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A systematic review of qualitative research on
recently acquired HIV

Emily Jay Nicholls?, Nicoletta Policek”, Alain Volny-Anne®,
Bruno Spire®, Fiona Burns®®, Elisa Ruiz-Burga®, Shema Tariq™",
for CASCADE Collaboration™

Objective(s): Recently acquired HIV is a critical time when people may experience
debilitating symptoms and is when they are most likely to pass HIV on. Qualitative
research offers insights into lived experiences and a deeper understanding of the
contextual factors underlying HIV acquisition. We aimed to synthesize qualitative
literature on recently acquired HIV.

Design: Systematic review and textual narrative synthesis.

Methods: We searched MEDLINE, CINAHL Plus, PsycINFO and Sociology Database.
Articles were screened, and two authors completed full text review and data extraction.
Quality appraisal was conducted (Critical Appraisal Skills Programme Qualitative
Studies Checklist) and certainty of findings graded (GRADE-CERQual).

Results: We reviewed 1890 articles (1554 following de-duplication), excluding 1539.
Fifteen articles were included and an additional article was included after updating the
search. We identified 15 themes, three of which we have high confidence in: recent
acquisition of HIV facilitates understanding of circumstances of HIV acquisition;
indeterminate HIV tests generate uncertainty and anxiety; and people with recently
acquired HIV are motivated to reduce risk of onward transmission.

Conclusions: Our findings highlight the importance of continued research into recently
acquired HIV, as well as the need for support to manage the emotional impact of
indeterminate test results and negotiate risk reduction. We found no studies exploring
sexual risk in the context of recently acquired HIV, or use of pre-exposure prophylaxis or
treatment as prevention. The literature is primarily focused on HIV acquisition from an
individual and behavioural perspective, neglecting important aspects of lived experi-
ence such as immediate ART, stigma, and health and wellbeing.

Copyright © 2023 The Author(s). Published by Wolters Kluwer Health, Inc.

AIDS 2023, 37:2199-2212

Keywords: behaviour, qualitative, recently acquired HIV, seroconversion,
systematic review, testing

Introduction associated mortality. Yet, despite these innovations, approx-

imately 1.3 million people globally acquired HIV in 2022
Combination HIV prevention including pre-exposure [3]. While these interventions substantially reduce HIV
prophylaxis (PrEP), and treatment as prevention (TasP) infections, they may also influence risk perceptions,
[1,2], have reduced the incidence of HIV and HIV- behaviours and experiences of acquiring HIV in unintended
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ways. Challenges remain, therefore, if we are to maximize
their potential, end the HIV epidemic [4], and support those
acquiring HIV to stay healthy and well.

Acute HIV infection (AHI, which we define as the first
four weeks after HIV acquisition) and primary HIV
infection (PHI, the six-month period after acquisition) are
characterized by a surge in viraemia [5,6]. This is a critical
time when people may experience debilitating symptoms
and when they are most likely to pass HIV on. Qualitative
studies have explored the multidimensional impacts of an
HIV diagnosis [7,8]. However, experiences of recently
acquired HIV may be complicated by AHI symptoms and
high infectiousness, with social, behavioural and psycho-
logical impacts. Understanding experiences of recently
acquired HIV can inform effective and tailored support for
this population. Furthermore, people with recently
acquired HIV are likely to better recall circumstances
around infection, allowing us to identify and understand
missed prevention opportunities.

Recently acquired HIV is well characterized clinically
and epidemiologically [9—-11]. However, qualitative
research offers insights into experiences and deeper
understanding of contextual factors underlying new HIV
infections. We aimed to understand the experiences of
people with recently acquired HIV by synthesizing
qualitative evidence.

Methods

We conducted a systematic review of literature on
recently acquired HIV; this report follows the Preferred
Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) checklist. We defined recently
acquired HIV as an HIV-positive antibody test
<12months since a previous HIV-negative antibody
test, or laboratory evidence of acute HIV infection.
Articles were critically appraised, systematically evaluated
and compared to generate summary findings and novel
insights. We used a narrative synthesis, presenting
thematic summaries of findings [12]. The review protocol
(CRD42021260965) was registered on the International
Prospective Register of Systematic Reviews (PROS-
PERO) [13].

Search strategy and inclusion criteria

The first author (E.N.) conducted a systematic search of
bibliographic databases (MEDLINE, CINAHL Plus,
PsycINFO and Sociology Database) on 29 November
2021, consulting a subject librarian. We updated the
search on 2 February 2023 (Appendix 1, Supplemental
Digital Content, http://links.Iww.com/QAD/C961).

We included articles reporting empirical studies using any
qualitative research method, or mixed-methods studies

with a substantial qualitative component (extracting only
qualitative findings). To be eligible, articles had to be
English-language, peer-reviewed, published after 1981,
and reporting on people aged >16 years with recently
acquired HIV (as defined earlier), with their HIV
diagnosis having been <12 months before recruitment.
Grey literature and review articles were excluded.

Data extraction and management

Potential articles were collated using Covidence. After
de-duplication, E.N. screened titles and abstracts. Two
independent reviewers (E.N. and S.T.) performed full
text screening, reaching consensus on included articles
through discussion. E.N., N.P. and S.T. extracted data
from the final articles using a standardized form in
Covidence, including bibliographical information, meth-
ods, patient and public involvement (PPI), setting,
population and themes. At least two independent
reviewers extracted data.

Quality appraisal

E.N. and S.T. assessed included articles with the Critical
Appraisal Skills Programme (CASP) Qualitative Studies
Checklist [14], using it to inform discussions about
methodological quality. Articles were classified as ‘weak’,
‘moderate’ or ‘high’ with consensus reached through
discussion. We included all articles, regardless of quality
assessmment.

Qualitative synthesis

We undertook a textual narrative synthesis of articles [15].
This involved tabulating included articles in a standardized
form and summarizing key findings. Summarized findings
across articles were organized into themes and compared
and contrasted to ascertain commonalities and differences.
Themes were then arranged into meta-themes.

Assessment of confidence in findings

E.N. and S.T. conducted a GRADE-CERQual assess-
ment to determine confidence in the review findings
[16]. This involved categorizing confidence in findings as
Tow’, ‘moderate’ or ‘high’ based on methodological
limitations, coherence, adequacy, relevance and overall
assessment of each review finding.

Results

Characteristics of included articles

We reviewed 1890 records, reduced to 1554 following
de-duplication (Fig. 1). We excluded 1512 articles at title
and abstract stage. We assessed 40 full-text papers,
excluding 25 because of participant population (n=15),
study design (1 =7); publication type (n=2); and lack of
sufficient data (n=1).
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[ Identification of studies via databases and registers ]
)
- Records identified from:
o CINAHL Plus (n = 706)
® MEDLINE (n = 483) )
2 PsycINFO (n = 182) L » | Records removed before screening:
% Sociology Database (n = 519) Duplicate records removed (n = 336)
o
Total records identified: 1890
\4
Records screened » | Records excluded™
(n=1554) (n=1512)
\ 4
Reports sought for retrieval Reports not retrieved
i
=2 (n=42) (n=2)
'
[}
g
& v
Reports assessed for eligibility Reports excluded:
- —_— :
(n=40) Wrong patient population (n = 15)
Wrong study design (n =7)
Wrong publication type (n = 1)
Study correction (n=1)
Insufficient material (n = 1)
~—
\4
e Studies included from search
= (n=15)
‘_é Studies included from updated search

(n=1)

Total studies included in review
(n=16)

Fig. 1. PRISMA diagram.

The remaining 15 articles were included and an
additional article was added following the updated
search, making the total 16. No additional articles
were identified outside these searches. Nine used mixed-
methods and seven used semi-structured interviews
(SSIs) only. Studies were conducted in Malawi (n= 6);
South Africa (n=3); USA (n=4); Kenya (n=2),
Australia (n=1); Canada (n=1); and England (n=1).
Four studies recruited men who have sex with men
(MSM), one recruited only women, and two recruited
young people (16—26years) (Table 1). Four articles
were from the HPTN 062 study (Malawi) [17—-20]; three
were from the NIMH Acute HIV Infection Study (USA)
[21-23].

All articles were published in 2000 or later. One included
interviews conducted in 1993—-2001 [24], meaning all
articles covered the period after introduction of effective
treatment, with one also including interview material
from before this time.

We identified 15 themes, structured in chronological time
from pre-HIV acquisition, to HIV diagnosis, through to
post-HIV diagnosis (Figure 2).

Pre-HIV acquisition

Themes pertaining to the time before HIV acquisition
focus primarily on sexual risk, including circumstances
contributing to vulnerability to risk-taking behaviour, or
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Fig. 2. Themes.

how risk is managed and rationalized in sexual
encounters. Testing patterns prior to HIV diagnosis are
also included here.

Vulnerability to risk-taking behaviour

The two studies exploring vulnerability to risk-taking
behaviour focused on MSM (one included only MSM
participants [25]; and 30 of 34 participants in the other
were MSM [23] (reported separately [26])). This was
primarily driven by psychosocial factors, including life
stressors such as financial insecurity and work [25]; mental
health issues including depression [23,25], feelings of low
self~worth, loss of purpose, and previous psychological
trauma [25]. Other factors included drug and alcohol use
[23,25].

Close proximity and access to nightclubs or sex-on-
premises venues offered increased risk-taking opportu-
nities, with around half of participants in one study
describing sexualized drug use and several participants
commenting on the ‘normalization’ of injecting [25].
Community perceptions of treatment advances in HIV
were also reported as leading to complacency, resulting in
increased sexual risk-taking [25].

Sexual risk

Two studies asked participants about sexual risk prior to
diagnosis of recently acquired HIV. One, in women,
described “processes of risk rationalization” [27]. This
included ‘protective behaviour’, that is, using one or
more strategy of risk reduction (most commonly
condoms or having only one sexual partner). Another
process was ‘“‘protective reasoning’ meaning assuring
themselves they were at low risk of HIVacquisition due to

previous HIV-negative tests, or believing that a relation-
ship was monogamous. Some acknowledged their HIV
risk, that is, due to male partners’ preference for
condomless sex, cultural traditions or gender roles
limiting autonomy in sexual decision-making, but were
unable to consistently address risk behaviour. In contrast,
research from Australia found that MSM reported
calculated risk-taking, considering information such as
a sexual partner’s HIV viral load, and prioritizing passion
and intimacy [24]. This study also described choosing not
to use condoms to avoid ‘othering’ partners who they
knew were living with HIV [24].

PrEP was only mentioned once; MSM in a 2015 UK
study (predating widespread availability of PrEP in the
UK) described unsuccessful attempts to access PrEP [25].

Testing patterns

One US study of MSM of colour aged 16—24 reported all
but one participant having tested for HIV prior to
diagnosis. Those who tested frequently generally reported
that this was motivated by a desire to make “good
choices” or ‘need[ing] to know’. Social and support
networks were also facilitators for testing, including
through encouragement or being accompanied by friends
when testing [28].

HIV diagnosis

A diagnosis of recently acquired HIV may be complicated
by acute symptoms and indeterminate HIV tests. It is also
a time of high viraemia and risk of transmission. This
meta-theme highlights diagnosis as an emotive time,
sometimes accompanied by anxiety or confusion gener-
ated by negative or indeterminate test results.
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Testing and uncertainty around result

Diagnosis during AHI can be complicated by negative or
indeterminate HIV antibody test results leading to
confusion [22,29], mistrust of the diagnosis [29], and
anxiety precipitated by healthcare providers’ (HCP) own
uncertainty [30]. In one study, some participants accessed
confirmatory testing soon after diagnosis, while others
first processed fears and concerns [28]. Those with
stronger relationships with HCPs were more likely to
seek confirmatory testing [28].

Emotional response and sense-making

Emotional responses to diagnosis included shock, anger,
depression, fears of dying [29], disbelief and denial [31].
One study described participants being “engulfed” in
thinking about diagnosis, and acceptance akin to a grief
process [28]. Adjusting to diagnosis was particularly
challenging for those who had pre-existing mental health
or substance issues [23], but was facilitated by engagement
with health and social care, and with communities of
people living with HIV. It is unclear whether these
experiences were specific to recently acquired HIV.
Indeed, one study found that participants (all MSM) did
not, on the whole, feel that their diagnosis of AHI
impacted their understanding of themselves as living with

HIV [30].

Understanding of infectiousness

Studies reported limited understanding among partici-
pants of increased infectiousness during AHI [29,32].
Some had been informed of the increased risk of onward
transmission, but had struggled to retain this information
[22,29], largely as a result of the emotional impact of
diagnosis [31]. Two articles — one from Canada with
MSM, and another reporting on an intervention trial in
Malawi — described a good understanding that increased
infectiousness resulted from a high viral load [20,30].
Another study, from the USA, reported that understand-
ing and awareness were more prominent among MSM
who were highly-educated and well integrated into urban
gay communities [22].

Physical symptoms

Two studies explored AHI symptoms. One, predomi-
nantly with MSM, reported that the majority of
participants described symptoms consistent with AHI
including flu-like illness, headaches, rashes and lymph-
adenopathy [22]. These were rarely recognized as
potentially indicative of AHI; those who were aware
that their symptoms could suggest AHI had adapted their
sexual behaviour to reduce risk of transmission [22].
Several interviewees indicated that they would have
sought testing earlier had they recognized these
symptoms, and would have valued the opportunity to
prevent onward transmission [22]. Another study among
MSM found that knowledge of AHI and natural history
of HIV infection facilitated coping through understand-
ing of AHI symptoms as transient [30].

Post-HIV diagnosis

The time post-diagnosis is our most substantial meta-
theme, predominantly focusing on sexual behaviour and
risk reduction post-diagnosis. We also include experi-
ences of immediate ART initiation and sharing HIV
status with others, as well as identifying circumstances of
HIV acquisition.

Linkage to care

One study found that young MSM of colour preferred
comprehensive services which would address their needs
without onward referral. HIV specialist care was favoured
as it was perceived to be welcoming, caring and ‘gay
friendly’ [28].

Sexual behaviour change

Sexual behaviour change following diagnosis was
discussed in seven articles [18,21,23,29-32]. Some
reported sexual risk reduction to prevent onward
transmission, while others demonstrated no behaviour
modification as participants adjusted to their diagnosis.

Reducing alcohol intake was identified by some
participants as an important way of reducing sexual risk
[18]. Sexualized drug use was rarely explored; one study
on the mental health aspects of early HIV highlighted
potential anxiety about sex without the influence of drugs

[23].

Condom use

Five studies explored condom use following diagnosis
[18,21,29,31,32]. The majority were conducted in
African countries (South Africa, Malawi and Kenya)
with one from the USA (almost all participants were
MSM). Most reported increased condom use or intention
to use condoms. Motivations included preventing
transmission, avoiding the need to share one’s status with
a partner [32], and avoiding re-infection with another
HIV sub-type [18,32]. A trial of an AHI health
promotion intervention in South Africa found that
participants reported planning to use condoms with
future partners [29].

Other studies reported barriers to condom use including
partner type (finding it harder to introduce condoms with
primary partners), partner refusal [18,32], a partner
already living with HIV (or assumption they were living
with HIV), uncertainty about condom efficacy, wanting
to conceive [32], lack of confidence in condom use [18]
and concerns about sexual pleasure [18,21].

Other risk reduction strategies

Other risk-reduction strategies following diagnosis of
recently acquired HIV included limiting the number of
sexual partners [18,32], serosorting (seeking partners also
living with HIV) [21], or sexual abstinence [18,21,30—
32]. Abstinence was often a temporary measure during
AHI [18,30]. Reasons included transmission concerns
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[21,30,32], fears of re-infection [32], illness and distress
[21], loss of libido [21,32], and lack of opportunity
[18,32]. Abstinence was particularly difticult for those
who were married [18].

Sharing status with others
Four articles explored how HIV status was discussed with
others. One study, conducted in the US with young
MSM of colour found that sharing status (also known as
disclosing) with others was important but not integral to
adapting to diagnosis [28].

Three studies (Malawi and South Africa) [18,32,33],
focused on sharing status with a partner. This was a key
facilitator of sexual behaviour change, enabling condom
use [18,32]. However, telling all sexual partners was rare
[33]. In one study, most participants who shared their
HIV status with a partner did so soon after their AHI
diagnosis; most who had not yet shared their status
planned to test together as a couple [33]. Drivers of telling
partners were emotional investment in the relationship
and a belief that their partner should know [33].
Relationship type shaped decision-making, with parti-
cipants less likely to share their status with a casual partner
[33]. Reasons for not sharing one’s status included fear of
partner reaction (including rejection) [33].

Immediate ART initiation

Prompt initiation of ART during AHI optimizes health
and reduces the risk of onward transmission. Two studies,
one in MSM (Canada) [30], and one in people attending
HIV clinics including male sex workers (Kenya) [31]
explored immediate ART in AHI. It was found to be
acceptable, with participants describing starting ART as
“rewarding” in that it improved acute symptoms [31] and
reduced HIV viral load [30]. Early ART initiation was
often encouraged by HCPs, and participants were
confident that ART would restore and maintain health
[31], and reduce the risk of onward sexual transmission
[30]. For cisgender women with AHI, immediate ART
allowed them to fulfil their maternal role either by
remaining healthy to care for children, or preventing
vertical HIV transmission [31].

Circumstance of HIV acquisition

Recency of infection allowed participants to identify how
and when they were likely to have acquired HIV
[25,29,30,33]. Those with multiple sexual partners used
this knowledge to narrow down the person from whom
they were most likely to have acquired HIV [29]. Time
between a sexual encounter and symptoms served the
same purpose [33].

Being monogamous, having had negative HIV tests prior
to having sex with a partner, or having condomless sex
were other reasons participants felt they could identify the
person from whom they had acquired HIV [33].
Rumours about the HIV status of previous partners,

HIV status of partners of partners, or health of previous
partners (e.g. weight loss) were also cited as potential
indicators [33]. In one study, participants largely believed
they had acquired HIV at sex-on-premises venues, parties,
or through sex with a casual partner they met online; a
minority thought they had acquired HIV from a regular
partner, or as a result of sexual coercion [25].

One study (Malawi) focused on sharing HIV status with
the person from whom HIV acquisition was suspected
[33]. Participants who reported knowing who this was
(often a spouse or primary partner) stated that they shared
their status with them soon after diagnosis. Some thought
they had been knowingly exposed to HIV and felt
deceived and angry. Participants who felt their partners
were not aware of their own HIV status were sometimes
reluctant to share their diagnosis for fear of being blamed
for transmission.

Interventions to prevent onward transmission

One article reported research informing the development
of prevention strategies during AHI [32]; interventions
were viewed favourably by participants and thought to be
best initiated within a week of diagnosis [32]. Four articles
reported results from HPTN 062, a motivational
interviewing (MI) intervention study in Malawi [17—
20]. MI starting on or soon after AHI diagnosis was
reported to be feasible and acceptable [17]. It was found to
provide information on AHI and transmission, beha-
vioural guidance, and support in coping with diagnosis
[17] and to facilitate sexual behaviour change [18]. Advice
about having children whilst living with HIV was seen as
particularly helpful [19].

Discussion

Our narrative textual synthesis identified 15 themes,
organized chronologically from pre-HIV acquisition, to
HIV diagnosis, through to post-HIV diagnosis. Many of
our findings are not specific to recently acquired HIV. A
recent systematic review of qualitative studies on
experiences and attitudes of people living with HIV
highlights the negative psychological impact of HIV
diagnosis and the role of information in coping and self-
management [34].

Our review differs from previous qualitative work on
HIV diagnosis by focusing specifically on recently
acquired HIV. This generates unique insights. Overall,
understanding of recently acquired HIV, and specifically
AHLI, varied across studies and populations. Three themes
were graded as high confidence, indicating that they are
likely to represent the views of people with recently
acquired HIV (Table 2). First, indeterminate HIV test
results in AHI generate uncertainty and impact psycho-
logical wellbeing. This highlights the importance of
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multidisciplinary support (including psychology and peer
support) in helping people manage emotional con-
sequences. Second, diagnosis of recently acquired HIV
(especially AHI) is a powerful lever for sexual risk
reduction, mainly through abstinence. This emphasizes
the role of health promotion to reduce the risk of onward
transmission during this critical time. However, there
must also be an acknowledgement of the potential
negative impacts on future sexual wellbeing. The onus is
on HCPs to revisit discussions about condom use and
sexual abstinence once people are virologically suppressed
on ART. Finally, qualitative research with people with
recently acquired HIV provides unique insights into the
complexity of circumstances around HIV acquisition.
New HIV infections continue to occur globally, despite
TasP and PrEP. Continued investment in quantitative and
qualitative research on recently acquired HIV is essential if
we are to understand why infections occur and how we
can optimize prevention strategies.

There are important gaps in existing literature. Even in
more recent years, we found no qualitative studies
exploring the impact of PrEP and/or TasP on sexual risk
in the context of recently acquired HIV. There is an
absence of research investigating the use (or non-use) of
PrEP amongst those with recently acquired HIV,
particularly access and adherence. There was also no
in-depth exploration of the role of drug use (including
sexualized drug use) in recent acquisition of HIV. These
data are vital if we are to identify missed opportunities for
HIV prevention. Furthermore, it is important to
understand how PrEP and U=U impact stigma experi-
enced by those with recently acquired HIV.

The vast majority of studies describe circumstances of
HIV infection. Risk is framed primarily in terms of
individual psychological or behavioural factors, often
failing to situate risk in the broader context of people’s
lives. This narrow focus on HIVacquisition neglects other
important aspects of lived experiences such as immediate
ART, stigma, and impacts on broader health and
wellbeing. Studies in research-rich settings tend to focus
on MSM populations, while studies including women in
resource-limited settings fail to disaggregate data,
hindering our understanding of recently acquired HIV
in cisgender women. Key populations including trans-
gender and non-binary people and people from racially-
minoritized communities, are under-represented.

Only six of the included articles were assessed as high
quality. A limitation across the literature was that
engagement with the qualitative data was often superficial
and lacked ‘thick’ description [35], precluding an in-
depth textual line-by-line analysis of empirical data in this
review. Most work was not theoretically-informed and
lacked rigour, and positionality of the researcher(s) was
rarely considered. Additionally, no articles reported that
people living with HIV had been involved in study

design, conduct or analysis; only one reported consulting
with community partners on study design. The involve-
ment of people with lived experience would strengthen
the quality of this work, and ensure that the needs and
priorities of people living with HIV are taken into
account [36].

Strengths and limitations of the review

We conducted a systematic and comprehensive search of
the literature and completed standardized data extraction.
Full text review, extraction, and quality and confidence
assessment were conducted by two independent reviewers.

The review is limited by the exclusion of grey literature
and studies not published in English.

Conclusion

This 1s the first systematic review to synthesize qualitative
literature on recently acquired HIV. It highlights the
importance of support and health promotion at the time
of diagnosis, which may facilitate uptake of ART and
reduce sexual risk, as well as helping people cope with the
uncertainty generated by indeterminate HIV test results.
We lack qualitative data on missed opportunities of PrEP
and U=U, and how they shape experiences of recently
acquired HIV in the contemporary era. This understand-
ing is crucial if we are to achieve the goal of ending HIV
by 2030, and to ensure that those with recently acquired
HIV are supported holistically to optimize their long-
term health and wellbeing.
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