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ABSTRACT 

Julie Ann Nauser 

Heart Failure Family Caregivers:  Psychometrics of a New Quality of Life Scale  

and Variables Associated with Caregiver Outcomes 

 The number of patients with chronic heart failure (HF) is at an all-time high and 

the incidence is expected to increase as our population ages.  HF patients experience 

impaired cognition, exertional shortness of breath, and persistent fatigue; therefore, 

family members are needed to assist with their care at home.  Although existing literature 

suggests that HF caregivers experience negative physical, mental, and social outcomes, 

there is a lack of studies guided by a conceptual model to determine factors associated 

with these outcomes.  The purpose of this study was to determine factors associated with 

HF caregiver depressive symptoms, life changes, and quality of life guided by a 

conceptual model derived from Lazarus and colleagues’ transactional approach to stress.  

Psychometric properties of a new HF caregiver-specific quality of life (HFCQL) scale 

were also determined.  Using a descriptive design, a convenience sample of 100 HF 

caregivers was interviewed by telephone using established measures along with the new 

HFCQL scale.  The 16-item HFCQL scale, which measures physical, psychological, 

social, and spiritual well-being demonstrated evidence of internal consistency reliability 

(α = .89); 2-week test-retest reliability (ICC = .83); construct validity, as evaluated with 

factor analysis (loadings > .32) and hierarchical multiple regression (59% variance, p < 

.001); and criterion validity, as shown with significant (p < .001) correlations with the 

Bakas Caregiving Outcomes Scale (r = .73), SF-36 general and mental health (r = .45; 

.59), and a single overall QOL item (r = .71).  Using hierarchical multiple regression, the 
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model constructs accounted for 35% variance of depressive symptoms, 46% variance of 

life changes, and 59% variance of HFCQL (p < .001).  Factors significantly associated 

with these outcomes included caregiving task difficulty, uncertainty, social support, and 

threat appraisal.  Support for the conceptual model was provided, and potential areas for 

intervention development were identified.  The new HFCQL scale showed potential as a 

quality outcome measure in HF caregivers, and might be used to screen HF caregivers for 

poor quality of life.  Further research using the proposed conceptual model and the 

HFCQL scale is warranted.     
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1.  THE NATURE OF THE STUDY 

Introduction 

 Heart failure (HF), characterized by the heart’s inability to pump blood efficiently 

to maintain adequate tissue perfusion and compensatory neurohormonal mechanisms, is 

associated with high mortality rates, frequent hospitalizations, and poor quality of life 

(American Heart Association, 2007).  Over five million people are currently diagnosed 

with HF and 550,000 new cases are diagnosed annually (American Heart Association, 

2007).  The incidence of HF has not declined in the last two decades and survival after 

onset has increased (Roger et al., 2004) resulting in more people living with HF.  

Primarily affecting the elderly, HF incidence approaches ten for every 1,000 people over 

the age of 65 (Hurst, 2001).  Undoubtedly the aging of the population will increase the 

incidence of HF (Bonow, Smaha, Smith, Mensah, & Lenfant, 2002) as the U.S. Census 

estimates there will be 55 million Americans 65 years and older in 2020 (U.S. Census 

Bureau, 2004).  

Self-care management of HF at home is complex and demanding.  To effectively 

and independently manage HF at home, the patient must be able to monitor for early 

symptom recognition and implement appropriate self-care or seek medical assistance; 

self-administer medications accurately and in a timely manner; and adhere to, as well as 

monitor, dietary sodium and water restrictions.  However many patients with chronic HF 

have impaired cognition (Bennett & Sauve, 2003) and reduced functional capacity due to 

exertional shortness of breath and persistent fatigue (Carlson, Riegal, & Moser, 2001; 

Friedman & Griffin, 2001) making independent home management difficult or even 

impossible.  Therefore, many patients with HF rely on family members to provide care, 
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such as medication administration, symptom monitoring and management, meal 

preparation, bathing, and transportation.   

It is plausible to assume that providing care to this complex population can result 

in negative outcomes for family members.  There is a substantial body of literature 

confirming that family caregivers of persons with other chronic or terminal illnesses 

experience emotional distress (Bakas & Burgener, 2002; Bakas, Austin, Jessup, 

Williams, & Oberst, 2004), perceived stress (Sanford, Johnson, Townsend-Rocchiccioli, 

2005), and depression (Bakas, Kroenke, Plue, Perkins, & Williams, 2006; Farran et al., 

2004; Given et al., 1993; Lee, Brennan, & Daly, 2001; Robinson, 1989; Schulz, O’Brien, 

Bookwala, & Fleissner, 1995).  As a result of caregiving responsibilities, family 

caregivers have indicated their health has declined (Faison, Faria, & Frank, 1999), their 

life has changed for the worse (Bakas & Burgener, 2002; Bakas et al., 2004; Bakas, 

Champion, Perkins, Farran, & Williams, 2006), and their quality of life is poor (Kershaw, 

Northouse, Kritpracha, Schafenacker, & Mood, 2004; Markowitz, Gutterman, Sadik, & 

Papadopoulos, 2003; Weitzner, McMillan, & Jacobsen, 1999).   

In spite of the growing prevalence of HF and the likelihood that these caregivers 

experience negative outcomes, research concerning HF family caregiving is minimal 

compared to that conducted with other caregiving populations. However, the existing 

studies do suggest that providing care to persons with chronic HF is detrimental to the 

caregiver.  Compared to the general population (Ware, 2000), HF family caregivers had 

lower ratings of general health (Bakas, Pressler, Johnson, Nauser, & Shaneyfelt, 2006; 

Dracup et al., 2004), physical health (Martensson, Dracup, Canary, & Fridlund, 2003), 

and mental health (Bakas, Pressler, et al., 2006; Dracup et al., 2004; Martensson et al., 
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2003; Scott, 2000).  Likewise, HF family caregivers had lower ratings of life satisfaction 

compared to the general population (Luttik, Jaarsma, Veeger, & Veldhuisen, 2005; 

Meagher-Stewart & Hart, 2002).  These caregivers often experience depression (Barnes 

et al., 2006; Martensson et al., 2003; Molloy et al., 2006; Rohrbaugh et al., 2002; 

Schwarz & Elman, 2003; Scott, 2000), perceived stress (Karmilovich, 1994; Meagher-

Stewart & Hart, 2002; Schwarz & Dunphy, 2003; Schwarz & Elman, 2003), and anxiety 

(Luttik, Blaauwbroek, Dijker, & Jaarsma, 2007; Molloy et al., 2006; Rohrbaugh et al., 

2002; Scott, 2000).  Providing care to a family member with HF can be socially isolating 

for the caregiver (Aldred, Gott, & Gariballa, 2005; Bohackick & Anton, 1990; Dracup et 

al., 2004; Murray et al., 2002).  HF family caregivers have indicated their health has 

declined (Scott, 2000) and their life has changed for the worse (Bakas, Pressler, et al., 

2006) as a result of their caregiving responsibilities.  While these studies contribute to our 

initial understanding, there is a lack of studies that focus on relationships among HF-

specific caregiver concepts guided by a conceptual model.    

Understanding the relationships between associated variables and caregiver 

outcomes is essential to develop appropriate, relevant interventions to support family 

caregivers.  To date, only five variables associated with outcomes have been examined in 

HF family caregivers: caregiving tasks, perceived control, threat appraisal, involvement 

in hospital discharge planning, and preparedness.  The number of tasks and perception of 

task difficulty have been associated with perceived stress (Karmilovich, 1994), poor 

mental health and negative life changes (Bakas, Pressler, et al., 2006).  The HF 

caregiver’s perception of control over their family member’s heart problems has been 

correlated with outcomes in two studies; lower levels of perceived control was related to 
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poor mental health (Bakas, Pressler, et al., 2006) and emotional well-being (Dracup et al., 

2004).  Threat appraisal was significantly related to negative life changes and poor 

mental health in family caregivers of HF patients (Nauser, 2005). 

Caregiver involvement in hospital discharge planning was associated with better 

caregiver general health and mental health (Bull, Hansen, & Gross, 2000a; Bull, Hansen, 

& Gross, 2000b) and lower levels of caregiver preparedness were associated with 

negative impacts on caregiver health, finances, and daily schedules (Scott, 2000) in 

studies of HF family caregivers.  Both caregiver involvement in discharge planning and 

preparedness may reduce uncertainty, an important variable that has been examined in 

caregivers of persons with other disorders.  In caregivers of women with recurrent breast 

cancer (Northouse et al., 2002) and caregivers of persons with Parkinson’s disease 

(Sanders-Dewey, Mullins, & Chaney, 2001), uncertainty was correlated with poorer 

mental health outcomes.  While not studied in HF family caregivers, social support has 

been shown to be significantly associated with outcomes for other caregivers.  In 

caregivers of persons with Alzheimer’s disease and related dementias (Chang, Brecht, & 

Carter, 2001) and caregivers of functionally impaired persons (Schwarz, 2000), social 

support was related to mental health outcomes.  Social support was shown to be a 

significant predictor of caregiver life satisfaction in a study of stroke caregivers (Grant, 

Elliot, Giger, & Bartolucci, 2001).   

While the small body of literature addressing outcomes of HF family caregivers 

(seventeen quantitative studies, ten qualitative studies) has contributed to our initial 

understanding of their experiences, usefulness of the findings is limited.  Most of the 

studies did not specify a conceptual model; only 4 of the 17 quantitative studies were 
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guided by a conceptual model (Bakas, Pressler, et al., 2006; Bull et al., 2000b; Nauser, 

2005; Scott, 2000).  Very few studies have identified variables associated with outcomes 

of HF family caregivers (Bakas, Pressler, et al., 2006, Bull et al., 2000a; Bull et al., 

2000b; Dracup et al., 2004; Nauser, 2005).   

In most studies, caregiver outcomes were measured with generic quality of life 

instruments, such as the Medical Outcomes Study Health Survey Short-Form (SF-12, SF-

36) (Bakas, Pressler, et al., 2006; Bull et al., 2000a; Bull et al., 2000b; Dracup et al., 

2004; Evangelista et al., 2002; Martensson et al., 2003; Scott, 2000), Life Satisfaction 

Index Z (Meagher-Stewart & Hart, 2005), and Cantril Ladder of Life (Luttik et al., 2005; 

Meagher-Stewart & Hart, 2005).  While allowing comparison to other populations, 

generic quality of life instruments may not adequately measure caregiver-specific 

outcomes.  In one HF study, the researchers did use a caregiver-specific instrument, the 

Bakas Caregiving Outcomes Scale (Bakas, Pressler, et al., 2006) which measures the 

degree of change in physical, social, and subjective-well-being as a result of providing 

care, but does not capture the HF caregiver's current state with regard to these domains.  

Furthermore, the Bakas Caregiving Outcomes Scale does not include items that address 

spiritual well-being, which has been shown to be an important domain among caregivers 

of patients with cancer (Ferrell, 1995) and Alzheimer’s Disease (Spurlock, 2005).  

 As the prevalence of HF among the elderly continues to increase in the future, 

more family members will be exposed to the challenges of providing care for patients 

with chronic HF.  It is imperative to fully understand the HF family caregiver’s unique 

experience so that health care providers can intervene and support these caregivers in 

their difficult roles.  A caregiver-specific quality of life instrument is needed to 
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adequately measure quality of life for this population.  Studies guided by an empirically 

supported conceptual model are essential to identify factors associated with depressive 

symptoms, life changes, and quality of life to identify priority areas for intervention 

development.  However, the limitations in the existing HF family caregiving literature 

make it impossible to intervene to effectively support this population.    

Problem Statement 

The problems associated with the existing HF caregiving literature are a lack of 

studies guided by a conceptual framework, an absence of a HF caregiver-specific quality 

of life instrument with documented psychometric properties, and a lack of identification 

of variables associated with HF caregiver outcomes.  In order to develop and implement 

appropriate and relevant interventions to support this neglected population, there is a 

need for HF family caregiving studies that are guided by theoretically-based, empirically 

supported conceptual model.  To understand their unique experience, a HF caregiver-

specific quality of life instrument is needed to identify the most relevant variables 

associated with negative outcomes so that health care providers can begin to identify 

priority areas for intervention and test the effectiveness of these interventions.   

Purposes 

The purposes of this study were 1) to determine the psychometric properties of 

the Heart Failure Caregiver Quality of Life (HFCQL) scale and 2) to identify variables 

associated with depressive symptoms, life changes, and HF caregiver-specific quality of 

life in family caregivers of HF patients.  The study was based on a conceptual model 

derived from the work of Lazarus and colleagues (Lazarus, 1966, 1991; Lazarus and 

Folkman, 1984) and Bakas and colleagues (Bakas & Burgener, 2002; Bakas & 

 6



Champion, 1999; Bakas, Champion, Perkins, Farran, & Williams, 2006) who theorized 

that antecedent person and situation factors are mediated by cognitive appraisal which 

influences emotional responses and adaptational outcomes.  This study also expanded on 

an existing conceptual model used in HF caregivers provided by Bakas and colleagues 

(Bakas, Pressler, et al., 2006) by adding the theory-based variables of social support, 

uncertainty, appraisal, depressive symptoms, and HF caregiver-specific quality of life.  

Essentially this study has provided much needed knowledge regarding HF family 

caregivers using a conceptual model derived from prior work and psychometrically 

testing a new HF caregiver-specific quality of life instrument.   

The situation factors of social support, caregiving task difficulty, uncertainty 

about the illness-related events, and perceived control over heart problems; mediating 

variable of threat appraisal; and emotional response of depressive symptoms were 

selected because of relevance to HF family caregiving circumstances and potential for 

intervention.  Adaptational outcomes under investigation are life changes resulting from 

caregiving and HF-caregiver-specific quality of life.  The specific aims and hypotheses 

are presented next, followed by conceptual and operational definitions of the variables 

under investigation, and assumptions and limitations.         

Specific Aims and Hypotheses 
 

Specific Aim 1.  To evaluate the psychometric properties of the Heart Failure Caregiver 

Quality of Life scale (HFCQL). 

Hypothesis 1a.  The HFCQL items demonstrate means close to the midpoint, 

good variability in relation to the means, floor and ceiling effects less than 10%, 
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and item-to-total correlations greater than or equal to .30 among caregivers of HF 

patients.    

Hypothesis 1b.  The HFCQL scale and potential domains have evidence of 

internal consistency reliability with Cronbach alphas greater than or equal to .70 

among caregivers of HF patients.        

Hypothesis 1c.  The HFCQL scale and potential domains have evidence of 2-

week test-retest reliability with an intra-class correlation coefficient greater than 

.60 among caregivers of HF patients.        

Hypothesis 1d.  The HFCQL has evidence of construct validity with factor 

loadings of .32 and above for the scale or each domain as determined through 

factor analysis among caregivers of HF patients.    

Hypothesis 1e.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains, as 

determined through factor analysis, in family caregivers of patients with HF, to 

provide evidence of construct validity. 

Hypothesis 1f.  To show evidence of criterion-related validity, the HFCQL scale 

and potential domains are significantly correlated with the BCOS, SF-36 general 

health and mental health subscales, and the HFCQL and domain well-being 

overall items, among caregivers of HF patients.       
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Specific Aim 2.  To determine the combination of independent variables that explains 

depressive symptoms, life changes, and HF caregiver-specific quality of life in family 

caregivers of HF patients using a theoretically based conceptual model.   

Hypothesis 2a.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, and threat appraisal explain a 

significant amount of variance of depressive symptoms in family caregivers of 

patients with HF. 

Hypothesis 2b.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of life changes in family 

caregivers of patients with HF. 

Hypothese 2c.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and/or domains as determined by 

psychometric testing in family caregivers of patients with HF. 

Conceptual and Operational Definitions 
 

Caregiver Characteristics 

 Conceptual definition.  Caregiver characteristics were collected to provide a 

detailed description of the sample and to determine if any of the characteristics are 

associated with other variables in the study.  The caregiver characteristics included:        

1) demographic and clinical data (age, gender, race, ethnicity, relationship to the care 

recipient, education, co-morbidities, perception of the degree that income meets their 
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needs, and employment status) and 2) caregiving situation characteristics (length of time 

in the caregiving role since HF diagnosis in months, time spent caregiving in hours per 

week, and living arrangements).   

 Operational definition.  An investigator-developed demographic data form 

measured the caregiver characteristics as described above.   

Patient Characteristics 

 Conceptual definition.  Patient characteristics were collected from the caregiver to 

provide a detailed description of the sample and to determine if any of the characteristics 

are associated with other variables in the study.  Patient characteristics included:  1) 

demographic and clinical data (age, gender, race, ethnicity, education, co-morbidities), 2) 

caregiver’s perception of patient’s symptoms with activities, 3) presence of implanted 

ventricular assist device, and 4) caregiver’s perception of patient’s cognitive status. 

 Operational definition.  An investigator-developed demographic data form 

measured the patient characteristics as described above.  The caregiver’s perception of 

patient’s symptoms, such as shortness of breath, fatigue, and chest pain, with activities 

was determined through a single item asking the family caregiver to identify patient 

symptoms with activity:  1) no symptoms, 2) symptoms with moderate activity, 3) 

symptoms with minimal activity, and 4) symptoms at rest.  Caregivers were asked if the 

patient has an implanted ventricular assist device.  The patient’s cognitive status was 

measured with the eight-item Cognitive Status Scale (CSS); on a 5-point response scale 

ranging from 1 (“can’t do at all) to 5 (“not at all difficulty”).  Family caregivers rate the 

patient’s level of difficulty associated with memory, communication, and recognition 

(Pearlin, Mullan, Semple, & Skaff, 1990).   
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Social Support 

 Conceptual definition.  Social support was conceptually defined as the family 

caregiver’s perception about the availability of support and relationships that serve 

particular functions (Sherbourne & Stewart, 1991).  Five different types of social support 

are emotional, informational, tangible, affectionate, and positive social interaction.  

Emotional support refers to expressing positive affect, empathetic understanding, and 

encouraging expression of feelings.  Informational support refers to offering advice, 

information, and guidance.  Tangible support is providing material aid or behavior 

assistance.  Positive social interaction is the availability of other persons to do fun things 

with.  Affectionate support involves expressions of love and affection (Sherbourne & 

Stewart, 1991).   

 Operational definition.  The Medical Outcomes Study (MOS) Social Support 

Survey was used to measure social support (Sherbourne & Stewart, 1991).  On the first 

item, which is open-ended, respondents indicate the number of close friends and relatives 

they have.  On the remaining 19 items, respondents rate the availability of perceived 

support on a 5-point response scale ranging from 1 (“none of the time”) to 5 (“all of the 

time”).  The survey yields a total score as well as four subscale scores, 

emotional/informational support (8 items), tangible support (4 items), positive social 

interaction (3 items), and affectionate support (3 items).  The overall total score is 

calculated by summing the 19 responses; higher scores indicate higher perceived 

availability of social support (Sherbourne & Stewart, 1991; Westlake et al., 2002). 
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Caregiving Task Difficulty 

 Conceptual definition.  Caregiving task difficulty was conceptually defined as the 

caregiver’s perceived difficulty with direct, instrumental, and interpersonal tasks carried 

out to assist their family member (Oberst, 1990).  Direct care tasks refer to medical or 

nursing treatments, personal care (bathing, dressing), and assistance with mobility; 

instrumental care tasks refer to provision of transportation, management of finances, 

planning activities, household tasks, and coordinating services; and interpersonal care 

tasks refer to emotional support, managing behavior problems, communication, and 

seeking information from health professionals (Oberst, 1990).   

 Operational definition.  The difficulty subscale of the Oberst Caregiving Burden 

Scale (OCBS) was used to measure caregiving task difficulty (Bakas et al., 2004; Oberst, 

1990).  For this 15-item subscale, caregivers indicate the level of difficulty associated 

with 15 direct, instrumental, and interpersonal caregiving tasks on a 5-point response 

scale ranging from 1 (“not difficult”) to 5 (“extremely difficult”).  The subscale is scored 

by summing the 15 items; higher scores reflect greater caregiving task difficulty (Bakas 

et al., 2004; Oberst, 1990).   

Uncertainty 

Conceptual definition.  Uncertainty was conceptually defined as the family 

caregiver’s inability to determine the meaning of their family member’s illness-related 

events (Mishel, 1997).  This cognitive state is created when the family member cannot 

adequately structure or categorize an event due to a lack of sufficient cues and results in 

the inability to assign a definite value to the event and/or accurately predict outcomes 

(Mishel, 1997).  Ambiguity and complexity of illness-related events increase uncertainty 
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perceived by family caregivers.  Ambiguity refers to vague and indistinct cues about the 

state of the illness which tend to blur and overlap and complexity refers to multiple and 

varied cues about the treatment and system of care (Mishel, 1997).    

 Operational definition.  Uncertainty was measured with the 31-item Parents’ 

Perception Uncertainty in Illness Scale for Family Members (PPUS-FM) developed by 

Mishel (1997).  This instrument, while originally designed for parents of ill children, can 

be used with family caregivers by changing the word ‘child’ to the appropriate relational 

descriptor, such as ‘family member’ (Mishel, 1997).  On a scale of 1 (“strongly 

disagree”) to 5 (“strongly agree”), respondents indicate the degree to which they agree 

with uncertainty statements concerning their family member’s illness, treatment, and 

communication with health care providers (Mishel, 1997)  The PPUS-FM is scored by 

summing the 30 items; the last item is not included in the scoring (Mishel, 1997).  A 

higher score is indicative of greater uncertainty (Mishel, 1997).   

Perceived Control 

 Conceptual definition.  Perceived control was conceptually defined as the 

caregiver’s belief that they have the internal resources to positively influence the 

adversity of an event and can influence their environment to bring about positive 

outcomes (Thompson, 1981; Wallston, 1989).  Control does not have to be exercised nor 

real, only perceived, to influence outcomes (Litt, 1988).  For this study, perceived control 

refers to the caregiver’s perceived level of control over their family member’s heart 

problems (Moser & Dracup, 2000), and is therefore situation-specific (Lyon & Rice, 

2000).  For this reason, it is different than locus of control, which refers to a person 

factor.     
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 Operational definition.  Perceived control was measured with the family version 

of the Control Attitudes Scale (CAS) (Dracup et al., 2004; Moser & Dracup, 2000).  On 

the 4-item CAS, family caregivers rank their level of perceived control over heart 

problems (and conversely, feelings of helplessness) on a 7-point response scale ranging 

from 1 (“not at all”) to 7 (“very much”).  The instrument has items related to both the 

family caregiver’s own perception of control (3 items) and their perception of the degree 

to which they feel the heart failure patient feels control (1 item).  After reverse scoring 

items 3 and 4, the item rankings are summed for the score; higher scores indicate higher 

feelings of control (Dracup et al., 2004; Moser & Dracup, 2000).   

Threat Appraisal 

Conceptual definition.  Threat appraisal was conceptually defined as the 

caregiver’s perception that their caregiving situation is potentially harmful and/or 

resulting in loss to their well-being.  As a cognitive process with subjective interpretation, 

threat appraisal is a type of stress appraisal which occurs when the demands of the 

situation exceeds the person’s resources (Lazarus, 1966; Lazarus & Folkman, 1984).  The 

perception of threat, which centers on the potential harms or losses, is characterized by 

negative emotions such as fear, anxiety, and anger (Lazarus & Folkman, 1984). 

 Operational definition.  Threat appraisal was measured by the threat subscale of 

the Appraisal of Caregiving Scale (ACS) (Oberst, 1991), as adapted by Bakas and 

colleagues (1999, 2002) in their studies of family caregivers of stroke survivors.  For this 

12-item subscale, respondents indicate their level of perceived threat on a 5-point 

response scale ranging from 1 (“strongly disagree”) to 5 (“strongly agree”) in the areas of 

caregiving tasks, relationships and interpersonal support, lifestyle, emotional and physical 
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health, and overall personal impact (Oberst, Thomas, Gass, & Ward, 1989).  Individual 

item scores are summed for a total score with higher scores indicating higher levels of 

threat.   

Depressive Symptoms  

Conceptual definition.  Depressive symptoms were conceptually defined as the 

severity of symptoms associated with depression (Kroenke, Spitzer, & Williams, 2001), 

such as feeling down, sleep changes, diminished interest or pleasure in activities, weight 

loss or weight gain, insomnia or hypersomnia, psychomotor agitation or retardation 

observed by others, fatigue or loss of energy, feelings of worthlessness or excessive guilt, 

inability to think or concentrate or indecisiveness, and suicidal ideation (American 

Psychiatric Association, 1994).   

 Operational definition.  Depressive symptoms were measured by the nine item 

depression scale of the Primary Health Questionnaire (PHQ-9).  The items correspond 

with criteria as delineated by Diagnostic and Statistical Manual of Mental Disorders, 4th 

edition (DSM-IV) major depressive disorder category (Kroenke & Spitzer, 2002), such as 

little interest or pleasure in doing things, feeling down, problems with sleeping, and 

trouble concentrating.  Respondents indicate the frequency of problems over the last two 

weeks on a 4-point response scale, ranging from 0 (“not at all”) to 3 (“nearly every day”).  

The scores are summed with a range of 0 to 24 and level of severity of depressive 

symptoms can be described as none (score 1 to 4), mild (5 to 9), moderate (10-14), 

moderately severe (15-19), and severe (20-27) (Kroenke & Spitzer, 2002).    
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Life Changes 

Conceptual definition.  Life changes were conceptually defined as perceived 

changes in the caregiver’s life as a result of providing care (Bakas & Champion, 1999).   

These life changes include changes in social functioning, subjective well-being, and 

somatic health, which is consistent with Lazarus’ (1991) conceptualization of 

adaptational outcomes.  Social functioning refers to performance of problem-solving, 

employment, social activity and family; subjective well-being refers to how the caregiver 

feels about their life and situation; and somatic health refers to the physical health status 

of the caregiver (Lazarus, 1991).   

 Operational definition.  Life changes was operationalized with the Bakas 

Caregiving Outcome Scale (BCOS) which measures caregiver perceptions of how their 

life has changed since they assumed the role of caregiver for their family member (Bakas 

& Champion, 1999; Bakas, Champion, et al., 2006).  On this 15-item instrument, 

respondents indicate their perceived changes in social functioning, subjective well-being, 

and physical health on a scale ranging from -3 (“changed for the worst”) to +3 (“changed 

for the best”).  After recoding to a scale of 1 to 7, individual items are summed for a total 

score and higher scores are indicative of more positive changes as a result of caregiving 

responsibilities (Bakas & Champion, 1999; Bakas, Champion, et al., 2006).   

HF Caregiver-Specific Quality of Life 

Conceptual definition.  HF caregiver-specific quality of life was conceptually 

defined as the family caregivers’ perception of their well-being stemming from physical, 

psychological, social and spiritual domains as impacted by their caregiving 

responsibilities (Ferrell, Grant, & Dow, 2001) for a family member with HF.  The 
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physical well-being domain captures the impact of caregiving on physical health and 

related symptoms, such as sleep disturbances and appetite changes (Ferrell, 1995; Ferrell 

et al., 2001). The psychological well-being domain captures the impact of caregiving on 

psychological symptoms, such as depression, emotional distress, and stress (Ferrell, 

1995; Ferrell et al., 2001).  The social well-being domain captures the impact of 

caregiving on social conditions, such as roles and relationships (Ferrell, 1995; Ferrell et 

al., 2001).  The spiritual well-being domain captures the impact of caregiving on 

spirituality, such as a sense of inner strength and purpose (Ferrell, 1995; Ferrell et al., 

2001).     

 Operational definition.  Heart failure caregiver-specific quality of life was 

measured with the proposed Heart Failure Caregiver Quality of Life scale (HFCQL) that 

was psychometrically tested in this study.  With a 5-point response scale ranging from 1 

(“strongly disagree”) to 5 (“strongly agree”), the HFCQL measures quality of life with 

potentially four subscales (physical, psychological, social, and spiritual well-being), as 

determined by fctor analysis.  After selective deletion of items with low inter-item 

correlations and factor loadings, the initial pool of 46 items for the HFCQL was reduced 

to 16.  Respondents rate the impact of caregiving responsibilities on various areas in their 

life reflecting physical (4 items), psychological (4 items), social (4 items), and spiritual (4 

items) well-being domains.  After reverse scoring of appropriate items, individual items 

within each domain, as determined by factor analysis, are summed and averaged, so that 

higher scores are indicative of higher perceptions of quality of life.  
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General Health 

 Conceptual definition.  General health refers to the caregiver’s perception of their 

overall personal health.  In this study, the variable of general health was primarily used to 

establish criterion validity of the proposed HFCQL instrument that was psychometrically 

tested in this study.  However, if the HFCQL did not have satisfactory psychometrics, 

general health would have served as an outcome measure. 

Operational definiton.  General health was measured by the general health 

subscale of the Medical Outcomes Study 36-item Short-Form Health Survey (SF-36).  

For one of the five items of the general health subscale, respondents rate their health on a 

scale of 1 (“excellent”) to 5 (“poor”) (Ware, 1993).  On a 5-point response scale ranging 

from 1 (“definitely true”) to 5 (“definitely false”), respondents compare their health to 

others, if they expect their health will get worse, and if they believe their health is 

excellent for the remaining four items (Ware, 1993).  After recoding of appropriate items, 

the individual items are summed and transformed to a 0-100 scale so that a higher score 

is indicative of better general health perceptions (Ware, 1993).  

Mental Health 

 Conceptual definition.  Mental health was conceptually defined as the caregiver’s 

perception of their mental health, including psychological distress, such as anxiety, 

depression, loss of behavioral or emotional control, as well as psychological well-being 

(Ware & Sherbourne, 1992).  In this study, the variable of mental health was used 

primarily to establish criterion validity of the proposed HFCQL scale that was 

psychometrically tested in this study.  However, if the HFCQL did not have satisfactory 

psychometrics, mental health would have served as an outcome measure. 
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 Operational definition.  Mental health was operationalized by the mental health 

subscale of the SF-36.  On this five item scale, respondents rate the frequency of various 

emotions on a 6-point response scale of 1 (“all of the time”) to 6 (“none of the time”) 

(Ware, 1993).  Emotions include nervousness, feeling down in the dumps, calm and 

peaceful, downhearted and blue, and happiness.  After recoding of appropriate items, the 

individual items were summed and transformed to a 0-100 scale so that a higher score 

indicates perceptions of better mental health (Ware, 1993).  

Conceptual Model 

The conceptual model guiding this study was derived from the work of Lazarus 

and colleagues (Lazarus, 1966, 1991; Lazarus & Folkman, 1984) and Bakas and 

colleagues (Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 

2006; Bakas, Pressler, et al., 2006).  As illustrated in Figure 1 on page 20, the conceptual 

model depicts the hypothesized relationships among the caregiver and patient 

characteristics; situation factors of social support, caregiving task difficulty, uncertainty, 

and perceived control; mediating variable of threat appraisal; emotional response of 

depressive symptoms; and adaptational outcomes of life changes and HF caregiver-

specific quality of life.   

The relationships among caregiving task difficulty, threat appraisal, depressive 

symptoms, and life changes have been empirically supported with stroke caregivers 

(Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006).  

Although the pathophysiological mechanisms differ between HF and stroke, chronic HF 

patients experience impaired cognition and functional limitations similar to stroke 

survivors which have been correlated with negative family caregiver outcomes (Clark et 
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Assumptions 

1. The selected instruments will accurately measure the constructs under 

investigation. 

2. Family caregivers will respond honestly and accurately to the instrument 

items. 

3. The relationships as theoretically hypothesized are accurate depictions of HF 

family caregivers’ experiences. 

4. Nurses can intervene to influence HF family caregivers’ perceptions of social 

support, caregiving task difficulty, uncertainty, perceived control, threat 

appraisal, and depressive symptoms to reduce negative life changes and 

improve quality of life.     

Limitations 

1. A non-probability, convenience sample will be utilized which limits 

generalizability of the findings. 

2. The study will be cross-sectional and stress is a dynamic process thereby 

limiting causal references. 

3. Multicollinearity and singularity among instruments are possible thereby 

resulting in potential statistical analyses errors. 

4. Quality of life domains are interrelated which may decrease the probability 

that HFCQL will psychometrically test to have four distinct quality of life 

domains.   

 The limitations in this study were acceptable considering the early exploratory 

nature of the conceptual model.  Very few researchers examining the experience of HF 
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family caregivers have used a conceptual model to guide their study and those that have 

are limited by small sample sizes (Bakas, Pressler, et al., 2006; Nauser, 2005; Scott, 

2000).  Findings from this study will guide future research to refine the conceptual model 

and instrumentation.  Using procedures by Tabachnick and Fidell (2001), 

multicollinearity and singularity was examined and no corrective strategies were needed.  

While the construct quality of life is complex and multidimensional, it is still important 

that researchers try to capture its unique domains in order to develop relevant supportive 

interventions.  Psychometric evaluation of the HFCQL was conducted before including 

the adaptational outcome of HF caregiver-specific quality of life in the conceptual model.      
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2. REVIEW OF LITERATURE 

The nature of the proposed study, including problem, purpose, study aims and 

hypotheses, conceptual and operational definitions of variables, conceptual model, and 

assumptions and limitations, was presented in the previous chapter.  This chapter 

provides a review of the Lazarus’ (1966, 1991) and Lazarus & Folkman’s (1984) 

transactional approach to stress, conceptual models used in caregiving studies by Bakas 

and colleagues (Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, 

et al., 2006; Bakas, Pressler, et al., 2006), and research findings pertinent to this proposed 

study.   

Overview of Lazarus and Colleague’s Transactional Approach to Stress 

Lazarus (1966, 1991) and Lazarus and Folkman (1984) define psychological 

stress as a relationship between the person and the environment where a situation is 

cognitively appraised by the person as exceeding his or her resources and endangering his 

or her well-being.  Antecedents in Lazarus’ (1966) and Lazarus and Folkman’s (1984) 

transactional approach to stress include person and situation factors.  Person factors 

influence appraisal by determining what is important for well-being in a certain 

encounter, shaping the person’s understanding of the event, and providing the basis for 

evaluation of outcomes (Lazarus & Folkman, 1984).  Examples include, but are not 

limited to, motivational characteristics, commitments, beliefs, and intellectual resources 

(Lazarus, 1966; Lazarus & Folkman, 1984).  Situation factors refer to properties of 

encounters that influence a person’s appraisal of the event.  Examples include, but are not 

limited to uncertainty, duration, perceived social support and sense of control (Lazarus & 

Folkman, 1984; Lyon & Rice, 2000).     
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 A key element in Lazarus’ and colleagues’ transactional approach to stress is the 

mediating variable of appraisal which occurs in three forms: primary appraisal, secondary 

appraisal, and reappraisal (Lazarus, 1966; Lazarus & Folkman, 1984).  In primary 

appraisal, a person evaluates the balance of demands and resources.  When the demands 

exceed the resources, there is the potential for three stress appraisals: potential for 

harm/loss resulting in threat, actual harm/loss that has already occurred, or potential for 

gain or benefit resulting in challenge (Lazarus, 1966; Lazarus & Folkman, 1984).  Other 

types of cognitive appraisals, which are not stressful, are benign and benefit appraisal 

(Lazarus & Folkman, 1984).  Benign appraisal refers to judgment that a situation is 

irrelevant and having no effect on future outcomes, whereas a benefit appraisal refers to 

judgment that a situation will result in positive outcomes (Lazarus & Folkman, 1984).   

 Emotional responses are generated as a consequence of primary appraisal 

(Lazarus, 1991).  Of the stress appraisals, a challenge appraisal triggers pleasurable 

emotions, such as eagerness, excitement, and exhilaration, whereas a threat appraisal and 

actual harm/loss appraisal triggers negatively toned emotions, such as fear, anxiety,  

anger, and depression (Lazarus, 1991).  The emotional response associated with the 

perception of threat mobilizes secondary appraisal, which is the person’s evaluation of 

what coping strategies are available to manage the stress emotions caused by the threat.  

Reappraisal is the ongoing process of continual evaluation and modification of previous 

primary or secondary appraisals based on new information (Lazarus, 1966; Lazarus & 

Folkman, 1984).   

Long-term adaptational outcomes resulting from interaction of person, 

environment, and situation factors, appraisal, emotions, include social, psychological, and 
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physical adaptational outcomes.  Specifically, Lazarus and Folkman (1984) propose three 

types of adaptational outcomes: social functioning, morale, and somatic health.  Social 

functioning refers to the ways that a person fulfills their various roles, satisfaction with 

interpersonal relationships, and the skills necessary for maintaining roles and 

relationships (Lazarus & Folkman, 1984).  Morale refers to how people feel about 

themselves and their life conditions.  The terms ‘satisfaction’, ‘subjective well-being’ and 

‘psychological well-being’ have been used to reflect morale (Lazarus & Folkman, 1984).  

Somatic health refers to the physiological outcome of person, environment, and situation 

factors, appraisal, emotions and coping processes.  Relationships between social 

functioning, morale, and somatic health are complex.  Good functioning in one domain 

may be directly related to poor functioning in another and good functioning in one 

domain does not mean that the person is functioning well in the other domains (Lazarus 

& Folkman, 1984).    

Lazarus’ and colleagues (Lazarus, 1966, 1991; Lazarus & Folkman, 1984) 

approach to stress addresses the entire stress experience.  The central element of this 

theory is cognitive appraisal, which mediates antecedent person and situation factors, to 

produce emotional responses, and adaptational outcomes in response to a particular 

situation.  The conceptual model proposed for this study (see Figure 1) was derived from 

the work of Lazarus’ and colleagues (Lazarus, 1966, 1991; Lazarus & Folkman, 1984) 

transactional approach to stress.  While person factors, per se, are not under investigation, 

caregiver and patient characteristics, such as demographics and co-morbidites, represent 

antecedents in the model.  Social support, caregiving task difficulty, uncertainty, and 

perceived control represent situation factors.  Threat appraisal represents the mediating 
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variable of cognitive appraisal.  Depressive symptoms represent the emotional response 

associated with a threat appraisal, while life changes and HF caregiver-specific quality of 

life represent long-term adaptational outcomes.   

Relevance to Family Caregiving and the Practice of Nursing 

 Lazarus’ and colleagues (Lazarus, 1966, 1991; Lazarus & Folkman, 1984) 

transactional approach to stress has been used to guide studies with large samples (n = 

92, 104, 147) of caregivers of stroke survivors (Bakas & Burgener, 2002; Bakas & 

Champion, 1999; Bakas, Champion, et al., 2006).  Many of the relationships in the 

conceptual model directing the proposed study have been empirically validated in Bakas 

and colleagues’ studies (Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, 

Champion, et al., 2006).  Caregiving task difficulty was found to be predictive of 

emotional distress, which is an emotional response that includes depressive symptoms 

(Bakas & Burgener, 2002), and the adaptational outcome of negative life changes (Bakas 

& Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006).  Appraisal 

of the caregiving situation was related to emotional distress (Bakas & Burgener, 2002) 

and adaptational outcomes, such as general health (Bakas & Burgener, 2002) and life 

changes (Bakas & Burgener, 2002; Bakas, Champion, et al., 2006).  The relationship 

between emotional responses and adaptational outcomes has been documented in these 

stroke caregiver studies as well.  Negative emotions such as depressive symptoms 

(Bakas, Champion, et al., 2006) and emotional distress were related to negative life 

changes (Bakas & Burgener, 2002; Bakas & Champion, 1999). 

 Bakas, Pressler, and colleagues (2006) applied a similar caregiving model to 

study a small sample of HF family caregivers using the variables of caregiving task 
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difficulty, perceived control, and adaptational outcomes of life changes, general health, 

and mental health.  Consistent with stroke caregivers, caregiving task difficulty was 

associated with poorer mental health and negative life changes.  Adding perceived 

control as a situation factor to their model, Bakas, Pressler, and colleagues (2006) found 

correlations between control and mental health in HF family caregivers.  Using the same 

sample to do a secondary analysis to examine the influence of threat appraisal on 

adaptational outcomes, Nauser (2005) found that caregiving task difficulty was related to 

threat appraisal, and threat appraisal was related to poorer mental health and negative life 

changes.  Although the sample was small, these studies support continued use of Lazarus 

and colleagues (Lazarus, 1966, 1991; Lazarus & Folkman, 1984) transactional approach 

to stress, as adapted by Bakas and colleagues (Bakas & Burgener, 2002; Bakas & 

Champion, 1999; Bakas, Champion, et al. 2006; Bakas, Pressler, et al., 2006) to study the 

stress experience of HF family caregivers.   

 While ensuring that the variables chosen to examine in the proposed study were 

consistent with Lazarus (1966) and Lazarus and Folkman’s (1984) transactional approach 

to stress, the potential for intervention was considered as well.  Interventions in the form 

of providing information and offering emotional support have been associated with 

improved problem-solving skills, preparedness, and mental health, and lessened 

depressive symptoms (Grant, Elliot, Weaver, Bartolucci, & Giger, 2002), and improved 

general health and quality of life (Mant, Carter, Wade, & Winner, 2000) in caregivers of 

stroke survivors.  Similar findings have been found with caregivers of patient with 

Alzheimer’s disease; enhanced counseling and support lessened depressive symptoms in 

this population (Mittelman, Roth, Coon, & Haley, 2004).  Using a conceptual model 
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derived from Lazarus (1966, 1991) and Lazarus and Folkman (1984), researchers found 

that interventions targeted at providing education to reduce uncertainty resulted in less 

negative appraisal of their situation for caregivers of patients with cancer (Northouse, 

Kershaw, Mood, & Schafenacker, 2005).   

 The research findings from stroke (Bakas & Burgener, 2002; Bakas & Champion, 

1999; Bakas, Champion, et al., 2006) and HF (Bakas, Pressler, et al., 2006; Nauser, 2005) 

caregiver studies which used conceptual models derived from Lazarus (1966, 1991) and 

Lazarus and Folkman (1984) provided empirical support to justify the conceptual model 

used in this study.  Intervention studies have documented that appraisal and outcomes, 

such as depressive symptoms, mental health, general health, and quality of life, can be 

improved by relevant and appropriate interventions (Grant et al., 2002; Mant et al., 2000; 

Mittelman et al., 2004; Northouse, et al., 2005).  The next section provides a review of 

literature that support the relationships proposed in the conceptual model for this study 

depicted in Figure 1. 

Review of Literature 

 To evaluate the existing literature concerning stress variables and outcomes for 

family caregivers of HF patients, a literature search was conducted using the electronic 

databases CINAHL, MEDLINE, and PsycINFO.  The keywords selected were family 

caregivers, informal caregivers, carers, heart failure, congestive heart failure, and cardiac 

failure; the search was limited from 1990 through May 2007.  Ninety-seven abstracts 

were reviewed for possible relevance to this study.  Many of these studies reported on 

patient experiences only and therefore were considered irrelevant; only 24 were 

considered relevant to family caregiver outcomes and associated variables.  Two 
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additional articles were collected through the ancestry approach.  The findings from an 

additional study, which was conducted by Nauser (2005) and is unpublished, is included 

in this review.  Therefore a total of 27 articles addressing HF family caregivers are 

reported in this review of literature.  Since the research literature concerning family 

caregiver outcomes and related variables for caregivers of other diseases, such as stroke, 

cancer, and Alzheimer’s, is more substantial, many of these articles are included to 

supplement this review of literature.  

 Key findings from the caregiving literature that are pertinent to this study are 

presented in the following sections.  The major headings are the dependent variables of 

depressive symptoms, life changes, and HF caregiver-specific quality of life.  

Relationships between these dependent variables and the independent variables of social 

support, caregiving task difficulty, uncertainty, perceived control, and caregiver and 

patient characteristics, and the mediating variable of threat appraisal, as depicted in 

Figure 1, are addressed in the subheadings within each major section.  Tables 

summarizing each of the studies reviewed are located in Appendix A. 

Depressive Symptoms 

Depressive symptoms refer to the severity of the symptoms which correspond 

with  DSM-IV depression criteria of depressed mood, sleep changes, diminished interest 

or pleasure in activities, weight loss or weight gain, insomnia or hypersomnia, 

psychomotor agitation or retardation observed by others, fatigue or loss of energy, 

feelings of worthlessness or excessive guilt, inability to think or concentrate or 

indecisiveness, and suicidal ideation (American Psychiatric Association, 1994; Kroenke 

et al., 2001).  These depressive symptoms are consistent with Lazarus’ (1966, 1991) and 
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Lazarus’ and Folkman’s (1984) conceptualization of an emotional response due to a 

threatening appraisal.   

 The prevalence of depressive symptoms has been documented in studies of family 

caregivers of persons with various diagnoses, including dementia, cancer, and stroke.  In 

a review article by Schulz and colleagues (1995) of 41 studies of caregivers of patients 

with dementia, it was found that elevated levels of depression were found in nearly all 

studies.  Later reports have continued to document the prevalence of depressive 

symptoms in these caregivers.  In a large sample of caregivers of patients with dementias 

(n = 295), the mean score of the overall group was indicative of high depressive 

symptomology (Farran et al., 2004).  Other researchers have documented that 27% and 

29% of the caregivers in fairly large samples (n = 140, 97, respectively) experienced 

depressive symptoms (Lee et al., 2001; Lu & Austrom, 2005).   

 Caregivers of patients with cancer also experience significant levels of depressive 

symptoms.  Recent studies have documented ranges of 26% to 52% of cancer caregivers 

experiencing depressive symptoms (Bradley et al., 2004; Carter and Acton, 2006).  In a 

large sample of family caregivers (n = 152) of patients with cancer at the end of life, the 

group overall experienced moderate to high levels of depressive symptoms (Given et al., 

2004). 

 Depressive symptoms are prevalent among caregivers of stroke survivors as well.  

In two studies, more than one-third of stroke caregivers experienced high levels of 

depressive symptoms (Grant, Weaver, Elliot, Bartolucci, & Giger, 2004; Grant, 

Bartolucci, Elliot, & Giger, 2000).  In another study of 146 caregivers of stroke survivors, 

researchers found that only 18.1% of stroke caregivers in a sample of 146 experienced 
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moderate depressive symptoms (Bakas, Champion, et al., 2006).  However, an additional 

18.1% indicated they were currently taking antidepressant medications, which suggests 

that as many as 36% suffered from depression (Bakas, Champion, et al., 2006).  

Comparing caregivers of stroke survivors to caregivers of Alzheimer’s disease, Clark and 

King (2003) found no significant difference in depressive symptoms between the two 

groups.  However 44% of both groups had high levels of depressive symptoms.   

 Depressive symptoms have been examined in HF family caregivers in seven 

studies.  Researchers found that the mean score of a depression inventory exceeded the 

cutoff for depression (Schwarz & Dunphy, 2003) in a study of 75 HF caregivers, 

indicating the prevalence of depression among this population.  Other researchers of HF 

family caregivers have found that the group overall was not depressed, as reflected by a 

low mean score, but that a significant percentage of the group did experience depressive 

symptoms.  In a large sample of HF spouses (n = 177), 39.8% qualified for a distress-

related psychiatric diagnosis using a tool measuring anxiety and depression combined 

(Rohrbaugh et al., 2002).  Other studies with sample sizes ranging from 48 to 213 have 

shown that 14% to 23% of HF family caregivers experienced depressive symptoms 

(Barnes et al., 2006; Martensson et al., 2003; Molloy et al., 2006; Schwartz & Elman, 

2003).  In a small sample of caregivers of HF patients (n = 18) receiving community-

based inotropic infusions, 45% indicated they felt depressed as measured by a single item 

(Scott, 2000).  Considering that in any given year, 6.7% of adults aged 18 and older 

experience a major depressive disorder (Kessler, Chiu, Demler, & Walters, 2005), the 

percentages reported by existing HF studies are note-worthy.   

 31



 Social support and depressive symptoms.  Social support refers to the family 

caregiver’s perception about the availability of support and relationships that serve 

particular functions, such as emotional/informational support, tangible support, positive 

social interaction, and affectionate support (Sherbourne & Stewart, 1991).  As a situation 

factor in Lazarus’ (1966) and Lazarus’ and Folkman’s (1984) transactional approach to 

stress, social support has the potential to reduce the severity of depressive symptoms.   

 Research findings in studies of caregivers of patients with varying diagnoses 

suggest that social support is related to the severity of depressive symptoms experienced 

by the caregiver.  Difficulty in arranging support from friends correlated with depressive 

symptoms (r = .34, p < .002) in a study of family caregivers (n = 81) of Alzheimer’s 

patients (Chang et al., 2001).  Lower emotional support was related to depressive 

symptoms (r = -.28, p < .05) in a group of 60 family caregivers of persons with a variety 

of chronic illnesses (Schwarz, 2000).  Caregivers of stroke survivors who experienced 

higher levels of depressive symptoms perceived significantly less tangible support than 

their counterparts with no or low depressive symptoms (Grant et al., 2000).  Social 

support was a significant predictor of depressive symptoms accounting for 24% of the 

variance in a small sample of 40 stroke caregivers (Grant et al., 2001).  The relationship 

between social support and depressive symptoms has not been empirically determined in 

the HF caregiving literature.  Studies of caregivers of patients with other disorders 

suggest social support is an important variable to examine in the HF caregiver population.   

 Caregiving task difficulty and depressive symptoms.  Caregiving task difficulty 

refers to the caregiver’s perceived difficulty with direct, instrumental, and interpersonal 

tasks carried out to assist their family member (Oberst, 1990).  Caregiving task difficulty 
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is posited to be a situation factor in the conceptual model guiding this proposed study and 

therefore has the potential to influence the severity of depressive symptoms. 

 Existing research findings indicate a relationship between emotional responses 

and caregiving tasks.  Examining depressive symptoms and the number of caregiving 

tasks in 127 caregivers of patients with a variety of chronic illnesses, Nieboer and 

colleagues (1998) found slight correlation between these two variables (r = .25, p < .01).  

Furthermore, these researchers noted that depressive symptoms were significantly higher 

(p < .05) for caregivers with at least four caregiving tasks (Nieboer et al., 1998).  The 

relationship between caregiving task difficulty and emotional distress, which includes 

other negative emotions such as anger and anxiety in addition to depression, was 

examined in family caregivers of stroke survivors.  Caregiving task difficulty was found 

to be a significant predictor of emotional distress in two large samples (n = 116, n = 104) 

of stroke caregivers (Bakas et al., 2004; Bakas & Burgener, 2002).  As a matter of fact, 

the four tasks identified as the most difficult by caregivers (n = 116) accounted for 37% 

of variance in emotional distress (p < .001) in one of the studies (Bakas et al., 2004).  To 

date, only one study has addressed caregiving tasks difficulty in relationship to emotional 

responses in HF family caregivers (Karmilovich, 1994).  Measuring perceived stress, 

Karmilovich (1994) found a moderate correlation between task difficulty and stress in a 

sample of 41 HF family caregivers (r = .43, p = .01).   

Uncertainty and depressive symptoms.  Uncertainty refers to the family 

caregiver’s inability to determine the meaning of their family member’s illness-related 

events (Mishel, 1997).  This cognitive state is created when the family member cannot 

adequately structure or categorize an event due to a lack of sufficient cues and results in 
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the inability to assign a definite value to the event and/or accurately predict outcomes 

(Mishel, 1997).  Ambiguity and complexity of illness-related events increase uncertainty 

perceived by family caregivers (Mishel, 1997).  Posited to be a situation factor in 

Lazarus’ (1966) and Lazarus’ and Folkman’s (1984) transactional approach to stress, 

uncertainty has the potential to influence the severity of depressive symptoms 

experienced by family caregivers.   

Even though uncertainty has been studied extensively in patient populations and 

found to correlate with negative emotional outcomes (Christman et al., 1988; Padilla, 

Mishel, & Grant, 1992; Webster & Christman, 1988), the impact of uncertainty on 

caregiver depressive symptoms has been documented in only one study.  In family 

caregivers (n = 44) of patients with Parkinson’s disease, uncertainty was correlated with 

depressive symptoms (r = .35, p < .05) (Sanders-Dewey et al., 2001).  Since HF has an 

unpredictable illness trajectory and a complex treatment regime, uncertainty is an 

important variable to explore in HF family caregivers as noted in two qualitative studies 

(Boyd et al., 2004; Mahoney, 2001).  These researchers found that HF family caregivers 

felt a sense of incoherence and a lack of congruence when trying to make sense of their 

family member’s illness (Mahoney, 2001) and the uncertainty of the prognosis made 

knowing how imminent death would be difficult (Boyd et al., 2004).   

 Perceived control and depressive symptoms.  Perceived control refers to the 

caregiver’s perception that they have the internal resources to positively influence 

adversity of an event and can influence their environment to bring about positive 

outcomes (Thompson, 1981; Wallston, 1989).  As a situation factor in the conceptual 

model guiding this study, it is posited that a family caregiver’s perception of their control 
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over their family member’s heart problems will reduce the severity of depressive 

symptoms.   

 The relationship between mastery, which is similar to control, and depressive 

symptoms has been studied in caregivers of patients with cancer and Alzheimer’s disease.  

Mastery refers to control individuals feel they can exercise over important forces 

affecting their life (Pearlin et al., 1990).  In cancer caregivers (n = 51), mastery was 

moderately and negatively correlated with depressive symptoms (r = -.54, p < .001) 

(Carter & Acton, 2006) and in Alzheimer’s caregivers (n = 215), a sense of low mastery 

was found to be a significant predictor of caregiver depressive symptoms (p < .01) 

(Miller, Campbell, Farran, Kaufman, & Davis, 1995).  Personal control in regards to 

managing problems was moderately correlated with depressive symptoms (r = .54, p < 

.05) in stroke caregivers (Grant et al., 2001).  Family caregiver studies addressing control 

suggest an important association with depressive symptoms and therefore, were 

examined in this study.  

Threat appraisal and depressive symptoms.  A threat appraisal is a type of stress 

appraisal that occurs when caregiving demands exceed the caregiver’s resources and they 

appraise their situation as potentially harmful and/or resulting in loss (Lazarus, 1966; 

Lazarus & Folkman, 1984).  Depending on the caregiver’s coping strategies, the 

perception of threat may be characterized by negatively-toned emotions (Lazarus & 

Folkman, 1984), which may be expressed as depressive symptoms. 

 The relationship between threat appraisal and depressive symptoms has been 

documented in studies of caregivers.  In a large group of 140 caregivers of older adults 

with Alzheimer’s disease or related dementia, threat appraisal was moderately associated 
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with depressive symptoms (r = .55, p < .001) (Lee et al., 2001).  Positive appraisal, which 

is the inverse of threat appraisal, was negatively correlated with depressive symptoms in 

100 caregivers of patients with a variety of disorders (Schwarz, 1999).  Threat appraisal 

was found to be a significant predictor of emotional distress, which includes other 

negative emotions such as anger and anxiety, in addition to depression, in stroke 

caregivers (n = 104) (Bakas & Burgener, 2002).  In a study of 392 caregivers, Schultz 

and colleagues (1997) found that caregivers who appraised their situation as straining 

experienced significantly more depressive symptoms than age- and gender-matched non-

caregivers (n = 427).  The results of these studies supported exploration of the 

relationship between threat appraisal and depressive symptoms in HF family caregivers. 

 Caregiver and patient characteristics and depressive symptoms.  The influence of 

age on depressive symptoms was noted in caregivers of persons with cancer at the end of 

life (Given et al., 2004) and caregivers of persons with chronic varied illnesses (Lee et 

al., 2001).  Middle aged cancer caregivers (ages 45-54) experienced significantly more 

depressive symptoms than younger and older caregivers (Given et al., 2004).  Increasing 

age was found to be a significant predictor of depressive symptoms in caregivers of older 

persons with chronic varied illnesses (Lee et al., 2001).    

 Gender differences have been addressed in the caregiver literature.  Female 

caregivers of persons with stroke, cancer at end of life, and varied chronic illnesses had 

higher levels of depressive symptoms (Bakas et al., 2006; Given et al., 2004; Lee et al., 

2001) and higher levels of distress (anxiety and depression combined) (Rohrbaugh et al., 

2002) than males.  However, one study documented no gender differences in depressive 

symptoms in 52 stroke caregivers (Grant et al., 2000).  Additionally, neither education 
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level nor race influenced the level of depressive symptoms in the same study (Grant et 

al., 2000).  However, in a large study (n = 215) of caregivers of persons with dementias, 

researchers found that African Americans were less likely to report depressive symptoms 

(Miller et al., 1995).     

 Studies examining the differences in depressive symptoms based on caregiver 

relationship to the patient have shown inconsistent results.  In 100 caregivers of persons 

with diverse chronic illnesses, there were no significant difference in depressive 

symptoms between spouses and adult children (Schwarz, 1999).  However, in 152 

caregivers of persons with cancer at end of life, adult children experienced higher levels 

of depressive symptoms than spouses (Given et al., 2004), while in 140 caregivers of 

persons with varied chronic illnesses, being a spousal caregiver was predictive of 

depressive symptoms (Lee et al., 2001).  Family caregivers who are employed and those 

who are unemployed but looking for a job had significantly more depressive symptoms 

than those who were unemployed (Given et al., 2004).  Higher levels of total household 

income and caregiver education is related to lower levels of depressive symptoms in 140 

caregivers of persons with varied chronic illness (Lee et al., 2001).   

 Patient characteristics examined in relationship to caregiver depressive symptoms 

include age, cognitive impairment, and New York Heart Association (NYHA) class.  In a 

study of 48 dyads of HF patients and their caregivers, younger age of the patient was 

related to higher levels of caregiver depressive symptoms (Martensson et al., 2003).  

Cognitive impairment was found to influence the severity of depressive symptoms in 100 

caregivers of persons with varied chronic illnesses; caregivers of patients with cognitive 

impairment had significantly higher levels of depressive symptoms (Schwarz & Blixen, 
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1997).  Findings concerning correlations between NYHA class and caregiver depressive 

symptoms have been inconsistent.  In 48 HF caregivers, NYHA class and depressive 

symptoms were inversely related (r = -.34, p < .05), suggesting that caregivers experience 

more depressive symptoms when the HF patient is in a better functional class 

(Martensson et al., 2003).  In a large sample of HF spousal caregivers (n = 177), NYHA 

class correlated with patient anxiety and depression, but did not correlate with the 

caregivers anxiety and depression (Rohrbaugh, 2002).  NYHA class did not correlate 

with caregiver emotional distress in a study of 41 caregivers of HF patients in NYHA 

Class III and IV (Karmilovich, 1994).    

 The research literature concerning the prevalence of depressive symptoms among 

family caregivers of patients with dementia (Schulz et al., 1995), cancer (Given et al., 

2004), and stroke (Bakas et al., 2006) strongly supports the notion that they do 

experience increased levels of depressive symptoms compared to the general population 

(Kessler et al., 2005).  Studies of depressive symptoms among HF family caregivers 

suggest their experiences are similar; however, there are limitations that warrant further 

investigation of depressive symptoms and correlating variables in HF family caregivers. 

 Research findings concerning depressive symptoms in caregivers of patients with 

other disorders (Bakas et al., 2006; Given et al., 2004; Schulz et al., 1995) were based on 

much larger sample sizes than the findings reported in the five studies of HF family 

caregivers (Martensson et al., 2003; Rohrbaugh et al., 2002; Schwarz & Dunphy, 2003; 

Schwarz & Elman, 2003; Scott, 2000).  Granted, the largest HF caregiver sample was 177 

caregivers (Rohrbaugh et al., 2002), but the researchers used an instrument that measured 

both anxiety and depression combined limiting the usefulness of the findings to the 
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current study which examined depressive symptoms only.  One study that reported 45% 

depressive symptoms among HF family caregivers had a sample size of 18 and measured 

depression with a single item (Scott, 2000).  To accurately measure the prevalence of 

depressive symptoms among HF family caregivers, additional studies are warranted with 

larger sample sizes and reliable and valid instruments. 

 The examination of the relationships between depressive symptoms and 

associated variables is markedly absent in the HF caregiving literature.  To date, no 

published study was found that addressed social support, caregiving task difficulty, 

uncertainty, control, and threat appraisal, in relationship to HF family caregiver 

depressive symptoms, as guided by a conceptual model.  Considering the prevalence of 

depressive symptoms among family caregivers, it is vital to understand the influence of 

these variables on depressive symptom severity.  This study addressed this gap in the 

literature by using reliable and valid instruments to measure depressive symptoms and 

associated variables, as determined by a conceptual model, in a sample of 100 family 

caregivers of patients with HF.   

Life Changes 

 Life changes refers to the caregiver’s perception of how his or her life has 

changed as a result of providing care and includes changes in social functioning, 

subjective well-being, and somatic health (Bakas & Champion, 1999; Bakas, Champion, 

et al., 2006).  As a long-term adaptational outcome, life changes is an important outcome 

likely to be influenced by caregiver and patient characteristics, situation factors (social 

support, caregiving task difficulty, uncertainty, and control), threat appraisal, and 

depressive symptoms.  Consistent with Lazarus’ (1966) and Lazarus’ and Folkman’s 
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(1984) conceptualization of adaptational outcomes, life changes include social, 

psychological, and physical outcomes as a result of family caregiving.   

 Life changes have been examined in family caregivers of stroke survivors.  

Findings from these studies (n = 92, 104, 159) indicate that in general, stroke caregivers’ 

lives have changed for the worse in the areas of social functioning, subjective well-being, 

and somatic health due to their caregiving responsibilities (Bakas et al., 2004; Bakas & 

Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006).  The 

importance of this concept has been highlighted in qualitative studies of HF family 

caregivers (Luttik et al., 2007; Mahoney, 2001).  These researchers noted that these 

caregivers reported multiple life changes ranging from daily routines and relationship 

with the patient to physical, emotional, social, economic, and spiritual changes.  To date, 

only one quantitative study has examined life changes experienced by HF family 

caregivers as a result of their caregiving responsibilities.  Bakas, Pressler, and colleagues 

(2006) found that overall HF family caregivers perceive their life has changed for the 

worse.  As measured by individual items, more than half of the HF caregivers (57%) 

rated their emotional well-being as changed for the worse, while nearly one-half (48%) 

rated their future outlook, level of energy, time for social activities, and financial well-

being as changed for the worse (Bakas, Pressler, et al., 2006).  Findings from studies of 

caregivers of stroke survivors indicate that caregivers consistently perceive their life has 

changed for the worse.  Understanding of the HF caregiver’s perception of life changes is 

essential to detecting caregiver needs. 

 Social support and life changes.  The relationship between social support and life 

changes has not been documented in the literature.  It seems reasonable to assume that a 
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caregiver’s perception about the availability of support and relationships would influence 

their perception of their life changes.  Social support has been shown to be related to 

lower levels of depressive symptoms in caregivers (Chang et al., 2001; Grant et al., 2000; 

Grant et al., 2001; Schwarz, 2000).  Depressive symptoms (Bakas, Champion, et al., 

2006) and emotional distress (Bakas & Burgener, 2002) have been correlated with life 

changes, which is discussed in more detail below.  It seems likely that social support has 

the potential to influence the caregiver’s perception of how their life has changed.   

 Caregiving task difficulty and life changes.  The relationship between caregiving 

task difficulty and life changes has been documented in caregivers of stroke survivors 

(Bakas et al., 2004; Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, 

Champion, et al., 2006).  In a sample of 147 stroke caregivers, task difficulty was 

negatively correlated with life changes (r = -.35, p < .001) indicating that as tasks were 

perceived as more difficult, caregivers perceived their life had changed for the worse 

(Bakas, Champion, et al., 2006).  In another study of 116 stroke caregivers, the four most 

difficult tasks accounted for 19% of the variance in life changes (p < .001), which 

emphasizes the importance of examining task difficulty (Bakas et al., 2004).  The 

relationship between task difficulty and life changes was supported in a study of 21 HF 

family caregivers by a moderate correlation (r = -.46, p < .05) (Bakas, Pressler, et al., 

2006).  These findings support continued investigation of caregiving task difficulty in 

relation to life changes.   

 Uncertainty and life changes.  The relationship between uncertainty and caregiver 

life changes has not been documented in the literature.  When uncertain events are 

evaluated as harmful, coping strategies are employed to reduce the uncertainty and 
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promote adaptation (Mishel, 1988).  It is likely that HF family caregivers feel a sense of 

uncertainty concerning their family member’s illness since HF can be unpredictable and 

the treatment is complex.  Therefore, it is imperative to understand how uncertainty 

influences long term adaptational outcomes, such as life changes.      

 Perceived control and life changes.  The association between perceived control 

and life changes has not been adequately documented in the caregiving literature.  In a 

small sample of 21 HF caregivers, researchers found no significant correlation between 

control over managing their family member’s heart problems and the caregiver’s 

perception of how their life has changed as a result of providing care (Bakas, Pressler, et 

al., 2006).  However, nearly 43% of these caregivers perceived a lack of control which 

warrants further investigation of the relationship between control and the long-term 

adaptational outcome of life changes in a larger sample. 

 Threat appraisal and life changes.  The relationship between threat appraisal and 

life changes has been examined in family caregivers of stroke survivors.  Threat appraisal 

was found to be a significant individual predictor of life changes in 147 stroke caregiver 

(R2 = .30, p < .05) (Bakas, Champion, et al., 2006) and was moderately correlated with 

life changes in 104 caregivers (r = -.53, p < .001) (Bakas & Burgener, 2002).  In a small 

study of 21 HF caregivers, a strong association was found between threat appraisal and 

life changes (r = -.68, p < .001) (Nauser, 2005).  These findings concerning the 

relationship between threat appraisal and life changes support additional investigation of 

this relationship in HF family caregivers. 

 Depressive symptoms and life changes.  The association between life changes and 

depressive symptoms has been studied in stroke caregivers.  In 147 stroke caregivers, the 
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severity of depressive symptoms was a significant independent predictor of life changes, 

accounting for 6% unique variance of life changes (Bakas, Champion, et al., 2006).  

Emotional distress, which includes other negative emotions such as anger and anxiety in 

addition to depression, was found to be a significant predictor of negative life changes 

(4% unique variance) in 104 stroke caregivers (Bakas & Burgener, 2002).  Since 

depressive symptoms are prevalent among HF family caregivers (Barnes et al., 2006; 

Martensson et al., 2003; Molloy et al., 2006; Schwartz & Elman, 2003), it is essential to 

determine how depressive symptoms impact the adaptational outcome of life changes in 

order to intervene.   

 Caregiver and patient characteristics and life changes.  Differences in life changes 

based on caregiver gender, patient gender, and caregiver relationship to patient have been 

documented in stroke caregiver literature (Bakas & Champion, 1999, Bakas, Champion, 

et al., 2006).  Consistently, female caregivers have reported more negative life changes 

than male caregivers in large samples of stroke caregivers (Bakas & Champion, 1999; 

Bakas, Champion, et al., 2006).  In one study, the gender of the patient was implicated in 

caregiver life changes.  Those caring for male stroke survivors reported significantly 

more negative life changes than those caring for female stroke survivors (Bakas, 

Champion, et al., 2006).  Adult children caregivers perceived more negative life changes 

than spousal caregivers in two samples of stroke caregivers (Bakas & Champion, 1999).  

In a study of 21 HF caregivers, there was no association between age and life changes.   

 The adaptational outcome, life changes, has been studied extensively in caregivers 

of stroke survivors with the BCOS, a caregiver-specific instrument that measures 

perception of life changes in the areas of social functioning, subjective well-being, and 
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somatic health.  Bakas and colleagues (Bakas & Burgener, 2002; Bakas & Champion, 

1999, Bakas et al., 2004, Bakas et al, 2006; Bakas, Champion, et al., 2006) have 

documented that in general, stroke caregivers’ lives have changed for the worse as a 

result of providing care.  These findings were consistent in a small sample of HF 

caregivers (Bakas, Pressler, et al., 2006).   

 Variables associated with life changes, such as task difficulty, control, and threat 

appraisal, have been explored in HF family caregivers (Bakas, Pressler, et al., 2006; 

Nauser, 2005), but the sample size is too small to make formal conclusions.  Other 

variables posited to be associated with life changes, such as social support, uncertainty, 

and depressive symptoms, have not been explored in the HF family caregiving literature.  

As an adaptational outcome, life changes reflect the culmination of the stress experience 

for family caregivers.  Understanding the relationship between life changes and 

theoretically associated variables, including caregiver and patient characteristics, would 

allow health care professionals to develop relevant interventions and to target those 

interventions to caregivers most in need.   

Heart Failure Caregiver-Specific Quality of Life 

 In the past, many researchers measured only one dimension, such as physical 

function or economic concerns, but recently, researchers have emphasized the need for a 

multidimensional definition (Grant & Dean, 2003).  A commonly accepted model of 

health-related quality of life used for evaluating patient outcomes is by Wilson and 

Cleary (1995), which has been revised and clarified by Ferrans, Zerwic, Wilbur, and 

Larson (2005) to advance the use of the concept of health related quality of life in nursing 

and health care.  Wilson and Cleary (1995) depict overall quality of life as an outcome of 
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biological and physiological factors, symptom status, functional status, and general health 

perceptions, all of which are influenced by individual characteristics, and psychological 

and social factors.  It is important to note that Wilson and Cleary (1995) defined 

symptoms as the individual’s perception of abnormal physical, emotional, or cognitive 

state and they defined functioning as the ability to perform tasks in multiple domains, 

such as physical function, social function, role function, and psychological function.  

These definitions highlight the multiple dimensions of quality of life.  The consideration 

of the subjective nature, or the individual’s perception, of their quality of life and the 

term ‘well-being’ are commonly found in definitions of quality of life (Ferrans & Powers, 

1985; Ferrell et al., 1995; Ferrell et al., 2001; Taylor, Jones, & Burns, 1995; World 

Health Organization, 1947, as cited in King & Hinds, 2003).           

For this study, HF caregiver-specific quality of life refers to the family caregivers’ 

perception of their well-being stemming from physical, psychological, social and spiritual 

domains as impacted by their caregiving responsibilities (Ferrell et al., 2001) for a family 

member with HF.  The construct of HF-caregiver-specific quality of life is consistent 

with long-term adaptational outcomes, as described by Lazarus (1966) and Lazarus and 

Folkman (1984).  In the proposed study, HF caregiver-specific quality of life is 

conceptualized as being situation-specific and likely to be influenced by caregiver and 

patient characteristics, situation factors (social support, caregiving task difficulty, 

uncertainty, and control), and depressive symptoms.  HF caregiver-specific quality of life 

includes physical, psychological, and social well-being, as suggested by Lazarus (1966) 

and Lazarus and Folkman (1984), as well as spiritual well-being.  The impact of 

caregiving on HF caregivers’ spiritual well-being has been documented by qualitative 
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researchers (Mahoney, 2001; Murray et al., 2004) and therefore, the spiritual domain of 

HF caregiver-specific quality of life was considered to be important as well.  While HF 

caregiver-specific quality of life is an adaptational outcome in the conceptual model, as is 

life changes, it differs from life changes in that HF caregiver-specific quality of life 

addresses the current state, as opposed to changes, and includes spiritual well-being, 

whereas life changes does not include this domain. 

 There is a substantial body of literature confirming that family caregivers of 

persons with other chronic and terminal illnesses experience poor quality of life as 

reflected by ratings of general and mental health on the SF-36 health survey, which 

measures health-related quality of life.  In studies of caregivers of stroke survivors (Bakas 

& Burgener, 2002), patients with Alzheimer’s disease (Markowitz et al., 2003), and 

patients with cancer (Kershaw et al., 2004), family caregivers reported general health and 

mental health values below the normative population mean, as published by Ware (2000).   

 Reports of general health and mental health of HF family caregivers are consistent 

with stroke, Alzheimer’s, and cancer caregivers.  General health and mental health 

ratings by HF caregivers were below published normative population values (Ware, 

2000) in four studies (Bakas, Pressler, et al., 2006; Dracup et al., 2004; Martensson et al., 

2003; Scott, 2000).  Other HF caregiver researchers have examined life satisfaction, a 

construct similar to quality of life, and found that HF caregivers report poorer life 

satisfaction than the general, healthy, elderly population (Luttik et al., 2005, Meagher-

Stewart & Hart, 2002).    

 While research findings associated with generic quality of life instruments allow 

comparison to the general population, it is unclear if these ratings are due to the impact of 
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caregiving or due to other personal issues experienced by the caregiver, such as their own 

chronic illnesses.  To determine the impact of caregiving responsibilities on caregiver’s 

quality of life, many researchers have used instruments that measure what they termed 

“burden” on various quality of life domains.  Using the Zarit Caregiver Burden Interview 

to assess the extent to which caregivers perceive their emotional or physical health, social 

life, and financial status as suffering as a result of providing care, researchers have found 

a low level of burden in HF caregivers (Hooley, Butler, & Howlett, 2005) and rural 

caregivers (Sanford et al., 2005).  In contrast, when asked to compare their overall health 

at the present time to prior to caregiving, caregivers of HF patients (Scott, 2000) and 

chronically ill elderly (Faison et al., 1999) perceived a decline in their overall health due 

to caregiving.  Caregivers of patients with HF, chronic obstructive pulmonary disease, or 

cancer (n = 1883) reported a moderate level of burden, reflecting a negative impact on 

psychological and social well-being, as measured by the Montgomery Scale (Hughes et 

al., 2000).   

 Negative outcomes in the domain of social well-being have been documented in 

studies focused on HF caregivers.  Using an instrument to measure psychosocial 

adjustment to illness in 90 HF spouses, researchers found that most of the caregiver 

problems were in the social domain (Bohachick & Anton, 1990).  Using the Carer Strain 

Index, which measures the psychological impact of caring, Barnes and colleagues (2006) 

found that 13% of HF family caregivers experienced strain.  With the role alterations 

scale of the Caregiving Demands Scale, Karmilovich (1994) found that caregiving 

responsibilities had a negative impact on work participation, social participation, and 

interpersonal relationships, which is reflective of social well-being.  Findings in 
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qualitative studies have supported the notion that HF caregivers feel socially isolated 

(Aldred et al., 2005; Martensson, Dracup, & Fridlund, 2001; Murray et al., 2002) which 

has negative consequences on their social well-being.   

 Qualitative studies have documented the impact of caregiving on the spiritual 

well-being domain in HF caregivers (Mahoney, 2001; Murray et al., 2004).  Caregivers 

referred to struggles associated with managing their own spiritual needs and knowing 

how to support their family member spiritually (Murray, Kendall, Boyd, Worth, & 

Benton, 2004).  Collectively, these studies indicate that family caregivers do experience 

negative outcomes in multiple domains of quality of life.  

Social support and quality of life.  The association between social support and 

quality of life has not been adequately addressed in the literature.  In a study of 40 stroke 

caregivers (Grant et al., 2001), social support was not related to general health, but was 

related to life satisfaction, a construct similar to quality of life (r = .36, p < .05).  

Examining the relationship between social support and HF caregiver-specific quality of 

life will determine the importance of targeting interventions at social support, a situation 

factor in the conceptual model.   

 Caregiving task difficulty and quality of life.  The relationship between 

caregiver’s perception of task difficulty and quality of life has been documented in the 

research literature.  In a study of 88 caregivers of chronically ill elderly, the degree of 

both direct and indirect care required by the patient correlated with a negative impact on 

physical, psychological, and social well-being (Faison et al., 1999).  In 21 HF caregivers, 

task difficulty was moderately associated with poorer mental well-being (r = -.51,  
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p < .05) (Bakas, Pressler, et al., 2006).  HF caregivers made reference to their caregiving 

tasks interfering with their usual activities thereby negatively impacting their social well-

being in a qualitative study (Martensson et al., 2001).  These studies suggest there is a 

relationship between task difficulty and quality of life, but additional investigation is 

needed to determine the relationship between task difficulty and HF caregiver-specific 

quality of life.     

 Uncertainty and quality of life.  The influence of uncertainty on the caregiver’s 

quality of life has not been documented in the literature.  Considering the likelihood that 

HF caregivers feel a great deal of uncertainty, determining how this impacts their 

situation-specific quality of life is imperative to determine appropriate interventions.    

 Perceive control and quality of life.  The relationship between perceived control 

and selected domains of quality of life has been documented in stroke and HF caregivers.  

Personal control, in relation to problem solving, was correlated to general health (r = -.38, 

p < .05) in 40 caregivers of stroke survivors (Grant et al., 2001.  Caregiver perceived 

control over managing their family member’s heart problems has been moderately 

associated with mental health (r = .44, p <. 05) (Bakas, Pressler, et al., 2006) and a 

composite of mental and general health (p = .001) (Dracup et al., 2004) in studies of HF 

family caregivers showing that higher perceived control correlates with better outcomes.  

These studies indicate the importance of exploring control as a correlate of quality of life, 

but examining control in relation to HF caregiver-specific quality of life will offer the 

specificity necessary to evaluate the impact of control on caregivers’ lives. 

 Threat appraisal and quality of life.  The relationship between threat appraisal and 

general health, physical health, and life satisfaction has been documented in the 
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caregiving literature.  Threat appraisal was shown to be a significant predictor of general 

health (p < .001) in 104 stroke caregivers accounting for 5% of the unique variance 

(Bakas & Burgener, 2002).  In 140 caregivers of older adults with varied disorders, threat 

appraisal was correlated with physical health (r = -.32, p < .001) and life satisfaction  

(r = -.49, p <. 001) (Lee et al., 2001).  Appraisal of a situation as threatening has the 

potential for negative emotions, which ultimately may impact the HF caregiver’s quality 

of life.   

 Depressive symptoms and quality of life.  The relationship between depressive 

symptoms and various quality of life domains has been documented in the research 

literature.  Depressive symptoms was strongly correlated with caregiver overall health in 

caregivers of patients with Alzheimer’s disease and related dementias (Robinson, 1989).  

In caregivers of older adults with a variety of chronic illnesses, depressive symptoms was 

associated with reports of poorer physical health (Lee et al., 2001) and poorer physical 

functioning (Nieboer et al., 1998).  Stroke caregivers experiencing more severe 

depressive symptoms also reported poorer general health (Grant et al., 2000).  In two 

studies of caregivers of HF patients, higher levels of depressive symptom severity were 

associated with reports of poorer mental well-being, an important domain of quality of 

life (Barnes et al., 2006; Martensson et al., 2003).  Other researchers have found an 

association between depressive symptoms and poorer life satisfaction, in caregivers of 

stroke survivors (Grant et al., 2000) and chronically ill elders (Lee et al., 2001).    

 Examining caregiver perception of the impact of depressive symptoms on various 

quality of life domains, researchers have found important relationships.  The severity of 

depressive symptoms was correlated with perception of negative impact on overall health 
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in cancer caregivers (Given et al., 1993; Kurtz, Kurtz, Given, & Given, 1995).  While 

some studies of cancer caregivers have shown that social well-being has been influenced 

by depressive symptoms as reflected by correlation between depressive symptoms and 

impact on caregiver daily schedules (Given et al., 1993; Kurtz et al., 1995), others have 

not supported the relationship (Given et al., 2004).  

 The relationship between depressive symptoms and caregiver burden, a concept 

similar to caregiver-specific quality of life, has been examined in a study of 50 HF family 

caregivers (Hooley et al., 2005).  Using the Zarit Caregiver Burden Interview, which 

measures the extent to which caregivers perceive their emotional or physical health, 

social life, and financial status as suffering  as a result of providing care, researchers 

found a significant correlation between burden and depressive symptoms  

(r = .61, p < .001).   

 Caregiver and patient characteristics and quality of life.  Existing literature has 

documented that demographics and other characteristics, such as living arrangement and 

household income, influence the caregiver’s perception of their quality of life in various 

domains.  Female caregivers of patients with a variety of disorders reported more 

negative outcomes in the domain of social well-being than male caregivers (Schwarz, 

1999).  In two studies of HF family caregivers, younger caregivers perceived more 

negative mental health outcomes (Bakas, Pressler, et al., 2006; Dracup et al., 2004) than 

older caregivers.  In a study of 213 HF family caregivers, the patient’s self-reported 

NYHA class was a significant predictor of negative impact of the caregiver’s 

psychological status.  The influence of caregiver relationship to the patient on the 

caregiver’s social well-being has been documented in several studies.  Adult children 

 51



experience a more negative impact on social well-being than spouses in caregivers of 

persons with a variety of illnesses (Schwarz, 1999) and cancer (Given et al., 2004).  In a 

study of mostly adult children of chronically ill elderly, sons reported less negative 

impact on social well-being than daughters, extended family, friends, neighbors (Faison 

et al., 1999).  Living arrangements, caregiver education, and household income have been 

shown to correlate with general health for caregivers of stroke survivors.  Caregivers who 

did not live with the stroke survivor had significantly lower reports of general health 

(Bakas & Burgener, 2002).  Caregivers with less education (Grant et al., 2001) and lower 

household incomes (Bakas & Burgener, 2002) reported lower levels of general health.   

 Collectively these studies provide documentation that family caregivers of stroke 

survivors (Bakas & Burgener, 2002), Alzheimer’s disease (Markowitz et al., 2003) and 

cancer (Kershaw et al., 2004) do experience a poorer quality of life than the general 

population as measured by generic general health and mental health instruments.  Studies 

of HF family caregivers reported similar findings with general and mental health 

instruments (Bakas, Pressler, et al., 2006; Scott, 2000) and life satisfaction instruments 

(Luttik et al., 2005; Meagher-Stewart & Hart, 2002).  Generic tools do not provide 

information about the caregiver’s specific situation; however to capture the impact, or 

burden, of caregiving on various domains of the caregiver’s quality of life, researchers 

have used a variety of tools (Given et al., 1993; Given et al., 2004; Kurtz et al., 1995; 

Schwarz, 1999).  Because conceptual and operational definitions differ among these 

studies, analysis and synthesis of findings is difficult to nearly impossible.  Additionally, 

none of these studies measured quality of life comprehensively, as physical, 
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psychological, social, and spiritual well-being and most are not in the HF family 

caregiver population.   

 While measuring the impact of caregiving will provide more specific information 

concerning the outcome of caregiving than generic instruments, the existing instruments 

are not HF caregiver-specific.  Population-specific quality of life instruments have been 

used in cancer caregivers (Ferrell, 1995; Ferrell et al., 2001; Weitzner, McMillan, et al., 

1999; Weitzner, Jacobsen, Wagner, Friedland, & Cox, 1999).  In two large studies of 

cancer family caregivers, researchers found that a cancer caregiver specific tool was more 

responsive to caregiver mental health issues than the SF-36 (Weitzner, McMillan, et al., 

1999; Weitzner, Jacobsen, et al., 1999).  Comparing quality of life of cancer caregivers to 

noncaregivers, researchers found a significant difference between these two groups by 

using a caregiver specific quality of life instrument, which suggests that the population-

specific instrument was able to differentiate between levels of quality of life for 

caregivers and noncaregivers (McMillan & Mahon, 1994).  These studies support the 

value of developing and testing a HF caregiver-specific quality of life instrument.  

 An additional gap in the literature which limits direction to develop appropriate 

interventions is a lack of HF caregiving studies examining relationships between quality 

of life and conceptually associated variables.  The findings from existing HF caregiving 

studies suggests relationships between various domains of quality of life and caregiving 

task difficulty (Bakas, Pressler, et al., 2006), control (Bakas, Pressler, et al., 2006), threat 

appraisal (Nauser, 2005) and depressive symptoms (Martensson et al., 2003).  However, 

two of these reports had a small sample size (Bakas, Pressler, et al., 2006; Nauser, 2005) 

and quality of life was measured with generic instruments, discounting the HF family 
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caregiver’s specific situation.  Furthermore, Dracup et al. (2004) used a composite of 

mental and general health resulting in questionable validity since the scoring of the SF-36 

was modified from published recommendations (Ware, 1993).   

 The body of literature documenting negative outcomes in selected domains of 

quality of life for caregivers of other populations, such as stroke, cancer, and dementias is 

substantial (Bakas & Burgener, 2002; Kershaw et al., 2004; Markowitz et al., 2003).  The 

smaller studies of HF caregivers (Bakas, Pressler, et al., 2006; Martensson et al., 2003; 

Scott, 2000) suggest the same findings.  However, to identify priority areas for 

interventions to support HF family caregivers, it is imperative to determine variables 

associated with negative quality of life outcomes.  Additionally, a HF caregiver-specific 

quality of life instrument that assesses all domains of quality of life is needed to measure 

the effectiveness of interventions.   

Summary and Critique 

The body of research literature addressing outcomes of family caregivers of 

stroke, cancer, and dementias, is fairly extensive and documents that caregivers do 

experience negative outcomes, such as depressive symptoms (Bakas, Champion, et al., 

2006; Given et al., 2004; Schulz et al., 1995), negative life changes (Bakas, Champion, et 

al., 2006), and poor quality of life (Bakas & Burgener, 2002; Kershaw et al., 2004; 

Markowitz et al., 2003).  In contrast, the literature concerning outcomes of HF family 

caregivers is minimal and limited by small sample sizes.  However, these studies do 

suggest that HF family caregivers do experience significant levels of depressive 

symptoms (Barnes et al., 2006; Hooley et al., 2005; Martensson et al., 2003; Molloy et 

al., 2006; Schwarz & Dunphy, 2003; Schwarz & Elman, 2003), negative life changes 
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(Bakas, Pressler, et al., 2006), and poor quality of life as measured by general and mental 

health on generic instruments (Bakas, Pressler, et al., 2006; Dracup et al., 2004; 

Martensson et al., 2003; Scott, 2000).  HF family caregivers have reported a negative 

impact to their social-well-being (Bohachick & Anton, 1990; Karmilovich, 1994).  

Qualitative researchers have documented a negative impact of caregiving on the spiritual 

well-being on the family caregiver, which emphasizes examination of this domain 

(Mahoney, 2001; Murray et al., 2004).    

The variables posited to be associated with family caregiving outcomes, such as 

social support, task difficulty, uncertainty, and perceived control, have not been 

examined adequately in the literature using a conceptual model as a guide.  However, 

there is some support for many of the relationships depicted in the conceptual model in 

Figure 1.  In caregivers of patients with stroke, cancer, and dementias, social support was 

found to be related to depressive symptoms (Chang et al, 2001; Grant et al., 2001; 

Schwarz, 2000) and life satisfaction, a construct related to quality of life (Grant et al., 

2001).  The influence of social support on HF family caregivers has not been 

documented.  Larger studies of caregivers with other disorders have confirmed that there 

is a relationship between caregiving task difficulty and the outcomes of depressive 

symptoms, negative life changes, and quality of life (Bakas et al., 2004; Bakas & 

Burgener, 2002; Bakas, Champion, et al., 2006); however, these relationships have been 

documented in only one small HF caregiver study (Bakas, Pressler, et al., 2006).  The 

association between uncertainty and the outcomes of depressive symptoms, life changes, 

and quality of life has not been documented in the caregiver literature in general.  This is 

surprising considering that studies measuring patient outcomes have found important 
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correlations between uncertainty and negative emotional outcomes (Christman et al., 

1988; Padilla, Mishel, & Grant, 1992).   

The situation factor of control has been shown to related to depressive symptoms 

in Alzheimer’s caregivers (Miller et al., 1995) and to life changes (Bakas, Pressler, et al., 

2006) and quality of life, in terms of general and mental health, in HF family caregivers 

(Bakas, Pressler, et al., 2006; Dracup et al., 2004).  There is a significant amount of 

literature supporting relationships between threat appraisal and negative emotional 

responses (Bakas & Burgener, 2002; Lee et al., 2001), negative life changes (Bakas, 

Champion, et al., 2006), and poor quality of life, such as general health, mental health, 

and life satisfaction (Bakas & Burgener, 2002; Bakas, Champion, et al., 2006; Lee et al., 

2001) in other caregivers.  In a small sample of HF caregivers, Nauser (2005) noted a 

strong correlation between threat appraisal and negative life changes; otherwise, the 

relationship between threat appraisal and HF caregiver outcomes has not been 

documented in the HF caregiver literature.   

The relationship between the emotional response of depressive symptoms and life 

changes (Bakas, Champion, et al., 2006) and elements of quality of life, such as overall 

health (Grant et al., 2000; Robinson, 1989), physical health (Lee et al., 2001), mental 

well-being (Martensson et al., 2003), and social well-being (Given et al., 1993; Kurtz et 

al., 1995) has been documented in the caregiving literature.  However, only one study 

assessed HF family caregivers (Martensson et al., 2003).  Reports of the association 

between caregiver and patient characteristics and caregiver outcomes have been minimal 

and inconsistent.  Some general themes reported included that females reported more 

depressive symptoms (Bakas, Champion, et al., 2006; Given et al., 2004; Lee et al., 
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2001), negative life changes (Bakas & Champion, 1999; Bakas, Champion, et al., 2006; 

Bakas et al., 2006), and negative impact on social well-being (Schwarz, 1999) than male 

caregivers.  Adult children report more depressive symptoms (Given et al., 2004; Lee et 

al., 2001), negative life changes (Bakas & Champion, 1999), and negative impact on 

social well-being (Schwarz, 1999; Given et al., 2004) than spousal caregivers.  Age was 

found to be correlated with negative mental health outcomes in two HF caregiver studies 

(Bakas, Pressler, et al., 2006; Dracup et al., 2004). 

In summary, the current body of literature concerning the negative outcomes 

experienced by family caregivers of stroke, cancer, and Alzheimer’s patients is 

substantial and provided justification for examining the outcomes for HF family 

caregivers.  The problems associated with the existing HF caregiving literature were a 

lack of studies guided by a conceptual framework, an absence of a HF-specific caregiver 

quality of life instrument with documented psychometric properties, and a lack of 

identification of variables associated with HF caregiver outcomes as depicted in Figure 1.  

No HF caregiver studies documented the influence of social support or uncertainty, and 

the studies addressing caregiving tasks, control, and threat appraisal had small sample 

sizes (Bakas, Pressler, et al., 2006; Nauser, 2005).  Additionally, there was no instrument 

that measured the multidimensional construct of quality of life specific to the HF family 

caregiver.  By using an empirically-supported conceptual model, this study identified 

variables associated with negative HF caregiver outcomes so that health care providers 

can develop and test individualized, multi-component caregiver interventions applicable 

to the HF population.  Additionally, this study psychometrically evaluated a much needed 

population-specific quality of life instrument that can be used to test these interventions.   
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3. METHODOLOGY 

Design 

 This study involved psychometric evaluation of the HF Caregiver Quality of Life 

(HFCQL) scale followed by identification of variables associated with HF caregiver 

outcomes based on a conceptual model derived from the work of Lazarus (1966, 1991), 

Lazarus & Folkman (1984), and Bakas and colleagues (Bakas & Burgener, 2002; Bakas 

& Champion, 1999; Bakas, Champion, et al., 2006; Bakas, Pressler, et al., 2006).  First, a 

psychometric design was employed to determine the psychometric properties of the 

HFCQL scale.  Second, a descriptive design with cross-sectional data was used to 

determine the combination of independent variables that explained depressive symptoms, 

life changes, and HF caregiver-specific quality of life, if the HFCQL scale showed 

acceptable psychometric properties.  The dependent variables were depressive symptoms, 

life changes, and HF caregiver-specific quality of life.  If the HFCQL scale did not show 

acceptable psychometric properties, general health and mental health were to be used as 

dependent variables.  The independent variables were social support, caregiving task 

difficulty, uncertainty, perceived control, and threat appraisal.  Caregiver and patient 

characteristics were measured to provide a description of the sample and to control for 

extraneous influences in associated relationships.    

 The participants for this study were 100 persons who had responsibility for 

providing unpaid care for a family member or close friend with chronic HF in the home.  

To compute factor analysis for psychometric testing of the HFCQL scale, a sample size 

of at least 100 subjects was considered adequate (Munro, 2001).  While the initial 

HFCQL contained 46 items, it was posited that at least 30% of the items would be 
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deleted following item analysis resulting in a total of no more than 32 items.  According 

to Knapp and Brown (1995), three subjects per item may be acceptable; therefore a 

sample size of 96 was considered adequate.  Based on a power analysis for multiple 

regression, a minimum sample size of 98 subjects was needed for a moderate effect size 

of .50, power of .80, and alpha of .05 with a maximum of six predictor variables (Cohen, 

1987).  This recommended sample size is consistent with the general rule of N  > 50 + 8 

(IV) suggested by Tabachnick and Fidell (2001).  Applying this rule to this study, the 

suggested sample size would be 50 + 8 (social support, caregiving task difficulty, 

uncertainty, control, threat appraisal, and depressive symptoms) to total 98.  Based on 

these recommendations, a sample size of 100 was sought for this study.  Since this study 

was exploratory in nature and the sample size was considered adequate, data was 

collected on a convenience sample.  The inclusion criteria of the sample were as follows: 

1. Caregiver must be a non-paid family member or significant other of the HF 

patient (i.e. spouse, ex-spouse, fiancé, adult child, adult child in-law, grandchild, 

sibling, aunt, uncle, close friend, etc). 

2. Caregiver must be identified by the HF patient as the person who helps them the 

most at home or in a non-institutionalized setting.  Caregivers of persons who 

reside in an extended care facility or nursing home are ineligible.   

3. Caregiver must be providing at least two caregiving tasks as identified on the 

Oberst Caregiving Burden Scale. 

4. Caregiver must be 21 years or older. 

5. Caregiver must be able to read, write, and speak English. 

6. Caregiver must have access to a telephone. 
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7. Caregiver must be able to hear conversation on the telephone. 

8. Caregiver must be willing to participate in at least one telephone interview and 

possibly a 2-week test-retest.   

The exclusion criteria of the sample were as follows: 

1. Caregiver is providing one or no caregiving tasks as identified on the Oberst 

Caregiving Burden Scale. 

2. HF patient is residing in an extended care facility or nursing home. 

3. Caregiver is currently a prisoner. 

4. Caregiver is 20 years of age or younger. 

Procedure 

 After approval from Indiana University Purdue University Institutional Review 

Board and recruiting sites was attained (see Appendix B), study participants were 

recruited from private cardiology offices, inpatient cardiac units, and outpatient heart 

failure clinics located at Research Medical Center, St. Luke’s Hospital, and Menorah 

Medical Center in the greater Kansas City area.  Recruitment letters, which had an 

attached response card, were signed by the patients’ cardiologists, the patient’s HF nurse 

clinician, or member of the patient’s HF team who had initial contact with the HF patient 

(see Appendix C).   The recruitment letter described the study purpose and the voluntary 

nature of the study, and provided a telephone number that they could call if they did not 

wish to be contacted for the study.   

Registered nurses at the sites identified patients with a medical diagnosis of 

chronic heart failure and 1) provided a list of contact information for the chronic HF 

patient and next of kin (if available) to the researcher, 2) distributed the study packet and 
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provided contact information for the patient and next of kin (if available) to the 

researcher, or 3) distributed the recruitment letter with the response card.  Study packets 

contained a signed recruitment letter with attached response card, two copies of the 

informed consent (see Appendix D), three copies of the gift voucher receipts, an 

interview response scale, and a postage paid, self-addressed stamped envelope to return 

one of the signed consent forms and two of the gift voucher receipts.  If the next of kin 

contact information was available, the packet was mailed directly to the next of kin.  If 

the next of kin contact information was not available, the packet was mailed to the HF 

patient and they were asked to give the packet to the person who helps them the most at 

home.   

Within one week of the mailing by the researcher or distribution by the registered 

nurse, the patient or next of kin was called to see if they received the packet and 

determine who helps the patient the most at home.  If this person is someone other than 

the next of kin identified on the HF patient list, they were asked to give the packet to their 

primary caregiver and their contact information was obtained from the HF patient or next 

of kin.  The primary caregiver was then contacted by the researcher who provided 

additional information about the study, explained that their participation is voluntary, and 

determined their interest.  For those not interested, they were informed that they would 

not be contacted in the future.   

Interested persons were screened for inclusion and exclusion criteria; a medical 

diagnosis of HF was also validated with the caregiver with ‘Has your family member 

been diagnosed by a physician as having chronic heart failure?’  Informed consent was 

obtained verbally over the telephone for those who were eligible prior to data collection.  
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Those who met the inclusion criteria were asked to initial, sign, and date the informed 

consent form and two copies of the gift voucher receipts and return these documents in 

the self-addressed, stamped envelope.  They were instructed to keep a copy of the 

informed consent statement and gift voucher receipt for their files.  A telephone 

appointment was scheduled at a time convenient for the caregiver to participate in a 

telephone interview, which was anticipated to last approximately one hour.   

 Participants were contacted by telephone by the researcher at the previously 

scheduled time for the initial interview.  Prior to starting the interview, participants were 

asked if they had any questions and were reminded that their participation was voluntary 

and they could decline participation at any time.  During the telephone interview, the 

participants were asked questions using an interview guide (see Appendix E) containing 

the Caregiver and Patient Characteristics form, Medical Outcomes Study Social Support 

Survey, Oberst Caregiving Burden Scale – difficulty subscale, Uncertainty in Illness 

Scale for Family Members, Control Attitudes Scale, Appraisal of Caregiving threat 

subscale, Primary Health Questionnaire, Bakas Caregiving Outcomes Scale, HF Family 

Caregiver Quality of Life scale, and Medical Outcomes Study SF-36 General Health and 

Mental Health subscales.  To test for instrument test-retest reliability of the HF Family 

Caregiver Quality of Life scale, participants were asked if they were willing to participate 

in a follow-up telephone interview which was anticipated to last approximately 15 

minutes.  For those wishing to participate in the 2-week retest, the next appointment was 

made. 

Once the initial interview was completed and the signed informed consent and gift 

vouchers were received by the researcher, a $10 gift card for Target was mailed to their 
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home.  For those who participated in the 2-week test retest telephone interview, an 

additional gift card for $10 gift card for Target was mailed to their home following that 

interview.   

Protection of Human Subjects 

 Following approval of the study proposal from the researcher’s dissertation 

committee, approval was obtained from the Institutional Review Boards at Indiana 

University Purdue University at Indianapolis (IUPUI - IRB) and the recruiting sites in the 

greater Kansas City area, Research Medical Center, St. Luke’s Hospital, and Menorah 

Medical Center,  prior to data collection.  In the study letter signed by the patient’s 

cardiologist, HF nurse clinician, or member of the HF team, potential participants were 

provided a telephone number to call to request that they not be contacted by the 

researcher.  The study purposes, risks, and benefits were explained to interested 

participants who were required to sign an informed consent prior to conducting the 

telephone interview.  Participants were told they could decline participation at any time 

before or during the telephone interview.  All information was collected by self report 

from the family caregiver.  No medical records were accessed for this study. 

 Data were collected using an interview schedule.  No names or identifying 

information, other than the subject identification number, were added to the interview 

schedule to protect participant anonymity.  The results were reported as group 

summaries; individual data was not reported.  There was minimal risk of negative 

consequences as a result of participating in the study in that some of the questions could 

evoke negative emotions.  Participants were informed that they could decline answering 

any questions that made them feel uncomfortable.  Contact information was provided for 
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caregivers to call in the case of emotional distress, or any concerns regarding their rights 

as research participants.  There was one item on the PHQ-9 that addresses suicidal 

ideation.  If caregivers endorsed this item, or if at any time, caregivers mentioned suicidal 

thoughts about themselves, or the patients, an established suicide protocol approved by 

the IUPUI IRB was initiated and followed (see Appendix F).  

 The list of HF patients with information regarding next of kin and/or family 

caregiver and the list of subject name and corresponding identification number was kept 

in a locked cabinet separate from the completed interview schedules.  Only the researcher 

had access to the key.  The data from the interview schedules were entered into the 

researcher’s password-protected personal computer networked to the IUSON secure 

network by the researcher only.  All electronic data was password-protected and backed 

up nightly on the IUSON data drive.  The hard copies of the completed interview 

schedules will be kept by the researcher in a locked cabinet for at least 7 years and then 

will be shredded.   

Variables and Instruments 

 The variables social support, caregiving task difficulty, uncertainty, perceived 

control, threat appraisal, depressive symptoms, life changes, HF caregiver-specific 

quality of life, caregiver and patient characteristics, and general and mental health were 

measured in this study.  A detailed description of instruments used to operationalize these 

variables follows.  Formal permission was attained for use of Parents’ Perception 

Uncertainty in Illness Scale for Family Members, Control Attitudes Scale, Appraisal of 

Caregiving Threat Subscale, Primary Health Questionnaire-9, and Bakas Caregiving 

Outcomes Scale (see Appendix G).  The Caregiver and Patient Characteristics form and 
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the HF Caregiver Quality of Life Scale were developed for this study.  The Cognitive 

Status Scale, Medical Outcomes Study (MOS) Social Support Survey, Oberst Caregiving 

Burden Scale, MOS 36-Item Short Form Health Survey (SF-36) – General Health 

Subscale, and MOS SF-36 – Mental Health Subscale are all in the public domain. 

Caregiver and Patient Characteristics 

 The caregiver characteristics examined in this study were: 1) demographic and 

clinical data, specifically age, gender, race (American Indian or Alaskan Native, Asian, 

Native Hawaiian or Other Pacific Islander, Black or African American, or White), 

ethnicity (Hispanic or Latino, Not Hispanic or Latino), relationship to the care recipient, 

education, co-morbidities, perception that income meets needs, and employment status 

and 2) caregiving situation characteristics, specifically length of time in the caregiving 

role since HF diagnosis in months, time spent caregiving hours per week, and living 

arrangements.   

 Patient characteristics were reported by the caregiver and included 1) 

demographic and clinical data, specifically age, gender, race (American Indian or 

Alaskan Native, Asian, Native Hawaiian or Other Pacific Islander, Black or African 

American, or White), ethnicity (Hispanic or Latino, Not Hispanic or Latino), education, 

co-morbidities, 2) caregiver’s perception of the patient’s symptoms with activities, 3) 

presence of implanted ventricular assist device, and 4) cognitive impairment.   

Demographic Data Form.  An researcher-developed demographic data form 

measured the caregiver and patient characteristics as described above.  The caregiver’s 

perception of patient’s symptoms, such as shortness of breath, fatigue, and chest pain, 

with activities was determined through a single item asking the family caregiver to 

 65



identify patient symptoms with activity:  1) no symptoms, 2) symptoms with moderate 

activity, 3) symptoms with minimal activity, and 4) symptoms at rest. Caregivers were 

asked if the HF patient whom they provide care for had an implanted ventricular assist 

device. 

 Cognitive Status Scale.  HF patient cognitive impairment was measured with the 

eight item Cognitive Status Scale (CSS).  Family caregivers rate the patient’s level of 

difficulty associated with memory, communication, and recognition on a 5-point response 

scale ranging from 1 (“can’t do at all”) to 5 (“not at all difficult”) (Pearlin et al., 1990).  

Internal consistency reliability was adequate in a study of family caregivers of patients 

with Alzheimer’s disease (α = .86) (Pearlin et al., 1990) and stroke survivors (α = .84) 

(Bakas & Champion, 1999).  Validity of the CSS was supported by a strong correlation  

(r = .65) between the ratings caregivers gave their family members on the CSS and the 

ratings of the same family members made by clinical workers using the Mini-Mental Test 

developed by Folstein, Folstein, and McHugh (1975; as cited by Pearlin et al., 1990). 

Social Support 

 Social support was conceptually defined as the family caregiver’s perception 

about the availability of support and relationships that serve particular functions 

(Sherbourne & Stewart, 1991).  Five different types of social support are emotional, 

informational, tangible, affectionate, and positive social interaction.  Emotional support 

refers to expressing positive affect, empathetic understanding, and encouraging 

expression of feelings.  Informational support refers to offering advice, information, and 

guidance.  Tangible support is providing material aid or behavior assistance.  Positive 
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social interaction is the availability of other persons to do fun things with.  Affectionate 

support involves expressions of love and affection (Sherbourne & Stewart, 1991).   

 Medical Outcomes Study Social Support Survey.  The Medical Outcomes Study 

(MOS) Social Support Survey was used to measure social support (Sherbourne & 

Stewart, 1991).  The first item, which is open-ended, asks respondents to indicate the 

number of close friends and relatives they have.  The remaining 19 items asks 

respondents to rate the availability of perceived support of a 5-point response scale 

ranging from 1 (“none of the time”) to 5 (“all of the time”).  The survey yields a total 

score as well as four subscale scores, emotional/informational support (8 items), tangible 

support (4 items), positive social interaction (3 items), and affectionate support (3 items).  

While this instrument can measure four subscales, only the total score will be used in this 

study. The overall total score is calculated by averaging the 19 responses; higher scores 

indicate higher perceived availability of social support (Sherbourne & Stewart, 1991; 

Westlake et al., 2002). 

 The MOS Social Support Survey was psychometrically tested in a large sample of 

patients with chronic conditions (n = 2987) and demonstrated strong evidence of internal 

consistency reliability (α  = .97) and stability over one year (r = .78).  Construct validity 

was supported by strong correlations between the MOS and measures of loneliness  

(r = -.67, family functioning (r = .53), and marital functioning (r = .56) and weak 

correlations between the MOS and measures of physical function (r = .11) and pain 

severity (r = -.19) (Sherbourne & Stewart, 1991).  While this instrument was originally 

developed for people with chronic conditions, it is relevant for family caregivers since 
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many are older and likely to experience chronic illnesses themselves (Sanford et al., 

2005).   

Caregiving Task Difficulty 

 Caregiving task difficulty was conceptually defined as the caregiver’s perceived 

difficulty with direct, instrumental, and interpersonal tasks carried out to assist their 

family member (Oberst, 1990).  Direct care tasks refer to medical or nursing treatments, 

personal care (bathing, dressing), and assistance with mobility; instrumental care tasks 

refer to provision of transportation, management of finances, planning activities, 

household tasks, and coordinating services; and interpersonal care tasks refer to 

emotional support, managing behavior problems, communication, and seeking 

information from health professionals (Oberst, 1990).   

 Oberst Caregiving Burden Scale.  The difficulty subscale of the Oberst 

Caregiving Burden Scale (OCBS) was used to measure caregiving task difficulty (Oberst, 

1990; Bakas et al., 2004).  This 15-item subscale asks caregivers to indicate the level of 

difficulty associated with 15 direct, instrumental, and interpersonal caregiving tasks on a 

5-point response scale ranging from 1 (“not difficult”) to 5 (“extremely difficult”).  The 

subscale is scored by summing the 15 items with a possible range of 15 to 75.  Higher 

scores reflect greater caregiving task difficulty (Oberst, 1990; Bakas et al., 2004).   

 Content validity was initially established in the original version, titled “Caregiver 

Load Scale” (Oberst et al., 1989).  Construct validity has been documented in caregivers 

of patients with cancer through testing of theoretically and empirically derived 

hypotheses relating to association between OCBS difficulty scores and antecedent factors 

as well as outcomes (Carey, Oberst, McCubbin, & Hughes, 1991; Oberst, 1990).  In 

 68



studies of stroke caregivers, factor analysis supported a one factor solution (Bakas et al., 

2004) and correlations between task difficulty and theoretically related variables of 

emotional distress (r = .60) and caregiving outcomes (r = -.56) (Bakas & Burgener, 2002) 

provided evidence of construct validity.  Internal consistency has been previously 

established (α  = .84 to .97) in studies of cancer and stroke caregivers (Bakas & 

Burgener, 2002; Bakas et al., 2004; Bakas & Champion, 1999; Carey et al., 1991).  The 

difficulty subscale of the OCBS was used in a small sample of 21 HF caregivers (Bakas, 

Pressler, et al., 2006).  With scores being normally distributed, the OCBS difficulty 

subscale had evidence of high internal consistency reliability (α = .92).     

 Uncertainty 

Uncertainty was conceptually defined as the family caregiver’s inability to 

determine the meaning of their family member’s illness-related events (Mishel, 1997).  

This cognitive state is created when the family member cannot adequately structure or 

categorize an event due to a lack of sufficient cues and results in the inability to assign a 

definite value to the event and/or accurately predict outcomes (Mishel, 1997).  Ambiguity 

and complexity of illness-related events increase uncertainty perceived by family 

caregivers.  Ambiguity refers to vague and indistinct cues about the state of the illness 

which tend to blur and overlap and complexity refers to multiple and varied cues about 

the treatment and system of care (Mishel, 1997).    

 Uncertainty in Illness Scale for Family Members.  The 31-item Parents’ 

Perception Uncertainty in Illness Scale for Family Members (PPUS-FM) (Mishel, 1997) 

was used to operationalize uncertainty.  This instrument, while originally designed for 

parents of ill children, can be used with family caregivers by changing the word ‘child’ to 
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the appropriate relational descriptor, such as ‘family member’ (Mishel, 1997).  On a scale 

of 1 (“strongly disagree”) to 5 (“strongly agree”), respondents were asked to indicate the 

degree to which they agree with uncertainty statements concerning their family member’s 

illness, treatment, and communication with health care providers (Mishel, 1997)  The 

PPUS-FM is scored by summing the 30 items; the last item is not included in the scoring 

(Mishel, 1997).  A higher score is indicative of greater uncertainty (Mishel, 1997).   

 Psychometric testing of the 28-item version of the PPUS-FM was conducted with 

a normative data base of 509 family members of patients with cancer, Alzheimer’s 

disease, dementias, and myocardial infarction.  With factor analysis, two factors emerged, 

ambiguity and complexity (Mishel, 1997).  However, the reliability coefficient for the 

complexity subscale was not satisfactory, so the total scale is recommended for use with 

family members (Mishel, 1997).  Internal consistency reliability for the total scale has 

been satisfactory for each of the reported family caregiver samples (α = .81 to .92) as 

reported by Mishel (1997).   

Perceived Control 

Perceived control was conceptually defined as the caregiver’s belief that they 

have the internal resources to positively influence the adversity of an event and can 

influence their environment to bring about positive outcomes (Thompson, 1981; 

Wallston, 1989).  Control does not have to be exercised nor real, only perceived, to 

influence outcomes (Litt, 1988).  For this study, perceived control referred to the 

caregiver’s perceived level of control over their family member’s heart problems (Moser 

& Dracup, 2000), and therefore, was situation-specific (Lyon & Rice, 2000).  For this 

reason, it is different than locus of control, which refers to a person factor.     
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 Control Attitudes Scale.  Perceived control was measured with the family version 

of the Control Attitudes Scale (CAS) (Dracup et al., 2004; Moser & Dracup, 2000).  The 

4-item CAS asks family caregivers to rank their level of perceived control over heart 

problems (and conversely, feelings of helplessness) on a 7-point response scale ranging 

from 1 (“not at all in control”) to 7 (“very much in control”).  The instrument has items 

related to both the family caregiver’s own perception of control (3 items) and their 

perception of the degree to which they feel the heart failure patient feels control (1 item).  

After reverse scoring items 3 and 4, the item rankings are summed for the score; higher 

scores indicate higher feelings of control (Dracup et al., 2004; Moser & Dracup, 2000).   

 The CAS was originally developed for use in cardiac patients (Moser & Dracup, 

1995).  In a sample of 325 cardiac patients, psychometric testing showed evidence of 

internal consistency reliability (α  = .89) and test-retest reliability (r = .62).  Construct 

validity was supported with correlation (r = .58) with a control-like measure of health 

care orientation (Moser & Dracup, 1995).  The family version of the CAS was used in a 

study of 196 spouses of cardiac patients and internal consistency reliability was high  

(α = .88) (Moser & Dracup, 2000).  The CAS has also been used in a small sample of 21 

HF caregivers (Bakas, Pressler, et al., 2006).  With scores being normally distributed, the 

CAS had evidence of satisfactory internal consistency reliability (α  = .75)   

Threat Appraisal 

Threat appraisal was conceptually defined as the caregiver’s perception that their 

caregiving situation is potentially harmful and/or resulting in loss to their well-being.  As 

a cognitive process with subjective interpretation, threat appraisal is a type of stress 

appraisal which occurs when the demands of the situation exceeds the person’s resources 
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(Lazarus, 1966; Lazarus & Folkman, 1984).  The perception of threat, which centers on 

the potential harms or losses, is characterized by negative emotions such as fear, anxiety, 

and anger (Lazarus & Folkman, 1984). 

 Appraisal of Caregiving Threat Subscale.  Threat appraisal was measured by the 

threat subscale of the Appraisal of Caregiving Scale (ACS) (Oberst, 1991), as adapted by 

Bakas (1996) in a study of family caregivers of stroke survivors.  This 12-item subscale 

asks respondents to indicate their level of perceived threat on a 5-point response scale 

ranging from 1 (“strongly disagree”) to 5 (“strongly agree”) in the areas of caregiving 

tasks, relationships and interpersonal support, lifestyle, emotional and physical health, 

and overall personal impact (Oberst et al., 1989).  Individual item scores were summed 

for a total score with higher scores indicating higher levels of threat.   

 The original version of the threat subscale of the ACS, which had 15 items 

(Oberst et al., 1989), was psychometrically tested in a sample of 240 caregivers.  Support 

was provided for the subscale of threat through factor analysis and construct validity was 

made evident through correlations of the threat subscale and measures of mood 

dysfunction (r = .60), task difficulty (r = .58), and family hardiness (r = -.36) (Oberst, 

1991).  The ACS was revised by Bakas (1996) to the current 12-item version and has 

subsequently been used in studies of family caregivers of stroke patients (Bakas & 

Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006) where 

internal consistency reliability has been high (α = .86, .92).        

Depressive Symptoms 

Depressive symptoms were conceptually defined as the severity of symptoms 

associated with depression (Kroenke et al., 2001), as specified by the DSM-IV criteria of 
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depressed mood, sleep changes, diminished interest or pleasure in activities, weight loss 

or weight gain, insomnia or hypersomnia, psychomotor agitation or retardation observed 

by others, fatigue or loss of energy, feelings of worthlessness or excessive guilt, inability 

to think or concentrate or indecisiveness, and suicidal ideation (American Psychiatric 

Association, 1994).   

 Primary Health Questionnaire-9.  Depressive symptoms were measured by the 

nine item depression scale of the Primary Health Questionnaire (PHQ-9).  The items 

correspond with criteria as delineated by Diagnostic and Statistical Manual of Mental 

Disorders, 4th edition (DSM-IV) major depressive disorder category (Kroenke & Spitzer, 

2002), such as little interest or pleasure in doing things, feeling down, problems with 

sleeping, and trouble concentrating.  Respondents are asked to indicate the frequency of 

problems over the last two weeks on a 4-point response scale, ranging from 0 (“not at 

all”) to 3 (“nearly every day”).  The scores are summed with a range of 0 to 27 and level 

of severity can be described as none (scores 1 to 4), mild (scores 5 to 9), moderate (scores 

10-14), moderately severe (scores 15-19), and severe (scores 20-27) (Kroenke & Spitzer, 

2002).    

 The PHQ-9 was psychometrically tested in a sample of 6000 primary care and 

obstetric/gynecological patients (Kroenke et al., 2001).  Internal consistency reliability 

(α  = .86, .89) and test-retest reliability (r = .84) were high.   Criterion validity was 

established through correlation with mental health professional structured interview 

results and construct validity was supported through correlations between the PHQ-9 and 

measures of functional status, disability days, symptom-related difficulty, and health care 

utilization (Kroenke et al., 2001).  The PHQ-9 was found to be sensitive and specific for 
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diagnosing major depression in patients with stroke (Kroenke et al., 2001; Williams et al., 

2005).  The PHQ-9 has been used with family caregivers of stroke patients and internal 

consistency reliability (α = .80 to .86) was satisfactory (Bakas, Champion, et al., 2006; 

Bakas et al., 2006).   

Life Changes  

Life changes were conceptually defined as perceived changes in the caregiver’s 

life as a result of providing care (Bakas & Champion, 1999).   These life changes include 

changes in social functioning, subjective well-being, and somatic health, which is 

consistent with Lazarus’ (1991) conceptualization of adaptational outcomes.  Social 

functioning refers to performance of problem-solving, employment, social activity and 

family; subjective well-being refers to how the caregiver feels about their life and 

situation; and somatic health refers to the physical health status of the caregiver (Lazarus, 

1991).   

 Bakas Caregiving Outcome Scale.  Life changes were operationalized with the 

Bakas Caregiving Outcome Scale (BCOS) which measures caregiver perceptions of how 

their life has changed since they assumed the role of caregiver for their family member 

(Bakas & Champion, 1999; Bakas, Champion, et al., 2006).  On this 15-item instrument, 

respondents indicated their perceived changes in social functioning, subjective well-

being, and physical health on a scale ranging from -3 (“changed for the worst”) to +3 

(“changed for the best”).  Items are recoded to a range of 1 to 7.  Individual items are 

summed for a total score; higher scores are indicative of more positive changes as a result 

of caregiving responsibilities (Bakas & Champion, 1999; Bakas, Champion, et al., 2006). 
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 The 15-item BCOS has been psychometrically tested in 147 family caregivers of 

stroke survivors and has satisfactory evidence of internal consistency (α = .90) and 2-

week test-retest reliability (ICC = .66; 95% CI = .42-.81) (Bakas, Champion, et al., 

2006).  Construct validity was established through both exploratory and confirmatory 

factor analysis showing that the BCOS was a unidimensional scale.  Construct validity 

was also established through hierarchical multiple regression where 30% of the BCOS 

was explained by the constructs in the conceptual model criterion validity was established 

by correlations with the SF General Health scale (r = .32) and criterion variable 

measuring overall life changes (r = .67) (Bakas, Champion, et al., 2006).  A 12-item and 

10-item version of the BCOS have been used with stroke caregivers with satisfactory 

internal consistency reliability (α  = .90, .77) and criterion and construct validity (Bakas 

& Champion, 1999).  The 15-item version has been used in a small sample of 21 HF 

caregivers (Bakas, Pressler, et al., 2006).  With scores being normally distributed, the 

BCOS had evidence of satisfactory internal consistency reliability (α = .88)   

HF Caregiver-Specific Quality of Life  

HF caregiver-specific quality of life was conceptually defined as the family 

caregivers’ perception of their well-being stemming from physical, psychological, social 

and spiritual domains as impacted by their caregiving responsibilities (Ferrell et al., 2001) 

for a family member with heart failure.  The physical well-being domain captures the 

impact of caregiving on physical health and related symptoms, such as sleep disturbances 

and appetite changes (Ferrell, 1995; Ferrell et al., 2001). The psychological well-being 

domain captures the impact of caregiving on psychological symptoms, such as 

depression, emotional distress, and stress (Ferrell, 1995; Ferrell et al., 2001).  The social 
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well-being domain captures the impact of caregiving on social conditions, such as roles 

and relationships (Ferrell, 1995; Ferrell et al., 2001).  The spiritual well-being domain 

captures the impact of caregiving on spirituality, such as a sense of inner strength and 

purpose (Ferrell, 1995; Ferrell et al., 2001).     

 Heart Failure Caregiver Quality of Life Scale.  HF caregiver-specific quality of 

life was measured with the proposed Heart Failure Caregiver Quality of Life scale 

(HFCQL) that was psychometrically tested in this study.  Using a 5-point response scale 

ranging from 1 (“strongly disagree”) to 5 (“strongly agree”), the HFCQL measured 

quality of life with potentially four subscales (physical, psychological, social, and 

spiritual well-being) pending factor analysis.  Initially, the HFCQL had 46 items for 

respondents to rate the impact of caregiving responsibilities on various areas in their life 

reflecting physical, psychological, social, and spiritual well-being domains.  It was 

anticipated that some of these items would be deleted following item analysis.  There 

were an additional five items on the scale concerning overall impact in physical, 

psychological, social, and spiritual domains and quality of life that were intended to be 

used to assess for criterion-related validity.  After reverse scoring of appropriate items, 

individual items within each domain are summed and averaged, so that higher scores are 

indicative of higher perceptions of quality of life.   

 Content validity of the HFCQL scale was determined by five professional experts 

and two personal experts who reviewed the item pool.  The professional experts were 

doctoral prepared nurses: two with a background in heart failure research, two with a 

background in caregiver research, and one who was the director of a heart failure clinic.  

The personal experts were HF family caregivers: one was an adult child who had been 
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caring for her mother for 10 years and the other was a spousal caregiver who had been 

caring for her husband for 6 years.  The experts were asked to review a pool of 58 items 

for three criteria.  First, they were to determine which QOL domain (physical, 

psychological, social, or spiritual) was most appropriate for each item.  Secondly, using a 

4-point response scale ranging from 1, indicating not relevant, to 4, indicating very 

relevant, experts were asked to rate each item for relevance to their assigned domain.  

And finally, the experts were asked to critique the clarity of items, provide suggestions 

for revisions, and identify topics missing from each domain (Grant & Davis, 1997).   

Content validity was quantified using the procedures described by Lynn (1986).  

The content validity index (CVI), or the proportion of experts endorsing an item 

compared to the total number of experts, was computed for relevance to domain 

assignment.  If a different domain was selected by the expert than the domain the item 

was originally intended, their relevance rating was considered to be 1, indicating not 

relevant, regardless of their response.  This was to ensure that the relevance ratings 

reflected the particular domain that the item was intended to measure.  With seven 

experts, at least six needed to endorse an item to achieve a CVI of .86 which is an 

acceptable value representative of content validity (Lynn, 1986).  Because of the 

interrelatedness of QOL domains, experts occasionally assigned more than one domain to 

a single item.  In these circumstances, the domain most consistent with other experts was 

included in the computation.  Items with a relevance ratings of 3 (relevant) or 4 (very 

relevant) were considered endorsed by the experts (Waltz & Bausell, 1981).   

Of the original 58 items, 34 items had a minimum CVI of .86 for both domain 

assignment and relevance, indicating that six out of seven experts agreed.  Minor wording 
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changes were made in the 34 items as suggested by the experts.  An additional six items 

that had a CVI of .71 were retained due to conceptual importance and reworded 

according to expert comments.  An additional six items were added based on written 

feedback from the experts.  Thus a total of 46 items were psychometrically tested (10 

physical, 17 psychological, 11 social, and 8 spiritual items).  Prior to using the findings 

from the HFCQL to test the relationships in the model, psychometric testing was 

conducted to determine quality of item distribution and acceptable inter-item and item-to-

total correlations, evidence of acceptable internal consistency and test-retest reliability, 

and construct and criterion-related validity.  It was presumed that irrelevant or redundant 

items would be deleted during item analysis resulting in fewer items.  At the end of the 

instrument, four domain items and one overall quality of life item were added to assess 

for criterion-related validity.  These domain items (physical, psychological, social, and 

spiritual) and the overall quality of life item are rated on a scale from 1 (“very poor”) to 5 

(“excellent”).  The variables of life changes, general health, and mental health were also 

used to determine evidence of criterion-related validity.  If the HFCQL scale or domain 

scales were found to lack evidence of reliability and validity, it was planned that general 

health and mental health were to be used in the study as dependent variables representing 

generic health-related quality of life.  

General Health 

 General health refers to the caregiver’s perception of their overall personal health.  

In this study, the variable of general health was used primarily to establish criterion 

validity of the proposed HF Caregiver quality of life instrument that was 
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psychometrically tested in this study.  However, if the HFCQL did not have satisfactory 

psychometrics, general health would have represented an outcome measure. 

Medical Outcomes Study 36-Item Short Form Health Survey – General Health 

Subscale.  General health was measured by the general health subscale of the Medical 

Outcomes Study 36-item Short-Form Health Survey (SF-36).  One of the five items of 

the general health subscale asks respondents to rate their health on a scale of 1 (excellent) 

to 5 (poor) (Ware, 1993).  Using a 5-point response scale ranging from 1 (definitely true) 

to 5 (definitely false), the other four items asks respondents to compare their health to 

others, if they expect their health will get worse, and if they believe their health is 

excellent (Ware, 1993).  After recoding of appropriate items, the individual items are 

summed and transformed to a 0-100 scale so that a higher score is indicative of better 

general health perceptions (Ware, 1993).  

 The SF-36, which consists of eight subscales, was psychometrically tested in a 

large sample of 3,445 outpatients (McHorney, Ware, Lu & Sherbourne, 1994).  The SF-

36 had evidence of internal consistency reliability and discriminant validity for each of 

the eight subscales.  The general health subscale had satisfactory internal consistency 

reliability (α = .78) and satisfactory correlations between the items and other scales 

(McHorney et al., 1994).   The SF-36 general health subscale has shown acceptable 

reliability in stroke caregivers (α = .85; .85) (Bakas & Burgener, 2002; Bakas & 

Champion, 1999) and HF caregivers (α = .86) (Bakas, Pressler, et al., 2006).  The SF-36 

general health subscale was chosen as a criterion variable for the HFCQL in this study 

because it has been extensively used with evidence of reliability and validity (Ware, 
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2000) and measures perceptions of overall personal health, a variable related to quality of 

life.   

Mental Health 

 Mental health was conceptually defined as the caregiver’s perception of their 

mental health, including psychological distress, such as anxiety, depression, loss of 

behavioral or emotional control, as well as psychological well-being (Ware & 

Sherbourne, 1992).  In this study, the variable of mental health was used primarily to 

establish criterion validity of the proposed HF Caregiver quality of life instrument that 

will be psychometrically tested in this study.  However, if the HFCQL did not have 

satisfactory psychometrics, mental health would have represented an outcome measure. 

 Medical Outcomes Study 36-Item Short Form Health Survey – Mental Health 

Subscale.  Mental health was operationalized by the mental health subscale of the SF-36.  

The five items of the mental health subscale asks respondents to rate the frequency of 

various emotions on a 6-point response scale of 1 (“all of the time”) to 6 (“none of the 

time”) (Ware, 1993).  Emotions include nervousness, feeling down in the dumps, calm 

and peaceful, downhearted and blue, and happiness.  After recoding of appropriate items, 

the individual items are summed and transformed to a 0-100 scale so that a higher score 

is indicative of better mental health perceptions (Ware, 1993). 

 As described above, the SF-36 was psychometrically tested in a large sample of 

3,445 outpatients and had evidence of internal consistency reliability and discriminant 

validity for each of the eight subscales (McHorney et al., 1994).  The mental health 

subscale had satisfactory internal consistency reliability (α = .90) and satisfactory 

correlations between the items and other scales (McHorney et al., 1994).  Reports of 

 80



internal consistency reliability of the SF-36 mental health subscale in HF family 

caregivers have varied.  Bakas, Pressler, and colleagues (2006) reported an acceptable α 

of .93 with a normal distribution, while Scott (2000) reported α of .42.  Both of these 

samples were small (n = 21 and 18, respectively).  Since the SF-36 mental health 

subscale has been extensively used with evidence of reliability and validity in other 

populations (Ware, 2000), it was chosen as a criterion variable for the HFCQL in this 

study.      

Data Analysis 

 The data analysis plan for the study included data screening procedures, a 

description of the sample and instruments, and testing of the aims and hypotheses.   

Data Screening Procedures 

 All data entered into SPSS statistical software program (SPSS, Chicago, IL) was 

double checked for accuracy of input prior to data analysis.  Using univariate descriptive 

statistics, out-of-range values, means, standard deviations, and outliers were evaluated as 

an additional method of assessing for accuracy of input (Tabachnick and Fidell, 2001).  

Missing data was assessed and managed according to procedures suggested by 

Tabachnick and Fidell (2001).  Descriptive statistics were analyzed on all data to assess 

for normality, linearity, and homoscedasticity, multicollinearity, and singularity and was 

managed as recommended by Tabachnick and Fidell (2001).    

Description of Sample and Instruments 

 To provide a detailed description of the sample and instruments, descriptive 

statistics, such as means, standard deviations, and variability for continuous variables, 

was examined using SPSS statistical software program (SPSS, Chicago, IL).  Descriptive 
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statistics for discrete data, such as gender, race, and ethnicity, was summed in the form of 

frequencies and percents.  Internal consistency reliability was estimated using Cronbach’s 

alpha for the MOS social support survey, OCBS difficulty subscale, PPUS-FM, CAS, 

ACS threat subscale, PHQ-9, BCOS, CSS, and SF-36 general health and mental health 

subscales.  An internal consistency reliability of .70 was considered satisfactory for these 

instruments (Polit & Beck, 2004).   

Specific Aims and Hypotheses 

 Data analysis for each hypothesis was conducted using SPSS statistical software 

program (SPSS, Chicago, IL).  The level of significance to test the hypotheses was set at 

p < .05.  The specific aims, related hypotheses, and data analysis plan for each hypothesis 

follows.   

Specific Aim 1.  To evaluate the psychometric properties of the Heart Failure Caregiver 

Quality of Life scale (HFCQL).   

Hypothesis 1a.  The HFCQL items demonstrate means close to the midpoint, 

good variability in relation to the means, floor and ceiling effects less than 10%, 

and item-to-total correlations greater than or equal to .30 among caregivers of HF 

patients.    

 Individual items were analyzed for means close to the midpoint, good variability 

in relation to the means, floor and ceiling effects, and item-to-total correlations greater 

than or equal to .30.  Interitem correlations were also be assessed to determine how well 

the items related to each other and therefore, to the concept of quality of life.  According 

to Ferketich (1991), items with average interitem correlations less than .30 may indicate 

insufficient correlation while items with average interitem correlations greater than .70 
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may indicate redundancy.  Therefore items with correlations less than .30 or greater than 

.70 were evaluated for possible irrelevance or redundancy.  Corrected item-to-total 

correlations were also examined.  Nunnelly and Bernstein (1994) suggest correlations 

greater than .30 are satisfactory.  Therefore, items with correlations less than .30 were 

assessed and considered for deletion pending further investigation using exploratory 

factor analysis.         

Hypothesis 1b.  The HFCQL scale and potential domains have evidence of 

internal consistency reliability with Cronbach alphas greater than or equal to .70 

among caregivers of HF patients.        

 Internal consistency reliability was evaluated by a Cronbach’s alpha coefficient 

for the total HFCQL scale and the domains, as determined by factor analysis.  A 

Cronbach’s alpha coefficient of .70 was considered acceptable for the total scale and each 

of the possible domains (Polit & Beck, 2004).   

Hypothesis 1c.  The HFCQL scale and potential domains have evidence of 2-

week test-retest reliability with an intra-class correlation coefficient greater than 

.60 among caregivers of HF patients. 

 The stability of the instrument was assessed with 2 week test-retest method 

(Carmines & Zeller, 1979).  Participants were given the HFCQL scale twice, two weeks 

and correlation between the two scores was computed using the intraclass correlation 

coefficient (ICC) (Shrout & Fleiss, 1979).  An ICC of 0-0.2 indicates slight agreement, 

0.21-0.4 indicates fair agreement, 0.41-0.60 indicates moderate agreement, 0-0.61-0.80 

indicates substantial agreement, and 0.81-1.0 indicates almost perfect agreement (Landis 
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& Koch, 1977).  An ICC greater than .60 was considered satisfactory for this study, 

indicating at least substantial agreement between the two scores.   

Hypothesis 1d.  The HFCQL has evidence of construct validity with factor 

loadings of .32 and above for the scale or each domain as determined through 

factor analysis among caregivers of HF patients.    

 Since quality of life domains are theoretically interrelated and items may overlap, 

exploratory factor analysis using principal axis factoring with varimax rotation was 

computed to determine dimensionality of the HFCQL (Netemeyer, Bearden, & Sharma, 

2003). The Kaiser-Meyer-Olkin measure and Bartlett’s test of sphericity was computed 

and examined to support the use of factor analysis (Munro, 2001).  Eigenvalues and the 

scree plots were examined; using Cattell’s scree test (1966, as cited by DeVillis, 2003), 

factors that lie above the elbow were retained.  The rotated component matrix was 

examined to determine which items have the highest loading factors on the components, 

most likely representing the quality of life domains.  Individual items were assessed in 

relation to the other items within the assigned domain for conceptual relevance and 

consistency.  These quality of life domains were labeled accordingly, and item-to-total 

correlations and Cronbach’s alpha were reexamined for the individual domains.     

Hypothesis 1e.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains, as 

determined through factor analysis, in family caregivers of patients with HF, to 

provide evidence of construct validity. 
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 Using the conceptual model in Figure 1 on page 19 as a guide for order entry of 

variables, hierarchical multiple regression was employed to further assess construct 

validity.  According to Munro (2001), finding the smallest group of variables that will 

account for the greatest proportion of variance in the dependent variable is desirable. 

Tabachnick and Fidell (2001) stated that regression is best when each independent 

variable is strongly correlated with the dependent variable, but uncorrelated with the 

other independent variables.  Pearson product-moment correlation coefficients were used 

to screen for potential continuous independent variables and MANOVA univariate F was 

used to screen for potential discrete independent variables to be entered into the 

regression equations predicting HFCQL and domains, as determined by factor analysis. 

Discrete independent variables found to be significant were dummy coded according to 

procedures outlined by Tabachnick and Fidell (2001) prior to inclusion in the multiple 

regressions.  Only variables with significant values (p < .05) with the HFCQL scores and 

domains were entered into the regression equation.   

 Caregiver and patient characteristics were entered in step 1 to control for their 

influence.  In step 2, the situation factors of social support, caregiving task difficulty, and 

uncertainty were entered to determine significant predictors of HFCQL scores and 

individual domain scores.  In step 3, the mediating variable of threat appraisal was 

entered in step 3 to evaluate its influence on HFCQL scores and individual domain 

scores.  In step 4, depressive symptoms was entered to determine predictability on scores 

of HFCQL and individual domains.  If the HFCQL was found to be unidimensional, the 

total HFCQL score would serve as the dependent variable and one regression will be 

computed.  If the HFCQL was found to be multidimensional, a separate regression 
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equation would be computed for each domain.  While hierarchical multiple regression 

was used to assess construct validity of the HFCQL, this same procedure will be used in 

Specific Aim 2 to determine factors associated with HF caregiver-specific quality of life, 

as well as life changes, in family caregivers of heart failure patients.   

Hypothesis 1f.  To show evidence of criterion-related validity, the HFCQL scale 

and potential domains are significantly correlated with the BCOS, SF-36 general 

health and mental health subscales, and the HFCQL and domain well-being 

overall items, among caregivers of HF patients.       

 Criterion validity of the HFCQL scale was assessed by computing Pearson 

product-moment correlation coefficients between the overall HFCQL scale, and 

individual domains as determined by factor analysis, and the BCOS, SF-36 general health 

and mental health subscales, and individual HFCQL items measuring overall well-being.  

The HFCQL has five overall items measuring quality of life, physical well-being, 

psychological well-being, social well-being, and spiritual well-being.  Based on 

dimensionality of the scale as determined by factor analysis, correlations were computed 

between the total and dimension score and the respective individual items.      

Specific Aim 2.  To determine the combination of independent variables that explains 

depressive symptoms, life changes, and HF caregiver-specific quality of life in family 

caregivers of HF patients using a theoretically based conceptual model. 

Hypothesis 2a.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, and threat appraisal explain a 

significant amount of variance of depressive symptoms in family caregivers of 

patients with HF. 
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Hypothese 2b.  Caregiver and patient characteristics, social support, caregiving 

task difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of life changes in family 

caregivers of patients with HF.  

Hypothesis 2c.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and/or domains as determined by 

psychometric testing in family caregivers of patients with HF. 

 Pearson product-moment correlation coefficients were computed to determine the 

strength and significance of correlation between the demographic variables with 

continuous data, such as caregiver and patient age, caregiver and patient education, 

length of time in the caregiving role since HF diagnosis, time spent caregiving hours per 

week, and patient cognitive status and the dependent variables of depressive symptoms, 

life changes, and HF caregiver-specific quality of life.  MANOVA was used for the 

discrete data of caregiver and patient gender, caregiver and patient race, caregiver and 

patient ethnicity, perception that income meets needs, employment status, living 

arrangements, caregiver chronic illnesses, patient co-morbidities, caregiver’s perception 

of the patient’s symptoms with activities, and presence of implanted ventricular assist 

device to examine differences between groups in relation to depressive symptoms, life 

changes, and HF caregiver-specific quality of life.  Some variables were regrouped 

because of empty cells and unequal group sizes.   
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 Pearson product-moment correlation coefficients were computed for each of the 

proposed theoretical relationships among the variables of social support, task difficulty, 

uncertainty, perceived control, threat appraisal, depressive symptoms, life changes, and 

HF caregiver-specific quality of life, in the conceptual model to determine their strength 

and direction. 

 Three hierarchical multiple regression equations were employed to determine best 

predictors of depressive symptoms, life changes, and HF caregiver-specific quality of 

life.  An additional four more hierarchical multiple regression equations were employed 

to determine the best predictors of the four domains of HF caregiver-specific quality of 

life.  Only variables with significant Pearson r’s or univariate F’s with depressive 

symptoms, life changes, or HF caregiver-specific quality of life, were entered into the 

regression equations.  Demographic variables were entered in step 1 to control for their 

influence.  In step 2, the situation factors of social support, caregiving task difficulty, 

uncertainty, and control were entered and in step 3, the mediating variable of threat 

appraisal was entered in the regression equation.  To test hypotheses 2b and 2c, 

depressive symptoms was entered in step 4.   
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4.  RESULTS 

 This chapter begins with a description of data cleaning procedures which are 

necessary to ensure an honest analysis of the data (Tabachnick & Fidell, 2001).  Results 

obtained from the instruments measuring the variables in the conceptual model (see 

Figure 1, page 20) were examined.  Descriptions of the sample and instruments are then 

provided, followed by results pertaining to the specific aims and hypotheses. 

Data Cleaning Procedures 

 Data, which were collected by telephone interviews with 100 family caregivers of 

chronic heart failure patients, were coded with a subject identification number and 

entered into SPSS statistical software program (SPSS, Chicago, IL).  All data were 

double-checked for accuracy of input and corrected accordingly.  As an additional 

method of assessing for accuracy of input, out-of-range values, means, standard 

deviations, and outliers were evaluated using univariate statistics (Tabachnick & Fidell, 

2001).  No procedures were needed to manage missing data as it was minimal, as noted in 

Tables 1 and 2.  One caregiver did not know the patient’s educational level or if they had 

a history of a myocardial infarction or stroke.   

 Normality was assessed with all dependent and independent variables using the 

statistical test Kolmogorov-Smirnov (K-S) with a significance level of p < .001 (Mertler 

& Vannatta, 2005).  The only variables found to have a significant K-S value were 

patient cognitive status, HFCQL social domain, and time spent caregiving (hours/week).  

As noted by histograms, time spent caregiving was positively skewed, while patient 

cognitive status and quality of life social domain were negatively skewed.  Once the 

negatively skewed variables were reflected to positive skewness, square root and 
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logarithmic transformations were computed in SPSS (SPSS, Chicago, IL) for all three 

variables, as recommended by Tabachnick and Fidell (2001).  For all three variables, the 

most ideal transformation was square root.  Skewness and kurtosis were reduced for all 

three variables with this transformation.  Therefore, the transformed values, as well as 

original nontransformed values, were used in statistical computations.  However, the 

outcome was the same for these two values and it was decided to retain the original 

nontransformed values for all statistical analyses.  Further assumptions for normality, 

homoscedasticity, multicollinearity, and singularity were evaluated prior to analyzing 

regression equation findings, which are discussed with the regression findings.  The 

Kaiser-Meyer-Olkin measure of sampling adequacy and Bartlett’s test of sphericity were 

computed for the HFCQL items and found to support the use of factor analysis (Munro, 

2001); specifics are discussed with the factor analysis findings.   

 Prior to screening discrete variables for possible inclusion as independent 

variables in the regression equations, some variables were regrouped due to empty cells 

and unequal group sizes.  Caregiver and patient race were collapsed from five categories 

to two:  1) white or 2) black or African American.  Caregiver relationship with the patient 

was collapsed from six categories to three:  1) spouse, 2) son, son in-law, daughter, or 

daughter in-law, or 3) other relative or friend.  Employment status was collapsed from six 

categories to two: 1) employed full- or part-time, or 2) homemaker, retired, unemployed, 

or disabled.  Living arrangements was collapsed from three groups to two: 1) house, or 2) 

apartment or assisted living facility. 

 

 

 90



Sample 

 To recruit the sample of 100 HF family caregivers for this study, 273 study 

packets were either mailed by the researcher or distributed by the registered nurses at the 

recruitment site to the HF patient or family caregiver.  The researcher was unable to make 

contact with 33 (12%) of these patients or caregivers to determine their eligibility for the 

study; the packet was returned or the phone was disconnected for 21 (7.7%) patients or 

caregivers and the researcher was unable to reach 12 (4.4%) patients or caregivers by 

phone after multiple attempts.  Fifty-three caregivers were not interested or too busy to 

participate in the study, resulting in a refusal rate of 19.4%.  The remaining 187 potential 

subjects were screened for eligibility.  Reasons for ineligibility (n = 87) included no 

family caregiver (n = 49, 56%), patient deceased (n = 20, 23%), patient institutionalized 

(n = 12, 14%), patient did not have chronic HF (n = 4, 5%), and caregiver unable to hear 

on the phone (n = 2, 2%).  The sample of 100 was recruited from private cardiologist 

offices (59%), inpatient cardiac units (34%), and outpatient heart failure clinics (7%) 

located at three hospitals, Research Medical Center, St. Luke’s Hospital, and Menorah 

Medical Center, all in the greater Kansas City area.   

 Caregiver and patient age and education are displayed in Table 1.  The caregivers’ 

ages ranged from 21 to 91years with a mean age of 62.6, while the patients’ ages ranged 

from 26 to 92 years with a mean of 72.5.  Overall, the caregivers had a higher level of 

education with a mean of 13.8 years (range 7 to 24) than the patients who had a level of 

education with a mean of 12.5 years (range 6 to 24).  The duration and frequency of 

caregiving are in Table 1.  The number of months of providing care varied in the sample 

with a range of 1 month to 264 months; the mean was 51.1 and median was 31.5.  Hours 
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per week of providing care varied greatly too, with a range of 1 hour to 140 hours; the 

mean was 25.1 hours and the median was 14.   

Table 1 

Caregiver and patient age and education and caregiving duration and frequency  
 
Characteristic  n Mean (SD) Median Range 
Caregiver age 100 62.6 (13.3) 

 
62 21-91 

Patient age 100 72.5 (13.25) 
 

74 26-92 

Caregiver education 100 13.8 (2.43) 
 

13 7-24 

Patient education 99 12.5 (2.8) 
 

12 6-24 

Number of months of 
providing care 
 

100 51.1 (56.38) 
 

31.5 1-264 

Hours per week of 
providing care a 

100 25.1 (31.5) 
 

14 1-140 
 

a Significant non-normality using one-sample Kolmogorvov-Smirnov Z tests (p < .001). 
 
 Caregiver and patient gender, ethnicity, and race are displayed in Table 2.  The 

majority of the sample of caregivers was female (89%), who provided care mostly for 

males (68%).  Both the caregivers and patients were primarily non-hispanic or latino, 

98% and 99% respectively.  The majority of caregivers in this sample were white (73%), 

as were the patients (74%).    

Table 2 

Caregiver and patient gender, ethnicity, and race   

Characteristic n f (%) 
Caregiver gender 100  
   Male  11 (11%) 
   Female   89 (89%) 
Patient gender  100  
   Male   68 (68%) 
   Female  32 (32%) 
   
Caregiver ethnicity 
    Hispanic or Latino 
    Not Hispanic or Latino 
     

100  
2 (2%) 

98 (98%) 
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Characteristic n f (%) 
Caregiver race 
    American Indian or Alaska Native 
    Black or African American 
    White 
 

100  
1 (1%) 

26 (26%) 
73 (73%) 

Patient ethnicity 
    Hispanic or Latino 
    Not Hispanic or Latino 
     

100  
1 (1%) 

99 (99%) 

Patient race 
    Black or African American 
    White 

100  
26 (26%) 
74 (74%) 

 

 Caregiver relationship to patient, living arrangements, household income, 

employment status and job change are shown in Table 3.  Most of the caregivers were 

spouses (62%) of the patients, while 26% were sons or daughters.  The remainder of 

caregivers was son-in-law or daughter-in-law (2%), mother (1%), brother (1%), cousin 

(1%), niece (1%), grandson (1%), or friends (5%) of the patient.  Caregivers perceived 

that the patients had symptoms, such as shortness of breath or fatigue, with moderate 

activity (37%), minimal activity (35%), and at rest (28%).  Eighty-six percent of the 

caregivers lived with the patient.  The majority of patients lived in a house (84%), while 

smaller percentages lived in an apartment (12%) or assisted living facility (4%).       

Table 3 

Caregiver relationship to patient, patient symptoms with activity, living arrangements, 
household income, employment status and job change 
 
Characteristic n f (%) 
Caregiver Relationship to Patient 100  
    Spouse  62 (62%) 
    Son or daughter  26 (26%) 
    Son in-law or daughter in-law  2 (2%) 
    Mother   1 (1%) 
    Brother  1 (1%) 
    Cousin  1 (1%) 
    Niece  1 (1%) 
    Grandson  1 (1%) 
    Friend  5 (5%) 
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Characteristic n f (%) 
Caregiver perception of patient symptoms 
with activity 

100 

    No symptoms with activity  0 (0%) 
    Symptoms with moderate activity  37 (37%) 
    Symptoms with minimal activity  35 (35%) 
    Symptoms at rest  28 (28%) 
   
Living Arrangements   
    Caregiver living with patient 
        Yes 
        No 
 
    Patient living in  
        House 
        Apartment 
        Assisted living facility 

100 
 
 
 

100 

 
86 (86%) 
14 (14%) 

 
 

84 (84%) 
12 (12%) 
4 (4%) 

   
Household income 
    Comfortable 
    Just enough to make ends meet 
    Not enough to make ends meet 

100  
55 (55%) 
33 (33%) 
12 (12%) 

   
Caregiver employment status 
    Employed full-time 
    Employed part-time 
    Homemaker 
    Retired 
    Unemployed 
    Disabled 

100  
33 (33%) 
14 (14%) 
8 (8%) 

38 (38%) 
2 (2%) 
5 (5%) 

 
Caregiver changed jobs to provide care 
    Yes 
    No 

 
100 

 
 

17 (17%) 
83 (83%) 

 
 Household income and caregiver employment status are also displayed in Table 3.  

The majority of family caregivers described their household income as comfortable 

(55%), while 33% indicated they had just enough to make ends meet and 12% indicated 

they did not have enough to make ends meet.  Most of the caregivers were retired (38%) 

or employed full-time (33%); only 17% indicated they had changed jobs to provide care. 

  As shown in Table 4, overall, the caregivers in this study had a minimal number 

of co-morbidities as reflected by a mean of 2.1 co-morbidities, with a range of 0 to 8 

from a list of 14 possible co-morbidities, as listed in Table 5.  The patients’ number of 

 94



co-morbidities was higher, as indicated by a mean of 5.3, with a range of 2 to 9 from a 

list of 14 possible illnesses.   

Table 4 

Descriptives of the number of caregiver and patient co-morbidities 
 
Characteristic n Mean (SD) Median Range 
Caregiver co-morbidities 
 

100 2.1 (1.62) 2.0 0-8 

Patient co-morbidities 99 5.3 (1.73) 5.0 2-9 
 
 The frequencies of each chronic illness for both caregivers and patients are 

represented in Table 5.  For caregivers, the four most commonly reported chronic co-

morbidities were osteoarthritis (57%), hypertension (47%), ulcer disease (29%), and 

diabetes (17%).  For the patients, the four most commonly reported co-morbidities were 

heart failure (100%), which was an eligibility requirement for the caregiver to be in the 

study, hypertension (72%), myocardial infarction (62%), and osteoarthritis (59%).    

Table 5 

Frequencies of caregiver and patient co-morbidities 
 
Co-morbidities 
 

Caregiver 
          n                    f (%) 

Patient 
   n                   f (%) 

Heart failure 100 2 (2%) 100 100(100%) 

Myocardial infarction 100 5 (5%) 99 62 (62%) 

Stroke 100 6 (6%) 99 27 (27%) 

Peripheral vascular disease 100 11 (11%) 100 58 (58%) 

Hypertension 100 47 (47%) 100 73 (73%) 

Diabetes 
 

100 17 (17%) 100 49 (49%) 

Cancer 100 1 (1%) 100 1 (1%) 

Osteoarthritis  100 57 (57%) 100 59 (59%) 

Connective tissue disease  100 2 (2%) 100 1 (1%) 
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Co-morbidities 
 

Caregiver 
          n                    f (%) 

Patient 
   n                   f (%) 

Pulmonary disease (COPD or asthma) 100 15 (15%) 100 23 (23%) 

Renal disease 100 2 (2%) 100 18 (18%) 

Ulcer disease 100 29 (29%) 100 28 (28%) 

Chronic hepatitis or cirrhosis 100 0 (0%) 100 0 (0%) 

Alzheimer disease or other dementia 100 0 (0%) 100 9 (9%) 
  

Instruments 
 
 Descriptive statistics for instruments measuring the independent variables of 

cognitive status, social support, task difficulty, uncertainty, perceived control, and threat 

appraisal are presented in Table 6.  In this sample, the caregivers perceived that the 

patients had a high cognitive status level, as measured by the CSS.  The mean was 37.4 

with an actual range of 25 to 40, from a possible range of 8 to 40.   

 Caregiver’s perception of social support, as measured by the MOS, was fairly 

high.  The mean was 75.9 (natural midpoint 57) with an actual range of 26 to 95, from a 

possible range of 19 to 95.  Overall, caregivers perceive their tasks to be minimally 

difficult, as measured by the OCBS.  The mean was 23.3 (natural midpoint 45), with an 

actual range of 15 to 51, from a possible range of 15 to 75.  In this sample, caregivers are 

more certain than uncertain, as determined by a mean of 77.8 on the PPUS-FM (natural 

midpoint of 90).  The actual range was 42 to 126, from a possible of range of 30 to 150.  

With the CAS, overall caregivers had a moderate level of perceived control.  The mean 

was 16.6 (natural midpoint 16) with an actual range of 4 to 27, from a possible range of 4 

to 28.  However, these results should be interpreted cautiously, as the Cronbach’s alpha 

did not meet with .70 level.  Caregivers appraise their situation as minimally to 

moderately threatening, as measured by the ACS.  The mean was 32.2 (natural midpoint 
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36) with an actual range of 12 to 58, from a possible range of 12 to 60.  With the 

exception of the CAS, which measures perceived control, all scales had satisfactory 

Cronbach’s alpha (.76 to .96), supporting internal consistency reliability.  Since the CAS 

had a Cronbach’s alpha of .63, the variable perceived control was not used in further data 

analyses. 

Table 6 
 
Descriptive statistics for instruments measuring independent variables 
 
Instrument No. of 

items 
n Mean  

(SD) 
Median Actual range 

(Possible range) 
Cronbach’s 

alpha 
Cognitive status (CSS) a  
   
 

8 100 37.4 
(3.25) 

 

38 
 
 

25-40  
(8-40) 

.76 

Social support (MOS)  
 

19 100 75.9 
(17) 

18 26-95  
(19-95) 

 

.96 

Caregiving task difficulty 
(OCBS)  
 

15 100 23.3 
(8.03) 

22 15-51 
 (15-75) 

 

.86 

Uncertainty (PPUS-FM)  
 

30 100 77.8 
(17.08) 

77.5 42-126  
(30-150) 

 

.87 

Perceived control (CAS)  
 

4 100 16.6 
(27.18) 

16 4-27  
(4-28) 

 

.63 

Threat appraisal (ACS) 
 

12 100 32.2 
(10.64) 

31 12-58 
(12-60) 

.93 

a Significant non-normality using one-sample Kolmogorvov-Smirnov Z tests (p < .001). 
 
 Descriptive statistics for instruments measuring the dependent variables of 

depressive symptoms and life changes and the criterion variables of general health and 

mental health are presented in Table 7.  Overall the sample experienced no to minimal 

depressive symptoms, as measured with the PHQ-9.  The mean was 4.2, with an actual 

range of 0 to 19, from a possible range of 0 to 27.  The suicide protocol was triggered by 

three caregiver, but it was determined that no suicidality existed.  Caregivers in this 

sample perceive their life has changed for the worse, as indicated with the BCOS.  The 

mean was 54.9 (natural midpoint 60) with an actual range of 28 to 67, from a possible 
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range of 15 to 105.  The criterion variables of general health and mental health are also 

presented in Table 7.  With mean scores of 67.1 and 76.6, the caregivers in this sample 

reported moderately high levels of general health and mental health, respectively.  The 

Cronbach’s alpha for all instruments measuring these variables ranged from .78 to .86, 

indicating satisfactory internal consistency reliability for these instruments.  

Table 7 

Descriptive statistics for instruments measuring dependent variables 
 
Instrument No. of 

items 
n Mean  

(SD) 
Median Actual range 

(Possible range) 
Cronbach’s 

Alpha 
Depressive symptoms  
(PHQ-9)  
 

9 100 4.2  
(4.33) 

 

3 0-19  
(0-27) 

 

.79 
 

Life changes (BCOS) 
 
 

15 100 54.9  
(7.04) 

 

56.5 28-67  
(15-105) 

.78 

General health (GH) 
 

5 100 67.1 
(23.21) 

 

72 10-100 
 (0-100) 

 

.83 
 

Mental health (MH)  5 100 76.6  
(17.89) 

80 20-100  
(0-100) 

.86 
 

 

 The descriptive statistics for HF caregiver-specific quality of life and the four 

quality of life domains (physical, psychological, social and spiritual), as measured by the 

HFCQL scale, are presented in Table 8.  These findings are based on the results from 

psychometric testing of this instrument in this study.  Details concerning psychometric 

testing are presented in Specific Aim 1.  Eighty-five caregivers participated in the 2-week 

test-retest for the purposes of testing reliability of the instrument.  The scores from the 2-

week test-retest were very similar to the initial scores (see Table 8), therefore, only the 

initial scores are described below.   

 In general, caregivers in this sample had a moderately high level of overall HF 

caregiver-specific quality of life, as reflected with a mean of 61.5 (natural midpoint 48) 
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and actual range of 31 to 80, from a possible range of 16 to 80.  All of the domain scores 

exceeded the natural midpoint of 12 for the subscales, indicating these caregivers 

reported moderately high quality of life in physical, psychological, social, and spiritual 

domains.  The highest domain score was physical, with a mean of 16.7, and the lowest 

was psychological, with a mean of 13.9.  The Cronbach’s alpha for the initial and 2-week 

test-retest instruments measuring overall HF caregiver-specific quality of life and the four 

domains ranged from .80 to .90, indicating satisfactory internal consistency reliability.   

Table 8 

Descriptive statistics for instrument measuring HF caregiver-specific quality of life   
 
Instrument No. of 

items 
n Mean  

(SD) 
Median Actual range 

(Possible range) 
Cronbach’s 

Alpha 
HF caregiver-specific 
quality of life (HFCQL)  
 
    Overall HFCQL retest 
 

16 
 
 

16 

100 
 
 

85 

61.5  
(10.92) 

 
61.5 

(11.68) 
 

62 
 
 

62 

31-80  
(16-80) 

 
29-80 

(16-80) 

.89 
 
 

.91 

    Physical domain 
 
 
        Physical retest        
 

4 
 
 

4 

100 
 
 

85 

16.7  
(3.11) 

 
17.1 

(2.95) 
 

17 
 
 

18 

5-20 
 (4-20) 

 
8-20 

 (4-20) 
 

.84 
 
 

.81 

    Psychological domain 
 
 
        Psychological retest  

4 
 
 

4 

100 
 
 

85 

13.9  
(4.05) 

 
13.8 

(4.20) 

14 
 
 

14 

4-20  
(4-20) 

 
4-20  

(4-20) 
 

.80 
 
 

.80 

    Social domain a 

 

 

        Social retest 
 

4 
 
 

4 

100 
 
 

85 

16.4  
(3.40) 

 
16.3 

(3.56) 
 

17 
 
 

15 

6-20  
(4-20) 

 
4-20  

(4-20) 

.86 
 
 

.87 

    Spiritual domain 
 
 
        Spiritual retest 

 

4 
 
 

4 

100 
 
 

85 

14.6  
(4.03) 

 
14.4 

(3.82) 

15 
 
 

15 

4-20  
(4-20) 

 
5-20  

(4-20) 

.90 
 
 

.90 

a Significant non-normality using one-sample Kolmogorvov-Smirnov t test (p < .001). 
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 This concludes the description of the data cleaning procedures, sample and 

instruments.  The research findings associated with the specific aims and hypotheses are 

presented next.   

Specific Aims and Hypotheses 

 

Specific Aim 1.  To evaluate the psychometric properties of the Heart Failure Caregiver 

Quality of Life scale (HFCQL). 

Hypothesis 1a.  The HFCQL items demonstrate means close to the midpoint, 

good variability in relation to the means, floor and ceiling effects less than 10%, 

and item-to-total correlations greater than or equal to .30 among caregivers of HF 

patients.    

 Hypothesis 1a was partially met.  The results presented in Tables 9, 10, 11 and 12  

are based on 16 items retained from factor analysis with a four factor solution, 

representing the physical, psychological, social, and spiritual domains of quality of life.  

The factor analysis procedures are discussed in detail for Hypothesis 1d.  Further 

analyses deemed that the 16-item HFCQL scale had satisfactory item-to-total correlations 

and Cronbach’s alpha when used to measure overall HF caregiver-specific quality of life; 

these results are presented in Table 13.  The 16-item HFCQL scale can be found in 

Appendix G. 

 The findings relevant to the physical domain of the HFCQL scale are presented in 

Table 9.  These four items demonstrated means close to the midpoint and good variability 

in relation to the means.  Inter-item correlations ranged from .45 to .70 and inter-item 

correlation averages ranged from .51 to .60 indicating sufficient correlation but not 

redundancy (Ferkitich, 1991).  Item-to-total correlations ranged from .60 to .71 
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supporting satisfactory correlation (Nunnelly & Bernstein, 1994).  However, ceiling 

effects exceeded 10% for all four items.  In comparison to the other domain subscales, 

the physical items’ ceiling effects were the highest with a range from 37 to 49%.  The 

floor effects were less than 10% with a range of 1% to 3%.   

Table 9 

Item statistics for the HFCQL physical domain  
 
Items Mean (SD) 

Range 
Strongly 
Agree  

f (%) Ceiling 

Strongly 
Disagree  

f (%) Floor 

Item-to-total 
Correlations 

Alpha if 
Deleted a 

Sick more often 4.34 (.82) 
1-5 

 

49 (49%) 1 (1%) .60 .83 

Physical health 
suffered                       

3.96 (1.08)  
1-5 

 

38 (38%) 2 (2%) .71 .78 

Exercise 4.05 (.99) 
1-5 

 

37 (37%) 2 (2%) .70 .78 

Dr. appointments 4.31 (.88) 
1-5 

48 (48%) 3 (3%) .70 .78 

a Cronbach’s alpha for total physical domain subscale was .84. 
  
 The HFCQL psychological domain findings are presented in Table 10.  These 

four items demonstrated means close to the midpoint and good variability in relation to 

the means.  Inter-item correlations ranged from .30 to .62 and inter-item correlation 

averages ranged from .42 to .56 indicating sufficient correlation but not redundancy 

(Ferkitich, 1991).  Item-to-total correlations ranged from .48 to .70 supporting 

satisfactory correlation (Nunnelly & Bernstein, 1994).  Ceiling effects, ranging from 25% 

to 38%, exceeded the 10% hypothesized.  The item concerning feeling tired had a floor 

effect of 11%, otherwise the other three items were below 10%.   
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Table 10 
 
Item statistics for the HFCQL psychological domain  
 
Items Mean (SD) 

Range 
Strongly 
Agree  

f (%) Ceiling 

Strongly 
Disagree  

f (%) Floor 

Item-to-total 
Correlations 

Alpha if 
Deleted a 

Overwhelmed 3.63 (1.14) 
1-5 

 

25 (25%) 4 (4%) .70 .71 

Feel selfish 3.43 (1.31) 
1-5 

 

25 (25%) 7 (7%) .48 .81 

Tired 3.13 (1.40) 
1-5 

 

25 (25%) 11 (11%) .60 .76 

Strained emotionally 3.69 (1.27) 
1-5 

38 (38%) 2 (2%) .69 .71 

a Cronbach’s alpha for total psychological domain subscale was .80. 
 
 The findings pertaining to the HFCQL social domain are displayed in Table 11.  

The items demonstrated means close to the midpoint with good variability in relation to 

the means.  Inter-item correlations ranged from .53 to .72; the items concerning religious 

activities and enjoyable activities were highly correlated at .72.  Average inter-item 

correlations ranged from .58 to .67 supporting sufficient correlation without much 

redundancy (Ferkitich, 1991).  Item-to-total correlations ranged from .65 to .78 

supporting satisfactory correlation (Nunnelly & Bernstein, 1994).  Ceiling effects were 

fairly high for this subscale, ranging from 32% to 48%, which exceeded the 10% 

hypothesized.  The floor effects were acceptable with ranges from 1% to 5%.   

Table 11 
 
Item statistics for the HFCQL social domain  
 
Items Mean (SD) 

Range 
Strongly 
Agree  

f (%) Ceiling 

Strongly 
Disagree  

f (%) Floor 

Item-to-total 
Correlations 

Alpha if 
Deleted a 

Socially isolated 3.95 (1.23) 
1-5 

 

43 (43%) 5 (5%) .71 .84 

Participate in 
enjoyable activities 

3.96 (1.01) 
1-5 

32 (32%) 2 (2%) .78 .80 
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Items Mean (SD) 
Range 

Strongly 
Agree  

f (%) Ceiling 

Strongly 
Disagree  

f (%) Floor 

Item-to-total 
Correlations 

Alpha if 
Deleted a 

Personal relationship 
with others 

4.21 (.81) 
1-5 

 

38 (38%) 1 (1%) .77 .81 

Religious activities 4.26 (.94) 
1-5 

48 (48%) 1 (1%) .65 .86 

a Cronbach’s alpha for total social domain subscale was .86. 
 
 The HFCQL spiritual domain findings are displayed in Table 12.  With item 

means close to the midpoint, there was good variability in relation to the means.  Inter-

item correlations ranged from .65 to .75; the items concerning inner peace and meaning 

to life were highly correlated at .75.  Average inter-item correlations ranged from .67 to 

.70 indicating sufficient correlation with minimal redundancy (Ferkitich, 1991).  The 

item-to-total correlations were satisfactory with a range from .75 to .80 (Nunnelly & 

Bernstein, 1994).  In comparison to other domains, the ceiling effects for this subscale 

were the lowest; however, they still exceeded 10% as stated in the hypothesis, with a 

range of 25% to 28%.  The floor effects were acceptable with ranges from 4% to 7%.   

Table 12 
 
Item statistics for the HFCQL spiritual domain  
 
Items Mean (SD) 

Range 
Strongly 
Agree  

f (%) Ceiling 

Strongly 
Disagree  

f (%) Floor 

Item-to-total 
Correlations 

Alpha if 
Deleted a 

Purpose/mission 3.71 (1.12) 
1-5 

 

28 (28%) 6 (6%) .76  .87 

Inner strength 3.72 (1.10) 
1-5 

 

27 (27%) 4 (4%) .75 .88 

Inner peace 3.62 (1.17) 
1-5 

 

27 (27%) 4 (4%) .78 .87 

Meaning to life 3.51 (1.21)  
1-5 

25 (25%) 7 (7%) .80 .86 

a Cronbach’s alpha for total spiritual domain subscale was .90. 
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 Once the HFCQL domain items were evaluated as described above, additional 

analyses were conducted for the overall 16-item HFCQL to examine inter-item averages 

and item-to-total correlations.  Since the item statistics (mean, standard deviation, range, 

ceiling effects, and floor effects) are the same for the total HFCQL scale as for the 

domain subscales, only the item-to total and alpha if deleted statistics are presented in 

Table 13.  Average inter-item correlations ranged from .27 to .52 for these 16 items.  

These values are lower than those reported for the individual domains, which supports the 

multi-dimensional nature of quality of life.  However, only two items had average inter-

item correlations slightly less than .30, suggesting the majority of these items had 

satisfactory correlations (Ferkitich, 1991).  Likewise, the item-to-total correlations ranged 

from .39 to .74 which supports satisfactory correlations between the items and the total 

scale (Nunnelly & Bernstein, 1994).    

Table 13 
 
Item-to-total correlations and alpha if deleted statistics for the overall HFCQL  
 
Items Item-to-total 

Correlations 
Alpha if Deleted a 

Sick more often .51 .89 

Physical health suffered                       .73 .88 

Exercise .64 .88 

Dr. appointments .59 .89 

Overwhelmed .56 .89 

Feel selfish .42 .89 

Tired .62 .88 

Strained emotionally .74 .88 

Socially isolated .62 .88 

Participate in enjoyable activities .69 .88 
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Items Item-to-total 
Correlations 

Alpha if Deleted a 

Personal relationship with others .55 .89 

Religious activities 
 

.53 .89 

Purpose/mission .39 .89 

Inner strength .39 .89 

Inner peace .49 .89 

Meaning to life .45 .89 
a Cronbach’s alpha for total spiritual domain subscale was .89. 

 In summary, hypothesis 1a was partially met.  The HFCQL items demonstrated 

means close to the midpoint and good variability in relation to the means.  Item-to-total 

correlations were greater than or equal to .30 among the caregivers of HF patients for all 

items in the individual domains as well as the total HFCQL.  It was hypothesized that 

floor and ceiling effects would be less than 10%.  In this sample, all 16 items had ceiling 

effects greater than 10% and one item had floor effects greater than 10%. 

Hypothesis 1b.  The HFCQL scale and potential domains have evidence of 

internal consistency reliability with Cronbach’s alphas greater than or equal to .70 

among caregivers of HF patients.      

Hypothesis 1b was met.  As noted in Table 7, the overall HFCQL scale and the 

four domain scales had Cronbach’s alphas of .80 to .90 providing evidence of internal 

consistency reliability in this sample of HF caregivers (Polit & Beck, 2004). 

Hypothesis 1c.  The HFCQL scale and potential domains have evidence of 2-

week test-retest reliability with an intra-class correlation coefficient greater than 

.60 among caregivers of HF patients. 

 Hypothesis 1c was met.  The HFCQL was administered a second time, two weeks 

later, to 85 subjects.  Reasons for not participating in the 2-week test-retest included 

 105



researcher unable to reach caregiver at 2-week time frame (n = 8, 53%), patient 

hospitalized (n = 4, 27%), patient expired (n = 2, 13%), and caregiver declined (n = 1, 

7%).  The overall HFCQL and all four domains demonstrated substantial stability with 

intraclass correlation coefficients (ICC).  The overall HFCQL ICC was the highest at .83, 

suggesting almost perfect agreement.  The physical, psychological, social, and spiritual 

domain ICC values were .76, .70, .72, and .76, respectively, suggesting substantial 

agreement.      

Hypothesis 1d.  The HFCQL has evidence of construct validity with factor 

loadings of .32 and above for the scale or each domain as determined through 

factor analysis among caregivers of HF patients.    

 Hypothesis 1d was met.  Prior to examining factor analysis with the 46 items in 

the pool of items for the HFCQL, the Kaiser-Meyer-Olkin measure of sampling adequacy 

was computed and found to be .85.  According to Kaiser (1974, as cited in Munro, 2001), 

values in the .80s range are considered meritorious, thereby supporting the use of factor 

analysis.  Likewise, Bartlett’s test of sphericity was computed and found to have a 

significance level of .000, which indicates the correlation matrix is suitable for factor 

analysis (Munro, 2001).  

 Preliminary analyses of means, standard deviations, ranges, average inter-item 

correlations, and item-total correlations were conducted with all 46 items in the pool for 

the HFCQL.  Only one item had a mean less than 3 (worry, 1.8); all others ranged from 

3.1 to 4.5.  The standard deviations ranged from .73 to 1.86 and indicated good variability 

in relation to the means.  Most of the items ranged from 1 to 5 with the exception of three 

items, able to cope, anxious, and able to care for physical needs, which ranged from 2 to 
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5.  Most of the items had satisfactory average inter-item correlations from .30 to .70; 15 

of the 46 items had average inter-item correlations less than .30 and none exceed .70.  

Only two items had item-total correlations less than .30, worry and eat healthy.  Even 

though some of the items in the original pool did not meet the criteria in hypothesis 1a, it 

was decided to keep all items in factor analysis since it was posited that the HFCQL may 

be multidimensional.  Findings from the item analyses were utilized when determining 

which items to eliminate. 

 Exploratory factor analysis using principle axis factoring with varimax rotation 

was computed to determine the dimensionality of the HFCQL scale (Netemeyer et al., 

2003).  According to the eigenvalues, there were 10 factors greater than 1.0 but the scree 

plot suggested a possible three or four factor solution.  Exploratory factor analysis was 

computed with extractions for three and four factors.  The three factor solution accounted 

for 52.7% variance, while the four factor solution accounted from 56.7% variance.  Since 

the HFCQL was developed with items that could potentially measure the four domains of 

quality of life, the four factor solution was examined closer.   

 Items with factor loadings .32 and greater, which suggest satisfactory loading 

(Tabachnich & Fidell, 2001), are depicted in Table 14.  One item, worry, did not have 

satisfactory loading on any factors, and therefore, was eliminated from further analysis, 

resulting in 45 items in the initial analysis.  Twenty-three items loaded on a single factor, 

18 items loaded on two factors, and four items loaded on three factors.  The 22 items that 

loaded on more than one factor were examined for highest loading and conceptual 

consistency and placed with the most appropriate factor to represent quality of life 

domains (Table 14).  Two items presumed to be on the physical domain, strained 
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physically and body aches and pains, did not load on Factor IV, the physical domain, and 

were eliminated from further analysis, reducing the pool to 43 items.   

Table 14 

Factor analysis for pool of items for the HFCQL scale   
 
HFCQL item  Factor I a Factor II b Factor III c Factor IV d 
Psychological      
3.  Feel guilty .37    
4.  Able to cope .44    
5.  Overwhelmed .70    
7.  Manipulated .48 .48   
8.   Selfish .46    
14. Tired .65    
18. Depressed .70  .35  
19. More sad than usual .60 .33  .35 
20. Feel down in dumps .62    
21. Stressed .74   .33 
22. Angry .55    
23. Anxious .55    
24. Strained emotionally .78    
25. Cry a lot .45 .32  .39 
28. Life passing by .60 .53   
33. Good night’s sleep .55    
34. Control .45 .62   
     
Social      
9.   Supported by providers  .53   
10. Supported by friends  .37   
11. Supported by family  .42   
12. Spiritual needs met  .62   
13. Good relationship w/patient  .39 .34  
26. Socially isolated .53 .56   
27. Financial problems .43 .37   
35. Participate in enjoyable activities .43 .63   
36. Time with friends .40 .57   
37. Okay financially .39 .49   
38. Personal relationship with others .36 .71   
39. Religious activities .37 .61   
40. Time for family .46 .62  .37 
     
Spiritual     
41. Purpose/mission   .75  
42. Inner strength   .81  
43. Inner peace   .83  
44. Blessing to me   .82  
45. Happy   .85  
46. Adds meaning to life   .83  
     
Physical      
1.   Sick more often .39   .39 
2.   Eat healthy    .48 
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HFCQL item  Factor I a Factor II b Factor III c Factor IV d 
15. Physical health suffered .67   .40 
16. Strained physically .72    
17. Body aches and pains .65    
29. Able to care for physical needs  .48  .62 
30. Time for health problems  .47  .67 
31. Exercise  .49   .49 
32. Able to go to Dr. appointments .32 .49  .64 
a Factor I eigenvalue = 17.5, 38.1% of the variance; b Factor II eigenvalue =  4.4, 9.7% of the variance; c 

Factor III eigenvalue = 2.3, 5% of the variance; d Factor IV eigenvalue =  4 = 1.8, 4% of the variance.  

 

 Inter-item and item-total correlations were examined for all items remaining 

within each factor.  Items with consistent inter-item correlations less than .30 were 

eliminated from the pool as they did not demonstrate satisfactory correlation within the 

factor (Ferkitich, 1991).  Items with inter-item correlations greater than .70 suggest 

redundancy (Ferkitich, 1991) and therefore, were examined for possible eliminations.  

These eliminations resulted in 20 items remaining in the pool across four factors, the 

physical (4 items), psychological (8 items), social (4 items), and spiritual (4 items) 

domains of quality of life.   

 With these 20 remaining items, exploratory factor analysis using principle axis 

factoring and varimax rotation was computed which resulted in a four factor solution, 

accounting for 69.4% variance.  However, it was noted that four items in the 

psychological domain had high cross-loadings on more than one factor; these were 

eliminated from further analysis.  The same factor analysis procedure was computed 

again with these 16 items (see Table 15).  While some items loaded on more than one 

factor, the highest loading is consistent with domains as conceptualized in the 

development of the HFCQL scale, with the exceptions of two items, religious activities 

and tired.  To see if the scale could be used as an overall score, the same factor analysis 

procedures were followed again with all 16 items and one factor forcing.  Factor loadings 
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ranged from .31 (one item only) to .78 providing construct validity for the overall 

HFCQL scale, suggesting an overall HFCQL score could be used.  

Table 15 

Factor analysis for 16-item HFCQL scale   
 
HFCQL item  Factor I a Factor II b Factor III c Factor IV d 
Social     
26. Socially isolated .64  .35  
35. Participate in enjoyable activities .78   .33 
38. Personal relationship with others .68    
39. Religious activities .79   .35 
     
Spiritual     
41. Purpose/mission  .82   
42. Inner strength  .81   
43. Inner peace  .82   
46. Adds meaning to life  .84   
     
Psychological       
5.  Overwhelmed   .80  
8.   Feel selfish   .51  
14. Tired   .56  
24. Strained emotionally   .67 .32 
     
Physical      
1.   Sick more often    .62 
15. Physical health suffered   .38 .70 
31. Exercise  .36  .34 .58 
32. Able to go to Dr. appointments .45   .59 
a Factor I eigenvalue = 6.5, 40.6% of the variance; b Factor II eigenvalue = 2.9, 17.9% of the variance; c 

Factor III eigenvalue = 1.2, 7.8% of the variance; d Factor IV eigenvalue = 1.0, 6.1% of the variance.  
 

 In summary, hypothesis 1d is met.  As a four factor scale, the 16 items in the 

HFCQL have factor loadings exceeding the criteria of .32 as established by Tabachnick 

and Fidell (2001).  Factor I (social domain) had factor loadings ranging from .64 to .79.  

Factor II (spiritual domain) had factor loadings ranging from .81 to .84.  Factor III 

(psychological domain) had factor loadings ranging from .51 to .80.  Factor IV (physical 

domain) had factor loadings ranging from .58 to .70.  Forcing one factor with all 16 items 

resulted in loadings of .31 (one item only, purpose/mission) to .78. 
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Hypothesis 1e.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains, as 

determined by psychometric testing, in family caregivers of patients with HF, to 

provide evidence of construct validity. 

 Hypothesis 1e was partially met as evidenced by findings from hierarchical 

multiple regressions of HFCQL and the four domains, as determined by factor analysis.  

Prior to computing these regressions, Pearson r was used to screen for potential 

continuous independent variables (see Tables 16 and 17) and MANOVA univariate F 

(see Tables 18 and 19) was used to screen for potential discrete independent variables to 

be entered into the regression equations predicting HFCQL and domains.  The discrete 

independent variables caregiver household income and patient symptoms with activity 

were both dummy coded according to procedures outlined by Tabachnick and Fidell 

(2001) prior to inclusion in the multiple regressions.  Only variables with significant 

values (p < .05) with the HFCQL scores and domains were entered into the regression 

equation.  Since the CAS did not have acceptable internal consistency reliability (α = 

.63), perceived control was not used in these regression equations.   

 Caregiver age was found to be significantly correlated (r = .28, p < .01) with the 

psychological domain and time spent caregiving was significantly inversely related to the 

social domain (r = -.28, p < .01) (see Table 16).  These variables were entered into the 

regression equations accordingly.   
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Table 16 
 
Screening for continuous caregiver characteristics for regression to evaluate construct 
validity of HFCQL and domains using Pearson r  
 
 
HFCQL and domains 

 
Age 

 
Education 

Number of  
co-morbidities 

Length of time 
caregiving 

Time spent 
caregiving 

Overall HFCQL 
 

.10 -.10 -.07 .01 -.17 

Physical Domain 
 

.06 .00 -.15 -.01 -.16 

Psychological Domain 
 

.28** -.09 .02 -.07 -.13 

Social Domain 
 

-.04 -.02 -.01 .05 -.28** 

Spiritual Domain -.01 -.16 -.09 .07 .01 
*p < .05; **p < .01; ***p < .001. 
 
 As shown in Table 17, the patient’s cognitive status was significantly correlated 

with overall HFCQL (r = .38, p < .001), and the physical (r = .29, p < .01), psychological 

(r = .37, p < .01), and social domain (r = .38, p < .001).  The transformed value of 

cognitive status was also examined and found to have no impact in these findings; 

therefore the original nontransformed values were entered into the regression equations 

accordingly. 

Table 17 

Screening for continuous patient characteristics for regression to evaluate construct 
validity of HFCQL and domains using Pearson r  
 
 
HFCQL and domains 

 
Age 

 
Education 

Number of  
co-morbidities 

 
Cognitive status 

Overall HFCQL 
 

.12 -.02 -.15 .38*** 

Physical Domain 
 

.18 -.02 -.03 .29** 

Psychological Domain 
 

.13 .02 -.15 .37** 

Social Domain 
 

-.12 .04 -.19 .38*** 

Spiritual Domain .16 -.10 -.08 .11 
*p < .05; **p < .01; ***p < .001. 
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 The only discrete caregiver characteristic that was significant was caregiver 

perception of their household income (see Table 18).  With dummy coding, this variable 

was examined closer.  Caregivers’ perceptions of household income as being 

“comfortable” and “just enough to make ends meet” were not associated with 

significantly different HFCQL or domain scores.  However perception that household 

income was ‘not enough to make ends meet’ did result in significant different scores in 

overall HF family caregiver-specific quality of life (F=5.55, p < .05), and physical 

(F=7.54, p < .01), psychological (F=5.64, p < .05) and social domains (F=7.64, p < .01).  

Therefore, household income “not enough to make ends meet” was entered into the 

regression equations accordingly.   

Table 18 
 
Screening for discrete caregiver characteristics for regression to evaluate construct 
validity of HFCQL and domains using MANOVA univariate F  
    
 
HFCQL and domains  

 
Gendera 

 
Raceb 

Relationship 
to Patientc 

Household 
Incomec 

 
Employmenta 

Job 
Changea 

Overall HFCQL 
 

.27 .23 1.44 5.55* 1.79 2.57 

Physical Domain 
 

.63 .01 2.35 7.54** 1.20 2.46 

Psychological Domain 
 

1.47 .27 2.47 5.64* 3.50 .97 

Social Domain 
 

.34 .22 1.46 7.64** .12 2.11 

Spiritual Domain .004 .22 2.30 .16 .37 .80 
adf(1, 98), bdf(1, 97), cdf(2, 97) 
*p < .05; **p < .01; ***p < .001 
 
 The only discrete patient characteristic that was significant was caregiver 

perception of the patient’s symptoms with activity (see Table 18).  With dummy coding, 

this variable was examined closer.  Symptoms with minimal activity and symptoms at 

rest were not associated with significantly different HFCQL or domain scores.  However 

symptoms with moderate activity did result in significant different scores in overall 
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HFCQL (F = 6.23, p < .05), and psychological (F = 6.47, p < .05) and social domains (F 

= 4.99, p < .05).  Therefore, caregiver perception of patient’s symptoms with moderate 

activity was entered into the regression equations accordingly.     

Table 19 

Screening for discrete patient characteristics for regression to evaluate construct validity 
of HFCQL and domains using MANOVA univariate F  
 

 
HFCQL and domains 

 
Gendera 

 
Racea 

 
Living Settingb 

Symptoms 
with Activityb 

Overall HFCQL 
 

.16 .40 .00 6.23* 

Physical Domain 
 

.16 .02 .02 2.72 

Psychological Domain 
 

1.79 .39 .02 6.47* 

Social Domain 
 

.14 .23 1.47 4.99* 

Spiritual Domain 3.36 .35 .90 .98 
adf(1, 98), bdf(2,97)  
*p < .05; **p < .01; ***p < .001 
 
 As shown in Table 20, many situational factors, the mediator, and emotional 

response were significantly correlated with overall HFCQL and domains.  These 

variables were entered into the regression equations accordingly.  The transformed value 

of social domain was also examined; since there was no change in the outcome, the 

original value was used in the regression equation. 

Prior to analyzing regression equation findings of the overall HFCQL, the 

residuals scatterplot versus the predicted values for the regression equations were 

inspected and appeared constant suggesting normality.  By using Mahalanobis distance 

with χ2 of 26.125, df of 8, and p < .001, no outliers were identified (Tabachnick & Fidell, 

2001).  Multicollinearity and singularity were not an issue, as only one condition index 

exceeded 30 with only one variance proportion greater than .50 (Tabachnick & Fidell, 

2001). 
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Table 20 

Screening for continuous situational factors, mediator, and emotional response for 
regression for construct validity of HFCQL and domains using Pearson r  
 
HFCQL and domains 

 
Social 

support 
Uncertainty Task 

difficulty 
Threat 

appraisal 
Depressive 
symptoms 

Overall HFCQL 
 

.28** -.54*** -.61*** -.61*** -.54*** 

Physical domain 
 

.35** -.51*** -.56*** -.57*** -.53*** 

Psychological domain 
 

.15 -.45*** -.62*** -.58*** -.50*** 

Social domain 
 

.47*** -.54*** -.58*** -.41*** -.41*** 

Spiritual domain -.05 -.17 -.12 -.28** -.20* 
* p < .05; **p < .01; ***p < .001. 
 
 Patient cognitive status, caregiver perception of income not meeting needs, and 

caregiver perception of patient symptoms with moderate activity in step 1 accounted for 

20% (18% adjusted) of the variance in overall HFCQL [F(3, 96) = 8.16,  p < .001], as 

shown in Table 21.  Caregiving task difficulty, uncertainty, and social support were 

entered in step 2 and accounted for an additional 29% of the variance [F(6, 93) = 14.86, p 

< .001].  Threat appraisal in step 3 accounted for an additional 6% of the variance [F(7, 

92) = 16.04, p < .001].  Depressive symptoms was entered in step 4 of the regression 

equation and accounted for an additional 4% of the variance [F(8, 91) = 16.56, p < .001].  

The model constructs accounted for 59% of variance of overall HFCQL providing 

evidence of construct validity.  Significant individual predictors of overall HFCQL were 

caregiving task difficulty, uncertainty, threat appraisal, and depressive symptoms 

accounting for 4%, 3%, 14%, and 8% unique variance, respectively.           
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Table 21 
 
Hierarchical multiple regression evaluating construct validity of overall HFCQL 
 
Independent Variables B Beta t Bivariate r Unique r2 
Cognitive status .23 .07 .79 .38*** .00 
Household income 1.64 .05 .70 .23* .00 
Symptoms with activity -1.57 -.07 -.96 -.24** .00 
 
Step 1.  R = .45; R2 = .20; Adjusted R2 = .18; F Change (3, 96) = 8.16***; R2 Change = .20; F(3, 96) = 
8.16***.  
      
Caregiving task difficulty -.40 -.30 -3.07** -.61*** .04 
Uncertainty -.14 -.21 -2.42* -.54*** .03 
Social support -.03 -.05 -.65 .28** .00 
 
Step 2.  R = .70; R2 = .49; Adjusted R2 = .46; F Change (3, 93) = 17.39***; R2 Change = .29; F(6, 93) 
=14.86***. 
      
Threat appraisal -.20 -.19 -2.06* -.61*** .14 
 
Step 3.  R =.74; R2 = .55; Adjusted R2 = .52; F Change (1, 92) =12.27**; R2 Change = .06; F(7, 92) = 
16.04***. 
      
Depressive symptoms -.65 -.26 -3.11** -.54*** .08 
 
Step 4.  R = .77; R2=.59; Adjusted R2=.56; F Change (1, 91) =9.64**; R2 Change = .04; F(8, 91) 
=16.56***. 
*p < .05; **p < .01; ***p < .001. 
 
 The residuals scatterplot versus the predicted values for the regression equations 

of the HFCQL physical domain were inspected and appeared constant suggesting 

normality.  By using Mahalanobis distance with χ2 of 24.322, df of 7, and p < .001, no 

outliers were identified (Tabachnick & Fidell, 2001).  There was only one condition 

index that exceeded 30 and only one variance proportion greater than .50, so assumptions 

of collinearity and singularity were met (Tabachnick & Fidell, 2001).  

 Caregiver perception of income not meeting needs and patient cognitive status 

were the only two caregiver and patient characteristics that needed to be controlled for 

(see Table 22).  These variables were entered in step 1, accounting for 15% (13% 

adjusted) of the variance in HFCQL physical domain [F(2, 97) = 8.47,  p < .001].  
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Caregiving task difficulty, uncertainty, and social support were entered in step 2 and 

accounted for an additional 28% of the variance [F(5, 94) = 14.28, p < .001].  Threat 

appraisal in step 3 accounted for an additional 5% of the variance [F(6, 93) = 14.45, p < 

.001].  Depressive symptoms was entered in step 4 of the regression equation and 

accounted for an additional 4% of the variance [F(7, 92) = 14.36, p < .001].  Overall the 

model constructs accounted for 52% of variance of HFCQL physical domain providing 

evidence of construct validity.  Caregiving task difficulty and depressive symptoms were 

significant individual predictors of HFCQL physical domain accounting for 5% and 4% 

unique variance, respectively.   

Table 22 

Hierarchical multiple regression evaluating construct validity of HFCQL physical 
domain 
 
Independent Variables B Beta t Bivariate r Unique r2 
Caregiver household 
income 

1.04 .11 1.43 .27** .01 

Cognitive status -.02 -.02 -.25 .29** .00 
 
Step 1:  R = .39; R2=.15; Adjusted R2=.13; F Change (2, 97)= 8.47**; R2 Change = .15; F(2, 97)= 
8.47*** 
      
Caregiving task 
difficulty 

-.12 -.31 -3.04** -.56*** .05 

Uncertainty -.03 -.16 -1.68 -.51*** .01 
Social support .01 .06 .71 .33*** .00 
 
Step 2.  R = .66; R2=.43; Adjusted R2=.40; F Change (3, 94) =15.60; R2 Change = .28; F(5, 94) 
=14.28***. 
      
Threat appraisal -.05 -.18 -1.75 -.56*** .02 
 
Step 3.  R = .70; R2=.48; Adjusted R2=.45; F Change (1, 93) = 9.15; R2 Change = .05; F(6, 93) 
=14.45***. 
      
Depressive symptoms -.18 -.24 -2.76** -.53*** .04 
 
Step 4.  R = .72; R2=.52; Adjusted R2= .49; F Change (1, 92) = 7.64**; R2 Change = .04; F(7, 92)= 
14.36***. 
*p < .05; **p < .01; ***p < .001. 
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 The HFCQL psychological domain residuals scatterplot versus the predicted 

values for the regression equation appeared constant upon inspection, thereby suggesting 

normality.  No outliers were noted by using Mahalanobis distance with χ2 of 26.125, df of 

8, and p < .001 (Tabachnick & Fidell, 2001).  Assumptions of collinearity and singularity 

were met as there was only one condition index that exceeded 30 and only one variance 

proportion greater than .50 (Tabachnick & Fidell, 2001).  

 In step 1 of the regression equation for HFCQL psychological domain, caregiver 

age, caregiver perception of income not meeting needs, patient cognitive status, and 

symptoms with moderate activity were entered to control their influence (see Table 23).  

Together these caregiver and patient characteristics accounted for 24% (21% adjusted) of 

the variance in overall HFCQL [F(4, 95) = 7.62,  p < .001].  Caregiving task difficulty 

and uncertainty in step 2 accounted for an additional 23% of the variance [F(6,93) = 

14.12, p < .001].  Threat appraisal in step 3 accounted for an additional 6% of the 

variance [F(7,92) = 15.30, p <.001].  Depressive symptoms was entered in step 4 of the 

regression equation and accounted for an additional 3% of the variance [F(8, 91) = 15.14, 

p < .001].  The model constructs accounted for 57% of variance of HFCQL psychological 

domain which provided evidence of construct validity.  Caregiver age, caregiving task 

difficulty, threat appraisal, and depressive symptoms were significant individual 

predictors of HFCQL psychological domain accounting for 3%, 6%, 2%, and 3% unique 

variance, respectively.   
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Table 23 

Hierarchical multiple regression evaluating construct validity of HFCQL psychological 
domain 
 
Independent Variables B Beta t Bivariate r Unique r2 
Caregiver age .05 .17 2.45* .28*** .03 
Caregiver household 
income 

.71 .06 .78 .23* .00 

Cognitive status .03 .02 .27 .37*** .00 
Symptoms with activity -.64 -.08 -1.03 -.25** .00 
 
Step 1.  R = .49; R 2= .24; Adjusted R 2= .21; F Change (4, 95) = 7.62***; R2 Change = .24 F (4,95) = 
7.62***. 
      
Caregiving task difficulty -.17 -.34 -3.45** -.62*** .06 
Uncertainty -.02 -.08 -.92 -.45*** .00 
 
Step 2.  R = .69; R 2= .48; Adjusted R2 = .44; F Change (2, 93) = 20.79***; R2 Change = .23; F(6, 93) = 
14.12***. 
      
Threat appraisal -.08 -.21 -2.18* -.58*** .02 
 
Step 3.  R = .73; R 2= .54; Adjusted R 2= .50; F Change (1, 92) = 12.18**; R2 Change = .06; F(7,92) = 
15.30***. 
      
Depressive symptoms -.21 -.22 -2.65** -.50*** .03 
 
Step 4.  R = .76; R 2= .57; Adjusted R 2= .53; F Change (1, 91)= 7.03 **; R2 Change = .03; F(8, 91) = 
15.14***. 
*p < .05; **p < .01; ***p < .001. 
 
 The residuals scatter plot versus the predicted values for the regression equation 

for the HFCQL social domain appeared constant upon inspection, thereby suggesting 

normality and supporting the decision to use the non-transformed value.  No outliers were 

noted by using Mahalanobis distance with χ2 of 27.877, df of 9, and p < .001 (Tabachnick 

& Fidell, 2001).  Multicollinerarity and singularity were not an issue as there was only 

one condition index that exceeded 30 and only one variance proportion greater than .50 

(Tabachnick & Fidell, 2001).   

Caregiver perception of income not meeting needs, patient cognitive status 

time spent caregiving, and  symptoms with moderate activity were entered in step 1 of the 

regression equation for HFCQL social domain (see Table 24).  Together these caregiver 
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and patient characteristics accounted for 25% (21% adjusted) of the variance in HFCQL 

social domain [F(4, 95) = 7.69, p < .001].  Caregiving task difficulty, uncertainty, and 

social support in step 2 accounted for an additional 28% of the variance [F(7, 92) = 

14.64, p < .001].  Threat appraisal in step 3 did not add any variance to HFCQL social 

domain [F(8, 91) = 12.68,  p < .001].  In step 4, depressive symptoms was entered in the 

regression equation and accounted for an additional 2% of the variance [F(9, 90) = 11.92, 

p < .001].  Overall, the model constructs accounted for 54% of variance of HFCQL social 

domain which provided evidence of construct validity.  Significant individual predictors 

of HFCQL social domain were caregiving task difficulty, uncertainty, and social support, 

accounting for 5%, 3%, and 4% unique variance, respectively.  

Table 24 
 
Hierarchical multiple regression evaluating construct validity of HFCQL social domain 
 
Independent Variables B Beta t Bivariate r Unique r2 
Caregiver household 
income 

1.00 .10 1.27 .27** .01 

Cognitive status .02 .02 .16 .38*** .00 
Time spent caregiving  -.01 -.11 -1.49 -.28** .01 
Symptom with activity -.19 -.03 -.36 -.22* .00 
 
Step 1.  R = .50; R 2= .25; Adjusted R2 = .21; F Change (4, 95) = 7.69***; R2 Change = .25 F(4, 95) = 
7.69***. 
      
Caregiving task difficulty -.14 -.34 -3.28** -.58*** .05 
Uncertainty -.05 -.24 -2.51* -.54*** .03 
Social Support .05 .23 2.82** .47*** .04 
 
Step 2.  R = .73; R 2= .53; Adjusted R 2= .49; F Change (3, 92)= 18.30***; R2  Change = .28;  F(7, 92) = 
14.64***. 
      
Threat appraisal .02 .05 .54 -.41*** .00 
 
Step 3.  R = .73; R 2= .53; Adjusted R 2= .49; F Change (1, 91) = .05; R2 Change = .00; F(8, 91) = 
12.68***. 
      
Depressive symptoms -.13 -.16 -1.81 -.41*** .02 
 
Step 4.  R  = .74; R2 = .54; Adjusted R 2= .50; F Change (1, 90) = 3.27; R2 Change = .02; F(9, 90) = 
11.92***. 
*p < .05; **p < .01; ***p < .001. 
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 The HFCQL spiritual domain residuals scatterplot versus the predicted values for 

the regression equations were inspected and appeared constant suggesting normality.  By 

using Mahalanobis distance with χ2 of 13.82, df of 2, and p < .001, no outliers were 

identified (Tabachnick & Fidell, 2001).  Multicollinearity and singularity were not an 

issue, as no condition indices exceeded 30 and only one variance proportion was greater 

than .50 (Tabachnick & Fidell, 2001). 

 No caregiver or patient characteristics needed to be controlled for, and no 

situational factors were significantly related to the spiritual domain (see Table 25).  

Therefore, threat appraisal was entered in step 1, which accounted for 8% (7% adjusted) 

of the variance in HFCQL spiritual domain score [F(1, 98)=8.30, p < .001].  Depressive 

symptoms was entered in step 2, but did not account for any additional variance [F(1, 97) 

= 4.25, p < .05]. So overall, only 8% (p < .05) of the variance in spiritual domain was 

accounted for with only threat appraisal as a significant independent predictor of spiritual 

quality of life accounting for 4% unique variance.  These findings do not support 

construct validity for HFCQL spiritual domain.   

Table 25 
 
Hierarchical multiple regression evaluating construct validity of HFCQL spiritual 
domain 
 
Independent Variables B Beta t Bivariate r Unique r2 
Threat appraisal -.09 -.24 -2.06* -.28** .04 
 
Step 1.  R  = .28; R2=.08; Adjusted R2 = .07; F Change (1, 98) = 8.20**; R2 Change = .08; F(1, 98) = 
8.20***. 
      
Depressive symptoms -.06 -.07 -.59 -.20 .00 
 
Step 2.  R = .28; R2 = .08; Adjusted R2 = .06; F Change (1, 97) = .35; R2Change = .00; F(2, 97) = 4.25* 
*p < .05; **p < .01; ***p < .001. 
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 In summary, hypothesis 1e was partially met.  The model constructs of caregiver 

and patient characteristics, social support, caregiving task difficulty, uncertainty, threat 

appraisal, and depressive symptoms explained the variance in overall HFCQL and 

physical, psychological, and social domains (59%, 52%, 57%, 54%, respectively; p < 

.001) providing evidence of construct validity.  However, for HFCQL spiritual domain, 

only two variables were significant to be entered into the multiple regression equation, 

threat appraisal and depressive symptoms, which explained a small portion of the 

variance in HFCQL spiritual domain (8%, p < .001).  Therefore, construct validity was 

established for overall HFCQL, and physical, psychological and social domains, but not 

for spiritual domain.      

Hypothesis 1f.  To show evidence of criterion-related validity, the HFCQL scale 

and potential domains are significantly correlated with the BCOS, SF-36 general 

health and mental health subscales, and the HFCQL and domain well-being 

overall items, among caregivers of HF patients.   

 Hypothesis 1f was met.  The HFCQL and four domains demonstrated evidence of 

criterion-related validity by significant correlation with criterion variables (see Table 26).  

Overall HFCQL and physical, psychological, and social domains had significant 

correlations with life changes, general health, mental health, and their respective single 

overall item (p < .001, p < .01).  The spiritual domain significantly correlated with life 

changes (p < .001), and general and mental health (p < .05).  However, the spiritual 

domain did not correlate with the single overall spiritual item, in which respondents were 

asked to rate their overall spiritual well-being.  Considering the magnitude and 

significance of other correlations, it was determined that hypothesis 1f was met.   
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Table 26 
 
Correlations evaluating criterion-related validity for the HFCQL and domains using 
Pearson r 
 
HFCQL Life 

Changes 
(BCOS) 

General Health 
(SF-36 GH) 

Mental Health 
(SF-36 MH) 

 

Single Overall 
Item  

Overall HFCQL 
 

.73*** .45*** .59** .71*** 

Physical Domain 
 

.67*** .49*** .54*** .46*** 

Psychological Domain 
 

.59*** .34*** .49*** .54*** 

Social Domain 
 

.55*** .29** .51*** .69*** 

Spiritual Domain .40*** .25* .24* .15 
* p < .05 level; **p < .01 level; ***p < .001. 
 
 Psychometric properties of the HFCQL scale and domain subscales are 

summarized in Table 27. 

Table 27 

Summary of evidence of psychometric properties for HFCQL scale and domain subscales 

 
 

HFCQL and 
domains 

 
Internal 

consistency 
reliabilitya 

 
 

Stability 
reliabilityb 

Construct 
valididy: 

Factor 
analysisc 

Construct 
validity: 
Multiple 

regressiond 

Criterion 
validity: 
General 
healthe 

Criterion 
validity: 
Mental 
healthe 

Criterion 
validity: 
Overall 
iteme 

Overall 
HFCQL 

X X X X X X X 

        
Physical 
domain 

X X X X X X X 

        
Psychological 
domain 

X X X X X X X 

        
Social 
domain 

X X X X X X X 

        
Spiritual 
domain 

X X X  X X  

a α > .70; b ICC > .60; c Factor loadings > .30; d p < .001; e r > .50, p < .05 
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Specific Aim 2.  To determine the combination of independent variables that explains 

depressive symptoms, life changes, and HF caregiver-specific quality of life in family 

caregivers of HF patients using a theoretically based conceptual model.  

 To determine the smallest number of independent variables that result in the 

greatest proportion of variance in the dependent variables in the regression equations, the 

same screening procedures as discussed in hypothesis 1e were followed for hypothesis 2a 

and 2b.  As represented in Tables 28, 29, 30, and 31, very few caregiver and patient 

characteristics were significantly correlated with or resulted in significantly different 

scores for depressive symptoms and life changes.  Depressive symptoms was 

significantly correlated with the number of caregiver co-morbidities (r = .24, p < .05) (see 

Table 28).  Life changes was significantly correlated with time spent caregiving (r =        

-.21, p < .05) and patient cognitive status (r = .33, p < .05) (see Tables 28 and 29).  

Caregivers who perceive their income is not enough to make ends meet had significantly 

different life changes than those who did not (F = 4.14, p < .05) (see Table 31).  These 

significant caregiver and patient characteristics were entered in the regression equations 

accordingly to be controlled. All situation factors, the mediator, and emotional response 

correlated with the dependent variables and therefore were entered into the regression 

equations accordingly (see Table 32).   

 Table 28 

Screening for continuous caregiver characteristics for regression for predicting 
depressive symptoms and life changes using Pearson r  
 
 
Dependent variable 

 
Age 

 
Education 

Number of  
co-morbidities 

Length of time 
caregiving 

Time spent 
caregiving 

Depressive symptoms 
 

-.07 .06 .24* -.01 .04 

Life changes .09 -.13 -.06 .04 -.21* 
*p < .05; **p < .01; ***p < .001. 
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Table 29 
 
Screening for continuous patient characteristics for regression for predicting depressive 
symptoms and life changes using Pearson r  
 
 
Dependent variable 

 
Age 

 
Education 

Number of  
co-morbidities 

 
Cognitive status 

Depressive symptoms 
 

-.11 .06 .10 .14 

Life changes .16 -.13 -.20 .33* 
*p < .05; **p < .01; ***p < .001. 
 
Table 30 
 
Screening for discrete caregiver characteristics for regression for predicting depressive 
symptoms and life changes using MANOVA univariate F values 
    
 
Dependent variables  

 
Gendera 

 
Racec 

Relationship 
to Patientb 

Household 
Incomeb 

 
Employmenta 

Job 
Changea 

Depressive Symptoms 
 

.19 1.93 .99 1.04 2.51 .25 

Life Changes .002 .06 2.05 4.14* .09 1.71 
adf(1, 98), bdf(2, 97) 
*p < .05; **p < .01; ***p < .001 
 
Table 31 

Screening for discrete patient characteristics for regression for predicting depressive 
symptoms and life changes using MANOVA univariate F values  
 

 
Dependent variables 

 
Gendera 

 
Raceb 

 
Living Settingb 

Symptoms with 
Activityb 

Depressive symptoms 
 

.08 1.80 .34 .06 

Life Changes .26 .06 .003 1.92 
adf(1, 98), bdf(2,97), cdf(1, 97) 
*p < .05; **p < .01; ***p < .001 
 
Table 32 
 
Screening for continuous situational factors, mediator, and emotional response for 
regression for predicting depressive symptoms and life changes using Pearson r  
 

 
Dependent variables 

Social 
support 

Uncertainty Task 
difficulty 

Threat 
appraisal 

Depressive 
symptoms 

Depressive symptoms 
 

.28** .35*** .34** .55***  

Life changes 
 

.23* -.40*** -.48*** -.49*** -.54*** 

* p < .05 level; **p < .01 level; ***p < .001. 
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Hypothesis 2a.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, and threat appraisal explain a significant 

amount of variance of depressive symptoms in family caregivers of patients with 

HF.  

 Hypothesis 2a met.  Prior to analyzing regression equation results of depressive 

symptoms, the residuals scatterplot versus the predicted values for the regression 

equations was inspected and appeared fairly constant suggesting normality.  By using 

Mahalanobis distance with χ2 of 20.52, df of 5, and p < .001, one outlier was identified 

(Tabachnick & Fidell, 2001).  However, it was decided to retain this outlier so the results 

would be more reflective of the actual population and improve generalizability of the 

findings.  Multicollinearity and singularity were not an issue, as there were no condition 

indices exceeding 30 and only one variance proportion greater than .50 (Tabachnick & 

Fidell, 2001). 

 The number of caregiver co-morbidities was entered in step 1 of the regression 

equation and accounted for 6% (5% adjusted) of the variance in depressive symptoms 

[F(1, 98) = 6.17,  p < .05], as shown in Table 33.  Caregiving task difficulty, uncertainty, 

and social support in step 2 accounted for an additional 17% of the variance [F(4, 95) = 

6.92, p < .001].  Threat appraisal was entered in step 3, accounting for an additional 13% 

of the variance [F(5, 94) = 10.24, p < .001].  Overall the model constructs accounted for 

35% of variance of depressive symptoms with caregiver co-morbidities and threat 

appraisal as significant individual predictors accounting for 3% and 13% of the unique 

variance, respectively.    
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Table 33 
 
Hierarchical multiple regression predicting depressive symptoms 
 
Independent Variables B Beta t Bivariate r Unique r2 
Caregiver Co-morbidities .48 .18 2.14* .24** .03 
 
Step 1.  R = .24; R 2= .06; Adjusted R 2= .05; F Change (1,98) = 6.17* R2 Change = .06 F(1,98)= 6.17* 
      
Caregiving task difficulty .05 .09 .93 .34*** .01 
Uncertainty .00 .00 .00 .35*** .00 
Social Support  -.03 -.11 -1.17 -.28** .01 
 
Step 2.  R = .48; R2 = .23; Adjusted R2 = .19; F Change (3,95) = 6.80***; R2Change = .17; F(4, 95) = 
6.92***. 
      
Threat appraisal .19 .45 4.29*** .55*** .13 
 
Step 3.  R = .59; R2 = .35; Adjusted R2 = .32; F Change (1, 94) = .18.44***; R2 Change = .13; F(5,94) = 
10.24***. 
*p < .05; **p < .01; ***p < .001. 
 

Hypotheses 2b.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of life changes in family 

caregivers of patients with HF.  

 Hypothesis 2b met.  The life changes residuals scatterplot versus the predicted 

values for the regression equations appeared constant upon inspection, thereby suggesting 

normality.  One outlier was noted by using Mahalanobis distance with χ2 of 26.125, df of 

8, and p < .001 (Tabachnick & Fidell, 2001), however, it was decided to retain this outlier 

so the results would be more reflective of the actual population thereby improving 

generalizability of findings.  Assumptions of collinearity and singularity were met as 

there was only one condition index that exceeded 30 and only one variance proportion 

greater than .50 (Tabachnick & Fidell, 2001).  

 Caregiver perception of income not meeting needs, patient cognitive status, and 

time spent caregiving were entered into step 1 of the regression equation for life changes 
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to control their influence (see Table 34).  These caregiver and patient characteristics 

accounted for 19% (16% adjusted) of the variance in life changes [F(3, 96) = 7.42,  p < 

.001].  Caregiving task difficulty, uncertainty, and social support were entered in step 2; 

these situation factors accounted for an additional 13% of the variance [F(6,93) = 7.19, p 

< .001].  Threat appraisal in step 3 accounted for an additional 6% of the variance 

[F(7,92) = 7, 94,  p <.001].  Depressive symptoms was entered in step 4 of the regression 

equation and accounted for an additional 8% of the variance [F(8, 91) = 9.55, p < .001].  

The model constructs overall accounted for 46% of variance of life changes, with 

depressive symptoms as the only significant individual predictor accounting for 8% 

unique variance.    

Table 34 

Hierarchical multiple regression predicting life changes 
 
Independent Variables B Beta t Bivariate r Unique r2 
Household Income 2.90 .14 1.64 .27** .02 
Cognitive status .27 .12 1.26 .33*** .01 
Time Caregiving -.03 -.11 -1.36 -.21* .01 
 
Step 1.  R = .43; R2 = .19; Adjusted R2 = .16; F Change (3, 96) = 7.42*** R2 Change = .19; F(3, 96) = 
7.42*** 
      
Caregiving task difficulty -.13 -.15        -1.38 -.48*** .01 
Uncertainty -.03 -.07 -.64 -.40*** .00 
Social Support -.01 -.03 -.36 .23* .00 
 
Step 2.  R = .56; R2 = .32; Adjusted R2 = .27; F Change (3, 93) = 5.85**; R2 Change = .13; F(6, 93) = 
7.19*** 
      
Threat appraisal -1.0 -.16 -1.44 -.49*** .01 
 
Step 3.  R = .61; R2 = .38; Adjusted R2 = .41; F Change (1, 92) = 8.79**; R2 Change = .06; F (7, 92) = 
7.94***. 
      
Depressive Symptoms -.56 -.35 -3.65*** -.54*** .08 
 
Step 4 R = .68; R2 = .46; Adjusted R2 = .41; F Change (1, 91) = 13.35***; R2 Change = .08; F(8, 91) = 
9.55***. 
*p < .05; **p < .01; ***p < .001. 
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Hypothesis 2c.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains as 

determined by psychometric testing in family caregivers of patients with HF. 

 Hypothesis 2c was partially met.  The same multiple regression equations were 

used to evaluate construct validity of the HFCQL and domains in hypothesis 1d; details 

concerning the findings are described there.  In summary, the model constructs of 

caregiver and patient characteristics, social support, caregiving task difficulty, 

uncertainty, threat appraisal, and depressive symptoms explained the variance in overall 

HFCQL and physical, psychological, and social domains (59%, 52%, 57%, 54%, 

respectively; p < .001).  However, for HFCQL spiritual domain, only two variables were 

significant to be entered into the multiple regression equation, threat appraisal and 

depressive symptoms, which explained a small portion of the variance in HFCQL 

spiritual domain (8%, p < .001).  These findings provide partial support for hypothesis 

2c. 
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5.  DISCUSSION 

 This chapter begins with a discussion pertaining to the specific aims and 

hypotheses followed by theoretical, research, and practice implications.  The chapter will 

conclude with a review of the limitations proposed in Chapter 3.    

Specific Aims and Hypotheses 

Specific Aim 1.  To evaluate the psychometric properties of the Heart Failure Caregiver 

Quality of Life scale (HFCQL). 

 As the prevalence of HF continues to increase, more family members will be 

required to assume caregiving responsibilities for HF patients at home.  Studies in the 

existing literature suggest that HF family caregivers do experience negative outcomes, 

such as poor mental and general health, but outcomes have been measured with generic 

instruments, which may not capture their unique experience.  In order to develop and 

evaluate specific, individualized interventions for this population, there is a critical need 

for a reliable and valid instrument that measures HF family caregivers’ quality of life.  

This study addressed this critical need in specific aim 1 with the HFCQL scale.  Content 

validity was established prior to psychometric testing.  In a sample of 100 family 

caregivers of patients with HF, this new HFCQL scale demonstrated adequate reliability 

and validity for overall HFCQL, and physical, psychological, and social domains.  

Reliability was established for the spiritual domain.  Psychometric properties are 

summarized in Table 27; specific psychometric properties are described in hypothesis 1a 

through hypothesis 1f.  

Hypothesis 1a.  The HFCQL items demonstrate means close to the midpoint, 

good variability in relation to the means, floor and ceiling effects less than 10%, 
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and item-to-total correlations greater than or equal to .30 among caregivers of HF 

patients. 

 The 16 items of the HFCQL demonstrated means close to the midpoint and good 

variability in relation to the means.  All item-to-total correlations exceeded .30 among the 

caregivers of HF patients for all items in the individual domains as well as the total 

HFCQL; the lowest item-to-total was .42.  It was hypothesized that floor and ceiling 

effects would be less than 10%.  In this sample, all 16 items had ceiling effects greater 

than 10%, indicating perceptions of higher quality of life for these 16 items (see Tables 9, 

10, 11, and 12).  In general, the caregivers in this sample had fairly high overall HFCQL, 

as well as the four domains of physical, psychological, social, and spiritual suggesting 

caregiving did not have a negative affect their quality of life.  One item on the 

psychological domain (“Because of caregiving, I am tired”), had floor effects at 11%, just 

exceeding the 10% as hypothesized (see Table 10).  No other items demonstrated high 

floor effects.  

 One possible explanation for the high ceiling effects is that overall these 

caregivers had a low number of co-morbidities, high levels of social support; minimal 

task difficulty; and low levels of uncertainty, threat appraisal, and depressive symptoms, 

thereby experiencing a minimal negative impact on their quality of life (see Tables 4, 6 

and 7).  The mean score for mental health (76.6), which was collected and used as a 

criterion variable, actually exceeded the general U.S. normative value (74.7) (Ware, 

2000). 
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Hypothesis 1b.  The HFCQL scale and potential domains have evidence of 

internal consistency reliability with Cronbach’s alphas greater than or equal to .70 

among caregivers of HF patients. 

 Internal consistency reliability was evident by Cronbach’s alphas ranging from 

.80 to .90 for the overall HFCQL 16-item scale, and the 4-item subscales measuring 

physical, psychological, social, and spiritual domains (see Table 8).   

Hypothesis 1c.  The HFCQL scale and potential domains have evidence of 2-

week test-retest reliability with an intra-class correlation coefficient greater than 

.60 among caregivers of HF patients.       

 Most of the sample (n = 85) participated in the 2-week test-retest.  The overall 

HFCQL scale and four domain subscales all demonstrated adequate stability reliability.  

Using ICC and the criteria as established by Landis and Koch (1977), the overall HFCQL 

retest had almost perfect agreement with the initial test, and the all domain retests had 

substantial agreement with the initial tests. 

Hypothesis 1d.  The HFCQL has evidence of construct validity with factor 

loadings of .32 and above for the scale or each domain as determined through 

factor analysis among caregivers of HF patients.    

 The pool of 46 items was entered into exploratory factor analysis using varimax 

rotation; a four factor solution was yielded (see Table 14).  After selective deletion of 

items with low inter-item and item-to-total correlations (< .30), high inter-item 

correlations (< .70), and/or poor item statistics, a total of 16 items were retained for the 

HFCQL scale.  The same factor analysis procedures were followed again, resulting in the 

four factors representing physical, psychological, social, and spiritual domains.  All 16 
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items remaining in the HFCQL had factor loadings exceeding the criteria of .32, as 

established by Tabachnick and Fidell (2001).  The physical domain items had loadings of 

.58 to .70; psychological domain items had loadings of .51 to .80; social domain items 

had loadings of .64 to .79; spiritual domain items had loadings of .81 to .84 (see Table 

15).  The same factor analysis procedure with one factor forcing for all 16 items yielded 

factor loadings ranging from .31 (one time only, purpose/mission) to .78 supporting 

construct validity, and therefore, use of the overall HFCQL scale.    

 Based on the definition of HFCQL adapted from Ferrell and colleagues (2001), 

the pool of items was generated with the intent to measure the four quality of life 

domains (physical, psychological, social, and spiritual).  Most of the items (n = 14) 

loaded on the domain identified by the content experts as the most appropriate domain, 

however, two of the items loaded on different domains.  “Even though I’m a caregiver, I 

am able to practice religious activities as much as I want”, which was intended to capture 

the spiritual domain, loaded on the social domain.  “Because of caregiving, I am tired”, 

what was intended to capture the physical domain, loaded on the psychological domain.  

While conceptually these factor loadings were not consistent with the original intent, 

these items do measure important elements and make sense with their actual loadings.  

Perhaps for this group of caregivers, religious activities, such as going to church, is 

considered a social activity, which would support the factor loading.  While being “tired” 

can be a physical issue, these caregivers were emotionally tired, which explains the factor 

loading.   

Hypothesis 1e.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 
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symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains, as 

determined through factor analysis, in family caregivers of patients with HF, to 

provide evidence of construct validity. 

 Hierarchical multiple regression equations were used to examine construct 

validity for the HFCQL scale.  Perceived control, as a situation factor, was not used in the 

equations, due to low internal consistency reliability of the CAS (α = .63).  However, the 

remainder of the variables, as hypothesized, was entered into the regression equations in 

the order as conceptualized in Figure 1.  The variance explained by these model 

constructs supported construct validity for overall HFCQL (56%, p < .001), and physical 

(52%, p < .001), psychological (57%, p < .001), and social (54%, p < .001) domains (see 

Tables 21, 22, 23, 24).  The multiple regression equation did not show support of 

construct validity for the spiritual domain.  Only two variables, threat appraisal and 

depressive symptoms, were screened to be significant for the equation, which resulted in 

only 8% (p < .05) of the variance for the spiritual domain, thereby construct validity was 

not established for this domain (see Table 25).   

  The quality of life domains of physical, psychological, and social well-being 

have been noted in health care research for many years, but spiritual well-being was not 

added until the last decade as an important domain (Taylor, 2003).  Spirituality, or 

spiritual well-being, is an abstraction that often causes confusion with varied meanings, 

such as religiosity, hope, or transcendence (Taylor, 2003).  The definitions of HFCQL 

and the domains for this study were adapted from the work of Ferrell (1995) and her 

colleagues (2001) who used a four-dimensional quality of life tool for family caregivers.  
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These researchers provided evidence for construct validity of the spiritual domain by way 

of factor analysis, however they did not indicate the use of hierarchical multiple 

regression to support construct validity for this domain.  Likewise, in this study, construct 

validity for the HFCQL spiritual domain was supported by factor analysis, but not by 

hierarchical multiple regression.  Perhaps the varied meanings associated with this 

abstract concept make it impossible to identify many variables associated with or 

predictive of spirituality.  However, since spiritual well-being has been implicated in 

negative outcomes for HF family caregivers in qualitative studies (Mahoney, 2001; 

Murray et al., 2004), closer examination of this quality of life domain is warranted.  

 Another unexpected finding noteworthy to mention in this discussion was the 

insignificant correlation between social support and the HFCQL psychological domain   

(r = .15).  As a situation factor in the conceptual model (see Figure 1), it was 

hypothesized that social support was related to HFCQL and domains, and therefore 

would contribute to the variance in HFCQL and domain scores.  However, social support 

was not entered into the multiple regression equation for the psychological domain due to 

the insignificant correlation found with screening.  These findings are inconsistent with 

the transactional approach to stress, as theorized by Lazarus and Folkman (1984), and 

addressed by Lyon and Rice (2000).  The relationship between social support and life 

satisfaction, which is similar to quality of life, has been documented with stroke 

caregivers (Grant et al., 2001).  Possibly the lack of relationship between social support 

and the psychological domain in this study is due to the operational definition of social 

support which measured the availability of perceived social support, however, Grant and 

colleagues (2001) measured social support in a similar way.  Since this variable is 
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amenable to intervention, additional studies are needed to clarify the relevance of social 

support to HF caregiver outcomes.   

Hypothesis 1f.  To show evidence of criterion-related validity, the HFCQL scale 

and potential domains are significantly correlated with the BCOS, SF-36 general 

health and mental health subscales, and the HFCQL and domain well-being 

overall items, among caregivers of HF patients.   

 Criterion-related validity was evident by significant correlations between the 

HFCQL and domains and the criterion variables as measured by the BCOS (life changes), 

SF-36 general health and mental health subscales, and their respective single overall item 

(see Table 26).  The only exception to this statement was the spiritual domain, which did 

not correlate with the overall spiritual well-being item, “As a caregiver, my spiritual well-

being is (very poor, poor, average, good, or excellent)”.  As mentioned with hypothesis 

1e, spirituality is an abstract concept confounded by varied definitions, which most likely 

explains the lack of correlation between the domain score and the single overall item.  

With factor analysis, it was noted that the HFCQL item concerning religious activity 

loaded on the social domain (see Table 15); this relationship was further supported with a 

moderate correlation between religious activities and the overall social well-being item (r 

= .56, p < .01).  There was a correlation between religious activities and overall spiritual 

well-being, but it was considerably less (r = .41, p < .01).  The correlations between the 

spiritual domain and the other criterion variables were significant, with life changes being 

the strongest (r = .40, p < .001); the correlations with general health (r = .25, p < .05) and 

mental health (r = .24, p < .05) were minimal.  All other correlations as noted in Table 15 

were substantial and supported criterion-related validity.  
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Specific Aim 2.  To determine the combination of independent variables that explains 

depressive symptoms, life changes, and HF caregiver-specific quality of life in family 

caregivers of HF patients using a theoretically based conceptual model.   

 To date, very few studies of HF family caregivers have been published that 

identify variables associated with outcomes, and even less were guided by a conceptual 

model.  In order to develop appropriate and relevant interventions to support this growing 

population, information about variables that influence the HF caregivers’ experiences is 

essential.  Only one study of HF family caregivers used multiple regression to determine 

the combination of variables that accounted for caregiver outcomes (Scott, 2000), and 

regretfully, the sample was inadequate (n = 18) for multiple regression procedures, as 

described by Tabachnick and Fidell (2001).  By using hierarchical multiple regression 

with an adequate sample size (n = 100), this study, which was based on a conceptual 

model, addressed this gap in the literature by identifying variables that account for 

depressive symptoms, life changes, and HFCQL and domains in HF family caregivers.       

Hypothesis 2a.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal explain a significant 

amount of variance of depressive symptoms in family caregivers of patients with 

HF. 

 Overall, the caregivers in this sample did not have depressive symptoms, as 

measured with a mean of 4.2 on the PHQ-9, where 0 to 4 indicates none (Kroenke & 

Spitzer, 2002).  The majority of the sample had no depressive symptoms (63%) and the 

remainder had mild (26%), moderate (7%), or moderately severe (4%) depressive 

symptoms.  No caregivers in this sample had severe depressive symptoms.  So in essence, 
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37% of the sample had some level of depressive symptoms which is higher than those 

reported in other HF family caregiver studies, where percentages ranged from 14 to 23% 

(Barnes et al., 2006; Martensson et al., 2003; Molloy et al., Schwartz & Elman, 2003).  

However, these studies used different instruments to measure depressive symptoms so 

comparison is limited. 

 With the model constructs of number of caregiver co-morbidities, caregiving task 

difficulty, uncertainty, social support, and threat appraisal, 35% (p < .001) of the variance 

of depressive symptoms was accounted for in this sample of HF caregivers (see Table 

33).  Caregiver co-morbidities and threat appraisal were found to be significant individual 

predictors of depressive symptoms.  As mentioned earlier, perceived control was not used 

in this equation, as the CAS had unsatisfactory internal consistency reliability with this 

sample. 

 These findings are consistent with other caregiver studies.  The relationships 

between social support and depressive symptoms have been documented in caregivers of 

stroke survivors (Grant et al. 2001) and persons with Alzheimer’s disease (Chang et al., 

2001).  There was minimal correlation between uncertainty and depressive symptoms in 

caregivers of patients with Parkinson Disease (Sanders-Dewey et al., 2001).  Caregiving 

task difficulty and threat appraisal have been identified as significant predictors of 

emotional distress in stroke caregivers (Bakas et al., 2004; Bakas & Burgener, 2002).  

 Other caregiver studies have noted the influence of age (Given et al., 2004; Lee et 

al., 2001), gender (Bakas et al., 2006; Given et al., 2004; Lee et al., 2001), race (Miller et 

al., 1995), caregiver relationship to the patient (Schwarz, 1999; Given et al., 2004; Lee et 

al., 2001), employment status (Given et al., 2004) and household income (Lee et al., 
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2001) on depressive symptoms.  However in this study, none of these variables were 

found to be related to or result in differences of caregiver depressive symptoms.  The 

only caregiver or patient characteristic that was significant in the multiple regression 

screening was the number of caregiver co-morbidities, which was found to be a 

significant individual predictor of depressive symptoms.  As the number of caregiver co-

morbidities increased, depressive symptoms increased. 

Hypothesis 2b.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of life changes in family 

caregivers of patients with HF. 

 In general, the HF caregivers in this sample perceived their life has changed for 

the worse as a result of caregiving responsibilities, which is consistent with findings from 

studies of large samples of stroke caregivers (Bakas et al., 2004; Bakas & Burgener, 

2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006) and a study with a small 

sample of HF caregivers (n = 21) (Bakas, Pressler, et al., 2006).   

 With the model constructs of household income, patient cognitive status, time 

spent caregiving, caregiving task difficulty, uncertainty, social support, threat appraisal, 

and depressive symptoms, 46% (p < .001) of the variance of life changes was accounted 

for in this sample of HF caregivers (see Table 34).  In spite of multiple high correlations 

between independent variables and life changes, only depressive symptoms was found to 

be a significant individual predictor of life changes (p < .001), which highlights the 

shared variance between these model constructs.   
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 Many of the relationships in the model have been supported in studies of stroke 

caregivers (Bakas et al., 2004; Bakas & Burgener, 2002; Bakas & Champion, 1999; 

Bakas, Champion, et al., 2006).  These researchers noted that caregiving task difficulty 

was related to life changes, and threat appraisal and depressive symptoms were 

significant individual predictors of life changes.  The findings of this present study of HF 

family caregivers builds on previous studies of a sample of 21 HF caregivers which 

documented a moderate correlation between life changes and caregiving task difficulty 

(Bakas, Pressler, et al., 2006) and a high correlation between life changes and threat 

appraisal (Nauser, 2005).  Additional model constructs examined in the multiple 

regression equations in this present study were social support (r = .23, p < .05) and 

uncertainty (r = -.40, p < .001), both of which were found to contribute to the shared 

variance of life changes in HF family caregivers.   

 Caregiver gender, patient gender, and caregiver relationship to the patient have 

been shown to impact life changes in stroke caregivers (Bakas & Champion, 1999, 

Bakas, Champion, et al., 2006).  Age was shown to influence life changes in HF 

caregivers (Bakas, Pressler, et al., 2006); younger caregivers experienced more negative 

outcomes.  However, in the present study, the caregiver and patient characteristics noted 

to impact life changes were household income, patient cognitive status, and time spent 

caregiving.  Those who perceive their income is not enough to make ends meet, have 

more negative life changes than those who perceive their income is adequate.  HF family 

caregivers providing care for patients with a lower cognitive status and those who spend 

more time caregiving experience more negative life changes as well.      
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Hypothese 2c.  Caregiver and patient characteristics, social support, task 

difficulty, uncertainty, perceived control, threat appraisal, and depressive 

symptoms explain a significant amount of variance of HF caregiver-specific 

quality of life as measured by the HFCQL scale and potential domains as 

determined by psychometric testing in family caregivers of patients with HF. 

 The HF family caregivers in this sample rated their HFCQL and physical, 

psychological, social, and spiritual domains fairly high, as measured by the instrument 

psychometrically tested in this study.  To date, no study has been published that measured 

quality of life in this population with a scale specific to HF caregivers.  Therefore, reports 

from studies using generic instruments were used to supplement this discussion.  

Hierarchical multiple regression findings for overall HFCQL are discussed first, followed 

by the findings for physical, psychological, social, and spiritual domains.   

 The model constructs of patient cognitive status, household income, patient 

symptoms with activity, caregiving task difficulty, uncertainty, social support, threat 

appraisal, and depressive symptoms accounted for 59% (p < .001) of the variance of 

overall HFCQL (see Table 21).  Individual significant predictors of overall HFCQL were 

caregiving task difficulty, uncertainty, threat appraisal, and depressive symptoms.  

Among these predictors, threat appraisal accounted for 37% unique variance in HFCQL. 

 Some of these findings have been supported in the existing caregiving literature.  

Social support was noted to be moderately correlated with general health, a construct 

similar to quality of life, in stroke caregivers (Grant et al., 2001).  Threat appraisal was a 

significant predictor of general health in stroke caregivers (Bakas & Burgener, 2002) and 

moderately correlated with life satisfaction (Lee et al., 2001).  Depressive symptoms and 
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perception of overall health and general health were correlated in caregivers of patients 

with Alzheimer’s disease (Robinson, 1989) and stroke (Grant et al., 2000).  Caregiver 

education, household income, and living arrangements were correlated with general 

health in stroke caregivers (Bakas & Burgener, 2002).  The impact of uncertainty and 

caregiving task difficulty, both significant individual predictors in the present study, on 

the caregiver’s quality of life, have not been addressed in the caregiving literature. 

 The model constructs of household income, patient cognitive status, caregiving 

task difficulty, uncertainty, social support, threat appraisal, and depressive symptoms 

accounted for 52% (p < .001) of the variance of HFCQL physical domain (see Table 22).  

Individual significant predictors were caregiving task difficulty and depressive 

symptoms.  Only one study was found that addressed relationships between independent 

variables and physical well-being.  In a study of caregivers of elderly with varied 

disorders, threat appraisal was moderately related to physical health (Lee et al., 2001).   

 For HFCQL psychological domain, the model constructs of caregiver age, 

household income, patient cognitive status, patient symptoms with activity, caregiving 

task difficulty, uncertainty, threat appraisal, and depressive symptoms accounted for 57% 

(p < .001) of the variance (see Table 23).  Individual significant predictors of HFCQL 

psychological domain were caregiver age, caregiving task difficulty, threat appraisal, and 

depressive symptoms.  Mental health, a construct similar to HFCQL psychological 

domain, has been examined in HF caregiving literature.  Correlates of poorer mental 

health include caregiving task difficulty (Bakas, Pressler, et al., 2006), depressive 

symptoms (Barnes et al., 2006; Martensson et al., 2003), and younger age (Bakas, 
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Pressler, et al., 2006; Dracup et al., 2004).  These findings are consistent with the present 

study.  

 The model constructs of household income, patient cognitive status, time spent 

caregiving, patient symptoms with activity, caregiving task difficulty, uncertainty, social 

support, threat appraisal, and depressive symptoms accounted for 54% (p < .001) of the 

variance of the HFCQL social domain (see Table 24).  Individual significant predictors 

were caregiving task difficulty, uncertainty, and social support.  Social well-being has 

been addressed only minimally in the existing literature.  Caregiver characteristics, such 

as gender (Schwartz, 1999) and relationship to the patient (Schwarz, 1999; Faison et al., 

1999; Given et al., 2004) have been shown to have a negative impact on social well-

being.  No other variables were found to be relevant to social well-being in the literature.     

 Only two variables, threat appraisal and depressive symptoms were significant 

with screening procedures to be entered into the regression equation for HFCQL spiritual 

domain.  These variables accounted for only 8% (p < .05) of the variance this domain, 

with threat appraisal being a significant individual predictor.  Qualitative researchers 

have addressed the impact of caregiving on spiritual well-being (Mahoney, 2001; Murray 

et al., 2004), but it has not been examined in quantitative studies.  As discussed in 

hypothesis 1e, construct validity using hierarchical multiple regression was not 

established for the HFCQL spiritual domain.  Regretfully the findings from this study do 

not contribute any information relevant to correlates or predictors of HFCQL spiritual 

domain.    
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Theoretical Implications 

 This study was guided by a conceptual model derived from the work of Lazarus 

(1966, 1991), Lazarus & Folkman (1984), and Bakas and colleagues (Bakas & Burgener, 

2002; Bakas & Champion, 1999; Bakas, Champion, et al., 2006; Bakas, Pressler, et al., 

2006).  In Bakas and colleagues’ prior works, social support and uncertainty had not been 

studied (Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 

2006; Bakas, Pressler, et al., 2006).  Additionally, the outcome of HF caregiver-specific 

quality of life was added to the present study to capture the unique experience of this 

population.   

 Most of the relationships in this study were consistent with findings as 

documented by Bakas and colleagues even though most of their studies were of stroke 

caregivers (Bakas & Burgener, 2002; Bakas & Champion, 1999; Bakas, Champion, et al., 

2006) with only one concerning HF caregivers (Bakas, Pressler, et al., 2006).  While 

social support and uncertainty were not significant individual predictors of depressive 

symptoms and life changes, they did contribute to the shared variance in most of these 

outcomes.  Likewise, these variables were found to contribute to the shared variance of 

overall HFCQL and domains; social support was a significant predictor of the social 

domain and uncertainty was a significant individual predictor of both overall HFCQL and 

the social domain.  These findings signify the importance of these two variables to HF 

family caregivers’ experiences and therefore, should be included in conceptual models 

guiding future studies.  There were three main issues with the existing conceptual model 

that warrant discussion here:  perceived control, HFCQL spiritual domain, and overlap 

between life changes and HF caregiver-specific quality of life.   
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 In their study of HF caregivers, Bakas and colleagues (Bakas, Pressler, et al., 

2006) added perceived control to their conceptual model, which had not been present in 

previous studies of stroke caregivers (Bakas & Burgener, 2002; Bakas & Champion, 

1999; Bakas, Champion, et al., 2006).  Since less control was related to poorer mental 

health in these HF family caregivers (Bakas, Pressler, et al., 2006), it was added to the 

present study.  However, the CAS did not have acceptable internal consistency reliability 

(α = .63) and could not be used for statistical procedures.  This was surprising as this 

instrument had demonstrated satisfactory internal consistency reliability in previous 

studies of cardiac (Moser & Dracup, 1995; Moser & Dracup, 2000) and HF caregivers 

(Bakas, Pressler, et al., 2006).  One possible explanation may be that the CAS is 

consistently more reliable with caregivers of acute cardiac disorders than chronic 

disorders (D. Moser, personal communication, May 15, 2007).          

 Another issue with current conceptual model was the lack of relationships 

between spiritual domain of HFCQL and other variables in the model.  As a domain of 

HFCQL, it was conceptualized that spiritual well-being would be influenced by all of the 

variables in the conceptual model (see Figure 1 on page 20), yet only threat appraisal and 

depressive symptoms were significantly related to spiritual well-being.  Together, these 

two variables accounted for 8% of the variance.  As discussed earlier with discussions of 

construct validity, this may be due to the varied definitions associated with the abstract 

concepts of spirituality and spiritual well-being.  Prior to retaining this domain in the 

conceptual model in future studies of HF family caregivers, additional work needs to be 

done to clarify this abstract domain and re-examine the conceptual definition used in this 

study. 
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 The third issue to be discussed was the overlap between the dependent variables 

life changes and HF caregiver-specific quality of life, both of which are adaptational 

outcomes in the conceptual model.  There was a high correlation between the two 

instruments measuring these outcomes (r = .73, p < .001), however the conceptual 

definition differs for these two variables.  Life changes refers to changes in social 

functioning, subjective well-being, and somatic health as a result of caregiving, while HF 

caregiver-specific quality of life refers to the caregiver’s current state of well-being, 

which stems from physical, psychological, social, and spiritual domains, as impacted by 

their caregiving responsibilities.  Including both variables in conceptual models guiding 

future studies will enhance our understanding of HF caregiver’s experience, examining 

life changes as well as the current state of well-being.   

Research Implications 

 In the past, HF caregiver’s quality of life has been assessed with generic 

instruments that did not adequately measure the impact of caregiving for a family 

member with HF on their quality of life.  These generic tools measured the caregiver’s 

perception of their life satisfaction, general health or mental health, but did not 

adequately examine the actual impact of caregiving.  The BCOS, as a caregiver-specific 

instrument, has been identified by Deeken, Taylor, Mangan, Yabroff, and Ingham (2003) 

as the caregiver instrument with the most psychometric testing.  The BCOS measures life 

changes, positive and negative, in the areas of social functioning, subject well-being, and 

somatic health.  The overall HFCQL scale measures the current state of the caregiver’s 

multidimensional quality of life, including physical, psychological, social, and spiritual 

domains, as impacted by their caregiving responsibilities.   
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 The HFCQL scale psychometrically tested in this study shows potential as a 

reliable and valid instrument to measure overall HFCQL, which has items measuring 

physical, psychological, social and spiritual well-being.  The HFCQL domains of 

physical, psychological, and social well-being also had evidence of reliability and 

validity.  While the spiritual domain had evidence of reliability, construct validity was 

not supported; therefore, the use of this individual domain subscale is not recommended.  

To verify dimensionality of the overall HFCQL and domains, confirmatory factor 

analysis should be conducted in future analyses.  

 As a short 16-item instrument with a 5-point response scale, the overall HFCQL 

is easy to administer and can be completed in three minutes.  After reverse scoring of 

selected items, the items are summed so that higher scores indicate higher HFCQL.  A 

range of 16 to 80 is possible.  The subscales measuring HFCQL domains of physical, 

psychological, and social well-being each contain 4 items that can be completed in less 

than one minute; a range of 4 to 20 is possible.  Additional studies using the overall 

HFCQL scale and physical, psychological, and social domain subscales are needed to 

confirm reliability and validity of this much needed instrument. 

 HF family caregivers have indicated that spirituality is an important aspect in their 

experiences as caregivers (Mahoney, 2001; Murray et al., 2004).  Prior to attempting to 

measure this concept quantitatively as a individual domain, the existing literature should 

be reviewed for instruments that have measured spiritual well-being with documented 

psychometric properties, especially evidence of construct validity by hierarchical 

multiple regression.  Conceptual definitions should be reviewed, and items could be 

revised accordingly, to accurately measure this domain for HF family caregivers.  
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However, changing any items on the overall HFCQL scale would require re-examination 

for adequate psychometric properties; therefore it is recommended the spiritual domain 

items remain for the overall HFCQL and additional studies conducted with this scale. 

 Perceived control has been shown to be related to outcomes for HF family 

caregivers in previous studies (Bakas, Pressler, et al., 2006; Dracup et al., 2004).  

Therefore, this situational factor should not be abandoned because the CAS had low 

internal consistency reliability in this study.  D. Moser, author of the 4-item CAS, 

indicated that psychometric testing of a new 10-item CAS is underway that will hopefully 

more accurately measure perceived control of caregivers of patients with chronic cardiac 

problems (personal communication, May 15, 2007).  Future studies of HF family 

caregivers should include perceived control, as measured by the 10-item CAS, pending 

satisfactory psychometric evaluation.   

Practice Implications 

 This study has documented the psychometric properties of a much needed 

instrument and identified variables associated with HF caregiver outcomes.  The overall 

HFCQL scale and physical, psychological, and social domain subscales can be used to 

screen for negative outcomes experienced by HF family caregivers as a result of their 

caregiving responsibilities.  As a short scale that is easy to administer, the HFCQL scale 

can be used in a variety of settings, such as the physician’s office, acute care setting, and 

outpatient HF clinic.  Once poor HF caregiver-specific quality of life is identified, health 

care providers can intervene to improve the quality of life of these caregivers.  This new 

quality of life instrument might also be used to evaluate the effectiveness of interventions 
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targeted at improving HF caregiver-specific quality of life among this population, 

however, further studies are needed to determine the scale’s sensitivity to interventions. 

 Key variables associated with depressive symptoms, life changes, and HFCQL 

were identified in this study.  These findings will allow health care providers to develop 

individualized interventions directed at associated variables.  Caregiving task difficulty 

was associated with depressive symptoms, life changes, and HFCQL, which suggests that 

this is an area for intervention.  Determining which tasks are more difficult and offering 

recommendations to manage those tasks could reduce caregiving task difficulty, thereby 

reducing depressive symptoms and negative life changes and improving HFCQL.  

Uncertainty was associated with all three outcomes as well.  HF is characterized by an 

uncertain disease course with a gradual decline punctuated by episodes of acute 

deterioration and sudden death.  Anecdotally, in caregiver interviews, not knowing what 

to expect was a common theme voiced by these caregivers.  Validating their feelings of 

uncertainty and teaching methods to cope with uncertainty, such as minimizing new 

information and selective ignoring of negative aspects of unpredictability (Mishel, 1988), 

may improve caregiver outcomes of depressive symptoms, life changes, and HFCQL.  

Social support was associated with all three caregiver outcomes.  Determining caregiver 

needs for emotional/information support, tangible support, positive social interaction, and 

affectionate support would direct the health care provider to the most appropriate 

interventions to improve the caregiver’s perception of social support, thereby improving 

their outcomes.   

 As a mediating variable, threat appraisal was implicated in depressive symptoms, 

life changes, and HFCQL.  As a matter of fact, threat appraisal accounted for 27% of the 
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variance of overall HFCQL highlighting the importance of intervening for caregiver’s 

with high threat appraisal.  Teaching stress management techniques may reduce threat 

appraisal, which would reduce depressive symptoms, negative life changes, and improve 

quality of life.  The emotional response of depressive symptoms was associated with life 

changes and HFCQL.  Referring HF family caregivers for treatment, such as 

psychotherapy and/or pharmacological therapy, would hopefully lessen their depressive 

symptoms resulting in much improve outcomes.   

 Several caregiver and patient characteristics were found to be associated with 

negative outcomes in HF family caregivers.  While these characteristics cannot be 

changed, knowing which characteristics are implicated will allow health care providers to 

identify those who may potentially need interventions.  For example, caregiver co-

morbidities was a significant individual predictor of depressive symptoms.  Therefore, 

caregivers with higher number of co-morbidities could be screened for depressive 

symptoms and be treated accordingly.  

Limitations 

1. A non-probability, convenience sample will be utilized which limits 

generalizability of the findings. 

 The sample of 100 HF family caregivers were recruited mostly from private 

cardiologists’ offices, with smaller percentages from inpatient cardiac units, and 

outpatient HF clinics.  The response was fairly good at 42%.   The sample of caregivers 

was primarily nonhispanic (98%), white (73%) and spouses of the patients (62%).  This 

limits the generalizability of these findings to nonhispanic, white, spousal caregivers of 

patients with HF.   
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2. The study will be cross-sectional and stress is a dynamic process thereby 

limiting causal references. 

 The findings of this study could be strengthened by the use of a longitudinal 

design which would demonstrate changes over time and give a more accurate picture of 

the stress response as hypothesized by (1966, 1991), Lazarus & Folkman (1984).  

Additionally, a longitudinal design would contribute to the ability to establish causality.  

However, a longitudinal design was not within the scope of this study.  In comparison to 

other studies of HF family caregivers, a major strength of this study was the use of 

multiple regression procedures which is a more robust statistical procedure than Pearson 

product-moment correlation coefficient.   

3. Multicollinearity and singularity among instruments are possible thereby 

resulting in potential statistical analyses errors. 

 These violations to assumptions were assessed in the multiple regression 

equations using the criteria as established by Tabachnick and Fidell (2001).  

Multicollinearity and singularity were not found among the instruments in this study, so 

no corrective procedures were needed. 

4. Quality of life domains are interrelated which may decrease the probability 

that HFCQL will psychometrically test to have four distinct quality of life 

domains.   

 There were significant correlations between physical, psychological, social, and 

spiritual domains as hypothesized.  However, four factors were apparent with factor 

analysis representing four distinct quality of life domains.   
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 In summary, this research study addressed three critical gaps in the HF caregiver 

literature.  Guided by an empirically supported conceptual model, a new 16-item HFCQL 

scale demonstrated evidence of reliability and validity, and factors, such as caregiving 

task difficulty, uncertainty, social support, and threat appraisal, explained a significant 

amount of variance of depressive symptoms, life changes, and HF caregiver-specific 

quality of life, among a sample of 100 HF family caregivers.  The findings associated 

with this research study can be used by researchers to advance our knowledge of this 

caregiving population and by health care providers to intervene and support these 

neglected caregivers.    
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Literature Review Summary 
 
See pages 175-180 for brief description of instruments. 
 

Source Sample and 
Design 

Variables/ 
Instruments 

Findings and  
Comments 

Aldred, 
Gott, & 
Gariballa 
(2005)   

10 older persons 
with advanced 
HF and their 
informal carers  
 
Qualitative 
design 

QUALITY OF LIFE: 
SOCIAL WELL-BEING. 
 

Caregiver reported feeling isolated and 
having to give up enjoyable hobbies.  
Unable to plan activities because of 
unpredictability of symptom onset.  Unable 
to spend time with grandchildren and other 
family members.  Socially isolating 
impact.  Change in usual roles; caregiver 
taking over patients usual responsibilities.   
Lack of professional support, information/ 
education about condition and prognosis. 
 
Comments: Interviews conducted with 
patient present creating potential for 
response bias. 

   
Bakas, 
Austin, 
Jessup, 
Williams, 
& Oberst 
(2004)   

116 stroke 
caregivers 
 
Cross-sectional, 
descriptive, 
correlational 
design and 
psychometric 
testing using 
Lazarus theory 
 
 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.94. 
 
EMOTIONAL 
RESPONSES: 
DISTRESS/Profile of 
Mood States, α=.95. 
 
LIFE CHANGES/Bakas 
Caregiving Outcomes 
Scale (12-item version), 
α=.90. 

Small to moderate task difficulty. 
Moderate emotional distress. 
Life had changed for the worse.  
 
Four most difficult tasks (behavioral 
problems, emotional support, household 
tasks, finances) accounted for 37% of 
variance in emotional distress (p<.001) and 
19% of the total variance in life changes 
(p<.001). 
 
Significant independent predictors of 
emotional distress: difficulty with 
managing finances (3% variance), 
providing emotional support (3% variance) 
and managing behaviors (5% variance).  
Significant independent predictor of life 
changes: difficulty with providing 
emotional support (5% variance). 
 
Item-total correlations ranged between .55 
and .78.  Factor loadings .61 and .82; 
54.4% variance explained support 
unidimensionality 

    
Bakas, & 
Burgener 
(2002)   

104 stroke 
caregivers  
 
Cross-sectional, 
descriptive, 
correlational 
design using 
Lazarus theory 
 

COGNITIVE 
STATUS/Cognitive Status 
Scale, α=84.  
 
TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.84.  

Patient had good cognitive function. 
Minimal to moderate task difficulty.  
Moderate threat appraisal. 
Moderate emotional distress. 
Life had changed for the worse.  
Overall good general health. 
 
Threat appraisal (6% of variance, p<.001) 
and task difficulty (5% of variance, 
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Source Sample and 
Design 

Variables/ 
Instruments 

Findings and  
Comments 

 THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, α=.86. 
 
EMOTIONAL 
RESPONSE: 
DISTRESS/Profile of 
Mood States, α=.87. 
 
LIFE CHANGES/Bakas 
Caregiving Outcomes 
Scale (10 item version), 
α=.77. 
 
GENERAL 
HEALTH/subscale of SF-
36, α=.85.   
 

p<.001) were significant predictors of 
emotional distress.  Self-esteem, appraisal 
(threat, benefit, benign), tasks (difficulty, 
time) accounted for 48% of the variance 
(p<.001). 
 
Caregivers who didn’t live with patient and 
had lower income had poorer general 
health. 
 
Demographics accounted for 18% of the 
variance in general health (p<.001).  
Controlling for significant demographics, 
threat appraisal accounted for 5% of 
variance in general health.  Controlling for 
demographics, appraisal (threat, benefit, 
benign), tasks (difficulty, time), self-
esteem accounted for 25% of the variance 
for general health (p<.001).  
 
Emotional distress (4%, p<.001), benefit 
appraisal (4%, p<.001), task difficulty (3%, 
p<.001), and threat appraisal (2%, p<.001) 
were significant predictors of life changes.  

    
Bakas, & 
Champion 
(1999)   

Sample 1: 92 
stroke 
caregivers 
Sample 2: 104 
stroke 
caregivers 
 
Cross-sectional, 
descriptive, 
correlational 
design and 
psychometric 
testing using 
Lazarus theory 
 
 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.94/84. 
 
THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, 
α=.92/86. 
 
EMOTIONAL 
RESPONSE: 
DISTRESS/Profile of 
Mood States, α=.95/87. 
 
LIFE CHANGES/ Bakas 
Caregiving Outcomes 
Scale; 27 item for 
psychometric testing. 
 
LIFE SATISFACTION/ 
LIFE-3 for criterion 
validity, α=.94/.64. 

Sample 1: 12 items, unidimensional scale 
with factor loadings of .58 to .78. 
α= .90.  Relationship type accounted for 
10% of the variance.  Adding emotional 
distress (6%), benign appraisal (4%), task 
difficulty (3%), benefit appraisal (4%), 
tasks time (2%), and threat appraisal (0) to 
the hierarchical model resulted in 63% of 
variance.  Emotional distress, benign 
appraisal, task difficulty and benefit 
appraisal were all significant predictors of 
BCOS.  LIFE-3 and BCOS (r=.56, p<.01) 
and single overall item (r=.67, p<.01) 
supported criterion validity.   
 
Sample 2:  (changed ACS to be future 
tense, changed a LIFE-3 item to be 
caregiver specific, added SF36).  10 items, 
α= .77.  Unidimensional, factor loadings of 
.42 to .70.  Relationship type accounted for 
3% of the variance.  All independent 
variables (see sample 1) explained 45% 
variance.  Emotional distress, threat 
appraisal, benefit appraisal were significant 
predictors of BCOS, each with a unique 
variance of 3%.  Shared variance 33%.  
Correlated with LIFE-3 (r=.54, p.01), SF36 
(acceptable α) subscales (except pain) 
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were significant, but low (r=.21 to .26). 
Adult child caregivers had more negative 
life changes than spouses in both samples. 
 
Comments: Low α for LIFE-3 for sample 
2.  

    
Bakas, 
Champion, 
Perkins, 
Farran, & 
Williams 
(2006) 

147 stroke 
caregivers 
 
Psychometric 
testing using 
Lazarus theory 
of stress 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale,  
α=.90. 
 
THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, α=.90. 
 
DEPRESSIVE 
SYMPTOMS/Primary 
Health Questionnaire-9, 
α=.86. 
 
LIFE CHANGES/Bakas 
Caregiving Outcomes 
Scale; 15 items on 7 point 
scale (1=changed for the 
worse to 7=changed for 
the best) about social 
functioning, subject well-
being, and somatic health. 
Possible range 15-105.   
α=See results. 
 
GENERAL HEALTH/ 
subscale of SF-36; 5 items 
on a 5 point scale 
(1=excellent/definitely to 
5=poor/definitely false).  
Possible range 0-100.  
α=.84.   

Female caregivers (p<.01) and those caring 
for male pts (p<.01) had worse life 
changes.   
 
Minimal task difficulty.  Moderate threat 
appraisal. Few depressive symptoms.  
Good general health.   
BCOS Item analysis: Good variability.  
Range 1-7, median 4 (natural midpoint).  
Item-to-totals .41-.74.  Highest ceiling 
10.7% and floor 14.1%.   
 
BCOS: α=.90; 2 weeks later .81.  ICC 2 
week test-retest .66 (substantial 
agreement), Pearson r for 2 week test-retest 
.67, p<.001, and t-test NS.   
 
Factor loadings .41 to .78 with 42.8% of 
variance accounted by first factor 
(Eigenvalue=6.4).   
 
Construct validity: Task difficulty 
accounted for 2% variance, p<.001.  
Threat, benign, and benefit appraisal 
accounted for 9% variable, p<.001.   
Depressive symptoms accounted for 6% of 
variance, p<.001.  Threat appraisal, 
depressive symptoms individual predictors 
of life changes (p<.05). 
 
Criterion validity: Life changes correlated 
with general health (r=.32, p<.001) and a 
criterion variable measuring overall 
changes (r=.67, p<.001). 

    
Bakas, 
Kroenke, 
Plue, 
Perkins, & 
Williams 
(2006) 

159 stroke. 
Caregivers 
 
Descriptive, 
comparative. 
longitudinal 
design 
 
 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.89, .90. 
 
DEPRESSIVE 
SYMPTOMS/Primary 
Health Questionnaire-9, 
α=80, .86. 
LIFE CHANGES/Bakas 

Tasks slightly to moderately difficult.  
Depressive symptoms low but 18.1% were 
moderately depressed (>10) and another 
18.1% reported taking antidepressants.  
Life changes were for the worse.   
 
Females had more difficulty with tasks (t=  
-3.23; -4.12, p<.01) depressive symptoms 
(t=-3.43; -4.70, p<.001), and more negative 
life changes (t= 2.88; 2.81, p<.01) than 
males at both measurement times. 

 156



Source Sample and 
Design 

Variables/ 
Instruments 

Findings and  
Comments 

Caregiving Outcomes 
Scale (15 item version), 
α=85, .90.  

    
Bakas, 
Pressler, 
Johnson, 
Nauser, & 
Shaneyfelt, 
(2006)  

21 HF 
caregivers   
 
Descriptive 
design using 
Bakas & 
Burgener (2002) 
model, which 
was based on 
Lazarus theory 
of stress 
 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.92. 
 
CONTROL/Control 
Attitude Scale, α=.75. 
 
LIFE CHANGES/Bakas 
Caregiving Outcome 
Scale, α=.88.   
 
MENTAL 
HEALTH/subscale of SF-
36, α=.93.  
 
GENERAL HEALTH/ 
subscale of SF-36, α=.86. 

Slight task difficulty.  Younger caregivers 
perceive tasks to be more difficult than 
older caregivers (r= -.60, p<.01).  Tasks 
associated with more negative life changes 
(r= -.46, p<.05) and poorer mental health 
(r= -.51, p<.05). 
 
Moderate amount of control; associated 
with poorer mental health (r=.44, p<.05). 
 
Life changes for the worse; correlated with 
poorer mental health (r=.66, p<.001). 
 
Younger caregivers experience more 
negative mental health than older 
caregivers (r=.43, p<.05).  Poorer mental 
health associated with poorer perceived 
general health (r=.44, p<.05). 
 
Comments: Small convenience sample. 

    
Barnes, 
Gott, 
Payne, 
Parker, 
Seamark, 
Gariballa, 
& Small 
(2006) 

213 HF 
caregivers 
 
Quantitative and 
qualitative 
design 
 

EMOTIONAL 
RESPONSE: 
DEPRESSION: Geriatric 
Depression Scale.   
 
MENTAL 
HEALTH/subscale of SF-
36, α=.93.  
 
OUTCOME: IMPACT 
ON PSYCH DOMAIN/ 
Carer Strain Index. 

22% symptoms of depression 
 
Predictors of mental health: depression 
(p<.001), being the spouse (p<.05), having 
2 or more health conditions (p<.05). 
 
13% evidence of strain.  Depression 
predictive of strain (p<.05). Self-reported 
NYHA class predictive of strain (p<.01). 
 
Comments:  Internal conistency reliability 
not reported for depression scale and carer 
strain index. 

    
Bohachick, 
& Anton 
(1990).   

90 married 
dyads (patient 
with HF) 
 
Descriptive, 
comparative 
design 
 

PHYSICAL, 
PSYCHOLOGICAL, 
AND SOCIAL WELL-
BEING/ Psychosocial 
Adjustment to Illness 
Scale, α for total = .91, α 
for domains >.70 except 
health care orientation 
(.61) and extended family 
relationships (.52). 
 

Some psychosocial distress.   
Caregivers have more problems in the 
social environment than the patients.  
Other problems were sexual relationships, 
psychological distress, and vocational 
environment (mean 6.04).   
 
Spouses reported more problems in health 
care than patients (p<.001), reflecting a 
lower level of attention to their health.  
Spouses reported more problems in 
extended family relationships (p<.03) and 
psychological distress (p<.03) than 
patients. 
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Boyd, 
Murray, 
Kendall, 
Worth, 
Benton, & 
Clausen 
(2004) 

20 HF 
caregivers 
 
Qualitative 
design 

CAREGIVING TASKS 
 
UNCERTAINTY 

Caregivers spoke of feeling responsible for 
‘balancing and monitoring’ the situation. 
The uncertainty of the prognosis made it 
difficult to know who imminent death 
would be, even though they were aware of 
being very ill. 

    
Bull, 
Hansen, & 
Gross 
(2000a)   

130 HF 
caregivers  
 
Longitudinal, 
comparative 
design 

UNCERTAINTY related 
variable: Preparedness, 
measured with 1 item, rate 
overall how prepared they 
felt to assist elders with 
managing their care from 
0-10.   
 
GENERAL 
HEALTH/subscale of SF 
36, α=satisfactory. 
 
ADAPTATIONAL 
OUTCOMES/Response to 
Caregiving Scale, 
α ranged from .75 to .90 
for subscales.      
 

At 2 wks: Family caregivers with greater 
involvement in discharge (DC) planning 
(mod-lot) reported better general health 2 
wks post DC than family caregivers with 
minimal (none-little) (p=.033).  Family 
caregivers with greater involvement 
reported greater feelings of preparedness 
(.001).  More accepting of caregiving role 
(p=.025) 
 
At 2 mos: family caregivers with greater 
involvement more accepting of caregivers 
role (p=.027). Those more involved had 
less negative reaction to caregiving (p=.04) 
and reported slightly better scores on 
general health, but not significant.   
 
Comments: Lack of reliability and validity 
with 1 item measuring preparedness. 

    
Bull, 
Hansen, & 
Gross 
(2000b) 

Sample 1:  
158 HF 
caregivers 
Sample 2: 
140 HF 
caregivers 
 
Intervention, 
before & after 
nonequivalent 
control group 
design  

TASK 
DIFFICULTY/Difficulties 
managing care.  
 
GENERAL HEALTH 
AND MENTAL 
HEALTH/subscales of SF 
36, α=satisfactory. 
 
ADAPTATIONAL 
OUTCOMES/ Response to 
Caregiving scale, α ranged 
from .75 to .90 for 
subscales.      

More than ½ in both control group and 
intervention group reported difficulty 
evaluating and managing symptoms 
following hospitalization.  
 
At 2 months, both intervention groups had 
better general health (p=.05, .001). 
At 2 wks, intervention group had higher 
general health perceptions (p=.05) and 
mental health (p=.046), and less negative 
reaction to caregivers (p=.015). 
 

    
Carter, & 
Acton 
(2006) 

51 cancer 
caregivers 
 
Cross-sectional, 
descriptive 
design 

DEPRESSIVE 
SYMPTOMS/ Center for 
Epidemiological Studies 
Depression Scale, α= .90.   
 
CONTROL-LIKE 
VARIABLE: 
MASTERY/Self-Mastery 
Scale, α= .76.   
 

52% have depressive symptoms.  
 
Mastery related to depressive symptoms 
(r= -.54, p<.001). 
 
Other variables related to stress and coping 
that were examined: optimism, 
neuroticism, sleep problems. 
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Chang, 
Brecht, & 
Carter 
(2001)  

81 Alzheimers’ 
dyads 
 
Correlation, 
descriptive 
design 

EMOTIONAL 
RESPONSE/ burden scale 
of Philadelphia Geriatric 
Center Caregivers 
Appraisal Scale (PGAS), α 
=.79.   
 
APPRAISAL/satisfaction 
scale of PGAS, α = .72.  
 
EMOTIONAL 
RESPONSE:  
STRESS/General Severity 
Index from the Derogatis 
Brief Symptom Inventory, 
α = .93(total); α = .83 
(depression); α = .81 
(anxiety); α = .70 
(hostility). 
 
SOCIAL 
SUPPORT/Family 
Caregiver Support Scale 
(modified from Norbeck’s 
social support scale), α = 
.71 to .76.   

Difficulty arranging support from friends 
correlated with negative emotions (r=.38, 
p<.001); depression (r=.34, p=.002), and 
appraisal (r= -.28, p=.013).   
 
Intensity of contact with social support 
network members correlated with appraisal 
(r=.23, p=.035). 
 

    
Clark, & 
Dunbar 
(2003) 

32 HF dyads  
 
Qualitative 
design 

TASK DIFFICULTY 
 
SOCIAL SUPPORT 
 

“Lessons learned”.   
During intervention session, caregivers 
identified stressors i.e. life style changes 
(increased time food shopping for low 
sodium, decreased activities due to patients 
fatigue, new roles), difficulties with 
hospitalizations and challenges when 
returning home, dealing with term ‘HF’ 
and its many connotations. 
 
Caregivers talked about lack of support and 
understanding of HF from members of 
extended family and how this made 
adherence to lifestyle changes more 
difficult. 

    
Clark, & 
King 
(2003) 

22 stroke 
caregivers and 
23 Alzheimer 
caregivers  
 
Comparative, 
cross-sectional 
design 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α= .88.   
 
PHYSICAL/ 
PSYCHOLOGICAL 
WELL-BEING: 
FATIGUE)/Piper Fatigue 
Scale, α= .95. 

Differences in depressive symptoms 
between the 2 groups were not significant.  
44% of the total group scored >16.   
 
Fatigue was moderate.  Differences 
between the 2 groups were not significant.   
 
  

 159



Source Sample and 
Design 

Variables/ 
Instruments 

Findings and  
Comments 

Dracup, 
Evangelista, 
Doering, 
Tullman, 
Moser, & 
Hamilton 
(2004) 

69 spouses of 
patients with HF 
 
Cross-sectional 
correlational 
design 

MENTAL HEALTH, 
GENERAL 
HEALTH/subscales of 
SF36, α=.75 for combined 
scale.  Factor scores based 
on a principal components 
analysis of these 2 
subscales formed a 
summary measure of 
emotional well-being.  
 
CONTROL/Control 
Attitudes Scale, α=.90.  
 
EMOTIONAL 
RESPONSE/ subjective 
burden scale of 
Philadelphia Geriatric 
Center Caregivers 
Appraisal Scale, α =.84.   
 
SOCIAL WELL-BEING/ 
impact scale of 
Philadelphia Geriatric 
Center Caregivers 
Appraisal Scale, α=.72. 

Spouses report significantly lower total 
mental health and general health scores 
than age-adjusted norms than general 
population.   
 
Younger spouses reported greater 
emotional distress (composite score of 
mental and general health) (p=.001). 
 
More negative emotional response 
(p=.001) and lower control (p=.001) were 
associated with increased distress 
(emotional well-being = composite score 
of mental and general health).   
 
Spouses with higher perceived control 
reported higher emotional well-being than 
spouses with lover perceived control 
(p=.003).  
 
Comments: Measured ‘emotional well-
being’ using a composite score from the 
mental health and general health 
subscales.  Questionable validity since the 
researchers modified scoring of the SF-36.  
Unable to compare these results with 
others using SF-36.   

    
Evangelista, 
Dracup, 
Doering, 
Westlake, 
Fonarow, & 
Hamilton 
(2002)   

103 HF dyads 
 
Prospective, 
comparative 
design 

EMOTIONAL WELL-
BEING/ mental 
component summary of 
the SF-12. 

Caregivers had higher emotional well-
being than patients (p<.001).  Female 
caregivers had lower emotional well-being 
than male caregivers (NS). 
 
High level of association (.649, p<.001) 
between patients’ and caregivers’ 
emotional well-being. 
 
Comments: Internal consistency reliability 
not reported for SF-12. Emotional well-
being measured by composite scores which 
includes social functioning (items reflect 
changes in social functioning as a result of 
their own health, not caregiving 
responsibilities) – may not be valid in this 
sample.   

    
Faison, 
Faria, & 
Frank 
(1999) 

88 caregivers of 
chronically ill 
elderly 
 
Descriptive, 
cross-sectional, 
correlational 
design 

PHYSICAL, 
PSYCHOLOGICAL, 
SOCIAL WELL-
BEING/Zarit Burden 
Interview Scale.  
 
 
 

ADL and caregivers burden correlated 
(r=.214, p<.05).  Correlations with specific 
tasks: Bathing, r=.215, p<.05; Transfer, 
r=.255, p<.05; Continence, r=.269, p<.05 
 
Indirect activities and burden correlated 
(r=.260, p<.05).  Correlations with specific 
tasks: meal preparation: r=.325, p<.01; 
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CAREGIVING 
TASKS/Index of 
Activities of Daily Living. 

medicines: r=.237; p<.05; housework: 
r=.294, p<.05. 
 
Sons reported less burden than did 
daughters or others (extended family, 
friends, and neighbors).   
 
Perceived level of health declined as a 
result of caregivers responsibilities.   
 
Comments: Demographics inconsistent 
with most studies, only 2.6% wives.  No 
report actual burden score so unable to 
evaluate level of burden.  Burden Scale 
contains items measuring tasks, behaviors, 
appraisal, and outcomes; however most of 
the items are outcome-directed.   

    
Farran, 
Gilley, 
McCann, 
Bienias, 
Lindeman, 
& Evans 
(2004) 

295 dementia 
caregivers  
 
Randomized, 
clinical trial,  
experimental 
design 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale. 
 

Depressive symptoms high in both groups.  
CES-D scores improved greatly with both 
interventions, but there was not difference 
in efficacy between the 2 interventions.  
 
Comments: Modified scoring of CES-D 
from standard method. 

    
Given, 
Stommel, 
Collins, 
King, 
Given 
(1990)   

159 spousal 
caregivers of 
patients with 
various illnesses 
 
Descriptive, 
cross-sectional 
with 
psychometric 
testing. 

PHYSICAL HEALTH and 
PSYCHOLOGICAL 
HEALTH measured with 1 
item rating overall 
physical health and 1 item 
rating overall emotional 
health at present time. 
 
CAREGIVING TASKS 
measured with 16 items 
measuring frequency of 
needing to help with ADL 
(10 items) and IADL (6 
items) tasks on 14 point 
scale (0=not at all or once 
a week to 14=several times 
a day).   
 
SOCIAL SUPPORT 
(affective)/Social 
Provisions Scale, α=.87.  
 
SOCIAL SUPPORT 
(instrumental) as measured 
by asking about number of 
times they received 
assistance in the past 

Psychological (emotional) health 
associated with negative responses 
(p<.001).   
 
Number of assistances (p<.001) and 
affective support (p<.001) associated with 
family abandonment.  Number of 
assistances (p<.05), affective support 
(p<.05), number of hrs/care (p<.05), 
involvement in IADL (p<.001), caregivers 
age (p<.05), emotional health (p<.001), 
and employment (p<.001).  
 
All the patients’ characteristics, caregivers’ 
characteristics, and caregivers’ 
environment accounted for 53% of 
variance for negative responses, 62% of 
variance for family abandonment, and 51% 
of variance for impact on schedule.  
 
Comments: No report of possible or actual 
ranges for health scoring or Response to 
Caregiving Scale making interpretation 
difficult.   
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month from family or 
friends.   
 
ADAPTATIONAL 
OUTCOMES/ Response to 
Caregiving Scale (42 item 
version), all subscale α 
>.81. 

    
Given, 
Stommel, 
Given, 
Osuch, 
Kurtz, & 
Kurtz  
(1993) 

196 cancer 
caregivers 
 
Descriptive, 
cross-sectional 
design 
 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α= .91.  
 
PHYSICAL AND 
SOCIAL HEALTH/2 
subscales of Caregiver 
Reactions Inventory, α= 
.77, .84.  

Impact on schedule correlated with impact 
on health (r=.55, p<.01) and depression 
(r=.56, p<.01).  Impact on health correlated 
with depression (r=.56, p<.01).   

    
Given, 
Wyatt, 
Given, 
Sherwood, 
Gift, 
DeVoss, et 
al. (2004) 

152 cancer 
caregivers 
 
Prospective,  
longitudinal 
design 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α= .80.  
 
SOCIAL WELL-
BEING/Caregiver 
Reaction Inventory, α=.87 

Overall high to moderate levels of 
depressive symptoms.  Female caregivers 
had more depressive symptoms than males.  
Adult children were higher than the cutoff 
for depression.  Caregivers who were 
employed and those who were looking for 
work had more depressive symptoms. 
 

    
Grant, 
Bartolucci, 
Elliot, & 
Giger 
(2000) 

52 cancer 
caregivers 
 
Descriptive, 
correlational 
design 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale.  
 
GENERAL HEALTH/ 
subscale of SF-36, α=.85, 
.92. 
 
SOCIAL 
SUPPORT/Interpersonal 
Support Evaluation List, 
α=.88 total, .61-.83 for 
subscales.   
 
LIFE 
SATISFACTION/Life 
Satisfaction Index Z, 
α=.71, .76. 

37% had depressive symptoms.  Caregivers 
with higher levels of depressive symptoms 
reported significantly less social support, 
poorer general health, and less life 
satisfaction than caregivers with low levels 
of depressive symptoms. 
 
Tangible (actual) social support, life 
satisfaction, physical functioning were best 
predictors of depressive symptoms.  
 
Comments: Used Caregiver Reaction 
Assessment which measures self-esteem, 
family support, impact of caregiving on 
finances, life schedule, and health.  
Reported findings as total score only, so 
unable to integrate in ROL. 

    
Grant, 
Elliot, 
Giger, & 
Bartolucci 

40 stroke 
caregivers 
  
Correlational, 

SOCIAL 
SUPPORT/Interpersonal 
Support Evaluation List. 
 

Moderate personal control, social support, 
life satisfaction, depressive symptoms.   
 
Personal control correlated with depressive 
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(2001) cross-sectional 
design 
 
 

PERSONAL 
CONTROL/subscale of 
Problem-Solving 
Inventory.   
LIFE 
SATISFACTION/Life 
Satisfaction Index Z. 
 
GENERAL HEALTH/ 
subscale of SF-36. 
   
DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale.   

symptoms(r=.54, p<.05), general health 
(r=-.38, p<.05).  Social support correlated 
with life satisfaction (r=.36, p<.05). 
 
Multiple regression predicting caregivers 
depression: 1st model: Social support 
accounted for 24% of variance.   Personal 
control accounted for another 13%.   2nd 
model: personal control accounted for 
29%.  Social support accounted for another 
8%. 
 
Comments: Used unconventional method 
to determine ‘moderating’ and ‘mediating’ 
effects.  Multiple regression with small 
sample size. 
Internal consistency reliability not 
reported. 

    
Grant, 
Weaver, 
Elliott, 
Bartolucci, 
& Giger 
(2004) 

74 stroke 
caregivers 
 
Correlational, 
cross-sectional 
design 
 
 

DEPRESSIVE 
SYMPTOMS /Center for 
Epidemiological Studies 
Depression Scale.   
 
SOCIAL 
SUPPORT/Interpersonal 
Support Evaluation List.  
 
GENERAL HEALTH and 
MENTAL HEALTH/ 
subscale of SF-36.  

38% exceeded 19 on CES-D. 
No caregiver or patients characteristics 
were predictive of depressive symptoms. 
 
No variables relevant to present study were 
predictive of depressive symptoms. 
 
Comments: Multiple regression with small 
sample size. 
Internal consistency reliability not 
reported. 

    
Hooley, 
Butler, & 
Howlett 
(2005) 

50 HF 
caregivers 
 
Correlational, 
cross-sectional 
design 
 
 
 

ADAPTATIONAL 
OUTCOMES/ Zarit 
Caregiver Burden 
Interview.  
 
DEPRESSIVE 
SYMPTOMS: Modified 
Beck Depression 
Inventory II.  

Lower income associated with higher 
burden.   
 
18% scored >10 indicating clinical 
depression.  Correlated with younger age, 
greater # of patients meds, and higher 
burden (r=.61, p<.001).  Female caregivers 
of male patients had more depression than 
male caregivers of female patients (p<.05), 

    
Hughes, 
Weaver, 
Giobbie-
Hurder, 
Manheim, 
Henderson, 
Kubal, 
Ulasevich, 
Cummings, 
(2000) 

1883 HF or 
COPD 
caregivers  
 
Randomized, 
controlled trial, 
experimental 
design 

PHYSICAL, 
PSYCHOLOGICAL 
MENTAL HEALTH/8 
subscales and mental 
component and physical 
component scales of SF-
36.   
 
PSYCHOLOGICAL 
WELL-BEING/ 
Montgomery Burden 
Scale.   

Moderate level of burden at baseline.   
 
Caregivers of CHF or COPD (nonterminal) 
patients in ttreatment group improved 
significant in 6 SF-36 dimensions: most 
pronounced were social fx (p<.001), 
general health (p<.001), and physical 
functioning (p<.001) - (only 2 without 
improvement were physical and emotional 
role function).   
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Significant benefits in physical (p<.01) and 
mental component scores (p<.01) scores 
for caregivers of treatment group of 
nonterminal patients.   
 
Caregivers of nonterminal treatment group 
patients reported a significant decline in 
objective burden as compared to control 
(p=.008). 
 
Comments: Very large randomized sample.  
COPD and HF results reported together as 
‘nonterminal’, experiences may differ.  
Internal consistency reliability not 
reported. 

    
Karmilovich 
(1994) 

41 HF 
caregivers 
 
Correlational, 
cross-sectional 
design 
 
 

CAREGIVING 
TASKS/Physical care 
scale of the Caregiving 
Demands Scale.   
 
SOCIAL WELL-
BEING/Role alterations 
scale of the Caregiving 
Demands Scale..   
 
EMOTIONAL 
RESPONSE:  
STRESS/General Severity 
Index from the Derogatis 
Brief Symptoms 
Inventory.   

Physical care difficulty fairly low.  Role 
alterations has negative changes.  Stress 
level higher than normative population 
indicating moderate level of stress. 
 
Number of tasks and stress correlated 
(r=.32, p=.04).  Difficulty of task and stress 
correlated (r=.43, p=.01).   
 
Women report performing more tasks 
(p=.005) and increased difficulty (p=.001).  
African Americans reported greater 
difficulty than Caucasians (p=.008). 
 
Number of tasks, difficulty of tasks, and 
stress were NOT related to level of NYHA 
class or EF.  
 
Comments: Actual items not consistent 
with subscale title, some emotions 
included, limiting usefulness of results.  
Internal consistency reliability not 
reported.  

    
Kershaw, 
Northouse, 
Kritpracha, 
Schafen-
acker, & 
Mood 
(2004) 

189 cancer 
caregivers 
 
Descriptive, 
cross-sectional 
design using 
Lazarus theory 
of stress. 

MENTAL 
HEALTH/subscale of SF-
36, α=.93.  
 
GENERAL HEALTH/ 
subscale of SF-36, α=.86. 

Physical health and mental health means 
lower than US population norms. 

    
Kurtz, 
Kurtz, 
Given, & 
Given 
(1995) 

150 cancer 
caregivers 
 
Longitudinal 
design 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α= .92, 

At time 1, impact on schedule was 
correlated with impact on health(r=.58, 
p<.001) and depression (r=.49, p<.001). 
Caregiver depression correlated with 
impact on health (r=.54, p<.001).   
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.76.  
PHYSICAL AND 
SOCIAL HEALTH/ 2 
subscales of Caregiver 
Reactions Inventory, Time 
1 α=.78, .56; Time 2 
α=.83, .68.  

 
Comments: Low internal consistency at 
time 2 with Caregiver Reaction Inventory. 

    
Lee, 
Brennan, & 
Daly (2001) 

140 caregivers 
of older adults 
with various 
illnesses 
 
Descriptive, 
correlational, 
cross-sectional 
design using 
Lazarus theory 
of stress. 

THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, α=.89.   
 
DEPRESSIVE 
SYMTPOMS/Center for 
Epidemiological Studies 
Depression Scale, α = .79.  
 
ADAPTATIONAL 
OUTCOMES: QOL (LIFE 
SATISFACTION)/Life 
Satisfaction Index, α = 
.79.   
 
ADAPTATIONAL 
OUTCOMES: QOL 
(PHYSICAL WELL-
BEING) measured by 
single item visual analogue 
scale ranging from 0 
(poor) to 100 (excellent).   

Moderate threat appraisal.  27% reported 
depressive symptoms.  Moderate life 
satisfaction.  Fairly good physical health 
 
Threat appraisal associated with depression 
(r=.55, p<.001), life satisfaction (r=-.49, 
p<.001), and physical health (r=-.34, 
p<.001).   
Depressive symptoms associated with life 
satisfaction (r=-.64, p<.001) and physical 
health (r=-.32, p<.001).   
Life satisfaction associated with physical 
health (r=-.34, p<.001) 
 
ADLs (tasks), caregivers age, female, and 
spouse accounted for 15% of variance in 
depression (p<.001), 10% in life 
satisfaction (p<.01), and 12% in physical 
health (p<.05).  Total household income 
and caregiver education related to lower 
depression.  After income, education, and 
empathy were entered into the model, 
benefit, general stress, and threat appraisal 
accounted for 19% of variance in 
depression (p<.001), 28% in life 
satisfaction (p<.001), and 10% in physical 
health (p<.05).  

    
Lu, & 
Austrom 
(2005) 

97dementia 
caregivers 
 
Cross-sectional 
design 
 

DEPRESSION/ Center for 
Epidemiological Studies 
Depression Scale, α= .90. 
 
TASK 
DIFFICULTY/Caregiving 
Hassle Scale, α= .95. 
 
PERCEIVED HEALTH 
STATUS/Self-Assessed 
Health Scale.  
 
PHYSICAL 
FUNCTION/Physical 
function subscale of 
Functional Status 
Questionnaire, α= .85. 

29% reported depressive symptoms. 
Those reporting depressive symptoms had 
higher tasks difficulty than those without 
depressive symptoms (p<.001). 
 
Those with depressive symptoms perceived 
average health status whereas those with 
no depressive symptoms perceived better 
health (p<.001).   
 
Those with depressive symptoms perceived 
worsened physical function than those 
without depressive symptoms (p<.001). 
 
Those with depressive symptoms had more 
symptoms than those without (p<.001). 
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SYMPTOMS/36-
Symptoms Initiated 
Behavior Checklist 

 
Comments: Size of groups that were 
compared were significantly unequal.   

Luttik, 
Blaauwbr-
oek, Dijker, 
& Jaarsma 
(2007) 

13 HF 
caregivers 
 
Qualitative 
design 

SOCIAL SUPPORT 
 
EMOTIONAL 
RESPONSES  
 
ADAPTATIONAL 
OUTCOMES 

Changes in life: daily life, joint activities, 
own life, anxiety.  Changes in relationship: 
positive changes and solidarity, 
communication, sexuality. 
Coping: passive coping, active coping, 
problems with coping. 
Support:  social support, support from 
professionals.  

    
Luttik, 
Jaarsma, 
Veeger, & 
van 
Veldhuisen 
(2005) 

38 HF 
caregivers   
 
Descriptive, 
comparative 
design. 

ADAPTATIONAL 
OUTCOME: QOL/Cantril 
Ladder of Life.   

Caregivers’ QOL was pretty stable, 5.9 
(now) to 6.1 (past) to 6.4 (future). 
 
Compared to healthy, elderly population 
HF caregivers scored lower.  
 
Comments: No information available about 
caregivers, i.e. health status. 

    
Mahoney 
(2001)  

12 HF 
caregivers 
 
Qualitative, 
ethnography 
design 

ADAPTATIONAL 
OUTCOMES/LIFE 
CHANGES 
 
UNCERTAINTY 
 
CAREGIVING TASKS 

Family members referred to disruptions 
and interruptions in the normal course of 
life, causing disorder.  Physical change, 
emotional change, social, economic, 
spiritual changes.   
 
Referred to incoherence, lack of 
congruence when an experience does not 
make sense.  Similar to uncertainty.   
 
Management of complex disease.  Referred 
to ‘struggling’ to reconcile the disruptions.  
Strategies employed by family members to 
control symptoms: spending endless hours 
observing their sick family member and 
attempting to meet their physical needs 
thru elaborate processes of changing 
dietary habits, testing recipes, or even 
knitting “stockings without elastic so his 
legs won’t swell so much”.   
 
Comments: Findings of patients and family 
members reported together, difficulty to 
distinguish which results were pertinent to 
which group.  Potential for response bias 
due to conjoint reporting.  No demographic 
info available about family members. 
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Markowitz, 
Gutterman, 
Sadik, & 
Papadopou-
los (2003) 

2477 
Alzheimer’s 
caregivers 
Descriptive 
design 

MENTAL AND 
PHYSICAL 
HEALTH/SF12. 

Physical health and mental health mean 
lower than normative population. 
 
Comments: Very large sample size. 

    
Martensson, 
Dracup, & 
Fridlund, 
(2001) 

23 HF 
caregivers  
 
Qualitative 
descriptive 
design with 
critical incident 
technique 
 

SOCIAL SUPPORT  
 
ADAPTATIONAL 
OUTCOME: QOL 
(SOCIAL WELL-
BEING). 

Practical help from family, friends, HCP, 
i.e. being available to assist during an 
emergency situation, encouraging phone 
calls, transportation, shopping cleaning, 
were seen as supportive, helpful, and 
reassuring.   
 
Conversations with persons in similar 
situations helps with coping.  Knowledge 
about HF and management from HF nurse 
help prepare the caregivers to provide the 
care.  Someone to call concerning 
uncertainties – formal (heart failure nurse) 
and informal (children) social support. 
 
Spouse feels like an outsider: kept at a 
distance by spouse, change in patient’s 
personality resulting in change in 
relationship.  Socially isolated: caregivers 
tasks interfered with usual activities.    
Loneliness: non-supportive family or 
friends, don’t want to burden them.  Not 
having someone who understands lead to 
frustration, irritating (because they have 
the same expectations re: activity level, 
etc.).  Patient becomes the focus of 
sympathy … “no one cares about me” 
(insecurity and disappointment).  Lack of 
inclusion in health care planning, not 
included in explanations showing a “lack 
of respect”.   

    
Martensson, 
Dracup, 
Canary, 
Fridlund, & 
(2003)     

48 HF 
caregivers 
 
Descriptive, 
cross-sectional, 
comparative 
design 

DEPRESSIVE 
SYMPTOMS/Beck 
Depression Inventory. 
 
ADAPTATIONAL 
OUTCOMES: QOL 
(MENTAL & PHYSICAL 
WELL-BEING) as 
measured by component 
scores of SF12. 

23% had mild to moderate depression.   
 
Reported standardized score for physical 
and mental QOL.  Spouse physical QOL 
lower than normal.  Spouse mental QOL 
not significantly different than patients 
which suggests that disease affects the 
social roles and psychological well-being 
of married couples equally. 
Predictors of spouse depression were 
(younger) age of patients and NYHA class 
(better funct class r/t higher depression (r= 
-.34, p<.05) 
Spouse depression was related to husbands 
functional class and employment and their 
own mental QOL.  Mental component of 
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spouse QOL and age of patients accounted 
for 33% of variance in spouse depression. 
 
Comments: Small sample for multiple 
regression.  Internal consistency reliability 
not reported. 

Meagher-
Stewart, & 
Hart (2002)  

48 HF 
caregivers, 48 
stroke 
caregivers 
 
Descriptive, 
comparative 
design 

EMOTIONAL 
RESPONSE: 
STRESS/Cantril Ladder. 
 
QOL (LIFE 
SATISFACTION)/Life 
Satisfaction Index Z, 
α=.71, 79.  
   
SOCIAL 
SUPPORT/Personal 
Resources Questionnaire, 
α=.89, .88.   

Few statistical differences were found 
between the 2 groups.  HF caregivers 
perceived more available support than 
stroke caregivers (p=.002).     
 
HF caregivers: moderate stress, high 
perceived support, and moderate life 
satisfaction. 
 
“Right now, what do you find is the most 
difficult or stressful part of living with 
your relatives/friends/ health problem”.   
1.  Potential health crisis of ill person.  
Reports of constant vigilance and fear of 
sudden death of the care recipient. 
2.  Dependency/burden. 
3.  Role changes. 
4.  Emotional/mental change in ill person. 
5.  Physical dysfunction of illness. 
 
Comments: Minimal information presented 
regarding Personal Resources 
Questionnaire. 

    
Miller, 
Campbell, 
Farran, 
Kaufman, 
& Davis 
(1995) 

215 dementia 
caregivers 
 
Descriptive, 
cross-sectional, 
descriptive 
design using 
Pearlin’s and 
Lawton’s 
conceptual 
models of 
caregiver 
distress 
 
 

DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α=.90. 
 
TASK DIFFICULTY 
measured by 12 items 
asking about amount of 
distress, effort, or 
difficulty on 5 point scale 
(1=little or none to 5=a 
great deal) for 12 tasks.  
α=.89. 
 
PHYSICAL HEALTH 
measured by 1 item rating 
health (1=poor to 
4=excellent).   
 
CONTROL 

Task difficulty moderate.  No to minimal 
depressive symptoms.  Control-
approximately 63% felt control over their 
lives.  A low sense of mastery predicted 
depressive symptoms (p<.01). 
 
African Americans reported less depressive 
symptoms.   
 
Comments: No description of instrument 
measuring control. 
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Molloy et 
al. (2006) 

60 HF 
caregivers 
 
Randomized, 
controlled, 
experimental  
design 

OUTCOME: Strain (akin 
to LIFE CHANGES; Care 
Work Strain Scale. 
 
EMOTIONAL 
RESPONSE: 
DEPRESSION/Hospital 
Anxiety and Depression 
Scale (depression 
subscale), α= satisfactory. 

Strain was significantly higher at 6 months 
for exercise group. 
 
86% no depression; 12% possible 
depression; 2% probable depression in 
total sample.  Between 6 and 14% reported 
depression as compared to 5% in health 
population sample. 
Other: Anxiety in caregivers higher than 
reported in healthy population. 

    
Murray, 
Boyd, 
Kendall, 
Worth, 
Benton, & 
Clausen 
(2002) 

20 HF 
caregivers. 
 
Qualitative 
design 

ADAPTATIONAL 
OUTCOMES: QOL 
(SOCIAL WELL-BEING) 
 
CAREGIVING TASKS 
DIFFICULTY 

Comments from HF caregivers: Social 
isolation “I feel like I am in prison in here 
with him and each day is just like the last”.  
 
Have to cope with variable symptoms and 
uncertain course of HF.  Major task: effort 
of balancing and monitoring complex and 
frequently changing medication regimen 
and their side effects.   
 
Other: Limited understanding of cause and 
prognosis of HF, rare discussion of end of 
life issues. 

    
Murray, 
Kendall, 
Boyd, 
Worth, & 
Benton 
(2004) 

20 HF 
caregivers. 
Same sample as 
Murray et al. 
(2002) 
 
Qualitative 
design 

ADAPTATIONAL 
OUTCOMES: QOL 
(SPIRITUAL WELL-
BEING) 

Patients and carers spiritual concerns are 
characterized by hopelessness, isolation, 
and altered self-image assoc with chronic 
illness and disability. Carers struggled with 
managing their own spiritual needs and 
knowing how to help a loved one in 
spiritual distress. 
Illness trajectory was not predictable: 
gradual physical decline punctuated by 
episodes of acute deterioration.  Death was 
sudden, usually unexpected with no 
distinct terminal phase.  HF carers talked 
more about physical needs and practical 
problems in their daily lives at home and in 
maintaining a social life (different than Ca 
who were struggling with ‘dying’).  
 
Summary: Different disease trajectories led 
to different patterns of spiritual needs.  HF: 
isolation, hopelessness and loss of 
confidence predominated throughout.  
 
Comments: Did not differentiate between 
patients and carers, described findings 
together.  Longitudinal:  interviewed over 
1 year time span. 
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Nauser 
(2005)   

21 HF  
caregivers 
Same sample as 
Bakas, Pressler,  
et al. (2006) 

TASK 
DIFFICULTY/difficulty 
subscale of Oberst 
Caregiving Burden Scale, 
α=.92. 
 
 
 
THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, 
α=satisfactory.  
 
LIFE CHANGES/Bakas 
Caregiving Outcome 
Scale, α=.88.   
 
MENTAL and GENERAL 
HEALTH/subscale of SF-
36, α=.93, .86.  

General Health: 59.52 (US norm: 71.9).  
52% below the norm. 
Mental Health: 71.81 (US norm: 74.7).  
43% below the norm. 
Task difficulty related to threat appraisal 
(r=.61, p<.01), life changes (r= -.46, 
p<.05), mental health (r= -.51, p<.05).   
 
Threat appraisal related to (r= -.68, 
p<.001), mental health (r=-.52, p<.05). 
Life changes related to mental health 
(r=.66, p<.001). 
Other variables studied: Optimism related 
to threat appraisal (r= -.53, p<.05).  Vitality 
from SF36 correlated with threat appraisal, 
life changes, general health, and mental 
health. 

    
Nieboer, 
Schulz, 
Matthew, 
Scheier, 
Ormel, & 
Lindenberg, 
(1998)   

127 caregivers 
patients with 
various illnesses 
 
Descriptive, 
prospective 
study using 
Schulz and 
Heckhausen life 
span theory of 
control and 
Lindenberg’s 2 
universal goals. 
 

EMOTIONAL 
RESPONSE: 
DEPRESSIVE 
SYMPTOMS/Depression 
scale of Hospital Anxiety 
and Depression Scale, 
α=.71 at time 1; .79 at 
time 2. 
 
CAREGIVING TASKS 
measured by number of 
tasks: 18 items, such as 
eating, dressing, getting in 
and out of bed, going to 
bathroom, shopping, 
household tasks, meals.  
Higher scores indicative of 
more tasks.  α=.83 at time 
1; .82 at time 2. 
 
ADAPTATIONAL 
OUTCOMES: QOL 
measured by activity 
restriction: 40 items, such 
as attending church, 
visiting, going for a walk, 
respondents indicated how 
often they do these life 
activities (no, every now 
and then, weekly, or 
daily).  Of the weekly or 

In this subsample, most frequently cited 
most important activities were reading, 
watching TV, guests, household tasks, 
biking, shopping, hobbies, radio, visiting. 
 
At time 2, depression correlated with # of 
caregivers tasks (r=.25, p<.01).  
Depression higher for the 42% spouses that 
have at least 4 caregivers tasks at time 2 
(p<.05).  These caregivers average 1.9 
activity restrictions compared to 1.1 for the 
rest of the sample at time 2 (p<.001).  
Patients level of physical function 
decreased significantly (p<.01). 
 
Regression analysis showed that activity 
restriction does mediate the effect of 
caregivers on depression.  Caregivers who 
experience a decrease in physical function 
have higher levels of depression 
symptoms. 
 
Predictors of depression: increased tasks, 
inability to do important life activities 
(appraisal), decreased patients functioning.  
 
Mixed sample, acute illnesses as well as 
chronic.  Results associated with physical 
function scale may be due to caregivers’ 
own chronic illnesses, not caregiver 
responsibilities. 
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daily activities, 
respondents select 6 most 
important life activities.    
  
QOL: PHYSICAL WELL-
BEING/ Physical 
functioning scale of SF-36, 
α=.78 time 1; .85 time 2. 
 

 
Comments: Longitudinal design with use 
of multiple regression are strength of this 
study. 
 

Northouse, 
Mood, 
Kershaw, 
Schafen-
acker, 
Mellon, 
Walker, et 
al. (2002) 

189 cancer 
caregivers 
 
Descriptive, 
correlational 
study using 
Lazarus theory 
of stress. 
 
 
 
 

MENTAL 
HEALTH/subscale of SF-
36, α=.80.  
 
GENERAL HEALTH/ 
subscale of SF-36, α=.83. 
 
SELF-EFFICACY (akin to 
CONTROL)/Lewis Cancer 
Self-Efficacy Scale, 
α=.96. 
 
THREAT 
APPRAISAL/threat 
subscale of Appraisal of 
Caregiving Scale, α=.85. 
 
UNCERTAINTY/Mishel 
Uncertainty in Illness 
Scale,  α=.85. 

Education positively related to physical 
health (r=.22, p<.05).   
 
Self-efficacy (control-like) related to 
appraisal (r=-.59, p<.05) and mental health 
(r=.40, p<.05). 
 
Social support related to appraisal (r=-.29, 
p<.05) and mental health (r=.23, p<.05). 
 
Appraisal related to uncertainty (r=.34, 
p<.05) and mental health (r=.-52, p<.05). 
 
Uncertainty related to mental health (r=-
.27, p<.05). 

    
Robinson 
(1989)   

78 Alzheimer’s 
caregivers  
 
Descriptive, 
correlational, 
cross-sectional 
design using 
Kahn and 
Antonucci’s 
goodness of fit 
model (1980) 

ADAPTATIONAL 
OTUCOMES: PHYSICAL 
WELL-BEING, 
GENERAL 
HEALTH/Louisville 
Health Scale, α=.78. 
 
SOCIAL 
SUPPORT/Inventory of 
Socially Supportive 
Behavior, α=.72-.87 for 
total and subscales.   
 
EMOTIONAL 
RESPONSE: 
DEPRESSION/Center for 
Epidemiological Studies 
Depression Scale, α= .94.   

Total health fairly high, receive support 
fairly high, depression mean exceeded cut 
off score.    
 
Social support (actual) NOT related to 
depression.  Total health related to 
depression (r=-.54, p=.001). 
 
Multiple regression: Health accounted for 
17% of the variance; attitude (toward 
asking for help) accounted from 10% of 
the variance.  Received social support 
accounted for no variance in explaining 
depression.  
 
Comments: Social support is measured by 
actual support received – may be a 
moderator as opposed to an antecedent in 
model in present study. 

    
Rohrbaugh, 
Cranford, 
Shoham, 

174 HF spousal 
caregivers 
 

EMOTIONAL 
RESPONSE: ANXIETY 
AND DEPRESSION/ 

39.8% spouses qualified for a distress-
related psych diagnosis. 
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Nicklas, 
Sonnega, & 
Coyne, 
(2002)  

Descriptive, 
comparative 
design. 

Hopkins Symptoms 
checklist-25, α=.91-.94.   
 
EMOTIONAL 
RESPONSE/Big 5 
personality dimension, 
α=.82.   

Male caregivers had lower distress scores 
than females (p=.01).    
 
Patients’ NYHA did correlate with 
patients’ emotional distress (r=.33, p<.05) 
but did NOT correlate with spouses 
emotional distress.   
 
 
Female spouses report less emotional 
stability – more neuroticism than male 
spouses (p=.03).   
 
Comments: Anxiety and depression were 
reported together as distress, so limited 
value to present study.  Big 5 may measure 
a person factor (antecedent); unable to 
determine from limited discussion in the 
study. 

    
Sanford, 
Johnson, 
Townsend-
Rocchicciol
i, & (2005)  

63 caregivers of 
patients with 
various illnesses 
in rural 
communities 
  
Descriptive, 
correlational 
design 

ADAPTATIONAL 
OUTCOMES/ Zarit 
Caregiver Burden 
Interview, α=.88. 
 
  

Rural caregivers health: 51% reported 
chronic illness.  Arthritis 27%, heart 
disease (18%), diabetes (14%), 
hypertension (14%).   
81% experience physical symptoms 1-2 
times/ month.  Sleep disturbance (49%), 
fatigue (35%), backache (32%), and 
headache (29%). 
 
Fairly low burden. Perceived stress highly 
correlated with burden (r=.73, p<.01) and 
moderately correlated with health risks 
(r=.50, p<.01).  Burden moderately 
correlated with health risks (r=.47, p<.01).   
 
Burden and perceived stress account for 
27% of the variance of health risks (p<.05).  
Both variables contributed to variance 
significantly. 
 
Comments:  Not enough information about 
measures to accurately evaluate findings.  
Caregiver Burden Interview has 2 items 
that measure appraisal; most items measure 
emotional, social, physical financial 
outcomes.  

    
Schulz, & 
Beach 
(1999)   

392 caregivers 
of patients with 
various illnesses 
and 427 
noncaregivers 
who were living 
with spouse  

OUTCOME of strain: 
Caregivers were asked 
about the degree of 
mental/emotional and 
physical strain to provide 
direct care or arrange for 
care.  Responses were no 

81% of spouses with disabled spouses were 
providing care.  56% of these reported 
strain. 
 
After adjusting for sociodemographic 
factors and physical health status, 
caregivers who reported strain had 63% 
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strain, some strain, and a 
lot of strain.   

higher 4 year mortality rate than 
noncaregivers (p<.05). 
 
Comments: Sample size, prospective study 
and control group were strengths of this 
study.  Strain measured with single item, 
not sure of participants’ level of 
understanding of what constitutes ‘strain’.   

    
Schulz, 
O”Brien, 
Bookwala, 
& Fleissner 
(1995)  

41 studies of 
dementia 
caregivers 

REVIEW ARTICLE. 
 
DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale.     

A total of 41 manuscripts were reviewed 
that focused on caregivers of dementia 
patients. 
 
All of the CES-D means published were 
elevated well beyond the typical 
population scores of 7.4-9.4. 

    
Schwarz 
(1999) 

100 caregivers 
of patients with 
various illnesses  
 
Descriptive, 
comparative 
design using 
Lazarus theory 
of stress.  

EMOTIONAL 
RESPONSE/ burden scale 
of Philadephia Geriatric 
Appraisal Scale (PGAS), α 
=.84.   
 
SOCIAL WELL-BEING/ 
impact scale of PGAS, 
α=.72. 
 
APPRAISAL/satisfaction 
scale of PGAS, α = .70.  
 
DEPRESSIVE 
SYMPTOMS/Centers for 
Epidemiological Studies 
Depression Scale.   

All scales at upper limits indicating more 
positive experiences. 
Low depressive symptoms.    
Gender differences: 
Impact and caregivers satisfaction 
significantly different.  Men had more 
positive social well-being outcome (p=.05) 
and more positive appraisal (p<.01). 
Relationship to care recipient difference: 
Spouses had more positive caregivers 
experience in terms of emotions (p<.005), 
appraisal (p=.02), outcome of social well-
being (p<.001) than children.  Depression 
not significantly different (p=.07).   
40% of the variance in depressive 
symptoms was accounted for by burden, 
impact, mastery, and satisfaction when 
taken together (p<.0000).   
Burden (p<.001) and satisfaction (p<.001) 
were significant predictors of depressive 
symptoms. 
 
Comments: PGAS subscales measure 4 
different caregivers’ concepts in the 
present study.  Therefore, the total scores 
are not relevant to the present study.  A 4th 
subscale, mastery, defined as caregivers 
perceived ability to perform the duties of 
the caregivers role well is not related to the 
concepts in the present study, thus are not 
reported here.   

    
Schwarz 
(2000)  

60 caregivers of 
chronically ill 
with various 
illnesses  

SOCIAL 
SUPPORT/Modified 
Version of the Inventory 
of Socially Supportive 

Greater depressive symptomology at Time 
2 was related to lower emotional support 
(r=-.28).  But not a significant predictor in 
regression; depression low in this sample 
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Descriptive, 
correlational, 
longitudinal 
design 
 
 

Behaviors Scale, α=.63-
.83 for subscales. 
 
DEPRESSIVE 
SYMPTOMS/Centers for 
Epidemiological Studies 
Depression scale, α= .94.   

causing low variance. 
 
Other: At Time 2, hospital readmission 
related to depressive symptomology (r=.24, 
p<.05), lower tangible support (r=-.24, 
p<.05), and lower emotional support (r=-
.25, p<.05).   

    
 
Schwarz, & 
Blixen 
(1997).   

 
Same sample as 
Schwarz (1999) 
(secondary 
analysis).  
 
Descriptive, 
comparative 
design using 
Lazarus theory 
of stress and 
Wheaton 
interactive 
stress-buffering 
model of social 
support 

 
Measured ‘appraisal’ with 
PGAS which assesses 
multiple caregiver 
concepts.   
  
EMOTIONAL 
RESPONSE/ Caregiver 
Strain Questionnaire, α= 
.92.   
 
DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale, α = .92.  

 
Depressive symptoms was related to 
caregivers appraisal (r= -.57), and 
caregivers perceived health (r=.25) and 
gender (r= -.34), but p value not reported. 
 
Compared caregivers of cognitively 
impaired to caregivers of non-cognitively 
impaired.  Caregivers strain and depressive 
symptoms were significantly higher at time 
1 and 2 (p<.01, .001). 
 
Comments:  Appraisal results not related to 
present study, as the scale measures 4 
different concepts within the conceptual 
model.   

    
Schwarz, & 
Dunphy 
(2003) 

75 HF 
caregivers  
 
Descriptive, 
cross-sectional, 
correlational 
design 

EMOTIONAL 
OUTCOMES/ Perceived 
stress scale, α=.86.  
 
DEPRESSIVE 
SYMPTOMS/ Center for 
Epidemiological Studies 
Depression Scale, α=.87. 
 
SOCIAL 
SUPPORT/Modified 
Version Of The Inventory 
Of Socially Supportive 
Behaviors Scale, α=.90. 

Moderate level of stress.  Stress did not 
differ between spousal and children 
caregivers.  Low depressive symptoms.  
Moderate social support.  Stress significant 
correlated to depressive symptoms (r=.7, 
p=.01) but not to social support (r= - .22).   
 
Comments: Social support did not 
moderate the negative effects of stress on 
depressive symptoms, but participants had 
high perceived social support 

    
Schwarz, & 
Elman 
(2003) 

128 HF 
caregivers 
 
Prospective, 
descriptive, 
predictive 
design 

EMOTIONAL 
RESPONSE/ Perceived 
stress scale, α=.83. 
 
DEPRESSIVE 
SYMPTOMS/Center for 
Epidemiological Studies 
Depression Scale,  α=.90. 
 
APPRAISAL/satisfaction 
scale of Philadelphia 
Geriatric Center 
Caregivers Appraisal 

Low perceived stress.  Depressive 
symptoms low, 79% scored < 16 (not 
depressed) with minority 21% reporting 
depressive symptoms.  Appraisal high with 
mean of 21.5.  Informal social support 
high.   
 
Other:  Increased caregivers informal 
social support greatly reduced the risk of 
hospital admission.  Interaction of 
caregivers stress & depression increased 
risk for hospital readmission and patients 
mortality. 
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Source Sample and 
Design 

Variables/ 
Instruments 

Findings and  
Comments 

scale, α=.86. 
 
SOCIAL 
SUPPORT/Modified 
Version Of The Inventory 
Of Socially Supportive 
Behaviors Scale, α=.92. 
 
 

 
Comments:  Majority (58%) had poorer 
function (Class III, IV) yet group overall 
reported low depression, stress, high 
appraisal. 

Scott 
(2000).   

18 HF 
caregivers 
(Patients on 
inotropic 
infusions for 
end-stage HF)  
 
Descriptive, 
exploratory, 
triangulation 
design using 
Wilson-Cleary 
HRQOL model 
and Smith’s 
model of 
caregivers 
effectiveness 

UNCERTAINTY/CONTR
OL RELATED 
VARIABLE/Caregiver 
Preparedness Scale, α=.83. 
  
SOCIAL SUPPORT, 
ADAPTATIONAL 
OUTCOMES/ Caregiver 
Reaction Assessment, 
α reported subscale ranges 
of .56 to .84. 
 
MENTAL 
HEALTH/mental health 
scale of SF-36, α=.42. 
 
QOL/Quality of Life 
Index, total α=.92; all 
subscales α>.70 except 
socioeconomics. 
 
 

78% reported that daily activities centered 
on caring for the recipient.  55% reported 
eliminating things from schedule or 
interruptions to provide care.  39% 
reported constant fatigue.  33% financial 
difficulties. 
As a result of caregiving, 61% perceived 
no health status change, 28% health 
decline.  
 
50% reported anxiety, 45% depression, 
39% despondency over the last 4 weeks.  
72% had mental health scores below 
normative values for general population, 
89% below normative value for their age 
norm.   
 
Greatest satisfaction from spirituality, 
friends, family; moderate dissatisfaction 
with employment status, travel restrictions, 
lifestyle changes and stress of caregivers.   
 
Mental well-being of caregivers, combined 
with esteem of caregivers, accounted for 
49% of variation in caregivers health-
related quality of life.   
 
Caregivers’ preparation accounted for 32% 
of variance in impact of care provision 
(impact on finances, health, and schedule), 
number of caregivers tasks explained an 
additional 36% of the remaining variation. 
 
Comments:  Conducted multiple regression 
with very small sample.  Internal 
consistency reliability for mental health 
subscale and CRA health subscale 
unacceptable.   

 
 

Brief Description of Instruments 
 
36-Symptoms Initiated Behavior Checklist:  36 items that measure physical and 
psychological distress symptoms with sum of 36 items with 0 (no) and 1 (yes).  Possible 
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range of 0-36.  Few (1-10), moderate (11-20), many (21-36).  If present, rated seriousness 
from 0 (not serious) to 2 (serious).  Severity scale summed with less serious (1-16), mod 
serious (17-39), and more serious (40 and over). 
 
Appraisal of Caregiving Scale:  12 items with 5 point scale (1=strongly disagree to 
5=strongly agree) about appraisal of caregiving situation as threatening and potentially 
harmful to well-being.   
 
Bakas Caregiving Outcomes Scale:  7 point scale (1=changed for the worse to 7=changed 
for the best) about social functioning, subject well-being, and somatic health.  
 
Beck Depression Inventory:  21 items on 4 point scale (0=absence to 3=severe 
symptoms) measures somatic (5 items), nonsomatic symptoms (16 items).  Possible range 
0-63, 0-9: minimal, 10-16: mild, 17-29: mod, 30-63: severe. (Modified) Version; 20 
items with yes/no responses.  Range of 0-20, score of 10 or higher indicative of clinical 
depression. 
 
Big 5 Personality Dimension:  20 items on 9 point scale (1=extremely inaccurate to 
9=extremely accurate).   
 
Cantril Ladder of Life:  assesses global well-being.  Respondents rate their sense of well-
being on a 10 point scale (0=worse possible life to 10=best possible life) at 3 points in 
time: now, 1 month prior and 3 years in the future.   
 
Care Work Strain Scale:  13 items with 7 point response scale measures changes in life as 
a result of caregiving, possible range of 13-91. 
 
Caregiver Preparedness Scale:  8 items on 4 point scale.   
 
Caregiver Reaction Assessment:  24 items to measure 5 dimensions of caregiver esteem 
(7), impact on schedule (5), lack family support (5), impact on caregiver health (4), and 
impact on finances (3) on 5 point scale (1=strongly agree to 5=strongly disagree).   
 
Caregiver Reactions Inventory:  Health subscale-5 items, measures how caregiving 
impacts physical health.  Schedule subscale-5 items, measures how caregiving impacts 
usual schedule.  All items scored with 5 point response scale (1=strongly disagree to 
5=strongly agree).  Scored by averaging the 5 items.   
 
Caregiver Strain Questionnaire:  48 items for 3 subscales: exhaustion (30 items), 
emotional arousal (12 items), and discrepancy with ideal states (6 items).  Scores range 
16-210.   
 
Caregiving Demands Scale:  31 items (subscales: meals/feeding, intimate care, 
walking/transfers, treatments, supervision/responsibility).  Measures caregivers’ 
actions/behaviors and perceived level of difficulty.  Role alterations scale of the 
Caregiving Demands Scale; 11 items (subscales: work participation, social participation, 
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interpersonal relationships).  Measures caregivers’ actions/behaviors and perceived level 
of difficulty.   
 
Caregiving Hassle Scale:  42 items on a 5 response scale (0=it did not happen to 4=a 
great deal or much hassle).  5 subscales: assistance in basic ADL (9 items), assistance in 
IADL (7 items), care-recipient’s cognitive status (9 items), care-recipient’s behavior (12 
items), and caregiver’s social network (5 items).  Possible range of 0-178; low 1-40, 
moderate 41-80, high 81-122.   
 
Carer Strain Index: 14 items, positive response to 7 or more items indicates strain. 
 
Center for Epidemiological Studies Depression Scale:  20 items on 4 point scale 
(0=rarely to 3=most or all of the time).  Possible range of 0-60.  Cutoff of 16=depression.   
 
Control Attitude Scale:  4 items with 7 point scale (1 = not at all in control to 7 = very 
much in control).   
 
Cognitive Status Scale:  8 items with 5 point scale (1=can’t do at all to 5=not at all 
difficult) about memory loss, communication deficits, and recognition failures.   
 
Derogatis Brief Symptom Inventory:  53 items, 5 point scale (0=not at all to 
4=extremely).   
 
Difficulties managing care:  13 items, number and type of difficulties experienced in 
managing care.   
 
Family Caregiver Support Scale (modified from Norbeck’s social support scale):  16 
items with 5 point scale (0=not at all difficult to 4=extremely difficult).  
 
Functional Status Questionnaire (physical function subscale):  sum of 7 items with 3 
point scale (1=usually did with no difficulty to 3=usually did with much difficulty). 
 
Geriatric Depression Scale:  5 items scale. 
 
Hopkins Symptoms checklist-25:  consists of anxiety (10) and depression (15) items from 
the standard 58 item on a 4 point scale from (1=not at all to 4=extremely).  Can be 
calculated as 2 scores and total score is highly correlated with severe emotional distress; 
scores > 43 qualify for ‘caseness’, psychiatric dagnosis.   
 
Hospital Anxiety and Depression Scale (Depression subscale):  7 items and 4 point 
response scale ranging from 0 to 3.  Range 0-21 with higher scores indicating more 
depression. 
 
Index of Activities of Daily Living:  6 items which assess degree of physical care 
required by patients. (a=no assistance needed, b=minor, c=major assist needed).   
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Interpersonal Support Evaluation List:  30 dichotomous items measuring perceived 
availability of someone to talk to about problems (appraisal), people to do things with 
(belonging), and material aid (tangible support).  Lower scores = greater support. 
 
Inventory of Socially Supportive Behavior:  40 items measuring frequency of receiving 
socially supportive behaviors on 5 point scale (1=not at all to 5=everyday).  7 items were 
added to physical help section, factor analysis showed 3 factors: Direct Guidance, 15 
items; Physical Help, 10 items; Affection, 3 items. 
 
Inventory of Socially Supportive Behaviors Scale (Modified Version):  9 items that 
measure tangible benefits that are provided or to be provided by family for friends on a 4 
point scale (1=never to 4=very often).  Possible range 9-36.  
 
Lewis Cancer Self-Efficacy scale:  17 items that measure confidence in managing the 
effects of cancer.  
 
LIFE-3:  1 item for global well-being, asked at 2 points in an interview/survey, 7 point 
scale (1=terrible to 7=delighted).   
 
Life Satisfaction Index Z:  13 items which measure of general well being, zest, self-
concept, mood, tone, congruence between desired and achieved goals, and meaning of 
life on a 5 point scale (1=strongly disagree to 5=strongly agree).  Possible range 13-65.   
 
Louisville Health Scale:  5 items measuring physical well-being, overall health and 
functional health on a 4 point scale (1=never to 4=frequently).  Summed to total ‘health 
score’.   
 
Mishel Uncertainty in Illness Scale for family members:  30 items that measures degree 
of uncertainty over their family member’s illness on 5 point scale (1=strongly disagree to 
5=strongly agree).  Possible range 30-150.   
 
Montgomery Burden Scale:  14 items which examine subjective demand (4 items, overly 
demanding), subjective stress (4 items, emotional impact) and objective (6 items, 
infringement on lifestyle) burden.  Possible range 14-70.   
 
Oberst Caregiving Burden Scale:  15 items with 5 point scale (1=not difficult to 
5=extremely difficult) about direct, instrumental, and interpersonal caregiving tasks.  
 
Perceived Stress Scale:  14 items that assess the degree that situations are appraised 
stressful (perception of their lives as unpredictable, uncontrollable, and overloading) on a 
5 point scale from (0=never to 4= very often).  Possible range of 0-56. 
 
Personal Resources Questionnaire:  measures situational (estimate of interpersonal 
support in hypothetical situations, whether the situation occurred, level of satisfaction) 
and perceived available social support (positive and negative perceptions about functions 
of social support).  Highest possible 7.   
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Philadelphia Geriatric Center Caregivers Appraisal Scale (PGAS):  11 items measuring 
worry, anxiety, frustration on 5 point scale (1=never /disagree a lot to 5=nearly always/ 
agree a lot).  Possible range=13-65, higher scores more positive.  Satisfaction scale: 5 
items measuring benefits of caregivers such as receiving pleasure when the patients is 
pleased on a 5 point scale (1=never or disagree a lot to 5=nearly always or agree a lot).   
Possible range 9 to 45, higher scores more positive.  Social scale: 6 items measuring 
infringement on caregivers lifestyles on 5 point scale (1=never or strongly agreed to 
5=nearly always or strongly disagreed).  Possible range 6 to 30, higher scores more 
positive.   
 
Piper Fatigue Scale:  22 items measuring behavior or severity (6 items), affective 
meaning (5 items), sensory (5 items), and cognitive or mood (6 items) on a 10 point 
scale.  Items are summed then divided by 22 with a possible range of 0-10.   
 
Primary Health Questionnaire-9:  9 items with 4 point scale (0=not at all to 3=nearly 
every day) that correspond with DSM IV depressive criteria.  Possible range 0-27, level 
of severity can be described as none (score 1 to 4), mild (5 to 9), moderate (10-14), 
moderately severe (15-19), and severe (20-27).   
 
Profile of Mood States Short Form:  30 items on 5 point scale (1=not at all to 5 
extremely).  6 subscales of 5 items each: tension/anxiety, depression/ dejection, 
anger/hostility, vigor/ activity, fatigue/inertia, confusion/ bewilderment.   
 
Psychosocial Adjustment to Illness Scale:  46 questions in 7 domains (# of items): health 
care orientation (8), vocational environment (6), domestic environment (8), sexual 
relationships (6), extended family relationships (5), social environment (6), psychological 
distress (7).  4 point response scale of 0 (no disturbance) to 3 (extreme distress).  Total 
scores and domain scores are calculated.   
 
Quality of Life Index:  36 items, measures satisfaction and importance with 4 domains: 
health/functioning, family, socioeconomic, psychological/ spiritual (2 items disease 
specific and were omitted for caregivers).   
 
Response to Caregiving Scale:  21 items with 3 subscales (impact on schedule, negative 
reaction to caregiving, impact on finances).  A 4th subscale, acceptance of caregivers role, 
maybe antecedent).   
 
Self-Assessed Health Scale:  sum of 3 items: assessment of current health in 4 levels 
(excellent, good, fair, or poor), evaluating health compared to 5 yrs prior (better, about 
the same, worse), evaluating health compared to what one wants (not at all, a little, or a 
great deal).   
 
Self-Mastery Scale:  7 items on 5 point scale (1=strongly agree to 5=strongly disagree), 
assesses the extent to which individuals generally feel they manifest personal mastery 
over life outcomes.   
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SF-12 (Mental component summary):  5 items that measure vitality, social functioning, 
role limitations, and mental health.   
 
SF-36 (General health and mental health subscale):  5 items on a 5 point scale for each. 
 
Social Provisions Scale:  8 items on 4 point scale (1=strongly agree to 4=strongly 
disagree).   
 
Zarit Burden Interview Scale:  22 items on 5 point scale (0=never to 4=nearly always).  
Possible range 0-88.  Burden defined by authors as “extent to which caregivers perceive 
their emotional or physical health, social life, and financial status as suffering as a result 
of caring for their relative”.   
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Heart Failure Family Caregivers 
Interview Guide 

 
Caregiver and Patient Characteristics – Demographics Form 
 
This group of questions will provide us with important information about you and 
the person you provide care for.  Please answer the following questions.  
 
1. What is your age?  ________ 
 
2. What is the heart failure patient’s age? ________ 
 
3. What is your gender? 

________ Male 
________ Female 

 
 
4. What is the heart failure patient’s gender?  
  

________ Male 
________ Female 

 
5. What is your ethnicity and race?   

________ Hispanic or Latino 
________ Not Hispanic or Latino 
 
________ American Indian or Alaska Native 
________ Asian 
________ Black or African American 
________ Native Hawaiian or other Pacific Islander 
________ White  
________ Unknown or Other:  Please specify _______________ 

 
6. What is the heart failure patient’s ethnicity and race?   

 
________ Hispanic or Latino 
________ Not Hispanic or Latino 
 
________ American Indian or Alaska Native 
________ Asian 
________ Black or African American 
________ Native Hawaiian or other Pacific Islander 
________ White  
________ Unknown or Other:  Please specify _______________ 
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7. How many years of education have you had including grade school, middle school, 
high school (12 years), technical or business school, or college?   

 
_________ Years 

 
8. How many years of education has the heart failure patient had including grade school, 

middle school, high school (12 years), technical or business school, or college? 
 

_________ Years 
 
9.  What is your relationship with the heart failure patient? 
 

________ Spouse 
________ Son or Daughter 
________ Son or Daughter Inlaw 
________ Other relative:  Please specify _____________ 
________ Friend 
________ Other:  Please specify ___________________ 

 
10. Since they were diagnosed with heart failure, how long have you been providing care 

for the heart failure patient?   
 

________ Years     ________ Months   ________ Day 
 
11. On the average how many hours per week do you help the heart failure patient?   

 

_________ Hours per week 

 
12.  Do you currently live in the same home as the heart failure patient? 

 
________ Yes 
________ No 
 

       Where is the heart failure patient currently living? 
 

________ House  
________ Apartment  
________ Assisted living facility 
________ Other:  ____________________________ 
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13. Considering your household income from all sources (today), would you say that you 
are: 

_________ Comfortable 
_________ Just have enough to make ends meet 
_________ Do NOT have enough to make ends meet 
 

14.  What is your current employment status? 
 

_________ Employed full-time 
_________ Employed part-time 
_________ Homemaker 
_________ Retired 
_________ Unemployed 
_________ Other:  Please specify __________________ 

 
15. Did you have to quit a job or take early retirement in order to provide care for the 

heart failure patient? 
_________ Yes 
_________ No 

 
 
16. Do you have any of the following health problems?  Check all that apply. 

_____ Heart disease 
_____ Myocardial infarction (heart attack) 
_____ Heart failure 
_____ Cerebrovascular Accident (stroke) 
_____ Hemiplegia from CVA or other reason 
_____ Peripherial vascular disease (poor circulation legs) 
_____ Hypertension (high blood pressure) 
_____ Diabetes (high blood sugar) 
_____ Cancer (Leukemia, Lymphoma, skin, breast, prostate, other) 
           ____________________Specify type of cancer 
_____ Arthritis (osteoarthritis, rhumatoid arthritis) 
_____ Chronic obstructive pulmonary disease (emphysema or lung disease) 
_____ Renal disease (kidney disease) 
_____ Kidney Dialysis 
_____ Ulcer disease (gastric reflux, gastric ulcer) 
_____ Chronic hepatitis or cirrhosis (liver disease) 
_____ Asthma 
_____ Headaches 
_____ Chronic pain 
_____ Alzheimers disease or other form of dementia 
_____ Other: _________________________________________________ 
 
 
 

 197



17. Does the heart failure patient have any of the following health problems?  Check all 
that apply. 

_____ Heart disease 
_____ Myocardial infarction (heart attack) 
_____ Cerebrovascular Accident (stroke) 
_____ Hemiplegia from CVA or other reason 
_____ Peripherial vascular disease (poor circulation legs) 
_____ Hypertension (high blood pressure) 
_____ Diabetes (high blood sugar) 
_____ Cancer (Leukemia, Lymphoma, skin, breast, prostate, other) 
           ____________________Specify type of cancer 
_____ Arthritis (osteoarthritis, rhumatoid arthritis) 
_____ Chronic obstructive pulmonary disease (emphysema or lung disease) 
_____ Renal disease (kidney disease) 
_____ Kidney Dialysis 
_____ Ulcer disease (gastric reflux, gastric ulcer) 
_____ Chronic hepatitis or cirrhosis (liver disease) 
_____ Asthma 
_____ Headaches 
_____ Chronic pain 
_____ Alzheimers disease or other form of dementia 
_____ Other: _________________________________________________ 
 

 
18. Does the heart failure patient have an implanted ventricular assist device? 
 

_________ Yes 
_________ No 
 
 

19.  How would you describe the heart failure patient’s symptoms with activities? 
 

_________ No symptoms with activity 
_________ Symptoms with moderate activity 
_________ Symptoms with minimal activity 
_________ Symptoms at rest 
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Heart Failure Cognitive Status Scale 
 
This group of questions is about the heart failure patient’s memory and the difficulty they 
may have doing some things.  Circle the level of difficulty for the patient to do the 
following: 
 
1. Remember recent events. 
 

 
 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

2. Know what day of the 
week it is. 

 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

3. Remember (his/her) 
home address. 

 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

4. Remember words. 
 
 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

5. Understand simple 
instructions. 

 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

6. Find (his/her) way 
around the house. 

 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

7. Speak sentences. 
 
 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 

 
 

8. Recognize people that 
(he/she) knows. 

 

Can’t do 
at all 

Very 
difficult 

Fairly 
difficult 

Little 
difficulty 

Not at all 
difficult 
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Medical Outcomes Study Social Support Survey 
 
People sometimes look to others for companionship, assistance, or other types of support.  
 
About how many close friends and close relatives do you have (people you feel at ease 
with and can talk to about what is on your mind?   
 

Write in number of close friends and close relatives:  ______ 
 
How often is each of the following kinds of support available to you if you need it? 
Circle one number on each line.  
 None 

of the 
time  

A little 
of the 
time  

Some 
of the 
time  

Most 
of the 
time  

All of 
the 
time  

Emotional/informational support       
1. Someone you can count on to 

listen to you when you need to talk 
 

1  2  3  4  5  

2. Someone to give you information 
to help you understand a situation  

 

1  2  3  4  5  

3. Someone to give you good advice 
about a crisis  

 

1  2  3  4  5  

4. Someone to confide in or talk to 
about yourself or your problems  

 

1  2  3  4  5  

5. Someone whose advice you really 
want  

 

1  2  3  4  5  

6. Someone to share your most 
private worries and fears with  

 

1  2  3  4  5  

7. Someone to turn to for suggestions 
about how to deal with a personal 
problem  

 

1  2  3  4  5  

8. Someone who understands your 
problems  

 

1  2  3  4  5  

Tangible support       
9. Someone to help you if you were 

confined to bed  
 

1  2  3  4  5  

10. Someone to take you to the doctor 
if you needed it  

1  2  3  4  5  
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11. Someone to prepare your meals if 

you were unable to do it yourself  
 

1  2  3  4  5  

12. Someone to help with daily chores 
if you were sick  

 

1  2  3  4  5  

Affectionate support       
13. Someone who shows you love and 

affection  
 

1  2  3  4  5  

14. Someone to love and make you 
feel wanted  

 

1  2  3  4  5  

15. Someone who hugs you  
 

1  2  3  4  5  

Positive social interaction       
16. Someone to have a good time with 
 

1  2  3  4  5  

17. Someone to get together with for 
relaxation  

 

1  2  3  4  5  

18. Someone to do something 
enjoyable with  

 

1  2  3  4  5  

Additional item       
19. Someone to do things with to help 

you get your mind off things  
1  2  3  4  5 
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Oberst Caregiving Burden Scale – Difficulty Subscale 
 
This group of questions is about the tasks and activities that you do to help the heart 
failure patient.  For each of the following activities, please mark how difficult each 
activity is for you to do. 
 
 Not 

Difficult 
Slightly 
Difficult 

Moderate 
Difficult 

Very 
Difficult 

Extremely 
Difficult 

1. Medical or nursing treatments 
(giving medications, skin care, 
dressings, etc.). 

 

1 2 3 4 5 

2. Personal care (bathing, toileting, 
getting dressed, feeding, etc.) 

 

1 2 3 4 5 

3. Assistance with walking, getting 
in and out of bed, exercises, etc. 

 

1 2 3 4 5 

4. Emotional support, “being there” 
for the patient. 

 

1 2 3 4 5 

5. Watching for and reporting the 
patient’s symptoms, watching 
how the patient is doing, 
monitoring the patient’s progress. 

 

1 2 3 4 5 

6. Providing transportation or 
“company” (driving, riding along 
with patient, going to 
appointments, driving patient 
around for errands, etc.) 

 

1 2 3 4 5 

7. Managing finances, bills, and 
forms related to the patient’s 
illness. 

 

1 2 3 4 5 

8. Additional household tasks for 
the patient (laundry, cooking, 
cleaning, yard work, home 
repairs, etc.). 

 

1 2 3 4 5 

9. Additional tasks outside the home 
for the patient (shopping for food 
and clothes, going to the bank, 
running errands, etc.) 

 

1 2 3 4 5 

10. Structuring/planning activities for 
the patient (recreation, rest, 
meals, things for the patient to do, 
etc.). 

 

1 2 3 4 5 

11. Managing behavior problems 
(moodiness, irritability, 
confusion, memory loss, etc.) 

1 2 3 4 5 
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12. Finding and arranging someone 
to care for the patient while you 
are away. 

 

1 2 3 4 5 

13. Communication (helping the 
patient with the phone, writing or 
reading, explaining things, trying 
to understand what the patient is 
trying to say, etc.). 

 

1 2 3 4 5 

14. Coordinating, arranging, and 
managing services and resources 
for the patient (scheduling 
appointments, arranging 
transportation, locating 
equipment and services, and 
finding outside help. 

 

1 2 3 4 5 

15. Seeking information and talking 
with doctors, nursing and other 
professional health care workers 
about the patient’s condition and 
treatment plans. 

1 2 3 4 5 
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Mishel © Uncertainty in Illness Scale for Family Members 
 
This group of questions is about the level of uncertainty you might feel regarding your 
family member’s illness.  Place an X under the column that most closely measures how 
you are feeling about your family member today.   
 
1. I don’t know what is wrong with my family member. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____  

 
2. I have a lot of questions without answers. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

  
3. I am unsure if my family member’s illness is getting better or worse. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

  
4. It is unclear how bad my family member’s pain will be. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

  
5. The explanations they give me about my family member seem hazy to me. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

  
6. The purpose of each treatment for my family member is clear to me. 

 
Strongly Agree 

(1) 
Agree 

(2) 
Undecided 

(3) 
Disagree 

(4) 
Strongly Disagree 

(5) 
_____ _____ _____ _____ _____ 

  
7. I do not know when to expect things will be done to my family member. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 
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8. My family member’s symptoms continue to change unpredictably. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
  

9. I understand everything explained to me. 
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 
10. The doctors say things to me that could have many meanings. 

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

  
11. I can predict how long my family member’s illness will last.  
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

12. My family member’s treatment is too complex to figure out. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

13. It is difficult to know if the treatments or medications my family member is getting 
are helping. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

14. There are so many different types of staff, it’s unclear who is responsible for what. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

15. Because of the unpredictability of my family member’s illness, I cannot plan for the 
future. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
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16. The course of my family member’s illness keeps changing.  He/she has good and bad 
days.  
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 
17. It’s vague to me how I will manage the care of my family member after he/she leaves 

the hospital. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 
18. It is not clear what is going to happen to my family member.   

 
Strongly Agree 

(5) 
Agree 

(4) 
Undecided 

(3) 
Disagree 

(2) 
Strongly Disagree 

(1) 
_____ _____ _____ _____ _____ 

 
19. I usually know if my family member is going to have a good or bad day.    
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

20. The results of my family member’s tests are inconsistent.   
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

21. The effectiveness of the treatment is undetermined.   
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

22. It is difficult to determine how long it will be before I can care for my family member 
by myself.   
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
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23. I can usually predict the course of my family member’s illness.      
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

24. Because of the treatment, what my family member can do and cannot do keeps 
changing.    
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

25. I’m certain they will not find anything else wrong with my family member. 
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

26. They have not given my family member a specific diagnosis. 
 

Strongly Agree 
(5) 

Agree 
(4) 

Undecided 
(3) 

Disagree 
(2) 

Strongly Disagree 
(1) 

_____ _____ _____ _____ _____ 
 

27. My family member’s physical distress is unpredictable; I know when it is going to get 
better or worse. 

 
Strongly Agree 

(1) 
Agree 

(2) 
Undecided 

(3) 
Disagree 

(4) 
Strongly Disagree 

(5) 
_____ _____ _____ _____ _____ 

 
28. M family member’s diagnosis is definite and will not change. 
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

29. I can depend on the nurses to be there when I need them.  
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 

30. The seriousness of my family member’s illness has been determined. 
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
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31. The doctors and nurses use everyday language so I can understand what they are 

saying. 
 

Strongly Agree 
(1) 

Agree 
(2) 

Undecided 
(3) 

Disagree 
(4) 

Strongly Disagree 
(5) 

_____ _____ _____ _____ _____ 
 
 
 

 
Control Attitude Scale 
 
This group of questions is about the level of control you feel over your family member’s 
heart condition.  Rate your level of agreement with the statement by circling the number 
that most closely corresponds to how you feel about your family member’s condition. 
 
1. Regarding your family member’s heart problems, how much control do you feel? 

 
1 

Not at all in 
control 

2 3 4 5 6 7 
Very much 
in control 

 
2. Do you feel that you could take the right steps if your family member were to have an 

emergency related to his/her heart? 
 

1 
Not at all  

2 3 4 5 6 7 
Very much  

 
3. Regarding your family member’s heart problems, how helpless do you feel? 

 
1 

Not at all 
helpless  

2 3 4 5 6 7 
Very 

helpless  
 

4. Regarding your family member’s heart problems, how helpless do you think he/she 
feels? 
 

1 
Not at all 
helpless  

2 3 4 5 6 7 
Very 

helpless  
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Appraisal of Caregiving – Threat Subscale 
 
This group of questions represents feelings, beliefs, or attitudes that someone like 
yourself might have about providing care for a family member with heart failure.   
 
Please think about your own situation in providing care for the heart patient in the future.  
Circle the number that indicates how much you agree or disagree with each of the 
statements below.    

 
 Strongly 

Disagree Disagree 
Neither 

Agree or 
Disagree 

Agree Strongly 
Agree 

1. This situation will be stressful for 
me in the future. 

 

1 2 3 4 5 

2. I feel things are going to get 
worse for me. 

 

1 2 3 4 5 

3. I will not be going very well with 
this situation in the future. 

 

1 2 3 4 5 

4. I worry that I will not be able to 
meet all my responsibilities. 

 

1 2 3 4 5 

5. I worry that I’ll have to give up a 
lot of things in the future. 

 

1 2 3 4 5 

6. I am afraid that in the future I will 
not have the energy and 
endurance I have now. 

 

1 2 3 4 5 

7. This situation will threaten to 
overwhelm me. 

 

1 2 3 4 5 

8. I am afraid my own physical 
health will begin to suffer. 

 

1 2 3 4 5 

9. I worry that I will not be able to 
help the patient in the future. 

 

1 2 3 4 5 

10. I worry that my emotional health 
will begin to suffer. 

 

1 2 3 4 5 

11. I am concerned that this situation 
will cause financial hardship for 
me in the future. 

 

1 2 3 4 5 

12. I am not sure I can handle this 
situation in the future. 

 

1 2 3 4 5 
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Primary Health Questionnaire-9 
 
This group of questions asks about various symptoms that you might be experiencing.   
Circle the number that most closely corresponds with the frequency of these symptoms 
for you.   
 
Over the last 2 weeks, how often have you been bothered by any of the following 
problems? 

 
 

Not at all Several 
days 

More than 
half the 

days 
 

Nearly 
every day 

1. Little interest or pleasure in doing things. 
 

0 1 2 3 

2. Feeling down, depressed, or hopeless. 
 

0 1 2 3 

3. Trouble falling or staying asleep, or 
sleeping too much. 

 

0 1 2 3 

4. Feeling tired or having little energy. 
 

0 1 2 3 

5. Poor appetite or overeating. 
 

0 1 2 3 

6. Feeling bad about yourself—or that you 
are a failure or have let yourself or your 
family down. 

 

0 1 2 3 

7. Trouble concentrating on things, such as 
reading the newspaper or watching 
television. 

 

0 1 2 3 

8. Moving or speaking so slowly that other 
people could have noticed, or the 
opposite—being so fidgety or restless 
that you have been moving around a lot 
more than usual. 

 

0 1 2 3 

9. Thoughts that you would be better off 
dead or of hurting yourself in some way. 

0 1 2 3 
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Bakas Caregiving Outcomes Scale 
 
This group of questions is about the possible changes in your life from providing care for 
the heart patient.  For each possible change listed, circle one number indicating the 
degree of change. 
 
As a result of providing care 
for the heart failure patient: 

Changed 
for the 
worst 

  Did not 
change 

  Changed 
for the 

best 
1. My self esteem 
 

-3 -2 -1 0 +1 +2 +3 

2. My physical health 
 

-3 -2 -1 0 +1 +2 +3 

3. My time for family 
activities 

 

-3 -2 -1 0 +1 +2 +3 

4. My ability to cope with 
stress 

 

-3 -2 -1 0 +1 +2 +3 

5. My relationship with 
friends 

 

-3 -2 -1 0 +1 +2 +3 

6. My future outlook 
 

-3 -2 -1 0 +1 +2 +3 

7. My level of energy 
 

-3 -2 -1 0 +1 +2 +3 

8. My emotional well-being  
 

-3 -2 -1 0 +1 +2 +3 

9. My roles in life 
 

-3 -2 -1 0 +1 +2 +3 

10. My time for social 
activities with friends 

 

-3 -2 -1 0 +1 +2 +3 

11. My relationship with my 
family  

 

-3 -2 -1 0 +1 +2 +3 

12. My financial well-being 
 

-3 -2 -1 0 +1 +2 +3 

13. My relationship with the 
heart patient 

 

-3 -2 -1 0 +1 +2 +3 

14. My physical functioning 
 

-3 -2 -1 0 +1 +2 +3 

15. My general health 
 

-3 -2 -1 0 +1 +2 +3 

 

 211



Heart Failure Family Caregiver-Specific Quality of Life Scale 
 
This group of questions is about how providing care to the heart failure patient has 
affected your life.  Circle the number that most closely corresponds with your level of 
agreement.   
 
 
As a caregiver,  
 

Strongly 
Disagree Disagree 

Neither 
Disagree 
or Agree 

Agree Strongly 
Agree 

1. I seem to get sick more often. 
 

1 2 3 4 5 

2. I eat healthy foods like I should. 
 

1 2 3 4 5 

3. I feel guilty for not providing 
better care to my family member. 

 

1 2 3 4 5 

4. I am able to cope with my family 
member’s health problems. 

 

1 2 3 4 5 

5. I am overwhelmed. 
 

1 2 3 4 5 

6. I worry about my family 
member’s health. 

 

1 2 3 4 5 

7. I feel manipulated by the family 
member I take care of. 

 

1 2 3 4 5 

8. I feel selfish when considering 
my own needs. 

 

1 2 3 4 5 

9. I am supported by health care 
providers. 

 

1 2 3 4 5 

10. My friends are supportive of me. 
 

1 2 3 4 5 

11. Other family members are 
supportive of me. 

 

1 2 3 4 5 

12. My spiritual needs are being met. 
 

1 2 3 4 5 

13. I have a good relationship with 
the family member I take care of. 

1 2 3 4 5 

 
Because of caregiving, 
 

     

14. I am tired. 1 2 3 4 5 
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15. My physical health has suffered. 
 

1 2 3 4 5 

16. I am strained physically. 
 

1 2 3 4 5 

17. I have body aches and pains. 
 

1 2 3 4 5 

18. I feel depressed. 
 

1 2 3 4 5 

19. I am more sad than usual. 
 

1 2 3 4 5 

20. I feel down in the dumps. 
 

1 2 3 4 5 

21. I am stressed. 
 

1 2 3 4 5 

22. I am angry. 
 

1 2 3 4 5 

23. I am anxious. 
 

1 2 3 4 5 

24. I am strained emotionally. 
 

1 2 3 4 5 

25. I cry a lot. 
 

1 2 3 4 5 

26. I am socially isolated. 
 

1 2 3 4 5 

27. I have financial problems. 
 

1 2 3 4 5 

28. My life is passing me by. 
 

1 2 3 4 5 

Even though I am a caregiver,  
 

     

29. I am able to take care of my 
physical needs. 

 

1 2 3 4 5 

30. I still have time to take care of my 
health problems. 

 

1 2 3 4 5 

31. I am still able to exercise like I 
want. 

 

1 2 3 4 5 

32. I am able to get to my own 
checkups with doctors, dentists, 
and other health care providers. 

 

1 2 3 4 5 

33. I get a good night’s sleep. 
 

1 2 3 4 5 
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34. I am in control of my life. 
 

1 2 3 4 5 

35. I am able to participate in 
enjoyable activities. 

 

1 2 3 4 5 

36. I am able to spend time with 
friends. 

 

1 2 3 4 5 

37. I am okay financially. 
 

1 2 3 4 5 

38. I am able to maintain personal 
relationships with others. 

 

1 2 3 4 5 

39. I am able to practice religious 
activities if I want to. 

 

1 2 3 4 5 

40. I still have time for other family 
members. 

 

1 2 3 4 5 

Caregiving… 
 

     

41. Adds to my purpose or mission in 
life. 

 

1 2 3 4 5 

42. Adds to my feelings of inner 
strength. 

 

1 2 3 4 5 

43. Gives me a sense of inner peace. 
 

1 2 3 4 5 

44. Is a blessing to me. 
 

1 2 3 4 5 

45. Makes me happy. 
 

1 2 3 4 5 

46. Gives meaning to my life. 
 

1 2 3 4 5 

As a caregiver,  Very 
Poor Poor Average Good Excellent 

47. My physical well-being is  
 

1 2 3 4 5 

48. My psychological well-being is 
 

1 2 3 4 5 

49. My social well-being is 
 

1 2 3 4 5 

50. My spiritual well-being is 
 

1 2 3 4 5 

51. My overall quality of life is 1 2 3 4 5 
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Medical Outcomes Study 36-Item Short Form Health Survey-General Health Scale 
 
This group of questions asks for your views about your health.  
 
1. In general, would you say your health is:     (Circle one) 

 
Excellent ………………………………………………………………….. 1 
Very good ………………………………………………………………… 2 
Good ……………………………………………………………………… 3 
Fair ………………………………………………………………………... 4 
Poor ……………………………………………………………………….. 5 
 

 Definitely 
true 

 

Mostly 
true 

Don’t 
know 

Mostly 
false 

Definitely 
false 

2. I seem to get sick a little 
easier than other people. 

 

1 2 3 4 5 

3. I am as healthy as anybody 
I know. 

 

1 2 3 4 5 

4. I expect my health to get 
worse. 

 

1 2 3 4 5 

5. My health is excellent. 
 

1 2 3 4 5 
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Medical Outcomes Study 36-Item Short Form Health Survey-Mental Health Scale 
 
This group of questions is about how you feel and how things have been with you during 
the past 4 weeks. 
 
How much of the time in the 
past 4 weeks: 

All of 
the time 

Most of 
the time 

A good 
bit of the 

time 
 

Some of 
the time 

A little 
of the 
time 

None of 
the time 

Have you been a very nervous 
person? 
 

1 2 3 4 5 6 

Have you felt so down in the 
dumps that nothing could 
cheer you up? 
 

1 2 3 4 5 6 

Have you felt calm and 
peaceful? 
 

1 2 3 4 5 6 

Have you felt downhearted 
and blue? 
 

1 2 3 4 5 6 

Have you been a happy 
person?  
 

1 2 3 4 5 6 
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Suicide Protocol 
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Family Caregivers of Heart Failure Patients 
Suicide Protocol  

6/23/06 
 

Suicide guide triggered by caregiver expressing thoughts about being better off dead or of hurting 
themselves in some way.   
 

1. You mentioned you… (paraphrase their suidical trigger: “had thoughts about being better off 
dead,” “ending your life,” “hurting yourself”)… could you tell me more about that?  (open ended, 
regardless of response, proceed to question 2.  _______________________________________ 

__________________________________________________________________________________
______________________________________________________________________________ 

2. How likely is it that you might do something?  (to hurt yourself? End your life?) _____________ 
 
3. Have you ever tried to hurt or harm yourself in the past?  (learn when, what, how, hospitalized, 

enter any details here and on back of form).  __________________________________________ 
_________________________________________________________________________________ 

 

NO TO BOTH QUESTIONS 2 & 3  YES OR UNCLEAR TO QUESTIONS 2 OR 3 

LEARN THE PLAN: 
3a.  Do you have any specific plan HOW you might end your life, 
hurt or harm yourself? (paraphrase). 
 
3b.  What is that plan? 
 
3c.  Do you know WHEN you might do this? 
 
4a.  Do you drink alcohol? 
4b.  Do you have a gun in the house? 
4c.  Have you been stockpiling pills? 
4d.  Do you spend most of your time alone? 

“I might,” or “Afraid I will,” or “I will,” or “I don’t know.” 

And/or Had Prior Attempt!   
No prior attempts and 
not likely now, 
including responses such 
as:  “Not at all,” “Not 
likely,” or “I really 
wouldn’t do anything,” 
or “It’s against my 
religion.”    

It sounds as if you 
are not going to 
act on these 
thoughts, even 
though they are 
distressing.  Is 
that right?   

Note:  It is 
acceptable to 
reconfirm this 
point later in the 
interview.   

NO 
SUICIDALITY 
 
Proceed with 
interview.   

LOW TO 
MODERATE RISK 
No to 3a, b, or c.  
Yes to 4a, b, c, or d. 
 
Provide caregiver with 
contact numbers for 
mental health services 
(over).   
 
Page study PI.   
 
Proceed with interview 
if comfortable.

LOW RISK 
No to all of 3. 
No to all of 4.   
 
Provide caregiver with 
contact numbers for 
mental health services 
(over).  
 
Notify study PI within 
24 hours.  

Proceed with interview 
if comfortable.   

HIGH RISK 
Yes to 3a, b, or c. 
 
Call 911 if suicide is 
imminent.  (Try to keep 
caregiver on the line and use 
another phone).   
 
Ask if someone is there with 
caregiver and if so, tell them 
of the risk.   
 
If not imminent, connect 
them with the suicide hotline 
(317) 251-7575.   
 
Page study PI.   
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_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
_______________________________________________________________________________ 
 
If script triggered by phone call:   
 
1. If plan is specific and imminent, have a colleague call 911.  Important in this case to also 

determine if the caregiver is alone.  If not, do ask to talk to the person that is with the patient and 
make them aware of the risk.   

 
2. If risk is unclear, ask if caregiver would like to talk with a crisis counselor immediately and 

transfer to Mental Health Crisis Line (888) 279-8188. 
 

3. If not high risk, provide the caregiver with the telephone number for Mental Health Crisis Line 
(888) 279-8188 or any other resource from where they typically receive care.  A list of other 
mental health resources is below.  Determine that continuing with interview is OK with caregiver 
and switch back to the previous questionnaire.   

 
4. Contact the PI to determine whether contact with a health professional on a caregiver’s behalf is 

necessary.   
 
Johnson County Mental Health Center  
 After Hours Emergency (913) 384-3535 
 Mission Office (913) 831-2550 
 Olathe Office (913) 782-2100 
ReDiscover Mental Health and Substance Abuse Services Intake/Crisis – 24 hours (816) 966-0900 
Wyandot Mental Health Center  
 After Hours Emergency (913) 831-1773 
 Central Office (913) 831-0024 
Western Missouri Mental Health Center (816) 512-4030 
National Hopeline Network  1-800-SUICIDE or 1-800-784-2433 (24 hours/7 days) 
 
Study Number:  _____________________________________________________________________ 
Date and Time:  _____________________________________________________________________ 
PI Contacted:  ______________________________________________________________________ 
911, Suicide Hotline, or Health Professional Contacted:  ____________________________________ 
__________________________________________________________________________________ 
__________________________________________________________________________________ 
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Permission to use BCOS, ACS, OCBS 
 
 
 
 

Date:  Thu, 14 Jun 2007 13:13:51 -0400 [06/14/2007 01:13:51 PM EDT] 
From:  "Bakas, Tamilyn" <tbakas@iupui.edu>  

To:  "Nauser, Julie Ann" <jnauser@iupui.edu>  
Cc:  "Bakas, Tamilyn" <tbakas@iupui.edu>  

Subject:  Permission to use scales 
Part(s):  

  2  BCOS041807.doc  [application/msword] 60 KB    

  3  APPRAISAL OF CAREGIVING SCALE.doc  [application/msword] 49 KB    

  4  OBERST CAREGIVING BURDEN SCALE.doc [application/msword] 36 KB    
 
 Download All Attachments (in .zip file) 

Headers:  Show All Headers  
  

  

 
 
Dear Julie,  
  
 
You have my permission to use the Bakas Caregiving Outcomes Scale in 
your research with family caregivers of persons with heart failure. 
Attached are the most current background and scoring information for the 
scale. I also understand that you want to use the Oberst Caregiving 
Burden Scale and the Appraisal of Caregiving Scale as well. Dr. Oberst 
has given me permission to distribute her scales to those who wish to 
use them for research purposes.  A copy of each of these scales is 
attached as well.  Let me know if you have any questions or comments 
related to these scales.   
 
  
 
Best wishes on your research,  
 
  
 
Tami 
 
  
 
Tamilyn Bakas, DNS, RN, FAHA 
 
Associate Professor 
 
Indiana University School of Nursing 
 
1111 Middle Drive, NU 417 
 
Indianapolis, IN  46202-5107 
 
Office (317) 274-4695 
 
Fax (317) 278-1856 
 
Email tbakas@iupui.edu  
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Permission to use CAS 
 
 

 

From: Moser, Debra [mailto:dmoser@email.uky.edu]  
Sent: Wednesday, September 07, 2005 11:48 AM 
To: Nauser, Julie 
Subject: RE: Questions about Control Attitudes Scale 

Hi Julie,   
 
Interesting research area!  Of course, you can use that scale.  Regarding your question about the 
4th item -- we always use all of the items, particularly when there is a definite family member (as 
there will be in your study).  You are right that perceptions may not always match reality or that 
one member of hte dyad may feel in control while the other feel totally out of control -- however, it 
is the perception that matters, not the reality....and many people's sense of control begins to be 
threatened (at least a little) when people around them feel out of control.  Our best psychometrics 
and most reliable performance of the scale comes when it is used in families so I think you will 
have good results -- I look forward to hearing your outcomes -- Debra 
  
Debra K. Moser, DNSc, RN, FAAN 
Professor and Gill Chair of Nursing 
Editor, The Journal of Cardiovascular Nursing 
University of Kentucky, College of Nursing 
527 CON Building, 760 Rose Street 
Lexington, KY 40536-0232 
phone 859-323-6687 
fax 859-257-5959 
dmoser@uky.edu 
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Permission to use PHQ-9 
 
 
 
 
 

Date:  Thu, 14 Jun 2007 16:19:18 -0400 [06/14/2007 04:19:18 PM EDT] 
From:  "Kroenke, Kurt" <kkroenke@iupui.edu>  

To:  "Bakas, Tamilyn" <tbakas@iupui.edu>  
Cc:  "Nauser, Julie Ann" <jnauser@iupui.edu> , dburgett@regenstrief.org  

Subject:  RE: PHQ-9 use in Family Caregivers of Heart Failure Patients 
Headers:  Show All Headers  
The measure is free to use clinically and for research. Consider this e-mail your 
permission 
 
Kurt Kroenke, MD 
Professor of Medicine 
Indiana University School of Medicine 
Research Scientist, Regenstrief Institute 
Ph  317-630-7447  (Donna) 
Fax 316-630-6611 
 
 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 223



 
Request Form – PPUS-FM 

 
I request permission to copy the Parents’ Perception of Uncertainty in Illness Scale 
Family Member Form for use in my research entitled, 
 

Family Caregiving in Heart Failure 
 
In exchange for this permission, I agree to submit to Dr. Mishel, upon completion of the 
study a printout of the uncertainty data on a 3.5 inch disk containing the data with the 
data dictionary.  The data on each subject’s response to each item on the Uncertainty 
Scale.  This data will be used to establish a normative data base for clinical populations.  
No other use will be made of the data submitted.  Credit will be given to me in reports of 
normative statistics that make use of the data I submitted for pooled analyses.  Credit will 
be give to me in any reports referring to my findings. 
 
 

Julie A. Nauser 
October 29, 2005 

 
 
Position and full address of Investigator 

Julie A. Nauser, MSN, RN 
Doctoral Nursing Student – IUSON 

11403 W. 105 Terrace 
Overland Park, KS 66214 

 
Permission is hereby granted to copy the PPUS-FM for use in the research described 
above. 

 
Merle Mishel 

11/2/05 
 

Please send two signed copies of this form to Merle H. Mishel, PhD, FAAN; School of 
Nursing, CB #7460 Carrington Hall, University of North Carolina, Chapel Hill, NC, 
27599-7460 
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APPENDIX H 
 

16-Item HFCQL Scale 
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16-Item Heart Failure Family Caregiver-Specific Quality of Life Scale 
 
This group of questions is about how providing care to the heart failure patient has 
affected your life.  Circle the number that most closely corresponds with your level of 
agreement.   
 
 
As a caregiver,  
 

Strongly 
Disagree Disagree 

Neither 
Disagree 
or Agree 

Agree Strongly 
Agree 

52. I seem to get sick more often. 
 

1 2 3 4 5 

53. I am overwhelmed. 
 

1 2 3 4 5 

54. I feel selfish when considering 
my own needs. 

 

1 2 3 4 5 

Because of caregiving, 
 

     

55. I am tired. 
 

1 2 3 4 5 

56. My physical health has suffered. 
 

1 2 3 4 5 

57. I am strained emotionally. 
 

1 2 3 4 5 

58. I am socially isolated. 
 

1 2 3 4 5 

Even though I am a caregiver,  
 

     

59. I am still able to exercise like I 
want. 

 

1 2 3 4 5 

60. I am able to get to my own 
checkups with doctors, dentists, 
and other health care providers. 

 

1 2 3 4 5 

61. I am able to participate in 
enjoyable activities. 

 

1 2 3 4 5 

62. I am able to maintain personal 
relationships with others. 

 

1 2 3 4 5 

63. I am able to practice religious 
activities if I want to. 

 

1 2 3 4 5 
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Caregiving… 
 
64. Adds to my purpose or mission in 

life. 
 

1 2 3 4 5 

65. Adds to my feelings of inner 
strength. 

 

1 2 3 4 5 

66. Gives me a sense of inner peace. 
 

1 2 3 4 5 

67. Gives meaning to my life. 
 

1 2 3 4 5 
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