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1. Introduction
In the last few decades many sexual and gender identities have emerged, which can be seen in the

growing acronym which encompasses these groups — LGBT+ and LGBTQIA being two common variants.
Asexuality is one such emerging sexual orientation, that has only recently been recognized as a sexual
identity in its own right. Even concerning the afore mentioned acronym there are still diverging opinions
on whether the A stands for asexuality or for allies.? Asexuality is most often defined as encompassing
people who do not (or rarely) experience sexual attraction (The Asexual Visibility & Education Network,
2001-2012a). Related to this exists aromanticism, which is defined respectively as experiencing little or
no romantic attraction towards other people. Both orientations exist on separate spectra, which feature
several sub-categories. People may for example identify as either asexual, grey-asexual, and/or
aromantic, demiromantic, or any of the other subcategories that exist on the ace/aro-spectrum?.

The emergence of asexuality is inherently linked to the affordances of the Internet and is most often
traced back to AVEN (The Asexual Visibility & Education Network, 2001-2012a) - an Internet forum that
has allowed for the formation of a community around this recent emergent sexual identity. In the
interviews it will be shown that the main reason for this is, that finding other people identifying as
asexual in real life is difficult, because there are not many and they are not easily identifiably by their
looks or habits. Spaces for marginalized groups, be they united by a sexual orientation (Scherrer, 2008)
or an emergent illness (Dumit, 2006), are often found on the Internet. Forums, blogs and message
boards are spaces where communities are built and knowledge about them is produced. The Asexuality
Visibility and Education Network (AVEN) is the most well-known virtual community for asexuals and
offers them the language and the space to define their identity (Scherrer, 2008).

Asexuality, as all sexualities, is rooted in its cultural and historical context. While asexual practices have
existed before, ‘the asexual’ as a kind of person did not exist. Science, asexually identified individuals,
and media are equal contributors to what asexuality is today (Przybylo, 2015). Asexuality as a new sexual
identity, that can be seen as still emerging and contested, is under constant negotiation (Scherrer, 2008).
People identifying as asexual can be described as both ‘objects’ of scientific knowledge, and as

consciously engaging with and challenging scientific research.

! Due to the contested nature of asexuality as a valid sexual orientation, which is an often occurring factor in this
thesis, | want to stress that asexuality and aromanticism are existing and valid identities, and treated as such in this
research.

2 Going forward, this thesis will most often use the term ‘asexual’ to refer to people identifying on the ace-
spectrum. Neither my participants nor | were very consistent in our usage of terms, and due to the small sample
size no differentiations in the data were looked at. Researching such differences could be an interesting question,
but was not feasible in this case. In cases where asexuality subcategories or aromanticism was mentioned
specifically in the interviews, it will be indicated as such.



One defining moment in the formation of asexuality was the case of Hypoactive Sexual Desire Disorder
(HSDD) in the DSM (Diagnostic and Statistical Manual of Mental Disorders, published by the American
Psychological Association). In 2008, when the DSM was undergoing another revision, people identifying
as asexual criticized the section HSDD in DSM-IV, which can be read as stating that having no urge to
have sex is a mental disorder (Hinderliter, 2009). While homosexuality already had quite a lobby at the
time of making changes to the DSM, asexuality still struggled with visibility in society: “A number of us
have been itching to challenge the APA on this for quite some time, but felt that we were too small, too
little researched, too powerless to do anything” (Jay, 2008). There was not much scientific research on
asexuality, a point on which the APA puts much weight when it comes to making changes. Therefore a
task force within the asexual community was being established, research (in the form of interviews with
people identifying as asexual) was carried out and the final project sent to the workgroup of the APA
dealing with revising sexual dysfunctions. These efforts, starting with communicating the dissatisfaction
with the DSM within the asexual community, and including the formation of a task force and bringing
this issue to the attention of the American Psychological Association, were largely done via the Internet
(Jay, 2008), which shows the role the Internet plays in the emergence of this identity. As a result of these
actions, a sentence was included in the DSM-5 at the end of the sections on female and male sexual
disorders, which reads for the female version (the male being along the same lines): “If a lifelong lack of
sexual desire is better explained by one’s self-identification as ‘asexual’, then a diagnosis of female
sexual interest/arousal disorder would not be made” (American Psychiatric Association, 2013, p. 434).

Since then a growing interest from both media and academia can be observed and there have been
several studies from different academic fields on the subject of asexuality. And even though there have
not been any major disagreements between academia and the asexual community since the DSM was
successfully changed, there can still be various forms of engagement with academic research on
asexuality observed. Most academic work in STS about (patient) groups that studies the relations
between scientists and non-scientists concerning the production and dissemination of knowledge, is
situated in the biomedical realm — two examples being Epstein’s work on AIDS Activism (1996) and
Callon and Rabeharisoa’s studies on AFM, a patient group organizing around muscular dystrophy (2003).
Forgoing the complexities of these cases, a simple logic lies behind the engagement of these groups: find
the cause, find the cure. In the case of the asexual community — where a firm distancing from pathology
can be observed — there is still abundant engagement with academic research via practices such as
research participation, reading research, showcasing of calls for research participation, as well as

archiving and discussing of scientific studies.



What is the motivation for these engagements with science and academia in the absence of controversy

and outside the medical realm?

This question sparked my interest in this case. Investigating this observation | start by taking a closer look
at how asexuality has been studied in academia. This leads me to more traditional cases of engagement
with research in science and technology studies, namely the afore mentioned patient groups. There have
been many studies on how (patient) groups accept, contest, demand, or protest academic research, as
well as various studies exploring reasons for research participation. These investigations are however
overwhelmingly situated in the (bio)medical field — where the underlying goal is to find the cure (Epstein,
1996; Callon & Rabeharisoa, 2008) or increase willingness for research participation (Brewer et al., 2014).
While also resulting from the study of a patient group, the concept of emergent concerned groups
(Callon & Rabeharisoa, 2008) offers a way to look at practices of engagement with research and the role
they play in the formation of collective identity. Asexuality too can be viewed as still emerging, which
offers an interesting opportunity to study an emergent concerned group in its state of emergence. Callon
and Rabeharisoa claim that “in order to understand how emergent concerned groups are sometimes
capable of constructing stabilized identities, goals, interests, or preferences, it is necessary to examine all
the investigations, inquiries, and research studies that these groups undertake to find solutions to the
problems they face” (2008, p. 236). Which is what they have set out to do in their study of AFM, during
which they have looked at numerous aspects of this group over the span of many years. This case too
can be thought of as a science-society encounter - the specific science being academic research about
asexuality and the specific society people who identify as asexual. But having slightly less time and
manpower to investigate the asexual community and its relations to scientific knowledge, led me to look

at a less all-encompassing aspect of this science/society-encounter:

How and when does academic research about asexuality come to matter to people identifying on the

ace-spectrum?

The science studies view of public understanding of science argues that it is crucial to look at how publics
make sense of and give meaning to science. Therefore the focus of this thesis will not be on observed
practices, but rather on how people identifying as asexual make sense of academic research and

engagement with it and think of it as relevant for establishing an identity for themselves and in society.



The research question can be divided into three sub-questions, which are informed by my state of the art
and theoretical background. They can be seen on a generalized level as how people make sense of
research, research impact, and engagement with research. The analysis is structured into three main
chapters along the sub-questions, which also contain short sections that are more like a field description
in character, in that they are of a more descriptive nature and draw on observations outside the

interview data. These chapters help contextualize the rest of the analysis and the themes found therein.

1) How do people who identify on the asexual spectrum make sense of academic research on asexuality?

2) How are the possible effects of academic research and knowledge about asexuality and their

realization conceptualized?

3) How are practices of engagement with said research perceived and rationalized?



2. State of the Art

This chapter starts with giving an overview of academic literature about asexuality, from the first interest
in asexuality, which originated in the disciplines of psychology and sexology, to studies investigating the
link between asexuality and classifications. In a next part, there will be examples of how communities
and patient groups have been looked at in the field of science and technology studies. Concluding, there

will be a brief discussion about research participation.

2.1. Studying asexuality
In the last decades a rising academic interest in the topic of asexuality can be observed, with most of the

earlier research coming from the disciplines of psychology and sexology. In his work on the development
of online English language asexual discourse, Hinderliter (2016) devotes a chapter to trace the origins of
academic interest in asexuality. He sees the importance of looking at when and where scientific research
about asexuality emerged in its entanglement with asexual communities. Before the year 2000
asexuality as a sexual orientation was only one way it was treated in scientific research, the others being
as a pathology, as preferential celibacy, or as a throw-away category. To summarize Hinderliter’s
findings, “while the existence of people who, in current classifications would likely be considered
asexual, has been recognized in sexological literature since at least the 19th century, extremely little
research had been done” (p. 31) and almost none of it had asexuality as its main focus, but rather used
findings concerning this as a byproduct. One such example for this line of enquiry into asexuality would
be Kinsey’s Group X. In 1948 the Heterosexual-Homosexual Rating Scale, commonly known as Kinsey
Scale, was first published. Thousands of people were interviewed about their sexual histories, which
showed that assigning people to just three categories — heterosexual, bisexual, homosexual — was not
supported by the data. This resulted in the creation of a seven-point scale, which ranges from 0 to 6, and
has an additional category X. This category was defined as “no socio-sexual contacts or reactions”
(Kinsey Institute, 2018), having been read since as the first mention of asexuality. In cases such as this,
asexuality is not the initial focus of the study, but rather an option on a survey that seems to be there for
completeness sake - a residual category more so than a valid answer.

Bogaert’s paper Asexuality: prevalence and associated factors in a national probability sample, which
was published in 2004 was only the second academic work which featured asexuality as its main focus
and features the finding that in a sample of the British population 1,05% of people claimed to have never
felt sexual attraction for anyone at all. In the last 15 years, there has been rising academic interest in the

topic of asexuality, with most of the research coming from the disciplines of psychology, gender studies,



and social sciences (Hinderliter, 2016). More recently there has also been a rise in academic research
that investigates asexuality as an identity. Cowan and LeBlanc (2018) for example look at the various
subcategories of asexuality, and how the interplay of descriptions of feelings and the feelings
themselves. Hinderliter attributes the rise in academic interest to “a combination of an increase in
available research participants, and from increased social interest in asexuality, both resulting from the
growth of online asexual communities and some individuals in those communities trying to promote

asexual visibility” (p. 35).

Asexuality has also been looked at in connection to medical diagnoses — earlier research in the sense of
looking at asexuality as a medical condition, and more recently research from the social science, which
builds on the tradition of science and technology studies, showing classifications and standardizations as
being simultaneously constructed by and constructing society (Bowker & Star, 1999). In a case study on
‘Female Hypoactive Sexual Desire Disorder’ (FHSDD) Jutel (2010) looks at how layers of social meaning
may be concealed in a diagnosis. She does this by investigating the genesis and detection of FHSDD and
its screening tools, the role definitions of normal sexuality play, and how different stakeholders, such as
the pharmaceutical industry and the asexual community, come to matter. Jutel (2010) states that the
diagnosis of FHSDD relies on the assumption that all humans experience sexual urges, in large part due
to the theory of evolution, and that therefore their absence has to have a pathological condition at
heart. In consequence, the discussion of asexuality is moved into the medical realm, medicine being
“simultaneously the explanation and the discipliner” (Jutel, 2010, p. 1085). This is accomplished in part
by establishing a diagnosis, but also upheld by epidemiological medical work, which sets its agenda as
counting the incidence and prevalence of FHSDD as well as developing screening tools; all establishing
FHSDD as a thing to be counted (Jutel, 2010). In case studies such as this, the question of what counts as
a medical condition or disorder and how it can be identified mutually structure one another. Thus
classifications and standardizations do not mirror the natural order, but are made and therefore deeply
political (Bowker & Star, 1999). That classifications are made does not detract from their realness. They
relate to the moral and social order of society and in consequence are having an influence on individuals.
By assigning a classification, clinicians “trigger a range of actions and consequences [...] linked to both
therapeutical and social responses” (Jutel, 2011, p.189). Describing symptoms with a diagnosis validates
the illness, warrants medical attention and a treatment, and gives the person the right to an identity as

‘being sick’. It puts a condition under medical authority, while at the same time legitimizing being



different and defining normality. Going even further it has the power to discipline patients in their
behavior, set research agendas and distribute resources (Jutel, 2011).

Stating that classifications do not simply reflect the natural order brings with it the assumption that the
validity of a diagnosis can be contested. Such an instance can be found in the critique of the description
of a psychological disorder in the Diagnostic Statistical Manual (DSM). People identifying as asexual have
criticized the section on Hypoactive Sexual Desire Disorder (HSDD) in DSM-IV, which can be read as
stating that having no urge to have sex is a mental disorder (Hinderliter, 2009). Asexuals however, define
asexuality as a sexual orientation, encompassing people who do not (or rarely) experience sexual
attraction (The Asexual Visibility & Education Network, 2001-2012a). A task force was established and
successful in bringing about a change in the fifth edition of the DSM, stating that people who identified
as asexual were exempt from being diagnosed as suffering from HSDD.

However, not all new categories and classifications have been imposed upon patients from doctors and
practitioners. Many of these diagnoses have been promoted by individuals suffering from the symptoms
described in them. Sometimes a classification is therefore not assigned from ‘above’, but “can be a kind
of self-labeling that provides a new public identity as an individual having a particular illness or disorder”
(Conrad, 2007, p. 46). A diagnosis can legitimate a problem, organize it, get understanding from outside
and from the patient and achieve a better chance at treatment (Conrad, 2007). While Conrad does look
at the case of homosexuality in a chapter of his book, he describes it as a rare instance of
demedicalization and focuses on the efforts to get homosexuality removed from the Diagnostic and
Statistical Manual (DSM) and therefore not seen as psychological disorder. As seen above, asexuality too
has a history entangled with medical institutions, and being included in the DSM at one point (Scherrer,
2008). But in the same way that medical diagnoses have the power to define “what is ‘normal’,
expected, and acceptable in life” (Conrad, 2007, p. 149) - sexual orientations can legitimate and validate
a person’s way of life.

Mol and Law (2007) talk about diverging ways of knowing when it comes to the issue of classifications.
On the one hand there is a way of knowing the body from the outside, which is objective, public and
scientific. On the other hand, there is a way of knowing the body from the inside, which is described as
being subjective, private and personal. This opens up the question of how different kinds of knowledges
are treated in classificatory work and what expertise is. In the context of asexuality, Przybylo and Cooper
(2014) take a slightly different approach and speak of two archives of asexuality, that inform each other,
but also limit the understandings of what asexuality is. The ‘truth’ archive is seen to consist of scientific

writing, while the ‘vernacular’ archive consists of community spaces and popular publications.



Showing the inherent politicalness and the embeddedness of the genesis of classificatory systems in the
sociocultural principles and conventions of their time, we can see that asexuality, as all sexualities, also is
rooted in its context - thus being culturally and historically contingent. While asexual practices have
existed before, ‘the asexual’ as a kind of person did not exist. “Asexuality has not existed at any other
time in Western history, not as “asexuality’ per se. [...] That it is here today is necessarily a crystallization
of our specific here and now” (Przybylo, 2012, p. 225). Przybylo goes further into this and investigates in
how far scientific writings are a base for such understandings and definitions:

[Alsexuality, like most sexualities, is in significant and intricate ways carved into existence by

science. This is not to say that science alone is inventing asexuality but that science, in collusion

with other social forces, is defining what asexuality is and how it functions. (2012, p. 225)
Przybylo (2012) includes both asexually identified individuals and media as equal contributors to what
asexuality is today. In her article she investigates the scientific mapping of asexuality and argues that
“the scientific study of sex provides opportunities for asexual formation, identification, and action, but
also functions to limit and restrict the shape that contemporary asexuality will acquire” (p. 239). Thus
she makes a case for scrutinizing scientific research on asexuality. As asexuality is a new sexual identity
that still lacks legitimization and can be seen as emerging and contested (Scherrer, 2008), what
asexuality is, is under constant negotiation. People identifying as asexual can on the one hand be
described as ‘objects’ of scientific knowledge, while another perspective shows the asexual community

as consciously engaging with scientific research and challenging its practices.

This sub-chapter has sketched the academic interest in asexuality in the last decades, showing that
asexuality is on the move from being seen as a pathology, to being recognized as a sexual orientation
and identity by academia. Still, a closer look at how classifications and diagnoses have been looked at in
science and technologies studies, has offered a few tentative parallels that show that further
investigations into the relationship between academic research about asexuality and asexuality as an
emerging sexual orientation, could be fruitful. The next chapter will therefore look more closely at

communities and patient groups engaging with science and research.

2.2. Communities, groups, and patient organizations engaging with research
When speaking about lay participation the image conjured is often of a sole individual person. More

typically lay participation is carried out by organized social collectives. Only when people grouped

together by suffering from the same disease come together and act in concert, can they challenge

10



medical authority effectively (Epstein, 2005). Effective participation, that is participation that has wished-
for consequences, gets more likely “when groups build effective organizations, construct new collective
identities, and promote groundswells of mobilization and collective action” (Epstein, 2005, p. 173). It can
be argued that the formation of a collective and the challenging of or engaging with a scientific authority
is happening simultaneously in most cases.

Looking at the history of patient organizations in most Western countries, it can be described by three
main claims (Rabeharisoa, 2006). First, people with the same disease find each other, and become aware
of their similarities and their shared collective identity. Second, the shared experiences central to this
identity constitute a knowledge of their disease which is not found in scientific research, but which is
essential to understanding and potentially improving their lives. Third, being afflicted by a disease is seen
as giving a patient the legitimacy to engage in decision-making that concerns their situation. The interest
in studying patient organizations often lies in the linkage of these claims, from the development of a
shared identity and the production and mobilization of knowledge, to political action.

A prominent example is Steven Epstein’s (1996) Impure Science, in which he traces the history of how
knowledge about AIDS has come to be known as true during major points of the debate. Epstein tells a
story in which society (or rather a part of it) takes science to task - it is demanded that scientific
knowledge should contribute to solving the societal crisis of AIDS. At first it is an antagonistic
relationship, wherein the ongoing biomedical knowledge production and the imposition of categories
and labels by an outside authority are criticized, but critique is soon replaced by engagement — opening
the doors for a transdisciplinary collaboration, in which both scientists and laypeople are interested in
solving this problem and resulting in change within both the social movement and the biomedical
community, as well as their relationship. Most such examples about patient groups are clearly situated in
the (bio)medical field, where a simple mission can be observed: find the cause, find the cure (see for
example Epstein, 1996, p. 31). Additionally such case studies are often concerned with instances of
‘talking back’ to a scientific authority.

In the above chapter we have seen an emphasis on the role a collective cultural position plays in making
sense of symptoms and bringing about a classification (see for example Jutel, 2010 and Hacking, 2006).
But an important point to remember is that classifications do not emerge out of universal consent: “Each
and every classification engages some social perspectives and shuts down others” (Jutel, 2011, p. 202).
Classifications give voice to certain perspectives and silence others (Bowker & Star, 1999). These issues
of exclusion are the subject of a strand of science and technology literature on the participation of

minorities in medical research. One such example investigates ‘informed refusal’ - conceptualized as a
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corollary to informed consent - by looking at moments of refusal (Benjamin, 2016). These stories are
about ‘biodefactors’, people or groups who “attempt to resist technoscientific conscription” (p. 2), and
the consequences of opting out or not availing oneself of available biotechnologies. For example,
identities diagnosed through genomics are resisted.

Refusal is not just about negating, but also about the potential to create new relationships between
researchers, subjects, and the state. “An informed refusal, in other words, is seeded with a vision of what
can and should be, and not only a critique of what is” (Benjamin, 2016, p. 4).

Similarly, Callon and Rabeharisoa (2003) open up an interesting point about accepting or refusing
knowledge. In their story patients have the ability to opt out of research knowledge gained by genetics
and the solidarity to other patients this would imply. It is therefore advisable to look at the act of
accepting or refusing knowledge as a conscious one that is connected to perceived consequences and
values behind the knowledge.

Going further, Callon and Rabeharisoa (2003) criticize the lack of interest from STS about the relations
between scientists and non-scientists concerning the production and dissemination of knowledge. They
investigate this ‘research in the wild’ in the case of the French Muscular Dystrophy Association, a patient
organization, through a series of articles. Stating that in the AFM case, patients and spokespersons have
on the one hand engaged in and promoted research in the wild, while at the same time supporting
laboratory research, the aim is then not to put one above another, but to be aware of how both are
necessary and contribute to the patients’ well-being. Callon and Rabeharisoa (2003) situate part of the
necessity for research in the wild in the fact that the diseases of these patients have not been the focus
of much medical and scientific attention, making it the patient’s responsibility to gather information on
the diseases and accumulate knowledge. The feeling of being abandoned by scientific research(ers)
therefore prompted this patient organization to do their own research — formalizing and publicizing
knowledge. “Researchers in the wild are directly concerned with the knowledge they produce because
they are both the objects and the subjects of their research” (Callon & Rabeharisoa, 2003, p. 202). A

statement that mirrors Przybylo’s (2012) thoughts about asexuality in the forgoing section.

2.3. Motivations for research participation
As we have seen, most studies about communities and groups engaging with research, are situated in

the (bio-)medical realm. Inherent in this research is the logic, that people afflicted by a disease are
dependent on science for their survival. Being interested in the reasons for a close relationship with

scientific research, | take a closer look at a few examples of academic literature on motivation for
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research participation, thus gaining an understanding of the underlying assumptions and aims for such

research, but also at how this is studied and conceptualized.

In a quantitative study Brewer et al. (2014) looked at attitudes concerning participation in health-related
research among professional African American women. In their questionnaires they measured the
intention and willingness to participate in different hypothetical research studies (participants could for
example rate study designs such as giving blood or interviews according to their willingness to
participate), as well as asking about such things as the perception of individual risk and benefit of
participation and trust in scientists. As an overall conclusion the study established that willingness for
research participation was favorable in the group studied.

Research on such participation often deals with the factor of individual research results. Harris et al.
(2012) studied how the return of individual research results (IRRs) figured into the perception of parents
who had enrolled their children in a genomic repository. Doing focus groups with the parents it was
found that the return of IRRs was almost unanimously wished for and connected to a possible individual
benefit, while the mere participation was hoped for contributing to scientific knowledge, and therefore a
common benefit.

McDonald, Kidney, and Patka (2013) conducted interviews and focus groups with people with
intellectual and developmental disabilities, through which they investigated perspectives on participating
in research, finding that “research is more likely to be both ethical and successful if researchers pay
attention to enhancing autonomy and person-centredness, while at the same time engendering
participant trust” (p. 216).

While these studies were very group-specific and therefore rather small-scale - measuring hundred
participants at most - another part of the literature deals with proposed research in genetic medicine,
which is dependent on a large number of participants, while also assumed to be seen as risky and
encountered with apprehension. Here the quantitative surveys measure thousands of participants (see
for example Kaufmann et al., 2008), putting much weight on controlling the results via confidence
intervals and similar measures. These kinds of studies are conducted to specifically show that there is
enough support in the general public for a certain kind of research and how to increase the motivation

for participation.

The majority of academic literature on research participation seems to deal either with ethical

considerations or present a quantitative study on the motivation for participation, most of the time
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concerning research related to health. In the latter we see a similarity to something discussed above,
that the underlying aim of such research is improving willingness to participate by identifying factors that
hinder or foster it. Research about motivations, perceived risks, and incentives has most often the goal
to increase research participation. The argumentation works because of the underlying assumption that
more research efforts lead to improved health. The motivations for research participation and how this

participation is conceptualized by the people participating, is however not addressed.

Concerning the case of asexuality, | will therefore look at the relation between research, engagement

with research, and a community, and ask:

How and when does academic research about asexuality come to matter to people identifying on the

ace-spectrum?
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3. Theory

In this chapter | will take a closer look at public understanding of science (PUS) and the concept of
emergent concerned groups, to see what they can offer when used as a theoretical background. In a first
step | will shortly discuss the concept of emergent concerned groups, which shows some characteristics
of my case and how we can think of asexuality in comparison with patient groups. Afterwards, | will give

a background on PUS and its specificity in STS, and show how it relates to my case.

3.1. Emergent concerned groups
One of the most prominent works on patient groups in STS is the corpus of studies on AFM, the French

Muscular Dystrophy Association, by Michel Callon and Vololona Rabeharisoa. In the following | will
sketch the terminus of emergent concerned group with which they describe this association (2008) and
explain what it might help me to see, if applied to my case.
While Callon and Rabeharisoa acknowledge the work done in sociology on the formation and
reproduction of social groups, they offer this critique:
Generally, they [other theories on group formation] assume that the identity of the group is
based on values, projects, practices, interests, or habitus shared by its potential members. This
type of approach does not apply to emergent concerned groups, whose identity is an
achievement rather than a starting point, a primum movens. (2008, p. 232)
AFM has humble beginnings, being founded by a few families with children who were diagnosed with
muscular dystrophy - there was little scientific interest in the disease and no cure, research or facts.
From this position of too many concerns and questions and no answers, the organization departed to
counter this exclusion and indifference. At the center of a concerned group lies the fact that members
share the same matter of concerns and express them with common words (Callon & Rabeharisoa, 2008).
Here we can see a parallel in Scherrer’s (2008) investigation into how asexual identities are negotiated.
She argues that while social constructions of sexuality and sexual identity have been theorized in
academia, the identities and experiences of people identifying as asexual have not been looked at in
detail. Scherrer describes “part of the difficulty in coming to an asexual identity [as] finding the
appropriate language” (p. 630). The Internet, and especially AVEN, have helped discover this language.
Further, the Internet has allowed for the formation of a community around this recent emergent sexual
identity (Scherrer, 2008). Both in the case of muscular dystrophy and asexuality, ‘emergent’ indicates
“that nothing is stabilized: identities are problematic [...] Identity and interests are the outcomes, and

not the causes, of the action itself” (Callon & Rabeharisoa, 2008, p. 235).
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In the AFM case the uncertainties have somewhat lifted in the last few decades. “Expectations, interests,
and projects have been formed and then stabilized, constituted, and entrenched in networks and
communities where they belong and are recognized” (Callon & Rabeharisoa, 2008, p. 235). While
concerns still exist, identities have been shaped, stabilized, and recognized - a first step in the way of
forming a path for strategic action. The shaping of this collective identity is tracked by focusing on the
engagement in research by patients and their families. In their case, new entities appear through the
research, namely the genes that cause the disease. It is this knowledge that allows the construction of a
new identity for the patients, and that can also be defended in the public sphere.

The role of patients in this engagement with research can encompass a wide variety, from intermediary
to researcher, “depending on the circumstances, the diseases, and their own education, they may
become involved in any research-related occupation, from the laboratory bench to the dissemination of
information, clinical observation, or the adaptations of therapies or prostheses” (Callon & Rabeharisoa,
2008, p. 238). Examples of engagement and influence in the AFM case are money donations, programs
they convince the government to invest in, the popularization of genetic knowledge, funding start-ups in
the economic sector, etc. What is essential is, that without their involvement the collectives and the
knowledge produced would not look exactly the same — their engagement has an influence. And in turn
the construction of the patient’s identity is also influenced by the practices of engagement. Callon and
Rabeharisoa (2008) differentiate the cases of concerned emergent groups from laypersons’ engagement
in research (which is the probably more well-known STS topic) by saying that only here the construction
of a new identity with the goal of being recognized is integral to what is happening. That this happens in
part because of research and the entity of genes, differentiates this further from regular social
movements.

The case of AFM is a very particular case, especially in its success. Callon and Rabeharisoa link success in
the case of the AFM to the group having an “active and influential presence in the scientific, political,
economic, and media spheres” (2008, p. 234). But concerned groups can follow different paths and
trajectories. Some groups are not recognized and do not become legitimate or gain resources and
influence on research or industry. “Many groups concerned are not able to thoroughly and permanently
establish their existence; they remain in a state of emergence and sometimes end up disappearing”
(Callon & Rabeharisoa, 2008, p. 244).

Asexuality can be argued to be still in a state of emergence — the concept of emergent concerned groups
would therefore offer a look at the linkages between engagement in research and construction of

individual and collective identity. But what we have seen in this introduction to the concept of emergent
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concerned groups is, that while there are many parallels that offer valuable insight to my case, many
parts of the concept are heavily dependent on the situatedness of AFM in the biomedical sphere. The
social identities become rooted in biological characteristics and genes are seen as integral to the
formation of an identity (Callon & Rabeharisoa, 2008). A co-construction approach lies at the heart of
this concept; thus it builds heavily on the production of entities (genes and prosthetics) through research
in which their patient group is involved. They state that the construction of the identity of these groups
is “the outcome of real research in which the groups are heavily engaged and that leads to the
production of entities [...] that participate in shaping their identity” (C&R, 2008, p. 232). In my case there
are no technical entities, which is why | will look at public understanding of science to help me focus on
the concerns and understandings of the asexual community. Still, emergent concerned groups as a

concept helps focus the gaze on what is at stake: identity, or how one is known.

3.2. Public understanding of science

3.2.1. Beginnings of public understanding of science
Public understanding of science (PUS) as a multidisciplinary field looks at the relationship between the

‘public’ and ‘science’. Academic interest in (PUS) came about in the 1980s in the UK. Towards the end of
the twentieth and the beginning of the twenty-first century, in a lot of advanced industrial countries, one
can witness many conflicts concerning the trust and acceptance the public put in scientific expertise.
Examples of issues in which science’s attempts to reassure the public turned out to be rather fruitless,
are vaccines and GM food. There was a lot of public skepticism and suspicion towards science and the
scientific community faced a lack of interest in science and technology from two directions: the
government, which had no interest in science that had no immediate economic value, and the public.
Getting no support from those two sides, the scientific community felt it needed to reassert the
importance of scientific knowledge and the scientific method. Public understanding of science (PUS)
emerged before this background as an endeavor to measure the public’s attitude towards science and
the understanding or ignorance of the public towards science (Yearley, 2005). Early PUS builds on the
deficit model, which assumes that the public is lacking knowledge and therefore does not trust science.
‘Science’, which holds all the expertise and authority to judge and explain, has to be communicated to
‘the public’.

From early PUS studies, two interesting things can be learned regarding my case. One is, that the
attitude towards medical science was overwhelmingly thought of as interesting and scientific: “For one

thing, medical research is - in principal at least - clearly aimed at the public good. Medical science
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without at least a background ideal of healing the sick makes no sense” (Yearley, 2005, p. 117). The other
interesting finding is, that “public acceptance of scientific innovations and optimistic attitudes towards
science do not automatically relate to people’s knowledge of science. [...] just encouraging the public to
become more knowledgeable about science will not make them more automatically accepting of

scientific authority” (Yearley, 2005, p. 118).

There is considerable discussion about the terms central to this topic - while meanings and imaginations
of ‘the public’, as well as explorations of different forms of participation or engagement, have been
receiving more attention in recent years, the meanings inherent in ‘science’ are less often researched.
Thought must therefore be also given to how the ways in which publics experience and give meaning to
science shape the ways they respond to science.
Publics may have more nuanced relationships with scientific knowledge than the deficit model
assumes. [...] Publics have knowledge that intersects with science, they may translate and
appropriate scientific knowledge, and they appraise scientific knowledge and its bearers.

(Sismondo, 2010, p. 175)

3.2.2. Public understanding of science in STS
Many problematic assumptions are built into the deficit model. The concept of ‘the public’ is much too

simplistic, and the model assumes that more information in science automatically builds trust in science.
There are no feedback loops from ‘the public’ towards science, as information only goes one way.
People are not seen as knowledgeable actors, but as in need of education. To conclude, the deficit model
does not account for the contextual nature of knowing, missing many ways in which publics’ relationship
with scientific knowledge is more nuanced than the model assumes (Sismondo, 2010). Which is why, in
the 1990s, there was a move from the deficit model of public understanding of science to models of
critical engagement with science. This offered more room to investigate why publics should understand
science and how they engage with science. The problem is no longer seen as a lack of knowledge, but of
inadequate considerations of the public, be it lay expertise or assumptions held about the public or by
the public (Sismondo, 2010).
This hinged upon a new understanding of the relationship between science and society, described by
Bruno Latour:

In the traditional model, society was like the flesh of a peach, and science its hard pit. Science

was surrounded by a society that remained foreign to the workings of the scientific model:
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Society could reject or accept the results of science; it could be inimical or friendly toward its
practical consequences. But there was no direct connection between scientific results and the
larger context of society. (...) How different are the connections nowadays between research and
society! (...) They are now entangled to the point where they cannot be separated any longer.

(Bruno Latour, 1998, p. 208)

We have already encountered some key STS scholar investigating these new aspects of public
understanding of science in the state of the art of this thesis (Chapter 2.2), namely Epstein, Callon, and
Rabeharisoa. Here | will show another example by Brian Wynne, to showcase the questions and concerns
that moved PUS from the deficit model to critical engagement with science model. Wynne (1996)
investigated Cumbrian sheep farmers’ responses to scientific advice after the Chernobyl radioactive
fallout. Sheep farmers were advised on environmental hazards following the Chernobyl accident, and
were restricted in their sale of sheep.
Wanting to go further in his analyses of public understanding of science, Wynne (1996) stresses that,
the best explanatory concepts for understanding public responses to scientific knowledge and
advice are not trust and credibility per se, but the social relationships, networks and identities
from which these are derived. If we view these social identities as incomplete, and open to
continual (re)construction through the negotiation of responses to social interventions such as
the scientists represented, we can see trust and credibility more as contingent variables,
influencing the uptake of knowledge, but dependent upon the nature of these evolving
relationships and identities. (p. 282)
In this case it is shown that trust is not simply explained, but has many factors. For example social factors
and ‘institutional body language’ of science play an important role when it comes to trust or distrust.
The personal and experiential life-world background as well, plays a crucial role in how lay people relate
to science and scientific knowledge. If lay expertise, that is cultural and local forms of knowing, are
ignored by science, then conflicts are more likely to arise (Wynne, 1996).
“Certain sociologists have suggested that the public may not simply embody values about the world but
may also have knowledges of its own to offer: forms of lay understanding or citizen science” (Irwin &
Michael, 2003, p. 8). The notion of lay expertise refers to publics having their own knowledges, which
may be in accordance with expert conceptions, or challenge them. Moving again into the medical realm,
an obvious example is patients having a certain expertise about their own condition and bodies,

knowledge of pain for instance. On the basis of their own knowledge and experience, people will assess
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the credibility of scientist’s claims. This lay, or citizen, expertise, can prove a fruitful addition to scientific
ventures, for example by adding citizen panels as a review process (Yearley, 2005). In case studies we
often see a conflict between lay and scientific understandings. This is due to publics having pre-existing

interests in problems and their solution (Sismondo, 2010).

What new insights this science-studies view of public understanding of science then offered is
summarized by Yearley (2005) in three points, or ‘theorems’:
1) Public understanding of science is no longer really concerned with whether people understand
scientific knowledge, but about how people evaluate institutions of science.
2) A major factor in how the expertise of scientists and scientific institutions is evaluated, is the trust
put in them.
3) The framework of scientific knowledge claims is both technical and social, in that it depends on
(often unexamined) assumptions and models about the social world, with which publics can
disagree.
In these three theses we see that when publics oppose science, it is not the result of
‘misunderstandings’. Rather it is because a study or the solution to a problem is not presented by
trustworthy institutions or scientists, lay expertise is not taken into account, or inadequate assumptions
are made. In such cases opposition is grounded in concerns about the adequacy of scientific work

(Sismondo, 2010).

3.2.3. PUS as theoretical background
The things sought to understand of the public understanding of science, such as trust, and questions like,

why should publics understand science and how do they engage with it?, can no longer be measured by
a survey, but require different methods (Yearly, 2005).

Traditional STS inquiries into science-society relations start by asking what ‘science’ and ‘society’ are, and
in what relation they stand - how and where do science and publics encounter each other and how do
they communicate?

Wynne (2014) states, that without giving thought to how publics experience and give meaning to
science, one cannot make sense of how publics respond to science. On asexuality studies, Scherrer
(2008) says that as researchers we often look at academic sources. To open up perspectives on how this
knowledge comes to matter, this study proposes to look at the conceptualizations of people who identify

as asexual instead.
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In STS cases on PUS, such as the GM case, there is an unarguable centrality of science and technology to
the public issue. Looking at an example not situated in a technological or medical context, might
however offer new views on how understandings of science relate to engaging with research.
Additionally, many STS cases feature a controversy and look at ‘talking back’ at science. Looking at a case
which might be seen as happening in the absence of controversy (the DSM issue having been solved
successfully a few years ago), offers valuable perspectives on how academic research comes to matter.
But first one has to look at how academic research, the possible effects of and the engagement with it,
are conceptualized. To find answers to my broad main question, a PUS perspective therefore leads me to

open up the concepts of ‘science’ and ‘society’ and ask:

1) How do people who identify on the asexual spectrum make sense of academic research on asexuality?

2) How are the possible effects of academic research and knowledge about asexuality and their

realization conceptualized?

3) How are practices of engagement with said research perceived and rationalized?
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4. Material and methods
In the following chapter | will give a detailed look at the methods chosen to answer my research

guestion, and which aspects it allows me to see.

4.1. Reflections on interviews and gaining access to the field

4.1.1. Semi-constructed interviews
To answer how and when academic research comes to matter, | chose to conduct semi-structured

interviews with open-ended questions. Doing semi-structured interviews with open-ended questions
allows to get an understanding of the opinions and experiences of the interviewees (Silverman, 2006),
therefore the focus of my research lies on the conceptions and perceptions of members of the asexual
community. This method allows participants to answer freely based on their personal reflection,
knowledge and experience. The interview is collaborative in nature, meaning “interviewer and
participant work together to develop a shared understanding of the topic under discussion” (Laurie &
Jensen, 2016, p. 173).

Respondents come to the interview willingly (presumably), interested in the topic — and

whatever lures are thrown out — to show up. But their agendas and understandings of what the

interview is for, and how it unfolds, depend on the biographical and situated context of their

lives — which, in turn, is also historically situated. (Warren, 2012, p. 133)

The interviews relied on a questionnaire, which contained a list of open-ended questions, including
follow-ups. The order the questions were asked in did not matter much and varied in the interviews, the
only exception being the introductory question. Designing a questionnaire offers structure and flexibility
both: leading to important themes of the research, while also remaining flexible (Jensen & Laurie, 2016).
After my first interviews, for example, | adapted the interview guideline, because new topics emerged

that were of concern to my participants, but which had not occurred to me before.

4.1.2. Field description and gaining access
The field description in this chapter will briefly give an overview of AVEN, the forum at which | posted my

call for participants. A more detailed and thorough discussion of the entangled history of asexuality and
academia, as well as the role the forum plays in this, can be found at various points throughout my

analysis.
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Spaces in which marginalized groups build communities, be they united by a sexual orientation (Scherrer,
2008) or an emergent illness (Dumit, 2006), are often found on the Internet. The Asexuality Visibility and
Education Network (AVEN) is the most well-known virtual community for asexuals and offers them the
language and the space to define their identity (Scherrer, 2008). Looking at the name of this forum, it
becomes apparent that one of their goals is listed as education and they describe themselves as also
being a “large archive of resources on asexuality” (The Asexual Visibility & Education Network, 2001-
2012e). Knowledge found on AVEN facilitates the taking-on of an asexual identity and the building of an
asexual community. Asexuals, and most notably AVEN, are producing knowledge themselves and
contribute to the making of today’s asexuality, while they are at the same time objects of research
(Scherrer, 2008; Przybylo, 2012). Besides being able to witness various practices of engagement with
academic research on AVEN, the forum is also unique as it is one of the, or even the only, place
researchers interested in studying asexuality can and do use for recruiting participants.

On the first page of AVEN (asexuality.org), besides a lot of other information, there are already links
leading to calls for participants for scientific studies. This points again at the peculiarity of the relation
between the asexual community and research, but also suggested a feasible way for me to recruit
interview partners. | chose to use the forum to recruit my participants out of practicality as well as out of
interest in the relationship AVEN has with academic research and the role it plays in the asexual
community. This meant, however, that my participants were self-recruited. The amount of people who
disfavor participating in the research was therefore unsurprisingly non-existent, because answering my
recruitment call is already an engagement in academic research.

For the most part the forum is public and members seem to encourage research, but moderators of the
forum still function as gatekeepers, deciding which calls for participation to showcase. This is regulated
through standard procedures. On the forum, there is a thread called ‘Rules for researchers and students’
(The Asexual Visibility & Education Network, 2001-2012b) - wherein rules of conduct (for example for
recruiting participants) are laid out. According per those rules | sent a description of my study, the
consent form for my interview participants, and the participant information sheet that was used in the
research call to the Research Approval Board. Very soon afterwards | got an email from a member of the
Board, telling me that my information looked complete and asking me if | would like them to also post
the research call via other networks, such as Tumblr and Facebook, once the Board had approved my
call. | agreed to the latter and about 3 weeks after, my research call was posted on the forum and on
various other sites. The only criteria for participants were being over 18 and identifying somewhere on

the ace/aro-spectrum. First emails from interested prospective participants arrived very quickly after the
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call was posted (I received the first 4 messages mere hours after the call was posted). After contacting
me via email, | informed them in a bit more detail about the interview and sent them the informed
consent. Quite a few people never responded a second time. But if they did agree to the interview, we
arranged a date and time for the interview. After having conducted 10 interviews - which exceeded how
many interviews | had planned, but still did not reach saturation in some aspects - | declined further
prospective participants, as | already had enough material.

The interviewees were predominantly from English-speaking countries, the exception being two persons
from German-speaking countries, and one from South America. All of my participants were relatively
young, being in their twenties, or early thirties.

The interviews lasted between 1 and 1,5 hours and were conducted via skype (sometimes video,
sometimes audio-only) or phone and in English. The only exception to this being one interview that was
conducted in person and in German, because the participant also lived in Vienna.

Limitations concerning my recruitment can 