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Abstract

Diagnosis and hospitalization for COVID-19 are disproportionately higher among black persons. The purpose of this study
was to explore the lived experience of being diagnosed with COVID-19 among black patients. Semistructured one-on-one
interviews with black patients diagnosed with COVID-19 were conducted. Data were analyzed using conventional content
analysis and a directed content approach. Fifteen patients participated and 3 themes were identified: Panic amidsta COVID-19
diagnosis, Feeling the repercussion of the diagnosis, and Personal assessment of risks within one’s individual environment. Fear
of dying, inadequate health benefits, financial issues, and worries about spreading the virus to loved ones were acknowledged
by the patients as critical areas of concerns. Majority of the patients looked to God as the ultimate way of surviving COVID-19.
However, none of the patients reported receiving support for spiritual needs from health care providers. This is the first study
to investigate the lived experience of being diagnosed with COVID-19 among black patients. Our results highlight several
factors that put this group at increased risk for COVID-19 and where additional strategies are needed to address these
inadequacies. Integrating public health interventions to reduce socioeconomic barriers and integrating spirituality into clinical
care could improve patient care delivery.
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Introduction revealed in our study. In a hospital that treats patients from
all demographic groups, our study consists of black patients,
although we did not set out to solely include black patients.

Although black individuals are disproportionately
exposed to and hospitalized for COVID-19 (5,6), informa-
tion about their experiences with the virus remains poorly

SARS-CoV-2 virus, which causes COVID-19, is responsible
for one of the most significant pandemics to date (1). The
spectrum of illness severity ranges from mild (81%) to
severe (14%) to critical (5%), with mortality rates of 2.3%
in mild cases and as high as 49% in critical cases (2). In the
initial 3 months of the outbreak, the United States confirmed
almost 2 million COVID-19 cases, deaths surpassed 100
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understood. Early research about other epidemic shows
some individuals’ experiences of an outbreak may cause
them to deny symptoms, decline engagement in social dis-
tancing practices, and delay seeking care, thus contributing
to poor outcomes and disease transmission (7,8). Existing
quantitative COVID-19 studies focus on disease prevalence,
clinical presentation, and treatment procedures (4,9-13).
Subjective information about black patients’ experience with
the illness is lacking. Therefore, the aim of this study was to
explore the lived experience of being diagnosed with
COVID-19 among black patients.

Conceptual Framework

Principles of infectious disease such as causes, transmission,
prevention, and control rely heavily on understanding the
pathogen and the mode of transmission by which it infects
individuals. A classic model for infectious disease causation,
Clark’s Epidemiologic Triad of Disease, identifies 3 compo-
nents (agent, host, and environment) necessary to transmit
disease and serves as a useful tool to define concepts relevant
to COVID-19. The agent can be described as the virus that
causes the disease, the host is the susceptible individual that
carries the disease, and the environment includes those fac-
tors that enable disease transmission (14). In this study, the
model was applied to better understand the patients’ experi-
ence of living with COVID-19, characteristics that increase
patients’ vulnerability, and their environment that influences
disease spread.

Method
Study Design and Setting

We conducted a qualitative study using semistructured one-
on-one patient interviews to understand their lived experi-
ences of COVID-19 between March 2020 and April 2020.
The study was done at a large tertiary academic hospital
center located in a northeastern US city.

Participants

A purposive convenience sampling approach was used to
recruit participants. First, the principal investigator (PI), a
PhD-prepared nurse collaborated with organizational nursing
leadership to seek assistance with identifying COVID-19
patients. Eighty eligible patients were approached regarding
participation. Sixty patients declined participation because
they were either feeling sick or tired, frustrated with their
illness, superstitious, busy, or unfamiliar with research. Of the
remaining 20 patients who were available and willing to par-
ticipate, data saturation was achieved at 15 participants.
Participants were included if they were (1) >18 years old,
(2) English speaking, and (3) diagnosed with COVID-19.
Race was not an inclusion criteria, though all patients identi-
fied as black. Patients did not receive an invitation if (1) they
were ventilated or (2) they had a documented psychiatric,

cognitive, or physical condition (eg, psychosis, dementia, or
debilitation) that would limit the patient’s ability to participate
in the study at the time of recruitment.

Data Collection

A semistructured interview guide was created and informed
by Donabedian’s quality framework for evaluation of health
care delivery based on structures, processes, and outcomes
(15). The questions were open ended and were ordered in a
general to specific format on the guide. The research team
evaluated the guide for clarity and content. The guide was
pilot tested with 2 patients. A demographic questionnaire
assessed age, race, gender, date of admission, source of
admission, occupation, education, and the number and type
of comorbid comorbidities (confirmed through electronic
health records).

Procedures

Prior to the start of the interviews, informed consent was
obtained. The audio-recorded interviews lasted approxi-
mately 20 minutes (in-person or via telephone). Data collec-
tion continued until thematic saturation was achieved.
Interviews were professionally transcribed, deidentified, and
reviewed for accuracy. The institutional review board at
[BLINDED] approved the study.

Data Analysis

We followed the Consolidated Criteria for Reporting Quali-
tative Research 32-item checklist to ensure a standard
method for reporting qualitative studies (16). Two research-
ers analyzed transcripts using conventional content analysis
and a directed content approach. First, 2 coders collabora-
tively drafted a definition of each of the themes based on the
Clarks’ epidemiologic triad of disease (14). Next, they inde-
pendently coded the same 3 randomly selected transcripts.
The 2 coders met to review discrepancies, develop additional
codes, and finalize the initial coding scheme until a k of 90%
or greater was achieved. After final codebook development,
the remaining transcripts were independently coded. Weekly
team meetings were held to reconcile data. NVivo version 12
qualitative software was used to organize and analyze the
data (17). The research team worked together to develop
themes that reflected the data emerging within the compo-
nents of the framework.

Results

Fifteen patients participated from 5 different medical-
surgical units, 3 of which were designated COVID-19 units.
Table 1 summarizes participant characteristics. All of the
patients were black with a mean age of 60 years and equally
distributed across genders. Two-thirds of our sample had 3
or more common comorbidities. Patients presented with the
following common comorbidities: obesity (n = 14),
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Table I. Participant Characteristics.

Characteristic n (%)
Male gender 8 (53)
Age

18-30 I (7)

31-45 4 (26.5)

46-60 3 (20)

61-75 3 (20)

>75 4 (26.5)
Race

Black 15 (100)

Uninsured 6 (40)
Comorbid conditions

None 2 (13)

-3 3 (20)

>3 10 (67)
Highest level of education

High school diploma 8 (53)

College degree 7 (47)
Employment

Employed 8 (53)

Retired 6 (40)

Unemployed I (7)
Source of admission

Private home 14 (93)

Nursing home I (7)

hypertension (n = 10), diabetes mellitus (n = 7), cardiovas-
cular disease (n = 6), dyslipidemia (n = 6), lung disease
(n = 4), and kidney disease (n = 4).

Three themes emerged from our data with the following
description: (1) Panic amidst a COVID-19 diagnosis—
Patients conveyed fear about their health and described the
uncertain and unpredictable nature of the disease (n = 15);
(2) Feeling the repercussion of the diagnosis—The patients
described their symptoms as unpleasant and bizarre. Others
expressed feeling isolated and lonely, and majority shared
that they relied on spirituality to cope in a time when there
was a feeling of being out of control (n = 13); and (3)
Personal assessment of risks within one’s individual envi-
ronment—Many patients shared concerns that their home
and work environments were sources of disease exposure.
Several patients described a positive experience with the
health care system (n = 14). Each theme was cited by at
least 13 participants. However, only the most illustrative
quotes were presented due to the nature of the study. Exem-
plar quotes reflecting the lived experience of COVID-19
among black patients are summarized in Table 2.

Theme |: Panic Amidst a COVID-19
Diagnosis
Subtheme |: Reacting to the Diagnosis

Patients described high anxiety awaiting test results. Some
were fearful about dying, whereas a few remained hopeful.

Despite having suspicions of viral exposure, patients were
shocked about their diagnosis. One woman explained,

My sister and my brother have been tested. They both haven’t
come in yet for the virus. But they’ve been sick pretty bad. I
think worse than me. I know I might get it, but I was shocked
when the doctor told me. (P003)

Once given the diagnosis, patients became increasingly
worried about dying.

Basically, for me, all this is new. I haven’t been admitted in the
hospital before. My concern is that I might have pneumonia, so
that might danger the situation. But when the doctor told me
specifically, it’s a little bit different. You just pause a little bit
and you think about it. I was more scared about dying and
concerned about how I got affected because I feel like I don’t
have any bad medical history. (P00S)

Subtheme 2: The State of Uncertainty

A few patients with serious medical conditions expressed
that while they are accustomed to living with a complex
medical condition, COVID-19 was different than anything
they had experienced.

It was shocking. I couldn’t believe it. Where did I get this from?
How did I get it? It was just a whole lot of questions that I
couldn’t answer. The fears—oh, boy. I heard so much about
it. I got scared. Am I gonna die? What’s going on? What’s
gonna happen to me? Yeah, just fear. (P003)

Patients also spoke about the disease’s novelty, which felt
more frightening especially during the early phase of the
pandemic. “I was scared just because it’s so new. Many
people don’t know what to expect, and because I have an
underlying condition it’s even scarier” (P007).

Theme 2: Feeling the Repercussion of the
Diagnosis
Subtheme |I: Experiencing COVID-19 Symptoms

Most participants had multiple comorbidities (eg, diabetes
mellitus, hypertension, and obesity). There was variability in
levels of concerns, particularly among younger patients with
no perceived serious health condition. For example, a patient
reported,

I wasn’t too afraid, because I had been following the coverage
pretty closely. And based on my age and health, I didn’t have a
fear of dying. It was more so just waiting to see when the
symptoms would pass. (P001)

However, there was greater apprehension among older
patients:
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Because I was having issues with my lungs, I wonder how it
would impact my lungs and if I would survive it, if my body was
strong enough, and if I’1l be able to respond to the medicine to
the point where I’ll be okay and be able to get discharged.
(P006)

Overall, patients described a wide range of symptoms
including chills, shortness of breath, headaches, fatigue,
weakness, diarrhea, fever, back pain, chest pain, cough, loss
of taste, decreased appetite, and loss of smell. Among those,
the most commonly reported were cough, shortness of
breath, and fatigue. Many conveyed that their entire body
felt different. One woman described her experience as “a
miserable awful feeling” (P015).

Subtheme 2: It’s a Lonely Disease

Because the pandemic limited patient—provider contact and
visitors were not allowed, many patients reported social iso-
lation and loneliness. “It seems to get really bad. How I'm
going to get better? I don’t want to go like this. Laying alone
forever” (P006). Patients expressed having limited interac-
tions with clinicians, indicating a desire for more communi-
cation: “They barely come into the rooms. It’s been a couple
nurses and doctors, I barely see them”...(P002). And
another stated, “The nurses on the unit are kind. I see one,
but then it takes hours before I would see another one”
(P013). Patients also felt deserted because they were unable
to connect face to face with loved ones. “I’m married. I live
with my wife and 7-year-old son. Right now, they’re at home
without me. I miss them. They miss me” (P014). Similarly,
COVID-19-related stigma increased loneliness. Many
believed as rumors spread about the pandemic, the stigma
worsened, and influenced people’s attitudes toward them. “I
was hesitant to tell my family, when I told my wife, I was
treated different a little bit. My wife and kids are scared.
When I told her she got mad. She was scared. She was
crying” (P004). In contrast to feeling isolated, some patients
understood it was necessary to practice social isolation. “It’s
just quarantine, so I’d rather stay by myself. I can talk to
people on the phone. I just want to stay away from people
and follow the guidance of what the doctor told me” (P00S8).

Subtheme 3: Coping With the Diagnosis

Greater emphasis was placed on spirituality amidst the pan-
demic. Patients emphasized how much they relied on God,
prayer, and their faith to get through the difficult times:

I come from a very deep church background. So, I tell you that
my spiritual base is amazing. It gives you that uplifting that His
will be done. We can just pray, and ask for His grace, and His
mercy. I’m a praying woman. If I couldn’t get a hold of nobody
on the phone, I know I can get a prayer through to my God.
Because He’s the only power I know that can stop this. (P013)

Additionally, patients were emotionally exhausted and
expressed that the staff helped them to mentally cope with
COVID-19. Many viewed the relationship as a way to
express thoughts and build rapport, especially because loved
ones were not permissible at the bedside.

Theme 3: Personal Assessment of Risks
Wi ithin One’s Individual Environment

Subtheme |: Concerns About Work, Family, and
Spreading the Virus

Most patients reported financial ramifications resulting from
them contracting COVID-19, especially given many worked
in low-paying occupations with no paid time off. “I’m under
the impression that I may have gotten infected through my
occupation. And obviously right now that I’'m hospitalized, I
can’t work to pay my bills” (P001). Others were less con-
cerned about finances and more focused on recovery. One
woman expressed: “I can’t work. It’s affected me because I
don’t like being sick. But my work, I ain’t even thinking
about that. I’ve been too sick to think about work. All I’'m
thinking about is healing” (P010).

Majority experienced fear of spreading COVID-19.
Concerns mounted because the possibility of death was
substantial. “My wife and kids will take care of me. I'm
afraid of what might happen if I give it to them” (P004).
Anticipation of spreading the virus to older parents was a
major concern, one man shared: “I live with my older par-
ents. I’ve being around them, my parents, especially my
father has lots of health problems. I don’t want them to
catch it” (P002). Equally, patients worried about their own
health declining and putting the burden and health risk on
others. For instance, a patient explained: “My wife is sick
too, she was coughing. I usually care for her, now I can’t
and she needs to care for me. I care about her if she has to
care for me” (P006).

Subtheme 2: Sources of Exposure

Several patients were unsure about their exposure to
COVID-19, although they reported being in crowded places
where social distancing was challenging.

Well, you know, the closeness around folks. I don’t know how I
got it. I had to be around people. I came to the hospital a couple
of times for doctor appointments, so I guess you have to watch
what you’re doing. (P005)

On the first thought, one patient recalled contact with
church members who had COVID-19.

A lot of people that I go to church with got sick with this virus. I
was at a church event with about 250 people. So, it turns out a lot
of people that was at that event are sick right now. A few of
them tested positive, quite a few. (P013)
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Conversely, some were not assured safe working condi-
tions and cited protocols and lack of social distancing as
contributing factors for acquiring COVID-19.

Subtheme 3: Dealing With the Health Care System

Most patients were happy with the care provided and
expressed a feeling of appreciation for the clinical team. “I
had a nurse initially when I was transported to a room
upstairs. I can’t remember her name, she is very nice. And
the care hasn’t dropped off since” (P001). As patient symp-
toms evolved, the need for effective communication with
health care providers to improve quality of care was eminent.
Some patients conveyed they were well-informed about their
care, which helped them manage their fear. “They’ve all kept
me in the loop . . . monitoring my blood pressure, heart rate,
temperature, oxygen and everything. I think so far it’s been
great” (P002). Another patient described how communicat-
ing with the health care providers kept him composed: “The
doctors keep me calm. They talk to me about the corona,
they tell me about my illness and what I need to do to not
spread it. And the nurse tells me about my medication and
stuff” (P004).

Access to COVID-19 testing was described as efficient by
many. “It was very quick and simple,” one patient expressed.
In contrast, two patients were dissatisfied. For example, a
patient reported: “When I came to the hospital first, I started
feeling symptoms, my back started aching. I started cough-
ing. And they turned me back. But then the second time I
came, they admitted me” (P004). Some patients expressed
frustration with hospital overcrowding:

I felt a little overlooked. And I knew that the ER was busy but I
was in a lot of pain and I felt like with my gasping I wasn’t
prioritized. And since my family couldn’t come, I didn’t have
anybody who could advocate for me since I wasn’t able to
advocate for myself. I ended up texting my mom to call because
they just left me in a room for a while. I was probably in the ER
for 5 hours before they decided to admit me but once I got
upstairs and was admitted, it was better. (P007)

Discussion

This study provides new information about the black
patient’s experiences with COVID-19. Fear of dying from
COVID-19 was mainly influenced by age and chronic
comorbidities. Consistent with previous literature (18), we
found that patients reported high levels of uncertainty. Lev-
els of uncertainty were increased possibly due to the unpre-
dictability and widespread rumors associated the disease.
Overall, patients raised questions about their prognosis and
the lethality of COVID-19, suggesting education surround-
ing the course of COVID-19 is needed.

Although not our original intent, our sample included
solely black patients, within a hospital that sees patients from
all demographics. Further, no questions were asked about

race; nonetheless, race emerged prominently in the data.
Nationally, blacks make up 13% of the US population and
33% of COVID-19 cases compared to Hispanics, which
makes up 19% of the US population and 8% of COVID-19
cases, and Asians that represent 6% of the US population and
5% of COVID-19 cases. A higher burden of comorbidities is
associated with COVID-19, including hypertension, obesity,
lung disease, diabetes mellitus, kidney disease, and cardio-
vascular disease (6,19). Of note, two-thirds of our sample
presented with at least 3 chronic comorbidities. Factors
unique to black persons including economic and social deter-
minants of health have not been addressed adequately to
advance health equity, including related to COVID-19 (20).

Our findings also highlighted the role spirituality played
in black patients’ coping with their diagnosis. Consistent
with emerging data, outbreaks are associated with increased
psychological stress (21). Most patients reported high anxi-
ety. Patients reported that the disease proliferated uncer-
tainty about the future, which was alleviated by religious
beliefs and practices. Most identified ongoing spiritual sup-
port as a way of coping with physical symptoms, thus having
a positive outlook. Religious coping including looking to
God for help in stressful times has high importance within
the black community (22). No patient reported receiving
spiritual support from the health care team. Spiritual care
involves serving the whole patient and is a part of cultural
competence. Although health care providers have attempted
to balance their care by incorporating spirituality into clin-
ical practice, it has been challenging, possibly because spiri-
tuality is not a part of formal clinical training. Hence, health
care providers may feel incompetent to initiate those discus-
sions (23). Our results support the relevance of developing
methods to integrate cultural religious competence into clin-
ical care to improve patients’ psychological well-being.

Historically, congregational cohesiveness is important to
the black community. However, during the pandemic, places
of large gatherings including churches were abruptly closed
(24). Some patients encountered struggles with church clo-
sures because their congregation provided food, socializa-
tion, and assistance with activities of daily living. Leaders of
churches in the black community extend themselves beyond
the walls of the church to engage with vulnerable congrega-
tion members. Therefore, there exists the potential for health
care and public health organizations to partner with faith-
based establishments to identify strategies for disease
prevention.

We identified broader social determinants of health that
may influence COVID-19 transmission among black per-
sons. This included living in homes with multiple individuals
and working in densely populated cities where social distan-
cing is challenging. Many patients in this study reported
having low-paying jobs without paid time off and several
were retired with limited income. Further, several patients
lacked health insurance. Being able to effectively manage
chronic underlying comorbidities that are common in this
group is fundamental to lowering adverse outcomes from
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COVID-19. Data demonstrate that black individuals are
excessively more likely to be infected and die from
COVID-19 (25). However, recommendations to reduce
infection rates for COVID-19 such as “stay-at-home” orders
may present challenges for black persons, given higher lev-
els of socially disadvantage and reliance on work outside the
home to supply their day-to-day income among this
population.

Our study has limitations. First, non-English speakers
were excluded because the PI is English speaking and trans-
lators were not readily available in the midst of the COVID-
19 crisis. This limits generalizability of our findings and
potentially contributes to the lack of representation among
non-English speakers in scientific research. Non-English
speakers account for a large proportion of those affected
with COVID-19, and language barriers likely put them at
higher risks for higher prevalence rates and worsened health
outcomes (26). Therefore, additional research focusing on
this population is necessary as a first step to reduce health
disparities. Second, the interview guide was not adjusted to
reflect a dialogue around race as this would likely skew our
results. Race remains an important social factor in under-
standing health disparities and should be explored in future
studies. Third, the study was conducted in an urban tertiary
academic medical center and may not represent the patients’
experiences of being diagnosed with COVID-19 in other
health care settings. Nonetheless, this is the first study exam-
ining the lived experience of being diagnosed with COVID-
19 among hospitalized black patients. By sharing these
unique patient experiences, our study could inform a more
contextual approach to future clinical practice.

Conclusion

Our findings suggest that having an understanding of the
patients’ lived experience with COVID-19, their susceptibil-
ities, and their related environment could guide improved
clinical care. Our results highlight implications for future
planning efforts for COVID-19 and similar outbreaks within
and outside the hospital setting. First, health care organiza-
tions could leverage technology to promote health literacy
and share updated information about the pandemic to alle-
viate panic among patients. Second, because of the health
disparities within the black community with a high level of
comorbid conditions, enabling cultural appropriate programs
focusing on modifiable risk factors such as obesity and
hypertension could be beneficial. Third, considering the sig-
nificance of spirituality on the patients’ psychological well-
being, there is an opportunity for health care organizations to
partner with community faith-based leaders to support inte-
grating spiritual care into clinical practice. Lastly, socioeco-
nomic gaps including financial struggles, crowded housing,
and clustered work spaces increase the risks for COVID-19
exposure. Therefore, public health mitigation strategies that
tailor to socioeconomic needs are urgently wanted in under-
served communities.
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