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ABSTRACT 

Background: Disparities in care for seriously ill African American (AA) elders exist because of 

gaps in knowledge regarding culturally sensitive physiological, psychological, social, and 

spiritual needs and preferences. 

Conceptual Framework: The foundation of culturally sensitive patient-centered PC is formed 

from social, spiritual, psychological and physical experiences of serious illness.  

Purpose: Aim 1 was to describe categories and patterns of psych-social-spiritual healing from 

the perspective of AA elders with serious illness. Aim 2 was to examine the NIH Clinical 

Center’s psych-social-spiritual healing measure as a valid, culturally appropriate measure for this 

population.  

Methods: A purposive sample of 28 AA elders with serious illnesses and from the Jackson MS 

area participated in this study. Aim One used the qualitative method of narrative analysis. Aim 

Two used cognitive interviewing methodology, including verbal probing and think aloud 

techniques. 

Findings: Aim One: Prior experiences, I changed, and Across past, present experiences and 

future expectations were the three main of the thematic analysis. The thematic categories in prior 

experiences were: been through it…made me strong, I thought about…others, and went down 

little hills…got me down. The thematic categories in I changed were: I grew stronger, changed 

priorities, do things I never would have done, and quit doing. The thematic categories in Across 

past, present experiences and future expectations were: God did and will take care of me, close-

knit relationships, and life is better. The most prevalent theme of God did and will take care of 

me was divided into subthemes of: God did, God will and developing faith.  
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Aim Two: Of the fifty-three items on the Psychological-Social-Spiritual Healing instrument, 

thirty-seven items were retained, eight items revised, and eight items deleted. 

Conclusions: Aim one: The narratives were stories of remarkable strength.  This strength was 

grounded in the participants’ “faith” in God that helped the aging seriously ill AA elder 

“overcome things. ” Aim Two: Linguistic validity was enhanced with expert input from the 

seriously ill AA elders. Pragmatic validity, using both the research team and participants’ input, 

improved the content validity. These findings provide evidence towards a more valid and 

culturally sensitive tool. 
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INTRODUCTION 

Background  

As the population of AA elders increases, there is a need to focus on delivery of 

culturally congruent care (Leininger & McFarland, 2002). In 2010, there were 38.9 million 

African American (AA) elders, and by the year 2050, AA older adults are projected to account 

for more than 21.5% of the US population, an increase from 10% in 1990s (Bulatao & Anderson, 

2004). Yet, according to the AHRQ (2011) Health Disparities Report, AA elders are less likely 

than Whites to receive the right amount of support during the time of serious illness.  

Disparities in care for seriously ill AA elders exist because of gaps in knowledge around 

culturally sensitive physiological, psychological, social, and spiritual palliative care (PC) 

practices (Cohen, 2008; Evans & Ume, 2012; Johnstone & Kanitsaki, 2009; Welch, Teno, & 

Mor, 2005). To facilitate PSS healing for the seriously ill AA elder, the perspectives of the 

seriously ill AA elder must inform PC practices. Defined for this study, palliative care’s role is 

“to anticipate, prevent and relieve suffering; to support the best possible quality of life for 

patients and their families, regardless of the stage of the disease,” not just care provided at EOL 

across serious illnesses (National Consensus Project for Quality Palliative Care[NCPQPC], 2013, 

p. 9). Serious illness is defined conceptually as “a persistent or recurring condition that adversely 

affects one’s daily functioning or will predictably reduce life expectancy” (NCPQPC, p. 8).  

Significance 

Although comprehensive palliative care for patients with serious illness improves quality 

of life, quality of care and patient satisfaction, the growing population of African American (AA) 

elders with serious illness experience disparities in the receipt of palliative care, dissatisfaction 
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with that care, and care inconsistent with their wishes leading to decreased quality of life and 

increased suffering. In addition, little is known about the AA elders’ cultural values and beliefs 

about the psycho-social-spiritual dimensions of palliative and end-of-life care.  

Disparities in palliative and end-of-life care are due to lack of integration of culturally 

sensitive psychological, social and spiritual healing for AA elders with serious illness. Patient-

centered palliative care focuses on psychological, sociological and spiritual dimensions of 

healing, as well as the physiological, to decrease suffering and improve quality of life. Healing is 

conceptualized as generating a “life transforming positive subjective change” (Skeath et al. 

2013) or what has been described as psychological-social-spiritual healing occurring when one 

experiences a serious illness.  

Since it is known that culture influences health behaviors and the meaning of illness 

(Andrews & Boyle, 2008; Leininger & McFarland, 2002; Purnell & Paulanka, 2008; Singer & 

Bowman, 2002), one must bring together data about cultural values, attitudes, beliefs and/or 

preferences related to PSS healing for seriously ill AA elders. Knowledge about these cultural 

values, attitudes, beliefs and/or preferences of aging seriously ill AA elders is necessary to form 

the foundations for delivering patient centered palliative care (PC) (National Quality 

Forum[NQF], 2006; Center to Advance Palliative Care[CAPC], 2010; Evans & Ume, 2012). 

However, research analyzing cross-cultural differences in psychological, social and/or spiritual 

domains is limited in scope, quantity and location (Cohen, 2008; Evans &Ume; Johnstone & 

Kanitsaki, 2009; Welch et al., 2005). Although some is known about barriers to adequate PC for 

AA elders with serious illness, the cultural aspects of PSS healing have only been sparsely 

studied (Teno et al. 2004; Evans & Ume; Johnstone & Kanitsaki; Welch et al.).  
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Conceptual Framework 

To guide this dissertation, the PI used a culturally based conceptual framework (see Figure 

1). Through this conceptual framework, the approach to PC integrates cultural beliefs and values 

of PSS healing (Andrews & Boyle; Leininger & McFarland; Purnell & Paulanka; Singer & 

Bowman; NCPQPC, 2013). PSS healing and suffering are on a continuum centered on culturally 

sensitive patient-centered PC. The foundation of culturally sensitive patient-centered PC is 

formed from one’s social, spiritual, psychological and physical experiences of serious illness. 

Discovery of these cultural values and beliefs from AA elders’ experiences of illness provides 

insight for the development of culturally sensitive PC interventions. Culturally sensitive patient-

centered PC can positively impact AA elder’s experiences within healthcare and improve the 

quality of PC delivery (NCPQPC). PC delivered through this frame provides approaches to 

decrease suffering and, in turn, to facilitate PSS healing for seriously ill AA elders while 

achieving the overall goals of PC.  

Figure 1. Culturally Sensitive Patient-Centered Palliative Care 
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PC principles focus on patient-centered care of the seriously ill (NQF, 2006; NCPQPC, 

2013). Defined in this study, PC is “to anticipate, prevent and relieve suffering; to support the 

best possible quality of life for patients and their families, regardless of the stage of the disease,” 

(NCPQPC, p. 9), not just care provided at end of life (EOL) across serious illnesses. Serious 

illness was defined conceptually as “a persistent or recurring condition that adversely affects 

one’s daily functioning or will predictably reduce life expectancy” (NCPQPC, p. 8) and was 

defined operationally by the top four leading causes of death in AA: heart disease (limited here 

to heart failure), cancer, stroke, and diabetes mellitus (CDC, 2013). Of note, none of the patients 

was enrolled in PC or hospice programs. 	  

Within PC, providers focus on the seriously ill elder’s needs, goals and preferences. 

These are shaped through culturally bound values and beliefs centered on AA elders’ 

psychological, social, and spiritual and physiological experiences—the concept of patient-

centered PC (NQF, NCPQPC). Of these, the physiological dimension has been most studied 

However, other dimensions have been shown to impact overall suffering (NCPQPC). Due to the 

complex nature of spirituality, a broad view of spirituality was important to fully describe the 

spiritual aspects of healing/suffering for seriously ill AA elders. Spirituality was defined as the 

“aspect of humanity that refers to the way individuals seek and express meaning and purpose and 

the way they experience their connectedness to the moment, to self, to others, to nature and to the 

significant or sacred” (Puchalski et al., 2009, p. 887). 	  

 When suffering is present, there is a decreased ability for patients to experience healing 

opportunities, a healing which is more than the biological cure of one’s medical diagnosis 

(Kearney, 2000). Some patients have shown PSS healing even when faced with physical 
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progression of their serious illness (Skeath et al., 2013). The inability to provide physical healing 

or “cure” of all patients with serious illnesses creates a enhanced need to explore the other non-

physiological dimensions so provision of PC can contribute to one’s PSS healing. Among these 

multidimensional concepts in serious illnesses, there is perpetual movement back and forth on 

the healing/suffering continuum (Mount & Kearney, 2003; Paterson, 2003). Healing has been 

defined as generating a “sense of wholeness as a person” (Mount & Kearney, p. 657), despite 

one’s illness. Defined in many disciplines, healing is a subjective and multidimensional concept 

(Denz-Penhey & Murdoch, 2008; Dossey, 1999; Swatton & O’Callahagan, 1999; Egnew, 2005; 

Feudtner, 2005; Jonas & Chez, 2004; Koithan et al., 2007; Kuhn, 1988; Landmark & Wahl, 

2002; Pleury, Kimbrell & Kruszweski, 1995; Sanders, 1996). Healing, in this study, was defined 

as generating a “life transforming positive subjective change” or what has been described as PSS 

healing phenomenon occurring when one experiences a serious illness (Skeath et al., p. 1). In 

contrast, suffering was defined as an “unpleasant, emotional experience that can be 

psychological, social and/or spiritual” (Ferrell & Coyle, 2008, p. 246). With these 

conceptualizations of healing/suffering, PSS healing can be present even in the presence of a 

worsening physiological state (Skeath et al.; Kearney, 2000; Mount & Kearney, 2003; Mount, 

Boston & Cohen, 2007). From these complex illness experiences, new knowledge about 

mediators/moderators of psychological, social, spiritual healing/suffering for seriously ill AA 

elders can be found, thus providing opportunities to positively impact the PC provided for this 

population. 	  



 17 

Purpose and Aims 

The purpose of this study was to investigate psych-social-spiritual healing for seriously ill 

AA elders to decrease critical gaps in knowledge about culturally sensitive palliative patient-

centered interventions for AA elders with serious illness. There are 2 specific aims that were 

completed in two separate phases for this study.  

Phase One 

The purpose of the phase one study was to describe psychological, social and spiritual 

experiences of healing for AA elders with serious illnesses of heart failure, cancer, stroke and/or 

diabetes. Using the qualitative method of narrative analysis, the specific aim was to describe 

categories and analyze patterns of PSS healing from the perspective of AA elders with serious 

illness. 

Phase Two 

Through a cognitive interviewing approach, the purpose was to contribute content 

validity to a 53 item Psychological-Social-Spiritual Healing instrument by providing input into 

the linguistic and pragmatic validities of individual items within the instrument (Kvale, 1995; 

Maxwell, 1992). The specific aim was to examine the NIH Clinical Center’s PSS Healing 

instrument by assessing seriously ill AA elders’ understandings and interpretations of each 

individual item on the PSS Healing instrument. The expected outcome was to produce summary 

item analyses of each item on the NIH PSS Healing measure based on the input of the aging 

seriously ill AAs. 	  

Together, these findings will serve to characterize psych-social-spiritual healing for AA 

elders. The long-term goals are to develop and test culturally sensitive interventions that support 
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psych-social-spiritual healing through provision of patient-centered palliative care across a more 

diverse patient population, contributing to decreased suffering and improved quality of life for 

the AA elder with serious illness. The outcomes of this study and the training plan will prepare 

the Principal Investigator to launch a program of research focused on testing culturally sensitive 

palliative care interventions to improve the quality of life of AA elders with serious illness. 

Review of the Literature 

A review of the current research into PSS experiences of seriously ill AA elders provided 

insight into creating culturally sensitive approaches for improving quality of life (QOL) and 

overall satisfaction with the healthcare received. Research in this area is growing; however, 

research examining PSS healing experiences remains limited in scope, quantity, and location. 

Through a culturally congruent framework (Leininger, 1995), the integration of PSS experiences 

provides holistic, patient-centered care that “identify [ies], respects and address [es] differences 

in patient values, preferences and expressed needs” (AACN, 2008, p.1). However, a knowledge 

gap remains in this area, particularly through a culturally focused framework. A view that 

encompasses the multidimensional concepts of PSS healing must evaluate both culture-specific 

and culture-universal factors to provide culturally congruent care that is beneficial to the people 

being served (Leininger, 1995). Nurses contribute to the healthcare experiences of AA elders 

through interactive “transpersonal caring moments” (Watson, 2002, p. 12). When inadequate 

care is given, AA elders have experienced insufficient symptom control, difficult interactions 

with their healthcare providers, lack of spiritual psychosocial support and the possibility of dying 

without access to high quality care (Enguidanos, Yip & Wilber, 2005; Givens, Tjia, Zhou, 
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Emanual & Ash, 2010; Greiner, Perera & Ahluwalia, 2003; Johnson, Kuchibhatla, Tanis, & 

Tulsky, 2008; Kwak, Haley, & Chiriboag. 2008; Connor, Tecca, Person & Teno, 2004).  

Purpose 

The purpose of this culturally focused integrative literature review was to summarize the 

current research examining AA elders’ PSS experiences during serious illness. The following 

questions guided this review: What cultural experiences contributed to PSS healing for AA 

elders living with serious illness? What cultural experiences contributed to PSS suffering for AA 

elders living with serious illness? The insights obtained from this literature review contributed to 

the framework that guided this study and will guide further empirical research around the 

cultural phenomenon of PSS healing in seriously ill AA elders, thus guiding culturally sensitive 

approaches to interventions for patient-centered palliative care.  

Key Definitions 

For this review, the following definitions were used to conceptualize the following terms: 

sociocultural, serious illness, healing, and suffering. Sociocultural was broadly defined as 

reciprocal actions among individuals and the culture in which they abide (Vygotsky, 1978). 

Serious illness was limited and operationalized in this review to the top four leading causes of 

death in African Americans: heart disease, cancer, stroke, and diabetes mellitus (Center for 

Disease Control [CDC], 2013). Healing was defined as generating a “sense of wholeness as a 

person” (Mount & Kearney, 2003, p. 657) despite one’s illness. Healing has also been regarded 

as a subjective and multidimensional concept (Denz-Penhey & Murdoch, 2008; Dossey, 1999; 

Egnew, 2005; Feudtner, 2005; Fleury, Kimbrell & Kruszewski, 1995; Koithan, Verhoef, Bell, 

White, Mulkins, & Ritenbaugh, 2007; Kuhn, 1988; Jonas & Chez, 2004; Landmark & Wahl, 
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2002; Mount & Kearney, 2003; Sanders, 1996; Swatton & O’Callaghan, 1999). For this review, 

healing in the setting of serious illness was defined as a “life transforming, positive, subjective 

change”—PSS healing—that occurs when one experiences a serious illness (Skeath et al., 2013, 

p. 1). Suffering, on the other hand, was defined as a negative PSS experience (Ferrell & Coyle, 

2008). 

Methods 

The integrative review was used to produce a summary of existing empirical evidence. 

Using Whittemore’s (2005) method for integrative literature review, an organized and rigorous 

approach to the literature review process was followed via five steps: problem identification, 

literature search, data evaluation, data analysis, and presentation of findings (Whittemore, 2005; 

Whittemore & Knafl, 2005).  

Procedures 

A computer assisted literature search was conducted during July 2013-September 2013. 

The following electronic databases were searched: PubMED, CINAHL, EBSCO, and Web of 

Science. Many different combinations of search terms were used. Initially, zero articles were 

found when searching the term “psychological-social-spiritual healing.” Twenty four articles 

were found using the terms “psychological healing,” “social healing,” and “spiritual healing.” Of 

the 24 found, 4 met the inclusion criteria and were retained for this review.  

Because of the scarcity of the literature, related concepts to PSS healing were searched 

with the assistance of a reference librarian. Broader search terms were used in an attempt to 

capture the psychological, social, and spiritual healing/suffering phenomenon of seriously ill AA 

elders. The broader terms searched were: healing, psychological healing, social healing, spiritual 
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healing, spirituality, faith, wisdom, meaning-focused coping, coping, recovery, subjective well-

being, thriving, resilience, and optimism. Each of these terms was joined with the term “African 

American.” Boolean operators were applied to define relationships between keywords like 

African Americans (and) Blacks. These searches were delimited by the following: samples that 

included an average age of the sample of their participants age 60 or older; discussed 

psychological, social and/or spirituality dimensions of AA elders; serious illnesses of cancer, 

heart disease, stroke or diabetes mellitus; published within the last twenty years; and peer-

reviewed primary research reports. Theoretical, commentary and review articles were excluded; 

however, some of these articles’ reference lists were used as secondary sources of primary 

studies for comparison to the database searches.  

Search Results 

The initial multiple searches, using the above search terms, identified 316 publications. 

The primary author screened the titles, abstracts, and key words of these 316 publications. Due to 

duplicates and/or not meeting inclusion/exclusion criteria, 151 articles were removed, leaving 

165 publications. The remaining articles were read in their entirety for continued screening with 

the inclusion/exclusion criteria, leaving 108 articles for this integrative review. The 57 articles 

removed after this second screening were excluded for several reasons: articles were literature 

review only; articles only discussed methodological implications of recruitment of AA elders; 

articles did not include samples with average age of 60 or older, and/or the sample did not 

include serious illnesses as defined above. From the final 108 publications, the research design, 

aim/purpose, sample and main findings were extracted into a data matrix. The 108 studies that 

remained were then reviewed for overall findings and quality. (See Figure 2). 
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Figure 2. PRISMA Flow Diagram 

 
 
Integrative Review Results 

Data Evaluation  

The sample consisted of 60 quantitative, 42 qualitative, and 6 mixed methods studies. The 

samples of the quantitative studies ranged from n= 17 to n=98,528. Of these, 53 were survey 

research. The remaining 7 of the 60 quantitative studies incorporated several types of methods. 

Of the 42 qualitative studies, the sample size ranged from n= 6 to n= 167. Of these, 4 used focus 

groups and the remaining used interviews for data collection. There were a variety of 
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methodological designs, yet not all of them explicitly stated a design. Of the 6 mixed methods 

studies, the sample size ranged from n= 30 to n= 200 using methods of surveys and interviews. 

The detailed approaches of the quantitative, qualitative, and mixed-methods studies are shown in 

Table 1.  

Table 1. Methodological Approaches 
 
Quantitative Literature 

Total N= 60  
Sample Size Range= 17 to 98,528 

 

Methods N = 
Survey 53 
Retrospective chart reviews  4 
Confirmatory Factorial Analysis 1 
Interventional 2 
 
Qualitative Literature 
 
Total N= 42 
Sample Size Range= 6 to 167 

 

Methods/Approach N= 
Focus groups 4 
Grounded Theory 8 
Qualitative Description 4 
Content Analysis 5 
Narrative Analysis 3 
Ethnography 2 
Phenomenology 1 
Other/Unspecified 15* 
a Thematic analysis, Framework analysis, In-depth Interviews  
 
Mixed Methods 
 
Total N= 6 
Sample Size Range= 30 to 200 

 

Methods N= 
Surveys with interviews 6 
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 Despite the variety of research methodological approaches, many limitations relevant to 

the current review were noted. In the quantitative articles, 13 samples were made up of only 

African Americans, whereas, 47 included multiple ethnicities. For example, in the largest study 

(n= 98,528), a retrospective chart review of Medicare heart failure patients, only 8.5% of the 

sample was AA (Givens, Tjia, Zhou, Emanuel & Ash, 2010). Of the quantitative studies, only 

one oversampled AAs as part of the “National Survey of American Life” (Taylor, Chatters & 

Joe, 2011; Taylor, Chatters & Jackson, 2007).  

As with the quantitative studies, some of the qualitative studies did not use exclusively 

AA samples (n=22). However, 20 of the qualitative studies exclusively sampled only AA elders. 

Joining 3 large narrative analysis studies, the largest qualitative sample, N=167, used only 

African Americans for their sample (Becker, Gates & Newsom, 2004).  

Also, there was lack of conceptual clarity around PSS concepts. Only 23 of the 108 

publications specifically reported a conceptual framework, necessary for providing conceptual 

clarity. In this survey research, there was no consistency in surveys/instruments or measures 

employed to measure PSS dimensions. For example, the spiritual domain was defined in a 

variety of ways: spirituality, religiosity, and/or religion practice. Although there was a lack of 

conceptual clarity of the spiritual domain throughout all the studies, the measurement of the 

spirituality domain occurred at a much higher frequency than measurements for psychological or 

social domains. In fact, in the initial literature searches, “spiritual healing and African 

American,” yielded the largest number of publications (n =29) compared to “social healing and 

African American” (n=9), and “psychological healing and African American” (n=9).  
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In the quantitative survey articles, the authors reported difficulty with item non-response, 

recall bias with self-reported measures and potential selection bias on the part of participants 

who returned mailed surveys. Large numbers of the survey articles were cross-sectional, and 

longitudinal studies were frequently recommended by the authors to capture the 

multidimensional PSS experiences of serious illness. Most of the 53 survey research studies 

incorporated only cross-sectional analyses, while only one incorporated a longitudinal approach. 

Within the survey research, the authors discussed the difficulty of collecting the wide variety of 

cultural dimensions of AA elders’ PSS aspects due to difficulty using instruments that were not 

developed within the AA culture. Many recommendations were made to include qualitative 

approaches so participants could more easily report culturally specific qualities of these 

dimensions.  

A variety of qualitative methodological designs were used; however, not all of them 

explicitly stated a design/method. However, within the qualitative approaches, specific 

information such as clinical information, severity of disease, comorbid illnesses or functional 

status was frequently under-reported. For the mixed methods studies, the authors reported 

choosing this approach to triangulate the findings of the survey and interviews. All six used 

surveys and interviews for data collection. Of the largest study (n=200), 200 surveys and 80 

ethnographic interviews were conducted. Again, this study’s sample was not made up of only 

AA individuals, but also included European Americans, Korean Americans and Mexican 

Americans individuals (Blackhall et al., 1999).  

Finally, many studies only used one geographical location or one healthcare institution, 

decreasing the ability to collect broader findings across different settings. All studies were 
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completed in the United States except for one in Britain (Koffman, Morgan, Edmonds, Speck & 

Higginson, 2008).  

Psychological Experiences  

As detailed in Table 2, individual psychological experiences found in these studies 

included depression, fear, anxiety, worry, psychological distress/stress, and sadness. Despite the 

multitude of negative experiences found, some positive psychological experiences were noted 

when cognitive reframing of illness occurred. This reframing was described by terms such as 

optimism, wishful thinking, positive reappraisals, outlook and coping, resilience, and well-

adjusted adaptations to one’s illness. The review findings do indicate that positive psychological 

outcomes do occur for seriously ill AA elders if negative experiences are decreased. When 

negative experiences decrease, perhaps opportunities emerge for PSS healing for the seriously ill 

AA elder. However, multiple components of seriously ill AA elder’s psychological experiences 

are still highly understudied, with conflicting evidence of what and how AA elders’ 

healing/suffering are impacted. (See Table 2). 

Table 2. Psychological Experiences    
 
Authors Date Sample Method Findings 

 
Reynolds et al.  2000 442 AA & 405 

White women with 
Breast CA 

Longitudinal 
survey  

Expression of 
emotion associated 
with better survival. 
AAs more likely to 
suppress emotions. 
White woman had 
wishful thinking and 
positive reappraisals 
of illness. 
 

Rankin et al.  2002 76 post AMI 
women (19% AA; 

Longitudinal 
survey 

Similar recoveries in 
depression, anxiety, 
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81% White) and coping. White 
women had quicker 
physical recovery.  
 

Poopola 2005 20 Nigerians and 11 
AAs with Diabetes 

Ethnography Balance between fear 
and fully living as 
main coping strategy 
for balancing lives. 
When uncertainties 
higher, more 
suffering occurred. 
 

Porter et al.  2006 155 AA & 369 
White women with 
Breast CA 

Structural 
modeling 

Cognitive processes 
important for 
psychological 
adaptation to 
survivorship. More 
depression occurred 
when patient unable 
to care for self. Less 
ability to use coping 
strategies when 
physical co-
morbidities increased. 
 

Deimling et al. 2006 121 White and 200 
AA adults with 
cancer (breast, 
colorectal, prostate) 

Cross-sectional 
survey 

Skills to deal with 
illness developed in 
survivors with most 
complex illnesses. 
Planning and 
acceptance most 
common coping 
skills. Less worry and 
anxiety in AAs when 
attitudes linked to 
optimism. 
 

Amoaka et al. 2008 68 AAs with 
Diabetes 

Experimental- 
psycho-
educational 
telephone 
intervention 

When uncertainty in 
illness reduced, 
improvement in self-
care and psychosocial 
adjustment noted. 
 

Agrawal et al.  2010 238 AAs with Survey Higher prevalence of 
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cancer (breast/lung, 
colon) 

depression in older 
AA survivors. 
Depression attributed 
to identifiable risk 
factors: living alone, 
being uninsured, 
fatigue, and pain. 
 

Holt-Hill 2009 135 elderly AAs 
(age 65-88) 

Survey Coping used: positive 
reappraisal, self 
control. Planning 
with problem solving. 
 

Warren-Findlow 
et al.  

2010 12 AA women  
with HF 

Interviews Stress reported as 
contributor to HF. 
Patients reported 
need to decrease 
stress in their lives. 

 

Social Experiences  

Social support was shown to impact seriously ill African Americans’ experiences. (See 

Table 3.) Despite research that has shown the benefits of social support, not all AA elders 

reported a positive role of social support. Negative experiences occurred for some, such as social 

isolation, decreased intimacy with others; negative social support from family, friends or 

healthcare providers, concerns about burdening others, and low socioeconomic resources or 

limited access to care. Social experiences can be impacted either positively or negatively by the 

healthcare that is provided. AA elders’ social experiences may be negatively impacted by 

healthcare system discrimination caused by lack of culturally sensitive care, socioeconomic 

factors, and limited access to care. The findings of this review are consistent with other research 

on financial, socioeconomic, and access issues in minority populations (AHRQ, 2012). Studies 

evaluating the social relationships of seriously ill AA elders with others reveal conflicting 
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evidence. Even in the presence of negative social interactions, some individuals developed 

strength despite their suffering. The mechanisms contributing to social healing for seriously ill 

AA elders remains unclear. Therefore, gaining more knowledge from the perspectives of 

seriously ill AA elders is necessary to determine how these social interactions provide 

opportunities for healing. (See Table 3.) 

Table 3. Social Experiences 
 
Author Date Sample Method Findings 

 
Guidry et 
al.  

1997 593 Cancer survivors 
(white, Hispanic, and AA) 

Cross-sectional 
survey 

Informal social support 
networks such as 
extended families and 
civic clubs more helpful 
for AAs and Hispanics 
than Whites. 
 

Bourjolly  1998 41 AA and 61 White 
women breast CA 

Cross-sectional 
survey 

Higher reliance on 
spirituality (private and 
public) in AA women 
than White women as a 
coping resource.  
 

Bourjolly 
et al.  

1999 41 AA and 61 white 
women breast CA 

Cross-sectional 
survey 

Greater difficulty in 
social functioning (self-
care, household, 
occupational, social, and 
community activities) in 
AAs than in White 
counterparts. 
 

Bowie et 
al.  

2004 14 AA and 24 White men 
prostate CA 

Mixed: Survey 
and focus groups 

Higher importance of 
religion and spirituality 
noted in AA men. 
Membership and 
attendance at church 
important factors of 
spirituality.  
 

Henderson 2003 66 AA females with breast Descriptive focus Supportive networks 
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et al.  CA groups and culturally sensitive 
support groups vital and 
reported a need for 
culturally sensitive 
support groups.  
 

Shellman 2004 7 AA Males/Females >70 
yrs. of age 

Phenomenology Religion helped them 
“get through life”; 
discrimination reported. 

Jones et 
al. 

2008 14 AAs with prostate CA Interviews Support from family and 
friends played an 
important role in 
helping men cope with 
treatment and recovery. 
 

Black et 
al.  

2009 6 AA males >80 years of 
age 

Ethnographic 
interviews 

Struggles of racism 
provided strength for 
dealing with 
insensitivities of 
medical community. 
 

Agrawal 
et al.  

2010 238 AA cancer survivors 
(breast, lung, colon) 

Cross-sectional 
Survey 

Higher QOL present 
with perceived support 
from family friends. 
 

Jones et 
al.  

2011 23 AAs with prostate CA Hermeneutic 
phenomenological 
approach with 
focus groups 

Themes found: major 
social resources were 
wives. Physician 
support also important. 
Having insurance led to 
decreased anxiety. 
 

Tkatch et 
al. 

2011 115 Cardiac rehab pt’s: 
White and AA 

Cross-sectional 
survey 

More support, better 
health behaviors, and 
higher coping efficacy 
in AAs with large inner 
networks. 
 



 31 

Hinojosa 
et al. 

2011 77 (AA, White, and Puerto-
Rican) stroke patients 

Mixed: Grounded 
theory and 
surveys 

AA's less socially 
isolated than white 
counterparts. If 
participants socially 
isolated during first year 
post stroke, higher 
levels of depressive 
symptoms and 
decreased ability to 
manage daily activities 
existed.  
 

Chatman 
et al.  

2011 32 AA females with breast 
CA 

Mixed: Focus 
groups then 
structured 
interviews 
 

Cancer had negative 
impact on intimate 
social relationships. 

Dilorio et 
al. 

2011 320 males with prostate 
CA (42% AA) 

Cross-sectional 
survey 

Cancer did not have 
negative impact on 
intimate relationships. 
Participants reported 
some physician bias in 
cultural beliefs. 
 

 

    
Harper et 
al. 

2013 17AAs with colorectal 
cancer 

Focus groups Medical mistrust, 
suspicion, and negative 
attitudes linked to 
concern about HCP’s 
motives. 

 

Spiritual Experiences  

Significant differences were found among definitions of spirituality, religion, and religious 

practices among publications due to the complex nature of the term spirituality. The 

incorporation of a broad view of spirituality was important to fully describe social 

healing/suffering for the seriously ill AA elder. For purposes of this integrative review, the 

source articles defined spiritual healing in the following ways: existential and/or religious 
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practices, psychological and/or sociocultural constructs of spirituality, and with the following 

terms: spirituality, religion, religiosity or religious practices. Table 4 depicts some of the most 

common of these definitions. 

Table 4. Spirituality Definitions 
 
Psychological construct  
“A state of being”  Casarez, Engebreston & Ostwald, 2010, p. 227 

 
Inner peacefulness Harris, Berger, Mitchell, Steinberg, Baker, 

Handel, Bolle, Bush & Pavletic, 2010 
 

Meaning and purpose in life or 
connectedness with self  

Lin & Bauer-Wu, 2003; Delgado, 2007 
 

Sociocultural construct  
A connectedness with others or a 
higher being 

Lin & Bauer-Wu, 2003; Delgado, 2007 
 

Comfort in faith Mount & Kearney, 2003 

A feeling of comfort relieved by from 
a connection to a higher power that is 
sacred and transcendent 
 

Edmondson, Park, Blank, Fenster & Mills, 
2008 
 

Integrated holistic dimension that 
included interconnectedness with self, 
other and sacred which shapes their 
way of life 
 

Harvey & Cook, 2010 

Religion  
Public and private behaviors, attitudes 
and beliefs 
 

Taylor, 2011 

Public and private behaviors, attitudes 
and beliefs organized around a 
structured system of tenets, practices 
and rituals 
 

Ellison & Levin, 1998, Idler et al., 2003  

Intrinsic religion- one’s inward 
practices such as prayer and belief in 
God 
Extrinsic religion- one’s outward 

Dickson, McCarthy, Howe, Schipper & Katz, 
2013 
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practices such as religious 
affiliation/church attendance 
 
 
 
 Spirituality has been shown to play important roles for AA elders dealing with serious 

illness. (See Table 5). When experiences were positive, spirituality provided healing for 

seriously ill AA elders, whether this occurred through existential, psychologically constructed, or 

sociocultural religious practices. Based on geographic location, gender or illness, there was noted 

differences in the roles spirituality played in the lives of seriously ill AA elders. Spirituality was 

strongly linked to the quality-of-life (QOL) of seriously ill AA elders. However, spirituality 

defined as religious practice did not always show a positive effect on the well being of the AA 

elder. There remains a lack of conceptual clarity regarding what spirituality is and how 

spirituality affects suffering/healing for seriously ill AA elders. (See Table 5). 

Table 5. Spirituality Experiences 
 
Author Date Sample Method Findings 
Chatters et 
al.  

1992 446 AA- > age 
55 

Survey Older age, women and living in 
south had higher religiosity. 
 

Powe 1997 55 AA & 18 
White elders 

Cross 
sectional 
survey 

Fatalism was present but no sig 
relationships were shown between 
fatalism and spirituality. 
 

Bourjolly et 
al.  

1999 41 AA and 61 
White women 
with breast CA 

Comparative 
survey 

Black women relied on both 
public and private religiousness as 
a coping resource to a greater 
extent than white women. 
 

Cunningham 
et al.  

1999 99 AA elderly- 
age 60-95 

Cross 
sectional 
survey 

When measuring health related-
Quality of Life (HR-QOL)-
spiritual well being was found to 
be more important than physical, 
social or psychological well being. 
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Henderson et 
al.  

2003 66 AA women 
with breast CA 

Focus groups Spirituality played a strong role in 
coping. Coping strategies used 
were: relying on prayer; avoiding 
negative people; developing a 
positive attitude; having a will to 
live; and receiving support from 
family, friends and support 
groups. 
 

Bowie et al. 2004 14 AA and 24 
white males with 
prostate CA 

Mixed- focus 
groups and 
survey 

Religion and spirituality was 
important for AA. This 
importance included membership 
in a church and regular 
attendance.  
Due to this important role of 
spirituality, most had spoken with 
their physicians about their 
beliefs. 
 

Ark et al.  2006 274 AA, Age 
>55 

Survey AA elder women had higher 
subjective religiosity and engaged 
in more religious behaviors vs. 
non-Hispanic White (NHW) 
participants. Higher religiosity 
was associated with better health 
status and decreased use of health 
services. 
 

Harvey 2006 10 AA female- 
with arthritis, 
severe HTN or 
heart disease 
 

Narrative 
analysis 

Self -management of illnesses 
combined traditional medicine and 
spiritual practices. 

Taylor et al.  2007 837 AA, 298 
Non-Hispanic 
White( NHW) 
and 304 
Caribbean 
Blacks (CB)- 
over age 65 
 

Survey AA and CB reported higher levels 
of religious participation, religious 
coping and spirituality than NHW. 

Arcury et al. 2007 220 AA, 181 
Native 
American, 297 

Survey AA engaged in more private 
religious practices. No differences 
in public religious practices 
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White with 
Diabetes 

amongst groups. No associations 
found among mental health and 
religious participation. 
 
 

Dunn et al.  2007 17 non-white 
and 11 white 
community 
dwelling older 
adults 

Focus groups Activities reported contributing to 
well being were:  

1. Participating in faith ways- 
intrinsic or extrinsic 

2. Keeping positive energy 
by: staying active, 
engaging in leisure 
activities, having a sense 
of self motivation, and for 
older male adults- being 
competitive. 

3. Keeping active support 
systems by: visiting health 
care provider, attending 
support groups, 
participating in rehab 
and/or staying connected 
to family and friends 

4. Participating in wellness 
activities through: 
doing= taking meds, 
prescribed and OTC, using 
medical devices, diet, 
exercising, getting plenty 
of rest 

 Being= meditating, listening to 
music, putting bad things 
out of your mind 

5. Engaging in affirmative 
self-appraisal through 
positive self -reflection 
and having a sense of 
accomplishment. 
 

Hamilton et 
al.  

2007 15 AA women 
with breast CA; 
13 AA men with 
prostate CA 

Grounded 
theory 

Participants discussed their 
personal relationship with God as: 

1. I called on god 
2. I know God was with me 
3. God will do his will 
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Types of support believed to come 
directly or indirectly from God 
were: 
1. Healing their cancer 
2. Taking away worries 
3. Giving no more than they could 
bear 
4. Sending someone to help  
5. Keeping cancer from spreading 
6. Giving them the medicine 
Participants discussed need for 
repaying God through acts of 
service to him and others. 
 

Levine et al.  2007 36 AA, 52 
Asian/pacific, 52 
Caucasian, 21 
Latino females 
with breast CA 

Mixed- 
survey then 
interviews 

Themes found:  
1.God as comforting presence;  
2. Questioning faith and anger at 
God 
3. Spiritual transformation of self 
and attitude toward others 
4. Recognition of one’s own 
mortality 
5. Deepening of faith and 
acceptance.  
AA, Latino’s or Christians with 
spiritual beliefs had higher 
comfort from god over other 
groups. Higher spiritual well- 
being was found in survivors who 
used prayer. No significant 
differences existed amongst the 
ethnic groups in psychological or 
social QOL.  
 

Hamilton et 
al.  

2007 54 AA 
male/female with 
stressful life 
events, average 
age= 68 

Mixed 
methods- 
survey and 
interviews 

Overall themes noted: 1.God as 
Protector 2. God as beneficent, 
praise and thanksgiving 3.God as 
healer 4. Memory of forefathers, 
5. Prayers to God and 5. Life after 
death. 
 

Koffman et 
al.  

2008 26 CB and 19 
British with CA 

Interviews Stronger religious beliefs were 
more pronounced in CB. Themes 
found: 
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1.Religious beliefs in God helped 
them comprehend their cancer w 
2. Their faith, emotional and 
practical support provided by 
church communities assisted them 
to live with the physical and 
psychological effects of the illness 
3. The experiences of cancer 
promoted their religious identity. 
 

Samuel-
Hodge et al.  

2008 185 AA with 
diabetes 

Cross 
sectional 
Survey 

A positive role for church 
involvement was associated with 
psychological adaptations to 
living with diabetes and was 
linked to self-efficacy and 
competence. 
 

Levine at al.  2009 41 AA, 52 
Asian/pacific, 53 
Caucasians, 23 
Latino females 
with breast CA 

Mixed 
Methods 

Higher spiritual well-being was 
found in survivors who used 
prayer. No significant differences 
existed among the ethnic groups 
in psychological, social support of 
QOL.  
 

Black et al.  2009 6 AA male >80 
years of age 

Ethnographic 
interviews 

Religious beliefs helped decrease 
suffering caused by racism. 
 

Zavala et al.  2008 9% AA, 53% 
Latino, 20% 
Caucasian males 
with prostate CA 

Survey Higher levels of spirituality were 
noted in AA and Latino men with 
high school education. HR-QOL 
was higher when spirituality was 
measured as purposeful meaning 
and peace. 
 

Hamilton et 
al.  

2009 1. 28 AA with 
cancer, average 
age=63 
2. Context 
experts 7 post-
doc and 5 faculty 
3. 38 AA cancer, 
average age=65 
4. 382 AA 
cancer, average 

Mixed 
Methods: 
Multiphasic- 
Samples 1 
and 2-
Interviews 
Sample 3-
Cognitive 
interviewing 
Sample 4-

Findings: developed Ways of 
Helping instrument. 
Ways of helping were: 
 1.Help received- emotional, 
instrumental, and information 
support received from family and 
friends 
2.Help given to others-activities 
that made them feel connected to 
and supported by their network of 
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age=64.1 Survey family and friends 
3. Help from God 
4.Self help strategies- staying 
busy, praying, meditating, 
thinking positively. 
 

Taylor et al.  2011 3,570 AA, 1621 
Caribbean 
Blacks (CB), 
891 non-
Hispanic whites 
(NHW) 
 

Survey In AA and CB, 90% reported 
religion and spirituality as 
important vs. 75% of NHW. 

Casarez et al. 2010 4 AA male and 
14 AA women 
with diabetes 

Qualitative 
descriptive 

The ability to self manage their 
illness was connected to 
relationship with God. 
 

Agarwal et 
al.  

2010 50 AA with 
head/neck CA 

Cross 
sectional 
survey 

Higher QOL was found if “turned 
to God,” had family and friends 
for support, and helped others by 
encouraging their participation in 
cancer screening and/or treatment. 
If participants coped by being 
strong/self-reliant, then 
dependence on others for physical 
care was associated with lower 
QOL and social functioning. 
 

Taylor et al.  2011 837 AA and 304 
CB- Age >55 

Survey Women’s religiosity/spirituality 
were higher than in male 
participants. 
 

Jones et al. 2011 23 AA males 
with prostate CA 

Phenomenolo
gical 
interviews 

Rural participants had higher 
spirituality than urban 
counterparts. 
 

Holt et al. 2011 98 AA and 171 
White with 
Lung/Colorectal 
CA 

Survey Women were more religious. 
AA’s were more religious than 
whites. AA religious behaviors 
were positively associated with 
mental health and vitality and 
were negatively associated with 
depression. 
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Dilorio et al.  2011 320 AA males 
with prostate CA 

Cross 
sectional 
survey 

Higher levels of religious coping 
were associated with high school 
education or less, lower income 
and/or those with one or more 
comorbid conditions.  
 

Hamilton et 
al.  

2013 65 AA 
male/female with 
stressful life 
events 

Qualitative 
descriptive 

Religion expressed through song 
was a coping strategy. 

Harper et al.  2013 17 AA 
male/female 
colorectal CA 

Focus groups Cultural beliefs regarding 
spirituality, religious practices 
and/or expression of faith were 
related to higher power, god or 
spiritual being. Fatalism about 
their illness was linked to beliefs 
about divine control and destiny. 

 

Discussion 

PSS Healing/Suffering  

AA elders’ definitions of “health” incorporated mind, body, and spirit (Armer & Conn, 

2001), and poor subjective health reports predicted lower levels of personal efficacy and spiritual 

wellbeing (Tran, Wright & Chatters, 1991). Higher spirituality and a sense of control were 

shown to be significantly associated with decreasing depressive symptoms in AA elders 

(Archibald, Dobson, Daniels & Bronner, 2013). If AA elders experienced stressful life events, 

this seemed to predict lower subjective health ratings, decreased self-esteem, and lower senses of 

spiritual wellbeing (Tran et al). The use of religious practice to promote mental health among 

AA elders is well documented (Hamilton, Moore, Johnson & Koenig, 2013; Hamilton, 

Sandelowski, Moore, Agarwal & Koenig, 2013; Hamilton, Stewart, Crandell & Lynn, 2009; 

Hamilton, Powe, Pollard, Lee, & Felton, 2007). Cognitive reframing, religious practice, and the 
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ability to express emotions increased psychological healing and, in some instances, physical 

function (Amoako, Skelly & Rossen, 2008).  

AA elders were shown to have tenacity despite the seriousness of their illnesses (Becker & 

Newsom, 2005), and within AA elders with serious illness, resiliency was strong. Independence 

gave meaning to life, and a strong faith that God was in control guided them through their 

illnesses (Becker, Gates & Newsom, 2004). Socially, if the AA elder was in a happy marriage, 

positive effects were also noted on their spiritual wellbeing (Tran et al.). AA elders’ coping 

strategies across many illnesses included engaging in life through exercising, seeking 

information, relying on God, changing dietary patterns, medicating, self-monitoring, and self-

advocating (Loeb, 2006).  

In the studies noted, negative experiences occurred across all three PSS dimensions. The 

negative psychological experiences reported included depression, fear, anxiety, uncertainty, 

distress, sadness, and fatalism. Negative social experiences stemmed from the following 

contributors: decreased social support from family, friends or healthcare providers; concerns 

about burdening others; isolation; low socioeconomic resources; limited access to care; and overt 

racism and discrimination within their healthcare interactions. When insensitivities to AA elder’s 

cultural beliefs/values were reported, a concurrent mistrust of the provider was also reported 

(Chatman & Green 2011). Within the spiritual dimension, negative experiences were not as 

prevalent. However, a few articles suggested that not all extrinsic religious interactions 

contributed positive healing effects.  

Similarly, positive experiences were reported across all three dimensions. In the 

psychological dimension, positive experiences included: optimism, resilience, positive coping, 
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and positive outlooks. When cognitive reframing was present, healing could occur. In addition, 

when individuals had the ability to express their emotions, a social interaction occurred that 

could also allow for psychological healing. Within the social dimension, QOL for the seriously 

ill AA elder is highly linked to positive social support among family and providers, suggesting 

that positive interactions could lead to less suffering.  

For seriously ill AA elders, much overlap occurred in the interactions among culturally 

relevant PSS experiences. The multitude of experiences impacts the seriously ill AA elder’s 

abilities to have PSS healing. Seriously ill AA elders’ psychological and social QOL were 

related to their spiritual healing, but a fuller understanding of their cultural values, preferences, 

and spiritual beliefs is still needed. When discussing healing/suffering, it is important to note that 

all three dimensions —psychological, social, and spiritual—play important roles for the AA 

elder’s overall healing.  

AA Elders’ PSS Healing Within Serious Illness of Cancer 

Beliefs based in religiosity were seen in all studies of cancer survivors, but the ways in 

which religion was expressed in relation to their cancer were culturally determined (Koffman et 

al, 2008.). One study demonstrated that, in cases where breast, prostate, and colorectal AA 

cancer survivors initially showed poorer physical and mental health QOL ratings, these ratings 

changed when adjusted by socio-demographic, clinical, or psychosocial factors, indicating only 

lower mental health QOL ratings (Matthews, Tejeda, Johnson, Berbaum & Manfredi, 2012). In 

another study of cancer survivors, patients reported needing help with overcoming fears, finding 

hope, finding meaning in life, finding spiritual resources, finding peace, finding meaning to their 

death and dying, and hoping for someone to talk with about these issues (Moadel et al., 1991). 
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Of these patients, 41% of the AA elders reported needing help with spiritual/existential issues 

(Moadel et al.). Specifically, in breast cancer, AA women reported positive changes in their faith 

after diagnosis (Fatone, Moadel, Foley, Fleming, & Jandorf, 2007). Finally, in a study of AA 

lung and colorectal cancer patients, religious behaviors were positively associated with mental 

health and vitality but had negative associations with depressive symptoms (Holt, Oster, Clay, 

Urmie & Fouad, 2011). 

 Breast cancer survivors reported many psychosocial concerns. Other important issues for 

AA breast cancer survivors included body appearance, social support, health activism, 

menopause, and learning to live with a chronic illness (Wilmoth & Sanders, 2001). Breast cancer 

survivors who had higher coping capacities experienced less psychological distress, higher 

spiritual wellbeing, and less catastrophizing about their illnesses (Gaston-Johansson, Haisfield-

Wolfe, Reddick, Goldstein, and Lawal, 2013). Coping strategies of breast cancer survivors 

incorporated all of the following dimensions: relying on prayer; avoiding negative people; 

developing a positive attitude; having a will to live; and receiving support from family, friends, 

and support groups (Henderson, Gore, Davis & Condon, 2003). Belief in divine control was 

positively associated across all ethnic groups with not only the positive reframing of illness but 

also active coping and planning (Umezawa, Lu, Kagawa-Singer, Leake, & Maly, 2012). 

In AA prostate cancer patients, faith helped patients overcome the fear resulting from 

initial perceptions of their cancer diagnoses. Faith was placed in God, healthcare providers, self, 

and family, and these men came to see their prostate cancer as a “new beginning that was 

achieved through purposeful acceptance or resignation” (Maliski, Connor, Williams & Litwin, 

2010, p. 470). This faith was their source of empowerment, and with this empowerment, they 
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became more proactive in their self-care (Maliski et al.). Beliefs based in religiosity were seen in 

all cancer survivors, but the ways in which religion was understood and expressed in relation to 

their cancer were culturally determined (Koffman et al., 2008).  

In AA cancer survivors, spiritual transformation came through the recognition of personal 

mortality (Levine, Yoo, Aviv, Ewing & Au, 2007) and through redemption stories that related 

positive transformations of initially negative perspectives regarding survivorship (Gallia & 

Pines, 2009). These transformations occurred through upholding existing beliefs in God, 

knowing this God as a directing force, and understanding one’s personal strengths (Gallia & 

Pines). The sense of a directing force from God also created a desire to be of service to others 

(Gallia & Pines). Skeath et al. (2013) also noted a life transformative experience within a multi-

ethnic group of cancer survivors, which impacted all dimensions of their lives. For individuals 

with serious illness, this positive subjective change impacted the ability to decrease PSS 

suffering, even after a cancer diagnosis (Skeath et al.). 

AAs PSS Healing Within Cardiac Related Serious Illnesses: Heart Failure or Stroke  

In contrast to the above survivors, in AA patients with heart failure, spiritual wellbeing 

was negatively associated with psychological wellbeing (Bean, Gibson, Flattery, Duncan, & 

Hess, 2009). For instance, patients reported feeling less meaning and peace and more depression 

and anxiety in their lives (Bean et al.). Yet, these same patients reported greater faith, showing a 

different relationship to QOL and faith than that experienced by cancer survivors (Bean et al.). 

However, some AA elders were able to maintain a strong sense of self even after the life 

disruptions caused by heart failure by using the culturally relevant coping strategies of resiliency, 

spirituality, and self-care (Hopp, Thornton, Martin, & Zalenski, 2012). In stroke patients, 
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acceptance of illness came as a normal part of aging (Faircloth, Boylstein, Rittman, Young & 

Gubrium, 2004). Patient’s age, other comorbidities, and knowledge about strokes further 

impacted their overall levels of acceptance (Faircloth et al.). 

Conclusions 

The quantitative literature contained a large proportion of cross-sectional surveys measuring 

the multidimensional concepts discussed above; however, the studies did not always include a 

large portion of AA elders. Of most concern is the dearth of literature incorporating all 

phenomena of PSS healing. Despite the lack of conceptual clarity among spirituality and/or 

religiosity, the spiritual dimensions have been shown to play an important role in healing for 

seriously ill AA elders, whether this occurred through intrinsic or extrinsic mechanisms. Because 

of these complex relationships among the PSS dimensions, the literature conveys conflicting 

evidence of what results in suffering for the seriously ill AA elder.  

To decrease distrust among AA elders with serious illness, healthcare practice should 

incorporate physiological, psychological, social, spiritual, and cultural domains to provide 

patient-centered care of the seriously ill (NQF, 2006; AHRQ, 2012; NCPQPC, 2013). Within 

these national guidelines (NQF, AHRQ, NCPQPC), approaches to PC interventions in AA elders 

with serious illness integrate cultural beliefs and values (Andrews & Boyle, 2008; Leininger & 

McFarland, 2002; Purnell & Paulanka, 2008; Singer & Bowman, 2002).  

 Even with attempts to incorporate psychosocial and cultural concepts into healthcare 

curricula, inequalities remain (AACN, 2008). “The 21 century brings heightened awareness of 

how beliefs, values, religion, language and other cultural and socioeconomic factors influence 

health and help seeking behaviors” (AACN, p.1). The next generation of healthcare providers, 
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trained through a holistic paradigm (Watson, 2002), will choose to incorporate culture, 

complexity, and care stemming through relationship-based patient centered care for co-creating a 

caring and healing environment for AA elders with serious illness (Boykin, Schoenhofer & 

Valentine, 2013).  

 Overall, to facilitate PSS healing for the seriously ill AA elder, PC practices must be 

informed by the perspectives of the seriously ill AA elder. When PSS dimensions are not 

incorporated in healthcare delivery, healing can be obstructed and suffering can occur. This 

integrative review was the first to appraise the state of the science on PSS healing in AA elders. 

The findings identified limitations of the literature and suggested the continued need for 

healthcare to adopt culturally competent patient centered palliative care. The present study 

presented here focuses on seriously ill African Americans’s experiences to address the 

limitations of the current research on psychological, social and spiritual healing/suffering taking 

steps to the development of tailored and culturally focused patient centered palliative care 

interventions.  
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PRESENT STUDY 

Manuscript Option for Dissertation  

At my dissertation defense, my committee approved my proposal to complete the 

manuscript option for my dissertation. The role of dissertation author, myself, is described in 

detail here. Prior to my defense, three publishable manuscripts have been completed.  

Presented in the literature review section above, the first manuscript is a single authored 

integrative literature review, titled “African American elders’ psychological-social-spiritual 

cultural experiences across serious illness: An integrative literature review through a palliative 

care lens.” (See Appendix A). This manuscript was submitted to Journal of Cross Cultural 

Gerontology in March 2015 and is currently undergoing peer review.  

The second manuscript is a publishable, co-authored, data based article from the Specific 

Aim One (Phase one) narrative analysis findings. This article is titled “African American Elders’ 

Serious Illness Experiences: Narratives of  “God did,” “God will,” and “Life is Better.” (See 

Appendix B). After the dissertation defense, this manuscript will be submitted to Qualitative 

Health Research.  

The third manuscript is a publishable, co-authored, data based article from the Specific 

Aim Two (Phase Two) cognitive interview findings. This article is titled “Psychological-Social-

Spiritual Healing Instrument Development: Cultural perspectives of Aging African Americans 

with Serious Illness.” (See Appendix C). After the dissertation defense, this manuscript will be 

submitted to Journal of Nursing Measurement.  
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The student was the primary author for all three manuscripts. For the two data based 

manuscripts, expert content input was provided by the dissertation committee. For all three 

manuscripts, editorial reviews were provided by the dissertation advisor and writing tutor.  

The methods, results and conclusions of this study are presented in the papers appended to 

this dissertation. This chapter summarizes the methods, results and conclusions of the research 

with the complete findings, discussion, and conclusions fully presented in Appendix B and 

Appendix C. This chapter is the summary of the most important findings in this document.  

Study Approach 

The proposed study was accomplished through two phases: Phase One provided the results 

for Specific Aim 1 and Phase Two provided the results for Aim 2. Both phases incorporated the 

same sampling procedures and settings. These shared methods will be described here briefly. For 

complete details about sample, settings, recruitment and enrollment of each Phase of the present 

study, see Appendix B and C.  

Shared Methods 

Sampling Procedures  

A purposive sample of 28 AA elders with serious illnesses was sampled for this study. 

Each phase used a separate sample. Phase one enrolled 13 participants, and phase two enrolled 

15 participants.  

Settings 

 Once the study was approved by the University of Arizona institutional review board, all 

participants were recruited from urban Jackson, MS and the surrounding metro areas within the 

community and not from acute care settings. The sample was selected from two sites. Two sites 
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were purposefully chosen to include opportunity for collecting broader experiences of AA elders 

at various stages of illness. Participants were given a choice of the setting for the interview. 

Twenty-seven of the twenty-eight interviews were collected in the participant’s homes. One 

interview was done in an individual private classroom at a senior center. 

Site 1  

The first recruitment site was a University of Mississippi primary care clinic in a Jackson 

midtown community, University Nursing Associates provides Community Access to Health and 

Education (UNACARE) clinic. The clinic is an urban family practice clinic located in the oldest 

residential neighborhood in Jackson, MS. Population in Midtown, an urban community in the 

capital city of Jackson, is 70% AA and 10% are age 65 or older.  

Site 2 

 The second recruitment site was through a statewide community nursing organization, 

Abundant Living Community Organization (ALCO). ALCO is a non-profit congregational 

health nursing society based in Jackson, MS, representing church-based health and wellness 

programs throughout the state of MS with a mission of reducing disparities for African 

Americans. 

Phase 1 Purpose and Aim 

 The purpose of the phase one study was to describe psychological, social and spiritual 

experiences of healing for AA elders with serious illnesses of heart failure, cancer, stroke and/or 

diabetes. Using the qualitative method of narrative analysis, the specific aim was to describe 

categories and analyze patterns of PSS healing from the perspective of AA elders with serious 

illness. 
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Phase One Design 

The foundation of narrative inquiry is based on story telling. The stories of one’s 

experiences—past, present and future (Clandinin & Connelly, 2000; Polkinghorne, 1988; 

Riessman, 2008)— provide an avenue to “understand experiences of stories lived and told” 

(Clandinin et al., p. 20) as a partnership between storyteller and receiver. The complexities of 

serious illness require a narrative framework. Illness stories have been shown to provide rich 

details of the multiple complexities of one’s beliefs, values, emotions, and attitudes (Bury, 1982; 

Frank, 1995; Kleinman, 1988; Riessman, 2008; Sandelowski, 1991). Also, storytelling is a 

prominent and highly valuable ritual in African American cultures (Banks-Wallace, 2002; 

Cannon, 1995; Champion et al. 1999; Gates, 1989; Haight, 1998). 

A narrative approach draws together the complexities of serious illness experiences and 

the cultural meanings of the illnesses by collecting and analyzing stories of aging, seriously ill 

African Americans. Therefore, through this methodology, cultural aspects of psychological, 

social, and spiritual (PSS) healing for seriously ill AA elders can be discovered by listening to 

these participant’s stories. For aging, seriously ill African Americans, narrative storytelling can 

provide in-depth views of their past and present experiences and future expectations of dealing 

with their serious illness (Frank). Therefore, a descriptive design with narrative analysis 

methodology was used for this study, providing a culturally congruent approach of storytelling 

for this vulnerable population. 
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Procedures 

Phase One Participants  

A purposive sample of 13 AA elders with serious illnesses was recruited for this study. 

Consistent with qualitative data analysis techniques, a range of 10-15 participants was planned. 

This range allowed for continuing data collection until data saturation was achieved. Data 

saturation occurs when no new patterns/structures are emerging with subsequent interviews 

(Lincoln, 1995; Lincoln & Guba, 1985). After 13 interviews, data saturation was achieved.  

Phase One Data Collection 

Thirteen audio-recorded narrative interviews were collected. The open-ended interviews 

were collected from January 2014 through December 2014. 	  

Phase One Data Management 

All interviews were transcribed verbatim to reflect the “voice” with words exactly as the 

participant said them.  Numbers with a pseudonyms were assigned to each participant. This 

assignment was done to de-identify the transcribed interviews that were shared with the research 

team. Field notes were kept throughout the data collection and analysis.  

Phase One Data Analysis 

To strengthen the overall analysis, analytical strategies of both thematic and structural 

were employed (Riessman, 2008; Braun & Clark, 2006). Open coding was used allowing the 

emerging codes to come directly from the transcripts (Riessman; Braun & Clark). A recursive 

process— “a movement back and forth through” the data— was used to create the thematic 

analyses (Braun & Clark, 2006, p 86). The structural analysis allowed the student and 

dissertation chair to look across the stories, creating a process of providing “attention to both the 
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language of the stories but also the role of the narrative form within the stories”(Riessman, 2008, 

p. 75). Through these processes, similar patterns and themes emerged both within and across all 

13 stories.  

Phase One Results 

Patterns of Experiences 

From the overarching storylines of these 13 narratives, healthcare professionals can begin 

to understand not only the experiences that occurred, but also what these experiences meant to 

these seriously ill AA elders. Incorporating Labov’s narrative elements (1972), the meta-story 

will be told by detailing similar patterns seen across all 13 stories.  Although not all stories were 

told in the same linear fashion,  each of them contained Labov’s structural elements of 

orientation, complicating actions, evaluation, resolution, and coda. These thematic findings will 

be discussed in the following sections. 	  

Past, Present, and Future: Stories of Experiences  

  In narrative inquiry, stories are created from narrators’ reflections on past and present 

experiences and future expectations. As part of the life reviews in this study, the following 

structural patterns were evident both within and across narratives: “Prior experiences,” “I 

changed,” and “across past, present experiences and future expectations.” Then, thematic 

categories were organized under these three central patterns, providing an inductive classification 

of the AA elders’ narratives of living with serious illness (See Figure 3).  
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Figure 3. Past, Present, and Future: Stories of Experience 

 

Stories of prior experiences were not necessarily about the elders’ illnesses but instead 

often suggested associations with how strength and resilience were gained.  [I’ve]” been through 

it…made me strong,” and “I thought about… others,” and “went down little hills…got me 

down” are the three thematic categories within the structural pattern of prior experiences. These 

prior experience stories were not queried from the interviewer; instead, all 13 participants 

volunteered these narratives. 
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The next structural pattern included the stories of how their lives have changed because of 

their illness. Theses changes were classified into the following thematic categories: “I grew 

stronger,” changed “priorities,” “do things I never would have done.” and “quit doing.”  

The last structural pattern—Across Past, Present Experiences and Future Expectations— 

included the thematic categories of “God did and will take care of me,” “Close-Knit” 

relationships, and “life is better.” “God did and will take care of me” was the most prevalent 

occurring theme across all 13 stories of belief, faith and reliance on God, appearing in every 

narrative. For the seriously ill AA elder, it was the belief that “God did” help them and “will 

help” them “overcome things” as a part of their “developing faith” in God. This thematic 

category was further broken down into the following sub-themes: “God did,” “God will,” and 

“developing faith.”  

 The Omission of Healing and Suffering 

Through the “narrative tool” of overeading (Poirier & Ayres, 1997), one of looking within 

and across the narratives and reading “between the lines” (Ayres, 2000, p. 362), there was 

recognition of the absence of “suffering” and/or “healing” within the stories told (Ayres, 

Kavanaugh & Knafl, 2003). The participants omitted the terms  “suffering” and “healing.” 

Despite the fact that the concepts of healing and suffering are foundations to the conceptual 

framework guiding this study, the experiences told were stories that did not include suffering or 

healing. 	  

Phase One Conclusions 

Although there are variety of conceptual variations within narrative inquiry approaches, the 

assumption is that via storytelling, the voices of those living with serious illness can be heard 
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from the unique perspectives of the individual themselves, in this case, the seriously ill African 

American elder (Riessman, 1993, 2008). Knowledge of the themes provides an understanding 

from the perspectives and experiences of seriously ill AA elders. 	  

This narrative knowing process forms an increased understanding of the patient’s 

perspectives allowing for the opportunity to provide patient centered palliative care. Through 

narrative knowing, providers can tailor culturally sensitive care through assessing the already 

present intrinsic strengths of the elder as heard by their stories. The care provided must be built 

using the strengths of the elder from both where they have found “strength” and how they see 

their “life as better.” By framing both future research efforts and clinical practices through a 

narrative knowing framework, new knowledge can provide the ability to provide patient centered 

palliative care for African American patients with serious illness. 	  

Phase Two Purpose and Aim 

Through a cognitive interviewing approach, the purpose was to contribute content 

validity to a 53 item Psychological-Social-Spiritual Healing instrument by providing input into 

the linguistic and pragmatic validities of individual items within the instrument (Kvale, 1995; 

Maxwell, 1992). The specific aim was to examine the NIH Clinical Center’s PSS Healing 

instrument by assessing seriously ill AA elder’s understanding and interpretation of each 

individual item on the PSS Healing instrument. The expected outcome was to produce summary 

item analyses, based on the input of the seriously ill AA elders’ input, of each item on the NIH 

PSS Healing measure. 	  

Through a culturally focused framework, the validation process examines and provides 

the arguments for increasing the cultural applicability of the items on the PSS Healing 
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instrument. These steps provide input on cultural relevance, clarity, and appropriate wording of 

items (Knafl et al., 2007) from purposefully chosen population seriously ill AA elders. This 

process provides a culturally focused refinement of the items based on the input from aging 

seriously ill AA. Through this cultural lens, a systematic and informed decision-making process 

for measure refinement will contribute to the content validity of the PSS Healing instrument 

(Maxwell, 1992). 

Phase Two Design 

Through an exploratory descriptive design, this study used the method of cognitive 

interviewing methods to examine content validity of the Psychological-Social-Spiritual Healing 

instrument from the perspectives of aging seriously ill African Americans. The overall content 

validity was examined by evaluating the linguistic and pragmatic validity of each item on the 

instrument. Participants were queried as to what meaning(s) each item had for them,  what 

problems they had in determining the meaning of each item, and what their response was to each 

verbal probe about clarity, understanding and offensiveness of each item (Barroso & 

Sandelowski, 2001).  

Procedures 

Phase Two Sample 

A purposive sample of fifteen seriously ill AA elders was recruited. After the University of 

Arizona institutional review board approved the study, participants were recruited from urban 

Jackson, MS and the surrounding metro areas through community settings from October 2014 to 

January 2015. 	  
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Phase Two Data Collection  

Since the items were the unit of analysis, the PSS Healing instrument was the interview 

guide. In- depth queries of each individual item were accomplished through the use of both 

verbal probing and think aloud methods of cognitive interviewing. The verbal probing approach 

was used to depict any ambiguity, offensiveness or clarity of the wording used in each item 

(Knafl et al. 2007). Through think aloud approach, each participant was asked to give his/her 

interpretation of each item on the instrument. When inconsistencies, incomprehensiveness or 

inappropriateness were found within the participant’s interpretations of the items, the items were 

revised or deleted by the research team based on the expert input of the AA elder’s identification 

of specific item problems (Knafl et al. 2007; p. 229). 

Phase Two Data Management  

 Prior to transcription, a data matrix of all 53 items (Miles and Huberman, 1994) for each of 

the three sections of the instrument (spirituality, illness and religion) was created in Microsoft 

Excel. The answers to all the verbal probes were entered into the matrix directly from the audio-

recorded interviews. Then verbatim responses from the participants’ think aloud comments were 

entered into this data matrix. The purpose of transcribing the verbatim comments was to help 

facilitate the decision making process of which items to retain, revise or delete.   

Phase Two Data Analysis: Decision Making and Results 

Retention of Items 

For the systematic decision making of retention, revision or deletion of items, the purpose 

of this item-level data summaries were used to facilitate the research team’s evaluations of each 

participant’s interpretations (think aloud) and answers to the verbal probes. Of the 53 items, there 
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were 20 items where all participants answered “no” to the probes of, “Was this item unclear?” 

and “Was this item hard to understand” and “Is there anything offensive in this sentence?”. 

These 20 items were retained and required no further analysis.  

Revisions or Deletion of Items 

The remaining 33 items were reviewed by the research team for decisions on revision of 

deletion from the instrument. From this second level analysis, additional items were retained 

based on consensus of the research team. At this point of the data analysis, 14 of 19 of the 

spirituality items met these criteria and were retained. For illness items, 10 of 18 met these 

criteria and were retained. The remainder of the findings will discuss the decisions that were 

made by the research on those items that were deleted or revised.  

Deletion of Items 
Overall, a total of 8 of the 53 items were deleted after discussion by the research team. 

For the spirituality domain, three items were deleted. For the illness domain, 3 items were 

deleted. For the religious domain, 1 item was deleted. 	  

Revision of Items 
Overall, a total of eight of the 53 items were revised after discussion by the research team. 

For the spirituality domain, 2 items were revised. For the illness domain, 5 items were revised. 

For the religious domain, 1 item was revised.  

Summary of Results 

Overall, thirty-seven items were retained. Eight items were revised. Eight items were 

deleted. Items in in the illness domain required the most modifications or deletions. The religious 

items required the least modifications or deletions.	  	  
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Table 6. Retain, Revision, Deletion Summary 
 

Overall N=53	   Spiritual (N=19)	   Illness (N=18)	   Religious (N=16)	   Totals  
Retain	   14	   10	   13	   37 
Revise	   2	   5	   1	   8 
Delete	   3	   3	   2	   8 
Phase Two Conclusions 

Further testing in broader samples would provide for continued linguistic and pragmatic 

contributions to improve the content validity of the PSS Healing instrument. Further studies of 

the PSS healing instrument, with the input of a variety of ethnic experts in a variety of contexts, 

will continue to build the content validity, leading to more cultural sensitivity of the individual 

items, thus leading to improved content validity of the overall instrument. 

Conclusions 

Phase One findings provided a refocus on the spiritual dimension of the framework. From the 

physiological, psychological, social and spiritual dimensions of the framework, the most 

dominant dimension, discussed by the narratives of the these aging seriously ill African 

Americans, was the spiritual. Their beliefs in God’s presence have been and will always be with 

them. Consistent with prior research within the culture of African Americans, the spirituality 

domain plays a large role in how they link meanings to their illness through spiritual 

beliefs/values. (Agarwal et al., 2010; Hamilton et al., 2007; Holt, Schulz & Wynn, 2009; Holt, 

Oster, Clay, Urmie & Fouad, 2011; Holt, Wang, Caplan, Schulz, Blake, Southward, 2011; Holt, 

Schulz, Caplan, Blake, Southward & Buckner, 2012; Holt, Wang, Clark, Williams & Schulz, 

2013; Taylor et al., 2011). The participant’s growth came from “going through” life difficulties, 

which in turn, helped them develop “strength” from their reliance on their “faith in God” 

achieving, the “life is better” outlook. “God did and he will take care of me ” was the most 
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prevalent theme throughout all 13 stories. This theme not only related to their illness, but also 

related to “other” life difficulties. These findings in an AA population, in and of themselves, 

were not surprising. Previous literature has shown the spiritual dimension to be an important part 

of AA cultural values and beliefs (Agarwal et al., 2010; Hamilton et al., 2007; Holt et al. 2011, 

2012, 2013; Taylor et al., 2007, 2011). Even though this knowledge is well documented, the 

incorporation of spirituality into the care for seriously ill AA elders is lacking (Otis-Green et al. 

2011; Evans & Ume, 2012). For example, families of seriously ill AA’s were “more than two 

and a half times as likely to report at least one concern in receiving their desired level of spiritual 

or emotional support” at end of life (Welch et al., 2005). Thus, there is great need for 

improvement towards providing culturally competent palliative and end-of-life care. 

From the Phase Two findings, a systematic approach provided for informed decision 

making on which items to retain, revise or delete as part of early phases development of a the 

PSS healing instrument. Most importantly, the process of instrument review by a sample of 

participants drawn from a purposive minority population can improve the cultural sensitivity of 

the measures for the aging seriously ill AA. For this study, linguistic validity was enhanced 

through the incorporation of the expert input of the seriously ill AA elders’ via cognitive 

interviewing methodologies. The pragmatic validity, using both the research team and 

participants’ input developed new knowledge that can be applied for action. The action in this 

study was to improve the content validity of the PSS Healing instrument. The steps, in this study, 

have provided evidence towards creating a more valid and culturally sensitive tool for both 

research and clinical practice. 	  
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Contributions from multiple sources create a more valid tool. Focusing on a culturally 

focused framework of linguistic and pragmatic validity, the continued use of cognitive interview 

methodologies for instrument development provides needed evidence for building content 

validity and cultural applicability of instruments. The steps of this study provided cultural 

evidence for modifications to individual items, leading to a more culturally relevant, clear, and 

appropriately worded PSS Healing instrument.  

Implications—Future Directions for Practice  

 	   First, practitioners should learn from these stories, that the seriously ill AA elder’s reliance 

on the spiritual dimension was vital to their ability to cope with their illness- a source of strength 

for them in difficult times. For aging seriously ill AA elders, spirituality must be a key 

component providers inquire about (NCPQPC, 2013; NQF, 2006). A personal relationship with 

God was a key resource for them. Therefore, in practice, practitioners must help support this 

reliance on their key resource. 	  

Second, the stories of these past experiences provided exemplars of the individual’s 

internal strengths. Through palliative care practice, providers have to engage all resources, most 

especially those resources that the patient and their family already have to provide the best 

quality of care. The use of stories allows the provider to “look hard into the eyes of the family 

and search for the core” of the patient’s strength (Groopman, 1997, p.91). As healthcare 

providers, the use of stories can help one see the patient’s strengths. To know this information 

from the patient’s preferences based on their beliefs/values, one can: help the patient/family to 

see their own strengths, help them focus on the positive, and encourage the patient/family to rely 

on those strengths throughout the course of their illness, from diagnosis to end-of-life. 	  
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Third, the use of storytelling can be used effectively in practice to provide a reference 

point in the provider’s knowledge of the patient’s past, present experiences and future 

expectations--giving the provider a baseline of their patient’s experiences of illness. Providers 

must use their patient’s stories to help clarify for the patient how their illness is the same or 

different from other’s illness and use this reference point to build upon the understanding 

between provider and patient. Using baseline knowledge from the patient, the provider is able to 

alleviate unnecessary fears or set realistic goals. Yet, the patient’s experiential knowledge is 

where the provider must build from. Focusing on the patient’s knowledge of their illness can lead 

to the opportunity for encouraging patients to change behaviors; as in the case of the Elanda, the 

stroke survivor; or George, the heart failure participant. 	  

Implications—Future Directions for Research 

Through an evolving culturally based conceptual framework, the approach to PC would 

integrate the preferences of patient’s cultural beliefs and values (Andrews & Boyle, 2008; 

Leininger & McFarland, 2002; Purnell & Paulanka, 2008; Singer & Bowman, 2002; NCPQPC, 

2013). When focusing on the cultural preferences of individuals/families with serious illness-to 

be “person and family-centered…may help stabilize total health care costs and social costs over 

times (Institute of Medicine, [IOM], 2015, p.15). 	  

The incorporation of psychosocial and spiritual dimensions into palliative care programs 

is lacking (Otis-Green et al. 2011; Evans & Ume, 2012). Palliative care providers should be 

individualizing interventions that are culturally aligned with the patient and family (IOM, 2001, 

2015). Within serious illnesses, patients are no longer able to retain an illusion of immortality. 

Patient’s connection with God or something beyond one’s self is used to obtain some sense of 
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well being when faced with death (Ferrell & Coyle, 2006). In this way, serious illness provides a 

“strong need to find meaning in the now senseless and chaotic world” (Ferrell & Coyle, 2006, p. 

608). Therefore, future research into psychosocial and spiritually based interventions, along with 

culturally sensitive instruments to measure these concepts, will help develop more efficient and 

culturally appropriate models of palliative care ensuring that the psychological, social and 

spiritual dimensions are incorporated into the care of patients with serious illness.  

In palliative care science, serious illness and EOL patients have indicated their need to 

have psychological, social and spiritual needs addressed. (Otis-Green et al. 2011; Evan & Ume, 

2012). There is a dearth of empirical evidence to guide and effectively integrate spiritual care 

practices (Otis-Green et al. 2011). Therefore, there is an urgency for continued research into the 

understanding of biopsychosocial-spiritual dimensions across the myriad of minority cultures. 

Health care interventions have been put together that “target vulnerable populations” and “have 

failed... because…lack of cultural relevance (Houston et al, p. 2011). 	  

Hence, palliative care nursing science that continues to build and identify how seriously 

ill AA elders have overcome adversities in the past, in the present and how they envision their 

futures will be necessary. Understandings, from the perspective of the aging, seriously ill African 

American, can provide opportunities for co-creating and testing culturally sensitive patient 

centered palliative care interventions. Future palliative care science will require the continuation 

of exploration into these adaptive mechanisms, evaluation of mediators and moderators of this 

internal spiritual strength to aid in the development of culturally focused palliative care 

interventions coupled with culturally sensitive ways to measure psychological, social and 

spiritual healing.  
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INTRODUCTION 
 

Background  
As the population of AA elders increases, there is a need to focus on delivery of 

culturally congruent care (Leininger & McFarland, 2002). In 2010, there were 38.9 million 

African American (AA) elders, and by the year 2050, AA older adults are projected to account 

for more than 21.5% of the US population, an increase from 10% in 1990s (Bulatao & Anderson, 

2004). Yet, according to the AHRQ (2011) Health Disparities Report, AA elders are less likely 

than Whites to receive the right amount of support during the time of serious illness.  

Disparities in care for seriously ill AA elders exist because of gaps in knowledge around 

culturally sensitive physiological, psychological, social, and spiritual palliative care (PC) 

practices (Cohen, 2008; Evans & Ume, 2012; Johnstone & Kanitsaki, 2009; Welch, Teno, & 

Mor, 2005). To facilitate PSS healing for the seriously ill AA elder, the perspectives of the 

seriously ill AA elder must inform PC practices. Defined for this study, palliative care’s role is 

“to anticipate, prevent and relieve suffering; to support the best possible quality of life for 

patients and their families, regardless of the stage of the disease,” not just care provided at EOL 

across serious illnesses (National Consensus Project for Quality Palliative Care [NCPQPC], 

2013, p. 9). Serious illness is defined conceptually as “a persistent or recurring condition that 

adversely affects one’s daily functioning or will predictably reduce life expectancy” (NCPQPC, 

p. 8).  

Significance 
Although comprehensive palliative care for patients with serious illness improves quality 

of life, quality of care and patient satisfaction, the growing population of African American (AA) 

elders with serious illness experience disparities in the receipt of palliative care, dissatisfaction 
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with that care, and care inconsistent with their wishes leading to decreased quality of life and 

increased suffering. In addition, little is known about the AA elders’ cultural values and beliefs 

about the psycho-social-spiritual dimensions of palliative and end-of-life care.  

Disparities in palliative and end-of-life care are due to lack of integration of culturally 

sensitive psychological, social and spiritual healing for AA elders with serious illness. Patient-

centered palliative care focuses on psychological, sociological and spiritual dimensions of 

healing, as well as the physiological, to decrease suffering and improve quality of life. Healing is 

conceptualized as generating a “life transforming positive subjective change” (Skeath et al. 

2013) or what has been described as psychological-social-spiritual healing occurring when one 

experiences a serious illness.  

Since it is known that culture influences health behaviors and the meaning of illness 

(Andrews & Boyle, 2008; Leininger & McFarland, 2002; Purnell & Paulanka, 2008; Singer & 

Bowman, 2002), one must bring together data about cultural values, attitudes, beliefs and/or 

preferences related to PSS healing for seriously ill AA elders. Knowledge about these cultural 

values, attitudes, beliefs and/or preferences of aging seriously ill AA elders is necessary to form 

the foundations for delivering patient centered palliative care (PC) (National Quality 

Forum[NQF], 2006; Center to Advance Palliative Care[CAPC], 2010; Evans & Ume, 2012). 

However, research analyzing cross-cultural differences in psychological, social and/or spiritual 

domains is limited in scope, quantity and location (Cohen, 2008; Evans &Ume; Johnstone & 

Kanitsaki, 2009; Welch et al., 2005). Although some is known about barriers to adequate PC for 

AA elders with serious illness, the cultural aspects of PSS healing have only been sparsely 

studied (Teno et al. 2004; Evans & Ume; Johnstone & Kanitsaki; Welch et al.). 
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 Conceptual Framework  
To guide this dissertation, the PI used a culturally based conceptual framework (see Figure 

1). Through this conceptual framework, the approach to PC integrates cultural beliefs and values 

of PSS healing (Andrews & Boyle; Leininger & McFarland; Purnell & Paulanka; Singer & 

Bowman; NCPQPC, 2013). PSS healing and suffering are on a continuum centered around 

culturally sensitive patient-centered PC. The foundation for culturally sensitive patient-centered 

PC is formed from one’s social, spiritual, psychological and physical experiences of serious 

illness. Discovery of these cultural values and beliefs from AA elders’ experiences of illness 

provides insight for the development of culturally sensitive PC interventions. Culturally sensitive 

patient-centered PC can positively impact AA elder’s experiences within healthcare and improve 

the quality of PC delivery (NCPQPC). PC delivered through this frame provides approaches to 

decrease suffering and, in turn, to facilitate PSS healing for seriously ill AA elders while 

achieving the overall goals of PC.  

Figure 1. Culturally Sensitive Patient-Centered Palliative Care 

	  
PC principles focus on patient-centered care of the seriously ill (NQF, 2006; NCPQPC, 

2013). Defined in this study, PC is “to anticipate, prevent and relieve suffering; to support the 

best possible quality of life for patients and their families, regardless of the stage of the disease,” 

(NCPQPC, p. 9), not just care provided at end of life (EOL) across serious illnesses. Serious 
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illness was defined conceptually as “a persistent or recurring condition that adversely affects 

one’s daily functioning or will predictably reduce life expectancy” (NCPQPC, p. 8) and was 

defined operationally by the top four leading causes of death in AA: heart disease (limited here 

to heart failure), cancer, stroke, and diabetes mellitus (CDC, 2013). Of note, none of the patients 

was enrolled in PC or hospice programs. 	  

Within PC, providers focus on the seriously ill elder’s needs, goals and preferences. 

These are shaped through culturally bound values and beliefs centered on AA elders’ 

psychological, social, and spiritual and physiological experiences—the concept of patient-

centered PC (NQF, NCPQPC). Of these, the physiological dimension has been most studied 

However, other dimensions have been shown to impact overall suffering (NCPQPC). Due to the 

complex nature of spirituality, a broad view of spirituality was important to fully describe the 

spiritual aspects of healing/suffering for seriously ill AA elders. Spirituality was defined as the 

“aspect of humanity that refers to the way individuals seek and express meaning and purpose and 

the way they experience their connectedness to the moment, to self, to others, to nature and to the 

significant or sacred” (Puchalski et al., 2009, p. 887). 	  

 When suffering is present, there is a decreased ability for patients to experience healing 

opportunities, a healing which is more than the biological cure of one’s medical diagnosis 

(Kearney, 2000). Some patients have shown PSS healing even when faced with physical 

progression of their serious illness (Skeath et al., 2013). The inability to provide physical healing 

or “cure” of all patients with serious illnesses creates a enhanced need to explore the other non-

physiological dimensions so provision of PC can contribute to one’s PSS healing. Among these 

multidimensional concepts in serious illnesses, there is perpetual movement back and forth on 
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the healing/suffering continuum (Mount & Kearney, 2003; Paterson, 2003). Healing has been 

defined as generating a “sense of wholeness as a person” (Mount & Kearney, p. 657), despite 

one’s illness. Defined in many disciplines, healing is a subjective and multidimensional concept 

(Denz-Penhey & Murdoch, 2008; Dossey, 1999; Swatton & O’Callahagan, 1999; Egnew, 2005; 

Feudtner, 2005; Jonas & Chez, 2004; Koithan et al., 2007; Kuhn, 1988; Landmark & Wahl, 

2002; Pleury, Kimbrell & Kruszweski, 1995; Sanders, 1996). Healing, in this study, was defined 

as generating a “life transforming positive subjective change” or what has been described as PSS 

healing phenomenon occurring when one experiences a serious illness (Skeath et al., p. 1). In 

contrast, suffering was defined as an “unpleasant, emotional experience that can be 

psychological, social and/or spiritual” (Ferrell & Coyle, 2008, p. 246). With these 

conceptualizations of healing/suffering, PSS healing can be present even in the presence of a 

worsening physiological state (Skeath et al.; Kearney, 2000; Mount & Kearney, 2003; Mount, 

Boston & Cohen, 2007). From these complex illness experiences, new knowledge about 

mediators/moderators of psychological, social, spiritual healing/suffering for seriously ill AA 

elders can be found, thus providing opportunities to positively impact the PC provided for this 

population. 	  

Purpose and Aims 
The purpose of this study was to investigate psych-social-spiritual healing for seriously ill 

AA elders to decrease critical gaps in knowledge about culturally sensitive palliative patient-

centered interventions for AA elders with serious illness. These findings will serve to 

characterize psych-social-spiritual healing for AA elders. The long-term goals are to develop and 

test culturally sensitive interventions that support psych-social-spiritual healing through 

provision of patient-centered palliative care across a more diverse patient population, 
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contributing to decreased suffering and improved quality of life for the AA elder with serious 

illness. The outcomes of this study and the training plan will prepare the Principal Investigator to 

launch a program of research focused on testing culturally sensitive palliative care interventions 

to improve the quality of life of AA elders with serious illness. 

Review of the Literature 
 

A review of the current research into PSS experiences of seriously ill AA elders provided 

insight into creating culturally sensitive approaches for improving quality of life (QOL) and 

overall satisfaction with the healthcare received. Research in this area is growing; however, 

research examining PSS healing experiences remains limited in scope, quantity, and location. 

Through a culturally congruent framework (Leininger, 1995), the integration of PSS experiences 

provides holistic, patient-centered care that “identify [ies], respects and address [es] differences 

in patient values, preferences and expressed needs” (AACN, 2008, p.1). However, a knowledge 

gap remains in this area, particularly through a culturally focused framework. A view that 

encompasses the multidimensional concepts of PSS healing must evaluate both culture-specific 

and culture-universal factors to provide culturally congruent care that is beneficial to the people 

being served (Leininger, 1995). Nurses contribute to the healthcare experiences of AA elders 

through interactive “transpersonal caring moments” (Watson, 2002, p. 12). When inadequate 

care is given, AA elders have experienced insufficient symptom control, difficult interactions 

with their healthcare providers, lack of spiritual psychosocial support and the possibility of dying 

without access to high quality care (Enguidanos, Yip & Wilber, 2005; Givens, Tjia, Zhou, 

Emanual & Ash, 2010; Greiner, Perera & Ahluwalia, 2003; Johnson, Kuchibhatla, Tanis, & 

Tulsky, 2008; Kwak, Haley, & Chiriboag. 2008; Connor, Tecca, Person & Teno, 2004).  
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Purpose 
 

The purpose of this culturally focused integrative literature review was to summarize the 

current research examining AA elders’ PSS experiences during serious illness. The following 

questions guided this review: What cultural experiences contributed to PSS healing for AA 

elders living with serious illness? What cultural experiences contributed to PSS suffering for AA 

elders living with serious illness? The insights obtained from this literature review contributed to 

the framework that guided this study and will guide further empirical research around the 

cultural phenomenon of PSS healing in seriously ill AA elders, thus guiding culturally sensitive 

approaches to interventions for patient-centered palliative care.  

Key Definitions 
 

For this review, the following definitions were used to conceptualize the following terms: 

sociocultural, serious illness, healing, and suffering. Sociocultural was broadly defined as: “the 

interaction between people and the culture in which they live” (Vygotsky, 1978). Serious illness 

was limited and operationalized in this review to the top four leading causes of death in African 

Americans: heart disease, cancer, stroke, and diabetes mellitus (Center for Disease Control 

[CDC], 2013). Healing was defined as generating a “sense of wholeness as a person” (Mount & 

Kearney, 2003, p. 657) despite one’s illness. Healing has also been regarded as a subjective and 

multidimensional concept (Denz-Penhey & Murdoch, 2008; Dossey, 1999; Egnew, 2005; 

Feudtner, 2005; Fleury, Kimbrell & Kruszewski, 1995; Koithan, Verhoef, Bell, White, Mulkins, 

& Ritenbaugh, 2007; Kuhn, 1988; Jonas & Chez, 2004; Landmark & Wahl, 2002; Mount & 

Kearney, 2003; Sanders, 1996; Swatton & O’Callaghan, 1999). For this review, healing in the 

setting of serious illness was defined as a “life transforming, positive, subjective change”—PSS 
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healing—that occurs when one experiences a serious illness (Skeath et al., 2013, p. 1). Suffering, 

on the other hand, was defined as a negative PSS experience (Ferrell & Coyle, 2008). 

Methods 
 

The integrative review was used to produce a summary of existing empirical evidence. 

Using Whittemore’s (2005) method for integrative literature review, an organized and rigorous 

approach to the literature review process was followed via five steps: problem identification, 

literature search, data evaluation, data analysis, and presentation of findings (Whittemore, 2005; 

Whittemore & Knafl, 2005).  

Procedures 
 
A computer assisted literature search was conducted during July 2013-September 2013. 

The following electronic databases were searched: PubMED, CINAHL, EBSCO, and Web of 

Science. Many different combinations of search terms were used. Initially, zero articles were 

found when searching the term “psychological-social-spiritual healing.” Twenty four articles 

were found using the terms “psychological healing,” “social healing,” and “spiritual healing.” Of 

the 24 found, 4 met the inclusion criteria and were retained for this review.  

Because of the scarcity of the literature, related concepts to PSS healing were searched 

with the assistance of a reference librarian. Broader search terms were used in an attempt to 

capture the psychological, social, and spiritual healing/suffering phenomenon of seriously ill AA 

elders. The broader terms searched were: healing, psychological healing, social healing, spiritual 

healing, spirituality, faith, wisdom, meaning-focused coping, coping, recovery, subjective well-

being, thriving, resilience, and optimism. Each of these terms was joined with the term “African 

American.” Boolean operators were applied to define relationships between keywords like 
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African Americans (and) Blacks. These searches were delimited by the following: samples that 

included an average age of the sample of their participants age 60 or older; discussed 

psychological, social and/or spirituality dimensions of AA elders; serious illnesses of cancer, 

heart disease, stroke or diabetes mellitus; published within the last twenty years; and peer-

reviewed primary research reports. Theoretical, commentary and review articles were excluded; 

however, some of these articles’ reference lists were used as secondary sources of primary 

studies for comparison to the database searches.  

Search Results 
 

The initial multiple searches, using the above search terms, identified 316 publications. 

The primary author screened the titles, abstracts, and key words of these 316 publications. Due to 

duplicates and/or not meeting inclusion/exclusion criteria, 151 articles were removed, leaving 

165 publications. The remaining articles were read in their entirety for continued screening with 

the inclusion/exclusion criteria, leaving 108 articles for this integrative review. The 57 articles 

removed after this second screening were excluded for several reasons: articles were literature 

review only; articles only discussed methodological implications of recruitment of AA elders; 

articles did not include samples with average age of 60 or older, and/or the sample did not 

include serious illnesses as defined above. From the final 108 publications, the research design, 

aim/purpose, sample and main findings were extracted into a data matrix. The 108 studies that 

remained were then reviewed for overall findings and quality. (See Figure 2). 
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Figure 2. PRISMA Flow Diagram 

 
 
Integrative Review Results 
 

Data evaluation.  
The sample consisted of 60 quantitative, 42 qualitative, and 6 mixed methods studies. The 

samples of the quantitative studies ranged from n= 17 to n=98,528. Of these, 53 were survey 

research. The remaining 7 of the 60 quantitative studies incorporated several types of methods. 

Of the 42 qualitative studies, the sample size ranged from n= 6 to n= 167. Of these, 4 used focus 

groups and the remaining used interviews for data collection. There were a variety of 

methodological designs, yet not all of them explicitly stated a design. Of the 6 mixed methods 

studies, the sample size ranged from n= 30 to n= 200 using methods of surveys and interviews. 
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The detailed approaches of the quantitative, qualitative, and mixed-methods studies are shown in 

Table 1.  

Table 1. Methodological Approaches 
Quantitative Literature 

Total N= 60  
Sample Size Range= 17 to 98,528 

 

Methods N = 
Survey 53 
Retrospective chart reviews  4 
Confirmatory Factorial Analysis 1 
Interventional 2 
 
Qualitative Literature 
 
Total N= 42 
Sample Size Range= 6 to 167 

 

Methods/Approach N= 
Focus groups 4 
Grounded Theory 8 
Qualitative Description 4 
Content Analysis 5 
Narrative Analysis 3 
Ethnography 2 
Phenomenology 1 
Other/Unspecified 15* 
a Thematic analysis, Framework analysis, In-depth Interviews  
 
Mixed Methods 
 
Total N= 6 
Sample Size Range= 30 to 200 

 

Methods N= 
Surveys with interviews 6 
 
 Despite the variety of research methodological approaches, many limitations relevant to 

the current review were noted. In the quantitative articles, 13 samples were made up of only 

African Americans, whereas, 47 included multiple ethnicities. For example, in the largest study 

(n= 98,528), a retrospective chart review of Medicare heart failure patients, only 8.5% of the 
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sample was AA (Givens, Tjia, Zhou, Emanuel & Ash, 2010). Of the quantitative studies, only 

one oversampled AAs as part of the “National Survey of American Life” (Taylor, Chatters & 

Joe, 2011; Taylor, Chatters & Jackson, 2007).  

As with the quantitative studies, some of the qualitative studies did not use exclusively 

AA samples (n=22). However, 20 of the qualitative studies exclusively sampled only AA elders. 

Joining 3 large narrative analysis studies, the largest qualitative sample, N=167, used only AAs 

for their sample (Becker, Gates & Newsom, 2004).  

Also, there was lack of conceptual clarity around PSS concepts. Only 23 of the 108 

publications specifically reported a conceptual framework, necessary for providing conceptual 

clarity. In this survey research, there was no consistency in surveys/instruments or measures 

employed to measure PSS dimensions. For example, the spiritual domain was defined in a 

variety of ways: spirituality, religiosity, and/or religion practice. Although there was a lack of 

conceptual clarity of the spiritual domain throughout all the studies, the measurement of the 

spirituality domain occurred at a much higher frequency than measurements for psychological or 

social domains. In fact, in the initial literature searches, “spiritual healing and African 

American,” yielded the largest number of publications (n =29) compared to “social healing and 

African American” (n=9), and “psychological healing and African American” (n=9).  

In the quantitative survey articles, the authors reported difficulty with item non-response, 

recall bias with self-reported measures and potential selection bias on the part of participants 

who returned mailed surveys. Large numbers of the survey articles were cross-sectional, and 

longitudinal studies were frequently recommended by the authors to capture the 

multidimensional PSS experiences of serious illness. Most of the 53 survey research studies 
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incorporated only cross-sectional analyses, while only one incorporated a longitudinal approach. 

Within the survey research, the authors discussed the difficulty of collecting the wide variety of 

cultural dimensions of AAs elders’ PSS aspects due to difficulty using instruments that were not 

developed within the AA culture. Many recommendations were made to include qualitative 

approaches so participants could more easily report culturally specific qualities of these 

dimensions.  

A variety of qualitative methodological designs were used; however, not all of them 

explicitly stated a design/method. However, within the qualitative approaches, specific 

information such as clinical information, severity of disease, comorbid illnesses or functional 

status was frequently under-reported. For the mixed methods studies, the authors reported 

choosing this approach to triangulate the findings of the survey and interviews. All six used 

surveys and interviews for data collection. Of the largest study (n=200), 200 surveys and 80 

ethnographic interviews were conducted. Again, this study’s sample was not made up of only 

AA individuals, but also included European Americans, Korean Americans and Mexican 

Americans individuals (Blackhall et al., 1999).  

Finally, many studies only used one geographical location or one healthcare institution, 

decreasing the ability to collect broader findings across different settings. All studies were 

completed in the United States except for one in Britain (Koffman, Morgan, Edmonds, Speck & 

Higginson, 2008).  

Psychological experiences. 
  
As detailed in Table 2, individual psychological experiences found in these studies 

included depression, fear, anxiety, worry, psychological distress/stress, and sadness. Despite the 
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multitude of negative experiences found, some positive psychological experiences were noted 

when cognitive reframing of illness occurred. This reframing was described by terms such as 

optimism, wishful thinking, positive reappraisals, outlook and coping, resilience, and well-

adjusted adaptations to one’s illness. The review findings do indicate that positive psychological 

outcomes do occur for seriously ill AA elders if negative experiences are decreased. When 

negative experiences decrease, perhaps opportunities emerge for PSS healing for the seriously ill 

AA elder. However, multiple components of seriously ill AA elder’s psychological experiences 

are still highly understudied, with conflicting evidence of what and how AA elders’ 

healing/suffering are impacted. (See Table 2). 

Table 2. Psychological Experiences 
Authors Date Sample Method Findings 

Reynolds et al.  2000 442 AA & 05 White 
wen with Breast CA 

Longitudinal 
survey  

Expression of 
emotion associated 
with better survival. 
AAs more likely to 
suppress emotions. 
White woman had 
wishful thinking and 
positive reappraisals 
of illness. 
 

Rankin et al.  2002 76 post AMI 
women (19% AA; 
81% White) 

Longitudinal 
survey 

Similar recoveries in 
depression, anxiety, 
and coping. White 
women had quicker 
physical recovery.  
 

Poopola 2005 20 Nigerians and 11 
AAs with Diabetes 

Ethnography Balance between fear 
and fully living as 
main coping strategy 
for balancing lives. 
When uncertainties 
higher, more suffering 
occurred. 
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Porter et al.  2006 155 AA & 369 
White women with 
Breast CA 

Structural 
modeling 

Cognitive processes 
important for 
psychological 
adaptation to 
survivorship. More 
depression occurred 
when patient unable 
to care for self. Less 
ability to use coping 
strategies when 
physical co-
morbidities increased. 
 

Deimling et al. 2006 121 White and 200 
AA adults with 
cancer (breast, 
colorectal, prostate) 

Cross-sectional 
survey 

Skills to deal with 
illness developed in 
survivors with most 
complex illnesses. 
Planning and 
acceptance most 
common coping 
skills. Less worry and 
anxiety in AAs when 
attitudes linked to 
optimism. 
 

Amoaka et al. 2008 68 AAs with 
Diabetes 

Experimental- 
psycho-educational 
telephone 
intervention 

When uncertainty in 
illness reduced, 
improvement in self-
care and psychosocial 
adjustment noted. 
 

Agrawal et al.  2010 238 AAs with 
cancer (breast/lung, 
colon) 

Survey Higher prevalence of 
depression in older 
AA survivors. 
Depression attributed 
to identifiable risk 
factors: living alone, 
being uninsured, 
fatigue, and pain. 
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Holt-Hill 2009 135 elderly AAs 
(age 65-88) 

Survey Coping used: positive 
reappraisal, self 
control. Planning with 
problem solving. 
 

Warren-Findlow et 
al.  

2010 12 AA women  with 
HF 

Interviews Stress reported as 
contributor to HF. 
Patients reported need 
to decrease stress in 
their lives. 

 
Social experiences. 
  
Social support was shown to impact seriously ill AA’s experiences. (See Table 3.) Despite 

research that has shown the benefits of social support, not all AA elders reported a positive role 

of social support. Negative experiences occurred for some, such as social isolation, decreased 

intimacy with others; negative social support from family, friends or healthcare providers, 

concerns about burdening others, and low socioeconomic resources or limited access to care. 

Social experiences can be impacted either positively or negatively by the healthcare that is 

provided. AA elders’ social experiences may be negatively impacted by healthcare system 

discrimination caused by lack of culturally sensitive care, socioeconomic factors, and limited 

access to care. The findings of this review are consistent with other research on financial, 

socioeconomic, and access issues in minority populations (AHRQ, 2012). Studies evaluating the 

social relationships of seriously ill AA elders with others reveal conflicting evidence. Even in the 

presence of negative social interactions, some individuals developed strength despite their 

suffering. The mechanisms contributing to social healing for seriously ill AA elders remains 

unclear. Therefore, gaining more knowledge from the perspectives of seriously ill AA elders is 

necessary to determine how these social interactions provide opportunities for healing. (See 

Table 3.) 
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Table 3. Social experiences 
Author Date Sample Method Findings 

 
Guidry et 
al.  

1997 593 Cancer survivors 
(white, Hispanic, and AA) 

Cross-sectional 
survey 

Informal social support 
networks such as 
extended families and 
civic clubs more helpful 
for AAs and Hispanics 
than Whites. 
 

Bourjolly;  1998 41 AA and 61 White 
women breast CA 

Cross-sectional 
survey 

Higher reliance on 
spirituality (private and 
public) in AA women 
than White women as a 
coping resource.  
 

Bourjolly 
et al.  

1999 41 AA and 61 white 
women breast CA 

Cross-sectional 
survey 

Greater difficulty in 
social functioning (self-
care, household, 
occupational, social, and 
community activities) in 
AAs than in White 
counterparts. 
 

Bowie et 
al.  

2003 14 AA and 24 White men 
prostate CA 

Mixed: Survey 
and focus groups 

Higher importance of 
religion and spirituality 
noted in AA men.  
Membership and 
attendance at church 
important factors of 
spirituality.   
 

Henderson 
et al.  

2003 66 AA females with breast 
CA 

Descriptive focus 
groups 

Supportive networks 
and culturally sensitive 
support groups vital and 
reported a need for 
culturally sensitive 
support groups.   
 

Shellman 2004 7 AA Males/Females >70 
yrs. of age 

Phenomenology Religion helped them 
“get through life”; 
discrimination reported. 
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Jones et al. 2008 14 AAs with prostate CA Interviews Support from family and 
friends played an 
important role in helping 
men cope with treatment 
and recovery. 
 

Black et al.  2009 6 AA males >80 years of 
age 

Ethnographic 
interviews 

Struggles of racism 
provided strength for 
dealing with 
insensitivities of 
medical community. 
 

Agrawal et 
al.  

2010 238 AA cancer survivors 
(breast, lung, colon) 

Cross-sectional 
Survey 

Higher QOL present 
with perceived support 
from family friends. 
 

Jones et al.  2011 23 AAs with prostate CA Hermeneutic 
phenomenological 
approach with 
focus groups 

Themes found: major 
social resources were 
wives. Physician support 
also important. Having 
insurance led to 
decreased anxiety. 
 

Tkatch et 
al. 

2011 115 Cardiac rehab pt’s: 
White and AA 

Cross-sectional 
survey 

More support, better 
health behaviors, and 
higher coping efficacy 
in AAs with large inner 
networks. 
 

Hinojosa et 
al. 

2011 77 (AA, White, and Puerto-
Rican) stroke patients 

Mixed: Grounded 
theory and 
surveys 

AA's less socially 
isolated than white 
counterparts. If 
participants  socially 
isolated during first year 
post stroke, higher 
levels of depressive 
symptoms and 
decreased ability to 
manage daily activities 
existed.  
 

Chatman et 
al.  

2011 32 AA females with breast 
CA 

Mixed: Focus 
groups then 

Cancer had negative 
impact on intimate 
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structured 
interviews 
 

social relationships. 

Dilorio et 
al. 

2011 320 males with prostate CA 
(42% AA) 

Cross-sectional 
survey 

Cancer did not have 
negative impact on 
intimate relationships.  
Participants reported 
some physician bias in 
cultural beliefs. 
 

 

    
Harper et 
al. 

2013 17AAs with colorectal 
cancer 

Focus groups Medical mistrust, 
suspicion, and negative 
attitudes linked to 
concern about HCP’s 
motives. 

 

Spiritual experiences. 
  
Significant differences were found among definitions of spirituality, religion, and religious 

practices among publications due to the complex nature of the term spirituality. The 

incorporation of a broad view of spirituality was important to fully describe social 

healing/suffering for the seriously ill AA elder. For purposes of this integrative review, the 

source articles defined spiritual healing in the following ways: existential and/or religious 

practices, psychological and/or sociocultural constructs of spirituality, and with the following 

terms: spirituality, religion, religiosity or religious practices. Table 4 depicts some of the most 

common of these definitions. 

Table 4. Spirituality Definitions 
 
Psychological construct  
“A state of being”  Casarez, Engebreston & Ostwald, 2010, p. 227 
Inner peacefulness Harris, Berger, Mitchell, Steinberg, Baker, 

Handel, Bolle, Bush & Pavletic, 2010 
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Meaning and purpose in life or 
connectedness with self  

Lin & Bauer-Wu, 2003; Delgado, 2007 
 

Sociocultural construct  
A connectedness with others or a 
higher being 

Lin & Bauer-Wu, 2003; Delgado, 2007 
 

Comfort in faith Mount & Kearney, 2003 
A feeling of comfort relieved by from 
a connection to a higher power that is 
sacred and transcendent 

Edmondson, Park, Blank, Fenster & Mills, 
2008 
 

Integrated holistic dimension that 
included interconnectedness with self, 
other and sacred which shapes their 
way of life 

Harvey & Cook, 2010 

Religion  
Public and private behaviors, attitudes 
and beliefs 

Taylor, 2011 

Intrinsic religion- one’s inward 
practices such as prayer and belief in 
God 
Extrinsic religion- one’s outward 
practices such as religious 
affiliation/church attendance 

Dickson, McCarthy, Howe, Schipper & Katz, 
2013 

 
 Spirituality has been shown to play important roles for AA elders dealing with serious 

illness. (See Table 5). When experiences were positive, spirituality provided healing for 

seriously ill AA elders, whether this occurred through existential, psychologically constructed, or 

sociocultural religious practices. Based on geographic location, gender or illness, there was noted 

differences in the roles spirituality played in the lives of seriously ill AA elders. Spirituality was 

strongly linked to the quality-of-life (QOL) of seriously ill AA elders. However, spirituality 

defined as religious practice did not always show a positive effect on the well being of the AA 

elder. There remains a lack of conceptual clarity regarding what spirituality is and how 

spirituality affects suffering/healing for seriously ill AA elders. (See Table 5). 

Table 5. Spirituality Experiences 
Author Date Sample Method Findings 
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Chatters et al.  1992 446 AA- > age 

55 
Survey Older age, women and living in 

south had higher religiosity. 
 

Powe 1997 55 AA & 18 
White elders 

Cross 
sectional 
survey 

Fatalism was present but no sig 
relationships were shown between 
fatalism and spirituality. 
 

Bourjolly et 
al.  

1999 41 AA and 61 
White women 
with breast CA 

Comparative 
survey 

Black women relied on both 
public and private religiousness as 
a coping resource to a greater 
extent than white women. 
 

Cunningham 
et al.  

1999 99 AA elderly- 
age 60-95 

Cross 
sectional 
survey 

When measuring health related-
Quality of Life (HR-QOL)-
spiritual well being was found to 
be more important than physical, 
social or psychological well being. 
 

Henderson et 
al.  

2003 66 AA women 
with breast CA 

Focus groups Spirituality played a strong role in 
coping.  Coping strategies used 
were: relying on prayer; avoiding 
negative people; developing a 
positive attitude; having a will to 
live; and receiving support from 
family, friends and support 
groups. 
 

Bowie et al. 2003 14 AA and 24 
white males with 
prostate CA 

Mixed- focus 
groups and 
survey 

Religion and spirituality was 
important for AA. This 
importance included membership 
in a church and regular 
attendance.  
Due to this important role of 
spirituality, most had spoken with 
their physicians about their 
beliefs. 
 

Ark 2006 274 AA, Age 
>55 

Survey AA elder women had higher 
subjective religiosity and engaged 
in more religious behaviors vs. 
non-Hispanic White (NHW) 
participants. Higher religiosity 
was associated with better health 
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status and decreased use of health 
services. 
 

Harvey 2006 10 AA female- 
with arthritis, 
severe HTN or 
heart disease 
 

Narrative 
analysis 

Self -management of illnesses 
combined traditional medicine and 
spiritual practices. 

Taylor et al.  2007 837 AA, 298 
Non-Hispanic 
White( NHW) 
and 304 
Caribbean 
Blacks (CB)- 
over age 65 
 

Survey AA and CB reported higher levels 
of religious participation, religious 
coping and spirituality than NHW. 

Arcury  et al. 2007 220 AA, 181 
Native 
American, 297 
White with 
Diabetes 

Survey AA engaged in more private 
religious practices. No differences 
in public religious practices 
amongst groups.  No associations 
found among mental health and 
religious participation. 
 
 

Dunn et al.  2007 17 non-white 
and 11 white 
community 
dwelling older 
adults 

Focus groups Activities reported contributing to 
well being were:  

6. Participating in faith ways- 
intrinsic or extrinsic 

7. Keeping positive energy 
by: staying active, 
engaging in leisure 
activities, having a sense 
of self motivation, and for 
older male adults- being 
competitive. 

8. Keeping active support 
systems by: visiting health 
care provider, attending 
support groups, 
participating in rehab 
and/or staying connected 
to family and friends 

9. Participating in wellness 
activities through: 
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doing= taking meds, 
prescribed and OTC, using 
medical devices, diet, 
exercising, getting plenty 
of rest 

             Being= meditating,   
listening to music, putting 
bad things out of your 
mind 

10. Engaging in affirmative 
self-appraisal through 
positive self -reflection 
and having a sense of 
accomplishment. 
 

Hamilton et 
al.  

2007 15 AA women 
with breast CA; 
13 AA men with 
prostate CA 

Grounded 
theory 

Participants discussed their 
personal relationship with God as: 

4. I called on god 
5. I know God was with me 
6. God will do his will 

Types of support believed to come 
directly or indirectly from God 
were: 
1. Healing their cancer 
2. Taking away worries 
3. Giving no more than they could 
bear 
4. Sending someone to help  
5. Keeping cancer from spreading 
6. Giving them the medicine 
Participants discussed need for 
repaying God through acts of 
service to him and others. 
 

Levine et al.  2007 36 AA, 52 
Asian/pacific, 52 
Caucasian, 21 
Latino females 
with breast CA 

Mixed- 
survey then 
interviews 

Themes found:  
1.God as comforting presence;  
2. Questioning faith and anger at 
God 
3. Spiritual transformation of self 
and attitude toward others 
4. Recognition of one’s own 
mortality 
5. Deepening of faith and 
acceptance.   
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AA, Latino’s or Christians with 
spiritual beliefs had higher 
comfort from god over other 
groups. Higher spiritual well- 
being was found in survivors who 
used prayer. No significant 
differences existed amongst the 
ethnic groups in psychological or 
social QOL.  
 

Hamilton et 
al.  

2007 54 AA 
male/female with 
stressful life 
events, average 
age= 68 

Mixed 
methods- 
survey and 
interviews 

Overall themes noted: 1.God as 
Protector 2. God as beneficent, 
praise and thanksgiving 3.God as 
healer 4. Memory of forefathers, 
5. Prayers to God and 5. Life after 
death. 
 

Koffman et al.  2008 26 CB and 19 
British with CA 

Interviews Stronger religious beliefs were 
more pronounced in CB.  Themes 
found: 
1.Religious beliefs in God helped 
them comprehend their cancer w 
2.  Their faith, emotional and 
practical support provided by 
church communities assisted them 
to live with the physical and 
psychological effects of the illness 
3. The experiences of cancer 
promoted their religious identity. 
 

Samuel-
Hodge et al.  

2008 185 AA  with 
diabetes 

Cross 
sectional 
Survey 

A positive role for church 
involvement was associated with 
psychological adaptations to 
living with diabetes and was 
linked to self-efficacy and 
competence. 
 

Levine at al.  2009 41 AA, 52 
Asian/pacific, 53 
Caucasians, 23 
Latino females 
with breast CA 

Mixed 
Methods 

Higher spiritual well-being was 
found in survivors who used 
prayer. No significant differences 
existed among the ethnic groups 
in psychological, social support of 
QOL.  
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Black et al.  2009 6 AA male >80 
years of age 

Ethnographic 
interviews 

Religious beliefs helped decrease 
suffering caused by racism. 
 

Zavala et al.  2009 9% AA, 53% 
Latino, 20% 
Caucasian males 
with prostate CA 

Survey Higher levels of spirituality were 
noted in AA and Latino men with 
high school education. HR-QOL 
was higher when spirituality was 
measured as purposeful meaning 
and peace. 
 

Hamilton et 
al.  

2009 1. 28 AA with 
cancer, average 
age=63 
2. Context 
experts 7 post-
doc and 5 faculty 
3. 38 AA cancer, 
average age=65 
4. 382 AA 
cancer, average 
age=64.1 

Mixed 
Methods: 
Multiphasic- 
Samples 1 
and 2-
Interviews 
Sample 3-
Cognitive 
interviewing 
Sample 4-
Survey 

Findings: developed Ways of 
Helping instrument. 
Ways of helping were: 
 1.Help received- emotional, 
instrumental, and information 
support received from family and 
friends 
2.Help given to others-activities 
that made them feel connected to 
and supported by their network of 
family and friends 
3. Help from God 
4.Self help strategies- staying 
busy, praying, meditating, 
thinking positively. 
 

Taylor et al.  2010 3,570 AA, 1621 
Caribbean 
Blacks (CB), 
891 non-
Hispanic whites 
(NHW) 
 

Survey In AA and CB, 90% reported 
religion and spirituality as 
important vs. 75% of NHW. 

Casarez et al. 2010 4 AA male and 
14 AA women 
with diabetes 

Qualitative 
descriptive 

The ability to self manage their 
illness was connected to 
relationship with God. 
 

Agarwal et al.  2010 50 AA with 
head/neck CA 

Cross 
sectional 
survey 

Higher QOL was found if  “turned 
to God”, had family and friends 
for support, and helped others by 
encouraging their participation in 
cancer screening and/or treatment. 
If participants coped by being 
strong/self-reliant, then 
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dependence on others for physical 
care was associated with lower 
QOL and social functioning. 
 

Taylor et al.  2011 837 AA and 304 
CB- Age >55 

Survey Women’s religiosity/spirituality 
were higher than in male 
participants. 
 

Jones et al. 2011 23 AA males 
with prostate CA 

Phenomenolo
gical 
interviews 

Rural participants had higher 
spirituality than urban 
counterparts. 
 

Holt et al. 2011 98 AA and 171 
White with 
Lung/Colorectal 
CA 

Survey Women were more religious. 
AA’s were more religious than 
whites. AA religious behaviors 
were positively associated with 
mental health and vitality and 
were negatively associated with 
depression. 
 

Dilorio et al.  2011 320 AA males 
with prostate CA 

Cross 
sectional 
survey 

Higher levels of religious coping 
were associated with high school 
education or less, lower income 
and/or those with one or more 
comorbid conditions.  
 

Hamilton et 
al.  

2013 65 AA 
male/female with 
stressful life 
events 

Qualitative 
descriptive 

Religion expressed through song 
was a coping strategy. 

Harper et al.  2013 17 AA  
male/female 
colorectal CA 

Focus groups Cultural beliefs regarding 
spirituality, religious practices 
and/or expression of faith were 
related to higher power, god or 
spiritual being.  Fatalism about 
their illness was linked to beliefs 
about divine control and destiny. 

Discussion 
 

PSS healing/suffering.  

AA elders’ definitions of “health” incorporated mind, body, and spirit (Armer & Conn, 

2001), and poor subjective health reports predicted lower levels of personal efficacy and spiritual 
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wellbeing (Tran, Wright & Chatters, 1991). Higher spirituality and a sense of control were 

shown to be significantly associated with decreasing depressive symptoms in AA elders 

(Archibald, Dobson, Daniels & Bronner, 2013). If AA elders experienced stressful life events, 

this seemed to predict lower subjective health ratings, decreased self-esteem, and lower senses of 

spiritual wellbeing (Tran et al). The use of religious practice to promote mental health among 

AA elders is well documented (Hamilton, Moore, Johnson & Koenig, 2013; Hamilton, 

Sandelowski, Moore, Agarwal & Koenig, 2013; Hamilton, Stewart, Crandell & Lynn, 2009; 

Hamilton, Powe, Pollard, Lee, & Felton, 2007). Cognitive reframing, religious practice, and the 

ability to express emotions increased psychological healing and, in some instances, physical 

function (Amoako, Skelly & Rossen, 2008).  

AA elders were shown to have tenacity despite the seriousness of their illnesses (Becker & 

Newsom, 2005), and within AA elders with serious illness, resiliency was strong. Independence 

gave meaning to life, and a strong faith that God was in control guided them through their 

illnesses (Becker, Gates & Newsom, 2004). Socially, if the AA elder was in a happy marriage, 

positive effects were also noted on their spiritual wellbeing (Tran et al.). AA elders’ coping 

strategies across many illnesses included engaging in life through exercising, seeking 

information, relying on God, changing dietary patterns, medicating, self-monitoring, and self-

advocating (Loeb, 2006).  

In the studies noted, negative experiences occurred across all three PSS dimensions. The 

negative psychological experiences reported included depression, fear, anxiety, uncertainty, 

distress, sadness, and fatalism. Negative social experiences stemmed from the following 

contributors: decreased social support from family, friends or healthcare providers; concerns 
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about burdening others; isolation; low socioeconomic resources; limited access to care; and overt 

racism and discrimination within their healthcare interactions. When insensitivities to AA elder’s 

cultural beliefs/values were reported, a concurrent mistrust of the provider was also reported 

(Chatman & Green 2011). Within the spiritual dimension, negative experiences were not as 

prevalent. However, a few articles suggested that not all extrinsic religious interactions 

contributed positive healing effects.  

Similarly, positive experiences were reported across all three dimensions. In the 

psychological dimension, positive experiences included: optimism, resilience, positive coping, 

and positive outlooks. When cognitive reframing was present, healing could occur. In addition, 

when individuals had the ability to express their emotions, a social interaction occurred that 

could also allow for psychological healing. Within the social dimension, QOL for the seriously 

ill AA elder is highly linked to positive social support among family and providers, suggesting 

that positive interactions could lead to less suffering.  

For seriously ill AA elders, much overlap occurred in the interactions among culturally 

relevant PSS experiences. The multitude of experiences impacts the seriously ill AA elder’s 

abilities to have PSS healing. Seriously ill AA elders’ psychological and social QOL were 

related to their spiritual healing, but a fuller understanding of their cultural values, preferences, 

and spiritual beliefs is still needed. When discussing healing/suffering, it is important to note that 

all three dimensions —psychological, social, and spiritual—play important roles for the AA 

elder’s overall healing.  

AA elders’ PSS healing within serious illness of cancer.  
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Beliefs based in religiosity were seen in all studies of cancer survivors, but the ways in which 

religion was expressed in relation to their cancer were culturally determined (Koffman et al, 

2008.). One study demonstrated that, in cases where breast, prostate, and colorectal AA cancer 

survivors initially showed poorer physical and mental health QOL ratings, these ratings changed 

when adjusted by socio-demographic, clinical, or psychosocial factors, indicating only lower 

mental health QOL ratings (Matthews, Tejeda, Johnson, Berbaum & Manfredi, 2012). In another 

study of cancer survivors, patients reported needing help with overcoming fears, finding hope, 

finding meaning in life, finding spiritual resources, finding peace, finding meaning to their death 

and dying, and hoping for someone to talk with about these issues (Moadel et al., 1991). Of these 

patients, 41% of the AA elders reported needing help with spiritual/existential issues (Moadel et 

al.). Specifically, in breast cancer, AA women reported positive changes in their faith after 

diagnosis (Fatone, Moadel, Foley, Fleming, & Jandorf, 2007). Finally, in a study of AA lung and 

colorectal cancer patients, religious behaviors were positively associated with mental health and 

vitality but had negative associations with depressive symptoms (Holt, Oster, Clay, Urmie & 

Fouad, 2011). 

 Breast cancer survivors reported many psychosocial concerns. Other important issues for 

AA breast cancer survivors included body appearance, social support, health activism, 

menopause, and learning to live with a chronic illness (Wilmoth & Sanders, 2001). Breast cancer 

survivors who had higher coping capacities experienced less psychological distress, higher 

spiritual wellbeing, and less catastrophizing about their illnesses (Gaston-Johansson, Haisfield-

Wolfe, Reddick, Goldstein, and Lawal, 2013). Coping strategies of breast cancer survivors 

incorporated all of the following dimensions: relying on prayer; avoiding negative people; 
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developing a positive attitude; having a will to live; and receiving support from family, friends, 

and support groups (Henderson, Gore, Davis & Condon, 2003). Belief in divine control was 

positively associated across all ethnic groups with not only the positive reframing of illness but 

also active coping and planning (Umezawa, Lu, Kagawa-Singer, Leake, & Maly, 2012). 

In AA prostate cancer patients, faith helped patients overcome the fear resulting from 

initial perceptions of their cancer diagnoses. Faith was placed in God, healthcare providers, self, 

and family, and these men came to see their prostate cancer as a “new beginning that was 

achieved through purposeful acceptance or resignation” (Maliski, Connor, Williams & Litwin, 

2010, p. 470). This faith was their source of empowerment, and with this empowerment, they 

became more proactive in their self-care (Maliski et al.). Beliefs based in religiosity were seen in 

all cancer survivors, but the ways in which religion was understood and expressed in relation to 

their cancer were culturally determined (Koffman et al., 2008).  

In AA cancer survivors, spiritual transformation came through the recognition of personal 

mortality (Levine, Yoo, Aviv, Ewing & Au, 2007) and through redemption stories that related 

positive transformations of initially negative perspectives regarding survivorship (Gallia & 

Pines, 2009). These transformations occurred through upholding existing beliefs in God, 

knowing this God as a directing force, and understanding one’s personal strengths (Gallia & 

Pines). The sense of a directing force from God also created a desire to be of service to others 

(Gallia & Pines). Skeath et al. (2013) also noted a life transformative experience within a multi-

ethnic group of cancer survivors, which impacted all dimensions of their lives. For individuals 

with serious illness, this positive subjective change impacted the ability to decrease PSS 

suffering, even after a cancer diagnosis (Skeath et al.).  
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AA’s PSS healing within cardiac related serious illnesses: heart failure or stroke.  

In contrast to the above survivors, in AA patients with heart failure, spiritual wellbeing 

was negatively associated with psychological wellbeing (Bean, Gibson, Flattery, Duncan, & 

Hess, 2009). For instance, patients reported feeling less meaning and peace and more depression 

and anxiety in their lives (Bean et al.). Yet, these same patients reported greater faith, showing a 

different relationship to QOL and faith than that experienced by cancer survivors (Bean et al.). 

However, some AA elders were able to maintain a strong sense of self even after the life 

disruptions caused by heart failure by using the culturally relevant coping strategies of resiliency, 

spirituality, and self-care (Hopp, Thornton, Martin, & Zalenski, 2012). In stroke patients, 

acceptance of illness came as a normal part of aging (Faircloth, Boylstein, Rittman, Young & 

Gubrium, 2004). Patient’s age, other comorbidities, and knowledge about strokes further 

impacted their overall levels of acceptance (Faircloth et al.). 

Conclusions 
 

The quantitative literature contained a large proportion of cross-sectional surveys measuring 

the multidimensional concepts discussed above; however, the studies did not always include a 

large portion of AA elders. Of most concern is the dearth of literature incorporating all 

phenomena of PSS healing. Despite the lack of conceptual clarity among spirituality and/or 

religiosity, the spiritual dimensions have been shown to play an important role in healing for 

seriously ill AA elders, whether this occurred through intrinsic or extrinsic mechanisms. Because 

of these complex relationships among the PSS dimensions, the literature conveys conflicting 

evidence of what results in suffering for the seriously ill AA elder.  
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To decrease distrust among AA elders with serious illness, healthcare practice should 

incorporate physiological, psychological, social, spiritual, and cultural domains to provide 

patient-centered care of the seriously ill (NQF, 2006; AHRQ, 2012; NCPQPC, 2013). Within 

these national guidelines (NQF, AHRQ, NCPQPC), approaches to PC interventions in AA elders 

with serious illness integrate cultural beliefs and values (Andrews & Boyle, 2008; Leininger & 

McFarland, 2002; Purnell & Paulanka, 2008; Singer & Bowman, 2002).  

 Even with attempts to incorporate psychosocial and cultural concepts into healthcare 

curricula, inequalities remain (AACN, 2008). “The 21 century brings heightened awareness of 

how beliefs, values, religion, language and other cultural and socioeconomic factors influence 

health and help seeking behaviors” (AACN, p.1). The next generation of healthcare providers, 

trained through a holistic paradigm (Watson, 2002), will choose to incorporate culture, 

complexity, and care stemming through relationship-based patient centered care for co-creating a 

caring and healing environment for AA elders with serious illness (Boykin, Schoenhofer & 

Valentine, 2013).  

 Overall, to facilitate PSS healing for the seriously ill AA elder, PC practices must be 

informed by the perspectives of the seriously ill AA elder. When PSS dimensions are not 

incorporated in healthcare delivery, healing can be obstructed and suffering can occur. This 

integrative review was the first to appraise the state of the science on PSS healing in AA elders. 

The findings identified limitations of the literature and suggested the continued need for 

healthcare to adopt culturally competent patient centered palliative care. The present study 

presented here, focuses on seriously ill AA experiences to address the limitations of the current 
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research on psychological, social and spiritual healing/suffering taking steps to the development 

of tailored and culturally focused patient centered palliative care interventions.  
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Introduction 
 

The foundation of narrative inquiry is based on storytelling. The stories of one’s 

experiences—past, present and future (Clandinin & Connelly, 2000; Polkinghorne, 1988; 

Riessman, 2008) — provide an avenue to “understand experiences of stories lived and told” 

(Clandinin et al., p. 20) as a partnership between storyteller and receiver. The complexities of 

serious illness require a narrative framework. Illness stories have been shown to provide rich 

details of the multiple complexities of one’s beliefs, values, emotions, and attitudes (Bury, 1982; 

Frank, 1995; Kleinman, 1988; Riessman; Sandelowski, 1991).  

First, through a cultural focus, stories describe how human beings understand experiences 

of illness in their lives (Clandinin et al.), giving the receiver a view of how the storyteller 

expresses and organizes these experiences into a meaningful whole (Kleinman, 1988). 

Storytelling is a prominent and highly valuable ritual in African American (AA) cultures (Banks-

Wallace, 2002; Cannon, 1995; Champion et al. 1999; Gates, 1989; Haight, 1998).  

Second, although comprehensive palliative care for patients with serious illness improves 

quality of life, quality of care and patient satisfaction, the growing population of AA elders with 

serious illness report disparities in the receipt of palliative care (PC), dissatisfaction with that 

care, and care inconsistent with their wishes, leading to decreased quality of life and increased 

suffering (Cohen, 2008; Evans & Ume, 2012; Johnstone & Kanitsaki, 2009; Welch, Teno, & 

Mor, 2005). In addition, little is known about the AA elders’ cultural values and beliefs about the 

psycho-social-spiritual dimensions of palliative and end-of-life care (Evans & Ume).  

Disparities in palliative and end-of-life care are due to lack of integration of culturally sensitive 

psychological, social and spiritual healing for AA elders with serious illness. Patient-centered PC 
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focuses on psychological, sociological and spiritual dimensions of healing, as well as the 

physiological, to decrease suffering and improve quality of life. Therefore, for aging, seriously ill 

African Americans, narrative storytelling can provide in-depth views of illness experiences 

(Frank, 1995) in a culturally congruent approach.  

  Through this methodology, cultural aspects of psychological, social, and spiritual (PSS) 

healing for seriously ill AA elders can be discovered by listening to these partcipants’ stories. 

Culture influences health behaviors and the meaning of illness (Andrews & Boyle, 2008; 

Leininger & McFarland, 2002; Purnell & Paulanka, 2008). Gathering data about cultural values, 

attitudes, beliefs and/or preferences related to PSS healing for seriously ill AA elders is 

necessary as the basis for patient centered PC (National Quality Forum (NQF), 2012; Center to 

Advance Palliative Care (CAPC), 2010; Evans & Ume, 2012). However, research analyzing 

cross-cultural differences in psychological, social and/or spiritual domains is limited in scope, 

quantity and location (Cohen, 2008; Evans & Ume; Johnstone & Kanitsaki, 2009; Welch, Teno, 

& Mor, 2005).  There is some knowledge about barriers to adequate PC for AA elders with 

serious illness, but the cultural aspects of PSS healing have been sparsely studied (Cohen, Evans 

& Ume; Johnstone & Kanitsaki; Teno et al. 2004; Welch et al).  

A narrative approach draws together the complexities of serious illness experiences and the 

cultural meanings of the illnesses by collecting and analyzing stories of aging, seriously ill 

African Americans. The purpose of this study was to describe psychological, social and spiritual 

experiences of healing for AA elders with serious illnesses of heart failure, cancer, stroke and/or 

diabetes. Using the qualitative method of narrative analysis, the specific aim was to describe 



 136 

categories and analyze patterns of PSS healing from the perspective of aging AA elders with 

serious illness. 

Theoretical Framework for Study 

To guide this study, a culturally based PC conceptual framework was used (see Figure 1). 

Through this conceptual framework, the approach to PC integrates cultural beliefs and values of 

PSS healing (Andrews & Boyle; Leininger & McFarland; Purnell & Paulanka; National 

Consensus Project for Quality Palliative Care [NCPQPC], 2013). PSS healing and suffering are 

on a continuum centered on culturally sensitive PC. The foundation of culturally sensitive 

patient-centered PC is formed from one’s social, spiritual, psychological and physical 

experiences of serious illness. PC delivered through this frame provides approaches to decrease 

suffering and, in turn, to facilitate PSS healing for seriously ill AA elders while achieving the 

overall goals of PC.  

Figure 1 Culturally Sensitive Patient Centered Palliative Care 
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PC principles focus on patient-centered care of the seriously ill people (NQF, 2012; 

NCPQPC, 2013). Defined in this study, PC is “to anticipate, prevent and relieve suffering; to 

support the best possible quality of life for patients and their families, regardless of the stage of 

the disease”, (NCPQPC, p. 9), not just care provided at end of life but across serious illnesses. 

Serious illness was defined conceptually as “a persistent or recurring condition that adversely 

affects one’s daily functioning or will predictably reduce life expectancy” (NCPQPC, p. 8).  

  When suffering is present, there is a decreased ability for patients to experience healing 

opportunities, a healing which is more than the biological cure of one’s medical diagnosis 

(Kearney, 2000). Some patients have shown PSS healing even when faced with physical 

progression of their serious illness (Skeath et al., 2013). The inability to provide physical healing 

or “cure” of all patients with serious illnesses creates an enhanced need to explore the other non-

physiological dimensions so that provision of PC can contribute to one’s PSS healing. Among 

these multidimensional concepts in serious illnesses, there is perpetual movement back and forth 

on the healing/suffering continuum (Mount, Boston & Cohen, 2007; Mount & Kearney, 2003; 

Paterson, 2003).  

Defined in many disciplines, healing is a subjective and multidimensional concept (Denz-

Penhey & Murdoch, 2008; Dossey, 1999; Egnew, 2005; Feudtner, 2005; Fleury, Kimbrell & 

Kruszweski, 1995; Jonas & Chez, 2004; Koithan et al., 2007; Kuhn, 1988; Landmark & Wahl, 

2002; Mount et al. 2007; Sanders, 1996; Swatton & O’Callahagan, 1999). Healing, in this study, 

was defined as generating a “life transforming positive subjective change” or what has been 

described as a PSS healing phenomenon occurring when one experiences a serious illness 
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(Skeath et al., p. 1). In contrast, suffering was defined as an “unpleasant, emotional experience 

that can be psychological, social and/or spiritual” (Ferrell & Coyle, 2008, p. 246).  

 

Method 

Design 

A descriptive design with narrative analysis methodology was used for this study, 

providing a culturally congruent approach of storytelling for this vulnerable population. 

Narrative analysis requires not only looking within individual stories but also across the 

collection of stories. The stories must be examined as “moving ground” without a “master 

narrative” (Riessman, 1993 p. 15). Instead, the receiver of the story must develop a “meta-story” 

(Riessman, 1993, p. 13) or “overarching storyline” (Riessman, 2008. p. 78). This meta-story of 

each individual’s story incorporates details “about what happened, editing and reshaping what 

was told and turning the findings into a new text, a co-constructed “hybrid story” (Riessman, 

1993, p.13). In this hybrid co-construction of story, the teller must persuade the receiver about 

the course of and perception about events (Riessman, 2008). This receiver must re-interpret the 

teller’s story even though she was not present at the events and does not have the ability to know 

the narrator’s inner emotions, thoughts, or reasons for action. In this study, the participant who 

had been diagnosed with colon cancer 30 years ago told the most detailed story. See Appendix A 

for an example of a co-constructed hybrid story. 

Participants and Setting  

Once the University of Arizona institutional review board approved the study, participants 

were recruited from urban Jackson, MS, and the surrounding metro area within the community 
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and not from acute care settings. Participants were given a choice of the setting for the interview. 

Twelve of thirteen interviews were collected in the participants’ homes. One interview was 

conducted in an individual private classroom at a senior center. 

A purposive sample of 13 AA elders with serious illnesses was recruited for this study, and 

13 audio-recorded narrative interviews were collected. The demographic details are delineated in 

Table 1. Consistent with qualitative methods a range of 10-15 participants was planned. This 

range allowed for continuing data collection until data saturation was achieved, which occurred 

after 13 interviews.  

All participants were 65 or older, self reported as AA, had one or more of the following 

serious illnesses: cancer, stroke, heart disease (limited here as heart failure), and/or diabetes, 

diagnosed with their illness for longer than three months, and English speaking. Participants 

were excluded if they were deaf or unable to comprehend and/or answer interview questions or 

MMSE (Mini-Mental Status Exam) score less than 9 (Folstein & Folstein, 2013). Prior to the 

interview as part of the screening process, the first author administered the MMSE to each 

participant. No participants who volunteered were excluded.  

Data Collection 

All thirteen stories were collected from January 2014 through December 2014, through 

audio-recorded, open-ended interviews. The interviews lasted an average of 47 minutes (range 

15-82 minutes) for a total of 616 minutes of audio-recorded transcripts. The interview was 

divided into sections that began with an open-ended question: “tell me about your illness”. When 

the interviewer perceived that the story was complete, the interviewer then used prompts to 

query about emotional, social, or spiritual dimensions of the participants’ illness experiences 
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with prompts such as: “How has your illness changed you emotionally?” The final segment of 

the interview gathered the demographic information: age, time since diagnosis, education level, 

marital status, insurance status, and religious tradition. (See Appendix B- Interview Guide).  

Data Management 

During transcription, the first author assigned numbers to each participant and de-

identified the interviews. For confidentiality, only de-identified transcripts of interviews were 

available to the research team. The master de-identified transcripts were kept on the first author’s 

password protected computer and inputted into NVivo, a qualitative data analysis software 

program. During the analysis phase and for manuscript purposes, pseudonyms were assigned to 

each participant. (See Demographic Table 1).  

Through an iterative process, data collection and data analysis occurred simultaneously and 

continued until data saturation occurred, defined as occurring when no new patterns or structures 

emerged with subsequent interviews (Lincoln & Guba, 1985). After each interview, the first 

author audio recorded her field notes immediately after each interview. Then, the first author 

transcribed every interview and field note. The interviews were transcribed verbatim to reflect 

the “voice” with words exactly as the participant said them.  

The field notes were used to incorporate “co-construction” of data through the interactive 

interviewing procedures (Riessman, 2008). During this phase, various field notes were recorded. 

They included the following: descriptive observational notes of setting, place, and time and 

personal reflective notes of feelings, problems, ideas, impressions, and biases (Riessman). 

Through the process of collecting these field notes, the first author kept a detailed audit trail to 

decrease possibilities of personal biases (Lincoln & Guba). Methodological and analytical 
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memos were used for recording decisions related to refining and defining  codes, patterns, or 

categories as a way to document communications from the research team. 

Data Analysis 

Once the first author transcribed the interviews, the second author--an experienced 

narrative researcher and member of the research team--read all the de-identified transcripts. The 

first and second author participated in weekly analysis meetings. Using two authors to analyze 

the verbatim transcripts provided a reduction in the bias of the formation of the meanings and 

structure of the stories.  

Next, from the entirety of the transcribed interviews, co-constructed “hybrid stories” 

(Riessman, 1993)--shorter summary stories of each participant’s stories of the illness 

experiences--were written and rewritten through several iterations with the second author as the 

illness meta-stories were composed. Then, these meta-stories were shared with the research team 

for expert input on the overarching structures/themes found within the stories. The expertise of 

the additional team members included gerontology, qualitative methodology, and PSS healing.  

The structural analysis allowed the first and second author to look across the stories, 

creating a process of providing “attention to both the language of the stories but also the role of 

the narrative form within the stories”(Riessman, 2008, p. 75). Through this process, the first and 

second author were able to identify some emergent patterns across all 13 hybrid stories, 

providing a broader review of the data for discovering patterns of the seriously ill AA elders’ 

meanings of psychological, social, and spiritual healing/suffering (Riessman, 1993; 2008). 

For the thematic analysis, an inductive emic approach of coding included the participants’ 

actual words for naming the codes (Braun & Clark, 2006). First, open coding was used allowing 
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the emerging codes to come directly from the transcripts (Riessman; Braun & Clark). The 

preliminary codes of experiences emerged from reading the transcripts line by line, both 

manually and electronically within NVivo. Coding across two separate avenues allowed for an 

in-depth look at each transcript plus an additional check for accuracy of the line-by-line coding. 

Once the initial codes were chosen, the transcripts were read and reread through a “recursive 

process.” This recursive process was defined as “a movement back and forth through” the data—

a coding process that created the thematic analyses (Braun & Clark, p. 86). The processes of this 

thematic analysis allowed the first and second author to categorize recurrent experiences (Braun 

& Clark). 

Throughout the entire analytical process, the categories/patterns were refined and defined 

at the weekly meetings between the first and second author. Once these preliminary findings 

were decided upon between the first and second author, the findings were shared with the third, 

fourth, and fifth authors. After receiving input from the entire research team, the findings were 

refined, as presented here. The exemplars used in the findings below are verbatim, in an effort to 

reflect the ‘voice and words’ of the participants and not the authors.  

Rigor 

Trustworthiness is the accepted measure of rigor in qualitative research (Barroso & 

Sandelowski, 2001; DeWitt & Ploeg, 2006; Leininger, 1995; Lincoln, 1995; Lincoln and Guba, 

1985; Morse, 1991; Sandelowski, 1986). Sandelowski’s criteria for trustworthiness (credibility, 

applicability, consistency, and neutrality) were used for this study. Credibility was achieved 

through the following steps: the use of the reflective field notes kept by the first author and a 

research team approach for arriving at the findings. This process allows the authors to recognize 
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and separate his/her own thought processes from those of the participants in an attempt to stay 

true to the voice of each participant. For applicability, detailed memos were kept by the first 

author, then shared and reviewed by the second author. To not unduly influence the categorical 

thematic analysis, the themes arrived at were labeled with the actual words of the storyteller. 

Consistency was met by providing detailed descriptions of the data collection, data analysis, and 

verbatim excerpts from the participants’ interviews within this manuscript. Neutrality occurs 

when there is “freedom from bias in both research process and product” (Sandelowski, 1986 p. 

33). In this manuscript, particular steps were detailed so others can see how the authors achieved 

credibility, applicability, and consistency. The authors recognized the possibility of personal 

biases but attempted to portray the subjective experience of the aging, seriously ill African 

Americans as part of the interpretive research process.  

Findings 

Patterns of Experiences 

From the overarching storylines of these 13 narratives, health care professionals can begin 

to understand not only the experiences that occurred, but also what these experiences meant to 

these seriously ill AA elders. Incorporating Labov’s narrative elements (1972), the meta-story 

will be told by detailing similar patterns identified across all 13 stories. Although not all stories 

were told in the same linear fashion, each of them contained Labov’s structural elements of 

orientation, complicating actions, evaluation, resolution, and coda.  

The orientation element of the stories relayed descriptive details of how the AA elders first 

came to know about their illnesses. Details included descriptions of time, place, situations, and 

persons (Labov). Six of thirteen participants began their stories telling actual dates of the month 
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and year their illness began. Seven of the thirteen storytellers began and oriented their stories 

around the time they entered a healthcare setting, e.g.: went to the emergency room for a stroke. 

Three of the thirteen oriented their stories with specific events that occurred 1-2 days prior to 

their diagnosis with particular descriptions of the people who were present prior to their 

diagnosis. The level of detailed facts varied considerably throughout this element of the stories. 

Some were brief; others, like Mary, were incredibly specific in regard to dates and times, as well 

as experiences of symptoms, e.g. a “gush … looked like a bloody sea” and mundane activities 

leading up to the symptoms, e.g. ironing clothes and “making sure” her family was 

“situated…fed…everything.”  

  Twelve of the thirteen stories began with an orientation to their own personal illness. The 

one exception was Elanda whose story oriented around her two sisters who had died from high 

blood pressure. Elanda connected her sisters’ illnesses to her own, a stroke caused by high blood 

pressure. Elanda recalled that the “scary part was afterwards” when she realized what had 

happened to her. She was “under a lot of stress” at the time because she had two sisters who were 

“very sick.” The providers were “never able to get her…sister’s…‘BP down’ ” as she spoke 

about the sister she was closest to, they “lost her”, and it “never dawned on” on her “that she was 

going to die.”  

  Every story included a complicating action, defined by Riessman as “the event sequence or 

plot, usually with a crisis or turning point” (2008, p. 84). These events included: 1) signs and 

symptoms of their illness that led to the doctor or hospital, e.g. Julie stated, “all the cancerous 

cells were discovered” or 2) when their healthcare provider first told them of their diagnosis, e.g. 

Ruby stated, “When I first got sick with this problem, it was my doctor that told me when I came 
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around from coma” and “when I woke up they told me I had it, problems with my heart and 

breathing because of my cigarettes and everything”. Nine of thirteen participants offered signs 

and symptoms as their complicating action. All thirteen included the involvement of their 

interactions with the healthcare field in their descriptions of their complicating action.  

All of the 13 illness stories included evaluation, resolution, and coda (Labov). Evaluation 

occurs “when the narrator steps back from the action to comment on meaning and communicate 

emotions—the soul of the narrative” (Riessman, 2008, p. 84). An example of an evaluative 

structure included emotional reactions related to their illness (“worry, fear, scared, sadness, 

frustration, frightened”), summed up best by Ruby:  “went down little hills…got me down”. This 

theme occurred in eleven of thirteen interviews.  

Resolution occurs when the storyteller describes, “what finally happened” (Riessman, 

1993, p. 18) or “the outcome of the plot” (Riessman, 2008, p. 84). This structure occurred in all 

thirteen of the stories. Finally, the coda is the “ending the story and bringing action back to the 

present” (Riessman, 2008, p. 84). In the themes of “life is better” and “God will,” the storytellers 

reflected on their current state of living with their illnesses (present), while simultaneously 

incorporating narratives about future expectations of living with their illnesses. Again, this 

structural pattern was identified in all thirteen stories. In conclusion, Labov’s criteria of 

orientation, complicating action, evaluation, resolution, and coda revealed similar structural 

patterns across all thirteen participants narratives, and the thematic analysis materialized through 

the examination of the meta-stories.  

Past, Present, and Future: Stories of Experiences 
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In narrative inquiry, stories are created from narrators’ reflections on past and present 

experiences and future expectations. As part of the life reviews in this study, the following 

structural patterns were evident both within and across narratives: “Prior experiences”, “I 

changed”, and “across past, present experiences and future expectations.” Then, thematic 

categories were organized under these three structura patterns, providing an inductive 

classification of the AA elders’ narratives of living with serious illness (See Figure 2).  

Figure 2. Past, Present, and Future: Stories of Experience 

 

Prior Experiences 
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Stories of prior experiences were not necessarily about the elders’ illnesses but instead 

often suggested associations with how strength and resilience were gained in other ways.  [“I’ve] 

been through it…made me strong,” “I thought about… others,” and “went down little hills…got 

me down” are the three thematic categories within the structural pattern of prior experiences.  

Each narrator told stories about the following:  difficult life experiences unrelated to his/her 

current illness, knowledge gained from observing other people’s illnesses, and personal 

emotional influences of their illness.   These prior experiences stories were not queried from the 

interviewer; instead, all 13 participants volunteered these stories.  

“Been through it…. Made me strong.” The participants’ pasts were still a part of their 

present lives—a “reframing of the past to make sense of the present and provide an orientation 

for the future” (Mattingly & Garro, 2000, p. 7). Their past experiences were financial problems, 

prior illnesses they had or that others close to them had, work difficulties, male/female 

discrimination, white/black discrimination, and even stories that went all the way back to 

“rough” childhood memories. Ruby told a story of how as a child, she raised both her sister and 

brother because her mother was absent—making her stronger.  

I was kind of rough when I was little, cuz I really had to raise my brother and my 

sister because my mother wasn’t around, but we made it through, with the Lord 

help, we made it through…I believe bring my strength along, raising them…like I 

said when we were young, we had it rough, we had no light, no water, we had to 

tote wood to make a fire.  

     Mabel told a very detailed story of a prior illness event. A story of how, through her     

physical rehabilitation, she returned to walking after being hit by a car in her thirties.  
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I can get up and take care of myself and do for myself because I have done it, I 

have, before all this happened to me, I had got hit by a car and I was paralyzed, 

oooo, for a long time and all my pelvis and my knees were broke and God 

brought me back to walk and I didn’t sit down and use the bathroom, I used to get 

on my knees and crawl to the bathroom, I couldn’t walk, I would crawl.  

From the stories, we can begin to see how these participants have gone through some 

difficult times. These experiences helped them develop strength at that time, which now 

provided strength to deal with their current illness (es). 

“I thought about”…others. Several of the participants recounted stories of others’ illness 

experiences and how this knowledge of others’ illnesses had an effect on their personal 

experience of their current illness. Elanda had experienced her sister’s death from high blood 

pressure, thus creating urgency to for her to seek treatment. 

O.k. really, the scary part is afterward, you then know what is happening to you, 

ummm, I had had two sisters that died right like, one this year and one next 

year… One sister was never able to… get her BP down, but anyways, we lost her.  

In addition, Elanda watched others live with physical deficits after a stroke, creating a 

drive to work extremely hard during her physical rehabilitation.  

What you try peoples to understand and see that this is death, you know, you 

don’t, some strokes you don’t get over, a lady in my church, during the time I am 

going to rehab, she had had a stroke and she told me one Sunday, all I want to do 

is get back able to be in the choir, cuz she sung in the choir, I wanted to do that, 

she say, I’m so tired of this, people having to move me around and stuff, and she 
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say, why didn’t it happen to you, how did you get better, I said I worked so hard, I 

worked so hard, this is not going to beat me, it is not going to beat me, I am not 

going to stop walking on my leg, I don’t want a cane, so I did, you have, I set my 

goals high. 

These prior experiences of reflecting on other’s illnesses provided a place of reference for 

them when framing and dealing with their current illness.  

“Went down little hills … got me down.” When describing their negative emotions, words 

such as “fear,” “worry,” “scared,” “got me down,” and/or “depression” was used in the stories. 

Participants felt these emotions throughout different times of their illness—at time of diagnosis, 

after returning home from the hospital stays, or even in present day when they are physically 

affected by their illness. However, when they used the more negative words, they followed up 

immediately with a story of how they moved past these more negative feelings, best told by 

Ruby.  

Ruby’s heart failure left her with decreased physical capabilities (weakness, swelling in her 

legs, and shortness of breath requiring oxygen off and on) and, therefore, dependence on others. 

Yet, with time, she did not let those changes “get her down” and “bother her” anymore and 

continued to push herself to engage in the things she can do. She reflected that her illness did 

cause some negative emotions, “I kind of let it get next to me, and I kind of just went down little 

hills,” but she prayed to the Lord to “help her feel better” and how she “gets up and starts 

moving and try to do a little something.” Ruby described how her negative emotions were 

changed despite her physical changes of dependence on others. 
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You know, I couldn’t get around and go where I wanted to go, you know, like the 

store and buy my groceries and buy my stuff like I used to, that kind of got me 

down always depending on somebody else to go to the store but they still don’t 

get what you really want, so that is what I have to do now, I have to depend on 

my niece to go to the store for me and stuff, but now I that got used to it, it don’t 

bother anymore, I just go with whatever she brings. 

As we hear the stories of how these participant’s transitioned from the negative to the 

positive, we can begin to understand how their individual strengths helped these seriously ill AA 

elders deal with the difficulties caused by their illnesses. 

I changed 

Stories of change were also told. The next structural pattern identified included stories of 

how the participants’ lives had changed because of their illness.  Their illness has made them a 

different person.  Theses changes, for these seriously ill AA elders, were classified into the 

following thematic categories: “I grew stronger,” changed “priorities,” “do things I never would 

have done,” and “quit doing.” With any serious illness, there are negative effects. These were 

expressed through stories of depression, decreased physical capabilities with remaining 

disabilities (need O2, weakness, wear attends, paralysis) loss of body image, pain, shortness of 

breath, and fatigue.  

Despite the negative effects of their illness, the participants told multiple stories of how 

they learned something with a new sense of self, changed behavior or new perspective on life. 

Yet at different phases of living with their illness, the effects of their illness had been both 

negative and positive. The storytellers’ emotions (i.e. evaluation, [Labov, 1972]) begin to emerge 
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as they discussed how they have learned to adjust to their illness.  These evaluations of their 

illness(es) are the “soul” of their stories (Riessman, p. 85).  Their evaluations developed through 

their personal understanding of their past life experiences and their current situation (Mattingly 

& Garro, 2000).  

The changes that occurred led to positive growth, and then was expressed through stories 

of restored relationships, closeness to family, improved communication with others, learned 

patience, positive behavior changes (healthy diet, quit smoking, quit drinking), increased 

strength to accomplish things they would not have done prior to their illness, priority of helping 

others, stronger faith, and changed priorities. Through just a few of their exemplar stories, one 

can begin to see how the negative effects of their illness were turned into creating something 

positive from the negative.  

“I grew stronger.” The theme “I grew stronger” came through descriptive stories of how 

they became stronger. These stories show the reader how these participants, even through the 

negative effects of their illness, became stronger psychologically, socially, or spiritually.  

For Mary, she told how her illness “made her a stronger person” because she used to be a person 

“who was fearful of anything.” She became “stronger in prayer” and began “to understand prayer 

just a little better” and learned to “get closer to God” as she “adjusted to many things in life.” 

After asking her “if she felt her illness has made her a different person,” she replied: 

It made me a stronger person because there was a time, my mom is dead and 

gone, so she cannot tell you anything about me, I was fearful of anything like 

going to the doctor and so many other different things and then to have some type 
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of surgery and having cancer where they going to cut your body here and all that, 

I couldn’t have dreamed of that. 

Mabel shared her story of how God healed and guided her and how this strengthened her 

faith. When asked if “any of your beliefs about God or faith have changed because you have 

faced illness,” she responded:  

Yes, it has, it made it stronger, because a lot of things, what made it stronger, is 

knowing that God would do this, because it happened to me, you know before it 

happened to me, I couldn’t even imagine, healing my foot, I couldn’t imagine him 

healing my breast, I couldn’t imagine him healing anything, you know because I 

didn’t have that, I had not went through that experience, so once you, when you 

don’t go through something, you don’t just dwell on that, like if I get this way, 

will God do that, but when it happens, you go through with a stronger faith then 

when God heals you, that is what you mind have to know what God goin’ do, and 

when God do it, your mind have to know that God did it, not the doctor, not you, 

but God did it. 

Changed Priorities. Priorities and goals of the participants changed after their illness. Julie, 

a two-time breast cancer survivor, said her illness caused a change in her priorities. 

Yes, you learn how to prioritize, I prioritize much better and certain things 

became much more important than other things, I was always active in church 

anyway and I was with a mission and I loved Sunday school so when Sunday 

school at 11:00 service and I did some volunteer work, so that all became much 
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more important to me…it just made, your wants and your desires are different and 

your goals are different. 

Do things I never would have done. Elanda told a story of how after her stroke she did 

things she had never done before, reflecting a new positive change in her.  

Before I had the stroke, I did not definitely get up I didn’t like churches all full 

and going to get up and say something, I just could never do that, but now I can, I 

can stand up and tell everybody what God done for me.  

Quit doing. With some participants, their decreasing physical health stimulated positive 

behavior changes. George stopped smoking after his pacemaker was placed. He said,  “When he 

put that pacemaker in, I quit everything, I said I am not doing no more, this that or the other, you 

know, I am going to keep on the straight and narrow, and watch my back.” Elanda, after her 

stroke, learned to slow down and quit doing as many things as she had prior to her stroke. 

It (the stroke) was a tap on the shoulder, you know, you be still, and really and 

truly, I had, I was sick, running hospitality manager at my church, you know, I 

we, I did that and I taught Sunday school in the mornings with the kids and I was 

work with the youth ministry, I did all of this, it was too much, it was and my 

husband, why don’t you let somebody else, and I said, no I didn’t but that’s when 

I know that God stepped in.  

Across Past, Present Experiences and Future Expectations 

The last structural pattern—Across Past, Present Experiences and Future Expectations—

included the thematic categories of “God did and will take care of me,” “Close-Knit” 

relationships, and life is “better.” 
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  “God did” … and …”will take care of me.” Cutting across past and present experiences 

and future expectations, stories of faith and reliance on “God” were the most prominent thematic 

category, present in all 13 narratives. Their “internal subjective sense of their private life 

story…organized their understanding of their past life, their current situation, and their imagined 

future” (Mattingly and Garro, 2000, p. 15). For the seriously ill AA elder, it was the belief that 

“God did” help them and “will help” them “overcome things” as a part of their “developing 

faith” in God.  

The narratives about God were told from many different angles: participating in religious 

activities, such as church and/or relationships with others in their church; believing that God will 

take care of them; previous past prayers to God for themselves or others, or communication with 

God in the present about hopes for the future. All of these narratives demonstrated the 

importance of God in their lives. This thematic category was further broken down into the 

following sub-themes: “God did,” “God will,” and “developing faith.”  

God did…The stories about past prayers answered, where “God did” take care of them 

were described in many stories of past experiences. Through God’s provisions during the past, 

contributed to their “growing” faith in how “He/God will” take care of them. 

Mabel, for instance, told a story unrelated to her illness of how God helped her quit smoking:  

I asked Him [God] to take that away from me…so I got on my knees and take it 

away and it just went away and…you tell people how God helped you and they 

don’t believe you, I say there is only one person that can take this away from you, 

and that is God and no patch, no gum, no nothing can take that away from you, 

only one person can take the taste away from you and that is God . 
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Both during and after her stroke, Elanda discussed how she felt God, coupled with her 

“hard work” was responsible for her post-stroke recovery. Her stroke had left her with decreased 

physical function in her left upper and lower extremities, difficulty speaking, and difficulty 

swallowing. Presently, she has minimal functional deficits, uses no assistive devices, no speech 

or swallowing difficulties.  

First of all, I had God, that was head of my life, I know we, I was praying, I say 

lord please let my limbs, get my limbs, do my limbs, please let me able to speak 

like I always did and you know I did, before I decide to do anything, I would pray 

…you know, I was praying why they were running the tests… and God come 

back and he didn’t want to leave me like that, so he come back and I started to 

heal, my limbs, first my legs I started using my legs, and my arm, they just return, 

the last thing I had to work so hard on was my mouth, … I know that it wasn’t the 

therapy, I knew it was God…and I just thank him so much, that was a tap on the 

shoulder.  

God will…George, the 72-year-old heart failure patient, reflected on his reliance on God 

for his future. When his breathing worsened three years ago, George experienced “facing the 

end” of this life at age 69. It was during this experience, he asked God to “at least give me my 

75” years. He had been hospitalized after his breathing difficulties significantly worsened to the 

point of requiring oxygen and requiring a wheelchair. During that hospitalization, he was “told” 

by his physician that he was to be enrolled in hospice. George then left that hospital against 

medical advice and found another hospital and a new provider, who implanted a defibrillator. He 

stated: 
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Let’s get the best people we can find and fight it to the end, and you don’t have 

that support, you will give up, and once you give up, God will give up (chuckle). 

You wanna die, He going to let you die, if you wanna to live, He will help you 

live.  

Because the new provider gave him the pacemaker option of instead of “giving up,” 

George reported being virtually symptom-free today, requiring no oxygen and ambulating 

without assistive devices. “God did and will” help him are shown here.  

I am a spiritual person, I asked God to at least give me my 75, you know, years, 

don’t take me away from here when I got people that I need to help, you know, I 

got grandchildren and stuff and he granted my wish, so here I am and, umm I am 

under his protection, He did it all, all of it. 

All participants integrated reliance on God in their stories of illness, as George stated: 

“You don’t have to worry about me because God going to take care of me.” For some, their faith 

in God was strengthened through their illness experiences. Their abilities to cope with illness 

were founded in this faith in God’s taking care of them and then related in stories of how God 

did take care of them.  

Developing faith. This “developing” faith in “God did”… “he will” is reflected in Lucille’s 

“miracle” story. Lucille was diagnosed with colon cancer three years prior. Her cancer at that 

time had been removed surgically with no further treatments required. However, in September 

2013, “they stated that the cancer [had] spreaded to my liver,” based on results from a CT Scan. 

She further noted that the oncologist at that time wanted to treat her with chemotherapy and 

radiation, and her surgeon said, “it was too large for him to attempt to remove it.” She was leery 
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of these types of treatments because she had recently watched her daughter “in and out of the 

hospital for six months” while receiving both treatments for pancreatic cancer and then die. 

Lucille then had several appointments with the oncologist but never started these treatments; 

instead, a friend had brought her some nutritional supplements, which she started taking, and 

during a visit with her oncologist in “January or February” of 2014, she was told that her “blood 

tests [had] all normalized.” 

I wanted to get up and shout and praising the Lord because I just felt it, it had 

been a change, I felt just like He (Lord) was saying, I got your back, you just go 

on, I got your back, if you believe in me, trust me, I got you …so then I, when I 

was looking at her so strange, I guess she, I couldn’t believe the same lady that 

told me, the same doctor that told me in six months, I could be gone, and now was 

extending my time for visits, and she didn’t see nothing wrong (on the blood 

work); so I think that is miracle to me.  

Since her illness and blood tests normalized, Lucille’s story describes how her faith 

“developed” by doing “a lot more leaning on Him.” 

And that’s another revelation that the Lord says, your spirit can carry you a long 

way and see I was always ready developing a strong spirit in believing… I been, I 

am a believer anyway but you know being human sometime I would believe, 

don’t be as strong as it should, so I guess since then, I have really put my belief 

into action, so you know, and then I just feel that the Lord, he say, he will lead 

you and guide you if we trust and lean on him, so I think I been doing a lot more 

leaning on him. 
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  “Close-knit” relationships. Narratives of the seriously ill AA elder’s relationships were 

present in all of the stories. The prominence of the relationship narratives wove in past, present 

and future stories. At the first occurrence of the illness, the participants detailed all the support 

they received during the acute event of their illness. If the illness significantly impacted their 

functional status (e.g. unable to grocery shop anymore) or caused physical changes (e.g. 

colostomy, breast removal), then detailed stories were told about how others helped them 

through these difficulties. 

Alice described her communities as church, home (geographical location) and family. 

These supports have been part of her past, her present, and her expectations for her future.  

  We just enjoy one another, I do, I don’t whether they enjoy me or not, but I do… 

I come into this community nineteen and sixty-five and I have been here ever 

since…yes, we can call on one another, right here in the community and it is so 

amazing …I can say with my family we are close knit.  

After Ruth’s first stroke, a relationship between her and her sister was mended after 5-6 

year period of estrangement. Since her first stroke, Ruth had a second stroke that left her with 

some residual speech difficulties. The restoration of their relationship can be seen through the 

story told by her and her sister. After her first stroke, Ruth stated, “I guess I felt a little guilty and 

wanted to work through issues and stuff” with her sister. Despite the estrangement, the sister 

called the hospital after Ruth’s stroke and came to visit. Ruth felt from that time on, they 

“connected on some level” even though she “thought she wouldn’t come” to the hospital. Their 

relationship has been restored, and both Ruth and her sister credit Ruth’s stroke for the 
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restoration. Ruth stated “it [the relationship] wouldn’t have” improved without the stroke 

happening.  

Life is “Better.” Through reflections, strong beliefs that God’s presence in their lives 

provided a place for them to “move forward” and “be all right.” The participants have continued 

to live with positive outlooks despite facing their future “end” (death) without significant “fear, 

concern, worry” with the difficulties they face everyday due to their illness. As they have learned 

from their experiences of illness or other life difficulties, this “life is better” outlook is told as a 

process that occurred and is presently occurring. There are things they have to “do everyday” 

like take their medicines, watch their eating, depend on others to do their driving and shopping, 

yet they still have transitioned to a more positive outlook despite the changes caused by their 

illness.  

For Mabel, she knows things are “better” because “God will take care of her” and she is 

“happy” and doesn’t “have anything to worry” about.  

But it is better, I only thing I can say, uhh, now I am happy, I don’t have anything 

to worry about it, I don’t worry, I might worry about a bill every once in a while, 

… and so, it is a lot better, but I don’t want to depend on nobody but God, I don’t 

want my grandkids taking care of me, I don’t want my daughter taking care of 

me, I want to do everything myself… so I tell them, you don’t have to worry 

about me, because God going to take care of me. 

After two ICU experiences of being in a “coma” for heart failure, Ruby’s story 

demonstrated her will to live despite the functional limitations caused by her illness. She can be 

“better than before” even when faced with the physical challenges. 
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Yeah, better than before, you have a better outlook on life, you think about other 

people’s more than you think about me, to me, I think about other’s more than I 

think about myself, cuz like I say there are some people’s more iller than you is, 

they can’t even get around their house, they have to have somebody help them, 

you know …to do…everything, so that is the reason I say, don’t have a bad 

outlook, cuz somebody iller than you is, cuz I can still bathe myself, cook for 

myself, feed myself and all that…[sit on the front porch]… yeah, move on 

forward, just can’t just sit there and think about your illness, cuz if you do it going 

to get you down, you really, if you, can’t give up, like a lot of people you know 

old our age, we just think we can’t do nothing and we just give up on life and tell 

God to come on an take me on home (Laughter) I am not going to tell him that, he 

can take me home when he get ready, but I ain’t ready to go, you know we got to 

go but no one is every really ready to go, like some of us is, but I ain’t ready to 

go, I want him to leave me here as long as he can, uhh, 99 

The Omission of Healing and Suffering 

Through the “narrative tool” of overeading (Poirier & Ayres, 1997), one of looking within 

and across the narratives and reading “between the lines” (Ayres, 2000, p. 362), the first author 

recognized the absence of “suffering” and/or “healing” within the stories told (Ayres, Kavanaugh 

& Knafl, 2003). The terms “suffering” and “healing” were terms not used by the participants. 

Despite the fact that the concepts of healing and suffering are foundations to the conceptual 

framework guiding this study, the experiences told were stories that did not include suffering or 

healing.  
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For these AA elders, serious illness was not portrayed as suffering, but one more of life’s 

difficulties. Even more so, their serious illness was less difficult than some of their prior difficult 

experiences. Yet, only one of the thirteen participants used the word “suffer” in relation to self in 

reference to physical suffering: “suffering with my lungs.” Five other participants used the word 

suffer(ing) in reference to how other’s had suffered. These participants did not discuss 

“suffering” in relation to their own illness. Instead, if negative aspects of their illness were 

discussed, (i.e. “went down little hills”), their stories quickly changed to optimistic language to 

show how they “had learned,” or “how God” helped them deal with their illness. Therefore, 

when they used negative language such as “fear,” “worry,” or “scared,” they used these words to 

contrast how they had moved past the negative.  

Six participants used a form of the word “healing.” When they did speak of healing, it was 

discussed only in relation to physical or spiritual healing. One participant used the word in 

relation to spiritual healing when referring to prayer for others: “our reward is praying for others, 

because as we pray…others are to be strengthened and to be healed.” Five participants told 

stories of physical healing, based on how God provided this healing, For example, Elanda said 

after her stroke, “God come back, and he didn’t want to leave me like that, so he come back and 

I started to heal, my limbs, first my legs I started using my legs, and my arm, they just return.” 

Discussion 

Overall, the narratives from these seriously ill AA elders are stories of remarkable strength. 

Through detailing difficult life experiences, which occurred before the diagnosis of their illness, 

participants shared stories of a growing internal strength that started well before the onset of their 

serious illness. All of life’s experiences helped them develop this strength, which now provides a 
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point of reference for them within their current serious illness. Within these experiential stories, 

one begins to understand how participants frame their current illness experience, measure the 

level of difficulties they are currently experiencing and construct a positive outlook for their 

present and future. Participants’ reflections on their experiences before the onset of serious 

illness occurred for all 13 participants. Internal strengths from his/her past experiences are a part 

of who he/she has become.  

Interestingly, the focus of many of their stories did not dwell on their current illness. All 

AA elders stories discussed psychological, social and spiritual domains in their review of their 

life experiences. Even though they told how their illnesses had negatively affected the whole—

physical, psychological, social, and/or spiritual—the negative experiences of illness were turned 

to a new positive perspective on life. With the passage of time and while learning how to adapt, 

the participants reflected on how they “stay[ed] positive” throughout all of life’s difficulties, not 

necessarily the development of PSS healing as a result of their serious illness.  

The participants’ outlooks that “life is better” were united with their adjustments to illness 

through their strong reliance on faith in God. For these seriously ill AA elders, spirituality was 

part of being connected to their strong faith in God. Their spiritual values/beliefs offered 

meaning and purpose in life which is consistent with previous research findings (Koenig, 2009; 

Nadarajah et al., 2013; Puchalski et al., 2009; Skeath et al. 2013; Young et al., 2014). This faith 

helped restore balance or provided opportunities for growth in their faith in God’s provision for 

their lives. This reliance on God had been influential in dealing with not only their current 

serious illnesses but also other life difficulties they had faced. Consistent with previous research 

findings, this reliance on God was an extremely important part of their lives (Agarwal et al. 
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2010; Black et al. 2009; Hamilton, Stewart, Crandell & Lynn, 2009; Hamilton, Powe, Pollard, 

Lee & Felton, 2007; Holt et al. 2011; Shellman, 2004; Taylor et al. 2011).  

Also, participants’ stories did not focus on suffering and healing. In some of the previous 

literature, suffering has been reported when there was uncertainty (Poopola, 2005) or increased 

physical co-morbidities (Porter et al., 2006). For these participants, even in the face of 

uncertainty or decreased physical function, strength in their faith was always present. This was 

expressed best by Alice “You just got to go through, and it’s got to be a made up mind, that I am 

going to accomplish whatever you set out to do.” The AA elders did not use the term healing 

unless they were using the word in the context of physical healing and they did not speak of 

suffering in relation to self, with the exception of George—and this was only physical suffering.  

This is significant because both of these concepts are part of the study’s theoretical 

framework. Instead, the foci of the stories were on spiritual growth coupled with their developing 

faith in God. With narrative analysis, the stories must speak for themselves. Based on the 

findings from these narratives, the terms spiritual growth, improved psychological strength or 

stronger faith would be more appropriate terms for future studies instead of healing or suffering.  

Research has shown that serious illnesses provide opportunities for growth—PSS healing 

(Nadarajah et al., 2013). Consistent with the literature on post-traumatic growth—“a learning 

through a struggle” (Bonnano, 2004, p.2; Tedeschi & Calhoun, 1996)—PSS healing has been 

linked to post-traumatic growth (Koenig, 2009; Skeath et al., 2013; Tedeschi & Calhoun; Young 

et al. 2014). For the participants in this study, growth did occur throughout their life, but the 

growth occurred from many different avenues, and growth was not only in relation to their 

illness. The strong undercurrent of strength and resilience was ever present throughout their 
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narratives, both in their past and present experiences and future expectations. Relying on a 

positive psychology focus, they re-framed their adversity from one of hardship to one of 

appreciation (Seligman, 2009). For these elders in the current study, similar to some of the 

literature, these participants’ growth came from facing life’s difficulties built through their 

reliance on religiosity and/or spirituality (Koenig).  

From the physiological, psychological, social, and spiritual dimensions of the framework, 

the most dominant dimension, discussed by the narratives of the these aging seriously ill African 

Americans, was the spiritual. Their beliefs in God’s presence have been and will always be with 

them. Consistent with prior research within the culture of African Americans, the domain of 

spirituality plays a large role in how they link meanings to their illness through spiritual 

beliefs/values (Agarwal et al., 2010; et al., 2007; Holt et al. 2011; Taylor et al., 2011).  

The participants’ growth came from “going through” life difficulties, which in turn, helped 

them develop “strength” from their reliance on their “faith in God,” which helped them achieve 

the “life is better” outlook. “God did and he will take care of me ” was the most prevalent theme 

throughout all 13 stories. This theme not only related to their illness, but also related to “other” 

life difficulties. These findings in an AA population, in and of themselves, were not surprising.  

Previous literature has shown the spiritual dimension to be an important part of African 

Americans’ cultural values and beliefs (Agarwal et al., 2010; Hamilton et al., 2007; Holt et al. 

2011; Taylor et al., 2010). Even though this knowledge is well documented, the incorporation of 

spirituality into the care for seriously ill AA elders is lacking (Otis-Green et al. 2011; Evans & 

Ume, 2012). For example, families of seriously ill African Americans were more than two and a 

half times as likely to report at least one concern in receiving their desired level of spiritual or 
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emotional support at end of life (Welch et al., 2005). Thus, there is great need for improvement 

towards providing culturally competent palliative and end-of-life care, which should include 

spiritual care in this case. Through an evolving culturally based conceptual framework, the 

approach to PC would integrate the preferences of patient’s cultural beliefs and values (Andrews 

& Boyle, 2008; Leininger & McFarland, 2002; Purnell & Paulanka, 2008; NCPQPC, 2013).  

Limitations 

Within the interview, the use of these semi-structured questions (i.e. Has your emotions, 

relationships, spirituality changed because of your illness?) may have drawn out more of the 

psychological, social, and/or spiritual aspects than if the participants had not received these 

prompts. However, the prompts were intentional, based on this study’s framework. In this 

fashion, the narrator (participant) and receiver (interviewer) co-created a new story about 

psychological, social, and spiritual experiences of illness.  

Second, a complete structural analysis of the “tell me about your illness” portion of the 

interview could have provided more details into the different linguistic components of the 

discourse. However, regardless of the illness, the co-created meta-stories still included all the 

structural elements of a narrative (Labov, 1972).  

Finally, interviews were collected only once. Interviews collected over multiple times 

could have provided additional clarification for the co-construction of the meta-stories. However, 

the findings were investigated both structurally and thematically, adding to the rigor of the 

analysis.  

Conclusion 
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Although there are a variety of conceptual variations within narrative inquiry approaches, 

the assumption is that via storytelling, the voices of those living with serious illness can be heard 

from the unique perspectives of the individual themselves, in this case, the seriously ill AA elder 

(Riessman, 1993, 2008). Knowledge of the following themes provides an understanding from the 

perspectives and experiences of seriously ill AA elders: “been through it…made me strong”; “I 

thought”… about others; “Went down little hills…got me down”; “I grew stronger”; Changed 

“priorities”; “Do things I never would have done”; “Quit doing”; “God did and will take care”; 

“Developing Faith”; “Close-Knit” Relationships; and “Life is Better.”  

Stories of past experiences were not necessarily about the elders’ illnesses but instead often 

suggested associations with how strength and resilience were gained. Stories of belief, faith and 

reliance on “God” appeared in every narrative. It was the “faith” in God that helped them 

“overcome things,” whether the thing to overcome was their current illness or other life 

difficulties. The most prevalent story of “God did and will take care of” created the outlook that 

“life was better,” despite the circumstances as they “leaned on Him [God].”  

Through a storytelling process, a “narrative knowing” between narrator (patient) and 

receiver (provider) can be accomplished (Polkinghorne, 1998). In this way, prior past 

experiences, present and future expectations of seriously ill patients can be known. This narrative 

knowing process forms an increased understanding of the patient’s perspectives allowing for the 

opportunity to provide patient centered palliative care. Through narrative knowing, practitioners 

provide and can tailor culturally sensitive care through assessing the already present intrinsic 

strengths of the elder as heard by their stories. The care provided must be built using the 

strengths of the elder from both where they have found “strength” and how they see their “life as 
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better.”  By framing both future research efforts and clinical practices through a narrative 

knowing framework, new knowledge can provide the ability to provide culturally sensitive 

patient-centered palliative care for AA elders with serious illness. 
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Appendix A: Mary’s Hybrid Story 

It was the “year of 1984, the month of January”, when the story of illness begins, when she 

first developed signs of her colon cancer.  On the particular Saturday before symptoms occurred 

on Sunday, she spent the whole day getting groceries, ironing for husband, her youngest 

daughter and for herself for “making sure” her family was “situated… fed… everything”.  

Typically, they would go visit her parents on Sunday, but this Sunday was different than the  

usual Sundays of visiting her parents.  The family had been to Sunday school and instead of 

visiting her parents, her spouse asked her to go with him to an afternoon program where he sang 

in the choir, because of this, they had to eat out.  While eating out, she had went to the bathroom 

and had a “gush” that “looked like the bloody sea”.  She became scared “in a sense” but did not 

tell anyone or go to the hospital at that time.  Prior to this, she also had made an appointment to 

see the doctor on Monday.  So, they went on to the church program. That evening, she had a few 

more “incidents” of blood, so she caller her mother who told her “that was serious” and urged 

her to go to the doctor.  She assured her mother that she had an appointment with the doctor for 
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Monday.  On that Monday, she did go into that day and stayed home and prepared dinner for that 

day.  Once her spouse had went to work, and she had the dinner done, she called and told him 

that she was going to the doctor’s appointment. He became concerned after telling him about the 

bloody stools and eventually came home to take her to the doctor when she began feeling weak.  

She still believed she “was alright” at that time.  As she reflects on what happened after this, she 

now realizes she was “weak” and was not all right.  Once her husband was coming home to take 

her to the doctor, she checked on the food, showered but upon exiting the shower, fell off the 

commode.  Her husband then came in and found her on the floor, helped her to the bedroom and 

called an ambulance.  She remembers thinking “what you going to do with an ambulance?” and 

the paramedics discussing her physical state of shock and urgency to “get her out of here”, 

moving the car, and in her perspective, driving her slowly to the hospital and how this ride “was 

fun” and as a child and young lady “she would have never rode in ambulance.” 
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Appendix B:  Interview guide 

A.  Introduction:  The purpose of this study is to discover what it is like for patients with 

serious illness and to what extent your illness has allowed you to experience healing in your 

emotions, relationships or spiritual faith despite your physical health status. 

B.  Conversational questions: 

May I Call You? 

What is your illness? 

C.  Open- ended questions: 

1.  Tell me what’s it been like to have __________ (illness) 

     Tell me when you were diagnosed with _________ And how did that make you feel? 

2.  Do you feel that your illness has changed you in any way? 

     How has  __________(illness) changed you emotionally? Your feelings?  

     How has __________ (illness) changed any of your relationships? With family, friends,     

others? 
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     How has __________ (illness) changed you spirituality? Your faith? Your beliefs?  Your 

values? Or your thoughts      

     about God ? 

3.   Do you think you are better than before your illness?  

D.  Conversational probes: 

For example 

Tell me more about that 

Anything else? 

E.  Demographic questions: 

I will now ask a few questions about you. These answers will only be for the research and will 

not be shared with anyone who is not part of the research team. 

What is your age? 

How long have your had your serious illness? 

What is your educational background? What grade have you completed? 

Are you married, single, widowed, or divorced? 

Are you retired? Do you receive a pension, an “old age check”? 

Do you have health insurance? 

Do you belong to a religious or faith group, if so, what is it? 

F.  Closing questions 

     Is there anything else we have not talked about that you would like to tell me? 
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Table 1.Demographic Table 

 

 

 

 

 

Assigned(#( Pseudonym( Age( Gender(( Illness( ((Diagnosed( Faith(
1" Sarah" 76" F" Diabetes" 3mths" Baptist"
2" Mary" 68" F" Colon"CA" 30"years" Baptist"
3" Alice" 74" F" Diabetes" 25"years" Baptist"
4" Nadine" 73" F" Diabetes" 12"years" Baptist"

5" Ruby" 69" F"
Heart"Failure" 4"years" Methodist,"attend"

Baptist"sporadically"
6" Betty" 67" F" Stroke" 2"years" Baptist"
7" Julie" 75" F" Cancer" 14"years"" Baptist"
8" Elanda" 71" F" Stroke" 2"years" Baptist"

9" Joyce" 68" F" Cancer" 3.5"years" Baptist"

10" Ruth" 66" F"
Stroke" 20"yrs"L1st""1"

yr."2mth"2nd"
Baptist"
""

11" Mabel" 66" F"
Cancer"
Diabetes" 4"years" Baptist"

12" Lucille" 72" F" Cancer" 2"years" Baptist"

13" George" 71" M"

Heart"Failure" DXL20"years;"
3"yrs"severe"
exacerbation"

God"of"Abraham"

!
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INTRODUCTION 
 

Culture influences health behaviors and the meaning of illness (Leininger & McFarland, 

2002; Andrews & Boyle, 2008; Purnell & Paulanka, 2008; Singer & Bowman, 2002). Research 

looking at cross-cultural differences in seriously ill aging African American (AA) populations is 

limited in scope, quantity and location (Cohen, 2008; Evans & Ume, 2012; Johnstone & 

Kanitsaki, 2009; Welch, Teno & Mor, 2005). Although some is known about barriers to adequate 

palliative care (PC) for AA elders with serious illness, the cultural aspects of psychological-

social-spiritual (PSS) healing have been sparsely studied (Cohen, 2008; Evans & Ume, 2012; 

Johnstone & Kanitsaki, 2009; Teno et al., 2004; Welch, Teno & Mor, 2005). There is no widely 

utilized or validated quantitative measure of PSS healing. Therefore, there is a need for a valid 

and culturally sensitive instrument that seeks to measure the multidimensional concepts of PSS 

healing would be beneficial to palliative care science. With a more a more valid measurement of 

these concepts, PC practitioners would be able to compare more effectively the outcomes of their 

interventions for patients with serious illness	  

The foundation for culturally sensitive patient-centered PC is formed from patients’ 

social, spiritual, psychological and physical experiences of serious illness. Discovery of these 

cultural values and beliefs from AA elders’ experiences of illness provides insight for the 

development of culturally sensitive instruments and interventions. Culturally sensitive patient-

centered PC can positively impact AA elder’s experiences within healthcare and improve the 

quality of PC delivery (National Consensus Project for Quality Palliative Care [NCPQPC], 

2013). PC delivered with a cultural framework can provide decreased suffering and, in turn, 
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facilitate PSS healing for seriously ill AA elders while achieving the overall goals of PC 

(NCPQPC).  

Through a cognitive interviewing approach, the purpose of this study was to contribute to 

content validity of a Psychological-Social-Spiritual Healing instrument by providing input into 

the linguistic and pragmatic validities of individual items within the instrument (Kvale, 1995; 

Maxwell, 1992). Through a culturally focused framework, the validation process examines and 

provides the arguments for increasing the culturally applicability of the items on the PSS Healing 

instrument. These steps provide input on cultural relevance, clarity, and appropriate wording of 

items (Knafl et al., 2007) from purposefully chosen population-aging seriously ill African 

Americans. This process provides a culturally focused refinement of the items based on the input 

from aging seriously ill African Americans. Through this cultural lens, a systematic and 

informed decision-making process for measure refinement will contribute to the content validity 

of the PSS Healing instrument (Maxwell, 1992).	  

BACKGROUND 
 

At all phases of instrument development, the content and semantic forms of the items 

within an instrument require input from diverse populations and multiple contexts. With a 

culturally based framework, instruments can evolve into more valid and culturally sensitive 

instruments when based on expert input from a variety of ethnic groups. One way to collect this 

expert input is from cognitive interviewing methodology.  

Cognitive interviewing within diverse samples provides knowledge on the cultural 

applicability of individual items, contributing to culturally focused refinement of items within an 

instrument. This process contributes to content validity by providing input into the linguistic and 
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pragmatic validities of the individual items of an instrument (Kvale, 1995, Maxwell, 1992). 

Linguistic or “communicative validity” reflects “testing the validity of knowledge through 

argumentation of the participants in a discourse” (Kvale, 1995, p. 30). Besides communication, 

pragmatic validity encompasses both “action” and “ethics.” (Kvale, 1995, p. 32). Here, the action 

is the new knowledge constructed from the discourse between researcher(s) and participant(s) 

with new knowledge being developed together. The ethical portion of pragmatic validity then 

utilizes the new knowledge for action. (Barroso & Sandelowski, 2001; Kvale, 1995, Maxwell, 

1992). In the cognitive interviewing approach, participants’ answers to verbal probes and 

reflections on each individual item of an instrument are the mechanism that contributes to 

linguistic and pragmatic validities (Knafl et al., 2007).  

The overall purpose of cognitive interview methodology in instrument development is to 

evaluate participants’ understanding and interpretation of items within an instrument. The use of 

cognitive interviewing approaches for instrument development has shown to be a valuable 

research tool (Beck & Gable, 2001; Facione, 2002; Hyde, Wiggins, Higgs & Blane, 2003; Padula 

et al. 2003; Knafl et al., 2007). Some literature even supports cognitive interviewing in 

instrument development as a fundamental part of the process (Dillman, 2000; Drennan, 2003; 

Folkman & Lazarus, 1985; Fowler, 1995; Knafl et al. 2007). In addition, when developing new 

instruments, scientists advocate that appraisal of such tools should be performed in diverse 

samples (Barroso & Sandewloski, 2001). This form of preliminary appraisal gives more validity 

to the cultural sensitivity and specificity of instruments to close the “gaps between meaning and 

measurement” (Barroso & Sandelowski, 2001, p. 502). 	  

CONCEPTUAL FRAMEWORK 
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Within palliative care (PC), providers focus on seriously ill AA elder’s needs, goals and 

preferences. These are shaped through culturally bound values and beliefs centered on AA 

elders’ psychological, social, spiritual and physiological experiences—the framework of patient-

centered PC. Through a culturally focused and patient centered palliative care framework, PC 

incorporates AA elder’s cultural beliefs and values of PSS Healing (Leininger & McFarland; 

Andrews & Boyle, Purnell & Paulanka; Singer & Bowman; National Consensus Project for 

Quality Palliative Care). Defined in many disciplines, healing is a subjective and 

multidimensional concept (Denz-Penhey & Murdoch, 2008; Dossey, 1999; Swatton & 

O’Callahagan, 1999; Egnew, 2005; Feudtner, 2005; Jonas & Chez, 2004; Koithan et al., 2007; 

Kuhn, 1988; Landmark & Wahl, 2002; Mount & Kearney, 2003; Fleury, Kimbrell & 

Kruszweski, 1995; Sanders, 1996). Healing, in this study, was defined as generating a “life 

transforming positive subjective change” or what has been described as PSS Healing 

phenomenon occurring when one experiences a serious illness (Skeath et al., p. 1). 	  

When suffering is present, there is a decreased ability for patients to experience healing 

opportunities, a healing which is more than the biological cure of one’s medical diagnosis 

(Kearney, 2000). Some patients have shown PSS healing even when faced with physical 

progression of their serious illness (Skeath et al. 2013). The inability to provide physical healing 

or “cure” of all patients with serious illnesses creates a enhanced need to explore the other non-

physiological dimensions so provision of PC can contribute to one’s PSS healing.  For 

measurement of non-physiological dimensions, there is a need for a valid and culturally sensitive 

instrument that seeks to measure the multidimensional concepts of PSS healing. With a valid and 
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reliable measurement of these concepts, PC practitioners would be able to measure the 

effectiveness of interventions for PSS healing for patients with serious illness. 	  

DESCRIPTION OF INSTRUMENT 
 

The National Institute of Health (NIH) Pain and Palliative Care Services (PPCS) 

Psychological Social Spiritual Healing Instrument was developed with a total of 53 items divided 

into three domains—spirituality, illness and religious. The spiritual items focused on 

contentment, connection, and purpose.  The illness items concentrated on appreciation of life, 

connection, and life priorities. The religious items centered on beliefs, values and religious 

practices. Examples of some of the items are displayed in the first column of Tables 1 and 2. 

These initial items were developed by a group at the PPCS at the NIH Clinical Center who were 

investigating the “nature of both substantial relief from suffering and personal positive 

change…defined as healing” (Young et al. 2014, p. 2) The 53 items were based on the results of 

two qualitative studies. One study used a sample of cancer patients (Skeath et al). The second 

study used a sample of cardiac rehab patients (Nadarajah et al., 2013). Neither study used a 

population of aging seriously ill AAs. The specific aim in the current study was to examine the 

NIH Clinical Center’s PSS Healing instrument by assessing seriously ill AA elders’ 

understandings and interpretations of each individual item on the PSS Healing instrument. The 

expected outcome was to produce summary item analyses of each item on the NIH PSS Healing 

measure based on the input of the aging seriously ill AAs.	  

METHODS 
Design and Methodology 
 

Through an exploratory descriptive design, this study used cognitive interviewing 

methods to examine content validity of the Psychological-Social-Spiritual Healing instrument, 



 186 

from the perspectives of aging seriously ill AAs. The overall content validity was examined by 

evaluating the linguistic and pragmatic validity of each item on the instrument. This in-depth 

query of items can be accomplished through the use of both verbal probing and think aloud 

methods of cognitive interviewing. 	  

 The verbal probing approach can be used to elicit the participant’s meaning of the items 

but also to identify the participant’s interpretation of items and to depict any ambiguity of the 

wording used in each item. (Knafl et al. 2007). Each participant was asked to give his or her 

interpretation of each item on the instrument. Through the think aloud approach; the participants’ 

views of how they would answer the item can be elicited (Knafl et al).  

Through this step, researchers obtain informative knowledge on the appropriateness of 

each of the items based on each individual’s response to each item. In this study, this was 

completed to gain the cultural perspective of aging, seriously ill African Americans. When 

inconsistencies, incomprehensiveness or inappropriateness are found in the analysis of 

participant interpretations of the items, the items can be modified or deleted by the research team 

(Knafl et al. 2007; p. 229). 

Recruitment and Sample 
 

A purposive sample of fifteen seriously ill AA elders was recruited. After the University 

of Arizona institutional review board approved the study, participants were recruited from urban 

Jackson, MS, and the surrounding metro area in community settings from October 2014 to 

January 2015. All participants self reported as AA with one or more of the following serious 

illnesses: cancer (n=6); stroke (n=5); heart disease (n=1), limited here as heart failure); and/or 

diabetes (n= 4). These diseases were chosen based on the top four leading causes of death in 
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African Americans (Center for Disease Control, 2013). All participants were English speaking. 

The mean length of illness was 14 years (range 3 month to 34 years). The mean age was 67 

(range was 60-80 years). The educational preparation ranged from completion of 5th grade to 

completion of Master’s degree. All participants reported a religious affiliation which included 

the following: Baptist (n=10); Independent Baptist (n=1); Presbyterian (n=1); Holiness (n=1); 

Temple Church (n=1); and Non-denominational (n=1). 	  

Procedures 
 

Each interview took place in each participant’s home. No participants who volunteered 

were excluded. The first author was solely responsible for screening and obtaining consent from 

all participants. Fifteen participants voluntarily enrolled and completed a one time audio-

recorded interview. The participants had the opportunity to decline at the screening meetings, as 

well as before, during, and after the interview had been collected. No participants declined to 

participate once screening occurred.	  

Data Collection 
	   	   Since the items were the unit of analysis, the PSS Healing instrument was the interview 

guide. For each audio recorded interview, the first author read aloud the first item on the 

measure, and the participants were queried as to what meaning(s) each item had to them, what 

problems, if any, they had in determining what the item was supposed to mean, and/or what 

concerns, if any, the partcipants had about the wording of items (Knafl et al. 2007). This was 

done through a verbal probing approach (Knafl et al. 2007). The verbal probes used were: Was 

that statement easy or hard to understand? Was that statement clear or unclear? Were there any 

words that were offensive? What does that statement mean to you? Next, using the think aloud 

approach, the participant’s responses to the items were collected. The collection of data using 
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both approaches requires an increased amount of participant time, leading to possible participant 

burden. However, during the interview process, it was natural for the participants to provide their 

personalized answer (think aloud) to each item as they answered the verbal probes.  

  This process was repeated with all 53 items. Researcher observations of non-verbal data 

were also recorded on field notes after the completion of each interview. The pauses from the 

participants when either answering the verbal probes or thinking aloud were included in the 

transcribed data matrix. After all 53 items were queried, demographic information was collected 

which included: age, time since diagnosis, education level, marital status, retirement status, 

insurance status, and religious affiliation.	  

Data Management 
Prior to transcription, a data matrix (Miles & Huberman, 1994) for each of the three 

sections of the instrument (spirituality, illness and religion) was created in Microsoft Excel. The 

answers to all the verbal probes were entered into the matrix directly from the audio-recorded 

interviews. Then verbatim responses from the participants’ think aloud comments were entered 

into the comment section of this data matrix. The purpose of transcribing the verbatim comments 

was to help facilitate the decision making process of which items to retain, revise or delete.   	  

DATA ANALYSIS: RESULTS AND DECISION MAKING 
 

Retention of Items 
 

 Each individual item on the PSS Healing instrument was the unit of analysis. From a 

first level data matrix, an item-by-item review was conducted on every individual item (N=53). 

Items that were “comprehensible and consistently interpreted by each and every participant” 

were retained (Knafl et al, p. 228). Of the 53 items, there were 20 items to which all participants 

answered “no” to the probes, “Was this item unclear?” and “Was this item hard to understand?” 
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and “Is there anything offensive in this sentence?”. There were twenty items that were removed 

from this level of the data matrix.   At this first item level matrix, 20 items (clear, easy to 

understand and no offensive language) were retained without any modifications.  

Revisions or Deletion of Items 
 

Next, a second level matrix was constructed that included the remaining 33 of the 53 

items. This matrix facilitated a systematic decision making process about retention, revision, or 

deletion of the remaining items. The purpose of this second level item data summary allowed the 

research team to evaluate each participant’s interpretations of the 33 items and answers to the 

verbal probes. Once this second level matrix was completed, both the 33-item data matrix and 

the de-identified demographic data was shared with the research team. The second level data 

matrix included the transcribed verbatim participants’ comments and the “yes” and/or “no” 

answers to the probes (unclear, hard to understand, or offensive).  

Using these summaries for each item, the research team then met to discuss each of the 

33 remaining items. During this meeting, the team discussed which items to revise or delete. The 

research team reviewed all items that any participant had answered “yes” to “unclear, hard to 

understand or offensive.” Once consensus was obtained among the research team, the following 

decisions were made. From this second level data analysis, additional items were retained based 

on consensus of the research team. At this point of the data analysis, 14 of 19 of the spirituality 

items met these criteria and were retained. For illness items, 10 of 18 met these criteria and were 

retained. For religious items, 13 of 16 met these criteria and were retained. The remainder of the 

findings will discuss the decisions that were made by the research on those items that were 

deleted or revised.  
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Deletion of Items 
Overall, a total of 8 of the 53 items were deleted after discussion by the research team. For 

the spirituality domain, three items were deleted. For the illness domain, 3 items were deleted. 

For the religious domain, 2 items were deleted. See Table 1 for a detailed tabulated score of 

which items were hard, unclear, or offensive and a brief summary of the rationale for deletion of 

each individual item. 	  
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Table 1. Deletion of Items 
 # Yes to Item 

Hard to 
Understand 

# Yes to 
Item 
Unclear 

# Yes to 
Item 
Offensive 

Issue Participants’ 
Verbatim Quotes 

Spiritual domain      
Item: S5 
My connections 
with others gives 
me meaning. 

3 4 1 Connection 
with God 
provided 
meaning for 
them, not 
connection with 
others. 

• Meaning comes 
from myself and 
a higher power 

• No way, spirit 
filled 
Christianity 
gives me 
meaning 

• I don’t depend 
on others to have 
meaning 

• I can have 
meaning without 
connecting with 
others 

Item: S9  
I gain awareness 
from self-reflection. 

4 8 1 Item was 
unclear due to 
terms self-
reflection and 
awareness. Self 
-reflection for 
them was 
oriented around 
wanting to be 
like God and 
they were 
unclear on what 
awareness 
meant.  

• I want to be Holy 
like he [God] is 
Holy, and not on 
mine. 

• Awareness of 
what? 

• You can talk 
about your 
growth but to say 
you gain 
awareness?  

Item: S11 
I don’t feel 
comfortable when I 
am not in control of 
my situation. 

2 11 3 This item was 
difficult to 
understand, 
very unclear 
and a few of 
them found it 
offensive, since 
their belief is 
that God is in 

• It depends on 
situation 

• I know I am not 
in control of my 
life, God is 

• I have to be 
dependent on 
God and not on 
myself 
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control of their 
life.  

• Sometimes you 
have to let go, 
and let God 

Illness Domain      
Item: I5 
Living in the 
moment makes life 
easier. 

3 8 0 The phrase 
“Living in the 
moment” was 
difficult to 
understand and 
unclear 
meaning.  

• What moment- 
this means too 
much 

• I am trying to 
understand 
living in the 
moment 

• I don’t know 
what this means 

Item: I6 
Living in the 
moment gives me 
joy. 

3 5 0 Again, clarity 
problems 
stemmed from 
the item’s 
phrase “living 
in the moment” 
which might not 
always lead to 
joy.  

• Not sure what 
living in the 
moment is 

• It depends on 
the moment 

• Living in the 
moment could 
lead to trouble  

• Living in the 
moment you 
might make a 
mistake 

Item: I9 
Connection (with 
myself, others, 
nature, a higher 
power, etc.) helps 
me deal with stress. 

0 3 0 First, the listing 
of- myself, 
others, nature, a 
higher power 
were unclear. 
For some, the 
connection with 
others received 
comments about 
the 
development of 
increased stress. 
Second, the 
relationship 
with a higher 
power seemed 
to be the 
connection they 

• My relationship 
with my Father 
God allows me 
to deal with 
stress 

• Believe in God, 
less stress.  

• Not others, gives 
more stress 

• Sometimes 
connections with 
others is not 
always good 
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commented that 
helped them 
deal with stress. 
Third, during 
our research 
team analysis 
discussion, the 
item was 
chosen to be 
deleted because 
a similar item 
was already 
noted in the 
spiritual domain 
“I feel less 
stressed with I 
connect (with 
myself, others, 
nature, a higher 
power)”.  

Religious domain      
Item: I10 
My religion informs 
my identity. 

3 7 2 This item was 
unclear and 
hard to 
understand. 
They stated it 
was not religion 
but a 
relationship 
with higher 
power that 
informed their 
identity.  

• That is kind of 
hard to 
understand 

• I can’t really 
understand that 
one 

• Thinking about 
religion, I really 
don’t like that, it 
is a relationship 

• I really don’t like 
that question, my 
spirituality 
informs my 
identity, my 
beliefs, not my 
religion 

Item: I14 
My religion has 
increased my 
understanding (of 
my illness, life, 

4 6 0 God and 
spirituality have 
increased 
understanding, 
not religion per 

• My God helps 
me understand 

• Understand life, 
not illness 

• I don’t think my 
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etc.). se. Second, 
there was lack 
of clarity in the 
item.  

religion has 
helped me 
understand my 
illness. 

• Understanding 
of what?  

• I say, my 
religion has got 
better because 
of my illness 

Revision of items 
 
Overall, a total of eight of the 53 items were revised after discussion by the research team. For 

the spirituality domain, 2 items were revised. For the illness domain, 5 items were revised. For 

the religious domain, 1 item was revised. Table 2 includes a detailed tabulated score of which 

items were hard, unclear or offensive and a brief discussion of the rationale, verbatim quotes, and 

the suggested revision for each individual item.  

Table 2. Revision of items 
Item on 
Original 

Instrument 

# “Yes” Item 
Hard to 

Understand 

#” Yes” 
Item 

Unclear 

# “Yes” 
Item 

Offensive 

Issue Participants’ 
Verbatim Quotes 

Suggested 
Revision 

Spiritual 
Domain 

    	    

Item S4: 
Connecting 
with others is 
important to 
me. 

0 3 2 There was 
lack of clarity 
of “who is 
other” and the 
other they 
found 
important was 
a higher 
power.  

• Not	  really,	  it	  is	  
connecting	  
with	  God	  

• I	  don’t	  need	  
connections	  
with	  others	  	  

• I	  need	  more	  
spiritual	  help”	  

 
The 
connection 
with a 
higher 
power is 
important 
to me.  

Item: S7 
I feel less 
stressed when 
I connect 
(with myself, 
others, nature, 

0 3 0 The listing of 
items (myself, 
others, nature, 
a higher 
power) was 
unclear. As 

• Need	  to	  lean	  
on	  a	  higher	  
power	  	  

• Relying	  on	  the	  
him	  [Lord]	  
decreases	  my	  

I feel less 
stressed 
when I 
connect 
with a 
higher 
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a higher 
power, etc.). 

above in S4 
item, the 
ability to have 
less stress was 
connected to 
their higher 
power. None 
of the 
participants 
mentioned 
nature or 
myself. 

stress	  	  
• Other	  people	  

can	  cause	  me	  
to	  have	  stress	  	  

• I	  don’t	  always	  
want	  to	  talk	  to	  
people,	  that	  
causes	  more	  
stress	  

power. 

Illness 
Domain 

    	    

Item: I4 
I have a 
greater 
appreciation 
for my life. 

3 4 0 Because these 
items are 
conceptually 
trying to see 
changes 
linked to one’s 
illness, the 
language 
“since my 
illness” was 
added to 
orient the 
statement to 
their illness.  

• Because	  of	  
what?	  	  

I have a 
greater 
appreciati
on for my 
life since 
my illness. 

Item: I8. 
Connecting 
(with myself, 
others, nature, 
a higher 
power, etc.) 
became more 
important and 
valuable after 
my illness. 

0 1 0 First, the 
listing of 
items (myself, 
others, nature, 
a higher 
power) made 
this item 
unclear. 
Second, the 
connection to 
a higher 
power was 
already 
queried in 
Spirituality 
domain (see 

• What	  do	  you	  
mean,	  
connecting	  
with	  whom?	  	  

• Connecting	  
with	  others	  
always	  

• Able	  to	  share	  
with	  others	  
how	  I	  was	  an	  
overcomer	  

 

Since my 
illness, 
connecting 
with 
people has 
become 
more 
important 
to me. 
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Item S4). 
Therefore, this 
item was 
changed to 
include 
connection 
with “people” 
based on the 
participant’s 
comments 
when 
describing 
“others” and 
speaking 
about their 
social 
relationships.  

Item: I10 
I believe that 
there is 
purpose for 
my illness. 

1 4 2 For these 
participants, 
they did not 
think there 
was a purpose 
for their 
illness, but 
rather a new 
purpose to 
their life 
because of 
their illness.  

• I	  never	  
thought	  of	  it	  
as	  a	  purpose	  
for	  my	  illness	  

• There	  is	  
purpose	  for	  
my	  life,	  but	  
illness?	  	  

• I	  know	  there	  
is	  a	  reason-‐	  a	  
lesson	  or	  
purpose	  for	  
me	  

• There	  is	  a	  
reason	  for	  
everything	  	  

 My 
illness 
gave me 
new 
reasons to 
live. 
 

Item: I12 
My quest for 
connection 
(with myself, 
others, nature, 
a higher 
power, etc.) 
increased after 
my illness. 

3 6 1 As stated 
before, the 
listing of 
items (myself, 
others, nature, 
a higher 
power) made 
the item 
unclear. The 
participants 

• He	  (God)	  
brought	  me	  
through	  it	  

• So	  I	  was	  
seeking	  a	  
better	  
relationship	  
after	  my	  
stroke	  with	  
my	  children	  

Others: 
Since my 
illness, I 
seek better 
relationshi
ps with 
others.  
 
Higher 
Power: 
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never 
discussed 
nature or 
myself. 
Therefore, the 
new items 
were 
developed 
around others 
and higher 
power. Using 
the emic 
language of 
the 
participants, 
the others item 
was changed 
to “seek better 
relationships 

• I	  have	  always	  
wanted	  to	  be	  
with	  others,	  
but	  illness	  
made	  it	  more.	  	  

• With	  my	  
Lord,	  I	  did	  
not	  have	  to	  
seek	  that	  
because	  I	  
have	  had	  that	  
all	  my	  life	  

My illness 
strengthen
ed my 
connection 
with a 
higher 
power. 
 

Item: I15 
I yearn for a 
connection 
with a higher 
power. 

3 6 3 The difficulty 
with item was 
the 
terminology 
“yearn”. 
Instead, using 
the emic 
language of 
one 
participant, 
the item was 
changed to 
“strive” 
toward a 
stronger 
connection 
with a higher 
power.  

• Yearning	  is	  
like	  worrying	  

• What	  that	  
mean?	  I	  don’t	  
know	  what	  
yearn	  mean,	  I	  
already	  have	  
the	  connection	  

• Strive	  to	  know	  
if	  you	  are	  
connecting	  
with	  God-‐	  
better	  word	  
than	  yearning	  

• He	  (God)	  has	  
always	  been	  
there	  	  

I strive for 
a 
connection 
with a 
higher 
power 

Religious 
Domain 

    	    

Item: R7 
Formal 
religion 
practice is 
important to 

1 2 0 There was 
lack of clarity 
around the 
language 
“formal”.  

• What	  is	  
formal?	  

• What	  do	  you	  
mean	  by	  

 Religious 
practice is 
important 
to me. 
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me. formal?	  	  
 

Overall, thirty-seven items were retained. Eight items were revised. Eight items were 

deleted. Items in in the illness domain required the most modifications or deletions. The religious 

items required the least modifications or deletions (see Table 3).	  	  

Table 3. Retain, Revision, Deletion summary 
Overall N=53	   Spiritual (N=19)	   Illness (N=18)	   Religious (N=16)	   Totals 
Retain	   14	   10	   13	   37 
Revise	   2	   5	   1	   8 
Delete	   3	   3	   2	   8 
 

DISCUSSION 
Customarily, qualitative data is used for the creation of items. For this study, the 

qualitative data was used to assess the items on the original PSS Healing instrument. Through a 

culturally focused approach, the investigation of individual items provided steps for creating 

more culturally applicable items based on the perspectives of aging seriously ill African 

Americans.  

For the seriously ill AA elder, the current findings suggest a strong link to their 

connection with a higher power, whether the item was in the spiritual, illness and/or religious 

domain, as evidenced in their qualitative comments found in Tables 1 and 2. This connection to a 

higher power helped them deal with stress, was important and valuable, and gave meaning to 

their life. The current findings also support the implication that this connection to a higher power 

was present prior to their illness, but it became “more important” through their illness process. 

Items were found to be offensive to these participants when referring to the connection to a 

higher power was “because of the illness.” Their input suggested that they “already had this 

connection” with a higher power, and that the illness is some ways strengthened this connection. 
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Cultural input, the strong link to a higher power, provided evidence for the modifications that 

were made to each individual item.  

Cultural refinement of instruments should incorporate the input of the expert, in this case 

the AA elder. Items that were poorly worded, ambiguous or culturally inappropriate were either 

deleted or revised. Some of the items lacked clarity and understanding pointing to the need to 

eliminate or revise the items for improving the PSS Healing instrument towards a more culturally 

sensitive measure of PSS healing. With the use of cognitive interviewing methodologies, the 

analysis of the PSS healing items, using the qualitative input from AA elders, led to important 

modifications in the cultural refinement and continued development of the PSS Healing 

instrument.  

Since instrument development is a continual process, the suggested revisions and 

deletions based on the expert input of seriously ill AA elders were provided to the research team 

members at PPCS NIH Clinical Center. Simultaneously with the study presented here, the 

instrument refinement process has continued at the PPCS NIH Clinical Center. The instrument 

continues to be tested and further modifications have been and are being done on the 

psychometric properties to improve both validity and reliability of the instrument.  

A known limitation was the small (N=15), homogenous sample of only seriously ill AA 

elders (60 years or older) who were recruited from one geographic region. However, the input 

from these 15 participants provided culturally focused refinement to 16 of the 53 items. Next 

steps would be to retest the instrument with the newly revised items using the cognitive 

interviewing methodological approach.  For continued refinement of the PSS Healing 

instrument, testing would need to be done in a multitude of different populations such as:  same 
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population in others parts of the country, a younger AA population with serious illness, and 

larger and more diverse samples of other seriously ill minority populations. Further testing with 

these broader samples would provide continued improvement of the linguistic and pragmatic 

validity of the PSS Healing instrument. Further studies, with the input of a variety of ethnic 

experts in a variety of contexts, will lead to improved culturally sensitivity of the individual 

items, thus enhancing the content validity of the overall instrument.  

CONCLUSIONS 
 

This systematic approach provided for informed decision making on which items to retain, 

revise or delete as part of early phases in the PSS healing instrument development. Most 

importantly, the process of instrument review by a sample of participants drawn from a 

purposive minority population can improve the culturally sensitivity of the measures for aging 

seriously ill African Americans. For this study, linguistic validity was enhanced through the 

incorporation of the expert input of the seriously ill AA elders’ via cognitive interviewing 

methodologies. The pragmatic validity, using both the research team and participants’ input 

developed new knowledge that can be applied for action. The action, in this study, was to 

improve the content validity of the PSS Healing instrument. This study provided evidence for the 

development of more culturally relevant, clear and appropriately worded items thus enhancing 

the content validity of the PSS Healing instrument.  

Contributions from multiple sources create a more valid tool. Focusing on a culturally 

focused framework of linguistic and pragmatic validity, the continued use of cognitive interview 

methodologies for instrument development provides needed evidence for building content 
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validity and cultural applicability of instruments. The steps, in this study, have provided evidence 

towards creating a more valid and culturally sensitive tool for both research and clinical practice.  
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A. Introduction: The purpose of this study is to discover what it is like for patients with serious 

illness and to what extent your illness has allowed you to experience healing in your emotions, 

relationships or spiritual faith despite your physical health status. 

B. Conversational questions: 

May I Call You? 

What is your illness? 

C. Open- ended questions: 

1. Tell me what’s it been like to have __________ (illness) 

 Tell me when you were diagnosed with _________ And how did that make you feel? 

2. Do you feel that your illness has changed you in any way? 

 How has __________(illness) changed you emotionally? Your feelings?  

 How has __________ (illness) changed any of your relationships? With family, friends, others? 

 How has __________ (illness) changed you spirituality? Your faith? Your beliefs? Your values? 

Or your thoughts  

 about God ? 

3. Do you think you are better than before your illness?  

D. Conversational probes: 

For example 

Tell me more about that 

Anything else? 

E. Demographic questions: I will now ask a few questions about you. These answers will only 

be for the research and will not be shared with anyone who is not part of the research team. 
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What is your age? 

How long have your had your serious illness? 

What is your educational background? What grade have you completed? 

Are you married, single, widowed, or divorced? 

Are you retired? Do you receive a pension, an “old age check”? 

Do you have health insurance? 

Do you belong to a religious or faith group, if so, what is it? 

F. Closing questions 

 Is there anything else we have not talked about that you would like to tell me? 
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APPENDIX E: PHASE TWO INTERVIEW GUIDE 
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Items 

Spirituality themes: 

1. I feel calm and peaceful. 

2. I have a sense of purpose in my life 

3. I find strength in my connections (with myself, others, nature, a higher power, 

etc.) 

4. Connecting with others is important to me 

5. My connections with others gives me meaning 

6. I appreciate my life 

7. I feel less stressed when I connect (with myself, others, nature, a higher power, 

etc.) 

8. Connection (with myself, others, nature, a higher power, etc.) changes the way 

I look at my life (new perspective, wisdom) 

9. I gain awareness from self-reflection (through meditation, yoga, biofeedback, 

etc.) 

10. I enjoy activities that involve both mind and body 

11. I don’t feel comfortable when I am not in control of my situation 

12. I am content with my life 

13. I enjoy helping others 

14. I feel calm even though I am not in control of my situation 

15. I accept things that I cannot change 

16. I am not afraid of death  
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17. I believe in a higher power (not limited to belief in any religion or God) 

18. Taking care of myself is my responsibility 

19. I am comfortable being alone 

Illness themes: 

1. My illness has increased my compassion towards others 

2. I want to make the most of my life 

3.  I appreciate every moment  

4. I have a greater appreciation for my life 

5. Living in the moment makes life easier 

6. Living in the moment gives me joy 

7. My illness has led me to re-prioritize my life 

8. Connecting (with myself, others, nature, a higher power, etc.) became more 

important and valuable after my illness 

9. Connection (with myself, others, nature, a higher power, etc.) helps me deal 

with stress 

10. I believe that there is a purpose for my illness 

11. I no longer focus on “the little things” 

12. My quest for connection (with myself, others, nature, a higher power, etc.) 

increased after my illness 

13. I feel alone in my illness 

14. I am comfortable being alone 

15. I yearn for a connection with a higher power 
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16. My belief in a higher power is independent of my circumstance 

17. I survived because of a higher power 

18. My connection to a higher power was strengthened through my illness 

Religious themes: 

1. Life is a gift from God 

2. I get a sense of purpose in my life from my religious belief(s) 

3. My religious beliefs help me feel calm when faced with death  

4. My religious beliefs comfort me 

5. I find strength in my religious beliefs during difficult times 

6. My personal religious practice is important to me 

7. Formal religious practice is important to me 

8. My religious practice gives me emotional support 

9. My religious practices gives me a sense of peace 

10. My religion informs my identity 

11. My religious beliefs and values shape the way I live my life 

12. My participation in a religious community is an important aspect of my life 

13. I get support from my religious community 

14. My religion has increased my understanding (of my illness, life, etc.) 

15. My religious beliefs give me hope 

16. My religious beliefs inform my decision making 
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1618 E. Helen St.
P.O.Box 245137
Tucson, AZ 85724-5137
Tel: (520) 626-6721
http://orcr.arizona.edu/hspp

Human Subjects
Protection Program

 

This project has been reviewed and approved by an IRB Chair or designee.

Date: December 19, 2013
Principal Investigator: Heather L Coats
Protocol Number: 1312166585
Protocol Title: African American Elders PsychSocialSpiritual Healing across Serious

Illness

Level of Review: Exempt
Determination: Approved

This submission meets the criteria for exemption under 45 CFR 46.101(b).
 
• The University of Arizona maintains a Federalwide Assurance with the Office for

       Human Research Protections (FWA #00004218).
• All research procedures should be conducted in full accordance with all applicable

       sections of the Investigator Manual.
• Exempt projects do not have a continuing review requirement.
• Modifications to projects not requiring human subjects review that change the

       nature of the project should be submitted to the Human Subjects Protection Program
       (HSPP) for a new determination (e.g. addition of research with children, specimen
       collection, participant observation, prospective collection of data when the study
       was previously retrospective in nature, and broadening the scope or nature of the
      research question).  Please contact the HSPP to consult on whether the proposed
      changes need further review.


