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The “general public” and specific “communities” are increasingly being integrated into scientific
decision-making. This shift emphasizes “scientific citizenship” and collaboration between interdisci-
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The objective of this paper is to problematize these developments through a theoretically informed
reading of empirical data that describes the consequences of bringing together actors in the Canadian
HIV community-based research (CBR) movement. Drawing on Foucauldian “governmentality” the
complex inner workings of the impetus to conduct collaborative research are explored. The analysis
offered surfaces the ways in which a formalized approach to CBR, as promoted through state funding
mechanisms, determines the structure and limits of engagement while simultaneously reinforcing the
need for finer grained knowledge about marginalized communities. Here, discourses about risk merge
with notions of “scientific citizenship” to implicate both researchers and communities in a process of

governance.
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“Civil society is, I believe, a concept of governmental
technology...”

(Foucault, 2010a, 296)

Globally, the traditional lines between users and producers of
knowledge have become blurred as lay people are increasingly
participating in research through what has been termed “citizen
science” (Bonney et al., 2014). Proponents of this new relationship
between science and society have advanced the concept of the
“scientific citizen” who actively participates and contributes to
scientific forums (Bickerstaff et al., 2010; Irwin, 2001). Here, citi-
zenship rights are enacted through active participation in the
production and consumption of science (Backstrand, 2003; Elam
and Bertilsson, 2003; Jackson et al., 2005). This shift has received
support from policy circles, in part, to ease public concern following
high profile scientific controversies, and the general lack of trans-
parency from the scientific community (Mayer, 2003; Wynne,
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2006). Early AIDS activism provides a classic example of the pub-
lic confronting the “established moral and epistemic authority” of
researchers (Elam and Bertilsson, 2003, 245). These activists pro-
tested the closed door culture of public scientific institutions,
pharmaceutical companies, and government regulatory bodies to
demand greater transparency and accountability (Epstein, 1996).
Their actions have since been credited with disrupting scientific
hegemony and creating a template for other social movements
(Altman, 1994; Silversides, 2003). Subsequently, new mechanisms
have been established to increase public involvement and democ-
ratize decision-making in a range of health related issues (Boivin
et al, 2010; Mitton et al., 2009; O’Doherty and Burgess, 2009).
The growth of scientific citizenship is evident in lay representation
on research advisory boards and membership on research teams
(Silvestre et al., 2010; Simon et al., 2011). However, there have been
calls to move further along the spectrum of engagement from
consultation to leadership.

An area where there have been significant attempts to engage
the public, and key communities, is in health research (Ahmed and
Palermo, 2010; Jones and Wells, 2007; Lavery et al., 2010). In an
attempt to better understand the needs of communities affected by
health issues, “community-based participatory research (CBPR)”
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has emerged as an alternative research and evaluation paradigm
(Israel et al.,, 1998; Wallerstein and Duran, 2006). CBPR requires
establishing “a research topic of importance to the community with
the aim of combining knowledge and action for social change to
improve community health and eliminate health disparities (W.K.
Kellogg Foundation's Community Health Scholar's program, cited
in Minkler and Wallerstein, 2008, 6). Though “community” is a
complex and contested term (Jewkes and Murcott, 1998), here it
includes those directly affected by a health issue and allies working
in service provision and advocacy roles (Green and Mercer, 2001).
This approach actively engages researchers, clinicians, and com-
munities in the development of health research, program evalua-
tions, and social and clinical interventions (Green et al., 2001; Kone
et al., 2000; Minkler, 2005). CBPR projects have adopted a range of
research designs and methodological techniques to promote in-
clusion and generate data (Israel et al., 2005). Community-based
approaches to health research have been credited with producing
more useful and relevant research results than would have been
possible through traditional investigator driven research ap-
proaches (Minkler, 2005). There is evidence that these kinds of
initiatives are improving medical and public health research and
practice (Jagosh et al,, 2012; Viswanathan et al,, 2004). Conse-
quently, funding has become available in the United States (see
National Institutes of Health; The Centers for Disease Control and
Prevention, 2011) and Canada (see Canadian Institutes of Health
Research, 2009).

While community engagement in health research has argu-
ably gone “mainstream” (Horowitz et al., 2009), important con-
cerns have been raised that strategies to engage the public in
scientific decision-making are being used to pre-empt criticism
and actively shape opinion. Braun and Schultz (2010) have
argued that target stakeholder groups are constructed for the
purpose of engagement, which fosters certain kinds of dialogues
while precluding others. These initiatives presume that engage-
ment is important and necessary, but they often use instru-
mental techniques for soliciting this engagement (Barnett et al.,
2012). Within community-based research various stakeholders
may have different understandings of engagement, capacity
building of community members, and the role of the research
itself (Roche, 2008). Particularly concerning is that public dia-
logue may be used to screen out more opinionated individuals
and produce bureaucratized and sanitized versions of public
dialogue (Gregory and Lock, 2008, 1261). Despite the nostalgic
praise for early AIDS organizing, the resulting ‘partnerships’
between communities, scientists, and the state, have been
charged with producing a bureaucratic structure that un-
dermines the movement's original goals (Comaroff, 2007; Guta
et al,, 2011).

In developing their typology of citizen science Wiggins and
Crowston (2011, p. 1) note a focus in the literature on the steps of
participation over “sociotechnical and macrostructural factors
influencing the design and management of participation.” The
current study aims to address this gap by examining the influence
of such factors on the Canadian HIV community-based research
(CBR) movement, using it as a site to read the ways different dis-
courses, programs, and technologies operate to prescribe the terms
of “scientific citizenship.” With decades of development the HIV
sector provides an important case with implications for those
conducting community-based research in other health sectors. This
paper starts with an overview of the Canadian HIV CBR movement,
an introduction to the theoretical framework we use to guide our
analysis, the methods, and a theoretically guided presentation of
the results. Our goal is to surface previously unexamined socio-
technical and macrostructural factors that govern scientific
citizenship.

1. The Canadian HIV community-based research movement

Communities affected by HIV were amongst the first to demand
community input into the research process (Schensul, 1999). The
involvement of people living with and affected by HIV in research
and policy decision making is now common practice (Chung and
Lounsbury, 2006; Mosavel et al.,, 2005; Rhodes et al., 2010). In
Canada this has led to partnerships between HIV sector stake-
holders and university-based researchers to conduct “community-
based research” (Harris, 2006). HIV CBR involves the participation
of community members living with and affected by HIV as partners
and co-learners in the research process (Allman et al., 1997). Re-
searchers have partnered with community stakeholders to develop
appropriate research designs and data collection procedures,
making it possible to effectively research sensitive and stigmatized
topics (Bauer et al., 2012; George et al., 2012; Greene et al., 2010;
Logie et al., 2012b; McClelland et al., 2012). This research move-
ment has been credited with taking important steps towards
“democratizing” HIV research (Ogden, 1999) and promoting the
“greater involvement of people living with HIV” (GIPA) (Travers
et al., 2008).

In Canada this work is supported by the Canadian Institutes of
Health Research (CIHR) through a unique “HIV/AIDS Community-
based Research Program.” The CIHR enables much of the health
research infrastructure across the country. The HIV CBR funding
program has recognized the historical legacy of community
involvement in HIV research and now “supports research that en-
gages communities in all stages of research, from the definition of
the research question, to capacity building and integration of
community members in conducting research, to active participa-
tion in disseminating research results” (CIHR, 2012a). The CIHR
(2012a) defines CBR as:

... a collaborative approach to research that equitably involves
all partners in the research process and recognizes the unique
strengths that each brings. CBR begins with a research topic of
importance to the community with the aim of combining
knowledge and action for social change to improve community
health and eliminate health disparities. CBR brings researchers
together with members of the community to: identify the is-
sues; collect, analyze and interpret the data; and decide how to
use the results to inform policy, change practice and improve
conditions in the community.

This program was designed to assist community-based and non-
governmental organizations “in developing the knowledge they
need to carry out their work in the most effective manner and in
creating research expertise within these organizations” (CIHR,
2012). In recognition of the disproportionate burden of HIV infec-
tion amongst Aboriginal peoples in Canada, the program has a
“general” and “Aboriginal stream.” The program is governed by a
steering committee comprised of “equal representation of HIV/
AIDS CBR researchers and broader community organizations”
(CIHR, 2012). Each grant proposal is evaluated with “equal weight”
for its “potential impact and scientific merit” (CIHR, 2012). In all, the
CIHR HIV CBR funding program is a sophisticated example of
integration between academics, communities, and government
funders to conduct health research.

The CBR program is emblematic of the CIHR's (2009, 14)
commitment to “citizen engagement” through “the meaningful
involvement of individual citizens in policy or program develop-
ment.” In the CIHR's (2009, 15) terminology, “the term ‘citizen’
includes interested representatives of the general public, con-
sumers of health services, patients, caregivers, advocates and rep-
resentatives from affected community and voluntary health
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organizations.” In their “framework for citizen engagement,” the
CIHR (2009, 29) has identified CBR as an important tool and have
recommended more funding opportunities to encourage these
collaborations. Because it is well-established, the Canadian HIV CBR
movement is a rich site to critically examine the implications of
scientific citizenship, as operationalized through state sponsored
funding structures, on various stakeholders in academia and the
community. To assist us in theorizing the implications of commu-
nity engagement in HIV CBR we turn to Michel Foucault (1988),
whose writings examined the production of the ‘truth’ through
scientific and institutional discourses and their general deployment
in the shaping of social order.

2. Theorizing community engagement in research

Foucault (1978, 92) is known for his conception of power as
dynamic, relational, and productive. Power is not centralized, but is
exercised by various actors to achieve certain ends. Foucault
(2003a, 138) used the concept of “governmentality” (or, the
“conduct of conducts”) to investigate the ways power inserts itself
into actions, attitudes, and discourses to determine individual and
collective conduct. Foucault (2007, 108—109) defined gov-
ernmentality as “the ensemble formed by institutions, procedures,
analysis and reflections, calculations, and tactics that allow the
exercise of ... power that has the population as its target, political
economy as its major form of knowledge, and apparatuses of se-
curity as its essential technical instrument....” The specifics of these
three factors — political economy, population, and securitization —
are historically and contextually mediated. In the modern epoch,
governmentality has been orchestrated through neoliberalism, a
political economic rationality that merges economic analysis with a
theory of human capital and entrepreneurship (Foucault, 2010a,
218—219). Here, the population is conceived of as “an object of
surveillance, analysis, intervention, modification, etc.” in need of
regulation (Foucault, 1980, 171). The population's productive po-
tential is ensured through seemingly neutral social institutions
(e.g., education, medicine, public hygiene, etc.), which, through
their collective intervention and direction, form an “apparatus of
security” (Foucault, 2007). Governmentality has been used to
theorize the relationships between macro political and economic
forces, various state and social institutions, and the practices of
individuals in their daily lives (Burchell et al., 1991; Dean, 2010;
Hamann, 2009). In all, governmentality has inspired many to
think differently about taken-for-granted systems and institutions,
with an eye to what they enable or constrain.

In his later writings Foucault (2005, 252) expanded gov-
ernmentality to account for “power relationships in the broadest
and not merely political sense of the term,” stating that “power
relations, governmentality, the government of the self and of
others, and the relationship of self to self, constitute a chain, a
thread [through which] we should be able to connect together the
question of politics and the question of ethics.” This is not just
political and juridical governance, but the government “of children,
of souls, of communities, of families, [and] of the sick” (Foucault,
20033, 138). Foucault (2010a, 296) even characterized civil soci-
ety, usually espoused as central to democracy, as a “governmental
technology.” Foucault's framing of all relationships as sites of power
and governance troubled his critics, but inspired others to think in
creative and novel ways about health in modern times (Petersen,
2003). Specifically, Foucault's work has been highly influential in
theorizing the emergence of the active health citizenship promoted
by states in recent decades, where individuals have become con-
structed as entrepreneurs of their own health and wellness (Bunton
and Petersen, 1997). In advanced western economies earlier models
of health care and public services have been re-organized to

achieve the neoliberal goals of cost effectiveness, individualization,
and responsibilization (McGregor, 2001; Teghtsoonian, 2009;
Woolford and Curran, 2013). Patients, service users, and health
care providers alike, become governable through their relationship
to the health care system and health services (Flynn, 2002; Fries,
2008; Holmes and Gastaldo, 2002; Waring, 2007), and ultimately,
through their relationships to each other.

In Foucault's (2010b, 3) terms, HIV provides an important “focal
point of experience” in “which forms of possible knowledge (savoir),
normative frameworks of behavior for individuals, and potential
modes of existence for possible subjects are linked together.” Fou-
cault's work has been used to interrogate the production of medical
and public health knowledge in relation to HIV (Finn and Sarangi,
2008; Lupton and Tulloch, 1998; Mykhalovskiy et al., 2004), and
the deployment of that knowledge to govern the health, hygiene,
and sexual practices of individuals and collectivities deemed to be at
risk (Geary, 2007; Nguyen, 2010; Parker and Aggleton, 2003). Most
relevant to our analysis, Miller and Rose (2008, 92) identified early
AIDS organizing as an example of “governing through community,”
which “involves a variety of strategies for inventing and instru-
mentalizing [the] dimensions of allegiance between individuals and
communities in the service of projects of regulation, reform, or
mobilization.” They argue that the shift to ‘community’ as a site of
intervention by the state reflects a neoliberal re-organizing of soci-
ety into sites of difference that can be “investigated, mapped, clas-
sified, documented, [and] interpreted” (Ibid, 89). Recently, Guta et al.
(2013) have considered the ways community is constructed for
research purposes, and how community interests may clash with the
need to produce evidence. With this in mind, we turn to the Cana-
dian HIV CBR movement to examine the current relationship be-
tween neoliberal governance, HIV, the production of evidence, and
community need. Next we describe our empirical study and present
results from qualitative interviews.

3. Methods

Data were collected as part of the multi-stage, Canada-wide,
research study that examined ethical issues in community-based
research in Canada. Participants were recruited using a publicly
available list of recipients of the CIHR HIV CBR operating grants. A
purposive sampling strategy was developed based on a publically
available list of recipients of the CIHR HIV CBR operating grants. The
goal was to reflect Canadian regional diversity and the priority
populations identified in national policy documents (e.g., injection
drug users, men who have sex with men, etc.). In total, 50 in-
terviews were conducted with HIV CBR practitioners from across
Canada. The final sample includes 35 “academic” participants
(university-based researchers, clinician scientists, and graduate
students) and 16 “community” participants (researchers housed in
community-based organizations). Participants differed in terms of
their training, lived experience in relation to HIV, and their
involvement with the HIV movement, but were all actively involved
in HIV CBR. We provide a breakdown of where interviews were
conducted (see Table 1) but we do not provide more detailed

Table 1
Participant demographics.
Total %
Interviews 50 100%
Provinces
British Columbia 9 18%
Alberta/Prairies 9 18%
Ontario 22 44%
Quebec 6 12%
Atlantic Provinces (Maritimes) 4 8%
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demographics for several reasons. First, although participants were
asked to discuss the projects they led, many chose to discuss the
range of HIV CBR projects in which they were or had been involved
as collaborators or co-investigators. Second, some researchers
could be identifiable by listing their unique study topic. Finally,
while participants are marked with an “A” for “academic” and a “C”
for “community,” these labels do not necessarily reflect their
training or lived experience. For example, many academic partici-
pants described themselves as members of the communities they
worked with (e.g., gay men, Aboriginal, etc.), and had themselves
worked in community-based organizations. The community par-
ticipants had graduate degrees, some had experience working at
universities and at hospitals, and all had considerable research
experience. These labels best represent the participants' profes-
sional role at the time of the interview.

Semi-structured interviews were conducted between May 2010
and July 2011 and interviews lasted between one-to-three hours.
Interview questions were drawn from the literature and the
research team's experience with HIV CBR. The interview questions
contained four sections asking questions: about the participants’
training and experience; how they became involved in their
respective project(s); how the ethics review process unfolded; and
what kinds of issues emerged over the “life” of the project. Par-
ticipants were asked to reflect on how the project team came
together, on the project's decision-making structures, and how
‘community’ was conceptualized in their project(s) (e.g., who was
engaged). Participants were asked to reflect on the ethical issues in
their work, as they defined them, with consideration for various
aspects of their project's research design (e.g., chosen methods,
sampling and recruitment strategy, analysis, etc.). All participants
were asked the same general set of questions, with probes tailored
to explore their situated perspective. Due to the geographic dis-
tribution of participants, half of the interviews were conducted by
telephone. Participants were asked for, and provided, consent to be
interviewed and digitally recorded. Interviews were transcribed
verbatim and data imported into NVivo 9 qualitative data man-
agement software. Ethics review for this study was received from
York University, Wilfrid Laurier University, St. Michael's Hospital,
the University of Toronto, McGill University, the University of Cal-
gary, and Dalhousie University. Standard informed consent pro-
cedures were followed.

4. Analysis

The analysis was undertaken in a two stages. Stage 1: Involved
the development of 11 major codes and 81 sub-codes. Codes were
developed from close readings of the data to identify important
themes. The codes were discussed by the research team at a two-
day data analysis retreat where each member was given a com-
plete printed code (based on their interest/experiences) and asked
to review and present it to the larger group. The group collectively
discussed the analytic possibilities created by our coding strategy
and made recommendations. Considering the research team's sig-
nificant experience in the area of HIV CBR, we understand this
process as a form of ‘member-checking.’” The data were further
analysed independently as part of the lead author's doctoral project
using insight from Clarke's (2005, 55) “situational analysis” (SA). SA
reconciles grounded theory with Foucauldian theory to empirically
map the relationship between actions, discourses, and practices.

Using Dean's (2010, 33) “analytics of government” we consid-
ered the relationship between visibility, truth, intervention, and
subject formation to further our analysis. Drawing on Miller and
Rose (2008) we reinterpreted standard practices in the CBR litera-
ture (e.g., empowerment, capacity-building, partnership building,
etc.), and some specific to the Canadian HIV CBR movement (e.g.,

policy relevance), as “technologies of government.” These tech-
nologies of government establish connections “between the aspi-
rations of authorities and the activities of individuals and groups”
through diffuse techniques of standardization, specialization,
expertise, examination and calculation, and especially collecting
information about the population (Miller and Rose, 2008, 63—83).
Finally, we integrated “‘practical texts’ that provide rules, opinions
and advice on how to behave in a certain fashion” (Winch, 2005,
181) in the form of CIHR funding guidelines. We further considered
issues identified in the literature, such as constructing ‘need’ and
the role of funding in shaping community engagement initiatives
(Conway et al., 2007). This stage involved iteratively reading the
coded data with an attention to governing actors from above (e.g.,
through formal funding policies) and how they govern each other
(e.g., through accountability mechanisms).

Governmentality is flexible and can be used in combination with
various other methods, but requires a commitment to creativity
and a critical ethos to investigation (Rose et al., 2006). In respect to
quality, Walters (2012, 141—143) has identified strengths and lim-
itations with using governmentality to map power relations:
mapping can take an infinite number of routes and reveal land-
scapes of power, but maps are not neutral and can conceal as much
as they reveal. Dean (2010, 33) has argued that an analytics of
government is “perspectival” and “there is no absolute standard of
truth by which this analytics can be judged.” Rather, its intelligi-
bility is determined by comparing it to other accounts of the same
phenomenon. However, when using an SA approach which blends
grounded theory and Foucauldian insights, Clarke (2005, 12—14)
has called for reflexivity and an acknowledgement of the role of the
analyst in shaping the analysis. We acknowledge that our goal in
this paper is to challenge and disrupt some popular but under-
theorized claims about CBR. Having been involved in HIV CBR in
various capacities, ours is an “insider critique” in the tradition of
Cooke and Kothari (2001) who interrogated taken-for-granted as-
pects of participatory development by drawing on their practice
experience. Our goal here, in keeping with Foucault's own project,
is to offer a “problematization” that we hope will lead to further
discussion and debate. The subsequent analysis presents a critical
encounter between an ideal type of CBR presented in CIHR policies,
the perspectives of practitioners who conduct this type of research,
and theoretical interpretations from the governmentality literature.

5. Results

Our results are presented in a way that follows the progression
of the individual interviews — from asking participants to reflect on
the inception of their project to discussing issues that emerged
during the course of conducting this work. We start by examining
how community ‘need’ necessitated research and demonstrate how
a funding mechanism designed to promote community engage-
ment makes certain kinds of research and relationships possible. In
the next section we explore issues that emerged over the ‘life’ of
these projects to demonstrate the consequences of bringing
together various stakeholders with divergent interests and the
limits of community engagement. Following the presentation of
results we revisit our theoretical framework, and more recent
contributions to the literature, to raise critical questions about the
implications of scientific citizenship as operationalized through
community-based research.

6. Problematizing ‘need’
Participants were asked to describe how they became involved

in their respective CBR projects and their planning and organizing
phases. Many participants invoked the popular claim that CBR
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should be community-initiated, address relevant needs, and have
an action-centred social change agenda, as promoted in the liter-
ature (Minkler and Wallerstein, 2008) and in the CIHR HIV CBR
(2012a) funding description:

My approach has always been to respond to community needs
and so rather than pursuing my own research agenda, I respond
to community invitations to be involved in different projects....
[It] was, grounded [in] the community need, and their articu-
lated need for the research, and they basically said ‘we want this
done’. (Interview 12, A)

This popular sentiment served to position the academic as
benign and lacking personal motivations except to, as some par-
ticipants put it, “serve” community. However, the historical legacy
of earlier research that failed to meet community needs, or further
stigmatized them, left some communities “suspicious”:

Communities out there are very ... suspicious of researchers ...
they [community members] are like ‘So ... after that, what next?
You are here just like any other ones that we have seen come
and take all these things and go’ ... particular communities feel
they are just too over-researched and they don't want you to
take anymore. (Interview 10, C)

Suspicion of researchers had to be overcome through negotia-
tions where community-based organizations needed to be
convinced of the benefits of research:

We [academics] saw the value of community-based research in
terms of its potential to be informing programs and policies at
the community level but this is the first [time that] the com-
munity we [were] dealing with had engaged in research to this
extent. I wouldn't say necessarily mistrust but due to those
cultural differences there were a lot of reservations on the side
of the organization to be getting involved ... they wanted to
ensure that in signing up for the study ... that they have a say in
all the decision-making and of course that is what defines
community based research but again that's just something that
needed a lot of back and forth discussion to be able to clarify the
roles and responsibilities.... (Interview 34, A)

This tension between community “need” and “suspicion” brings
into question claims made by proponents of CBR who promote the
importance of research but often fail to reflect on the impetus
behind the inducement to research (Israel et al., 2001). Next, we see
that moving beyond suspicion raised new issues.

6.1. Funding and the conditions of possibility

With growing “opportunities” for community-based organiza-
tions to participate in evidence production, their participation has
signalled its own evidence of change in the service sector. Partici-
pation demonstrates that organizations are efficient and account-
able to their client and community stakeholders. However, what
has been framed as addressing the community's ‘need’ for research
serves to produce knowledge about the community:

I think community is invested in these projects because ... these
results help them figure out how many people a year are visiting
and what their needs are, and help them argue for more funding
in the provincial government as well or from the health au-
thorities. (Interview 31, A)

While these funds were targeted for research, they were
sometimes used to maintain programs, staff, and service levels. This
next academic participant reflected on her previous experience
working in the community for years, and offered a more candid
explanation for partnering than is usually documented in the
literature:

Money! I need money! That's the honest truth. It's so hard to get
core funding for service organizations if you don't have statistics
to back it up. The other is it's easier to get research dollars than it
is to get core funding, so we could actually, again, as a
community-based research project, we're actually providing a
service at the same time. (Interview 9, A)

This relationship between government and community-based
organizations was rarely problematized, and many participants
took the availability of funding as “serendipitous.” This participant
weighs the opportunity to conduct research and the requirement to
provide government funders with evidence of need to continue
funding the organization's programs:

Well it was a combination of things, it was the opportunity,
[and] it was the need. We needed the information, we had to
have something to come back with to the government, then the
opportunity came to apply for funding, and we had a group of
[community]| people who were beginning to see they had a role
... the thing for funding would come across my desk and I'd fire
it off to the [executive director] of one of the different organi-
zations and say, ‘you know we should apply for this..."” [to]
support their other project proposals that they were putting in,
it was serendipity.... (Interview 7, A)

While these organizations freely participate in this process,
failing to do so may mark them as uncompetitive in the eyes of
funders. Especially when they are compared to other organizations
who are conducting their own research and can demonstrate evi-
dence of their effectiveness and ongoing need from the commu-
nities they serve.

6.2. Managing partnerships

Challenging the claim that communities intrinsically want
leadership roles in research, and that research is a “tool” for

community-based organizations, this academic questioned
whether communities are even interested in knowledge
production:

I'm generalizing, and I'm sure there are agencies who do, but
some of them have gotten into wanting to be the primary holder
of [research] funds because the project money has dried up
[and] they’re looking to research as a way to sustain them, not
because they’re really that interested in being the primary re-
searchers. That's my personal opinion. (Interview 13, A)

This quotation challenges the claim that community-based or-
ganizations want leadership roles on research projects, but also
highlights a tension over who holds the funds. This next participant
described the possibility of exploitation as a result of the pressure
to obtain funding. First, he recounted an experience of being
engaged by community solely for his credentials and later reflected
on researchers exploiting community:

In one grant, they signed me up, you know, used me as the
research expert, to shake loose the funds. I think they invited me
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to one meeting in the summertime, when I was away on my
summer holidays and I never heard from them again...

... there [are] too many examples of researchers saying all the
right things to get community groups to endorse their so-called
community-based research. Then they get the money and they
bugger off and community never sees them again, and they have
little control or influence over the actual research. (Interview 2,
A)

In an attempt to prevent abuses and demonstrate authenticity,
many partnerships adopt a formal “memorandum of understand-
ing” signed by each of the partners (see Chau et al., 2007). This next
participant described the usefulness of this approach:

. one of the first things we did was to start fleshing out a
memorandum of understanding that helped to clarify the roles
and responsibilities of each co-applicant ... for us to refer back
to anytime there is any type of confusion or in order ... to try and
hammer out the logistics of management. (Interview, 34 A)

However, another participant questioned whether these docu-
ments just contribute to the research bureaucracy:

You have to do that. It bores me to tears.... If you don't have a
good relationship with your partner ... no memorandum of
understanding, no prenuptial, will make it better, nothing. So,
yes I do it because it's part of a bureaucracy, some of the tools we
use.... (Interview 17, C)

These results highlight the ways in which funding processes
codify a supposed “need” through formal research “partnerships.”
This orientation to partnership and engagement reflects the
neoliberal “competitive contractualism” that has been affecting
community organizations for some time (Larner and Craig, 2005,
409). The approaches discussed here are further evaluated through
granting review processes where the “quality” of individual
research partnerships is scrutinized and compared against others
with ever growing expectations.

6.3. Growing expectations

The participants in this study were all recipients of CIHR HIV
CBR operating grant program which required they “engag|e] com-
munities in all stages of research” (CIHR, 2012a). This next aca-
demic participant described this as an unrealistic expectation:

. and you must be working with people through the whole
process of design, analysis, interpretation, dissemination, which
is great, it's just not that practical. I don't know many people in
communities interested in that. But I think there is this huge
gold standard [in] CBR ... you either do all of these and you're
CBR or you don't do all of them and you're not CBR. (Interview
37,A)

This sentiment was echoed by another participant who argued
this approach to research assumes a certain interest and ability that
may not reflect the realities of community members' lives:

[ think there's a presumption that there's a particular CBR model
that works, right? I don't think that every kind of community
member comes with a particular level of education, or expecting
every researcher to emulate or be able to perform in that
manner, [it assumes] that everybody has the time, the inclina-
tion and the ability to participate as an equal partner, I think it is

wrong, and sometimes you get comments [from grant re-
viewers] like that, there's an expectation that you can do that
and that's not true.... (Interview 38, A)

This next participant explained how funding proposals, despite
having come from otherwise strong community partnerships, are
ranked poorly if they do not demonstrate the Greater Involvement
of People Living with AIDS (GIPA) principle in certain ways:

They’ve got people from universities working with ASOs [AIDS
service organizations], and they have tight connections working
with a lot of those organizations. They are admired in the
community but then when you send these [proposals] to a
committee to review ... you don't get the money because you
‘don't have enough GIPA in there.’ Well for me a lot of that GIPA
is understood at the grassroots level because that's where we
have been for the last 10 years. (Interview 49, A)

Yet, the expectation to demonstrate increasing levels of com-
munity engagement was rarely supported with the necessary
resources:

I think there's still an expectation that community-based
research can be done on the cheap. While [ think it is far more
expensive than, or just as expensive as clinical research, or
epidemiological research. I'm happy to do all [that engagement]
as long as there's money. (Interview 17, C)

However, the responsibility for making up funding shortfalls
often fell onto the community partners:

. the project was funded on quite a shoestring budget, it
required us to be quite creative and for a lot of people to be
working in-kind, and I think that at this point it's been a lot of
work for the community partners, they weren't aware that it
was going to be this much work. (Interview 24, A)

While it would be easy to blame the funder for developing
unrealistic expectations, these requirements were determined with
academic and community representatives, and continue to be
promoted by reviewers from both camps in each funding compe-
tition. Successful applicants become the reviewers in subsequent
years and reproduce these expectations.

6.4. From quality data to ‘real world’ impact

An additional requirement of funding is that findings will inform
program and broader policy change (CIHR, 2012a). For many par-
ticipants this made sense as part of the research/practice cycle:

My whole intention of getting the information that [ was looking
to essentially turn it into programming and because of my role,
co-existing as [an investigator] in this project and also a pro-
gram coordinator, I did have the ability to do that, where any
information that I got I would be able to turn directly into
programming. (Interview 1, C)

Having evidence to prove what programs work is understood as
a precondition for “real” policy change, and is increasingly tied to
research funding objectives. Research teams must convince re-
viewers, in advance of conducting the research, that it will have
some kind of real world impact. This next participant reflected on
the implications for conducting research with policy goals:
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The issues that we choose to study always reflects that there is
some tangible thing in terms of policy, there are programs that
[have] to come out of it. [ am not saying there should be no
policy or program outcomes, I think we need research to sup-
port the decision-making about policy, programs, etc.... but in
this work we do, people think well if there's not some policy
then you're wasting your time. (Interview 15, C)

Finally, this next participant raised questions about where this
emphasis on policy came from and whether it was actually com-
munity initiated:

I think there's ... a story that has sort of evolved into that
collaborative stuff. A few years ago at the [x] conference,
somebody from Health Canada stood up and said very author-
itatively that ‘the purpose of CBR was to inform policy.” And I
thought ‘itis?’ ... it all got sort of co-opted you know? (Interview
11, C)

The premise is that having the “right” kinds of evidence, framed
appropriately and delivered to the right audience, will result in
policy change. However, this often ignores the highly politicized
nature of policy-making (Macnaughton et al., 2013).

7. The convergence of stakeholders

The following section presents data that demonstrate the con-
sequences of bringing together different stakeholders in
community-based research, a defining characteristic of CBR (Israel
et al., 1998). In HIV CBR these partners are all meant to be equitably
involved in project planning and development (2012a). Many par-
ticipants prided themselves on their complement of partners:

We had the community health centres involved, the [X] bureau
was involved, Public Health was involved, we might even have
had [high profile politician] on, too, I can't remember. But usu-
ally we'd have some provincial [policy] person if we could.
(Interview 14, A)

Well this is genuinely multidisciplinary, which is another
complication, right? I'm actually a [social scientist], and one is
an epidemiologist, the other one is a [basic scientist]. So that's
real multidisciplinary, right? (Interview 18, A)

However, bringing together partners from different disciplines
and sectors often required a long negotiation process. This partic-
ipant described a multi-year process to develop and submit a single
proposal:

... it took about three years of pre-application phase ... but then
... the frequency of our meetings increased, about once a week
as we brainstormed what issues needed to be addressed. What
could a research project potentially look like? And certainly after
the first year of discussions we agreed that we’re a good fit for
each other.... (Interview 26, A)

Once partnerships are established, there is the ongoing
requirement to nurture and develop these relationships:

I mean the challenges to sort of keep up with all of the projects, |
think every researcher has that problem, keeping up with them
all because cause when you have a community-based project
there are partnerships to maintain and all the projects that are
community based have multiple investigators and multiple

partners and multiple students and so there's a lot of balls to
keep in the air that are different.... (Interview 35, A)

In CBR, time requirements can be particularly onerous and a
barrier to conducting actual research (Castleden et al., 2012).
However, in the CBR literature there has been little recognition for
the way these structures re-enforce dominant power relations and
the ‘trade-offs’ made by the respective actors. The following section
attends to this gap with consideration for the consequences for
different stakeholders.

7.1. Academic partners

A number of academic participants described feeling con-
strained by expectations in CBR. One participant questioned
whether the relationship model imposed in CBR is an appropriate
fit with an academic culture that promotes independence:

I'm an academic so my research team is made up mostly of ac-
ademics but I've also got community-based people on there too,
but academics, we're not pack animals, and there's now a whole
granting structure that wants us to be pack animals ... it's very
hard for us to work together.... (Interview 26, A)

The CIHR (2012) HIV CBR research program describes academic
researchers as “contribut[ing] their research expertise in method-
ology, scientific rigour and supervision of future researchers.” This
suggests a consultancy role, but researchers often take on consid-
erably more responsibility:

Once people know that you're the one with thateducation, you're
wanted in charge [of] the project, you're hiring them. Like it or
not, the person who is doing that has the power. You could try to
like sugar coat it and say ‘we’re all in this together!” But, some-
body is getting paid more, somebody is supervising ... with CBR
it's assumed ‘you just have to really engage with communities
and [everything] will be all right,” you know? (Interview 37, A)

This next participant questioned whether these partnerships are
undermining researchers’ autonomy and the supposed goal of
bettering services:

I think sometimes, as they say, the pendulum has swung back to
the other end, because it's very stifling in that way because you
feel that you cannot say anything because you're going to say
something against the grain ... the community is so powerful
that if you say something they won't allow you to play in the
sandbox anymore ... and it's this weird thing where these
agencies desperately need a research presence to justify their
existence and yet, with your researcher lens you may see some
problems, and wouldn't it be better for everyone if those
problems were solved, and yet simply by naming them suddenly
you risk their being able to exist? (Interview 16, A)

This participant's narrative highlights the way research is
important and necessary to the extent it is able to obtain infor-
mation about service users that can bring in more program funding,
but research that brings into question the organization's effec-
tiveness becomes perceived as a threat.

7.2. Community partners

The CIHR (2012) HIV CBR program has tasked “community
leaders” with ensuring “that research will lead to practical and
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useful outcomes that will directly benefit the community.” How-
ever, programmatic conceptions of “community” often overlook the
locus of control individual actors have and the diversity of per-
spectives and agendas within (Jewkes and Murcott, 1998). The
following participant described how once a project starts, there are
few mechanisms to actually ensure community involvement:

Yeah there's always terms of reference but that doesn't mean I'm
gonna have the same amount of influence at a table [as] | want,
right? But I'll have to be there to make sure that at least they’'ve
heard what I have to say, whether or not they implement it. I
don't know how to make people accountable when they don't
have to be accountable to me. (Interview 50, C)

This next participant described the impact a project can have on
a community as a result of conflict between community partners
over who controls the process:

The biggest differences of opinion were between community
members themselves. It wasn't so much the academics against
the community members, it was the community members
fighting with other community members about what was
needed and wanted. So this notion of this romanticized homo-
geneous community that really knows what it wants, didn't so
much pan out when you had such a tremendous diversity within
community who represents community and what community
means and that's where the biggest battles were fought, literally
battles, in terms of the notions of control and decision-making.
(Interview 33, A)

The processes that researchers and communities have advo-
cated for, and helped design, now serve to discipline them through
the requirements for ongoing meetings and negotiations. This
administrative function has become paramount as partners jostle
for who has more or less influence in the project and whose agenda
is being pursued.

7.3. Peer research assistants

The opportunities and challenges that result from involving
“peer research assistants” (PRAs) were recurrent themes
throughout the interviews. The PRA approach involves the
recruitment and training of community members with a lived
experience of HIV, and/or members of “at risk” communities (in-
jection drug users, sex workers, etc.) to participate in the research
process (for a discussion of this approach see Greene et al., 2009;
Logie et al., 2012a). While community members are said to want
to be openly involved in CBR through PRA positions, this participant
described having encountered a different response:

... it was supposed to be that [peers] are empowered enough
that they would want to put their name and phone number as a
contact on the recruitment flyers, but not one of them did when
[it came] down to it because of stigma, which is very real, and
I'm not saying that they should have if they didn't feel
comfortable, the assumption when I signed on was that these
were people that were confident about coming out as being HIV
positive. But that was not the reality. (Interview 37, A)

This next quotation demonstrates the ways a neoliberal rhetoric
of self-improvement has crept into these initiatives:

These people were all of the margins of society, they were all
using [drugs], they were committing crimes ... I mean social
violence, social conflict, so there's all kinds of things going on....

So what happened was so beautiful ... they began to change.
They were eating better! They were making some small sum of
money every week. They had a sense that they weren't just
taking from society, they were contributing. They got a sense of
value — the research data they were collecting nobody else
could collect. Skin improved! Hair improved! None of them was
using anymore, they were all on methadone. Housing situation
improved! Social conflict decreased! Crime decreased! You
know the research became something more than the research.
(Interview 7, A)

The issue here is not whether this researcher's claims about the
transformative potential of the research accurately reflects the
peers' experiences. Indeed, such claims are questionable consid-
ering the modest resources and support most CBR projects are able
to offer. Rather, the issue is why outcomes related to increased
social functioning and productivity are being used to measure
success. Guta et al. (2013) have argued these initiatives rely on the
rhetoric of harnessing lived experience to produce social change,
but function as interventions into the lives of marginalized peers
seeking to transform them into more productive citizens. Returning
to the earlier discussion of whether CBR can sustain the growth of
its engagement strategies, this participant reflected on what hap-
pens to PRAs at the end of a project:

['ve] been in the situation a couple of times where you hire
them, it's a part-time position, right? Like hourly, and it's not
necessarily a lot of hours and it's not a lot of money ... you can't
live on that, okay? And it's only a short-term and I've actually
seen this a few times where the [peer] research assistant gets a
lot of hopes up and they have a lot of expectations and antici-
pation and then the project's finished and they don't have
anything, I've struggled with that. (Interview 32, A)

Chung and Lounsbury (2006) have observed that in HIV CBR
failing to reflect on power differentials can lead to “disempowering
outcomes” despite otherwise participatory processes.

8. Discussion

The results presented above provide further evidence for con-
cerns raised at the beginning of this paper that “inclusion” in sci-
entific decision making is a more complicated undertaking than is
often described (Barnett et al, 2012; Braun and Schultz, 2010;
Gregory and Lock, 2008). We now turn back to our theoretical in-
terests in governmentality to challenge claims that “scientific citi-
zenship” and related strategies for engaging “communities” in
science represent the democratization of knowledge production.
Rather, community engagement in research has significant costs for
all involved, both in terms of how they are governed (how their
conduct is orchestrated) and how they govern each other and
themselves. We revisit the governmentality literature to provide a
possible explanation of how certain practices within the Canadian
HIV CBR movement have come to be. Specifically, we return to
Miller and Rose (2008, 63) who revised Foucault's definition of
governmentality to account for the development of new govern-
mental technologies that operate through “a multitude of connec-
tions” and “between the aspirations of authorities and the activities
of individuals and groups.” The concept of “community,” and
especially in relation to those defined as “risk groups,” has emerged
as a “new territory for the administration of individual and col-
lective existence ...” (Ibid, 88).

In HIV CBR, a process has emerged through which community
“needs” are translated into research projects bringing academic
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partners and community-based organizations together to produce
evidence about communities. Peterson and Lupton (1996, 146—147)
have observed that “community participation” has become a duty
imbued with regulatory effects. When there is resistance to
participation, in this case framed as suspicion towards the moti-
vations of researchers, it is constructed as a knowledge deficit that
“needs” to be overcome (Ibid, 154). Community “buy-in” is neces-
sary for these kinds of research initiatives to be successful,
providing what Rose (2000, 1403) has called a “moral voice” and
the authority to enter community spaces. Obtaining this consent
necessitates a performance wherein university-based researchers
present themselves as “servants” of the community in an effort to
better “embod[y] neutrality, authority and skill in a wise figure
operating according to an ethical code ‘beyond good and evil”
(Miller and Rose, 2008, 68). Through the impetus to turn commu-
nity members into “researchers,” governmental technologies are
able to reach the most marginalized (sex workers, injection drug
users, the homeless, etc.), and through the logic of “empowerment”
instill in them the virtues of active citizenship and neoliberal
entrepreneurialism (Cruikshank, 1999; Miller and Rose, 2008). We
do not mean to suggest that those who undertake this work are
disingenuous; rather, Dreyfus and Rabinow (1982, 186) have com-
mented that in Foucauldian terms, “power is exercised upon the
dominant as well as the dominated; there is a process of self-
formation or autocolonization involved.” Here, both researchers
and community representatives are enticed to enter into these
relationships and govern themselves and each other.

For Rose (2000, 1401) community has “become the object and
target for the exercise of political power while remaining, some-
how, external to politics and a counterweight to it.” Cruikshank
(1999, 117) has argued that neoliberal strategies that shift atten-
tion from the state to bureaucratic and administrative functions
helps to mask power and depoliticize power relationships. The
administrative function of CBR, as described above in the process of
engagement, negotiation, and continual meetings, serves to depo-
liticize the issues at stake and shifts the perceived locus of power
from the state to the individual partners. This creates conflict and
tension between partners, and marginalizes those who are unable
or unwilling to play “in the sandbox.” Peterson and Lupton (1996,
159) argue that such techniques for “maximizing involvement”
discipline individuals to act in conformity with “the administrative
model of decision making” and within hierarchical structures.
Through accessing specialized funding opportunities developed in
partnership with the state, these projects adopt prescribed
engagement and partnership strategies to be competitive, and that
require a considerable investment of their own time and resources.
The emphasis on research with “policy impact” restricts the kinds
of research being conducted, the opportunities for engagement,
and the terms of that engagement itself. This privileging of research
outcomes over process contradicts the core principles of CBR (Israel
et al., 1998).

While proponents of CBR claim communities want to have a role
in knowledge production, which may certainly be true in some
cases, community-based HIV organizations have also had to evolve
from their grassroots beginnings to better meet changing com-
munity needs and regulatory and funding requirements (Guenter
et al., 2005; Roy and Cain, 2001). Early citizenship projects based
on activism and radical democracy have been replaced by cre-
dentialing and accountability (Brown, 1997; Kinsman, 1996). These
organizations' community-development and organizing potential
has been re-focused in partnered health promotion and research
activities (Chillag et al., 2002; Harris, 2006; Maguire et al., 2004).
The most recent neoliberal wave has promoted “evidence-based”
decision-making frameworks that require public services to use
“the best available research evidence” in program and policy

development (Hammersley, 2005; Howlett, 2009; Taylor, 2005). In
response to this evidential turn, Canadian voluntary and non-profit
sector organizations have been generating their own data to
maintain and/or obtain new sources of funding (Grundy and Smith,
2007; Laforest and Orsini, 2005). While the use of research and
social science methodologies by community-based organizations
provides a potential tool to identify deficits and improve conditions
within communities, these methods have also enhanced the state's
ability to strategically manage policy decisions (Parsons, 2002).
Miller and Rose (2008, 65—68) have argued such forms of inscrip-
tion and the collection of evidence are central aspects of modern
governance and serve to enrol these organizations into social,
economic, and political processes without being seen to encroach
on their “freedom.” These community-based organizations remain
competitive to the extent that they can claim to attract groups
targeted by the state for intervention.

Growing expectations and fewer resources within the research
and service sector turn those with similar interests and mandates
into competitors. Drawing on early AIDS activism, Cruikshank
(1999, 67) has argued that “technologies of citizenship” “link the
subjectivity of citizens to their subjection, and link activism to
discipline.” Miller and Rose (2008, 93) further argue that commu-
nity governance, “even when it works upon pre-existing bonds of
allegiance,” reshapes these bonds and imbues allegiances with
values and expertise that create new forms of exclusion. Scientific
citizenship provides another way of packaging discipline, but is
especially effective within HIV CBR because “community” is un-
derstood as a natural and apolitical space for organizing (Rose,
1999, 2000). The impetus to produce evidence can be attributed
to what Miller and Rose (2008, 67) have described as “action at a
distance” that “install[s] a calculative technology.” Conducting
research, defined in myriad ways by funders, researchers, and
service sector representatives who have been consulted, has made
it possible for community-based organizations to come to certain
conclusions about “‘where they are,” [to] calibrate themselves in
relation to where they should be, and devise ways of getting from
one state to the other” (Ibid, 67). This is a form of indirect gover-
nance that does not enforce particular practices, but instead relies
on organizations to produce evidence about themselves and each
other that will result in the same ends. For Miller and Rose (2008,
107) this emphasis on measurements and outcomes manages not
only “professional—client relations,” but also the professionals
involved. This is a way of governing communities, agencies, and
various individual stakeholders all through the production of evi-
dence and their participation in research.

The preceding analysis focused on the influence of neoliberalism
and the material consequences for the actors involved in the HIV
CBR movement. While these neoliberal trends have been well-
documented, if not previously in relation to CBR, the literature
has generally overlooked Foucault's (2007) interest in modes of
security. In this final section we consider the relation between CBR
and the broader securitization of HIV. Responses to health issues
like HIV do not emerge haphazardly; funding does not “serendip-
itously” appear as some participants in this study claimed. Rather,
the HIV CBR program is “a key component of CIHR's commitment
through the Government of Canada's Federal Initiative to Address
HIV/AIDS” and “provides leadership and direction for the research
portion of the Federal Initiative” (CIHR, 2012c). The “Federal Initia-
tive” is itself part of the Public Health Agency of Canada (PHAC) and
“provides funding for prevention and support programs reaching
key priority populations, as well as research, surveillance, public
awareness, and evaluation” (PHAC, 2012). The Federal Initiative
further provides an organizing hub through which PHAC, Health
Canada, the CIHR, and Correctional Service Canada are able to
“collaborate” with various partners in the HIV response. Combating
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HIV becomes the central feature in a “milieu” that links actors
within an “apparatus of security” (Foucault, 2007, 21). Elbe (2005,
2009, 2010) has identified similar securitization processes, and
the convergence of stakeholders, operating globally to re-shape the
HIV treatment and prevention response.

Through a securitization lens, we see that the HIV CBR program
fills an important role in the process of normalizing knowledge
about HIV and affected communities, while also determining the
multi-stakeholder response. Through partnership building, various
actors are made “stakeholders” and are brought together to
construct “communities” for targeted interventions. This process of
documenting and classifying “community” practices, beliefs, and
shared networks through social scientific methods is part of a bio-
political process of demarcating between those who, in Foucault's
(1978, 2003b) terms, the state should “make live and let die.”
Building on Foucault, Esposito (2011, 9) has described bio-politics as
the state's efforts to “immunize” itself against threats like HIV by
constructing divisive notions of community and the other: “im-
munity constitutes or reconstitutes community precisely by
negating it.” The Canadian government's funding cuts to HIV pro-
grams that oppose its policies (Paperny, 2012), and fighting
expensive legal battles to close others it deems morally problematic
(Fafard, 2012), while actively scaling-up the HIV CBR program
(CIHR, 2012b) are examples of this “immunizing.” Communities are
researched not to improve their conditions, but to protect the col-
lective from them. While critics might counter that too much is
being made of this small program, it is worth reiterating that the
HIV CBR program is identified as a model of citizen engagement
(CIHR, 2009). This analysis has implications for understanding the
deployment of initiatives seeking to engage communities in health
research throughout the CIHR and beyond to other comparable
research funding institutions with direct ties to the state.

9. Conclusion

The conclusion drawn from this analysis is that the HIV CBR
movement serves governmental ends by collecting ‘needed’ sur-
veillance data and keeping potentially critical voices occupied
through increasingly elaborate funding requirements. If our anal-
ysis has erred on the side of exposing domination at the expense of
inculcating forms of resistance, it stands in opposition to the often
uncritical praise accompanying CBR. This should not be taken to
suggest an absence of critical voices in the movement; indeed,
many have been privileged in this analysis. The question raised is
how should those in the movement respond to the narrowing of
opportunities? Or, in Foucault's terms, what are the opportunities
for “counter-conduct” by those who are governed? (Davidson,
2011). Surely we cannot return to the beginnings of the epidemic
when scientists worked in isolation and communities were actively
excluded. However, as HIV CBR becomes redefined as tool to pro-
mote new biomedical prevention technologies (Wilton, 2012) it is
worth asking, as Flicker (2008) has done, who is really benefiting?
Could the networks and partnerships established for CBR be
deployed in different ways? Researchers and communities need to
turn their collective gaze past the constructed borders of “com-
munity relevance” towards the governmental institutions whose
inaction fuels the spread of HIV in Canada and beyond. As early
AIDS activism proved, change is possible, with the caveat that
ongoing hyper-vigilance is needed to challenge governmental
cooptation.
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