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Abstract

BACKGROUND: Spiritual beliefs and spiritual support from clinicians can affect medical
decision-making and coping during times of serious illness.

RESEARCH QUESTION: How do religion and spirituality affect the critical illness experience
of Black and White family caregivers of patients who are critically ill?

STUDY DESIGN AND METHODS: Twenty-one semistructured interviews were conducted
with Black and White family caregivers of patients admitted to ICUs in a southeastern United
States health system between January 3, 2023, and May 11, 2023. Eligible family caregivers
either reported unmet spiritual needs or a high degree of importance of spirituality in their lives.
Participants were asked how spirituality affected medical decision-making and coping while their
loved ones were seriously ill. Coders were masked to participant race during thematic analysis.

RESULTS: Of 21 family caregivers, 9 caregivers (42.9%) were Black and 12 caregivers (57.1%)
were White. Black and White family caregivers generally were middle-aged (mean [SD]: 50.6
[13.6] years and 61.7 [10.7] years, respectively) and female (n = 7 [77.8%] and n = 9 [75.0%)],
respectively). We observed that clinicians showed less engagement about spirituality with Black
compared with White family caregivers in this sample. Black family caregivers felt more
comfortable discussing their spirituality with members of their community, such as pastors or
friends. A common belief among all family caregivers in this sample was that God, rather than
the medical team, was in control of their loved one’s outcome. This was accompanied by a

shared desire for accessible spiritual spaces in the ICU and proactive clinician engagement in their
spirituality.

INTERPRETATION: Although spirituality served as an important coping mechanism for all
family caregivers in this sample, racial differences in spiritual support offered to family caregivers
were identified. Ensuring that multidisciplinary critical care teams are prepared to deliver
culturally competent spiritual care is a priority.

Keywords

caregivers; critical illness; health equity; ICU; medical decision-making; religion; spiritual
support; spirituality

Nearly 600,000 Black Americans experience critical illness each year, and up to 20%

die in 1CUs.1:2 Compared with their White counterparts, Black patients and their family
caregivers are more likely to experience conflicts with clinicians about treatment decisions
and to receive unsatisfactory end-of-life care.3-5 Religious and spiritual beliefs—and
clinicians’ responses to these—have been implicated as potential contributors to these racial
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disparities.%” For example, clinicians may find it difficult to incorporate hopes for miracles
into clinical communication and decision-making.”:8

Most Black Americans endorse the importance of religion in their daily lives and show
relatively higher levels of religious participation compared with individuals from other racial
groups.8:9-12 Spiritual support from clinicians builds patients” and family caregivers’ trust
in clinicians.13-15 Although most ICU clinicians believe that it is important to address
patients’ and caregivers’ spiritual needs, < 20% do so routinely.16-21 Clinicians report
feeling unprepared to address spiritual concerns, especially when their cultural or religious
backgrounds differ from those of patients and caregivers.22 This may be a particularly
salient finding for Black patients and caregivers because only 5% of ICU physicians
identify as Black.23 Spiritual support is associated with resilience and improved quality

of life.10:24.25 \When clinicians do not address spiritual concerns, patients or caregivers may
experience lower quality of life, depressive symptoms, and spiritual distress.26-28

The goal of this study was to elicit Black and White family caregivers’ perspectives on (1)
the influence of religion and spirituality on ICU decision-making and (2) how clinicians
and health systems can support their religious and spiritual needs. Further, we sought to
compare Black and White caregivers’ experiences of and preferences for spiritual support.
We focused on caregivers, rather than patients, because many patients who are critically ill
lack decisional capacity.2® To achieve these goals, we conducted semistructured interviews
with non-Hispanic Black or White caregivers of patients who are critically ill.

Study Design and Methods

This study was approved by the Duke University Institutional Review Board (Identifier:
00101745). We followed the Consolidated Criteria for Reporting Qualitative Health
Research (e-Appendix 1).30

Parent Trial and Sample Selections

The qualitative data analyzed for this study were collected during a larger mixed-methods
randomized controlled trial of a mobile application designed to elicit and address palliative
care needs of ICU family caregivers.3! Patients in the parent trial were 50 years of age or
older, had been treated in an ICU for between 1 and 8 days, and met = 2 criteria signifying
a high likelihood of benefitting from palliative care (ie, dementia, poor functional status,

or multisystem organ failure). Caregiver needs were assessed using the Needs, Existential
Concerns, Symptoms, and Therapeutic Interactions (NEST) scale.32 The NEST tool is

used to determine needs during end-of-life care.32:33 One of the 13 NEST items prompted
caregivers to consider whether “the ICU doctors understand my spiritual beliefs” on a

scale from 0 to 10, with O being “not at all” and 10 being “very much so.” Among
individuals screened for trial participation, 2 criteria were used to determine their eligibility
for interviews: (1) NEST spirituality item response of <9 or (2) NEST spirituality item
response of > 9 and a response of = 50 on a second question (“How important is spirituality
in your daily life?”) on a scale from 0 to 100, with 0 being “not at all” and 100 being “very
important.” These criteria were chosen to elicit diverse perspectives from individuals with
unmet needs related to spirituality, as well as those without unmet needs, but for whom
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spirituality was important. Additional eligibility criteria included non-Hispanic Black or
White self-identified race or ethnicity, age of 18 years or older, and conversational fluency in
English.

Data Collection

An interview guide was developed iteratively by D. C. A., an ICU physician and health
equity investigator, and S. L. D., an ICU nurse and qualitative investigator, using the existing
literature.3* The interview guide assessed caregivers’ experiences in the ICU, including how
religion or spirituality, or both, influenced coping and medical decision-making (e-Appendix
2). Professional qualitative investigators conducted audio-recorded interviews lasting up

to 60 minutes by telephone or video-conferencing software. Interviews were conducted
between 34 to 291 days after ICU admission. Data collection continued until thematic
saturation was reached. Because data collection and analysis occurred in tandem, the team
evaluated in real-time whether new information (ie, new codes or new concepts within
codes) was learned in interviews, and recruitment was stopped after 3 successive interviews
yielded no new information.3%:36 Caregivers were compensated $25 after interviews.

Data Analysis

Results

Interview recordings were transcribed and uploaded to NVivo 12 Pro (QSR International) for
analysis. O. F. A. created an initial codebook using concepts from the background literature
and interview guide itself, as well as inductive concepts identified from the transcripts (Table
1). 0. F. A, D. W, and D. C. A independently coded 5 (23.8%) transcripts to ensure a
consistent understanding and application of codes. Then, O. F. A. and D. W., Black or

Asian health sciences graduate students, independently coded the remaining transcripts and
wrote memos to summarize major concepts in all transcripts. Regular meetings including

the 2 coders, S. L. D., and D. C. A. were used to resolve uncertainties in coding through
group discussion until consensus was reached. Coders were masked to caregiver race until
all coding was completed. Code frequencies were determined by counting the number of
caregiver transcripts including each code (e-Appendix 3). The analytic team subsequently
compared memos and code frequencies by caregiver race to identify preliminary themes that
summarized the most salient aspects of caregivers’ experiences and preferences. Themes
were revised iteratively and were finalized after discussion by the analytic team.

Of the 39 eligible family caregivers who were approached for consent, 27 caregivers
(69.2%) consented to participate, 22 caregivers (56.4%) completed interviews, and 21
caregivers (53.8%) had complete interview recordings that could be transcribed. The final
sample included 9 Black caregivers (42.9%) and 12 White caregivers (57.1%) (Table 2). For
Black caregivers, 6 caregivers (66.7%) were selected on the basis of their NEST spirituality
score (mean [SD], 6.7 [3.0]) and 3 caregivers (33.3%) were selected on the basis of their
spirituality importance score (mean [SD], 98.3 [2.9]). For White caregivers, 9 caregivers
(75%) were selected on the basis of their NEST spirituality score (mean [SD], 5.0 [2.1])
and 3 caregivers (25%) were selected on the basis of their spirituality importance score
(mean [SD], 100 [0]). Black and White caregivers generally were middle-aged (mean [SD],
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50.6 [13.6] years and 61.7 [10.7] years, respectively) and most were female (n = 7 [77.8%]
and n =9 [75.0%], respectively). More Black than White caregivers were the children of
the patients who are critically ill (n =7 [77.8%] and n = 2 [16.7%)], respectively). Patient
characteristics and additional caregiver characteristics are reported in Table 2.

We identified 2 racially distinct themes: (1) less proactive clinician engagement with

Black vs White family caregivers about religion and spirituality and (2) Black family
caregivers’ relative discomfort with discussing spirituality outside of their community. We
also identified 3 themes that were shared by both Black and White caregivers: (1) comfort

in God’s plan, (2) desire for easily accessible spiritual spaces in the ICU, and (3) shared
desire for proactive clinician involvement in family’s religion and spirituality. Representative
quotes are provided below and in Table 3.

Theme 1: Less Proactive Clinician Engagement With Black vs White Family Caregivers
About Religion and Spirituality

Most Black caregivers reported that the ICU team did not have discussions with them about
religion and spirituality (e-Appendix 3). This lack of engagement also occasionally extended
to chaplains, as in this case, in which a caregiver asked his own pastor to pray for his mother
while she was dying:

“When | met with [the doctors], | don’t remember anybody mentioning

[religion]. . .. The chaplain came by, but I just didn’t see him. But obviously, if
there is one that can come by, that would be helpful. . . . I had to call [my pastor]
to pray with my mom. . . . | said, listen, they’re saying she doesn’t have long. . . . |
had to do that kind of on my own, you know?” (Black male, 42 years of age, child
of patient)

Some Black caregivers who did discuss spirituality with the medical team were met with

a muted or absent response. In this case, the caregiver wondered if the clinicians had
implicated her religious beliefs in her decision to continue life-sustaining care against their
recommendation:

“We didn’t have a lot of conversation about spirituality after the first 2, first couple
of days. . . . I don’t know if they felt that our religious beliefs were the reason why
we made some of the decisions [to continue life-sustaining care] that we made. . . .
[When religion was discussed], there was a lot of kind of nodding on their side. . . .
[The female doctor] was just like, she kind of just nodded and like she understood.
The male doctor . . . he didn’t engage with it. He just went ahead to a different
conversation.” (Black female, 44 years of age, child of patient)

In contrast, many White caregivers described clinicians proactively probing their or their
critically ill loved one’s religious affiliations and beliefs:

“[The doctor] basically, was asking me, you know, if he [the patient] believes, what
his faith was.” (White female, 78 years of age, spouse of patient)

“It was clear from my room, from [patient name’s] room, again, we had the crucifix
hung up. We had I’d taken Facebook, all the Facebook messages, | wrote them on
Post-its [3M] and stuck them on the wall. . . . There were hundreds of them all over
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the wall, you know, and lots of them, you know, were prayerful, you know. OK.
And so, they [medical team] would ask, are these people from your church? . ..
It was absolutely acknowledged [by the team].” (White female, 57 years of age,
spouse of patient)

Theme 2: Black Family Caregivers’ Relative Discomfort With Discussing Spirituality
Outside of Their Community

Most Black caregivers viewed religion and spirituality as a private matter to be shared within
their family and community. This was evident in 2 ways. First, some Black caregivers did
not spontaneously broach religion and spirituality with the medical team if they were not
asked, preferring to share spiritual concerns through prayer with their family:

“| just didn’t bring [religion] up [with the medical team]. . . . We just prayed
amongst ourselves.” (Black male, 60 years of age, spouse of patient)

Second, several Black caregivers declined to meet with the hospital chaplain, either because
they were suspicious of this external resource—equating it to impending death—or they
preferred to pray within their own social network:

“My husband didn’t want to meet with the chaplain. . . . I guess he felt that, you
know, if a chaplain come in the room that, you know, how some people think that
it’s the end.” (Black female, 53 years of age, spouse of patient)

“Somebody did offer to call a chaplain and ask that we need a chaplain. And I think
| told them no . . . our pastor would be coming up.” (Black female, 57 years of age,
child of patient)

In fact, no Black caregivers in our sample mentioned using a hospital chaplain. Other
reasons for not using this service were that it was not offered by the medical team or
caregivers were not present when the chaplain visited the ICU. In contrast, White caregivers
more readily shared their religion and spirituality in a public manner, including with the
hospital staff. This caregiver was offered and agreed to see a chaplain:

“Yes, after she passed, they asked if we wanted a chaplain . . . and we said yes.”
(White female, 66 years of age, child of patient)

Another White caregiver explicitly announced her religion through her clothing, which
invited conversation and support from nurses with similar religious affiliations:

“l wore a lot of t-shirts that boldly proclaim my faith. And they would talk to me.
There were nurses that were Christians.” (White female, 61 years of age, spouse of
patient)

Theme 3: Comfort in God’s Plan

Most of both Black and White caregivers believed that God, not the medical team, was in
control of their loved one’s outcome and that the outcome was predetermined (e-Appendix
3). Caregivers described acceptance about God’s plan. Religion and spirituality were a major
source of resiliency and positive coping for caregivers:
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“So, my faith, it really, it kind of helped me out a little bit, because | believe God
says when it’s our time, it’s our time. And | don’t think it was ready for her [the
patient] to go yet. So, it wasn’t her time.” (Black female, 43 years of age, child of
patient)

“Well, I kept thinking. You know, like why? You know, like why God, why? . . .
And then | remember my mom would always say to me, ‘You may not like or
understand what God does, but he knows why he’s doing it, and he has his reasons
for doing so.”” (White female, 55 years of age, spouse of patient)

A few caregivers believed God was working through their doctors, which engendered similar
feelings of comfort.

Theme 4: Desire for Easily Accessible Spiritual Spaces in the ICU

Caregivers offered suggestions for improving spiritual support of caregivers in ICUs.
Although most Black and White caregivers knew about spaces in the hospital for prayer

and reflection, they endorsed difficulty accessing these spaces. They emphasized the anxiety
associated with leaving their critically ill loved ones to access a distant chapel. Thus, they
suggested that ICUs have adjacent chapels or spaces for caregivers to pray:

“l guess if you’re going to make it [chapel] available, make it more convenient
versus having to go so far away.” (Black male, 60 years of age, spouse of patient)

“One thing that did frustrate me about the chapel is they didn’t publish any service
times.” (White female, 57 years of age, spouse of patient)

Theme 5: Shared Desire for Proactive Clinician Involvement in Family’s Religion and
Spirituality
Both Black and White caregivers offered another suggestion for improving spiritual support
of ICU caregivers: that clinicians engage proactively with caregivers’ religious and spiritual
needs and beliefs. For example, caregivers preferred to have spiritual resources offered to
them, rather than having to identify resources themselves:

“If that’s offered up front, you can, the patient can make their, avail themselves

of that service and not have to prompt. . . . | would say that it’s easier for people
that are going through a medical crisis to have things offered versus having to ask.”
(Black male, 60 years of age, spouse of patient)

In addition, caregivers hoped that clinicians would ask about their religious and spiritual
beliefs:

“If there was any way to encourage care teams to be more comfortable and feel
safer talking about those things, | would love to see it.” (Black female, 31 years of
age, child of patient)

“l don’t know when in the conversation it should come up, but maybe one of
those early rounding times, you know. ‘Do you have any spiritual needs?’ . . . Or,
yeah, ‘There is a chapel there, or you know, maybe even a counselor.” You know,
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something like that would probably be very helpful.” (White female, 52 years of
age, spouse of patient)

Discussion

In this qualitative study of caregivers with unmet spiritual needs or a high degree of
spirituality, Black and White family caregivers reported finding comfort in a predetermined
plan for their loved one, and they expressed desires for reflective spaces proximate to the
ICU and for clinicians to engage with their spiritual beliefs and needs. In contrast, racial
differences were present in caregivers’ reports of engagement with clinicians about religion
and spirituality.

Themes that described internal desires or sentiments (eg, comfort in God’s plan) were
represented consistently among both Black and White caregivers, whereas themes that
described external experiences (eg, interactions with clinicians) demonstrated racial
differences (Fig 1). This finding may be aligned with critical race theory, which posits

that social structures and norms, rather than individual differences, are the root cause

of racialized experiences.3” In other words, our results may suggest that religion and
spirituality serve similar supportive roles for Black and White caregivers dealing with
serious illness; however, the way that these beliefs and needs are shared with and appraised
by agents of the health care system is different for Black and White caregivers.

Our results show is a seeming contradiction: that some Black caregivers want clinicians

to inquire about their spiritual beliefs and needs, yet they are reluctant to share these

with members of the ICU team. We suggest that these themes may be consonant and
understood by examining the process of self-disclosure.38 Disclosing private information
about oneself, such as one’s spiritual needs, is a common way to build alliance and empathy
in human relationships. However, self-disclosure also requires that the recipient be perceived
as trustworthy, because an individual’s self-image and relationship with the recipient can

be threatened if the disclosure is not respected or validated.3® This is an especially

salient risk in power-imbalanced relationships, such as clinician-caregiver relationships.3°
Black caregivers who may have experienced racism in health care settings and with

whom clinicians are relatively disengaged regarding matters of religion and spirituality,

as corroborated in our results, may view self-disclosure as nonbeneficial or potentially

even risky.18 Instead, responding to a clinician who inquires about religion and spirituality
may mitigate the risk of disclosure because it presupposes curiosity about a caregiver’s
needs and beliefs. Simply put, being asked may be more comfortable than telling. For this
reason, many expert groups advocate that clinicians use existing spirituality assessment
tools to begin conversations with patients and caregivers,*%-43 and our results support the
importance of this recommendation among individuals from minority racial and ethinic
groups. Although caregivers may still decline to engage in discussions about religion and
spirituality, as was the case for several individuals in our sample, standardizing spiritual
assessment and care may lessen the possibility of inadvertently creating disparities in these
realms. Further, our results suggest that it is important to begin such conversations earlier in
the course of critical illness to avoid reinforcing beliefs that discussion of spiritual support
resources, such as chaplaincy, signals impending death.6:44-47
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Most of the spiritually attuned caregivers in this study’s sample believed that a higher

power (eg, God) was in control of their loved one’s health outcome.#8 This may be at

odds with the prevalent approach to medical decision-making in the United States that
prioritizes individual agency and autonomy.*® This tension between spiritually attuned
family caregivers’ external locus of control and clinicians’ internal locus of control requires
further study, including assessing clinicians’ perspectives.>9 Future research also should
examine how multidisciplinary ICU team members can contribute to providing spiritual care
in cases where family members desire it.>1

Our results provide potential practice recommendations for ICUs and critical care clinicians.
First, several caregivers endorsed a desire for a reflective space to process spiritual concerns
without needing to travel far from their loved one’s bedside. Second, Black caregivers
reported a reliance on community faith leaders during their loved one’s critical illness.
Structural pathways to ensure inclusion of community faith leaders in medical decision-
making, when desired by caregivers, should be instituted. Finally, nearly all caregivers

in our sample confirmed that religion and spirituality play an important role in adaptive
coping.>2:23 Given the high burden of psychological distress among ICU caregivers,>4-6
standardizing spiritual assessment and care in ICUs may improve the psychological health of
caregivers.#3:57-61 \Whether such care is delivered by ICU clinicians themselves or other care
team members should be determined by local workflows and capacity assessments,19:43.57

Strengths and Limitations

The strength of this study lies in our use of a largely inductive approach to creating the
codes, thereby allowing for the emergence of new and unpredicted themes. Moreover,
because coders were masked from the race of the caregivers during analysis, this helped
to mitigate any biases that might have arisen. One limitation is that we did not query
specific religious or spiritual beliefs and denominations. Hence, the conclusions drawn
from this study may not be applicable to all religious or spiritual practices, nor are our
findings applicable to family caregivers who do not engage substantively with religion or
spirituality. Our single-site data embedded in a trial also may limit generalizability; however,
the goal of this qualitative study was to query individual experiences in depth. Future
multicenter research may help to address these concerns. Finally, given that the interviews
were conducted sometimes months after ICU admission, recall bias may have limited the
information that caregivers shared during interviews.

Interpretation

In summary, religion and spirituality may be important coping mechanisms for Black and
White caregivers experiencing the critical illness of their loved one. Although caregivers
in our sample wanted clinicians to engage in discussion of religion and spirituality, this
may have happened less effectively for Black than White caregivers. Instituting structural
processes to provide standardized and culturally competent spiritual care to patients and
caregivers for whom this is important may improve their experience of critical care.
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Take-Home Points
Study Question:

How do religion and spirituality affect the critical illness experience of Black and White
family caregivers of patients who are critically ill?

Results:

In interviews with 9 Black family caregivers and 12 White family caregivers,

we observed a shared desire for accessible spiritual spaces and proactive clinician
engagement about spirituality, a common belief that God was in control of patients’
outcomes, but also more comfort discussing spirituality with community members among
Black family caregivers and less clinician engagement about spirituality with Black
family caregivers.

Interpretation:

Although spirituality served as an important coping mechanism for all family caregivers
in this sample, racial differences in spiritual support offered to family caregivers were
observed.
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Community

Interpersonal

Individual

Desire for easily accessible
spiritual spaces in the ICU

Comfort in God’s plan

Black family caregivers’ relative discomfort with
discussing spirituality outside of their community

Less proactive clinician engagement with Black vs.
White family caregivers about religion and spirituality

Shared desire for proactive
clinician involvement in family’s
religion and spirituality

Black family caregivers’ relative discomfort with
discussing spirituality outside of their community

Desire for easily accessible
spiritual spaces in the ICU

Figure 1 -

Digagram showing a conceptual model summarizing themes relevant to religion and
spirituality among Black and White family caregivers of critically ill patients. Adapted
from the socioecological model. Themes that are similar between Black and White family
caregivers are shown in blue, and themes that are different between Black and White family
caregivers are shown in red. Disparate themes appear in the interpersonal and community
level.
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