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Abstract

We conducted a demonstration project of telemedicine HIV care services at the University of 

Florida (UF) College of Medicine, Jacksonville. Our sample focused on members of racial and 

ethnic minority groups living in an urban setting. As part of the project’s evaluation, we conducted 

13 focus groups. Focus groups assessed patient, staff, and provider experiences with facilitating 

or hindering factors to engaging in telemedicine. We also explored the decision-making processes 

among people with HIV (PWH) to engage or not in telemedicine. The 46 focus group participants 

included 21 PWH: 12 PWH who accepted and nine who declined participation in telemedicine. 

The remaining 25 focus group participants were comprised of medical, clinical support, and 

community-based organization staff who supported the demonstration project. An unexpected 

finding that emerged in the focus group narratives detailed that some PWH who accepted 

telemedicine visits appreciated that telemedicine minimized the stigma they have experienced 

during in-person healthcare encounters. Among PWH who declined a telemedicine visit, they felt 

the extension of service into their personal world invaded their privacy, created routes for stigma 

should their HIV status be disclosed outside the healthcare setting, and raised concerns about 

confidentiality in virtual settings. Like the PWH, the professionals were mixed in their opinions 

in that some felt telemedicine facilitated care while others raised concerns. Findings point to 

the importance of allowing PWH to select the format (in-person or via telemedicine) in which 
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their HIV care is rendered and highlight the importance of intervening to decrease healthcare 

facility-based stigma.
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Background

In the USA, HIV continues to be characterized by disparities, with a pervasive 

disproportionate disease burden among groups that have been socially and structurally 

marginalized. Rates of new diagnoses among Black or African American people (hereafter 

referred to as Black people) are nearly 7 times that of White people and nearly 4 times that 

of White people among Hispanic or Latino people [1]. Gay, bisexual, and other men who 

report male-to-male sexual contact account for 70% of new diagnoses despite representing 

just 2% of the adult population [1, 2]. Disparity also exists among women, in that Black 

women make up 13% of the female population, yet 55% of new HIV diagnoses among 

females [3]. Geographic disparities also exist. More than half of all new diagnoses occur in 

the US South [1], where HIV stigma is prevalent [4].

Similar disparities can be seen in HIV care outcomes. For example, relative to White 

people, Black people have lower rates of viral suppression [5], which is essential to prevent 

morbidity and mortality. Retention in HIV care and adherence to antiretroviral therapy 

(ART) are necessary to achieve and maintain viral suppression [6, 7]; yet in 2021, only 54% 

of people in the USA with diagnosed HIV (PWH) were retained in care [5]. Despite decades 

of advancement in HIV care and prevention, HIV-related stigma persists and occurs across 

communities disproportionately affected by HIV.

Stigma, a discrediting attribute of a person or group such as one’s minority racial or 

ethnic identity as well as HIV status, “remains one of the biggest challenges in the 

social response to HIV/AIDS,” (Chambers et al., 2015, p. 1 of 17) [8, 9]. Stigma and 

its relationship to privacy (maintaining the confidentiality of one’s personal information to 

prevent being stigmatized) are defining social forces that hinder people’s experience with 

the HIV continuum: getting tested, linking and remaining in care, adhering to treatment, 

and achieving viral suppression [10–19]. A body of this research speaks to stigma and 

privacy as experienced barriers among people of minority race and ethnicity [13, 15, 16, 

20]. A particular concern regarding stigma as a barrier to HIV care and treatment regards 

facility-based stigma, when the healthcare staff or clinic itself is the stigmatizing agent [21]. 

Addressing facility-based stigma is critical given HIV care and treatment requires medical 

intervention to achieve health, e.g., viral suppression.

At the same time, research has also shown there are actionable steps that can mitigate 

facility-based stigma’s impact on an individual’s health. For instance, Valverde and 

associates found that the patient-provider relationship, notably the level of engagement 

between the two parties, lessens the impact internalized stigma has on retention in 
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care [22]. Speaking across the HIV continuum, Nyblade and colleagues summarized six 

broad approaches to minimizing stigma’s effect on HIV outcomes [23]. One approach, 

the structural approach, encapsulates actions such as “redress systems, and restructuring 

facilities” (p. e109) [23]. Telemedicine can be such a redress given it presents a new 

system and facility type that extends the clinical encounter by offering choice on where the 

patient selects to be “seen,” yet telemedicine can introduce new challenges, notably to some 

patients’ sense of privacy [24].

The purpose of the Telemedicine Demonstration Project (CDC, 2017: PS17-1710) was to 

tailor an existing telemedicine program in an urban clinical setting serving predominately 

PWH of minority race or ethnicity to improve retention in care and to characterize the 

experiences of patients and providers utilizing telemedicine for HIV care. Initiated in 2017, 

the project was situated in a USA South urban environment [25].

Methods

For this analysis, we focused on the experiences of PWH who agreed or declined to 

participate in telemedicine visits, as well as healthcare, clinical support, and community-

based organization (CBO) staff (herein referred to as professionals) supporting the 

demonstration project. We conducted a secondary analysis of the overall project evaluation 

by focusing on the experiences participants had related to stigma and privacy in the context 

of the telemedicine visits. Based on extant literature, we anticipated benefits related to 

structural limitations, like transportation [12, 26]. However, unanticipated findings related 

to stigma and privacy emerged during data reviews. Due to ongoing attention to facility-

based stigma experienced by PWH [27, 28] and the focus on stigma within the National 

HIV/AIDS Strategy for the United States 2022–2025 [29], we further explored the roles 

that stigma and privacy play in the preferences for telemedicine vs in-person HIV care 

within this larger project and as perceived by the professionals conducting or assisting with 

telemedicine visits.

Participant Sample and Recruitment

The methods for the Telemedicine Demonstration Project and patient eligibility criteria are 

described in a separate publication [25]. Table 1 provides the characteristics of the PWH 

demonstration project participants from which the focus group analytic subsample was 

drawn, each of whom was considered an “accepter” (people/person who accepted; PWA) 

or “decliner” (people/person who declined; PWD). PWA met the eligibility criteria for the 

demonstration project and voluntarily agreed to engage in HIV care via telemedicine. PWD 

included PWH who were approached to participate in a telemedicine visit and declined the 

offer, were ineligible, or scheduled a telemedicine visit but did not attend. Focus groups 

were conducted between March 5th and August 31st, 2020.

Table 2 characterizes the subsample of PWH and professionals who participated in 

respective focus groups. This subsample comprises the analytic sample for these analyses. 

Participating professionals were actively recruited if they were involved in providing care or 

assisting with the demonstration project’s goal to provide HIV care via telemedicine. Active 

and passive recruitment were used to identify participants, though the method of recruitment 
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was not tracked for the analytic sample. Professionals involved in telemedicine actively 

recruited focus group participants among their patients. Participants were also recruited 

through MyChart messages, posted flyers in clinics and participating CBOs, and phone call 

recruitment of patients. Recruitment continued until a total of 21 PWH; 12 who accepted 

telemedicine visits and 9 who declined telemedicine visits voluntarily agreed to participate.

All focus group participants (patients and professionals) completed a voluntary, informed 

consent process. Interested volunteers were provided a copy of the Informed Consent for In-

person and Virtual focus groups prior to the scheduled focus group time. The forms included 

contact information if the person had questions prior to their focus group. In addition, the 

Informed Consent was reviewed at the beginning of each focus group, and participants were 

asked to verbally consent to their participation at the beginning of each focus group. The 

University of Florida’s Institutional Review Board approved the focus group’s protocol and 

voluntary consent process (IRB Approved# 201702661). All focus group participants were 

offered a $40 VISA gift card as a token of appreciation.

Data

Program evaluation of the Telemedicine Demonstration Project included qualitative and 

quantitative methodologies to inform the project’s process and degree of success by 

providing capacity building from a third-party funding recipient to ensure process-informed 

providers and patients, marketing the project to providers and patients, costs associated 

with the project, and an evaluation of patient health outcomes as well as understanding 

the facilitators and barriers to implementing telemedicine from the patient and provider 

perspectives. As such, the project’s overall evaluation was not limited to the qualitative 

data obtained during focus groups; however, as it regards the topics of interest, i.e., stigma 

and privacy, this data resulted solely from focus group narratives. Focus group participants 

provided information on their age, sex, race, and ethnicity, and for the professionals, 

their professional role. Responses to the section of focus group questions that addressed 

“factors that facilitated or hindered telemedicine use” are the focus of this analysis. Due to 

COVID-19 mitigation efforts enacted in early 2020, all but two focus groups consisting of 

PWH were hosted virtually. Focus groups were recorded and transcribed verbatim.

Analytic Approach

Following an inductive thematic analysis approach [30], meaning the findings were not 

theory-based nor anticipated but rather emerged in the data, focus group transcripts were 

reviewed by two qualitative researchers (first and fourth author) to identify narrative 

responses where the participant explicitly or implicitly addressed either “stigma” or 

“privacy.” Narrative responses that explicitly addressed “stigma” or “privacy” were coded 

as such, following a semantic approach to thematic analysis; yet where participants 

used synonyms, e.g. “judging” or “confidentiality,” the coders followed a latent thematic 

approach. In these cases where a latent approach was taken, the coders met and discussed 

each narrative to ensure a common understanding of “stigma” and “privacy” and to ensure 

both agreed with the coding decision. Once a common understanding was achieved of the 

respective thematic codes, the coded narratives were reviewed a second time by the same 

two researchers to ensure all relevant narratives were identified and coded appropriately. 
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Once coding was completed, the coded text was reviewed a third time to ensure the data 

matched the two themes. The thematic analytic approach was selected to assess whether 

participants discussed “stigma” and “privacy” as a facilitating factor or barrier to engaging 

in telemedicine.

Positionality Statement

Positionality: Our research team includes persons who identify as African American (n = 

1), Hispanic/Latina (n = 1), White (n = 4), male (n = 1) or female (n = 5), and members of 

the LGB community (n = 2). We acknowledge that our social positions may have influenced 

how we interpreted participants’ narratives, but we hope that the diversity of our team and of 

our collective interpretations served to limit their impact.

Results

Participants

A total of 46 people participated in one of 13 focus groups (n = 21 PWH, n = 16 healthcare 

and social support providers, n = 6 clinical support staff, and n = 3 CBO staff) (Table 2). 

Of the 21 PWH focus group participants, 12 engaged in telemedicine visits (PWA) and 

nine declined telemedicine visits (PWD). The majority of PWH focus group participants 

identified as Black (PWA: n = 8, 67%; PWD: n = 8, 89%). A significant majority of the full 

demonstration project sample were also participants who identified as Black (PWA: n = 544, 

69%; PWD: n = 907, 75%). The PWH focus groups were also primarily female-identified 

(PWA: n = 8, 67%; PWD: n = 6, 67%), which exceeded the full demonstration project 

sample (PWA: n = 419, 53%; PWD: n = 534, 44%). The average age of PWH focus group 

participants was 45.3 years for PWA (range 22–69), and 49 years for PWD (range 35–64). 

In alignment with the demonstration project sample, the focus groups were primarily female 

and Black, though the focus groups oversampled both characteristics in comparison to the 

demonstration project sample.

Thematic Findings

Maintaining a sense of privacy and avoiding the stigma associated with having HIV 

emerged as important themes for the PWH who engaged in telemedicine visits. At the 

same time, privacy and stigma also emerged as reasons why other PWH declined to engage 

in telemedicine visits. As such, stigma and privacy were at times interrelated and served as 

facilitating and hindering factors, depending on the beliefs and experiences of the project 

participants. These themes were supported in the professional focus group narratives.

Facility-Based Stigma

A primary theme that emerged among PWA was the potential for telemedicine to lessen 

the stigma they experienced during clinic visits — a facilitating factor to participating in 

telemedicine visits — a theme which did not emerge during PWD focus group discussions. 

Yet, PWH — PWA and PWD — reported stigmatizing experiences from clinic staff and 

indicated that simply being in an HIV specialty clinic makes clear one’s positive HIV status. 

Consistent with this, several PWA participants highlighted the benefits of not having to go 

into the clinic. One participant reported:
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I’ve had nurses to even treat you like… and it’s hard… I don’t even know why I’m 

here… You know, you don’t get any respect.

Another PWH who accepted a telemedicine visit stated:

…people look at me really crazy on that third floor. I’m sure they know what floor 

or why I’m going there. And also in the doctor’s office, I don’t like being stared at 

like I’m dessert or something like that. I don’t like that.

For these PWH, avoiding the stigma associated with an HIV clinic motivated them to accept 

the offer to see their provider via telemedicine. In support, comments from professionals 

echoed the PWH’s sentiments.

The other thing I’ve noticed is that a lot of patients who have problems coming 

into the clinic because they fear recognition are more willing to take a virtual visit. 

(Medical Provider)

I’ll add that some of my clients don’t like to go to UF CARES…because it is…an 

HIV clinic…so this allows them to get their care without going into the clinic… 

(CBO Staff)

Privacy

Not unrelated to the stigma associated with HIV, telemedicine visits can also raise privacy 

concerns, and in particular, the need to find a private location for the virtual visit so that 

others will not hear the conversation. One PWA noted in the following:

I was asked, ‘Are you in a place where you have privacy [during a telemedicine 

visit]?’… when they asked that, I appreciated it… I felt that they considered my 

privacy…So that made me feel protected.

This sentiment was shared by other PWA who indicated they appreciated the providers’ 

consideration when asking if they were in a private setting and could talk freely. Indeed, 

PWA endorsed that they experienced telemedicine visits as more private. One PWA 

indicated, “I appreciate any time I don’t necessarily have to go into the hospital. The privacy 

that it affords.”

However, the need to find a private space for a telemedicine visit was noted by some as an 

issue, especially if others are unaware of the patient’s HIV status. One PWH who engaged in 

a telemedicine visit stated:

I don’t tell people. Just my immediate family knows… There’s HIV stigma, 

everybody’s not cool with it… We got a lot of years before…I mean, I’m like 

31 years positive. I was there from the get-go and things have changed, but they’re 

still not good.

Moreover, several comments indicated that concerns about privacy were not solely limited 

to being overheard in the location of one’s telemedicine visit. For example, one PWA noted 

that there are breaches in clinic privacy.

When you’re in the rooms, they don’t always close the door so anybody walking 

by can see. So, there’s no privacy in a physical visit. So, my reaction to that (being 
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offered a telemedicine visit) was, ‘Okay, great, then I don’t have to worry about 

none of that.’

Another PWA stated, “the walls are thin [suggesting others can hear what is being said], so 

with the virtual [visit] you don’t have to worry about that.”

In contrast, some PWH who declined telemedicine visits felt that the only way for the visit 

to be truly private is by having in-person, one-on-one appointments with their provider. First, 

as one PWD stated, it eliminates the transfer of information over technological devices, thus 

eliminating the possibility for private medical information to be lost or stolen. Second, it 

eliminates questions about who may be listening. As one PWD stated, “I prefer to be at the 

doctor’s office because I don’t want my business to be all everywhere by me working around 

other people [noting they would have to take a telemedicine visit while on break at work].” 

In addition, some patients may be concerned about providers viewing their home during 

a telemedicine visit. A social service provider expressed that telemedicine appointments 

gave them the opportunity to observe patients’ home environment; however, not all patients 

want professionals to see their home or personal space. One CBO staff member succinctly 

connected privacy with HIV stigma.

I think we have to address client vulnerability, this is my most private information, 

this [is] something that I’m going to share and it’s something that I probably don’t 

feel very comfortable sharing with the community and you’re asking me to place 

this in a forum and I may not be completely sure that this forum is a place that 

I’m going to maintain that, who else is hearing on the other side type of thing. 

I think when we begin to address those concerns and look at the unknowns, the 

fears, and remember, HIV, from the beginning, has been something that folks have 

internalized a lot of shame and guilt and things like that around their HIV infection 

and I think that’s part of the package…

Discussion

Telemedicine offered some PWH a sense of privacy, one that moderated the HIV stigma 

made explicit by HIV clinic visits. This finding is supported by other research conducted in 

light of COVID-19 shelter-in-place efforts and how telemedicine allowed some continuity 

in HIV care services [31]. For PWA and PWD and as supported by the professionals that 

participated in a focus group, it was clear each group considered how telemedicine enhanced 

or mitigated the concerns they have as they engage in HIV care.

For some PWH, telemedicine also exposed or exacerbated privacy concerns related to 

stigma, either because a private location could not be assured or because of fears related 

to the security of the technology or confidentiality concerns at the clinic [32]. For 

some, a private place for a virtual visit might not be possible. For PWH fearful of 

inadvertent disclosure, providers may wish to engage in a discussion about assistance 

with disclosure. For those concerned about confidentiality, a review of the telemedicine 

visits security procedures may be warranted [33]. Patient age and race may potentially 

mediate telemedicine use in relation to privacy and stigma as some studies have found 

older populations and Black people less likely to engage in telemedicine [34–36]. Yet when 

Carnes et al. Page 7

J Racial Ethn Health Disparities. Author manuscript; available in PMC 2025 August 16.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Choi et al. (2022) looked at possible explanations for age differences, variations were partly 

explained by technology ownership and internet access as much as patient willingness or 

distrust in telemedicine [35]. Complicating this literature, in a study on age and racial 

differences in telemedicine use among PWH, those 46 to 60 years of age were more likely 

to engage in telemedicine visits than their younger counterparts, and in support of Choi 

et al.’s (2022) finding, this study found the type of technology, e.g., telephone compared 

to internet-based video appointments, to be favored among older populations [37, 38]. 

As regards the differences between races, the variation was also explained, in part, by 

technology and internet access as much as other concerns [37]. These variations in findings 

support our speculation that individual context is key to understanding how a PWH views 

telemedicine as an option.

An individualized approach may be essential to addressing the disparities plaguing people 

who are racial and ethnic minorities given the intersectionality of racism, nativism, 

homophobia, and HIV status, to note a few, and how few stigma interventions address 

the compounding impact for the people living with HIV who are also Black, Hispanic, gay, 

and a woman [39]. Ascertaining whether someone has access to a private space, whether the 

patient has disclosed their HIV status to those with whom they live, and whether individuals 

in their household would react negatively if they were to discover the patient’s HIV status, is 

important to determine before initiating telemedicine visits. In addition, clinic administrators 

and department chiefs should pose similar questions to their providers. Do providers’ 

training and backgrounds equip them to ask patients sensitive questions about privacy 

and stigma, and are they ready to act on the responses? Are they open to hearing about 

patients’ preferences for telemedicine, and can the clinic accommodate those preferences? 

Are providers comfortable with the various technologies involved in telemedicine, and, 

if not, are they willing to engage in necessary training? Enhanced expectations for both 

patients and providers will help to establish and strengthen the patient-provider relationship.

A central issue regarding stigma and privacy for the PWH who accepted a telemedicine visit 

regarded the desire to avoid facility-based stigma. Going into an HIV clinic or the office 

of a known HIV provider, being seen by a novice HIV provider, as well as interactions 

with clinic staff that may not be sensitive to the patient population can result in negative 

experiences that affect the PWH’s encounter and desire to return. This can be especially 

problematic in areas with limited healthcare options as well as clinics where racial and 

sex discrimination overlap with HIV-related stigma [40]. Whether the bias being expressed 

is conscious or unconscious, encounters with clinic staff and medical providers are key 

to a successful healthcare encounter, especially when care is required consistently, as is 

the case for PWH, especially those who live intersecting identities and characteristics 

stigmatized and discriminated against in society and its healthcare institutions. Research 

has shown that when medical providers and clinic staff gauge and modify any stigmatizing 

attitudes or beliefs they hold, or engage in interventions that assist with cultural awareness 

and sensitivity, the patient-provider relationship and clinic experience are improved as are 

the patient’s health outcomes [27, 41]. Such inspections of bias need to happen at the 

intersections of identities and personal circumstances as the attitude and belief in need of 

inspection and a sympathetic lens may regard one’s beliefs about race, ethnicity, sexuality, 

sex, housing status, prior engagements with the legal system, and other stigmatized social 
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positions [42]. The healthcare setting, comprised of clinical and non-clinical staff, must be 

judgment-free, open to understanding the patient’s social situation, and accepting that stigma 

has no place in healthcare [43].

Broadly speaking, stigma remains an essential determinant impacting HIV treatment 

utilization, affecting engagement in and adherence to care [23]. Left unaddressed, it will 

continue to hamper domestic efforts to end the HIV epidemic by 2030 [44, 45], particularly 

in the South where over half of all new diagnoses between 2017 and 2021 occurred [1]. 

Future programs will want to ensure that PWH feel a sense of privacy regarding their health 

information, not exclusively but particularly when they initiate telemedicine visits. Making 

available both in-person as well as telemedicine visits based on patient’s perspectives and 

personal circumstances and emphasizing measures to protect private health information 

may afford a greater sense of privacy and control while minimizing external and internal 

dynamics of stigma. Further, strategies and interventions, including an evidence-based 

toolkit with specific events intended to reduce facility-based stigma (e.g., standing up 

a secret shopper program), have been identified and can assist programs in developing 

activities to measure and mitigate stigma [46–50].

There are several important limitations to these analyses. First, this was a small convenience 

sample from a very specific setting. This not only limits the ability to speak more 

definitively about which individuals or groups of PWH could benefit from telemedicine as it 

regards privacy and stigma, but also limits our ability to generalize to other settings. Second, 

we did not assess for nor were we able to provide the requisite technology to all potential 

participants; thus, some PWH who were eligible may not have been able to participate 

due to this barrier thereby creating a selection bias. While we attempted to mediate this 

bias by partnering with agencies that serve the population, this modification may not have 

addressed the need in a manner acceptable to the PWH who might have otherwise selected 

to engage in telemedicine. Third, because we did not intend to study stigma and privacy 

per se nor anticipate these phenomena as a barrier or facilitator in this project, we did not 

assess the relative significance of these — alone or in relation to other structural barriers. 

As such, we do not know whether these factors were essential in the choice to participate 

in telemedicine or not. Related, because the stigma- and privacy-focused narratives that are 

the basis for these analyses were unexpected and did not result from a direct inquiry about 

stigma and privacy, the perspectives of the professionals cannot be interpreted as a uniform 

provider perspective on the role facility–based stigma and privacy play in telemedicine. 

That such findings are infrequent in our focus group transcripts is not surprising given 

that staff may not be attentive to the facility-based stigma occurring at their institution or 

from their behaviors. We extracted professional narratives to demonstrate the complexity 

of the findings and the importance of choice from a patient and professional perspective, 

but further evaluation will be needed to fully explore healthcare staff perspectives. Finally, 

we did not anticipate nor assess the effect COVID-19 mitigation efforts may have had on 

the demonstration project overall (most of which was conducted prior to the COVID-19 

pandemic) or the focus groups from which program evaluation data for this analysis were 

extracted. As such, we cannot speak to how these findings will inform telemedicine as an 

option for HIV primary care now that most COVID-19 mitigation efforts have been lifted.
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The findings support continuing to offer PWH the option of engaging in care via 

telemedicine while recognizing that some may want to continue in-person visits. COVID-19 

allowed telemedicine to achieve a broader degree of acceptance among providers and 

patients for the management of HIV, and this achievement should not be overlooked as 

mitigation efforts are lifted [51]. The COVID-19 pandemic also resulted in greater insurance 

coverage to continue offering medical care via telemedicine [52]. Allowing each PWH a 

choice can enhance their sense of agency over privacy as well as the ability to mitigate 

stigma. Addressing stigma and privacy, particularly as experienced in healthcare settings, is 

essential to end the HIV epidemic [23, 53], especially in the South where stigma remains 

a significant concern [54]. Telemedicine and patient choice provide options for PWH to 

overcome barriers to care and treatment as it can mitigate transportation concerns, time away 

from work or family care, as well as stigma and privacy. In sum, telemedicine may serve as 

an important tool that can boost retention in HIV care, especially when the PWH is allowed 

to self-select what will work best for them.
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