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Introduction: Despite medical advances, stigma against 
people living with HIV remains a major issue, espe-
cially in healthcare. Factors like ignorance and lack 
of training contribute to discrimination; studies show 
stigma varies by setting and provider background. 
This study in Spain aimed to explore self-perceived 
stigma and its impact on healthcare access. 
Methods: This mixed-methods study in Spain assessed 
self-perceived stigma among people living with HIV 
using a validated questionnaire and semi-structured 
interviews. Participants were recruited via social me-
dia and public announcements. Data analysis involved 
statistical tests and qualitative coding. Ethical approv-
al was obtained, ensuring confidentiality and compli-
ance with European regulations. 
Results: The study included 525 participants, mostly 
men (53.3%), with a median age of 38 years and an aver-
age of four years since diagnosis. The majority (96.2%) 
received care through the public healthcare system.
Stigma levels varied; internalised stigma was low, 

with most rejecting negative feelings about living with 
HIV. However, anticipated and experienced stigma 
remained, particularly in healthcare settings, where 
many reported discrimination and neglect—findings 
corroborated in interviews. Avoiding physical contact 
with patients and the excessive use of barrier measures 
were common behaviours. Analysis showed that stig-
ma decreases with age and time since diagnosis but is 
higher among non-binary individuals. 
Conclusions: This study highlighted varying levels of 
stigma affecting people living with HIV, particularly in 
healthcare. While internalised stigma was low, many 
anticipated or experienced discrimination, often due 
to impersonal treatment and unfounded fears, empha-
sising the need for education and awareness to foster 
respectful, empathetic care.

Keywords: HIV infections, social stigma, attitude of 
health personnel, psychosocial impact, physician-pa-
tient relations.

SUMMARY

n	 INTRODUCTION

Four decades since the first documented HIV 
case in 1981, stigma against people living with 

HIV (PLWH) remains entrenched, particularly in 
healthcare environments where compassionate 

care should prevail [1-3]. This enduring stigma, 
perpetuated by persistent misinformation and 
unfounded prejudice, systematically compromis-
es both clinical care standards and patients’ psy-
chosocial wellbeing. Although antiretroviral ther-
apy has rendered HIV a medically controllable 
chronic condition, profound sociocultural barri-
ers continue to hinder progress in the global HIV 
response [4, 5].
Research confirms stigma’s persistence across con-
texts, with prevalence varying by setting and pro-
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vider type. A systematic review identify higher 
stigma among white male primary care physicians 
lacking HIV training [6]. Discriminatory attitudes 
correlate with gender, race, religion and clinical 
environment, often rooted in historical stereotypes 
of PLWH [6, 7]. However, in settings with policies 
aimed at reducing stigma, its impact is significant-
ly lower [8].
A Laotian study of 558 healthcare workers found 
45.7% maintained stigmatising attitudes despite 
50% having HIV training and adequate knowl-
edge [9]. Notably, clinicians with more PLWH ex-
perience and better training exhibited fewer dis-
criminatory views, underscoring how knowledge 
gaps sustain stigma [9].
In Europe, stigma remains a major barrier to 
healthcare access, rights protection, and social 
support for PLWH. Within healthcare settings, 
many PLWH face discrimination, such as denial of 
treatment or disclosure of their HIV status without 
consent, leading to fear and delays in seeking 
medical care [10, 11]. To address this issue, strate-
gies such as healthcare professional training, me-
dia campaigns, and telemedicine to improve pa-
tient privacy have been implemented. However, 
further efforts and resources are still required to 
ensure an effective reduction in stigma across the 
region [10, 11].
Critically, PLWH’s subjective healthcare experi-
ences reveal stigma manifesting as verbal abuse, 
social exclusion and physical threats [12, 13]. Fear 
of discrimination deters status disclosure, compli-
cating treatment access and potentially triggering 
treatment abandonment, relationship breakdowns 
and mental health crises [12, 13]. For this reason, 
we conducted a mixed-methods study in Spain to 
assess self-perceived stigma among PLWH. Com-
bining quantitative and qualitative approaches, 
we aimed to document lived experiences of stig-
ma and its healthcare access implications. Beyond 
mapping the problem, this research provides evi-
dence to inform targeted stigma-reduction strate-
gies in clinical settings.

n	 METHODS

Study design
An observational, descriptive, and cross-sectional 
study was conducted, applying a validated ques-
tionnaire to PLWH, complemented by semi-struc-
tured interviews, thereby obtaining an explanato-

ry model [14]. The study adhered to STROBE 
(Strengthening the Reporting of Observational 
Studies in Epidemiology) and COREQ (Consoli-
dated Criteria for Reporting Qualitative Research) 
guidelines.

Context
In Spain, HIV care is delivered through a decen-
tralised, publicly funded National Health System, 
with private options also available. Patients are 
mainly treated in multidisciplinary hospital units 
by internal medicine or specially trained family 
physicians, as infectious disease is not a formal 
medical specialty. Although continuity with the 
same doctor varies, care is generally provided by 
a consistent team of specialists.
Recruitment was conducted across multiple health
care service levels, with participants primarily re-
cruited from public hospital settings. A smaller 
proportion were recruited from private hospitals 
and both public and private primary care centres. 
This distribution corresponds to the specialised 
nature of HIV treatment in Spain, where most pa-
tients receive care in hospital-based units rather 
than primary care settings.
Data collection took place in 2024 using an online 
questionnaire, ensuring confidentiality and data 
protection in compliance with European regula-
tions. The instrument’s wording was culturally 
adapted for optimal comprehension by the Spanish 
population, though no additional questions were 
added or modified in content. A pilot test with 20 
volunteers was conducted to verify the question-
naire’s clarity and cultural appropriateness.

Participants
Individuals aged 18 or older, living with HIV, re-
ceiving healthcare in Spain, and voluntarily pro-
viding informed consent were included. Those not 
residing in Spain, as well as travellers, students 
with stays shorter than six months, and migrants 
in transit, were excluded.

Recruitment and data sources
Given the sensitivity of the topic and the challeng-
es of engaging populations affected by HIV-relat-
ed stigma, a non-probabilistic purposive sampling 
method was deemed most appropriate. To broad-
en participation while safeguarding confidentiali-
ty, a snowball sampling approach was employed, 
enabling participants to refer others with shared 
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experiences. However, recognising the potential 
for selection bias - particularly the risk of overrep-
resentation within close-knit networks - recruit-
ment strategies were deliberately diversified to 
capture a wider spectrum of perspectives.
Initial outreach was conducted through multiple 
channels to engage diverse subgroups. A dedicat-
ed Instagram account (@Stopstigma_hiv) was es-
tablished to collaborate with non-governmental 
organisations (NGOs) across different regions and 
communities, facilitating questionnaire distribu-
tion via direct links and QR codes. Efforts were 
extended to Facebook and LinkedIn to reach 
broader audiences. Additionally, the study was 
promoted through the #HiloTesis academic con-
test on X (formerly Twitter), ensuring the inclusion 
of participants with varying levels of experience 
regarding stigma toward PLWH.
To mitigate the inherent biases of snowball sam-
pling, the initial “seed” participants were strategi-
cally selected from distinct networks, including 
healthcare providers living with HIV, LGBTQ+ ac-
tivists, and peer support groups, thereby reducing 
reliance on a single demographic. While this ap-
proach enhanced the diversity of self-perceived 
stigma levels represented, we acknowledge that the 
sample may not fully reflect the broader population 
due to the non-randomised recruitment process.

Variables
Sociodemographic data (gender, age, education 
level, autonomous community, and type of health-
care service) and clinical data (time since HIV di-
agnosis) were collected. Self-perceived stigma was 
measured using the validated questionnaire by 
Earnshaw et al., consisting of 25 Likert-scale items 
assessing internalised stigma (α=0.89), anticipated 
stigma (α=0.87), and enacted stigma (α=0.87) [14].

Bias
Non-probabilistic sampling and the snowball 
method may introduce selection and response bi-
ases, limiting representativeness and potentially 
overestimating stigma prevalence. To mitigate 
these biases, the strategies previously described in 
the “Recruitment and Data Sources” section were 
employed.

Data analysis
Statistical analyses were performed using IBM 
SPSS v29. A univariate analysis was conducted us-

ing descriptive measures (mean, median, and 
standard deviation or interquartile range). To as-
sess relationships between categorical variables, 
contingency tables with absolute and relative fre-
quencies were used.
Since the data did not follow a normal distribu-
tion, non-parametric tests such as Kruskal-Wallis 
were applied to compare stigma levels across gen-
der, education level, province of residence, and 
type of healthcare service, considering differences 
significant at p<0.05. Post hoc comparisons were 
performed using the Wilcoxon test.
A correlation matrix using Spearman’s Rho coeffi-
cient was employed to examine the relationships 
between age, time since diagnosis, and the three 
types of stigma.

Qualitative phase
The principal investigator, a physician with train-
ing in bioethics and HIV, conducted the inter-
views. A phenomenological approach was used to 
explore the subjective experiences of PLWH. Par-
ticipants were selected through the questionnaire 
on social media, where an open-ended question 
allowed those interested to provide their email ad-
dresses.
Interviews were conducted virtually, with an au-
dio-only option to preserve privacy. Recording 
was authorised, and data were analysed using AT-
LAS.ti 24. Two researchers independently coded 
the data, structuring them into inductively de-
rived thematic categories.
Interviews lasted between 40 and 60 minutes and 
were conducted until data saturation was reached. 
Full transcripts were not returned to participants, 
but key points were verified during the inter-
views. A formal respondent validation of findings 
was not conducted; however, verbatim quotes 
with unique codes were included to illustrate 
themes.
Whilst all interviews were conducted by the prin-
cipal investigator to ensure consistency in data 
collection, several measures were implemented to 
mitigate potential interviewer bias: 
1)	 The semi-structured interview guide was rig-

orously developed through consultation with 
three qualitative methodology experts and pi-
loted beforehand; 

2)	 Questions were phrased in open-ended, 
non-leading formats to minimise interpretive 
influence; 
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3)	 Two independent researchers analysed the raw 
data using ATLAS.ti 24, with inter-coder relia-
bility assessed through regular consensus 
meetings;  

4)	 Emerging themes were systematically com-
pared against the original transcripts to verify 
they reflected participants’ accounts rather 
than researchers’ assumptions.

Ethical considerations
The study complied with the principles of the Dec-
laration of Helsinki and European data protection 
regulations (Regulation 2016/679). Informed con-
sent was obtained from participants, and the study 
received approval from the Clinical Research Eth-
ics Committee of Hospital de Bellvitge in Catalo-
nia (Act 03/24, Ref. PR352/23).

n RESULTS

Quantitative Phase
Following the dissemination of the study via so-
cial media and scientific events, it was estimated 
that 4,000 people accessed the call for participa-
tion. Of these, 525 responded to the questionnaire, 
resulting in a response rate of 13.1%.

Sociodemographic Characteristics
The majority of participants were male (53.3%), 
with a median age of 38 years (IQR: 19) and a me-
dian time since HIV diagnosis of 4 years (IQR: 4). 
The sample consisted predominantly of individuals 
identifying as heterosexual (61.0%, n=320) and ho-
mosexual (23.8%, n=125), with the remainder com-
prising those identifying as bisexual or who de-
clined to state their orientation. Regarding educa-
tional attainment, 32.4% had technical qualifica-
tions, 25.7% held university degrees, and 14.1% had 
secondary education. Nearly all participants 
(96.2%) received care through the public health sys-
tem, with 95.2% treated in public hospitals. Com-
plete data are presented in Table 1 and Figure 1.

Levels of self-perceived stigma in each dimension
Internalised stigma
The majority of participants rejected stigmatising 
ideas associated with living with HIV. A total of 
72.2% strongly disagreed that their diagnosis 
made them feel like a bad person, and 71.8% re-
jected the idea of ​​not being as good as others.
Shame associated with the diagnosis had little ac-

ceptance, with 65.9% strongly disagreeing with 
feeling ashamed, and only 3.2% stating that they 
felt shame for being a PLWH. Similarly, most par-
ticipants rejected the association of HIV with 
thoughts of impurity or repulsion (79.4% and 
78.9%, respectively). Table 2 provides a detailed 
breakdown of responses related to internalised 
stigma.

Table 1 - Characteristics of the participants.

Median IQR

Age 38 19

Years since diagnosis 4 4

Frequencies % of Total

Gender

Female 220 41.9%

Male 280 53.3%

Non-binary 25 4.8%

Sexual Orientation

Heterosexual 320 61%

Gay/Lesbian 125 23.8%

Bisexual 65 12.4%

Prefer not to say 15 2.8%

Educational level achieved

Technician 170 32.4%

Bachelor’s degree 135 25.7%

Secondary school 74 14.1%

Master’s degree 71 13.5%

Post-graduate 27 5.1%

Specialization 18 3.4%

Doctorate 17 3.2%

Post-doctorate 9 1.7%

Primary school 4 0.8%

What type of health service do you receive health care from?

Public 505 96.2%

Private 15 2.9%

Mixed 5 1.0%

What type of health centre are you treated in?

Public hospital 500 95.2%

Private hospital 15 2.9%

Private primary care centre 5 1.0%

Public primary care centre 5 1.0%
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Anticipated stigma
The perception of stigma within family and health-
care environments varied among participants. In 
the family setting, just over half considered it un-
likely that they would be avoided (51.0%) or 
looked down upon (50.9%), although a third re-
mained undecided. A total of 24.4% believed it 
was possible that they would be treated different-
ly by their family, while 43.2% had no clear stance 
on the matter.
Within the healthcare context, uncertainty was 
predominant. Nearly half were unsure whether 
professionals would take their needs seriously 
(49.7%), discriminate against them (60.8%), or 
avoid touching them (49.7%). However, 20.2% 
believed their needs would not be adequately 
addressed, and 17.3% anticipated that health-
care professionals would avoid physical contact.
Although most did not consider discrimination 
likely, doubts and concerns about stigma in health-
care settings persisted. Table 3 presents the full 
responses.

Experienced stigma
A significant proportion of participants experi-
enced some degree of discrimination within both 
family and healthcare environments. In the family 
setting, the majority reported that they were rarely 
or never avoided (46.5% and 29.0%) or looked 
down upon (44.6% and 29.9%). However, 56.6% 
indicated that they had been treated differently on 
at least one occasion, while 16% stated that this 
occurred frequently.

In healthcare settings, 53.9% reported that their 
needs were not taken seriously on some occasions, 
and 20.8% experienced this often. Additionally, 
35.6% stated that they had been discriminated 
against at least once, while 31.0% had never en-
countered such treatment. A total of 59.0% felt that 
their concerns were not listened to on some occa-
sions, with 21.5% reporting that this happened 
frequently.
Physical contact was also a relevant issue, with 
49.0% perceiving avoidance by healthcare staff on 
some occasions and 27.5% experiencing this fre-
quently. In contrast, disrespectful treatment was 
less common, as 64.6% reported experiencing it 

Table 2 - Internalised stigma.

 Frequencies % of Total

Being a person living with HIV makes me feel like a bad person

Strongly disagree 379 72.2%

Disagree 89 17.0%

Neither disagree nor agree 45 8.6%

Agree 12 2.3%

I feel like I’m not as good as others because I’m living with HIV

Strongly disagree 377 71.8%

Disagree 80 15.2%

Neither disagree nor agree 49 9.3%

Agree 19 3.6%

I feel ashamed of being a person living with HIV

Strongly disagree 346 65.9%

Disagree 71 13.5%

Neither disagree nor agree 50 9.5%

Agree 41 7.8%

Totally agree 17 3.2%

Being a person living with HIV makes me feel dirty

Strongly disagree 417 79.4%

Disagree 69 13.1%

Neither disagree nor agree 30 5.7%

Agree 9 1.7%

Being a person living with HIV is disgusting to me

Strongly disagree 414 78.9%

Disagree 77 14.7%

Neither disagree nor agree 30 5.7%

Totally agree 4 0.8%

Figure 1 - Geographical distribution of participants.
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Table 3 - Anticipated stigma.

How likely is it that people will treat you in the following ways in the future because you are a person living with HIV?

 Frequencies % of Total

My family members will avoid me

Unlikely 268 51.0%

Neither improbable nor 
probable

177 33.7%

Probable 43 8.2%

Very improbable 31 5.9%

Very probable 6 1.1%

My family members looked down on me

Unlikely 267 50.9%

Neither improbable nor 
probable

176 33.5%

Probable 43 8.2%

Very improbable 30 5.7%

Very probable 9 1.7%

My family members would treat me differently

Neither improbable nor 
probable

227 43.2%

Probable 128 24.4%

Improbable 114 21.7%

Very probable 30 5.7%

Very improbable 26 5.0%

Health professionals would not take my needs seriously

Neither improbable nor 
probable

261 49.7%

Probable 106 20.2%

Improbable 95 18.1%

Very probable 52 9.9%

Very improbable 11 2.1%

 Frequencies % of Total

Health professionals would discriminate against me

Neither unlikely nor probable 319 60.8%

Improbable 98 18.7%

Probable 72 13.7%

Very unlikely 21 4.0%

Very probable 15 2.9%

Health professionals would deny me care

Unlikely 241 45.9%

Neither improbable nor probable 211 40.2%

Probable 39 7.4%

Very unlikely 34 6.5%

Health professionals would not listen to my concerns

Neither improbable nor probable 272 51.8%

Improbable 94 17.9%

Probable 93 17.7%

Very probable 52 9.9%

Very improbable 14 2.7%

Health care professionals would avoid touching me

Neither improbable nor probable 261 49.7%

Improbable 101 19.2%

Probable 91 17.3%

Very probable 60 11.4%

Very improbable 12 2.3%

Health professionals would treat me with less respect

Neither unlikely nor probable 236 45.0%

Improbable 223 42.5%

Probable 38 7.2%

Very unlikely 25 4.8%

Very probable 3 0.6%

rarely, and 19.6% stated that they had never en-
countered it.
Although stigma was not a universal experience, 
many participants faced differential treatment. Ta-
ble 4 presents the full responses.

Reliability of the Questionnaire
Cronbach’s α and McDonald’s ω values exceeded 
0.85 across all subscales, indicating high reliability 
of the instrument, similar to findings reported by 
Earnshaw et al. [14]. Table 5 presents these values.

Analysis and correlations regarding internalised, 
anticipated and experienced stigma
The Kruskal-Wallis’s test revealed significant dif-
ferences in internalised (χ²=8.42, p=0.015), antici-
pated (χ²=8.59, p=0.01), and experienced stigma 
(χ²=8.39, p=0.015), although the effect size was 
small (ε²≈ 0.016).
Post hoc comparisons indicated that the 
“Non-Binary” group reported higher levels of 
stigma compared to the Female and Male 
groups (p<0.05 in all cases), with no significant 
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Table 4 - Experienced stigma.

How often have people treated you this way in the past because of your status as a person living with HIV?

Frequencies % of Total

My family members have avoided me

Not often 244 46.5%

Never 152 29.0%

Sometimes 115 21.9%

Often 11 2.1%

Very often 3 0.6%

My family members have looked down on me

Not often 234 44.6%

Never 157 29.9%

Sometimes 115 21.9%

Often 16 3.0%

Very often 3 0.6%

My family members have treated me differently

Sometimes 297 56.6%

Not often 118 22.5%

Often 43 8.2%

Very often 41 7.8%

Never 26 5.0%

Health professionals have not taken my needs seriously

Sometimes 283 53.9%

Often 109 20.8%

Not often 80 15.2%

Very often 41 7.8%

Never 12 2.3%

I have been discriminated against by healthcare professionals

Sometimes 187 35.6%

Frequencies % of Total

Never 163 31.0%

Not often 125 23.8%

Often 43 8.2%

Very often 7 1.3%

I have been denied care by health professionals

Never 284 54.1%

Not often 164 31.2%

Sometimes 66 12.6%

Often 11 2.1%

Health professionals have not listened to my concerns

Sometimes 310 59.0%

Very often 113 21.5%

Not often 43 8.2%

Often 36 6.9%

Never 23 4.4%

Health professionals have avoided touching me

Sometimes 257 49.0%

Not often 105 20.0%

Often 78 14.9%

Very often 66 12.6%

Never 19 3.6%

Health professionals have treated me with less respect

Not often 339 64.6%

Never 103 19.6%

Sometimes 65 12.4%

Often 18 3.4%

differences observed between the latter two 
groups. The examination of stigma patterns by 
sexual orientation revealed statistically signifi-
cant differences across all measured domains. 
Kruskal-Wallis tests demonstrated robust vari-
ation in internalised (χ²=9.17, p=0.011), antici-
pated (χ²=8.94, p=0.012), and experienced stig-
ma (χ²=9.02, p=0.011), with small-to-moderate 
effect sizes (ε²≈ 0.021). Post hoc analyses identi-
fied three key patterns: firstly, gay and lesbian 
participants reported consistently elevated 
stigma levels, scoring 23-27% higher than their 
heterosexual counterparts across all domains 

(all p<0.01). Secondly, bisexual individuals ex-
hibited particularly pronounced disparities in 
internalised stigma (mean difference=1.8 
points, 95% CI [1.1, 2.5], p=0.007). Lastly, par-
ticipants who declined to specify their orienta-
tion displayed intermediate values, reaching 
statistical significance only for anticipated stig-
ma when compared to heterosexual respond-
ents (p=0.032).
No significant differences were found concern-
ing educational level, province of residence, or 
place of care; therefore, these analyses were not 
included.
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Table 5 - Reliability analysis and descriptive statistics of the items of the questionnaire on stigma in PLWH.

 If the item is discarded

 Mean SD Cronbach’s α McDonald’s ω

Internalised stigma

Being a person living with HIV makes me feel like I’m a bad person. 3.59 0.743 0.821 0.858

I feel like I’m not as good as other people because I have HIV. 3.55 0.808 0.822 0.861

I feel ashamed of being a person living with HIV. 4.31 1.124 0.877 0.881

Being a person living with HIV makes me feel dirty. 3.70 0.653 0.845 0.868

Being a person living with HIV is disgusting to me. 4.71 0.643 0.837 0.863

Anticipated stigma

My family members would avoid me. 2.48 0.775 0.938 0.941

My family members would look down on me. 2.49 0.795 0.939 0.941

My family members would treat me differently. 3.04 0.942 0.932 0.935

Health care professionals would not take my needs seriously. 3.18 0.913 0.932 0.935

Health care professionals would discriminate against me. 2.93 0.771 0.929 0.931

Health care professionals would deny me care. 2.49 0.727 0.933 0.936

Health care professionals would not listen to my concerns. 3.14 0.917 0.928 0.931

Health care professionals would avoid touching me. 3.16 0.943 0.930 0.933

Health care professionals would treat me with less respect. 2.56 0.722 0.931 0.933

Stigma experienced

My family members have avoided me. 1.99 0.803 0.918 0.920

My family members have belittled me. 2.00 0.832 0.917 0.919

My family members have treated me differently. 2.91 0.901 0.921 0.924

Health care professionals have not taken my needs seriously. 3.17 0.859 0.914 0.919

Health care professionals have discriminated against me. 2.25 1.027 0.915 0.917

Health care professionals have denied me care. 1.63 0.782 0.920 0.922

Health care professionals have not listened to my concerns. 3.33 1.039 0.917 0.921

Health care professionals have avoided touching me. 3.13 0.991 0.912 0.916

Health care professionals have treated me with less respect. 2.00 0.677 0.920 0.922

Correlation between age, time since diagnosis, 
internalised stigma, anticipated stigma and 
experienced stigma
Age did not show a significant correlation with 
internalised stigma (Rho=0.006, p=0.896). Howev-
er, it was negatively correlated with anticipated 
stigma (Rho=-0.348, p<0.001) and experienced 
stigma (Rho=-0.124, p=0.004), indicating that old-
er individuals perceived lower levels of anticipat-
ed and experienced stigma.
The time since diagnosis showed a negative cor-
relation with internalised stigma (Rho=-0.214, 
p<0.001), anticipated stigma (Rho=-0.272, 

p<0.001), and experienced stigma (Rho=-0.154, 
p<0.001), suggesting that as more time passed 
since diagnosis, perceived stigma levels de-
creased.
Anticipated stigma was positively correlated 
with internalised stigma (Rho=0.523, p<0.001). 
Likewise, experienced stigma showed a strong 
correlation with both anticipated stigma 
(Rho=0.737, p<0.001) and internalised stigma 
(Rho=0.574, p<0.001), indicating that those who 
perceive higher levels of anticipated and inter-
nalised stigma are also more likely to experience 
it in their daily lives.
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Qualitative Phase
Interviews were conducted with ten PLWH to ex-
plore their experiences and perceptions of the stig-
ma they face within healthcare settings. The fol-
lowing section presents the profiles of the partici-
pants (Figure 2).

Meaning of stigma
When asked about the meaning of stigma, partici-
pants provided clear and deeply emotional defini-
tions. A business owner expressed:

“Stigma is like a shadow that follows me, constantly 
reminding me that I am different, that my life is no 
longer like everyone else’s.”

A university student added:

“It is the fear of being judged. Sometimes I feel like my 
life is on hold because I have to hide that I was diagnosed 
with HIV. It’s difficult to form connections with others.”

A single mother emphasised that stigma is a social 
judgement that affects not only her health but also 
her ability to interact with others.

Personal experiences of stigma
Experiences within healthcare settings were var-
ied and revealing. A shopkeeper recounted:

“Every time I visit the doctor, I feel like just another 
case, not a person with emotions and needs. They don’t 
ask me how I’m doing, only whether I’ve been taking 
my medication as prescribed. Sometimes they don’t 
even touch me, they don’t examine me – they’re only 
interested in my viral load.”

A nurse, who is also a patient, shared a painful 
experience:

“I’ve seen some of my colleagues treat HIV patients 
with distance, as if they feared the disease was airborne. 
Sometimes I see them put on double gloves and whisper 
the diagnosis to other colleagues, signalling them to 
take extra precautions. On some occasions, they don’t 
even try to hide it – they avoid touching patients as 
much as possible or only use the tips of their fingers.”

A young part-time worker spoke about her anxie-
ty before medical visits, saying:

“I’m afraid of being looked at differently when I men-
tion my diagnosis, especially when I see my GP or go 
for blood tests. Once, a nurse about to draw my blood 
told me, ‘Don’t move! I don’t want to prick myself.’”

These narratives reflect a pattern of rejection and 
distrust, which have affected their emotional 
well-being and created feelings of insecurity when 
seeking healthcare.

Impact on the physician-patient relationship
Stigma has deeply affected the participants’ rela-
tionships with healthcare professionals. A graphic 
designer mentioned:

“I can’t fully open up to my doctor. There’s always a 
barrier preventing me from being honest. Sometimes I 
have doubts, particularly questions about sexuality, but 
I don’t feel comfortable asking. Since I use private 
healthcare, I don’t have a single-family doctor – they 
change frequently, which creates even more distance. 
Every time I mention my diagnosis, there’s an awkward 
silence, and the conversation becomes tense.”

A retired participant, with years of experience, re-
flected:

“Sometimes I’d rather not go to the doctor because I 
know there will be comments that upset me. I’ve lived 
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with this diagnosis for many years, and I’ve learned to 
accept myself and have a near-normal life – I’m not 
willing to be judged. At times, healthcare professionals 
lack sensitivity in how they say things, and that angers 
me. I’d rather avoid that frustration altogether.”

On the other hand, a psychologist shared a posi-
tive experience:

“I once had a doctor who treated me with dignity and 
respect, which encouraged me to continue with my 
treatment. She was quite young – I think younger gen-
erations are especially aware and capable of showing 
empathy. Many old-fashioned taboos have been broken. 
I believe older professionals still cling to times when 
showing emotions was frowned upon.”

Factors contributing to stigma
Participants identified several factors that contrib-
ute to stigma. A business owner pointed to the 
lack of HIV education among healthcare profes-
sionals, stating:

“Many doctors seem unsure about how to treat some-
one living with HIV – that in itself is stigma. If I go to 
the doctor for another issue, they hesitate to prescribe 
medication, they freeze, and I see them searching online 
to check if it’s compatible with my treatment. I see them 
doubt themselves.”

A single mother added that negative stereotypes 
are deeply ingrained in society, affecting how pro-
fessionals interact with patients. The graphic de-
signer also highlighted the need to demystify HIV 
through awareness campaigns in hospitals, sug-
gesting:

“Better education could change perceptions – not only 
among healthcare professionals but also within the gen-
eral public. The visibility of HIV is particularly impor-
tant, especially in these turbulent political times, where 
we are starting to see more rejection than in previous 
years.”

Strategies to address stigma
Participants agreed that there are effective strate-
gies to tackle stigma. A nurse suggested imple-
menting ongoing HIV training programmes for 
healthcare professionals:

“It’s essential that professionals understand what it 
means to live with HIV and not just focus on the dis-
ease.”

The young part-time worker proposed the crea-
tion of support groups within healthcare centres, 
where patients can share their experiences with-
out fear of judgement. A computer technician also 
emphasised the importance of including patient 
testimonies in professional training, stating:

“It humanises the experience and helps eliminate prej-
udice, showing that PLWH are sons, daughters, sib-
lings, parents – in short, we are just people like anyone 
else, yet we face rejection from an uninformed society.”

n	 DISCUSSION

The findings of this study provide a detailed in-
sight into the perceptions and experiences of stig-
ma among PLWH. While most participants reject-
ed stigmatising ideas about themselves, a signifi-
cant proportion still faced uncertainty and differ-
ential treatment, particularly in family and health-
care settings. This highlights the persistence of 
stigma at various levels and its impact on the daily 
lives of PLWH, in line with reports by other au-
thors [15, 16].
The impact of internalised stigma extends beyond 
the social and medical spheres. For example, it has 
been observed that this stigma reduces the likeli-
hood that mothers will disclose their serological 
status to their children. Davtyan et al. [17], found 
that higher levels of internalised stigma are asso-
ciated with a lower willingness to share this infor-
mation, which hinders family communication and 
HIV education at home.
Additionally, studies have shown that higher lev-
els of stigma predict poorer cognitive performance 
in PLWH, suggesting that reducing stigma could 
improve cognitive function [18]. Likewise, the re-
lationship between internalised stigma and men-
tal health is evident in the literature. A study by 
Thapinta et al., showed that individuals with ma-
jor depressive disorder had higher internalised 
stigma scores compared to those with mild de-
pression or no depression [19]. Specifically, signif-
icant differences were found in the realm of social 
relationships (p<0.05), which aligns with previous 
research highlighting the close relationship be-
tween stigma and depressive symptoms [20, 21].
Our findings on anticipated stigma revealed that 
in the family environment, many participants did 
not believe it likely that they would be avoided or 
belittled. However, in healthcare settings, a signif-
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icant proportion remained uncertain about wheth-
er they would face discrimination, while a smaller 
number anticipated that professionals might avoid 
physical contact. In comparison, Meyer et al., re-
ported that 30.7% of respondents experienced an-
ticipated stigma, indicating fear of negative expe-
riences when receiving healthcare due to their se-
rological status [22].
Various studies have demonstrated a strong rela-
tionship between anticipated stigma, internalised 
stigma, and depressive symptoms in PLWH [23]. 
This expectation of discrimination not only rein-
forces negative beliefs about oneself but also sig-
nificantly impacts mental health (p<0.001), estab-
lishing a bidirectional relationship between antic-
ipated stigma and depression over time (p<0.05) 
[23-26].
Furthermore, anticipated stigma influences access 
to healthcare services, a study among young peo-
ple found that those with low levels of anticipated 
stigma were more likely to get tested for HIV, re-
gardless of prior experiences of discrimination in 
the healthcare system [27]. In contrast, those who 
perceived higher levels of anticipated stigma and 
greater experiences of discrimination were less 
likely to get tested, confirming that anticipated 
stigma is a significant barrier to medical care. Re-
search has also shown that this type of stigma in-
directly affects adherence to antiretroviral therapy, 
reinforcing the need to address its impact on the 
health of PLWH [27-29].
Regarding experienced stigma in healthcare set-
tings, our findings indicate that around half of the 
participants felt their needs were not always taken 
seriously, while a similar proportion noted that 
healthcare professionals occasionally avoided 
physical contact. The interviews revealed experi-
ences of rejection, distant or overly cautious treat-
ment, and a lack of empathy, which often led to 
feelings of anxiety, distrust, and difficulty in com-
municating openly with medical staff.
Stigma in healthcare is a well-documented reali-
ty, in the U.S., a study found that 23% of Hispan-
ics living with HIV experienced discrimination in 
healthcare, with higher rates in men (23%) than 
in women (18%) and in Black Hispanics (28%) 
compared to Whites (21%) [30]. This discrimina-
tion is associated with lower use of healthcare 
services (Odds Ratio [OR]=1.76), depressive 
symptoms (OR=1.48), and lower adherence to 
antiretroviral treatment (OR=1.41) [31]. Addi-

tionally, a relationship has been identified be-
tween self-disclosure of HIV status and increased 
experienced (Prevalence Ratio [PR]=11.0) and 
internalised (PR=2.3) stigma, especially among 
those who disclosed it to their family (PR=13.0) 
[32]. However, these people also tended to report 
milder depressive symptoms (PR=1.8), although 
the connection with moderate to severe symp-
toms was less clear [32].
Recent studies in developed countries have shown 
that stigma towards PLWH persists and is associ-
ated with psychological distress, lower social sup-
port, and poor adherence to treatment [33-36]. 
Nevertheless, testimonies in our study highlight-
ed that empathetic and respectful treatment from 
some doctors can transform the patient experi-
ence. Combating stigma through education and 
sensitivity is key to ensuring dignified and acces-
sible care. This is why efforts should be directed 
towards creating new strategies to improve the 
care of PLWH.
This mixed-methods study has some limitations, 
such as the study’s recruitment strategy may have 
introduced selection bias. Given the sensitive na-
ture of HIV-related stigma, participants were like-
ly to be those who had personally experienced 
stigmatisation or were actively engaged in advo-
cacy work, potentially under-representing indi-
viduals who avoid disclosure due to fear of dis-
crimination. Whilst the snowball sampling ap-
proach enhanced diversity by incorporating 
healthcare professionals, LGBTQ+ activists and 
peer support group members, the sample may not 
adequately represent more marginalised or digi-
tally excluded populations. This limitation war-
rants consideration when interpreting the find-
ings, as the results may overestimate the preva-
lence or intensity of self-perceived stigma within 
the broader population of PLWH.
Although the sample is representative, it is limited 
in size and context, which makes it difficult to gen-
eralise the findings. A further limitation arises 
from the study design’s lack of a control group, 
which prevents definitive attribution of the results 
specifically to being a PLWH. However, the align-
ment of our findings with existing evidence on 
HIV-related stigma supports their validity. Finally, 
while the qualitative methodology provides a 
deeper understanding, the results may not be ex-
trapolatable to other populations with different 
sociocultural realities.



201Self-perceived stigma in people living with HIV

Our findings demonstrate the pressing need for 
comprehensive interventions to reduce stigma ex-
perienced by PLWH in healthcare settings. A key 
priority should involve mandatory training for 
healthcare staff, incorporating specific modules on 
non-stigmatising communication and implicit 
bias management within continuing professional 
development programmes, following models al-
ready validated in European healthcare systems. 
Additionally, evidence-based digital interventions 
could be developed, utilising first-person narra-
tives from PLWH on high-impact platforms whose 
algorithms can effectively reach key populations. 
These proposals, aligned with UNAIDS objectives, 
could initially be implemented in autonomous 
communities with higher population density to 
assess effectiveness before nationwide rollout 
within the national health system.

n	 CONCLUSIONS

This study revealed that PLWH experienced mul-
ti-layered stigma, particularly in healthcare set-
tings, where impersonal treatment and transmis-
sion fears damage patient-provider relationships. 
While most participants did not internalize stig-
ma, many encountered discriminations, with emo-
tional disconnection from clinicians emerging as a 
critical concern. The analysis showed that stigma 
perceptions diminished over time post-diagnosis, 
suggesting long-term support fostered resilience. 
The findings highlighted the urgent need for clini-
cian training and public awareness campaigns to 
humanize HIV care.
Whilst this study provides valuable insights into 
self-perceived stigma among PLWH, the recruit-
ment methodology – relying primarily on social 
media and peer referrals – may have skewed the 
sample towards individuals more willing to dis-
close their status. This underscores the importance 
of developing more inclusive sampling strategies 
in future research.
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