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Abstract

Background Challenges such as stigma and loneliness may increase vulnerability to Human Immunodeficiency
Virus (HIV) infection and negatively affect the quality of life of people living with HIV (PLHIV) despite the massive
investment in access to antiretroviral therapy. This study aims to determine the level of loneliness and stigma and
explore the coping resources employed by PLHIV in a resource-constrained setting.

Methods This was a sequential mixed methods study conducted at the Cape Coast Teaching Hospital (CCTH) in
Ghana between May and December 2021. A total of 395 adults were selected using a simple random sampling
technique. HIV Stigma Scale and UCLA Loneliness Scale were used to collect quantitative data. A purposive
sampling technique was applied to recruit 18 participants to saturation using a semi-structured interview guide.
SPSS version 21 was used for the statistical analysis of the quantitative data. HIV-related loneliness and stigma levels
were estimated, and bivariate and multivariable logistic regression were used to evaluate associated factors using

a statistical significance of p-value (p <.05). In general, the thematic analysis approach by Braun and Clark was
employed to analyse the qualitative data. Findings were then triangulated.

Results The mean age was 46.79 years (+ 12.53), 75.4% of the participants were female, with a prevalence of stigma
of 99.0% (95%Cl=97.4-99.7) and loneliness of 30.1% (95%Cl = 25.6-34.9). Tertiary-level education and instrumental
support were associated with lower levels of loneliness. In contrast, comorbidity, personalised stigma, negative
self-image, and self-blame were positively related to loneliness. Thematic analyses of the qualitative data produced

a range of themes that showed that people living with HIV rely on personal resources, social support networks, and
behaviour modification strategies to manage their condition. In particular, some of these strategies include; religiosity
and spirituality, family and friends, medication and professional support systems.

Conclusion The results suggest that PLHIV in the developing world face enormous challenges, socially,
psychologically and financially. Although there have been global efforts to make HIV services accessible, the findings
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suggest a need for integrating mental health services contextually to reduce loneliness and HIV-related stigma to

improve quality of life.

Keywords Stigma, Loneliness, Coping strategies, HIV/AIDS, Mental health, Ghana

Background

Human Immunodeficiency Virus (HIV) is one of the
world’s highly stigmatised conditions, and it is estimated
that 38 million people across the globe are living with it.
About five million people in Western and Central Africa
live with HIV [1]. For example, in Ghana, it is estimated
that there are about 342,307 (122,321 males and 219,986
females) people living with HIV (PLHIV), with a preva-
lence rate of about 2% [2].

HIV stigma and loneliness remain global health prob-
lems. Challenges such as stigma and loneliness may
increase vulnerability to HIV infection and negatively
affect the quality of life of PLHIV despite the massive
investment in access to antiretroviral therapy [1, 3-6].
Previous studies have reported that sources of stigma
toward PLHIV comprise families (parents, siblings and
relatives), communities and healthcare settings [4, 5, 7].

Goffman explained stigma as an attribute that links a
person to an undesirable stereotype, leading other peo-
ple to reduce the bearer from a whole to a tainted one
[8]. Stigma is perceived as an undesirable trait that tre-
mendously harms the reputation of an individual and
abridges in our minds from a complete and usual per-
sonality to a stained, less valuable one [8]. Stigmatisa-
tion is a social process occurring in the context of power,
where an individual’s differentness or attribute is con-
sidered unfavourable and linked to negative stereotypes
[9]. The manifestations of stigma are socially constructed
and context-specific; possessing such an attribute gener-
ally results in a loss of status, recognition, devaluation
and discrimination leading to unequal outcomes for the
stigmatised individual or population [8, 10, 11]. Further
claims suggest that stigma is an ideology that identifies
and links biological disease to a negatively defined behav-
iour [12].

Moreso, Goffman [8] outlined the distinction between
“discredited” and “discreditable” identities. Discredited
individuals may have a known or visible attribute, requir-
ing them to devise coping mechanisms to manage the
resulting prejudice and discrimination, and this is termed
as “enacted stigma” On the contrary, conditions which
can be hidden from the public eye create discreditable
identities, where the main focus is managing and con-
cealing information to be accepted and “pass” as “nor-
mal” to avoid becoming discredited and experiencing the
expected resultant stigma, which can also be referred to
as “anticipated stigma” [8, 13]. Central to Goffman’s [8]
notion of stigma is the issue of relationships. Goffman
[8] posited that stigma exists because society labels an

individual or a group as deviant. The labelling happens in
many diverse settings, including mental health, COVID-
19 and HIV [14]. In addition, the fear of contracting
HIV through physical contact with PLHIV and the lack
of knowledge about how the infection is transmitted has
been reported to be the main drivers of stigma and dis-
crimination [7, 15, 16].

Stigma and discrimination affect PLHIV in diverse
ways and are considered barriers to quality health care
[4, 17]. In addition, the persistent stigmatisation and dis-
crimination toward PLHIV are associated with psycho-
logical distress such as stress, depression, loneliness and
social isolation [4, 18, 19].

On the other hand, loneliness is an unpleasant expe-
rience when an individual’s social network of relation-
ships feels significantly deficient [20]. It is a distressing
discrepancy between preferred and actual levels of social
interaction [21, 22]. Loneliness is an aversive emotional
experience that arises from a perceived deficiency in the
quantity or quality of social relationships [20].

Numerous theories have been forwarded to further
the understanding of loneliness. The interactionists view
loneliness as multidimensional, suggesting that there are
different types of loneliness, including emotional and
social loneliness [23]. Loneliness is caused by being alone
and without the needed relationship or set of relation-
ships. In many instances, it is a response to the absence
of provision of a close, indeed intimate, attachment. It
also may be a response to the lack of a meaningful friend-
ship, collegial relationship, or other linkages to a coher-
ent community [24]. The psychodynamic understanding
of loneliness is reflected in the infant’s attachment to the
mother. Through attachment, children experience emo-
tional bonds, how to connect with others, and feelings of
loneliness when significant others lack [25].

Furthermore, the existential perspectives also dif-
ferentiate between different types of loneliness, with
the main one being existential, suggesting that loneli-
ness is normal and part of human existence but can also
result from anxiety and, thus, become pathological [26].
However, empirical research led to two main theoreti-
cal approaches directly related to the conceptual defini-
tion of loneliness. These include the social and cognitive
needs approaches [27, 28]. The social needs approach
views loneliness as resulting from a breakdown of social
conditions in childhood [29]; however, the cognitive
approach claims that feelings of loneliness are due to
individuals’ reactions to social situations—loneliness
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results from changes in social relationships or the desired
or expected social relationship [30].

A survey found that about one-third of older adults
were lonely [31]. These estimates are concerning because
loneliness poses a significant risk for morbidity and mor-
tality and is linked to poor outcomes [32, 33]. In addi-
tion, adults with HIV often face increased and complex
vulnerability regarding physical and psychosocial needs;
this may exacerbate loneliness [34]. Adults with HIV tend
to live alone and have limited and inadequate social net-
works compared to their younger counterparts.

The incidence of loneliness is high among people living
with chronic illnesses such as HIV compared to the gen-
eral population due to stigma and discrimination [35].
Loneliness is an essential aspect of quality of life, and its’
consequences on health should not be underestimated
[36]. On the other hand, chronic health conditions such
as HIV, cancer, hypertension and mental illness can also
serve as risk factors for the onset and persistence of lone-
liness [37-39].

Although other studies have investigated HIV-related
stigma, most of these studies have broadly focused on
the effects of stigma on the individual, leaving a gap in
knowledge regarding the association between stigma and
loneliness. This article presents findings from a project
on mental health assessment for PLHIV in a Ghanaian
setting [40]. This sub-study aims to determine the level
of loneliness and stigma and explore the coping resources
employed by PLHIV seeking care in Cape Coast Teach-
ing Hospital and thus contribute to informing appropri-
ate mental health-related Differentiated Service Delivery
interventions to improve the quality of life of PLHIV.

Methods

Study design and study area

This is an explanatory sequential mixed methods study
conducted at the Cape Coast Teaching Hospital (CCTH)
in Ghana between May and December 2021. CCTH is
the largest hospital and has the highest number of clients
at the Antiretroviral Therapy (ART) clinic in the Central
Region of Ghana. The hospital has a bed capacity of 400,
and it is affiliated with the School of Medical Sciences
and the School of Nursing and Midwifery at the Univer-
sity of Cape Coast, Ghana. Initially, the quantitative data
was collected using a structured self-report question-
naire, and its findings informed the qualitative arm. The
conclusions of the quantitative study informed the design
of the interview guide. Subsequently, the qualitative com-
ponent was conducted to triangulate the quantitative
data and obtain a comprehensive picture of how PLHIV
cope with loneliness and stigma.
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Population and sampling procedure

The population for this study included all adults (=18
years) living with HIV/AIDS for at least 12 months who
received care from the CCTH. Details of the recruitment
process and sample size calculation for the quantitative
aspect are as described by Opoku Agyemang et al. [40].

In brief, the sample size was predetermined statisti-
cally with a 95% confidence interval of 363. However, the
sample size was increased by 10% to make provisions for
incomplete data. Finally, a simple random sampling tech-
nique was applied to obtain the required participants for
the quantitative arm.

Participants in the quantitative arm were not included
in the qualitative study. Instead, a purposive sampling
technique was used to recruit 18 participants for the
study until data saturation. The inclusion criteria were;
adults > 18 years with a confirmed HIV/AIDS status for
at least a year and receiving care at the Treatment Cen-
tre, as discussed in the quantitative arm. These individu-
als were approached during their routine clinic visits
and provided detailed information regarding the study,
including ethics, confidentiality and informed consent.
Eligible participants who provided written informed con-
sent to the study were allowed to decide on the interview
place, date and time. Two consent forms were signed, one
for the researcher’s records and the other for the partici-
pant. All interviews lasted for an average of 35 min. Satu-
ration was reached by the 15th interview but confirmed
with 3 additional interviews, totalling 18 participants.

Measures

Data was collected using a self-report anonymous ques-
tionnaire and semi-structured interview guides for
quantitative and qualitative data, respectively. The ques-
tionnaire had three sections. The first section focused on
the socio-demographic characteristics of participants.
The second section comprised the HIV Stigma Scale.
The HIV Stigma Scale used in this study is the 10-item
short version of the 40-item instrument designed to mea-
sure subjective perceptions of stigma by persons living
with HIV/AIDS [41]. The scale consists of four subscales:
personalised stigma, disclosure concerns, concerns with
public attitudes, and negative self-image. Personalised
stigma and negative self-image were measured with
three items each, whereas disclosure and worries about
public attitudes were measured with two items each. All
the items were rated on a four-point Likert-type scale
ranging from “disagree”-1 to “strongly agree”- 4. The
responses from participants were summed to calculate
the score for the subscales, with higher scores reflect-
ing a high level of HIV-related stigma [42]. Sample items
on the scale include “I have been hurt by how people
reacted to learning I have HIV” (personalised stigma); “I
worry that people who know I have HIV will tell others”
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(disclosure); “Most people with HIV are rejected when
others find out” (public attitudes); and “Having HIV
makes me feel unclean” (negative self-image). The Cron-
bach’s alpha for this scale in this study is 0.67. The cut-
off scores for the composite HIV stigma scale include
0-15 (no stigma), 16—24 (mild stigma), 25-35 (moderate
stigma), and above 35 (severe stigma).

The final section comprised UCLA Loneliness Scale
[43]. UCLA Loneliness Scale is a 20-item scale designed
to measure one’s subjective feelings of loneliness and
social isolation. Participants rate each item as either O (“I
often feel this way”)- 3, S (“I sometimes feel this way”)- 2,
R (“I rarely feel this way”)- 1, N (“I never feel this way”)-
0 [44]. The scale comprises 10 positively worded and 10
negatively worded items. The scoring is based on a four-
point scale with positive items reversed. High scores
indicate a great expression of loneliness. The cut-off point
includes: 20-34 [low loneliness], 35-49 [moderate lone-
liness], 50—-64 [moderately high loneliness], and 65-80
[increased loneliness] [45]. Some example items are
“How often do you feel that you lack companionship?’,
“How often do you feel there is no one you can turn to?”
“How often do you feel you are no longer close to any-
one?” “How often do you feel isolated from others?” The
scale had a coefficient alpha of 0.74 in this study.

Data collection procedure

Seven research assistants with at least a bachelor’s degree
were recruited to assist with the quantitative data col-
lection. In addition, they were trained on the type of
information and the ethical principles to uphold during
the data collection. The questionnaires were adminis-
tered privately to each participant by a trained research
assistant in an office at the antiretroviral therapy clinic.
It took approximately 20 to 30 min for each participant
to complete the questionnaire. Participants who were not
literate were assisted in completing the questionnaire.
Three hundred and ninety-five (395) questionnaires were
returned with complete data, yielding a response rate of
99%.

In the qualitative arm, in-depth face-to-face interviews
were conducted using a semi-structured interview guide.
Before the interview, all participants were allowed to
choose pseudo names. The interviews were conducted
at an assigned office at the antiretroviral therapy clinic of
Cape Coast Teaching Hospital. The time for each discus-
sion was negotiated with the participant. Each interview
lasted approximately 35 to 40 min and audiotaped, and
two facilitators from the research team conducted it.
Interview questions explored loneliness and stigma expe-
rienced by PLHIV and any coping strategies they adopted
to overcome these challenges. Interviews and analysis
continued until data saturation was confirmed by con-
ducting three additional interviews.
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All data collection processes were conducted in the
participant’s preferred language, either in English or the
local language (Fante). In addition, each researcher kept
a field journal in which personal reflections and biases
were recorded.

Data analysis

SPSS version 21 was used for the statistical analysis of the
quantitative data. Frequencies and percentages were used
to estimate the prevalence of HIV-related loneliness and
stigma. Bivariate and multivariable logistic regression
were used to evaluate socio-demographic factors associ-
ated with HIV-related loneliness and stigma. Statistical
significance was based on the p-value (p<.05) and associ-
ated 95% confidence interval (95% CI).

In the qualitative arm of this study, each interview was
transcribed verbatim into English by the interviewer
fluent in both English and the local langue (Fante) and
then checked for consistency and accuracy. Then, tran-
scribed interviews were coded, after which themes and
sub-themes were generated. Next, each team member
independently read the verbatim transcript to iden-
tify patterns. Afterwards, the group met to confirm the
expected theme participants expressed. The themes were
then categorised according to the objectives of the study.
Finally, results are presented using quotations from par-
ticipants to validate the phenomena.

In general, the thematic analysis approach by Braun
and Clark was employed to analyse the data [46]. The six
phases that characterised this framework include;

Familiarisation with the data refers to reading and
rereading the transcript to immerse yourself in the data.

Generating initial codes codes are identified through sys-
tematic analysis of the data.

Searching for themes is constructed by reviewing the
codes to identify areas of similarity and overlap between
codes about the research question.

Reviewing potential themes to check the data quality, the
developing pieces are evaluated about the coded data and
the entire data.

Defining and naming themes what is specific and unique
about each theme is clearly stated.

Producing the report: data collection and analysis are
done concurrently. Writing and analysis are interwoven.

Ensuring trustworthiness

Trustworthiness was ensured by checking the findings
to ensure the transcriptions were accurate and assess-
ing the consistency of themes by different research team
members. Two team members read the transcripts and
assigned codes to various categories of data. All codes
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Table 1 Socio-demographic and clinical characteristics of
participants (N=395)

Characteristic Category n(% or
SD)
Age (years)
Mean 46.7
(12.53)
20-39 122 (30.8)
40-59 206 (52.2)
60-80 67 (17.0)
Gender
Male 97 (24.6)
Female 298 (75.4)
Marital status
Currently with a regular 151(38.2)
partner
Currently without a regular 244 (61.8)
partner
Religion
Christian 355 (89.9)
Islam 31(7.8)
Traditionalist 3(0.8)
No religion 6(1.5)
Employment status
Employed by other 12 (3.0)
Employed by self 307 (77.7)
Unemployed 76 (19.2)
Educational level
Tertiary 38(9.6)
Non - tertiary 246 (62.3)
No basic education 111(28.1)

identified had significant implications for the research
question. The participants validated the findings through
member checking [47]. The researchers kept an audit
trail of all activities during the study.

Ethics approval

This study was performed following the Helsinki Dec-
laration, and the Ethics Review Committee of Cape
Coast Teaching Hospital, Ghana, approved it (reference:
CCTHERC/EC/2021/028). The purpose of the study,
anonymity, voluntary participation and confidentiality
of the information were explained to participants to seek
their written informed consent since only adults were
involved. Participants who formal education, the infor-
mation was translated into the local language (Fante) and

Table 2 Prevalence rates for loneliness and stigma by gender
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they then thumbprint the informed consent form in place
of the signature. Participants were made aware that they
could withdraw from the study. All COVID-19 protocols,
such as; handwashing, social distancing and wearing of
facemasks, were observed during the study.

Results

Demographic data of participants

The socio-demographic and other characteristics of the
395 participants for the quantitative arm are described
extensively by Opoku Agyemang et al. [40]. The mean age
was 46.79 years (+12.53), and 75.4% of the participants
were female ( see Table 1 below).

Prevalence estimates of loneliness and stigma

The prevalence rate for HIV stigma was estimated based
on the number of participants that reported mild to
severe stigma. In contrast, the prevalence rate for lone-
liness was estimated based on the number of partici-
pants that reported moderately high to high degrees of
loneliness. As shown in Table 2, the results indicate
an extremely high prevalence of stigma (99.0%; 95%
CI=97.4-99.7) among participants in the study. On
the other hand, loneliness (30.1%; 95% CI=25.6—-34.9)
was moderate among the study participants. However,
there were no noticeable differences between males and
females in the prevalence rates of stigma and loneliness.

Bivariate associations between loneliness, stigma and
correlates

Table 3 presents means and standard deviations for vari-
ables in the study and their bivariate correlations with
loneliness. Dummy codes were created for level edu-
cation with “no education” as the reference category,
whereas the other categorical demographic variables
were dichotomous. Among the demographic variables,
comorbidity and education were significantly associated
with loneliness. Specifically, participants who had other
health conditions were more likely to express loneliness.
Likewise, participants with a tertiary level of education
were less likely to express loneliness than those without
education. Personalised stigma, negative self-image, and
self-blame had significant positive correlations with lone-
liness, whereas emotional support, instrumental support,
and acceptance had significant negative correlations with
loneliness.

Variables
Stigma
Characteristics n (%)
Overall 391(99.0)
Male 95 (97.9)
Female 296 (99.3)

Loneliness
95% Cl n (%) 95% Cl
97.4-99.7 119 (30.1%) 25.6-34.9
92.8-99.8 30(30.9) 2193-41.1
97.6-99.9 89 (29.9) 24.7-354
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Table 3 Descriptive statistics and the bivariate association
between loneliness and correlates

Variable Mean SD Correlation
Age 46.79 1253  —0.09
Gender 1.75 043 0.02
Comorbidity 183 037 013
Tertiary education ¢ 010 030 -015"
Secondary education ¢ 0.16 037 -003
Basic education ¢ 046 050  -0.01
Employment status 1.19 039 0.06
Marital status 162 049 012
Religious affiliation 1.10 0.30 0.07
Personalized stigma 7.07 1.96 032"
Negative self-image 649 207 025"
Public attitude 5.54 188 004
Disclosure 6.14 1.54 0.05
Active coping 569 1.83 -0.02
Denial 4.19 191 -0.02
Substance use 3.02 1.65 0.10
Emotional support 542 190  -020""
Instrumental support 542 188 0217
Behavioural disengagement 401 173 015"
Venting 471 1.81 -0.04
Positive reframing 544 164 =007
Planning 538 1.82 0.02
Humour 336 1.81 0.08
Acceptance 6.58 148  -013"
Self-blame 451 19 0217
Self-distraction 6.17 1.89 0.01
Religious coping 6.52 1.74 -0.04
Loneliness 4509 9.5

Notes. a reference category=no education; * p<.05; ** p<.01; *** p<.001
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Multivariate associations between loneliness and correlates
Table 4 presents results for the sequential multiple
regression analyses on correlates of loneliness. In Step 1,
the demographic variables accounted for 5% of the vari-
ance in loneliness. In Step 2, stigma accounted for an
additional 13% of the variance in loneliness. In Step 3,
they were coping accounted for an extra 8% of the vari-
ance in loneliness. The final regression model was statis-
tically significant (F (12, 382)=11.40, p<.001; R*=0.26),
and the variables accounted for 26% of the variance in
loneliness. The final regression model showed that a ter-
tiary education level (B = —0.16, p<.01) was associated
with a lower likelihood of loneliness than no education.
Likewise, the presence of a comorbid condition was asso-
ciated with a higher chance of loneliness (=0.13, p<.01.
Personalized stigma (f=0.24, p<.001) and negative self-
image (B=0.16, p<.001) had significant positive rela-
tionships with loneliness. Among the coping strategies,
instrumental support (p = —0.20, p<.001) and self-blame
(f=0.12, p<.01) had significant negative relationships
with loneliness.

Qualitative ARM

Demographic data of interview participants

As shown in Table 5, most respondents were women
(n=13), and few were married (n=5). In addition, the
majority of them were 40 years older (n=14), and most
had lived with HIV diagnosis for five years or more
(n=14).

The analysis produced two main themes; psychologi-
cal experience and available coping resources. Subthemes
of the psychological experience include stigma and
loneliness.

Table 4 Summary of sequential regression analysis on correlates of loneliness

Step 1 Step 2 Step 3
Variable b SE B b SE B b SE B
(Constant) 3893 295 2423 333 3040 403
Comorbidity 267 122 011" 3.09 1.14 013" 3.11 1.10 013"
Tertiary education -5.30 170 017" -4.98 159 -0.16" -484 154 -0.16"
Secondary education -2.21 141 -0.09 -2.16 1.32 -0.09 -248 127 -0.10
Basic education -1.72 1.09 -0.09 -1.13 102 -0.06 -1.07 0.98 -0.06
Marital status 181 0.93 0.10 1.66 0.87 0.09 161 083 0.09
Personalized stigma 122 023 026" 1.13 022 024"
Negative self-image 081 0.21 018" 0.72 021 016"
Emotional support -0.07 0.27 -0.02
Instrumental support -0.97 027 -020""
Disengagement 042 0.26 0.08
Acceptance -0.54 0.30 -0.09
Self-blame 0.57 0.22 012"
R? 0.05 0.18 0.26
AR? 0.13 0.08
Model F 442" 1234 1140

Notes. a reference category=no education; * p<.05; ** p<.01; *** p<.001
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Table 5 Demographic Data of Interview Participants, N=18
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No. Pseudonym  Gender Age Marital status Religion  Employment Status Education level Years of HIV diagnosis
(yrs)

1. Adwoa Female 48 Divorced Christian ~ Unemployed Primary school 4
2. Kwame Male 45 Divorced Christian ~ Unemployed SHS 6
3. Joyce Female 40 Divorced Christian ~ Employed Middle school 9
4. Ama Female 67 Widowed Christian ~ Unemployed Middle school 5
5. Rita Female 31 Cohabiting Christian ~ Employed SHS 7
6. Serwaa Female 42 Cohabiting Muslim Employed Middle school 10
7. Yaa Female 38 Divorced Christian ~ Employed Vocational 8
8. Lizzy Female 46 Married Christian ~ Employed None 12
9. Daniel Male 72 Married Christian ~ Unemployed Middle school 5
10. Emmanuel Male 69 Married Christian ~ Employed Middle school 7
11. Elorm Female 55 Widowed Christian ~ Employed None 6
12. Kofi Male 52 Divorced Christian ~ Employed Middle school 3
13. Sandra Female 47 Single Christian ~ Employed None 13
14. Akosua Female 40 Married Christian ~ Employed SHS 4
15. Esther Female 56 Divorced Christian ~ Unemployed Middle school 9
16. Joseph Male 70 Divorced Christian ~ Employed Middle school 11
17. Millicent Female 38 Married Christian ~ Employed JHS 5
18. Esi Female 33 Single Christian ~ Employed Tertiary 3

Fig. 1 Theme and Sub-themes

In addition, participants described a range of available
resources and strategies they adopt to cope with the dis-
ease. These include support networks, medication adher-
ence, isolation/avoidance, self-efficacy and diversionary
activities, as shown in Fig. 1 below.

Psychological experiences
The psychological impact resulting from HIV/AIDS is
primarily related to HIV-related stigma and loneliness
and reflects the findings from the study’s quantitative
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arm. Therefore, this section will present the qualitative
results and integrate them into the discussion section.

HIV-related Stigma Participants reported various forms
of HIV-related stigma. These included self or internalised
stigmata, public stigma, and, to a lesser extent, stigma
from professionals. Stigma leads to poor health-seeking
behaviours, disempowerment, reduced self-efficacy and
decreased quality of life.

Self-stigma

Respondents also reported self-stigma. Several respon-
dents expressed that living with HIV made them feel
worthless. This was described in various forms in the
words of respondents as follows;

“When I cough, I normally don’t share cups with
anybody. I have my spoon; I used my plate; I use my
everything since I have the disease, so that’s it]” Par-
ticipant Adjoa.

She further observed that discrimination is inevitable for
one to have the disease.

“No matter what it is, there will be some discrimi-
nation sometimes; Mummy, for example, is the one
I spend much time with, but at times, she tells me to
be very careful with her. As you know, she gets angry
sometimes” My brother, when he comes to visit, he
doesn’t sleep overnight; he tells us he’s busy, but I
think it’s because of me, but I don’t bother, not that
he goes about telling people, but always that’s what
he says, he’s busy” Participant Adjoa.

For fear of public ridicule and discrimination, she doesn’t
disclose her HIV status apart from her family.

“As I said before, I have not told anyone apart from
my mother and siblings and my two uncles. Nobody
knows; even my friends don’t know. Because I have
this thing, I am not too public, although I used to
be. I stop outings, even the beach. I quit going to the
beach because of that. I have to be very careful,” Par-
ticipant Adjoa.

“Yes, because it makes me feel unclean; how people
talk and behave towards you when they hear you
have this disease is even embarrassing. People will
hear about it and broadcast me; I feel shy and sad
too,” Participant Ama.

“I can’t tell anyone and am unwilling to do that
because this disease is embarrassing” Participant
Lizzy
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Public/social stigma

Participants narrated the negative attitudes towards
them by the general public, often based on false beliefs,
fear and prejudices. The participants indicated they were
stigmatised since they were diagnosed with HIV/AIDS.
Some participants said even their family members stig-
matised them.

“In this life, there are people that whatever they hear,
they spread it everywhere, so that's why I don’t want
anybody to know apart from my family’” Participant
Adjoa

“My children have even suggested I go to a private
hospital for treatment so that people won’t get to
know, but because of diabetes or maybe when it
worsens, they will still refer me to this place, so I
decided to be here. I will feel embarrassed if people
get to know about it” Participant Ama

“People think that if you involve yourself in prostitu-
tion, that is how you get it, so I was wondering what
people will think about me when they know about it”
Participant Serwaa

“They may even avoid you; you can’t buy food or
something, and they won't sell to you. They keep
pointing fingers at you anytime you pass by, and
because of the disease, some older adults wouldn’t
come here. So the stigma and discrimination will not

»

even make people come here’ Participant Rita.

Another participant also reported this experience:

“Sometimes too, when I go to my customers for the
food stuffs I sell, they refuse to sell to me because
they thought I can’t pay them early or may not pay
them at all because of how lean I have become’, Par-
ticipant Serwaa.

Participants are somehow paranoid about what people
say regarding their condition:

“Yes. Because some people can’t keep their mouths
shut, they will discuss it wherever they go and dis-
grace you. In the beginning, people said all sorts of
things about the disease, so when they know you
have it, they make it look like you did something bad
that has landed you in that trouble’” Participant
Serwaa.

“There is no problem coming here, but I get worried
I may meet someone I know who does not have the
disease and will broadcast me. So if I see such peo-
ple, I hide my face from being seen until the person
leaves,” Participant Akosua.
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However, a participant experienced professional stigma:

“When I went to the hospital and found out I have
the disease, they asked me to go and treat it, so I lost
my job; yes, I had to accept it even though they relate
well with me’, Participant Adjoa.

Loneliness

The participants expressed how HIV/AIDS negatively
affected their interpersonal relationships. The condition
made it difficult for them to associate well with others,
including finding a life partner. The respondents demon-
strated this feat in the following narratives;

“Me, I don’t get help from anyone. Even in my family,
most Muslims are only used to their Muslim broth-
ers and sister. If you go to them, they only listen to
your message and tell you it will be well, but they
don’t help you in any way, so the little I earn is what

P

I manage with my children’. Participant Adjoa.

A participant narrated the challenges in finding a partner:

“We have challenges with relationships, so if they
can get us contacts of people who also have the con-
dition, it may help us because if you marry someone
who does not have the condition, sometimes, you
can’t take your medicines when he is around.” Par-
ticipant Millicent.

“I would wish that time for consultation, especially
among the youth, if any man who also has the dis-
ease and needs a wife, they could link us because if
you go for someone who does not have the disease,
they will leave you if they find out... and also they
can help get work to do to support us” Participant
Yaa.

Some participants reported a lack of friendship leading to
loneliness:

“I don’t have tight friends I go to or sometimes,
maybe we meet at the market in place morning,
then I go to my house but to go to their house, I don’t
do that. I don’t live with my family; I live outside
Ghana, but when I come home, we are fine” Partici-
pant Elorm.

“The reason is that the way they describe the disease
makes people isolate themselves. They will also be
pointing their fingers at you. This can get you think-
ing, so I better keep it to myself”. Participant Akosua.
“Yeah, there are several worries; for instance, since
my husband died, I am the only person catering for
my children. I can’t marry again, at least for the per-
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son to support me financially’ Participant Elorm.

Theme two: coping strategies

This theme characterises the various dimensions of sup-
port available to respondents to help them manage HIV/
AIDS in the community. Under this theme, five [5] sub-
themes emerged, including self-efficacy, support network
(family, religion, healthcare workers and peers), diver-
sional activities, isolation and avoidance, and treatment
adherence.

Self-efficacy

Some participants demonstrated self-sufficiency by stat-
ing that they were not bothered by the disease HIV/
AIDS) because they were living in their own house.
Expressly, one respondent stated;

“I have no such problem; I live in my own house,
so I don’t encounter those things that can make me
uncomfortable. I am free, and I don’t think about
it at all. I know it has happened already, so I don’t
worry about it anymore,” said Participant Emman-
uel.

Some participants also opined that they were not in this
alone since other people they perceived to be better off
in society had also contracted the disease. To these par-
ticipants, people are living with other conditions freely
in the community, so their case was no exception. Thus,
they had to accept their fate and use the appropriate
mechanisms to deal with the disease (HIV/AIDS).

“As I am saying, people have different kinds of sick-
ness, but they are walking around, so if I have this
disease, it doesn’t mean I am useless, Participant
Sandra.

Another respondent indicated, “.. I have accepted
the situation. ...this is what has befallen me, and no
matter what I do, I have gotten the disease, so I have
to look for a way to protect myself and go through
it, so I am not bothered. Some people have not yet
accepted their condition, so they are roaming from
one prayer camp to the other, but I have accepted my
fate that I can’t do anything about it Participant
Esi.

Support network

The second sub-theme identified was the support net-
work. Four sub-themes were generated: family, reli-
gion, healthcare workers, and peers. Some participants
revealed how they received financial support, encour-
agement, companionship, and inspiration from their
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family members, friends, healthcare workers, and reli-
gious organisations. Below are some experiences shared
by some respondents.

Family

For some participants, family members were a source
of inspiration, encouragement, and financial support.
In particular, the participants indicated that they gain
financial support from siblings, in-laws, and their chil-
dren. Additionally, some married participants said they
enjoyed companionship from their spouses.

“..people who know me encourage me, and I also
make sure to take my drugs well, Participant Ser-
waa.

Another participant averred,

“..one of my brothers is a medical doctor at Korle-
Bu; sometimes he sends me money for other drugs and
upkeep”, Participant Yaa.

One male respondent also added,

“..mmm, apart from my siblings, I don’t get help from
anybody. They support me financially. At times, they buy
things for me... Even my in-laws are all good to me,” Par-
ticipant Kwame.

Lastly, one male respondent added that he could cope
because of the companionship he received from his wife.
He said,

‘I was fortunate my wife didn’t have it yet; she sup-
ported me till this time’, Participant Daniel.

The inspiration participants received from their fami-
lies were expressed in the view of one participant as
follows;

“..my mother reminds me to take my drugs and
encourages me to eat well. My other siblings who
stay at a different place too, we communicate on the
Pphone, and I visit them, we interact well” Partici-
pant Kwame.

Religion

Some respondents relied on their beliefs and engagement
with religious activities to cope and live meaningfully
with HIV/AIDS. The respondents presented their views
regarding God to portray how their faith is rooted in
their religious background while living with the disease.
The opinions expressed by respondents are evident in the
following narratives;

“The nurses made me understand that if I take my
medicine well, I can live comfortably, but who kept
me going is my reliance on God’, Participant Lizzy.

“First of all, I thank God because it wasn’t easy for

Page 10 of 15

me since I was diagnosed with the disease. It Is only
God who has kept me going’ Participant Kwame.

Healthcare workers

Supportive healthcare workers and the healthcare system
enhanced participants’ ability to cope with HIV/AIDs.
Some participants stated that the encouragement the
doctors and nurses gave them and the services provided
at the clinic kept them going as reported by a participant;

“..the nurses and the doctors are all good. Even
when I default, they caution me and take good care
of me. They are nice; when I compare how the nurses
treated us when my mother felt sick in our home-
town, I say the nurses here are good. Last time they
suggested 1 transfer because I come from afar, but
I refused because I like how they care for me here,
Participant Kofi.

A female respondent added, “The doctors and nurses
have been very supportive. They treat me well any-
time I come to the hospital, especially the elderly
ones among them; she is always nice to me, even
when she sees me in town. They are all good; even
those who pick up our folders when we come to the
clinic are nice to us. Sometimes when I cannot come
for my medicines, they collect them and bring them
to my house,” Participant Joyce.

Peers

Some respondents shared that friends and peers encour-
aged and supported them financially, enabling them to
cope well with the disease burden.

“..that my friend also encourages me. Sometimes
when I don’t have money to come to the clinic, she
even gives me money to come. She ensures I am
doing better; Participant Rita.

“..some of my friends also help me sometimes even
though I have not told them anything, Participant
Yaa.

Diversionary activities
Another vital sub-theme emerged from the data related
to respondents’ activities to redirect their attention and
worries about living with HIV/AIDS. Some of these
activities include music and watching movies. A female
participant narrated;

“..I listen to music a lot, which takes away my wor-
ries. I like watching movies too, so I don’t think about
it) Participant Yaa.



Ninnoni et al. BMC Psychiatry (2023) 23:163

Other respondents also focused on their work to keep
them busy from worrying about their situation.
Again, my work also engages me a lot and makes me
busy. I am a teacher, so sometimes some students
can behave to amuse you, which takes my attention
from the disease,” Participant Esi.

“I focus on my work, I am always busy, so I don’t
have time to be thinking about the disease’ Partici-

pant Kofi.

Isolation and avoidance

Another vital sub-theme from the data suggests that
participants use isolation and avoidance to cope with
the condition. They sometimes avoided working among
people to escape gossip about their current status. One
participant narrated;

“..the way people make you feel when they know you
have it (HIV) makes life difficult for you. At times,
you don’t feel comfortable working among people
Participant Yaa.

“..I have to avoid places where people are likely to
gossip about me’; Participant Lizzy.

Assurance of availability of ARTs

The last sub-theme that emerged from the data was the
availability of antiretroviral. This sub-theme concerned
participants’ reliance on antiretroviral for survival and
healthy living. The participants expressed this as follows;

‘I am encouraged by the fact that there is medi-
cine to take to live healthily. In the past, if you get
it (HIV), you die early, but I have lived with it for
many years, and I am still healthy Participant
Elorm.

Another participant added:

“I think the medicine because when you take them,
you look ok. Also, the way I perceived the disease
when I went for counselling and the teachings the
nurses gave me made me understand that the dis-
ease is not as strange as people think” Participant
Kofi.

Another participant indicated, ‘I follow the teaching
the doctors and nurses give us. They counsel you well
before treating you, so I listen to them and eat what
they teach me. Participant Esther.

Discussions

The findings revealed a high prevalence of stigma among
PLHIV, with an overall majority of 99%. Most study par-
ticipants were females, consistent with previous studies
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[48, 49]. As captured in the study’s quantitative and qual-
itative arms, it was evident that stigma was a significant
public health problem affecting PLHIV. HIV-related
stigma remains high among people living with HIV in a
resource-constraint setting like Ghana, with substantial
implications for physical and mental health [50, 51]. The
qualitative arm of the study, in particular, has revealed
three forms of stigma; self-stigma or internalised stigma,
public stigma and, to a lesser extent, professional stigma.
It was further noted that PLHIV experience stigma from
the day they are diagnosed with HIV, and their family
members and peers are significant sources of HIV-related
stigma. This is in agreement with previous studies, which
indicate that PLHIVs face rejection from their families,
workplace, school and members of the healthcare system
[51, 52]. In addition, PLHIV expressed self-stigma, which
affected their interpersonal relationship and made them
feel worthless living with the condition.

Similar studies indicate that PLHIVs experienced inter-
nalised stigma, which affected their relationship nega-
tively and increased their sense of loneliness [36, 50, 52,
53]. Stigma is an undesirable, discrediting attribute that
an individual possesses, thus reducing the individual
status in society [8]. It is a robust social process deeply
rooted in social and cultural contexts [8]. Central to the
themes of Goffman’s stigma theory is that society clas-
sifies people as ‘normals’ and ‘deviants. Individuals
regarded as ‘deviants’ are stigmatised because they are
said to be discounted and tainted and possess an unde-
sired differentness from what the ‘normals’ anticipated [8,
54]. Society links a biological disease condition’s presence
with a negatively defined behaviour and presentation.

Globally, HIV-related stigma remains high in the gen-
eral population [55]. This may be related to a lack of edu-
cation, ignorance, inaccurate information about HIV/
AIDS, fear and moral judgement of the behaviours of
those infected with HIV/AIDS [56]. In Africa, HIV is
mainly associated with promiscuous heterosexual rela-
tionships. Attributing stigmatised medical condition
such as HIV to a lack of personal responsibility tend to
distance the ‘moral majority’ from risk [12, 57]. The
study also showed a statistically significant relationship
between stigma and education. Only a few of the study
participants in this study had tertiary education. The
results showed that individuals with higher education
reported less stigma than those with lower educational
qualifications. These findings are consistent with previ-
ous studies, suggesting increased knowledge is associ-
ated with decreasing stigma [58]. Although there was
no statistical difference between gender and stigma in
this study, females and higher education are reported as
protective factors against stigma [48]. The consequences
of HIV-related stigma include social rejection, social
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isolation, health inequalities, poor health outcomes and
human rights abuses [59].

The study further revealed the occurrence of loneliness
(30.1%) among PLHIV. Similar observations were made
in the qualitative arm of this study, where participants
reported loneliness influenced by stigma. Some reported
experiences included; a lack of support from family and
friends and a lack of partners. Other studies among peo-
ple with chronic conditions also indicated the moderate
prevalence of loneliness [36, 51]. They expressed that
HIV/AIDS negatively affect their interpersonal relation-
ships, especially in marriage. This makes it difficult for
them to associate with others, including finding a life
partner leading to loneliness, as reported in this study.
[27, 28]. These findings reflect relevant theories of lone-
liness in the literature. The social needs approach views
loneliness as resulting from a breakdown of social condi-
tions [29], and the cognitive approach claims that feelings
of loneliness are due to individuals’ reactions to social
situations—loneliness results from changes in social
relationships or the desired or expected social relation-
ship [30]. PLHIVs find it challenging to settle with a life
partner who will understand and cope with their current
state [50]. Previous studies suggest that adults living with
HIV/AIDS often face increased and complex vulnerabil-
ity regarding physical and psychosocial needs, which may
exacerbate loneliness [34]. The presence of discredited
and discreditable identities in this study may suggest that
to avoid discrimination, people may hide or avoid situa-
tions in which they may feel uncomfortable due to stigma
and discrimination.

The current study found no significant differences
between males and females in the prevalence rates of
stigma and loneliness. This finding corroborates observa-
tions by Flickinger et al., where stigma had no significant
association with age and gender in the PLHIV [53].

However, comorbidity and education were found to
be significantly associated with loneliness. Specifically,
PLHIV who had other health conditions were likelier to
express loneliness. Also, PLHIV with tertiary education
were less likely to express loneliness than those without
formal education. This evidence suggests that formal
education of PLHIV to a tertiary level may have increased
their health literacy and formed a network of friends
with a better understanding of HIV/AIDS infections,
thus reducing stigma. On the other hand, HIV-related
stigma may lead to shame and non-disclosure, leading to
loneliness [34, 60]. Social marginalisation linked to HIV-
related stigma and non-disclosure status is a common
barrier to building social relationships [61].

Furthermore, the qualitative arm of the study, in par-
ticular, revealed a range of coping strategies as protec-
tive factors for living with HIV/AIDS. Goffman describes
stigma and has a lot to say about its management. How
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does the stigmatised individual respond to situations?
Goffman claims that, in some cases, it will be possible
for the individual to attempt to correct what he sees as
the basis for his failings. For example, when a physically
disabled person undergoes plastic surgery, the blind per-
son seeks eye treatment and illiterate remedial educa-
tion [62]. Thus, this study goes beyond just documenting
experiences and prevalence but identifies ways of over-
coming loneliness and stigma through self-efficacy, diver-
sional activities and social support networks, including
religion and spirituality. In addition, concealment/avoid-
ance of healthcare workers is a reported coping strategy
for stigma. These findings are in congruence with Goftf-
man’s propositions about ‘discredited’ and ‘discreditable’
identities and numerous previous studies, which report
that help from family and friends positively impacts cop-
ing with HIV-related loneliness and stigma [63, 64]. A
survey into coping strategies among people living with
HIV/AIDS summarises coping strategies into four cate-
gories: compassion, social support, hiding HIV status and
self-care [65]. This study’s participants reported conceal-
ment/hiding to cope with the stigma. It is claimed that
status concealment is an information management strat-
egy through which PLHIV maintain a discreditable iden-
tity and avoids becoming discredited [8]. In his seminal
work, Goffman distinguishes between ‘discredited’ and
‘discreditable’ identities. Discredited individuals have evi-
dence of visible attributes requiring them to devise cop-
ing mechanisms to manage the resulting prejudices and
discrimination, which can also be termed as the ‘enacted’
stigma [8].

Conversely, conditions that cannot be hidden from the
public create discredited identities. The main focus, in
that case, is managing and concealing or disguising the
condition to pass as ‘normal’ to avoid becoming discred-
ited and experiencing the resultant stigma, also known
as ‘anticipated’ stigma [64]. Because of their awareness of
people’s reactions towards them in society, people in this
study resort to concealing their identity to avoid preju-
dices and discrimination. These findings are consistent
with a survey in China [65] but contradict other African
studies. For example, Makoae and colleagues [66] con-
ducted a study in five African countries and found that
21% of the participants were open about their diagnosis
and served as spokespersons for others. These observa-
tions represent the two forms of resisting stigma [62].
First, members of a given stigmatised group themselves
who act as representatives of the group before the audi-
ence of ‘normal’ and of the stigmatised and second,
individuals who have achieved a very high degree of ‘nor-
mality’ such as families, healthcare providers and yet take
it upon themselves talk against stigma [62]. A similar
study found that about 81% of participants told at least
one person within three months after diagnosis [67].
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Affirming self-worth, support from family and refram-
ing HIV status in a bright light have been noted to
positively impact coping with loneliness and stigma
associated with HIV [53]. In addition, self-acceptance
of HIV status is reported to counter stigma and help
individuals to overcome the fear and judgement of oth-
ers and not internalise stigmatising attitudes and shame
[57]. Also, the study revealed that PLHIV values financial
support and encouragement from family. In particular,
they gained financial support from siblings, in-laws, and
their children, enabling them to meet their needs and
cope with their condition. This finding is corroborated by
another study which reported that social support signifi-
cantly reduced loneliness and stigma among people liv-
ing with chronic conditions [36, 50]. Hence support from
spouse and family is essential in coping with a diagnosis
of HIV-related loneliness and stigma.

Furthermore, the study findings revealed that PLHIVs
who were self-sufficient and lived in their own house
appeared to cope better with their condition than those
who relied on others for basic needs. This finding is in
congruence with a study that reported that PLHIV who
are financially independent and engage in income-gener-
ating activities experience reduced feelings of self-stigma
[50].

This study was conducted in a resource-limited setting
where resources at individual and national levels are con-
strained, and people struggle to make a living. Although
antiretroviral medications are provided freely, some
people cannot afford to visit the clinic for medications
as a result of financial constraints, and this can influence
adherence and recovery. Furthermore, the African conti-
nent is highly religious, where people put faith above all
things in moments of difficulty. Thus, religion and spiri-
tuality appeared as central sources of hope for coping
with HIV/AIDS. Faith in God as a coping strategy reflects
similar studies in the literature [68].

In addition, our findings revealed that doctors, nurses
and a supportive healthcare system reduced the effects
of loneliness and stigma on PLHIV. Encouragement
from healthcare workers and quality service provided at
the ART clinic served as coping mechanisms for PLHIV.
PLHIV in ART experienced less stigma than those not
in ART [36]. It is claimed that ART offers the potential
to maintain good health and a hidden stigma [57]. ART
was a means to prevent signs or symptoms of ill health
from developing, which could expose one’s HIV status.
Avoiding HIV visibility appeared more important than
maintaining good health itself, with the fear of being
identified being more pervasive than the fear of experi-
encing sickness [57]. This ability of ART to lessen physi-
cal manifestations of HIV has led to it being referred to as
a technology of “invisibilisation”(69, providing social and
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economic opportunities and therefore providing PLHIV
with a sense of value [69].

It is evident in this study that participants value insti-
tutional support from healthcare professionals and, in
particular, doctors and nurses to improve their quality
of life. In addition, establishing effective communication
and person-centred therapeutic relationship with clients
will promote treatment adherence and reduce stigma and
related factors such as loneliness. This finding is reported
in a similar study which emphasises that a relationship of
trust between patients, doctors, nurses and other team
members is one factor that positively influences adher-
ence [68].

Conclusion

HIV-related stigma in all its forms and loneliness remains
a challenge and negatively impacts the lives of PLHIV.
The qualitative and quantitative findings reveal that
HIV-related stigma and loneliness remain pervasive and
affect the quality of life. Therefore, there may be a need to
relook at HIV-related psychosocial interventions regard-
ing their effectiveness across socio-cultural settings.
Also, it was evident from this study that internalised, or
self-stigma, was commonly reported among PLHIV, and
thus there is a need to target evidence-based, context-
appropriate interventions. Also, some contextual coping
strategies in terms of support networks, cultural beliefs
and values may provide valuable channels of supporting
and complimenting contemporary approaches for people
with HIV/AIDS to improve their quality of life.

Limitations

+ This study is cross-sectional, but a follow-up with a
longitudinal study may give a better picture of how
participants experience stigma and loneliness over
time.

+ The participants were recruited in a hospital
treatment centre where people attend for their ART.
However, this approach may miss out on individuals
unable to participate due to stigma and loneliness.

+ Although consistent with the literature, especially
in Africa, most of the participants are women and
Christians, which may require further investigation
to explore the experience of other demographic
groups.
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