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Summary
This article takes its point of departure in a research 
project studying the psychosocial problems of living 
with HIV. The project was intended to participate in 
changing practices dealing with these problems. It beca-
me a project including many differently situated and 
intersecting personal and generalized perspectives. The 
article researches the development of the HIV project 
as a contribution to discussions related to Participatory 
Action Research and Practice Research. In mainstream 
approaches methodological indications are often pre-
sented as rules to follow in order to ensure the quality 
of the obtained knowledge. But situated historical and 
societal processes are involved in the effectuation of 
the HIV project, like they are in any other project. 
Researching the project heightens the awareness of the 
necessity of refl ecting on situated and historical issues 
of power and marginalization and on the positions of the 
researcher in a given fi eld of research. Methodological 
fl exibility may also be necessary in order to encompass 
different perspectives. Such refl ections and strategies 
are necessary precisely to ensure the development of 
knowledge and practice alike.

Initiating a project
In the late 80s a project studying the psychoso-
cial aspects of living with HIV was initiated. A 
meeting was held by a Danish organization of 
lesbians and gay men. Hospital staff, NGOs, 
parents of people living with HIV, and several 

other interest groups participated. The general 
impression was that people living with HIV 
were frequently and ”unnecessarily” hospital-
ized. And the general opinion was that many 
would be better off with a psycho-socially ori-
ented type of care. During the meeting a small 
project group was organized to do something 
about what many of the participants regarded 
as a pressing problem. The project group was 
to design a project and to organize funds for 
research into the fi eld. Furthermore it was to 
appoint a researcher, function as backing group 
for the research project, and eventually to take 
steps towards establishing a support facility. 
The status of the initiative was regarded as 
activist work.
 The project group consisted of a medical 
doctor, a nurse from an HIV ward, a social 
worker at an HIV ward, a social pedagogue, 
and a member of an organization of people 
living with HIV. They obtained funds for what 
they planned to be the documentation of the 
need for a small collective residence, for physi-
cally weak and socially isolated people living 
with HIV. With the purpose of documenting 
the need for such residence, they agreed to 
employ a researcher. The contradiction appar-
ent here is that these activists wanting to help 
others, and wanting to back up their intentions, 
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and thus reaching their goal of a concrete alter-
native to current care practices, wished to em-
ploy someone to look into a problem to which 
they seemingly already knew the solution.
 This type of approach to “research” seems 
to become more and more common. People 
working in social institutions register and de-
velop situated perspectives on social and medi-
cal problems, to the solution of which they 
see a need to contribute. But since decision 
makers placed elsewhere in the bureaucracy 
of social work and health-care either do not 
see the problems or understand them differ-
ently, practitioners often have to document 
their perspectives. They may try to achieve 
“documentation” by employing “researchers” 
to “research” the already identifi ed and often 
already defi ned problems. The start of the proc-
ess of research in the HIV project points to the 
possible meanings of positioned and partial 
perspectives in research and in implementation 
of projects: Being involved in health-care and 
developing perspectives of living with HIV 
from their respective positions in health-care, 
most members of the group felt that research 
was needed to start ”evidence based” change 
(a new ”treatment”) in practice.
 The concept of “evidence based” involved 
here stems from medico-biological practices, 
in which it has primarily been used in relation 
to research based proofs of the effectiveness of 
medical treatment. The concepts and research 
practices related to it, although problematic, 
seem to be spreading to other purposes and 
other contexts of practice like the psycho-
social. In this study, its use was related to 
“proving” the existence of a “known” complex 
of medico-psycho-social problems (Ekeland 
1999). E.g. research was not primarily initi-
ated to study possible problems and needs 
connected to living with HIV. It was mainly 
initiated to prove to the relevant authorities 
that a predefi ned problem existed.
 Health care / hospital practitioners act as ex-
perts, and their situated personal perspectives 

relate to routines and discourses sometimes 
implying an objectifi cation (often unknow-
ingly and unwillingly) of patients. Aspects 
of the positioned perspectives of the group 
members enhanced mechanisms involved in 
the formulation of such “research projects”, 
as in the initial one here. They ”knew”, what 
was in the best interest of the patients, e.g. they 
already “knew” the solution to the problem at 
hand.

Re-searching methodology
In the following I will discuss methodological 
issues evolving in the HIV project that were 
not quite as clear at the time of its implementa-
tion. The discussion is based on the paradig-
matic approaches represented by authors such 
as Dreier and Holzkamp (Dreier 1997, 1999, 
2002, Holzkamp 1995), and on the concept 
of situated participation in communities of 
practice (Lave and Wenger 1991). The ap-
proach represents a de-centered view of the 
subject. This means that the analytic approach 
to participatory aspects of subjectivity, such as 
different perspectives and actions, involves an 
analysis of the connections between them and 
the historical, locally situated possibilities and 
limitations for action in which they are de-
veloped. Actions are seen as having personal 
reasons that are aspects of participation in any, 
in time and space, given context of action. 
These reasons are embedded in trajectories of 
participation across different contexts in which 
subjects conduct their lives. Action is taken 
from positions constitutional to given contexts 
and co-determine possibilities and limitations 
of possible participation.
 In a research process, it is then pertinent to 
ask in which ways the organizational aspects 
of the social contexts of action the researcher 
and other participants take part in co-create 
personal perspectives and standpoints, includ-
ing blind spots of which we are not aware. 
Perspectives like the ones above, e.g. the use 
of the concept of “evidence based” practices, 
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act so to speak on our behalf being generated 
and active “behind our backs”. In their way 
of conceiving the project, the members of the 
group simply followed partial perspectives 
pertaining to positions basic to forms of action 
constitutive of health-care in its current histori-
cal structuration. These are constitutive forms 
of action that have evolved through the histori-
cal development of power in its institutions. 
As institutionalized perspectives and forms 
of action they are also more or less necessary 
preconditions pertaining to trajectories in and 
through these. The connected generalized per-
spectives, including concepts like “evidence 
based” practices, infl uence and may overrule 
other aspect of our personal perspectives.

Change of research approach
After interviewing several applicants for the 
researcher position, the project-group agreed 
on one candidate who completely changed the 
agenda. The appointed person is the author of 
this article. The explicit goal was changed from 
documenting a problem to which the answer 
was already given, to exploring the problems 
and needs for alternative psychosocial and 
medical support of people living with HIV, 
their friends and their relatives. It was to be 
an exploration of the perspectives of people 
living with HIV, their lovers, friends and other 
relatives, professionals in health care and pro-
fessionals as well as activists from non-govern-
mental organizations. The intention was to give 
voice to as many of the partial perspectives of 
agents in the fi eld as possible.
 The concretely formulated reasons for this 
choice are mostly unknown to the author of this 
article. But it may be assumed that the refor-
mulation of the methodological and theoretical 
approach appealed to the members of the group 
for several and differing reasons depending 
on their personal perspectives. Some of these 
reasons were probably: 1) That the new ap-
proach seemed strategically and theoretically 

better argued in relation to the question at hand 
than the original proposal. This point would 
be important since the object of the project 
was to obtain funding for a support facility. 
2) That it appealed to the perspectives of the 
group members generated in their positions as 
activists in the fi eld of HIV. 3) And that it was 
more comprehensive of the complex constel-
lation of different perspectives and positions 
of the group members themselves.
 By altering the research approach, the 
project-group showed that generalized stand-
points such as those generated in medical and 
social institutions are not static but changing. 
One of the reasons for this changeability is that 
participants in these institutions live their lives 
in and across different contexts. Thus they 
may develop different and at times confl ict-
ing perspectives on the same problems. These 
confl icting and partial perspectives may enrich 
each other. They may create possibilities for 
forming new and multi-faceted perspectives 
and personal standpoints that overcome gen-
eralized standpoints related to only one of the 
contexts of a personal participation. Another 
reason is that the institutions themselves are 
characterized by confl icting cooperation re-
lated to contradictions within their structura-
tions and purposes, as well as by the many 
existing and possible positions within them.

Partial Perspectives
The concept of partial perspectives implies that 
participants in concrete situated practices, be-
cause of their position in such practices, have 
different possibilities for developing know-
ledge and experience with different aspects 
of such practices. No perspective is compre-
hensive, but all perspectives may contribute 
to developing knowledge about the specifi c 
practices. None of them, not even that of the 
researcher, is privileged (Dreier 1996, 1997, 
Danziger 1990). This conceptualization and 
related research practices are in confl ict with 
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the traditional conceptualization of “evidence” 
generated in research as neutral and objective, 
and with the positivist perspective that certain 
rules concerning research will result in neutral, 
objective evidence. Thus to think in partial per-
spectives was also partly a change from and in 
confl ict with the original thinking of and goal 
designated by the project-group.
 The members of the project-group did not 
only act from positions within medical or so-
cial institutions. They were also members of 
different activist groups working with people 
living with HIV, some were HIV-positive, 
and others had developed patient’s perspec-
tives through their lifelong use of the medical 
system. At the same time contradictions are 
and were at work within the medical system 
itself, among other things because it had to deal 
with a new group of well-formulated relatively 
young patients pressing for rights related to liv-
ing with HIV. The members of the group were 
all more or less involved in promoting such 
rights, and some were even directly involved 
in political decision-making concerning the 
epidemic. Thus, aspects of their perspectives 
concerned with HIV were indeed partial, com-
plex, multifaceted, and changing.
 Because of this constellation of members of 
the group, their cooperation with a researcher 
open to the above-mentioned approach to 
research presented a unique possibility of a 
multi-perspective study of the meanings of 
living with HIV. A support facility which took 
into account the knowledge obtained by a mul-
tiple-perspective oriented study was made pos-
sible, in spite of the fact that the initial concept 
of the study was constructed in response to po-
litical and institutionalized administrative and 
bureaucratic demands for “evidence based” 
research and treatment.

Power and possibilities of 
participation
In the theoretic approach adopted in this arti-
cle, power and marginalization are understood 
as embedded in possibilities and limitations 
of existing positions for participation in com-
munities of action. The meanings of power 
and marginalization are situated and objec-
tively existing as well as subjectively lived 
and understood.
 In such a de-centered approach, personal 
perspectives, standpoints, and reasons for ac-
tions of concrete subjects are not sought “in-
side” theoretically individualized subjects, but 
are analyzed through their relations in and to 
the practices they participate in. Subjective 
action possibilities and reasons for action are 
concretely related to the complex, socio/mate-
rial, and subjective organization of connections 
in and between the communities of practice in 
which personal participation takes place.
 A specifi cally interesting point pertaining to 
positioned perspectives, power, and possibili-
ties for participation in the project, concerned 
the representative of the organization of people 
living with HIV. He was the only person in 
the group not working in health-care or so-
cial work, but was a representative of future 
users of a facility (accidentally, the only formal 
representative of an organization). He mostly 
remained silent during group meetings, only 
speaking when asked. He was therefore at this 
point, as well as later, often marginalized in the 
formulation of the questions to be addressed, 
as well as in other decisions. Through this kind 
of marginalization and self-marginalization, 
the infl uence of a non-institutionalized and 
non-bureaucratic perspective and voice was 
weakened.
 Also at an early stage a social-pedagogue 
participated in the group. She was working at 
an HIV hotline. Partially for this reason she 
represented a constellation of perspectives very 
different than the ones promoted by the partici-

49225_outlines 2005 nr1.indd   7349225_outlines 2005 nr1.indd   73 12-08-2005   14:17:1012-08-2005   14:17:10



74
Bodil Pedersen • Marginalization and Power in Living with and Researching Living with HIV

pants working in positions in health-care. The 
three hospital workers had initially agreed on 
the idea of a small collective habitation. The 
representative of people living with HIV had 
not taken a stand on the issue of the goal of the 
project, and the social-pedagogue was very in-
terested in the idea of a hospice. It was an idea 
that all the others opposed, as they regarded 
a hospice as ”the antechamber of death”. The 
social-pedagogue voiced her opinions repeat-
edly. But these were often disregarded in the 
course of decision-making, and she was much 
criticized in her absence. She left the group 
after participating for a short time.
 Thus, the possible perspectives of NGO 
psychosocial support systems, as well as the 
perspectives of people living with HIV, were 
partly marginalized because the dominant per-
spectives in the group were the very differently 
positioned perspectives of hospital workers. 
The generalized perspective of this type of 
medical institution had the prerequisites of 
becoming a very strong voice in the project.
 Moreover, the group was infl uential in 
forming the ”research design” and the prac-
tices involved in it. It was responsible for the 
implementation of the project, functioned as 
reference group for the researcher, who be-
came a member. It was also a group that had 
many of the important connections in the fi eld 
of research. It took initiatives concerning the 
selection of contexts of action included in the 
project, and concerning other aspects of coop-
eration connected to these. The distribution of 
responsibility and power between researcher 
and what was also to be called “the backing-
group” was never quite formalized.
 In this period of the project, we see how 
certain positions have implied the possibility 
of more power in the process of participation 
than others, and through this also more infl u-
ence in shaping the goals, methods, perspec-
tives and future of the project. Members of 
the project-group appeared to be equals, in 
the sense that they participated in it as activ-

ists. None of them were paid for the work 
done in relation to the project, and there were 
no formalized positions of power. In spite of 
this, some participants became very infl uential, 
while others were marginalized almost to the 
point of formal exclusion. Because of these 
processes of marginalization, a health-care 
perspective became dominant partly through 
the sheer power of number of participants.
 In addition, the positivist medical paradigm 
with its tendency to objectifi cation of its users 
as patients instead of an inclusion of their 1. 
person perspectives is constitutive of dominant 
discourses in the health care sector. In spite 
of the activist positions of group members, 
and the NGO status of the project itself, such 
discourses also partially dominated the per-
spectives engendered in many of the group 
discussions and in the decisions taken by its 
members.

Power and marginality across 
contexts
Power in the project-group was mediated 
through the positions of participation mem-
bers held in their job contexts and in politically 
oriented contexts, such as the national organi-
zation of gays and lesbians. Power relegated 
to participants in a community of practice like 
the backing-group, through the intersection 
of their different positions outside the group, 
and that of their possibilities for participation 
in the group, is not always easily identifi able 
as such. Therefore it will often be understood 
psychologically, e.g. as a result of personal 
traits or generalized group dynamics. In the 
common and emerging understandings of why 
some group members were marginalized and 
others held greater power in decision-making 
this played a role.

The infl uence of the medical doctor in the 
group is an example of the meanings of inter-
secting cross-contextuality. He held the posi-
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tion as informal leader of the group. One might 
have thought that being gay would weaken his 
possible infl uence. In other contexts of action 
this might have been the case. To be sexually 
involved with members of one’s own sex is 
often seen as, and experienced as, entailing 
disadvantaged positions of marginalization. In 
this context it had quite a different meaning. 
An organization of gays and lesbians was the 
offi cial applicant for the grant that fi nanced 
the study. The organization was formally re-
sponsible for the implementation of the study. 
The medical doctor was a very well positioned 
member of this specifi c organization. It was 
implicitly in the group and explicitly in his 
position in this organization, that he had the 
possibility of sanctioning decisions and goals 
related to the project. The funding of the study, 
as well as the implementation of a possible 
support facility, were thus dependent on his 
active support. In the intersection of his posi-
tions, being gay meant empowerment, in par-
ticular since the organization had privileged 
positions in the governmental distribution of 
funds for HIV related projects. It constituted a 
lobby concerning political question related to 
policies on HIV. Several of its members had 
been employed as consultants in the national 
department of health. During the course of 
the study the project-group was directly ac-
countable to the organization of gays and les-
bians. The project-group acted as a support to 
the researcher, but also controlled researcher 
activities.
 Furthermore, the nurse and social worker 
had both worked in hospitals for many years. 
Through their participation in these commu-
nities of practice, they were used to having 
to defer to decisions made by their superiors, 
who were medical doctors, and who were often 
men. So in a sense the social structuration 
of the group refl ected the hospital hierarchy. 
Men in this hierarchy are most often found 
in administrative managerial positions and/or 
positions as medical doctors. Positions lower 

in this hierarchy require less education and are 
almost exclusively held by women. In direct 
extension, the representative of people living 
with HIV was in the group, partly positioned 
as a ”patient”, more to be taken care of than 
to be heard. The social pedagogue, an outsider 
to health-care institutions and a woman, was 
completely marginalized. Thus there was a 
general allocation of powerful positions to hos-
pital staff and of marginal positions to others. 
This was strengthened by the fact that the nurse 
and the social worker, although women, held 
infl uential positions on HIV wards on whose 
cooperation the project also depended.
 In this way, negotiations about possible 
positions and the infl uence of different partial 
perspectives and standpoints during the initial 
history of the project are acute examples of 
the meanings of power and marginalization as 
situated in concrete contexts of action and their 
intersections. Possibilities of infl uential partici-
pation in one community of action are often 
related to positions of power in others, and to 
the relative societal power of such communi-
ties. Here they are represented by the medical 
professions, and by their institutionalized prac-
tices and perspectives. But they are also repre-
sented by specifi c historical relations between 
an otherwise relatively marginal organization, 
i.e. the one of gays and lesbians, consultant 
and administrative positions relegated to its 
members, and governmental policies related 
to HIV. And, as the further re-examination of 
the project will show, this kind of intersections 
of positions not only co-determine possible 
participation in a group, the development of 
specifi c perspectives and the use of research 
methodologies. Since they co-determine de-
cisions and thus adopted policies, they also 
co-determine the outcome of a project.
 One could describe the scenario of this fi rst 
period of the project in the following way: A 
group of people, with a complex combina-
tion of positions as professionals as well as 
NGO-activists, with a complexity of partly 
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contradictory interests, intentions and offi cial 
agendas, initiated a project which started out as 
an answer to bureaucratic demands. The group 
formulated and planned the project within this 
framework of practice. Through changes in 
perspectives realized in cooperation with the 
researcher chosen to carry out the study part 
of the project, it was reorganized into a multi-
perspective and participant-oriented research 
project. Consequently, the more NGO- and 
participant-based and research-oriented as-
pects of the plans formed by the group became 
dominant in the methodological approach.
 As such it was the fi rst major turning point 
in the project. But the following account will 
illustrate how the initial and inherent contra-
dictions between a more institutional and bu-
reaucratic oriented approach to the project, and 
a multi-perspective and participant-oriented 
project, will continue to be of importance in 
the understanding of decisions and events.

Gender and power and marginalization
Gendering categories and gendered ways of 
conducting daily life had bearings on the proc-
esses of power and marginalization in the HIV 
project. Haavind (1985), when discussing the 
relative domination of men over women as an 
active mechanism and a gendered aspect of the 
social constitution of practices, points to the 
fact that this is often overlooked or individual-
ized. Ronkainen (Ronkainen 2001) coins the 
term “the rhetoric of genderless gender” to 
name the process in which gender inherent in 
social practices is hidden by a gender-neutral 
rhetoric of individual selves. The categories 
of male and female, as well as of homo- and 
heterosexual, gay and lesbian take on specifi c 
meanings related to the positions of power 
and marginalization held by the categorized 
subjects (Brown 1997, Pedersen 2001). In the 
HIV project situated relations between gays 
and lesbians on the one side and heterosexuals 
on the other, may also be viewed as relations 
of active, although relative, domination, just as 

may the relations between gay men and lesbi-
ans. But the meanings of gender categories as 
well as tacit gendered and gendering ways of 
dealing with positions in different communi-
ties of practice, was at the time neglected in 
the understanding of the development of the 
HIV project. This is often the case in research 
communities (Belenky, Clinchy, Goldberger 
and Tarule 1986, Haavind 2000).
 Questions concerning these meanings will, 
apart from a few exemptions, not be addressed 
in this article. Meanwhile, the few exemptions, 
like the ones mentioned above, suggest that 
they may have had important consequences for 
the ongoing decision-making. I do not propose 
to explore the questions. I simply want to re-
mind us that these are questions that ought to 
be included in research and in the analysis of 
research processes in general, instead of being 
relegated to the exclusivity and marginality of 
gender research. They are questions that con-
cern “the independent integrity” of the world in 
which we conduct our lives and our research, 
as well as our “connectedness with this world” 
(Keller 1987). To include such questions in 
research is necessitated by what Keller calls 
“dynamic objectivity”. But when including 
these questions one must bear in mind that the 
signifi cance of gender categories are mediated 
through gendered and gendering positions and 
practices, as well as co-determined through 
trajectories of participation (Pedersen 2001).

Methodological approaches
Although the HIV project was inspired by 
Participatory Action Research (Foote Whyte 
1991) and the tradition from which Practice 
Research springs (Dreier 1996, Nissen 1995, 
Nissen 2000) it did not follow these approaches 
stringently. One of the reasons was that it 
wasn’t embedded in a collaborating research 
team. Being the only researcher among other 
participants in a process where several stand-
points and interests were represented, and in 
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which different paradigmatic approaches and 
professional procedures were at stake, keeping 
up stringent methodological refl ections and 
strategies was diffi cult, at times even impos-
sible. Furthermore the researcher was fi nanced 
by severely limited project funds, subjected to 
rigid time limits and production demands, as 
well as isolated from the academic research 
community. The preconditions for in-depth 
methodological refl ections were quite limit-
ing1. On the one hand, these and other restraints 
are well known to many researchers employed 
from project to project, making their living 
outside the academic research institutions, and 
are characteristic of much publicly fi nanced 
research and evaluation. On the other hand, 
such problems will be endemic to much Prac-
tice Research. If the notions that practices are 
historical, locally situated and embodied (Lave 
and Wenger 1991) are to be taken seriously 
and used consistently, it means that not only 
individual subjects and the practices that are 
studied, but the whole process of a study will 
depend on and be entwined in possibilities and 
limitations of existing conditions.
 A more mainstream, positivist oriented 
approach, represented by the initial research 
design created by the project-group, requires 
the planning of a well-delimited design. This 
is to be followed strictly through the whole 
study. It de-contextualizes perspectives of all 
participants, and privileges the perspectives 
of researchers. The intention is that results 
are to be objective in the sense that they are 
independent of concrete participating subjects 
(researchers as well as researched subjects) 
and the contexts in which they were engen-
dered. According to this approach, following 
obligatory and standard rules ensures that a 
study fulfi lls the requirements necessary to be 

1   The time at which this study was carried out was another 
reason for ideals in Practice Research not having been 
refl ected and worked with in a consistent way. The ela-
boration of the concepts of Practice Research is of a 
more recent date.

accepted as valid research in the research com-
munities that ascribe to it. But such rules may 
become contradictory in and with a given prac-
tice and may always only be partly realized. 
And research practices and their differently 
positioned participants cannot be understood 
in a de-contextualized de-subjectifi ed fashion. 
They cannot and should not be manipulated 
in a sovereign and objectifying manner by re-
searchers (Montero 2002) according to rules 
inherent to specifi c research approaches, nor 
by other interested parties. This would be at 
the cost of action possibilities of other par-
ticipants, and of the possibilities for obtain-
ing knowledge (Martin 1996). These short-
comings, evident in the initial project design, 
were sought surmounted by adopting a more 
practice-oriented research approach.
 Some of the ideas and intentions involved in 
the present approach to re-searching the HIV 
project consist of what Keller names

“Dynamic objectivity: A form of knowledge that 
grants to the world around us its independent in-
tegrity but does so in a way that remains cognizant 
of, indeed relies on, our (connectedness) with the 
world” (Keller 1987, in Steiner 2000).

These ideas are akin to Practice Research 
in which research processes and the social 
practices being studied are understood as per-
sonal, situated, and concrete. In such an ap-
proach, indications concerning methodology 
are not to be understood as rigid rules. They 
are ideas to be refl ected in relation to each 
concrete research project, and to be turned 
into changeable practices related to its spe-
cifi c conditions. Doing Practice Research, 
then, does not mean rigidly following a pre-
defi ned design.
 Thus, some of the intentions often stated 
in this and similar approaches are: To give 
as much room as possible for different, and 
differently situated perspectives, and for col-
lective refl ection; to facilitate a democratic 
distribution of power in defi ning issues to be 
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researched; to encompass different perspec-
tives, refl ections and research strategies, while 
dealing with the given and changing conditions 
of the practices involved in a given study; to 
describe and analyze the conditions in relation 
to which the studied practices and their prob-
lems evolve and create conditions for practic-
ing subjects. Thus, the paradigmatic approach 
adopted in this article views research itself as 
participation in diverse historical and situ-
ated communities of practice across time and 
space. Research is conducted in and into the 
everyday lives of subjects, and aims at obtain-
ing knowledge from the diverse perspectives 
of all participants. Such research also aims 
at contributing directly to a studied fi eld of 
practices in ways relevant to the participants. 
This is achieved by aiming at broadening pos-
sible scopes of action as well as connected 
perspectives and standpoints, while combining 
research with the development of practices.

A mobile design
The project was from the onset conceived as a 
combination of research and development of 
practices. From this intention followed that 
aspects of practices, and the consequences 
related to changes in practices, were already 
being refl ected and acted on during the fi rst pe-
riod. In spite of this, the members understood 
the entire trajectory as divided into a clearly 
delimited research phase, followed by a just as 
clearly delimited phase of social action. It will 
become apparent why this delimitation could 
not be carried through in practice, and might 
not even have been desirable.
 As suggested above, the fi rst methodologi-
cal intention was to do a survey study among 
potential users of a small collective housing 
project. But the original methodological plan 
was changed.
 Several issues become central in research-
ing the project: One issue is the paradigmatic 
approach used by the researcher, and the ensu-

ing methodological practices during the course 
of the entire project. Another issue concerns 
the use of this paradigmatic approach, in which 
the intentions and understanding of methodo-
logical questions are radically different from 
a more positivist design. These two issues are 
interrelated. But let me start with the second.
 The researcher had argued that certain ques-
tions and methods excluded from the origi-
nal design could become important aspects in 
furthering the possibilities of obtaining funds 
for a potential support facility. Pointing to the 
chances of realizing an alternative to hospitali-
zation was of course a very powerful argument, 
since the main reason given for initiating a 
study and developing knowledge of this fi eld 
was an a priori assumption that such a need 
existed.
 It was unusual that the organization of a 
support facility was preceded by a study. The 
project would illuminate some of the problems 
to which an eventual support facility might be 
an answer. A preliminary study was especially 
interesting in the case of a project on living 
with HIV, since the problems of living with 
HIV seemed to be connected to both the medi-
cal and the psychosocial sector, as well as to 
the relations between them. Thus, research in 
this fi eld might eventually have implications 
far beyond questions pertaining to living with 
HIV.
 A thorough and multi-perspective oriented 
study may obtain publicity, which was impor-
tant for the further process of the project. It 
represented a unique chance to map some of 
the connections between health-care problems 
and psychosocial problems in living with HIV, 
and therefore to speak with greater authority on 
this question, as well as to generate knowledge 
that might benefi t other possible initiatives.
 So little was known of the fi eld that it would 
be almost impossible to construct a meaningful 
survey, even disregarding problems concern-
ing the kind of knowledge obtained with this 
method and its possible usefulness in rela-
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tion to the aims involved in the study (Dan-
ziger 1990 and 1997, Martin 1996, Ronkainen 
1998).
 If numerical results of surveys are usually 
effective in a political struggle for develop-
ment in the health and social sectors, so are 
“real life” stories. Almost no such narratives 
had yet been voiced publicly. So doing re-
search where presenting fi rst person perspec-
tives on and descriptions of living with HIV, 
seemed to make good strategic – as well as 
methodological – sense.
 There were more reasons than these for why 
the proposals of the researcher became pow-
erful in decisions taken by the project-group. 
The proposals related themselves to contradic-
tory aspects of discourses on, and practices in 
research, that were current in the medically ori-
ented paradigm, as well as in the psycho-social 
paradigm. In the end, the study was carried out 
as a combination of in-depth interviews and 
participation in relevant contexts, and a survey. 
Thus the proposals connected to perspectives 
held by all members of the backing-group were 
put into practice, and for a while made a par-
tially shared perspective possible.
 The other central issue mentioned above 
cannot be discussed independently of these 
arguments. As has become evident, most of the 
arguments for overruling the exclusivity of the 
survey method in this study were of a political, 
ethical or other nature, and not what is usually 
conceived of as scientifi c and methodological. 
Montero discusses how ethics and politics can 
and must be drawn out of the shadows in a 
revision of the paradigmatic foundations of 
psychological theories (Montero 2002). The 
claim in this article is that, when doing studies 
in social- and medical practices, these aspects 
of research are inseparable and in many ways 
constitute each other. The aim therefore cannot 
be to try to separate them, so to speak by force, 
but must be to understand in which ways they 
are interrelated, and therefore constitutive of 
each other. The methodological approach and 

procedures must consequently be a mobile, 
fl exible, and refl ected course of action deal-
ing with the concrete situated practices and 
problems at hand. They should not follow rules 
which exclude possibilities for cooperation 
and the co-generation of knowledge. Some of 
the following examples from the project will 
illustrate this point further.

Cooperation in a fi eld of 
confl icting interests
As mentioned above, the project touched on 
many interrelated, differently positioned, con-
tradictory interests and perspectives in col-
laborative practices, and was itself an active 
part in these. Most of the cooperative relations 
which the researcher and the project-group 
participated in, were highly fragile, although 
not all voices in the fi eld could be considered 
inherently fragile. This was the background 
for the necessity of differentiating the ways 
of studying it. It suggests that the more con-
tradictory the studied practices are, the more 
it becomes necessary that researchers, in order 
to capture different perspectives, cooperate in 
fl exible ways with agents in the fi eld.
 Issues pertaining to HIV and AIDS were 
then controversial and of a quite recent date. 
Sexuality and lifestyles, especially questions 
concerning men having sex with men, were 
focal points. Another issue was the not quite 
recognized contradictory interests between the 
medical community and the psychosocial com-
munity, as well as the ensuing battles for pow-
erful positions within and between these. Yet 
another issue was the contradictory perspec-
tives represented by NGOs (among which were 
organizations of users of the public systems), 
governmental and more local public institu-
tions. Contradictions in perspectives and inter-
ests were accentuated because the aim of the 
project was to detect problems in the support 
systems, and to point at alternative possibilities 
for support. Apart from making weaknesses in 
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existing institutions visible, this would mean 
receiving some of the limited funds earmarked 
for prevention and care concerning HIV and 
AIDS, e.g. competing with other agents. In 
this sense all relations established in order 
to implement the project were fragile, just as 
was the case of cooperative efforts organized 
in relation to one of the major HIV wards.
 It was agreed that interviews with patients, 
participatory observations and a survey were 
to be carried out here. But these were not car-
ried out. The reasons for this were multiple 
and interwoven. At fi rst it seemed motivated 
by a newspaper interview that had been author-
ized by persons working on the ward. In this 
interview, the researcher had presented the 
project. But its headline, authored by the edi-
tor, had described all people living with HIV 
as helpless victims. The head of the ward made 
the project-group responsible for this. Later it 
turned out that there was a confl ict of interest 
within the ward. It was rooted in the efforts 
of powerfully positioned employees to obtain 
funds for another support system. The people 
behind this project saw other initiatives, and 
especially the one in question here, as compe-
tition for recognition and funds. As such, the 
project seemed to be a possible threat to their 
own project, and ultimately to the prestige and 
funding of their ward.
 Competition for recognition, e.g. for infl u-
ence and necessary funds, turned out to be en-
demic to, and a constant threat to, cooperative 
relations during the development of the project. 
The HIV epidemic had caused the release of 
large amounts of funds for research and new 
support systems. But the fi eld was already in 
need of funding and highly competitive. It 
was one in which individual projects and their 
participants were struggling for recognition, 
career trajectories, and sometimes for sheer 
survival. Axel (2002) points to cooperation 
in communities of practice as being confl ict-
ing, and to these confl icts as being necessary 
preconditions for change and development, 

although they may also inhibit development. 
This also goes for cooperation between differ-
ently positioned participants in Practice Re-
search and related projects. It is and must be a 
continuous concern in these kinds of studies.

Fragile perspectives and 
voices
The perspectives of gay men were, at the onset 
of the project, seen as the most fragile per-
spectives. At the time they represented the 
vast majority of people living with HIV. The 
voices were seen as fragile in that they were 
perspectives of people understood as weakened 
by disease, and discriminated against like any-
body living with HIV. The resulting expecta-
tion was that it would be diffi cult to obtain 
contact with such participants, and sometimes 
even that one should refrain from trying to ask 
them to participate. But they were important 
voices because the intention of the project was 
to capture fi rst-person perspectives on social 
problems in living with HIV.
 Additionally, the question of gay men arose 
as a third issue in cooperative confl icts with the 
HIV ward mentioned earlier. It turned out that 
a central fi gure at this ward considered these 
men and their organizations as a threat to his 
work with HIV. He was quoted voicing his 
perspective in the following way at a meeting 
with funding authorities: ”No money should 
be given to a residential facility. Gay men have 
already received enough”. A ”residential facil-
ity”, would not have been open exclusively to 
gay men. But the remark mirrored a prevalent 
view, namely that HIV was a homosexual 
disease, and that the organizations of gays and 
lesbians were much too powerful in the strug-
gle for funding.
 The remark also illustrates a further issue 
that was sometimes overlooked by the re-
searcher of the HIV project. Its implications 
were most often outside the sphere of par-
ticipation and infl uence of the researcher, as 
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well as of the backing-group, and of others 
supporting the project. The remark illustrates, 
like the position of the medical doctor in the 
project-group, that voices are often privileged 
across contexts. Powerful positions in political 
contexts and/or in the medical sector created 
possibilities of infl uence in most of the relevant 
contexts of action of the fi eld of the project. 
People holding such positions were and are 
in general not only especially infl uential in 
their primary positions. Their voices become 
privileged within more and broader fi elds of 
practice. They may marginalize and even si-
lence relevant voices and interests connected 
to positions that are less central in the specifi c 
fi eld of practice or in other fi elds.
 Reversely, the project also showed that 
many people involved in work related to HIV, 
and hospital staff specifi cally, often experi-
enced themselves as marginalized when faced 
with an active group of people/patients. They 
were not used to having to negotiate with such 
groups. The relative power involved in their 
usual possibilities for participation was being 
questioned through the voicing and collective 
actions pertaining to living with HIV, and re-
lating sexually to other men. Projects that were 
not explicitly and exclusively aimed at other 
groups were perceived as being exclusively 
for homosexuals. This problem shows how 
the experience of marginalization is related to 
the positions of various participants, in relation 
to the shared objects of action, and as such 
also to their positions in relation to research 
projects.
 How to deal with one’s position is often 
a pressing question for people having sexual 
relationships with members of their own sex. 
During this study it implied a very pertinent 
methodological issue. Having to interview hos-
pital staff, people living with HIV, NGO per-
sonnel, and others, the researcher, being open 
about being a participant in the gay and lesbian 
communities, made a difference. She expe-
rienced that introducing herself as a knowl-

edgeable participant to gay men co-created an 
interview context that allowed many themes 
to be talked about which would otherwise not 
have been talked about. Having experienced 
discrimination within as well as outside hos-
pitals, these men were cautious about whom 
they spoke to about what. Often, their perspec-
tives on being gay and living with HIV were 
something they only wished to discuss with 
members of the gay and lesbian community, 
and they felt that only these would be able 
understand and sympathize with it.
 Similarly, discriminatory generalizations 
about “homosexual men”, voiced by hospital 
staff and others, would have remained unspo-
ken had they known about the participation 
of the researcher in the gay and lesbian com-
munities. But the knowledge about different 
perspectives and confl icting practices, due 
partially to the gay and lesbian/heterosexual 
controversies, and obtained through this sub-
terfuge, was of great importance in under-
standing the issues and problems involved in 
creating alternatives to hospitalization. The 
notions and ideals of democratic participation 
and transparency implied in Practice Research 
were challenged by the manipulations implied 
in this selective use of strategies of transpar-
ency as opposed to passing as heterosexual. 
But demands for or unquestioned ideals of 
transparency in a research process such as 
this one presumes that all participants have 
equal access to participation e.g. to power. 
Discussions of ethics in psychosocial studies 
are rarely concerned with this problem.
 An example of the necessity of awareness 
of the meanings of marginalization and of con-
sciously choosing research strategies inclusive 
of these meanings (as well as in the planning 
of a prospective support facility), especially 
on the part of the researcher, was that for 
people living with HIV to use a residential 
arrangement placed in a rural area was more 
or less out of the question. Outside of very 
few major cities, the marginalization of both 
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people living with HIV and of gay men, was 
simply too consistent. Another example was 
that taking up residence in an accommodation 
for people living with HIV was not seen as an 
option at all by most heterosexual men, since 
it seemed equivalent to being stigmatized as 
a homosexual.

Access to knowledge
“Invisibility” related to the marginalization of 
people of the gay community living with HIV 
actualized the question of access to knowledge 
during the course of the project. It was related 
to researching everyday lives and took on vary-
ing meanings in the research process itself.
 In the paradigmatic approaches represented 
in this article, when you plan to illuminate cer-
tain aspects of a research question, you usually 
choose to observe, interview and participate in 
other ways in the practices of people that you 
assume can co-create the most relevant know-
ledge. This means that you try to cooperate 
with persons and combinations of persons who 
have different partial perspectives, and which 
you expect will give you the best possible in-
sight into the fi eld. Depending on the object of 
the study, the researcher will have more or less 
infl uence on the selection of whom to cooper-
ate with. In some cases like this one, where 
many possible participants could be said to 
choose “invisibility”, this aspect of control of 
the selection of participants is almost impos-
sible. Many participants were not open about 
being gay, nor were they open about living 
with HIV and AIDS, nor about being their 
relatives. Actually, problems of “invisibility” 
in this study point to the more general fact 
that the idea, that researchers have the power 
to single-handedly select their collaborators 
according to specifi c rules, and are able to ob-
tain total control over their roads of access to 
knowledge, is a megalomaniac fantasy. It is a 
goal left over from positivist rules of research 

design. The idea that only the knowledge ob-
tained through the design controlled by the 
researcher alone, the data gathered through the 
implementation of this design and evaluated 
solely by researchers, is valid, is connected to 
this approach to psychosocial studies.
 The process of working with HIV clari-
fi ed how little control one had and most often 
has. Simultaneously this provided important 
knowledge on living with HIV. “Invisibility” 
was active in different ways. In order to in-
terview people living with HIV, connections 
were obtained through people who were in 
daily contact with them. These were hospital 
staff, activists from NGOs, or friends. Even 
though the backing-group had many such con-
tacts, potential cooperators were reluctant. This 
reluctance, not exclusively based on fear of 
discrimination, was even active in the moti-
vation of the people who had the possibilities 
of recruiting them. Many nurses were very 
worried about asking patients. They thought 
it might jeopardize their relationships with 
them, also that they were too physically ill, 
too psychologically fragile. They did not want 
to intrude upon their privacy, including outing 
them, by asking for their participation. All this 
obviously refl ected the specifi c positions of re-
sponsibility for care that nurses have in relation 
to “their patients” as they often called them. 
The consequence of “invisibility” was that 
interviewees were initially “selected” solely 
because it was possible to obtain contact with 
them.
 But the possibilities of achieving contact 
augmented. Rumors about the project spread. 
One of the rumors was that this was the fi rst 
study that was actually relevant for people liv-
ing with HIV, since it was aimed at including 
their own perspectives and at creating new 
living and care facilities. Much research was 
being done in the fi eld, but the study uncovered 
that very little seemed meaningful to people 
living with HIV. Thus the initial lack of en-
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thusiasm towards participation was not only 
due to the wish for “invisibility”, as it had 
been assumed. The above mentioned hospital 
ward withdrew from cooperation for reasons 
that were not necessarily in the best interest of 
the patients. But the patients themselves, in-
formed through other channels, became gradu-
ally more and more active in contacting the 
project, involved in participation, and, as a re-
sult, in shaping the project and its outcomes.
 The recruiting of participants in a study 
is closely connected to the question of rel-
evance with regard to positioned interests in 
pos sible outcomes of a study. Concrete aspects 
of recruiting possibilities and processes are in 
themselves sources of information that form a 
relevant part of any analysis i.e. reveal over-
arching historical dynamics.
 In the case of the HIV project they illumi-
nated differences in the perspectives and in-
terests between some hospital employees and 
many of the potential users. People employed 
in institutions like the health-care sector had 
diffi culties seeing the need for other kinds of 
support than the one the health-care institu-
tions offered. Some were even against the 
implementation of other facilities for fear of 
competition for the limited funds. Recruiting 
conditions in this case meant that mainly the 
hospital wards and employees sympathetic to 
and interested in the creation of new support 
systems and gay men acted as informants. 
Thus, many of the results of the study were 
characterized not primarily by systems/bu-
reaucratic perspectives, but by perspectives 
representing concrete lived problems of being 
HIV-positive. The evolving methodology of 
the project had also allowed for this, both in 
what concerned the mobility of the design, 
allowing subjects with marginalized voices to 
be heard, and through the ways in which they 
were interviewed and cooperated with.

Positioned perspectives 
on a report

In the following I will exemplify how some 
of the different ways the issues described in 
the project report were understood by differ-
ently positioned agents in the fi eld. Knowledge 
about this was obtained through informal con-
versations with different agents throughout the 
whole process of working with the project, e.g. 
through presence at one of the major hospital 
wards, participation in the gay community, 
and contacts with other interest groups, as 
well as through more formal talks related to 
being a member of relevant committees and 
networks. Furthermore, the project report was 
sent for comments to all interviewees and other 
key persons. This knowledge is illustrative 
of the contradictory perspectives participants 
held. They were connected to their relatively 
central and powerful or relatively marginal 
positions in relation to the project and to the 
fi elds of practice as such. This knowledge also 
touches on the issues of democracy versus 
bureaucracy.
 The report described and analyzed the prob-
lems, needs and wishes of possible users of 
new support systems, some of which were resi-
dential, others not. Apart from people living 
with HIV and their organizations, this descrip-
tion had included voices of employees from 
the public health and social services, as well 
as NGOs, relatives and friends. The question 
of the need for new support systems, and for 
which kinds, was central to all chapters of the 
report. But each chapter sought to discuss the 
matter from the perspectives of the different 
positions in the communities of practice related 
to living with HIV.
 Noteworthy was that the chapter describ-
ing the perspectives and standpoints of rela-
tives (biological families) and friends was the 
shortest. It was also the one most criticized 
by the informants themselves. Especially the 
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biological families (parents and siblings) were 
poorly represented. Obtaining contact with 
them had been very diffi cult. Most were liv-
ing “invisibly” in what connected them to 
HIV. Some had no contact with their sons and 
daughters, brothers and sisters, many in a state 
of helpless grief, and some had wide-ranging 
responsibilities and tasks related to the illness 
of their relatives. In addition, there was almost 
no organized help available to them.
 Relatives are often overlooked in health 
and social systems, in this case more so than 
in most, because of the stigmatizing character 
of the disease. The negligence in representing 
the perspectives of this group was refl ected 
in the place they were given in the research 
process and in the report. Several biological 
relatives also criticized that their own problems 
and needs for support were poorly understood 
within as well as outside the report.
 However, one group of “relatives” was well 
represented. It was the gay and lesbian friends 
and lovers of people living with HIV. But there 
was lack of clarity about the meanings of the 
concepts of ”relatives and family” for many 
gays and lesbians. They were often constituted 
by their relationships in the gay community.
 Additionally, to say that they were well 
represented, is a statement in need of modifi -
cation. Their voiced perspectives were often 
intersected with otherwise positioned aspects 
of voices because several perspectives were 
represented by one person. Many were living 
with HIV as well as having lovers and friends 
who were also HIV-positive, were active in an 
NGO and/or working in the public health sys-
tems. Which perspectives they were actually 
voicing became unclear. This was not taken 
into account in the analysis. So the meanings 
of perspectives generated by being participants 
with many different positions across contexts 
of action, e.g. the meanings generated by what 
could be called “intersectionality”, were not 
analyzed precisely enough. This is an example 
of a research issue mentioned above: the con-

sequences of perspectives and therefore voices 
being developed across contexts. These voices 
and aspects of them may be privileged across 
contexts.
 Re-examining the perspectives, it seems 
that this kind of intersectionality often resulted 
in voices critical of the established institutions, 
and pointing to the necessity for changing and 
broadening support systems. There seemed to 
be a tendency for the aspects of voices that 
were developed through participation in the 
conduct of everyday life with HIV, to question 
or even overrule the generalized institutional 
aspects of perspectives that they might other-
wise have represented. This is an interesting 
example of how personal perspectives are de-
veloped across contexts. Personal experience 
in the conduct of everyday life may contribute 
to modify or even overrule aspects of acquired 
and otherwise more powerful generalized per-
spectives. Here a participant oriented and rela-
tive democratic perspective was developed 
at the cost of the more institutionalized and 
bureaucratic one. Thus, the participant per-
spective again seems well-represented in the 
project and the report.

The responses of the medical community to the 
report were complex. Some medical research-
ers tried to invalidate the conclusions. They 
argued that the methodology employed was 
not scientifi cally correct, as it did not fulfi ll the 
criteria of positivist conceptions of objectiv-
ity. This argument was related to different, but 
subjective, ways of dealing with competition 
inherent in the character of existing and lim-
ited possibilities for career trajectories within 
the medical establishment. Other parts of the 
medical community used the report in educa-
tional programs, and even others suggested 
continued research along the same lines and 
supported its recommendations. That these 
uses seemingly expressed an opposition to 
the mainstream perspectives on science within 
the medical establishment does not mean that 
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they were not also related to the opportunities 
situated there. But many doctors, nurses and 
other hospital staff were, because of their co-
operation with people living with HIV or for 
other reasons in their personal life trajectories, 
genuinely interested in and actively engaged 
in furthering non-medical support systems. 
The limitations of the structuration, goals and 
routines of hospital communities often made 
them feel helpless in their very efforts to be 
of help to patients.
 It should be added that the organizational 
gap in cooperation between the social sec-
tor and the health-care sector was highlighted 
through confl icts concerning initiatives to-
wards practical change suggested by know-
ledge obtained through the study. Competition 
between the sectors for infl uence, funding and 
possible career trajectories was related to tak-
ing part in new initiatives. For this and other 
reasons, cooperation was fraught with pos-
sible confl icts of perspectives and interests. 
Although answers to the problems described 
in the report involved both sectors, no one 
suggested cooperation between them.
 This was the second important turning point 
in what can be seen as the confl ict between 
democratic and participant oriented tenden-
cies, and institution oriented and bureaucratic 
tendencies in the project. From being a center 
of attention in both sectors, the work of the 
project-group as well as the initiatives sug-
gested by the report were often marginalized in 
ensuing debates. It was partly a consequence of 
the knowledge presented in the report, favor-
ing perspectives of marginalized participants 
such as less powerful hospital workers, NGO 
members, individual people living with HIV, 
and their families. But it was equally a conse-
quence of contradictions between the presented 
knowledge and the intersecting cross-contex-
tual aspects of interests of powerful bureau-
cratic positions and personal perspectives.
 To start signifi cant initiatives in the proc-
ess of changing the support system of people 

living with HIV, the group then had to rely on 
its own resources and to look for allies outside 
the established institutional worlds.

Creating a support facility
The project – with its mobile design – in-
volved uncovering many diverse and hitherto 
not formulated aspects of living with HIV. 
Thus it broadened the range of knowledge 
about possible practices of living with HIV. 
It also broadened the views on different new 
and necessary support networks. Moreover, 
the project implied and entailed social action 
in creating preconditions for the implementa-
tion of suggestions presented by the study. As 
a result, a facility was established. This was 
to become a third turning point in the confl ict 
between democratic, participant oriented ten-
dencies and institution oriented and bureau-
cratic tendencies.
 The facility was at fi rst conceived as a reali-
zation of the ideas suggested by the study. The 
house in question was to be a center for many 
forms of support, recreational, and political 
activities, in which its inhabitants as well as 
others, in the different communities of practice 
relating to the epidemic may participate.
 The importance of organizing a support 
facility with infl uence delegated to all inter-
ested parties was clear, since the intention was 
the empowerment of people living with HIV. 
Therefore one idea was to organize a board of 
trustees, in which the interested parties were 
all represented. Also, because of the possible 
reduction of control over one’s concerns often 
implied in the exclusive focus on care, care 
was not to be the only or even central focus. 
The facility was to offer as diverse possibili-
ties for empowering the process of living with 
HIV as the perspectives presented in the study 
had indicated. Central to this was that there 
were to be very few rules and regulations, but 
many possibilities for and support of self-de-
termination. Organizing the facility was a long 
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and complex activity with many contradic-
tory interests at play and ensuing confl icts, in 
which power and marginalization, already at 
work through the whole project, became more 
prominent.
 As an example, before the facility itself 
was initiated, there were confl icts within the 
backing-group which resulted in the leaving 
of the current and second representative of 
the organization of people living with HIV. 
His clearly voiced opinion had been that the 
practices of the project should be empower-
ment-oriented. He did not think that the group 
in the process of establishing the facility was 
including his standpoints. Care-oriented and 
institution-based and -oriented perspectives 
where becoming more predominant, as con-
crete plans for a facility and its implementa-
tion were becoming the main activity of the 
group. Here practices that were well known to 
the hospital employees were in focus. In the 
confl icts of the decision-making process, their 
positions of relative power in other contexts 
became more infl uential than earlier, when 
there were less confl icts.
 Needs of potential users of a facility, as 
well as the results of a study, can be interpreted 
in different ways, depending on whose posi-
tions and personal perspectives they are seen 
from. Personal perspectives and standpoints 
developed within these evolve through per-
sonal trajectories of participation in different 
contexts of action across time and space. The 
standpoints here and elsewhere represent per-
sonal ways of dealing with personal and posi-
tioned perspectives, possibilities, limitations 
and contradictions, and ones own concerns in 
these trajectories (Dreier 1997, 1999). These 
contexts may seem separate, but they are in 
fact connected in two ways. The fi rst way is 
that they, as a whole, make up the trajectory of 
the individual subject. The second is that these 
seemingly separate contexts, are local and in-
terconnected communities of practices inte-
grated in overarching structurations of society. 

They are as such related to the structurations of 
these practices. In order to be able coordinate 
and direct her or his actions in and through the 
diverse communities of practice, the subject 
develops a generalized personal standpoint 
as an aspect of his or her participation. This 
became apparent when a new representative 
of the organization of people living with HIV 
joined the group.

Marginalization of 
perspectives
Through the marginalization of the existing 
representative of people living with HIV, their 
general marginalization was enhanced in the 
group. The new representative was someone 
with a much more institution-oriented and bu-
reaucratic standpoint. This might have been 
related to the activist organizations becoming 
more established. But it may also have been 
related to differences in employment back-
ground, as well as in personal experiences 
with the progression of the disease, of the 
two consecutive representatives. The latter 
had a tendency not to identify with possible 
users of a facility, but to categorize them as 
patients to be subjected to care, excluding 
himself from this category. This smoothed his 
cooperation with the eventually elected board 
of trusties, of which he became a member. His 
standpoints did in essence not vary much from 
theirs, mainly representing institutionalized 
perspectives. There had been competition for 
the limited seats on this board. The members 
turned out to be the more institution- and bu-
reaucracy-oriented of the candidates. Possi-
bly partly because representatives of activist 
organizations, unaccustomed to and often not 
interested in bureaucratic positions of power, 
had not realized the importance of membership 
and had not competed for it.
 I will point to a few more eloquent facts 
concerning marginalization of the participant-
oriented perspectives and practices related to 
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the cross-contextual meanings of positions of 
power.
 An employee of the HIV ward which had 
stopped cooperating with the project-group 
during the “research period” obtained an im-
portant position on the board of trustees. Most 
important decisions relating to the everyday 
practices of the facility were relegated to, and 
effectuated by, the board of trustees. It was 
also the administrative body that hired em-
ployees and activists, and decided on who 
was to be referred to the facility and on what 
grounds. Many people admitted were patients 
of the above-mentioned ward, often people 
very much in need of basic physical care. In 
complete opposition to the initial plans, the 
focus of everyday practices bore resemblances 
to those of a nursing home. The organization 
of the facility refl ected the classical hierarchy 
of many medical systems supplemented with 
volunteers. Its daily routines were organized 
around the care of relatively disabled patients. 
These were by then the main target group of 
the facility, and were left little to say about 
how the place was run.
 Subsequently, many potential users of the 
facility, who had supported its realization, and 
had been in favor of a multi-activity center, re-
fused to use it. Some even withdrew their sup-
port offi cially. Many activists did the same.
 Pursuing the concept of “dynamic objec-
tivity” (Keller 1987) doing research means 
participating in, and tracing and following 
processes of cooperation that are most often 
not regarded as relevant aspects of research 
endeavors. Actually, in most psychosocial 
research, they are more or less consciously 
excluded, even at times for the purpose of 
what is regarded as a necessary scientifi c ob-
jectivity.
 In this project, confl icts between different 
communities of practice within the fi eld partly 
hidden during previous processes fl ared up 
during the implementation of the results of the 
study. Visibility of differences and contradic-

tory practices, which from the start had been 
endemic to the project, were consequently 
enhanced. These were crucial for the under-
standing of the contexts that were being stud-
ied. Important aspects of researched practices 
often only become visible in and through the 
changing of these practices.
 In the HIV project, lack of knowledge about 
and understanding of perspectives and con-
duct of daily lives of potential users resulted 
in the implementation of a facility that was 
only directed at a minor part of the commu-
nity whose wishes it was meant to address. 
The facility created was no real alternative to 
institutionalized support facilities. It ended up 
being in many ways indistinguishable from 
other bureaucratically conceived facilities. As 
re-searching the HIV project indicates, the rea-
sons for this are to be found in the ways socio-
political systems have a tendency to reproduce 
themselves. Positions of power in communities 
of practice organized by overarching aspects of 
society, and the personal perspectives, stand-
points and trajectories developed as aspects of 
participation in these communities, contribute 
to this.

Final remarks
Many diversely positioned participants in the 
project represented different and seemingly 
 con tradictory aspects of generalized per-
spectives and standpoints. This multiplicity 
involv ed con tra dictory agendas and strate-
gies linked to and developed through societal 
conditions for participation. It contributed to 
shaping the scopes of action of people liv-
ing with HIV, as well the different activities 
aimed at supporting them. One example of 
this are the relations between professionals, 
professions and institutions within the health 
and the social sectors. Because of the lim-
ited fi nancial possibilities in the fi eld, they 
were in competition for funding, recognition, 
and career positions. They conducted their 

49225_outlines 2005 nr1.indd   8749225_outlines 2005 nr1.indd   87 12-08-2005   14:17:1212-08-2005   14:17:12



88
Bodil Pedersen • Marginalization and Power in Living with and Researching Living with HIV

respective research and support projects with 
disconnected, (blindly) situated perspectives 
and confl icting paradigms. The lives of people 
living with HIV were conducted – although 
full of contradictions and confl icts – as con-
tinuous trajectories, while the institutions and 
other more powerful agents co-created separate 
contexts and perspectives pertaining to their 
lives (Højholt 2001).
 Cooperation concerning research, new 
projects, and social action became a driving 
force behind the development of communi-
ties of practice. But because of confl icts of 
interests, positioned power, and processes of 
marginalization inherent in the fi eld, neces-
sary cooperation also inhibited possibilities 
for development. Production of knowledge in 
the universities was hardly included at all and 
neither was there any cooperation between the 
backing-group, the researcher and university 
researchers. Researchers mainly worked in 
separate communities; this characterizes much 
development research and many evaluation 
projects, to the detriment of research in the 
separate research communities.
 In the HIV project, marginalization took on 
diverse, and, from a researcher’s perspective, 
unexpected shapes. It was active in differ-
ent seemingly independent life trajectories of 
people living with HIV, professionals, activ-
ists, friends and relatives. Some of the margin-
alization processes seemed to be connected to 
the double marginalization of gay men and of 
living with HIV. But the different meanings 
of these aspects of marginalization were me-
diated through positions of power in different 
professions, institutions, and their related re-
search possibilities. Fragile voices and fragile 
cooperative relations became powerful, and 
some more marginalized. Some powerfully 
positioned voices became more powerful, and 
some were experienced as more marginalized, 
because of changes in the sharing of infl uence 
with people who formerly were almost without 
infl uence.

 The project, with its fi rst-person focus on 
people living with HIV at the expense of struc-
turations that are constitutive in the processes 
of their disempowerment, may as such have 
contributed to their marginalization. The even-
tual support facility, although an opportunity 
for some people, certainly showed tendencies 
of this kind. The fi rst turning point of the 
project, the decision of employing a researcher 
who would use a multiple-perspective method 
and a grounded methodology in researching 
the fi eld, pointed in the direction of a project 
that would be democratic and encompass the 
perspectives and needs of future users. At the 
second turning point, the reception of the par-
ticipant-oriented conclusion of the report made 
the implementation of a democratic project dif-
fi cult. The third turning point, the appointment 
of members of the board of trusties, ended the 
development of a primarily democratic project 
and resulted in the implementation of a more 
bureaucratic facility. A tendency which, in 
many and intersecting ways, was related to 
societal processes in the fi eld, such as the bu-
reaucratization of medical and social support 
systems and the interests and perspectives de-
veloped through participating in them.
 A noteworthy point is that contradictory 
contextual processes, personal perspectives 
and standpoints, goals and strategies also had 
complex consequences for the possible posi-
tions of the researcher, for the meanings of 
these positions, and for her methodological 
choices. These positions and choices needed to 
be mobile in order to obtain ”dynamic objec-
tivity” and as much knowledge as possible.
 The related considerations were only partly 
included in the published report. Much of what 
is written here, and of what has been left out, 
would at the time obviously have created ob-
stacles for the project as well as ethical prob-
lems. But this means that much knowledge that 
was and is relevant was not made accessible, 
which hampered the possibilities of working 
with dynamic objectivity. It raises the ques-
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tion of how it is possible to conceptualize 
excluded aspects of engendered knowledge 
without endangering participatory possibili-
ties of individuals and of whole communities 
of practice.
 Summing up, I want to emphasize that this 
text was not intended as a criticism of any 
single participants in the project or in the co-
operation with it. Much rather, my intention 
has been to demonstrate how the perspectives 
and actions of individuals were, although per-
sonal, not simply individual. They were shaped 
as part of participating in and from different 
positions in institutions and other contexts 
such as NGOs. They were ways of dealing 
with the project that were co-determined by 
socio-political aspects of different positions of 
participation and the intersections of these.
 In practice there are many situated and in-
terrelating reasons for why we are rarely alert 
to the consequences this has for research. One 
is that it is a process of co-determination that 
is not easily noticeable; it is not directly iden-
tifi able and understandable in a given context. 
As such, it is mostly at play behind our backs. 
A second reason is the psychologisation (Al-
varez-Uria 2004) of personal perspectives and 
interpersonal relations, which entails that we 
individualize complex historical and collec-
tive processes. A third reason is constituted 
by dominant discourses of the possible and 
necessary neutrality of research and research-
ers. This might engender blindness to the con-
sequences of these processes for the develop-
ment of a study, its conclusions and implicit 
recommendations.
 Re-searching the HIV project illustrates how 
situated personal perspectives, standpoints, and 
strategies of participation contribute to choices 
of and developments in research practices. 
Presented conclusions and recommendations 
of a research report and the marginalization of 
others are not context-independent either. It 
is attempted to overcome this dependence by 
the instatement and use of rules and designs 

of the positivist paradigm. They are thought 
to insure the neutrality of researcher and re-
search results. The same goes for the many 
research strategies which with kindred inten-
tions borrow aspects of its methodology. They 
imply (intentional) de-contextualization and 
objectifi cation of the research subject(s). It 
is rarely taken into consideration in reporting 
on studies. But from this follows that aspects 
of importance in the understanding of a fi eld, 
such as the relations between intentionality 
of subjects involved and their conditions of 
participation, are excluded from research.
 Research practices aiming at understanding 
the implications of the constitutional character 
of their subject(s) has to include such aspects 
instead of attempting to overcome them. In 
the HIV project, the possible meanings of the 
socio-political processes of double margin-
alization of many gay men, as gay and as 
patients, for the outcome of the project were 
partly disregarded. The possibilities of analys-
ing the meanings of these and other relevant 
socio-political processes of power and mar-
ginalization, and of creating a democratically 
organized support facility, would have been 
greater, if from the start they had been more 
intentionally included in the study.
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