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Abstract
Stigma and discrimination negatively impact the prevention, treatment, and care of HIV. The COVID-19 pandemic increased 
this complexity and created a cluster of synergistic health contexts, wherein the physiological aspects of HIV and the social 
and environmental conditions increased the vulnerability in health outcomes for youth living with HIV (YPLHIV) in Kam-
pala, Uganda. We used interpretive phenomenological analysis (IPA) and the syndemics framework to understand the lived 
experiences of YPLHIV. From December 2020 to May 2021, six qualitative focus groups were held with 31 youth living with 
HIV to understand the lived experiences of YPLHIV. The guided questions used were audio-recorded, transcribed verbatim, 
and coded for thematic analysis. Findings highlight the complexity of intersecting stigma of HIV and COVID-19 that have 
worsened antiretroviral treatment adherence and mental health issues due to lack of access to critical needs such as fears of 
food insecurity, health-related worries, the fear of perishing due to COVID-19, and human rights concerns related to gender 
and sexual identity. The study recommends addressing human rights–related concerns in addition to health-related concerns 
to comprehensively mitigate the syndemics of HIV and COVID-19 for YPLHIV in Uganda.

Keywords  COVID-19 · Health · Human rights · Interpretative phenomenological analysis (IPA) · Syndemics · Stigma · 
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Background

In 2020, an estimated 38 million people were living with 
human immunodeficiency virus (PLHIV) worldwide, among  
whom 7.3% were children and adolescents between  
the ages of 0 and 19 (UNICEF, 2020). According to the 
2016–2017 Uganda Population-based HIV Impact Assess-
ment Report (UNAIDS, 2017a), Uganda’s HIV infection 
rate declined from 7.3% in 2011 to 6% in 2016 among 
adults aged 15–49. Despite the scale-up efforts in HIV 
treatments in Uganda, the country still has a high preva-
lence rate among the youths (UNAIDS, 2017a); particu-
larly, female youth have been disproportionately impacted 
by the epidemic. For instance, Uganda still lags in mother 
to child transmission elimination rate; two-thirds of  
newly infected Ugandans are adolescent young girls as they 
are four times more likely to get HIV compared to boys of the  
same age group, and only 30% of them utilize HIV testing 
services (UNAIDS, 2017a; UNICEF, 2020). Marginalized 
and vulnerable groups in Uganda also face high rates and 
risks of infection. For instance, in 2016, the prevalence rate 
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of HIV infection among sex workers in Kampala, Uganda’s 
capital city, was 37% (UNAIDS, 2017a; UNICEF, 2020). 
Men who have sex with men (MSM) are recognized as one 
of the high-risk groups for HIV infection. They face stigma 
and discrimination due to the country’s policy that prescribes 
life-long imprisonment and possibly the death penalty based 
on its anti-homosexuality policies (Hladik et al., 2012).

As these troubling statistics exemplify, stigma and 
discrimination are fundamental structural causes of  
population health inequalities, including those related to  
HIV (Andersson et al., 2020; Lowenthal, 2014; Parker, 
2012). Stigma profoundly shapes HIV prevention, care, and 
treatment cascades, especially among vulnerable population  
groups, including women and girls and other gender minorities  
such as men who have sex with men (MSM) and transgender 
populations (Stangl & Sievwright, 2016; UNAIDS, 2007). 
Among PLHIV, the experience of stigma and discrimination 
is debilitating and has a marginalizing effect. Specifically, 
evidence shows that stigma and discrimination are greatly 
responsible for failures in individuals’ and communities’  
access to HIV testing (Parker, 2012; UNAIDS, 2017b),  
treatment uptake (DeCarlo & Ekstrand, 2016; Katz et al., 
2013), and adherence or treatment delays. Worse, PLHIV’s 
experiences of stigma and discrimination not only socially 
marginalize them and serve as barriers to treatment but also 
affect their emotional well-being and constitute a major source 
of depression, anxiety, increased suicidality, and lower quality  
of life (Ashaba et al., 2018; Igumbor et al., 2013). Simply 
put, fighting HIV also requires fighting HIV-related stigma 
in Uganda and globally.

Goffman (1963) defined stigma as the marking and dis-
crediting of an individual or group based on an actual or 
perceived attribute (e.g., health condition, self-image, or 
social rejection), behavior (e.g., disapproval of teen sex), or 
membership in a group (e.g., HIV-positive individuals). HIV 
stigma is prejudice or negative attitudes and abuse directed 
at people living with HIV and AIDS (UNAIDS, 2007). The 
great majority of PLHIV report experiencing discriminatory 
and stigmatizing attitudes towards them (UNAIDS, 2007).  
A host of studies have documented multi-level aspects 
of HIV-related stigma, from internalized and perceived 
stigma to secondary and structural layers of stigma (Bennet 
et al., 2016; Berger et al., 2001; Karamouzian et al., 2017; 
Lekas et al., 2011; Michalopoulos et al., 2019; Stangl et al., 
2019, 2013; Wu et al., 2015). PLHIV can experience these 
in various combinations or intersections of stigma based  
on more than one attribute or behavior, including nega-
tive self-image (internalized shame) and perceived stigma  
(i.e., social rejection) due to HIV.

In Uganda, the stigmatization of or prejudice against 
young people living with HIV (YPLHIV) creates another 
layer of socio-cultural, political, and structural obstacles, 
especially as they attempt to access health, educational, 

and economic needs. These challenges and barriers can be 
overwhelming when an additional disruption is introduced 
in the lives of YPLHIV, such as the recent novel coronavirus 
(SARS-Cov-2 (COVID-19)) pandemic. PLHIV are already 
at high risk of contracting and dying from COVID-19 
infection due to their immunocompromised status (Centers 
for Disease Control, 2022). HIV infection compromises 
the immune system of an individual by destroying the 
immune cells, known as CD4 cells. Discovered in the late 
1970s, CD4 cells are white blood cells that fight infec-
tions in the human body, and when an individual has a low 
CD4 count, such as those with HIV infections, it allows 
opportunistic infections to co-occur, worsening the health 
(WHO, 2020a). Worse, the pandemic has added challenges 
to HIV medication adherence and increased psychological 
stress on this population (Nyoni & Okumu, 2020; Okumu 
et al., 2021). Such challenges exacerbate the disease bur-
den of HIV measured by financial cost, mortality, mor-
bidity, and other indicators that disproportionately affect 
young people living with HIV.

In the early days of COVID-19, the Ugandan government 
enacted country-wide ordinances to mitigate the spread of 
the disease (Oduor, 2021). These restrictions included sus-
pension of public gatherings, closure of schools and non-
essential business, discontinuation of public transporta-
tion, and enforcement of a national curfew that exacerbates 
financial cost, mortality, morbidity, and other indicators that 
disproportionately affect young people living with HIV. For 
instance, access to HIV prevention and treatment services in 
Uganda was impeded considerably, depriving many of their 
vital needs for these resources. The structural deficiencies 
that contribute to poor health outcomes for YPLHIV were 
not factored into the implementation of this policy. For 
example, many families in Uganda were reportedly ration-
ing food by reducing the number of meals in a day and some 
reported receiving government support; at the same time, 
disparities in accessing food assistance were also reported 
(Acayo, 2020). Lack of access to food could have dire con-
sequences for those who are immunocompromised and need 
proper nutrition to keep up with their good health (WHO, 
2020a). Also, LGBTQIA + groups have historically been 
persecuted in Uganda due to sexual orientation and gender 
identity laws; COVID-19 aggravated the situation. Reports 
from the country highlighted widespread discrimination by 
the Ugandan Government against LGBTQIA + communities 
during the pandemic (European Union, 2021). Profiling and 
persecutions can have cascading mental and physical health 
implications for those with HIV.

Given these contexts, this study proposes to understand 
the lived experiences of YPLHIV in Uganda during the 
COVID-19 pandemic, using a qualitative methodology of 
interpretive phenomenological analysis (IPA). The follow-
ing overarching guiding question was used: what are the 
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lived experiences of living with HIV during the COVID-19 
pandemic in Uganda?

Methodology

Epistemology is  the theory of knowledge that informs  
phenomenological approach's method, validity, and 
scope. It is based on the paradigm of postmodernism and 
subjectivity. It emphasizes the importance of participant 
experiences and provides a powerful tool for gaining insights  
into people’s lives. In general, phenomenological approaches 
use qualitative inquiry in exploring participants’ behaviors 
and data collection techniques to focus on understanding 
individuals’ lived experiences (Sutton & Austin, 2015). This  
requires gathering in-depth information and perceptions 
through inductive, qualitative methods such as interviews, 
focus group discussions, participant observations, and 
representations from the participants’ perspectives. IPA 
adds idiographic and hermeneutic processes in constructing 
insightful interpretations of the participants'  lived 
experiences that bring to light the critical issues within the 
context of those experiences (Goldstein, 2017). It assumes  
that the fundamental qualities and context of a phenomenon 
are experienced and interpreted uniquely by individuals. 
It attempts to uncover these lived experiences and 
interpretations using a process of in-depth reflective inquiry 
(Smith, et al., 2009). In doing so, IPA ties in the researcher-
participant knowledge and experiences in bringing light 
to a new phenomenon. It illuminates the experiences of 
research participants within the context of researchers’ prior 
knowledge and conceptions.

Reflections

Reflexivity in IPA requires researchers to be mindful of 
assumptions based on their prior experiences to present 
the participants’ lived experiences. As such, this study uses 
several presumed assumptions that underlie the purpose of 
the study. First, we assumed that YLPHIV are living under 
the cluster of multiple disease contexts, i.e., the syndem-
ics of HIV, COVID-19, and mental stress due to the onset 
of the COVID-19 pandemic led the researchers to this  
inquiry.

Anthropologist Merrill Singer conceptualized the syn-
demics model during the HIV health crisis in Hertford, CT, 
to describe the combined epidemics of substance abuse, vio-
lence, and HIV/AIDS, collectively known as the SAVA syn-
demics, which created a disproportionate burden of disease 
among people of color in the USA (Singer, 2000). Therefore, 
the syndemics framework recognizes the presence of two or 
more disease states that adversely interact, negatively affecting 
the mutual course of each disease trajectory and contributing 

to vulnerability and social inequities. Other researchers such 
as Dyer and colleagues (Dyer et al., 2012) have suggested 
that the lens of syndemic context could be used to address 
the complex nature of stigma YPLHIV face. Thus, syndem-
ics examine the social, economic, environmental, and politi-
cal milieu in which a population is immersed. Prior social, 
behavioral, and medical interventions have substantially 
improved HIV morbidity in Uganda (Stoneburner et  al., 
2004). However, very few interventions account for the syn-
demics’ influence on HIV (Sullivan et al., 2015), especially  
within the context of the COVID-19 pandemic.

Furthermore, because researchers are the primary instru-
ment in qualitative research, the authors must speak to their 
personal and professional experiences to disclose any pos-
sible biases (Patton, 2002). This requires screening for 
researchers’ preconceived notions and potential biases and 
examining the social setting in collecting, analyzing, and 
representing the data and providing transparency is critical 
for interpretations (Rettke et al., 2018; Rolfe, 2006; Smith, 
1996). Accordingly, out of the five researchers conducting 
this study, four were involved in various research associated 
with HIV in the sub-Saharan African countries, including 
Uganda. Three of the researchers are from the East African 
region and two of these researchers are from Uganda. One 
of the researchers has been in a practice setting in Kampala, 
Uganda’s capital city, providing resources and services to the 
participants. The same researcher collected the data using 
focus groups for this study, while others attended the ses-
sions through the password-protected Zoom platform. These 
prior experiences and connections of the four researchers 
may create researcher bias towards the meaning-making of 
the data whereby researchers’ viewpoints may override the 
participants’ experiences (Smith et al., 2009). To avoid such 
researcher bias, our data analysis and write up process were 
triangulated by two other researchers not associated with the 
region, and one of them is new to the area of study. Another 
layer of researcher bias was that all researchers were focused 
on social stigma and health-related outcomes based on the 
social, economic, and political influencers (Love et al., 2020; 
Smith et al., 2009) which could influence the presupposi-
tions surrounding stigma-related issues. Finally, some of the 
participants were receiving their HIV treatment at the data 
collection site and its sister clinic; this may have influenced 
their responses to the questions posed, leaning towards 
social desirability to the setting or researchers.

Ethical Considerations

Our objective for this study was to have an in-depth under-
standing of the complexity surrounding stigma and dis-
crimination among YPLHIV in Uganda. Youths, ages 18 
to 25, living with HIV (YPLHIV) participated in six focus 
groups with N = 31 participants in Kampala, Uganda. We 
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collaborated with Uganda’s National AIDS Control Pro-
gram, the Ministry of Health, the Most At-Risk Populations 
Initiative (MARPI) clinic, and its sister network, Uganda 
Network of Young People Living with HIV/AIDS (UNYPA) 
in Kampala. The institutional review board (IRB) for protect-
ing human subjects for primary research involving human  
subjects at The University of Texas at Arlington over- 
sighted this study. Locally, Uganda’s Ministry of Health 
approved the study. The participants were provided with ver-
bal information about the study, its risks and benefits, and the 
voluntary nature of the study; confidentiality was guaranteed 
within the risk of being part of a focus group. Although par-
ticipants were known to have HIV-positive status as per the 
inclusion criteria protocol, the researchers reminded partici-
pants to keep their HIV status and other information (i.e., the 
mode of infection and behavioral habits) confidential dur-
ing the focus group sessions to avoid further stigmatization. 
Participants were also reminded to use their own judgment 
because anything shared within a focus group may not guar-
antee complete confidentiality because of the very nature of 
focus groups and group dynamics. Participants verbally con-
sented and were informed they could leave without penalty 
at any time if they felt uncomfortable. Finally, participants 
were informed that they could access free mental health 
counseling services from the professionals on the premises 
if needed. All participants received bus fare and snacks as  
incentives to participate in the study, and they all used pseu-
donyms during the FGDs.

Sampling

We used purposeful sampling to recruit N = 31 young adults 
for the study. They included men, women, men having sex 
with men (MSM), sex workers, and perinatally infected 
young people, aged 18 to 24, who receive/d services at the 
MARPI and UNYPA in Uganda. We conducted five focus 
group discussions (FGDs) and one follow-up FGD. The six 
focus groups were homogenous in characteristics that they 
were all HIV positive; however, they differed by gender and 
behavioral characteristics, e.g., drug use, sexual orientation, 
and sex-workers. Because of confidentiality issues, we were 
careful not to profile them based on how they acquired the 
disease or sexual behavior. All groups had five members 
except for one with six participants. The participants were 
screened for eligibility and provided verbal informed consent 
during the recruitment process. The screening procedures 
were conducted in person following a prescribed recruitment 
script. While our study employed purposeful sampling, we 
used the maximum variation approach (Palinkas et al., 2015; 
Patton, 2002) to include as much diversity in representation 
of the HIV-related experiences as possible in our study. Our 
goal was to reach a thematic saturation in understanding the 
lived experiences of the stigma associated with HIV.

Data Collection

The data were collected for six  months, from Decem-
ber 2020 to May 2021. We used the IPA data collection  
method to understand how YPLHIV are experiencing  
the COVID-19 contexts in Uganda. This involved asking 
questions focused on personal and group meaning and 
sense-making of lived experiences during the COVID-19 
pandemic using few guided questions while allowing a 
free flow of conversation with the goal of getting rich and 
detailed data (Smith et al., 2009). We used focus groups 
since they are inherently social in nature and create a syn-
ergistic quality that allows researchers to capture nuances 
during participant interactions where participants ultimately 
determine how conversations unfold surrounding topics of 
interest (Cyr, 2017). The follow-up session provided the 
opportunity for feedback and member-checking on the 
research findings with the participants. The goal was to tell 
the participants’ stories using exemplars from their own nar-
ratives and ground the research on their lived experiences 
instead of using the researchers’ perspectives only (Sutton &  
Austin, 2015). When conducting focus groups, participants 
generated more sensitive and personal topics of discussion 
concerning their health and seeking services. Personal dis-
closures are often not solicited by interviewers but rather 
volunteered by participants due to the nature of the peer 
environment within focus groups (Rettke et al., 2018). We 
used verbal cues and used guided follow-up questions that 
explored what it means to be living with HIV during the 
COVID-19 pandemic in Uganda. We started with questions 
such as what major challenges have you faced as a young 
person living with HIV in Uganda? What prejudices or dis-
crimination have you faced due to your HIV status, especially 
during the COVID-19 pandemic? What other challenges  
have you faced as a PLHIV during the COVID-19 pandemic?  
How have you coped with these challenges?

All recordings from the FGDs were translated and tran-
scribed verbatim by a professional translation service in 
Uganda who spoke Swahili and English fluently. They com-
plied with the ethical standards specified by the ethical board 
overseer of this study on confidentiality of the transcripts. 
As mentioned, participants used pseudonyms during FGD 
recordings to ensure confidentiality, and only voice record-
ings were used. Since the participants used both languages 
intermittently, three other researchers from the region who 
also spoke Swahili and English fluently verified the accuracy 
of the translation to ensure inter-coder validity.

Data Analysis

Thematic analyses were used to understand HIV stigma 
experiences and manifestations. These involved six major 
steps (Smith et  al., 2009): (1) reading and re-reading 
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by immersing in the original data and ensuring that the  
participants are the focus of the analysis; (2) in initial  
noting, three of the five researchers used Dedoose (version 
9.0) (Socio Cultural Research Consultants, 2021) to conduct 
open and line-by-line coding of transcripts, delineating some 
of the core descriptive, linguistic, and conceptual comments 
that focused on the phenomena while de-contextualizing 
participant’s explicit meaning making of the contexts 
or content of their lived world; (3) developing emergent 
themes involved establishing a coding scheme and creating 
categories chronologically as they emerged; while (4) 
developing super-ordinate themes involved searching for 
connections and patterns across emergent themes, charting 
them, and mapping them in understanding how those themes 
fit together; (5) these former processes were carried out with 
each of the cases, and the final step involved (6) synthesizing 
and looking for patterns across cases and presented in  
the form of graphic framework.

Each of the researchers independently coded the tran-
scripts separately and then discussed them as a group, in 
the regular subsequent meetings, to ensure interrater reli-
ability and inter-coder agreements. Dedoose (version 9.0) 
(SocioCultural Research Consultants, 2021) allows each 
researcher to blindly code, post individual coding, and rate 
the codes as agreed upon by all the researchers. Addition-
ally, the researchers triangulated the qualitative data through 
member checking and debriefing with the participants to 
understand the concept and context of HIV stigma among 
YPLHIV during COVID-19 in Uganda. Next, relevant 
themes were extracted using IPA principles described earlier 
(Smith, 1996) in categorizing resultant codes into descrip-
tive and analytical themes. This was to ensure confirmability  
that the research participants shaped the findings and  
not the researchers’ personal and professional biases, moti-
vations, or interests. The final process included synthesiz-
ing the emergent themes and organizing them to develop a 
broader understanding of what those themes mean in rela-
tion to the health outcomes of YPLHIV.

Results

Descriptive

Our focus group participants (mean age = 22.35, range 
19–25, standard deviation = 1.94; n = 31) identified them-
selves as men (n = 16), women (n = 14), and transgender 
(1) youths. Most reported knowing their HIV status for 
the last ten years (n = 16/30; 50.1%); n = 15 (48.4%) of the 
participants reported that they acquired HIV, perinatally. 
Among the 31 youths, only about half of them (n = 15; 
48.4%) said they were unemployed and self-rated their 
overall health as fair (n = 14/31; 45.2%). Several reported 

being unemployed or having no income source (n = 13/31; 
41.9%). Slightly under two-thirds of the participants 
reported not adequately adhering to their antiretroviral 
(ARV) treatment medications (n = 20/31; 64.5%) and 
considered themselves at low to medium risk for adverse 
HIV-health conditions. See Table  1 for other sample 
characteristics.

Table 1   Characteristics of the sample

Variables N (mean) (%) (SD, range)

Age 22.35 (1.94, 19–25)
Gender
  Women 16 (51.6)
  Men 14 (45.2)
  Transgender 1 (3.2)

Relationship
  Single 13 (41.9)
  Dating/cohabiting 17 (54.9)
  Married 1 (9.7)

Employment status
  Employed 11 (34.4)
  Unemployed 10 (32.2)
  Self-employed/student 7 (22.6)
  No source of income 3 (9.7)

HIV infection
  Behaviorally 16 (51.6)
  Perinatally 15 (48.4)

Frequency of ART adherence (4 weeks)
  None of the times 13 (41.9)
  A little bit of the time 7 (22.6)
  A good bit of the time 6 (19.4)
  Most of the time 3 (9.7)
  All of the time 2 (6.5)

Self-rated overall health
  Fair 14 (45.2)
  Good 11 (35.5)
  Excellent 6 (19.4)

Risk perception
  No risk 3 (9.7)
  Low risk 8 (25.8)
  edium risk 17 (54.8)
  High risk 3 (9.7)

Group characteristics
  Grp 1: MSM sex workers 5 (16.1)
  Grp 2: Women with perinatal HIV 5 (16.1)
  Grp 3: Men with perinatal HIV 5 (16.1)
  Grp 4: Women, men, MSM,  

transgender sex worker
6 (19.4)

  Grp 5: Women with perinatal HIV 5 (16.1)
  Grp 6 (follow-up): mix of Groups 1–5 5 (16.1)
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Major Themes and Excerpts

Based on the thematic analysis, we identified five sub-
themes: (a) fear of increased vulnerability to COVID-19; (b)  
healthcare service–related challenges and discrimination;  
(c) gender- and identity-related stigma and discrimination; 
(d) food insecurity; and (e) ARV treatment adherence chal-
lenges and barriers and mental health issues.

Fear of Increased Vulnerability to COVID‑19

The COVID-19 pandemic has shown the extraordinary 
resiliency among YPLHIV amidst the challenges they have 
faced. At the same time, the pandemic-related stigma associ-
ated with those with HIV-positive status and the COVID-19 
pandemic also exposed the fears, uncertainties, and power-
lessness to how the new virus could compromise their lives. 
Fear of heightened vulnerability to COVID-19 was a source 
of threat for our participants living with HIV. Our research 
participants were fearful that COVID-19 and not the HIV 
may take their life away, “If they told me that I have COVID, 
I’d first fear [for myself] because I have HIV.” Another par-
ticipant reported, “That’s why people have been maybe stig-
matizing COVID-19 people, even [if people] just suspect so 
much that…. they think that [if] I get COVID-19, I might not 
survive [because I have HIV].”

One participant spoke of being highly susceptible to 
COVID-19:

People are scared that if I get close to someone with 
COVID-19, I might end up the same route, and its 
worse for us because we as the [HIV] positive people 
are part of the vulnerable groups that are highly sus-
ceptible to being affected with COVID.
So, the truth is not good but [laughs….] I am so vul-
nerable. My immune system has impairment, though 
for me, at the moment, I am undetectable, but the truth 
is my immune system is impaired. So, I can’t risk to 
get another virus into myself.

These expressions of vulnerability to death due to 
impaired immune system are substantial fears of the 
unknown for our research participants. Lack of knowledge 
and information around the new viral disease and how the 
COVID-19 may impact those with HIV generated much 
misinformation.

Healthcare Service–Related Challenges 
and Discrimination

Our participants feared the new virus and feared compli-
cations and interactions of different antiretroviral (ARV) 
drugs they must take to keep the HIV load down. The 
participants understood an enduring physical, mental, and 

emotional traumas of discrimination and marginalization 
from their historical experiences and felt that their treat-
ment, if diagnosed with COVID-19, will be different than 
those of regular persons who may get COVID-19. They 
expressed that the health care providers must understand 
how they are treating the coronavirus when dealing with 
their patients who also have HIV.

Um, I’m also thinking that uh there’ll be different 
kind of treatment because you know there’s also this 
issue of drug interactions. I’m thinking if they’re 
going to give me COVID-19 treatment, they need to 
first know my ARVs that I’m taking.

Another participant added to this and said,

They [Health Care Workers] also need to know are 
they going to be okay with the new drugs they’re 
administering into my body. They all need to be there 
and working at the same time. Yeah, so it should be 
a special treatment.

These statements also bring forth the participants’ mis-
trust in the knowledge of healthcare providers about treat-
ment protocols of COVID-19 for PLHIV.

Providing home delivery of medications and care ser-
vices is critical for PLHIV. Health care clinics like MARPI 
have been instrumental for our research participants. 
For instance, one of the male participants spoke about a 
healthcare service provider discretely bringing ARV and 
food to him during the pandemic:

I’ve not disclosed to my family. I’ve only disclosed 
to a friend who disappointed me, and then I kept 
it to myself plus my health worker who I tell now 
everything because also personally, she brought me 
medicine during COVID-19. She’s the same person 
also who brought me…food.

However, this statement also reflects on the persistence 
of community stigma related to HIV-status and the ways 
healthcare community have failed to comprehensively 
address stigma in the broader society despite decades of 
HIV treatment and prevention discovery. Structural and 
cultural stigma around HIV is still a struggle for our par-
ticipants, so are affordability of medications. One of the 
male participants spoke about not being able to afford to 
go to the health facilities during the pandemic:

Although there are widespread attempts at address-
ing the COVID-19, it can kill. It doesn't matter if you 
are positive or negative it treats us the same, but we 
are facing a challenge during this COVID-19 period, 
that even up to now some young people living with 
HIV can’t afford to go to the health facilities for their 
drugs.
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From these anecdotes, it was clear that although the HIV 
medical providers are critical workforce and provided sup-
port for our participants during the pandemic, the stigma 
and the hidden nature of the HIV status, the inconsistency in 
medication distribution and uptake due to the medical com-
munity’s inability to address structural and cultural stigma, 
and lack of affordability of HIV treatment were still a chal-
lenge for our research participants. The unpredictability of 
the COVID-19 pandemic, the medical unknowns and fears, 
and shortages of medicines and resources have created a 
complex situation for those with HIV in Uganda.

Gender‑ and Identity‑Related Stigma 
and Discrimination

The stigma of HIV is already interconnected with the nega-
tive identifications of being sexually promiscuous and this 
was being collated with COVID-19 for some of the partici-
pants. They expressed that the general assumption is that 
those who have HIV are also more likely to have COVID-19. 
One participant who identified self as the LGBTQIA + mem-
ber expressed such dual stigma in the following manner: “In 
the quarantine times, we used to have a bus from our facil-
ity, so it had [Agency] Staff Bus. Those people used to say, 
‘them there have brought COVID-19 to us.’”.

Another participant who acquired HIV from birth 
described her experiences of witnessing one of her friends, 
who also has HIV, being excommunicated by the community 
because of the HIV-positive status. They assumed that the 
friend was stigmatized as someone who is most likely to 
bring COVID-19 to the village because of the HIV status.

Here in-- somewhere in [the village], they told her [her 
friend] not to come to the village again because she 
was a COVID-19 suspect, but she had turned negative.

HIV has created a multiplier effect on stigma for them 
along with their identity. Now the pandemic has made them 
even more vulnerable. Our participants who identified them-
selves as men having sex with men (MSM) reported, “…it 
so happens that you’re a MSM, you’re positive, and you also 
have COVID-19 in Uganda, right now you’re at a very big 
disadvantage.” Another participant who was summoned by 
the police added:

The government should at least endeavor that if you’re 
arrested, you're not embarrassed. I was beaten and 
totally undressed….I was undressed and totally embar-
rassed. As an MSM, you do not have a say. You’re a 
curse.

Yet another participant added:

On that point of being arrested by the police,...you 
become a center of attraction that everyone wants to 

use, even the media. Those things are actually real. 
Even while I was arrested no one wanted to be in the 
same cell with me thinking I would rape them, so I 
was in a cell alone.

These were some of the prior experiences of stigma felt 
by our participants. However, with the onslaught of COVID-
19, situation was much worse,

If I’m personally lucky, I know where our services are 
offered from, I just thank God for that because they’ll 
do whatever they can in their power to make sure they 
save my life but there’s a brother out there in Kyana-
mukaka (used to refer to the very remotest place in 
Uganda), he contracted COVID-19, he has HIV, and he 
is an MSM. He’s not aware of where he can access the 
services that can be of help to him. He doesn’t know 
which health care workers can offer him the treatment 
he requires and the care he needs; that one will just die. 
At least me as 25, I’m lucky I know where to access 
all the services.

These experiences related by the study participants 
reflected on fear of losing their lives due to COVID-19 amid 
dealing with their gender status and human rights concerns, 
resource scarcity for health services, and other basic needs 
during the COVID-19 pandemic, along with dealing with 
the stigma of HIV.

Food Insecurity

Resource scarcity, including access to food and medicine, 
has been a significant challenge for our research participants. 
As stated earlier, many families struggled and rationed food 
during the earlier days of pandemic and subsequently due 
to many challenges such as loss of work. Daily earners, who 
rely on sex-work, were struggling to nourish themselves and 
struggled with HIV medication–related challenges because 
of the social context or empty stomach. One of the partici-
pants spoke of taking medicine discretely:

The other thing was, it–mostly it happened like dur-
ing lockdowns because lockdown wasn’t so easy, it 
affected us all and taking the medicine in time, you 
have to get up first before everyone… when you’ve 
already eaten [to take the medicine].

Another participant spoke of lack of food:

In the lockdown it was so hard to get food–to get what 
to eat like because things were not well off. I had to 
swallow medicine on empty stomach. I had to swal-
low the medicine because I didn’t want to miss it or 
pass the time. So, I could swallow the medicine on 
empty stomach. Imagine I used to take very early in 
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the morning at around 7:00 am, and I get [nothing] to 
eat between lunch hours.
That period, my friend, it’s not easy; it destabilizes, 
and you do all sorts of things. People would ask, 
what’s up with you? You don’t feel yourself and all 
that. I could just tell them I’m not fine. I’m a little bit 
dizzy. I’m sick or something. I could not tell–I could 
not just open to them and all that.

Another male participant who acquired HIV in birth 
observed that his fellow HIV community were being chal-
lenged by food scarcity and how that created barriers to 
medication adherence:

If I have no food, then at one point, I’ll fail. I’ve expe-
rienced it even during this COVID-19 since I work 
with the young people, they’ve experienced it. For the 
past ten years, if you go through their files, they’ve 
never missed a drug for a day but for the past seven 
months of COVID-19, I’ve questioned them in the 
past three appointments, why the drug is not balanc-
ing. They’re like, ‘We spend two days, no food three 
days and I’m advised by an uncle, by my dad not to 
take the drugs because there’s no food.’

This speaks volume about the failure of the national and 
international health community trying to eradicate HIV on 
how they overlooked the social and ecological determinants 
of HIV context during the pandemic. The entirety of the 
focus was placed on how to address the COVID-19 pan-
demic, and without addressing food insecurity and their 
health conditions, it was clear for our research participants 
that the HIV health community had failed them.

ARV Adherence and Mental Health Issues

Adhering to treatment schedules of the antiretroviral medi-
cines (ARV) to keep the immune system healthy is criti-
cal for those with HIV from further worsening their health. 
Beyond food-related challenges to ARV adherence discussed 
in the previous section, HIV-related stigma presented a fur-
ther barrier to adherence among our participants, particu-
larly when COVID-19-related lockdowns prevented par-
ticipants from discretely taking ARV. Several participants 
spoke of added challenges related to taking ARV during the 
COVID-19 pandemic and the associated social lockdowns:

Right now, I live at our home just as I explained to 
you, but now my dad doesn’t know about it. Even my 
siblings don’t know about it. It’s just within me alone. 
I am hiding while swallowing it.
I’m the one who has to pick it. I’m the one supposed 
to know how my life is standing. I’m the one supposed 
to know that now I’ve eaten and taken some drinks. 
I’m supposed to know that now this is water for swal-

lowing medication. Now I have to hide it from them. 
Someone can come into my room, so I’ve to endeavor 
to make sure that when they come in, they should not 
see it.

Another participant expressed psychological issues 
related to the fear of running out of HIV medicines during 
the lockdown:

Uh, even [when the] medicine getting finished [dur-
ing] the lockdown, and I had to spend some good time 
without medicine, I was so worried and depressed.

Disparities in delivery and access to ARV drugs were 
of major concern to our research participants. Relevant to 
this factor, one participant spoke of running out of drugs 
and delay in medicine access during the pandemic’s social 
distancing regulations:

For me, COVID-19 has affected me, my drugs–I wasn’t 
able to go to my facilitaty to get my drugs, and it took 
almost a week for my facility to bring my drugs to me.

New difficulties accessing HIV medication due to the 
lockdowns often led to mental health issues as participants 
feared the results of not being able to access needed medi-
cation. One of the participants, who described himself as a 
sex worker, shared the mental health stress of not being able 
to access medications during the pandemic and said that 
he was concerned that he would run out of medicine dur-
ing the lockdown and “I had to spend like some good time 
without medicine, I was so worried and depressed.” Clearly, 
whether participants had access to ARV, COVID-19-related 
lockdowns created difficult contexts for adhering to needed 
medication regimens.

Synthesis of the Subthemes

We further synthesized these emergent sub-themes based 
on our research participants’ lived experience and organ-
ized them into super-ordinate themes while maintaining the 
integrity of the participants’ experiences and contexts. As 
described earlier in the “Data Analysis” section, developing 
super-ordinate theme involved searching for connections and 
patterns across emergent themes, charting them, and map-
ping them in understanding how those themes fit together. In  
summary, the five emergent subthemes from the data were 
(a) fear of increased vulnerability to COVID-19, (b) health-
care service–related challenges and discrimination, (c) 
food insecurity, (d) gender- and identity-related stigma and 
discrimination, and (e) ARV adherence and mental health 
issues. These subthemes clustered around super-ordinate 
themes: major concerns for our participants and perceived 
health impacts during the COVID-19 pandemic. The major 
concerns were related to health-related concerns and human 
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rights concerns, while perceived health impacts had implica-
tions to ARV treatment adherence and mental health issues.

Discussion

Based on our study results, the COVID-19 pandemic created 
a cluster of issues that exacerbated the perceived HIV-related  
health outcomes by disrupting the ARV treatment adher-
ence and increased mental stress creating a context of syn-
demics that worsened health outcomes for our participants. 
Our proposed syndemics model (see Fig. 1) captures the 
multi-level factors contributing to worsening HIV-related 
health. This syndemic model is unique and important since 
it also considers human rights as one of the determinants of 
syndemics of HIV health outcomes. To our knowledge, no 
other syndemic models prior to this study have highlighted 
human rights concerns as one of the key factors to consider 
when addressing HIV- and COVID-19-related health issues.

Participant narratives revealed a wide array of struggles 
faced by YPLHIV related to stigmatization in their daily 
lives while dealing with the elevated health risks created 
by challenges of the COVID-19 pandemic that have cre-
ated a high risk for health and human conditions. A vari-
ety of stigma manifestations affected participants’ sense of 
belonging and shared identity and increased discrimination 
and prejudice associated with positive status. Fear, stigma, 
and scarcity of resources negatively influenced medication 
adherence, further exasperated by the pandemic-related 
food insecurity and social distancing requirements. The 
fear of falling ill has always existed. However, as partici-
pants observed, the nature of COVID-19 has brought many 
concerns, irrespective of coronavirus infection, as our 

participants have stated. The pervasive impacts of COVID-
19 show that almost anything can become a trigger for rumi-
nation, and daily actions become laced with risk, especially 
if one is living with a chronic disease such as HIV.

The participants’ health-related concerns revealed that 
they had difficulty coping with HIV and the context of 
COVID-19 and could not trust their healthcare providers, 
family members, or people from their community to help 
them navigate those difficulties. They feared that their health 
would deteriorate, that they could contract the new virus, 
and that complications may arise while attempting to treat 
both; they feared being stigmatized all over again for a dis-
ease anyone could acquire, and they feared lack in training 
of health care workers on dealing with the dual pandemic of 
HIV and COVID-19. Collectively, these fears and logistical 
issues relating to food and treatment access worsened their 
ability to adhere to their medication schedules. This wors-
ened their ability to stay on track with their medications. 
Studies have shown that the proportion of people missing 
their HIV medications and appointments with healthcare 
providers increased during the pandemic increasing the sus-
ceptibility to higher rates of HIV transmissions (Hochstatter 
et al., 2021). At the onset of the COVID-19 pandemic, a 
study on modeling ARV treatment disruption and its effects 
on HIV predicted mother-to-child transmission by 1.6 times 
and expected an estimated 296,000 deaths for those with 
HIV in the first year of the pandemic (Jewell et al., 2020). 
More recent reports have suggested that the susceptibility  
to different variants for PLHIV is not significantly differ-
ent in risk factors than that of the rest of the population;  
disparities in access to medications can put higher burden of 
the disease and mental stress among those with HIV (Brown 
et al., 2021). Moving forward, it is critically important that 

Fig. 1   The syndemic model for 
health outcomes in living with 
HIV and mental health stress 
during the COVID-19 pandemic 
for YLWHIV
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policymakers and practitioners develop shared understand-
ings of the connections between a lack of HIV medication 
adherence, COVID-19-related supply issues and lockdown 
measures, and a discriminatory healthcare system in order 
to bring urgently needed support to PLHIV.

At the beginning of the pandemic, Uganda already had 
a limited quantity of HIV-related health supplies. The pan-
demic further affected the supply chain issues related to 
HIV/AIDS commodities amid new logistical issues con-
cerning acquiring protective equipment and medical sup-
plies for COVID-19 (WHO, 2020b). In particular, the lack of 
sufficient test kits was of critical concern at the onset of the 
pandemic (Adepoju, 2020). Without widespread testing kits 
availability, many will not know if they need to seek health 
services or are safe to go to work. Ensuring access to free 
or affordable screening, testing, and care should be strate-
gized effectively for the most vulnerable and hard-to-reach 
populations. Although these foci are critical in addressing 
the syndemics of both HIV and COVID-19, less attention 
has been paid to different forms of stigma manifestations and 
their health outcomes for the vulnerable populations such as 
YPLHIV during the pandemic (Small et al., 2020).

Indeed, human rights issues constituted a major area of 
concern. Stigma and discrimination based on (suspicions  
of) COVID-19 infection, on signs and symptoms of COVID-
19, and public health–related measures on social distanc-
ing, directed towards the HIV-related marginalized groups, 
prevented our research participants from accessing care and 
creating a significant problem contributing to social and psy-
chological challenges. They described many socio-economic 
and political barriers that exist in Uganda where they cannot 
protect their own health. They also expressed fear of misdi-
rected interpersonal and public stigma and discrimination 
from their own communities, law enforcements, and health-
care providers and how the presence of fake news/misin-
formation and lack of infrastructure created mental stress 
and barriers to ARV treatment adherence. These fears were 
substantiated by their experiences: participants reported 
experiencing heightened severity in stigma and abuse dur-
ing the pandemic, which was even more critical for those 
identified as LGBTQIA + .

Advocating for the rights of LGBTQIA + community 
is a critical human rights issue, especially during the pan-
demic. Many of our participants, who identified themselves 
as MSM or transgender, reported facing misguided stigma 
and violence in the community and discrimination within the 
prison system during the pandemic. For example, COVID-
19 lockdown and public health measures were unevenly 
applied to Uganda’s LGBTQIA + population. The Human 
Rights Awareness and Promotion Forum (HRAPF) (2020) 
in Kampala reported that the city’s police raided an LGBT-
QIA + shelter on the outskirts of Kampala and arrested 14 
youths, between the ages of 18 and 25, who were exiled from 

their own homes due to their sexual orientation. Despite 
being inside the shelter, they were charged of violating 
social distancing rules that banned gatherings of more than 
10 people in public spaces due to the COVID-19-related 
restrictions. Such discriminatory and targeted prosecutions 
were also reported by our study participants. Such stigma-
tization and persecutions can demoralize and create men-
tal stress and poor physical health manifestations that can 
be detrimental to our study participants. In light of these 
findings, it is troubling that despite warnings about human 
rights concerns for women and LGBTQIA + groups in sub-
Saharan Africa, comparatively little research has focused 
on the impacts of the pandemic on the daily lives of those 
affected by HIV (Small et al., 2020).

Food and nutrition are not only fundamental human 
rights, but they are also crucial social determinants of health 
required to maintain quality of life for PLHIV (Tsai et al., 
2011). Access to food must be prioritized as part of the ARV 
treatment services in Uganda. Several participants in this 
study expressed a high degree of food insecurity, resulting 
in difficulties maintaining their health and immunity. This 
is congruent with the UNAIDS report (UNAIDS, 2020) 
that COVID-19 response measures have compromised pro-
grams related to HIV and undermined human rights while 
exacerbating inequalities among PLHIV. Although the 
Uganda COVID-19 Crisis Response and Recovery Support 
program’s efforts to target the most vulnerable to mitigate 
COVID-19 pandemic, this program failed to recognize the 
unique needs of YPLHIV, an immune-compromised popula-
tion who already struggles with stigma and exile from their 
own communities, and whose health outcomes hinge on 
access to food and nutrition.

This failure to recognize the unique needs and health 
and human rights concerns of YLPHIV had demonstrable 
consequence during the COVID-19 pandemic: it worsened 
the adherence to HIV medications, increased mental health 
concerns, and increased risk for worsening health. All these 
factors created a context of syndemics for YPLHIV in our 
study. With the advent of COVID-19, misinformation and 
conspiracies have only added to the prevailing mistrust with 
the HIV health service provision system, further magnify-
ing barriers to the prevention and treatment of HIV. In this 
context, findings from the current study highlight the clear 
benefits and urgency of using the syndemic framework 
to better understand the lived experiences of YPLHIV in 
Uganda during COVID-19. The syndemic context frames 
the perceived experiences of stigma and challenges that 
reflect on mental health concerns along with the physical 
health concerns related to medication and treatment adher-
ences while addressing other social determinants of health 
and human rights concerns.

Our findings highlight the need to promote evidence-
based COVID-19 measures that support the lives of those 
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who have HIV in mitigating the challenges they face daily, 
such as ensuring consistent and protected HIV treatment ser-
vices, while maintaining the dignity of YPLHIV. Addressing 
these intersecting challenges through the multi-level inter-
vention approach (Stangl et al., 2019) that foregrounds the 
importance of promoting human rights offers a promising 
strategy for providing comprehensive support to YPLHIV in 
a syndemic context. Interventions to promote better health 
and medication adherence should target efforts to reach 
YPLHIV through community-based awareness. Indeed, 
engaging affected communities from the beginning in all 
response measures to HIV and COVID-19 could build trust 
between service providers and the recipients and ensure 
program suitability, program effectiveness, and sustainabil-
ity. Most importantly, it is critical to address the challenges 
faced by the YPLHIV through the syndemic lens to further 
develop interventions that put the physiological aspects of 
HIV, the social community conditions of the COVID-19 
pandemic in which it exists, and the human rights violations 
in which the disease may have proliferated.

Strengths and Limitations of the Study

Limitations to this study include the data and sampling 
issues. Data were collected from a limited number of  
health clinics in Uganda. The sample is not representative  
of the population of YPLHIV with similar contexts and 
thus findings have limited transferability. Our data are 
also constituted by participants’ self-reported, anecdotal  
recollection and is subjected to recall bias, i.e., biased 
caused by differences in the accuracy or completeness 
of the participants’ recollections and how they retrieved 
information regarding events or experiences from the past.  
Furthermore, despite our attempt to capture what it means 
to live with HIV-positive health status during the pandemic, 
our team may not have captured all forms of the mental and  
physical health impacts of living in a syndemic context.

Despite these limitations, this study provides one of 
the first snapshots of the vulnerability and struggles expe-
rienced by YPLHIV on multiple levels and demonstrates 
insights into how they dealt with these emergent challenges 
in the era of COVID-19 pandemic. Uganda was in its sec-
ond wave of the pandemic at the time of the data collection 
and, therefore, the interpretations of the participants’ views 
should be evaluated in this context. Nonetheless, Ugandans, 
like others around the world, are still experiencing burst of 
new COVID-19 infections and, currently, only 35% of the 
people in Uganda have received their first dose of vaccine 
and only 34% are expected to be fully vaccinated by August 
1, 2022 (Institute for Health Metrics & Evaluation-IHME, 
2022). Clearly, our study offers insights that will be applica-
ble to Uganda’s social and public health for years to come. 
Furthermore, the persistence of the secondary impacts of 

COVID-19–including many social and economic challenges 
that predated the pandemic–makes this study important and 
timely in evaluating some of the needs and challenges of the 
HIV community in Uganda.

Conclusion and Recommendations

Stigmatizing attitudes related to the syndemics of HIV and 
COVID-19 constrain YPLHIV’s overall health and quality of 
life. Our study results align with the syndemic framework’s 
conceptualization of how multiple epidemics (HIV, stigma, 
and COVID-19) jointly affect the well-being of YPLHIV. 
Findings from this study can inform social workers and 
health service providers about stigma reduction strategies 
to foster enabling HIV adherence environments for YPL-
HIV during the COVID-19 pandemic. These strategies 
include leveraging multiple sources of support and culturally 
responsive, trauma-informed community-based awareness, 
ensuring food availability, making public service announce-
ments in delineating between HIV- and COVID-19-related 
symptoms and treatments, improved trainings to healthcare 
providers, and continuing to address stigma-related issues 
and human rights concerns.

Because COVID-19 is a relatively new epidemic com-
pared to HIV, obtaining the infrastructure and know-how 
to handle both diseases can be challenging. Developing 
evidence-based treatment efficacy approaches is critical in 
managing these dual-pandemics. As healthcare facilities are 
not fully equipped with the knowledge to treat HIV clients 
with COVID-19, developing and sharing evidence-based 
knowledge on treatments are critical along with mandated 
trainings for healthcare workers attending to HIV clients. 
Priority must be given to making any evidence-based and 
accurate information available to the public, especially to 
immune-compromised populations. Addressing misinforma-
tion about vaccine uptake will require proactive distribution 
of knowledge to curtail the stigma associated with COVID-
19, HIV, and sexual orientation. It is also critical to bring 
awareness to those with weakened immune system in pro-
moting mask mandates, staying up to date with the durations 
of COVID-19 vaccine effectiveness and booster shots avail-
abilities, and the general well-being of the affected (CDC, 
2022). Furthermore, social workers can play a critical role 
in advocating for the needs of immune-compromised popu-
lations through policymaking and lobbying in public and 
private sectors.

In light of recent reports of inadequate COVID-19 
testing throughout Africa (Adepoju, 2020, 2021) and the 
gradual lifting of COVID-19 restrictions globally, Ugan-
da’s government must consider protecting those who are 
immune-compromised by providing continuous support 
through services such as free testing, PPE, vaccines, 

295Journal of Human Rights and Social Work (2022) 7:285–298



1 3

medical care, and ARV medications particularly as part 
of its government-funded COVID-19 Crisis Response and 
Recovery Support efforts. These efforts should be in place 
to reach them in urban and rural settings. These efforts 
must also prioritize providing protection and resources to 
those involved in sex work or with other vulnerabilities 
related to sexual orientation and identity who have lost 
income-generating opportunities during the pandemic. 
Indeed, as several of this study’s participants noted, their 
fear of losing their livelihood was as terrifying as the 
fear of losing a life to COVID-19, particularly to those 
who identified as sex workers. Additionally, social work-
ers and other health service providers must continue to 
advocate for HIV prevention strategies by making it easy 
to access community resources such as HIV testing kits, 
drug refills including Pre-Exposure Prophylaxis (PrEP) 
and Post-Exposure Prophylaxis (PEP) drugs, condoms, 
and Personal Protective Equipment (PPE). More impor-
tantly, social workers working in the international context 
must leverage the local communities’ human and health 
resources to ensure the continuation of ARV treatments, 
food access, and the protection of human rights of PLHIV 
during these challenging times.

Our global pandemic response has been geographi-
cally determined, i.e., where we live determine whether we 
would have access to a COVID-19 vaccine and the types 
of resources our communities and governments mobilize 
in response. The disproportionate distribution of resources 
impeded the ability of countries in the Global South to 
meet their population’s health needs, causing delays and 
sometimes deaths. As of December 2021, for example, 60% 
of the populations in the USA were fully vaccinated and 
73% had at least one dose. In developing countries such as 
Uganda, only 24% of the population were fully vaccinated 
against the coronavirus (IHME, 2022; Mayo Foundation for 
Medial Education and Research, 2022). Given these health 
and resource inequity, our study challenges social workers 
to advocate for global vaccine equity while maintaining the 
support and resources necessary for HIV prevention and 
treatments and address and advocate for the human rights 
and dignity of vulnerable populations, such as some of our 
research participants with HIV particularly among vulner-
able populations with diverse identities and needs. To this 
end, we recommend that future research and intervention 
efforts employ a syndemic framework with human rights at 
its center to comprehensibly address HIV-related challenges 
faced by the YPLHIV in Uganda.
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