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ABSTRACT

Background: Meaningful involvement of people with HIV and affected communities in HIV cure
research is essential to ensuring that cure research efforts are conducted transparently, socially
justly, and ethically. This study set out to investigate how people with HIV and affected com-
munities are involved in cure research in the Netherlands and explore what can be done to
optimize involvement and engagement.

Methods: Eighty-five semi-structured online, telephone, and face-to-face interviews were con-
ducted with people with HIV (N=30), key populations (N=35), and key informants (KI; N=20)
in the field of HIV. The interviews were analyzed using reflexive thematic analysis.

Results: Awareness of the meaningful involvement of people with HIV (MIPA) efforts was low
among people with HIV and key populations, which contrasted with KI, who exhibited greater
awareness. People with HIV and Kl emphasized the importance of MIPA in ensuring the repre-
sentation of lived experiences in HIV cure research and fostering trust between communities
and researchers. Practical implementations of MIPA were unclear, ultimately resulting in difficul-
ties defining MIPA beyond clinical trial participation. People with HIV and key populations also
doubted their skills and self-efficacy to make meaningful contributions when confronted with
involvement beyond participating in research and clinical trials.

Conclusions: MIPA is crucial for improving the quality, transparency, and ethical conduct of HIV
cure research. It emphasizes the need for increased awareness and funding, standardized guide-
lines to ensure meaningful involvement, and combat tokenism and misconceptions.
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Introduction Collaborating with those connected through loca-

tion, common interest, or similar situations in

HIV is universally incurable, making the search for
an HIV cure a top priority in global HIV research
[1]. With the unprecedented rapid advancements

addressing the issues affecting their well-being is
known as community engagement (CE) [2]. CE coin-

made in the COVID-19 vaccination, researchers are
optimistic about achieving a clearance cure or sus-
tained ART-free durable control [1]. While biomed-
ical research is crucial in developing potential cures, it
is equally important to involve people with HIV and
affected communities meaningfully in the research
process [2,3].

cides with improved health outcomes [3,4], increased
feelings of empowerment [5], improved health behav-
ior, and self-efficacy [4]. However, power imbalances
between communities and researchers often impede
effective CE [5-7]. Similarly, a lack of trust and posi-
tive relationships, akin to the early days of the AIDS
epidemic, can challenge CE [8,9]. Conversely, CE
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improves trust between researchers and communities
[10,11]. Furthermore, CE is challenged by limited
resources, including time, staffing, and funding [5,7,8].

The importance of CE in the HIV field becomes
apparent when looking at the challenges encountered
during pre-exposure prophylaxis (PrEP) research and
implementation [12,13]. These challenges in PrEP dis-
semination could have been avoided had the commu-
nity been engaged during the research process
[12,13]. CE further enhances research quality [11],
ethics, and relevance, protects communities from
exploitation, and ensures beneficial outcomes [14].
According to Pratt [15], CE is crucial in research as it
promotes social justice.

In the field of HIV, there is the Meaningful
Involvement of People with HIV and affected com-
munities (MIPA), which goes beyond CE by ensuring
decision-making capacities for the community [16].
In the 1980s, the first stream of people with HIV
took to the streets to demand a say in HIV politics,
treatment, and research [17]. The then-developed
Denver Principles were the basis of the Greater
Involvement of People with HIV (GIPA), which has
evolved into MIPA [18,19]. MIPA includes actively
engaging people with HIV and affected communities,
from developing the research questions and study
designs to data collection, analysis, interpretation, and
dissemination [20]. MIPA entails two core principles:
(1) to ensure the recognition of the contribution of
people with HIV and affected communities in
response to the epidemic, and (2) to establish an
environment where people with HIV and affected
communities can contribute to this response. It is
imperative that involvement goes beyond people with
HIV being participants in the research and aims
to empower those most affected by the addressed
issues [21]. MIPA is highly supported, as reflected
by the UNAIDS Global AIDS Strategy 2021-2026
[22] and by its inclusion in the UNAIDS/AVAC
Good Participatory Practice (GPP) Guidelines for
Biomedical HIV Prevention Trials [23]. However, as
there are no standard criteria of what it entails to
meaningfully involve people with HIV and affected
communities [24,25], ensuring MIPA in HIV research
can be challenging.

In recent years, a call has been made to increas-
ingly involve people with HIV, their partners, and
other family members in HIV cure research. MIPA is
crucial to ensure that cure research and communica-
tion align with the needs of people with HIV and that
the promised potential benefits outweigh the costs
[16,26]. While great efforts have been made, current

involvement of people with HIV in cure research is
often limited to occur in the early stages of clinical
research (such as trial design and participant recruit-
ment) [27,28], limiting the scope of MIPA throughout
the entire research process. Furthermore, these efforts
often adopt a utilitarian approach [28] that asks the
affected community for feedback on readily estab-
lished ideas rather than empowering the community
to contribute their original thoughts and ideas [29].
Additionally, in recent cure research, people with
HIV and affected communities rarely received
adequate financial compensation for their time and
efforts and have had limited influence regarding
research processes [16].

Current knowledge on how people with HIV and
affected communities are and can be involved in HIV
cure research is increasing but remains limited.
A 2023 systematic review by Noorman and colleagues
[28] underscores that additional research to uncover
diverse approaches to social engagement throughout
all research phases is needed.

HIV cure research coincides with several ethical
challenges, such as experimental trials in otherwise
healthy participants [30] and with uncertain or no
benefits [31]. Thus, MIPA is crucial in (ethically)
advancing cure research. However, challenges remain
broad and persistent. In the Netherlands, the Dutch
activist HIV organization and funder, Aidsfonds, initi-
ated and coordinated the NL4Cure initiative.
NL4Cure is a collaborative effort by a diverse group
of stakeholders, with CE among its main focuses. In
light of the NL4Cure initiative and current subopti-
mal engagement levels [32], this study set out to
investigate how people with HIV and affected com-
munities are involved in cure research in the
Netherlands. Furthermore, it aimed to explore what
can be done to increase the involvement of people
with HIV and affected communities, such as partners
without HIV and, in the context of the Netherlands,
MSM without HIV [33] and how they prefer to be
involved in HIV cure research. Uncovering these
insights can facilitate and enhance the community’s
involvement in future HIV cure research, ensuring
more inclusive, transparent, ethical, socially just, and
impactful cure research efforts [4-7].

Methods
Study context and design

The Netherlands provides an exciting context for
research perspectives on HIV cure research. Within
the healthcare system in the Netherlands,



antiretroviral treatment (ART) is widely available. In
2022, among those diagnosed with HIV in the
Netherlands, 96% are on ART, out of which 96% are
virally suppressed [33]. Although ART dramatically
improves health outcomes and quality of life, people
with HIV still face challenges related to side effects,
stigma, and disclosure [34]. These persistent chal-
lenges highlight a continued need to understand the
lived realities of people with HIV.

Qualitative research enables participants to freely
share their lived experiences and perspectives, which,
in turn, aids in a deeper understanding of the com-
plex dynamics of this research [35]. Through inter-
views and a bricolage approach [36] of combining
grounded theory [37] and reflexive thematic analysis
[38,39], we captured the lived experiences, perceptions
of, and perspectives on HIV cure (research) of people
with HIV, key populations, and occupational key
informants in the field of HIV (KI). Bricolage under-
scores using different methodological approaches as
needed for the research, rather than being limited by
a predetermined methodological perspective [40].

In this research, key populations are understood to
be men who have sex with men without HIV (MSM)
and romantic partners of people with HIV who do
not have HIV themselves. As most new HIV diagno-
ses in the Netherlands occur among MSM [41], their
insights and perspectives are essential to incorporate
in HIV-related research in the Netherlands.
Furthermore, occupational KI is here defined as indi-
viduals with paid positions in the field of HIV, such
as HIV specialist nurses, professors, and patient/com-
munity organization leaders, who possess specialized
expertise and insights crucial for understanding and
addressing HIV-related topics and issues. Meaningful
involvement is integral to our research; hence, we
adopted a participatory qualitative approach [6] in
this study. The Dutch HIV Association contributed to
the grant proposal, and community and professional
advisory boards (CAB & PAB) were involved in
establishing the research questions, designing this
study, recruiting participants, and interpreting the
findings. The community advisory board consisted of
three cis gay males with HIV, one cis female with
HIV, one gay non-binary person with HIV, and one
cis male without HIV who identifies as part of the
MSM community. None of the members had a migra-
tion background, and their ages ranged between 30
and 60. The professional advisory board consisted of
six people employed in the field of HIV, namely two
HIV clinicians, two HIV consultants, one social scien-
tist, and a board member of the Dutch HIV
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Association. One-third of the PAB members were cis
females, and two-thirds were cis males.

To ensure transparency and clarity, the Consolidated
Criteria for Reporting Qualitative Research (COREQ)
guidelines were followed (Supplementary Appendix I)
in both the design and the reporting of this study. This
study was approved by the ethics boards of the first and
third authors’ affiliated organizations.

Participants

People with HIV (N=30, 35.3%), key populations
(MSM(N =19, 22.4%); partners (N=16, 18.8%)), and
KI (N=20, 23.5%) were recruited purposively
between July 2020 and January 2023 and through
snowball sampling [42]. We acknowledge potential
overlap between participant groups. However, individ-
uals were characterized as part of a specific group
depending on the purpose for which they were
recruited. Potential participants eligible for inclusion
in the study were individuals aged 18years or older
who spoke the Dutch or English language and could
be grouped into any of the participant categories (per-
sons with HIV, KP, or KI). A total of 86 participants
were recruited, diverse in gender, age, and migration
background (see Table 1 for participants’ sociodemo-
graphic characteristics), while 85 participants were
included in the data analyses (one person withdrew
consent). KI were recruited using the researchers’ net-
works, while people with HIV and KP were recruited
through the Dutch HIV Association and HIV special-
ist nurses. For KP, additional recruitment occurred
through other HIV organizations. Recruitment was
stopped when no new insights or perspectives
emerged during the analyses.

Data collection

Semi-structured, in-depth, one-on-one, telephone or
online interviews were conducted via a university-
approved platform. After COVID-19 restrictions were
lifted, interviews also took place face-to-face, depend-
ing on the participant’s preferences. Interviews with
people with HIV ranged from 47 to 103 min
(M =72 min), with key populations from 38 to 95 min
(M=61min) and with KI from 16 to 59min
(M =38min). TAM and MAJN conducted the inter-
views. TAM is a cis female, biracial, heterosexual PhD
candidate without HIV, and MAJN is a cis female,
Caucasian, heterosexual PhD candidate without HIV.
Participants were asked to provide informed consent
online and completed a small demographic
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Table 1. Descriptive statistics for sociodemographic variables.
M (SD); min-max N (%)
30 (35.5%)

People with HIV
Age 49 (14.531); 27-78
Gender identity

Cisgender man

Cisgender woman

19 (63.3%)
10 (33.3%)

Transgender woman 1 (3.3%)
Sexual Identity?

Gay 17 (56.7%)

Bi 3 (10.0%)

Straight 10 (33.3%)
Migration background® 7 (23.3%)

Years living with HIV 21 (13.279); 2-42
Diagnosed before 1997°

Diagnosed between 1997 and 2018

Diagnosed after 2018 3 (10.0%)
ART use
Yes 30 (100%)
Years without ART 3.5 (5.865); 0-24
MSM 19 (22.4%)
Age 35 (10.268); 24-55
Gender Identity
Cisgender man 19 (100%)
Sexual Identity?
Gay 16 (84.2%)
Bi 2 (10.5%)
Other 1 (5.3%)
PreEP and PEP use
Has used PrEP 12 (63.2%)
Has used PrEP and PEP 1 (5.3%)
Has not used PrEP or PEP 6 (31.6%)
Migration background® 6 (31.6%)
Partners of persons with HIV 16 (18.8%)
Age 49 (13.032); 26-66
Gender Identity

Cisgender man

Cisgender woman
Sexual Identity
Gay 10 (62.5%)
Straight 6 (37.5%)
PreEP and PEP use
Has used PrEP 8 (50.0%)
Has not used PrEP or PEP 8 (50.0%)
Migration background 2 (12.5%)
Key informants in healthcare 20 (23.5%)
Age 51 (9.017); 36-65
Gender Identity

Cisgender man
Cisgender woman

Years active in the HIV field 18 (9.943); 5-39

Key informants in healthcare were not asked about their sexual identity
or migration background.

PDiagnosis cutoff is based on the introduction of highly active antiretro-
viral therapy (HAART) in 1996.

questionnaire prior to the interview. Participants were
asked for their age, gender and sexual identities, and
when relevant ART, PrEP and PEP use, and year of
diagnosis.

Interviews were conducted using interview guides
developed collaboratively by the researchers and the
PAB & CAB based on their lived experiences, expert-
ise, and existing literature. Interview guides were
developed for people with HIV, key populations, and
KI (respectively Supplementary Appendix II-V).
However, the people with HIV and key populations
interviews focused on the six research questions

aligning with the project’s overarching research objec-
tives, namely, (1) the awareness of HIV cure
(research), (2) interest in HIV cure (research), (3) the
meaning of HIV cure (research), (4) the meaningful
involvement of people with HIV and key populations
in HIV cure research, (5) stigma surrounding an HIV
cure, and (6) nomenclature and communication
regarding HIV cure (research). The interviews with
KI focused on the final three research questions. This
paper reports on the data exploring the meaningful
involvement of people with HIV and key populations
in cure research only (objective 4).

Data processing and analysis

Interviews were digitally recorded and professionally
transcribed verbatim. Although COREQ guidelines
recommend returning transcripts to respondents, we
decided to present the findings to the PAB and CAB
to ensure the findings were congruent with their
experiences and realities, rather than returning tran-
scripts to participants to limit respondent burden.
Recordings were deleted after transcription. ATLAS.ti
9.0 was used for analysis. A combination of elements
of reflexive thematic analysis, as described by Braun
and Clarke [38,39], and grounded theory [37] was
used to identify and report prevailing and recurring
themes. Reflexive thematic analysis acknowledges the
subjectivity of researchers as a valuable resource for
in-depth, nuanced and contextually sensitive qualita-
tive research analyses [39]. Furthermore, through
line-by-line analysis, grounded theory allows a close
engagement with and promotes a deep understanding
of the data [37]. This bricolage approach offered a
flexibility and richness to our analysis process [36,40].

TAM conducted the initial line-by-line analysis of
all transcripts, generating a preliminary codebook.
To improve the quality and interpretative depth [39]
of the analysis, MAJN separately coded one-third
of the interviews (N=28) using this codebook.
Discrepancies within the codes were discussed
between TAM and MAJN and, where necessary,
adjusted. TAM then revisited all transcripts again
with the finalized codebook. The coded text segments
were then reviewed to identify potential themes,
which, in turn, were further refined, defined, and
named.

Following the initial analysis, the co-authors, PAB
and CAB were consulted to aid in interpreting the
preliminary results. Upon their insights, interpreta-
tions were adjusted or expanded where necessary.
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Results

Four main themes were identified during the analysis:
(1) awareness of MIPA, (2) importance of MIPA, (3)
MIPA in cure research, and (4) barriers to MIPA in
HIV cure research. Corresponding quotes to the
themes and subthemes can be found in Table 2.

Awareness of MIPA

Overall, most people with HIV and key populations
were unaware of current efforts to MIPA in HIV cure
research, with many indicating the interviews in this
study to be their first encounter with the concept
(quotes 1,2,6-8). Consequently, people with HIV indi-
cated they were of the impression that MIPA entailed
being kept ‘up to date’ with research, or participation
in clinical trials, interviews or other types of research.
These responses indicate a misconception (quotes 9—
12). While participation in research is valuable, it
only partially encompasses what MIPA entails, which
includes involvement through all phases of research.
In contrast to people with HIV and KP, the awareness
and understanding of MIPA among KI was high.
Almost all KI mentioned some form of current efforts
to involve people with HIV in cure research (e.g. The
NL4Cure agenda) (quotes 3-5).

Further, MIPA initiatives were reported to have
become more common in recent years, indicating an
increase in MIPA efforts (quotes 12-15). However,
similarly to people with HIV, a significant amount of
KI suggested participation in interviews or updating
the community as valid MIPA efforts. Additionally,
retrospective consultation or ‘checks’ were conveyed
as credible initiatives. Some people with HIV and key
populations indicated that while they were not per-
sonally aware of current efforts, they expected that
community and patient organizations would be aware
and thus represent the interests of people with HIV
by being involved in all MIPA efforts in cure research
(quotes 16-18).

The positive trend towards increased MIPA, as
perceived by KI, is promising. However, the low over-
all awareness of MIPA and current efforts to improve
MIPA in cure research of people with HIV and key
populations emphasizes the necessity to upscale
efforts to enhance MIPA in cure research.

Importance of MIPA

The main reason for involving people with HIV in
cure research conveyed by participants was to have
the lived experiences of people with HIV represented
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in HIV cure efforts (quotes 19-21). People with HIV
and KI further mentioned the importance of MIPA
by emphasizing how those most and directly affected
by HIV should have a say when decisions are being
made about HIV, as it would have fundamental conse-
quences for the overall quality of HIV-related services
and research (quotes 22-23). Understanding the expe-
riences of and collaborating with people with HIV
was expected to improve the quality of HIV research
and care, not only because the research is about them
but also because it could lead to innovative ideas and
recognition of their needs. Increased trust in the
research and an eventual cure was also voiced as a
possible result of involving people with HIV in cure
research. Trust was not only found as a result of
involving people with HIV in cure research but also
as an essential prerequisite to ensuring MIPA princi-
ples in cure research. The KI in particular, discussed
other prerequisites to foster efficient MIPA in cure
research and discussed circumstances such as trans-
parency and ensuring diversity in community repre-
sentatives (quotes 24-26). These responses shared by
the participants highlight the imperativeness of MIPA
in cure research. It is worth noting that these perspec-
tives did not emerge as prominent themes within the
key population responses.

MIPA in cure research

While most participants found MIPA important, they
were also uncertain what this would look like practic-
ally across all participant groups. When asked to
reflect further on what engagement and meaningful
involvement could look like, all participant groups
found it challenging to provide practical examples.
Following the initial difficulties, participants reported
diverse ‘roles’ one could have in cure research (quotes
27-31). People with HIV mentioned being a represen-
tative and the bridge between researchers and the
HIV community. People with HIV were also found to
be involved in cure research through their role as
experts by experience (quotes 27-28).

In discussing these roles, participants often dis-
cussed the role of community and patient organiza-
tions in MIPA in cure research. Organizations were
posited to be an important bridge between the HIV
community and researchers, and a channel by which
people with HIV can be provided with information
(quote 29-31).

Community and patient organizations, as well as
HIV care professionals and community representa-
tives, were also considered to have a role (expedition
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Table 2. Continued.

Quote

Additional

Gender

Quote

number

information

Age

identity

Participant type

Sub-theme

Lack of

Theme

| respect that, that people want to be involved. [...] But [... ] you must respect scientists

Has a migration

Key Populations

Challenges to

and assume they have the best intentions. [... ] It should not be that they [people with
HIV] should have influence on policy based on some kind of pseudo-expertise. It should

background

[Partner]

(research)

skills

MIPA in cure
research

be based on actual knowledge, concrete scientific evidence, because experience is nice

and all, but it is not the same as things that can. be proven scientifically
When you examine a cell in a laboratory, you end up doing it simply to help a patient,

41.

36

Cis man

Key Informant

Lack of

Challenges to

(research)

skills

MIPA in cure
research

but the patient will not be able to say much about that cell. We [researchers] really

must have to figure that out ourselves. That's what we studied for. But if you're talking

about social issues, seeing the urgent need - and that is cure - but also the social

issues that are at play with HIV and things that we just think a lot less about, then
you really need the input from people who also have it [HIV] and who just experience

it [HIV].
Very often, it's the case that patient involvement only really happens after the fact and

42.

65

Cis man

Key Informant

Skepticism

Challenges to

then is kind of used as an excuse [to claim meaningful involvement]. And they

MIPA in cure
research
Challenges to

[researchers] ask stuff [input] but then it turns out everything is already decided.
It [MIPA in cure research] varies. We sometimes notice that they [the Dutch HIV

43.

50

Cis man

Key Informant

Skepticism

association] are involved because the subsidy provider demands that the patients’

interests be included in the research

MIPA in cure
research
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of contact between researchers and community, facili-
tation of meaningful involvement) in reaching,
informing, and recruiting people with HIV to become
meaningfully involved in all forms of cure research.

KI in healthcare also discussed the importance of
early involvement of people with HIV in cure research
(quotes 32-33). This beginning was considered to
start as early as applying for funding, and the involve-
ment should be significant in every facet along
the way.

Among the key populations, there was a great var-
iety in their opinions on involving key populations in
cure research (quotes 34-36). Those key populations
who were also partners mentioned that the dynamic
in the relationship influenced their perceptions
regarding the importance of involving partners in
cure research. Some considered it a collective respon-
sibility, others viewed it as something their partners
with HIV should partake in independently, and yet
others expressed a desire for involvement separate
from their partners with HIV. Furthermore, almost all
non-partner key populations indicated their commun-
ity’s involvement to be important to cure research as
they considered HIV to be prominent in the MSM
community.

Participants suggested how people with HIV and
their representing organizations could be involved in
HIV cure research. The interview responses implied
an understanding of the relevance of involving people
with HIV in all aspects of HIV cure research, specific-
ally in earlier stages, and KI mostly put this forth.

Challenges to MIPA in cure research

The most significant obstacle to MIPA encountered
in this research was the uncertainty that people with
HIV and key populations felt towards their contribu-
tion to cure research (quotes 37-38), their limited
understanding of MIPA, and their perceived lack of
(research) skills (quotes 39-41). Assuming MIPA
meant participation in research, the participants
expressed a great willingness to be involved in non-
clinical research. However, when confronted with the
broader concept of MIPA, approximately half of the
participants altered their perspective. They indicated a
need for more self-efficacy and appropriate skills to
contribute meaningfully.

Key informants partially agreed but considered the
input of people with HIV highly relevant and valuable
depending on the type of research conducted (e.g.
clinical versus non-clinical). As an indicator of mis-
trust between the community and researchers, there
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was some skepticism among the key informants with
more activist occupational roles regarding the involve-
ment of people with HIV in research (quotes 42-43).
They indicated that people with HIV and their
respective community organizations should be
brought on board right at the outset of research proj-
ects but that this often does not happen. People with
HIV did not mention this concern.

These results indicate that efforts to meaningfully
involve people with HIV and affected communities
leave much to be desired. While, overall, the opinion
towards MIPA seems positive, and participants indi-
cated a willingness to be involved in cure research
other than as participants, it remains unclear what
this could look like in practice.

Discussion

This research aimed to explore how people with HIV
and affected communities are involved
research in the Netherlands and how this can be

in cure

improved. The interviews with people with HIV, KI,
and key populations provided meaningful insights
into the importance of MIPA in HIV cure research in
the Netherlands.

This research uncovered that despite the perceived
high importance of MIPA, many people with HIV
were not aware of exactly how they can be meaning-
fully involved in cure research and whether
their involvement can substantially contribute to
cure research efforts. Key populations additionally
expressed uncertainty about the importance of their
involvement. In addition to the significance of partner
dynamics and ethical considerations in HIV cure
research, it is imperative that partner key populations
especially, understand the importance of their
involvement in HIV cure research given the implica-
tions analytical treatment interruptions may have
[43,44]. These results suggest a need for more aware-
ness, guidance, information dissemination, and sup-
port to promote and facilitate MIPA in cure research.

Unfortunately, participants’ initial understandings
of MIPA appeared to position people with HIV in a
more tokenistic or assisting rather than a decision-
making capacity. This aligns with how current efforts
to engage people with HIV often take a utilitarian
approach [28]. We argue that MIPA efforts should
transcend CE and empower people with HIV and
affected communities to make decisions regarding
HIV cure research [16]. Practically, as reflected in our
research methodology, this could take the form of
collaborative,  egalitarian  partnerships  between

researchers and communities, in which communities
and researchers prioritize research avenues together.
Reza-Paul and colleagues [45] provide several exam-
ples of community engagement strategies in PrEP
research and roll-out. Furthermore, Spieldenner and
colleagues [46] discuss community engagement
approaches in relation to molecular HIV surveillance.
Early and consistent involvement throughout all
research facets would increase the likelihood that
research is relevant and decision-making ethical [47],
in addition to ensuring research is conducted ethic-
ally, socially just, and transparently [12,35,48,49].
Future research endeavors efforts should, therefore,
focus on methods to increase awareness and promote
and increase MIPA in cure research.

The participants’ responses reinforce the signifi-
cance of incorporating the expertise and experiences
of those most affected by HIV. In line with previous
research, participants indicated that the involvement
of people with HIV and affected communities not
only enhances the quality of cure research [11] but
additionally leads to improved alignments between
the desires of the community and research efforts
[50], fosters trust and transparency between the com-
munity and researchers [10,11], and, creates more
inclusive, patient-centered and effective cure research
that positively impacts those with and affected by
HIV [21,51]. Furthermore, when MIPA is embedded
from the onset of research and continued frequently
and consistently, it improves the dissemination of
research results and actions taken upon those results.
Additionally, involvement of people with HIV and
affected communities can positively improve the
acceptance and distribution of a future cure [52].

The encountered misconception of MIPA’s scope
among people with HIV and key populations elicits
further concerns. When confronted with the broader
scope of MIPA, the misconceptions resulted in a
decline in willingness to be involved in cure research
and a lack of understanding of its importance. This
decline coincides with expressions of self-doubt, fur-
ther indicating the necessity for dialogue, specifically
regarding the importance of lived experiences and
perspectives of people with HIV and those affected by
it. Thus, it is imperative for the research and scientific
community to continue emphasizing that MIPA plays
a vital role in clinical outcomes [53].

The expressed self-doubt among people with HIV,
furthermore, poses a challenge to patient empower-
ment. Bravo and colleagues [54] conceptualized
patient empowerment as a spectrum where people
vary in their ‘state’ of empowerment. Some key



indicators of a person’s ’state’ were their self-efficacy,
health literacy, and perceived control, with high levels
representing an empowered patient [54]. The results
presented in this study suggest that we need more
patient empowerment interventions. In a systematic
review on the efficacy of empowerment interventions,
Stepanian and colleagues [55] reported on the benefi-
cial effects of group format and community settings
in empowering patients. This aligns with the roles of
patient and community organizations in MIPA
improvements assigned by our participants.
Furthermore, as participants often cited a lack of
appropriate knowledge and skills as a challenge to
being meaningfully involved in HIV cure research, it
should be noted that people with HIV can be consid-
ered experts without having disease-specific know-
ledge [53] and can, therefore, meaningfully contribute
to the research process. In addition, given the per-
ceived lack of knowledge and skills, building and
enhancing research literacy is crucial for empowering
individuals to fully engage in MIPA [52].
Misconceptions regarding MIPA’s scope and the
difficulty in generating practical examples of how to
include people with HIV and affected communities in
all aspects of research among KI suggest a potential
lack of skills in this regard. This coincides with the
need for more standard criteria for MIPA and how it
can be ensured [24,25]. We, therefore, recommend
the development of consolidated criteria for MIPA in
cure research that goes beyond clinical research and
includes concrete examples of how communities can
be meaningfully involved in the search for an HIV
cure. Frameworks for community engagement in
research, upon which can be drawn, are available. For
example, Bain and colleagues [56] developed the
Framework for Effective Engagement of Communities

Table 3. Key recommendations for MIPA in cure research.
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for the sub-Saharan African context. Furthermore,
having consolidated criteria could also aid in alleviat-
ing some of the skepticism about tokenism surround-
ing MIPA [57]. Lau and colleagues [16] provided
some strategies for enhancing MIPA, such as building
long-term relationships between the community and
researchers and ensuring the community has deci-
sion-making power. In addition, in Table 3, we have
summarized key recommendations related to MIPA
in cure research based on the current study’s findings.
However, they noted that consolidated criteria solely,
will not be effective in increasing MIPA. Consolidated
criteria should be developed alongside a robust
change in the research landscape, tackling research
that undermines the importance of community
involvement.

Strengths and limitations

This study has strengths and limitations that should
be considered when interpreting the results. One
strength was that the qualitative nature of this
research ensured an in-depth understanding of the
topics addressed by exploring participants’ perspec-
tives and experiences. Another strength was that this
research was conducted in accordance with the MIPA
principles with the insightful contributions of our
PAB and CAB, which increases community relevance
and transparency. A third strength was the triangula-
tion embedded in our study design. We triangulated
across data sources and actively sought diverse per-
spectives in our samples. A final strength was the
robust qualitative sample included in this study
including its diversity and representation of the HIV
epidemic in the Netherlands. In the Netherlands,
approximately 80% of the people with HIV are men,

Recommendation

Rationale

Increase awareness, guidance, and support for MIPA in cure research. This
can, for example, be achieved by designing accessible information
campaigns and developing skill training for both researchers and
community members on how to effectively engage in MIPA practices.

Fund and incentivize collaborative approaches where decision-making
power is equally shared between the community and researchers.

Integrate MIPA principles into standard research protocols and ensure
MIPA is a core aspect of funding acquisition.

Implement patient empowerment interventions to improve research self-
efficacy among people with HIV.

Implement community health and research literacy initiatives to improve
the health and research literacy of the community

Develop consolidated criteria for MIPA in cure research beyond clinical
aspects.

Many people with HIV are not aware of how they can be meaningfully
involved in cure research, indicating a need for more awareness and
support.

Ensuring decision-making power enhances the authenticity of the role of
the community within research. It further promotes ethical decision-
making and social justice in research and combats tokenism.

Adding MIPA as a requirement for funding acquisition transforms MIPA
from being optional to a fundamental part of the research process.

Empowerment interventions can improve self-efficacy, health literacy,
perceived control, and self-advocacy skills, all essential for effective
meaningful involvement.

Enhancing literacies among the community fosters greater collaboration
between communities and researchers, which ensures equal decision-
making power, and makes the research process more inclusive.

Standard criteria for MIPA will clarify how communities can be involved
in HIV cure research and combat tokenism, improve transparency, and
offer guidance on best practices for involving people with HIV in HIV
cure research.
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19% are women and 1% are transindividuals. Over
half of the people with HIV in the Netherlands are
50 years of age or older and 44% have a migration
background [33].

In terms of limitations, it is essential to highlight
that participants initially encountered challenges
understanding MIPA which may have impacted their
initial responses regarding its importance. Another
limitation was that most of the interviews were con-
ducted online. Online interviews can impede the
development of a comfortable and trusting environ-
ment, which can result in a lack of depth and quality
of participants’ answers [58]. Whilst the primary pur-
pose of our chosen method, and qualitative research
as a whole, is to seek deep understanding within a
particular context rather than produce (statistical)
generalizable findings [35,39], it is worth noting the
context in which this current study has taken place.
Given the privileged context regarding access to
(health)care and medication, the representativeness
may be limited to other high-income countries with
similar circumstances.

Conclusion

MIPA is highly relevant and important, and a positive
trend toward including people with HIV and affected
communities in HIV cure research can be observed.
MIPA improves the quality of cure research and
ensures research is transparent, socially and ethically
just. Furthermore, we argue for adequate funding and
consolidated criteria on what MIPA entails and how
this can be achieved in all aspects of cure research.
This is beneficial for strengthening MIPA and, add-
itionally, helps tackle tokenism and misconceptions.
Therefore, we suggest integrating MIPA into the
research default, paving the way for more ethical,
socially just, and impactful future research.
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