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review through a palliative care lens
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Abstract

Disparities in palliative care for seriously ill African American elders exist because of gaps in
knowledge around culturally sensitive psychological, social, and spiritual care. The purpose of this
integrative literature review is to summarize the research examining African American elders’
psychological, social, and spiritual illness experiences. Of 108 articles, 60 quantitative, 42
qualitative, and 6 mixed methods studies were reviewed. Negative and positive psychological,
social, and spiritual experiences were noted. These experiences impacted both the African
American elders’ quality of life and satisfaction with care. Due to the gaps noted around
psychological, social, and spiritual healing and suffering for African American elders, palliative
care science should continue exploration of seriously ill African American elders’ psychological,
social, and spiritual care needs.
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Introduction

As the population of African American (AA) elders increases, there is a need to focus on
delivery of culturally congruent care (1). In 2010, there were 38.9 million 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 (2). Yet, according to the Agency for Healthcare
Research and Quality Health Disparities Report (3), AA elders are less likely than Whites to
receive the right amount of support during the time of serious illness. Disparities in seriously
ill AA elder care exist because of gaps in knowledge around culturally sensitive
physiological, psychological, social, and spiritual palliative care practices (4-7). To facilitate
psychological, social, and spiritual healing for the seriously ill AA elder, palliative care
practices must be informed by the perspectives of the seriously ill AA elder. Defined for this
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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 end-of-life [(8) 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” [(8) p. 8].

A review of the current research into psychological, social, and spiritual experiences of
seriously ill AA elders can provide insight into creating culturally sensitive approaches for
improving quality of life and overall satisfaction with the healthcare received. Research in
this area is growing; however, research examining psychological, social, and spiritual
healing experiences remains limited in scope, quantity, and location. Through a culturally
congruent framework (1), the integration of psychological, social, and spiritual experiences
provides holistic, patient-centered care that “identif[ies], respects and address[es] differences
in patient values, preferences and expressed needs” [(9) pg.1]. However, a knowledge gap
remains in this area, particularly through a culturally focused framework. A view that
encompasses the multidimensional concepts of psychological, social, and spiritual healing
must evaluate both culture-specific and culture-universal factors to provide culturally
congruent care that is beneficial to the people being served (1). Nurses contribute to the
healthcare experiences of AA elders through interactive “transpersonal caring moments”
[(210) 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 (11-16)

The purpose of this culturally focused integrative literature review is to summarize the
current research examining AA elders’ psychological, social, and spiritual experiences
during serious illness. The following questions guided this review: What cultural
experiences contributed to psychological, social, and spiritual healing for AA elders living
with serious illness? What cultural experiences contributed to psychological, social, and
spiritual suffering for AA elders living with serious illness? The insights obtained from this
literature review can contribute to a framework for guiding future empirical research around
the cultural phenomenon of psychological, social, and spiritual 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: “the
interaction between people and the culture in which they live” (17) 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 (18). Healing was defined as
generating a “sense of wholeness as a person” [(19) p. 657] despite one’s illness. Healing
has also been regarded as a subjective and multidimensional concept (19-30). For this
review, healing in the setting of serious illness was defined as a “life transforming, positive,
subjective change”—psychological, social, and spiritual healing—that occurs when one
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experiences a serious illness [(31) p. 1]. Suffering, on the other hand, was defined as a
negative psychological, social, and spiritual experience (32).

Using Whittemore’s (33) 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 (33,34).
Through this process, existing evidence, from both qualitative and quantitative
methodologies was synthesized.

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 psychological, social, and
spiritual 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 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
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extracted into a data matrix. The 108 studies remaining were reviewed for quality and
findings (see PRISMA flow diagram, Figure 1).

Evaluation of the literature

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. These articles used
surveys and interviews. The details of the quantitative, qualitative, and mixed-methods
studies are shown in Tables 1,2.

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 (12). Of the quantitative studies, one study sampled African
Americans only as part of the “National Survey of American Life” (35,36).

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
AA:s for their sample (37).

Also, there was lack of conceptual clarity around psychological, social, and spiritual
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 psychological, social, and spiritual
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 multi-
dimensional psychological, social, and spiritual experiences of serious illness. Most of the
53 survey research studies incorporated only cross-sectional analyses, while only one
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incorporated a longitudinal approach. Within the survey research, the authors discussed the
difficulty of collecting the wide variety of cultural dimensions of AAs elders’ psychological,
social, and spiritual aspects due to difficulty using instruments that were not developed
within the AA culture. In the survey articles, the authors recommended future research
should include qualitative approaches to allow for a more descriptive approach to gain
knowledge about culturally focused qualities of the psychological, social, and spiritual
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 (38). 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 (39).

Psychological experiences

As detailed in Table 3, 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
psychological, social, and spiritual 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 3).

Social experiences

Social support was shown to impact seriously ill AA’s experiences (see Table 4). 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
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research on financial, socioeconomic, and access issues in minority populations (3). 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 4).

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 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 5 depicts the most common
definitions.

Spirituality has been shown to play important roles for AA elders dealing with serious
illness (see Table 6). 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 were noted differences in the roles spirituality played in the lives of seriously
ill AA elders. Spirituality was strongly linked to the quality of life 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 6).

Discussion

Psychological, social, and spiritual healing/suffering

AA elders’ definitions of “health” incorporated mind, body, and spirit (87), and poor
subjective health reports predicted lower levels of personal efficacy and spiritual wellbeing
(88).

Higher spirituality and a sense of control were shown to be significantly associated with
decreasing depressive symptoms in AA elders (89). If AA elders experienced stressful life
events, this seemed to predict lower subjective health ratings, decreased self-esteem, and
lower senses of spiritual wellbeing (88). The use of religious practice to promote mental
health among AA elders is well documented (79,84,86,90). Cognitive reframing, religious
practice, and the ability to express emotions increased psychological healing and, in some
instances, physical function (45).

AA elders were shown to have resiliency and tenacity despite the seriousness of their
illnesses (91). Independence gave meaning to life. A strong faith that God was in control
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guided them through their illnesses (37). Socially, if the AA elder was in a happy marriage,
positive effects were also noted on their spiritual wellbeing (88). 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 (92).

In the studies noted, negative experiences occurred across all three psychological, social, and
spiritual 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 (60). 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,
quality of life 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 psychological, social, and spiritual experiences. Seriously ill AA elders’
psychological and social quality of life 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’ psychological, social, and spiritual 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 (39). One
study demonstrated that, in cases where breast, prostate, and colorectal AA cancer survivors
initially showed poorer physical and mental health quality of life ratings, these ratings
changed when adjusted by socio-demographic, clinical, or psychosocial factors, indicating
only lower mental health quality of life ratings (93). 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 (94). Of these patients, 41% of the AA
elders reported needing help with spiritual/existential issues (94). Specifically, in breast
cancer, AA women reported positive changes in their faith after diagnosis (95). Finally, in a
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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 (85).

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 (96). Breast cancer survivors who had
higher coping capacities experienced less psychological distress, higher spiritual wellbeing,
and less catastrophizing about their illnesses (97). 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 (53). 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 (98).

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” [(99) p. 470]. This faith was their
source of empowerment, and with this empowerment, they became more proactive in their
self-care (99). 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 (39).

In AA cancer survivors, spiritual transformation came through the recognition of personal
mortality (80) and through redemption stories that related positive transformations of
initially negative perspectives regarding survivorship (100). These transformations occurred
through upholding existing beliefs in God, knowing this God as a directing force, and
understanding one’s personal strengths (100). The sense of a directing force from God also
created a desire to be of service to others (100). Skeath et a/. (31) 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 psychological, social, and spiritual suffering, even
after a cancer diagnosis (31).

AA’s psychological, social, and spiritual healing within cardiac related serious illnesses:
heart failure or stroke

For cardiac illnesses, there was significantly less literature. In contrast to cancer survivors, in
AA patients with heart failure, spiritual wellbeing was negatively associated with
psychological wellbeing (101). For instance, patients reported feeling less meaning and
peace and more depression and anxiety in their lives (101). Yet, these same patients reported
greater faith, showing a different relationship to quality of life and faith than that
experienced by cancer survivors (101). However, as noted in cancer illnesses, 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 (102). In stroke patients, acceptance of illness came as a normal part of aging
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(103). Patient’s age, other comorbidities, and knowledge about strokes further impacted their
overall levels of acceptance (103).

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 psychological, social, and spiritual 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
psychological, social, and spiritual 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 (3,8,104,105). These domains are all part of the
National Quality Framework for Palliative Care: Clinical Practice Guidelines for Palliative
Care (8).Within this framework, approaches to palliative care interventions in AA elders
with serious illness integrate cultural beliefs and values (106-109).

Even with attempts to incorporate psychosocial and cultural concepts into healthcare
curricula, inequalities remain (9). “The 21 century brings heightened awareness of how
beliefs, values, religion, language and other cultural and socioeconomic factors influence
health and help seeking behaviors” [(9) p. 1]. The next generation of healthcare providers,
trained through a holistic paradigm (10), 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 (110).

Overall, to facilitate psychological, social, and spiritual healing for the seriously ill AA
elder, palliative care practices must be informed by the perspectives of the seriously ill AA
elder. When psychological, social, and spiritual 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 psychological, social, and spiritual
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.
Further research on psychological, social, and spiritual healing is vital to address these
limitations and to support culturally focused patient centered palliative care.
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316 records identified through
database searching

316 records screened

165 full text articles

» 151 records excluded

57 full text articles

assessed for eligibility

108 studies included

excluded, with reasons

60 quantitative 42 qualitative

6 mixed methods

Figurel.

PRISMA flow diagram. Liberati A, Altman DG, Tetzlaff J, et al. The PRISMA statement for
reporting systematic reviews and meta-analyses of studies that evaluate health care
interventions: explanation and elaboration. PLoS Med 2009;6:€1000100. Copyright: 2009
Moher et al. This is an open-access article distributed under the terms of the Creative
Commons Attribution License, which permits unrestricted use, distribution, and
reproduction in any medium, provided the original author and source are credited.

Ann Palliat Med. Author manuscript; available in PMC 2018 December 05.



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Coats

Table 1

Methodological approaches (1)

Design Number of studies Samplesizerange
Quantitative 60 17-98,528
Qualitative 42 6-167
Mixed Methods 6 30-200
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Table 2
Methodological approaches (I1)

Design Number of studies

Quantitative

Survey 53
Retrospective chart reviews 4
Confirmatory factorial analysis 1
Intervention 1
Qualitative
Focus groups 4
Grounded theory 8
Qualitative description 4
Content analysis 5
Ethnography 3
Phenomenology 1

Other/unspecifieda 15
Mixed methods

Surveys with Interviews 6

a . . - .
thematic analysis, framework analysis, in-depth Interviews.
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