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Abstract

Background

In Uganda, approximately 170,000 confirmed COVID-19 cases and 3,630 deaths have
been reported as of January 2023. At the start of the second COVID-19 wave, the Ugandan
health system was overwhelmed with a sudden increase in the number of COVID-19
patients who needed care, and the Ministry of Health resorted to home-based isolation and
care for patients with mild to moderate disease. Before its rollout, the COVID-19 home-
based care strategy had neither been piloted nor tested in Uganda.

Objective

To explore the experiences of COVID-19 patients managed at home in Uganda.

Methods

This was a qualitative study that was conducted to explore the lived experiences of COVID-
19 patients managed at home. The study was carried out among patients who presented to
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three hospitals that were designated for treating COVID-19 patients in Uganda. COVID-19
patients diagnosed at these hospitals and managed at home were followed up and con-
tacted for in-depth telephone interviews. The data were analysed using thematic content
analysis with the aid of NVIVO 12.0.0 (QRS International, Cambridge, MA).

Results

Participants experienced feelings of fear and anxiety: fear of death, fear of losing jobs, fear
of infecting loved ones and fear of adverse events such as loss of libido. Participants also
reported feelings of loneliness, hopelessness and depression on top of the debilitating and
sometimes worsening symptoms. In addition to conventional medicines, participants took
various kinds of home remedies and herbal concoctions to alleviate their symptoms. Fur-
thermore, COVID-19 care resulted in a high economic burden, which persisted after the
COVID-19 iliness. Stigma was a major theme reported by participants. Participants recom-
mended that COVID-19 care should include counselling before testing and during and after
the illness to combat the fear and stigma associated with the diagnosis. Another recommen-
dation was that health workers should carry out home visits to patients undergoing home-
based care and that COVID-19 treatment should be free of charge.

Conclusion

COVID-19 home-based care was associated with fear, anxiety, loneliness, depression, eco-
nomic loss and stigma. Policymakers should consider various home-based follow-up strate-
gies and strengthen counselling of COVID-19 patients at all stages of care.

Introduction

COVID-19 has so far resulted in over 690 million confirmed cases and more than 6.9 million
deaths globally as of November 2023 [1]. In Uganda, approximately 170,000 confirmed
COVID-19 cases and 3,630 deaths have been reported as of November 2023 [1]. The first case
of COVID-19 in Uganda was detected on 21* March 2020 [2]. In November 2020, Uganda
experienced an increase in the number of critically ill patients (first COVID-19 wave (Novem-
ber to December 2020)). This coincided with the emergence of the delta variant in South
Africa. During this period, the Ministry of Health updated the public through media on the
prevailing COVID-19 situation, but there was a lot of skepticism. Between April and June
2021, there was a resurgence of COVID-19 cases (second COVID-19 wave). Given the number
of deaths in the community, the second wave was treated with greater concern and less skepti-
cism compared to the first wave. Community COVID-19 task forces were also revived.

Unlike the first wave, health facilities were overwhelmed by a sudden increase in the num-
ber of COVID-19 patients who needed care. To ease the burden on the health facilities, Ugan-
da’s Ministry of Health resorted to home-based isolation and care for patients with mild to
moderate disease [3]. This was in contrast to the protocols in the first wave that mandated
health facility treatment and isolation for all COVID-19 patients [4]. During home-based isola-
tion, patients were required to stay in separate rooms from other family members and follow
infection and prevention control guidelines [3]. They also had to agree to be monitored by
health workers for two weeks and to be admitted to the hospital in case their symptoms wors-
ened. In addition, patients were provided with a daily symptom monitoring tool, a USSD code
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by the Ministry of Health (*260#), for reporting and were to be followed up by health workers
either in person or over the phone [3]. However, there is reason to believe that many of the
assumptions about home-based care were not supported by evidence. No formal assessment
has been conducted to determine the success of a home-based isolation and care strategy in
Uganda.

Many homesteads in low-income settings cannot afford the isolation of COVID-19 patients
due to space limitations. In addition, the referral and follow-up systems are still poorly devel-
oped to deal with COVID-19 emergencies [5]. Furthermore, it is not yet known whether ade-
quate follow-up of patients managed at home with COVID-19 was done. We have not yet
come across any published qualitative literature on the experiences of COVID-19 patients who
have undergone home-based care in a similar setting. Studies conducted elsewhere have found
that patients managed at home experience anger, guilt, shame, anxiety, stigma and ambiguity
during their disease [6-8]. Stigma has been documented in relation to COVID-19, with fear of
infection, misinformation, economic consequences of the disease, lack of awareness, and
socially constructed stereotypes as common drivers [9]. However, the experience of stigma
and how patients with COVID-19 cope (respond) have not been studied in the context of
home-based care settings. Exploring and understanding the experiences of patients with
COVID-19 managed at home will generate contextual information on how to deal with future
outbreaks [10]. The use of patients’ experiences is in line with the world health organisation’s
recommendation to incorporate patient voices in policy-making [11]. One of the key weak-
nesses of existing COVID-19 policies is the absence of patients’ voices [12].

Against this background, we aimed to explore the experiences of COVID-19 patients man-
aged at home in Uganda. We borrowed Erving Goffman’s theory of stigma to interpret our
findings. Erving describes stigma as the ’situation of an individual who is disqualified from full
social acceptance’. Goffman posits that stigma is created when an individual acquires an iden-
tity that a given society views as unacceptable (spoiled identity) [13]. As such, stigma occurs as
a discrepancy between how a person is characterised by society and the attributes possessed by
a person [13]. Scambler categorised stigma into felt stigma and enacted stigma [14]. Felt stigma
(internal stigma or self-stigmatisation) refers to the shame and expectation of discrimination
that prevents people from talking about their experiences and stops them from seeking help.
Enacted stigma (external stigma, discrimination) refers to the experience of unfair treatment
by others [14]. The theory of stigma has been widely used to understand the experience of
stigma with other pandemics, including HIV [15-18] and, more recently, Ebola [19, 20]. Our
choice of the stigma theory was further premised on COVID-19 being a relatively new disease,
with many unknowns and uncertainties which could give rise to a fear that can, in turn, fuel
stigmatisation [21]. We will argue that a COVID-19 label created a spoiled identity for patients
in the community, as community members viewed COVID-19 patients as a potential source of
disease and suffering in their communities.

Materials and methods
Study design

We conducted a qualitative study to explore the lived experiences of COVID-19 patients man-
aged at home in Uganda.

Study setting

The study was carried out among patients who reported to three hospitals that had been
selected as treatment sites for COVID-19 patients in Uganda. One public hospital (Jinja
Regional Referral Hospital) and two faith-based hospitals (Mengo Hospital and Nkozi
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Hospital). Mengo Hospital is classified as a Private Not for Profit (PNFP) hospital within the
Ugandan healthcare system. It is one of the oldest hospitals in the country, having been estab-
lished by missionaries in 1897 and is still a missionary hospital. Mengo has a bed capacity of
over 300. The COVID-19 treatment unit (CTU) at Mengo Hospital is a 48-bed unit accredited
by the Ministry of Health (MOH) to provide treatment for moderate and severe cases of
COVID-19. The hospital started as a holding centre for COVID-19 patients in August 2020;
however, active treatment of COVID-19 patients started in January 2021. The treatment of
COVID-19is at a fee.

Nkozi Hospital is also a missionary-founded PNFP hospital under the mandate of the Kam-
pala Archdiocese. It operates for a period of 24 hours daily while offering curative, preventive,
promotive and referral services both at the static and in outreaches. It has both inpatient and
outpatient services. It has a 100-bed capacity. Treatment of COVID-19 is free of charge.

Jinja Regional Referral Hospital is located in Jinja City, approximately 84km East of the cap-
ital city, Kampala, Eastern Uganda. It has a bed capacity of 600 and serves as a referral hospital
for ten districts. Treatment of COVID-19 is free of charge.

Study population

COVID-19 patients managed at home from the three selected hospitals mentioned in the
study setting were followed up using telephone interviews. We included patients who had
tested positive for SARS-COV-2 but were not admitted to the hospitals but rather referred for
home care. We excluded participants who were too sick to hold a telephone interview. Twenty
participants were purposively selected to explore their experiences while being managed at
home.

Participant selection

Participants who had undergone home-based care were selected as follows: 7 participants from
Jinja Regional Referral Hospital, 7 participants from Nkozi Hospital and 6 participants from
Mengo Hospital. A list of all patients that had been registered at the COVID-19 treatment
units in the three hospitals was obtained from the head of the unit. The unit head assisted the
research assistant in identifying participants to contact for the study. The characteristics of
these participants are presented in Table 1 below. Participants were recruited until the point of
saturation when no new themes emerged. Participants were recruited until the point of satura-
tion when no new themes emerged.

Data collection

During an initial in-depth interview, participants were informed of the purpose and procedure
of this study, and after expressing willingness to participate, verbal consent was obtained, and
an appropriate time scheduled for the interview was agreed upon. The interviews followed a
semi-structured interview guide (included in S1 File) and were approximately 30 minutes
long. Authors D.M and V.M, who are experienced in conducting qualitative interviews, and
fluent in the local languages, conducted the interviews. Each interview was guided by a stan-
dardised procedure (introduction, interview, and end). First, participants were asked questions
about their age, sex, marital status, educational level, religion, occupation and COVID-19 vac-
cination status. Participants were then invited freely to express their feelings and experiences.
The order of the questions asked was flexible and adjusted according to the specific situation
during the interview. With the permission of the patients, all the telephone-based interviews
were audio recorded on the mobile phone and transcribed verbatim by the interviewer. The
interviewer used a smartphone with the capability to record these interview sessions. The
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Table 1. Characteristics of patients that had undergone home-based care.

Characteristic Frequency Percentage
Study centre

Mengo Hospital 6 30.0
Nkozi Hospital 7 35.0
Jinja Regional Referral Hospital 7 35.0
Sex

Male 9 45.0
Female 11 55.0
Age (years): 34.5 (IQR = 16)

Religion

Christian 17 85.0
Muslim 3 15.0
Marital status

Married 14 70.0
Single 6 30.0
Education level

None 4 20.0
Primary 3 15.0
Secondary+ 13 65.0
Vaccination status

None 6 30.0
Only first dose 4 20.0
First and Second dose 10 50.0

https://doi.org/10.1371/journal.pone.0295113.t001

interview guides were used flexibly and modified according to the preliminary findings and as
the need arose in the course of the study.

Data analysis

The data were analysed using thematic content analysis. The first step was to read the tran-
scripts repetitively to become immersed in the data, familiar with them and gain a full under-
standing of the interview data. The second step was to identify meaningful statements from
phrases and sentences to generate the initial codes. Through this step, all actual data extracts
were coded. Next, these meanings and initial codes were then extracted and placed into a table
format to collate each code by analysing their relevance of them. Once the data had been suffi-
ciently coded, the third step was to identify potential themes and sub-themes by combining all
the relevant codes and data extracts into categories. The fourth step was to review and modify
themes by comparing the external heterogeneity between themes and internal homogeneity
within the themes, including the level of coded data extracts and the entire data as a whole.
The final step was to prepare the report by selecting vivid examples (Table 2). The quote exam-
ples were reported in participants’ own words without any change to ensure precision. We
used Nvivo 12.0.0 (QRS International, Cambridge, MA) to organise the analysis process.

Ethical considerations

Ethical approval to conduct the study was obtained from the Mengo Hospital Research and
Ethics Committee, approval number MHREC-47/07-2021 and the Uganda National Council
for Science and Technology (UNCST) with reference number HS2090ES. We also sought
administrative clearance from the three hospitals that took part in the study. An initial in-
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Table 2. Examples of meaning units, codes, categories and themes from thematic content analysis of interviews about experiences during COVID-19 home-based
care.

Meaning unit/quote Code Category Theme
I even felt like committing suicide because I had pain, {R16} Depression Personal experiences as COVID-19 | Experiences of COVID-19
My children and I have a very special attachment, and I felt sad that it Fear patients patients managed at home.
was going to be broken soon by death. {R16}

The thing that actually freaked me out most was I thought everyone was

going to segregate me and that everyone would run away from me {R15}

Automatically, they were in fear that I would infect other people at home

or others if they visited {R5}

My biggest fear was the disease becoming severe {R11}

I thought that I would lose my job. I was going to be off work for two

weeks {R14}

I feared and thought she would miscarriage {R12}

We would try everything as long as you’ve been advised or heard that Desperation

others are using them. {R10)

I won't lie to you; I made my will because I knew I was gone. {R16} Hopelessness

You can imagine the frustration. I have no child, no boyfriend no one Loneliness

living with me to comfort me. It was just me {R3}

I would boil herbs, orange leaves, mango leaves and anything else I would | Complementary

imagine, like ginger and give them to steam. (R18) medicine

I think they should have prepared people before getting results. (R20) Counselling, home | Recommendations

Maybe the health workers should have visited to know how visits

we are fairing, but they did not even call. (R18)

I had this friend who would visit and drop something at the door and run | Stigma Experiences related to interaction

away, then she would call or text to inform me {R3} with family/communities

https://doi.org/10.1371/journal.pone.0295113.t002

depth interview was conducted where participants were informed of the purpose, procedure,
and voluntary nature of the study. Verbal consent was obtained from all participants to partici-
pate in the research and for the interview to be audio recorded. We ensured confidentiality by
removing identifiable information from the transcripts and using serial numbers instead of
names, e.g. (Nkozil, Nkozi2, Nkozi3). All recorded conversations were deleted from the
smartphone after transferring them to a password-protected computer.

Results
Participant characteristics

A total of twenty participants were recruited; six were from Mengo hospital records, seven
were from Nkozi hospital records, and seven were from Jinja regional referral hospital records.
Participants’ ages ranged from 18 to 52 years. Overall, 60% of the participants were females,
85% were Christians, 70% were married, and 55% had attained a tertiary level of education
(Table 1).

Experiences of COVID-19 patients managed at home in Uganda

Our findings are organised into four main sections: personal experiences as COVID-19
patients, experiences related to interaction with family/communities, coping mechanisms, and
recommendations. Table 2 summarises the process of coding, categorisation and generation of
themes from patient quotes during the interviews.

Personal experiences as COVID-19 patients under home care/isolation. "I wrote my
will because I knew I was going to die": Fear, Anxiety, and Hopelessness. Participants reported
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feelings of fear. The fear was primarily a result of the false belief in their communities that all
COVID-19 patients died as one participant told us: "With all the stories that were going on
about COVID-19, who wouldn’t fear?" (Nkozi 1, a 43-year-old, Male). Another Participant
mentioned: "I thought I was going to die. I knew that everyone that was testing positive for
COVID-19 wasn’t surviving” (Nkozi 7, 23-year-old, Female). Another participant mentioned: I
will not lie to you; I made my will because I knew I was gone. I even called my friend William
and confessed that I was not surviving this because I was in too much pain, stressed and wasn’t
getting any better (Mengo 2, 32 years, Male). Since COVID-19 was of sudden onset, many of
the participants were not prepared for this existential feeling and did not know how to cope
with it. A 30-year-old female participant mentioned: "I knew I was gone, I was trembling, I
broke down, I was uncontrollably crying. At the time, once one tested for COVID-19, all that peo-
ple would think about was death. The moment you tested positive for COVID-19, the next thing
is death. . . Imagine dying with no child. It was so stressful. I would imagine people mourning. I
had given up, especially when I had difficulty breathing” (Jinja 3, 30 years, Female). Caregivers
and relatives compounded the feeling of fear felt by the participants: "My children almost
fainted, they were uncontrollably crying, my mother was so scared because I am the breadwinner
both at home and my family" (Jinja 2, 48 years, Female). Furthermore, there was the fear of
infecting loved ones: "I thought they would infect the rest of the family members. That was scary
but somehow, God protected us."” In addition, participants feared the loss of jobs: I also thought
that I would lose my job because I was going to be off work for two weeks (Nkozi 7, 23 years,
Female) ". Participants also feared side effects associated with COVID-19, such as the loss of
libido. The fear and anxiety resulted in a state of desperation, and many of the participants
resorted to herbal medications: "I would do anything I would hear of people testifying about or
whatever I thought would help like I had heard that it doesn’t like heat so that is why I was
steaming (Jinja 2, 48 years, Female).”

"I wanted to kill myself". Loneliness, hopelessness and depression. Participants reported feel-
ings of loneliness, hopelessness and depression. The loneliness was primarily a result of the iso-
lation measures imposed on those who had tested COVID-19 positive to prevent them from
infecting others. One participant told us: "Having been isolated in my house, sometimes I would
want to interact with my children and husband, but there was no way” (Jinja 2, 48 years,
Female). Another told us: "You can imagine the frustration; I have no child, no boyfriend, no
one living with me to comfort me, it was just me” (Jinja 3, 30 years, Female). Because of space
limitations, many were confined in one place: "I would also be bored and get tired of being in
one place” (Nkozi 2, 35 years, Male). There was also a feeling of hopelessness, depression and
some even considered the option of suicide; one participant mentioned to us: I think I had lost
my senses because I was taking sick decisions, and I even felt like committing suicide because I
had pain, was spending too much money and our government was getting money for its own
things, yet we were paying so much in private hospitals that were helping (Mengo 2, 32 years,
Male). Another participant mentioned: there is a way I used to feel that I just cannot explain.
You hate yourself; you feel tired of everything around you and also have no appetite (Nkozi 1, 43
years, Male). Some abandoned medication and therapies because of this feeling: And then for
me, after coming back from the hospital in Gayaza, I never steamed because I was tired of life. I
was disgusted with life, and even when I would hear anyone laughing, I would feel bad. Insensi-
tive questioning from friends and family exacerbated the feelings: people would question me in
weird ways, and at a point, I would never feel like talking to anybody. I was disgusted with every-
one. I just wanted to be alone because every time I moved out, people were acting horribly
towards me (Jinja 3, 30 years, Female). Furthermore, the feeling of loneliness and abandon-
ment also made the depressive symptoms worse: It was so challenging I felt like everyone had
abandoned me.
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"The flu wasn’t getting any better. It was tough™: Worsening symptoms of COVID-19. Partici-
pants reported suffering from various symptoms such as cough, difficulty in breathing, loss of
appetite, and weakness which often worsened during home care: On the fourth day, I asked my
husband, "How come you’re not getting any better? The cough is just increasing” I also told him
that I was also feeling feverish, but I didn’t have a cough. He took it lightly (Mengo 3, 23 years,
Female).

Some participants reported that some symptoms are still present to this day: my head pains
terribly some evenings, that I develop a cold. I feel pain when I sit for long or stand, and I never
had such issues before I was diagnosed with COVID-19 (Mengo 2, 32 years, Male). Another par-
ticipant mentioned: I still feel pain in my chest, and I don’t know why or maybe the effects of the
issue I developed with my lungs. I also sweat in my feet and hands. I never had that issue, but I
am planning to go to the hospital to find out what could have caused it (Mengo 2, 32 years,
Male).

Many participants stated that the symptoms they experienced were the worst feelings they
had ever had: COVID-19 is a serious disease. I can’t even wish it on my worst enemy (Nkozi 5,
23 years, Female).

Use of complementary medicines. Participants often complemented prescribed medicines
with various herbs that were mostly inhaled during steaming: "I would do anything I would
hear of people testifying about or whatever I thought would help like I had heard that it doesn’t
like heat, so that is why I was steaming (Jinja 2, 48 years, Female)". Examples of substances used
for steaming included benign and probably harmless substances such as lemon, ginger, and
mango leaves but also possibly harmful herbs such as marijuana. These could sometimes help
relieve some of the signs and symptoms of COVID-19. These substances were often supplied
by caregivers, as an 18-year-old female told us: "At a point, I would be breathing badly like I
want to suffocate, and every time it happened, I would call mom, and she would bring me water
with herbs for steaming then it would reduce.” (Mengo 1, 18 years, Female). Some participants
ascribed their improvement to complementary medicines: "At first, I was taking only the pre-
scribed treatment, but I wasn’t getting well, but when I started taking the warm water with ginger
and lemon, I started feeling better even after steaming. I decided to take everything I was being
advised to take" (Jinja 6, 26 years, Female). Another participant told us: "I was using juice made
out of marijuana, lemon, ginger and other herbs I don’t know (Nkozi 6, 38 years, Male)". One
reason participants took the complementary medicine was because of anxiety and desperation:
Iwould do anything I would hear of people testifying about or whatever I thought would help like
I had heard that it doesn’t like heat, so that is why I was steaming (Jinja 2, 48 years, Female).

Another reason that patients resorted to complementary medicine was that their symptoms
were not abating with the conventional remedies.

"How can I afford a balanced diet and yet I can’t afford the drugs?". Economic burden associ-
ated with COVID-19 care. Participants felt burdened by the cost of COVID-19 care. Many of
the treatments prescribed were not provided by the government and patients bought them
from private pharmacies. One participant noted that:

"I sold my car because I was spending so much and I had no money to continue treatment yet;
I also had to take care of my family bills. It was tough for me (Mengo 2, 32 years, Male).” Some
participants opted for home-based care due to the high cost of COVID-19 care in hospitals as
one participant mentioned: "I wouldn’t stay in hospital because there was no money, so I asked
if I could isolate myself from the rest of the family members from home (Nkozi 2, 35 years,
Male)". The economic burden was compounded by the fact that many workers had lost their
jobs: And during that time, we were not working because, for me, I work in a training institute
and at the time, schools were closed, and we didn’t have money yet were spending a lot of money,
buying sanitisers, masks and treatment. . .. the health workers would tell us to eat well, but how
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can I afford a balanced diet and yet I can’t afford the drugs? (Jinja 2, 48 years, Female). Some
participants almost failed to foot their bills: I was so scared, like you are when you don’t have
money. Indeed, they asked me for the money that I didn’t have. I informed my sisters and broth-
ers, and they contributed money, and I cleared the bill (Nkozi 5, 23 years, Female).

The economic burden persisted even after the illness, as many were left in debt:

We got loans to cope with the financial status because little money was coming in, and up
to now, we're still affected because we have to pay the loans (Mengo 5, 40 years, Female)

Experiences related to interaction with family/communities. "My friend would drop
food at the door and run away": Stigma associated with COVID-19. COVID-19 patients experi-
enced various forms of stigma. Participants were avoided majorly because of the fear of con-
tracting the disease. One of the participants mentioned: "When I reached home, people were
running away from me. They feared me. They didn’t want to talk to me because they thought I
was going to infect them with COVID-19" (Nkozi 7, 23 years, Female). Participants also reported
rejection from friends: "Even my friends didn’t want to come near me, they would say, "You
have COVID-19", and they would only talk to me on phone. You would want to talk to people,
but they wouldn’t accept because you have COVID-19" (Jinja 2, 48 years, Female). In addition,
participants also experienced stigma by people in the community: "Meanwhile, it was worse
with the community. Hoooh! In my area, when they heard that I had tested positive for COVID-
19, they would advise other people not to come to my home, "don’t go to his home, they have
COVID-19"if any dared to come, they wouldn’t want that person to associate with them because
they would assume that I have infected the person and they would die. Sometimes I would move
out of the house, and if someone passed by my home and I greeted them, they would quickly pass
like theyve not seen me. It was so bad. People would run away saying, "he has Covid, he has
Covid". I only decided to stay home. My wife would go buy things if we needed any, but if it was
me, people wouldn’t touch my money. They would run saying that I would infect them, and they
die.” (Nkozi 5, 23 years, Male). An 18-year-old female participant also stated: "We were going to
the shop and someone shouted from our neighbourhood that, "abakovidi babo" meaning that we
are the COVID-19 patients and everyone looked at us.” (Mengo 1, 18 years, Female).

The stigma also had economic consequences: I had two in-laws that lived with us at my
home. They used to commute from my home to work in the market. They were chased from the
market, and they were asked to provide negative results before they could go on with their work.
These are women who couldn’t even afford the test (Nkozi 6, 38 years, Male).

Participants also felt stigmatised while seeking care at the hospital. One participant stated
that: "Let me tell you something that got hair off my head, something that scared me most. When
I had just entered the hospital, I coughed. You know it can be hard not to cough when you have
cough, and some female health worker rudely sent me out,” Go, go out” (Mengo 3, 23 years,
Female). Another participant stated that: "Doctors would come periodically and briefly then
leave. You would need to talk to the doctor, but even the doctors were scared to get in contact
with us” (Jinja 7, 52 years, Male).

Coping mechanisms. Participants relied on specific behaviours and strategies that would
make them feel more relaxed and cope with the disease.

"T even had to give my life to Christ because it was too much". Recourse to GOD. Some partici-
pants tried to cope with the disease by praying, reading the bible, fasting and being thankful
for God’s blessings. One participant said: "I even had to give my life to Christ because it was too
much. I used to pray; if possible, I would fast also. All I wanted was my family to be fine” (Mengo
3, 23 years, Female). Another participant mentioned that: "when we got COVID-19, I was only
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praying to God. I prayed for his protection because I thought we were going to die. When I spoke
to God and read the bible, I would find comfort in God’s word, and I knew we would be healed”
(Mengo 5, 40 years, Female).

Engaging in fun activities and entertainment. To cope with the anxiety caused by COVID-
19 and staying at home in isolation, participants engaged in fun and entertaining activities
such as indoor exercises, jogging and walking around, dancing and listening to music, and
communicating virtually through social media and weeding. These would help them reduce
feelings of loneliness and anxiety. A participant told us:

"T was doing some indoor exercises like skipping from my house. I would also dance and some-
times walk around” (Jinja 6, 26 years, Female). Another participant told us:

"I had a phone so I could play music and dance, mom never refused me to dance, so that kept
me busy. I would play games on my phone, chatting with my friends" (Mengo 1, 18 years,
Female).

Another participant told us:

"I was doing press-ups, jumping on a rope, I would also run very early in the morning before
people would wake up to stress me. I would also feel better being on social media” (Nkozi 7, 23
years, Female).

Economically, participants coped by taking loans, borrowing from family members and
sometimes workmates: we got loans to cope with the financial status because little money was
coming in and up to now, we're still affected because we have to pay the loans (Mengo 5, 40
years, Female).

Participant’s recommendations to improve home care. Suggestions to improve
COVID-19 care voiced by the participants included: counselling before and after testing, pro-
vision of free medical care, including at private facilities, and follow-up by health workers.

The need for counselling before and after testing for COVID-19 and during the treatment
and recovery period was one of the strategies mentioned by participants:

"They should have first prepared us before testing us or before giving us results, but they were
just giving us results without any preparations. You see, before one tests for HIV/AIDS, they’re
counselled, and they’re prepared for anything. It was a bit traumatising to be given the positive
results before being prepared"” (Jinja 6, 26 years, Female).

Another participant noted that counselling should not only be done during the illness but
even after recovery since many people remain psychologically scared: "I think they should orga-
nise counselling sessions for people who had COVID-19 because people are traumatised” (Jinja 2,
48 years, Female).

Another recommendation was the provision of COVID-19 care, services, treatment and
drugs at no cost: "I think drugs should have been provided free of charge because I can imagine
how many people couldn’t afford the drugs” (Jinja 5, 41 years, Male). Another participant men-
tioned: "Most people died because they couldn’t afford the drugs. In case another pandemic
comes, the government should prepare and give those affected free treatment to reduce on the
high death rates” (Jinja 2, 48 years, Female).

There was also a concern about the lack of adequate preparation for home-based care by
the health services and the need to provide free logistical services such as free transportation
back home for infected persons without private means: "Maybe giving us treatment for free
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other than asking to buy and providing transport like an ambulance to the patients who test posi-
tive because we were mixing with other people in private means yet you have to go home, how
did you expect us to travel?” (Jinja 1, 42 years, Male).

Some participants suggested that follow-up visits by health workers would help improve
COVID-19 management at home: "Maybe they should have visited to know how we’re fairing,
but they did not even call” (Mengo 4, 41 years, Female). Another participant suggested that:
"Maybe the doctors should have checked on us because people didn’t like us in the village. Maybe
the doctors would tell them that we’re now fine and we won’t infect them at all (laughs)” (Nkozi
5, 23 years, Male).

Discussion

Our study described the experiences of COVID-19 patients managed at home in Uganda. The
findings are summarised into four content areas: personal experiences as COVID-19 patients,
experiences related to interaction with family/communities, coping mechanisms, and
recommendations.

Experiences related to the individuals

COVID-19 patients managed at home experienced fear. Primarily, they feared death. This
could be attributed to their perception that all COVID-19 patients died, the lack of an effective
drug to treat COVID-19 at the time and the mass media reports of increasing COVID-19
deaths. In line with our findings, the fear and anxiety related to the ambiguity of the disease
amongst COVID-19 patients were also reported in other studies [22-25]. Patients also experi-
enced fear of infecting others, which could be attributed to the high contagion of COVID-19
and the scary disease management process when one contracted it. Caregivers of COVID-19
patients also compounded the fear. Caregivers feared their patients were going to die and their
patients would either infect them or infect other family members. Our findings are consistent
with the results of a study conducted among family caregivers of COVID-19 patients in Iran
[26]. Participants also feared the side effects of COVID-19 disease, for example, loss of libido,
and this could be attributed to the information given to them by other patients who suffered
from these side effects or mass media misinformation.

Our study showed that patients managed at home experienced depression and loneliness as
a result of the isolation measures imposed on COVID-19-positive patients to prevent infecting
others. A study by Brooks suggests that isolation leads to negative emotional states such as irri-
tability, insomnia, decreased concentration, anxiety and depression [27]. Depression among
these patients could be attributed to the disease agony that they faced and the media reports of
the increasing number of COVID-19 infections and deaths. A qualitative study by Zhong et al.
revealed that excessive use of social media by COVID-19 patients was associated with severe
symptoms of depression [28]. Our findings are consistent with qualitative studies conducted
in Iran and China, where COVID-19 patients experienced fear, anxiety, hopelessness and
depression [22, 23, 29]. Similarly, patients who suffered from other COVID-19-like diseases,
such as Ebola, also reported unfavourable psychological experiences [30].

The participants reported a high economic burden associated with COVID-19 care. The
high direct and indirect treatment costs were a challenge to most COVID-19 patients, and
some opted to seek treatment from home to avoid these costs [31]. Participants had concerns
regarding their jobs, some had lost their jobs, and others were worried about losing their jobs
due to the uncertainty and the mounting economic challenges. A study by Khodabakhshi
explored the economic concerns regarding COVID-19 and found that one of the major con-
cerns was the subsequent financial consequences and problems [32]. In agreement with our
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results, occupational and financial concerns were reported in other studies conducted in Iran
among COVID-19 patients [22, 23, 25].

Experiences relating to their interaction with their families/communities

Patients mentioned social stigma multiple times even after full recovery, an experience that is
more difficult than the physical pain of the disease. The social complications of stigma have a
devastating effect on health; our results suggested that the stigma related to COVID-19
resulted in psychosocial and economic consequences. Other studies have also shown that
stigma can affect COVID-19 patients’ lives socially, personally, and economically [22, 23, 25,
33].

The COVID-19 label on an individual can be seen as one that ’spoiled’ their identity and
resulted in psychosocial and economic problems among COVID-19 patients. The feeling of
fear, anxiety and depression could be explained by the theory of self or internal stigma. The
internalisation of stigma triggered more social withdrawal as a strategy for patients to conceal
their status and escape discrimination or other stigma enactments. Internal stigma could also
have resulted from enacted stigma. Enacted stigma presented as interpersonal discrimination,
labelling, gossiping about, and insulting of the patients. These experiences were prevalent in
homes, hospitals and the community, and they caused anguish in the lives of participants. Sim-
ilar incidents have been reported in prior studies on the experiences of COVID-19 patients
(22,23, 25].

Coping mechanisms

Participants identified strategies to enable them to cope better with the disease. One of the
strategies used by the participants to cope with the disease was spirituality. Participants were
praying more, reading the bible, fasting and being thankful for God’s blessings. This could be
attributed to the religious teachings to people in places of worship that by relying on God, they
could overcome difficult situations. Studies have shown that during times of crisis and natural
disasters, a closer relationship with God can facilitate withstanding the situation [34-36]. A
study by Danhauer et al. found that spiritual-religious adaptation was one of the main ways
used to cope with disease [37].

Participants maintained emotional and social support by communicating virtually using
social media. Studies have shown that the use of social media can help improve the condition
of COVID-19 patients through sharing information [38-40]. As social distancing is one of the
standard operating procedures in the prevention of COVID-19 spread, people resorted to
social media networks to compensate for the lost contact time with family and friends. They
were able to remain in isolation and maintain their connection with the outside world.

Some COVID-19 patients were engaged in fun and entertaining activities. These activities
included indoor exercises such as jogging, walking, dancing, and listening to music, and out-
door ones such as weeding. Doing fun and entertaining activities can be a tool against frustra-
tion and anxiety caused by COVID-19; it improves patients’ mental health and fastens the
process of recovery and return to normal life. This makes the negative aspects of the disease
less vital to them. In our study, another mechanism used by patients with COVID-19 to ease
recovery was the use of complementary medicines. Similar findings were reported by a study
conducted among COVID-19 patients in Iran [41].

Recommendations

Our study showed that there is a need for counselling before and after testing for COVID-19
during the treatment and recovery period. COVID-19 patients experience negative emotions
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during the disease process and after recovery, thus the need for counselling. Our study
revealed the need for the provision of COVID-19 care at a subsidised fee or at no cost. The
high COVID-19 treatment costs were a big financial burden to the people living in a resource-
limited country like Uganda.

Strengths and limitations

This study focuses on a population that is often overlooked in hospital care, and this includes
the outpatients or those patients who receive care while at home. The study was able to get a
rich experience from the patient’s perspective. The major limitation was the study team was
not able to physically interview participants. Telephone interviews may have limited partici-
pants’ expression as they sought to limit the length of the telephone call. At the time of the
study, the ethics regulatory bodies discouraged physical meetings due to the risk of spreading
or contracting COVID-19.

Conclusion

COVID-19 home-based care in Uganda was associated with great fear, anxiety, loneliness,
depression, economic loss and stigma from the community. Policymakers should consider
various home-based follow-up strategies and strengthen counselling of COVID-19 patients at
all stages of care.
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