrusions. Suspicious and questioning of researcher. 
questioning. 

Actively watch and are Less watching the researcher's words and 
attentive to what researcher actions. More signs of trusting and 
does and says. Limited signs of accepting a new friend. 
trusting the r~searcher or 
stranger. 

Skeptical about the researcher's Less questioning of the researcher's 
motives and work. May motives, work and behavior. Signs of 
question how findings will be working with and helping the researcher 
used by the researcher or as a friend. 
stranger. 

Reluctant to share cultural Willing to share cultural secrets and 
secrets and views as private private world information and 
knowledge. Protective of local experiences. Offers mostly local views, 
lifeways, values, and beliefs. values, and interpretations spontaneously 
Dislikes probing by the or without probes. 
researcher or strangers. 

Uncomfortable to become Sigris of being comfortable and enjoying 
friend or to confide in stranger. friendship - a sharing relationship. Gives 
May come late, be absent, and presence, is on time, and gives evidence 
withdraw at times from of being a genuine "true" friend. 
researcher. 

Tends to offer inaccurate data. Wants research truths to be accurate 
Modifies truths to protect self, regarding beliefs, people, values, and 
family, community, and cultural lifeways. Explains and interprets emic 
lifeways. Ernie values, beliefs, ideas so researcher has accurate data of 
and practices are not shared the culture and participant. 
spontaneously. 

Figure 2. (Leininger & McFarland, 2002) 

The researcher moves from the left side of the Enabler (distrusted stranger) to the right side of the 

Enabler to become a trusted friend. Results of the use of the Stranger to Trusted Friend Enabler, 

when the study participant considered the researcher to be a trusted friend, have bee~ marked 

increases in the validity and accuracy of the data and a more open sharing by participants. The 

Enabler is used early and throughout the research study to assess the researcher's relationship 
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with the participants. Leininger states-that the "process of moving from becoming a stranger to a 

trusted friend takes time and keen sensitivit~ while showing a genuine intere.st in the participants 

and respecting their ideas, beliefs, responses, and cultural ideas" (Lefoin~er & McFarland, 2002, 

p. 92). I maintained a record of indicators, as provided in the Enabler, during- data collection to 

identify and monitor the movement to ·a place of trust with the participants. The indicators were 

also useful in understanding the actions of the study participants. 

Plowden & Wenger (2001) built on the Stranger to Trusted Friend Enabler to create the 

Concept of Community Caring (Figure 3.); unknowing, reflection, presence, and knowing. The 

caring community was created during a research study by white researchers within an African 

American community in the southern United States. Unknowing involves a departure from bias, 

prejudice, and stereotypes. I worked to become cognitively aware of any preconceived thought 

and entered the world of the participants without presupposition about the phenomena. I used 

both debriefing and extensive journaling to prevent my biases from influencing the collection and 

· interpretation of data. Reflection is the process of reliving an experience to grasp the essence of 

the moment. Used after the interactions with participants, reflection supports data analysis and is 

a means to learn from positive and negative encounters. Presence is a way of being; an individual 

is- attentive to the needs of another. Presence is essential in developing trust and becoming a 
J 

friend. I was available to the participant by phone and in person. Presence also allows for 

verification of data gathered during the interviews. Knowing involves growing to understand the 

participants and learning their cultural ways of being. I used data collection to understand the 

lifeways as known by the participants. I intented to create ari environment of caring with 

participants which was essential for active participant (Plowden & Wenger). 
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Concepts of Community Caring for Their Mothers 

Reflection Unknowing 
Process of reliving an experience Exposure to a new experience 
Bending/folding back on an Erasing the tape 

experience "Teach me" 
What is going on here? Open to the lifeways of the participants 
Differentiates positive and negative Researcher vulnerable to participants 

educational experiences 

Presence Knowing 
Being there Acknowledge the real environment 
Attentive to tp.e moment Feelings, thoughts, and ways of being are 
Acknowledgement acknowledged 
Connection and commitment Lifeways are understood as known to the 
Giving back participants 

Figure 3. (Plowden & Wenger, 2001, p. 36) 

The theoretical models presented were used by me to guide and facilitate the relationships with 

the participants. Documentation was maintained that reflects the models' use during data collection 

and observation participant. 

Current frameworks 

The research method chosen for the study was a qualitative naturalistic approach. 

Qualitative naturalistic research enabled multiple, variable, and individual views of reality 

(Denzin & Lincoln, 1998; Lincoln & Guba, 1985). The study sought an understanding of the 

human experiences of African American women caring for their mothers. In recognition of the 

naturalist axiom that realities are multiple, constructed, and holistic (Lincoln & Guba), I collected 

and became familiar with various frameworks or paradigms unique to African American women. 

The frameworks and paradigms were a "means to shed light on the reality of African American 

women's lives" (Shambley-Ebron & Boyle, 2004, p. 11). 

Demographic Survey 

The demographic data are characteristics or attributes of the participants that were used to 

describe or provide a picture of the sample. The demographic characteristics that were collected 

were age, income, employment status, rurality, education level, martial status, religious 
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preference, number of children, and health problems or medical diagnoses. Also, the participants 

were asked questions about their role as a caregiver for example: 

What type of care or tasks of caregiving do they provide?, How many hours a day?, What are the 

health problems of their mother?, What help do they have in providing care?, etc. The participants 

were asked to provide this information on a demographic or information sheet. Participant 

characteristics were used to describe the participant sample. 

One tool that was used with the demographic data was the Charlson Co-Morbidity Index 

(CCI)( Appendix D). The CCI was designed to predict death in longitudinal studies and 

represents the increasing burden of illness. The co-morbidity of the participants was evaluated 

with the Charlson co-morbidity index (CCI). A widely used tool, the CCI captures the number 

and severity of health presents in an individual. The CCI predicts the one year mortality of 

individuals who have a range of co-morbid conditions. An increase in the CCI score has been 

found to predict mortality (Charlson, Pompei, Ales, & MacKenzie, 1987). Health problems are 

commonly coded' as 0, 1, 2, or more which represents increasing burden of illness (Iwata, 

Kuzuya, Kitagawa, Suzuki, & lguchi, 2006). Mortality rates increase with increasing CCI scores. 

The scores are calculated by summing the. weights assigned to a list of predefined list of 19 

medical conditions (Bravo, Dubois, Hebert, De Wais, & Messier, 2002). When compared with 

similar tools, the CCI .had a correlation coefficient of> ·0.40, "goo~"- test~retest reliability (0.86 to 

0.92), "moderate to good" inter-rater reliability (0.75 to 0.945) and good predictive validity (Hall, 

Ramachandran, Narayan, Jani, & Vijayakumar, 2004). The CCI has been validated in numerous 

study populations including post discharge mortality in acute hospitalized olde~t-old patients, 

predictor of 1 year mortality in ED patients at risk for sepsis, and the prognosis of long-term care 

on patient outcomes (Iwata, Kuzuya, Kitagawa, Suzuki, & lguchi, 2006, Lyness et al., 2006, Rius 

et al., 2004, & McGregor et al., 2005). 
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In-Depth Interviews 

An assumption of qualitative interviewing is that the perspective of others is meaningful, 

knowable, and able to be made explicit. Interviews are conducted to find out what is in and on 

someone else's mind, to gather their stories (Patton, 2002). Denzin & Lincoln (2000) states the 

focus of interviews is to "encompass the hows (the constructive work involved in producing order, 

in everyday life) of people's lives as well as the traditional whats (the activities if everyday life)" 

(p. 646). The challenge for the interviewer is to make it possible for the person being interviewed 

to bring the interviewer' into his or her world. There are three interview approaches to collecting 

qualitative data; (1) the informal conversational interview, (2) the general_ interview guide 

approach, (3) the standardized open-ended interview (Patton). For this study a combination of 

approaches was used. The standardized open-ended interview format was used in the early part of 

the interview. The standardized open-ended format made sure that each participant was asked the 

same question, in the same way and order. It also provided the intervie\Y questions for those 

involved in the dissertation process, such as the dissertation committee and the institutional 

review board. Data analysis was facilitated through organization of questions and answers. The 

second interview approach, which was used in the latter parts of the interviews, was the informal 

conversational interview. Informal conversational interview approach is the most open-ended 

approach and offers maximum flexibility to pursue information. Previous responses from 

participants were revisited and deepened, looking for expanding information, elucidation, and 

elaboration (Patton). The combination of interview approaches enabled both a structured format 

and the flexibility to pursue individual perspectives. 

Patton (2002) offered the following recommendations for the sequencing of questions: 

1. Begin with questions about noncontroversial behaviors, activities, and experiences, which 

encourage the participant to talk descriptively. Experience/behavior questions seek 

straightforward descriptions or pictures with minimal r~call or interpretations. 

2. Once the participant has verbally relived the experience, opinions an~ feelings are more 
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probing questions for interpretations of the experience. 
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3. Knowledge questions should also follow the reliving of the experience. Knowledge questions 

asked too early in the interview can be threatening and are best saved until some trust ·has 

been established in the interview. 

4. Background/demographic questions should be kept to a minimum and space throughout the 

interview tied to descriptive information about life experiences. Patton advised that the 

participant become involved as soon as possible in providing descriptive data. The 

background/demographic questions can also be saved until the end of the interviews. 

Interview Schedules 

The research study had three interviews conducted three months apart, each interview 

built upon the previous one. The interviews were conducted in the homes of the participants or 

the place of their choice. The interviews were aimed at eliciting descriptions of the participants' 

experiences of providing care not only for their mothers but also for how they provided self-care 

across the trajectory of caregiving. The questions were designed to promote an open discussion of 

the participants' experiences, coping and support strategies, and self-care practices (Hamilton & 

Sandelowski, 2003; Sandelowski, 2000). The interviews were taped recorded and transcribed 

verbatim. The three interview schedules and question options within each schedule are included 

in Appendix A. 

Observation Participant 

In qualitative research, the researcher is totally involved in the research process -

perceiving, reacting, interacting, reflecting, attaching meaning, and recording. Qualitative study 

involves observing the phenomena of interest. As an observer participant, the researcher's time is 

spent observing and interviewing. Qualitative research involves getting close to the participants 

and making them feel comfortable with the researcher's presence so that daily lives and patterns 

can be observed (Bernard, 2002). The researcher observes social behavior and interactions 
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objective descriptions of observed events and conversations. Reflective field notes document the 

researcher's personal experiences, reflections, and progress in the field. Reflective field notes can 

concern methodology, theory, and personal feelings of the researcher. Field notes help with 

assessment of a situation and can help solve theory problems. Later, field notes can be used in 

triangulation with other data to develop analysis (Denzin & Lincoln, 1998, Patton, 1990; Polit & 

Beck, 2004). 

Field notes were handwritten in this study immediately following each interview session 

and were categorized into areas of description and reflection. The·descriptive or observational 

notes were descriptions of events experienced through watching and listening to the African 

American women caregivers. They contained the who, what, where, and how of a situation and 

contained as little interpretation as possible. Details of descriptive or observational included: 

1. Structural and organizational features - what the actual buildings and home environments 

looked like and how they were used. 

2. African American participants? their mothers, and families - how they behaved, 

interacted, dressed, and moved. 

3. The daily process of activities of the African American participants. 

4. Special events - holidays, birthdays, family events. 

5. An everyday diary of events as they occured chronologically - both in the field and 

before entering the field (Mulhall, 2003). 

The reflective field notes were further divided into methodological notes, theoretical 

notes and personal notes. Methodology note·s contained instructions to myself, critiques of my 

tactics, and reminders about helpful methodological approaches. Theoretical notes explore 

theoretical hunches and were purposeful attempts to derive meaning from the observational notes. 

Personal notes were notes about my reactions, reflections on my own life experiences that might 

have influenced the way in which I filtered what was observed. The field notes were triangulated 
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with the interview data as codes, categories, and themes were developed and expanded (Boyle, 

Hodnicki, & Ferrell, 1999; Mulhall, 2003; Wilson, 1993). 

Data Analysis 

The interviews were transcribed into The Ethnograph, a qualitative software program that 

facilitated data management including data retrieval. In qualitative studies data collection and 

data analysis occur simultaneously, therefore the search for themes and concepts began with data 

collection as data collection and analysis mutually shaped one another. Similarly qualitative 

content analysis is reflexive and interactive as the researcher continuously modifies his/her 

treatment of data to accommodate new data and form new insights about those data. Content 

analysis is the process of organizing and integrating narrative information according to emerging 

themes, patterns or concepts. Qualitative content analysis is the analysis strategy of choice in a 

qualitative descriptive study. (Polit & Beck, 2004; Sandelowski, 2000). It is a dynamic form of 

verbal and visual data orientated toward a summary of the informational contents of those data. 

Qualitative content analysis is data-driven with the identification of codes as they are generated 

from the data themselves during the study. In qualitative content analysis descriptions of the 

patterns or regulariti~s in the data will be discovered. The research study was an inductive 

analysis, which involved discovering codes, categories, and themes in the data from the 

interviews with the participants and the observations recorded in the field notes (Bernard, 2002; 

Patton, 2002). Qualitative content analysis is the least interpretative of the qualitative analysis 

approaches. The outcome of a qualitative descriptive study is a straight descriptive summary of 

the informational contents of data organized in a way that best fits the data (Sandelowski). 

Procedure for Data Analysis 

1. I transcribed all data verbatim including tape-recorded interviews and field notes 

into a Word document. Comparing the tape-recorded interviews with the typed 

transcriptions checked the accuracy of the transcription. The transcribed 

interviews were read.several times to develop a detailed, intimate knowledge of 
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it. This immersion of the researcher in the data is an experience that usually 

generates emergent insights (Denzin & Lincoln, 2000). As the reading 

progressed, I underlined significant parts of data and made marginal notes to 

capture impressions. 
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Coding is defined as marking the segments of data with symbols, descriptive 

words, or category names. The coding of the data began with a line by line look 

at the interview transcript. Using the participant's own language, codes were 

descriptive words or phases assigned to meaningful units or pieces of data 

(Morse, 1994 ). This method of coding, inductive coding is the development of 

codes by the researcher through directly examining.the data. Descriptive codes 

remain close to the terms used by the participants being interviewed and are in 

keeping with qualitative descriptive studies (Sandelowski, 2000). A concern of 

mine was the process of coding with very limited experience doing so. Because 

of this and physical distance between the myself and the dissertation committee, 

particularly the member who had volunteered to help with data analysis (Dr. 

Boyle), a little more structure in coding was utilized. The purpose was to guide 

me in the decisions about what makes a segment of data worth coding. Miles & 

Huberman (1994, p. 61) suggested a decision scheme for coding; Lofland's 

Generic Codes: 

• Acts - action in a situation that is temporarily brief, consuming only a few 

seconds, minutes, or hours. 

• Activities - action in a setting of longer duration - days, weeks, months -

constituting significant elements of people's involvement. 

• Meanings - the verbal production of participants that define and direct action. 
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• . Participation - people's holistic involvement in, or adaptation, to, a situation 

or setting under study. 

• Relationships - interrelationships among several persons considered 

• simultaneously. 

• Settings - the entire setting under study conceived as the unit of analysis. 

While these were not the actual codes, this decision scheme ser.ved as a sort of 

roadmap for working through the data, identifying and developing codes from the 

data itself (Krathwohl, 2004 ). A tentative master list of codes was kept. As the 

transcripts were read, the various pieces of data were marked to code the content 

(Burns & Groves, 1997; Denzin & Lincoln, 2000; Patton, 2002). 

A codebook with definitions of each code was developed to ensure consistency in 

coding between myself and Dr. Boyle (Boyle, Hodnicki, & Ferrell, 1999). The 

codebook was written documentation naming the code and describing the exact 

definition of the various codes used to code the data. In addition to a definition 

for the code, the codebook contained examples of verbatim narrative from the 

data. 

A computer program, The Ethnograph v5.07/5.08, was purchased to assist in data 

management. The transcripts were imported into The Ethnograph program. The 

Ethnograph, software helped search and note segments of interest within the data, 

mark the segments with the codes, and run analyses. I have had a little experience 

working with The Ethnograph with Dr. Boyle during the Qualitative Research 

course in the PhD program.at Medical College of Georgia. 

When the coding process was well under way, I developed rough categories in 

which codes were grouped into larger, more conceptual patterns of meaning. 

(Boyle, Hodnicki, & Ferrell, 1999). The categories were a method of sorting and 
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organizing codes that were similar and were stated in as descriptive findings. The 

categories focused on differentiating various types of actions or events, or 

different phases in a chronological unfolding of an experience. After exhausting 

the codes into categories, a search was undertaken for common patterns_ and 

structures that connected categories into themes. Themes are core meanings 

found across the participants and were stated in topical form (Patton, 2002). 

In conclusion, the data analysis of the proposed study required multiple readings of the 

data to form codes, develop categories, and search for themes. I worked closely with Dr. Boyle in 

the process for several reasons. First, my inexperience warranted a ment9ring through data 

analysis to produce credible findings and was a great opportunity for me to learn about the doing 

of a qualitative research study. Also credibility was increased with consistency among multiple 
I 

readers and analyses of the data. 

Evaluation Criteria 

Trustworthiness is defined as the degree of confidence qualitative researchers have in 

their data (Polit & Beck, 2004 ). The research processes and practices are visible and therefore 

auditable. Efforts were made to ensure that the research findings accurately reflected the 

experiences of the participants. The criteria for assessing trustworthiness are credibility, 

transferability, dependability, and confirmability (Lincoln & Guba, 1985; Sandelowski, 1993). 

Credibility refers to the believability of the data (Polit & Beck, 2004 ). Credibility refers 

to the truth as known, experienced, or felt by the participants and is consonant with the context of 

the lived_experience (Denzin_& Lincoln, 2000). Techniques to improve credibility included 

prolonged engagement, which strove for adequate data coverage and persistent observation, 

which was aimed at achieving adequate depth (Lincoln & Guba, 1985). Prolonged engagement 

was achieved through obtaining three interviews at three-month intervals with the participants. 

This fulfilled the purposes of prolonged engagement: to learn the African An1erican culture, build 

trust with the participants, and test for the presence of misinformation produced by myself or the 
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participants. Persistent observation allowed for identification of characteristics and elements most 

relevant to a situation to be purs_ued and focused on in detail. Observation participation and field 

notes were conducted in this st:udy both during the interviews and outside of the interview times 

(Leininger, 1994). 

Transferability is the extent to which findings from the research data can be transferred to 

another setting or group (Polit & Beck, 2004). Transferability is concerned with the applicability 

of research findings to other similar contexts. Thick descriptions that provided contextual data 

enabled the reader to reach a conclusion about whether findings are applicable or transferable 

outside this study. Thick description is a rich, solid, and thorough description of the research 

context, which enable~ the researcher to elicit the meaning of the lived experience (Denzin & 

Lincoln, 2000; Lincoln & Guba, 1985). Patton ( 1990) explains thick description 

A thick description does more than record what a person is doing. It goes 

beyond mere fact and surface appearances. It presents detail, context, 

emotion, and the webs of social relationships that join persons to one 

another. Thick description evokes emotionality and self-feelings. It inserts 

history into experience. It establishes the significance of an experience, or 

the sequence of ~vents, for the person or persons in question. In thick description, the 

voices, feelings, actions, and meanings of interacting individuals are heard. 

Dependability refers to the stability or consistency of data over time and conditions (Polit 

& Beck, 2004 ). In dependability the methods used to make analytical decisions were defensible 

and reasonable for the context of the study (Denzin & Lincoln, 2000). To establish dependability 

an inquiry audit could be performed. The auditor would be able to perform two tasks; a) examine 

the process by which research data were kept to ensure fairness of representation of the 

participants, and b) to examine recording keeping of the data from the view point of accuracy 

(Lincoln & Guba, 1985). 



79 

Confirmability means obtaining direct and often repeated affirmations of the interests of 

the study. Confirmability can be established when inferences can be traced back through analyses 

to data actually collected (Denzin & Lincoln, 2000). An audit trail was established for the study. 

The audit trial categories for the study included: 

1. "Raw data": electronic records such as audiotapes or video.tapes and written field notes 

and typed interviews. 

2. Data reduction and analysis products: write-ups or summaries of field notes, and 

theoretical notes. 

3. Data reconstruction and synthesis products: structure of codes, code books, categories, 

and themes, findings and conclusions. 

4. Process notes: methodological notes and trustworthiness notes 

(Leininger, 1994; Lincoln & _Guba, 1985). 

Attention to Biases 

A bias is any influence that produces a distortion in the results of a study or any influence 

or action in a study that distorts the findings or slants them away from the true or expected (Bums 

& Grove, 1997; Polit & Beck, 2004). Credibility is a desired outcome of any research study and 

biases pose a threat to credibility (Patton, 2002). Biases are a subtle, pervasive part of being 

human and are influenced by social, economic, and cultural factors. Therefore, biases are a 

concern in research study and design, especially if the researcher is a novice. Whether real or 

perceived, biases can impact the reliability and validity of a research study (Morse, Barrett, 

Mayan, Olson, & Spiers, 2002). Biases can result in errors made in the process of observation, 

collecting data, reporting data, and the process of data processing and transforming data. For the 

purpose of this study, the discussion will focus on biases within qualitative research. Factors that 

influence biases will be outlined, strategies pertinent to my research will be discussed, and 

identification of resources that were employed to assure trustworthiness of the study. Factors that 



influence biases have a variety of sources, which includ~ the interests and prejudices of the 

researcher and faulty research designs. Each of these factors will be briefly discussed. 

Factors Influencing Biases · 

Interests and prejudices of the researcher 
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The interests and prejudices of the researcher can result in a distortion of information in 

the direction of preconceptions or experiences. Both internal and ~xternal force,s that produce 

biases can influe!}ce the researcher. In qualitative research the interests and prejudices of the 

researcher can be of even greater threat due to the interpretive nature of qualitative studies 

(Denzin & Lincoln, 2000; Patton, 2002; Polit & Beck, 2004). 

Strategies for the Proposed Study 

The strategies for the study were aimed at substantiating the credibility of the 

study and minimizing researcher bias. Strategies for the study included identification of my 

biases, assistance from members of the dissertation committee, an audit trail, review by inquiry 

participants, outside audit reviewers as expert consultants, and triangulation methods. 

1. I identified my own biases and recognized my perception of the study. The 

honest probing of the student's biases began· at the onset of the study, during the 

study, and at the end of the study by clearly describing and explaining my precise 

role in the study. Through field notes and journaling, I sought to recognize 

biases. Biases, if found, were explicitly stated. Any personal or professional 

information that affected data collection, analysis, and interpretation were 

reported (Denzin & Lincoln, 2000; Patton, 2002). 

2. I am a novice researcher, which is a limitation of the study. During· the oral 

presentation of the my study, one committee member, Dr. Joyceen Boyle, agreed 

to be involved ip. the analysis of the data. I worked closely with Dr. Boyle in the 

coding, categorizing, and development of themes from the data. The involvement 

of the committee member assisted me in maintaining a neutral stance during the 
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data collection and analysis of the data. I actively sought feedback from the 

:dissertation committee at all stages of the study. A particular focus on the 

,sampling procedures, design of the interview schedules, the interview questions, 

and analysis were requested. 

I established an audit trail as the data collection progressed. An audit trail can 

:verify the rigor of the fieldwork and demon~.trate the confirinability of the data 

' .• ' 

collected. The audit trail is a technique that enables validation of research by 

allowing another researcher to follow the cognitive development of a research 

. ' 

_study. The audit trail is composed of the following documentation: raw data, data 

]reduction and analysis products, data _reconstruction and synthesis products, 

!process notes, material relating to inten_tions and dispositions, and instrument 

development information. To demonstrat6 the ~eliability of the data analysis, the 

following was included: 

• A description of the approach to and procedures for data analysis 

:• Justification why the approach .and procedures were appropriate with the . 

context of the research study 

:e Clear documentation of the process of generating codes, categories, and 

themes for the data audit trail. . 

Careful ·documentation was developed and collected during the study to leave an 

' adequate amount of evidence so that the process that I used to reach conclusions 

was reproducible and consist~nt (Denzin & Lincoln, 1998; Morse, 1994; Patton, 

2002). 

Another method to establish credibility was to have those who were studied 

_review the findings. Patton (2002) calls this strategy' review by inquiry 

participants. I identified two or three of the study participants to check for 

accuracy of data, quotations, and review the study when it was completed. 
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Verification of the findings by the study participants indicated the minimization 

of the researcher's biases and was seen as a way of demonstrating rigor (Patton, 

Sandelowski, 1993). 

One strategy I used to establish credibility and minimize biases ·was the expert 

audit review or expert consultations. Two outside experts were identified by me 

and agreed to check for any researcher biases and to assess the quality of the 

analysis. The expert audit reviewers provided a dependability judgement 

(examination of the process results) and a confirmability judgement (concerned 

with the product) (Patton, 2002). Both of the outside experts hold doctorates in 

nursing - one PhD and the other DNS. The PhD outside expert completed her 

dissertation within the last 5 years, which was also, a qualitative study 

concerning family caregivers. The DNS outside expert was African American 

and cared for her mother at home for several years up to the time of her death. 

I used triangulation of data sources and analysis to reduce biases and increase the 

accuracy and credibility of finding·s.. Triangulation is a demonstration of rigor. 

Data triangulation, the use of a variety of data sources, was inclu~ed in the study 

of Afri_can American women caregivers. The variety of data sourceswere the 

interviews, field notes, and obse~vation participation. The combination of data 

sources enabled validation and cross-checking findings. Using triangulation of 

data types increa~ed yaltdtty as one data type is strengt~ened by. the other (Patton, 
. . 

. . 

2002). Another form of triangulation I used was multiple data analyzers to 

establish inter-rater reliability. Dr. Boyle and I analyzed the data. Consistency in 

coding and the development of categories and themes minimized biases and 

increased the credibility of the research findings (Patton). 

In summary, bias in research was defined. Biases are a threat to the credibility of 
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a research study. Strategies were discussed that were used in the study. Resources that were 

committee members not only in data analysis but all stages of the dissertation, an audit trail, 

review by inquiry participants, an expert audit review by expert consultation, and triangulation 

methods. The recogn~tion and proper management of biases took on particular importance in the 

study of African American women by someone of another race and culture. 

In conclusion, a qualitative descriptive design was chosen for this study. Qualitative 

descriptive methods fulfilled the purpose of the research study; to seek an understanding of the 

lives of African American women caring for their mothers. The sampling approach was 

purposeful, seeking information-rich cases. Data were collected through in-depth interviews, 

allowing the participants to tell their stories and experiences. I also engaged in observation 

participation with the development of field notes. Triangulation occurred as multiple methods of 

research were utilized. Data analysis included coding of the data and development of categories 

and themes as they emerged from the data. Trustworthiness for the study was established by 

adhering to the evaluation criteria of credibility, transferability, dependability, and confirmability. 

Careful attention was focused on the potential for biases and measures were taken to minimize 

the impact of biases on the trustworthiness of the study. 



Chapter IV: Presentation of Participants in the Sample 

The research participants were fourteen African American women who were caregivers 

for their mothers. Two participants did not complete the study._ One declined to continue and the 

other had a fatal myocardial infarction after being in the study for two months. All the 

participants lived in the southeastern United States. The age range of the participants was 45 to 75 

years old with a mean age of 59.1 years. Ele_ven of the women finished high school with three of 

those completing a four year college degree. Another participant continued with her education to 

obtain a graduate degree. Of the two participants who did not finish high school, one finished the 

sixth grade while the other completed the tenth grade. Table II (Appendix C) provides a more 

complete description of the demographic information provided by the participants. 

Each of the participants provided care to her mother. Tasks of caregiv_ing ranged from 

companionship or supervision to complete care of mothers who were bedridden. Not all of the 

participants lived in the same house with their mothers. Of the 14 participants, 10 lived with their 

mothers while four did not. Six of the women were married, five were divorced, two were single, 

and two were widowed. One of the participants did not have children. Thirteen others had 

children with a range of one to five children and of the collective 27 children only three lived 

within a ten mile radius of the participants. Only two of the participants did not drive nor did they 

own a car. 

Six of the women were retired. Four were still working full time while three were 

unemployed, two of those had disabilities. Only one woman reported that she had no health 

problems. Table III shows the reported health conditions of the participants. The co-morbidity of 

the participants was evaluated with the Charlson co-morbidity index (CCI) found in Appendix D. 

A widely used tool, the CCI captures the number and severity of health problems present in an 

84 



85 

individual. The CCI predicts the one year mortality of individuals who have a range of co-morbid 

conditions. Health problems are commonly coded as 0, 1, 2, or more which represents increasing 

burden of illness (Iwata, Kuzuya, Kitagawa, Suzuki, & Iguchi, 2006). Mortality rates increase 

with increasing CCI scores. The scores are calculated by summing the weights assigned to a list 

of 19 predefined medical conditions (Bravo, Dubois, Hebert, De Wais, & Messier, 2002). 

Table III 

Reported Health Conditions of the Participants (n = 14) 

Health Condition Number of Participants Reporting Health Condition 

Mitral Valve Prolapse 3 

Diabetes Mellitus 2 

Varicose Veins 1 

History of Myocardial Infarction 1 

Arthritis 3 

Hypertensio~ 5 
'·· 

Fibrocystic Breast Disease 1 

Rheumatoid Arthritis 1 

History· of Abnormal Pap Smear 3 

Migraines 1 

Depression 2 

GERO 1 

High Cholesterol 4 

Hypothyroidism 1 
~ 

Degenerative Disc Disease 1 

Carpal Tunnel Syndrome 1 
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Table iV 

Charlson Co-Morbidity Index Scores 

CCI Score Number of Participants 

1 6 
2 2 
3 2 
4 1 
5 1 

Table IV shows the CCI scores for the participants of the study. The Charlson Weighted Index of 

Co-morbidity is included in this chapter. 

Each participant will be described in a brief overview. The research participants have 

been assigned a pseudonym to ensure confidentiality. 

Bernice 

Bernice has lived with her 92 year old mother for 5 years since her move from Atlanta to 

help her mother. Bernice, age· 66, spent most of her adult life in Chicago and had many years of 

working experience in banking. Her sister, Carrie, also lived with her anq.her mother and the two 

sisters shared the tasks of caregiving for their mother. The three women lived in an older but 

well-kept house in a small town. Bernice was health consciousness and strived to iive a healthy 

lifestyle through proper diet, exercise, walking and going to Curves, a fitness and weight loss 

facility for women. Her only reported health problems were varicose veins and high cholesterol. 

The two sisters complemented each other in the care of their mother. The tasks of 

caregiving were more supervision th;m physical care as well as the household _chores. Bernice did 

most of the cooking and ha11dled her mother's financial matters. It was enjoyable to spen_d time 

with this witty, lively group of women. Unfortun~te_ly Bern_ice had a massive MI resulti~g in her 

death after participating in the study for two months: It was _poignant that Bernice stated in her 

first interview that she wished for a deeper, more meaningful relationship with her mother. The 

suddenness of Bernice's death·:seemed to hav·e left her 92 year old mother and her younger sister 

bewildered. 
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Deloris 

Deloris, age 56, lived in a double-wide trailer with her 86 year old. mother_ in a rural area. 

Having cared for her mother since 1999, Deloris fold repeatedly of family members she had _cared 

for in her life. Deloris was a quiet, gentle woman who kept a spotless home with plants and 

flowers growing inside and out. Her mother had Alzheimer's disease and was deaf. She kept to 

herself in her room during the visits I made to their home for the interviews. 

One of Deloris's health problems was degenerative disc disease w,hich impacted her 

ability to perform the heavier physical tasks of caregiving. Other health problems included mitral 

valve prolapse and hypothyroidism. Her mother was physically able to ambulate, bathe, and feed 

herself, but Deloris was concerned about the future and her continued ability to care for her 

mother. One of her sons lived in a single-wide trailer across the pasture from Deloris and helped 

with the care of her mother. Over the time she was in the study, Deloris expressed concern that 

her mother had begun to wander, lost in her surroundings. She felt this was related to a worsening 

of her mother's Alzheimer's disease. Because of her almost constant back pain, Deloris took 

narcotic pain medicine but only at night so that she was able to care for her mother during the 

day. 

Florence 

Taking her mother in to live with her in 1996, Florence cared for her mother until her 

mother's death in April 2006. Florence was 75 years old and the only child of her 95 year old 

mother. Married with three children, Florence lived in a well-kept home in a small town. Florence 

was a small, spry, active woman who worked many years as a dietician in a large hospital in the 

northern United States. She had also worked as a member of an accreditation review team for 

nursing homes in the Southeast. Her experiences as a reviewer were part of the reason she was 

adamant about taking care of her mother herselfin her home. 

Arriving at her home, I was greeted by piants blooming each·'season fro'm · -

chrysanthemums to climbing roses to daffodils. Florence said that working in her yard was one 
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way she coped with caring for her mother from the early onset of Alzheimer's disease until ~er 

recent death. She was very proud of her yard and her mother, both of which she cared for 

passionately. At each interview, Florence insisted I tour her yard as well as her mother's room. 

Her mother, in the final stages of Alzheimer's, was bed-ridden, unresponsive, fed by a gastrotomy 

tube, and had a urinary catheter. Florence's health problems included controlled hypertension and 

arthritis for which she had had a total knee replacement in the last year. In the interview following 

her mother's death, Florence seemed at peace·and proud of the care she provided for her mother. 

Henrietta 

One of the yoµnger participants, Henrietta, age 45, still.worked full time, as a respiratory 

therapist, while caring for her mother. Henrietta lived in a rural county area. She was one of many 

siblings, several of whom lived within a mile of her. When it became evident that Henrietta's 

mother could not live alone, one of her brothers built a small house in Henrietta's backyard for . . 

their mother to live in·. 

Henrietta lived with her husband, future daughter-in-law, and granddaughter. The 

care she provided for her mother ranged from physical care, housekeeping, and cooking to 

financial management of her mother's affairs. As one of the participants with the highest income, 

her home was well-kept and nicely furnished. Henrietta's mother, who ambulated with a walker 

recently developed bladder and bowel incontinence. This was a topic Henrietta frequently spoke 

of, along with examples of how her work load had been increased and disagreements she had had 

with her mother. She transferred to the night shift to be home with her mother during the day and 

she did spend several hours during the time she should be sleeping providing care for her mother. 

She reported she felt she never got enough sleep. Henrietta stated that her health problems were 

migraine headaches, fibrocystic breast disease, and an abnormal Pap smear. 

Julie 

Julie was a petite, energetic woman who moved from Washington D. C. to care for her 

mother after her retirement. Her home had numerous pictures, certificates, and ·other memorabilia 
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collected over her 25 or more years of employment atthe Department of Justice. Julie's 

retirement and move to care for her mother was prompted by her mother's diagnosis with colon 

cancer. Her mother underwent extensive abdominal surgery with a permanent ileostomy followed 

by chemotherapy and radiation. The year after her surgery, Julie's mother had a stroke. 

Julie, age 57, lived 30 miles from her mother and traveled every other day to take food, 

clean, and provide physical care for her mother. Julie's adult son lived with her mother and was 

with her mother at night. The care of her mother's ileostomy concerned _Julie. She reported that 

her mother was reluctant to care for it and generally left that to Julie. 

Being _the only child, Julie had taken over managing all aspects of her mother's life from 

handling her medical c·are to finances and also shopping, cooking and cleaning. Julie's own health 

problems included hypertension, high cholesterol, a "colon problem", and an abnormal Pap 

smear. 

At 56 years old,' ~nnie was one of the you~~er participants in the study and worked full 
. .- ·. . 

time as a nurse, mental health counselor, and clinical :nursing instructor. Her 80 year old mother, a 

nephew, and his wife lived in her home: Annie began.noticing her mother's inability to complete 

tasks she had done for decades, such as payi.ng.1?,ills and other financial matters. There were, also, 
. ' . ,· ' 

significant problems between Annie's parent~. One day Annie's mother appeared on her doorstep 

with her suitcase. She had left her husband and has lived with Annie since. Annie's mother had 

been diagnosed with early Alzheimer's disease. Annie also cared for her father who had a mental 

illness. The.father lived in the same city as Annie and her mother. She was the legal guardian for 

both of her parents. Annie was one of three children and the only one who lived in the Southeast. 

Because of her work situation, Annie had hired a sitter who stayed with her mother 

Monday through Friday. She frequently called home during the work day to check on her mother. 

The care she provided for her mother included financial management, cooking, shopping, and 
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overseeing medical care. There were several, psychosocial issues Annie dealt that c~ncerned both 

her parents. Annie's reported health problems were hypertension and depression. 

Carrie 

Carrie had watched her mother go from an active widow in her 80s to a still fairly active 

92 year old during the eleven years she had liyed with her. Carrie moved from St. Louis where 

she had lived most of her adult life. Their home was older, well-kept and busy during the 

interview appointments with persons of all ages coming and going and the phone ringing 

frequently. She shared the care of her mother with her sister until her sister's death last year. 

Following her sister's death, Carrie had taken on providing all the tasks of caregiving for her 

mother. She was concerned about being solely responsible for her mother. 

Carrie was a slim, lively 62 year old who strived to live a healthy lifestyle. She had 

experienced an MI in the past and had diabetes mellitus which she reported to be well-managed. 

Also, Carrie had high cholesterol. Prior to caring for her mother, Carrie took care of her husband 

for several years following a stroke. They were divorced but Carrie remembered very well how 

hard the years of physical care of her husband were for her. Because of her prior experience 

caring for her husband, Carrie stated she would place her mother in a nursing home if her 

physical care became too much. 

After her sister's death, Carrie was concerned even more about her mother as they both 

worked through their grief. Her mother was stoic, quiet, and slightly more withdrawn. Carrie's 

only daughter had recently had her first child, Carrie's first grandchild. Both Carrie and her 

mother were joyful about the new baby. 

Evie 

The trip to meet Evie was to a rural isolated area. I found her ·small, simple home some 

distance down. a dirt ro"ad.off.a rural county road. Evie, who ;as 73 years old, was cari~g for-her 

94 year old mother who had had a series of strokes. Her mother was able to sit in a chair and 

could walk a few steps. Evie did everything else for her mother from f~eding and bathing to 



cooking and cleaning. Evie did not have ·a car nor di~ she _drive. She and her mother were 

dependent on Evie's children ·and her sister for many of their needs such as shopping, 

transportation,. an~ physical assistance in the care _of. her mother. Evie had been caring for her · 

mother for six years and her family was a strong support for her. 
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Evie had no reported health problems other than high blood pressure in the past. She 

looked much younger than her 73 years. During her working.·years, Evie cleaned homes, worked 

in a yam factory, and was a cook in a nursing home. Evie was very adamant that her mother 

would not go into a nursing home. She remembered how patients were treated in the nursing 

home where she worked and she would not let her mother be placed in one. 

Gail's mother died just after Gail was recruited into the study. She wanted to continue her 

participation in the study and her experiences were more hind-sight, which provided a unique 

perspective. Gail, age 62, lived in a small, older home in a rural area several miles from a main 

road. She cared for her 85 year old mother for 3 years during which the mother had a series of 

strokes leaving her even more dependent on Gail. Gail lived next door to her mother. When her 

mother had the first stroke Gail closed her home and moved in with her mother. Although she ha~ 

several siblings, the tasks of caregiving had been primarily Gail's responsibility. She reported 

rarely getting help from her siblings. Gail's mother had been confined to a hospital bed in the last 

year or so and was always trying to get out if the bed, both day and night. This caused great stress 

for Gail ~nd she stayed awake many nights listening for her mother. 

Each time I visited Gail, she was babysitting a group of three children after school. They 

were fairly active and Gail frequently scolded them. Gail did not drive nor did she have a car. She 

depended on a niece who lived in a nearby trailer for transportation and other needs. She had 

several health problems including rheumatoid arthritis, depression, high cholesterol, 

hypertension, gastrointestinal reflux disease, and an abnormal Pap smear. During the time she 

was caring for her mother, it was difficult for Gail to visit her health care provider for care. She 
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needed someone to drive her to her appointment and someone to stay with her mother. In the 

interviews, Gail wanted to pass on encouragement and advice for other women who were taking 

care of their mothers. She did so in an honest, heartfelt manner. 

Ida 

Ida was a retired high school teacher who had taught English for over 30 years. She was a 

64 year old, elegant, articulate woman with many interests. She had hypertension which she 

reported as well controlled with one medication. Ida's and her husband's home, in an affluent 

community, was spacious, well-kept with a large well-maintained yard. Her husband was a retired 

high school principal and helped Ida.in caring for her mother. Ida's mother, who was 82 years 

old, had Alzheimer's disease and it was no longer safe for her to live alone. Ida talked with great 

love and respect for both of her parents, particularly her mother. 

The arrangements for the care of Ida's rriother were unique. There were four daughters 

.-1 

and one son in the family. The four daughters, in~luding Ida, brought their mother into their 

homes for a two week period, rotating her from daughter to daughter. They had kept the mother's 

house and this was where she wanted to be. Ida reported constant difficulties with her mother 

staying the two weeks at ai:iy location except her own home. Over the time Ida was in the study, 

she reported that she noticed increased dementia and the unwillingness of her mother to accept 

help from her children or stay away from her own home. 

Katherine 

As one of the participants who still worked, Katherine, age 56, was balancing the care of 

her mother with her need to be employed. Katherine assumed the care of her 90 year old mother 

after her mother began experiencing episodes of syncope related to an irregular heart rhythm. 

Because she was working, Katherine relied on three of her sisters and family friends to be with 

her mother during the work day. She moved her mother into her house when it became apparent 

to her that it was not safe for her mother to live alone. 

Katherine lived in a modest but well-kept home in a large subdivision within a moderately sized 
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city. She reported that she had mitral valve prolapse and "sinus problems" and 

tried to live a healthy .lifestyle. The tasks of caregiving included physical care, cooking, cleaning, 

management of her mother's medical care, and financial matters. 

The only daughter of her 84 year old mother, Lucy moved from the Florida coast into her 

mother's home to care for her mother. Lucy, age 59, was employed fulltime. Her mother was able 

to stay at home safely while Lucy was working. However, Lucy made and received frequent 

phone calls with her mother during the work day. The tasks of care giving included management 

of her mother's health care, cooking, cleaning, and managing her mother's financial matters. 

Lucy's two brothers who were in the military services had lived within a two hour driving 

distance of their mother for several years. Both had been transferred during Lucy's time in the 

study to distant states. This caused considerable anxiety for Lucy since her brothers and their 

wives provided support and relief for her in the care of their mother. 

The interviews for the study were conducted at Lucy's work where she held an 

administration position at a technical schooL Orie thing tpat she frequently mentioned was how 
.. 

she had moved into her mother's h~use and all .of her own belongings were in- storage. Lucy 

believed she did not have a spac·e of her own in her mother's house. 

While she reported that she had no health problems, Lucy was concerned about her own 

unhealthy lifestyle. While living in Florida, she was involved in a gym, healthy dietary habits, 

and worked to be physically active. Since her move three years. ago to care for her mother, she 

had not engaged in similar activities. 

Mamie 

One of the younger participants at age 51, Mamie had recently retired from a career in 

banking which spanned over 20 years. Mamie lived in a large city but drove 30 miles three to 

four times a week to care for both of her parents. Her parents lived in a rural area of the state. 
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Mamie began caring.for her mother after she had open heart surgery and developed post-op 

complications. During the time Mamie cared for her mother, her father had developed 

Alzheimer's disease. The tasks of c3:regiving included cooking, cleaning, preparation of the 

parents' medications, and financial inanageip.ent. Mamie did have a brother who lived near their 

parents but he had Post Traumatic Stress Disorder and was not a reliable participant in the care of 

their parents. Having been diagnosed with diabetes within the last year, Mamie worked to control 

her diabetes through diet and exercise. She also had mitral valve prolapse but reported few 

problems associated with this condition. 

Mamie lived in a modest home in a large subdivision. Her home was spotless and the 

walls were full of pictures of her family, particularly her two sons. Mamie was the only 

participant in the study who still had one of her children at home, a 15 year old son. She was 

articulate and expressed great concern over her parent's health. Her other sibling was a sister in 

Texas, who provided emotional support, however Mamie was the only one who was caring for 

their parents. 

Participant Recruitment and Setting 

Research participants were recruited from rural areas, small towns, and moderate-size 

cities in the Southeastern United States. I posted flyers in schools, doctor's offices, public health 

departments, grocery stories, beauty shops, and in home health care and hospice agencies. I also 

asked African American friends and co-workers to facilitate my entrance into the African 

American communities. A few potential participants retrieved my phone number from the 

numerous flyers and called for more information. Others responded to friends and coworkers and 

were interested to learn more about the study. I talked with all potential participants on the phone 

and made an appointment with them to explain the study and answer any questions. 

If the potential participant was interested, I obtained an informed consent at that time and 

made a second appointment for the first interview. T_he location and time was chosen by the 

participants, usually their home or place of employment. Three in-depth interviews were 



conducted at 3 month intervals following the participants over a 9 month period of time. Each 

interview lasted approximately one hour. The interview schedules are in the Appendix A. 
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Observation participation was ongoing during the interviews and other times spent with 

the participants. I observed the participants as they cared for their mothers a,nd interacted with 

other family members so that daily live and patterns could be studied. Through observation 

participation, I sought to understand the daily activities and experiences of the participants as they 

actually occurred in the naturalistic setting (Bernard, 2002). Observation participation also 

occurred in other settings of their everyday life such as place of employment and churches. 
. . 

' . 

In summary, the twelve women who' completed the study were providi~g care to their 

mothers and ranged in age from 45 to 75 years old. One participant was 45 years old, which was 

less thaJ.?. the age given in the inclusion criteria. I decided to include the participant in the study 

because of the uniqueness of how she cared for her mother and her articulate contributions. A 

second change in the inclusion criteria was the deletion of the criteria that the daughter must live 

in the same house as the mother. In the recruitment of participants, I realized that the daughters 

has created various caregiving methods and not all lived in the same household as their mothers. I 

applied and received permission for the HAC at MCG to drop this particular criteria. The study 

was conducted in the natural environment of the participants which facilitated the study of their 

everyday life. There was diversity among the participants such as education and income but there 

were also many common characteristics. 



Chapter V: Data Findings 

This chapter will present the processes of data collection and analysis. In addition, the 

chapter will describe findings of the study in identified categories, themes, as well as an 

integrated pattern that was evide~t throughout the findings. For clarity, the African American 

women caring for their mothers outside a formal care setting and participating in the study will be 

called daughter caregivers and their mothers, the recipients of care, will be called mothers. 

Data Collection 

The data collection and analysis were conducted- simultaneously which is in accordance 

with the principles of qualitative research. Table V provides the number of participants and 

interviews completed. 

Table V 

Participant and Interviews 

p rt" . t # a 1cipan Int erv1ews C l t d ompee 
1 3 
2 1 
3 3 
4 3 
5 3 
6 3 
7 3 
8 3 
9 1 
10 3 
11 3 
12 3 
13 3 
14 3 
Total Interviews: 38 
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One participant withdrew from the study after the first interview and another participant died after 

completing the first interview. Both of the initial interviews with these two participants were 

included in the study. As the principle investigator, I conducted all interviews. The interviews, 

which lasted approximately one hour, were tape recorded. Each of the 12 participants who 

completed the Study was interviewed 3 times about 3 months apart. I transcribed all audio taped 

interviews verbatim and entered them into The Ethnograph v. 5.0 (1998); a qualitative software 

program that facilitated data management including data retrieval. 

Following each interaction and interview with the participants, I recorded field notes. The 

field notes included objective descriptions of observed events and conversations with the 

participants and their families. In addition, the field notes contained reflections of my 

experiences, thoughts, and progress. I used the field notes in writing the vignettes contained in 

Chapter 4. In addition, I used the field notes to compose future questions for the following 

interviews, reminders to myself, and reflections of observations and interactions with the 

participants and their families. 

Data Analysis 

The method of analysis chosen for the study was qualitative content analysis. Qualitative 

content analysis provides a method of summarizing the informational contents of data and 

remains very close to the data with little theoretical development or interpretation. The goal of a 
- \ 

qualitative descriptive study is _to represent the experiences of the participants· in the everyday 

terms of those events (Sandelowski, 2000). 
,., 

I typed aB transcriptions, reading and rere.adirig the data. After typing each interview, I 

reread the transcriptions, comparing with the audio tape and made corrections when necessary. 

Each transcription was placed i11 T~e Ethnograp~ v .5 .0 ~or data management. Th,en I read each 

interview line-by-line to assign a code to each section of data. Munhall (2001) defines a code as a 

"label assigned to units of meaning" (p. 296). A code book was developed and included 41 codes 
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and definitions. It is included in Appendix B. As codes were assigned to the·data, codes that were 

consistent or similar in meaning were grouped _together to form categories .. 

This kind of content analysis continued linking categories together into larger conceptual 

entities called themes. DeSantis & U garriza (2000) defined a theme: "A theme is an abstract 

entity that brings meaning and identity to a recurrent experience and its variant manifestations. As 

such, a theme captures and unifies the nature, or basis of the expedence into a meaningful whole" 

(p. 362). The three themes generated in this study are (1) Commitment to Care (2) Self-Care by 

the Daughter Caregivers (3) The Difficult Times. Also identified in the data analysis was an 

integrated pattern that was a consistent part of all of the three themes; this pattern was labeled 

Influences of African American Culture on Caregiving. Table 6 provides the identified integrated 

pattern, themes and the categories within each theme. 

Table VI 

Integrated Pattern. Themes and Categories Identified in Data Analysis 

Integrated Pattern: Influences of African American Culture on Caregiving 
Spirituality 

Theme: 

Theme: 

Theme: 

Honor of Motherhood 
Family Network 
Influential Women 

Commitment to Care 
Rearranging Their Lives 
Love of Mother 
Taking Care of Others 
Plans for the Future 

Self-Care by the Daughter Caregivers 

Difficult Times 

Overlooking Risks to Health 
Managing Existing Health Problems 

Conflict with Mother 
Conflict within the Family 
Changes in the Relationship with Mother 
Loss of Mother 
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Commitment to Care 

The first theme in the data analysis of the study of daughter caregivers was the strong 

commitment they had to provide care to their mothers. Care of their mothers was assumed by the 

daughters after recognizing a need of the mothers that resulted from a health problem, ·safety issue 

or loss of function. The daughter caregivers willingly rearranged their lives to assume the role of 

caregiver to their mothers. In addition, living.arrangements and family constellations were 

changed to accommodate the mother's needs. Commitment to Care was grounded in the love and 

sense of responsibility the daughters had for their mothers and can be viewed as part of the 

evolution of the mother-daughter relationship. But beyond the scope of providing care to their 

mothers, the daughters had provided care for other family members. Four categories were 

identified within the theme of Commitment to Care (1) rearranging their lives, (2) love of mother, 

(3) taking care of others, and (4) plans for the future. 

Rearranging Their Lives 

The first category within the theme of Commitment to Care described how the daughter 

caregivers rearranged their lives._The daughters assumed the role of caregiver to their mothers 

after identifying a need or problem that the mother was experiencing. The daughters' response to 

their mothers' needs or problems were most typically immediate, unselfish, and with crystal-clear 

purpose. The daughters initiated major changes in their lives to care for their mothers including 

selling their own homes to move in with their mothers, moving from some distance away into 

their mothers' homes or moving their mothers in with them. These changes frequently included 

retirement, just leaving a job or finding alternative employment that suited the situation of caring 

for their mothers. For example, one daughter caregiver took a position on the night shift so that 

she could care for her mother during the day. 

Frequently, the occurrence of a health event, such as a stroke, surgery, onset or worsening 

of dementia, and loss of function made the mother's present living arrangements unsafe. The 

daughter caregivers also often reported a change in the mother's behavior as a reason for 
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assuming the caregiver role. The daughters in the study, who most frequently identified the need 

or problem, went on to become the major caregivers for their mothers. Three of the daughters 

moved in with their mothers who had suffered strokes. One daughter caregiver stated, "She had a 

stroke. And I didn't want to leave her by herself, so I just started staying with her". Another 

daughter caregiver moved in with her mother after one stroke, lived with her mother, taking care 

of her during two additional strokes. Each stroke left die mother more dependent on the daughter 

for care. After her mother developed episodes of "passing out" due to an irregular heart beat, 

another daughter caregiver moved her mother into her house. Another daughter caregiver told 

how she assumed care of her mother when she noticed how the mother's ability to care for herself 

began deteriorating. She said: 

And I noticed when she started to have problems. I knew that Mother was getting to the 

point where she was a little too old and couldn't really do anything any more. She was 

sitting around, not cooking as much. I started going to her house and seeing signs that she 

was not cleaning up behind herself very well. She was not well groomed. I began to smell 

urine in the house. 

Another daughter caregiver found that her mother was paying someone outside the family 

to do her "monthly bills because sh~ couldn't do the calculations", which she had been able to do 

all her adult years. This was the initial behavior that signal_~d the onset of dementia in the moth.er. 

Yet another daughter became her mother's caregiver aft~r her mother had extensive abdominal 

surgery for colon cancer leaving her with an ·ileostomy, followed by chemotherapy and radiation. 

In the months after the surgery,· the niother had a stroke, making her even more dependent on her 

daughter. 

Another reason the daughters became caregivers for their mothers was the loss of a 

family member who had been providing care. One daughter caregiver took over the care of her 

mother who had lost her hearing as she aged and had developed Alzheimer's disease, following 

the death of her brother who had been living with the mother. A second daughter caregiver 
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became her mother and father's caregiver after her older sister, who was the parents' caregiver 

was tragi~ally murdered. 

The rearranging of the lives of daughter caregivers was frequently determined by the 

availability of "helpers" in the care of the mothers. Five of the daughter ·caregivers had no one to 

help them in the care of their mothers as these daughter caregivers had no siblings. One daughter 

caregiver, who was 75 years old and cared for her 95 year old mother in the late stages of 

Alzheimer's disease, explained, "You don't have but one mother. If I don't take care of her, who 

will? I'm not going to put her in a nursing home, so therefore I have no choice. I'm an only 

child." Of the daughter caregivers who had siblings, the ability of the siblings to help with 

caregiving was often influenced by the siblings' own health problems or the distance the siblings 

lived from the mother. Other family helpers included the daughter caregivers' husbands, children, 

nieces, and nephews. 

The availability of caregiving assistance became even more important for the daughter 

caregivers who were still employed. None of the mothers were left completely alone while the 

daughter caregivers worked. Typically other family members or friends stayed with the mother in 

the daughter's absence. Three of the working daughter caregivers paid for a sitter or housekeeper 

who could be with their mother during the workday. 

The "taking-on" of care for the mothers frequently changed the family constellation. One 

daughter caregiver lived next door to her mother and when her mother needed her, she closed her 

own home and moved in with her mother. Another daughter caregiver, who lived with her 

husband, daughter-in-law, and granddaughter, had built with the help of her.brothers, a small 
. . ' . . 

house in her back yard for her ~other. Two of the daughter caregivers were sister~ living in the 
' _·: ·.· ' 

home of their 92 year-old mother. They had moved from.St. Louis and Atlanta back into their 

childhood home to share in the care of their mother afte(their retirements, living together after·. 

decades of living distant to each other and their m~ther. A few of the daughters moved from 

several states away to reside in their mothers' houses, putting their personal belongings into 
r ' ·• ·' _;, 
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storage. Another daughter came from Washington D.C. while yet another moved from Tampa, 

FL. Several other daughters brought their mothers into their own homes to live. Frequently, the 

merging of homes resulted in two, three, and in one case, four generations under one roof. In 

several of the families, relatives lived next door or very ~ear by, if not in the same house. One 

daughter caregiver sold her home and had a house b~ilt. When asked about her living 

arrangements, _she explained: 

Yes, my nephew and his wife, the house that we had built was a family house, so that it 

could accommodate three generations. They have their apartment upstairs. I'm 

downstairs. Mother is. downstairs, but we are at separate ends of the house. 

Each of the daughter caregivers had changed her family constellation in some way to 

accommodate the needs of her mother. The merging of homes placed adult daughters living with 

their elderly mothers. Repeatedly throughout the interviews the daughter caregivers told how 

their families had reorganized their lives to meet the needs of the mothers. 

However, not all of the daughter caregivers lived in the same houses as their mothers. 

Three of the daughter caregivers lived several miles from their mothers and traveled three to four 

days a week to care for their mothers. While the mothers did have health problems, dementia or 

confusion was not reported by these daughter caregivers. One daughter caregiver lived forty miles 

from her mother and trayeled three days a week. Another daughter caregiver lived twenty-eight 

miles away and traveled four days a week to care for her mother. One unique situation in the 

study was a daughter caregiver with three sisters who had all participated in their mother's care 

over the last year. The four daughters rotated the care of the mother, who had Alzheimer's 

disease, by having her stay in their homes for two week periods each before moving on to the 

home of another daughter. 

The daughters who assumed the role of care for their mother responded not only to a 

health problem that changed their mother's life, like a stroke or dementia, but also in response to 

issues of safety and the ability of the mother to live independently. While many mothers 
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developed health problems that placed them in a dependent position, other mothers were seen by 

the daughter caregivers just as older and unable_ to safely live alone. Two of the daughters pegan 

helping their mothers in the care of their fathers; after the father's death they continued to live 

with their mothers to be supportive and provide care. One daughter described how she became 

her mother's caregiver, "I came in November '03 because my father was experiencing some 

health difficulties and to give my mother some assistance. My father died December '03 and at 

that point I stayed on to be a support for her." 

Several of the daughters related episodes of their mothers being distracted or forgetful, 

whic_h created issues of safety. One daughter, caregiver said, "Mama had put some food on the 

stove, gone out in the backyard and was busy in the yard .. The house~ the kitchen really, was in 

smoke." A second daughter c·aregiver explained, "I would go to her house and I saw things that I 

knew were not norm~l, like she would have pans on the-stove and would have burned food. And I 

knew that wasn't like her." 

) ' 

Some of the responses to the question, ''Tell me how· you came to take care of your 

mother?" included: "Mom is a:widow, an elderly persmi and she's in a b1g house by herself' and 

"She is in her 80's and I just didn't feel comfortable with her being here and us being so far 

away". One daughter told about her mother and the onset of Alzheimer's disease: 

Well, I would call and we would talk for 10 or 15 minutes and she would call me later 

and say, "You haven't called me today. What are you up to?" Then I would go by ~nd she 

would constantly be looking for something. 

The daughter continued to explain how the situation with her mother became more 

troublesome, "Another thing we noticed she couldn't drive places anymore" with the mother 

getting lost in the familiar areas around her home. The mother also lost a concerning amount of 

weight which the daughter believed was related to the worsening of the Alzheimer's disease. 

These concerns prompted the daughter to arrange for her mother to move into her home. 



A second daughter also brought her mother to live with her when the mother entered the late 

stages of Alzheimer's disease 
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The daughter caregivers frequently expressed concern about the quality of formal care 

and were reluctant or refused to place their mothers in nursing homes. These concerns were a 

motivating force in the rearrangement of their lives as caregivers. One daughter caregiver said, "I 

can't stand to see her go into a nursing.home." While a second daughter caregiver adamantly 

stated, "I'm not going to put her in a nursing home, so therefore I have no choice. I'm an only 

child." Several daughter caregivers explained that their mothers had asked not to be placed in·a 

nursing home as they aged, "Mama always said she never wanted to go to a nursing home since 

we were small coming up", related on·e daughter. However, there were daughter caregivers who 

stated they would put their mothers in a nursing home if their care became too much. These 

daughters recognized their physical limitations in providing care. One daughter caregiver stated 

she would put her mother in the nursing home if the physical care was "too much" but sh~ added 

that she would be at the nursing home every day and would be "their worst nightmare."• 

The daughter caregivers consistently described how they came to take care of their 

mothers with a single determination to provide whatever their mothers needed to the best of the 

daughter's capability. This determination was reflected in how the daughters rearranged their 

lives to accommodate the needs of their mothers. Willingly, the daughters retired, left 

employment, changes jobs, moved or brought their· mothers into their homes. The daughter's 

unhesitating response to their mother's needs illustrated their Commitment to Care. 

Love of Mothers . 

A second category within the theme of Commitment to Care was the love of the mothers. 

The love of their mothers was one of the strongest themes throughout the interviews. The 

daughter caregivers' response conveyed a:sense of responsibility to_ their mothers, enjoyment of 

their company, and concern for the mothers' comfort and safety. Frequently the daughter 

caregivers described how their mothers had cared for them when they were children. One 
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daughter caregiver stated, "Because my mother was a good mother. She was always there for all 

of her children. I feel she deserves that." A second daughter caregiver told, "My mother has been 

there for us. She has been there for me. I feel like this is the least I can do." A third daughter 

caregiver explained, "She wanted all of us to succeed and do well. She made so many sacrifices 

for us. So we just think now that it is just our time." Another daughter caregiver described: 

It's a duty as being a child. I feel like it is my duty to do that. You think about all the 

times she was there for me when she didn't have to be. And now that. she is not totally 

able to take care of herself, I feel that it's part of my being as a child. That I am suppose 

to do that." 

In answering the question, "In your opinion, why is it important that you take care of your 

mother?" the daughter caregivers repeatedly described the love they held for their mother and 

believed the care they provided for their mothers was an expression of that love. 

One daughter caregiver' s response was: 

I love her. Nobody else can take care of her like I can. It makes you feel good to take care 

of your mama. Taking care of my mama is the best thing I can do and that's it. It's the 

most important thing. 

Another daughter caregiver stated, "She is my mom. She deserves it. We can enjoy each other." 

One daughter caregiver had been caring for her mother for 5 years during which the mother 

suffered three strokes, each leaving the mother more dependent on the daughter. She told the 

reasons she continued to care for her mother, "Cause I love her and I don't think nobody else 

would do it like I do." Yet another daughter caregiver, who was caring for her bed-ridden mother 

answered, "I wanted to make sure she was clean, fed, and wasn't mistreated. I wanted to make 

sure she didn't wish for nothing." A fourth daughter caregiver explained: 

When I think about that, I think first of all she's my mama. She's my mama. And she 

took care of me, of us, when we couldn't take care of ourselves. So now that we are what 

we are because of her and my dad and we are all successful, doing well. It's my turn, you 



know. I feel I owe her this. I owe it to her and she doesn't expect it. She is very 

appreciative. 
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Another daughter caregiver stated, "I do it with joy, what we do, because we owe it to her 

because I think that's Mama and we will never have another one." Yet another daughter caregiver 

simply explained, "You take care of those you love." · 

Several daughter caregivers expressed a _deep sense of responsibility to care for their 

mothers. Most daughter caregivers related it back to values taught to them by their mothers. One 

daughter caregiver responded, "I have a responsibility. I want to do that. I want to make sure that 

she's OK. I don't know if there is guilt but it is the thing to do." A second daughter caregiver said 

she was "getting to be overprotective" of her mother and if she "let her go somewhere, I worry 

about her." Another daughter caregiver explained: 

Mama always said she never wanted to go to a nursing home since ·we were small coming 

up. I can never remember a time that I looked around for my mother that I didn't see her. 

She was always at home with us and took care of us. She took care of me when I couldn't 

take care of myself, that I can do for her now is what I want to do, to do back for her. 

A few of the daughter caregivers described enjoyment of their mother's company. This 

was described by daughters whose mother did not require intense physical care. They talked 

about "having a nice time taking her around" or traveling "we travel and it's fun." One daughter 

caregiver stated, "We have fun. My mother; my sister and I travel a lot and we have a ball. And 

we can enjoy each other." The time spent with the mothers who were cognitively intact was seen 

by the daughters as very valuable. One daughter caregiver stated, "It gives me an opportunity to 

know her a little better. It's been kind of interesting, learning about her." 

Another persistent concern expressed by the daughter caregivers. was the comfort of their 

mothers. Every daughter caregiver in the study performed tasks of caregiving which were· 

frequently determined by the mother's state of health. The tasks of care giving provided by the 
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daughter caregivers ranged from supervision, being a companion to complete care. One daughter 

caregiver believed it made her mother comfortable to have her daughter care for her as she aged. 

Another daughter caregiver, whose mother is deaf and has developed dementia, was concerned 

that her mother would not be understood by caregivers outside the family. Several daughter 

caregivers related the importance to them of knowing their mothers were physically comfortable, 

clean, and fed. One daughter described her goal as her mother's caregiver, "For her age, to be as 

comfortable as she can be." It was with pride that the daughter caregivers explained how they 

cared for their mother's physical comfort through cooking, feeding, bathing, dressing, and 

keeping the mother clean and dry. One daughter caregiver ironed all her mother's clothing, not 

wanting anything "rough dried" to touch her mother's skin. A second daughter caregiver stated, 

"It just makes her feel l_oved that you have children that care about you." 

Almost every daughter caregiver in the study described a change or shift in the roles of 

mother and daughter. For some of the daughter caregivers it was in a way that seemed to be 

normal evolution in the relationship. One ·daughter caregiver described it as "adult to adult or just 

human being to human being, the parent-child thing is over." She continued to explain how she 

and her mother have worked on their role changes and how she has maintained a respect for her 

mother's hold on her independence. Several of the daughter caregivers said their relationship with 

their mothers had become closer. One daughter caregiver stated, "We've gotten a lot closer. I'm 

learning a lot from her at the same time." 

Concerns for their mother's comfort and safety and the desire to provide needed care 

were frequently expressed by the daughter caregivers along with a sense of responsibility to their 

mothers. The daughter caregivers articulated love and regard for their mothers which was a 

foundation for their Commitment to Care. 

Taking Care of Others 

A third category within the theme of Commitment to Care was taking care of others. 

While all of the participants were caregivers to their mothers, most told stories of caring across 



their lifespan. The recipients of the care irtcluded fathers, husbands, aunts, uncles, children, 

brothers, and others. 
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One of the daughter caregivers had cared for four family members and now cares for her 

mother. The four family members included her father, an aunt, an uncle, and her brother. All had 

become bed-ridden each with a different health problem. The daughter caregiver provided care to 

her four family members anywhere from 2 months to 3 years. Two other daughter caregivers 

cared for their fathers until their deaths and then assumed care of their mothers. Several of the 

daughter caregivers had cared for their husbands following surgery, after having strokes <?r during 

a mental illness. One daughter caregiver described how she brought her aunt, who had 

progressing dementia, into her home for a few 1honths. The aunt remained with the daughter 

caregiver until wandering put her at risk. The daughter caregiver reluctantly placed her aunt into a 

nursing home for safety. 

Another daughter caregiver, while caring for her mother, also cared for her mother's 

sister who had a partial vision loss as a result ~fa stroke. The mother and the aunt liv~_ "five 

houses apart" and the daughter caregiver visits both three to four days a week to provide care. 

Still another daughter caregiver described caring for her husband for sixteen years following "a 

very incapacitating stroke" prior to assuming care for her mother. One daughter caregiver told 

how she cared for her premature baby born in 1959. The premature baby weighed "one pound 

and ten and a half ounces" at birth. The daughter caregiver, who is now 75 years old, proudly 

shows a picture of her premature baby, a daughter, grown into a healthy 46 year old woman. 

Plans for the Future 

Th~ fifth category within the theme of Commitment to Care was plans for the future. 

When asked about the-futur~, all of the ·daughter caregivers anticipated an increase in.the 

caregiving responsibilities and tasks for their mot_hers. Another concern of the daughter 

caregivers was the safety of those mothers who w~re still driving. These mothers were _still fairly 
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mobile and more cognitively intact. However, the daughter caregivers had noticed the mothers' 

driving had become unsafe 3:nd realized the need to intervene. 

Freqt1;e~tly the daughter caregivers expressed uncertainty about the changes in their 

mothers' health problems and about how these changes would impact their role as a caregiver. A 

few of the daughter caregivers talked about hiring someone to help with their mothers so they 

could remain at home. One decision ·each daughter caregiver had thought ab~tit was whether or 

not they would admit their mother into a nursing home as her health deteriorated and the burden 

of care became too great. Several of the daughter caregivers in the study were adamant that they 

would not place their mother in a nursing home. All of the daughter caregivers stated that they 

would continue to care for their mothers at home either until her death or until the care became 

overwhelming. When asked how she would manage if her mother required more physical care, 

one daughter caregiver stated: 

I guess we could, I would do all that I could do. Then we would have home health or 

somebody. I guess if it got to the last days we would use hospice and all that stuff. I don't 

have a problem with hospice at all. And if she had to go into a nursing home, I don't · 

know, I really haven't researched or anything. 

When asked if she would place her mother in a nursing home, another daughter caregiver, 

who had worked as a cook in a nursing home, said, "No, I will n(?t. We can't afford it for one 

thing, but if we could I would not do it. To me, they don't treat them right." A third daughter 

caregiver, who had been a nursing home inspector, also refused to place her mother in a nursing 

home. A fourth daughter caregiver explained: 

Well, I don't want to sound selfish. I pray and ask the Lord that if it is in His will, I ask 

Him to let it be that when He gets ready to take one, let Him ~ake her. So, first because I 

know that I will take care of her as long as I am able. And I don't want to leave her here. 

And you know she would end up in a nursing home. 

Most of the daughter caregivers planned to continue to care for their mothers at home. 
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Frequently this was in response to the mother's request not to be placed in a nursing home. 

However, there were three daughters in the study who said that they would place their mothers in 

a nursing home if the physical care became too much. 

All of the daughters anticipated that their mothers' caregiving needs would increase as 

they aged. They expressed a personal responsibility and a determination to continue to provide 

care for their mothers for as long as they could. This resolve to continue to meet the needs of their 

mothers emphasized their Commitment to Care. 

Self-Care by the Daughter Caregivers 

The second theme identified from the analysis of the study was Self-Care by the 

Daughter Caregivers. For the purposes of this study, I defined Self-Care as activities and 
. . 

behaviors by the daughter caregivers to decrease risks to health and to manage their existing 

health problems. Activities and behaviors to decrease risks to health included adequate rest, 

preventive health screenings and exercise. Examples of preventive health screenings were annual 

mammograms and gynecologic examinations which included Pap smears. The management of 

existing health problems included. proper use of medic_ations, timely physician check-ups, and 

compliance to prescribed treatment plans.The daughter caregivers varied in their ability to 

engage in Self-Care for several reasons. Demands of caregiving, the mother's health problems, 

the lack of help in the caregiver role, and difficulties in access to care were some of the reasons. 

The increase in caregiving demands to care for a sicker mother and lack of help in meeting those 

demands combined with living in a rural setting with no transportation were barriers to Self-Care 

That were identified in the study. There were two categories within the theme of Self-Care by the 

' 
Daughter Caregivers (1) overlooking risks to health and (2) managing existing health problems. 

Overlooking Risks to Health 

One of the categories within the theme of Self-Care by the Daughter Caregivers was 

overlooking risks to health. Overlooking risks to health was defined as ignoring or failure to pay ·,. 

attention to activities or behaviors related to the caregiving role that placed the daughter 
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caregivers' health at risk. One example of overlooking of risks to health was the daughter 

caregivers' inability to sleep at night. The majority of the daughter caregivers in the study 

reported sleeping difficulties. Most of the reports of sleeping difficulties were related to the care 

of their mother and concern for their mother's safety during the night. One daughter explained, 

"I've heard her in the bathroom, so you're listening, your ear is always, make sure she is OK, the 

nightlight, making sure that she gets there." Other daughter caregivers reported getting up at night 

to check on their mothers. Anxiety about their mother's health, especially as it deteriorated, kept 

the daughter caregivers awake. Another daughter told, "I can't go to sleep or stay asleep, thinking 

about her." A third daughter caregiver' s husband told her that she had been "having a lot of 

nightmares." A fourth daughter caregiver stated, "I'm so wired up that I can't sleep." 

Other reasons for sleeping difficulties included the daughter caregiver's own health 

problems. About a third of the daughter caregivers reported years of problems with insomnia and 

the inability to sleep the entire night without sleeping medication. One daughter caregiver 

explained, "Sometimes I toss and turn and it's not anything to do with my mom. It's my own 

personal stuff." Other health problems interfered with the daughter caregivers' ability to sleep 

including symptoms of menopause and chronic back pain due to degenerative disc disease. A 

daughter caregiver, who worked the night shift in order to care for her mother during the day, 

explained, "Well, I can't sleep at night because my body has gotten adjusted. So even when I'm 

off at night, I'm walking through the house like a ghost. I can't sleep." 

Another daughter caregiver, whose mother had a series of strokes described, how her 

mother slept during the day and was-awake at nig_ht: 

At times, I didn't get no sleep. She would take the bed rails and pull and shake them. She 

would go to the foot and try to come out. And I have to get up and get her to stop, then 

pull her back up in the bed. Then she started getting out of bed. I would look in there and 

she wasn't in the bed. She was in the floor. My niece lives next door and I had to call her 

about 4 o'clock and me and her could hardly get her up. I don't wish that on nobody. 
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There were daughter caregivers in the sttJdy who reported they had no problems sleeping 

at night. The mothers of these daughter caregivers were typically cognitively intact and physically 

able to make a night time trip to the bathroom safely. ~owever,_ the daughter caregtvers who 
' ' •, 

- . 

experienced sleeping difficulties: placed their health at i~creased risk. 

A second aspect of the daughter caregivers' overlooking risks to health was their inability 

to engage in preventive health screenings because of caregiving demands. When asked about 

preventive health screening exams, such as Pap smears and mammograms, approximately one

half of the daughter caregivers indicated that they did have a yearly Pap smear and mammogram. 

However, about one-half had delayed the same exams for over two years and two of the 

participants had never had the exams. One daughter caregiver stated, "Well, things go by the 

wayside." Another daughter caregiver, when asked, "How do you take care of yourself', 

responded, "I just, it just went. Like I had a doctor's appointment, I had to cancel out. The only 

way I went was till I just couldn't go on, the~ I would go." Most of the participants reported they 

had to have someone stay with their mother when they had an appointment w~th their health care 

provider. Two daughter caregivers had to have someone to stay with their mothers and someone 

to drive them. All of the dau_ghter caregivers described how they coordinated their own health 

care appointments with their mothers' medical care. One daughter caregiver told, "Well, I try to 

do, I try to schedule the things I need to do for myself, my doctor's appointments around her 

time." The demands of caregiving did have an impact on over half of the daughter caregivers' 

ability to engage in preventive screening exams. 

Only three of the twelv~ participants stated that they exercised on a regular basis. Types 

of exercise reported were walking in their neighborhoods, yard work, or going to an exercise 

facility, such as Curves. Reasons given by the daughter caregivers for not exercising included 

lack of interest, time, and no relief from caregiving duties. The daughter caregivers who provided 

more physical care of their mothers often described how fatiguing the physical care was for them. 



The thr~e daughter caregivers who did report any exercise cared for mothers who had fewer. 

health problems and had more family support. 

Managing Existing Health Problems 
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The second category within Self-Care by the Daughter Caregivers was the managing of 

existing health problems by the daughter caregivers. Only one of the daughters reported that she 

had no health problems. Table 7 provides the reported health problems of the other study 

participants. 

Table VII. 

Reported Health Problems of the Participants 

R eporte ea ro d H Ith P bl em N b fP um ero t art1c1pan s 
Mitral Valve Prolapse 3 

Diabetes Mellitus 2 
Varicose Veins l 

History of Myocardial Infarction 1 
Arthritis 3 

Hypertension 5 
Fibrocystic Breast Disease 1 

Rheumatoid Arthritis 1 
History of Abnormal Pap Smear 3 

Migraines l 
Depression 2 

GERD l 
High Cholesterol 4 
Hypothyroidism 1 

The daughter caregivers reported that their use of a health care provider varied. Several daughter 

caregivers reported adhering to office visits requested by their health care provider while about 

one-half reported delays in seeing their health care provider. Access to care was frequently 

impacted by the need for someone to stay with their mothers in the daughter's absence. Two 

daughter caregivers needed two people to help, one to stay with their mother and another person 

to drive them to their appointments with their health care providers. The demands and 

responsibilities of caregiving did have an impact on half of the daughters' ability to comply with 

recommended visits with their health care providers. 
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All of the daughters reported that they were able to get their prescriptions filled and 

refilled as needed. There were a total of 28 prescribed medications and 10 OTC medications used 

by the participants. Table 8 provides the medications used by the study participants. 

Table VIII. 

Medications Usage by the Participants 
Medication OTC Number Prescribed 

Cholesterol Lowering Agent 4 
Levothyroxine sodium 1 

(Synthroid) 
Carisoprodol (Soma) 1 

Codeine phosphate and 1 
· acetaminophen 

(Tylenol# 3) 
Heart Medication 3 

Propoxyphene napsylate and 1 
acetaminophen (Darvocet 100) 

Hormone Replacement 3 
Therapy 

Acetaminophen (Tylenol) 3 
BP Lowering Agent 6 

Ergotamine tartrate ( Cafergot) 1 
Excedrin Migraine 1 

Sumatriptan (Imitrex) 1 
Vitamins 3 
Aspirin 2 

Oral Agent for DM 1 
Methotrexate sodium 1 

(Rheumatrex) 
Folic acid 1 

Lansoprazole (Prevacid) 1 
Prednisone 1 

Sertraline (Zoloft) 1 

The daughter caregivers varied in the management of their health problems. Several of 

the daughter caregivers expressed determination in managing their health problems for 

themselves so that they could continue to provide care for their mothers. One daughter caregiver 

explained: 

Well, I'm fortunate in that I go to the doctor, I won't say frequently, because I'm really 

healthy. I just was diagnosed with high blood pressure ... before that I had no problems. I 



guess the high blood pressure may be the stress. So I try to make sure I do keep the 

regular doctor appointments. And I am really diligent about the one pill, the blood 

pressure pill. 
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A second daughter caregiver told, "I finally got on Medicare, now I get regular check-ups. And I 

also have Medigap insurance. So I'm very good now. I get regular checkups, Pap smears, 

mammograms, how ever many times I'm suppose to get it." Another daughter caregiver stated, 

"Well, I've got a few health challenges. You know, I stay on top of it." A fourth daughter 

caregiver adamantly reported, "I take care of my body. I am responsible for me. I take care of 

myself." 

There were a small number of daughter caregivers who described how caring for their 

mothers did impact the management of their own health problems. One daughter caregiver said, 

"Probably not getting the rest that you needed. Keep stressing, going on, going on, pushing, 

pushing. I just don't feel like I was taking care of myself." Another daughter who cared for her 

mother and father explained: 

That is, that has been the problem. By the time you take care of everybody else and 

handle all the .... because I not only have my mother, I have my father. Some things go 

by the wayside. For example, I haven't been back for my eye exam. ljust don't have the 

time. 

The Self-Care practices of the daughter caregi~ers had several influences. The daughter 

caregivers who had higher caregiving demands with less relief time from caregiving reported 

problems with overlooking risks to health and man_aging e~isting health problems. Whilethe 

daughter caregivers understood the importance of Self-Care practices for their own health, this 

was overshadowed by the demands and stresses of caregiving. ·· 

The Difficult Times 

The third theme identified in the data described The Difficult Times. While the daughter 

caregivers did report a commitment to caring for their mother and had reliable sources of support 
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and strength, the role of providing care to their mothers was not without conflict, loss, and 

change. For the purposes of the. stu,dy, The Diffiq1lt Times are defined as situations of conflict, 

loss and change. The categories found within the theme ofThe Difficult Times included (1) 

conflict with mothers (2) conflict within the family (3) changes in the relationship with their 

mothers, and (4) loss of mother. 

Conflict with Mothers 

Several of the daughter. caregivers· reported conflicts with their mothers. Conflicts arose 

when the mothers were uncooperative as the daughters provided care. One daughter caregiver 

reported, "Getting her to eat and take her medicines. Sometimes she won't eat or take her 

medicines. She'll spit it out. That's the only time me and her have it." Another daughter 

caregiver described her mother who had Alzheimer's disease as "even in her memory loss, she 

wants to be in control." The daughter caregiver continued to tell how her mother refused to bathe 

and the ongoing conflict with her daughter over this. Another daughter said, "They get stubborn. 

They feel like they can do it on th~ir own." A fourth daughter caregiver, whose mother had 

become incontinent of bladder and bowel function and refused to wear adult diapers said: 

Some times I will go out there and she will have use the bathroom and she won't even 

know it and then I've got double duty. I've got to get it off her ... off the carpet. .. out of 

the bed. And I've told her if you were to just put on the Depends, Mother. 

A second reason for conflict between the daughter caregivers and their mothers was the 

mother's dementia or depression. Several daughter caregivers spoke about the conflict with their 

mothers as dementia progressed and they had to provide more direction to the mothers. One 

daughter caregiver described dealing with her mother who has dementia and is also deaf: 

When it gets to a point that I can't get through to her, I go out and wait a minute and then 

go back. I' 11 go out and let it get off her mind before I go back and try. If she says she 
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don't want to do something, I let her alone. At times, she gets mad at me, if I'm trying to 

tell her something and she doesn't understand. She gets fussy and mad and snaps, ljust 

go out. 

A second daughter caregiver expressed concern about her mother who she. thought was 

.depressed: 

We think they are just old. We don't think that they can get depressed like we can. I ~an't 

even get her to brush her hair. She says she doesn't feel like it. If we are going 
. • l\ -

somewhere, I'll say M◊ther, we are going do you want to go-with us? She'U say, No, I 

just don't feel like it. But when you get back she pretty much makes you feel like crap. 

A third daughter caregiver, whose mother has a Series of strokes leaving her even more dependant 

on the daughter caregiver, told: 

Some days it was like clockwork. I had. tpyself on a schedule of what I did. And some 

days, she'd b~ a little meaner, then, some days, I'd be meaner and we'd fuss and then 

after we fussed, we'd be all right. 

Another fourth daughter explained, ''The hardest part was when she would be real mean. 

Sometimes she would be so mean, she made me cry." The daughter C'1;regivers did experience 

conflict with their mothers. Conflict did occur when the mothers were uncooperative with their 

care or experienced behavioral changes associated with dementia. The daughter caregivers' 

reactions to these behavioral changes varied from arguing with their mothers, asking other family 

member to help, crying, or walking away for a few minutes to calm themselves. 

Conflict within the Family 

A second category within the theme of The Difficult Times was conflict within the 

family. Frequently the conflict happened when the daughter caregiver needed more help in the 

physical care and supervision of their mother. A couple of daughters described conflict between 

siblings as decisions were made about the care that best suited the mother's needs. One daughter 
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caregiver said, "It was more stressful with my sister than my mom. We clashed as siblings do." A 

second daughter caregiver reported: 

Mostly the family wanted to give me the hardest time. I cussed them all out, one by one. I 

was getting frustrated. And, that's the hardest part, they won't clean up, they won't'come 

and do nothing. When they come, they wouldn't do nothing. That's keep you all messed 

up. And that makes you mad, too. 

Another daughter caregiver explained: 

As a matter of fact, I think the last time I pitched a hissy fit, you know, I had just had had 

it up to here. A lot of times they come and say, Well, I offered her a bath but she didn't 

want me to do it. Whether she wants it or not, I need a little bit of help because I'm 

getting a little tired. It's enough of us, so even if she don't want ya'll to give her a bath, 

that's fine. But you need to come and vacuum the floor and wash some dishes and maybe 

some of those things she don't really mind you doing. Come and do those things to help 

out. 

A third daughter caregiver told, "It's frustrating because my brother is there and when my mother 

has called him, he may answer the phone, he may not. He is a 100% disability vet and a lot of 

times his mind is not all there." This daµghter caregiver described conflict with her brother when 

she needed help with both of her parents and he was not available or reliable. 

Some pf the daughter caregivers experienced conflict with their families, typically 

siblings. Several of the daughter caregivers described situations· when the demands of caregiving 

increased, but their siblings were not willing to provide help or relief. 

Changes in Relationship with the Mother 

A third category within the theme of The Difficult Times was changes in the relationship 

with the mother. Several of the daughter caregivers reported that they had become more like a 

parent to their mother. One daughter caring for her mother who was physically deteriorating 

stated, "I'm the mama now." Several of the daughters described the role of becoming a parent to 
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their mother. As their m?thers became more d_ependent on the daughter caregivers, the parent-

child role was reversed. These daughter caregivers typically provided more physical care and 

dealt with issues of dementia in the mother. One daughter caregiver explained about her mother: 

And once you've been a woman all your life and you've had 15 children, you've got 11 

living.And you've always been the one telling everybody what to do and you're running 

the show and.taking charge. That was my mama. All the sudden the roles are reversed. 

And one of your children that you raised and told what to do all their lives has got to take 

care of you. And I think that bothers her. 

Another daughter caregiver stated: 

I sometimes feel bad because I feel that I'm now the mother and Mama is the child, you 

know. So I feel sometimes like I have to be firm and put my foot down and that's not a 

good feeling, when you feel like you're the mama and this is the child. Mama has even 

said two or three times, Ya'll just treat me like a child. Well, I've got plenty of sense. She 

equates being a child with having no sense. 

Another change in the relationship with the mothers was the symptoms resulting from 

confusion or dementia. A daughter caregiver stated it was "like the same body but a different 

person" when describing how her mother had changed due to Alzheimer's disease. One daughter 

caregiver e·xpressed great concern about the onset of confusion in her mother, which caused the 

mother to wander. She is now very vigilant in observation of the mother day and night. Another 

daughter caregiver practiced great self-control; she described, "biting my tongue, not snapping 

back, and not overreacting." A third daughter caregiver related how her mother had become 

"mean" as her health, both physical and mental, deteriorated and she became more dependent on· 

her daughter. The daughter stated, ''That's my mama and I let her·get away with it, with what's 

One daughter caregiver, whose mother was incontinent of bowel and bladder function,' 

frequently mentioned the extra cleaning and laundry inv,olved. She described her mother as 



ignoring the incontinence which placed considerable strain on their relationship and the 

daughter's coping as a caregiver. 
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The daughter caregivers did experience changes in their relationship with their mothers. 

The parent-child role was reversed as the mothers became more dependent on their daughters. 

Another change in the relationship with their mothers was related to the worsening of dementia 

and the development of incontinence. Both situations increased the stress, the work, and the 

burden of caregiving. 

Loss of Mother 

A fourth category within the theme of The Difficult Times was the l_oss of mother which 

was not related to her death. Frequently-the daughter caregivers described a sense of loss of their 

mothers as they had known them. This loss was a result of the changes of aging, dementia and 

depression or other illnesses. One daughter caregiver caring for her mother with Alzheimer's 

disease explained: 

Well, you can see changes in the way she used to be. Some days she'll get up and it's like 

she is mad with me when she gets up. And I can say, Good morning and she' 11 snap at 

me. I'll say, What's wrong this morning? And she'll say, Ain't nothing wrong with me. 

What's wrong with you this morning? I know that is not the way she used to be. Now she 

is like in a bitter stage. She has never been bitter. 

Another daughter caregiver whose mother has dementia told, "Watching Mom slow down, losing 

her freedom. Now I drive her everywhere. Being aware of her schedule and fitting it into my 

life." A third daughter caregiver expressed: 

I get really sad when I see her moving about and she'll get lost, you know. She's not 

exactly sure where to go. So sad and depressing and then sometimes I get overwhelmed. 

And even in her personality, I see changes. You know, Mama's fussier. She's more 

cantankerous. But I think that's because she sees herself losing some of those strengths, 

you know, the pillar. 



A fourth daughter caregiver stated, "It has been very frustrating, extremely frustrating, and 

depressing because I don't know this lady. She is .... with her having .... I've never known a 

vacillating, ambivalent mama." A fifth daughter caregiver reported: 
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The hardest part for me personally is seeing the change in my mother. From the decisive, 

remembering, strong mother to one who is asking the same questions over and over 

because she forgets that she has asked you or not being able to get in the car and go 

where she wants to go. The hardest part is not the extra care I give her but just watching 

her deteriorate and know this is the same person but so different. 

Another example of loss of mother occurred with the death of the mother. One of the 

study' s participants was a 62 year-old woman, who had cared for her mother for three years until 

her death, which occurred just after she agreed to participate in this study. Over- the course of the 

three years, the mother had a series of strokes, each one leaving her even more dependant on.her 

daughter for care. The tasks of caregiving were a heavy burden with the mother becoming bed

ridden and uncooperative. During the years of caregiving the daughter, who did not drive or own 

a car and lived _in a rural area, only made rare visits to her doctor in spite of several health 
. . . 

problems. The lack of access to medical management for her health problems placed the health of 

the daughter caregiver at great risk When her mother died, the daughter struggled with grief and 

depression while attempting to manage several health problems on her own. 

A second daughter caregiver experienced the death of her mother near the end of the 

study. This daughter had cared for her mother for 10 years at home through the onset and 

progression of Alzheimer's disease. While the daughter caregiver did grieve for the loss of her 

mother, there was a sense of relief in her descriptions that her mother's suffering was over. 

A third example of loss was the death of an adult daughter. One family in the study 

consisted of two sisters, who had moved back. into their mother's home to jointly care for her. 

Both daughters moved from other states, both retired and divorced. After living together and 

dividing the tasks of caring for their mother, the older sister suffered a sudden fatal myocardial 
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infarction. The sudden unexpected death of the older sister left the younger sister and their 92 

year-old mother bewildered. The younger sister now cared for her mother while grieving for her 

sister. The mother had become withdrawn with her grief over the loss of her adult daughter. 

The daughter caregivers experienced the loss of mother is various ways. One way was 

through the onset and progression of dementia in the mother. A second was. through the death of 

the mother. In still another incident loss of mother occurred as the mother withdrew into her grief 

after the death of an adult daughter. 

An Integrated Pattern: Influences of African American Culture on Care giving 

An integrated pattern was identified, Influences of African American Culture on 

Caregiving, from the data analysis of the study with African American daughter caregivers. The 

influences of the African American culture were interwoven and were evident in the themes. The 

integrated pattern was broader, diffuse, and permeated all three themes. The Influences of African 

American Culture on Caregiving were (1) spirituality, (2) honor of motherhood, (3) family

network, and ( 4) influential women. 

Spirituality 

One of the most consistent findings in the data analysis of African American daughter 

caregivers was the spirituality of the participants. For the purpose· of this study, spirituality is 

defined as trust in God and a relationship with God. All daughter caregivers talked about their 

relationship with God as a major resource for support and strength in caring for their mothers. 

Their relationship with God was demonstrated through prayer, Bible study, and conversation with 

God. The daughter caregivers reported that their relationship with God was the most important 

aspect of how they lived their lives and the main component of their ability to cope with caring 

for their mothers. The daughter caregivers engaged in prayer, Bible study, church attendance, 

listening to gospel or Christian music and interaction with church members and ministers. One 

daughter caregiver stated she "had to stay prayed up and asked God for wisdom every day" When 

another daughter caregiver was asked how she used prayer, she responded: 
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Strength. Strength. Looks like ain't no other·going to come. But one morning you get up 

and it'll be with joy. Looks like it ain't coming, everything is caving in on you. But you 

wake up the next morning with joy and you have the strength, the inner strength. 

A third 75 year-old daughter caregiver, ~ho,has cared for her 95 year-old mother with 

· Alzheimer's disease emphatically explained: 

I couldn't make it without prayer. I read the Bible, I am a very strong .... I'm a religious 

person. Very! I know what God will do because I know what He has done for me. I put it 

in God's hands. I put everything in God's hands. 

Another daughter caregiver, who Was caring for her mother who had had 2 disabling strokes 

stated: 

I guess a lot of it comes from, I believe in Jesus Christ, and I believe that He gives me all 

the strength that I need. That's my belief. I have faith. That's what I live by, my faith in 

Jesus. 

A fourth daughter caregiver's advice was, "Just keep up the faith. God will take care of you. Take 

care of yourself and your parents." Other responses by the daughter caregivers included, "I get 

my strength from knowing that God will be right there' and "It's not an easy job caring for an 

older person especially with Alzheimer's. Just keep your faith and do what you can. God 

continues to bless you every day when you do something to help someone else." Several of the 

daughter caregivers talked about how they had survived difficult situations in the past with God's 

help and trusted that God would "be there" for them while they cared for their mothers. One 

daughter caregiver told, "Now when I look back at how good God has been and I know it was 

only Him that brought me through it, I know that whatever happens in this situation, He will see 

me through it." A second daughter caregiver shared, "It wasn't a nice divorce, I knew that when I 

got on the other side of the divorce, it was God that brought me through all that." 

Bible and inspirational readings were f~equently reported as a source of strength from 

spirituality. One daughter caregiver, caring for he~ mother with early on-set dementia explained: 
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I remember that in my readings I found this phrase that, God is a verb, not a noun. And 

that has always, that I can do all things through Him and that He is an action, a verb is an 

action word. And that has always been my solace in that, felt very strong that I was saved 

to do something for Him or through Him or to make sure that who ever I pass in life that I 

touch them in a way they needed. 

A second daughter caregiver, caring for her 92 year-old mother, stated: 

I'll read something uplifting, spiritual stuff, but not always the Bible. J love one-liners. 

They are quick, right o~_.the money, easy . .to remember. As corny as it sounds, I think God 

kind of leads me .into whatever kind of meditation I need. Meditation means Just 

communing with my inner higher self whom l choose to call God. 

A third daughter caregiver described sources of strength for her: 

Yes, I read the Bible. I listen at the preachers on TV. So~etimes, those days when I'm 

going through, and I can tum to, looks like the Lord just directs· me to what channel to put 

the TV on. It will be somebody on there saying something to build me up, to give me 

strength for what I'm going through, to keep me going. 

A part of spirituality was the church family and the support from the church family. 

Several daughter caregivers talked about actively seeking help from church members and about 

how the church members were consistent providers of encouragement and help with the care of 

their mother~. A daughter caregiver, caring for her mother w~th earl_y dementia, explained: 

The church is such an integral part overall. But you have to look at the socioeconomic 

groups. Poorer classes· usually find a lot of solace in church. We perceive the church as 

family. That's your Christian family. Our church encourages and supports the family 

interaction. That aspect would be influential. 

Another daughter caregiver, who relied on her aunt, her mother's sister for spiritual guidance, 

described her aunt as "a humble, spirit-filled, old, wise lady. You can feel the strength of her faith 

in her handshake." 
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The daughter caregivers' expressions of spirituality were freely offered and frequently 

cited as a major source of support. Activities that prompted spirituality as a strength and coping 

resources were woven into the everyday lives of the daughter caregivers. While the daughter 

caregivers described a personal relationship with God, there were additional avenues of 

spirituality presented through their families and church members. 

Honor of Motherhood 

The daughter caregivers spoke with great respect and regard for their mothers. Several 

daughter caregivers expressed the joy of caring for their mothers. One daughter caregiver stated, 

"It is a joy to be able to do for her when she has done so much for us." Another daughter 

caregiver explained why it was important that she took care of her mother, "Because my mother 

was a good mother. She was always there for all of her children. I feel she deserves that." A third 

daughter caregiver stated, "My mother has been there for us. She has been there for me. I feel like 

this is the least thing I can do." A fourth daughter caregiver, caring for her mother with 

Alzheimer's disease told me: 

She wanted all of us to succeed and do well. She made so many sacrifices ·for us. So it's, 

I, you know, do it with joy what we do because we owe it to her. ... that's Mama and we 

will never have another. 

A fifth daughter caregiver described: 

There is nothing that I cannot ask my mother for that she would not give me. She would 

give willingly. The only thing she has ever asked of us is that she didn't want to go to a 

nursing home. An~ so, I don't see why she can't be accommodated so that doesn't 

happen. 

The daughters described how their mothers had cared for them throughout their lives and 

how grateful they were to them. The mothers continued to be respected and viewed as central 

figures in family by the daughter caregivers. The daughter caregivers depicted their mothers as 

strong, nurturing women through years of various hardships. 
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Family Network 

Families were often described as strong, cohesive networks. One daughter caregiver 

explained, "Back in the old days, families were dependent on each other. Seems like a bonding 

that we share. It's what you've been taught. We are dependent on each other. It was necessary for 

survival." A second daughter caregiver said she was raised to "try to care for each other within 

the family before going to the system." Most daughter caregivers in the study repc:>rted their 

family as a major source of support in the care of their mothers. Family members included 

husbands, siblings, children, nephews, nieces, cousins and other extended family. 

Another daughter caregiver stated: 

I think that because that is something that our grandparents lived with and growing up 

around relatives and seeing other family members take care of their relatives and that was 

the expectation. The family always provides the care some way or other. I guess the 

cultural part is that relationships are very important to the African American culture. 

A third daughter explained: 

I know that African American culture is very family orientated. I also know that a lot of 

times in the African American culture that the family will come together in the same 

house to take care of that person and they will rotate. Family is very important in the 

African American tradition. 

A fourth daughter caregiver, caring for her mother who had had two disabling strokes, described: 

We always have, the Black p.eople, have taken care of their parents, their children, their 

grandchildren because we can't afford it. We are not able to hire nobody to cmp.e in and 

do it. Then we are not able to put them in, well, I would not put my mama in a nursing 

home because I love her too much. I worked in one. So, you know, but you can't afford 

that either. 
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A fifth daughter told: 

I don't know if it has something to do with slavery. If it goes back to the family being 

tom apart during slavery and not ever seeing the mother again. And then that type of 

evolution made mothers so important to children. I think it is just part of Black evolution, 

is all I can -think of. It's like there _were so many- who did not have a chance to be with 

their mothers. It's almost like, you know, we feel like it's a blessing to have a mother. 

The family networks descr_ibed by the daughter caregivers incl~ded dose and extended 

family members, and were multigenerational. Depicted as strong, dose-knit, cohesive 

units, the family network cares for each member. The daughter caregivers' descriptions embodied 

the interdependence and resiliency found in African American families. 

Influential Women 

The daughter caregivers spoke frequently of other African American women including 

family members who had been role models for them. Care of the family as an expectation was 

demonstrated by older females and handed down to younger generations to care for their own as 

long as they could. A daughter caregiver said that her mother "always preached family, taking 

care of your family." Female role models were mothers, aunts, grandmothers, sisters, church 

members. One daughter caregiver described her mother as a role model: 

Well, Mama always has taken care of herself, when we were young coming up, she has 

always taken care of herself. Seeing the things that she has gone through and all, it makes 

me ~an,t to be strong like her and do the things for me that she did for herself. 

A second daughter caregiver explained: 

You think about all the times she was there for me when she didn't have to be. And now 

that she is not totally able to take care of herself, I feel that it's part of my being as a 

child. 

A third daughter caregiver observed: 

My mother took care of her mother and things have happened, older people in the 
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community going to see about those who get down. In our culture, we have always done 

this. It is our way of life. Handed down generation to generation. I think historically 

Black people probably take care of their parents as long as they can. 

A fourth daughter caregiver stated: 

I can never remember a time that I looked around for my mother that I did not see her. 

She was always at home with us and took care of us. And I just want to give her back 

what she gave me. She took care of me when I couldn't take care of myself. That I can do 

for now is what I want to do back for her. 

A fifth daughter learned from her mother, "love offamily, how to be a good mother, and that we 

are family and we should help each other." The daughter caregivers described how female role 

models, particularly their mothers, had demonstrated through their lives the importance of family 

and caring for others. 

In summary, the analysis yielded three themes from the study findings (1) Commitment 

to Care, (2) Self-Care by the Daughter Caregivers, and (3) The Difficult Times. Within each 

theme, categories emerged. The daughter caregivers' Commitment to C~re was iJiustrated by the 

rearranging of their lives, their love of their mothers, taking care of other family members, and 

planning for the future. The Self-Care practices of the daughter caregivers frequently overlooked 

risks to their health while striving to manage existing health problems. The daughter caregivers 

did experience The Difficult Times including conflict, loss and change. Also identified in the data 

analysis was an integrated pattern of Influences of African American Culture on Caregiving. 

Influences of the African American culture were spirituality, honor of motherhood, family 

network, and influential women. The themes and categories were also identified and described in 

this chapter. 



Chapter VI: . Discussion 

The study was designed to seek descriptive accounts of the experiences of African 

American daughter caregivers. The study sought to understand the caregiving experiences of 

African American daughter caregivers, the self-care practices of those daughters, and how 

African American culture influenced caregiving. African American daughter caregivers had a 

profound commitment to provide the care needed by their aging mothers. The daughter 

caregivers' self-care practices were balanced within the demands and stress of caregiving. Their 

ability to engage in activities and behaviors to decrease risks to their own health or manage their 

existing health problems was impacted by the responsibilities and the stress of providing care to 

their mothers. The African American culture embodied expectations for daughters to provide care 

to aging parents but also facilitated sources of support and strength. Cultural influences on 

caregiving were identified as spirituality, honor of motherhood, family networks, and influential 

women. This chapter will discuss the three research questions that this study addressed and how 

the study contributes to our understanding of the experiences of African American.~aughter 

caregivers. In addition, implications for nursing practice, theory, research and health policy, as. 

well as strengths and limitations of the study wiU be. presented. 

Towards a Descriptive Account of African American Daughter Caregivers 

The purpose of the study was· to see~ a descriptive account. of th.e experiences of African 

American daughter caregivers. Three themes were ide~tified (1) Commitment to Care, (2) Self

Care by Daughter Caregivers, and (3) The Difficult Times. An integrated pattern, Influences of 

African American Culture on Caregiving, was also identified. 
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Caregiving Research 

Historically, caregiving research began with a focus on the negative aspects of.the role of 

the family caregiver. This early caregiving research focused on the negative aspects of caregiving 

related to burden and stress. For example,· a review of the current state of geropsychiatric nursing 

by Kolanowski & Piven (2006) reported negative caregiving outcomes to be burden, distress, and 

physical and psychiatric morbidity. Only within the last several years have the positive aspects of 

being a family caregiver received the attention of researchers. Tarlow et al. (2004) found 

caregivers reported that through caregiving they developed a more positive attitude toward life, 

appreciated lif~ more, and that their relationships with others were strengthened. Cameron et al. 

(2006) reported that caregivers experienced psychological well-being and personal growth as a 

result of their caregiving. A study by Hogstel, Curry, and Walker (2005) identified four beneficial 

categories of caregiving which included personal growth and a strengthening of the relationship 

with the care recipient. Currently, much of the caregiving research focuses on caregiver 

symptomatology and intervention studies to support family caregivers. 

A focus chosen for this study was the cultural aspects of providing care to a family 

member. The focus on the cultural aspects of family caregiving expands our understanding of 

African Amer~can daughter caregivers and how they provide care to their mothers. This 

understanding enhances our knowledge to enable culturally sensitive care to African American 

caregivers. In this study, the daughter caregivers' descriptions of their experiences contained 

numerous examples of the positive outcomes of providing care to their mothers. The motivation 

to provide care for their mothers was based on the love and sense of responsibility held by the 

daughter caregivers. Positive outcomes expressed by the daughter caregivers included satisfactio·n 

with meeting the physical needs of their mothers, knowledge that she was comfortable and in a 

safe envirol}ment, and enjoyment of the time they spent with their mothers. They described 

feeling good, useful, and needed while taking care of their mothers. The daughter.caregivers 

spoke with pride about the positive and satisfying experiences of caregiving. These findings are 



consistent with previous research concerning the positive aspects of caregiving (Tarlow et al., 

2004). The positive aspects of caregiving that emerged from this study were influenced by the 

African American culture. My study contributes to our knowledge about African American 

cultural aspects of care. 

Discussion of the ~esearch Questi9n~ 

This chapter will provide.a discussion of the findings from the data analysis that is 

organized within the research questions. The purpose of the research questions was to seek an 

. . 

understanding of the experiences of African American: daughters caring for their mothers. 

l. What was the everyday life experiences of providing care for their mothers and its 

meaning for African American dat1ght~rs? 
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Question one sought an understanding of the everyday lives and daily experiences of the 

daughter caregivers. The everyday life experiences of the daughter caregivers in providing care 

included committing to the care of their mothers through rearranging their lives, recognition of 

the need for care of the mother, and reorganizing their households. A significant finding in the 

study was the extent and magnitude of the daughter caregivers' commitment to care for their 

mothers. Upon recognition of their mothers' need for their time and attention the daughters began 

rearranging their lives, immediately, selflessly, and with a focused purpose. The daughters 

frequently made life-changing decisions in developing strategies to enable the care needed by 

their mothers. Often, the changes made by the daughter caregivers included relocation, 

retirement, changing jobs, or leaving their present employment. Previous research concerning 

family caregivers and employment status have found that many caregivers lose wages or are 

unable to seek employment because of caregiving responsibilities (Bullock, Crawford, & 

Tennstedt, 2003). This can be especially problematic for African American families as in this 

study where almost half of the participants had incomes less than $25,000 a year. 

The daughters assumed care of their mothers, rearranging their lives to provide that care, 

frequently in response to life-changing health events experienced by their mothers. These health 
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events included strokes, surgeries, cancer treatments or worsening dementia. Other reasons were 

that the mother ~as becoming older and unable to live alone and this was of concern to the 

daughter caregivers. The daughter caregivers demonstrated commitment to their mothers by 

rearranging their lives in response to their mother's needs. 

Frequently the daughter caregivers' households wer~ reorganized to facilitate care of 

their mothers. A few of the daughter caregivers still had older children at home while several also 

cared for their grandchildren while caring for their mothers. The blending of households resulted 

in two, three or four generations under one roof. This intergenerational living is usually 

considered a strength of African American families. Taylor (1999) termed this concept as 

collective group coexistence which is often seen within the African American community. The 

reorganizing of households and a communal or collectivist approach to caregiving provided help 

and support to the daughters as the caregiving of the mother was shared with others (Dilworth

Anderson et al., 2005). Feld, Dunkle, & Schroepfer (2001) reported that Afric~n American 

families have a communal approach to caregiving arid endorse the sharing of caregiving 

' ' ' 

responsibilities. Households with additional family members placed others in daily. interaction 

with the mothers. The additional family members were available to assist in caregiving and-_ 

provided social support to the daughter caregivers. Families that function effectively to work 

together and deal with difficult situations were described by Clark et al. (2004) as having "family 

hardiness". In situations of caregiving the ·sharing of caregiving responsibilities reduces the stress 

of the caregivers. · 

The daughter caregivers did find meaning in the provision of care for their mothers which 

included an expression of t~eir love for their mothers and as an continuation of caring for their 

families. The first meaning of the caregiving experience of the daughter caregivers was grounded 

in the love, respect, and sense of responsibility the daughter caregivers held for their mothers. 

Adult children provide care to their aging parents embedded in a continuation of intergenerational 

relationships and based on intimate emotional bonds (Eaves, 2006). Silverstein, Conroy, Wang, 
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Giarrusso, & Bengtson (2002) explained that reciprocity in family caregiving is an outcome of 

early parent-child bonding and facilitates supportive kinship ties. Frequently the daughter 

caregivers viewed the care of their aging mothers as "paying their mothers back" for a lifetime of 

nurturing. This is C(?nsistent with previous research by San Antonio, Eckert, Simon-Rusinowitz 

(2006) who found that daughter caregivers wanted to "repay their mothers for the sacrifices she 

had made for them" (p. 43). Wallhagen & Yamamoto-Mitani (2006) also found that reciprocity 

and attachment were reasons given by family members to care for. their elderly. 

The daughter caregivers in the study had transformed the caregiving relationship with 

their mothers into an illustration of their deep love and respect for their mothers. The regard and 

relationships with their mothers provided a context for restructuring of the lives of the daughter 

caregivers and provided years of caregiving to their aging mothers. Sorrell (2006) also noted that 

family caregivers found "poignant meanings embedded in their caregiving experiences reflecting 

the beauty hidden in the caregiving relationship" (p. 158). The daughter caregivers in this study 

frequently expressed joy and satisfaction in their ability to care for their mothers All of the 

daughter caregivers held an expectation that the caregiving of their mothers would increase as the· -

mother aged. Most of the daughters expressed a personal responsibility and a determination to 

continue to provide care for their mothers until their death. The same determination to provide 

care for family members at home until their death was also identified by Stevens et al. (2004) in a 

study of White and African American caregivers of family members with dementia. 

A second meaning for the daughter caregivers in caring fo~ their m_oth~rs was situated in 

broader context. Wh~le all.of the daughters were actively caring for their mothers, most also 

described additional situations of taking care of other family members. Across the years, the ·. 

daughter caregivers had provided care for other family members. Many of the caregiving 

situations were carried out by the daughter caregivers with a resolute dedication until the death of 
. . _··. . .: :. . ·. ' .' : .'. . 

the family- member. The determination to take care of family members at home and· to provide 

that care until the death of the family member was also found by Steven_s et al. (2004 ). This 
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resolute dedication to their mothers exemplified Jhe, daugh~er caregivers' commitment to provide 

the care needed by their mothers.: . 

However, this commitment was impacted by the daughter caregivers' physical limitations 

or health problems. Four of the twelve daughter caregivers ha:d health problems that limited their 

' -
ability to manage an increase in the physical tasks of caregivirig. Recognizing their physical 

limitations, these four daughter caregivers viewed nursing home phtcement as an option, but still 
< • - • ~ " ~ • f , 

planned to continue to particip~te. in their:·mothers' caie if she-was admitted to a nursing home. 

While most of the daughter caregivers' experiences were positive aspects of caregiving, 

there were times the daughter caregivers struggled with the demands and stresses of caring for 

their mothers. Providing care to their mothers was not without conflict, changes in their 

relationships with their mothers,. and loss. Conflict occurred between the daughter caregivers and 

their mothers for two reasons. First, when their mother was uncooperative with care., such as . 

refusing food or medication. A second reason for conflict was worsening changes in the mothers' 

behavior related to dementia or depression. The complexities and unorganized nature of dementia 

combined with lack of caregiving resources are especially challenging for caregivers (de la 

Cuesta, 2005). Personality changes secondary to dementia, such as confusion, wandering or 

incontinence, were particularly stressful for the daughter caregivers. The worsening of dementia 

increased the stress and burden of providing care for the daughter caregivers. The behavioral 

changes related to dementia may contribute more to caregiver burden than a decline in functional 

ability (Reilly, Relkin, & Zbrozek, 2006). Previous research has found the behavioral changes of 

dementia to be primary source of caregiver stress (Torti, Gwyther, Reed, Friedman, & Schulman, 

2004). The management of dementia and uncooperative behaviors are particularly challenging for 

family caregivers and increase the risk of mental or physical illness for caregivers (Belli et at. 

2006). As the mothers became more dependant on the daughters, the parent-child role became 

reversed. Family caregivers frequently perceive parents with dementia as children or babies (de la 

Cuesta, 2005). This finding of this study is congruent with the research study by Eaves (2006) 



who identified role reversal as an event that occurs when adult children care for dependent 

parents. 

135 

Conflicts often arose when the daughter caregivers needed more help in the physical care 

and supervision of their mothers. The conflicts were mostly with siblings who did not provide 

help or relief for the daughter caregivers. Clark et al. (2004) noted a significant effect of family 

functioning on the mental health of the caregivers. Siblings, who did not provide respite or would 

not assist in the work of caregiving, prompted anger and resentment in the daughter caregivers. 

Eaves (2006) described how many families adapt to the new situation of caregiving, but when 

care is not divided by the family the primary caregiver becomes overburdened and dissatisfied. 

Previous research conducted by Dilworth-Anderson, Williams, & Cooper ( 1999) has also shown 

the satisfaction with social support to be predictive of caregivers' emotional distress and mental 

health. The finding of conflicts within the families, particularly among siblings, is not in keeping 

with the findings of the African,American family as a strong supportive network. A small portion 

of the daughter caregivers did report conflicts with siblings which was a source of stress and 

anger for the them. 

Frequently the daughters experienced a sense of loss of their mothers as they had known 

them, related to changes due to aging and onset of dementia. The daughter caregivers frequently 

stood witness to a gradual ongoing physical and mental decline in their mother which was 

experienced with greater sadness than the approaching death of their mothers. Reilly, Relkin, & 

Zbrozek (2006) termed this type of loss as anticipatory grief and explained it as a "loss of the 

relationship, loss of familiar communication with the patient, loss of future plan, and loss of 

social and recreational interactions" (p. 249). Death was an expected event while a slow inch-by

inch loss was unexpected. The two daughters whose mothers died while they were in the study 

expressed a sense of relief that the mother's suffering was over. 

To summarize, the African American daughter caregivers' lived experiences of caring for 

their mothers included rearranging their lives through life-changing decisions which influenced 
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their employment status and living arrangements. These changes were driven by the love, respect, 

and sense of responsibility that the daughter caregivers held for their mothers. The ability to 

provide the best care possible for their mothers became the central focus of the lives of the 

daughter caregivers even with situations of conflict," loss and changes in their relationships with 

their mothers. 

2. How do African American daughters provide self-care within the context of health 

disparities while caring for their mothers? 

There have been a great number ·of research studies concerning the health risks and 

health outcomes of family caregivers. Numerous negative aspects of chronic stress associated 

with caregiving, particularly dementia caregiving, have been identified. The negative aspects of 

caregiving include poorer health outcomes and a higher mortality risk for the caregivers 

(Kolanowski, Fick, Waller, & Shea, 2004). Schulz & Beach (1999) found that caregivers who 

experienced strain had a mortality risk of 63% higher than noncaregivers. Depression is often 

increased in caregivers, especially in women caregivers'(Lu & Austrom, 2005; Song & Singer, 

2006; White, Mayo, Hanley, & Wood-Dauphinee, 2003). The stress of caregiving can increase 

cortisol production (Davis et al., 2004) and reduc_e immunity (Mills, Dinsdale, Ziegler, & 

Patterson, 2004). 

For the purposes of this study, self-care is defined as activities and behaviors to decrease 

risks to health and management of health problems. Activities and behaviors to decrease risks to 

health include adequate rest, preventive health screening such as mammograms and Pap smears, 

and exercise. The management of health proble~s includes proper use of medications, timely 

physician check-ups, and compliance to prescribed treatment plans. The impact of caregiving 

could result in lack of time and resources needed for self-care in preventive health screening and 

disease management: 

The risks to African American caregivers' health have not been studied in depth. 

Moreover, the health disparities for African American women create a preexisting state of 
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vulnerability for the daughters and mothers. Health disparitie~ iri. African Am¢rican women result 

in increased prevalence of illnesses and diseases and poorer health outcomes. African American 

women c~ntinue to fare worse. when compared to Caucasian women in terms of health status, 

disease prev~lence, disability and mortality. For example, 40% of African American women have 

cardiovascular disease (CVD) and 9.5% have diabetes mellitus compared to 24% of Caucasian 

women who have CVD and 4.7% who have diabetes mellitus (ADA, 2004; AHA, 2004). African 

American women have the highest age-adjusted prevalence of CVD while African American 

women living in the southeastern United States have the greatest prevalence of hypertension and 

CVD mortality of all women (Appel, Giger, & Davidhizar, 2005). The existing health disparities 

place African American daughter caregivers at a vulnerable disadvantage when confronted with 

the stress, demands, burden, and strain of providing care to their mothers and produces risks for 

increased morbidity and morality. 

The daughters, in providing care to their mother, frequently overlooked risks to their own 

health. Overlooking risks to health has been previously defined in this study as ignoring or failure 

to pay attention to activities or behaviors related to the caregiving role that placed the daughter 

caregiver' s health at risk. The overlooked risks in this study were sleeping difficulties, delay of 

preventive screenings, and lack of exercise. The majority of daughter caregivers experienced 

sleeping difficulties related mostly to the care of their mothers ~nd concerns for her night time 

safety. Other causes of sleeping difficulties were the daughter caregivers' own health problems. 

Sleep quality has been found to impact mood and coping abilities and _over time there are more 

serious consequences such as decreased immunity (Brummett et al., 2006) and impaired cognition 

(Carter, 2006). Lack of quality sleep over time placed African American daughter caregivers at 

increased risk for ineffective coping with the demands of care~iving and de.velopment or 

worsening of mental and physical health problems. 

A second risk to health was the delay of preventive health screenings. In the study 

preventive screening health screenings included Pap smears and mammograms. Of the twelve 
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daughters, five were up-to-date with their Pap smears and mammograms, five had delayed the 

same exams for over two years, and two had never had either exam. This finding was significant 

for two reasons. First, three of the daughters (two of whom had delayed exams for over two 

years) had a history of abnormal Pap smears. The failure to- have regular Pap smears decreases the 

possibility of detecting cervical or uterine cancer in the early stages. The second reason is related 

to the health disparities of breast cancer in African American women. African American women 

have a 32% higher breast cancer rate and are more likely to be diagnosed with late stage disease 

when compared to Caucasian women. African American women have been found to perceive 

fewer benefits and greater barriers to mammogram screening (Russell, Perkins, Zollinger, & 

Champion, 2006). Fowler (2006) identified sociai processes in the decision by African American 

women to having mammogram screenings and one of the social processes was "caregiving 

responsibilities of significant others" (p. 247). Time constraints of caregiving and lack of relief 

from caregiving duties were barriers to preventive health care for the daughter caregivers. They 

experienced difficulties in getting someone to stay with their mothers while they visited their 

health care provider. Two daughter caregivers also needed a second person for transportation. 

· A third risk to health of the daughter caregivers was lack of exercise. Only three of the 

twelve daughters engaged in walking, yard work, or the use of an exercise facility. Lack of time, 

interest, and relief from duties of caregiving were factors for the nine daughters who did not 

exercise. These findings are consistent with previous research that found lack of time due to work 

and family responsibilities the most common barriers to exercise in African American women 

(Williams, Bezner, Chesbro, & Leavitt, 2006). The benefits of regular exercise are numerous, 

including reduction of risk of coronary heart disease, hypertension, diabetes mellitus, colorectal . 

cancer, and obesity (ADA, 2004; AHA, 2004). Exercise has also been found to have 

psychological benefits as well, including reducing stress and depression (Tung & Gillett, 2005). 

Regular exercise,_even simply walking, has a great potential to improve the physical and mental 

health of African American daughter caregivers. 
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The demands of caregiving have the potential to create a profound effect on the 

daughters' ability to manage their existing health problems. Most of the daughters expressed their 

intent to care for their own health problems during the caregiving experience. However, there 

were daughter caregivers who struggled to manage their health problems appropriately. These 

daughters typically had mothers who had more health problems which increased caregiving time 

and demand. An example found in the study was two daughter caregivers providing care to 

mothers who were bed bound and dependent on the daughters for all aspects of care. In addition, 

these two daughter caregivers did not own a car or drive. The responsibilities of providing care to 

family members create a potential barrier to self-care (Samuel-Hodge et al., 2000). These 

daughter caregivers did not receive family support in relief from caregiving tasks. The daughter 

caregivers delayed seeking health care until their health problems became so severe they could 

not continue in the role of caregiver. Frequently family caregivers have little time or lack 

resources to manage their own health needs which over time increases the risk of morbi~ity and 

mortality of the caregiver (Leenerts & Teel, 2006; Teel & Leenerts, 2005). 

The self-care practices of the daughter caregivers in managing their health problems were 

affected by several factors. These factors were lower income status, higher .demands of 

caregiving, more rural setting, and lack of family support in caregiving. The complexities 

required for self-care within the context of health disparities for African American women and _ 

the demands of caregiving responsibilities became a challenge even for the most determined 

daughter. The impact of caregiving stress coupled with problems with access to health care, lack 

of preventive health behaviors, and existing health problems creates a unique situation of risk for 

many African American women. 

3. How does African American culture shape the caregiving for African American 

daughters? 

The Influences of African American Culture on Caregiving was identified as an 

integrated pattern in this study. African American cultural influences included spirituality, honor 
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of motherhood, the family network, and influential women. The African American culture was 

interwoven throughout the daughter caregivers' lives, shaping the caregiving experiences. The 

Influences of the AfricaQ American Culture for the daughter caregivers were broader, diffuse, and 

permeated all aspects of providing care to themselves and their mothers. 

Boyle, Ferrell, Hodnicki, & Muller (1997) identified spiritual beliefs and participation in. 

the African American church as major aspects of the African American culture. Musgrave, 

Allen, & Allen (2002) recognized that spirituality among African Americans is rooted in 

relationships and the community. The uniqueness of African American spirituality emerged from 

the blending of traditional Judea-Christianity and the African culture _under the oppression of 

slavery, discrimination and racism (Banks-Wallace & Parks, 2004; Hine & Thompson, 1998). 

African American women frequently use spirituality as a means of coping in situations unique to 

the African American race, such as negative experiences with racism and discrimination 

(Abrums, 2004). Shambley-Ebron & Boyle (2006) found that African American spirituality 

provided healing and strength during difficult times. 

For the purposes of this study, spirituality is· conceptualized as having two distinct 

aspects. First, spirituality is defined as an inner knowledge of God, a relationship with Him, and 

recognition of His love and available help. Second, spirituality is defined as an outward 

expression by the daughter caregivers of H_is love in their everyday lives. Trust in God and a 

relationship with Him was a major source of support and stre:t:igth for the daughter caregivers. 

Spirituality had a central role_in the daughter caregivers' lives and was an eminent force in coping 

with the stress and demarids of caregiving. All of the daughter caregivers participated in activities 

daily that demonstrated African American spirituality. These activities included but were not 

limited to prayer, Bible and inspirational reading, listening-to gospel and other Christian music, 

watching inspirational TV programs, and talking _with other African Americans who shared their 

spirituality. 

Prayer was a method of seeking strength and support. Reliance on God and prayer is 
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frequently utilized by African Americans as a means to· cope and handle day-to-day stresses 

(Loeb, 2006). Paun (2004) observed that African A111erican caregivers described prayer not as a 

"religious ritual but rather as an ongoing dialogue" with God and was the most frequently used 

strategy to cope with caregiving (p. 14). P,olzer & Mile~:·(2005)recognized that African 

Americans use prayer as a means of support to cope with their illnesses and in daily self

management. Interacting with other African American women who shared similar spiritual beliefs 

was also a source of support and strength for the daughters. Haley et al. (2004) also found that 

African American caregivers had higher attendance and increased participation in spiritual or 

religious activities. These activities had greater importance to African Americans in situations of 

caregiving. The spirituality of the daughter caregivers, which was an integral part of their way of 

life, became a buffer for the stress and burden of years of caring for their aging mothers. Trust 

and reliance on God had carried the daughter caregivers through difficult times in the past and did 

so now in the care of their mothers. This study was conducted in the southern Bible belt region. I 

was born, raised, and continued to live in Opelika, AL. I have strong roots in a southern Baptist 

church with a focus on religion and spirituality in my upbringing. One of the largest surprises 

from conducting the study was the strength, expression, and integration of spirituality into the 

lives of the African American women in the study. 

Even as the health of the mothers declined and they became dependent on the daughter 

caregivers, the mothers were seen as central figures in the families and continued to have 

influence in the lives of the ·daughter caregivers. The daughters were grateful for their mothers' 

strength and nurturing across the years in spite of adverse situations. The daughter caregivers' 

depictions of their mothers were a reflection of African American women and their roles within 

families, churches, and communities. African American women's roles have been shaped by 

several factors over time. The influence of the culture of the native African continent, the legacy 

of slavery, and situations of oppression and discrimination have formed the African American 

woman. In redefining "who they are" African American wome_n developed' a self-reliance and 
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resiliency (Collins, 2000; Hines & Thompson, 1998). 

The daughter caregivers' strong respect for their aging mothers enabled_tolerance of 

caregiving demands and cognitive changes. Frequently the daughter caregivers perceived their 

mother as older and in need of more care. The daughter caregivers adapted and expanded their 

roles as caregivers with tolerance for the needs of their mothers. This tolerance was seen as a 

great strength of the daughters. Mahoney, Cloutterbuck, Neary, & Zhan, (2005) recognized the 

normalization of cognitive and behavior changes by Afrj_can American caregivers and the 

. . 

attempts to maintain the personal integrity and dignity of the care recipient: Findings from Haley 

et al. (2004) indicated that African American caregivers have a.higher tolerance for problem. 

behaviors associated with cognitive changes Which was related to normalization of cognitive and 

behavioral changes. Gitlin et al. (2005) found that African American caregivers reported less 

upset with loss of functional ability in care r~cipients .. 

For this study the family network is defined as close and extended family members and is 

multigenerational. The family network was a major source of support and strength for the 

daughters. The daughters who had more siblings and other family members had greater social 

support in coping with the caregiving of their mothers. Family support in caregiving was the 

strongest source of support received by the daughters. Social support by family members has 

been found to decreased depression in African American caregivers (White, 1999). Dilworth

Anderson, Williams, & Cooper ( 1999) reported that the supportive nature of the African 

American family and friends decreases the risk of depression and distress in caregivers. African 

American families frequently rely more on informal support from family members, extended and 

non-kin included (Dilworth-Anderson et al., 2005). Bullock, Crawford, & Tennstedt (2003) found 

that African American families cope with life's challenges through interdependence within the 

family. 

Older African American women were the most influential role models for the daughter 

caregivers. Taking care of the family was an expectation demonstrated by the older women. 
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African American women passed on the value of "caring for their own as long as they could" to 

the younger generations of women. These influential women included mothers, grandmothers, 

aunts, sisters, and church members. Another area of influence for the daughter caregivers, which 

was passed down from the older women, was their spiritual values and bel~efs. Other African 

American women, which included aunts, sisters and church members, were sources of support 

and encouragement for the daughters caring for their mothers. 

Implications for Nursing 

Theory 

This qualitative descriptive study identified themes and an integrated pattern in the 

experiences of African American daughter caregivers. The study adds to existing nursing 

knowledge about African American caregivers and their experiences. This study also identified 

how the burdens and stresses of caregiving can impact the self-care practices of African 

American women. Lastly, the study extended our understanding of the influences of African 

American culture on caregiving for African American women. 

The themes and pattern fro,m the study .promote the expansion of the development of 

nursing theory concerning· African American caregiving. The themes are conceptual categori~s 

that are descriptive and stay close to the data. As ~onceptual categories, the themes can be further 

investigated and linkages developed that would create a more theoretical understanding of 

caregiving by African American daugh.ter~. The influence of African A~erican culture on 

caregiving needs to be further elucidated. 

There is also a gap in nursing knowledge that addresses African American caregivers and 

explains how the stress and burden of caregiving impacts their self-care. The development of 

theory that links and demonstrates the impact of caregiving on the self-care of African American 

women, a population which suffers from health disparities, would establish a foundation for 

effective practice and programs. Nursing theory shapes and drives nursing practice. The further 

development of nursing knowledge could provide guidelines or a framework, not only for the 
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delivery of patient care, but also for the development of interventions focused on the self-care of 

African American caregivers. 

Practice 

The findings of this study have two implications for nursing practice. First, the powerful 

influence of the African American culture was seen throughout the study. Culturally competent 

care is a necessity in providing care to African American family caregivers. A sensitivity to 

cultural differences and acknowledgement of the importance of cultural values would enable 

effective care of the African American caregiver and her family. The centrality of.spirituality in 

the lives of African American women caregivers and the reliance on family members, including 

extended members, should be recognized and supported by nursing practice. 

The second implication for nursing practice should focus on the self-care practices of 

African American caregivers as the findings of this study clearly showed that they may neglect 

their own health. Nursing practice should include an individualized risk assessment for the 

African American caregiver. The study identified the need for community services that would 

support African American caregivers in obtaining health care for themselves. This need is 

particularly strong for African American caregivers with lower incomes, more rural settings, 

higher caregiving demands, and lack of family support. 

As a result of the study, I have developed a greater sensitivity and understanding of 

African American families involved in informal caregiving. In my practice as a family nurse 

practitioner, I will be more observant in working with African American families and strive to 

care, not only for the care recipient, but also for the caregiver. Ideally I would like to be the 

primary care provider for both and the able to address health care needs and problems 

appropriately. An individual approach to caring for the African American caregiver with a focu~ 

on preventive health care and management of existing health problems would be my goal. 
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Research 

There has been a great amount of researGh concerningJamily caregivers with an 

increasing focus on African American caregivers over the· last several years. This study of 

African American daughtercareg1~ers generated themes and an integrated pattern. However, 

additional research could build upon the findings of this study to build theory, guide practice, and 

develop and test culturally competent nursing interventions. The findings of this study could be a 

starting point for the development _of nursing research that defines and illustrates the relationships 

among the self-care of African American caregivers, family support, and spirituality. 

Additional research that focuses on supporting and enhancing spirituality as a coping 

strategy for African American caregivers is also needed. Spirituality and family social support 

were two buffers for the African American daughter caregivers in this study. The influences of 

culture on the self-care practices of African American women could be further explored 

especially for those women who are taking care of other family members. Caregiving is a 

stressful endeavor, and its impact on the self-care practices and health of African American 

women is largely unknown. 

Strengths ~nd Limitations 

One strength of the study was the number of interviews conducted with the participants. 

Each participant had three interv,~ews for a total of thirty-eight interviews. The interviews 

provided rich, thick descriptions of the experiences of the Afric_an American daughter caregivers. 

The interviews were conducted every three months which covered a nine to ten month time 

period. The repeated interviews allowed the participants to develop a trust in me, which· led to 

more in-depth ·interviews. This time period also enabled me to interact with the caregiver and her 

family across a trajectory of time. 

A second strength of the study was attention to trustworthiness. The criteria for assessing 

trustworthiness were credibility, transferability, dependability, and confirmability. Credibility was 

established with prolonged engagement (three interviews three months apart) and observation 
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participation while in the field. Transferability was established with the thick descriptions from 

the interviews. Dependability was established by obtaining and transcribing all interviews myself 

with numerous reading and rereading for accuracy. Confirmability was established by the 

creation and maintaining of an audit trail. 

Descriptive validity is a third strength of this study. Qualitative descriptive studies seek 

descriptive validity by staying close to the summary of an event with little abstraction or 

interpretation (Sandelowski, 2000). Other researcbers and participants observing the events of 

this study would agree the accounting of events and meanings attributed to those events are 

accurate. 

Limitations of the study include a volunteer sample of participants and the loss of 

participants. The participants were recruited by word-of-mouth and with flyers placed in doctors' 

offices, churches, schools, and clinics. Most of the participants were found through word-of

mouth through African American friends of mine_ who were nurses or church members. This may 

have produced a unique population of participants. 

Qualitative research in general does not seek to generalize ~indings beyond those 

situations or participants found in any one study. Thus, the findings from this study are 

transferable but only to African American women similar to the study participants who are 

providing care to their mothers. Lastly, the qualitative method chosen for the study limits theory 

generation by deliberately staying close to the data with little abstraction. 

Conclusions and Summary 

The purpose of this study was to describe the experiences of African American daughter 

caregivers. The study sought to understand the caregiving experiences of African American 

daughter caregivers, the self-care practices of the daughters, and how the African American 

culture influenced the caregiving experiences. African American families will continue to provide 

responsibilities of providing care to their aging parents, particularly their mothers. The health 

disparities experienced by African American women put their health at risk. When the stress and 
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burden of caregiving are added to those existing health disparities African American women have 

a risk of increased morbidity and mortality. 

Qualitative research methods were used for the study. Data collection methods were 

demographic survey, in-depth interviews, and field notes. Data were analyzed using qualitative 

content analysis deliberately staying close to the data, which is in keeping with qualitative 

descriptive methods (Sandelowski, 2000). The study engaged a purposive sample of 12 African 

American women who were caregivers for their mothers. The participants all lived in th~ 

southeastern United States. 

The three themes which emanated from the research q.ate were ( 1) Commitment to Care 

(2) Self-Care by Daughter Caregivers (3) The Difficult Times. Each theme contained categories 

that provided thick descriptions supporting the themes. An integrated pattern was also identified, 

Influences of African American Culture on Caregiving. 

Th_e African American daughters' commitment to care for their mothers was illustrated 

by rearranging their lives and was fueled by the love they had for their mothers. The daughters 

had provided care not only to their mothers, but to other family members and planned to continue 

as caregivers. In situations of caregiving the daughters frequently overlooked risks to their own 

health and struggled to manage their existing health p~oblems. !he daughters experienced 

difficult times that included conflict with the mother and their families, changes in the 

relationship with their mothers, and a sense of loss of the mother. The African American culture 

embodied expectations for the daughters to provide care but also facilitated sources of support 

. and strength. Spirituality, honor of motherhood, the family network, and influential women were 

cultural influences upon the role. of daughter car~giver. 

This study brought to light the strengths and challenges experienced by the African 

American daughter caregivers. The findings contribute to the existing knowledge concerning · 

African American daughter caregivers and identified the need for supporting African American 

women as they care for their aging family members. With nursing's participation in the support of 



148 

African American caregiving risks to the health of African American women in providing care to 

their families could be dimini hed. With a reduction in the morbidity and mortality found in 

African American women rel ted to health disparities and a lessening of the negative impact of 

caregiving, African America women would be enabled to safely provide care to their families. 
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Interview Schedules and Background/Demographic Questions 



Interview Schedule One 

1. Tell me how you came to take care of your mother. 

2. If I followed you through a typical day, what would I see you doing? 

3. What kinds of things do you do in taking care of your mother? 

4. How do you take care of yourself while you are taking care of your mother? 

5. How have you managed your own health problems? 

6. Tell me about your regular check-ups with your doctor? 

7. What has it been like for you to take care of your mother? 

8. How are you sleeping? 

9. In your opinion, why is it important that you take care of your mother? 

10. What is/are your mother's health problem/s? 

11. What is/are your health problem/s, if any? · 

12. Have there been o~her members of your family who have been caregivers? 

. (mother, aunts,' cousins, sisters, uncles or other ·relatives) 

Intervt"ew Schedule Two 
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1. Tell me how the last three months have been for you taking care of your mother? 

2. If I followed you through a typi?al day, what changes would I see in what you do 

to care for your mother and to care for yourself? 

3. What or who has been helpful to you in taking care of your mother? 

4. Tell me about seeing your doctor for regular checkups and for help with any 

health problems you may have? 

5. The last time we talked, we talked about -----3 how has this changed for 

you? 

6. What does it mean to you to take care of your mother? 

7. In your opinion, why is it important that you take care of your mother? 

8. What medications do_ you take and what are they for? 
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Interview Schedule Three 

1. Tell me how the last three months have been for you taking care of your mother? 

2. ff I followed you through a typical day, what changes would I see in what you do 

to care for your mother and to care for yourself? 

3. The last time we talked, we talked about ---~ how has this changed for 

you? 

4 Do you have influence from your family about taking care of your mother? 

5. In your opinion, how has being African American influenced you in taking care 

of your mother? 

6. In your opinion, how has taking care of your mother influenced your ability to 

take care of your self? 

7. What has your doctor told you to do concerning your health? 



Background/Demographic Questions 

1. What is your age? ·. 

2. Are you employed? 

3. How many years of formal schooling did you complete? 

4. Are you: 

5. 

6. 

7. 

___ Single 

___ Married 

___ Divorced 

___ Widowed 

What is your religious preference? 

How many children do you have? Ages? Do they live with you? 

Child Age Living with you? 

What is your yearly income? 

A. 1 to 25,000 

B. 25,000 to 50,000 

C. 50,000 to 75,000 

D. 75,000 to 100,000 

E. Over 100,000 
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8. What size town do you live in? How do you feel about the support in your town to help 

you care for your mother and your self? 

9. How far from your health care provider do you live? 

10. How far do you live from the grocery store and the pharmacy? Is filling or refilling 

medication hard for you? 
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11. Do you drive and have a car? If not, what transportation do you have? 

12. What health problems do you have? 

13. What medications do you take regularly? How has that changed since you have been 

taking care of your mother? 

14. ~hat type of care or tasks do you provide for your mother? How many hours a day? 

15. Whathealth problems does your mother have? 

16. What help do you have in caring for your mother? 
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,Code Book with Definitions 

Code Word Definition 
AOD Age of the daughter caregiver 
AROC Assuming the role of caregiver. This answers the question, "Tell me how 

you came to take care of your mother." 
CAL Children, ages, & where they live. This is the children of the daughter 

caregiver. 
CAOS Care of self. This answers the questions, "How do you take care of 

yourself while you are taking care of your mother?" and "How have you 
managed your own health problems?" and "Tell me about your regular 
check-ups with your doctor?" 

CAT Changes across time 
CRWM How has your relationship changed with your mother during the time you 

have cared for her? 
CSLI How has the care of your mother changed since the last interview? 
CWF Has there been any other conflict in your family? With you and your 

siblings about taking care of your mother? 
CWM Have you had any conflict with your mother while you have been taking 

care of her? 
DFGS Distance from grocery store. How far does the daughter caregiver live 

from the grocery store? 
DFHCP Distance from health care provider. This is the distance the daughter 

caregiver is from her health care provider. 
DFP Distance from pharmacy. This is how far tbe daughter caregiver lives from 

the pharmacy. 
DHP Daughter caregiver' s health problems. 
DM Daughter caregiver' s medications. What medications does the daughter . ' 

caregiver take? To include prescribed, OTCs, and herbal meds. 
DOC Drives and owns car. Does the daughter caregiver' drive? Does she have a 

car? 
DS This answers the question, "How are you sleeping?" 
ES Employment status of daughter caregiver. 
FLCM Have you felt a loss related to taking care of your mother? 
HEA Do you think you are healthy? What does being healthy mean to you? 
HFYICM What has been hard for you while you are taking care of your mother? 
HIF What do you see happening in the future with your mother? 
HOC Hours of caregiving. How many hours a day does the daughter caregiver 

spend providing care to her mother? 
IAAC Influence of African American culture 
ICM Importance of caring for mother. Answers the question, "In your opinion, 

why is it important that you take care of your mother?" 
MHP Mother's health problem(s). 
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MOCM Meaning of caring for mother. 
MS Marital status of daughter caregiver. 
OFG Other family caregivers. This includes previous care giving by family 

members and those who are now _helping the daughter caregiver. 
OPDCF Other people the daughter has cared for. 
PIMC What plans do you have if she requires more care? 
PRM Problems getting medications. Does the daughter caregiver have problems 

getting medications'filled or refilled? 
RP Religious preference of daughter caregiver. 
SFNCM Do you see or feel anything negative about caring for your mother? 
TOC Tasks of caregiving. Answers the question, "What kinds of things do you 

do in taking care of your mother?"· 
TS Town size. This is the location of the daughter caregiver. 
TYPDA Typical day. A description of a typical day for the daughter caregiver 
y including sleeping situations. This answers the questions, "If I followed 

you through a typical day, wha! would I see you doing? and ~'How are you 
sleeping?" · 

uos Use of services. This asks not only if the daughter caregiver uses services 
like home health or Meals on Wheels but also how they feel about the 
services. 

WHBH/ What has been helpful? Where do you get strength? 
WDYFS 
WICM What has it been like for you to care for your mother? 
YI Yearly income of the daughter caregiver. This may be the individual 

income of the daughter caregiver or may include husband's income. 
YOS Years of schooling of daughter caregiver. 
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Table II: Demographics of the Sample Participants 

Part~cipant Age MS 
LCM 
Bernice 66 Divorced & 

Widowed 

Deloris 56 Divorced 

Florence 75 Married · 

Henrietta 45 Married 

Julie 57 Married 

Carrie 62 Divorced 

ES 

Retired 

Unemployed 
with 

disability 

Retired 

Full time. 

Retired 

Retired 

Inceme 
Range 
1 to 

25,000 

1 to 
25,000 

Declined 

> 100,000 

25,000 to 
50,000 

1 to 
25,000 

RP 

Unity Church 

Baptist 

Baptist 

Methodist 

Baptist 

Episcopal 

Health 
Problems 

Varicose veins 
High 

cholesterol 
Fatal MI Nov. 

2005 
Degenerative 
Disc Disease, 
Mitral valve 

prolapse, 
Hypothyroidis 

m 
Arthritis, Total 

knee 
replacement 
December 

2005, 
Hypertension 
Fibrocystic 

breast disease, 
M~graines, 

Abnormal Pap 
smear 

"Colon 
problems", 

Abnormal pap 
smear, 

Hypertension, 
High 

cholesterol 
History of MI 

Diabetes 
High 

cholesterol 
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Medications YOS Children CID HOC 

High cholesterol 15. Yes-2 Yes Most of the 5 
medication 5 daughters & l day- yrs 

son supervision 

Synthroid, Soma, 12 Yes-2 sons Yes Most of 6 
Tylenol #3, the day - yrs 

Toprol, supervisio 
Darvocet-100, n 

'hormone tablet", 
plain Tylenol 

"Blood pressure 16 Yes-2 sons & Yes "Constant 10 
pill daily" 1 daughter " yrs 

Cafergot, Exedrin 15. Yes-1 Yes Two hours 2 
Migraine OTC, 5 daughter & 2 daily yrs 

Imitrex, vitamins sons 

Blood pressure 13 Yes-1 son & Yes 6 hours for 2.5 
pill, high 1 daughter 4 days a yrs 

cholesterol week 
medication 

ASA, oral 16 Yes-1 Yes Most of the 11 
medication for daughter & 1 day- yrs 

DM, "heart pill", son supervision 
Premarin,High 

cholesterol 
medication 



Evie 73 Divorced & 
Widowed 

Gail 62 Single 

Ida 64 Married 

Lucy 59 Married 

Mamie 51 Married 

Annie 56 Divorced 

Katherine 56 Single 

Key 
MS
ES
RP
YOS
CID-

Marital status 
Employment status 
Religious preference 
Years of schooling 
Owns car and drives 

Unemployed 

Unemployed 
with 

disability 

Retired 

Full time 

Retired 

Full time 

Full time 

1 to Baptist History of None 
25,000 hypertension 

1 to Baptist Depression, Methotrexate, 
25,000 Rheumatoid folic acid, 

arthritis, Previcid, Zocar, 
Hypertension, prednisone, 

GERO, Fluoxetine, "high 
Abnormal Pap blood pressure 

smear, high pill" 
cholesterol 

> 100,000 Methodist Hypertension HTN medication 

25,000 to Protestant None reported None 
50,000 · 

50,000 to Pentacostal Diabetes, Vitamins, ASA 
75,000 Mitral valve 

prolapse 
75,000 to Baptist Hypertension Aldactone, 
100,000 Depression HCTZ, Zoloft 

25,000 to Baptist "Sinus "Hormone pill", 
50,000 problems", vitamins 

Mitral valve 
prolapse 

HOC- Hours of caregiving per day 
LCM - Length of time caring for mother in years 
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10 Yes-1 No 3 to 4 hours 6 
daughter & 1 daily yrs 

son 
6 Yes-4 sons & No Five hours 3 

1 daughter daily yrs 

18 Yes-2 Yes Most of the 4 
daughters day- yrs 

supervision 
16 Yes - 2 sons Yes 2 hours 2.5 

daily yrs 
14 Yes-2 sons Yes 8 to 9 hours 2 

4 days a yrs 
week 

20 None Yes Supervision 3.5 
yrs 

· 14 Yes-1 son Yes 3 to 6 hours 3 
daily yrs 
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Charlson Weighted Index of Co-morbidity 

Assigned weighted for diseases 

Myocardial infarct 

Hemiplegia 

Moderate or severe liver disease 

Metastatic solid tumor 

Conditions 

Congestive heart failure 
Cerebrovascular disease 
Dementia 
Chronic Pulmonary disease 
Connective tissue disease 
Ulcer disease 
Mild liver disease 
Diabetes 

Moderate or severe renal 
disease 
Diabetes/end organ damage 
Any tumor 
Leukemia 
Lymphoma 

AIDS 

Assigned weights for each condition that a patient has. T,he total equals the score. Example: 
chronic pulmonary (1) and lymphoma (2), plus dementia (1) = (4). 
( Charlson, Pompei, Ales & MacKenzie, 1987) 

Assigned score: _____ _ 
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Pagel ofS' 

•~earch In.form~ Consent. Doc .. 111.en.t 

Pr'Qtocol.Title; Caring_ fctr.Their.Mot~rs:. The Experiences, Self-Care 
Piacti~s and -C:ultur~l I\lfl9~nce$ of' Aftica,n A,tnerican.. 
Women.·Caregivers 

Principal Investigator's Name: Harriet E~ Chappell, 'MSN~ RN, CR.NP, 

None Sub~Investigator~s Name:-

·None 

Invitation to Participate 
You. are invited to panicipate m··a research study of the experiences· of Affican American· 
women~~give.rs takfog:care of their moth.ers at home. You were.asked to:p~dp~te 
because:you.-are a.n A,fric~ .American woman, .SO years ·or older; · who is eating for·your 
mother at home. · 

$~dy-Design 
Thi~-study. i$ .d¢sign~d)o ~sk. _questi~ns .to :~n.4er~and·_yo-µr- ~eri~11ces of ca.rin,g :for yo1:tt 
mother, what 'It mean~ to you to take.care Qf your mother~ ho~ you :care·for yoµr$elf' 
while, you are taking.care· of your.mother, and to understand. what ·does.it.mean as an 
African American woman-to take care of your mother. Mrs., Chappell will visit ye>u at 
your borne tlr a place of y~mr choice three tim,es withthr~e mo11ths -~etween visit_s; During 
the-visit,. you will be.asked· questions.abou.ttaking care of your mother and yourself The 
interview-wilUast for one hour·each 'Visit. The interview. will be tape recorded, so that 
Mrs. Chappell can accurately describe your· experiences-~ . 

Create(). 9n 5/24/05 
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You will be one of 10 to 12 subjects to participate in this study. 

You will continue the study for 9 months after which the study will be completed. 

Subject Payment 
You will not receive any payment nor will you be required to pay any money for your 
participation in this research study. 

Risks and/or Discomforts 
The study may involve minimal risks or discomfort: 
As you answer questions you may have uncomfortable thoughts or feelings. If you 
become uncomfortable at any time, you can decide to not answer the question which is 
bothering you. 

Benefits . . . 
There may be no direct beriefit to you for participating in the study. Possible benefits to 
you include being able to talk with someone about your experiences and sharing what has 
worked for you. The information you share can be used in knowing more about African 
American women caregivers and their experiences. 

Alternatives 
You do not have to participate. 

Compensation 
There is none. 

Questions 
Harriet E. Chappell, who can be reached a~ll answer any further 
questions you may have at any time con~the procedures, and any 
injuries that may appear to be related to the research. In case of emergency, Harriet E. 
Chappell, may be reached at■■■■•· If you have any questions or concerns about 
''the rights of research subjects", you may contact the Chairman of the Human Assurance 
Committee, George S. Schuster, D.D.S., PhD. at 706-721-2991. 

Created on 5/24/05 HAG FILE# 05-os ~ ~o I 
HAC APPROVED lNFQFlf,\ED CONSENT DP(.;,U-JiEt~T 

APPROVAL FROM & l 41 D 5 TO ~r =:, Ow. 
THIS DQCUfENT !S NO LONGER VALID TO El~ROLL 

SLJ3jECTS PflE!l TH!S DATE. 
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Voluntary Participation 
Your participation in this study is voluntary. You may revoke your consent and 
authorization and withdraw from the study now or at any time in the future without 
penalty or loss of care or other benefits to which you are otherwise entitled. 
You are to be informed if the study provides any new information that might affect -your 
decision to participate, so that you may decide whether to continue in the study. This 
information may be shared with you at other scheduled study visits. 

Privacy Notice 
Harriet E. Chappell is asking for your written authorization before using the information 
you will. provide during the interviews with Mrs. Chappell or sharing it with others in 
order to conduct the research as described. However, under certain circumstances, Mrs. 
Chappell may use and disclose the information you have given her without your wntten 
authorization if she obtains approval through a special process to ensure that research 
without your written authorization poses minimal risk to your privacy. Under no 
circumstances, however, would Mrs. Chappell allow others to use your name or identity 
publicly. 

Mrs. Chappell may also disclose the information you have given her in the interviews 
without your written authorization to people who are planning a future research project, 
so long as any information identifying you does not leave our facility. 

Confidentiality . 
Only Harriet E. Chappell will have access to confidential data which would identify you, 
unless specifically required to be disclosed by state or federal law. You will not be 
identified in any reports or publications resulting from the study. 

Created on 5/24/05 
_HAG FILE# os-os-cla / 

HAC APPROVED INFOrMEr:ONSEN(oTIUt(;0 APPROVAL FROM fr; 4 '05 TO 3 . 
THIS DOCUMENT IS NO LONGER V . .O.UD TO ENROLL 

SUBJECTS AFTER THIS DATE. 
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Authorization to Use or Disclose (Release) Health Information 
That Identifies You for a Research Study 

Page4of5 

If you sign this document, you give permission to Harriet Chappell at MCG Health 
System to use or disclose (release) the information you provide in the interviews with her 
which will include: 

1. Description of your experiences caring for your mother. 
2. How you take care of your own health while you are caring for your mother. 

Please note that you may: 
You may change your mind and revoke (take back) this Authorization at any time. Even 
if you revoke your Authorization, Harriet E. Chappell may still use or disclose your 
information she has already obtained about you as necessary to maintain the integrity or 
reliability of the current research. To revoke this Authorization, you must write to: 
Harriet E. Chappell 

This Authorization will expire at the end of the research study. 

If you have questions concerning the privacy of your information, please contact the 
MCG Privacy Officer at (706) 721-4018, or through our Toll Free Hotline, 1-800-576-
6623. Written inquires or complaints may be sent to the: 
Privacy Officer, Medical College of Georgia, Room AA-211 
1120 15th Street, Augusta, Georgia 30912. 

You have read this form that serves as an informed consent document and an 
authorization and have been given the opportunity to ask questions. If you have questions 
later, you may contact Harriet E. Chappell at 334-749-9355. You will be given a signed 
copy of this document for your records. You authorize the use of your identifiable 
information as described in this document. 

Created on 5/24/05 
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The risks and benefits to you if you participate in this study have been explained to you. 
You are encouraged to and will have the chance to ask questions and these questions will 
be answered. You voluntarily agree to participate and to authorize the use of your, 
protected health information in this study. 

Subject's Name'(print) 

Subject's Signature 

Witness' Name (print) 

Signature of Witness 
to the informed consent process 
and the signature of the subject 

INVESTIGATOR STATEMENT 

Date 

Date 

I acknowledge that I have discussed the above study with this participant and answered 
all of her questions. They have voluntarily agreed to participate. A copy of this document 
will be given to the subject. 

Printed name of investigator obtaining consent 

Signature of investigator obtaining consent Date 

Created on 5/24/05 
HAG FILE# os - o s~ 3i.o , 
HAG .APPROVED INf~RrrlED CONSENT p9cu1v~NT 

APPROVAL FRO~~'°' -\:·1,0S TO /,z I 3{ v(.;;,. 
THIS DOCUMENT IS NO LONGER VALID TO ENROLL 

SUBJECTS .A.FTER THIS DATE. 
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PERMISSION LICENSE: PRINT REPUBLICATION 

Request ID/Invoice Number: HAR3234 

Date: November 29, 2006 
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McGraw-Hill Material 
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Fee: Waived 

Licensee Work: 

Author: Disst::natk,n: 'Caring for their Mothers .. : 
Title: Harriet E. Chappell 
Publisher: Medical College of Georgia School ut'Nursing 
Publication Date: 2007 
Distribution Territory: USA 
Languages: English 

Two Penn Plate 
New York, NY 10121-2298 
21'- 904 1574 Tel 
212 9011 6285 Fax 

Pem1issi0n for the use described above i~ grant.;:d under the following conditions: 

l. The permission foe of$0.00 must be received by 'the McGca~v-Hill 
Companies, and MUST BE ACCOMPANfBD BY A SIGNED COPY OF 
THIS AGREEMENT. A check should be made payable to The McGrawal-!ill 
Companies. and sent to The Pem1issions Department, The M,,Graw-HiH 
Companies, Two Penn Plaza, NY, NY 10121-2298. Please inclnde the invoke 
1mmber indicated at the top of this form on your check. 

HAR3234 
www.mheducation.com 

194 



2. No adaptations, deletions, or changes will be made in the material without the 
prior written consent of The McGraw-Hill Companies. 

J. 'Illis permission is non-exclusive, non-transferable, and limited to the use 
specified herein. The McGraw-Hill Companies expressly reserves all rights in 
this material. 

. . 
4. A credit line must be printed on the first page on which the material appears. 

This credit must include the author, title, copyright date, and publisher, and 
indicate that the material is reproduced with pem1ission of The McGraw-Hill 
Companies. 

5. This permission does not allow the use of any material, including but not 
limited to photographs, charts. and other illustrations, which appears in a 
McGraw-Hill Companies' work copyri_ghted in or credited to the name of any 
person or entity other than The McGraw-Hill Coinmmies. Should you desire 
permission to use such material, you must seek permission directly from the 
owner of that material, and ifvou use such mateiial you ai:,tree to indemnifv 
TI1e McGraw-Hill Companies against any claim from the owners of that 
material. 

Please sign both copies and return one with payment to the McGraw-Hill Permissions 
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Dear Harriet, 
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RE: CopyRight Permission 

Please consider this written permission to use the table detailed below in your thesis. Please include proper 
attribution to the original source. This permission does not include any 3rd party material found within our work. 
Please notify us upon publication of your thesis. 

With all best wishes, 
·Ellen 
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