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Abstract
Heart failure (HF) is a chronic condition that is a leading cause of hospitalizations in all
racial/ethnic groups in the United States. Dyadic HF self-care interventions have been
used across various ethnic groups and cultures; however, the benefits for the African
American (AA) dyad have not been established. The purposes of this comparative
analysis, which was underpinned by the self-care of chronic illness theory and the dyadic
illness management theory, were to determine whether there was a relationship (a)
between AA caregiver communication of AA persons living with HF and (b) if the
relationship between the AA person with HF and the caregiver role were affected by
cultural factors and symptom management. Data were collected from 100 AA
participants with HF and 101 caregivers of an AA person living with HF. Two one-way
multivariate analyses of variance revealed a significant difference in the communication
of the AA person with HF and their caregiver. Results also showed cultural differences
and symptom perception of the AA HF dyad. Further research is needed on the informal
caregiver role and on the AA HF dyad and culture. Understanding the HF dyadic
partnership for AA patients may enable health care providers to provide more tailored
treatment, which may promote positive social change through more culturally responsive

treatments.
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Chapter 1: Introduction to the Study

Heart failure (HF) is a chronic condition affecting more than 6,000,000 adults in
the United States and accounts for the greatest proportion of all-cause hospitalizations
(Benjamin et al. 2019). Almost half of hospitalized patients with HF will die within 5
years of discharge (Go et al., 2013). African American (AA) persons are
disproportionately affected by HF and are 5 times more likely to be hospitalized than
their European American counterparts (Go et al. 2013). AAs living with systemic
comorbid conditions, such as HF, diabetes, and hypertension, and who have a high-risk
lifestyle, marked by increased use of alcohol and tobacco, become sick at an earlier age
compared with their European American counterparts with the same comorbid conditions
and similar lifestyles (Go et al. 2013; Albert et al. 2009).

Persons living with HF must manage and monitor their health by practicing daily
self-care for improvement of cardiac health (Riegel et al., 2011). Self-care management
requires having daily weight checks, monitoring sodium intake, and practicing activities
of daily living, such as medication administration and grooming (Munshi et al., 2016). As
the symptoms of HF progressively increase, persons living with HF will seek assistance
from family members and friends, requiring a more participative approach to care
(Nasstrom et al., 2017). Family members and friends often become the caregiver to
persons living with HF, helping the person identify changes and manage symptoms
communicated to health care providers. Persons with HF and the caregiver may
understand symptoms but are often unclear about how to manage the symptoms (Sevilla-

Cazas et al., 2018). When persons with HF and their caregivers communicate with a
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health care professional, the focus is the symptomatology and decision-making strategies
of the person with HF.

Because of the more adverse impacts of HF on AAs, it is important to understand
the dyadic relationship between a patient and their caregiver. AA persons with HF and
their caregivers, however, are often underrepresented in research, with many AAs not
participating in research studies (George et al., 2014; Hughes et al., 2017). Dyadic
relationships within the AA community are often comprised of adult children assisting
their family members with self-care (Buck et al., 2018; Epps et al., 2019; Mayberry et al.,
2016). The purpose of this study was to explore the dyadic relationship between the AA
person with HF and the caregiver and how the dyad communicates with each other and
with the health care team. Social implications of this study include developing a more
robust understanding of the AA dyad, which is often comprised of spouses, significant
others, and adult children (Kim et al., 2019). This knowledge may inform the
development of strategies to support and promote shared decision-making regarding the
disease process within the AA community. This study increases the understanding of
patient—caregiver communication within the AA community, which may enable policy
makers, medical professionals, and advocates to develop ways to confront health care
disparities.

Chapter 1 includes discussion of HF self-care management educational strategies
utilized by AA persons with HF and their caregivers, relationship dynamics of caregiver
communication with persons with HF and health care providers, and the effects of disease

on the dyad during exacerbation. High rates of hospital readmissions indicate inadequate
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self-management decision-making skills by the person with HF and their caregiver and
highlights the lack of communication between the dyad and the health care provider
(Hobbs et al., 2016). This study aimed to explore whether the communication between
caregivers of AA HF patients affected the self-care management, maintenance, and
perception of the person living with the chronic condition. Furthermore, this study aimed
to explore if dyadic cultural preferences were a contributing factor to the communicative
process of the dyad. [ used a descriptive comparative study design to investigate the
research problem.
Background of the Study

AA persons with HF experience increased morbidity and mortality rates
compared with other ethnicities because of the increased prevalence of risk factors, such
as obesity, cigarette smoking, hypertension, and diabetes (Banks et al. 2016). Self-care
decision-making skills and practice guidelines are in place to assist persons with HF to
better manage their symptoms and decrease disease progression. Despite self-care
education, AA persons with HF often require additional support from their family
members to manage symptoms and disease processes (Banks et al. 2016; Krishnamoorthy
et al., 2016). The caregiver role is complex and multifaceted, requiring the caregiver to
contribute to the self-care processes of the person with HF by monitoring their signs and
symptoms while attempting to balance work obligations and loss of personal time and
insufficient caregiver support (Graven et al., 2020). Although studies show varying

amounts of time spent by caregivers assisting a person with HF, they consistently



highlight higher reported self-care knowledge among caregivers than among persons
living with HF (Bidwell et al., 2018; Deek et al., 2017).

Increased demands placed on the caregiver of persons with HF lead to burden and
stress resulting in less communication and not seeking help for exacerbations in a timely
manner, which lead to increased hospitalizations (Graven et al. 2020; Harkness et al,
2014; Krishnamoorthy et al. 2016;). Negative influences on the relationship of persons
with HF and their caregiver are psychological distress, lower well-being, and lower
perceived control, as well as social determinants such as the region in which persons with
HF and their caregiver live (Bidwell et al, 2017; DeSousa et al. 2017; Grigorovich et al.
2017; Lee et al. 2017). Socioeconomic status and race are associated with poorer health
and a lower quality of life (Bidwell et al, 2017; DeSousa et al. 2017; Grigorovich et al.
2017; Lee et al. 2017). Dickens, Dickson, and Piano (2019) contend poorer outcomes and
lower quality of life are attributed to the inability to pay for necessities such as rent and
the caring for their family is more important than their own health. Moreover, physical
and psychological aspects of their condition affect engagement among AA persons with
HF in spiritual self-care practices to help them cope with their chronic illness (White,
2013). Underutilization of palliative care interventions and culturally sensitive
information from health care providers further reduces the quality of life for these
individuals (Hopp et al. 2016; Piamjariyakul et al. 2016).

Symptom monitoring and adherence to dietary regulations present challenges that
can result in feelings of uncertainty for persons with HF and their caregivers

(Piamjariyakul et al. 2015; Reeder et al. 2015). These issues also demonstrate poor



understanding of what to do in the self-management monitoring phase of the disease.
Higher prevalence of comorbid conditions, such as hypertension and diabetes, are also
indicators of poor self-care, as the person is not aware of which disease process is causing
the decline in health (Wu et al 2017). Environmental factors related to persons living in
low-income urban areas with fewer healthy food options also pose challenges for positive
self-care behaviors (Woda et al. 2015). Spirituality also added to the complexity of self-
care behaviors, as this concept is an integral part of everyday life and can influence all
aspects of the AA person with HF and their caregiver’s lives and affect their beliefs and
health outcomes (White, 2013).

Predictors of behaviors and self-care among AAs should encompass cultural
values and overall life satisfaction, rather than sets of values and standards that have been
tested within other ethnic groups (Woda et al., 2019). Dyadic relationships between AA
persons with HF and their caregivers are multidimensional, requiring a more in-depth
understanding of the complexities of the AA culture, disease progression, self-care and
self-care assistance, and communication strategies. Researchers have attempted to
promote culturally appropriate care for AAs, yet despite efforts to promote inclusion,
minorities remain underrepresented in clinical trials, and the central concepts of AA
values are often not part of the social construct needed for effective decision-making
skills (Fontaine et al. 2017; Johnson & Carter, 2020). Centralized themes that have
emerged in AA HF studies include the low accuracy of HF illness beliefs, lack of trust in
the health care system and providers, and the lack of research specific to minority needs

(Albert et al. 2009; Banks et al. 2016). The research indicates AA persons with HF have



self-care issues and the lack of culturally appropriate tools has limited their ability to
practice adequate self-care (Cohen, 2006; Woda et al., 2015).
Problem Statement

HF is a leading cause of mortality in AA persons (Sharma et al., 2014). AA HF
caregivers are often the patient’s spouse, children, and other kin; they report spending a
moderate amount of time on caregiving activities (Bidwell et al., 2021). Self-care is
increasingly complex for persons with HF, their caregivers' lives are also complex
because they cannot make decisions about their own lives without thinking of the effects
their decisions will have on the person they are caring for (Kitko et al., 2020). Caregivers
juggle their own health needs with those of the individual they are caring for, adding
additional feelings of frustration and isolation while increasing the burden felt by the
caregiver (Hooker et al. 2018).

The AA dyad is comprised of more than the person with HF and a family
member; it is communal with siblings, children, and grandchildren helping with activities
of daily care and management of self-care activities. Socioeconomic and cultural roles
are also important contributory factors in understanding the differences in the AA dyad
(Banks et al. 2016). Some caregivers may not be able to respond to the self-care needs
and demands of the person with HF because of poor recognition of symptomatology and
disease processes, potentially leading to diminished self-care management skills of the
dyad. Additionally, the inability to communicate within the dyad can lead to increased
burden of care for the caregiver and diminished quality of life, which includes physical

health, psychological, and social relationships, and, consequently, lower life expectancy
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(White, 2013). Knowledge is needed of the communication process, the cultural factors
that trigger exacerbations, and the needs of the person with HF and their caregivers.
Cultural factors, behaviors, language, and history are highly correlated to include
caregiver characteristics that include cognitive skills that pertain to the health care system
processes and health care providers (Chou et al., 2015; Palos et al., 2011; Stewart &
Bennett, 2011). Despite the interventions that have been developed to assist AA persons
with HF and their caregiver, there is limited understanding about how communication
affects dyadic education.
Purpose of the Study

The purposes of this study were to compare (a) communication of caregivers of
AA persons with HF and self-care management and maintenance and symptom
perception of AA persons with HF; and (b) cultural factors and symptom perceptions of
AA persons with HF and their caregivers. In this descriptive comparative quantitative
study, I explored the dyadic relationship between AA persons living with HF and their
caregiver. [ used a descriptive research design to explore the differences in
communicative components of cultural factors and the self-care management and
maintenance relationship among the dyad (Lyons & Lee, 2018).

Research Questions and Hypotheses

The research questions (RQs) and hypotheses for the study were as follows:

RQ1: What is the difference between communication (trust, culture, and
spirituality) of caregivers of AA persons with HF and self-care management and

maintenance and symptom perception of AA persons with HF?



Ho1: There is no difference between communication (trust, culture, and
spirituality) of caregivers of AA persons with HF and, self-care management and
maintenance, and symptom perception of AA persons with HF. AA caregiver
communication and self-care management and maintenance of AA persons living
with HF.

H.1: There is a difference communication (trust, culture, and spirituality) of

caregivers of AA persons with HF and, self-care management and maintenance,

and symptom perception of AA persons with HF.

RQ2: What is the difference between cultural factors of AA persons with HF and
their caregivers?

Ho2: There is no difference between cultural factors of AA persons with HF and

their caregivers.

Ha2: There is a difference between cultural factors of AA persons with HF and

their caregivers.

The variables of interest for this descriptive study were cultural factors, self-care
management and self-care maintenance, communication, and symptom perception. To
measure the variables, I used two survey instruments: the Self-Care of Heart Failure
Instrument (SCHFI) v7.2 developed by Riegel et al. (2018) and the Caregiver
Contribution to Self-Care of Heart Failure Index (CC-SCHFI) v2 developed by Vellone
et al. (2014). Using both instruments allowed me to obtain information that described
characteristics of the dyadic relationship that could increase understanding of

communication within the dyad.



Theoretical Framework

Underpinnings of a research study is the theoretical framework, which provides
the organization and structure to inform, interpret and analyze the data (Grant & Osanloo,
2014). Theoretical underpinnings of this study were the theory of self-care of chronic
illness and the theory of dyadic illness management. Self-care of chronic illness is a
middle-range theory developed by Riegel et al. (2012) to address self-care behaviors and
the decision-making process influenced by reflection. The integration of symptomatology
with self-care offers a comprehensive approach to care incorporating symptom
interpretation with symptom response to affect self-care outcomes (Riegel et al., 2019).
The theory of dyadic illness management views the specific needs of both the patient and
caregiver as interdependent (Lyons & Lee, 2018). Four central concepts of the theory of
dyadic illness are illness management, dyadic appraisal, dyadic management behaviors,
and dyadic health.

The theory of self-care of chronic illness developed further by Riegel et al. (2019)
includes symptomatology and incorporates a more in-depth approach to identify bodily
changes within social and cultural norms. The theory of self-care of chronic illness
incorporates early detection and bodily changes that link symptom management
perspectives that are often overlooked within the paradigm of symptom clusters and
symptom experiences (Riegel et al., 2019). Self-care is a more in-depth approach to
symptomatology and is influenced by cultural beliefs, values, habits, support from

caregivers, reflection, and access to health care (Riegel et al. 2019). This study's dyadical
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approach to self-care of HF necessitated a theory that emphasizes that members of the
dyad are important and should have their needs met.

The theory of dyadic illness emphasizes the interdependence of the person with
HF and their caregiver as mutually important. The theory of dyadic illness focuses on the
person with HF and their caregiver as a unit rather than as individuals; together, they
engage in behaviors that are integral to management of the illness (Lyons et al. 2018).
Dyadic management of HF includes moving past the individual role perspective; the
patient and care partner become the focus of dyadic management and behaviors (Lyons et
al. 2018). The incorporation of both theories may allow researchers to shift from patient-
centric or caregiver-centric approaches to a more useful dyadic approach allowing the
needs of all persons to be integral in self-care management. More details on the theory of
self-care of chronic illness and the theory of dyadic illness management are presented in
Chapter 2.

Nature of the Study

I used a quantitative comparative design to examine communication among AA
persons with HF and their caregivers. To increase knowledge of the dyadic relationship, |
examined how persons with HF and their caregivers manage disease processes through
communication. I wanted to determine the difference that caregiver management, self-
care management, cultural factors, and symptom perception have on the dyad. This study
further focused on the relationship dyad, in particular dyadic symptom appraisal and

cultural factors of communication with persons with HF and the health care provider. The
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variables of interest for this study were cultural factors, symptom perception, self-care
management, and caregiver management.

I selected a mixed-mode survey methodology. Before doing so, I considered
solely using online survey methods. An online survey approach decreases cost and
increases efficiency in speed of responses; however, some demographics do not have
access to online surveys, which can lead to concerns of generalizability (Babbie, 2011;
Wharton et al., 2003). Moreover, in studies conducted by Zhang et al. (2017) and
Volkom et al. (2014), survey methods differed according to participants’ age with older
adults more affected by survey methodology than younger participants. Guo et al. (2016)
advised that the characteristics of survey participants should reflect the target population
to decrease bias and increase accuracy of sampling. I used the mixed-mode survey
methodology, which involves the use of both traditional paper and pencil surveys and the
online survey method, to potentially increase the likelihood that individuals who did not
have a computer or internet access could participate in the study.

Definitions

Caregiver: A person who provides care for another person.

Caregiver communication: Constructive and effective communication that is clear
and concise (Communication Tips for Caregivers, n.d.).

Cultural factors: A set of beliefs, moral values, traditions, language, and laws (or
rules of behavior) held in common by a defined group of people (Jin et al. 2016).

Dyad: A social group composed of two members who interact in most social

processes (Miller, 2007).
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Heart failure (HF): A serious heart condition in which the heart is unable to
sufficiently pump enough oxygenated blood to meet the metabolic demands during rest or
exercise (Surikova et al. 2020).

Mortality: The state of susceptibility to death (CDC, 2014b).

Quality of life: “A person’s perception of their position in life as it relate to the
culture and value systems in which they live; quality of life accounts for their goals,
expectations, standards, and concerns” (WHO | WHOQOL, n.d.).

Self-care: The monitoring of symptoms, restrictions, and medication regimen
(Surikova et al. 2020).

Self-care management: The process of learning and practicing skills that enables
persons to manage their health condition on a day-to-day basis, by adopting specific
behaviors (CDC, 2020).

Self-care maintenance: Behaviors that promote physiological integrity and
prevent acute exacerbations through the monitoring and evaluation of symptoms and
adherence to a treatment regimen (Graven et al. 2021).

Symptom perception: A term that refers to listening to one's body, monitoring
signs, recognizing and interpreting the symptoms, and assigning meaning to the changes
an individual may experience (Santos et al. 2019).

Assumptions

Assumptions are principles that are believed to be true without verification (Polit

& Beck, 2012). Assumptions derive from how people think and act and are not under the

control of a researcher (Simon, 2011). Although research suggests poor self-care has been
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linked to low levels of social support within the AA community and potentially
contribute to diminished social interactions (Cousin et al., 2022), I had the assumption
that AA persons with HF and their caregivers desired high quality social interactions
which would potentially lead to better outcomes.

Scope and Delimitations

I chose a quantitative comparative method to investigate the dyadic relationship
between AA persons with HF and their caregivers. I considered using a correlational
research design to evaluate whether the dependent variables, self-care management and
self-care maintenance, were related; however, this determination was not the aim of the
study. I considered a pre and posttest research design; however, measures taken by public
health officials in response to the COVID-19 pandemic prevented in-person meetings and
the ability to perform education in a face-to-face environment (Coronavirus Disease 2019
(COVID-19)| CDC, n.d.). I chose the quantitative comparative research design because it
would allow me to describe the dyadic relationship of AA persons with HF and their
caregivers, not test the strength of the relationship between variables.

Delimitations are characteristics of a study that result from specific choices made
by a researcher (Simon & Goes, 2013). The scope of this study was limited to
community-dwelling AA persons living with HF; these individuals did not reside in
skilled nursing facilities or assisted nursing facilities. They had caregivers who they
selected who helped with daily self-care activities and were 18 years of age or older with
no cognitive impairments. Community-dwelling individuals were chosen because most

persons living in skilled nursing facilities or assisted nursing facilities receive care from
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health care workers. Theoretical underpinnings of this quantitative study design included
a dyadic approach to self-care within the context of chronic illness management.

The theoretical framework for this study were the theory of self-care of chronic
illness and the theory of dyadic illness management, which allowed for the incorporation
of core elements of each theory for the foundation of this research study. The inclusion of
two theories allowed me to capture an integrated approach which focused on influences
of the self-care decision-making process from an interdependent team approach. Both
theories used in this study were inclusive of a dyadic approach. I considered the self-
regulation model of illness developed by Cameron et al. (1993), which incorporates the
experience of physical symptoms and the nature of illness with social environments and
contextual factors on persons with HF’s response to illness (see Jurgens et al., 2009). The
self-regulation model of illness was not chosen because comparing monitoring behaviors
of different ethnicities or even within the same context could potentially lead to
diminishing self-worth (Blanton, 2013). I also considered the actor-partner
interdependence model, which focuses on the interpersonal relationship and how
individuals are influenced by the characteristics and qualities of the members of the dyad,
however, the model was not chosen as interdependencies are unaccounted for and can
lead to bias significance tests (McCabe, 2017). The findings from my study should be
evaluated in other populations to determine the transferability of the dyadic approach to

caregiver communication in chronic disease management.
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Limitations

A limitation of this study was the inability to meet participants face-to-face due to
COVID-19 restrictions that limited social contact (Coronavirus Disease 2019 (COVID-
19)| CDC, n.d.). Limitations restrict accurate representation of the target population,
which reduces generalizability (Baltar & Brunet, 2012). Furthermore, the use of survey
instruments limits the participants to categorical responses and does not allow the
participants to ask questions or seek clarification (Simon & Goes, 2013). Simon and Goes
(2013) also noted that the time it takes a person to complete a survey could potentially
leave participants feeling too overworked. A major limitation to the descriptive research
design is the participants' willingness to answer items honestly in a survey method of data
collection, as well as the reliability of the items within the survey (Siedleki, 2020).In
summary, despite the limitations of study, the survey instruments were useful in
capturing the intended information.

Significance

Some AA persons with HF and their caregivers are unable to effectively
communicate with each other and with the health care provider. The needs of both the
AA person with HF and the caregiver are fundamental to the understanding of self-care
management and the decision-making processes for the dyad (Kitko et al. 2020). This
study provides information to explore effective communication with persons with HF and
their caregivers. AA persons with HF are at a greater risk for comorbid conditions that
significantly decrease health status (Banks et al. 2016). An understanding of HF from a

communication standpoint may affect positive social change by revealing how self-care
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is managed within the dyad. The study findings may increase dyadic understanding and
support improved self-care outcomes, which, in turn, may decrease hospitalizations,
morbidity, and mortality rates and lead to better quality of life (Bidwell et al., 0218).
Summary

HF affects the quality of life for individuals with the condition and their
caregivers. Research into self-care from the dyadic standpoint is important to provide
knowledge that stakeholders can use to potentially decrease the probability of worsening
disease symptomatology and quality of life. AAs with HF and their caregivers are
underrepresented in research across varying study types, and this study may improve
knowledge regarding communication within this culture (Fisher & Kalbaugh, 2011; Ma
et al., 2021; and Scharff et al., 2010). With greater knowledge, policy makers, advocates,
and medical professionals may be able to improve health outcomes, decrease morbidity
and mortality, and improve quality of life for the dyad. The findings may support the
assumptions that the dyad is integral to the success of self-care for the AA person with
HF and their caregiver with emphasis on communication of self-care needs as the most
effective method to improve quality of life (Bidwell et al., 2019). This chapter included
the purpose of the research and the problem statement, which indicated why the research
was necessary. The RQs, hypotheses, assumptions, and theoretical framework were
included in this chapter. Chapter 2 will include a review of the literature that substantiates
the gap in research as well as more details on the two theories that constituted the study's
theoretical framework. I synthesize literature on the social and cultural influences of

behaviors within the AA dyad.
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Chapter 2: Literature Review
Introduction

HF affects almost 6,000,000 patients and families in the United States each year
and is rapidly growing, with estimates of over 8,000,000 people living with heart failure
by 2030 and annual costs of more than $31 million annually (Heidenreich et al, 2013;
Piamjariyakul et al., 2015). AAs have been disproportionately affected by HF compared
to other ethnic groups resulting in greater mortality and complications because of social
determinants and biological factors (Piamjariyarkul et al., 2016). With increased intensity
of symptom management, the caregiver role is integral in the success of the person living
with HF. Research has demonstrated that living with HF is a shared experience for the
person living with the condition and their caregiver, who often demonstrate negative
symptoms related to the caregiver role and the strain associated with worsening HF
symptoms (Beach et al., 2000; Bidwell et al., 2017; Chung et al., 2016; Rohrbaugh et al.,
2009). All-cause rehospitalizations are a priority of the Center for Medicare and
Medicaid Services (n.d.); these have also become an increasing priority for hospital
systems because of increasing readmissions related to HF, according to the agency.

For these reasons, it is imperative that caregivers of individuals with HF
understand how to effectively care for their loved ones through symptom management
and adherence to the prescribed regimen (Heidenreich et al. 2013). The purposes of this
quantitative study were to compare (a) communication of caregivers of AA persons with
HF and self-care management and maintenance, and symptom perception of AA persons

with HF; and (b) cultural factors and symptom perceptions of AA persons with HF and
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their caregivers. This chapter includes the following sections: (a) Literature Search
Strategy, (b) Theoretical Foundation, (c) Literature Review of Variables and/or Concepts,
(d) Summary and Conclusions. The key variables for this study were HF, caregiver role,
caregiver communication, racial/ethnic disparities, and adherence.
Literature Search Strategy

I retrieved scholarly literature by searching the following websites, journals, and
computerized databases: Cochrane, CINAHL (1982 to present), EBSCOhost, PubMed,
OVID MEDLINE (1966 to present), Center for Medicare and Medicaid Services,
American Heart Association journals, and Science Direct journals (1991 to present). The
search was limited to English-language articles. The literature review focused on
caregiver role in symptom management among AA persons with HF, caregiver
communication among persons living with disease, and self-care outcomes of persons
with HF. A total of 35,632 research and review articles populated the search results. Four
hundred fifty-six articles were retrieved, which included primary research and literature
reviews on the caregiver role and communication, self-care, and HF. I reviewed over 200
research articles, and utilized 160 articles for this research study. Keywords and phrases
used in the literature search included heart failure, self-care, caregiver role, caregiver
communication, caregiver stress, caregiver strain, heart failure outcomes, low functional
social support, symptom management, medication adherence, symptom distress, health
disparities, AA health disparities, AA persons with heart failure, caregiver role in the AA

community, caregiver demographics, caregiver education, heart failure caregiver AA
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statistics, caregiver coping strategies, health literacy, AA culture, spirituality, and
socioeconomic disadvantage.
Theoretical Foundation

The theory of self-care of chronic illnesses was the theoretical underpinning for
this quantitative study that addressed the process of maintaining health among AA
persons with heart failure and their caregivers. Self-care is a set of behaviors performed
in both the healthy and disease state; it is a process of managing the symptoms
experienced among individuals with chronic illnesses that is undertaken by both the
patient and caregiver (Riegel et al., 2012). The theoretical constructs of self-care of
chronic illness are self-care maintenance, self-care monitoring, and self-care management
(Riegel et al., 2012). Each element works singularly and in conjunction with the other to
help the individual living with the disease to identify behaviors to better care for
themselves. Conversely, caregivers also engage in care of the person with chronic illness,
making them an active participant in the management of the disease.

Self-care maintenance is described as behaviors used to maintain physical and
emotional stability, improve well-being, and preserve health, focusing on self-
improvement in persons who are well, while mirroring the recommendations of providers
during illness (Riegel et al. 2012). The process of self-care monitoring is a normal
function, characterized as observing changes in various body functions; however, in
chronic illness, the process of determining an action to respond to the change is necessary
before the situation escalates and is the vital link between self-care maintenance and

management (Riegel et al., 2012). Riegel and colleagues (2012) further contended that
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self-care management is the process of evaluation of the changes in signs and symptoms
of illness and determination of the best course of action.

Riegel et al. (2012) developed the middle-range theory of self-care of chronic
illness while caring for persons living with HF. The theory focuses on the challenges and
decision-making skills of the person with HF and the assumptions that self-care during
illness is situation-specific. The theory of chronic illness is undergirded by three
assumptions: how the person with the disease is influenced by their caregivers, how the
person with chronic illness processes the information given to them, and their ability to
understand their comorbid conditions as a whole-body process rather than considering
each illness independent of the other. The theory of self-care of chronic illness is also
supported by seven testable propositions (Riegel et al., 2012):

1. Self-care of chronic illness has core similarities, regardless of the illness. Self-
care monitoring is necessary for patients regardless of illness type. For
instance, self-care is necessary in persons with diabetes, cancer, or heart
disease.

2. Learning occurs through personal experience. Patients with previous
experience of caring for themselves or others with similar illnesses increases
learning.

3. Self-care is learned through critical self-reflection, which happens when
patients engage in critical analysis of themselves and the care they provide for

themselves or others.
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4. Misconceptions and misunderstanding lead to insufficient self-care. The
relationship between patients and health care providers is integral and can lead
to lack of knowledge contributing to low rates of self-care.

5. A person must master self-care maintenance before self-care management can
be mastered. Self-care management is more complex than self-care
maintenance because self-care maintenance requires fewer decision-making
skills.

6. Understanding changes in signs and symptoms is necessary for effective self-
care management. Monitoring of signs and symptoms leads to effective
decision-making skills.

7. Evidence based self-care leads to better outcomes than self-care that is not
evidence based. Using a problem-solving approach of evidence-based care
combines study findings and patient care data that improves patient outcomes
(Melnyk et al., 2010).

The theory of self-care of chronic illness is primarily focused on patient-centered
outcomes which are imbedded in illness stability, increased control over the illness and
the anxiety associated with the illness (Riegel et al., 2012).

Vital to patient success is the involvement of the family members in effective
self-care, which requires the caregiver needs to also be met (Lyons & Lee, 2018). The
theory of dyadic illness management also lends to the theoretical underpinning for this
quantitative research because it is an important aspect of the research regarding the

relationship between the caregiver and the person living with heart failure. Illness
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management theories are often patient-centric and focus primarily on the person caring
for themselves; conversely, the primary focus of caregiver theories is on patient
provisions and patient strain, while the dyadic theory focuses on the dyadic phenomenon
of an interdependent team (Lyons & Lee, 2018). The theory of dyadic illness
management moves beyond addressing patient-centricity or evaluation of the proxy
method, to the dyad analyzing and interpreting symptoms and the response to the illness.
The dyadic perspective fosters collaboration and builds on existing familial relationships
which could lead to better outcomes for both patient and caregiver (Lyons & Lee, 2018).
The care value system is also important to the dyadic model because it focuses on the
plan and goals for the team, ensuring they are effectively balanced. Dyadic health focuses
on illuminating the needs of the patient and caregiver because the mental and physical
needs of all members of the dyad are equally important and must be effectively balanced.
Lyons and Lee (2018) purported there are four contextual risk-protective factors
that influence appraisal and management of behaviors and operate within the realm of
how persons with disease and their caregivers communicate in the social context. These
risk protective factors which are individual, dyadic, social, and cultural, influence the
management of behaviors within the dyad over time leading to fluctuations in dyadic
management and collaborative behaviors. Individual risk factors which influence dyadic
management are age, gender, comorbid conditions affecting the patient or caregiver, and
severity of illness. The quality of the relationship and effective communication are
examples of dyadic factor that influence appraisal. Social support is the most protective

conceptual factor because it encompasses the support from family and friends and often
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includes multiple caregivers helping to manage the illness together. Cultural risk
protective factors include each member of the dyad’s beliefs, values, and traditions, and
includes the health care culture of patient centricity. The authors further suggested patient
and caregiver demographics such as age, gender and comorbid conditions influence the
individual management of the dyadic behavior. Dyadic confidence is influenced by the
status of the relationship and communication of the members within the dyad to
understand and manage the illness. The theory also posits that social support is important
to the protective factor because the influence of family and friends are often overlooked
in theories relating to the caregiver role. Culture is also an important influence in the
management and appraisal of the dyad focusing on moving to a higher level of influence,
which focuses on the family-centered care.

The theory of dyadic illness management focuses on the health of the patient and
caregivers as interdependent and specific to the needs of everyone within the dyad
(Lyons & Lee, 2018). However, incongruency, which is evidenced by the differences in
the patient and caregiver’s feelings and thoughts about the effects of the disease are noted
if the dyad is non-spousal, causing the level of concealment to be greater than in the
spousal dyad (Revenson et al., 2016). Similarly, incongruence was also noted regarding
relationship strain and protective factors, such as the caregivers age and family support
(Bidwell et al., 2015). The level of protective factors varies within each dyad, according
to each person’s level of understanding of cultural and individual factors and the

collaboration within each dyad (Lyons & Lee, 2018).
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The theories of self-care of chronic illness and dyadic illness management
informed my quantitative study, which focuses on maintaining health with health
promoting practices for both members of the dyad (Lyons & Lee, 2018; Riegel et al.,
2012). Factors such as age, gender, social support, and socioeconomic status influence
self-care of the person with heart failure and overlap with factors that influence the dyad,
such as health of both members of the dyad and cultural beliefs, which influences the
outcomes of both members of the dyad. The use of a dyad centric theory departs from
patient or caregiver -centric theories and entails the appraisal and management of
symptoms and overall health of both members and lends to the heterogeneity of the dyad.
The integration of both theories to inform this quantitative study focuses on using
important aspects of each theory which explain the dynamics of the communicative
process between both the person with the disease process and the caregiver. The theory of
self-care of chronic illness focuses on the person with the disease maintaining their health
through health promoting activities, while the theory of dyadic illness focuses on each
member of the dyad equally, ensuring each person’s needs are acknowledged. The core
concepts of both theories were the basis for the study, with self-care maintenance, self-
care monitoring, and self-care management as the foundation and the dyadic concepts of
symptom appraisal, dyad health, and behavior management as the pillars supporting the
foundation.

The appraisal of symptoms is a concept which includes factors of self-care such
as experience, skill, cognition, and confidence (Riegel et al., 2012). The health of the

dyad is a concept that involves attributes of self-care which include access to health and
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support from other members of the larger dyad, such as adult children and friends.
Furthermore, behavioral management is an important concept comprised of dyadic
culture, habits, confidence, motivation, and functional ability to engage in self-care.
Integral to both theories are the communicative process of the members of the dyad, how
each member understands and exchanges information and can achieve optimal outcomes
that are mutually beneficial for both members. Figures 1 and 2 are a map and table of the
key concepts of how the theory of self-care of chronic illness and the dyadic illness
management theory integrate to inform this research study.

Theory of self-care of chronic illness was used to capture a holistic view of how a
person with HF self-cares (Jaarsma et al., 2013; Riegel et al. 2018; Vellone et al., 2016).
The focus of the theory of self-care of chronic illness is identifying challenges that
persons with HF have when caring for themselves and their ability to make decisions
regarding their lifestyles and their chronic conditions. Additionally, the core concepts of
the TSCCI are self-care monitoring, self-care management, and self-care maintenance,
with each concept being an integral part of the holistic view of self-care. Change in
disease may not always render symptoms or a change in objective data, thus, symptoms
can influence various parts of the self-care process. Studies with the theoretical
underpinning of the TSCCI are focused on the dynamics of self-care of the person with
the disease process with limited consideration of the dyad as an important concept
(Jaarsma et al., 2013; Riegel et al., 2018).

Jaarsma et al. (2013) performed a secondary analysis using studies from 22

different countries, which identified persons with HF, not the dyad. The secondary



26

analysis included data from studies conducted in countries such as Spain, the
Netherlands, Brazil, and the United States identified. Findings of the study suggested
culture is an important consideration in HF self-care, but also most self-care behaviors
can be improved through patient education. Jaarsma et al. (2013) considered culture an
important aspect of patient education, the researchers did not focus on the family dyad as
an important piece of the culture or subculture within this study.

Riegel et al. (2018), conducted a cross-sectional survey design using a 20-item
self-report instrument with three separate scales measuring each aspect of the TSCCI,
self-care maintenance, self-care monitoring, and self-care management. The research was
performed to evaluate the validity and reliability of the instrument, but also revealed two
dimensions of behavior by people with chronic illness, autonomous behaviors, and
consulting behaviors. Autonomous behaviors were defined as those which the person
with chronic illness innately performed, while consulting behaviors were suggested while
talking with others. The research identified the consulting behaviors as those of health
care providers, with no identification of the contribution of the dyad. Additionally, the
researchers noted many of the participants were middle-aged European American men,
which limits the generalizability to AA persons with HF. AA persons with HF were
underrepresented in the identified research studies; therefore, the studies lacked the
generalizability to appreciate the cultural differences and socioeconomic indicators of the
AA population.

The theories that underpinned this quantitative research study lack the

generalizability needed to include the AA culture. To better understand how AA persons
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with HF self-care within the dyad using effective communication skills, it is necessary to
use existing theories that support effective self-care and relationship and cultural
dynamics. the theory of self-care of chronic illness and the theory of dyadic illness
management have a shared focus on patient and caregiver (see Figure 1). Incorporation of
health promoting activities encourages the communicative process to ensure the exchange
of information continues between the patient and caregiver. The needs of the dyad are
being met through the exchange of information during the communicative process. Dyad
health is the central theme to successful incorporation of symptom appraisal and behavior

management.



Figure 1
Comparisons of the Theories of Self-Care of Chronic Illness and Dyadic Illness

Management
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Figure 2

Integration of Theory of Self-Care of Chronic Illness and Theory of Dyadic Illness
Management
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Self-Care Management and Maintenance

Self-care maintenance is complex process of maintaining physiological stability
through routine symptom monitoring and adherence to treatments (Chuang et al., 2019).
Behaviors of self-care maintenance include following health care providers advice,
making healthy lifestyle choices and monitoring symptoms (Sethares et al., 2017).
Findings by Chuang et al. (2019) note self-care maintenance is positively affected by
self-care management and positively affects self-care confidence, which is consistent

with the findings by Massouh et al. (2020) of increased self-care maintenance is
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significantly associated with self-care confidence. Heart failure specific knowledge was
also associated with increased self-care maintenance and decreased depressive symptoms
(Chang et al. 2019; Massouh et al. 2020;).

Self-care management is defined as a set of specific behaviors that an individual
practices daily which can reduce the emotional and physical impact of illness and prevent
exacerbations, and promote health (Mammen et al. 2018). The requisites of self-care
management entail symptom recognition, symptom perception and management of
symptoms (Baah et al., 2021). Symptom recognition is challenging and consists of
awareness of bodily changes, symptom perception is the ability to interpret and label the
symptoms, while symptom management is treating symptoms based on symptomatology
and evaluation of the treatment (Hedemalm et al., 2008; Lee et al. 2015; Santos &
Schafer-Keller, 2021; Sousa et al. 2021).

Treatment of disease specific symptoms requires identifying and understanding
the symptoms at the onset and prompt treatment of the symptoms (Sousa et al. 2021).
Important to the overall well-being of the person living with chronic disease is the need
to evaluate whether the treatment was effective and performing additional care if the
treatment was ineffective (Anekwe et al. 2018).

Symptom recognition is an important function of self-care management requiring
a set of behaviors which are specific to the decision-making process and vital
components of successful self-care and can lead to better health outcomes (Al-Hammouri
et al. 2020; Biddle et al. 2020). Sho and Chen (2019) found that persons who receive self-

management interventions showed significantly lower HF-related symptoms than persons
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that did not receive an intervention, which agrees with a study performed by Lee et al.
(2017) suggested persons who practice self-care behaviors are less likely to be
hospitalized or need emergency care than those who have poor self-management. A
limitation of the study conducted by Shao and Chen (2019) was an increased rate of
attrition and the use of a caregiver group without record of the caregiver demographics,
excluding their results from the study; however, a limitation of both studies was recall
bias. Lee et al. (2017) had limited access to the patient medical record and had to rely on
the caregiver as the historian, whereas, Shao and Chen (2019) noted the advanced age of
the participants a limitation to the study. Strengths of the studies were large sample sizes,
allowing the identification of standards deemed as best practice within the field of HF.
Symptom perception refers to whether a person notices a change in how they
usually feel or behave when they are not having an exacerbation (Okada et al. 2019).
Findings suggest perceived changes are difficult for persons with HF because the
symptoms are not severe enough to seek treatment and the person has difficulty
understanding and attributing symptoms to HF if the symptoms are not clustered, for
instance, fatigue and weight gain (Okada et al. 2019; Riegel et al. 2018). Furthermore,
additional findings demonstrate when a person struggles with interpretation of symptoms,
they have reduced decision-making skills which are attributed to longer delays in seeking
care. Lastly, comorbid conditions and increased age were also indicative of poor
symptom perception and led to longer delays in seeking care, which is consistent with the

findings noted (Okada et al. 2019; Riegel et al. 2018).
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The large sample size was a notable strength of the study by Okada et al. (2019)

and a small sample in the study by Riegel et al. (2018) allowed more depth, which both
studies suggest are useful in clearly recognizing the relationship between symptom
perception and delays in seeking medical treatment. A notable limitation of both studies
was the lack of diversity, with both studies enrolling more men with HF than women,
reducing homogeneity of the findings. Additional limitations of the findings were the
advanced age, which could potentially lead to recall bias. Moreover, comorbid conditions
were noted in participants with advanced age, leading to attributing symptom
characteristics being similar in varying chronic illnesses, which also led to delay in
seeking care.

Identification and management of heart failure symptoms requires early
recognition and interventions to decrease delays in treatment (Vuckovic et al. 2020).
Symptom management in HF includes reducing symptom experience and improving
symptom severity by minimizing the common symptoms experienced by persons with
heart failure (Thida et al. 2021; Heo et al. 2020). Symptom management in persons living
with HF is complex because of the diverse cluster of symptoms experienced and the
subjective nature of symptomatology, which can vary daily (Koshy et al. 2020; Thida, et
al. 2021; Vuckovic et al. 2020). If persons living with HF understood the pathology of the
illness and had the ability to identify early signs and symptoms of the disease, it would
result in better symptom status and fewer hospital readmissions (Chin et al., 2020; Sousa
& Santos, 2019). However, heart failure symptoms are not disease specific and persons

with HF often have comorbid conditions which inhibit the ability to recognize HF



33

symptoms versus symptoms of other chronic conditions (Thida et al. 2021; Vuckovic et
al. 2020). People with chronic conditions must take responsibility for managing their
symptoms while incorporating strategies to better manage their symptoms instead of
taking the “wait and see” approach to symptom management (Thida et al. 2021).
Worsening heart failure and increased hospitalizations were attributed to poor
symptom assessment (Heo et al., 2020; Thida et al. 2021). The underlying theme of the
studies were the recognition of signs and symptoms of worsening HF did not always lead
to persons with HF seeking attention of medical providers (Sethares et al., 2021; Thida et
al. 2021; Wang et al., 2020). Common reasons for delay in seeking medical treatment
were the inability to attribute symptoms to a specific chronic condition. The delay in
recognition of changes in persons with HF are due to changes in cognitive status such as
advanced age, leading to some forgetfulness, and psychological factors, such as
symptoms of depression (Heo et al., 2020; Sethares et al. 2021; Wang et al., 2020).
Limitations varied in each study according to the study design; for instance, one
notable limitation of the cross-sectional study performed by Heo et al. (2020) was the
inability to examine the causal relationships among the variables of symptom
management, which coincides with limitations noted in the studies by Sethares et al.
(2021) and Wang et al. (2020) which also identifies the need to analyze causality among
the physical and psychological variables of symptom management. Limitations noted in
the studies were the person with HFs ability to identify and recognize symptoms specific
to heart failure if there were comorbid or multimorbid conditions (Heo et al. 2020; Thida

et al. 2021). The use of a self-reported questionnaire was also a limitation because of the
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advanced age and inability to recall symptoms specific to HF (Heo et al. 2020; Sethares

et al. 2021). Of the studies noted, dyadic influence was limitation with little to no
information given regarding how the dyad affected self-care maintenance or
management.

Self-care behaviors of persons with heart failure are actions taken by a person to
improve their health, which include diet, exercise, lifestyle modifications, visiting their
health care provider regularly and getting the proper amount of rest. Three core concepts
of self-care identified by Riegel et al. (2016), self-care maintenance, symptom
perception, and self-care management. Self-care maintenance includes treatment
adherence and healthy behaviors, while symptom perception includes detection of
symptoms and interpretation of symptom meaning. Lastly, self-care management is how
the person with heart failure responds to their symptoms.

Heart failure symptoms and self-care behaviors affect patient outcomes, with
symptoms an important driver in limiting the amount of self-care performed (Auld et al.,
2018). Auld et al. (2018), conducted a longitudinal study to determine whether patterns of
physical symptom are associated with self-care behaviors in persons living with heart
failure; conversely, Liljeroos et al. (2020) conducted a study clarifying the relationship
between self-care and clinical outcomes and to identify factors related to self-care
changes. The educational intervention by Auld et al. (2018) showed improvement in self-
care outcomes and suggested the more severe the symptoms, the more engaged in self-
care behaviors the person with HF becomes. This contrasts the findings by Leljeroos et

al, (2020) which showed the participants had poor self-care despite the education and
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follow-up at a HF clinic. Both studies suggested an increase in depression were
associated with low levels of self-care leading to decreased self-care behavior.

Lee et al. (2017) performed a study involving community-dwelling HF patients
which measured the self-care behaviors of maintenance, management, confidence, and
consulting behaviors. In a related study, Schumacher et al. (2018) explored the self-care
decision-making processes of community-dwelling individuals with heart failure. The
aim of the study by Lee and colleagues identified three patterns of self-care, good self-
care, poor self-care, and maintenance focused behavior, whereas Schumacher et al.
(2018) identified patterns of self-care behaviors in HF patients and their association with
clinical events, identified as good symptom response, hospitalization, or emergency care
during follow-up. Interestingly, findings by Lee et al. (2017) revealed a correlation
between poor symptom response and worse HF metrics, such as functional class, and
burden of HF symptoms, which aligns with the findings by Schumacher et al. (2018),
which showed participants aligned their life with their disease and monitor symptoms for
changes; however, the change in symptoms did not always warrant effective action, such
as contacting their provider. The implementation of behaviors to minimize and eliminate
symptoms of HF resulted in progression towards a sedentary lifestyle (Schumacher et al.
2018), which consequently aligned with the findings by Lee et al. (2017) which indicates
an important predictor of clinical outcomes is how the patient with HF’s ability to
recognize and response to symptoms.

A noticeable weakness in both studies is they lacked diversity, with no AA

participants noted in the study by Schumacher et al. (2018) and the lack of demographic
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information regarding the ethnic characteristics in the study by Lee et al. (2017), which
took place in Italy. The lack of AA participants noted in both studies decreases
generalizability. Furthermore, both studies took place in various regions of the world and
lacked sufficient data to generalize to other regions, as noted by both Lee et al. (2017)
and Schumacher et al. (2018). Additionally, age and educational background were
noticeable weaknesses in both studies with most HF patients over 70 years of age and the
lack of diversity within the educational realm, with few college graduates noted in both
studies. The large sample size of the study by Lee et al. (2017) was a noticeable strength
which allowed the emergence of the distinct patterns of self-care; while the sample size
of the study by Schumacher et al. (2018) was small, the researchers used the triangulation
methodology which increased the credibility and validity (Polit & Beck, 2012).

Self-care of the person with heart failure encompasses the three core concepts of
self-care, self-care maintenance, self-care perception, and self-care management. Auld et
al. (2018) and Yang and Kang (2018) suggested the more engaged the person with heart
failure is with their symptoms, the more likely they are to engage in self-care and address
the unpleasant symptoms associated with the disease. Through self-care education, the
person with heart failure increases their self-efficacy and confidence by addressing the
symptoms of heart failure. The findings are also congruent with the findings by Al-Sutari
and Ahmad (2017), which indicated educational programs improved self-care behaviors
among patients with heart failure. Conversely, the findings by Schumacher et al. (2018)
do not support the notion that community-dwelling persons with heart failure are experts

at self-management even after education. Instead, the findings by Schumacher et al.
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(2018) suggested persons with heart failure implement behaviors to minimize, eliminate,
and avoid symptoms by reducing participation in exertional activities, which leads to a
more sedentary lifestyle. Monitoring of symptoms was reported as an easy task; however,
monitoring did not affect how the person responded to the reported changes in condition.
These results are consistent with findings by Lee et al. (2018), which suggested low
levels of symptom response behaviors were partly due to poor symptom perception.
Heart Failure Self-Care

Self-care by people with heart failure (HF) is vital for successful management and
essential for optimal disease management (Gallagher et al., 2011). Successful self-care
can be challenging with few patients developing enough knowledge to avoid repeated
hospitalization (Riegel et al., 2007). The key components of self-care for persons with HF
include behaviors that engage patients in the maintenance and monitoring of symptoms
and increases their ability to manage their disease process through implementation of
lifestyle changes, which can decrease heart failure symptoms and delay disease
progression (Fivecoat et al., 2018; Liou et al., 2015). Self-care includes monitoring and
recognizing symptoms, adhering to a treatment plan, taking appropriate action to manage
symptoms, and evaluating the effectiveness of actions (Chamberlain, 2017). Integral in
effective self-care is the management of unpleasant symptoms, which include chest pain,
difficulty sleeping, palpitations, lack of energy, shortness of breath, lack of appetite and
swelling of arms and legs (Yang & Kang, 2018). Additionally, obstacles affecting the
person with heart failure’s ability to practice self-care are the lack of knowledge

regarding recurrent signs and symptoms of HF and challenges that prevent effective care
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including language barriers and patent participation (Bui & Fanarow, 2012; Heidenreich
et al., 2013).

Self-care of patients with HF is often complicated by comorbidities, which may
lessen the patients’ ability to effectively monitor the syndrome processes well (Buck,
2012). Dickson, Buck, and Riegel (2013) argued each condition comes with a unique set
of symptoms, self-care practices and clinical management requirements. The ability to
monitor and recognize symptoms of HF exacerbation through reflection can lead to
increased knowledge and improvement in self-care management (Sethares & Asselin,
2017). For instance, symptoms of heart failure may mimic symptoms of other disease
processes, such as dementia. A person living with dementia and heart failure may
attribute their increase in confusion to their dementia, without recognizing increased
confusion is also a complication of HF.

Individuals of lower socioeconomic status (SES) and those who were uninsured
tended to have more difficulty performing self-care because they were more likely to
have less than a high school education, they were often unemployed and lived below the
poverty line with an annual income of less than $10,000 per year (Macabasco-O’Connell
et al., 2008). In studies conducted by Macabasco-O’Connell et al. (2008) and Schnell-
Hoehn et al. (2009) persons with heart failure demonstrated difficulty adhering to dietary
guidelines because they often purchased prepackaged foods, which are high in sodium,
because of the inability to afford fresh fruits and vegetables. Similarly, low health literacy

was also correlated with less knowledge regarding prescription medication labels and
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inadequate engagement in self-care behaviors, while also overutilizing health resources
(Wu et al., 2017).

Self-care of the person living with HF is influenced by family values and cultural
and religious beliefs and caregiver roles that are not consistent with the medical model of
how self-care should be performed (Riegel & Dickson, 2015). Studies by Riegel et al.
(2015) and Deek et al. (2015) suggested the role of caregiver is an integral part of self-
care, which is often demanding and can lead to caregiver burden and reduced quality of
life. In similar studies conducted by Herber et al. (2017) and Rong et al. (2016) self-care
behaviors were both positively and negatively supported through cultural preferences and
habits that were part of the broader life experience.

Self-Care and Comorbid Conditions

Persons with HF often live with other comorbid conditions, such as diabetes,
chronic kidney disease, high blood pressure, obesity, and various forms of cancer,
requiring treatment from multiple health care providers (von Haeling et al., 2016). HF
affects multiple body systems, such as heart and renal systems, causing abnormal
hemodynamic processes and the activation of inflammatory processes (Rushton et al.,
2011). There is strong correlation in persons with HF having a higher prevalence of
noncardiac comorbidities leading to adverse clinical outcomes (von Haeling et al., 2016).
Confounding conditions can lead to a delay in disease diagnosis and increases the
potential to lack of specificity regarding the diagnosis or treatment of heart failure (NICE,

2010). Comorbid conditions come with varying symptoms and symptom management,
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requiring the person to integrate self-care instructions for multiple conditions into a
coherent whole (Dickson et al., 2012).

Comorbid conditions are associated with a decrease in a person’s ability to
perform self-care and lead to increases in hospitalization and inadequate quality of life
(Buck et al. 2015). Chronic diseases affect each aspect of an individual’s life,
psychologically, socially, and physically, resulting in difficulties fulfilling expected
family roles, limitations in social activities, and increasing social isolation. Dogu and
Aydemir (2018) conducted a cross-sectional study designed to evaluate and compare the
emotional status of persons receiving inpatient treatment for chronic diseases, such as
heart failure, kidney disease, and chronic obstructive pulmonary disease (COPD) and
identify factors associated with anxiety and depression. Similarly, Aggelopoulou et al.
(2017) conducted an observational study which assessed the level of anxiety, depression,
and quality of life in persons with HF. The research findings of both studies identified
increased loneliness and the inability of an individual to meet their own needs caused by
disease progression, which diminished and degraded the person with HF’s quality of life,
leading to a more sedentary lifestyle (Aggelopoulou et al. 2017; Dogu & Ayedemir,
2018). Additionally, depression scores were higher in persons with HF over the age of
fifty in one study, while anxiety rates within the same study were lower in persons with
HF than in in those patients with other chronic diseases, such as renal disease and COPD
(Dogu & Ayedemir, 2018). However, Aggelopoulou et al. (2017) noted the severity of
disease progression, utilizing the New York Heart Association (NYHA) Class scale,

increased symptoms of both anxiety and depression. Moreover, anxiety and depression
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negatively impact the treatment of persons living with chronic diseases (Dogu &
Ayedemir, 2018; Aggelopoulou et al., 2017).

The lack of community-dwelling participants in both studies hindered the
generalizability of the findings. Yeh and Shao (2018) conducted a cross-sectional study
to determine the ratio of community-dwelling older adults living with HF who also had
depression. Findings of the study aligned with the previous findings noted by Dogu and
Ayedemir (2018) and Aggelopoulou et al. (2017) which purported the higher the
classification of NYHA of HF, the more depressive symptoms the individual
experienced. Interestingly, married participants accounted for more of the study sample
across all three studies than unmarried persons. Mean average age was closely related in
all three studies, with the average age over the age of 55 years old. Finally, the findings
indicated health care practitioners must consider disease conditions and other factors,
such as marital status, when providing effective nonmedication interventions for
depression and HF.

Buck et al. (2015), conducted a secondary analysis of persons living with heart
failure and other comorbid conditions. Results revealed that self-efficacy was important
to the person’s self-care maintenance behaviors at each level of comorbidity. Participants
had at least one comorbid condition, were primarily married, male, and had lived with HF
more than 4 years. The findings supported prior studies which suggested self-efficacy is
associated with a better quality of life and the inability to differentiate between symptoms
is extremely difficult for persons with HF and other comorbid conditions (Riegel &

Dickson, 2008; Dickson et al., 2011; Dickson et al., 2013).
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Obesity is a common comorbid condition of heart failure and significantly
increases the risk of new-onset HF (Horwich et al., 2018). However, mild to moderate
obesity is associated with improved survival compared to normal-weight patients. This
paradox is important to understand and the how the effects of obesity are different in
varying age groups. According to the Framingham study, an increase of 1kg/m? increases
the risk of HF by 7% in women and 5% in men, yet despite the increase in risk of HF
with increase in weight; overweight and obese persons have a better short and
intermediate-term prognosis than persons with a leaner BMI (Kenchaiah et al., 2002;
Lavie et al. 2016).

Halldin et al. (2016), conducted a prospective analysis to examine the obesity and
overweight impact on the risk of developing HF in women of different ages. The reported
findings included persons between the ages of 25 and 65. Women, who were obese, had
an increased risk of hospitalization and mortality with HF than those over women 65
years of age, who became obese later in their life. Obesity proved more harmful in the
development of HF in younger ages than in older women and significantly increased in
obese middle-aged women (Clark et al., 2018).

Approximately 30% of HF patients have diabetes (von Haelhing et al., 2016). Lee
et al. (2017), explored whether the relationship between body mass index (BMI) and
survival differs in persons with HF and persons with HF and diabetes mellitus (DM). The
research participants with HF and diabetes had a greater BMI and more comorbid
conditions than the persons without diabetes. Findings suggest obesity was associated

with longer survival in heart failure patients without diabetes than in persons with
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diabetes; therefore, negating the positive impact obesity had in persons with heart failure
(Lee et al. 2017). Conversely, in a prospective study in Asia, the relationship between HF
outcomes and obesity were investigated using a more combined approach to obesity,
BMI, and weight-to-height ratio (Chandramouli et al, 2019). Findings suggested higher
BMI is associated with better outcomes and worse outcomes were observed in persons
with low BMI and higher weight-to-height ratios, such as, more trunk fat and lower
skeletal mass.

Lind et al. (2012) explored the relationship between glycemic control and
hospitalization in persons with HF. Results of this study indicated an increased risk of
hospitalization if the person has poor glycemic control in Type I or type II DM, with
Hemoglobin A1C (HgbA1C) greater than 7%, compared to persons with a HgbA1C less
than 7%. Persons with DM type I had a 30% increased incidence of HF compared with
persons with DM Type II, who had a 12% increase in HF, due to longer periods of
exposure in Type I DM. Persons with HF who were also obese and had DM had poor
survival rates when compared with persons with HF who were only obese (Lee et al.,
2017). HF is the most frequent cardiovascular event in persons with diabetes, compared
with other comorbid conditions, such as myocardial infarction and stroke (McMurray et
al., 2016).

As the United States population ages continues to age, heart failure and cancer
will become increasingly more prevalent. According to the National Cancer Institute
(NCI), cancer treatments such as chemotherapy, chest radiation, and immunotherapy can

increase the likelihood a person will develop heart failure. Harrison et al. (2018)
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conducted a retrospective cohort study to examine the association between heart failure
and long-term survival among older women with breast cancer. The findings indicated
lower survival rates among women with HF and early-stage cancer than HF alone, and
even less if they have a more advanced form of breast cancer. Women with HF had a
greater comorbidity burden that may contribute to mortality than if they had breast cancer
alone. Additionally, cancer survival rates exceeded 70% in women with stage I and II
breast cancer and decreased to 48% in women with stage III and IV breast cancer. Cancer
treatment should be multimodal and individualized as effects of cancer treatment can lead
to cardiovascular complications and reduced quality of life (Harrison et al. 2018).

An increased risk of cancer was noted in a large study conducted by Bankes et al.
(2016) in the Danish population living with HF. The findings are consistent with research
findings by Hassin et al. (2013), who reported a 60% increased risk of cancer in
American HF patients. Tuzovic et al. (2019) argue comorbid HF and cancer have a higher
risk of inpatient mortality because often the patients are older and have other comorbid
conditions, including hypertension, COPD, chronic kidney disease and DM. A recent
study argues malignancy is fostered by HF-induced pathways through and a causal
relationship between tumor growth and HF (Meijers et al., 2018).

Persons with HF often have other chronic health conditions which cause them to
have persistent symptoms and inadequate quality of life (Lawson et al., 2018). Numerous
chronic disease conditions have symptoms which mimic heart failure, causing a delay in
diagnosis and treatment. When treatment occurs, it often focuses on the cardiovascular

status rather than individualized treatment of each person with HF and other comorbid
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conditions. Lawson et al. (2018) found that comorbid conditions were associated with
more several overall symptom burden than cardiovascular comorbidities, with shortness
of breath attributed to non-cardiovascular comorbidities, such as renal failure and
diabetes. The findings suggested individualized treatment is the best option to align
symptoms for each person with different chronic conditions, increasing overall quality of
life.

The rate of cardiovascular disease is higher among Aas than European Americans,
with significantly higher HF hospitalizations among AAs compared to other ethnicities
(Ziaeian et al. 2017). The burden of HF hospitalization among AA men and women
reflects the higher morbidity and mortality from cardiovascular disease (Ziaeian et al.
2017). Moreover, Discrimination and chronic stress contribute to adverse cardiovascular
health among minority groups (Ziaeian et al. (2017). Health care and nursing have been
purposeful in working on disease-targeted roles and single disease trajectories, which
does not include the view of the integrated approach to care of the person with HF and
other comorbid conditions (Rushton et al. 2011). The review of the literature
substantiates that limited research has been conducted on comorbidities in AAs (see also
Banks et al., 2016).

Caregiver Role

The role of caregiver is an integral function for persons living with HF as the
complexity of the illness increases the burden placed on the caregiver increases (Burke et
al., 2019; Gusdal et al.,2016). As persons with heart failure continue to age and become

less active, they often depend more on others for self-care, which negatively affects
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quality of life of family caregivers (Puuerveen et al., 2018). The caregiver role is
multifaceted, involving the daily demands of heart failure, such as self-care activities
which include preparing meals, medication preparation and monitoring food intake
(Grant & Graham, 2019).
Heart Failure Patient and Caregiver Communication

The relationship between the person with HF and the caregiver is significant to
effective communication when navigating the health care system (Dionne-Odom et al.
2017). Research revealed the lack of communication about the prognosis of the person
with HF as a major obstacle (Fitzsimmons, 2019). Effective communication between
patient and caregiver is an important concept measured in families by their ability to
communicate with each other and health care providers (Im et al. 2019). The quality of
the relationship between the person with HF and the caregiver depends on how well they
communicate and the impact of living with a chronic condition (Bouldin et al. 2019).

Studies aimed at understanding the dyadic relationship, focused on how patient
outcomes impacted the caregiver and caregiver burden; however, the studies noted did
not assess the dyadic communication level or the marital or relationship quality (Agren et
al. 2012; Bidwell et al. 2018; Bouldin et al. 2019; Deek et al. 2017). Assessment of
dyadic relationships used the latent class analysis model, which used patient reported
relationship quality (Bouldin et al. 2019). The four reported relationship classifications
were collaborative, avoidant, distant or antagonistic. The patient described collaborative
dyadic relationships as close in nature, with frequent communication, which included

face-to-face visits. The antagonistic dyad, while initially providing more in-home care;
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90% (n=30) of the participants in the antagonistic group reported feelings of at least one

negative emotion when talking to their caregiver. The avoidant dyadic relationship was
described as close, with frequent communication but many patients avoided the
conversation about HF. In distant dyadic relationships, 60% (n=35) of the patients
described the relationship as close in nature, with HF discussion important; however, in
less than 15% (n=35) of the participants, they saw their caregiver face-to-face less than
two times per week and talked on the phone to them less than two times per week (n=35,
0%). Each dyad demonstrated depressive symptoms created communication barriers,
however, relationships improved so did the quality of the interactions, allowing the
caregiver to better recognize the signs of depression in the person living with HF
(Bouldin, 2019).

Dyads were excluded if the caregiver did not rate the person living with HF’s
depressive symptoms. Generalizability was limited because the study took place in a
single source setting, making it difficult for the distinct group to represent similar groups.
Additional limitations of the study were the lack of female participants in the patient
group, only 1% were female, while 69% of caregivers were female. AA participation was
also low, with 22% of the patients and 23% of the caregivers of AA origin, which also
limits generalizability. Strengths of the research were the sample size and emergence of
dyadic relationships which will inform practice on how to manage depressive symptoms
in patients.

Patients and their caregivers were often knowledgeable about their illness but are

deficient in social support and how inadequate communication impacts shared decision-
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making skills, increasing the physical burden on the caregiver (Lyons et al. 2020;
Bouldin et al. 2019; Fitzsimons et al. 2019; Chi et al., 2018; and DeSanto-Medeya &
Safizadeh, 2017). The caregivers’ ability to monitor the patient’s self-care relies heavily
on the quality of the relationship and how well the dyad communicates (Bouldin et al.
2019). Communication barriers reported by the caregiver where the patient was critical of
the care they received and avoidant of discussing the disease. Moreover, ineffective
communication led to inadequate understanding of the disease, psychological distress,
such as anxiety, and resulted in the caregiver’s feelings of loneliness and lack of social
support (Bidwell et al. 2018; Chi et al. 2018; Fitzsimmons et al. 2019). Lyons et al.
(2020) suggests poor communication within the dyad lessens collaboration and stifles the
relationship. Support for the caregiver through open communication with the patient with
HF and the health care provider, can help lessen caregiver dissatisfaction (DeSanto-
Madeya & Safizadeh, 2017).

Notable limitations across the studies noted were the low response by AAs
participants and small sample size (Chi et al. 2018; Im et al. 2019; and DeSanto-Medeya
& Safizadeh, 2017). However, in similar studies conducted by Bidwell et al. (2018), or
Lyons et al. (2020) sample size was not a limitation. The use of a single study site also
limited generalizability across the studies.

The dyadic relationship between the AA person and their caregiver is a limited
research topic because response rate is low. My research study may provide insight and
inform initiatives toward increased self-care outcomes for AA persons with HF and their

caregiver in the community-dwelling setting.
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Summary and Conclusions

There are multiple studies regarding the self-care of heart failure; however, little
is known about the communicative process between the AA person with HF and their
caregiver. Caregiver involvement in daily self-care activities has led to positive effects in
clinical outcomes in HF; however, research does not address the well-being of the
caregiver of the person with the chronic condition in the AA community. AA caregivers
accounted for less than half of participants and those included in the studies were
significantly less than other ethnic backgrounds. The dyadic relationship is complex, and
the phenomena there is limited research in the context of simultaneous integration of
care. Education to mutually support the person with HF and their caregiver to promote
increased communication is necessary to understand the complexities of the AA person
with HF and their caregiver. Conducting a descriptive comparative study to discover and
understand the dyadic relationship between AA persons with HF and caregiver’s
communication with health care providers will provide insight and inform initiatives
aimed at the improvement of self-care outcomes for both patient and caregiver in the

community setting.
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Chapter 3: Research Method

Introduction

The purposes of this descriptive comparative analysis research study were to
examine (a) communication of caregivers of AA persons with HF and self-care
management and maintenance, and symptom perception of AA persons with HF; and (b)
cultural factors and symptom perceptions of AA persons with HF and their caregivers. I
examined the differences in self-care management, self-care maintenance, and cultural
factors of the dyad. In this chapter, I outline the methodological approach I used to
identify and describe dyadic communication between AA persons with HF and their
caregivers involving self-care decision-making processes.

Chapter 3 includes a description of the research design and rationale;
methodology, including criteria for participant selection, sampling and sampling
procedures, instrumentation and operationalization of constructs, ethical considerations,
and threats to validity.

Research Design and Rationale

T used a descriptive comparative analysis research design. Data were collected via
a descriptive survey, which was administered to participants identified during the
recruitment process. I placed the domain address on the flyer for persons who met
inclusion criteria to complete the survey. Some persons completing the survey may have
had limited internet access or computer capability. The use of a mixed-mode survey
approach allowed participants to respond via online or mail methods. The use of such an

approach addresses major concerns and inadequacies of limited internet access and
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computer availability by improving coverage, increasing response rates, reducing
nonresponse error, and reducing cost (de Bernardo & Curtis, 2013; de Leeuw 2018).
Furthermore, the mixed-mode methodology of online and mail questionnaire is similar in
mode measurement effects and can be utilized in the same questionnaire (de Leeuw
2018).

I collected data to describe the communication relationship between the AA
person with HF and their caregiver. I chose the survey method because it aligned with the
RQs and purpose. The use of survey instrumentation was the most beneficial method to
gather data describing how the AA person with HF and their caregiver communicate their
self-care needs. Researchers use the survey method to describe attitudes and behaviors
and explain and explore constructs and characteristics of given populations (Burkholder
et al. 2016). For RQ1, the independent variables were AA persons with HF and the
caregiver of the AA person with HF. The dependent variables were communication
(culture, mistrust, and spirituality); self-care management, self-care maintenance, and
symptom perception of the AA person with HF; and the self-care management and
maintenance of the caregiver of the AA person with HF. I used a descriptive research
design to align the RQs to demonstrate whether there was a difference between variables
and how each variable influences communication within the dyad.

An advantage of using a quantitative descriptive survey design is that it allows
data to be collected in a purposeful way from groups of respondents whose characteristics
reflect those of the larger population (Babbie, 2014). Additionally, Burkholder et al.

(2016) reported that self-administered surveys are less costly than other types of surveys
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and afford the participants a greater sense of privacy; because they are confidential,
participants are more willing to answer sensitive questions. Thus, the comparative
analysis design aligned with the RQs and methodology as a useful tool to gather
information about how each person within the dyad engages in self-care activities. [ used
this design to describe how the members of the dyad communicate with each other.
Methodology

In describing their methodological approach, a researcher describes how they will
undertake, or undertook, their research (Howell, 2013). As part of my methodological
approach, I used a descriptive comparative analysis research design. Key aspects
included the sample, setting, data collection procedures, and instrumentation.
Population

The target population consists of individuals within a well-defined group being
studied whose members have a certain set of characteristics (Fain, 2009). According to
the U.S. Census Bureau (2020), there were 308,700,000 people living in the United
States, approximately 6,200,000 of them living with HF and AA are the second largest
minority population in the US at 13.4%. The prevalence of HF in AA persons was 9.1 per
1,000 years and they are 2.5 times more likely to suffer and die from complications of HF
(Heart Failure Facts & Information, n.d.; Nayak, 2020; Wu et al. 2016). The target
population for this research study were (a) AA persons aged 18 and over who have HF
and (b) caregivers aged 18 and over who assisted with self-care activities for AA persons

with HF.
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Sampling and Sampling Procedures

A sample is a subset of the population that is selected as representative of the
population because its key characteristics are viewed as similar (Polit & Beck, 2012).
Sampling is the process of selecting observations for analysis and is classified as either
probability or nonprobability sampling (Babbie, 2014). For this research study, I chose
the nonprobability sampling method of snowball sampling to reach the target population
of AA persons with HF and persons identified as their caregiver. To reach potential
participants, I used the approved social media platforms Facebook, Instagram, LinkedIn,
and Twitter. Additionally, email invitations were sent to colleagues, coworkers, family,
and associates to share with members of their communities and organizations. In
addition, I emailed pastors of local churches and requested that they include my
recruitment flyer in their Sunday bulletins. The snowball sampling approach is the most
appropriate method to utilize when recruiting participants from a specific population who
are difficult to locate and when using online methods, such as Facebook, Instagram,
LinkedIn, and TikTok to reach the target population (Babbie, 2017; Valerio et al., 2016).

To establish the sample size needed for this study, I utilized the G* Power
program to ascertain the number of participants needed for the study design (Faul et al.
2009). A power analysis was performed to determine the sample size needed for this
study, with the confidence interval set at 0.05 and a confidence level of 95%. The chance
of making a Type I error is 5% when the confidence level is set at 95%. I ran a power

analysis with a power test of 0.80, an effect size of 0.25 f(V) and an alpha of .05 which
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yielded a sample size of 200 participants, 100 participants from each category, AA

person with HF and their caregiver, to capture the dyad.

Criteria for inclusion were characteristics, which included demographic
information and clinical characteristics specific to the target population being
investigated, which would help answer RQs. Criteria for exclusion within a research
study are those characteristics which disqualify a participant from taking part in a
research study (Patino et al. 2018; Salkind, 2010). The inclusion criteria for the sample
frame included AA men and women, 18 years of age or older with a diagnosis of HF.
Additional criteria included those persons listed above who have listed a caregiver that is
18 years of age or older. All members of the study had to speak English. Exclusion
criteria included AA persons younger than 18 years of age with HF and members of the
caregiver group younger than 18 years of age, and members of the targeted population
who were unable to answer the survey questions.

Exclusion criteria also included persons of non-AA descent with HF regardless of
age. The following sampling frame lists inclusion and exclusion criteria. The inclusion

criteria were

Adults > 18 years of age or older

e AA, non-Hispanic Black person living with HF

e caregiver of an AA, non-Hispanic Black person living with HF
e primary diagnosis of HF (AA, non-Hispanic)

e English speaking

Exclusion criteria were
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e persons, regardless of ethnicity, younger than 18 years of age

e non-AA persons with HF

e one member of the dyad unwilling to participate

e amember of the dyad unable to answer the survey questions.

Procedures for Recruitment, Participation, and Data Collection

To reach varying generations, such as baby boomers and millennials, regardless
of geographical locations, different methodological approaches to data collection were
important to incorporate in research design, steps for recruitment are noted below
(Stephens & Gunther, 2016). I recruited potential participants using social media
platforms such as Facebook, and flyers given to pastors to share in their weekly bulletin,
within the targeted community. Additionally, I solicited the assistance of coworkers,
colleagues, family, sorority members, and friends to outreach to individuals within their
social framework by sharing my research flyer for participation in the research study.
Social media platforms, such as Facebook, impact collaboration and provide resources to
encourage users to exchange ideas, find answers to questions, and provide a platform for
networking (Shellenbarger & Robb, 2013).

Data were collected via the survey method, without influence from me to assist
with answers to survey questions. The mixed-mode survey was available online and were
mailed to individual recipients who did not have internet access with a self-addressed
stamped return envelope with a post office box to return the survey tool. If participants
did not have access to the online website, the participant could request a survey be sent to

them via mail by contacting me using the phone number provided on the flyer.
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Information returned via mail were scanned into the computer to prevent manipulation of
information by me and to ensure the validity of the returned survey instrument.

Prior to survey access, each potential participant was asked to read the informed
consent form. I used SurveyMonkey to collect demographic information (see Appendix
A) and responses to the SCHFI v 7.2 and CC-SCHFI v2. I obtained permission from the
developers of each instrument to include the items in the survey (see Appendix B). To
reduce coercion, acknowledgement of informed consent was needed prior to survey
entry. Monetary inducements were not considered for this research study. If a member of
the dyad chose not to take part in the research study, the members of the dyad will be
excluded from participation.

I collected demographic information via SurveyMonkey, as it directly affects
health outcomes, age, race and ethnicity, employment status and income, marital status,
and if persons with HF live alone (see Appendix A). I used my social media platforms to
list my study on my Facebook, LinkedIn, and Instagram and asked those followers within
my social media platforms to forward the information to potential participants. I also
emailed local church pastors and clergy to place my study in their weekly announcements
for potential participants.

Instrumentation and Operationalization of Constructs

The instruments used for this descriptive quantitative research study were the
SCHFI v7.2 developed by Riegel et al. (2018) and the caregiver communication to heart
failure self-care instrument v2 developed by Vellone et al. (2020). I received permission

to use both instruments from the authors (see Appendix B). The SCHFI v7.2 and the CC-
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SCHFI v2 are scales that can be used in dyadic studies to measure self-care and caregiver
contributions to self-care, respectively, of persons with HF (Lyons et al., 2015). The
SCHFI v7.2 and the CC-SCHFI v2 both demonstrated good psychometric properties of
validity and reliability in measuring self-care and caregiver contributions to HF patient
self-care, respectively and can be used in dyadical studies to facilitate analyses (Self-Care
Measures, n.d.).

Utilizing a dyadical approach, the RQs will be addressed by everyone taking part
in the research study; AA persons with HF will be given the SCHFI v7.2 instrument and
the caregiver will be given the CC-SCHFI v2. Participants were asked to answer each
question, which uses a 5-point Likert scale., I computed the scores separately for each
participant, then transform the raw score to a standardized score using the transformation
of scales scores named by the authors of each instrument to correlate the responses for
analyses (Self-Care Measures, n.d.).

The instruments, SCHFI v7.2 and the CC-SCHFI, v2, are widely used instruments
in heart failure studies for analyses of the three dimensions of self-care: self-care
maintenance, self-care management and symptom perception. Participants with HF were
asked to answer questions relating to self-care management using an ordinal scale, with
the range from never to always to determine which behaviors were used to help them
with daily tasks of self-care, such as washing hands to avoid sickness, and eating a low
salt diet. Similarly, the caregivers were asked the same questions in the caregiver version,
CC-SCHEFI v2 instrument, which also uses an ordinal scale to determine how often the

caregiver recommends to the person with HF to perform self-care activities, such as
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taking medications as prescribed, or eating a low salt diet. Each question on the SCHFI

v7.2 has a correlating question within the CC-SCHFI v2. For RQI, Table 1 shows the

corresponding questions from both instruments.

Table 1

Comparison of Instrument Questions for the Dyadic Analysis for Research Question 1

Category Instrument
SCHFI v7.2 CC-SCHFIv2

Self-care Section A: How often do you Section A: How often do you
maintenance routinely perform the following recommend self-care activities to
(treatment activities? the person you care for or perform
adherence and the activities for the person when
healthy they are unable to complete them
behaviors) for themselves?

Take a walk Take a walk

Eat less salt Eat less salt

Take medications as Take medications as prescribed

prescribed Regularly see a health

Regularly see a health care provider

care provider
Self-care Section B: Monitoring Section B: Monitoring Symptoms
perception Symptoms — How often do you: — How often do you recommend
(detection of the person you care for do the
physical following or do you do the
symptoms and following if the person is unable
interpretation of to do for themselves:

the meaning

Monitor daily
weight

Pay attention to
changes in how
you feel

Look for
medication side
effects

Tired more than
usual doing
normal activities

Monitor daily weight

Pay attention to changes in
how they feel

Look for medication side
effects

Notice whether tire more
than usual doing normal
activities



Self-care Section C: How likely are you
management to use one of the following if
(assessment of you have symptoms:

the response to

symptoms

Limit salt you eat
Reduce fluid intake
Take medicine

Call the health care
provider

Try to figure out why
you have symptoms

59

Section C: When the person you
care for has symptoms, how likely
are you to recommend they do the
following, or perform the care for
them:

Limit salt intake

Reduce fluid intake

Take medicine

Call the health care
provider

Try to figure out why the
person has symptoms

Note. SCHFI v7.2 = Self-Care of Heart Failure Instrument v7.2; CC-SCHFI = Caregiver

Contribution to Self-Care of Heart Failure Index.

RQ2 was, what is the difference between cultural factors of AA persons with HF

and their caregivers, will be addressed using the SCHFI v7.2 and CC-SCHFI v2 (see

Table 2). Health discussions in the AA family structure are influenced in how they share

health information across generations for fear of familial conflict and gossip (Thompson

etal., 2015).
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Comparison of Instrument Questions for the Dyadic Analysis for Research 2

Category Instrument
SCHFI v7.2 CC-SCHFIv2
Self-care Section A: How often do you Section A: How often do you
maintenance routinely perform the following recommend self-care
(treatment activities? activities to the person you
adherence and care for or perform the
healthy behaviors) activities for the person when
they are unable to complete
them for themselves?
Make sure to get a flu Make sure to get a flu
shot annually shot annually
Ask for low salt foods Ask for low salt foods
when visits family and when visits family
friends and friends
Order low salt items Order low salt items
when eating out when eating out
Ask the health care Ask the health care
provider about provider about
medication medication
Self-care Section B: Monitoring Symptoms ~ Section B: Monitoring
perception — How often do you: Symptoms — How often do
(detection of you recommend the person
physical symptoms you care for do the following

and interpretation
of the meaning

Pay attention to how you
feel

Monitor closely for
symptoms

Check for ankle swelling
Check for shortness of
breath with activity such
as bathing and dressing

or do you do the following if
the person is unable to do for
themselves:
Pay attention to
changes in how they
feel
Monitor closely for
symptoms
Check for ankle
swelling
Check for shortness
of breath with activity
such as bathing and
dressing
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Self-care Section C: How likely are youto  Section C: When the person
management use one of the following if you you care for has symptoms,
(assessment ofthe  have symptoms: how likely are you to
response to recommend they do the
symptoms following, or perform the
care for them:
Limit salt you eat Limit salt you eat
Reduce fluid intake Reduce fluid intake
Take medicine Take medicine
Call the health care Call the health care
provider provider
Try to figure out why you Try to figure out why
have symptoms you have symptoms
Limit activity untilfeeling Limit activity until
better feeling better

Note. SCHFI v7.2 = Self-Care of Heart Failure Instrument v7.2; CC-SCHFI = Caregiver
Contribution to Self-Care of Heart Failure Index.

The SCHFI is a widely used theory-based tool which measures self-care
maintenance, symptom perception, and self-care management, which has been evaluated
in various populations, such as the United States, Brazil, and Italy and cited in more than
5000 articles. The SCHFI was updated to the most current version, 7.2, in 2018 to match
the updated theoretical framework, the situation specific theory of HF self-care which
was revised in 2016. The original version of the SCHFI scale, v4, was a 15-item scale
divided into three scales which measured self-care maintenance, self-care management,
and self-care confidence, with a four-point response scale, had an overall reliability tested
by Cronbach’s alpha and found to be adequate with an overall score of 0.76 (Riegel et al.
2019). The original version of the SCHFI scale rendered Cronbach’s alpha of 0.56, 0.70,
and 0.82, respectively (Riegel et al. 2019).

The updated SCHFI v7.2 has undergone psychometric analysis and has been

testing using the global reliability index for multidimensional scales, which is considered
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by the researchers to be more appropriate when determining reliability in
multidimensional scales (Riegel et al. 2019). The revised version of the SCHFI scale,
v7.2, is divided into three scales, measuring self-care maintenance, symptom perception,
and self-care management, and consists of 29 items, and each scale is scored separately
and has been tested in the United States and more recently in an Italian population. The
instrument was tested using the confirmatory factor analysis (CFA) method, test-retest
reliability, and coefficient alpha for reliability testing. I used the CFA to test instrument
validity, with the goodness-of-fit indices comparing the comparative fit index (CFI) and
the Tucker Lewis index (TLI) with the null model, rendering values between 0.90 to 0.95
which demonstrate acceptable fit and values greater than 0.95 indicate a good model,
CFA for the model had excellent fit indices noted as CFI ranging from 0.94 to 0.97 and
TLI = 0.96 in one study. The root mean square error for approximation is used to estimate
the lack of model fit, results from both studies were noted between 0.7 to 0.4, indicating a
moderate to good fit (Riegel, et al. 2019). Test-retest methodology measured in two
studies ranged between 0.70 to 0.88 with participants response noted on two separate
dates within 2 weeks (Riegel et al. 2019; Vellone et al. 2020;). The Cronbach’s alpha
noted in both studies ranged from 0.71 to 0.88.

The CC-SCHFTI is a theory-based instrument that measures caregiver
contributions in self-care maintenance and self-care management of persons with HF.
The CC-SCHEFTI is based on the SCHFI v6.2 and was designed to measure the caregiver
contributions in an instrument which measured independent contributions of the caregiver

rather than instrumentation that was developed as a proxy measure of the person with
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HF’s self-care (Vellone et al. 2013). The original version of the CC-SCHFI was

comprised of three scales measuring 22 items. The revised version of the CC-SCHFI v2
was updated to reflect the most current version of the SCHFI v7.2 and is comprised of
three scales with 29 measures and uses a five-point Likert scale.

The original CC-SCHFI v1 instrument was examined for validity using the
nonparametric Mann-Whitney U test to compare caregivers who received education with
the caregivers who had not. Internal consistency was measured using the CFAs for each
scale of self-care maintenance, self-care management and self-care confidence, and the
interclass correlation coefficient. Results of the CFAs for caregiver contribution to self-
care maintenance fit the data well with CFI noted at 0.97 and 0.98; additionally, CFA for
caregiver contribution to self-care management rendered results which fit the model
good, with CFI noted at 0.96; lastly, the CFA for caregiver confidence in contributing to
self-care resulted in a poor fit with a CFI of 0.77. However, given the dimensionality of
the three separate CFAs, the goodness-of-fit indices supported the hypothesized models
by demonstrating a hierarchal structure were valid and reliable factors which support the
conventional use of total scores for global assessment (Vellone et al. 2013).

The most current version of the CC-SCHFI v2 was found to be valid and reliable
using the CFA to test factorial structure in an Italian population of caregivers of persons
with HF. The indices used were like those used in the SCHFI v7.2, the CFI and the TLI
with values between 0.90 to 0.95, indicating a good fit and values greater than 0.95
indicating a supportive fit. The results for this psychometric analysis of caregiver

contribution to self-care maintenance rendered an adequate fit with CFI, 0.95 and TLI,
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0.93. The Cronbach alpha was noted at 0.83 and global reliability index scale which

consider the multidimensionality of the instrument, was 0.79. Caregiver contributions to
symptom perception was noted to have a good fit, CFI, 0.94 and TLI, 0.93. Internal
consistency tested using Cronbach alpha for the entire scale was noted at 0.81 and global
reliability was 0.85.

The SCHFI v7.2 and the CC-SCHFI v2 were both found to be psychometrically
sound and valid and reliable instruments for measuring the self-care outcomes of persons
with HF. The SCHFI v7.2 is a reliable instrument to measure self-care maintenance,
management, and confidence in a multidimensional method, and the CC-SCHFI v2 is
also a reliable instrument for measuring the caregiver contributions to self-care
maintenance, management and confidence demonstrated by using a multidimensional
methodology which considers all dimensions rather than using a unidimensional validity
scale such as Cronbach’s alpha. Both instruments utilized the test-retest reliability and
were noted as between 0.77 and as high as 0.90 in both instruments (Clark et al. 2015;
Riegel et al. 2020; Vellone et al., 2020).

When both instruments are used in collaboration with each other, it lends to a
more comprehensive study to analyze dyadic processes on the self-care processes of AA
persons living with HF and their caregiver (Vellone et al., 2020). The instruments,
SCHFI v7.2 and the CC-SCHFI v2, are scored using a standardized score computed
individually for each participant (Riegel & Vellone, n.d). The SCHFI v6.2 and the CC-
SCHFI have been used to examine the relationship quality associated with self-care in

dyads by Buck et al. (2018).
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Data Analysis Plan

The survey consisted of 38 items for AA participants with HF, and 30 items for
caregiver participants using SurveyMonkey to collect the data and exported to SPSS for
analysis. Using a dyadical methodology, the variables were correlated to examine how
the AA person with HF and the caregiver of the person with HF communicate. The
dependent variable is communication which incorporates the following factors: trust,
culture, and spirituality. Current levels of self-care management, self-care maintenance,
and symptom perception serve as dependent variables.

The demographic data form (see Appendix A) was used to determine if the
participants were a representative sample of the target population (Salkind, 2010). The
independent variable for RQ2 is cultural factors, which encompasses spirituality, gender
roles, occupation, and dietary habits of the AA person with HF and their caregiver. The
dependent variable was symptom perception of the AA person with HF and their
caregiver.

I uploaded the data into the SPSS v27 system based on inclusion criteria and de-
identified to ensure anonymity of participants. Each respondents survey was scored using
the scoring methodology identified by the instrument’s developers. Incorporation of
codebooks to keep data organized during research was implemented prior to data
collection. I used the codebook to organize the variable labels and names, and value

labels.
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Research Questions and Hypotheses

RQ1: What is the difference between AA caregiver communication (trust, culture,
and spirituality) and self-care management, maintenance, and symptom perception of
caregivers of AA persons living with heart failure?

Ho1: There is no difference between AA caregiver communication and self-care

management and maintenance of AA persons living with HF.

Ha1: There is a difference between the AA caregiver communication and self-care

management and maintenance of AA persons living with HF.

RQ2: What is the difference between cultural factors and symptom perception
among the AA person with HF and their caregiver?

Ho2: There is no difference between cultural factors and symptom perception

among the AA person with HF and their caregiver.

H.2: There is a difference between cultural factors and symptom perception

among the AA person with HF and their caregiver.

The data were cleaned of missing data values, which is important in data analyses
using SPSS because the computer program cannot interpret missing values. After data
cleansing, I conducted two one-way multivariate analyses of variance (MANOVAs). The
one-way MANOVA statistical test is used in research to determine differences between
independent groups on more than three continuous dependent variables (Laerd, n.d.).
Possible differences in communication as it relates to self-care management and self-care
maintenance between the person living with HF and their caregiver will be analyzed

using the one-way MANOVA test for RQ1. This type of analysis is used to test linear
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relationships between the dependent and independent variables. That is, whether there is
a two-way interaction between the independent variables, communication factors: trust,
culture, and spirituality. Current levels of self-care management, self-care maintenance,
and symptom perception serve as the dependent variables for RQ1.

For RQ2, after data cleansing, I conducted a one-way MANOVA to determine if
cultural differences affect symptom perception among the AA person with HF and their
caregiver. The dependent variables for RQ2 are cultural factors, which included dietary
considerations and trust. The one-way MANOVA is most useful when the research is
focused on understanding if there is an interaction between two independent variables on
a set of dependent variables (Laerd, n.d.). The dependent variable was symptom
perception of the person with HF and their caregiver. The aim of the analysis was to
determine if cultural factors affect symptom perception of the caregiver or the person
living with HF.

I ran a Cronbach’s alpha to measure the internal consistency between the items in
both instruments’ subscales, Self-Care of Heart Failure v7.2 and the Caregiver
Communication — Self-Care of Heart failure v2 instrument. The Cronbach’s alpha is used
to determine the reliability in the responses of the questionnaire which indicate the
stability of the instruments (Bujang et al., 2018). Performing Cronbach’s alpha will
determine if the subscales in both instruments can be compared to each other statistically

(Emerson, 2019).
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Threats to Validity

Validity is a concept which describes whether the findings of the research are
well-grounded and unbiased and disclosure of potential threats to the research study are
vital to disclose (Polit & Beck, 2015). In descriptive nonexperimental research designs,
the researcher intends to describe the meaning of existing phenomena without
manipulation of the independent or dependent variables; however, extraneous variables
can potentially cause a threat to internal validity (Fain, 2009). In nonexperimental
research, research is used to explain, predict, or describe relationships and measure the
variables association. Threats to internal validity do not apply to nonexperimental
research (Edmonds & Kennedy, 2017). Potential threats to internal validity disclosed in
this research study will include the comorbid conditions of the person with HF, the length
of time the person with HF has been in this state and the reliance on the caregiver. An
additional threat to internal validity is the caregiver’s health conditions. External threats
to validity are the marital status of the person with HF, the caregiver marital status and
the caregiver’s support system. Additional threats to validity may emerge post hoc.
Ethical Procedures

I followed ethical procedures to ensure the anonymity and confidentiality of
participants, and, before I collected data, I obtained Walden University Institutional

Review Board approval (no. 09-06-22-0534518). To ensure confidentiality, individual

names of patients and caregivers will be de-identified, along with their addresses and any
information that could potentially breach patient confidentiality within any part of this

research study. I locked the data in a secure computer, which could not be accessed by
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anyone except me. Written consent will be obtained for each participant via
SurveyMonkey, which will enable each participant to enter the survey upon completion
of the consent form. Participants were not coerced into participation by me or anyone that
may share the research study with potential participants via social media or flyer.
Summary

In Chapter 3, I introduced the research design and methodology, which entailed
gathering data from participants who voluntarily chose to participate in this research
study. I ensured patient information is data cleansed and de-identified following ethical
procedures. I conducted statistical analyses utilizing two one-way MANOV As to
examine the difference in communication and how communication affects self-care
management and self-care maintenance, and how self-care management relates to
symptom perception using a dyadical methodology. In Chapter 4, I present the analysis

and results.
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Chapter 4: Results

Introduction

The purposes of this descriptive comparative analysis research study were to
examine (a) communication of caregivers of AA persons with HF and self-care
management and maintenance, and symptom perception of AA persons with HF; and (b)
cultural factors and symptom perceptions of AA persons with HF and their caregivers..
The RQs and hypotheses were

RQ1: What is the difference between the communication (trust, culture, and
spirituality) of caregivers of AA persons with HF and self-care management and
maintenance and symptom perception of AA persons with HF?

Ho1: There is no difference between communication (trust, culture, and

spirituality) of caregivers of AA persons with HF and, self-care management and

maintenance, and symptom perception of AA persons with HF. AA caregiver

communication and self-care management and maintenance of AA persons living

with HF.

H,1: There is a difference communication (trust, culture, and spirituality) of

caregivers of AA persons with HF and, self-care management and maintenance,

and symptom perception of AA persons with HF.

RQ2: What is the difference between cultural factors of AA persons with HF and
their caregivers?

Hi2: There is no difference between cultural factors of AA persons with HF and

their caregivers.
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H.2: There is a difference between cultural factors of AA persons with HF and

their caregivers.

In Chapter 4, I discuss the data collection procedures, including procedural
changes, time restraints, and response rates, in detail. Descriptive statistics, including
basic demographic data of the sample, are presented along with an evaluation of
statistical assumptions and the results of the one-way MANOV As and other statistical
analyses. [ will also discuss the validity and reliability of the data, present the results of
the survey, address how the findings relate to the RQs, the hypotheses, and evaluate the
research findings.

Data Collection

I collected the data using two instruments, which were the SCHFI v7.2 and the
CC-SCHFI v2 (see Appendix B) for documentation of permission to use both
instruments). The instruments contain Likert-type survey questions that allowed
participants to answer questions on a scale from never to always (La Salle et al., 2017). 1
collected data from AA persons living with HF and caregivers of AA persons living with
HF. One hundred individuals met the inclusion criteria for AA persons living with HF
whereas 101 individuals met the criteria for caregiver of AA persons living with HF. The
study began on September 4, 2022, and lasted 14 weeks, ending on December 12, 2022. 1
recruited participants from the Walden University participant pool, social media
platforms (Facebook, Instagram, LinkedIn, and Snapchat), flyers posted in grocery stores,
and emails sent to local church leadership in parts of the southwestern and southeastern

United States. I also used snowball sampling to identify potential participants.
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There were 205 surveys completed in total. One hundred two surveys were
returned for AA persons with HF and 103 surveys for caregiver of AA persons with HF. |
inspected data for missing information and removed the survey if 50% of the survey was
incomplete. Due to missing data, I removed surveys for two participants from the AA
person living with HF sample. I removed one survey from the caregiver survey because
less than 50% of the survey was completed.

I used the triangulation method to understand the dyadic relationship between the
AA person living with HF and the caregiver of the AA person with HF. I recruited
participants to complete a survey either via mail with a self-addressed stamped envelope
to return the survey or through the online survey site, SurveyMonkey. If participants used
the online survey site, they could access the site by clicking a link or scanning the code
on the flyer. Participants were invited to participate in the survey by reviewing the
eligibility requirements, and consent was given by selecting “Next” if they agreed to take
the survey. Additionally, if the participant mailed the survey, they provided consent by
returning the survey. Participants could close the survey at any time if they chose not to
participate in the study or consent. I deactivated the survey link once I reached the
required sample size. The data collection process consisted of a mixed-mode survey
approach featuring an online survey and a mail-in survey. The average length of time for
persons with HF to complete the survey was 14 min, and for caregivers of persons with
HF, the average length of time was noted at 9 min. All participants completed the

demographic information.
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I did not link the surveys for the two groups, which was a notable change from the
data collection procedure outlined in Chapter 3. The original research approach was not
appropriate to ensure confidentiality for each member of the dyad. Additionally, I would
need both the person with HF and their caregiver to participate to link the survey
instruments to each other. Chi Eta Phi Sorority, Inc., was considered a partner
organization, which was not in the initial study design; therefore, the ability to share the
study with Chi Eta Phi was removed. Additionally, I did not distribute flyers to church
parishioners as the sidewalk and parking lots adjacent were considered part of church
property. Via email, I sent the study flier to church leadership and asked them to share
with their parishioners. Last, to further reduce coercion, I did not ask my family and
friends to share my flyer as noted in Chapter 3. My Facebook social media posts were
shared over 20 times, and my Instagram posts were shared via Instagram friends to their
personal pages.

I asked individuals to confirm they met the eligibility criteria for participation in
the respective survey by identifying if they were an AA person with HF or the caregiver
of an AA person with HF. If criteria were not met, participants were directed to exit the
study. I collected demographic data at the beginning of the survey. The SCHFI v7.2,
developed by Regiel et al. (2018) is comprised of forty-eight questions. The CC-SCHFI
v2, developed by Vellone, et al. (2018) included 37 questions.

Results
The AA person with HF sample was representative of the target population and

was comprised of ninety-nine participants, slightly more female (n=52, 51%) than male
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(n=47, 47.1%) males. Table 3 shows participants’ ages ranged from 30 to 80 +, median

age range was between 50 - 69 years of age (median =4.57, SD = 1.18). The median
relationship status were most individuals identified as married or divorced (mean = 2.75,
SD = 1.57). Socioeconomic indicators were widely dispersed, which is consistent with
the target population. The median income was 3.00 (between $56 — 75K per year, SD =
1.07) and the median educational status was 3.1 (Ranging between some college and
trade school, SD = 1.23. HF severity data were collected using the NYHA class scale.
Most respondents ranged from NYHA Class Scale I, asymptomatic to NYHA Class Scale
III, symptoms with minimal exertion. Table 3 is a complete list of demographic
information and clinical variables for AA persons with HF.

The caregiver of AA persons with HF sample consisted of 101 participants, with
markedly more women caregivers than men, 81% of the sample were comprised of
females (n = 81), 19% were males (n = 20), and one participant identified as non-binary
(n=1). The average age range of individuals within the caregiver sample were between
40 to 59 years of age (mean = 3.57, SD = 1.28), and 35% of the participants were married
(mean = 2.09, SD = 1.00). The average income of caregiver participants earned an
average salary between $50,000 and $75,000 (mean 3.70, SD = 1.11). Table 3 is
comprised of demographic information associated with the caregiver sample and the AA
person with HF sample.

Table 3

Demographic and Clinical Variables of Participants

%
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Gender

Age

Relationship

Education

Employment

Income

NYHA Class Scale

AA HF Participant

Male
Female

30-39
40-49
50-59
60-69
70-79
80+

Prefer not to say
Single, never married
Married

Divorced

Domestic Partnership
Widowed

Separated

Some Highschool
Highschool Graduate
Some College

Technical or Trade School

College Graduate

Employed
Retired
Unable to Work

$0-30,999
$31-55,999
$56 - 75,999
$76 - 99,999
$100,000 +

Unknown
NYHA Class 1
NYHA Class 11

NYHA Class 111

46
52

19
26
29
19

15
35
13
10
18

26
28
19

17

55
29
15

25
37
20
11

20
18
21
24

45.5%
51.5%

2%
18.8%
25.2%
28.7%
18.8%

4%

5%
14.9%
34.7%
12.9%

9.9%
17.8%

3%

8.9%
25.7%
27.7%
18.8%

16.8%

54.5%
28.7%
14.9%

5.9%
24.8%
36.6%
19.8%
10.9%

19.8%
17.8%
20.8%
23.8%
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Gender

Age

Ethnicity

Relationship

Education

Employment

Income

NYHA Class IV

Caregiver

Male
Female
Non-Binary

18-29
30-39
40-49
50-59
60-69
70-79
80+

AA or Black
European American or White
Other

Single, never married
Married

Divorced

Domestic Partnership
Widowed

Did not answer
Some Highschool
Highschool Graduate
Some College
College Graduate

Did not answer
Employed
Retired

Unable to Work

Did not answer
$0 - $30,999
$31 - $55,999

15

26
57

11

23
29
44

14.9%

19.4%
78.6%
1%

3.0%
18.8%
26.7%
29.7%
14.9%

5.0%

2.0%

89.1%
6.9%
4.0%

25.7%
56.4%
4.0%
10.9%
3.0%

2.0%
3.0%
22.8%
28.7%
43.6%

1.0%
80.2%
13.9%

2.0%

1.0%
2.0%
13.9%
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$56 - $75,999 26 25.7%
$76 - $99,999 28  27.7%
$100,000 + 30 29.7%

To appropriately analyze the results for both RQs, I ran two one-way MANOVA
tests, which requires independent samples from the population, and normal distribution of
the data across both groups of independent variables (Laerd, 2023). The first three
assumptions relate to the study design, and the last seven assumptions relate to how well
the data fits the model (Statology, 2023).

The first three assumptions of the one-way MANOVA were met in this study for
RQs 1 and 2. Dependent variables must be measured at the continuous level; for this
study, the dependent variables were interval using a 5-point Likert scale for each
question. Interval scales involve ranking, such as strongly disagree to strongly agree, and
are often used in questionnaires and surveys to measure attitudes, which places categories
in a reasonable order, the numbers indicate ranking from lowest to highest rather than
precise measurements (Measurement in Nursing Research, n.d.).

The second assumption, the independent variable must consist of two or more
independent groups. I had two groups which were the AA person living with HF, and the
caregiver of the AA person living with HF. The third assumption was independence of
observations. I had two distinct groups of participants, and the sample size is adequate
with more respondents than dependent variables. The sample was robust, with a total of
201 participants, 99 for the AA person living with HF and 101 for the caregiver of the

AA person living with HF.
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The final seven assumptions of the one-way MANOVA are related to data. Prior
to conducting a one-way MANOVA test for both RQs, I ran a series of parametric tests.
First, I tested the fourth assumption of univariate and multivariate normality for outliers,
which are scores that are extremely large or small compared to the other scores and can
negatively affect the results of the tests (Laerd, 2023). The boxplot did not identify
outliers in the data, for RQs 1 or 2, as assessed by inspection of a boxplot the boxplots

(see Figure 3 and Figure 4).



79
Figure 3

RQ1: Detection of Outliers for Self-Care Maintenance, Self-Care Management and Self-
Care Perception
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Figure 4

RQ 2: Detection of Outliers for Self-Care Maintenance, Self-Care Management and Self-

Care Perception
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I then performed the Mahalanobis d to identify if there were outliers in statistical

analysis for RQs 1 and 2 for each dependent variable, self-care maintenance, self-care
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management, and self-care perception. There were no multivariate outliers noted by
visual inspection; however, I ran a q-q plot (see Figure 5 and Figure 6) for RQs 1 and 2.
The observed data did not indicate multivariate abnormality for RQ1 or RQ2, the
assumption of multivariate normality was met.

For RQ1, the Mahalanobis distance test were normally distributed for the
dependent variables, self-care maintenance, self-care management, and self-care
perception for each group of participants, AA persons with HF, and caregivers of AA
persons with HF. Next, I ran the Mahalanobis distance test for RQ2, to test whether self-
care maintenance, self-care management, and self-care perception were normally
distributed across both groups of participants. The results of the Mahalanobis distance

test are presented in Figure 5 and Figure 6 using the q-q plot.

Figure 5

Q-Q plot for Mahalanobis distance for RQ 1

Chi-square Q-Q Plot of Mahalanobis Distance
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Figure 6

Q-Q plot for Mahalanobis distance for RQ 2
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Chi-square Q-Q Plot of Mahalanobis Distance
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The fifth assumption of the one-way MANOVA was to determine whether the
data were normally distributed. For both independent variables, the AA person with HF,
and the caregiver of the AA person with HF, there were more than 50 observations for
each combination of response variables. I did not run the Shapiro-Wilk test for normality
because the sample size was larger than 50 and would flag deviations as statistically
significant; instead, I used the Normal Quantile-Quantile (Q-Q) Plot because of the large
sample size (Laerd, 2023) (See Figure 5). Distributions were noted using the Q-Q plot for
each dependent variable to assess whether the data were normally distributed.

The data tended to follow the 45-degree, which means the data were likely
normally distributed (Statology, 2023). The Q-Q plots for each dependent variable are
shown in Figure 5 for RQ1 one and in Figure 6 for RQ2, with the actual data displayed
on the y-axis and is a visual check to determine if the data set is normally distributed. The
parameters of the population are unknown and the sample data from my study infers how

the population would be normally distributed. The normal distribution location
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parameters for RQ1 dependent variables, self-care maintenance, self-care monitoring, and
self-care perception were 71.2224, 41.80110, and 12.9596, respectively. The normal
distribution location parameters for RQ2 dependent variables, self-care maintenance,
self-care monitoring, and self-care perception were 15.6717, 18.1111, and 14.8889,
respectively. The data for self-care maintenance, self-care monitoring, and self-care
perception were normally distributed along the Q-Q plot for both RQs, which met the
fifth statistical assumption.

Figure 7

Normal Quantile-Quantile Plots for RQ1: Self-Care Maintenance
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Figure 8
Normal Quantile-Quantile Plots for RQ1: Self-Care Management
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Figure 9

Normal Quantile-Quantile Plots for RQ1: Self-Care Perception
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Figure 10

Normal Quartile-Quartile Plots for RQ 2: Self-Care Maintenance
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Figure 11

Normal Quartile-Quartile Plots for RQ 2: Self-Care Monitoring
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Figure 12

Normal Quartile-Quartile Plots for RQ 2: Self-Care Perception

Normal Q-Q Plot of selfcareperception
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The sixth assumption of the one-way MANOVA tests whether the dependent
variables were correlated. I ran a Pearson correlation test for both RQ1 and RQ2 to
determine whether multicollinearity existed between the dependent variables. The
Pearson correlation measurements range from -1, which indicates a perfect negative
correlation, to 1, which indicates a positive correlation; and if the results are close to 0,
this indicates a weak correlation of the variables (Laerd, 2023).

There was no multicollinearity, for RQ1, as assessed by Pearson correlation
between self-care management and self-care maintenance (r =.790, p <.001), self-care
management and self-care perception (r =.266, p <.001) and self-care perception and
self-care maintenance (r = .231, p <.001) (see Table 4). For RQ2, the variables were
moderately correlated; however, the variables did not violate the assumption of

multicollinearity. Self-care maintenance and self-care management were moderately
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correlated, as assessed by Pearson correlation (r = .706, p <.001), self-care maintenance
and self-care perception were also moderately correlated (r = .620, p <.001, and self-care
management and self-care perception were also moderately correlated (r = .809, p <
.001). RQs 1 and 2 met the assumption of multicollinearity.

Table 4

RQ 1: Pearson Correlations between Dependent Variables (with 2 groups)

Self-Care Self-Care Self-Care

Maintenance Management Perception
Mean 71.22 41.81 12.96
SD 17.67 14.19 4.03
Correlations 790 266 231

Note. **, Correlation is significant at the 0.01 level (2-tailed).
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Table 5

RQ 2: Pearson Correlation between Dependent Variables

Variables 1 2 3
1. Mean 15.67 18.11 14.89
2. SD 3.24 4.39 3.83
3. Correlations 706" 620" 809

Note. **. Correlation is significant at the 0.01 level (2-tailed).

To test statistical assumption seven whether the variables are linearly related, I
utilized a scatterplot matrix for the independent variables, AA persons with HF and
caregiver of AA persons with HF. There were overlapping data points when I performed
a scatterplot; therefore, I incorporated the use of jitter, which spreads out the data points
but does not change the underlying data (Laerd, 2023). Jitter is a technique used when
multiple data points are located at the same place, making it difficult to see the actual
data points on the scatterplot. I tested each dependent variable for both participant groups
for both RQs. The data point distributions demonstrated a linear relationship between the
dependent variables within each group of independent variables, AA persons with HF
and caregivers, satisfying the assumption (see Figure 10, 11, 12, and 13), respectively.
There was a linear relationship between self-care maintenance, self-care management,

and self-care perception, as assessed by scatterplot, satisfying the seventh assumption.



Figure 13

Scatterdot Matrix RQ1- AA Person with HF Dependent Variables
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Figure 15
Scatterdot Matrix RQ2- AA Person with HF Dependent Variables
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Figure 16
Scatterdot Matrix RQ2- Caregiver of AA Person with HF Dependent Variables
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Assumption eight of adequate sample size of the one-way MANOV A was met as
there are as many participants in each group of independent variables as there are
dependent variables (see Figure 11).

Figure 17

Sample Size

Value Label Mean
1 AA Person with 99
HF
2 Caregiver 101

To test assumption nine for a one-way MANOVA, I ran a parametric test, Box’s
M test for equivalence of covariance matrices, which tests the null hypothesis: There was
no difference between communication (trust, culture, and spirituality) of caregivers of
AA persons with HF and, self-care management and maintenance, and symptom
perception of AA persons with HF.

I ran Box’s M tests of equality for RQI, testing the attributes of each dependent
variable. For self-care monitoring, I tested the attributes: get some exercise, eat a low salt
diet, take prescribed medications without missing a dose, and routinely seeing the health
provider. For self-care management, the attributes of the variable: further limit salt
intake, reduce fluid intake, taking a medication for symptoms, and calling the health care
provider. Lastly, for the dependent variable self-care perception, I tested the attributes:
monitor weight daily, pay attention to changes, look for medication side-effects and

notice when you tire more than usual performing normal activities. There are



91

disadvantages to performing a Box’s M test for homogeneity of covariance, such as
sensitivity to normal distribution and sensitivity to a large sample size; I chose to
continue with the Box’s M because this is an important assumption of the one-way
MANOVA, because it tests if there are similar patterns across the two groups of
independent variables (Hahs-Vaughn, 2016). The result of the Box’s M test for RQ1 was
not statistically significant, p <.353, the assumption was met.

Table 6

Box’s Test of Equality of Covariance Matrices for Self-Care Maintenance, Self-Care
Monitoring, and Self-Care Perception RQ 1

Box’s M 6.775

F 1.350
dfl 6

df 278024.495
Sig. 353

For RQ2, I also ran the one-way MANOVA to test the attributes of the three
dependent variables, self-care maintenance, self-care management, and self-care
perception. For RQ2, the attributes of self-care maintenance were: make sure to get an
annual influenza shot, ask for low salt foods when visiting family and friend, order low
salt foods when eating out, and ask your health care provider about your medications. For
self-care monitoring, the survey questions were: further limit the salt you eat, take an
additional medication, call the health care provider for guidance, try to figure out why
you have symptoms, and limit activity until feeling better. Lastly, the survey questions
for self-care perception were: pay attention to how you feel, monitor symptoms closely,
check for ankle swelling and check for shortness of breath with activity. The result for

Box’s M for RQ2 were not statistically significant, p = .006, the assumption of
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homogeneity of variance-covariance matrices met. RQ2 met the statistical assumption of
equality of covariance matrices.
Table 7

Box’s Test of Equality of Covariance Matrices for Self-Care Maintenance, Self-Care
Monitoring, and Self-Care Perception RQ 2

Box’s M 18.213

F 2.985
dfl 6

df 278024.495
Sig. 006

Lastly, to test the assumption of homogeneity of variances, which assumes there
are equal variances between the two groups of independent variables, AA person with HF
and the caregiver, for each dependent variable, self-care management, self-care
maintenance, and self-care perception for RQ1 and RQ2. There was homogeneity of
variances, as assessed by Levene’s test of homogeneity of variance for RQ1, self-care
maintenance (p =.157), self-care management (p = .920) (see Table 8). The Levene’s Test
shows the variances were significantly different for self-care perception between the AA
person with HF and the caregiver of the groups, F (1, 198) =23.56, p <.001for self-care
perception. For RQ2, there was assumption of homogeneity of variance, as assessed by
Levene’s test of homogeneity of variance, self-care maintenance (p = .058), self-care
management (p = .206), and self-care perception (p = .038) (see Table 9).

Table 8

RQ1: Levene’s Test of Equality for Dependent Variables

Levene's Test of Equality of Error Variances®
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Levene Statistic ~ dfl df2 Sig.
Selfcaremaintenance Mean 2.165 1 196 143
Selfcaremonitoring Mean 094 1 196 760
Selfcareperception Mean 2.391 1 196 124

Table 9

RQ2: Levene’s Test of Equality for Dependent Variables

Levene's Test of Equality of Error Variances?

Levene

Statistic dfl df2 Sig.
Selfcare maintenance Mean 3.644 1 196 .058
Selfcare management Mean 1.612 1 196 206
Selfcare perception Mean 4.359 1 196 .038

Both instruments were scored using a standardized formula which is an algebraic
equation to reach the responses for each scale, respectively (Reigel, et al. 2022). The
minimum number of points for each scale was seven, the maximum point for Self-Care
Maintenance was 35, and for Self-Care Monitoring, and Self-Care Management was 25.
After computing each raw score, I entered the scores into the self-care scoring algorithm,
the transformation of scale formula, to achieve the sum responses.

The average score for each scale of the SCHFI v7.2 were self-care maintenance
65.8, self-care management 36.5, and self-care perception was 51.44. The average score
for each scale for caregiver contribution — self-care of heart failure instrument (CC-
SCHFI v2) (a) self-care maintenance scale score was 74.77, (b) the self-care management

scale score was 45.52, and (c) the self-care perception scale score was 51.55. The self-



94

care maintenance scores for AA persons with HF was markedly lower than scores for the
caregiver of AA persons with HF; suggesting a general overall understanding of
adherence; conversely, the average score for caregivers were 75%, suggesting a better
overall understanding of adherence by the caregiver as compared to the person living
with the chronic condition.

Self-care monitoring scales also suggest caregivers of AA persons living with HF
pay more attention to changes in health conditions than the person living with HF. The
AA person living with HF and the caregiver scored similarly in self-care perception,
which suggests both understand the importance of changing the treatment regimen based
on clinical symptoms of worsening symptomatology.

I developed two RQs to support this study. The RQs were designed to explore the
differences in communicative components of cultural factors and the self-care
management and -maintenance relationship among the dyad. I used the one-way
MANOVA to determine if there was a statistical significance between AA persons with
HF and caregivers of AA persons with HF. To appropriately analyze the data, I ran a one-
way MANOVA after I tested the assumption.

Research Question 1 and Corresponding Hypotheses

The first RQ was, What is the difference between AA caregiver communication
(trust, culture, and spirituality) and self-care management, maintenance, and symptom
perception of caregivers of AA persons living with heart failure?

Ho1: There is no difference between AA caregiver communication and self-care

management and maintenance of AA persons living with HF.
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H.1: There is a difference between the AA caregiver communication and self-care

management and maintenance of AA persons living with HF.

Communication incorporated the following factors: trust, culture, and spirituality
which were measured using the SCHFI v7.2 and the CC-SCHFI v2 and correlating the
attributes identified and tests were performed using the one-way MANOVA.

After all assumptions were tested, I analyzed the data by using a one-way
MANOVA to examine the differences of cultural factors of the dyad on the dependent
variables self-care maintenance, self-care monitoring, and self-care perception. Table 11
displays the mean, standard deviation, and the number of cases for the dependent
variables, self-care maintenance, self-care monitoring, and self-care perception,
separately for the AA person with HF and the caregiver role, and the overall score for
each group. AA persons with HF scored lower in self-care maintenance and self-care
management than the caregiver participant (M = 66.5816, SD = 16.46; M =75.77, SD =
17.70 and M = 37.43, SD = 13.64, and M =46.11; SD = 13.44 respectively) and scores
for self-care perception were lower for AA persons with HF than the caregiver (M =

11.21, SD =3.98, and 14.67, SD = 3.28, respectively).
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Table 10

Group Descriptive Statistics for Research Question 1

95% Confidence Interval

Person Completing N Mean SD Stand
Form Error  Lower Bound Upper Bound

Self-care AA Person with HF 98  66.5816 16.46048 1.727 63.175 69.988
maintenance

Caregiver 100  75.7703 17.70061 1.710 72.398 79.142
Self-care AA Person with HF 98  37.4271 13.63803 1.368 34.730 40.124
management  Caregiver 100 46.1071 13.44088 1.354 43.437 48.777
Self-care AA Person with HF 98  11.2143  3.97998 368 10.489 11.940
perception Caregiver 100  14.6700  3.27850 364 13.952 15.388

To determine which dependent variables contributed to the statistical significance
of the one-way MANOVA, I inspected the test of between-subject effects. There was a
statistically significant difference between the two groups on the three dependent
variables, self-care maintenance, self-care monitoring, and self-care perception, F (3,
194) = 18.807, p < .001; Wilks’ A = .755; partial n?> = .225. The sample size for the dyad
was slightly unequal at 99 persons in AA person with HF group and 101 persons in the
caregiver group; however, both Wilks’ Lambda and Pillai’s trace were both statistically
significant, therefore I chose to report Wilks’ Lambda instead of Pillai’s trace.
Table 11

RQ I: Multivariate Tests

Multivariate Tests

Hypothesis Partial Eta
Effect Value F df Error df  Sig. Squared
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Person completing Pillai's Trace 225 18.807 3.000 194.000 <.001 225
this form b
Wilks' 775 18.807  3.000 194.000 <.001 225
Lambda b

Note: b is exact statistic

Based on the statistically significant results, the test of between-subjects was
analyzed to determine which variable contributed to the statistically significant
MANOVA. The statistical significance level was set at p < .05 for the three dependent
variables. Follow-up univariate analysis of variance tests showed significant difference in
self-care maintenance scores between the dyad F (1, 196) = 14.295, p <.001; and
medium effect size, n> = .068. There was also statistical significance in self-care
management scores between the dyad F (1,196) =20.344, p <.001; the effect size of the
same was medium, n2 = .094. Lastly, there was statistical significance in self-care
perception scores between the dyad F (1, 196) =44.547, p = .001; and effect size was
medium, n?> = .185 (see Table 13). Post hoc tests were not run by SPSS because there
were fewer than three subject groups and it has been determined there is difference
between the two groups of independent variables (Laerd, 2023). Based on the analysis
presented, I rejected the null hypothesis.

Table 12

RQ1: Tests of Between-Subjects

Tests of Between-Subjects Effects

Type III Sum
Source Dependent Variable of Squares df Mean Square F Sig.

Partial
Eta
Squared




Person Selfcaremaintenance
completing  Selfcaremonitoring

this form Selfcareperception

Error Selfcaremaintenance
Selfcaremonitoring
Selfcareperception

4178.964
3729.118
591.067
57299.746

35926.678
2600.610

196
196
196

4178.964
3729.118
591.067
292.346

183.299
13.268

98

14.295 <.001
20.344 <.001
44.547 <.001

068
.094
185

Research Question 2 and Corresponding Hypotheses

The second RQ was, What is the difference between cultural factors of AA

persons with HF and their caregivers?

Ho2: There is no difference between cultural factors of AA persons with HF and

their caregivers.

H.2: There is a difference between cultural factors of AA persons with HF and

their caregivers.

Cultural factors included dietary considerations, customs and traditions of AA

person and trust, measured using the Self-Care of Heart Failure Index v7.2 (SCHFI v7.2)

and the CC-SCHFI v2 and correlating the attributes identified and tests were performed

using the one-way multivariate analysis of variance (MANOVA).

Table 13 for RQ2 displays the mean, standard deviation, and the number of cases

for the dependent variables, self-care maintenance, self-care monitoring, and self-care

perception for the AA person with HF and the caregiver role, and the overall score for

each group. AA persons with HF scored lower in self-care maintenance (M = 15.15, SD

=3.43, M =16.18, SD = 2.98, respectively), self-care management (M = 37.43, SD =
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13.64, and M =46.11; SD = 13.44, respectively) and self-care perception (M = 12.69, SD

=3.55,and 17.05, SD = 2.71, respectively) than the caregiver of the AA person with HF.

Table 13

Group Statistics for RQ2

95% Confidence Interval

Person completing D Stand
form N Mean Error Lower Bound Upper Bound
Self-care AA Person with HF 98 15.153 3.43227 324 14.514 15.793
maintenance Caregiver 100 16.180 2.97593 321 15.547 16.813
Self-care AA Person with HF 98 16.429 3.24285 412 15.617 17.240
management Caregiver 100 19.760 4.32685 407 18.956 20.564
Self-care AA Person with HF 98 12.684 3.81152 318 12.056 13.312
perception Caregiver 100 17.050 4.39402 315 16.428 17.672

There was a statistically significant difference between the caregivers on the
combined dependent variables, self-care maintenance, self-care management, and self-
care perception, F (3, 194) = 41.225, p <.001; Wilks’ A = .611, partial n? = .389 (Table
14). To determine which dependent variables contributed to the statistical significance of
the one-way MANOVA, I inspected the test of between-subject effects (Table 15).
Follow-up univariate analysis of variance tests did not show a statistically significant
difference in self-care maintenance between groups, F (1, 196) = 5.066, p = .026, the
effect size was medium, partial > = .025.

Table 14

RQ 2: One-Way MANOVA Results.
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Multivariate Tests?

Hypothesis Partial Eta
Effect Value F df Errordf  Sig. Squared
Person completing  Pillai's 389  41.225° 3.000 194.000 <.001 389
this form Trace
Wilks' 611 41.225° 3.000 194.000 <.001 389
Lambda
Table 15
Between Subjects Test RQ 2
Tests of Between-Subjects Effects
Type III
Sum of Mean Partial Eta
Source Dependent Variable Squares df Square F Sig. Squared
Person selfcaremaintenance 52.198 1 52.198 5.066 .026 .025
completing Selfcaremgmt 549.316 1 549.316  33.085 <.001 144
form selfcareperception 943.612 1 943.612 94945 <.001 326
Error selfcaremaintenance 2019.464 196 10.303
Selfcaremgmt 3254.240 196 16.603
selfcareperception 1947.944 196 9.938
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There was a statistically significant difference in self-care management between
groups, F (1, 196) = 33.085, p <.001, with a medium effect size noted, partial n°=.144,
and self-care perception between groups, F (1, 194) =94.95, p <.001, with a medium
effect size, partial n° = .326 (see Table 16). Post hoc tests were not run by SPSS because
there were fewer than three subject groups and it has been determined there is difference
between the two groups of independent variables (Laerd, 2023). Based on the analysis
presented, the null hypothesis for RQ2 was rejected; there is not a significant difference

between the AA person with HF and the caregiver.

Reliability Analysis

The SCHFI v7.2 and the CC-SCHFI v2 are separated into three scales within each
survey instrument, Self-Care Maintenance, Self-Care Monitoring, and Self-Care
Management. To address the reliability of the data, Cronbach’s analyses were conducted.
The alpha levels for the SCHFI v7.2 instrument was greater than 0.713, which indicates
each variable had a sufficient level of reliability and internal consistency in measuring the
constructs of the study (see Table 17). The alpha levels for the CC-SCHFI v2 also
rendered a composite score greater than 0.761, indicating each variable had a sufficient
level of reliability and internal consistency for each variable (see Table 16). The
Cronbach’s alpha coefficients demonstrates the instrument is valid and reliable for
measuring self-care maintenance, self-care monitoring, and self-care management for

each survey instrument.
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Table 16
Reliability Analysis
Composite Score Cronbach’s
alpha
SCHFIv7.2
Self-Care Maintenance 724
Self-Care Monitoring 713
Self-Care Management 837
CC-SCHFI v2
Self-Care Maintenance 802
Self-Care Monitoring 755
Self-Care Management 809

Heart failure self-care was measured dyadically, using the SCHFI v7.2
congruently with the CC-SCHFI v2. The established cut point for both instruments was
70, which is adequate self-care (Riegel, et al., 2009). Overall total scores were computed
and transformed using the transformation of scale scores (Self-Care Measures, n.d.). AA
persons with HF scored less than adequate on the self-care maintenance scale as
compared to the caregiver, with an average score of 74.88. Additionally, the self-care
monitoring scores were higher in the caregiver group than the AA person with HF. The

self-care perception scores were similar with no differences noted between the scores.
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The mean self-care maintenance scores were higher in persons with HF than in the
caregiver (See Table 17).
Table 17

SCHFIv7.2 and CC-SCHFI v2 Scale Ranges and Averages

Scale Lowest Lowestto Average Range of
and Highest - Score Actual
Highest Possible Scores
Possible Scores
Raw
Scores
SCHFI
v7.2
Self-Care Maintenance 7,35 0-100 65.8 35.7 -96.4
Self-Care Monitoring 7,25 0-6429 365 0-64.29
Self-Care Perception 7,25 0-64.29 5144 10.17 - 82.14
CC-
SCHFIv2
Self-Care Maintenance 7,35 0-100 74.88 39.28 - 100
Self-Care Monitoring 7,25 0-64.29 4552 14.29 - 64.29
Self-Care Perception 7,25 0-64.29 5155 14.29 - 64.29
Summary

AA persons are disproportionately impacted by HF as compared with other racial
or ethnic groups (Sharma, et al., 2014). Persons with HF require daily assistance with
treatment regimens related to increased disease burden and rely on their informal
caregivers to assist with symptom relief (Bernard et al, 2023). Informal caregivers are

often seen as a gender specific role or a cultural expectation in specific subgroups of the
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population, such as AA (Carr & Utz, 2020; Unson et al., 2020). Unfortunately, AA

persons are persistently underrepresented in HF clinical studies despite a higher
prevalence of disease and adverse outcomes (Azam & Colvin, 2021).

The purpose of this study was to investigate whether there is a difference in
caregiver communication between the AA person with HF and the caregiver. A one-way
MANOVA was conducted to examine the communicative process of the dyad, the AA
person with HF and the caregiver. Utilizing a dyadic approach, the groups were slightly
unequal in size, the caregiver group had two additional respondents than did the person
with HF group. There were no post hoc tests run by SPSS, as there were only two
independent variable groups. Results of the analysis indicated statistical significance
between the AA caregiver communication (trust, culture, and spirituality) and self-care
management, maintenance, and symptom perception of caregivers of AA persons living
with heart failure. Results also showed there was not a statistical difference between
cultural factors of AA persons with HF and their caregivers.

This chapter included the reliability analysis of both survey instruments, the
statistical results of both RQs, and the evaluation of the findings. In Chapter 5, I present
the interpretation of the research findings, implications, recommendation for future

research, and study conclusion.
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Chapter 5: Discussion, Conclusions, and Recommendations
Introduction
The purpose of this quantitative, descriptive study was to investigate the
communicative relationship between AA persons with HF and caregivers of AA person
with HF. The quantitative research design was appropriate for this research study because
I wanted to test the differences between groups on a set of interrelated dependent
variables (see Laerd, 2023). The theories supporting this research study were the self-care
of chronic illness developed by Riegel et al. (2012) and the theory of dyadic illness
management developed by Lyons and Lee (2018). The integration of two theories
allowed me to incorporate concepts of self-care behaviors with the decision-making
processes influenced by reflection. I ran one-way multivariance of analysis (MANOVA)
tests for each RQ. The results for RQ1 showed that communication concepts between the
AA person with HF and the caregiver were significantly different. The results for RQ2
showed statistically significant differences between self-care management and self-care
perception. However, there were no differences between AA persons with HF and
caregiver on self-care maintenance. AA persons with HF differed in cultural factors,
which are described as behaviors, language, and history, as compared to the caregiver. |
discuss interpretation of the findings, limitations of the study, future recommendations,
and implications for the AA dyad, professional practice, and social change.
Interpretation of the Findings
The purpose of this study was to examine the differences in communication

between AA persons with HF and caregivers and to increase the understanding of the
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impact of self-care on the dyad. The results may increase health care professionals'
understanding of the AA dyad and the communication between the dyad. My results
showed significance in AA persons with HF and caregiver with respect to self-care
maintenance, self-care management, and self-care perception. This finding is similar to
previous studies, which indicated that ineffective communication leads to inadequate
understanding of the disease and lack of social support (Bidwell et al., 2018; Chi et al.,
2018; Fitzsimmons et al., 2019; Lyons et al., 2020). Furthermore, patients and caregivers
display inadequate communication, which affects shared decision-making and increases
the burden on the caregiver and the ability of the caregiver to monitor the patient’s self-
care (Bouldin et al., 2019; Chi et al., 2018; DeSanto-Medeya & Safizadeh, 2017;
Fitzsimmons et al., 2019; Lyons et al., 2020). Inadequate communication lessens
collaboration and stifles the relationship and results in the caregiver feeling less
supported (DeSanto-Madeya & Safizadeh, 2017; Lyons et al., 2020).

Results from the study indicated statistically significant differences in self-care
management, self-care maintenance and self-care perception between persons with HF
and caregivers, with higher scores noted in the caregiver population. This supports the
findings by De Maria et al. (2022), which suggested that self-care maintenance activities
can be individual or collaborative activities. Although De Maria et al. used a different
study design, they used the same dyadic instrumentation as I did, the SCHFI 7.2
developed by Riegel et al. (2018) and CC-SCHFI v2 developed by Vellone et al. (2018).
De Maria et al. collected a sample of 493 patient-caregiver dyads but did not report on

race or ethnic background. Consistent with the findings of my research, the dyadic
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population were mostly female and employed. The annual income was similar, with the
current reported income higher in the caregiver group than the person with HF. De Maria
et al. (2022) included agreement between the dyad prior to participation in their study.

Self-care perception relates to the value placed on activities, which is forgotten by
the person with HF and needs to be reinforced. Bidwell et al. (2019) found significant
amounts of incongruence between the patient and caregiver-dyad, which were different
than the findings in my study. Cothran et al. (2022) suggested that the low overall self-
care perception scores indicate cultural undertones of gender role expectations, financial
and environmental safety concerns of the caregiver, as well as assistance in navigating
the needed resources and benefits. My findings support the concept that self-care
perception needs to be reinforced in the dyad to improve self-care outcomes. Although
the scores were similar in my study, caregivers scored higher overall than AA persons
with HF. Wu et al. (2019) found that although persons with HF had high knowledge, their
self-care scores were low. The low overall self-care perception scores in my findings
suggest that there are obstacles within the patient-caregiver dyad that prevent them from
engaging in adequate self-care.

Self-care maintenance is influenced by dyadic social norms, and social support
influences health behaviors, according to Massouh et al. (2020). Dickson et al. (2013)
found that self-care maintenance varied according to specific behaviors. Both sets of
researchers noted that although persons with HF understood the rationale behind
weighing themselves and heeding fluid restrictions, they did not adhere to the prescribed

treatment and had insignificant social support. Symptoms of HF were described as
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ambiguous, and food also influenced decisions made by the dyad; poor self-care
maintenance scores demonstrated that persons living with HF did not titrate medications
when having symptoms, nor did they seek low-salt alternatives (Dickson et al., 2019).
The self-care maintenance scores in my findings were lower in the AA person with HF
compared to the caregiver scores, which aligns with the findings by Dickson et al., 2019
and Massouh et al., 2020. Additionally, Dickson et al., 2019 found that decision-making
was influenced by the limited resources available and the physical environment, which I
did not account for within my study.

Effective self-care requires dyadic needs to be met. Lyons and Lee (2018)
asserted that there are four contextual factors that influence the behaviors of how persons
with disease and their caregivers communicate socially. This social support includes
multiple caregivers assisting the patient manage their disease process, which was not
accounted for within my research study and did not lend additional knowledge. Self-care
management includes behaviors that are practiced daily and that reduce the impact of
illness, such as limiting salt intake, taking medication, and reducing fluid intake (Riegel
et al., 2018). However, self-care management differed significantly between patient and
caregiver in this study, which concurs with findings from the literature that symptom
management is complex because of the diverse cluster of symptoms and the subjective
nature of symptomatology (Koshy et al., 2020; Thida et al., 2021; Vuckovic et al., 2020).
Demonstrated difficulties related to symptom management are the ability to afford
healthy foods and adherence to dietary guidelines, such as salt restrictions (Macabasco-

O’Connell et al., 2008; Schnell-Hoehn et al., 2009). In my study, the caregiver scored
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higher in the self-care management scale than the person with HF, which is consistent
with the findings noted by Martins et al. (2023). Moreover, Heo et al. (2022) performed a
qualitative research study that revealed that patients with HF do not fully follow the
recommended low sodium diet because of barriers such as insufficient knowledge and
distaste of low sodium foods.

HF self-care findings were statistically significant between the person with HF
and the caregiver which confirms cultural preferences and perceived social support
influence self-care in AAs (Cousin et al., 2022). Dyads demonstrated difficulty adhering
to dietary guidelines because of the inability to afford fresh fruits and vegetables,
inadequate engagement in self-care behaviors, and overutilization of health resources
(Wu et al., 2017). Cultural preferences, family values and religious beliefs were part of
the life experience and not consistent with the medical model of how self-care should be
performed (Herber et al., 2017; Rong et al., 2016; Riegel & Dickson, 2015). My results
further extend the knowledge that culturally congruent care is weak, health care providers
prioritize best practices in disease management, which are not culturally appropriate and
contribute to non-compliance and less successful outcomes (Banks et al., 2016).

Mammen et al. (2018) and Lee et al. (2017) posited that individuals who practice
optimal self-care management reduce the physical impact of the illness and prevent
exacerbations and promote health. Okada et al. (2019) and Riegel et al. (2018) postulated
that perceived changes in HF are difficult for the person to understand because symptoms
are not severe enough or clustered together to attribute them to HF. Furthermore, inability

to interpret symptoms leads to delays in decision-making and is indicative of poor
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symptom perception (Okada et al., 2019). Communication barriers, or the quality of the
interaction does not allow the caregiver to recognize signs and symptoms of HF, which
further extends the literature (Bouldin, 2019). Competing life challenges include the
disparity of social support between the AA person with HF and the caregiver (Cousin et
al., 2022). My results further extend the findings of Wali et al. (2019) that
communication differences can be attributed to limited understanding of symptoms of
HF, as education is not always customized to the person with HF.

AAs attach great value on interdependence and collectivism in studies that
examine coping strategies of racial populations and rely heavily on problem focused
coping strategies (Kuo, 2013; Sharpe & Boyas, 2011). The low self-care perception
scores of the dyad within my study further extend the findings of Dickson et al. (2014)
that food is a major part of the cultural make-up with food-related social norms which
negatively affect persons with HF as they did not want to draw attention to their special
dietary needs (Dickson et al., 2013). Additionally, the low self-care perception scores of
the dyad further extend the literature findings of Lee and Riegel (2018), which noted
edema-related symptoms, lower extremity edema and weight gain, were poorly detected
before hospitalization.

Dyadic incongruence was found between persons with HF and their caregivers
with substantial knowledge variability, which reported higher caregiver participation and
contribution to self-care, than the patient (Bidwell et al., 2018). In my study, the self-care
maintenance scores were higher in the caregiver than the person with HF, which is

consistent with the findings by Wilson et al. (2022), which identified HF self-care scores
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as higher in the caregiver than in the person with HF and consisted of a large AA dyadic
makeup. Wilson et al. (2022) postulated caregiver contribution to the self-care of the
person with HF is fundamental. The findings of my research showed the caregiver scored
adequate in self-care maintenance, whereas the person with HF scored below adequate,
which agrees with the findings by Bidwell et al. (2018) that dyadic self-care maintained
two domains of self-care, allocating responsibility for each domain independently and
collaboratively. The caregiver demonstrated higher self-care management scores in a
study by Vellone et al. (2020) when the person with HF had worsening conditions, and
that caregivers contribute more effectively with improved preparedness.

Self-care findings in the cross-sectional study conducted by Buck et al. (2018),
demonstrated dyadic self-care adequacy is nuanced and takes place individually and
relationally. Caregivers scored higher than the person with HF in self-care management,
but not in self-care maintenance, and demonstrates the dyadic shift when patients with
HF have symptoms, such as swelling (Buck et al., 2018). Complex interpersonal
relationships were shown in my study to not improve during self-care but suggest
adequate self-care is better than inadequate self-care, which emerged as the more
adequate the dyad feels, the less likely they are to change and find it difficult to switch
course as the patient deteriorates (Buck et al., 2018).

Limitations of the Study

There were several limitations that were considered during interpretation of the

study results. There were several threats to internal validity. Response bias is an internal

threat, which happens when respondents answer questions in a socially desirable manner
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(Randall & Fernandes, 1991). I hypothesized AA persons with HF and the caregiver did

not have differences in communication regarding self-care management, self-care
maintenance, or self-care perception. However, in the study, the differences in self-care
maintenance and self-care management were measured concurrently and did not provide
a basis for knowing which was the antecedent. Additionally, homogenous sampling was
also a threat to validity as respondents were recruited based on a specific population. To
reduce the threat, the participants were recruited via social media sites, the Walden
Participant pool, and snowball sampling. Additionally, because this was an anonymous
survey, results could cause bias since there is no method of knowing if the participants
were truly AAs with HF or the caregiver (Grant & Graven, 2018).

Another threat to internal validity was the extraneous variables which could not
be separated and measured, such as environmental factors, time of day surveys were
taken, or natural intelligence (Statology, 2023). This survey was a mixed method survey;
mail or online methodology, the mood of the respondent was unknown and could
potentially influence responses. Inconsistent data were removed, if greater than 50% of
the survey was incomplete, and completion was limited to the one sitting and one
attempt, which attempted to resolve the issue of extraneous variables. Collection of self-
reported measures relied on truthfulness of the respondent in answering questions
regarding sociodemographic variables and self-reported measures, as well as
disadvantages in research, such as age restriction, with reported ages upwards of 80. This
could negatively impact the results with limited recall or social desirability. However, I

attempted to reduce recall bias and social desirability bias, through exclusionary criteria
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of dementia or memory loss and removing the dyadic partnership. This could not be
controlled since the survey was an anonymous online survey.
Recommendations

The dyadic relationship is complex, the phenomena of simultaneous integrative
care for HF has limited research (Buck et al., 2018; Maclnnes & Williams, 2018).
Mutually supportive education for the AA person with HF and their caregiver to promote
increased communication is necessary to understand the complexities of the disease in the
AA population. The integration of qualitative and quantitative data in dyadic engagement
in HF self-care communication could reveal and inform initiatives aimed at the
improvement of self-care outcomes for both patient and caregiver within the community
setting (Buck et al., 2018).

The dyadic experience of the caregiver of the AA person with HF scored higher
on the CC-SCHFI v2 than the AA person with HF. This study did not account for other
racial/ethnic populations and how they care for the AA person with HF, as the study did
not expand the understanding of cross-cultural dyads. Cross cultural understanding of the
dyad needs to be explored within a qualitative setting to account for the various cultural
differences of the dyad.

Further research is needed to explore the social and comorbid conditions of either
member of the dyad, as well as the understanding of the generational gaps in patient-
caregiver dynamics. Analyses of AA dyads during the early stages of disease could be
conducted to produce “clinically actionable results” and provide emotional support to

diminish the total burden through focused interventions on the dyad and not just the
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person with HF (Piamjariyakul et al., 2015). My findings reiterate the need for continued

research into the importance of the informal caregiver role and enhancing the dyadic
understanding with respect to the AA dyad and culture (Nelson et al., 2022).
Implications

Implications for Dyads

The findings of this quantitative analysis are important to the AA community and
how HF impacts and influences the outcomes of the dyad. I identified self-care
differences that are influenced by communication differences in caregivers and patients
across cultural, educational, and generational factors (Abrams et al., 2016; Wali et al.,
2020). Emotional and physical support should be addressed for both members of the dyad
to reduce isolation (Hodson, et al., 2019). HF self-care is associated with the dyadic
differences in self-care maintenance and self-care monitoring and are influenced by
culture and a combination of socioeconomic factors (Agren et al., 2012; Buck et al.,
2019; Lee et al., 2017).
Implications for Professional Practice

Self-care management and maintenance behaviors are important to both members
of the HF dyad (Uchmanowicz et al., 2022). It is important for health care providers to
treat each dyad according to their dyadic type (Bidwell et al., 2018; Cameron et al.,
2017). The theory of dyadic illness management helps explain the results, which suggests
the quality of, and effective communication are examples of dyadic factors which
influence appraisal and encompasses the support from caregivers in managing the illness

together (Lyons & Lee, 2018). Social support is the most protective conceptual factor
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because it encompasses the support from family and friends and often includes multiple
caregivers helping to manage the illness together (Feeney & Collins, 2015). Cultural risk
protective factors include each member of the dyad’s beliefs, values, and traditions, and
includes the health care culture of patient centricity (Lyons & Lee, 2018). Understanding
the theory of dyadic illness also explains that dyadic confidence is influenced by the
status of the relationship and communication of the members within the dyad to
understand and manage the illness which is an important because influence of the
caregiver is necessary to the caregiver role.
Implications for Social Change

My results showed that AAs feel undervalued in health care and adequate access
to health care. The need to be heard as well as understanding by the health care provider
is important to the AA dyad. This is attributed to the theory of dyadic illness management
and the theory of self-care of chronic illness which is a holistic view of self-care for both
the patient and the caregiver and identifies challenges the dyad have with decision-
making about chronic conditions. Furthermore, my findings also suggest health care
providers need to address the underlying issues of the AA person with HF by
understanding the cultural identity of the person. Addressing the types of foods that are
customary to the person will assist in increasing trust and lifestyle changes as they relate
to chronic conditions. Social change is required to create an awareness that dyadic
partnership is important and incorporating ways to increase dyadic relationships can help

to reduce the HF self-care effects through trust.
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Conclusion

HF is a serious condition, and the increased burden of self-care is placed on the
caregiver. The aging population and the prevalence of HF is likely to increase, with
higher morbidity and mortality rates. The findings of this study can be utilized to identify
areas that need improvement. The cultural and generational differences within the dyad in
the AA population and how they access health care can improve with the understanding
of the norms. The family dyad is integral to the self-care outcomes of the person living
with HF. The gaps in health care may be decreased when the caregiver needs are met as

well as the person living with HF.
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Appendix A: Demographic Information

DEMOGRAPHIC INFORMATION

Mame (Please write your name in the box below)

w
Person completing this fiorm:
Person with Heart Failure || Caregiver [
Age:
18-29 years
30-39 years
40-45 years

50-55 years

OO00OoO

B0-65 years
T0-79 years I:l

80 years or older El

Race:
African American |:|

Caucasian ||

Cther [

Gender:

Male D
Female [ |
Binary [_|

Role:

I have Heart Failure |:| | care for someone with Heart Failure |:|
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Marital Status:

Single [ |  Married [ ] Divorced [ | Widowed [ ]

Health Insurance Status:

Yes | have health insurance |:| Mo, | donot have health insurance |:|

How many years have you had heart failure or caring for someone with heart failure:

Lessthanlyear [ | 1-3years [ | 47 years [ & or more years [

Mew York Heart Association Class Scale — What is your current stage of heart failure:
MYHA Class | [ MYHA Class Il [ MYHAClass Il [ NYHACEs IV [

I do not know my NYHA Class ||

Income Status:

50-530,959  year [ 531-555,395 [ |
556—75,999 [ year[] 576-599,993 [ |
5100,000 or more year [ |



Appendix B: Instrument Permission Forms

Instrument Use Agreement

I, _Adrienne Michelle Johnson ___, am requesting to use the _Patient Version SCHF| = v7.2  Instrument
in _English_.

I agree to these Terms and Conditions:

* Mot to change the self-care instrument in anyway without explicit permissian of the instrument
author,
To calculate scores in the manner prescribed (see website and publications).
To properly cite the instrument in all publications using it, referring to the original publication.

s Tonotinclude the instrument itself in any publication because that transfers the copyright to the
journal publisher,

The instrument authors agree to these Terms and Conditions:

s You have permission to use this instrument in your research now and In perpetuity, if the terms and
conditions of this Agreement continue to be met:
£

Signature of User:lp :x'f’ )ff‘fﬁ Date: _lanyary 16, 2021

Farbaa ,é?ufe.é’ e T
Signature of Instrument Author: Date: s e
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Instrument Use Agreemeant

I, _Adriznne Michelle Johnson, am requesting m'u.se the _Caregl tributi -SCHF
instrument in _Englush . 3

1 agree to these Terms and Conditions:

= Not to change the self-care instrument in anyway without explicit permission of the instrument
authar.

s To caleulate scores in the manner prescribed (see website and publications).

s To properly cite the instrument in all publications using it, referring to the original publication.

e  Notto include the instrument itself In any publication because that transfers the copyright to the
journal publisher.

Mote that we encourage all users of our self-care instruments to always measure confidence because
confidence has been shown repeatedly to be associated with success in performing self-care. if the
instrument you have chosen does not include items addressing confidence {usually the last section of
the instrument), please request permission to use the Self care Self efficacy scale (available on the
website],

The instrument authors agree to these Terms and Conditions:

« You have permission to use this instrument in your research now and in perpetuity, if the terms and
conditions of this agreement continue to be met,

f&j A i)
Signature of User; P’*‘J,f'ém "‘E Date:_lanuary 5,202

Signature of Instrument Author: Encal il Date:

January 6, 2022
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