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Abstract
Antiretroviral therapy has made HIV medically manageable, yet
long-term treatment continually brings HIV-related information
into medication routines, digital devices, institutional records, and
social relationships. Prior research shows that disclosure is rela-
tional and sometimes involuntary, but less is known about how the
possibility of identity linkage shapes everyday information prac-
tices before HIV status is actually recognized, or why information
that people understand and trust may remain unacted upon. We
conducted a qualitative field study in a large Chinese city, combin-
ing participant observation, 22 semi-structured interview sessions
with 20 participants, including 16 people living with HIV, retro-
spective accounts, and exploratory online observation. Inductive
thematic analysis identified three interconnected practices: regu-
lating engagement with information, navigating identity-linked
information flows, and translating information into everyday life.
We develop identity-linkage potential as the situated possibility that
a particular audience can access a cue and interpret it as evidence
of a person’s HIV status. This potential shaped participants’ en-
gagement with information, management of artifacts and records,
access to support, and ways of acting on information. Within a
situation, the same action could alter all three practices; across
situations, its consequences could reshape later sources, audiences,
channels, support resources, and everyday arrangements. Accurate
and trusted information could therefore be acted on directly, dis-
creetly, or through others, but could also be deferred or abandoned.
Lower identity linkage sometimes protected ordinary life while
limiting HIV-specific support. For digital library research, these
findings highlight the need for privacy-sensitive access, intelligible
information flows, low-visibility participation, and multiple viable
routes from information to action.

CCS Concepts
• Information systems → Digital libraries and archives; • Se-
curity and privacy→ Social aspects of security and privacy; •
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“ . . . [T]hose billions of existences destined to pass away without
a trace . . .What snatched them from the darkness in which
they could, perhaps should, have remained was the encounter
with power . . . ”

Michel Foucault, “Lives of Infamous Men” [21, p. 161]

1 Introduction
Antiretroviral therapy (ART) has transformed HIV into a chronic
disease that can be managed over decades. However, medical man-
ageability has not made HIV-related information socially normal.
Sustaining treatment requires daily medication, regular testing,
clinical follow-up, and continued participation in digital and med-
ical systems. These activities bring HIV-related information into
everyday life through medication packaging, bodily routines, dig-
ital devices, interpersonal interactions, and institutional records.
None of these objects or activities reveals HIV status by itself. This
type of cue becomes consequential only when a particular audience
can access it, interpret its meaning, and connect it to a particular
person. Persistent stigma makes such possible connections socially
consequential [9, 32, 47].

For example, a person with HIV can fully understand a basic
piece of information about ART: that antiretroviral medication
should be taken every day. However, this individual will need to
make an additional effort to deal with the original packaging of
the antiretroviral medication, as it may reveal their HIV status [42].
Thus, the medical information itself is neither rejected nor mis-
understood. The difficulty arises when putting that information
into practice creates cues that others might connect to HIV. This
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individual’s adherence, therefore, depends on more than applying
medical knowledge. It also requires an additional information prac-
tice: changing how the medication is labeled, stored, and taken
so that they can continue treatment without enabling unintended
identity linkage.

Three established bodies of research connect to this phenomenon.
Research on chronic illness information work has shown that peo-
ple living with HIV (PLHIV) continually seek, interpret, evaluate,
share, and use information to manage illness [24]. Information-
practice research further situates such activities within bodily ex-
perience, material environments, social relations, and everyday
routines [37, 52]. HIV disclosure and privacy studies have also
shown that disclosure may be selective, gradual, or involuntary,
and that medication, medical records, and digital platforms can ex-
pose HIV-related information to unintended audiences [10, 46, 60].

Together, these studies explain much of the information activity
and disclosure risk surrounding long-term HIV care. They do not
fully explain, however, what happens before HIV status actually
becomes known to others: how the possibility that an ordinary
action, object, or record could be connected to that status begins
to reshape information practices in everyday life. Even when no
one ultimately makes such an inference, the possibility of this
connection may already have changed how medication is stored,
where it is taken, which information channels remain usable, and
what kinds of support can be sought.

To address this gap, we conducted an inductive study based on
participant observation and semi-structured interviews involving
20 participants, including 16 PLHIV, in a large Chinese city. We ob-
served and analyzed participants’ everyday information practices,
tracing how HIV-related information and cues entered everyday
life and could be accessed, connected to HIV status, and circulated
across social relationships, technological platforms, and institu-
tional systems. Through this analysis, we theorize how ordinary
information-related actions become consequential before anyone
actually infers a person’s HIV status, and how the audiences, cues,
and possible identity linkages generated by those actions recur-
sively shape subsequent information practices and life possibilities.

From this perspective, these information practices are not pe-
ripheral responses to HIV or merely individual strategies of privacy
management. Together, they constitute an ongoing and recursive
process through which HIV-related information and cues enter
everyday life, become accessible and connectable to identity, cir-
culate across social relationships and sociotechnical systems, and
are translated into arrangements that make treatment and ordinary
life sustainable. PLHIV therefore confront not only discrete deci-
sions at moments of diagnosis or disclosure, but also a continuing
informational burden that shapes their treatment, employment,
family relationships, intimacy, and possible futures. In this sense,
our study returns to Foucault’s “lives of infamous men” — not to
cast PLHIV as infamous, but to attend to ordinary lives made legible
and potentially vulnerable through institutional encounters, infor-
mational records, and persistent stigma, as well as to the additional
information practices required to sustain those lives. This burden
should not be understood as an individual problem of privacy man-
agement, because it is produced by sociotechnical conditions that
shape who can encounter HIV-related cues, how those cues can be
associated with a particular person, and how information about that

person’s HIV status can then circulate. Recognizing these condi-
tions and understanding how they operate are therefore necessary
first steps toward better supporting PLHIV in sustaining treatment
and ordinary lives.

This study makes three contributions. First, it identifies how an-
ticipated identity linkage can prevent accurate, trusted health infor-
mation from becoming practicable, extending accounts of chronic-
illness information work [24, 27]. Second, it explains how acting
on information can reshape the conditions of subsequent practices,
extending situated accounts of information practices [25, 37]. Third,
it shifts attention from disclosure events to the audience-dependent
recognizability of ordinary actions and records, showing how pri-
vacy protection and access to support can become interdependent
[10, 45, 58]. For digital library and information-service research,
these contributions direct attention beyond obtaining relevant in-
formation to the visibility of engagement and the feasibility of
acting on it.

2 Literature Review
2.1 HIV Treatment, Stigma, and Health

Information Behavior
ART has shifted research attention from acute mortality toward
HIV treatment access and the everyday management of a chronic
condition. Research on chronic illness shows that such manage-
ment depends on continuous information behavior rather than the
one-time acquisition of medical knowledge. For example, Hogan
and Palmer suggest chronic-illness information work as the effort
required to locate, sort, interpret, assimilate, and share information
across an illness trajectory [24]. Subsequent research has examined
how information becomes usable and is used in everyday life. First,
information does not become useful automatically when available
or understood. People must adapt medical advice to their routines
and other resources at hand before they can act on it [25, 27]. Sec-
ond, chronic-illness information behavior involves more than the
application of formal medical knowledge. People learn through epis-
temic, social, and corporeal sources and use biomedical information
to understand their bodies, navigate social relationships, and assert
autonomy [37, 64]. Together, these studies show that health infor-
mation behavior in chronic illness extends beyond acquiring and
understanding information to its ongoing interpretation, sharing,
and use in everyday life.

For PLHIV, HIV treatment also becomes part of their everyday
lives. ART medication-taking is sustained through recurring times,
places, meals, pillboxes, alarms, family reminders, and other ele-
ments of daily organization [26, 50, 51, 56]. HIV knowledge can also
be obtained socially. PLHIV, family members, peers, and service
providers seek, interpret, verify, and share information together,
while clinics, community organizations, support groups, homes,
media, and the Internet operate as different locations of learning
[34, 58]. Digital communities further connect information with sup-
port and life reconstruction [7, 13]. These sociotechnical arrange-
ments help PLHIV understand information and act on it, but they
also place HIV-related information in these routines, objects, rela-
tionships, accounts, and records that other people may encounter.
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For example, ART medication packaging may be recognizable, ad-
herence routines may be observed, and institutional or platform
records may alter who encounters sensitive information [33, 42, 60].

These potential encounters during these information practices
matter because medical progress has not yet removed HIV-related
moral judgment, social exclusion, or unequal access to support
[28, 47, 67]. HIV treatment produces recurring information asso-
ciated with HIV status that remains socially sensitive and conse-
quential because of such social stigma. In China, the possible social
consequences of recognition are shaped through family obligations,
face (mianzi), local social networks, work arrangements, and insti-
tutional governance [19, 32, 65].

These consequences can extend far beyond the immediate en-
counter. A life-course perspective directs attention to how HIV-
related stigma may redirect occupational, relational, and reproduc-
tive trajectories, with consequences that may also extend to families
and partners through linked lives [16, 17]. The concept of biograph-
ical disruption captures the possible depth of these effects: illness
can interrupt established trajectories and anticipated futures [5].
Later studies caution that such disruption is not uniform; illness
may instead reinforce existing uncertainty or be incorporated into
continuity [8, 18]. For PLHIV, this suggests that biographical dis-
ruption may arise not only from diagnosis or illness itself but also
from the social consequences that follow when others recognize
their HIV status.

Studies across these areas show that when HIV-related informa-
tion becomes part of everyday life, stigma can make its use and
circulation socially consequential. These studies have demonstrated
both anticipated and experienced forms of HIV-related stigma, in-
cluding disclosure concerns and the consequences of being rec-
ognized by others as living with HIV [1, 32]. However, research
usually examines these concerns in relation to a specific practice or
outcome, such as HIV-status disclosure [6], concealment [53], med-
ication adherence [48], or access to information and support [57].
Less attention has been paid to the additional information practices
that may arise from the possibility that HIV-related information
in everyday life could be connected to a particular person’s HIV
status, even before recognition occurs.

2.2 HIV Disclosure and Privacy
For PLHIV, HIV-status disclosure occurs within sociotechnical ar-
rangements that shape who receives status information, how it is
communicated or recorded, and what consequences may follow.
Making HIV status available within these arrangements can en-
able access to information, care, and support while also exposing a
person to stigma or other social harms. Nondisclosure may reduce
unwanted recognition, yet it can also limit who can participate in
a person’s information and help network [57, 58]. Because these
consequences vary across relationships, technologies, and institu-
tional settings, disclosure cannot be understood as a binary choice
between openness and secrecy.

Such disclosure can instead be selective, relational, and iterative.
People weigh their goals and anticipated responses, communicate
through particular relationships, and revise later decisions in light
of prior outcomes [31, 44]. Process-oriented research formalizes
this dynamic by linking disclosure goals and anticipated responses

to the disclosure event, its individual and relational outcomes, and
subsequent disclosure decisions [10]. Other studies show that disclo-
sure varies according to the recipient, context, content, and purpose.
It may be voluntary, occur inadvertently, or be initiated by others
without the person’s consent [14, 44]. Recent information-behavior
research further conceptualizes self-disclosure as a transition asso-
ciated with changing health-management and psychosocial needs
[6].

However, sociotechnical arrangements can constrain individual
control over HIV-status disclosure by making the communication
and recording of status information a condition of access to es-
sential services. For example, to receive treatment, a person’s HIV
status must be available to clinicians and recorded within health-
care systems. Once recorded, who can access this information and
how it circulates are shaped not only by the individual but also
by professional roles, technical infrastructures, and organizational
rules [46]. Privacy scholarship therefore broadens the analysis from
individual disclosure decisions to the sociotechnical organization
of information access and circulation.

Palen and Dourish conceptualize privacy as an ongoing process
of boundary regulation under changing social and technological
conditions [45]. Dourish and Anderson extend this perspective
by showing that privacy is produced collectively through shared
practices and norms rather than controlled by one individual [15].
Contextual integrity further explains why the same information
flow may be appropriate in one setting but problematic in another,
depending on the actors, purposes, and norms governing its trans-
mission [43]. HIV-specific research similarly shows that privacy
is accomplished in relation to particular people and places [39].
Platform design and institutional governance can further configure
potential audiences, disclosure expectations, and access to HIV-
related data [33, 60].

Although disclosure research examines anticipated responses
and deliberation about disclosure, it generally remains organized
around disclosure as an actual or prospective event—whether and
how it occurs, why it is withheld, and what consequences may fol-
low. Privacy research widens the analysis by showing that access to
and circulation of HIV-related information are organized through
relationships, technologies, and institutions. Within some arrange-
ments, status information must be communicated and recorded to
receive care [46]; within others, selectively sharing it can enable
access to information, peer knowledge, and support [54, 58]. These
insights suggest that sociotechnical arrangements can bring partic-
ular audiences into contact with HIV-related information, enabling
them to possibly infer or recognize an individual’s HIV status. What
remains less understood is how this possibility shapes the everyday
information practices of PLHIV before recognition occurs, even
when deliberate disclosure is neither planned nor underway.

2.3 Information Practices and Life Transitions
Models of information behavior often begin with an individual’s
information need and examine how that person seeks, uses, or
transfers information, while taking psychological, interpersonal,
environmental, and source-related factors as conditions in this pro-
cess [62, 63]. In the context of everyday life, however, seeking,
receiving, sharing, avoiding, interpreting, and using information
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are not only individual responses to information needs; they are so-
cially organized and situated accomplishments constituted through
social relationships, shared norms, bodily experience, material set-
tings, and institutional arrangements [41, 52, 55]. The concept of
information practice has therefore been proposed as a means of
understanding the social, embodied, material, and situated orga-
nization of information activity [35, 36, 38]. This perspective is
particularly relevant in the context of chronic illness, in which
people orient themselves through epistemic, social, and corporeal
sources rather than relying solely on formal medical knowledge
[37].

In everyday life with chronic illness, how people engage with
health information is shaped by social relationships, daily routines,
symptoms and other physical experiences, and material environ-
ments. These circumstances, for example, influence whether, when,
and how people seek or avoid information. Both information seek-
ing and avoidance may help people manage uncertainty. At the
same time, affect, existing knowledge, social relationships, and the
timing and form of information may intensify, narrow, suspend, or
redirect their engagement with information [2, 11]. A person may
seek information from some sources while avoiding others or par-
ticular types of content, and avoidance may moderate interaction
with information rather than end it altogether [23]. These patterns
demonstrate how everyday settings shape the information people
encounter, the people from whom they receive it, and the extent to
which they engage with it.

Changes in people’s roles, relationships, or routines may reshape
their information practices. Research on life transitions examines
how people use information to make sense of and respond to such
changes. For example, Willson shows how liminality changes infor-
mation needs and how people compare their experiences with those
of others to understand unfamiliar situations, while Ruthven dis-
tinguishes the processes of understanding changed circumstances,
negotiating possible responses, and reaching a workable orientation
[49, 61]. For PLHIV, diagnosis may mark a life transition, whereas
disclosure may unfold over time as health-management and psy-
chosocial needs change rather than occur as a discrete event [6].
During these transitions, PLHIV may reconsider their health, re-
lationships, and future, while also changing how they seek, share,
and use information. These transitional information practices can
help them make sense of their changing circumstances [66].

Information practices can, in turn, change the social settings in
which they occur. Within couples and families, seeking, sharing,
and withholding health information can be considerate acts, but
these practices can also produce surveillance, conflict, and attempts
to control health-related behavior [3, 40]. Longitudinal research
further illustrates that chronic illness can reorganize family in-
formation networks as health conditions, relationships, and roles
change [4]. By changing who participates in information exchange,
the roles participants assume, and the information they provide or
withhold, these practices may alter care relationships, information
pathways, and sources of support.

Thus, existing research shows that social settings shape infor-
mation practices and that these practices can reshape relationships
and information networks. However, the mechanisms underlying
this reciprocal relationship remain insufficiently understood. Re-
search on PLHIV has examined the information practices involved

in obtaining support, maintaining privacy, disclosing status, and
managing treatment [6, 39, 48, 58], but it has not fully explained how
changes in one everyday information practice affect other practices.
Research on life transitions has examined changes surrounding
diagnosis and disclosure, but less is known about how such tran-
sitions develop through the reciprocal reshaping of information
practices and social settings in everyday life.

3 Method
3.1 Research Design and Setting
This study used an inductive design combining participant obser-
vation, semi-structured interviews, exploratory non-participant
online observation, and retrospective life-course accounts. The
study received institutional ethics approval from the participating
hospital before fieldwork began. Because the approving institution
was also the field site, its name and approval number are with-
held for confidentiality and can be provided to the conference if
required. Fieldwork took place during February andMarch 2026 at a
specialist infectious-disease hospital and an affiliated peer-support
organization in a large Chinese city. Researchers entered the setting
as volunteers, observing routine organizational work, telephone
interactions, counseling, ward-based volunteering, outpatient and
inpatient encounters, and a community event, with 5 visits com-
prising approximately 60 hours of observation. More than 30 pages
(over 30,000 Chinese characters) of fieldnotes were written immedi-
ately after each visit to record interactions, context, and researcher
reflections.

The design provides both cross-sectional and retrospective evi-
dence, and the data sources served complementary purposes. In-
terviews provided the primary evidence and were formally coded,
including accounts of information practices in homes, workplaces,
intimate relationships, and other settings that the researchers could
not directly observe. Offline participant observation helped the
researchers understand the clinical and peer-support settings in
which some of these accountswere situated and provided contextual
points of comparison with the interview narratives. Exploratory
online observation supplied preliminary contextual knowledge
and informed revisions to the interview protocol. Retrospective
accounts within the interviewswere used to reconstruct participant-
described sequences and perceived connections between earlier and
later situations.

Participantswere recruited through the hospital, the peer-support
organization, and a public online recruitment post. PLHIV partici-
pants were eligible if they were adults, had received a clinical HIV
diagnosis, were receiving antiretroviral therapy, were clinically sta-
ble, and were able to provide informed consent and participate in
an interview in Chinese. Hospital-based participants were screened
by the peer-support organization and clinical staff, whereas online
participants self-reported their diagnosis and treatment status.

Recruitment and participation were voluntary with compensa-
tion. The final sample comprised 20 participants: 16 PLHIV (includ-
ing one peer volunteer), two family members, and two medical or
community-organization staff members. As summarized in Table 1,
the sample varied in age, gender, time since diagnosis, and rela-
tionship to HIV care and support. This variation broadened the
range of circumstances available for cross-case comparison, with
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these characteristics serving as descriptive context for interpreting
participants’ information practices.

3.2 Data Collection
We conducted 22 semi-structured interview sessions involving 20
participants. Five participants completed preliminary interviews
online through audio calls on a meeting platform; the remaining
sessions were conducted in person. Frank (B1) and Grace (B2) were
interviewed again on the following day after a review of their initial
interview records identified opportunities to explore information
disclosure in intimate relationships in greater depth. Because formal
analysis had not yet begun, the follow-up material was incorpo-
rated into their respective case records and coded alongside the
other interviews. All interviews lasted more than 30 minutes, gen-
erally between 30 and 60 minutes, and followed the same core
semi-structured protocol. The in-person protocol additionally in-
cluded questions about hospitalization, participants’ feelings about
their hospitalization, and everyday life in the hospital. Interviewers
used the protocol flexibly and invited participants to narrate their
experiences in their own terms. All authors participated in data
collection.

Participants received information about the study, data use, pri-
vacy protections, and withdrawal before providing informed con-
sent. With permission, interviews were audio-recorded. Declining
or withdrawing did not affect access to treatment, volunteering
opportunities, or support services. Names, locations, institutions,
and potentially identifying details were removed or generalized,
and audio files and transcripts were restricted to the research team.
The sessions produced more than 160 pages of Chinese-language
transcripts, comprising over 200,000 words. When participants de-
scribed changes over time, interviewers asked what preceded the
change, what occurred, and what participants did afterward. These
questions supported the construction of retrospective accounts.

Before offline fieldwork, we also conducted exploratory non-
participant online observation [12, 29]. Using the Chinese term
for “AIDS” as a search keyword, we reviewed several highly en-
gaged public posts on Xiaohongshu (RedNote) and were admitted
to one peer group established by a post author. From February
to April 2026, the researchers observed naturally occurring group
conversations without disclosing their research roles, posting, or in-
teracting. The observation drew attention to intimate relationships,
HIV-status disclosure, and online peer support and informed revi-
sions to the interview protocol. The online observation itself was
not included in the formally coded corpus, and no direct or search-
able language from the posts or group conversations is reported in
the findings.

All online and in-person interviews entered the same formal
analytic corpus and were analyzed using the same procedures. In-
terview mode was retained as contextual information but did not
determine the analytic weight given to an account. Offline field-
notes were consulted during interpretation to situate participants’
accounts within hospital and peer-support settings and to compare
the reported arrangements with those observed in the field.

3.3 Data Analysis
We conducted inductive thematic analysis of the interview cor-
pus, combining within-case temporal bracketing with a cross-case
frameworkmatrix [20, 22, 30]. First-cycle semantic coding identified
information-related actions, objects, sources, audiences, risks, con-
sequences, support, and everyday arrangements. Iterative within-
and cross-case comparison produced three analytically distinct but
empirically overlapping domains: regulating engagement with in-
formation, navigating identity-linked information flows, and trans-
lating information into everyday life. Research on information
practices, disclosure and privacy, and chronic-illness information
behavior served as sensitizing concepts during later interpretation
and theme refinement.

We then examined situations involving possible identity link-
age. A linkage episode required (1) a cue, such as an information
item, object, record, or action; (2) an access route through which a
particular audience could encounter it; and (3) empirical grounds
for possible association with the participant and HIV. Association
had to be supported by participants’ concerns, audience responses,
or contextual evidence rather than analyst inference alone. We
separately coded audience knowledge, linkage status, participant
responses, consequences, and alternative routes, retaining nega-
tive cases in which cues were not linked to HIV, linkage did not
alter practice, recognition enabled support, or changes had other
explanations.

A case-by-theme-by-time matrix compared arrangements before
a reported change, associated events or feedback, and subsequent
practices. Because most participants were interviewed once, it sup-
ported retrospective temporal bracketing rather than longitudinal
causal inference. We distinguished connections within and across
situations. Within-situation interweaving required evidence that
one practice affected another in the same situation. Co-occurrence
or double coding alone was insufficient. Across-situation connec-
tions required a participant-described link or a concrete change
in an audience, relationship, routine, object, record, support ar-
rangement, or institutional pathway. Temporal succession alone
was insufficient. We recorded supporting evidence and plausible
alternative explanations and therefore interpret these sequences as
participant-described connections.

Table 2 summarizes this progression from first-order semantic
codes to second-order themes and aggregate analytic categories,
as well as the criteria used to distinguish identity-linkage episodes
from competing explanations.

Across these analytic stages, coding was conducted from the
Chinese originals. Quotations were selected and translated for the
manuscript after theme development. Participant accounts form
the primary evidence for experiential claims, while staff and vol-
unteer statements are identified as professional or institutional
observations and are not used as substitutes for PLHIV accounts.

4 Findings
Participants described a recurring tension between medical man-
ageability and continued informational demands. ART and improv-
ing clinical indicators made HIV controllable. For example, Alice’s
undetectable viral load and rising CD4 count changed how she
understood the condition, while Emma described her improving
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Table 1: Characteristics of Interview Participants

ID Pseudonym Gender Age Time Since Diagnosis Interview Setting

People living with HIV

A1 Alice Female 28 2 years Online interview
A2 Bella Female 25 1 year 8 months Online interview
A3 Chloe Female 28 2 years Online interview
A4 Diana Female 33 2 years Online interview
A5 Emma Female 21 1 year Online interview
B1 Frank Male 45 2 years 3 months Hospital ward
B2 Grace Female 44 1 year Hospital ward
B3 Henry Male 31 9 years Hospital ward
B4 Ian Male 37 Not reported Hospital ward
B5 Jane Female 55 5 years Community support event
B6 Kate Female 55 9 years Community support event
B7 Leo Male 29 1 week Hospital ward
B8 Mark Male 42 6 years Hospital ward
B9 Nora Female 55 10 years Hospital ward
B10 Owen Male Approx. 40 Not reported Hospital ward
Family members

C1 Leo’s mother Female Approx. 50 N/A Hospital ward
C2 Paul Male 21 N/A Hospital ward
Peer volunteer and staff members

D1 Nurse Mary Female 50+ N/A Nursing station
D2 Richard Male 67 26 years Peer-support organization
D3 Susan Female 40+ N/A Peer-support organization

Note. All names are pseudonyms. D2 is both a person living with HIV and a peer volunteer.

indicators as providing “a sense of assurance” (A5). At the same
time, treatment kept HIV-related information present through med-
ication routines, follow-up care, and decisions about who could
know. As Alice put it, “We may only need to take medication ev-
ery day, but we also have to keep a secret every day. We have not
harmed anyone; we are simply living very carefully” (A1). Medical
manageability therefore did not remove HIV-related information
from everyday life. Instead, everyday treatment became one of the
main settings in which HIV information had to be interpreted and
handled.

We organize the findings around three interconnected informa-
tion practices. Regulating engagement with information concerns
how participants adjusted their exposure to information and de-
cided which sources to trust. Navigating identity-linked information
flows concerns how HIV-related cues could become accessible and
meaningful to particular audiences. Translating information into ev-
eryday life concerns whether and how participants acted on clinical
knowledge, institutional rules, and peer experience and incorpo-
rated them into everyday routines and arrangements.

The following subsections first examine each practice separately
and then show how they interwove. Identity-linkage potential ex-
plained many connections among them, particularly when treat-
ment, devices, records, or relationships made HIV status inferable.
It was not, however, a general explanation for every change. Clini-
cal feedback, emotional burden, competing demands, and reduced
information need also shaped participants’ practices.

4.1 Regulating Engagement with Information
Regulating engagement involved more than seeking information
or avoiding it. Participants adjusted their exposure as their needs
and confidence changed. After diagnosis, Chloe searched repeat-
edly: “I first searched indiscriminately online. The more frightened
I became, the more I searched, and the more I searched, the more
frightened I became” (A3). She later passed over alarming posts
while continuing to consult information from public-health agen-
cies and major hospitals. Alice similarly narrowed her attention
toward authoritative sources after her treatment results made med-
ical explanations credible. These accounts describe movement from
intense and emotionally difficult searching toward more selective
engagement, rather than a complete withdrawal from HIV-related
information.

Participation in peer environments was also selective. Bella
sought help from the group when she faced a specific problem,
but said that “most of the time I remain a lurker in the peer group”
(A2). Lurking allowed her to retain access to peer experience with-
out making her participation consistently visible. Her engagement
therefore changed with need and comfort rather than following a
stable preference for either participation or withdrawal.

Low engagement also had explanations unrelated to identity
linkage. Kate rarely read public-account posts because work and
household responsibilities occupied her attention, although she
listened when the peer group shared a physician’s lecture (B6).
Richard continued to encounter negative posts but said that they
no longer affected him emotionally (D2). These accounts show
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Table 2: Coding Structure and Analytic Criteria

Aggregate Category Second-Order Themes Illustrative First-Order Codes Analytic Criteria

Contextual codes

Persistent everyday em-
bedding

Materialization and rhythmic or-
ganization of treatment; bodily
and clinical feedback

Daily medication; reminders; concealed
medication; recurrent tests; hospital con-
tact; clinical indicators affecting trust and
action

HIV-related information recurring in tem-
poral, bodily, material, or institutional ar-
rangements

Information practices

Regulating engagement
with information

Modulating intensity, timing,
sources, trust, and participation
visibility; withdrawal and re-
entry

Extensive searching; swiping away con-
tent; consulting authoritative sources; lurk-
ing; asking when needed; leaving and later
rejoining groups

Adjusting information exposure, timing,
trusted sources, or participation visibility

Navigating identity-linked
information flows

Reconfiguring artifacts and ac-
counts; selectively expanding co-
knowing networks; navigating
technically and institutionally
constrained control

Repackaging medication; discarding pack-
aging; using alternative explanations; selec-
tive disclosure; leaving groups on shared
devices; relocating care

Intervening in or adapting to pathways
through which HIV-related information
was accessed, interpreted, or circulated

Translating information
into everyday life

Acting directly or discreetly; act-
ing through another person or an
alternative route; delaying, fore-
going, or acting through trusted
relationships

Establishing medication routines; covert
dosing; delegating procedures; postponing
treatment; declining benefits; family co-
care; peer volunteering

Whether/how known or trusted informa-
tion was enacted and incorporated into rou-
tines under bodily, material, relational, eco-
nomic, temporal, and institutional condi-
tions

Cross-practice mechanisms and boundary conditions

Identity-linkage potential Cue accessibility and inferability;
perceived and realized linkage;
anticipated or experienced con-
sequences; alternative routes

Shared phones; overheard hospital calls;
visible packaging; record-access concerns;
hospital names; disclosure; support, exclu-
sion, or institutional action

Required a cue/action, access by a partic-
ular audience, and empirically supported
possible HIV inference; consequences and
alternative routes coded separately

Interweaving of practices Within-situation overlap; domain
differentiation; changes in infor-
mation roles

Repackaging limiting cues while sustaining
adherence; shared devices shaping group
access/audience boundaries; selective dis-
closure enabling support but not intimacy;
recipient-to-peer information role

Same action or arrangement contributed to
two or more practices; co-occurrence alone
was insufficient

Connections across situa-
tions and boundary condi-
tions

Consequences changing later in-
formation engagement, identity-
linked information flows, ways
of acting, or everyday arrange-
ments; beneficial identity linkage;
non-linkage explanations

Authority filtering after clinical improve-
ment; group re-entry after shared-device
arrangements changed; reduced browsing
after life stabilization; low engagement as-
sociated with work demands or informa-
tional sufficiency

Earlier consequences changed later
sources, audience/channel boundaries,
support, action, or everyday arrangements;
negative cases and rival explanations
retained

that limited engagement may reflect competing demands, reduced
need, or resilience. Regulation was therefore a situated adjustment
between available information and a participant’s current circum-
stances.

4.2 Navigating Identity-Linked Information
Flows

Participants could redirect some pathways through which HIV
information traveled, but they could not fully control them. Alice
moved ART into a vitamin C container and used the container
to support a non-HIV explanation when others asked about the
pills (A1). She also changed where and when she took medication
and described follow-up visits as ordinary errands. The medication
would not disclose HIV by itself. Its linkage potential depended on
whether another person could see it, recognize its significance, and
accept or reject the alternative explanation.

Changes in audience access could alter the same information
environment. Jane explained, “For a while, I left the group . . . some-
times my child would use my phone. Now that my child hardly uses
it, I have rejoined the group” (B5). The peer group had not changed,
but the possibility that her child might encounter its traces had.
Documents were similarly contingent. Nora recalled that before
retirement, “The doctors could not mention this illness in the medi-
cal records or on the receipts. If they wrote it down, it would cause
trouble.” After retirement those documents became less consequen-
tial, “Now that I am retired, it no longer matters. But back then,
all of these documents were extremely important. The leave slips,
medical records, and so on could not mention the illness at all. It
was terrifying.” (B9). A record’s linkage potential therefore changed
with its administrative audience and purpose.

Institutional flows were harder for participants to assess or redi-
rect. Some participants feared that records could be retrieved by
authorities through an identity number at will or that a hospital
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name spoken during a call could be overheard. Nurse Mary offered
a narrower institutional account: electronic records were available
only to authorized staff who deliberately retrieved them, rather
than to any hospital worker (D1). Her observation cautions against
treating record existence as automatic exposure. Yet uncertainty
about permissions still affected participants because they could
not readily determine who had access. Perceived linkage and tech-
nically possible access were therefore distinct, even when both
shaped information practices.

Navigation could also involve allowing trusted people to be-
come informed. Bella initially intended to tell no one, but later
informed a small number of relatives and friends when treatment
and emotional pressure became difficult to manage alone. “Themost
tangible support was the emotional understanding they offered in
everyday life; they paid closer attention to what was happening
to me.” (A2). Selective linkage preserved boundaries around other
relationships while opening access to HIV-specific support. Lower
linkage could protect continuity in some settings, but complete
concealment could also exclude potential supporters.

4.3 Translating Information into Everyday Life
Information became consequential when participants tried to incor-
porate it into daily arrangements. For Emma, improving indicators
strengthened her confidence in treatment and made reproduction
imaginable after she learned about prevention of mother-to-child
transmission. She described herself as “an ordinary person who
needs medication” and said “I am no different from anyone else.”
(A5). In her case, clinical evidence and future aspirations supported
a treatment routine that could be sustained without HIV defining
every part of life.

Understanding and accepting information did not always mean
that participants felt able to act on it in their social lives. Bella
largely believed the scientific conclusion of U=U (undetectable =
untransmittable) but retained reservations about intimacy. Her
imagined future shifted from wanting “a loving partner” toward
preferring to live alone (A2). The difficulty here lay in the possible
and complicated consequences of pursuing an intimate relationship.
A relationship would require her to address disclosure, possible
rejection, and responsibility toward a partner. Medically possible
intimacy therefore remained difficult to sustain as a social future.

Institutional information could encounter a similar gap. Nora
knew that legal action might produce compensation after an alleged
institutional harm, but rejected that solution: “How could I sue?
At most I would get some money, but the news would certainly
spread . . . How could I live with people pointing fingers at me?”
(B9). A trusted contact later completed a benefit procedure on her
behalf, yet she still did not feel able to use the money. Delegation
reduced her visibility during the application without resolving the
consequences she associated with the benefit. The alternative route
relocated the problem rather than making the benefit something
she felt able to use in everyday life.

Selective linkage could instead expand what information en-
abled. Richard connected the care he had received to his later peer-
volunteer role: “I received treatment and care . . . so we genuinely
wanted to help newly diagnosed patients and other peers, share our
treatment experience with them, and pass policy information on to

them so that they could avoid unnecessary difficulties” (D2). In a
protected peer setting, his HIV experience was no longer a liability
but became a basis for credibility. The central question is therefore
not only whether information is useful or accessible, but whether
a person has viable social and material conditions for acting on it
and sustaining the resulting everyday arrangement.

4.4 Interweaving of the Three Practices
The three practices were analytically distinct but could become con-
nected within or across situations. Within a situation, one action
or arrangement could simultaneously reshape multiple practices.
Across situations, connections emerged when the consequences of
an earlier action or arrangement changed the conditions of later
practice, such as information sources, audience boundaries, avail-
able support, or ways of acting. We treated situations as connected
only when participants described such a concrete change, rather
than temporal succession alone. Figure 1 summarizes these rela-
tionships and selected conditions through which they operated.

Alice’s medication arrangements illustrate within-situation in-
terweaving. Clinical guidance became a regular dosing routine, but
sustaining that routine around uninformed others required her to
change the medication’s packaging and the setting in which she
took it. Repackaging therefore did not simply conceal a cue, nor
did adherence simply implement medical knowledge. The same
arrangement redirected an identity-linked information flow and
allowed her to follow treatment within everyday settings.

Her experience also shows how consequences carried forward.
As treatment improved her indicators and physical condition, she
increasingly relied on authoritative sources instead of searching
broadly. The evidence does not establish clinical improvement as
the sole cause of this change, but it shows that treatment experience
became part of how she judged later information. At the same time,
successful treatment continued to require medication and follow-
up, so greater clinical confidence did not eliminate the need to
navigate audiences. Different parts of the same trajectory could
therefore move in different directions.

Jane’s trajectory began with a change in information flow rather
than with a decision to seek or avoid content. Shared access to her
phone expanded the potential audience for peer-group traces and
led her to leave. When that arrangement changed, she rejoined but
continued to participate selectively, directing specific questions to
trusted people and using the group to offer help when peers needed
medication. The phone thus shaped not only whether she could
enter the information environment, but also how she could use it
and contribute to it. Her case challenges a linear account in which
engagement necessarily precedes information flow and action.

Supportive linkage produced another form of interweaving. Bella’s
selective disclosure brought emotional support, but it did not make
action equally possible across all areas of life; she still found it diffi-
cult to pursue intimacy despite her understanding of U=U. Richard’s
trajectory moved further: care received in a trusted setting enabled
him to become a source of treatment and policy information for
others. These cases show that identity linkage can change a per-
son’s position in an information environment, but its effects remain
relationship- and domain-specific.
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information supports action

outcomes reshape trust and information needs

participation
leaves traces

audience boundaries
shape access

linkage consequences
shape action paths

actions create
cues and records

Regulating engagement
with information

Navigating
identity-linked

information flows

Translating information
into everyday life

CONDITIONS
Histories and changing circumstances

Clinical & informational
Clinical feedback, experience,

source credibility, usable information

shape trust, attention,
and source selection

support or discourage
enactment

Audience & access
Audience boundaries, shared devices,

channel access, cue visibility

enable or constrain
participation

shape visibility, access,
and inferability

Relational & institutional
Trusted relationships, support,
institutional routes, permissions

configure who can know
and through which route

open or close
feasible routes

Everyday & personal
Emotion, time, everyday demands,

practical constraints, aspirations

shape need, attention,
and emotional capacity

shape everyday
feasibility

Enacting situated arrangements may yield

Possible situated consequences
Sources / trust

revised
Audience boundaries

reconfigured
Support enabled
or constrained

Routines sustained
or adjusted

Cues / records
more or less visible

Conditional carry-over

Concrete consequences may reshape 
later conditions

Figure 1: Conditions and connections among the three information practices. Matrix entries summarize selected ways in which
conditions shape practices. Dashed arrows indicate possible connections.

Kate provides an important boundary case. Her reduced brows-
ing followed from work and household demands, while clinically
relevant lectures remained welcome. The evidence does not support
a chain from an HIV-related cue to a particular audience in this
instance. Her case therefore limits the reach of identity-linkage
potential and shows why the interweaving of practices cannot be
reduced to continuous privacy calculation. More generally, acting
on information and incorporating it into daily life may change
the conditions of later information engagement and action, but
such a connection must be demonstrated through the concrete
circumstances described by participants.

5 Discussion
5.1 Identity-Linkage Potential as a

Cross-Practice Mechanism
Research has already shown that HIV disclosure can be selective, it-
erative, and involuntary, and that medication or digital records can
make status visible [10, 42, 46, 60]. Identity-linkage potential shifts
attention from whether disclosure has occurred to how recogniz-
ability becomes possible beforehand. A cue becomes identity-linked
only in relation to an audience that can access it and interpret it as
evidence of HIV status. Its significance also depends on the conse-
quences associated with that inference and whether another route

is available. Linkage is therefore not an inherent property of a pill,
record, device, or action.

This concept also clarifies the relationship between stigma and
sociotechnical arrangements. Stigma explains why recognition may
have consequences, whereas arrangements of access and interpre-
tation explain how recognition becomes possible. This distinction
matters when technical access and users’ perceptions diverge. Re-
stricted permissionsmay reduce actual exposure without reassuring
users, whereas recognition within trusted relationships may enable
support. Identity-linkage potential extends relational accounts of
networked privacy [15, 45] by specifying one mechanism through
which otherwise distinct information practices become connected.

5.2 From Information Access to Action
Research on health information has shown that information must
be localized, appropriated, and made meaningful within everyday
settings [25, 27, 64]. We extend this argument by separating access,
understanding, and trust from whether and how people are able
to act on information in everyday life. Bella’s acceptance of U=U
did not by itself make intimacy feasible. Nora’s knowledge of legal
and benefit procedures likewise did not provide a route she could
comfortably use. In both cases, the barrier lay in the social and
institutional arrangements required to act on it.
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This distinction reframes apparent nonuse. A medically sound
recommendation may be followed directly, carried out discreetly,
acted on through another person or an alternative route, or not
acted upon when no acceptable route is available. These outcomes
should not be collapsed into a single measure of information use
or automatically attributed to limited literacy. The analysis instead
directs attention to the circumstances that shape whether and how
people act, how they incorporate action into everyday routines and
arrangements, and what consequences follow. Although developed
from HIV-related experiences, this distinction may also help ex-
amine why information that is known, trusted, and desired is or
is not acted upon in other contexts where treatment, identity, and
institutional participation are closely connected.

5.3 Interwoven but Uneven Information
Practices

The relationship among the three practices changes the unit of anal-
ysis from isolated information behaviors to evolving arrangements.
The practices do not form a sequence from seeking to sharing
and then using information. Within a situation, the same arrange-
ment may simultaneously alter information engagement, identity-
linked information flows, actual action, and everyday arrangements.
Across situations, the consequences of an arrangement may alter
the conditions under which information is later encountered or
used. This extends feedback-oriented disclosure and transition re-
search [4, 10] by showing that ordinary information-related actions,
rather than only disclosure events or clearly bounded transitions,
can change the conditions of later practice.

The process unfolds unevenly across different domains of life.
Successful treatment may allow illness information to recede from
attention, while supportive recognition may turn an information
recipient into a trusted source for others. Linkage can close one
domain of life while opening another. The relevant analytic unit is
therefore the changing relationship among a person, an audience,
and the arrangements through which information can or cannot be
acted upon. Identity-linkage potential explains this process when a
particular cue, access pathway, and possible inference can be identi-
fied. Clinical outcomes, practical constraints, and future aspirations
may also reshape later practices independently of identity linkage.

5.4 Implications for Information Services
For digital libraries and related information services, our findings
suggest that successful access cannot be assessed through relevance
and accuracy alone. User studies should also examine whether peo-
ple can engage with information without unwanted exposure and
transform it into feasible action. Limited use may reflect emotional
regulation, sufficient existing knowledge, or concern about access
traces rather than low information literacy or disengagement from
care. Evaluation should therefore distinguish difficulties in finding
information from difficulties in using it under particular social and
institutional conditions.

Privacy-sensitive service design requires attention to the inter-
action surrounding content. On shared devices, a notification or
visible group membership may matter more than the information
itself. In institutional systems, uncertainty about who can retrieve
a record may discourage use even when technical permissions

are restricted. Information services can respond by making likely
audiences and access rules more intelligible to users while support-
ing participation that does not require immediate public visibility.
In peer settings, low-visibility access should remain connected to
routes toward trusted human support, because complete anonymity
may protect users while also limiting HIV-specific care.

These concerns also extend to AI-mediated health information.
Prior work shows that large language models (LLMs) may pro-
duce health-condition-dependent judgments despite appearing non-
stigmatizing on explicit measures [59]. Evaluation should therefore
examine not only accuracy and respectful language, but whether
disclosure of HIV status changes otherwise comparable responses
or constrains users’ viable routes to support and action.

6 Conclusion
This study shows that living with HIV involves not only finding and
evaluating information but continually managing how information
becomes linked to identity and made actionable in everyday life.
We develop identity-linkage potential to explain how the accessi-
bility and interpretability of ordinary cues can reshape information
engagement, support, and action before disclosure or recognition
occurs. The findings further show that accurate and trusted in-
formation may remain difficult to act upon when available routes
create unacceptable identity-linkage consequences. Supporting eq-
uitable information access therefore requires attention not only to
content, but also to the visibility of engagement and the availability
of socially viable routes from information to action.

This study has several limitations. Fieldwork covered twomonths
in one urban Chinese setting, and recruitment through a special-
ist hospital and peer-support organization may overrepresent PL-
HIV already connected to treatment or community support. Most
changes were reconstructed retrospectively rather than observed
longitudinally, and participants’ accounts may therefore be affected
by recall. Researchers’ volunteer roles may also have shaped field
access, interaction, and interpretation. Some claims about insti-
tutional information access reflect participants’ perceptions or a
single staff account. Finally, identity-linkage potential was devel-
oped through qualitative interpretation in a specific context, and
comparative and longitudinal research is needed to examine its
operation across other populations and information environments.
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