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Reengaging people living with HIV/AIDS (PLWH) who 
have fallen out of care is an important goal for state 

public health agencies. “Data to Care” (D2C) programs 
address that goal by linking state health departments’ HIV 
databases with other patient data to assess retention in 
care and trigger follow-up contact by public health outreach 
agents [1]. In the United States, all states have a funding 
mandate to establish such D2C programs. Existing evalua-
tions of D2C programs have found that about half of those 
confirmed to be out of care are re-linked to care [2–4], and 
community studies show high degrees of public support 
where they have been implemented [5, 6].   

Spending time in jail can confound these efforts, both 
during incarceration and after release. Since most jail 
stays are transient, most people do not stay long enough 
to complete health screenings on day 14, as recommended 
by national correctional health care accrediting bodies. 
Moreover, even when screening does take place, the avail-
ability of health care for PLWH differs by each individual 
facility, as county jails operate independently and with large 
variations in county budget allocations and other resources 
[7, 8]. However, incarceration can also be an opportune time 
to reengage out-of-care PLWH. 

County jail inmate rosters are public records and in one-

third of North Carolina’s 100 counties they are published on 
jail websites. Using automated “web-scraping” programs 
that collect jails’ online rosters daily (or more frequently) 
makes it possible to link these lists with the North Carolina 
Division of Public Health HIV/STD/Hepatitis Surveillance 
Unit records to locate PLWH in county jails for reengage-
ment in care [9].

Although public health surveillance data have been used 
to initiate individual-level interventions for other communi-
cable diseases such as syphilis, a number of factors (includ-
ing technical data accessibility/linkage challenges, stigma 
concerns, and advocacy against use of personal identifiers) 
have traditionally limited the use of HIV surveillance data to 
monitoring the epidemic at the population level [5]. Despite 
the fact that jurisdictions across the country are using HIV 
surveillance data to re-link patients to care, there have been 
few publications reviewing the ethical and practical reper-
cussions of this approach from the perspectives of PLWH 

Improving the Continuity of Care for People 
Living with HIV Experiencing Incarceration in 
North Carolina Jails: Stakeholder Perspectives
Eric Juengst, Mara Buchbinder, Colleen Blue, Stuart Rennie, Lauren Brinkley-Rubinstein, David L. Rosen

background Jail detention can disrupt the continuity of care for people living with HIV/AIDS (PLWH). Using a state’s “Data to Care” 
(D2C) program might help overcome this barrier, but raises important questions of data security, personal privacy, resource allocation, 
and logistics. 
methods As part of a study involving in-depth expert stakeholder interviews, a 1-day workshop was convened to identify and discuss 
potential ethical challenges in extending North Carolina’s D2C program to jail settings. Workshop participants included public health of-
ficials, community advocates, HIV clinicians, jail administrators, privacy experts, criminal justice researchers, and a formerly incarcerated 
PLWH. Workshop participants discussed the results of earlier stakeholder interviews with the goal of identifying the most important points 
to consider in assessing the merits of extending D2C surveillance to jail settings. 
results Although the workshop participants expressed support for improving the continuity of HIV care for jail detainees, they had mixed 
perspectives on whether a jail-based D2C program should include in-jail or post-release follow-up interventions. Their positions were in-
fluenced by their views on 4 sets of implementation issues: privacy/data-sharing; government assistance/overreach; HIV criminalization/
exceptionalism; and community engagement. 
limitations The limitations of this stakeholder engagement exercise include its purposive recruitment, relatively small number of partici-
pants, and limited duration.
conclusions Improving the continuity of HIV care in particular jail settings will depend on a number of local considerations. In deciding 
between models featuring in-jail and post-release follow-up care, the most important of these considerations will be the possibility of es-
tablishing good partnerships between the jail, the health department, and the community. Additional research on the dynamics and impact 
of different models is needed. 
 

Electronically published May 5, 2022.
Address correspondence to Eric Juengst, Center for Bioethics, UNC-
Chapel Hill, Chapel Hill, NC 27599 (ejuengst@med.unc.edu). 
N C Med J. 2023;83(5):382-388. ©2022 by the North Carolina 
Institute of Medicine and The Duke Endowment. All rights reserved. 
0029-2559/2023/83503



383NCMJ vol. 83, no. 5
ncmedicaljournal.com

NCMJ vol. 83, no. 5
ncmedicaljournal.com

and other relevant stakeholders [5, 6]. In these studies, 
while stakeholders described several concerns, they gen-
erally reported that the benefits of community-based D2C 
outweighed the drawbacks. But the implications of imple-
menting jail-based D2C programs have yet to be addressed. 
What are the public health benefits, ethical challenges, 
and practical opportunities in using publicly available jail 
records, court records, and state health department HIV 
registry records to improve the continuity of care for PLWH 
experiencing incarceration? 

Our research team convened a stakeholder engage-
ment workshop on January 23, 2020, on the campus of 
the University of North Carolina at Chapel Hill, to discuss 
the policy and practical implications of extending North 
Carolina’s D2C program to PLWH in jails. The workshop 
design was informed by a set of qualitative interviews con-
ducted in 2018–2019 with 47 expert stakeholders and 18 
recently incarcerated PLWH. These qualitative interviews 
examined the public health benefits, ethical challenges, 
and practical opportunities in using publicly available jail 
records, court records, and state health department HIV 
registry records to improve the continuity of care for PLWH 
experiencing incarceration [10–12]. In this report, we review 
this background interview study and the discussion of its 
results by the stakeholders from the field who participated 
in the 2020 workshop. 

Qualitative Stakeholder Interviews
For the qualitative interviews, expert stakeholders were 

recruited via a purposive sampling strategy in which we 
aimed to recruit 3–5 participants in each of several catego-
ries of professional expertise and experience (public health, 
ethics and privacy, law and criminal justice, and community 
advocacy). Potential participants were identified using a 
combination of methods, including the research team’s pro-
fessional network, literature review and online searches, and 
snowball sampling. Prospective participants were invited by 
email to participate in the study. Semistructured interview 
guides included questions about the participants’ profes-
sional background and perspectives on: HIV surveillance and 
D2C in the general population, potential use of HIV surveil-
lance and D2C in North Carolina jails, privacy, community 
engagement, data governance, and research practices. We 
formed the interview guides based on a theoretical frame-
work for public health ethics considering the perspectives 
of the individual, institutions, communities, and society at 
large [13]. We then identified the topics that the interview-
ees considered the most salient in discussing the practical 
implementation of HIV D2C programs in North Carolina jails, 
and used these topics for our expert stakeholder workshop. 
PLWH recently incarcerated in a North Carolina jail were 
recruited to participate in community and prison settings in 
North Carolina using a convenience sampling strategy. Semi-
structured interview guides for this group included questions 
about HIV care in jail, experiences with HIV surveillance and 

D2C in the community, and perspectives on potential uses of 
these strategies in jails.

Five members of the research team with training in quali-
tative interviewing conducted all interviews, after obtain-
ing informed consent. Expert stakeholder interviews were 
audio-recorded and conducted either in person or via vid-
eoconference or telephone. Interviews with PLWH recently 
incarcerated in jail were conducted in person and were 
audio-recorded or, in the case of interviews conducted in 
the prison setting, notes were recorded. We used Dedoose 
software to analyze interview transcripts across 22 the-
matic codes for expert interviews and 24 thematic codes 
for interviews with PLWH. Each transcript was coded by 
multiple members of the research team; discrepancies were 
discussed and reconciled. After coding was completed, we 
identified salient themes for further analysis and further 
examined coding reports from each coding category to iden-
tify patterns across the larger dataset. 

The results of our qualitative interviews have been 
reported and discussed elsewhere [10–12], but we briefly 
summarize here. Expert stakeholder interviewees included 
30 participants from North Carolina; the remainder lived in 
other US states (n = 15) or outside the United States (n = 2).  
North Carolina-based expert stakeholders represented 15 
distinct counties, including 6 rural and 9 urban counties. 
They had expertise in the following domains: ethics and pri-
vacy (n = 9), public health (n = 24), criminal justice (n = 7),  
and community advocacy (n = 7). Formerly incarcerated 
PLWH who were interviewed had spent time in 18 unique 
North Carolina jails. Despite their professional and disciplin-
ary diversity, expert participants universally acknowledged 
the public health needs that D2C programs aim to address, 
and most expressed support for the public health goals 
such programs fulfill. In discussing the practical and ethical 
considerations of implementing such programs, however, 
they also qualified their support with a range of significant 
concerns in 7 key domains: permission and consent, gov-
ernment assistance versus overreach, privacy and confiden-
tiality, stigma, HIV exceptionalism, criminalization, and data 
integrity and sharing [11].  

Formerly incarcerated participants echoed these con-
cerns at the experiential level. Although most endorsed state 
assistance for reengaging in HIV care and reported favor-
able encounters with public health outreach efforts, they 
also framed retention in care as an individual responsibility. 
Almost half (40%) were not aware that the state performs 
HIV surveillance and D2C [12]. A vocal minority of formerly 
incarcerated participants also expressed adamant opposi-
tion to the idea of jail-based D2C programs, citing concerns 
about violation of privacy and the threat of violence in the 
jail setting [12]. A central conclusion that emerged from 
these interviews was that there is a need to promote public 
trust in D2C efforts through increased transparency about 
the goals, methods, and risks of such programs. 

Our interview findings suggest that community engage-
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ment in program implementation is critical for ensuring 
that D2C programs and other public health surveillance 
programs are designed in contextually sensitive ways, par-
ticularly given the high degree of support for the notion that 
D2C could heighten stigma. These provided the basis for the 
4 themes that framed our workshop discussions: privacy/
data-sharing; government assistance/overreach; HIV crimi-
nalization/exceptionalism; and community engagement.

Materials and Methods
Our primary objective in holding a stakeholder workshop 

was to explore perspectives expressed in the qualitative 
interviews, generate interactive interprofessional discussion, 
and permit stakeholders to respond synergistically to each 
other’s ideas. We expected that this dynamic form of stake-
holder engagement would enhance our initial qualitative 
findings. We planned to have approximately 15–20 experts at 
the workshop to allow for small-group discussion and deeper 
dialogue around the points made in the interviews. We invited 
a subset of interview participants (17/65) to attend. We 
purposively selected participants who were highly engaged 
during the interviews and who could speak from experience 
about the risks and benefits of extending D2C to jails. Invitees 
were also selected to ensure participants had a range of 
expertise in ethics and privacy, public health and medicine, 
criminal justice, and community advocacy. To ensure that 
the perspectives of those who would be directly impacted by 
extending D2C in jails were included, 3 formerly incarcerated 
PLWH and 4 community advocates who had participated in 
interviews were among those invited. Ultimately, 11 of the 
original interviewees agreed to attend—including 2 formerly 
incarcerated PLWH—and 6 declined due to scheduling con-
flicts. We then invited 5 additional participants to ensure 
professional expertise in the areas of privacy and the criminal 
justice system, public policy, and implementing and evaluat-
ing D2C programs. Similar to the qualitative interviews, these 
participants were identified using the research team’s pro-
fessional network, literature review and online searches, and 
snowball sampling. Invitees were offered an honorarium in 
appreciation for their participation. 

Final attendees of the day-long workshop included 17 
experts—including 2 North Carolina jail administrators, 3 
community advocates, 2 HIV linkage staff, 1 HIV clinician, 
1 bioethicist, 2 privacy experts, 3 public health officials, 
and 1 formerly incarcerated PLWH—and 2 members of our 
research team who are also HIV clinicians and researchers. 
One of the formerly incarcerated PLWH who had initially 
agreed to participate was unable to attend on the day of the 
workshop. Eleven of the participants were based in North 
Carolina, and 6 came from elsewhere in the United States or 
Canada. Three participants, including the North Carolina jail 
administrators and HIV clinician, came from North Carolina 
counties located outside of the urban centers, and nearly all 
North Carolina participants had experience working in both 
urban and rural areas of the state. In addition, 9 participants 

had direct experience working with incarcerated people and 
PLWH, including community advocates who worked with 
PLWH to promote harm reduction and to provide HIV edu-
cation in North Carolina jails.

Prior to the workshop, participants reviewed a summary 
report of key themes from the qualitative interviews as well 
as a video presentation about our project. The workshop was 
structured to incorporate a mix of small-group and large-
group discussion formats. For the small-group format, we 
divided participants into groups with complementary exper-
tise to discuss 4 sets of issues that emerged as particularly 
salient in our qualitative analysis of interview findings: pri-
vacy/data-sharing; government assistance/overreach; HIV 
criminalization/exceptionalism; and community engage-
ment. Participants were asked to discuss their reactions to 
the findings and identify additional considerations and ques-
tions. Their conclusions were recorded in writing for subse-
quent discussion by the large group. Three research staff 
members took simultaneous notes during both small- and 
large-group sessions. After the workshop, we analyzed the 
small-group discussion records and the notes for their com-
mon and crosscutting thematic elements, and developed 
consensus interpretations of the participants’ views. These 
analyses were conducted collaboratively by the research 
staff and coinvestigators who attended the workshop at our 
regular research team meetings, against the background 
of the public health ethics framework and D2C literature. 
In what follows, we first describe the participants’ general 
views on extending D2C to North Carolina jail populations. 
We then report participants’ views on the 4 sets of issues 
identified here. Finally, we review a set of practical consid-
erations that emerged from the workshop discussion and 
identify further research needs. 

Results
Should D2C Programs Be Extended to the Jail Context? 

Workshop participants disagreed on whether the public 
health benefits to be gained by jail-based D2C follow-up 
would be worth the potential risks of stigmatizing PLWH 
and the loss of public trust, given the availability of alterna-
tive ways of providing HIV care in jail- and community-based 
D2C efforts. 

Workshop participants in favor of jail-based D2C inter-
ventions argued that many PLWH are not being identified 
by jails due to short stays and lack of information-sharing 
between jails. They also cited disincentives to voluntary dis-
closure during health screening interventions, such as fears 
of stigmatization by jail staff and other detainees. Access to 
people incarcerated in jails could also make public health 
outreach simpler and more effective than following up with 
people in the community. Moreover, a centralized health 
department program could reduce local jurisdictional ineq-
uities in HIV care, and, by reducing the number of actors and 
information exchanges involved, better protect the confi-
dentiality of its findings. 
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Other participants were unconvinced that these benefits 
would outweigh the social risks of a jail-based D2C pro-
gram, given what can already be achieved through D2C after 
release in the community. They argued that it would be more 
difficult to protect the confidentiality of HIV status informa-
tion if it were released to jail personnel, and that if jails were 
not informed, confidential public health outreach visits to 
the incarcerated might not be possible. Additionally, com-
munity reactions to the sharing of information about HIV 
status between state health departments and the criminal 
justice system might erode trust in both systems. 

Participants widely acknowledged that jails are obli-
gated to address the health care needs of PLWH, and that 
a jail-based D2C program that could help jails provide high-
quality levels of HIV care would improve public trust in the 
system. On the other hand, they concurred that the criminal 
justice system should not supplant community-based public 
health efforts; if the continuity of HIV care after release is 
the primary problem being addressed, some felt it might be 
done more directly by improving health care support for for-
merly incarcerated individuals in the community.  

Challenges in Extending D2C Surveillance to Jail Settings
Workshop participants’ views on the overall merits of 

extending D2C surveillance to jails were influenced by 
their perspectives on the particular challenges that this 
development would create. These perspectives surfaced in 
their reactions to the 4 themes from the stakeholder inter-
views: privacy/data-sharing; government assistance/over-
reach; HIV criminalization/exceptionalism; and community 
engagement. 

Privacy/data-sharing. Workshop participants identified 2 
sets of privacy challenges in extending North Carolina’s D2C 
program to jail settings. At the data linkage stage of the pro-
cess are questions about the security of the data collected 
and the data-sharing that would be required to identify indi-
viduals incarcerated in jails who are also PLWH. At the D2C 
reengagement stage, issues of confidentiality arise if state 
health worker follow-up takes place within jail settings. 

Data security/sharing. Workshop participants empha-
sized that the inherent power differentials in the context of 
incarceration make explicit privacy protections for health 
information especially important to fostering trust in crimi-
nal justice institutions. These protections might take the 
form of formal data security protocols to prevent inadver-
tent leaks along the informational pipelines a jail-based 
D2C program would create, as well as explicit data-sharing 
rules about how the information could be used by those with 
access to it. Participants asked if, for example, D2C surveil-
lance data would be accessible by jail administrators, other 
law enforcement agencies, for-profit health care concerns 
providing services to jails, or even elected officials. Jail ros-
ter information is already publicly available, and the court 

records that would be used are discoverable, but the state’s 
public health register of PLWH in North Carolina is confiden-
tial. If a jail-based D2C program threatened that confiden-
tiality by increasing the number of parties and information 
exchanges involved, it could undermine efforts to preserve 
public trust in the state’s public health efforts.

Confidentiality/communication. The workshop par-
ticipants agreed that public health workers, jail staff, and 
clinical care providers all have ethical and legal duties of 
confidentiality regarding medical information about specific 
inmates. However, even those confident that existing HIPAA 
laws and professional confidentiality practices can be imple-
mented effectively in North Carolina jail settings acknowl-
edged the risk of accidental disclosures. Some pointed out 
that an identified health department worker’s visit to a 
person in jail would alert staff and others to the risk of an 
infectious disease even if they were unaware of the D2C 
program. This kind of inadvertent violation of informational 
privacy can also happen in community settings when health 
worker visits are visible to others. But the risk is exacer-
bated in jail settings because of the lack of spatial privacy 
in jail, the lack of systems for confidential communications 
between incarcerated individuals and visitors, and visitor 
safety precautions that require the presence of others dur-
ing visits. Additionally, most jails use nonmedical detention 
staff to conduct health screenings and have policies that 
give other jail personnel access to incarcerated individuals’ 
medical prescription records. Many North Carolina jails are 
small and have relatively porous social boundaries with the 
surrounding communities. Inadequate HIV education among 
both staff and incarcerated individuals can also allow misin-
formation to magnify the stigma of HIV in jail settings.

Government assistance/overreach. The workshop dis-
cussions of privacy challenges were echoed in a second set 
of discussions about an even more fundamental question 
regarding the proper social role of public health agencies: 
would extending North Carolina’s D2C program into jails 
represent inappropriate governmental overreach, or appro-
priate governmental assistance to otherwise disadvantaged 
PLWH?

Some workshop participants felt that jail-based D2C pro-
grams would be consistent with other uses of public health 
data for disease surveillance, and could be justified by the 
same social mandate to track and prevent disease. In addi-
tion to enabling the government to assist PLWH in jails, 
1 participant argued, extending D2C to jails would allow 
the state to fulfill its duty to protect community health by 
reducing the risk of transmission from PLWH following their 
release. Others went further to argue that, in addition to dis-
ease control, social justice considerations create a special 
obligation for state health departments to extend D2C ser-
vices to those who might fall out of care through incarcera-
tion. Other participants felt that incarcerated people would 
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be more likely to view re-contact in jail as overly paternalis-
tic or invasive and to be alarmed to discover yet another way 
they were being “policed” by the state.

Regardless of their views on whether a jail-based D2C 
program was inappropriate overreach or legitimate assis-
tance, workshop participants all concurred that PLWH retain 
the right to refuse health care even when incarcerated. They 
identified several factors that might make incarcerated indi-
viduals more likely to refuse HIV treatment in jail, including 
fear of stigmatization, anxiety, past trauma, distrust, and 
depression. Some participants were concerned that the jail 
environment would also influence the choices of incarcer-
ated individuals, by either rewarding participation or penal-
izing refusal as “noncompliance.” Participants stressed that 
these factors underline the need for nonjudgmental and 
respectful approaches to soliciting participation in any fol-
low-up activities and dealing with refusals of care.  

Criminalization/exceptionalism. Workshop participants 
agreed that among the most harmful forms of institutional-
ized HIV stigmatization are statutes that make it a crime to 
have or to transmit HIV disease. These statutes create unjust 
disincentives for PLWH to disclose their HIV status or par-
ticipate in follow-up care [14]. In small communities, PLWH 
may feel that they are at heightened risk for arrest and incar-
ceration because of their HIV status. In the jail setting, extra 
attention to HIV-related care, including the implementation 
of D2C, could induce similar concerns about disclosure and 
risk for additional charges or punishments. 

Some participants went further to ask whether HIV D2C 
programs are themselves psychologically punitive by autho-
rizing public health officers to seek out reidentified PLWH. 
For example, programs that characterize out-of-care PLWH 
or those who decline follow-up as “noncompliant” can con-
vey the impression that decliners deserve to be blamed for 
their choices. People who already have reasons to mistrust 
the health care and justice systems, including people of color 
and transgender people, are even more likely to perceive 
D2C programs in jails as part of a broader societal pattern 
of recriminatory attitudes. Participants agreed that better 
partnerships between health departments and jails could 
provide a forum for addressing and diminishing these risks. 

Singling out HIV disease for criminalization over other 
kinds of communicable diseases is a clear example of the 
problem of “HIV exceptionalism” [15]. But HIV exceptional-
ism can also occur when PLWH receive assistance that is not 
available to those with comparable diseases. Some partici-
pants felt that, given medical and social progress since the 
inception of the HIV epidemic, HIV-specific D2C programs 
are no longer warranted. Others argued that HIV is, in fact, 
still exceptional enough in terms of social stigmatization to 
merit special attention. In addition, some saw HIV D2C pro-
grams as testing a model that could be extended to other 
diseases or could lead to overall improvements in health 
care in jails. 

Community engagement. Finally, 1 prerequisite for a jail-
based D2C program that resonated with the workshop par-
ticipants was the need for community engagement within 
and outside the jails. Iterative, transparent, and deliberative 
engagements with both PLWH and the wider communities 
served by the jails were seen as key to minimizing the risks 
the workshop identified and making a jail-based D2C pro-
gram a success. Some participants stressed that consulta-
tions with PLWH who have experienced incarceration would 
be a very important element in this process. Such engage-
ments could help shed light on unanticipated challenges 
that a jail-based D2C program would face in particular set-
tings and build community support through transparency 
about the assistance that such a program can provide.

Practical Considerations
In addition to discussing the policy challenges listed here, 

the workshop participants raised 5 practical considerations 
that they felt would be critical to consider in developing a 
successful jail-based D2C program. 

Every Jail Is Different
Participants pointed out that jails are organized, 

resourced, and staffed very differently depending on the 
communities they serve. Some jails are able to screen incar-
cerated individuals for HIV within 24 hours of booking and 
are equipped to provide HIV treatment and counseling 
directly. Others have established partnerships with regional 
health care facilities that can provide such services. For 
these jails, an extended D2C program may not offer compel-
ling added value. As a result, any statewide program would 
require on-the-ground assessments of individual jails, so 
that it can be tailored to differences in organizational cul-
ture, population, and resources.  

Jail and State Staff Training Is Needed
Participants concurred that ongoing training will be 

needed for jail staff and D2C follow-up care providers to 
combat the entrenched stigma that PLWH in jails can face. 
This training should include continuing education about 
privacy policies and procedures for both jail staff and pub-
lic health workers. In designing such interventions, it will 
be important to consider the variable lengths of stay that 
people incarcerated in jail can experience; those incarcer-
ated for only 1 day will have different needs that those who 
stay in jail longer.

Timing Is Key
Length of stay consideration also requires D2C programs 

to clarify the temporal criteria for being considered “out of 
care.” Typically, the threshold for being considered out of 
care is 9–12 months without follow-up. Given the number of 
short-term incarcerations in jails, a jail-based D2C program 
may help identify PLWH who have already been deemed out 
of care prior to their incarceration, but may not be useful 
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for those whose care is interrupted by short-term jail stays. 
This means that any D2C program should be flexible enough 
to tailor its efforts to reengage PLWH in care to individual 
needs and situations.  

Incarcerated People Should Have Options
Workshop participants concurred that if jail-based HIV 

D2C programs are developed they should be offered to all 
incarcerated PLWH, but that these individuals should retain 
the right to choose whether or not they accept the assis-
tance. Some participants recommended an “opt-in” system 
in which incarcerated PLWH would be informed about the 
program and how to enroll but would need to reply to receive 
follow-up visits. Others recommended giving incarcerated 
PLWH the option of receiving follow-up care during their 
detention or after their release, to increase the potential for 
positive replies. Suggestions for mechanisms included toll-
free phone numbers, media infomercials, or touchpad kiosks 
that might be used upon release from jail. 

Protect Data with Partnerships
Another approach to developing a partnership between 

jails and the health department that received support 
from workshop participants was a hybrid model in which 
jails would serve as a source of surveillance information 
that would be sequestered and protected within the pub-
lic health system for use in reconnecting with people after 
their release. Although this could help avoid adverse conse-
quences in the jail setting, some pointed out that this would 
not serve the needs of incarcerated individuals with long 
sentences who might need care during their incarcerations. 
They argued that more robust partnerships would ultimately 
be required to address the challenges raised here. 

Discussion 
On the whole, the workshop participants’ views on each 

of these themes echoed those of the interviewees, both in 
their points of consensus and in their divisions of opinion. 
Both sets of stakeholders concurred on the critical impor-
tance of, and challenges in enhanced data security and pri-
vacy protections for D2C programs in jail settings; the rights 
of people in jail to refuse medical care; the dangers of HIV 
criminalization and exceptionalism; and the utility of com-
munity engagement in fostering trust and transparency. 
Workshop participants were also similar to our interview-
ees in their differences of opinion regarding the extent to 
which conerns about inappropriate governmental overreach 
raised important challenges for jail-based D2C programs. 
Some defended the practice as a form of public assistance 
demanded by social justice considerations, and others 
pointed to how public perceptions of intrusiveness could 
undermine trust in the program, particularly in criminal jus-
tice settings. On several scores, however, the stakeholders 
involved in our interactive workshop discussions were able 
to build off each other’s points to offer insights that went 

beyond those that emerged from our 1-on-1 interviews. 
First, the interactive format of the engagement workshop 

allowed participants to explore important considerations 
that remained largely muted in the individual interviews. 
Examples included workshop participants’ more fine-grained 
analyses of the privacy risks of HIV surveillance in carceral 
settings across different jail staff roles; their reiteration of 
the relevance of people’s background legal rights to refuse 
health care in these contexts; their recognition of the rela-
tively porous social boundaries of jails; and their nuanced 
concerns about the punitive psychological impacts of “com-
pliance” language, which were not addressed as thoroughly 
in individual interviews. 

Second, by having the opportunity to share their exper-
tise and compare experiences across different roles and dis-
ciplines, the workshop participants were able to go further 
than individual interview participants in identifying nuanced 
practical considerations important to the implementation of 
any jail-based D2C program. Workshop participants were 
able to compare the important ways in which jails can differ 
across sites in terms of jail staff education, the implications 
of program timing, and the prospects for data protection 
partnerships in different institutional contexts. 

Finally, and perhaps most importantly, by having an 
opportunity to discuss their views together the workshop 
participants were able to arrive at policy options that could 
help harmonize their different individual perspectives. The 
best example of this was the workshop participants’ idea of 
avoiding the privacy challenges in jail settings and mitigating 
public perceptions of governmental intrusiveness by devel-
oping a hybrid model in which jails would serve as a source 
of surveillance information that would be sequestered and 
protected within the public health system for use in recon-
necting with people after their release. 

Conclusion
Studies of community, provider, and patient perspec-

tives on D2C approaches to HIV outside of the carceral set-
ting have generally identified fewer ethical and logistical 
concerns than emerged at our workshop [5, 6]. Our find-
ings highlight several features of jail-based D2C programs 
that merit special attention going forward: the potential for 
heightened privacy risks; the different ways in which HIV 
stigmatization can manifest in jail settings; and the impact 
of increased collaboration between the state health depart-
ment and its local correctional institutions on public trust. 
Since the time of the workshop, killings of those in the 
custody of law enforcement—particularly that of George 
Floyd—have elevated the national conversation regarding 
issues of systemic racism and the role of law enforcement 
agencies in our society, and this will provide a critical back-
drop for community responses to jail-based D2C programs.  

Finally, the workshop underscored the point that, because 
of the contextual nature of the challenges that were identi-
fied, pilot studies of jail-based D2C programs in particular 
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settings are needed. Since jails operate independently and 
their individual budgets and resources vary tremendously, 
the availability of HIV treatment and care resources will 
need to be assessed and likely increased with any program 
for underresourced jails and communities. Existing projects 
funded by the Ryan White Comprehensive AIDS Resources 
Emergency Act to facilitate linkage to care after jail incar-
ceration, such as Transitional Care Coordination (TCC) [16], 
could be adapted to address many of the concerns identified 
by participants. TCC relies on HIV testing or self-report to 
identify PLWH in jail, in contrast to D2C, which uses state 
health department data to identify out-of-care PLWH, allow-
ing for broader identification of eligible participants. If the 
comparison of jail rosters with state HIV records indicates 
that there are actually few PLWH who are out of care in jail, 
then the issues of in-jail implementation are less relevant. 
Jail-based trials of D2C will also be needed to compare the 
risks and benefits of jail versus community settings for D2C 
in an evidence-based manner. If the hybrid model seems sup-
ported by such studies, more will need to be learned about 
consequences of conducting surveillance in jails without 
offering follow-up care in those settings. For example, it will 
be important to study how changes in HIV treatment, such 
as long-acting antiretrovirals, might impact D2C programs 
and policy. It could be instructive to learn from similar pro-
grams already operative in jails, such as directly observed 
therapy (DOT) for tuberculosis and medication-assisted 
therapy (MAT) for opioid use. 

As medical progress produces more effective treatments 
for HIV disease, the need to ensure continuous access to 
those interventions for PLWH who experience incarceration 
will grow. Jail-based D2C programs can help meet that need, 
but also pose policy and practical challenges that will need 
to be addressed. Bringing a wide range of stakeholders into 
the conversation can help all parties appreciate the argu-
ments and experiences that inform different points of view 
on those challenges.    
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